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Ethics in research related to Indigenous peoples has, over recent
decades, been increasingly discussed in a global context. Decolo-
nizing theories and methods have gained legitimacy and prestige,
and Indigenous scholarship has challenged mainstream research by
adding novel perspectives and critical standpoints that encourage
researchers of all origins to reflect upon their own positions within
the colonial academic and social structures in which they work. This
development has taken different directions and occurred at diffe-
rent speeds depending on local, regional and national settings. In a
Swedish Sami research context, we are now in a time when it is clear
that things are moving and discussions on research ethics are taking
place on a more regular basis. This publication is one example of that.
In Sweden, it is the first one in English that addresses ethics in Sami
and Indigenous research and this will, hopefully, facilitate collabora-
tions, comparisons and discussions on an international scale.

The book is based on some of the contributions to the international
workshop Ethics in Indigenous Research, Past Experiences - Future
Challenges that was held in Umea in March 2014. The workshop
gathered together around fifty scholars from different parts of Sapmi
and abroad, and aimed to move forward Indigenous research ethics
in Sweden by highlighting and addressing research ethics related to
the Sami and Indigenous research field. It is hoped that this book will
serve as an inspiration, a critique, and an illustration of where discus-
sions are heading in a Nordic, and more specifically, Swedish context.
It is intended to function as a foundation for future ethical discussions
at different levels, in national and international settings both within
and outside academia.
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Fire. An element that carries a symbolic value to many of us, regardless of our
backgrounds and perspectives. To me, fire is life. A campfire alone or with a friend,
brings me strength and energy and clears my mind. When a fire is lit, it needs help
to keep burning, to grow and become strong. It needs small pieces of firewood,
carefully placed in a way that will allow it to continue burning. A fire always needs
to be looked after, or else it will die away, disappear. But a burning fire that is cared
for is a safe, welcoming and natural place to gather around. And, as my father says,
“it is easy to have good thoughts and talks around a fire.” I see this book and the
theme of it as a fire. My hopes are that we will all contribute to keeping it burning.

Anna-Lill
Ratan, June 2016






Introduction

Anna-Lill Drugge

Ethics in research related to Indigenous peoples has, over recent decades, been in-
creasingly discussed in a global context. Decolonizing theories and methods have
gained legitimacy and prestige, and Indigenous scholarship has challenged main-
stream research by adding novel perspectives and critical standpoints that encour-
age researchers of all origins to reflect upon their own positions within the colonial
academic and social structures in which they work. This development has taken
different directions and occurred at different speeds depending on local, regional
and national settings. For instance, in New Zealand, Australia and Canada, ethical
guidelines for Indigenous research are now integrated into the national systems of
ethical review for research. In these and other countries, Indigenous scholars have
been particularly important in pushing the limits towards Indigenous self-determi-
nation and capacity-building within the academic setting and beyond (for instance,
but not limited to, Taiaike Alfred, Asta Balto, Marie Battiste, Maryann Bin-Sallik,
Norman K. Denzin, Maui Hudson, Harald Gaski, Alf Isak Keskitalo, Rauna Kuok-
kanen, Asa Nordin Jonsson, Nils Oskal, Jelena Porsanger, Lester Irabinna Rigney,
and Linda Tuhiwai Smith). The work of these and other scholars has been essential
not only to the cultures, peoples and contexts from which they originate, but also
on a global scale, bringing inspiration to others in the work to accomplish and pro-
mote ethical awareness in Indigenous research. Not least, this has been of great im-
portance to Indigenous and non-Indigenous scholars with an interest in research
ethics in Sapmi.

The discussions on ethical issues in relation to Sami research have predomi-
nately been present on the Norwegian side of Sapmi, where voices were raised in
the 1970s, requesting that research that related to the Sami should be taking its
point of departure from Sami perspectives, values and needs (Porsanger 2008, see
also chapter by Juutilainen & Heikkil4, this volume). The development in Norway
has in turn been influenced by, and itself has influenced, international discours-
es. Given that Sapmi stretches across the national borders of the Nordic countries
and Russia, is it natural to think that Sweden should also have exhibited a similar
trend when it comes to raising awareness on issues of ethics in scientific contexts
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related to Sami research. In fact however, relatively little attention has been given
to this area of interest, both in terms of highlighting research ethics as such, and in
terms of promoting the development and adjustment of ethical guidelines (Drugge
2016b). However, a change can be noted as the focus on research ethics in Swed-
ish Sami research has gradually grown during the past decade. Through the in-
creased focus on adopting or challenging the concept of traditional knowledge, an
increased interest in research ethics can now also be noted on the Swedish side of
Sapmi, inspired by international development in the field. In 2010 a seminar on re-
search ethics was arranged with subsequent conference proceedings (Bockgérd &
Tunén 2010), and in 2011 a book addressing “arbediehtu” (traditional knowledge)
was published, edited by Asa Nordin-Jonsson, who should take credit for intro-
ducing Sami traditional knowledge and Indigenous methodologies into the Swed-
ish Sami academic context (Jonsson 2011a; Jonsson 2010; Jonsson 2011b). Today,
multiple voices are heard from senior scholars and PhD students that challenge,
develop and discuss how or whether Indigenous methodologies and Sami research
ethics should or could be part of the research process (Drugge 2016a; 2016b; Jons-
son 2011a; 2011b; 2010; Ledman [Drugge] 2007; 2012a; 2012b; 2015; Sehlin Mac-
neil and Marsh 2015; Sehlin Macneil 2014; A. L. Svalastog 2013; A.-L. Svalastog
and Eriksson 2010; Bockgérd and Tun6n 2010). In 2014, the first international
workshop on the topic was arranged, Ethics in Indigenous Research, Past Experi-
ences — Future Challenges, on which the contributions in the present publication
are based.

The development in Sweden during this past decade has been possible through
the work of many individuals who have recognized and addressed the need for
challenging structures and settings within academia. In the Swedish academic set-
ting, and at Umed University in particular, part of this progress can be explained by
the work done by early career researchers within the Sami field. Their experience of
a lack of tools and guidance about how to proceed in the research process and how
to act in an appropriate, culturally safe way lead to the establishment of the early
career network NorrSam, initiated by a number of PhD students from a variety of
disciplines all engaged within the Sami research field'. Since 2011, NorrSam func-
tioned as a platform to discuss the position of being a researcher in a mainstream,
Sami and academic context, a position that many felt needed to be addressed re-
gardless of the background or ethnicity of the researcher. One of the most dis-
cussed themes at network meetings concerned the issue of research ethics, and the
need for research to be more strongly related to and taking its departure from Sami

1 The network currently consists of more than 90 members and was initiated by Isabelle Brinnlund, Ma-
lin Briannstrém, Anna-Lill Drugge, Annette Lof, Anna-Maria Rautio, Elsa Reimerson and Asa Ossbo.
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Introduction

needs and interests. This included drawing on discussions of Indigenous method-
ologies and other critical studies, with the aim of changing the perspective, to con-
stantly turn things around and find strategies for researchers to challenge them-
selves and others within the mainstream academic structures. To many of these
early career researchers, NorrSam became a safe space for discussions and a place
for support. Informal meetings were organized, guest researchers were invited and
the network arranged get-togethers with academics, non-academics, Sami organ-
izations and associations. And maybe most important of all, NorrSam formed a
crowd, almost like an unarmed army, who could assist each other at the different
institutions, providing moral support and contributing with Sami knowledge and
competence at seminars or in other situations where it would otherwise be lim-
ited. This somewhat progressive generation of young scholars has, supported by
the work done by others before them, affected the field, challenging structures, re-
search methods and theories and encouraging profound discussions on research
ethics that have been ongoing within and outside the network ever since.

In a Swedish Sami research context, we are now in a time when it is clear that
things are moving and discussions on research ethics are taking place on a more
regular basis. This publication is one example of that. In Sweden, it is the first one
in English that addresses ethics in Sami and Indigenous research and this will,
hopefully, facilitate collaborations, comparisons and discussions on an interna-
tional scale. Today, voices from the Sami research field are being raised to chal-
lenge the mainstream, and at the same time question the relevance of Indigenous
methodologies, that suggest other options, that call for theories and methods that
are better adjusted for Sami settings, Sami research and Sami identity. Different
perspectives are made visible and debates are initiated and ongoing, demonstrat-
ing a constant and constructive development of the subject.

Various authors from a range of disciplines have contributed to this book (see
biography for detailed information). Torjer Olsen provides a comparative discus-
sion in which he analyzes a number of different approaches to Indigenous method-
ologies, and simultaneously explores how religious studies and Indigenous studies
could benefit from each other. Olsen advocates a critical stance, which he means is,
in itself, an action of advocacy. He examines a number of voices from Indigenous
scholars, more specifically their different approaches with respect to concepts such
as insider/outsider, emic/epic, western/Indigenous. He takes a clear standpoint
in which he criticizes the reproduction of homogeneity, reminding the reader that
individual Indigenous voices do not automatically echo the Voice of the group. In-
stead, listening to particular Indigenous voices inevitably implies not listening to
others. Thus, Olsen argues that any scholar, Indigenous or non-Indigenous, must

11



Ethics in Indigenous Research - Past Experiences, Future Challenges

always remain critical. In relation to this line of reasoning, Olsen also questions the
notion that Indigenous and religious studies alike are perceived as something ex-
traordinary, quite different from mainstream research. Instead of reproducing this
somewhat marginalized position for the research fields in focus, he suggests that
we strive to make them ordinary, in the positive sense of the word.

Lars Jacobsson, Professor emeritus, Psychiatry, Umed University, Sweden has
a background as chair of the Research Committee of the Medical faculty in Umes,
and chair of the Delegation of Medical Ethics of the Swedish Society of Medicine.
His chapter takes the form of a personal, critical reflection in which the author
communicates his concerns that specific guidelines and legislation for Sami re-
search could risk making research processes overly complicated, costly and time-
consuming. Instead, Jacobsson suggests that researchers are supported in their
attempts to accomplish ethically sound research, instead of focussing on the pro-
tection of vulnerable groups both inside and outside the Indigenous community.

In a global sense, ethical guidelines for research and other processes are plenti-
ful and easily accessible in most contexts. In terms of guidelines focusing on Indig-
enous issues, a number of core principles can be identified. In their chapter, Hkan
Tunoén, Marie Kvarnstrom and Henrik Lerner analyze different ethical guidelines
related to both Indigenous peoples and local communities. Their specific focus is
on traditional knowledge and cultural practices and the authors compare ethical
concepts and principles and discuss both challenges and opportunities in using
them. In addition, the authors highlight a number of difficulties that might emerge
when developing such guidelines. They argue that the importance of ethical guide-
lines for research has the potential to raise general ethical awareness, but at the
same time they question whether they form the best tools for creating awareness
among researchers or within local communities. In conclusion, Tunén, Kvarn-
strom and Lerner underscore the fact that guidelines, no matter how good they are,
are just guidelines.

Sandra Juutilainen and Lydia Heikkila provide us with an overview of how the
development of research ethics in Canada has evolved, comparing and contrasting
it to the development of Sami research ethics across the Nordic countries in Sapmi.
The authors note that there are some variations in the Nordic countries with regard
to moving towards a de-colonial research process. They note that in Norway, the
national authorities have tried to initiate and maintain a dialogue on Sami rights.
In Sweden and Finland however, the developments are clearly lagging behind, pre-
venting decolonizing processes. Ethical discussions are taking place, but the neces-
sary and practical issue of finding ways to accomplish the implementation of ide-
as appears to be stagnant. Juutilainen and Heikkild note that the development in
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terms of embedding ethics into research structures in the Nordic countries seems
to have gone from a Pan-Sami collaboration in the 1970s, to more dispersed efforts
defined within each nation-state. What appears to be missing today, they argue, is a
collaborative platform for Sami researchers and research institutions from the four
different nation-states in Sapmi.

Anna-Lill Drugge and Isabelle Brannlund elaborate on the concept of parrhe-
sia, demonstrating how the theoretical Foulcauldian concept could be of practical
use to scholars who see the need to challenge established and unjust power struc-
tures, but find it hard to know how to approach them in order to accomplish a pro-
ductive change. Parrhesia can be described as a verbal activity separated from rhet-
oric by its frankness. A person exercising parrhesia uses “free speech” in order to
direct a critique of the power, the norm or the ruling. Foucault outlines five specific
constituents of parrhesia; frankness, truth, danger, criticism and duty. By explor-
ing the different elements of parrhesia, this article encourages critical scholars to
react and act, to ‘unsettle’ and challenge colonial structures and encourage multiple
ways of knowing and conducting research.

Rebecca Lawrence and Kaisa Raitio illustrate how positivist assumptions and
colonial injustices still prevail in the Nordic countries, while academic activities are
looked upon as objective and engaged. In opposition to this positivist approach,
the authors argue that research is political, and that personal engagement does in
fact lead to both better research and, in the long run, to better policy. Engagement
and collaboration demand that the role of the academic is broadened in a way that
includes active engagement with Indigenous issues. Here, the recognition of co-
lonial history is considered to be crucial, and if this is not the case it will appear
to be logically absurd that one group (the Sami) should receive special treatment.
The authors highlight the need for and difficulty of navigating between emerging
norms and codes of ethics for Indigenous research on one hand, and the dominant
Nordic discourses concerning “neutral” researchers on the other. By making use of
participatory methods and action-oriented research where intervention is part of
the research design, the authors argue that challenging the lines between research
and direct engagement can make research more ethically sound. In addition, this
can contribute to producing more relevant and higher quality results. However, the
authors do acknowledge that there are a number of dilemmas that need to be taken
into account. For instance, how can researchers prevent the risk of being naive, and
how is the line between research and activism to be drawn? The authors conclude
that the choice for researchers is not between being either objective or neutral, but
between those who are able to reflect on their role in (de)colonizing academia, and
those who are not.

13



Ethics in Indigenous Research - Past Experiences, Future Challenges

One of the chapters in this volume provides an overview of the process of creating
and implementing the Te Ara Tika ethical guidelines for research in New Zealand.
Maui Hudson, Moe Milne, Khyla Russel, Barry Smith, Paul Reynolds and Polly
Atatoa-Carr describe the set of strategies used during the process of implementing
an ethical framework for Maori research, not least highlighting the importance of
encouraging key stakeholders on a political level to allocate resources for the devel-
opment of a framework like Te Ara Tika. The authors stress the importance of hav-
ing Maori representation on the ethics committees in order to accomplish change.
In addition, they point out that Indigenous leadership and scholarship in the writ-
ing of ethical frameworks should not be underestimated. There are differences in
terms of expectations of research processes in Indigenous research; therefore, the
intention was to construct a progressive framework to be used by both Maori and
non-Maori researchers. The authors acknowledge that mainstream and Indigenous
viewpoints do collide at times, but both perspectives need to understand the value
of an ethical framework, or it will not be used. However, the authors are deter-
mined that even if an ethical framework for Indigenous research is constructed for
everyone to use, the cultural mandate must be robust for it to be considered legiti-
mate. This is the case even if resources are provided from national agencies. The
Te Ara Tika guidelines are, of course, specific to a Maori context and cannot be di-
rectly translated to other Indigenous settings. The ethical framework can, however,
serve as inspiration and act as a starting point for discussions in other contexts, not
least in Sapmi.

Theorizing around issues of ethics in Indigenous research has been increas-
ingly common within the academic setting. Researchers are often well aware of
the necessity to strive to accomplish ethical research, and know where to find a
theoretical base and inspiration that strengthens this argument. However, when it
comes to implementing theory in practice, translating theories to research meth-
ods, it seems to be a more difficult task. It is easier to discuss how research involv-
ing Indigenous peoples is best carried through than actually to plan, organize or
implement ethical research practices. For this reason, those who can share stories
of trying to translate theory into practice represent valuable sources of knowledge
for others to learn from. An example of how this can be accomplished is given in
the chapter by Annette Lof and Marita Stinnerbom have been part of a project in
which research methods were constructed in close collaboration between research-
ers and reindeer herders in Vilhelmina norra Sameby in Sweden. In their chapter,
they problematize the role of research in relation to the Sami and the contemporary
situation in Sweden. From their own experiences, they reflect on how to make col-
laboration work although there are critical challenges based on the hierarchically

14
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structured relationships between Indigenous communities and majority societies.
Three significant challenges are identified as important for decolonizing research
processes to take place in practice. First, researchers’ reflexivity and ability to con-
front historical injustices is essential. Second, the need to explore different forms
of collaboration, and to be prepared to adjust or abandon existing methods or in-
vent new ones. Third, they emphasize the need to acknowledge the right to, inter
alia, Indigenous self-determination, ownership, acknowledgement of data and the
power to define, lies with the Indigenous community and not automatically with
the researcher. Adding to these challenges are the lack of structures, best-practices
and guidelines for research, which prevent research being carried though in a cul-
turally safe and ethical manner. The chapter is concluded with a set of “take-home
messages”, for both researchers and community members who take part of in on-
going and future collaborative research processes.

Snefrid Mollersen, Vigdis Stordahl, Inger Marit Eira-Ahrén and Grete Torres
share their experiences of developing a questionnaire in close collaboration with
reindeer herders in the Norwegian part of S4pmi. By making use of international
guidelines (CIHR) and implementing these in a Norwegian context, they show how
international development can contribute to national and local research processes
in a productive and positive way. In this chapter, the authors also discuss some
of the challenges that emerged during the research process, and highlight the im-
portance of genuine and stable relationships in order for research collaboration to
work out well.

As mentioned earlier, this publication is based on some of the contributions
to the international workshop Ethics in Indigenous Research, Past Experiences —
Future Challenges that was held in Umeé in March 2014, with the financial sup-
port of Vaartoe/Centre for Sami Research at Umeé University, Kungl. Skytteanska
Samfundet, FORMAS and FORTE. The event was part of the postdoctoral project
“Ethics in Theory and Practice in Sami Research”, led by myself and financed by the
Faculty of Humanities at Ume& University between 2012 and 2014. The workshop
gathered together around fifty scholars from different parts of Sipmi and abroad,
and aimed to move forward Indigenous research ethics in Sweden by highlighting
and addressing research ethics related to the Sami and Indigenous research field.
The opening keynote presentation of the workshop was delivered by the chair of the
Swedish Sami parliament, Stefan Mikaelsson, and is published in its entirety. The
contributions in the book have been peer-reviewed by international scholars within
the Indigenous research field. Some contributions are of the empirical kind, some
should be considered to be personal reflections and others are more theoretically
orientated. The reader will notice that the articles are varying in both content and
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standpoints, which can be seen as a reflection of the discussions taking place in re-
lation to the contemporary Swedish context. The work of evaluating and comment-
ing on the texts and in the end deciding whether to include them after the review
and revision process has been led by myself, in cooperation with an editorial board
consisting of Grete Tarres, SANKS, Krister Stoor, the Department of Language
Studies, Umeé University, Maria Wisselgren, Vaartoe and Cedar, Umea University
and Lena Maria Nilsson, Arcum, Umeé University. However, the responsibility for
the end product lies with the specific author of every text. It is hoped that this book
will serve as an inspiration, a critique, and an illustration of where discussions are
heading in a Nordic, and more specifically, Swedish context. It is intended to fun-
ction as a foundation for future ethical discussions at different levels, in national
and international settings both within and outside academia.
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”We, the Saami, are one People, united in our
own culture, language and history, living in
areas which since time immemorial and up
to historical times, we alone inhabited and

utilized”

Stefan Mikaelsson

Deputy Chancellor of research Ms. Sommarin, Director of Vaartoe Mr. Lantto, dis-
tinguished guests, Ladies and gentlemen, Sisters and brothers.

My name is Stefan Mikaelsson and I am President of the Saami parliament Ple-
nary Assembly. I choose to paraphrase the NGO Saami Council’s political state-
ment from 1986 which was adopted at the Saami conference in Are in conjunction
with the adoption of our national symbol the Saami flag. Today the Saami parlia-
ments and NGO Saami Council together administrate our Saami national symbols.?
(Samieatnan samiide!)

Already in 1751 our Saami nation was acknowledged in an annex of the border
treaty between belligerent kingdoms of Denmark-Norway and Sweden. And in the
Swedish parliament 260 years later was implemented the new constitution where
the Saami peoples is mentioned as a people of its own.? Today, the Saami parlia-
ment is the only legitimate representative of the Saami peoples, and it is the people
who through individual performer claims, upholds and defends the Saami culture.*

I would like to thank the organisers for their kind invitation to this event. The
topic "Ethics in Indigenous research” is actually very untouched or spoken about
by the political elite. It was not long time ago that it could have been possible to
discuss how to make the research of the Indigenous humans most efficient. Today
we (or at least the world society) accept that also aboriginals - Indigenous are hu-
mans, and entitled to enjoy human rights and fundamental freedoms. But still, it
feels as we try to defend our culture and local communities from being teared apart
and broken down.

2 http://www.saamicouncil.net/?deptid=2178
3 http://samer.se/1614
4 http://www.samediggi.se/1027
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And today, as we speak and this conference is conference is ongoing, an exhibition
shows the past regarding scientific research upon Saami individuals or more pre-
cisely, the Saami race. The human dimension of Swedish race-biology research, vi-
sible at an exhibition by Katarina Pirak-Sikku, is shown at Bildmuseet [The Image
Museum], part of Umeé University.> The question Katarina Pirak-Sikku raises is
simple "Can sorrow be inherited?”. The artist mentions in a text on the webpage
how a photo just disappeared from a cupboard. The wife in the family wanted to
have the beautiful photo of a Saami family (her husband as a young male brought
together with some of his relatives) in old days to be shown but every time she
brought it forward, it soon disappeared. The reason for the husband to remove and
hide it was that this photo was taken the same day as one of the researchers’ visits.®

So we as Saami have a history that is still vivid and reminds us about joys in the
past but also of a painful development. With the experience that we have endured
the latest 100 years it is very clear that we can answer yes to the question Katarina
Pirak-Sikku raised, "Can sorrow be inherited?”. It is also due to what can be named
as a built-in memory in our genes that almost no Saami families today have or use
a traditional ceremonial drum in their homes. It is not a coincident or a random
happening. In order to survive, it has been crucial to adjust and adopt the survival-
kit so that the dominating society will allow the Saami in the local communities to
exist in the way their ancestors did. We have come to a crossroad where we have to
once and for all begin to establish rules and mechanisms that do allow the existence
of the Saami people and culture within the Swedish laws and as well as practice
of laws. Part of that is also the topic of this conference: “Ethics in Indigenous re-
search”. Whether it is non-Indigenous researcher or Indigenous researcher should
the guidelines be aimed to secure a scientific reliable result as well as respect for the
Indigenous person, the culture including traditional knowledge.”

For instance, it should not be possible, requested or demanded that the rein-
deer herders should be forced to present scientific facts for the predators food hunt
within the reindeer herding districts. It must be enough value considered in the
existence of traditional knowledge to justify Indigenous persons or Indigenous to
manage, execute and assert a traditional culture, language and small-scale liveli-
hood in traditional areas.® And seen in the historical perspective is it not our tradi-
tional knowledge that has failed but instead the European democracy with its need
for scientific as well as political viable facts. And often when it comes to the de-
mands from the dominating society for scientific facts it is often forgotten that we

5 http://www.bildmuseet.umu.se/sv/utstaellning/katarina-pirak-sikku/12046

6 http://www.bildmuseet.umu.se/sv/utstaellning/katarina-pirak-sik-
ku/katarina-pirak-sikku-om-utstaellningen/13886

7 http://www.cesam.umu.se/workshop-program-3-5-march-2014/

8 http://www.samediggi.se/20835
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today no longer live in untouched and unfragmentized nature with all - or almost
all - of original ecological and biological core values still remaining.?

Our nature has been developed into monocultures, no old-age forests, fragmen-
tized and loss of key biotope-deserts. It is no longer possible to focus solely on the
Indigenous culture and to believe that all other conditions are of no importance. It
should no longer be possible to credibly claim to be solely to evaluate Indigenous
culture and expressions without simultaneously evaluate all interventions and in-
trusions which have occurred in modern times. Our lands and territories are at the
core of our existence — we are the land and the land is us; we have a distinct spiritu-
al and material relationship with our lands and territories and they are inextricably
linked to our survival. Once our lands and territories are devastated we jeopardize
to lose our traditional culture and to disappear as Indigenous people.*°

“We walk to the future in the footprints of our ancestors” (Kimberley-declara-
tion 2002). If the footprints are destroyed, than our future is wiped out.

The reason why I have to underline the importance for any ethical guidelines
in scientific research to respect the Indigenous society is because of the lack in the
whole even today. Since the Indigenous culture is depending on an unfragmentized
nature with clean water and access to traditional food and herbs. If the lack of un-
derstanding as well as lack of evaluation of all the aspects that affects the Saami as
individuals and our communities as well as our nation, is limited. Then the scien-
tific result of any research will be purely based upon a western scientific traditional
view of Indigenous peoples and our traditional knowledge. And not a beneficiary
contribution also for the Indigenous people itself.

The United Nations Declaration on the Rights of Indigenous Peoples (UNDRIP)
is an international instrument adopted by the United Nations on September 13,
2007, to enshrine (According to Article 43) the rights that ”constitute the minimum
standards for the survival, dignity and well-being of the Indigenous peoples of the
world”. The UNDRIP protects collective rights that may not be addressed in other
human rights charters that emphasize individual rights, and it also safeguards the
individual rights of Indigenous peoples. The declaration is the product of almost 25
years of deliberation by U.N. member states and Indigenous groups. The first of the
UNDRIP’s 46 articles declares that "Indigenous peoples have the right to full enjoy-
ment, as a collective or as individuals, of all human rights and fundamental free-
doms as recognized in the Charter of the United Nations, the Universal Declaration
of Human Rights (4) and international human rights law”. The declaration goes on
to guarantee the rights of Indigenous peoples to enjoy and practice their cultures

9 http://www.sametinget.se/eallinbiras
10  http://www.iwgia.org/environment-and-development/sustainable-development
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and customs, their religions, and their languages, and to develop and strengthen
their economies and their social and political institutions. Indigenous peoples have
the right to be free from discrimination, and the right to a nationality."

I quote Victoria Tauli-Corpuz: "The 13th of September 2007 will be remem-
bered as an international human rights day for the Indigenous Peoples of the
world, a day that the United Nations and its Member States, together with Indig-
enous Peoples, reconciled with past painful histories and decided to march into the
future on the path of human rights.”

In her PhD thesis about Saami rights and land use, Christina Allard does not
worry to be open-minded. In Sweden, there is no general principle of law that can
protect the Saami right. We have a colonial system where the legal system is si-
lent.’ It sounds so obvious to Christina Allard to say it even though there is a lot of
painful experience in her words. For it is this colonial Swedish justice system as the
Saami have fought against for the last 150 years. A legal system without protection
since Swedish law does not recognize that the Saami people have any special rights
compared with sub-groups in the dominating society.

The world’s 370 million Indigenous peoples suffer from disproportionately,
often exponentially, higher rates of poverty, health problems, crime and human
rights abuses, the first ever United Nations study on the issue reported during
2010, stressing that self-determination and land rights are vital for their survival.

Although Indigenous peoples make up only 5 per cent of the global popula-
tion, they constitute around one third of the world’s 9oo million extremely poor
rural people. In both developed and developing countries, poor nutrition, limited
access to care, lack of resources crucial to maintaining health and well-being and
contamination of natural resources are all contributing factors to the terrible state
of Indigenous health worldwide. Of the world’s 6,000 to 7,000 languages, a great
majority are spoken by Indigenous peoples, and many, if not most, are in danger
of becoming extinct, with some 90 per cent possibly doomed within the next 100
years. About 97 per cent of the world’s population currently speaks 4 per cent of its
languages, while only 3 per cent speaks 96 per cent of them.'4 Canada is the present
chairing country of the Arctic Council. According to the UN-status of Indigenous
peoples, the average Indigenous citizen of Canada have 17 years lower timespan to
live than the average non-Indigenous Canadian citizen.!

Precedent chairing-countries in order, was Norway, Denmark and finally Swe-
den. Obviously these countries made no contribution to the internal affairs of the

11 https://www.un.org/esa/socdev/unpfii/documents/DRIPS_en.pdf

12 http://samer.se/2099

13 http://www.un.org/esa/socdev/unpfii/documents/SOWIP/en/SOWIP_web.pdf
14  https://www.sametinget.se/11945?meta_id=11945

15  http://sverigesradion.se/sida/artikel.aspx?programid=2327&artikel=3369687
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Arctic Council. However, it should be noted that the scientific contribution to Arctic
Council is of immense value.

Arctic Human Development Report (AHDR), Survey of Living Conditions in
the Arctic (SLICA) and ACIA (Arctic Climate Impact Assessment) are all valuable
scientific contributions to the world societies as well as the world’s Indigenous peo-
ples. It is not possible to tell how the ethics inside Arctic Council is developed and
maintained. But it is possible to mention that ACIA scientific report was dimin-
ished in importance, in order to enhance the political parts of the ACIA.*

Finally, T would like to inform that the Saami parliament have not brought for-
ward any ethical guidelines for research in Indigenous areas. However, after a visit
of Vaartoe delegation at the closing plenary meeting in Vilhelmina for about a year
ago, several members of the parliament wrote a proposal to the board of the Saami
parliament to investigate and as one outcome, try to establish such guidelines. The
written proposal and its response from the board, have not yet been handled by the
plenary.

It is not only the ethics in research that must be used, it is also the topic of the
research that has to be relevant for the Saami society. It is not that interesting for
us to investigate if predators are hunting for its prey on calving-ground and winter-
pasture and eventual differences between these two areas of reindeer husbandry.

We can and must use known scientific facts together with our traditional knowl-
edge in order to stop the decline in the herd of reindeers. The situation today in
many cases, are too few calves are surviving the first year, too few female reindeers
survives and become old, too few male reindeers and too few old male reindeers.
There is an unbalance in various herds of reindeers that Professor Oje Danell has
observed and the conclusions that he has drawn should be acceptable for the gov-
ernment and Swedish authorities."”

It can not be reliable for the science and researcher to investigate in eternity
while our culture and survival as an Indigenous people are bleeding to death.

Finally, as conclusion, I would like to end with this poem of Paulus Utsi

As long as we have water, where fish swim

As long as we have lands, where reindeer graze and wander

As long as we have grounds, where wild animals hide

Then we have consolation on this earth

When our homes have been destroyed and our lands devastated
- Where will we live?*®

16 https://www.aadnc-aande.ge.ca/eng/1100100034579/1100100034580
17 http://sverigesradio.se/sida/artikel.aspx?programid=2327&artikel=5423227
18  http://www.samer.se/1280
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Ladies and Gentlemen, thank you very much for the attention. On behalf of the
Saami parliament, I do wish you all very much welcome to Sdpmi.
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Responsibility, reciprocity and respect.
On the ethics of (self-)representation and
advocacy in Indigenous studies

Torjer A. Olsen

Abstract

Advocacy, decolonization, responsibility, and respect are key words in my under-
standing of what research is all about. However, they are not easy to define. In this
article, I use recent debates in religious studies as a means of challenging Indige-
nous studies. I present ideals and perspectives from religion scholars Bruce Lincoln
and Russell T. McCutcheon and discuss them in relation to ideals and perspectives
from Indigenous scholars Linda Tuhiwai Smith, Shawn Wilson, Margaret Kovach
and Rauna Kuokkanen. This means that the decolonizing perspectives of Indig-
enous studies will face the hermeneutics of suspicion of critical religious studies,
leading to a discussion on issues of (self-)representation, respect and advocacy. I
argue for the importance of trying to keep a critical distance. No matter how close
you are to the field of study or community, a critical distance will make your re-
search more trust-worthy. It can be seen as another way of showing respect. I am
critical towards any kind of one-sidedness and monological discourse, also in the
guise of oversimplifying dichotomies. I will continue to take a stand, to be commit-
ted to a particular vision of the world, and - inevitably it seems - I will continue to
be implicated.

Introduction

Advocacy should not be confused with scholarship, claims historian of religion
Bruce Lincoln (2012, 3). Reading this a number of years ago, I applauded; thinking
about the support Lincoln gives the independency of the scholar and the importance
of critical distance. Today, having moved from religious studies to Indigenous stud-
ies, I am not so sure. When an Indigenous activist gets arrested for being an Indig-
enous activist, when Indigenous people lose their land to extractive industry, and
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when sexual minorities within Indigenous communities experience harassment, I
find keeping a critical distance has become more difficult. I feel the calling of advo-
cacy. To combine advocacy and research is not without difficulties, however.

In this article, I will use recent debates in religious studies as a means of chal-
lenging Indigenous studies. Can “religious” and “Indigenous” be compared? Obvi-
ously, belief is not the same or even comparable to ethnic identity. Hence, if you
look at religion as first and foremost about belief, there is no value in comparing.
Nonetheless, if you look at religion as including social practice, organization and
identity, it is getting closer to ethnicity and indigeneity.

Critical scholars of religion Bruce Lincoln and Russell T. McCutcheon have
written in favor of an approach where critical distance and an outspoken outsider
perspective are amongst the ideals. Within Indigenous studies the methodological
reflection has moved in the opposite direction, in particular related to Indigenous
methodology. Here, participation and closeness to the field and the focus on the
voices and interests of Indigenous peoples themselves are important ideals.

As a scholar of religion working within Indigenous studies, I find myself reflect-
ing on these potential tensions. In this article, I will present ideals and perspec-
tives from Lincoln and McCutcheon and discuss them in relation to ideals and per-
spectives from Indigenous scholars Linda Tuhiwai Smith, Shawn Wilson, Margaret
Kovach and Rauna Kuokkanen. This means that the decolonizing perspectives of
Indigenous studies will face the hermeneutics of suspicion of critical religious stud-
ies, leading to a discussion on issues of (self-)representation, respect and advocacy.
The main purpose is to explore the role of the scholar doing research on Indigenous

issues.’

Religious studies and Indigenous studies

Religious studies and Indigenous studies are of course different disciplines. At
the same time, they share some similarities. They are both defined by a multimet-
hodological approach. You can study both religion and Indigenous issues using
a number of methods, varying from ethnographical fieldwork to the reading of
historical literature. What defines both disciplines is the field or object of study.
The academic study of religion is described using several different concepts or cat-

19 Who am I to write such an article? I am an historian of religion, and defined myself early as belong-
ing to a critical branch of the discipline. This means having a focus on the social and historical aspects
of religion and a methodology described as something in between the hermeneutics of suspicion and
critical discourse analysis. Having studied the Christian revivalist movement of Laestadianism, is-
sues regarding ethnicity and Sami history and society were more or less central in a majority of my
research. Hence, the road to Indigenous studies showed itself to be possible to walk on. Moving on to
Indigenous studies, the multidisciplinary approach as well as the emphasis on reflexivity and insider/
outsider issues wore similarities. In Indigenous studies, my research has so far been on Christian Indi-
genism, gender and masculinity, and educational representations of Indigenous people and issues.
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egories.?® The diversity when it comes to terms is connected to the multidiscipli-
nary nature and the many roots of the discipline. Scholars from a number of fields
have been studying religion throughout the years. Theology, social anthropology
and sociology are seen as the main roots of religious studies. In addition, literature,
psychology and philosophy have had important contributions, and continue to set
their mark on the study of religion. As such, there is an obvious similarity between
religious studies and Indigenous studies.

Within religious studies, the question of the role and identity of the scholar
has been an important topic. The insider/outsider debate has created controversy
with its focus on the beliefs of the scholar. The religious scholar is seen by some as
a better scholar than the non-religious scholar (McCutcheon 1999, 69). However,
the insider/outsider debate has several aspects to it. No matter the faith or religi-
ous identity of the scholar, there is a question related to the approach to the field of
religion. Hence, a scholar can chose an insider approach or an outsider approach
(McCutcheon 1999: 9).

Indigenous studies would be the academic study of Indigenous peoples and is-
sues. The roots are many and varied, belonging to a great extent to the age-old stu-
dy of “The Other”. In particular, this means that social anthropology has played an
important part in the making of Indigenous studies. Nonetheless, a defining factor
for the last few decades in this is the critique towards anthropology and the study
of the many others. Both postcolonialism and the Orientalism debate shed light on
the more problematic aspects of the predominantly Western study of Indigenous
peoples. Parallel to, and to some extent a part of, this is the growth of indigenism,
the international movement of Indigenous peoples.

Greg Johnson is of the few who are working at the intersection of Indigenous
studies and religious studies.?* He says that scholars working here face a double
bind as both fields are under impact of long-term trends and tendencies that affect
any analysis:

From the side of the study of religion, we have long been bedeviled by our
chronic deference to the claims of religious insider and to “religion” in
general. (...) From the side of Indigenous Studies, the field is increasing-
ly narrow in its methodological range. “Decolonized” methodologies pre-
dominate, which is remarkable in view of how recently colonial methods
dominated the study of Indigenous people (Johnson 2014, 2).

20  “Religious studies” and “the history of religions” seem to be the terms most often used.
In addition to these, there are some other terms used for instance to describe sub-
disciplines, like the sociology of religion or comparative religion.

21 Iwill notlook into the debate on "Indigenous religions” here. Religion scho-
lar Bjorn-Ola Tafjord has treated this issue thoroughly (2012).
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For Johnson, this creates challenges related to the position of the scholar. I will
come back to this.

Research ethics

Ethics are about choices and about what lies behind as well as follows the choices
you make. It is about right and wrong, and about what is the foundation of good
deeds. Hence, we are surrounded by ethics. For scholars, everything is to some ex-
tent about ethics. The challenge is to articulate the ethical reflection. There are lots
of ways into ethics in Indigenous studies, as can be seen both in conferences and
literature (see Porsanger 2008, Battiste 2008, Chilisa 2012, Kovach 2010). None-
theless, there is a clear emphasis on two things. First, on regulations and guidelines
on ethics related to research on Indigenous communities. Second, on a more gen-
eral level, research ethics often is treated with regards to othering and colonizing
aspects of research.

Having a basically relational perspective on ethics states that you as a scholar
and a person relate to your surroundings on different levels. Actions, words and
motifs all have a part in the ethics that surround you. Research ethics is about re-
sponsibility. As a scholar, you have a lot of responsibility — for your actions and mo-
tifs, and for the people and communities that might be affected by your research.
This can happen both through the gathering of data, for instance through inter-
views and fieldwork, and through the results of the research. The scholar needs
to think through and reflect upon both the consequences and the motifs of the re-
search. And the scholar is regulated by a set of duties and regulations.

Relating consequentialism to research and to Indigenous studies, the question
of whom or what will be affected by your actions is an important one. There is total
agreement that a scholar is responsible for her actions. Still, how can this be meas-
ured and decided upon? The dilemma might be related to what is useful and good.
The results of the research must be measured against the consequences of your re-
search on the community and the people that the research is connected to. Within
Indigenous studies this is particularly acute, as the scholar might have a relation to
a particular local or Indigenous community. The answer is still not necessarily an
easy one with regards to consequences. Anyhow, and regardless of this, the need to
reflect upon the impact of the research is necessary and even mandatory.

There are a number of formal rules and regulations when it comes to research
ethics. These vary from country to country. In a Sdmi setting, there are national
guidelines for research ethics in Finland, Norway and Sweden, but there are no
particular rules for research on Sdmi issues and/or communities (Porsanger 2008,
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Nagell 2008). A minor exception is the regulation stating that ethnicity is one of
several matters that need to be handled with care. In other countries, the situa-
tion is quite different. Both in Canada, USA and Aotearoa/New Zealand there are a
number of regulations governing the research on Indigenous issues. These vary to
a great extent, but scholars coming from the outside cannot expect to just show up
in a reservation or in a particular local community of Native Americans or First Na-
tions to do research. In a situation like this, your own reflections of ethics play less
of a role (Francett-Hermes 2014, 76).

An often-mentioned concept related to deontological ethics is the categorical
imperative, stemming from German philosopher Immanuel Kant (1724-1804).
Here, Kant states that your actions are to be based on a maxim or a principle that
can be turned into a general law. Hence, if you as a researcher act out of a principle
stating that it is wrong to observe people without them knowing you are watching,
you cannot in another situation act against this principle. Furthermore, Kant’s im-
perative is directed towards basic values of humanity: You should never use a hu-
man merely as a means to an end, but always as an end in itself. For the scholar this
means that she should not see her informants or those affected by the research only
as a means to write a research article. Each informant and each person affected by
research has autonomy and is to be treated as an individual, following this Kantian
ethics. I will come back to virtues that can be said to relate to the Kantian impera-
tive: Responsibility, reciprocity and respect.

Decolonization and the position of the scholar

To decolonize research has become a defining part of Indigenous studies - especial-
ly related to the more formalized Indigenous methodology. Decolonization means
the critical exploration of the foundations and approaches of research in order to
find out how or if it can be said to be marked by a colonialist bias. Maori scholar
Linda Tuhiwai Smith has written what has become the landmark and monument
in these regards, Decolonizing Methodologies (Smith 2010). Smith begins her work
with a clear statement: “From the vantage point of the colonized, a position from
which I write, and choose to privilege, the term “research” is inextricably linked to
European imperialism and colonialism. The word itself, “research”, is probably one
of the dirtiest words in the Indigenous world’s vocabulary” (Smith 2010, 1). Doing
research in Indigenous studies clearly has its dangerous implications, according to
Smith. It puts the scholar - in particular the non-Indigenous scholar - in a location
where ethical guidelines are (potentially) transgressed already at the beginning. As
research has been part of colonization, carrying stereotypes of primitivism and Ori-
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entalism and using the knowledge and ideas of Indigenous peoples as resources, it
surely still needs to be faced with suspicion and a critical perspective.

Mainly as a result of an intensive decolonization process, in today’s Indigenous
studies the Indigenous seem to some extent to be privileged. The voices of Indige-
nous peoples are listened to and given weight. The consent of Indigenous peoples has
become an important and necessary part of research. This is how it should be. Today,
it is seen as only fair and fine that Indigenous scholars themselves do research on In-
digenous issues. Without a doubt, this has proven to be a necessary development. To
study one’s own history, culture and society is simply a good thing, and a good way of
doing research. It calls for a distinctive approach or perspective.

To some extent this is parallel to the political development where Indigenous
people have fought for revitalization and cultural and political rights both on a na-
tional and on an international level. The political struggle on a world-scale level,
Linda Tuhiwai Smith argues, gave an impetus to other Indigenous groups. The po-
litical ambition and success (at least to some extent) has been a premise and a push
factor for the making of an Indigenous research agenda. This research agenda is
broad and ambitious, Smith states, and includes virtues as responsibility and re-
spect, and key elements as healing, spirituality and recovery. When it comes to
the necessity of research and teaching being carried about by Indigenous academ-
ics themselves, Smith relates this to the alienating experiences of Indigenous stu-
dents having non-Indigenous teachers both in Aotearoa - New Zealand and Canada
(Smith 2010, 107-134).

This is clearly in line with the projects of Rauna Kuokkanen, Shawn Wilson
and Margareth Kovach. Kuokkanen (2007, 14) argues that the universities have
been established to support the processes of colonization. Wilson (2008, 15-16)
states that Indigenous peoples probably are among the most studied on earth, and
that this research historically has been done without consideration of the best of
the communities being studied. However, research has begun to change, Wilson
says. An Indigenous research paradigm is in the wake. In this new paradigm, In-
digenous peoples should decide which areas are to be studied themselves. Hence,
the research needs to be done according to the distinct way of viewing the world of
Indigenous peoples (Wilson 2008, 15).

For Wilson, this means that the methodology needed to do research on Indig-
enous issues needs to “incorporate their cosmology, worldview, epistemology and
ethical beliefs” (Wilson 2008, 15). He underlines the problematic potential of non-
Indigenous scholars doing research on Indigenous issues. This points towards an im-
portant aspect of Indigenous methodology: The dichotomy between what is Western
and what is Indigenous, or between what is Indigenous and what is not Indigenous.
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Margareth Kovach (2010) follows up on the dichotomy between Indigenous and
Western, but has a more pragmatic starting point. In her perspective, Indigenous
methodologies can on one hand be seen as a subcategory of a Western constructiv-
ist approach. On the other hand, Indigenous methodologies are guided by “tribal
epistemologies” that are strictly different from Western knowledge (Kovach 2010,
30). An important question raised by Kovach concerns the potential universal di-
mension of Indigenous methodologies and research frameworks. She explains that
she centers Plain Cree knowledge in her methodology, and recognizes the difficulty
of turning that into a homogenizing pan-Indigenous approach, as well as the po-
tentially critical questions that can be raised with regards to this. Her answer rests
on the dichotomy: “These questions have come from non-tribal people” (Kovach
2010, 37). Thus she argues that Indigenous people understand each other because
they “share a worldview that holds common, enduring beliefs about the world”.
Therefore other Indigenous people will understand her more specific Plains Cree
approach (Kovach 2010, 37).

A question to be raised concerns the nature of the Indigenous perspective or
approach. Is there one, univocal Indigenous research framework? Even though Ko-
vach starts out arguing against this, she ends up supporting a pan-Indigenous ap-
proach of some kind (Kovach 2010, 37). Wilson does the same, even clearer, with
his focus on the distinct Indigenous way of viewing the world (2008, 15). Linda
Tuhiwai Smith seems more inclined to relate her Indigenous research framework
to the particular situation of the particular Indigenous people in focus. And she
ends her book on a strong emphasis on difference (2010, 193).

I am not so sure about the universality of the dichotomy. The dichotomy be-
tween Indigenous and non-Indigenous/Western seems to have as a premise that it
is possible to define both sides in understandable terms. I do not believe that it is
possible do define neither “Indigenous” nor “Western” in exclusive terms. The term
Indigenous is a political term as well as a label of identity, and tends to vary accord-
ing to social, historical and political context. The term “Western” is surely a term
understood in relation to something else. In many Indigenous settings, as it is in
Norway with the Sami, it is not always that easy to distinguish between Indigenous
(S&mi) and non-Indigenous (Norwegian). Bjorn Ola Tafjord raises the issue of the
meaning of “Indigenous” in the wake of indigenism, and gives a warning: “We also
confuse a rather new-found identity that has also become an ideological concept,
and a political and legal tool, with an analytical category” (Tafjord 2012, 11).

A part of this is that the dichotomy at hand tends to presuppose a univocal under-
standing of what is Indigenous, and to make internal variations and differences
blurry. I will not fully abandon the dichotomy as such. However, it seems more like
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a political term or strategy than a pair of concepts useful in research. Hence, I un-
derstand the dichotomy between Indigenous and Western as merely an emic term
with limited potential in the cross-cultural study of Indigenous issues. It is more
useful to move beyond the dichotomy and look for more complex dimensions.

Hermeneutics of suspicion and the critical distance

A certain, at first look easy, question when doing research on Indigenous issues
concerns you: Who are you? This relates to other questions of representativity and
positions: From where do you speak or do your research? What are your relation-
ship to and your position towards the community or field that you are studying?
Within Indigenous studies and religious studies these kinds of questions flourish.
An obvious observation both from doing research on Indigenous issues and from
reading literature on Indigenous methodology is that your position matter - and
can limit you. There are some principles here worth discussing.

Within religious studies, the topic of positions and the identity of the scholar
have also been raised. Here, the question of the faith and/or religious identity of
the scholar have been the most important. The insider/outsider debate has made
obvious the theological dimension of the heritage of religious studies. The term
methodological agnosticism has been an important one as a middle ground be-
tween the ideal of the atheist scholar on one hand and the ideal of the religious
scholar on the other. The agnostic approach states that religious statements should
be analyzed independently of whether they are seen as true or untrue (Pembroke
2011, 124).

All research on culture has been affected by the emic/etic debate. Based on lan-
guage studies and the concepts of phonemic and phonetic, the two concepts de-
scribe the distinction between studying behavior from within a given cultural sys-
tem (emic) and studying behavior from the outside of a cultural system (etic). This
to some extent transcends the issue of the scholar’s identity, as it is possible (at
least theoretically) to choose both an emic and an etic approach.

Related to Indigenous studies, this is both relevant and irrelevant. One could
argue that you cannot remove yourself from your ethnic identity at any time. Or
you could argue that you can. Bjgrn Ola Tafjord argues for the necessity of at least
to clarify your position when doing research: “The problem is that it is not always
clear to everybody - neither to most scholars themselves it seems, nor to their au-
diences - what hat(s) they are wearing on what occasions” (Tafjord 2012, 10). This
does not mean that Indigenous identity is a hat that can be taken of, but that also
Indigenous identity must be clarified and made relevant when doing research.
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In my research in religious studies, I have tried to combine an insider’s and an out-
sider’s perspective. This means that I have aimed at getting and presenting an un-
derstanding of the way people think and express their views, ideals and values, and
that my presentation should be in line with their own. At the same time, however,
I have also seen it as necessary to move beyond this insider’s perspective to draw
lines from the more specific to the more general and to relate the specific expres-
sions to a theoretical framework and a set of concepts. In my research on Laesta-
dianism (a Christian revivalist movement in the north of Scandinavia) and gender,
this meant that I went far to be able to achieve an understanding from the inside
of gender norms, practice and expressions. In addition, I related what I found to
both gender theory and to similar Christian movements. From my point of view, I
find it difficult to add a necessary critical perspective to a full-scale insider’s project.

Critical perspectives and critique are not the easiest terms to define. In religious
studies, critical perspectives largely imply looking at the social and cultural aspects
of religion, and claiming that this is all that you can study in research. This does not
imply the denial of the claims of religious people. It means that as a scholar of reli-
gion, you study only what you can see and be told. In this sense listening to stories
about gods does tell you more about the stories people tell about gods than about
gods. Russell T. McCutcheon (2001) argues quite strongly against emic perspec-
tives. Referring to Jonathan Z. Smith, he points to the need for the distinction “be-
tween emic or folk accounts or categories, on the one hand, and etic, scholarly ac-
counts and categories, on the other” (McCutcheon 2001, xv). Moving to Indigenous
studies, I would be careful to emphasize the dichotomy, as there is a certain move-
ment between the different categories. Still, there is a need to clarify what comes
out of the folk accounts and what comes out of the scholarly accounts.

In the literature on Indigenous methodologies, the question of insider and out-
sider is closely connected to the distinction between Indigenous and non-Indige-
nous. To some extent, but not always, this is the same as the distinction between
Indigenous and Western. Margaret Kovach (2010) considers the relationship be-
tween Indigenous methodologies and traditional qualitative research. On the one
hand, she says, it could be part of the same paradigm. Yet, there are some funda-
mental difficulties related to language and knowledge. Here, Indigenous knowl-
edges “resist the culturally imbued constructs of the English language, and from
this perspective alone Western research and Indigenous inquiry can walk together
only so far” (Kovach 2010, 30). I would say this is fully acceptable, even for the non-
Indigenous scholar.

A critical challenge related to the insider approach concerns the question of rep-
resentativity. What one person or one text says is not necessarily representative
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of what the group or local community would say. Bruce Lincoln argues against the
presupposition to let some - especially the leaders - represent a full group: “Those
who sustain this idealized image of culture do so, inter alia, by mistaking the domi-
nant fraction (sex, age, group, class and/or caste) of a given group for the group or
“culture” itself. At the same time, they mistake the ideological positions favored
and propagated by the dominant fraction for those of the group as a whole” (Lin-
coln 2012, 2). In my reading of the literature from Indigenous methodology, the
question of whose tribal or Indigenous epistemology is generally not raised. The
only aspect discussed is whether there are several epistemologies and methodolo-
gies reflecting the diversity of Indigenous identities. The internal diversity is not a
topic. Gender, class and age are rarely discussed as potentially distinctive and de-
cisive factors. Following Bruce Lincoln, I might ask if the construction or articula-
tion of an Indigenous methodology can be said to mistake a dominant fraction of a
particular Indigenous group for the group itself. The strong focus on the dichotomy
between the Indigenous and the West can be seen as a part of this.

Bjorn Ola Tafjord (2012, 8) adds to this point by discussing how the research on
Indigenous religious settings can be performed. Even though the emic perspective
is needed and should be encouraged, a certain care has to be shown: “Nevertheless,
to try to see things from different perspectives also implies being critical of domi-
nant or one-sided discourses and images, whoever produces them” (Tafjord 2012,
8). In this sense, the scholar of Indigenous issues should be critical of the potential
one-sidedness of Indigenous methodologies. At least this is so when they are not
opening up for internal variation.

Greg Johnson points to the potential of tradition and truth claims to foster con-
flict. In Hawaii, different representatives of Native groups were arguing from dif-
ferent sides that they were the only ones following and representing the true tradi-
tion. Johnson states that to lift “one voice above the crowd — the true, normative
voice of tradition — has a profound silencing effect” (Johnson 2008, 254). John-
son’s analysis can function as a guideline also for the scholar working on these is-
sues, especially when “tradition” and the past is a source of interest: “Tradition as
an object is a mythical ark, and questing after it will always yield frustration and
tremendous potential for misunderstanding” (Johnson 2007, 3).

From my point of view, I would argue that there is a certain need for being skep-
tical. In my research I am run by the hermeneutics of suspicion. Hence, I fully fol-
low Lincoln’s claim not to mistake the leaders of a group for the group itself. This
means that as a ground rule I do not trust leaders, politicians - or scholars. This
means that you should not trust me, at least not initially, but carefully listen to and
evaluate my arguments.
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Following Bruce Lincoln, I would argue that it is of importance to distinguish be-
tween the voices of some members of a group and the Voice of the group. This
perspective from religious studies is quite useful also in Indigenous studies. It is a
critical perspective, in the sense that it questions the validity and representativity
of any statement. For me, as for most scholars of religion belonging to this critical
branch, this means to take what we study seriously. To paraphrase Tafjord: To ap-
proach all kinds of religion and Indigenous contexts with a more or less equal dose
of hermeneutical suspicion, may be seen as a way of showing respect (Tafjord 2012,
9). This does not mean to face any Indigenous statement with disbelief, distrust or
disrespect. The point of critical analysis, following Lincoln, is not to question the
sincerity or integrity of the religious, but to suggest that their statements - as any-
one’s statements - are infirmed and inflected by their situation of interest (Lincoln
2012, 15). It means that as a scholar, you need to face a statement with a question
of who is talking, representing whom and for the benefit of whom. The hermeneutic
of suspicion is also referred to through the Latin cui bonum: To whose benefit. Is
this transferrable to Indigenous studies? I would most certainly say so. If a scholar
cannot raise questions as these in an Indigenous context, there is too much rever-
ence at hand.

Linda Tuhiwai Smith (2010, 10) in fact uses almost the same terms when she
mentions the critical questions often raised by Indigenous activists towards re-
search: “Whose research is it? Who owns it? Whose interests does it serve? Who
will benefit from it? Who has designed its questions and framed its scope? Who
will carry it out? Who will write it up? How will its results be disseminated?” These
questions are originally directed towards research on Indigenous communities
from the outside. However, they could and should be raised no matter who is doing
the research. Even the Indigenous scholar studying her own community has to be
able to answer questions like these.

Research as ceremony or something ordinary?

“Reverence is a religious, not a scholarly virtue. When good manners and good con-
science cannot be reconciled, the demands of the latter ought to prevail” (Lincoln
2012, 1). In this quote, Bruce Lincoln points to an ideal situation where the scholar
should feel less responsibility of the wellbeing of the people of the community re-
lated to the research interest than of the principles of research and the success of
the research. This certainly has some really problematical aspects. The challenge
posed in this context is related to the relationship between the scholar and the field
of study.
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For starters, let me just abandon Lincoln’s negation of good manners in research.
Any scholar doing fieldwork or other kinds of research involving people and/or lo-
cal communities knows that this is an invalid statement. However, Greg Johnson
makes a relevant and useful paraphrase of Lincoln’s thesis, stating the need to re-
main as non-partisan as possible in research also on Indigenous issues (Johnson
2014, 9).

Within religious studies, there are several ways of being reverent. An important
part of this is found when it comes to concepts like “holy” and “sacred”. These have
been key concepts in the study of religion. Still, the meaning has never been quite
made account for. As the holy or sacred is seen by some as what is completely dif-
ferent, we do not have the language with which to talk about it. It becomes a cat-
egory of its own.

Reading literature related to Indigenous methodology, I would argue that there
certainly is a parallel here to religious studies. Shawn Wilson’s use of “ceremony” as
the main metaphor for research is an expression of this. Rauna Kuokkanen’s treat-
ment of Indigenous identity or Indigenous epistemes is another.

When Shawn Wilson says that research is ceremony, he is using a metaphor that
explicitly connects to his Indigenous tradition. Ceremony is an important term and
act in his Native American context. Treating research as ceremony makes research
(on Indigenous issues or related to the suggested Indigenous research paradigm)
an act that needs to be met with reverence and respect. Research becomes a way of
transferring knowledge through generations. Wilson (2008: 32) starts out by em-
phasizing the shared spirituality between Indigenous people all over the world, and
later explains his view of research as ceremony: “It [research] is the knowing and
respectful reinforcement that all things are related and connected. It is the voice
from our ancestors that tell us when it is right and when it is not. Indigenous re-
search is a life changing ceremony” (Wilson 2008: 61). Hence, to face Indigenous
research properly is to do it with reverence. Margaret Kovach follows Wilson’s lead,
and even calls Indigenous research as such sacred: “The sacredness of Indigenous
research is bound in ceremony, spirit, land, place, nature, relationships, language,
dreams, humour, purpose, and stories in an inexplicable, holistic, non-fragmented
way and it is this sacredness that defies the conventional” (Kovach 2010, 140).

Rauna Kuokkanen uses different words to address the issue of an Indigenous
paradigm. She talks of “Indigenous epistemes” as important, and explains these
as a particular way of knowing the world and of receiving knowledge. To make an
episteme Indigenous it has to be connected to the original worldview and way of
living among the Indigenous people at hand. Kuokkanen argues that the Sami of
today have only kept traces of the SAmi episteme after centuries of colonization:
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Many Sami have internalized and adapted to modern consciousness (...)
Even if there are countless contemporary indigenous individuals who have
been socialized into the epistemes of their people, there are also a number
who have had less than full’ access” (Kuokkanen 2007: 59).

Consequently, Indigenous persons who have adapted to modern society (too much)
are presented, as close to being less Indigenous than those who have not adapted.
In line with Wilson’s perspective, a truly Indigenous episteme is to be faced with a
special kind of recognition.

The implications of the statements of Wilson, Kovach and Kuokkanen are cer-
tainly that Indigenous research is something extraordinary, something that is dif-
ficult to reach for those outside the ceremonial and/or epistemological circle, and
something that has to be met with awe and reverence.

Turning back to religious studies, Russell T. McCutcheon (2001) has raised
criticism towards the tendency within the discipline to construct religion and the
study of religion as something extraordinary. Against this, McCutcheon claims that
religion has to be seen and treated - by scholars - as a social formation alongside
other social formations: “I would argue that it is only when we start out with the
presumption that religious behaviours are ordinary social behaviours - and not ex-
traordinary private experiences - that we will come to understand them in all their
subtle yet impressive complexity” (McCutcheon 2001, 14-15). Thus, it is not about
reducing religion and religious statements to something else, but about looking at
religion as a more complex - but still social - formation. Religion must be re-de-
scribed as something ordinary, McCutcheon claims.

Taking the debate from religious studies as a way of challenging Indigenous
studies, I would like to ask if there is a similar need to re-describe Indigenous re-
search as something ordinary. Wilson, Kovach and Kuokkanen describe Indige-
nous research as something of its own, as a category of its own respect. The impli-
cations of this are that Indigenous research and methodology is lifted to a higher
sphere and removed from what anyone can do. However, I will argue that from this
perspective Indigenous scholars and Indigenous research are put on a pedestal and
elevated above other people and activities. The research becomes something ex-
traordinary. The scholars become ceremonial masters. Indigenous research may
potentially become unreachable and even irrelevant to others — both researchers
and non-researchers. What if we instead look at Indigenous research as something
ordinary, something that someone just happens to do? What if we instead look at
scholars doing research on Indigenous issues as someone ordinary? This means a
more social and egalitarian perspective, which does not elevate the scholar.
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To underline the following again: This is not an attempt to say that Indigenous re-
search is not important. In fact, it is quite the opposite. Nonetheless, I am critical
towards conceptualising research and scholars in the language of ceremony and
ceremonial masters. This puts the scholars in a dominant side. Following Tafjord,
the scholar should instead be critical of dominant or one-sided discourses and im-
ages, whoever produces them. To do this - even when the critique is directed to-
wards Indigenous scholars - is to take the research seriously (Tafjord 2012, 8-9).

Advocacy, responsibility or reciprocity
Again, let me return to Bruce Lincoln. In his (in)famous theses, he strikes hard
against advocacy. He does so in his last thesis, starting out with his critique of any

insider’s perspective:

When one permits those whom one studies to define the terms in which they
will be understood, suspends one’s interest in the temporal and contingent,
or fails to distinguish between “truths”, “truth claims”, and “regimes of
truth”, one has ceased to function as historian or scholar. In that moment,
a variety of roles are available: some perfectly respectable (amanuensis,
collector, friend and advocate), and some less appealing (cheerleader, vo-
yeur, retailer of imported goods). None, however, should be confused with
scholarship (Lincoln 2012, 3).

This clearly shows Lincoln’s take, a critical perspective with no will to compromise.
He negates both the emic perspective and the possibility of the scholar to have a re-
lation to the field of study. I will return to the necessary critique towards this radi-
cal stance.

Within Indigenous studies and Indigenous methodologies, the picture painted
is quite different. When Linda Tuhiwai Smith presents her agenda for Indigenous
research, she does not use the term advocacy, but talks of four main dimensions
of research: survival, recovery, development and self-determination (Smith 2010,
116). Hence, doing Indigenous research implies a belonging or a close relation-
ship to the community in focus. Margaret Kovach (2010, 113-14) - instead of talk-
ing about advocacy — talks of the purpose and motivation of the scholar. When the
scholar clarifies for herself, as well as for the community for whom her research
is relevant to, what is her purpose of the research, it helps the researcher to think
through her position and role. In fact, the defining statements of various Indig-
enous methodologies can be seen as expressions of advocacy. The emphasis on re-
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lations with land, family, ancestors and community points to the responsibility the
researcher has for keeping these relations through research. Doing research fol-
lowing Indigenous methodologies implies doing something good for Indigenous
communities.

Greg Johnson takes the difference between religious studies and Indigenous
studies as a starting point in his article on advocacy and scholarship. Having had
Bruce Lincoln as a teacher, Johnson tells about being made uncomfortable by as-
pects of the theses, and that they might sound threatening to scholars focused on
identity and advocacy (Johnson 2014, 9). The thesis on advocacy is quoted in par-
ticular. For Johnson, the question of advocacy has been acute because of his re-
search on Hawaii and in North American Indian repatriation cases. Hence he ex-
press how he to a certain extent is caught in a double bind, being educated by Bruce
Lincoln with the deference to the claims of religious insiders, and working partly in
Indigenous studies. The latter, Johnson claims, is dominated by decolonized meth-
odologies that insist that scholarship begin from a position of advocacy and end
with the same (Johnson 2014, 2).

Johnson gives his own explanation of advocacy (“at a minimum, to advocate
is to be implicated, and to be implicated is to compromise critical distance”), and
moves on to give a definition of advocacy in the context of academic work: “Any
intentional action taken by the scholar that in some way - however maximal or
minimal - facilitates the political goals of an individual or group, whether directly
or indirectly [...] Thus construed, advocacy can range from highly visible perfor-
mances to off-stage actions that are often quite mundane” (Johnson 2014, 3). This
understanding of advocacy is of course really wide. Still, I would agree and see it as
valid. What becomes obvious is how this understanding of advocacy seems to be in
closer contact with the reality of research on Indigenous issues than the way Bruce
Lincoln understands it.

For Johnson, the question of advocacy has caused a lot of reflection. He ex-
plains how his advocacy has ranged from driving his informant to court, thus help-
ing the case albeit on a really minimum level, via being part of protests, to being
used as an expert witness in court. The main principle in his advocacy is nonethe-
less that he tries to keep it “off the stage”, that means out of his published scholar-
ship. The boundaries are not clear here, and Johnson admits that his work is locat-
ed within shades of grey when it comes to advocacy and neutrality (Johnson 2014,
7). This is reminiscent of Bjorn Ola Tafjord’s statement (2012, 10) and observation
that it is not always clear to everybody what hat(s) the scholars are wearing on what
occasions. Again - this does not imply that indigeneity is a hat to be taken on and
off. But it is a claim to make explicit what you are doing and on behalf of whom
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when you are doing your research. This goes also for the scholar doing research on
Indigenous issues - no matter her Indigenous or non-Indigenous identity.

When it comes to advocacy, I have to this point chosen a strategy rather similar
to the one Greg Johnson prescribes. Chairing Forum for development cooperation
with Indigenous peoples I have an arena for outspoken advocacy. Here, I strive to
contribute to the struggle for the rights of Indigenous peoples, and to spread and
create knowledge about Indigenous issues to actors working within or related to
the field of development cooperation. Still, I have as a main principle that Indig-
enous is not one thing, that Indigenous peoples are diverse, and that the struggle
for Indigenous rights does not necessarily means the same on two different places.
In more explicit research contexts, there is another aspect of advocacy. Doing re-
search on issues of education and Indigenous peoples, I do take a stand. This has
different implications: In a Norwegian context, the Sdmi people and issues relat-
ed to the Sdmi have been poorly treated by the educational system. Hence, I take
this as a starting point, aiming for my research to be part of a way to improve the
situation. In addition, I do take a stand against monolithic and simplifying presen-
tations of history and society. This criticism is directed both towards educational
presentations of the Sami and towards Sami self-representations. Lastly - and re-
lated to this - doing research on gender and Indigenous issues also implies a poten-
tial or in fact inevitable advocacy. The fact that gender and issues of sexual minori-
ties tend to be downplayed in research on Indigenous issues calls for scholars to
have an active take. Thus I advocate for more attention to gender issues and sexual
minorities. And I do it openly.

Historian of religion Lori G. Beaman (2014, 285) summarizes the issue of ad-
vocacy and research well: “Every piece of research, no matter where it is located,
carries with it a story of a researcher’s commitment to a particular vision of the
world and how it should work”. Even though unintended, this comprises a bridge
to Indigenous studies. Where Indigenous studies clearly have something to teach
religious studies, it would be on the issue of commitment. In this sense, Bruce Lin-
coln’s critical distance becomes more of an armchair approach, far from the practi-
calities and politics of everyday life.

Whereas advocacy mainly is a term and approach used by scholars working or
coming from the outside of a particular community, a term more used within In-
digenous methodology and Indigenous research method literature is reciprocity.
Indigenous scholar Bagele Chilisa talks of a relational postcolonial Indigenous par-
adigm, and has reciprocity as part of this (2012, 174). Reciprocity in Indigenous re-
search rests on the necessary relationship between the scholar and the community
that is studied. When the scholar gets something from the community to be able to
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produce a scholarly work, she has to give something back to the community. An-
thropologist James Clifford (2013, 249) points to a similar kind of reciprocity when
he states that collaboration and advocacy might be the price of entry for a scholar
seeking to do research in Indigenous societies. In return, the scholars may provide
knowledge, credibility and authority to Indigenous communities seeking support
from funding authorities.

Of course it can be discussed what this means in practice. At the same time, I
would argue that this kind of approach presents an alternative to advocacy. If it is a
mandatory part of your research to think through how your research can do some-
thing good for the community your research is related to, you have to think through
the basics of everything that you do. What are you doing and why are you doing it?
So what? Does anyone care? There is not one single way out of this challenge. There
are several. And they all call for responsibility, reciprocity and respect.

Responsibility, reciprocity and respect: remarks towards the end
Where do we stand? Where does this leave us? Doing research on Indigenous is-
sues clearly remains a diverse practice. For me, combining the two fields of reli-
gious studies and Indigenous studies, I clearly see the possibility of learning from
both.

Decolonization remains one of the main insights (or approaches?) from Indig-
enous studies. Decolonization is clearly needed and should be a continuing activ-
ity for the scholar - in the shape of posing critical questions both to the foundation
and the impact of research. This clearly has an ethical dimension to it. The same
goes for a more problematic and unethical - from my point of view - part of Indig-
enous methodology: The emphasis on the dichotomy between the West and the
Indigenous. I would say that this dichotomy is based on generalizations and Oth-
ering. This has an exclusive dimension, also of Indigenous people. Those falling
outside the definition, even though being self-defined Indigenous might be deemed
non-Indigenous. Cui bonum? Those in favor of the exclusivist position. Those with
a clear-cut and already defined identity. Who loses? Those struggling to find and
cope with their identity. Colonization works in different ways. Hence, decoloniza-
tion has to work in different ways as well.

Responsibility and respect are virtues related to one another. For the scholar
working with Indigenous issues and local communities at any level, the importance
of being responsible and respectful cannot be stressed hard enough. Responsibil-
ity requires knowledge and action, states Rauna Kuokkanen (2007, 114), pointing
at the ethics of responsibility. This means that it takes both work ahead of the re-
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search and an active take on doing research. Bagele Chilisa (2012, 174) draws the
line between different parts of doing research on Indigenous issues by talking of the
four Rs: Responsibility, reciprocity, respect and relationality. Again, the ethics of
scholarship is highlighted. Used as virtues in your research, it can lead your actions
related to communities and diversity, not strictly to leaders and ceremonies. From
religious studies, I will again point to the importance of not looking at (Indigenous)
research as something extraordinary.

This leads me to another difficult issue: Critical distance. Following Greg John-
son, I would argue for the importance of trying to keep a critical distance. No mat-
ter how close you are to the field of study or community, a critical distance will
make your research more trust-worthy. It can be seen as another way of showing
respect. Here enters also the hermeneutics of suspicion, which should be posed in
particular to one-sidedness and monological discourse.

In the end, I return to advocacy. I am not sure if this is the road to Shangri-La.
However, in my own research I will continue to take a stand, to be committed to a
particular vision of the world, and - inevitably it seems - I will continue to be im-
plicated.
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Is there a need for a special ethics
of Indigenous research?

Lars Jacobsson

Abstract

There is a concern in Indigenous circles that researchers “come and go” and that
little is coming back to the “objects” of study. Issues on cultural sensitive research,
ownership of research and if not abuse so misinterpretation and misuse of results
are important to discuss. Many argue that there is a need for special rules and re-
view boards regarding research on Indigenous populations. In the paper I discuss
some of the ethical dilemmas inherent in research on vulnerable and marginalized
groups based on my experience from work in ethical review boards and own re-
search on the mental health of Swedish Sami. I end up in arguing that ethical clear-
ance should not just aim at "protecting” research subjects from unethical research.
Instead we should look upon research as a joint venture between the researcher
and the research subjects to increase our common knowledge about different as-
pects of human life as for example health. Participants should be viewed as ” sub-
jects” and not “objects”. Some implications of such a view as regards research on
Indigenous peoples are presented.

Introduction
Research ethics has been discussed and formulated to a great extent during the
second part of the last century. In terms of research involving Indigenous peoples,
this has usually been planned and carried out by researchers from outside the In-
digenous culture in focus, and often without deeper understanding of the values in-
herent in these cultural milieus. A common theme in discussions about research in
Indigenous communities is that researchers “come and go”, and very little is com-
ing back to the “objects” of the study.

There is also a feeling in Indigenous circles like the Sami in Sweden that the
ethics of Indigenous research is lagging behind. I will reflect upon and discuss this
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issue mainly from the point of view of medical research, which is my area of exper-
tise. I will use the Swedish experience as an example as I think the situation in Swe-
den reflects a general and global development.

On ethical reviews of medical research

The ethics of research has been discussed extensively in the medical field since
the Nazi experiments on Jews and other marginalized groups in the 1930s and the
1940s, ending up in the Helsinki declaration of research ethics in 1964 developed
by the World Medical Association (WMA 1964-2013). The Helsinki declaration was
based on the principles formulated in the Nuremburg code, which was part of the
verdict of doctors performing experiments on prisoners in the concentration camps
in Nazi Germany. Research on humans should be performed so that the risks of the
experiment or the procedure should be balanced against the possible benefits. The
persons involved should be informed about the potential risks and should give an
“informed consent”. The persons should also be free to withdraw from the study
at any time without negative consequences for him/her as regards further treat-
ment. The concept of informed consent is a crucial issue, especially when it comes
to groups that have a reduced capacity for giving informed consent like children,
mentally ill or unconscious patients.

One prerequisite in the Helsinki declaration was that research on humans
should be presented in a particular protocol, which should be reviewed by a spe-
cial committee for judgement. The first research ethics committee in Sweden was
established at the Karolinska hospital in Stockholm 1965 and has since been estab-
lished at all the different medical faculties in Sweden. The research community de-
veloped a system which was based on a voluntary participation of the researchers.
Over the years this review in practice became compulsory as employers of research-
ers, such as universities, county councils and funding agencies demanded ethical
approval for research activities and funding. Scientific journals also started to re-
quire ethical approval before acceptance for publication.

This declaration has since been further developed and has become the standard
for medical research ethics on humans globally. Many countries have also devel-
oped special laws regulating ethical approval of not only medical research, but also
as regards other fields of research that include humans. In Sweden the parliament
adopted a special Law on ethical review of research on humans in 2003 (Swedish
Code of Statutes, 2003:460, revised 2008) making ethical approval by a special
board compulsory.

The Swedish law is rather typical for this kind of legislation. It defines what is
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considered scientific work and on what kind of research the law should be applied.
The basic principle laid down is that the research should be performed with respect
for human dignity, human rights and freedoms. The individual welfare should have
priority before the interests of community and research. The risks should be bal-
anced by the scientific value. An important point in the Helsinki declaration and
also codified in the Swedish law is that research must be performed by a researcher
who has the scientific competence needed — bad science is considered unethical.
There are special paragraphs dealing with the information to and the consent from
the research subjects. There are special considerations regarding research without
consent because of illness, mental disturbance or other conditions which prevents
the research subjects from giving an informed consent. With regard to pharmaceu-
tical trials there are special rules. There are regional committees based at the sites
of the medical faculties in the country. The committee consists of one chair person
who should be a judge and 15 other members of which 10 should have scientific
competence and five be lay persons.

Research ethics — for whom, in whose interest?

When it comes to the question whether there is a need for special rules or regu-
lations regarding Indigenous populations and other exposed groups, a major ar-
gument is that knowledge developed by research is also an instrument of power.
Power can be abused and there are numerous examples of research that has been
abusive as regards methods, not least in the interpretation of results. There are
many less powerful and vulnerable groups in a society that must be considered.
The main argument for not making special rules for different groups is that we are
all humans and should all be treated with respect for autonomy and integrity and
the human value of each individual. In the medical field, children, seriously men-
tally ill, demented and unconscious patients are examples of groups with limited or
no capacity to make informed decisions about participation in a research project.
Other vulnerable groups are for other reasons underprivileged groups in low and
middle-income countries. At the same time as they are vulnerable they are also of-
ten in the greatest need of research in their own genuine interest.

There has been a discussion about “colonial” research done by researchers from
outside, often from colonial powers doing research in Indigenous populations. I
think this critique should be a bit careful because quite a lot of knowledge collected
about Indigenous peoples forms the only notes of a past history even if flawed with
a colonizers perspective and the ideas prevalent during that time. Every time has
its perspectives and values.
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In this context it is also of interest to be aware that the concept of “Indigenous”
peoples is not accepted in many low- and middle income countries with many eth-
nic groups that are marginalized even after liberation from the colonial powers and
by all standards could be recognized as “Indigenous”. Interestingly the Guidelines
for ethical conduct in Aboriginal and Torres Strait Islander health research (2003)
does not use the term “Indigenous” because “Aboriginal and Torres Strait Islander
peoples prefer terms that better reflect their cultural identity such as Nyoongar,
Koori etc”.

Ethical problems as regards clinical research

There is now a tendency that clinical research in general and maybe especially with
regard to drug trials has become increasingly difficult and complicated to carry
through in the high income countries. So, there is a move towards performing this
kind of research in the former Soviet countries in Eastern Europe and in low in-
come countries in Africa and Asia. There are several reasons for the reduction of
clinical research in, for example Sweden. It has become very expensive and the
research ethics approval is also a complicated and often a prolonged and costly
process. There has also been a more clear-cut division between the academic medi-
cal profession and the clinical profession over the last decades. This has created
a distance between academy and clinic. Also, research is no longer considered as
prestigious as it used to be. The situation has become so alarming that the govern-
ment now has started a process to improve the possibilities for clinical research in
Sweden.

When it comes to the increased interest for pharmaceutical companies to per-
form clinical trials in low- and middle-income countries, the reasons are also di-
verse. First of all it is less costly and less complicated in many of these countries.
The population is also often treatment naive — meaning that they do not have the
same access to medications for different disorders as is normally the case in high-
income countries. Moreover, in high income countries patients are often treated
with several drugs simultaneously, which complicates the investigation of a new
drug because of possible interactions with other medications. One might argue that
the populations in low- or middle-income countries up until now have been profit-
ing from research carried through in the industrialized, high income countries ear-
lier and that now it is reasonable that they also take their part of this “burden”. On
the other hand, an ethical demand is that those who participate in different kinds
of trials also should profit from the results. This is not necessarily the case when
pharmaceutical companies perform research in low- and middle-income countries.
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The research contributes to developing drugs that cannot be used by the popula-
tions that have contributed to the research because of the high costs for new drugs,
which of course is not acceptable.

It is also a problem that many pharmaceutical companies are not interested in
developing drugs for low- and middle-income countries because they do not find it
profitable enough. An example is a present process going on in South Africa, where
pharmaceutical companies are trying to stop a law the government is planning to
get passed that will place the interest of the public health before the patented rights
to drugs that are needed. This situation makes it necessary for the international
community like the World Health Organization to take on the responsibility to de-
velop treatments for medical conditions that prevail in low- and middle-income
countries like for instance malaria and tuberculosis, and less common but still very
dangerous disorders like Ebola virus infections.

Research is, however, not only done on individuals. In many fields including
the medical field the use of registers and biological data banks is very common.
This has also its special ethical dilemmas and in this case we could talk about col-
lective rights that also could be applied as regards for example Indigenous groups.
But basically, collective rights should be based on individual rights. A collective is
built on individuals.

Ethics of medical Sami research

The Sami in northern Scandinavia — is that a “vulnerable” group? As regards health
they are not more vulnerable than people in the majority group. The average length
of life for example is the same in the Sami groups as in the majority group and
there are not any major differences in prevalence or incidence of different com-
mon disorders between the two groups (Sjolander 2009). However, there are some
conditions that are more prevalent in the reindeer herding Sami group in Sweden.
The risk of unnatural death because of accidents is very high in the reindeer herd-
ing Sami male population and there is also an increased risk of suicide in the male
population.

There is a history of what we now consider unethical research being done on the
Sami in the beginning of the 20s century where the Sami were physically measured
and found in different ways “inferior” compared to the majority population (Lund-
borg, Wahlund 1932). The memory of this research is still alive in the Sami context
and has certainly contributed to a resistance against participating in research. This
background has been one of the arguments for developing special ethical strategies
for Sami research. It must be remembered however that other vulnerable groups
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also have been objects of what we now consider unethical research. For example
intellectually retarded children in Sweden were used to investigate the negative ef-
fects of sugar consumption on the tooth status, the so called Vipeholm study per-
formed between 1945 and 1951 (Eriksson, Ménsson 1991) (this study was very in-
formative and the base for a very successful intervention against caries in Sweden).
Another example from U.S. is the Tuskagee syphilis study between 1932 and 1972,
when Afro Americans with syphilis did not get proper and available treatment in
order to see what untreated syphilis could end up in (Faden, Beauchamp 1986).

On the need for special guidelines

Having said this, I aruge that it is important that the ethical dilemmas inherent in
research on different groups and with different kinds of methodology are explored,
for example doing research on children needs special concerns about risks and ben-
efits. So, there is place for discussions and developments when focusing on Indig-
enous groups, but this will certainly differ from context to context. One example is
the booklet on Indigenous peoples and participatory health research prepared for
the World Health Organization by the Centre for Indigenous Peoples Nutrition and
Environment at McGill University Quebec (WHO 2003). Another is the Guidelines
for ethical conduct in Aboriginal and Torres Strait Islanders Health Research de-
veloped in Australia 2013. The basic concept here is trust. In these documents the
need to develop trust in the research project and the researchers is stressed several
times. This is also my experience from the research we have been doing among the
Sami population in Sweden as well as in populations in rural Ethiopia and Nica-
ragua. To be able to do research in these communities it is important to approach
representative bodies as well as key individuals in the different communities. The
experience from our research is that even though there is great acceptance for a
research project from representative organizations and key individuals, it is still
not easy to get a reasonably high participation rate, for example when it comes to
responding to questionnaires. Another example is the ongoing study on reindeer
herding Sami in Norway reported on in another chapter in this book (Mgllersen
et.al), with low response rate in spite of the fact that the study is done on the re-
quest of the reindeer herding Sami organization. I think this is not only due to the
old negative experiences of research being done on the Sami, but also from the
cultural context of being a small vulnerable group, maybe more suspicious of what
comes from outside. To overcome this it is thus very important to work on the de-
velopment of trust in the project and in the research staff.
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The issue of researchers coming from outside is also interesting. Sometimes it is
easier for a trusted foreigner coming from outside and not closely involved in the
community to ask sensible questions. I have this experience from my talks with
individuals from the Swedish reindeer herding community. There is sometimes a
fear that sensitive information might be spread through the network. Close one’s
are not always trusted. I have the same experience from my work in western Ethio-
pia as a young doctor. Sometimes I got more information from my patients just be-
cause I was a trusted foreign expert.

Discussion

The research ethical codes and legislations are focused on protection of the re-
search subjects and I think it is time to change this perspective. The codes and laws
should be seen not just as protecting the subjects from abuse, but also supporting
the researchers to do their research in an ethical way. Ideally I think that research
should be looked upon as a joint venture between the researcher and his/her sub-
jects in the common interest of development of new knowledge.

I can see several problems if special rules for Indigenous peoples should be
developed parallel with those for the majority group. Looking at the Sami popula-
tion there are several problems. One is to define who is a Sami. This is not an easy
task as there is no real consensus about who is a Sami, not even amongst the Sami
themselves. Another problem is which body could be considered representing the
Sami population. There are several possible organizations such as the Sami parlia-
ment and Samernas Riksforbund (National Association of the Swedish Sami), but
it is not an easy choice because of the internal conflicts in the Sami community, es-
pecially between the reindeer herders and non-reindeer herding Sami.

The present system with ethical review committees in Sweden is problematic
from the point of view that the process has become costly and so complicated that
it takes time. If two or several different committees should be involved, one “ordi-
nary” review committee based on the law on ethical review and maybe another or
several special Sami committees the process would be very prolonged. My experi-
ence of the dynamics in this kind of groups is that the bigger the group the more
demands will there be on the researcher making the process hopelessly compli-
cated. The more members in a group the more ideas will come up on what should
or should not be done. One particularly problematic part in the decision process is
that the project should be “scientifically” sound — which is not a straightforward
concept. Different researchers will define research and especially what good/ac-
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ceptable research entails. For example it has been a long debate between natural
scientists and more humanistic scientists about the value of qualitative research in
the medical field. Is that really scientific? The gap between natural scientists and
more humanistic/hermeneutic scientists in the medical field has diminished over
the years, but still that could be an obstacle if several bodies should look into a pro-
ject. An Ethiopian colleague told me about a project that needed to be evaluated
by six separate committees. He has a feeling that it is “sometimes a power-play”.
One experience I had as chairman for many years of the Ethical review com-
mittee of the Medical faculty at Umea University (the system preceding the present
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one) is that sometimes there is an overly concern about “protecting” “vulnerable”
groups, for example mentally ill from research as if they should be totally unable to
give informed consent. This kind of experience I have also heard from colleagues in
some low-income countries as regards illiterate people. The ethics review commit-
tees sometimes tend to be very paternalistic in their evaluation.

However, there are a number of interesting issues to discuss as regards the rela-
tion between the researcher and the research subjects. One is the question of pos-
sible benefits for the research subjects of the research project. One thing is to come
back with information of the results to the community that has been in focus. This,
however, is not always easy to accomplish. In our case we have reported on the re-
sults of our studies at a number of meetings and conferences all over the Swedish
Sapmi. Another is to contribute to positive consequences of the research done. For
example in our Sami case we have tried many different ways to persuade the gov-
ernment and the regional county councils in the north to establish some kind of a
centre for Sami health, however, with up to now limited success. There is a seri-
ous lack of trust in the authorities. A recent example of this was when the Swedish
government wanted the Institute of Public Health to make a study on the health
of persons belonging to the five officially recognized minority language groups in
Sweden some years ago. The Sami representatives refused to participate in the pro-
posed study arguing that there are already good enough studies in this field for the
government to act and not just do another study. They referred to studies done re-
cently by different research groups and I and my team was one of these - we had
looked at the mental health of the reindeer herding Sami in Sweden (Kaiser 2011,
Omma 2013).

However, the question about benefits is not a simple one. In the medical field
it might be that participation in a drug trial could result in better treatment for fu-
ture patients and in some cases also for the participants. In these cases participants
might feel they are contributing to something that they rather easily can under-
stand are possible benefits for at least other individuals suffering from a disorder
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they are experiencing themselves. In many cases, however, the immediate benefits
are not easily seen. What are the benefits of studying for example the ways of up-
bringing in Sami families (Javo 2003)? One is the general interest, not only in the
Sami community about different ways of bringing up children and maybe possible
consequences for the development of personality traits and also different kinds of
mental problems. Or what are the benefits of studying different kinds of genetic
dispositions in different patient groups, not to speak about the study of general
populations? And what are the benefits of looking into the marriage system during
the 17th century — the examples of different kinds of historical, social and medical
research are many.

To this should be added the issue of the “free” researcher who should be free to
study whatever he/she is curious about without thinking about the possible posi-
tive or negative consequences of the results of the studies, which is a basic idea in
the research community — the role of basic science. So, in many cases research is
not a question about immediate benefits or “useful” results. I think it is important
not to underestimate peoples understanding of the value of new knowledge what-
ever the new knowledge is about. Again — the crucial issue here is to mediate the
intentions behind the research project in a simple, understandable and correct way
to those who are supposed to be engaged.

One ethical dilemma often discussed in this context is the risk of finding things
that might be negative or devaluating for the whole group. One example could be
studying the prevalence of domestic violence in a population. In many populations
in low and middle-in-come countries it is a terrifying high prevalence of domestic
violence, which is also a problem in the western well-fare states but not at the same
levels. A WHO multi country study on woman’s health and domestic violence indi-
cated that in rural Ethiopia 70.9 % of the woman reported physical or sexual vio-
lence or both, in rural Peru 69 % and in rural Bangladesh 61.7 % (Garcia-Moreno
et al 2006). Other examples could be sexual abuse, female circumcision and homo-
phobia, which are very prevalent in certain communities. There are studies from
some countries indicating terrifyingly high prevalence of sexual violence. Popu-
lation based studies indicate that up to 67 % of men in South Africa have raped a
women and in Papua New Guinea 60.7 % of males admitted they had had forced
sex with a woman (Fulu et. al. 2013). This, of course, casts shadows on the whole
society, but nevertheless it is a very important research.

An interesting example of the ethical dilemmas appearing in research on un-
derprivileged groups is reported by Mugisha et al from a qualitative study on sui-
cide in Uganda (Mugisha et. al. 2011). In this community suicide is criminalized
and people are not used to talk about death in general and even less so about sui-
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cide for a number of reasons, not only because suicide is criminalized. In the tra-
ditional culture the belief is that for somebody to commit suicide he/she must be
extremely angry and this anger is transposed to his spirit, who survives him. So,
talking about these persons’ suicide might offend the spirit, who can haunt the per-
son. This makes it extremely difficult even to talk about suicide. On the other hand
it is important to start studying the background of suicide in Uganda because the
prevalence of suicide is increasing and suicide is becoming a public health problem.
So, it is necessary to approach the topic very carefully. This very poor population
has also problematic expectations on participation, hopefully it might mean some
material benefits and their information is looked upon as goods that they can sell
to the researcher. So, here is also the question how to make the people involved and
change the individual expectations into a shared concern for the research topic.
The paper gives a very interesting example on how this is dealt with and the neces-
sity of culturally sensitive researchers and methodologies. For example the demand
of written consent to participate usually applied in western countries is not neces-
sarily a good tool in a society that is based on verbal communication. Requesting il-
literate people to sign a paper they don "t understand with their thumb print might
be just wrong.

Another issue that has been discussed in Indigenous circles is the question of
ownership of research. Of course is important that research done in Indigenous
populations is available, but when it comes to ownership the issue is not simple.
Who should own the research? Researchers belonging to the Indigenous commu-
nity owns their research, but should there be organizations owning the research?
Of course if an organization like the Norwegian reindeer herding Sami is initiating
a research project they belong to the owners, but this research is sponsored by na-
tional funding agencies and is performed by a national health and research organi-
zation SANKS so in this case it is a shared ownership. A small research institution
in southern Swedish Sapmi, the Vilhelmina research centre, had established a reg-
ister on Swedish Sami. When this institution unfortunately was closed down some
years ago no one wanted to take over the responsibility of this register and it was
destroyed. The register was offered to the Swedish Sami parliament, but they were
not interested and at a seminar recently organized by the Swedish Sami parliament
officials of the parliament declared that health issue was not their responsibility
and they did not want to take any steps to develop some kind of health activities
directed towards the Sami in Sweden. If the Sami parliament is not interested who
should be?
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Conclusion

I have argued that ethical clearance should not be just a process to “protect” the
research subjects from unethical research. Research should merely be looked upon
as a joint venture between the researcher and the research subjects in the efforts to
increase our common knowledge about a wide spectrum of human life and that we
shall not underestimate people’s willingness and capacity to participate in such en-
deavours. We should promote the change from looking at participants in research
as “objects” for research and instead be seen as partners in a joint venture to in-
crease our common knowledge.

I have argued against making the ethical review process too complicated, for
example involving several committees and groups that should review a special pro-
ject. I also think that legislation is not necessarily the best way of developing ethical
awareness in the research community. Legislation in Sweden did not add anything
of value to the situation that was already established on a voluntary basis. Legisla-
tion makes a process more bureaucratic and more juridical and formal than genu-
inely ethical. There is a risk that the researcher just tries to fulfil the juridical and
formal demands not giving enough interest to the genuine ethical questions pos-
sibly involved in his/her project. As regards special vulnerable groups it is impor-
tant to look into the special ethical dilemmas involved and to develop guidelines for
how to deal with this by the research community not just to “protect” the research
subjects, but even more to support the researcher to do ethically good research.
When it comes to vulnerable groups it is more important than ever to work on the
development of trust in the population that will be approached. This can be done in
several different ways, but should include contacts with both key-individuals in the
community and more official organizations.
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Ethical codes of conduct for research related
to Indigenous peoples and local communities —
core principles, challenges and opportunities

Hdkan Tunén, Marie Kvarnstrom & Henrik Lerner

Abstract

Codes and guidelines related to the rights of and respect for Indigenous and local
communities and their knowledge have been developed during the last decades. A
milestone is the UN Convention on Biological Diversity (CBD) where the parties
have agreed “to respect, preserve and maintain knowledge, innovations and prac-
tices of Indigenous and local communities embodying traditional lifestyles”. This
study analyses core ethical principles in 13 codes and guidelines. Of 18 principles
listed six were identified as core principles. A discussion on challenges and oppor-
tunities in implementing these is made with the reference to the Swedish setting
and to a Saami context. The codes are created with good intentions and contribute
to raising general ethical awareness. However, in Sweden awareness of the relevant
guidelines is low among researchers, in ethical committees of universities as well as
in local communities. There is also a risk that the elements in the guidelines will be
administrative items to tick off rather than favouring a good working relationship
between the research team and the local community.

Introduction
My mantra is listen, listen some more, and when you have finished listening,
listen again, and then when you have finished listening again, listen, and
then listen some more. Don't stop listening. (Nlaka’pamux elder Verna Mill-

er, formerly Board Member of the International Society of Ethnobiology)

Today there is an increasing awareness of the benefits of and willingness to adapt
to research ethics in relation to power imbalances and Indigenous peoples’ issues.

57



Ethics in Indigenous Research - Past Experiences, Future Challenges

Many different research associations have consequently developed ethical guideli-
nes or codices of conduct for their members as well as for their journals. In several
international fora, Indigenous peoples play an important role together with repre-
sentatives of governmental and non-governmental organisations in developing sta-
tements, declarations and guidelines of considerable political and symbolic signifi-
cance. The Indigenous peoples’ representatives have contributed with new angles
and perspectives and thus created a new reflectiveness upon issues of importance
for a sustainable future.

One important instrument in this context is the UN Convention on Biologi-
cal Diversity (CBD 1992), since it is a legally binding agreement. In 1992, the CBD
was approved by the political leadership of the world*? and today the negotiations
around the Convention and clarifications of the meanings of the different national
commitments have been progressing for more than two decades. The Parties of the
Convention stress the importance of Indigenous peoples® and local communities as
custodians of the landscape and its biodiversity. Their knowledge is considered nec-
essary in order to achieve long-term conservation and sustainable use of biodiver-
sity, both from an ecological as well as from a societal and cultural perspective. For
Indigenous peoples, the signing of the Convention meant inter alia that the Parties
agreed on article 8(j), requesting them to “respect, preserve and maintain knowl-
edge, innovations and practices of Indigenous and local communities embodying
traditional lifestyles”4. This has been an opening for continuous dialogue and nego-
tiations within the CBD context regarding ethical considerations and the develop-
ment of international ethical codes of conduct on the ownership of and respect for
traditional knowledge, as well as the full and effective participation of Indigenous
and local communities in policy- and decision-making (Tun6n 2010a). Within the
work of the Convention it has been highlighted that there is a need to achieve full
and effective participation of Indigenous and local communities in all relevant pro-
grammes of work, both in policy-making and action related to biodiversity manage-
ment, conservation and restoration and in the development and implementation of
agreements regarding access and benefit-sharing and intellectual property rights.

The international negotiations within the CBD have resulted in a large num-
ber of documents of ethical relevance, including the Akwé: Kon guidelines (CBD
2004a), the Addis Ababa Principles and Guidelines (CBD 2004b), the Tkarihwaié:ri
Code of Ethical Conduct (CBD 2011a), and the Nagoya protocol (CBD 2011b). Some

22 To date the CBD has 196 Parties of which 168 have signed it. The US has signed, but not ratified the CBD and
are together with the Holy See and states with limited recognition considered as non-parties. (www.cbd.int)

23 In 2014 the Conference of the Parties to the CBD decided to henceforth use the term “Indigenous peoples
and local communities” rather than “Indigenous and local communities” in future work and decisions of
the CBD. (UNEP/CBD/COP/DEC/XI1I/12) https://www.cbd.int/decision/cop/default.shtml?id=13375

24  There is an on-going discussion on how “traditional” a “traditional lifestyle” ought to be as well
as what signifies a “relevant” local community. (UNEP/CBD/WG8J/7/8/Add.1 2011)
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of these will be described later in the paper. The focus of these documents is linked
to the scope of the CBD, i.e. “relevant to the conservation and sustainable use of
biological diversity”, but the aim can be perceived as much broader: to ensure a
respectful and ethical dialogue, between nations and between peoples and people
in relation to conservation and sustainable use of natural resources. The scope of
the CBD might be seen as limiting, the guidelines can in fact be interpreted to cover
most aspects of traditional knowledge and other cultural elements.

Issues related to Indigenous peoples and local communities, traditional knowl-
edge, biological resources, and ethics are also treated within other international
processes and agreements, e.g. World Intellectual Property Organization (WIPO,
i.e. the Intergovernmental Committee on Intellectual Property and Genetic Re-
sources, Traditional Knowledge and Folklore [IGC-GRTKF] from 2001), Food and
Agriculture Organization (FAO, especially the International Treaty on Plant Ge-
netic Resources for Food and Agriculture [ITPGRFA] from 2001, i.e. article 9 on
farmers’ rights), and within several initiatives within UNESCO (e.g. UNESCO Con-
vention for the Safeguarding of the Intangible Cultural Heritage from 2003). Each
of these has its own specific focus.

Ethical codes of conduct and guidelines have also been developed in other con-
texts. For instance, different academic associations have developed their own sets
of guidelines with different shapes and content depending on the perceived need
of the specific research discipline. Furthermore, a third category of guidelines has
been developed by or on behalf of Indigenous peoples, often with a clearer perspec-
tive on Indigenous peoples’ rights. When it comes to the Saami there is an ongoing
slow process of the adoption of a Nordic Saami Convention as well as other national
work within the different Nordic countries.

Aim

The aim of this paper is to analyse different ethical guidelines and codices related
to Indigenous peoples and local communities, especially with focus on traditional
knowledge and cultural practices, in order to compare ethical concepts and prin-
ciples within the codes and discuss some of the challenges and opportunities in
relation to their respective language and use. We also aim to raise the issue of the
degree of awareness of these guidelines among researchers as well as knowledge
holders and highlight some of the difficulties connected to the development of such
guidelines. This study has a broad focus but looks more closely at the situation
in Sweden and in the context of the Saami people, since the Swedish Biodiversity
Centre has had an assignment to run a national programme of local and traditional
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knowledge in relation to the CBD (Naptek). Consequently, we are familiar with the
international negotiations and have contributed in Swedish national delegations
in this context, as well as the on-going work on the national implementation of its
outcomes in Sweden.

Comparing different ethical guidelines
Ethical guidelines included in the study have been chosen based on their relevance
for research issues related to Indigenous peoples, local communities, traditional
knowledge, intangible cultural heritage and biodiversity (see Table 1). The Inter-
net was searched for suitable guidelines and codices available in full text and in
English, as well as for home pages with secondary listings of ethical guidelines/
codices/documents. The initial search words have been “ethic”, “ethical”, “guide-
lines”, “codex”, “codices”, “Indigenous”. Also publications regarding research eth-
ics within the field were used to search for specific guidelines. The overall purpose
was to find relevant entries to a large number of available guidelines. From the total
number of guidelines we tried to make a selection of guidelines focusing on either
general research on Indigenous peoples and/or local communities or more specifi-
cally on cultural aspects and/or traditional knowledge. We also sought to get a wide
geographical distribution and excluded the more specific health-related guidelines
since they represent a specific research field outside the focus of this study.

We have divided the different chosen instruments into three groups depending
on if they have been developed by or within:

i) international political contexts.
ii) Indigenous peoples and local communities,
iii) academic associations and institutions,

These categories are not exclusive since the development of these guidelines often
has taken place in a blend of contexts, but they give us a reasonably good analytic
distinction when reflecting upon similarities and differences.

Each article in each code has been analysed for main ethical aspects mentioned.
These are ordered in the left row in Table 1. Only one code, the International So-
ciety of Ethnobiology Code of Ethics, contains all the aspects found in this study.
Therefore we have chosen this as our reference point (in italics in Table 1). Each
code has then been summarized into a single core principle, indicating the main
focus (bottom row, Table 1). This comparison and analysis is only a first step to a
more comprehensive one.
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Instruments developed in international political contexts

There are many different political negotiations on-going internationally regarding
Indigenous peoples and local communities and they have slightly different foci.
The UN Permanent Forum on Indigenous Peoples’ Issues and the UN Declaration
on the Rights of Indigenous Peoples are contexts with a strong focus on the human
rights’ issues. This is also the case with the ILO-169, the Indigenous and Tribal Peo-
ples Convention, within the International Labour Organisation. Within the WHO
issues regarding Indigenous peoples’ health are being discussed. The UN Conven-
tion on Biological Diversity has a focus on conservation and sustainable use of bio-
diversity and the fair and equitable sharing of benefits from the use of genetic re-
sources. What these contexts all have in common is that they address the issue of
the rights of the local people.

The UN Declaration on the Rights of Indigenous Peoples (UNDRIP 2007) is
one of the most important documents in this context. It has been negotiated with-
in the UN framework in an intergovernmental context. Even if it is not an ethical
guideline or code of conduct as such, it has components that refer to ethical con-
duct in relation to Indigenous peoples and contains elements mentioned in the
ethical guidelines in table 1, e.g. active participation, full disclosure, prior informed
consent, respect, acknowledgement. The declaration was adopted by the UN Gen-
eral Assembly in 2007.

The CBD is another UN instrument, but unlike the Declaration on the Rights
of Indigenous peoples, the CBD is a legally binding framework treaty. It has three
main objectives® of which the third relates to “the fair and equitable sharing of the
benefits arising out of the utilization of genetic resources”. Consequently, much ef-
fort has been put into producing instruments to facilitate ethical behaviour of de-
velopers and researchers. Two instruments directly linked to ethical codes of con-
duct in relation to Indigenous peoples and local communities have been developed
within the CBD process:

25  The objectives of the Convention on Biological Diversity “are the conservation of biological di-
versity, the sustainable use of its components and the fair and equitable sharing of the benefits
arising out of the utilization of genetic resources, including by appropriate access to genetic re-
sources and by appropriate transfer of relevant technologies, taking into account all rights over
those resources and to technologies, and by appropriate funding” (CBD, 1992, article 1).
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Table 1. Comparison of important concepts and core principles between ethical guidelines with

implications on research on Indigenous peoples.

studied codes and guidelines
i) International political contexts ii) Indigenous peoples and local communities
Important princi- | UN Declara- Tkarihwa- | Akwé: Kon Nordic Swedish Ethics in First Te Ara Tika
ples or concepts tion of the ié:ri- Code | Voluntary Saami Convention Saami Nations Research (Guidelines for
rights of of Ethical | Guidelines Parliament: Maori Research
Indigenous Conduct (CBD) arbediehtu- Ethics)
peoples (CBD) policy
document
1. Prior rights/ Articles 4-11, Para. 4, 5, Para. 3, Articles 1, 4,14-16, | p.17,19 Intro., p. 14-18, 24 p. 14, 16
responsibilities 20-24, 31-35 13, 18-19 59—60 23, 31, 34-36
2. Self-determi- Articles 3, 14, Para. 13,27 | Para.59-60 Preambular, p-17,19 Intro., p. 7,24 p.2,8,16
nation 32,34 Articles 1, 3
3. Inalienability (Article 31) Para. 17 Para. 23, 28 p.11 p.21
4. Traditional Article 26 Para. 20 p-2
guardianship
5. Active partici- Articles 11,18, | Para. 25, Para. 3, 8, Article 10-12 Intro., p. 8, 19, 32 P.7,9,10,11,
pation 27,38 28-30 12-16, 17, 22 12,13, 14, 16
6. Full disclosure Article 27 Para. 10 Para. 10, 62 p. 25 p. 19, 25-26, 30 p.6,7,13
7. Prior informed | Articles 19, 28 | Para. 11 Para. 52-53, p. 25 p. 9,12, 19, 2728 p. 6,12
consent (Edu- 60
cated)
8. Confidentiality Para. 31 Para. 33 p. 26 p.9,11-13,19 p. 5,10-11
9. Respect Articles 11-17 Para. 2, 5, Para. 3, 33, Articles 7-11, 13, p. 25 Intro., p. 11, 14-18, p. 2,09, 10,
12, 18-19 59—60 31, 34 28-29, 30-31 12,14, 16
10. Active protec- Articles 12-13 Para. 15 Articles 6, 24, 31, p. 13, 14-18 P-5, 9,14
tion 34, 41-42
11. Precaution Article 29 Para. 8,16 Para. 3, 19, 33 P. 9,19, 25 p.5, 6, 10,13
12. Reciprocity, Article 28 Para. 14,26 | Para. 19, 46 Article 31 p. 8, 22, 23, 28-29 P-4,8,9,10,11,
mutual benefit, 13, 14, 17-18
equitable sharing
13. Support Indi- Para. 25 Para. 64-66 Articles (11), 27 p.32 P-7,9,14
genous research
14. Dynamic inte-
ractive cycle
15. Remedial Article 29 Para. 15, Para. 3, 20, p. 28 p. 32 p. 6,10
action 22-23 46-47, 55—56
16. Acknowledge- Article 31 Para. 8 p. 14-18, 22, 28-29 p. 12,16, 17
ment & credit
17. Diligence (cul- Para. 12, p. 20 Intro. p.5,6
tural knowledge & 21, 32
language)
18. Mutually- Para. 22 Para. 21 p. 12, 27-28, 31 p. 14, 16-17
agreed terms
Core value* Respect/ Respect Participation/ | Rights Rights Respect A matter of
rights respect values, justice
and equity

* Clearly stated as the fundamental value of the Code
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More extensive information about the different guidelines is presented in the paper

studied codes and guidelines

iii) Academic associations and insitutions

Important princip- | International Society Australian Insti- Code of Protocols & Princip- | American Research ethic

les or concepts of Ethnobiology tute of Aboriginal | Ethics of the les For Conducting Sociological As- | principles
and Torres Strait American An- | Research sociation Code Vetenskaps-
Islander Studies thropological (Univ. of Victoria) of Ethics rddet

Association

1. Prior rights/ Principle 1 Principle 2,13, 4 3.1.3

responsibilities

2, Self-determi- Principle 2, Guideline 8 | Principle 2 2.1.1, 3.1.5

nation

3. Inalienability Principle 3 Principle 1, 4

4. Traditional Principle 4

guardianship

5. Active participa- | Principle 5, Guideline 8 Principle 4, 6, 2,2.1.1,2.1.3,

tion 8,10 3.3.1-4

6. Full disclosure Principle 6, Guideline 7 Principle 6, 7, 8 IIL. intro, B.4 2.1.3, 3.1.2, 3.1.4, Principle E p-7,15

3.1.10, 3.2.2, 3.5.1

7. Prior informed Principle 7, Guidelines Principle 6, 7, 13 A.3-5 2.1.2, 3.1.1, 3.1.10, Standard 12 p- 7-10

consent (Educa- 2-4 3.2.2

ted)

8. Confidentiality Principle 8 Principle 6, 7 A3 3.1.5, 3.1.9 Standard 11 p- 10, 12-13, 16

9. Respect Principle 9 Principle 5, 10,13 | A2 1.3, 1.5, 2.1.1 Principle D

10. Active protec- Principle 10 Principle 5 2,2.1.2,3.1.3 p-14

tion

11. Precaution Principle 11 Principle 1 A2 3.1.3, 3.1.10 p.-13

12. Reciprocity, Principle 12 Principle 4, 7, A6 1.6,2.1.1,2.1.3, Principle E

mutual benefit, 11-13 3.1.7,3.2.1, 3.4,

equitable sharing 3.5.1,3.5.2

13. Support Indi- Principle 13 Principle 10 3.3.1-4

genous research

14. Dynamic inte- Principle 14 Principle 4, 6

ractive cycle

15. Remedial Principle 15 Principle E

action

16. Acknowledge- Principle 16 Principle 4, 13 A3 3.1.3,3.2.3,3.2.4 (Principle 15)

ment & credit

17. Diligence (cul- | Principle 17, Guideline 1 | Principle 4 3.1.10

tural knowledge &

language)

18. Mutually- Guideline 6 Principle 6, 8, 13 As 1.6

agreed terms

Core value* Mindfulness Respect/rights/ Responsibility | Responsibility as a Responsibility Responsibility
mutual benefits as a scholar scholar as a scholar as a scholar
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The Tkarhiwaié:ri Code of ethical conduct (CBD 2011a) was adopted by the Con-
ference of the Parties (COP) in 2010. This is an example of ethical guidelines with a
broad intention to show respect to the community and its ownership and guardian-
ship of knowledge and practices as well as surrounding biodiversity. It specifically
addresses but is not limited to research.

The Akwé: Kon voluntary guidelines (CBD 2004a) were adopted by the COP
of the CBD in 2004. They are guidelines for the conduct of cultural, environmental
and social impact assessments regarding developments proposed to take place on,
or which are likely to impact on, sacred sites and on lands and waters traditionally
occupied or used by Indigenous and local communities.

The major objective is to increase the possibilities for participation of and to
show respect towards Indigenous peoples and local communities within all sorts of
proposed developments in order to avoid harmful impact on the communities or
the biodiversity. Of particular interest here is the focus on cultural and social im-
pact assessments, and not only environmental impacts, of the proposed projects.

Instruments developed by Indigenous peoples and local communities
There are also instruments developed by Indigenous people in order to safeguard
their culture and interests from external actors of all kinds.

The Nordic Saami Convention (2014) was approved by the Nordic Saami Par-
liaments in 2006, but it has not yet been ratified by the Governments of the three
Nordic countries with Saami communities. The draft Convention has been devel-
oped by a committee consisting of Saami experts, commissioned by the Saami Par-
liaments and Governments in the Nordic countries. It has a focus on the rights of
the Saami and as such a much broader scope than the Code of Ethics of the Inter-
national Society of Ethnobiology (ISE COE 2006, see further below), and it conse-
quently has a lower resolution in details regarding the issues relating to the scope
of this paper.

The traditional knowledge policy of the Swedish Saami Parliament (2010) was
adopted by the Saami parliament as a starting point for a more detailed action plan.
The objective is to strengthen the role of Saami traditional knowledge in the soci-
ety and it delivers guidelines for knowledge-transfer, for maintain and knowledge
and ownership of knowledge as well as for how documentation of Saami knowledge
should be done. It is primarily a product developed through a synthesis of interna-
tional guidelines and on-going academic discussions. Although not clearly visible
in the final product, a Saami peer review procedure to get additional input was in-
cluded in the process of developing this policy document.
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The background to Ethics in First Nations research (Assembly of First Nations,
20009) is a general discontentment of the lack of respect shown in research previ-
ously performed on First Nations: “Research has not been grounded in respectful
relationships and has failed to incorporate culturally appropriate ethical standards.
[...] This has resulted in a widespread distrust of research and outside researchers
in many First Nations communities.” (p. 4). This document is only partly an ethi-
cal guideline; it is rather an educational text to increase the awareness of ethical
consideration in Indigenous peoples’ research and as such it is more reflective than
most other instruments. However, it provides a norm for acceptable behaviour of
researcher vis-a-vis the Indigenous community and presents a discussion regard-
ing most of the relevant principles or concepts.

Te Ara Tika. Guidelines for Maori research ethics (Hudson et al., 2010) is a
document to assist Maori communities as well as the academic community in ethi-
cal conduct in research on Maori issues. It was developed by a working group, based
on Maori contexts, values, and worldviews and presents requirements for three lev-
els of ethical consciousness; minimum practice, good, and best practice. The work-
ing group states that for ethical guidelines to be valid they have to be shaped by
their cultural values, and, consequently, these guidelines differ from most other.
At the same time they include most of the commonly used ethical concepts, but in
a slightly different phrasing, especially since there is a conceptualisation based on
Maori ethical framework and consequently partly in Maori nomenclature.

Instruments developed by academic associations or institutions

Most academic disciplines have their own ethical framework and many academic
associations have developed ethical guidelines for their members. There are also
some universities, departments and research institutes that have produced guide-
lines for ethical behaviour vis-a-vis Indigenous peoples and local communities.
This is particularly true when it comes to universities in areas with a strong Indig-
enous influence and with Indigenous scholars.

ISE COE — International Society of Ethnobiology Code of Ethics from 2006
with additions 2008 (our reference point, ISE COE 2006) is a code of conduct de-
veloped within the framework of an academic association and its scope is research
related to Indigenous peoples and local communities and their use of biological re-
sources, which is in the centre of the interest of this paper. It is based on the Decla-
ration of Belém from 1988 and consists of 17 principles and 12 practical guidelines.
It delivers short and clear definitions in relation to the aim of each of its principles.

Guidelines for Ethical Research in Australian Indigenous Studies were devel-
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oped by the Australian Institute of Aboriginal and Torres Strait Islander Studies
(ATATSIS, 2012). This institute is “the national research and collecting institution
for information and research about the cultures and lifestyles of Aboriginal and
Torres Strait Islander peoples, past and present”. It could be described as a gov-
ernmental academic research institute. These guidelines are interesting since they
present the issues in a slightly different way than the others. The 14 clearly stated
principles are divided into 6 bridging sections to simplify their use:

» Rights, respect and recognition

« Negotiation, consultation, agreement and mutual understanding
« Participation, collaboration and partnership

« Benefits, outcomes and giving back

» Managing research: use, storage and access

» Reporting and compliance

Each principle is described as well as requirements for applying the principle.

Code of Ethics of the American Anthropological Association (2009) is relevant
to researchers dealing with a wide range of subjects, i.e. archaeological, biological,
linguistic and sociocultural issues. The guidelines are divided into three sections,
the responsibility to A) people, B) scholarship and science, and C) the public. To
the subject of this paper the first section is most relevant, but it is written in a fairly
general way and focus on a general desire to cause no harm to “the safety, dignity,
or privacy of the people” and “to respect the well-being of humans and nonhuman
primates”. We have here focused on issues concerning humans.

Protocols & Principles For Conducting Research in an Indigenous Context
originates from the Faculty of human and social development, University of Vic-
toria, Canada (2003). This is a set of principles for the benefit of the researchers
at the faculty to enable them to respect the rights of human subjects in research.
They are short, clear and concise, but still deliver a fairly good coverage to the issue.

ASA Code of Ethics from the American Sociological Association (1999) is as
such not precisely within the scope of our investigation. The main ethical focus
is rather on the “traditional” research ethics®® relating to the scientist’s behaviour
towards the research community. However, it contains several of the relevant ele-
ments of codes of conduct towards Indigenous peoples.

‘Research ethical principles within humanities and social sciences’ (Vetenska-
psradet 2002) was developed in the 1980ies—1990ies by one of the major Swedish
research councils and are still spread by ‘the Research Council ‘ (http://www.co-

26  From here on we use the term “western research ethics”.
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dex.vr.se, June 2, 2014) and used by researchers within these academic subjects.
However, they are not focused on Indigenous and local communities, but more
general regarding four requirements within social sciences, i.e. information, ap-

proval, confidentiality and use.

Important ethical concepts

We found at least 18 different concepts with ethical implications present in the
guidelines (Table 1). Concepts which are present in at least 11 of the 13 ethical
guidelines are listed below. The descriptions of these concepts are mostly taken
from the International Society of Ethnobiology Code of Conducts, which we chose
to be our reference point among the guidelines. The aspects are:

Respect (often mentioned in connection with the concepts rights and inalien-
ability) — the purpose of many of these guidelines are to ensure respect for the In-
digeous and local communities where research is planned. Respect in this context
can be shown in many different ways and is expressed, directly or indirectly, in the
texts, but not always with a heading of its own. It could also be worth mentioning
that several of the guidelines or principles from Indigenous contexts have a very
strong focus on prior, proprietary right over land, natural resources and associated
knowledge that is generally lacking in guidelines developed in other contexts. This
is also the case for reflections regarding self-determination and traditional guardi-
anship, all of which can be interpreted as a call for respect.

Full disclosure — Most guidelines stress the importance that a researcher must
be transparent and present the research project clearly in order to give the subjects
a true possibility to penetrate the project and fully understand the context of par-
ticipation. This can also be seen as closely related both to the concept of respect
above and to informed consent below.

Free prior informed consent/prior informed approval (FPIC/PIA) — the pur-
pose is that prior to all activities a consent or an approval should be obtained, and
this should be obtained after a clear and concise presentation of the purpose, meth-
odology and expected outcome, positive and negative, of the project to be under-
taken (i.e. full disclosure). This information should be delivered in a form relevant
for the receiver and a fair amount of time should be given for reflections and deci-
sion-making. This is often described as free and voluntary, prior informed consent
to stress that the research subjects in no way are forced to participate in the project.
Furthermore, the consent or approval should at any time or for any reason be pos-
sible for the participant to withdraw.
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Confidentiality — the confidentiality principle refers to the right of the Indigenous
community to exclude from publication information concerning matters consid-
ered sensible to them, as well as the possibilities for the informer to remain anony-
mous. At the same time it is important to stress that public acknowledgment can be
considered as a sign of respect towards the knowledge holder and the knowledge
provided, so both possibilities are valid, depending on circumstances (see Svalas-
tog and Eriksson 2010).

Reciprocity, mutual benefit, equitable sharing — local and traditional knowled-
ge has been developed within a community context over a long period of time and
this needs to be acknowledged. Consequently, any result from such research should
be considered as the result of a mutual effort and a fair and equitable sharing of
any benefits should take place. Studies should be reciprocal and of mutual benefit
for the community and the research group. Both should benefit from the outcome
of the study — or, if only one party benefits it is often stressed that it should be the
Indigenous or local community and not the researcher.

Core ethical principles
In our consideration of core ethical principles for the different ethical guidelines
(bottom row of Table 1), we identified six. These were:

» Respect

« Recognition of rights

» Responsibility as a scholar
« Mindfulness
 Participation

» Mutual benefits

Among these, respect, rights and responsibility as a scholar were identified in most
ethical guidelines. Mindfulness was the only value explicitly stated in the ISE Co-
dex.?” This could be seen as a sign of the depth of the process of developing this
Codex. Mindfulness is defined as “a continual willingness to evaluate one’s own un-
derstandings, actions, and responsibilities to others” (ISE COE 2006).

Respect generally has a wider definition in the studied guidelines than the term
generally has in general in western research ethics. It deals with almost all rela-
tions, both human and with nature. Castellano (2004) in her discussion on Abo-

27 A more thorough analysis of similarities and differences when it comes to core prin-
ciples between the different codes would be an interesting task. However, for the pur-
pose of this study we believe the performed analysis is sufficient.
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riginal research ethics conclude that respect must be shown both in relations to
animals, nature and between researchers and the Indigenous communities.
Recognition of rights is also defined wider than in general western research eth-
ics. Indigenous Peoples and their heritage are granted as having the same rights as
other peoples. In research this means for example that Indigenous peoples world-
views, knowledge and processes to get knowledge are valued. One important aspect
is that knowledge is collective rather than individual which might be in conflict
with certain western research methods.

Responsibility as a scholar concerns how the researcher should act. It deals
for example with the important principles or concepts of full disclosure, prior in-
formed consent and confidentiality (see Table 1) or as Hing et al. (2010, p. 552)
states, “doing no harm, protection of participants, maintenance of trust and clear
accountability.” In research concerning Indigenous Peoples, methods of getting in-
formed consent could differ from the standards in western research ethics. Also
confidentiality that is well established in western research ethics has been ques-
tioned in Indigenous peoples research ethics (Ermine et al 2004, Svalastog & Eriks-
son 2010). “In matters of knowledge recognition and participant’s empowerment,
this requirement ultimately continues to silence the Indigenous voice” (Ermine et
al 2004, p. 33). This is particularly important in cases where knowledge is later pat-
ented by others than the true knowledge holders.

Participation is not only that Indigenous peoples and local communities should
be invited to participate in a project, they should also be involved in the design pro-
cess of the research in order to get mutual benefits.

Mutual benefits means that the community where the research takes place
should gain from the process. McClancy and Fuentes (2013) stress that a collabo-
rative process is better suited when meeting other cultures, rather than just bring-
ing back the results from a survey to the community for the informants’ opinion.
Indigenous peoples being a part of the design of the study will gain far more if they
can influence how studies are designed, and are able to ask research questions that
they want to have answered.

In spite of the fairly large resemblance of the studied ethical guidelines, both
the ones developed within the scope of several other international agreements and
by different Indigenous people’s groups, they do differ in general impression and
overall focus. The academic guidelines, not too surprisingly, tend to have a stronger
research issues perspective, while other instruments have an emphasis on the hu-
man rights perspective. The ethical guidelines developed in the context of the CBD
and other international fora originate more from international policy than from
any particular customary practices.
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Different processes of development

Differences between ethical principles could depend on different processes of de-
velopment. Below, the process of developing the ISE Code of Ethics and the process
of developing the Tkarihwaié:ri Ethical Code of Conduct are described (see Table
1). As can be seen, there are fundamental differences between two widely different
paths of development.

The International Society of Ethnobiology (ISE) was founded in 1988 as an um-
brella organization through which scientists, environmentalists, and Indigenous
peoples could work together to protect the world’s endangered biological and cul-
tural diversity (Hardison and Bannister 2011). It was established from a shared
concern about the continuing destruction of ecosystems throughout the world, and
the devastating biological and human implications. This was recognized in the Dec-
laration of Belém (1988) at the first International Congress of Ethnobiology, organ-
ized by the late Darrell Posey and colleagues, where the ISE was founded. The Dec-
laration of Belém was the first international declaration to call for mechanisms to
recognize and consult with Indigenous specialists as proper authorities in all activi-
ties affecting them, their resources, and their environments (Hardison and Bannis-
ter 2011). Following this first meeting of ISE, the Society embarked on an intensive
process of developing a Code of Ethics for ethnobiologists. The process included
open hearings, workshops and dialogue between Indigenous and non-Indigenous
scholars, professionals, activists and traditional knowledge holders (Hardison and
Bannister 2011). The drafting process involved an assessment of many existing
codes and guidelines. The ISE Code of Ethics (ISE COE 2006) was adopted in 2006
with additions in 2008 and it is currently available in English, French, Spanish,
Italian, Chinese and Bahasa Indonesian. To promote the use of the Code, the ISE
has established an Ethics Program and an Ethics Toolkit. As has been noted above,
the fundamental or core value underlying the ISE Code of Ethics is the principle of
mindfulness (ISE COE 2006). In line with this, there is a 4-year cycle of revision
and renewal of the Code to ensure that it remains adjusted to current needs.

The Tkarihwaié:ri code of ethical conduct (CBD 2011a) has been developed and
adopted within the CBD as an instrument to assist in the implementation of CBD’s
article 8(j). In the introduction (CBD 2011a), it is emphasized that

By its ethical nature, the Code establishes a new paradigm for researchers
and others working with Indigenous and Local Communities and /or on
their lands and waters. The code embodies both equal partnership and ca-
pacity building for Indigenous and Local Communities and those working
with them. It is a tangible tool in keeping with the greater emphasis now
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placed by Parties to the Convention on practical results based on the iden-
tification and pursuit of outcome-oriented targets with a view to achiev-
ing, by 2020, the revised Strategic Plan and the Aichi targets.

The process of initiating and negotiating the Tkarihwaié:ri Code differs fundamen-
tally from that of the ISE Code of Ethics. It was negotiated in an intergovernmen-
tal context within a United Nations legally binding convention. Diplomats had to
follow strict instructions from their governments and ensure compatibility with
their national legislation, while representatives of Indigenous peoples raised con-
cerns over past abuse of good faith and instances of bio-piracy (Persoon and Minter
2011). As noted by Hardison and Bannister (2011, p. 37):

International treaties are negotiated in diplomatic contexts. They may
take decades to negotiate. They are, by their nature, extremely conserva-
tive and abstract processes. Because they intend to promote or establish
law, they have to work within the constraint of developing and using con-
cepts that can be understood by all of the state representatives and be ac-
cepted by consensus.

Since the third meeting of the CBD in 1996, representatives for Indigenous peoples
have been able to make interventions at the meetings and participate in some ne-
gotiating sessions. However, they have no formal right to make proposals, and the
right to make decisions rest with the Parties. The process of developing concepts,
which are acceptable to all governmental parties, and compatible with national
legislations, tends to produce language which is very highly formalized and which
does not lend itself to easy understanding.

It is also interesting to note that although the focus of the Tkarihwaié:ri Code is
on research, it has largely been drafted without substantial input from the world of
science, and the code has not been coordinated with other professional codes with-
in scientific disciplines (Persoon and Minter 2011). Although the Code has been
formally negotiated and agreed, it has a voluntary status, and there is hence no
authority to oversee the implementation of the code or address its violations. Fur-
thermore, while considerable effort goes into the intergovernmental negotiations
in the meetings of the CBD and similar instruments, there are typically few resourc-
es available for communicating and disseminating the results once the delegates
return home to their often very full desks and tight schedules.
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Awareness among researchers

With all these different codes in existence, is there awareness of them in academia
and among the individual researchers? In 2009/10 we sent a questionnaire to the
boards of 53 Swedish universities and university colleges, and to the main 18 Swed-
ish research funding agencies, with the purpose to map their awareness and practi-
cal inclusion of ethical guidelines regarding research on Indigenous peoples and lo-
cal communities (Tunén 2010b). Most of the universities have activities that could
involve issues regarding ethical considerations of asymmetrical power between sci-
entists and local communities. We received responses from 24 universities/univer-
sity colleges (45 %) and 10 replies (56 %) from funding agencies.

The questions covered how the universities/university colleges/research financi-
ers dealt with ethics in research related to Indigenous peoples or local communities,
and whether they applied the available guidelines. The short answer was “no”. Gen-
eral research ethics as applied by ethical committees (universities) or requirements
in the legislation (financiers) were considered adequate. Two respondents answered
that they previously included more specific ethical considerations when reviewing
research applications, but not any longer, as potential ethical dilemmas are sup-
posed to be covered by a national ethics committee according to the present national
legislation. One financier noted that research applications were evaluated through
peer review and if the reviewing scientists raised any ethical issues, they normally
didn’t recommend the application. The main responsibility for ethical consideration
is placed on the individual scientist, the research group or the department, since
the law is strict that the project owner needs to consider the ethical aspects of the
research project and whether there might need to be an application to the research
ethical committee. On the other hand, the law does not cover e.g. ethical questions
regarding Indigenous people and minorities. A general remark from the financiers
was that they had many different aspects to consider and ethical considerations in
relation to Indigenous peoples and local communities were not one of high priority.
The majority of financiers pointed out that research quality was their first concern
and priority together with the fact that the proposed project was in line with existing
legislation and that good research ethics was considered. Most likely the last remark
focused on other aspects of research ethics than social responsibility.

The response rate was fairly low. The results indicate that the awareness and
understanding was low among the respondents regarding the potential need for a
particular ethical consideration vis-a-vis these groups. Unfortunately, Umea and
Uppsala universities, where fairly extensive research on Indigenous peoples is car-
ried out, did not respond to the questionnaire. One explanation of the lack of re-
sponse might be that the boards think this is a minor issue and that the Swed-
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ish legislation is focusing on the direct risk of the person being studied, especially
health hazards and personal integrity. Concerns over this have been raised and
a wider approach has been asked for (Pimple 2002 and Svalastog and Eriksson
2010). In our study as well as in a study by Hing et al. (2010), several ethical princi-
ples relating to Indigenous Peoples are recognized, some of which are not normally
recognized in western research ethics.

Of course, in the best of worlds the individual researchers should be well aware
of the ethical guidelines related to Indigenous peoples and local communities, and
that might be true within certain disciplines. However, since there is a wide range
of academic disciplines involved in research on issues related to Indigenous peo-
ples, many researchers have not come across information about any of these codes.
It was stressed in the results from the above study that the academic society often
claims to regulate ethical issues within the peer review system for publication. Men-
toring and peer-review system have also previously been mentioned as an impor-
tant way of fostering young scientists in research ethics (Horner & Minifie 2011).
However, knowledge concerning good ethical practice vis-a-vis Indigenous and lo-
cal communities is not automatically part of the peers’ and mentors’ knowledge.

Awareness among knowledge holders

Does information about ethical guidelines and codes of conduct reach the con-
cerned Indigenous peoples, local communities and knowledge holders? Based on
our experience from Sweden with the work with the national programme Naptek,
there are representatives of for example Samebys and small scale farmers (e.g.
summer pastoralists ‘fibodbrukare’) or artisanal fishermen who are aware of ar-
ticles 8(j) and 10(c) of the CBD as well as of the Akwé: Kon guidelines for impact
assessment, and who work for their effective implementation in Sweden. However,
information on the existence of the Tkarihwaié:ri Code of ethical conduct and its
scope and potential use seems to be less widely spread.2® This leaves us with a situ-
ation in which many of the developed ethical guidelines regarding research might
so far seem to be of limited importance in practice, at least in Sweden.

Conflicts due to language style
There seem to be inherent challenges both in the process of developing codes of
ethical conduct and in implementing them. According to our studies and experi-

28  Note here that several of the codes referred to in Table 1 are not directly applicable to the
Swedish setting, even though some are fairly global in their contextualization.
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ences, awareness of the existence of codes of conduct related to research on Indig-
enous and local communities is low in Sweden in organisations facilitating research
and knowledge holders. An equally fundamental problem is in the development of
the codes. They might, in spite of good intentions, be constructed in a manner and
with a language that means they might miss their target.

For example, the language used in the Akwé: kon Guidelines indicates that
the perspective is that of the government and perhaps also of the researcher. One
should “respect”, “adapt” or “modify” methods to incorporate the views of Indig-
enous and local communities. This might be in conflict with the ethical principles of
participation as well as mutual benefits. The process could also have been the other
way around, starting from the Indigenous peoples’ and local communities’ point of
view, as is the case with the Te Ara Tika-guidelines (Hudson et al. 2010).

Either way the language will most likely be out of place for the ‘other’ group.

As noted by a Swedish organization for local food production in response to a
questionnaire on the implementation of CBD’s article 8(j) in Sweden:

Eldrimner finds it somewhat difficult to analyse and answer the questions
since the Programme of Work?® and the material are so bureaucratic that it
is difficult to understand its effects on the local stakeholders. To enable dia-
logue and participation with the local stakeholders, the material should en-
courage dialogue and the bureaucratic material should be translated to an
understandable language. (Eldrimner 2013. Our translation from Swedish.)

The Assembly of First Nations note in its code (Assembly of First Nations 2009, p.
7) that:

It is important to note that much of the writing on this topic is approached
through a Western framework. In order to make a true shift toward so-called
‘ethical’ research, the research itself must be conceived from within an Indige-
nous paradigm that is reflective of the worldview and principles held by the
First Nation where the research will occur.

A similar perspective is held by the Australian health authority (National Health
and Medical Research Council 2003, p. 3):

In a research context, to ignore the reality of inter-cultural differences is
to live with outdated notions of scientific investigation. It is also likely to

29  This referred to the program of work of article 8j, but the language used in the Tkarihwaié:ri Code is similar.
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hamper the conduct of research, and limit the capacity of research to im-
prove human development and wellbeing.

Nordin Jonsson (2011) also claims when discussing how to document traditional
knowledge that “The starting point should thus be the Indigenous peoples’ own val-
ues when traditional knowledge projects are planned, implemented and dissemi-
nated”. The central point is that the norms and values from Indigenous peoples or
local communities should be governing the process of collecting knowledge. This
does not mean that western scientific methods of research are banned, just that the
foundation should not be based on only western scientific values. Nevertheless, it
will have implications on the core principles of participation and mutual benefits.
The problem of language in ethical guidelines is thus at least twofold: firstly, some
of the guidelines, in particular those developed through intergovernmental nego-
tiations, have a language that is simply difficult to understand. Secondly, the lan-
guage does not always reflect the norms and values of Indigenous peoples and local
communities and does not necessarily take due consideration to the local custom-
ary practices and cultural differences.

The importance of guidelines

On the positive side one has to admit that the presence of ethical guidelines regard-
ing research on Indigenous peoples’ issues, no matter the origin of the thoughts,
has the potential of raising the general ethical awareness and constituting a valua-
ble source of reference. The ethical guidelines are usually created with very good in-
tentions and they include valuable terms, elements and themes, but are they known
by the relevant researchers, and are they always the best tool for creating aware-
ness of these issues within the local community or the academic context? As noted
above, the awareness within Academia of the existence of codes of conduct for re-
search related to Indigenous peoples and local communities is low in Sweden. It
doesn’t matter whether there are any number of principles or concepts which relate
to research ethics of Indigenous peoples if these are unknown or unused.

Another inherent problem is the construction of ethical guidelines in that they
need to be specific in some sense but still open to cover all possible situations. Nor-
din Jonsson (2011) argues that openness is important due to the fact that values
differ among subgroups even within for example the Saami community. In the on-
going debate among anthropological field-workers, the critique is raised that for-
malizing research ethics might negatively influence the trust between informants
and researchers (MacClancy and Fuentes 2013). As the American Anthropological
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Association states “No code or set of guidelines can anticipate unique circumstanc-
es or direct actions in specific situations” (American Anthropological Association
2009). Also, there is critique that the values often highlighted in western research
ethics are not congruent with guiding values in Indigenous and local communities
(Svalastog and Eriksson 2010).

It seems that today, most codes of ethical conduct may also be overly detailed
and formal, possibly creating a reluctance from the researcher to use them. Fur-
thermore, they can also give a false sense of sufficient accomplishment: “if I just
get the prior informed consent document signed...”. Interestingly enough, in the
Te Ara Tika-guidelines there are suggestions of three different levels of fulfilment
of ethical requirements, i.e. minimum standard, good practice, and best practice,
which can be both positive and negative. One can easily forget that:

Research within Indigenous communities involves establishing personal
relationships and committing to involvement over a long period of time.
Any researcher entering a community must understand this time commit-
ment and understand that it is inappropriate to enter a community, gather
data and then disappear, leaving the community wondering what is next.
(Assembly of First Nations 2009, p. 31).

And furthermore: “the success of the research will depend in the end of the rela-
tionships that are developed through the research and the degree of moral integrity
with which the principles are applied” (Assembly of First Nations 2009, p. 31). Itis
an aspect worth consideration for the principles of respect as well as responsibil-
ity as a scholar.

As argued by Lovgren et al. (2012), one should not limit ethical concerns only
to those present in guidelines or legislation. A wider perspective is often needed,
due to the fact that the research process might involve other issues that could be
ethically problematic. This study gives further support to this claim. Social rela-
tionships need time, trust and flexibility. The code of ethical conduct should be
more than just a step-by-step manual in order to reach mutual respect and have
sufficient flexibility to adapt to the situation at hand. As the role character Hector
Barbossa said in the first “Pirates of the Caribbean”-movie “The Curse of the Black
Pearl” from 2003:

“— And thirdly, the Code is more what you’d call ‘guidelines’ than actual rules.
Welcome aboard the Black Pearl, Miss Turner.”

Guidelines, no matter how good they are, are just guidelines. They are seldom
legally enforced and they often only apply within a certain context, where they may
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not be known. The mental context and ethical standards of the research community
change slowly and perhaps the most concrete benefit that could be obtained from
ethical guidelines is an increased awareness among future generations of research-
ers regarding these issues. The research community has come a long way since the
colonial attitudes and theories of racial biology of the past, but there is still a lot of
scope for improvement of researchers’ ethical behaviour. Research guidelines are
important for both the research community and the Indigenous and local commu-
nities to gradually change the scene and one could wish they would be more imple-

mented in current practice.
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Moving forward with Sami research ethics: how
the dialogical process to policy development in
Canada supports the course of action for the
Nordic countries

Sandra Juutilainen & Lydia Heikkild

Abstract

Indigenous critiques of academic knowledge production emerged around the same
timeframe in Canada and the Nordic countries, however, the discourse has led to
different outcomes in each country. This paper addresses Indigenous research eth-
ics as a form of self-determination; and, reflects the development and implemen-
tation of ethical guidelines and policy for Indigenous research in Canada compar-
ing it to the situation in the Nordic countries. Across Canada there were a series
of parallel, multi-level processes involving numerous actors: Indigenous organi-
zations and political organizations, communities, Indigenous and non-Indigenous
research Institutions, national research agencies, national research ethics com-
mittees, and the creating of an Aboriginal Ethics Working Group to advise on the
process. Through a coordinated and consultative practice these numerous actors
developed the main contents and enhanced commitment to the implementation
of ethical guidelines and policy. Concerning the Nordic countries, while multiple
activities have occurred to move this project forward, collaboration between the
academic and political spheres on ethical issues occurs less frequently, and Sami
community level involvement has been absent in the interactive dialogue. What ap-
pears to be missing in today’s situation is a tangible collaborative agent or platform
that would have the authority and capacities to take over the responsibility for co-
ordinating the fragmented and nationally divergent efforts and to promote the po-
litical negotiation process both on the Nordic and on the national levels.
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Introduction

The notion of being ‘researched to death’ has been a common discussion amongst
Indigenous groups in different countries and dissatisfaction with academic re-
search carried out in their communities has resulted in the creation of ethical
guidelines, and policies, occurring in parallel processes throughout Canada, Unit-
ed States, Australia and New Zealand (AILC 1994, HRCNZ 1998,VKHRCDU 2000,
VKHRCDU 2001, HRCNZ 1998, Snarch 2004, Street et al. 2008; OVKHU 2008,
Hudson et al., 2010, RCAP 1996). The ongoing dialogue about grievances with
research processes and relationships between academic researchers and Indig-
enous communities shapes how ethical guidelines for research involving Indige-
nous peoples has been developed and implemented in Canada (see, e.g., Snarch
[2004] on this important subject). Some of the critiques about research practices
include: Indigenous peoples are subject to too much research; the majority of re-
search projects are initiated, paid for and carried out by non-Indigenous people
from universities, government and industry; there is a lack of meaningful commu-
nity involvement and collaboration with Indigenous communities from the onset of
the research project; and often research results are not returned to the community
or, if returned, they are in a format or language3° that is inaccessible (RCAP 1996,
Snarch 2004, Brown 2005).

Similarly, among Sami scholars, political organizations and others who work
within Sami studies, the notion of being ‘researched to death’ within the Nordic
countries has both parallel and divergent meanings. For example, over the years,
there has been abundant research in some fields while at the same time many im-
portant fields are under researched. Namely, an abundance of research in the area
of cultural anthropology directed at Sdmi people by non-Sami researchers from
outside of the community. This has amounted to an expression: ‘the Sami family
consists of Great Grandparents, Grandparents, Aunts and Uncles, Parents, Chil-
dren and a cultural anthropologist’ (Pentikdinen 1995). Concurrently, health and
well-being is under-researched and lacks sufficient funding. This creates a gap in
essential statistics which would inform program and policy development in regards
to the health, well-being and living conditions of the Sdmi people (Pettersen 2008,
Heikkila et al. 2013).

The purpose of this article is to reflect on the dialogical process leading to the
development of the Canadian policy to guide ethical research involving Indigenous
people; and, to distill supportive elements that would assist in moving to action for
the development and implementation of ethical guidelines for Sdmi research in the

30  Either the results are not translated to the language of the community or the information is in aca-
demic language and not presented in a manner that is relevant to the communities’ interests.
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Nordic countries. To the authors’ knowledge, while much dialogue has occurred
about the need to develop Sdmi research ethics guidelines in Norway, Sweden and
Finland, currently there is no updated discussion paper available to situate the is-
sue at the Nordic level which positions the multiple pathways to implementation.

Within the Nordic context, we highlight the current dialogue including: key el-
ements of the discourse on Sami research ethics and the key actors involved at
the various stages; their cooperation; successes; and, challenges to implementa-
tion. By focusing on: the Sami critiques of colonial research; the role of Sami po-
litical institutions; evolving Sdmi research institutes; and, the current dialogue of
Sami research ethics across the Nordic countries combined with our reflections of
the course of action in Canada, provide insights on how to move forward with the
development and implementation of SAmi research ethics. We will emphasize the
area of social and health research on two levels: the Nordic and national, featuring
the process in Finland. We discuss how the dialogue originated at the Nordic level
with parallel processes at the national level, and highlight the current accomplish-
ments and existing frameworks within Norway, Sweden and Finland; and, to dis-
cuss how we can better integrate the national and Nordic level dialogue and action
required. By pointing out the wide spectrum of actors, institutions and institutional
relationships involved with research praxis, guiding principles, programming and
funding and the divergent developments in each county, we explain the complex
challenges and discuss tangible solutions. Lastly, we discuss why Indigenous spe-
cific ethical guidelines for research are needed in the Nordic countries and how
national level mainstream research ethics inadequately address uneven power re-
lationships between academic researchers and Indigenous groups.

Indigenous research ethics as a form of self-determination

Unbalanced power relationships between researchers and Indigenous people has
produced knowledge that is constructed through an outsider lens, which ironi-
cally has resulted in errors in meaning making of the lived experiences of Indige-
nous peoples (Keskitalo 1976, Brant-Castellano 2004, Snarch 2004, Lehtola 2006,
Kuokkanen 2007, Kovach 2009). This style of knowledge production is then uti-
lized to develop policy which impedes self-determined action by disregarding the
best interests of the Indigenous community (Smith 1999, Kovach 2009, Kuok-
kanen 2009, Wilson 2008). As such, the right of a people to construct knowledge
in accordance with their own self-determined definitions of what is real and valu-
able is fundamental to the exercise of self-determination. (Brant-Castellano 2004,
Brant-Castellano and Reading 2010).
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The demand for a self-determined foundation in research practice is a resistance to
colonial research practices that edify Aboriginal incapacity and the need for pater-
nalistic control (Brant-Castellano 2004, First Nations Centre 2007). Researchers
and research projects who do not include Indigenous communities as co-creators
or active participants in the research process, are merely participating in a neo-
colonial brand of research (Brown 2005). Having said that, we agree with other
researchers who caution colonialism as a narrative in which the Settler’s power is
the fundamental frame of reference and assumption, thereby inherently limiting
Indigenous freedom and imposing a view of the world that is an outcome of that
power (Alfred and Corntassell 2011). Therefore, we situate self-determination as
the starting point of Indigenous research ethics, in essence, as it aims to build an
equitable relationship between Indigenous peoples and academic researchers.

The quest for Indigenous research ethics is connected to the evolving role of
research in Indigenous communities in regards to: how knowledge is produced; In-
digenous epistemologies; power; decision making; and, self-government. Research
is now being conducted by and for Indigenous people, with increasing numbers of
Indigenous scholars, using new approaches and methodologies with a community,
participatory-action based focus. When viewed in this way, research has the po-
tential to help revive Indigenous communities (Kuokkanen 2008a, 2009). How-
ever, researchers must continue to address issues that arise from the differences
in the values of the academic setting and those of the community (Cochran et al.
2008). In the Canadian context there is an emerging paradigm of “partner or per-
ish” whereby Indigenous people demand a greater say in the priorities, methods
and interpretation of research conducted in their communities (Vogel 2015). This
is an example of how Indigenous values differ from academia’s “publish or perish”
paradigm. Therefore, bridging conceptual worldviews is a central role of ethical
guidelines and policy for Indigenous research.

The development of Indigenous research ethics policy in Canada
Early dialogue began with the rise of Indigenous resistance in the early 1970s when
native scholars and writers criticized the imposition of Western research on Native
populations (see, e.g., Ermine et al [2004] on this important subject) and main-
stream institutions had recognized and acknowledged research needed to be con-
ducted in an ethical manner, in particular when working with racial minorities
(DHEW - Belmont Report 1976).

Writing policy that applies to Indigenous peoples in Canada has become a
more interactive process as a variety of stakeholders at the community, regional
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and national levels press for practical recognition of an Aboriginal right to self-de-
termination which encompasses the obligation of meaningful engagement of the
affected population as a central feature (Bull 2010, Brant-Castellano and Reading
2010). Communities across Canada began their own processes of developing guide-
lines and protocols for ethical codes of conduct for researchers coming into their
communities. Some examples of developments at the community level include:
the Kahnawake Schools Diabetes Prevention Project which adopted the KSDPP
Code of Research Ethics to guide collaboration between the Mohawk community
of Kahnawake, community-based researchers and academic institutions (KSDPP
1997). In 1999, the Mi’kmaw Ethics Watch, a set of principles and guidelines for re-
searchers conducting research with Mi’kmaq people was ratified by community lev-
el governance: the Grand Council of the Mi’kmaq. (Mi’kmaw Ethics Watch 2000).
Six Nations of the Grand River has their own policy and process for approving and
monitoring research conducted in the community, which is governed by the Six Na-
tions Ethics Committee (see, e.g., www.sixnations.ca/admEthicsPolicy.pdf.).

National Aboriginal organizations were involved in developing ethical guide-
lines. The Native Womens’ Association of Canada, in 2005, began the Sisters In
Spirit (SIS) Initiative. It was a research, education and policy initiative driven and
led by Aboriginal women. SIS research was a collaborative, reciprocal process be-
tween equal partners. The research was guided by the cultural and ethical values
of sharing, caring, trust and strength (NWAC 2009). The Inuit Tapiriit Kanatami,
Canada’s national Inuit organization, representing four Inuit regions — Nunatsi-
avut (Labrador), Nunavik (northern Quebec), Nunavut, and the Inuvialuit Settle-
ment Region in the Northwest Territories collaborated with the Nunavut Research
Institute to produce “Negotiating Research Relationships with Inuit Communi-
ties” in 2007. The Assembly of First Nations, produced “Ethics in First Nations
Research” which discussed the range of challenges facing potential researchers
and First Nations in conducting ethical research projects and the importance of
researchers and research ethics policy makers to understand the gathering of in-
formation and its subsequent use are inherently political, and to develop strategies
supporting an ethical approach to research that furthers First Nations sovereignty
and self-determination (AFN 2009).

The Royal Commission on Aboriginal Peoples (RCAP) was the first national lev-
el government research project to develop ethical guidelines specific to Indigenous
research. Researchers and projects funded by RCAP were bound by the “Ethical
Guidelines for Research” (RCAP 1996). In 1998, a partnership between regional
First Nations and Inuit organizations and Health Canada resulted in the launch of
the First Nations and Inuit Regional Health Survey (RHS). The RHS had a First Na-
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tions committee that developed a statement on the conduct of research which was
discussed in the position paper: Ownership, Control, Access, Possession (OCAP) or
Self-Determination Applied to Research (First Nations Centre 2007). The OCAP
outlines principles of community ownership, control, access and possession of
data collected in their territories. Ownership assumes a community owns cultural
knowledge or data, collectively, in the same manner an individual owns personal
information, and as such, the community’s consent is required. The principal of
control asserts First Nations people have the right to control various frameworks,
data management and dissemination. Access is the ability for Indigenous people
to retrieve and examine data that concern them for their communities. Possession
refers to the actual possession of data (Snarch 2004). The RCAP and OCAP guide-
lines became widely known among Indigenous scholars and have served as impor-
tant protocols for researchers working with Indigenous communities.

Guidelines to be used with Policy

Upon creation of the Institute of Aboriginal People’s Health (IAPH), as one of the
thirteen Canadian Institute of Health Research (CIHR) institutes, dedicated to
research that would enhance Aboriginal health, the need to address critiques of
research processes and provide clear guidance to researchers became an urgent
priority. The CIHR initiated the task of developing The Guidelines for Health Re-
search Involving Indigenous Peoples.

The CIHR-IAPH, collaborating with the CIHR ethics office and with extensive
involvement of Aboriginal communities, the Aboriginal Capacity and Developmen-
tal Research Environments (ACADRE) centres and research communities, draw-
ing on the principles of OCAP, together, conducted the background research to
begin creating Aboriginal specific guidelines for health research (CTHR 2007). To
provide guidance and oversight to development of the guidelines, the Aboriginal
Ethics Working Group (AEWG) was created in 2004 as an external advisory body.
The AEWG collaborated with the ACADRE centres, Aboriginal communities, and
scholars in Indigenous studies, anthropology, ethics, law, medicine, public health
and the natural and social sciences (CIHR 2007). The result of this extensive con-
sultation process was the CIHR Guidelines for Health Research Involving Aborigi-
nal Peoples (2007). The overarching goal of the CIHR guidelines were to promote
health through research, in keeping with Aboriginal values and traditions, which
included the main content themes of: The need to balance individual and collective
interests; respect for Aboriginal values, knowledge, methodologies and decision-
making processes; and, a commitment to an inclusive, participatory process that
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engages the Aboriginal and research communities (CIHR 2007). The guidelines
were to be used in conjunction with national policy: the Tri Council Policy State-
ment (TCPS) governing research involving human subjects. Individual researchers
and research institutions must comply with the national policy in order to receive
funding or continued funding from one of the three Canadian National Research
Councils: Canadian Institutes of Health Research (CIHR), Social Sciences and Hu-
manities Research Council (SSHRC) and Natural Sciences and Engineering Re-
search Council (NSERC).

Policy development as dialogue

The initial attempt to create policy occurred in 1998, at this time, the Tri-Coun-
cil Policy Statement (TCPS) Ethical Conduct for Research Involving Humans, was
updated to include Section 6: Research Involving Aboriginal Peoples. While the
addition of Section 6 was a central step towards developing a policy for research
involving Aboriginal people, the policy did not undergo necessary community con-
sultations and was not fully developed and implemented at this time. The policy
was criticized by the Aboriginal community as an attempt to create a policy without
the appropriate consultations with Aboriginal communities to ensure it would be
representative of their needs for research (Brant-Castellano 2004, Snarch 2004,
Brown 2005).

The guidelines and policy for Aboriginal research have been evolving in Canada
over a number of years, in 2010 the Tri-Council Policy Statement on research in-
volving humans was updated to include: Chapter 9: Research Involving the First
Nations, Inuit and Métis Peoples of Canada. The guidance provided in Chapter 9
is based on the premise that meaningful engagement with community is integral
to ethical research involving Aboriginal peoples; and the document is subject to
ongoing updates (TCPS2 December 2014). Community is defined as a collectiv-
ity with shared interests or identity with the capacity to act or express itself as a
group. A key aspect of ethical practice is respect for community customs and codes
or research practice relevant to the research project. (Brant-Castellano & Reading
2010). Drafts of ethics policy were discussed in numerous face-to-face meetings
conducted by the CTHR-IAPH with community participants and in on-line con-
sultations with Indigenous and non-Indigenous researchers. In addition, National
Aboriginal organizations with regional networks have been involved in reviewing
and advising on revisions to drafts (Brant-Castellano & Reading 2010).

Chapter 9 of the TCPS2 provides guidance for researchers, however, it will
require revision as it is implemented, particularly in light of the ongoing efforts

87



Ethics in Indigenous Research - Past Experiences, Future Challenges

of Aboriginal peoples to preserve and manage their collective knowledge and in-
formation generated from their communities. The Agencies — (CIHR), (NSERC),
(SSHRC) — are committed to the continued evolution of this Policy. The approach
of engaging communities will be applied to research projects but also to the fur-
ther development of the policy itself to ensure it remains a living document (TCPS2
2014).

The development of the CTHR Guidelines and chapter 9 of the TCPS2 are the re-
sult of extensive consultations at the community, regional and national level. Both
documents seek to establish an “ethical space”, which exists, once affirmed by both
parties, and serves as a meeting place for different worldviews, needs and expecta-
tions; and, is inclusive throughout the research process from developing research
proposals based on community need to the dissemination of results (Ermine et al.
2004, Brant-Castellano & Reading 2010.)

Evolving developments in Sami research ethics across the Nordic
Countries
The situation of the Sdmi in relation to research and research ethics has many simi-
larities with the developments in Canada and other Indigenous groups worldwide.
However, there are contextual divergences which have delayed the development of
Sami research ethics in the Nordic countries. Thus, we first highlight these differ-
ences in the Nordic countries before our discussion of how the Canadian process to
developing guidelines and policy is of assistance to producing Sdmi research eth-
ics. The S4mi are today divided under four nation-states forming relatively small
minorities. Norway has the largest Saimi population amounting to approximately
50 000, whereas in Sweden approximately 17 000 and in Finland 10 000 Sami
(www.samediggi.fi 2014). The situation in Russia, with approximately 2 000 Sami,
is more complicated and will not be reviewed within the framework of this article.
The question of ethical conduct of Sdmi research has been ongoing since the 1970’s.
Organized seminars, research events and publications have initiated a dialogue
both on the Nordic level and within Norway, Sweden and Finland. There have been
parallel developments involving Sami researchers, research networks and acade-
mic and self-government institutions, and also differences in activities, as the pro-
cesses are framed by the divergent contextual situations of the individual countries.
Alike Indigenous people in Canada, critique of the colonial approach to re-
search has been addressed by Sami researchers. Alf Isak Keskitalo’s seminal work
“Research as an Inter-ethnic relation” (1976) was the first to highlight the power
asymmetry between the majority and minority populations within research from a
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Nordic-Sami perspective. According to him, research was conducted ‘on’ the Sami
by researchers from the majority population and defined by non-S&mi research in-
terests. Sami researchers were considered non-objective. He argued, among other
things, of the Sdmi’s needs for institutional and economic opportunities to con-
duct their own research. The Sami critique, especially of the Lappological research
tradition3 is, essentially, directed at the foundations of the colonialist use of pow-
er and the sets of values resulting from this use of power (Hirvonen 2008). Ve-
li-Pekka Lehtola (1997, 2006, 2012b), Rauna Kuokkanen (2007, 2008a, 2008b,
2009), Pekka Isaksson (2001) and Jukka Nyyssonen (2008, 2013) have discussed
the situation in the Nordic context focusing on Finland. The discourse of the re-
lationship between research practices, outside researchers and the Sami people,
points to similar experiences as Indigenous peoples from Canada and worldwide,
such as: Sami research needs are defined by outsiders, the Sami being treated as
research objects without power to influence interpretation and publication of re-
sults, and sometimes being subjected to humiliating research methods, especial-
ly regarding racially inspired research in physical anthropology in the 1930’s and
health research in the 1960’s. (Keskitalo 1976, Kuokkanen 2007, Kuokkanen 2009,
Porsanger 2004, Porsanger 2008, Minde et al. 2008, Lehtola, 2005).

There is some variation within the Nordic countries in regards to moving to-
wards a de-colonial research process. In Norway there have been certain decisive
steps by the national authorities since the 1980’s to relinquish the former official
assimilation policy, accompanied with a dialogue on the right of the Sami to their
own history (Niemi 1997, Gaski 2013). However, in Finland and Sweden the de-
velopments are clearly lagging behind (Wingstedt 1998, Nyyssonen 2008, Led-
man 2012, Lehtola 2012b ). In Finland, although a national assimilation policy was
not pronounced, however, the Sdmi were silenced during a time of nation build-
ing when their language and cultural ways were ignored. Although from the Sdmi
perspective, the outcomes of colonial processes within policy or nation building
were relatively similar as experienced by the Sdmi in their everyday life. These con-
textual differences have an impact on the subsequent decolonizing processes and
research ethical discussions. Recognizing the colonial burden and the outcomes
of asymmetrical power-relations has been therefore a slower process in Finland
and Sweden, as well as the concerted efforts to overcome them. (Nyyssonen 2008,
Lehtola 2012b)

31 Lappologi refers to the research tradition on the Sdmi culture and society from the latter half of 1800’s on.
It bore traces of the Romantic view of ‘primitive peoples’ and the ideas of the evolution of the races prevai-
ling at that time. (Stordahl, 2008.) Lappologists adapted natural scientific methods in human research.
The Sdmi were regarded as research objects. Lappology was intertwined with the nation-building pro-
cess and building of Norwegian, Swedish and Finnish identity. Lappologists were regarded as experts of
knowledge concerning Samis and responded for control and governance of the Sami. (Lehtola, 2006.)
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Similar to Indigenous people in Canada, Sami critiques of colonialism in research
are intertwined with the Sami political awakening and the campaign for self-gov-
ernment. The critiques have moved the issues into the public sphere, which have
paved the way for the creation of Sami self-government institutions within each
Nordic country.3? These political institutions have been instrumental in highlight-
ing the need for Sami research programs and for the development of Sami research
ethics (Sametinget 1996, Sametinget 1998). In addition the Nordic Sdmi Council
(NGO)33 and a number of other Sdémi NGOs have coordinated research projects and
actively participated in the ongoing ethics dialogue raising the need for Sami self-
determination in knowledge production (see, e.g., Lehtola [2012a], Nickul [1959]
on this important subject). Characteristic of the early dialogue was the emergence
of a solid political will at the pan-Sami (Nordic) level regarding the development of
ethical guidelines. Unlike in Canada, there was however only a little or no local, or
community-based efforts to develop ethical guidelines.

Sami self-governance in research
Sami self-governance in research was considerably advanced with the founding
of the Nordic Sami Institute (NSI) as early as 1973. It was financed by the Nordic
Council of Ministers (NCM), and other sources from each of the Nordic countries.
The research activities financed through NSI were focused on research areas the
Sami considered important and relevant, such as: language and culture, traditional
means of livelihood, environment and law. The NSI valued an intimate connection
to the Sdmi communities, Sami organizations and various Indigenous research bod-
ies throughout the world. The NSI, during several seminars and research publica-
tions, also raised the issue of the necessity for Sami research ethics in cooperation
with the Sami Parliament and other Sami organizations (Haetta-Kalstad 2005).
NSI was a significant Pan-Sami actor, and provided a comprehensive plat-
form for furthering the development of ethical guidelines. However, the condition
changed since 2005 when NSI became affiliated with the Sami University College
(Sami Allaskuvla) — a national SAmi Education Institute in Norway. Underlying the
decision were policy changes and decisions with reference to the economic reces-
sion and the governments of Finland and Sweden reduced economic support to the
NSI, together with the new international regulations for the quality of higher edu-

32  The Sami Parliaments across the Nordic countries are called: In Finland: Saamelaisvaltuuskunta 1975-
1995 and from 1996 onwards Samediggi (Saamelaiskéréjat); in Norway: Sdmediggi (Sametinget) since
1989; Sweden: Samediggi (Sametinget) since 1993. The collaborating body of the Sdmi Parliaments in
three countries is Sdmi Parlamentéaralas Raddi (The Sami Parliamentary Council), inception 2000.

33  Sami Raddi (Sami Council) was established in 1952 as an umbrella organization for local and national
Sami NGO’s.
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cation and revised national education policies. It was assured the Nordic, Pan-Sami
approach would be secured in the transformed environment (Rasmussen 2005).
However, the functioning basis has fundamentally changed with Norway contrib-
uting half of the financing to NSI, followed by minor contributions from Sweden
and Finland via the Nordic Council of Ministers.

In the meantime, we have entered a new phase where Sami self-governance in
research is executed by separate research institution throughout the Nordic coun-
tries. Sdmi research has attained a more visible role as separate Sami Institutes have
been established at national universities, including: Giellagas in University of Oulu,
Finland; Senter for Samiske studies (SeSam) in University of Tromsg (UiT), Norway
and Centrum for Samisk forskning (Vaartoe - Centre for Sami Research) in Univer-
sity of Umea (Umu), Sweden. In addition to these sites with multidisciplinary re-
search interests, certain universities are appointed national responsibility for Sami
research in distinct disciplines. At the same time, the situation of SAmi research
varies between the Nordic countries; for example, Norway has the most resources
to produce research both in respect to the number of Sami scholars and research
financing. While these research institutions have provided extended facilities for
research from a Sami perspective, developing Simi methods and emic approaches,
what is missing is a collaborative body between them, on the Nordic level, to take on
the development of ethical guidelines with the capacity to inform policy.

Regarding Sami health research, Norway and Sweden have shown more inter-
est and allocated funds for research projects than in Finland. Sdmi health research
in Norway is organized under separate institutions (Senter for Samisk Helsefor-
skning (SSHF) at UiT). In addition, The National SAmi Competence Centre in Psy-
chiatry and Substance Abuse (SANKS) in Karasjok, Norway has a department of
research and development (Avdeling av Forskning og Utvikling: FoU) with its own
funding. Unlike Norway, Sami health research in Finland and Sweden has not been
an area of responsibility of any research institute. Over the years there has been
some medical research about the Sdmi by independent researchers or research
groups, and Sami partners but it is scattered throughout research institutions and
requires further support from a health research institute. Recently, in Finland, the
National Institute for Health and Welfare (THL) has become active in research
about minority groups, which has raised the issue of ethically valid and culturally
relevant research practices as well as ownership of data. Also the THL together with
Sami health researchers initiated a working group for developing a Sami Regional
Health Survey. However, the Board of Social and Health Affairs of the Sdmi Parlia-
ment in Finland made a decision to postpone participation in the planning process
until the ethical guidelines are developed.
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National research councils (Forskninsradet in Norway, Vetenskapsradet in Swe-
den and the Academy of Finland) are responsible for organizing research policy
and financing research and thus have the potential to act as important channels
to implement Sami ethical guidelines. Currently, only the Norwegian National Re-
search Council (Forskningsradet) and two Research Ethical Committees (NEM and
NESH) have been active in negotiations for Sami research ethics at the request of
the Sami Parliament in Norway (Sametinget 1997). The results have been meager
for the recognition of the need for Sdmi ethical guidelines. However, a Sami Re-
search Council of Norway was established together with a SAmi Research Program
for funding Sami Research including ethical principles for Sami research. This is
an important starting point, but it applies only to a limited research area and fund-
ing. Also in Finland and Sweden, the original idea of a Nordic Sdmi Research Coun-
cil was rejected. As research financing comes from many additional sources such
as national ministries, foundations, university hospital districts, European Union
financing sources, and NordForsk under the Nordic Council of Ministers; these
should be noted as key actors to the implementation phase of ethical guidelines for
Sami research.

Mainstream research ethics in the Nordic countries

Research ethics are recognized and agreed on the general level in all Nordic coun-
tries with the appointed ethics advisory boards or committees. The national advi-
sory organs on research integrity and ethics3* have agreed on the guidelines3s for
the responsible conduct of research3® or good research practice?” in co-operation
with the national research communities. The objective of these general guidelines
is to promote the responsible conduct of research while ensuring that the alleged
violations are handled with competence, fairness and expediency. In addition to
these guidelines, certain academic disciplines have their own ethical norms and
governing bodies.3® These boards and committees offer advice on professional eth-
ics in more detail, for example by offering information on the relationship between
the researcher and the research subject. The major ethical principles applying to
research within the humanities and social and behavioural science are: autonomy
of research subjects, prevention of harm and privacy, and data protection. Con-

34  Finnish Advisory Board on Research Integrity (TENK), Swedish Research Council (Ethics
Expert Group), Norwegian National Committees for Research Ethics.

35  The General guidelines on Research Ethics, 2006, The Norwegian National Committees for Research Ethic.

36  Responsible conduct of research 2013, The Finnish Advisory Board on Research Integrity.

37  Gustafsson et al. 2006, The Swedish Research Council.

38  The National Advisory Board on Social Welfare and Health Care Ethics of Finland (ETENE), The National
Committee for Research in Social Sciences and Humanities of Norway (NESH), The National Committee
on Medical Research Ethics (TUKIJA in Finland, NEM in Norway and SMER in Sweden).
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cerning research involving humans that includes processing of sensitive personal
research applications require approval by regional ethical committees. In addition,
major universities and hospitals have local research ethics boards. These follow the
Helsinki declaration, which deals specifically with ethical frameworks around in-
dividual consent.

While the Nordic countries have various stringent and well developed ethical
guidelines for conducting research, what is missing is Indigenous specific perspec-
tives and expertise; the inclusion of the dynamics of research with collectives, for
example, cooperation with a group’s leadership before initiating a research project;
how community is defined; what is meant by ownership of data, specifically with
respect to traditional knowledge; and, specific guidelines for working with Sami
people (see, e.g., Kuokkanen [2007] on this important subject). In the absence of
Sami research ethical guidelines, the general national and international research
ethical guidelines and practices are applied to in Sdmi research.? Also within the
national research ethical institutions and regional and local boards there are gener-
ally no Sami members, and where in existence, like in Norway, only a single mem-
ber exists, with little influential power.

The current Nordic dialogue and its challenges
The ongoing Sami research ethics dialogue for the past 20 years has included Nor-
dic Sami researchers and leading Sdmi politicians (Lasko 1993, Sametinget 1998,
Porsanger 2008). Only in Norway has the dialogue involved the national lev-
el (NESH 2002). The dialogue proposed questions related to the need of ethical
guidelines for Sami research, their relation to scientific freedom, and the roles of
Sami researchers and main principles to be included. (see, e.g., Kuokkanen [2009]
on this important subject). The focus on ethics with regards to Indigenous research
at this arena has produced a follow up report which details ethics in Indigenous
research, intercultural perspectives and approaches by external researchers, Sami
research policy and the diversity of Sdmi research. The report states a clear need
to proceed further to develop a theoretical ideology on research ethics and further-
more, the challenges and practical solutions of this endeavour (Porsanger 2008).
While activities in Sdmi research ethics have, in the 2000’s, been predominantly
taking place on the Norwegian side, in the course of the past 2-3 years, momentum
among Sami academic and self-government institutions in Finland and Sweden on

39  Besides at SANKS in Boazodoalu argabeivi —project, (http://www.finnmarkssykehuset.no
ReindriftasHverdag/) Canadian Ethical guidelines for health research involving Aboriginal people
(CIHR) and at Sami Allaskuvla World Indigenous Nations Higher Education Consortium
(WINHEC) Research Standards are applied (http://samas.no/se/dutkan).
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this issue are evident. As noted within the series of multidisciplinary conferences*°
which are aimed to further the dialogue for new approaches to Sami studies in the
Nordic countries and to analyse etic and emic perspectives of Sdmi society and cul-
ture including the ethical and methodological issues in Sdmi research. While they
are all relevant locales for bringing together multiple perspectives, the practical is-
sue of moving forward with the implementation of ideas remains to be stagnant.

There have been some conflicting options concerning the practical questions of
how to develop and implement ethical guidelines for SAmi research and which in-
stitution would take the role as the appointed body for the task. According to Oskal
(1998) a Sami research ethical council should be organized in cooperation with the
national ethics council. Lasko (1993) preferred a common council for all Sami re-
search. According to him, the SAmi Parliamentary Council could be the appropriate
institute to carry the responsibility for organizing it. Keskitalo (2008) agrees that
Sami Parliamentary Council could be the responsible actor, but according to her, it
should be discussed in detail at which level this council would act and what kind of
practical issues it would deal with. Whereas Kuokkanen (2009) suggests it should
first and foremost be the responsibility of Sdmi academic circles. According to her,
the support of political institutions is necessary, but the political arenas lack suffi-
cient resources and expertise to support Sami research ethics.

Discussion

The development of Sami research ethical guidelines has been an enduring endeav-
our of Sami researchers in the Nordic countries since the 1970’s. Unlike in Canada,
the ongoing dialogue has many milestones in terms of approaching action, how-
ever, it has failed to produce ethical guidelines for SAmi research. The intent of this
article was to glean the best practices to Indigenous research ethics development
and implementation in Canada and apply these insights to the realisation of ethical
guidelines for Sdmi research.

Having pointed out and discussed the major turns in the research ethical dia-
logue process in Canada and the Nordic countries, we found many similarities, but
also contextual differences, which are discussed herein. We discuss the challenges
of multiple actors and the complexity of scale, within the Canadian and Nordic con-
text. The Indigenous research ethics dialogue stems from similar Indigenous activ-
ism efforts in both Canada and the Nordic countries, and have been ongoing since
the 1970s. However, a key difference of the process in Canada, is its interactive ap-

40  Oovtast- Together: New concepts, theories and methodologies on Sami Studies —confe-
rence in 2013 in Inari, Finland. International Sami research ethics workshop in Ume4,
March 2014, with another meeting is planned in Umed, Sweden in 2016
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proach, containing several multi-level, sub-processes which brought various actors
together through collaborative efforts and resulted in the development of guide-
lines and policy for conducting research with Indigenous peoples.

Compared to Canada, the Nordic Sdmi process contained a more narrow scope
of interaction. In the early stage of the process Sami researchers, academic in-
stitutions and Sami self-government institutions and some NGO’s from Finland,
Norway and Sweden were involved. However, in the last decade the interaction
between actors across Nordic country borders in forming ethical guidelines has
dispersed in place of efforts defined within each nation-state. In addition, collab-
oration between the academic and political spheres on ethical issues occurs less
frequently. The early developments succeeded in constructing and consolidating
a sound Pan-Sami collaboration tradition between Sami researchers over the na-
tion-state borders and provided good experiences of collaboration under the NSI.
It was coupled with a pan-Sami political will expressed by Sdmi Parliaments of the
Nordic countries to work on the Pan-Sami level on the research ethical guideline
process. What appears to be missing in today’s situation is a tangible collaborative
agent or platform, in the form of the earlier proposed Nordic Sdmi Research Coun-
cil or Advisory group, for Sdmi researchers and research institutions from the four
nation-states. This platform would have the needed authority and capacities to take
over the responsibility for coordinating the fragmented and nationally divergent
efforts and to promote the political negotiation process both on the Nordic and
on the national levels with the National Research Councils and the National Ethic
Committees. Particularly concerning Sami health research, this situation is acute
in Finland and Sweden, where responsible Sami actors are missing. Compared to
the process in Canada, SAmi community level involvement in the interactive dia-
logue of ethical guidelines is absent. Also the national level involvement of Nordic
countries has been minor, only in Norway has the dialogical process resulted in one
funding body, the Sami Research Council where research projects adhere to Sdmi
specific ethical principles as a requirement of funding.

In Canada there were a series of parallel, multi-level processes involving numer-
ous actors: Indigenous organizations and political organizations, communities and
the grassroots level, Indigenous and non-Indigenous research Institutions, Nation-
al research agencies, National research ethics committees in different disciplines,
and, the creation of an Aboriginal Ethics Working Group to act as an external ad-
visory body to the process. Through a coordinated and consultative practice these
numerous actors developed the main contents and at the same time enhanced com-
mitment to the evolution of the implementation of ethical guidelines and policy. All
of this taking place to ensure the policy remains a living document, meaning it is

95



Ethics in Indigenous Research - Past Experiences, Future Challenges

subject to being updated. And as such, the success of this journey to policy devel-
opment was the concerted effort which included a dialogue on the epistemological
questions in attempts to bridge the conceptual worlds between Indigenous people
and research institutions. When bringing together the ‘publish or perish’ world-
view of academia and the ‘partner or perish’ paradigm of Indigenous communities
in Canada, Indigenous research ethics has the capacity to not only bridge differ-
ing worldviews but also set the stage for building authentic relationships between
Indigenous communities and academic researchers. (Cochrane et al 2008, Vogel
2015). Even with guidelines and policy in place, relationship building can still be a
challenge in light of historical and contemporary colonial relationships between In-
digenous peoples and the state. Therefore, time and consideration to build authen-
tic relationships are required and increases the capacity to produce ethically valid
knowledge (Edwards et al 2008, Bull 2010). Iterated by (Bull 2010): ‘authentic
processes in research are ones that enable researchers to understand the cultures
and values of the people they study, and enable the people studied to participate
actively in the process. This co-learning process is important because it enables the
researchers to produce valid knowledge that will be useful to the peoples studied.’

Accordingly, it is necessary for Sami ethical guidelines to have their own episte-
mological starting points along with continued discussion about authentic research
relationships and definitions of SAmi community. Regarding traditional (ecologi-
cal) knowledge, the collection and coding of Sami cultural values, philosophies and
worldviews, which constitute the epistemological basis of Sami knowledge has be-
gun (Porsanger and Guttorm 2011, Markkula and Helander-Renvall 2014). How-
ever, there is a need to extend it to other fields and to make visible the inherent
ethical praxis and knowledge that has already been generated in Sami academic
institutions. The development process in the Nordic countries could begin within a
specific disciplinary area, for example, ethical guidelines for health research when
working with Sdmi communities and later converge with others into shared princi-
ples as with the process in Canada. The requirements and conditions per discipline
may vary but the overarching principles could then be harmonized. Practical re-
search projects are an important mechanism for the development and implemen-
tation of ethical guidelines.

While the Sami are divided under four nation-states of Finland, Norway, Swe-
den and Russia, the respective contextual challenges are multiplied as negotiations
are needed with four national research councils, research ethical regimes, numer-
ous Sami and non-S4mi research institutions and four Sami self-government insti-
tutions. The process is also made more complicated and framed by different minor-
ity policies, colonial backgrounds, divergent decolonization processes and divergent
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resources and capacities provided by national authorities to Sdmi research. Consid-
ering the specific contextual situation of the Sdmi, it is important to work both on
the Nordic and national levels in questions related to SAmi research and ethics and
to improve multiple participation opportunities for communities. Also following
the Canadian experience, different agents and groups can begin separate processes,
which later can be coordinated. Connected with the negotiations and networking
between academic actors and institutions on the topic of guidelines should include
the consideration of creating a Nordic level organ who would have the responsibil-
ity of coordinating all of the efforts of developing Sami research ethics guidelines.

Overall the Nordic Sami dialogue has produced excellent starting points to devel-
oping and moving forward with Sdmi ethical guidelines (Keskitalo 1976, Bull 2002,
Porsanger 2006, Keskitalo 2008). Similar with the situation in Canada, Sami re-
searchers have pointed out critiques of colonial style research practices, the recogni-
tion of Indigenous self-determination in research, the desire to include Indigenous
epistemologies within research, and collaborative, community based research pro-
jects which focus on ‘giving back’ to the community which form the main contents
of ethical guidelines (Oskal, 1998, Lasko 1993, Keskitalo 2008, Kuokkanen 2008).
Sami researchers and institutions should reflect on the past developments while the
focusing on current and future needs, such as, extending from humanist and social
scientific disciplines to medical and health research. Developing guidelines in an in-
clusive manner serves to move towards decolonizing the research process.

For the implementation phase, the role of funding organizations is central to
this undertaking. Ethical guidelines of Sdmi research could be implemented in con-
nection with research funding regulations and practices as in the case of eligibil-
ity for funding of Indigenous research in Canada by the Agencies (CIHR, NSERC,
SSHRC). Adherence to Sami research ethical principles could be a requirement
of submitted research plans when applying for national level funds in the Nordic
countries, such as: Forskningsradet in Norway, Vetenskapsradet in Sweden and the
Academy of Finland.

Another best practice from Canada, at the inception of the First Nations and
Inuit Regional Health Survey (RHS), a First Nations and Inuit designed and man-
aged research project, whereby comprehensive ethical guidelines were produced to
guide the longitudinal study (RHS, 1997). While the Nordic countries do not have
a directly similar practice, however, a comparable example occurred in Norway
during dialogue about Sami research ethics while planning for health and social
services of the Sami population. During this process it became evident of the need
to obtain current information about Sdmi health and welfare issues. This resulted
in the SAmi Regional Health Survey (SAMINOR) whereby important questions re-
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lated to Indigenous research ethics, like the ownership of the data, were discussed,
and the process further resulted in the establishing of the Sdmi Health Research
Centre at Tromsg University. Correspondingly, in Finland, once guidelines are de-
veloped, negotiations between the National Institute of Health and Welfare (THL)
and Sami actors will continue for developing a SAmi Regional Health Survey to be
initiated in the future. Sweden could follow these examples, then data would be
available across all Nordic countries about Sami health and well-being. An impor-
tant step in Finland and Sweden would be the establishment of a Sdmi Health re-
search institute, like the already existing Sami Health Research Centre in Norway.
Sami research institutes should serve as arenas for implementing ethical guidelines
for Sdmi research.

Multilevel, participatory processes, with extensive consultations are an inclu-
sive endeavour. By bringing the expertise of various actors and organs to the ta-
ble, the process ensures already existing guidelines and protocols are included in
the development and implementation phases of Sami research ethics. In Canada,
political organizations and various Indigenous communities have formulated their
own distinct set of ethical principles. Thus, a community has the ability to request
researchers adhere to their own ethical principles in addition to national policy.
This is a key point, as Sami research ethical guidelines are developed on a national
or Nordic level, they would serve as the minimum standard, and community ethical
protocols would take precedence.

Summing up, Sami research ethical guidelines are needed since mainstream
ethical guidelines, although stringent, do not provide enough protection for Indig-
enous groups with respect to their self-determination. The general research ethical
guidelines emphasise individual consent disregarding the community aspect. De-
spite the increase in diversity of paradigms and approaches, Sdmi research needs
are still, to a considerable extent, defined by outsiders, and the Sdmi do not have
enough control to influence interpretation and publication of results. Developing
and implementing SAmi research ethics is a necessary endeavour for the Nordic
countries to bridge divergent worldviews and it also has the potential to initiate
healing of past unethical research that still lingers on in the collective memory of
the SAmi community.

In conclusion, once developed, Sdmi ethical guidelines also serves to inform
research policy. It is necessary to initiate SAmi research policy making in Norway,
Sweden and Finland reflecting the Pan-Sdmi interest and extend the communica-
tion with the national research policy level for all research involving Sadmi people.
Following the Canadian 2010 update of the Tri-Council Policy statement to include
Chapter 9: Research Involving the First Nations, Inuit and Métis Peoples of Can-
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ada; Sami Research Policy needs to be integrated as a visible part of the National
Research Policy and be connected with generally approved Sdmi research ethical
guidelines that bind all research involving Sami.
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Challenging the mainstream through

parrhesiastic theory and practice

Anna-Lill Drugge & Isabelle Brdannlund

Abstract

In this article, we demonstrate the Foucauldian concept of Parrhesia as a possible
pathway for researchers in their efforts to challenge colonial academic structures
and make way for alternative theories and methodologies. We argue that the con-
cept of parrhesia can be helpful to the critical scholar, and highlight a number of
possibilities and challenges that might arise in the intellectual, reflexive parrhesias-
tic practice. Parrhesia can be described as a speech activity separated from rhetoric
by its frankness. A person exercising parrhesia uses “free speech” in order to direct
critique against the power, the norm or the ruling. Foucault outlines five specific
constituents of parrhesia; frankness, truth, danger, criticism and duty. By explor-
ing the different elements of parrhesia, this article encourages critical scholars to
react and act, to ‘unsettle’ and challenge colonial structures and encourage multiple
ways of knowing and conducting research.

Introduction

Over the last decades scholars within the Indigenous research fields have chal-
lenged and criticized mainstream academic paradigms from a variety of perspec-
tives, pointing at the need for academia to acknowledge new and alternative ways
of knowing and of conducting research (Chilisa, 2011: Denzin & Lincoln, 2005:
Kovach, 2009: Porsanger, 2004: Smith, 1999). Different Indigenous theories and
methodologies have gained increased legitimacy and prestige, providing alterna-
tive ways of understanding the aim and scope of the scientific process by challeng-
ing norms, paradigms and power structures (Rigney, 1999: Smith, 1999). In these
settings, issues relating to research ethics have become essential. Not least when
defining the role, position and responsibility of the individual researcher in chal-
lenging established power structures and contribute to the development of the In-
digenous field of research as such.
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Internationally, a significant volume of literature promoting critical research and
ethical awareness has been produced, however it is not always clear to the indi-
vidual researcher or research groups how challenging and changing power struc-
tures within mainstream academia can be carried out in practice or how conflicts
and issues that might arise in this process can be handled. Consequently research-
ers might be eager to strive for change, but many times fail to recognize how they
can combine theory and practice to proceed in this endeavor (Adams & Faulkhead,
2012: Kowal, 2011: Drugge, 2016).These complex issues have been repeatedly dis-
cussed within the network NorrSam, a network for early career researchers that
was established in 2011. The ideas and arguments we present in this text are very
much influenced by the many discussions that we have had within this network
over the years (see the introductory chapter of this volume for more detailed infor-
mation about NorrSam).

In this article, we demonstrate the Foucauldian concept of Parrhesia as a possi-
ble pathway for researchers in their efforts to challenge academic structures, make
way for alternative theories and methods, and encourage multiple ways of know-
ing and conducting research. The parrhesiastic approach has predominantly been
advanced in relation to Indigenous health. We believe that parrhesia could be use-
ful to scholars within all areas of research related to Indigenous issues, specifically
to those who strive to challenge the status quo and ‘do something’ about unjust
power structures within academia (Ewen, 2011: Huckaby, 2008). Making use of
parrhesia encourages students and researchers not only to be capable academic
scholars, ‘but also to be thoughtful, questioning professionals in regard to the soci-
ety around them.” (Papadimos & Murray, 2008, 2). Focusing on the role and posi-
tion of the researcher, this article seeks to address and elaborate on questions that
we see emerge among scholars that are engaged in Indigenous studies aiming to
challenge power structures in different ways. We highlight and discuss questions
such as: how can the individual researcher find strength and courage to challenge
and make resistance within current power structures, and how does one find ways
to move on in challenging academic settings that are marked by traditions, values
and structures? In reflecting upon these and similar questions, we argue that the
concept of parrhesia can be helpful and we highlight a number of possibilities and
challenges that might appear in the intellectual, reflexive parrhesiastic practice.

Parrhesia
In the autumn of 1983, French theorist Michel Foucault gave a series of lectures at
the University of California at Berkeley, focusing specifically on the meaning and
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use of the word Parrhesia. According to Foucault the first recorded use of the word
is by Euripides [c. 484-307 BC], it is widely used in letters and other texts from the
ancient Greek world, and a person who uses parrhesia (a parrhesiastes) is ‘one who
speaks the truth’ (Foucault, 1985, 1). Parrhesia can be described as a speech activity
separated from rhetoric by its frankness. A person exercising parrhesia uses “free
speech” in order to direct critique against the power, the norm or the ruling.

In parrhesia, the speaker uses his freedom and chooses frankness instead
of persuasion, truth instead of falsehood or silence, the risk of death in-
stead of life and security, criticism instead of flattery, and moral duty in-
stead of self-interest and moral apathy. (Foucault, 1985, 5).

Foucault outlines five specific constituents of parrhesia: frankness, truth, danger,
criticism and duty. Regarding frankness, a parrhesiastes ‘...says everything he has
in mind: he does not hide anything, but opens his heart and mind completely to
other people through his discourse.” (Foucault, 1985, 1). Being frank also entails
being perfectly clear, avoiding rhetorical forms that might hide what the speaker
really thinks. The relationship between the speaker and what she says is clearly
manifested and there should be no doubt that what the parrhesiastes says is actu-
ally what she believes (Foucault, 1985).

Second, parrhesia is strongly related to the concept of truth. Foucault argues
that ‘The parrhesiastes is not only sincere and says what is his opinion, but his
opinion is also the truth. He says what he knows to be true.” (Foucault, 1985, 2).
Foucault stresses the importance of distinguishing between the Greek conception
of truth ‘where the parrhesiastes seems to [not] have any doubts about his own pos-
session of the truth’: and the post-Cartesian notion where ‘the coincidence between
belief and truth is obtained in a certain (mental) evidential experience’ (Foucault,
1985, 2). Taking a critical stance on perceptions of ‘truth’: it needs to be clarified
that our observation and standpoint is that truths are only available to us through
historically and culturally specific discourses differing in time, space, culture and
context (Burr, 2003: Winther Jorgensen & Phillips, 2000).

Expounding on the concept of truth, Foucault’s third category affirms that
someone can be considered to be a parrhesiastes only if telling the truth implies a
risk of danger. In contrast, someone who tells what she believes is true without put-
ting herself at risk is not a parrhesiastes. The parrhesiastes is consequently a per-
son who puts herself at risk by telling what she believes is the truth and ‘Parrhesia,
then, is linked to courage in the face of danger: it demands the courage to speak in
spite of some danger.” (Foucault, 1985, 3).
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The fourth element is linked to criticism. Telling the truth is not done in order
to demonstrate the truth, but is rather ‘a form of criticism, either towards anoth-
er or towards oneself...." (Foucault, 1985, 4). For someone to be a parrhesiastes
she needs to be speaking from a position of inferiority compared to the interlocu-
tor; ‘The parrhesiastes is always less powerful than the one with whom he or she
speaks.” (Foucault, 1985, 4).

Lastly, the fifth characteristic relates to the concept of duty. For someone to be
considered a parrhesiastes she has to speak the truth voluntarily because she re-
gards it to be her obligation, and ‘Parrhesia is thus related to freedom and duty.’
(Foucault, 1985, 5). In contrast, if someone is forced to speak, she is not parrhesias-
tic. Drawing on Ewen, ‘[a] parrhesiastic scholar is one who practices parrhesia, or
fearless speech, and applies the five elements of parrhesia (frankness, truth, dan-
ger, criticism and duty) to be true to oneself, and also to challenge the hegemony
within their professional world.” (Ewen, 2011, 611). Making use of the different ele-
ments of parrhesia provides a method for confidently challenging established and
accepted truths reproduced within the academic system, which we exemplify and
explain more thoroughly in the following.

Frankness

For a critical scholar to be heard and understood in the academic debate, being
frank in the Foucauldian sense of the word is a strategy that contributes to moving
critical discussions forward. Being frank implies speaking ones mind, but doing so
only with qualification. However, arguments needs to be based on experience and
knowledge of the field in order to avoid the pejorative sense of parrhesia, i.e. speak-
ing that is ‘not very far from ‘chattering and which consists in saying any or eve-
rything one has in mind’ (Foucault, 1985, 2). Expressing oneself clearly and hon-
estly, without hiding the essence of what one really considers to be true, challenges
the academic discussion, and encourages that unequal issues are payed attention
to. Using frankness as a conscious way to express a perceived truth is a construc-
tive, but challenging strategy to use in academic contexts (Ewen, 2011). Although
it might stand out as evident for any academic scholar to be frank when articulat-
ing ones truths, it does take a good deal of courage to dare to do so. Power rela-
tions embedded in the academic hierarchical system affect the ways in which one
can express oneself without running dangerous risks. From the position of medical
education, Papadimos and Murray (2008) highlight the importance of speaking
fearlessly. This does not mean that one should learn to speak without fear, instead
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the ambition is to ‘learn to have the courage to speak under fearful circumstanc-
es — to address and to critique those institutions or individuals who control more
power, knowledge, and technology than the one who speaks.” (Papadimos & Mur-
ray, 2008, 2). Even though the critical researcher aims at being parrhesiastic by
using frankness to express her perceived truth in different situations, it cannot be
neglected that there are frames surrounding the research processes that at times
impose a need for a delicate, non-confrontational approach. To be blunt, it is (un-
fortunately) more likely to be successful within academia if one conforms to known
and recognized academic traditions (Johansson, 2008: Ledman, 2012). This can be
exemplified by addressing the complexity of applying for funding. Being too frank
in expressing for instance a decolonial (or anti-racist, feminist etc.) agenda im-
plies a risk that the researcher is blocked from receiving funding if members of the
research council do not agree with the epistemological and ontological rationales
underlying the critical approach. This complexity relates to both the parrhesiaste’s
possibilities to speak the truth and the possibility of its acceptance (Ewen, 2011:
Foucault, 1985, 2).

Truth

In general researchers are implicitly trained to be loyal to a western scientific
framework and to be skeptical towards alternative ways to view science. By ac-
knowledging alternative philosophies and methodologies as legitimate, critical per-
spectives also question the possibility to reach universal truths (Burr, 2003: Gaski,
2013: Kovach, 2009: Kuokkanen, 2007: Smith, 1999). As Porsanger argues, is not
yet considered appropriate to uphold that [Sami] scientific and theoretical expla-
nations could enrich mainstream “traditional” academic theorizing’ (Porsanger,
2008, 26). Some scholars seem to suspect, or even fear, that academics who agree
with these theoretical and methodological perspectives are unable to remain inde-
pendent and unbiased (Came, 2013: Stanley & Wise, 1990). The apprehension of
being considered ‘too political’ is shared by academics involved in critical research
(Huckaby, 2008, 776—777). For instance, scholars with a critical point of depar-
ture are cautioned not to become too ‘biased’ or ‘political’ far more frequently and
strenuously than researchers focusing on mainstream aspects of research. In this
sense, Indigenous perspectives are sometimes regarded as more controversial and
dangerous than mainstream research, and indeed they might be and even should
be, in order to challenge and change unjust power relations. However, even though
we agree that some areas of research are more controversial and intricate than oth-
ers, we also believe that all kinds of research represent different truths and have
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political implications, even if the implications are not clearly indicated, recognized
or acknowledged. To accept prevailing academic norms and research paradigms is
as much a decision as challenging them. Research is not an innocent enterprise, in
the words of Tuhiwai Smith (1999), and scholars should not therefore ignore the
implications of their work in discourses including those of race, gender, class and
colonialism.

Ewen (Ewen, 2011, 612) states that Indigenous parrhesiastes speak the truth
‘informed by Indigenous knowledges and epistemologies’ and know that what they
say is the truth ‘because they live it’. We argue that this line of reasoning must apply
for all researchers regardless of background. One can only speak ‘the truth’ from
one’s own position(s) and ‘the parrhesiastes speaks from within the situation, and
does not pretend to occupy a space that is epistemologically neutral and free from
constraint.” (Papadimos & Murray, 2008, 4). Experiences can therefore be true in
different ways and by different individuals over time. Following, the parrhesiastic
scholar, by directing critique frankly from perspectives based on ones own lived
experiences without hiding objections behind a veneer of dominant discourse, has
potential of being successful in conveying key points. To quote Foucault, ‘for in par-
rhesia, the speaker makes it manifestly clear and obvious that what he says is his
own opinion. And he does this by avoiding any kind of rhetorical form which would
veil what he thinks.” (Foucault, 1985, 1).

Danger

Within academic contexts, rules and regulations surrounding various aspects of
everyday academic life are ‘formal’ and ‘choreographed to follow mandated pat-
terns.’ (Heikkila & Fondahl, 2012, 77). Challenging these rules by introducing novel
perspectives in research creates valuable benefits, but it also risks jeopardizing fu-
ture possibilities for academic employment and the researcher’s economic stability
(Heikkila & Fondahl, 2012, 78). Current academic structures merit achievements
that lead to measurable academic credits. Again exemplified from the Indigenous
field of research, scholars that do not acknowledge decolonization as important are
also more likely to be academically successful. Decolonizing academic processes
such as anchoring research, collaborating with communities and distributing find-
ings do not count as academic credit in a western academic milieu. Because it does
not fit with ‘western intellectual traditions’ it is also, to more or less extent, danger-
ous (Heikkila & Fondahl, 2012, 77). However, being parrhesiastic ‘is to speak in a
situation in which one’s speech carries a certain risk to one’s reputation or even to

one’s life.” (Papadimos & Murray, 2008, 3).
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Adding to this risk, the critical perspectives of parrhesia implies that those in pow-
er, the audience, has limited or no interest in listening. Exemplified from the Sami
field of research in a Swedish context, placing colonial history on the agenda neces-
sitates reconsideration of the foundations of the national narrative and question-
ing of the ‘idea that Sweden is a paradise on earth and an accomplished utopia for
human rights, democracy, gender equality, and anti-racism...” (Hiibinette & Lund-
strom, 2011, 45). Acknowledging that the political effects of colonialism are actu-
ally affecting people’s bodies is, in itself, threatening to the nation’s self-image and
the personal identity of many citizens and carries with it that ‘the audience does not
want to hear the speech because it contains a deep criticism or critique of the cur-
rent order of things, for which those in power (the audience) are somehow respon-
sible.” (Biccum, 2015, 36: Papadimos & Murray, 2008, 3).

Acknowledging that danger is an integral part of parrhesia and recognizing
that ‘[t]The parrhesiastes is always less powerful than the one with whom he or she
speaks’ has the potential of making it easier to be critical and openly oppose un-
equal structures and discrimination (Foucault, 1985, 5). It is easier to be critical if
you are aware that it is supposed to be dangerous, and that the perception of danger
indicates that you are on the right track in the de-colonial endeavor.

Criticism

A dismal element of historical writings has been the suppressing of alternate histo-
ries. As has been the case for women, blacks, children, minorities, Indigenous peo-
ples and other groups with experiences of subordination, histories about the past
have been written by a few and presented as a narrative of progress (Smith, 1999).
A prerequisite for the parrhesiastes is therefore to critically scrutinize earlier re-
search and reevaluate the research field, in order to learn and unlearn its gospels.
Exemplified by the Indigenous field of research, knowledge about colonial heritage
and colonial structures are generally low among researchers as well as within the
mainstream society as a whole. Gaining knowledge over ones own colonial heritage
is therefore crucial in order to be able to move on as a critical researcher regardless
of ethnic and cultural background. Ewen argues that this includes the need to focus
on knowing oneself by developing ‘knowledge and skills so that students may criti-
cally analyze the historical precedents [...]." (Ewen, 2011, 613). In this sense Parrhe-
sia includes an element of scrutinizing ones own attitudes, behaviours and values
and is in that way also a ‘self-relation’ (Papadimos & Murray, 2008, 3). Moreover,
by spending time and effort getting to know oneself and the research field, estab-
lished truths can be reevaluated and strategies to challenge and reconstruct current
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knowledge regimes can be formulated and improved (Ewen, 2011: Papadimos &
Murray, 2008: Rigney, 1999).

The element of criticism is essential for challenging and changing the current
system—changes and improvements can occur only through critically expressing
that ‘[this] is what you do and this is what you think; but this is what you should
not do and should not think’ (Foucault, 1985, 4). This criticism, however, must be
delivered strategically in ways that promote constructive discussions rather than
locked positions where the parrhesiastes ‘...risks his privilege to speak freely when
he discloses a truth which threatens the majority’ (Foucault, 1985, 4).

Duty

You are a parrhesiastes only if you feel it is your duty to react and act, and the more
you learn about historical and contemporary unequal power structures, the more
likely it is that you will feel the need to change them. The individual researcher has
every possibility to remain silent, let things pass or leave things as they are. For a
parrhesiatic scholar however, expressing ones truth frankly is a well-considered
decision, combined with a strong belief that ones truth will contribute to challeng-
ing unequal power relations in academia as well as in society at large. For a par-
rhesiastes, speaking is thus considered to be a duty, ‘as an imperative, as ethically
necessary and unavoidable.” (Papadimos & Murray, 2008, 6). The feeling of duty
should not, however, be confused with an aspiration to ‘help or save’ other groups
or peoples. (Kowal, 2011: LaRocque, 2010: Regan, 2005). The parrhesiastes always
works to change the social structures that she herself is part of. This can only be
done by being acquainted enough with the field in order to be able to ‘[...] analyze
and critique epistemologies that are commonplace in higher education.” (Rigney,
1999, 110). Only by truly understanding the field can critical and alternative struc-
tures and methods be implemented with success (Rigney, 1999).

Conclusions

Acknowledging various or different perspectives to be equally valid as scientific as
the mainstream, requires a constructive point of departure that allows for ques-
tioning the possibilities to reach a universal truth (Kuokkanen, 2007: Smith, 1999:
Stanley & Wise, 1990). The elements of parrhesia provide a set of guiding princi-
ples for reflecting upon unfair conditions within mainstream academia and do at
the same time function ‘as an important technology of self-care.” (Ewen, 2011, 614).
Ewen claims that Indigenous medical students and doctors can use parrhesia ‘to
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survive and thrive within the medical profession’ (Ewen, 2011, 614). We believe
parrhesia also has potential value as an aid for other scholars in other subject ar-
eas related to Indigenous research, to support them to manage their positions in a
way that actively promotes resistance to subordinating and unequal structures. It
encourages a critical environment and inspires researchers who want to challenge
established, hegemonic truths. In addition to the five elements of the concept pre-
sented by Foucault, Ewen has highlighted a need for parrhesiastic scholars to be
well acquainted with their field for acceptance of their truth. Moreover, it has been
stated that the Foucauldian concept needs to be balanced with an element of strat-
egy in order to avoid ‘the risk of being ...pushed out of institutions, hazed by col-
leagues, and silenced...” (Huckaby, 2008, 784). Drawing on Ewen and Huckaby, in
our discussions we find it relevant to expand the concept by including ‘strategy’ and
‘knowing the field’ as relevant for overall understanding of parrhesia, in this con-
text. To ensure that arguments are not interpreted ‘without qualification” (Ewen,
2011: Foucault, 1985, 2), the parrhesiastes needs to be familiar with the specific
academic discourse in which the research is grounded and act strategically based
on that knowledge. If the researcher has not gained enough knowledge of the field
to make strategic choices, she may be identified as a ‘quarrelsome person’, exclud-
ed from the discussion and thus lose the opportunity to be heard and contribute
to positive change in the future (Huckaby, 2008, 771). Of course, academic debate
consists of numerous simultaneous discourses. Hence, a researcher can work to es-
tablish alternate discourses and/or try to change current ones.

A parrhesiastes with a critical agenda in the Indigenous scientific context, is en-
couraged to express critique as frankly as possible. These expressions should stem
from what one perceives as truths, which can only be put forward with a percep-
tion of danger. This in turn implies the natural consequence that the parrhesiastes
is likely to be opponent of current hegemonic structures and parrhesiastic state-
ments will consequently not appeal to everyone. It is crucial that the parrhesiastes
is knowing the field, so that critique and resistance can be put forward strategically,
in order for the message to get across and ones truths to be acknowledged. And
lastly, a parrhesiastes has no other choice than to make resistance against hegem-
onic structures that are identified as unfair. It is a duty to react and act, in order to
help oneself and others to ‘unsettle’ and challenge colonial, racist, patriarchal and
other structures of which we are inextricable components.
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Academia and activism in Saami research:

negotiating the blurred spaces between

Rebecca Lawrence & Kaisa Raitio

Abstract

In much discourse about academia in the Nordic countries, the role of the academic
is revered as objective, neutral and disengaged. Getting involving in issues of so-
cial justice or Indigenous rights claims is considered inappropriately political, risks
making researchers subjective, and is thought to lie outside of the scope of aca-
demic activity. In this paper, we argue that research must necessarily be reflexive,
participatory and collaborative if, as non-Indigenous researchers, we are to engage
with the colonial relations that have historically structured, and in many cases con-
tinue to structure, relationships between Indigenous and non-Indigenous socie-
ties. We use illustrations from our own research experiences to demonstrate how
positivist assumptions, and a continuing denial of colonial injustices, prevail in the
Nordics. We discuss the kinds of ethical dilemmas this produces for academics en-
gaged in critical research, not only in relation to Indigenous communities, but also
in relation to other non-Indigenous participants in the research process.

Introduction: competing discourses of the role of the academic in
Indigenous research

Research is inherently political. This point has been made in various ways, both
within academia and outside of it, by feminists, critical social theorists, social ac-
tivists and Indigenous communities alike (see Alcoff, 1995; Butler, 1992; Mitch-
ell, 2008; Spivak, 1988 for feminist accounts and Smith, 1999 and Baer, 2008 for
Indigenous accounts). As such, research must necessarily respond to the political
context in which it takes place. In the case of research in Indigenous communities,
this is a context in which the legacies of colonialism — and the role of research in
the colonisation of Indigenous communities and territories — is not a thing of the
past, but of the continuing present. In response to the complicity of academia in
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the marginalisation of Indigenous voices and the exploitation of Indigenous people
for research purposes (Howitt and Suchet-Pearson, 2003; Kuokkanen, 2007), the
need for “decolonising methodologies” (Smith 1999), has thus been widely debat-
ed within what Denzon and Lincoln call “critical Indigenous qualitative research”
(2008:4). Reciprocity, responsibility, accountability and ‘giving back’ to Indige-
nous communities are defining characteristics of a decolonising methodology (Wil-
son, 2001; Kuokkanen, 2007, 2010), and constitute an attempt to explicitly engage
with the social and political injustices Indigenous communities continue to face.
In other words, as researchers in an Indigenous context, it is not enough to not be
complicit in unethical research practices. We contend that we also have a moral ob-
ligation, as researchers, to contribute to more a more just society.

Social and political action, and the inclusion of actors in the co-creation of
knowledge, is therefore an integral part of research. As in action research more
generally, this is motivated by the contribution action (intervention) makes to the
quality of research. A deep engagement means we can make our research questions
more focussed and interpret the meaning of our results contextually, thus mak-
ing for better and more informed research (Saarikoski and Raitio, 2012; Larsen et
al., 2016; Lof and Stinnerbom, 2016 (this volume). It also makes for better policy.
Researchers have a role to play not only in working with and advising government
and policy-makers, but also in recognising and supporting the capacity of commu-
nities to contribute to policy analysis and reform, which in turn, makes for better
policy outcomes (Jackson & Crabtree, 2014). These approaches to research imply
broadening the role of the academic to include active engagement with Indigenous
issues, as well as crossing and blurring the spaces between what conventionally
would be defined as the separate roles of the academic and activist.

Amongst some academics researching Saami-related issues, as well amongst
Saami communities themselves, there is an engaged awareness of such re-orienta-
tions in the role of the academic away from traditional positivist approaches and
toward more critically engaged research practices (e.g. Kuokkanen, 2000; Sehlin
McNeil, 2014; Lof and Stinnerbom, 2016 and other contributions in this volume).
We contend, however, that this group remains a minority in the overall discourse
in the Nordic countries. In this chapter, we argue that in much discourse about
academia in the Nordic countries positivism still rules the roost: the role of the aca-
demic is generally revered as objective and disengaged. Here, the researcher is seen
as — and should be - a neutral and detached outside observer (Crotty 1998). Getting
involving in issues of social justice or Indigenous rights claims is considered — both
inside and outside academia - inappropriately political, risks making researchers
subjective (read biased), and is thought to lie outside of the scope of academic ac-
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tivity. In this chapter we use illustrations from our own research experiences to
substantiate this claim, show how these positivist assumptions are manifested in
practice, and discuss the kinds of dilemmas this produces for academics engaged in
critical research with Indigenous communities.

The main gist of our argument is this: research must necessarily be reflexive,
participatory and collaborative if, as non-Indigenous researchers, we are to recog-
nise and engage with the colonial relations that have historically structured, and
in many cases continue to structure, relationships between Indigenous and non-
Indigenous societies also in the Nordic countries. At the same time, it is impor-
tant that we as academics, are aware of and reflect upon the challenges related to
the particulars of each context that affects the type of challenges when seeking to
adopt decolonizing methodologies. The Nordic countries, in particular Sweden and
Finland, have yet to meaningfully engage with their colonial histories and recog-
nise on-going injustices in the present time# (Lawrence, 2009; Lawrence, 2014;
Lawrence & Ahrén 2016). For those unwilling to recognise this colonial history (as
many of our non-Indigenous research participants are) it therefore appears logi-
cally absurd that one group - the Saami - should receive perceived “special treat-
ment” in research practice.

Given this, we need to navigate and negotiate between the emerging norms and
codes of ethics for research with Saami communities on the one hand, and domi-
nant Nordic discourses concerning ‘neutral’ researchers on the other. We contend
that unless we do so, achievements through Indigenous/decolonizing, action-ori-
ented research may be lost through decreasing legitimacy in the eyes of those — of-
ten powerful — actors who hold opposing worldviews, and whom we seek to influ-
ence. Our argument is not to defer to expectations that result in the continuation
of colonial research practices. On the contrary, in order to effectively work towards
decolonizing methodologies, we need to strike a balance in our research practice
so that we are able to challenge dominant institutions and their colonial legacies
constructively, rather than alienate them entirely. However, this balance is not an
easy task, particularly as our research is focused on “hot” conflicts (Callon, 1998),
where the stakes are high for the involved communities, corporations, government
authorities and states.

Following this introduction, we give a brief account of our own backgrounds
as non-Indigenous researchers engaged in research with Indigenous communities.
We then discuss the colonial legacies of non-Indigenous research practices, and
how we strive to recognise and engage with this history through our own research

41 Seee.g. Tuulentie 2003 on way the Finnish majority society tends to perceive Saami as a ‘national
minority’ rather than as an Indigenous people.
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practices. Following this, we then discuss our central question: How do we build
relationships with multiple actors in the research field (who may hold opposing
views) at the same time pursuing research projects concerned with social justice
and the recognition of Indigenous rights? We then conclude our chapter with some
general reflections.

Positioning our research and multiple roles

We are two non-Indigenous researchers concerned with social and environmen-
tal justice issues in the context of resource developments on Indigenous lands in
Séapmi. We are both women - one a Finn and one an Australian - living in Sweden
and Finland and researching Saami issues. Currently we have a joint research pro-
ject on mining and Indigenous rights in Sapmi (together with Christina Allard from
Lulea Technical University). Raitio has a background as an environmental/forest
activist with Finnish NGOs, and through her environmental work on old-growth
forests, began collaborating with Saami actors who were fighting to protect some of
those same forests as a basis for their reindeer husbandry. After five years of forest
campaigning in and outside Sapmi, Raitio began her research at the University of
Eastern Finland on similar topics. During and after her PhD research (2001- 2008)
on forest conflicts, Raitio also did some pro bono work for the concerned reindeer
husbandry communities by assisting them to formulate and document their claims
and concerns in planning processes and in the courts, and by attending court pro-
ceedings as an expert witness. She was also involved in a research project where
reindeer herders were involved as co-researchers (Hukkinen et al., 2006). After
finalising her PhD (Raitio, 2008) she has been a researcher at the Swedish Univer-
sity of Agricultural Sciences, with focus on environmental and Indigenous rights
conflicts in Finland, Canada and Sweden (Raitio & Saarikoski, 2012; Raitio & Hark-
ki, 2014; Saarikoski et al., 2013).

Lawrence, on the other hand, began her career as an academic researching min-
ing on Indigenous lands in Australia (Lawrence, 2005), shifted focus to forestry
conflicts on Saami lands in Finland, when she began her PhD at Stockholm Uni-
versity. At the time, Raitio was undertaking a PhD on similar issues and through
this work Lawrence and Raitio began collaborating. As a result of Lawrence’s re-
search on Saami Council’s (NGO) campaigns against the Finnish forestry indus-
try (Lawrence, 2007) - and the relationships she developed with Saami Council
throughout that research - she became increasingly involved with Saami Council’s
broader work, providing pro-bono advice to the Council and communities affected
by natural resource projects. By 2007 she was employed on a part-time basis with
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Saami Council, assisting as advisor to multiple communities involved in negotia-
tions over mining, exploration and wind power. This is not an unusual trajectory
for researchers involved in Indigenous issues in Australia, her own home country,
nor in Indigenous research in general, however, it does tend to remain an exception
in the Nordic context.

As non-Indigenous researchers we are privileged Westerners and part of the
majority society: the colonizers. We strive, however, to be “allied others” (Kaomea,
2004:32; Mutua & Swadener, 2004:4; cited in Denzon & Lincoln 2008:6), by
bringing a critical gaze from within to Western academia and Western institutions,
such as corporations, governments and public authorities. We acknowledge that
the Indigenous-colonizer binary is a tricky one, and may in fact reify and essential-
ise difference and hierarchies between Indigenous communities and non-Indig-
enous others.#* Indeed, the more general problem with binaries is that they tend
to homogenise and fix both sides as radical opposites, when they in fact contain
divisions, heterogeneity and tensions within and between them (Jones & Jenkins,
2008:475). But nor can these differences simply be erased. While we as outsid-
ers strive to engage with and understand Indigenous worldviews, there are crucial
and important differences between our experiences as privileged Western academ-
ics, and those of Indigenous peoples. To conflate those differences in appeals to
the common “us”, risks a dangerous form of “ethnocentric universalisation” (Jones
and Jenkins, 2008:474) and a view that comes uncomfortably close to those of
some of our non-Indigenous research participants, who have claimed that there
are no substantive differences between the Saami and Nordic peoples, or that the
Saami do not in fact constitute an Indigenous peoples at all. In this context, we also
acknowledge that Saami colleagues who research Saami issues face serious chal-
lenges in having their research results accepted as legitimate, whereby their very
Saaminess is claimed to be a bias per se.

Colonial legacies and a situated engagement

The kind of research we seek to undertake, with a concern for the claims of In-
digenous peoples, involves a specific kind of engagement and set of ethical con-
cerns, which we, and others, refer to as a “situated engagement” (Howitt & Suchet-
Pearson, 2003). This is linked to a form of scholarly activism or action research
concerned with social justice, long acknowledged within the fields of geography
and feminism, among others, and also draws upon the kind of research reflexiv-

42 This concern was raised by a colleague of Lawrence’s at the Department of Political Science at
Stockholm University, when giving comments on an earlier version of this paper.
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ity called for by feminist and Indigenous scholars, among others (see Alcoff, 1995;
Butler, 1992; Mitchell, 2008; Spivak, 1988 for feminist accounts and Smith, 1999
and Baer, 2008 for Indigenous accounts).

The concept and practice of a situated engagement is a specific response to the
complicity of academia in the marginalisation of Indigenous voices and the exploi-
tation of Indigenous people for research purposes. During the colonisation of In-
digenous territories, researchers — such as geographers, sociologists, anthropolo-
gists, biologists, botanists, ethnographers, archaeologists and others — have been
instrumental in producing knowledge of Indigenous peoples (See e.g. Gough, 1968;
Howitt et al, 1990; Howitt & Jackson, 1998; Pitch, 1974). This expertise has con-
tributed to particular understandings of Indigenous peoples as either culturally in-
ferior or racially different and has (intended or otherwise) been deployed to ra-
tionalise the dispossession of Indigenous people from their lands (Smith, 1999;
Yunupingu, 2009). The collective memory of Indigenous communities is thus a
landscape littered with bitter recollections of fleeting visits by researchers from far
away, disappointments over deafening silences that follow such visits, and frustra-
tions over the feeling that research findings do not provide benefits to the commu-
nity themselves.

In recognition of the legacies of colonial research practices of non-Indigenous
academics that have contributed to the dispossession and marginalised Indigenous
people, universities and ethical review processes in post-colonial nations, such as
Australia, New Zealand, Canada and the USA, now include specific ethical guide-
lines concerning research with Indigenous people (see e.g. Hudson et al, 2010,
ATATSIS, 2012). This is in contrast to Sweden, and Swedish universities, where no
such ethical review exists for research with Indigenous people. As Anna-Lill Led-
man has noted, the Swedish ethical review process has no specific provisions for In-
digenous related research and instead contains only general provisions for human
related research (Ledman, 2007:55).43

However, as non-Indigenous researchers (such as ourselves) engaging in the
research field of Indigenous issues, we need to do more than just conduct research
that is ethically defensible by traditional ethical codes, and that recognises “the
historical context of unethical research” (Howitt, 2005:217). What we need is to

43  This is particularly concerning given the unethical research practices Saami people have historically
been subjected to by Swedish scholars during the 19th and 20th centuries (see, for example, Lundmark,
2007). But this is not simply an historical question, but continues to bear upon the reproduction of colo-
nial type relations between Saami and Scandinavian universities more generally (Lawrence is indebted to
Tero Mustonen for helpful discussions on this point). In the Swedish summer of 2007,Uppsala University
planned a summer course “Mountain Excursion to Saami Sacrificial Sites” where students of Religious
Studies would be given the opportunity to document Saami sacred sites, sacrificial sites and archaeolo-
gical remains. No permission was sought by the University from any Saami representatives or the local
Saami community of Gabna. The Saami Parliament publicly criticised the University, and the University
quickly cancelled the course and issued an official apology (see http://www.sametinget.se/2231).
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construct an ethical engagement and participatory method with Indigenous par-
ticipants. The proposition that one can ethically construct a role as ‘researcher’ that
remains disengaged, objective and unaccountable in the context of human right
violations and compromise of ethical standards is, at the very least, open to sig-
nificant professional and moral challenge.4 In various research situations, we have
therefore chosen instead to either carry out more action-oriented research where
intervention is part of the research design (see more below); provide Saami com-
munities and organisations with pro bono contributions; or engage in ad hoc action
that was not - at the time - directly concerned with research. Although, in many cas-
es, these ad hoc activist interventions later came to inform and guide new research
questions and trajectories. These different kinds of interventions — whether they
involved assisting Indigenous communities with organising their internal process-
es or in their correspondence with multinational corporations, mobilising media
attention, or helping a community appeal a local planning decision — constitute a
kind of “ethical reciprocity” (O’Neill, 2001:229). In short, Indigenous participants
need to get something useful out of the research process. We also need to see that
Indigenous participants are given opportunities to become collaborators and co-
authors (see Feodoroff & Lawrence (2009) and Hukkinen et al (2006) for examples
of co-authorship). In doing so, we are better positioned to build ethical research
practices and nurture relationships grounded in mutual respect.

In our experience, research relationships (like most relationships) unfold and
evolve, reshaping our understanding. We understand less early on and we need to
use reflexive methods and iterative engagement to refine our understanding and
our capacity to interpret (Howitt, pers. comm.). In particular, we become more
aware of, informed about, and able to understand context. In cross-cultural set-
tings, the ’co-construction of knowledge’ is always about an interactive engagement
with understanding, not a simple, singular and universal ‘truth’. From this perspec-
tive, research is not “simply an information-gathering process” (Back & Solomos,
1993:178). Our research doesn’t seek to unveil an objective truth, but to construct
an ethical and situated engagement through which contextualised analyses can be
made. This has facilitated a ’co-construction of knowledge’ with our research par-
ticipants whereby we have identified relevant research questions and data sources
together with actors; organised meetings and workshops for collaborative analysis;
and circulated drafts of articles to get feedback on how actors have interpreted the
conflict, others’ descriptions of the conflict, and different perceptions of the issues
at stake.

44  See, for example, Horowitz’ (1967) discussion on the ethical debates concerning Project Camelot, a
CIA funded research project on mountain tribes in Indo-China during the Vietnam conflict.
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Some academics are wary of such methods, either because collaborators may take
offence at the way we analyse our interviews and conversations with them — and
allowing them an opportunity to comment may place the researcher in an uncom-
fortable situation — or because giving actors the opportunity to affect the research
design or revise and comment on the results may compromise the ‘validity’ of the
‘data’. In many cases our collaborators’ suggestions, comments and clarifications
have been constructive and have contributed to a substantially richer research
process and published text, quite simply because the research has encompassed a
range of partners with differing perspectives. These intimate encounters have also
required reassessing analyses that assume that people sitting in apparent positions
of power necessarily ‘control’ situations, outcomes, or even adhere to a particular
company or governmental policy.

In some cases, our interviewees have given feedback on drafts in which they
have expressed personal offence at the way in which their interview material has
been analysed. This has produced difficult and uncomfortable situations for us as
researchers. We would argue, however, that rather shying away from this kind of
interaction, the researcher must necessarily be open to critique and take seriously
the questions the non-academic partners ask of the research. At the same time, be-
ing open to critique does not mean that research and research findings cannot, or
should not, be defended.

Challenging the lines between research and a direct engagement can — besides
making research more ethically sound — contribute to producing more relevant and
higher quality results. Our engagement with Indigenous (and other) actors has been
essential for formulating informed, research questions. Where are the critical hin-
ders, mechanisms of power and bias that require academic attention if natural re-
source management processes and politics are to be more inclusive of thus far dis-
empowered actors and marginalised perspectives? Moreover, simply getting a hold
of the documents we seek to analyse may also prove difficult without close contact
to actors. Take, for example, the challenges we have faced when trying to access cor-
porate or government documents concerning Indigenous peoples rights. Sometimes
these documents are public, but some corporate and government materials, not al-
ways publicly available, have been given to us by NGO representatives, Indigenous
collaborators, or “sympathetic” insiders, who were themselves seeking to hold states
and corporations to account. These documents exist in many cases in a grey-zone:
one needs to know what to ask for and who to ask. But moreover, these informal
information “exchanges” are built on an on-going engagement and relationships of
trust with our research participants., They have enriched the empirical material,
and allowed a more nuanced account of the conflicts we have sought to research.
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Our research projects have thus involved a constant negotiation of our multiple
and overlapping roles as researchers, community advocates, activists and advisors
— and the varying expectations of those roles by different actors. They are the re-
sult of our own ‘entangle[ment] in contingent circumstances’ (Barry and Slater,
2005:23) and have emerged through a participatory, dynamic and, at times, un-
predictable research process. As such, they have raised a number of dilemmas and
challenges, to which we now turn.

Dilemmas and challenges

Contestation over the role of the academic

The value of focussing on contemporary sites of contestation — what Callon (1998)
calls “hot” conflicts —is that they provide a lens through which to analyse particu-
lar relations of power. However, as researchers engaging in contemporary sites of
contestation, we are ourselves never entirely outside of those relations of power. In
fact, our position as researchers within these conflicts is necessarily going to be a
point of debate, and has indeed been. As such, the differing, and to an extent con-
tradictory perceptions and expectations regarding our roles as researchers, raises
ethical issues not only in relation to Indigenous communities, but also in relation
to other participants in the research process, and our research colleagues within
academia. As an example in regards to the latter, one academic colleague claimed,
during Lawrence’s final PhD seminar at the Department of Sociology at Stockholm
University, that Lawrence was using her academic position to further her own po-
litical views. Clearly, according to this line of arguing, doing research that does not
challenge the status quo is not considered political.

In regards to the former, we have both received considerable criticisms from
natural resource companies and public authorities, regarding our research prac-
tices and close engagement with Indigenous communities. Take for example Stora
Enso’s response to Lawrence’s research on their procurement of wood from Saami
territories in Finland, against the wishes of local Saami reindeer herders. Stora En-
so’s first reaction to the research was to contact the Dean of Stockholm University
and the Head of the Department of Sociology. Senior corporate representatives de-
manded an explanation of whom Lawrence was speaking on behalf when she had
contacted the Finnish Prime Minister over the conflicts, and urged his government
to cease loggings in order to “engage in meaningful and genuine dialogue with the
Saami over the disputes concerning logging and reindeer pastures” (Fax from Law-
rence to Finnish Prime Minister Prime Minister Matti Vanhanen). One corporate
representative, in their dialogue with the Department Head of Sociology, suggested
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that Lawrence did not have the right to make ‘political statements’ and inferred
that the Department should somehow discipline her behaviour. Later, after Stora
Enso management had been interviewed by Lawrence and given the opportunity to
comment on a draft article as a part of the formal research process, their foremost
comment was that the “the text provides an impression that the writer is more like
a party in the conflict rather than a neutral researcher (Email, Stora Enso Inform-
ant). At the same time claiming Lawrence’s research was biased, Stora Enso simul-
taneously upheld the established timber production oriented research in Finland
as objective and neutral.#s Once again, supporting the status quo was considered
apolitical and neutral, while challenging it was considered highly political, inap-
propriate and biased.

In a similar vein, representatives for the Finnish Forest and Park Service (the
agency managing crown lands+ in Finnish Sapmi) responded to the invitation by
Raitio to join a reference group for her PhD research (Raitio 2008, 102), by raising
concerns as to her activist background. Yet, the purpose of inviting the agency rep-
resentatives to the reference group was to receive their input to the identification
of informants and relevant written data, to the formulation of interview questions,
etc, in order to balance Raitio’s existing knowledge and access to other actors in-
volved in the conflicts she was studying. While agreeing to join the reference group,
the agency representatives were of the opinion that she was biased and would seek
to prove her point irrespective of what evidence to the contrary the agency was to
provide. Later, when the reference group was offered the opportunity to comment
on an article analysing the perceptions of Saami herders and Forest and Park Ser-
vice on the conflict, they maintained that including the herders’ perspective was
proof of Raitio’s bias (see Raitio, 2008: 187-204).

From our perspective, these kinds of interventions demonstrated two things.
First, they demonstrated the iterative nature of the research process: by reacting
as they did, both Stora Enso and the Forest and Park Service in fact revealed how
very sensitive the issue of Saami rights was for their respective organisations and
in Finnish politics more generally. Second, they also brought attention to the dif-
ficulties of negotiating this kind of engagement. What researcher wouldn’t find it
stressful to have a multinational corporation contact the University Dean over their
research ethics, or a national forest service announcing at the outset of the research
process that they plan to attend the thesis defence and demand that the thesis be
disqualified?

45  See, for example, Ollongvist, 2002 and Saarikoski & Raitio 2013 on the politics of forestry research in Finland.
46  The status of these lands as Crown lands is disputed by Saami communities who
claim them as traditional Saami lands
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On the one hand, we argue that this kind of engagement is essential if we are to
avoid reproducing narratives that posit ‘real’, ‘scientific’ and ‘objective’ research as
necessitating a political disengagement. By remaining silent we are not guaranteed
objective research results, rather we risk perpetuating historical injustices. How-
ever, what might be an intuitive response to ‘speak out’ on behalf of marginalised
Indigenous communities also needs to be balanced against the kinds of critiques
formulated by post-colonial and feminist scholars: to take on the role of the activ-
ist academic requires attention to the “discursive hierarchies that operate in public
spaces” (Alcoff, 1995:99) — we, as non- Indigenous researchers, do not have an un-
qualified right to ‘speak out’ on behalf of Indigenous peoples. Critical voices within
various disciplines such as anthropology, geography and postcolonial studies, and
from Indigenous peoples themselves (Smith 1999; Baer, 2008), have become in-
creasingly vocal in critiquing the view of non-Indigenous researchers as neutral,
objective and benevolent. In doing so, these critics have debunked the myth of the
“view from nowhere”, and demonstrated that all speaking positions are located in
particular relations of power (Alcoff, 1995; Rose, 1999; Scott, 1992; Young, 1990).
Questions of representation are fraught with tension and constant negotiation
and require a constant critical self-reflection: What is our role? Are we at liberty to
speak ‘on behalf of the Indigenous ‘other’? What power relations might be reified
or created? In speaking out, do we merely contribute to the myth that the ‘objective’
expert is the only one who can legitimately assess and communicate the ‘needs’ of
Indigenous communities to the majority society? And how do we distinguish our
own research and research practices from paternalistic histories of well-meaning
researchers hoping to pin down the bad guys on the community’s behalf? What
danger is there that we may in fact romanticise Indigenous communities in our
pursuit for corporate and political accountability? Indeed, a naive division of the
world into the ‘good guys’ and ‘bad guys’ isn’t helpful in any kind of academic-ac-
tivist project. In our research, we have been challenged to engage not only with In-
digenous communities, but also with both corporate and government representa-
tives in ways that recognise the complexity and difficulties many corporations and
governments face when trying to respond to serious challenges from Indigenous
peoples. We also recognise that researchers are not the only ones who may poten-
tially seek to subvert power relations from within, but that sympathetic insiders
within corporations, public authorities and governments may also try to create crit-
ical spaces in which Indigenous claims can be heard (Howitt & Lawrence, 2008).
Furthermore, ensuring that Indigenous communities benefit from research is
more easily said than done in the Swedish context, where the majority of Saami
people are in fact excluded from the system of Saami Reindeer Herding Communi-

127



Ethics in Indigenous Research - Past Experiences, Future Challenges

ties (samebyar). These Saami communities are legislated geographical, economic
and organisational units through which Indigenous rights - such as reindeer grazing
rights, hunting and fishing - are exercised and enjoyed. Members of Saami commu-
nities are thus able to enjoy this bundle of rights, whereas other Saami non-mem-
bers are not. Also, when development proponents consult affected Saami commu-
nities as regulated in, for example, the Mining Act or the Environmental Code, they
are required to consult with the official Saami community only and not the broad-
er Saami community at large. These exclusionary practices have caused significant
conflicts between members and non-members. While we take no official position
on these issues, we remain aware of these conflicts throughout our research project.

Drawing a line: negotiating delineations between research and activism

How then are these complex issues to be negotiated and boundaries drawn be-
tween activities and roles? We propose that delineations may help, but we also
recognise that such delineations may be negotiable and subject to contestation in
and of themselves. For example, in our earlier projects we have sometimes, as re-
searchers, chosen to ‘disengage’ as activists in particular contexts, because we have
deemed that the ethical issues at stake are too great, and the conditions too com-
plex for us to facilitate constructive change. For example, in order to reduce the
confusion between her multiple roles, Raitio chose to step down from all her formal
positions in environmental NGOs when starting her research on the same topics,
and did not participate in activist role in any of the conflicts she was studying in
her PhD thesis. At the same time she was open about her background as an envi-
ronmental activist, which made it possible for the representatives of the Forest and
Park Service to make informed decisions as to whether they wanted to collaborate
with her on her research project or not. She participated in some meetings between
Saami reindeer herding communities in Anar/Inari and the Forest Service as an
observer invited by the herders. This allowed for her to collect valuable additional
data, even though the reason for inviting her had rather been for her presence to
influence the behaviour of the Forest Service for the benefit of the herders.

In Lawrence’s research on development encroachments in the Saami commu-
nity of Vilhelmina Sddra, she first considered interviewing IGE Nordic — a Nordic
mining company — regarding negotiations during 2007-2008 between IGE Nordic
and Vilhelmina S6dra Saami community over the reopening of a decommissioned
mine in Stekenjokk on the community’s reindeer grazing lands. Second, she con-
sidered interviewing Fred Olsen Renewables, in order to give an account of their
role in the negotiation of an agreement between themselves and the Swedish state,
which gave them the exclusive right to explore the feasibility of a wind power park
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in Stekenjokk. However, given the fact that Lawrence had acted as advisor to Vil-
helmina S6dra Saami community in their negotiations with IGE Nordic, and had
acted as advisor to two other Saami communities in their negotiations with Fred
Olsen Renewables, she judged that it was simply too complicated — both ethical-
ly and methodologically — to negotiate informed consent and construct a robust
research process. These situations were simply too ‘hot’ given her then very re-
cent engagement with these companies as an advisor to Saami communities. In-
stead, Lawrence chose to focus on the relations between the Saami community of
Vilhelmina Sodra and the Swedish state. This too involved a series of ethical and
methodological challenges. In interviews with representatives of the state Law-
rence was transparent in regards to her background as an advisor to the Saami
community of Vilhelmina Sodra and the National Swedish Saami Association. This
in itself may have limited her access to information.

In our ongoing joint project on mining and Indigenous rights in SApmi we have
had lengthy discussions within the project group (consisting of researchers) and
with the members of our reference group (consisting of Saami actors who have
also been part of initiating the research project, identifying the relevant research
questions and case studies) discussing how to best navigate between the contradic-
tory expectations on academics. For example, through our already existing rela-
tionships with Saami communities and organisations, we have been invited to as-
sist in developing strategies for Saami engagement with corporate and government
actors in regards to mining, to help carry out a social impact assessment regarding
a proposed mining project, and to help communities address the cumulative im-
pacts of other land uses on reindeer herding. Thus far, we have agreed to facilitate
one internal two-day workshop for two affected communities, a half-day meeting
for The National Swedish Saami Association (SSR), one collaborative workshops
between Saami and state representatives on cumulative impacts and a longer pro-
cess on producing a Social Impact Assessment together with one Saami community
(Lawrence & Larsen, forthcoming).#” We have contributed our resources — in terms
of time and projects costs - so as to build further on existing relationships and for
what we saw as a moral obligation and responsibility to “give back” through a prac-
tice of reciprocity (Wilson, 2001; Kuokkanen, 2007, 2010). As non-Indigenous re-
searchers we had been granted a considerable sum of research funding as a part of
a specific call for Saami related research, and the communities and SSR themselves
were operating with little if any resources. We agreed with everyone who partici-
pated in the collaboration that anything they said during the workshops would re-
main confidential, but that the discussions, on a general level, would feed into our

47  The two latter ones with Rasmus Klocker Larsen from Stockholm Environment Institute.
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research process and help to make our research project focus more informed and
relevant. We therefore facilitated the workshops as researchers in order to help in-
form our own research, and also to assist in the structuring of Saami strategies and
in facilitating a dialogue with state authorities on issues prioritised by the Saami
communities (as opposed to the state). Yet, we remain critically aware that what we
deem to be the ethical and legitimate facilitation of a community strategy meeting
as part of our research, may be perceived by other actors — such as mining compa-
nies - as unethical and biased.

As such, we have had to continually discuss and negotiate what activities we
feel fall outside the scope of our research project. We have, for example, declined to
facilitate a networking workshop between Saami organisations and environmental
NGOs, planned for the same week as a major anti-mining demonstration in Stock-
holm. We felt that our facilitation of such a workshop would risk stigmatising our
research as necessarily ‘anti-mining’. We agreed, however, to facilitate such a meet-
ing later on, when it was not in conjunction with a demonstration. The judgements
we have made so far have also been affected by the timing in terms of our research
project: we have probably been more careful in drawing the line between what we
agree to during the initial stages of the project, before we have had time to build
contacts and relationships with all the different actors involved in the mining de-
bate and conflicts. The issues are ‘hot’ and positions polarized enough as they are,
and we have deemed it best to engage as many actors as possible in the commu-
nicative arenas and discussions we facilitate as part of our research. As invitations
to facilitate more meetings/workshops emerge, we need to make decisions case by
case, assessing the relevance of our involvement for the project in a broader sense,
including both the immediate value of potential data collection, but also long-term
aspects such as our ethical and reciprocal relationships with Indigenous research
partners and participants.

We have also sought to maintain constructive relationships with public authori-
ties and corporations. This has been essential in terms of getting access to data
that only they possess, to encourage these actors to commit to interviews and at-
tend collaborative workshops, and to contribute to change in policy and practice
already during the research process. But this too poses ethical and methodological
challenges: What is the risk that we ourselves may in fact be co-opted by public au-
thorities and companies as we develop relationships and collaborations with them?
And what do we do, on the other hand, when we are shut out? When a state-owned
mining company cancels interviews, or when a Ministry decides, mid-way though a
UN complain process, that our access to key public-documents is no longer permit-
ted because such access may “disrupt Sweden’s inter-state relations”? Perhaps, in
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those situations in which conflicts are particularly “hot” and complex, the engaged
researcher is faced with an impossible task: to be both accountable to Indigenous
communities by engaging in research that contributes to better social justice out-
comes, while also remaining “legitimate” in the eyes of those representing institu-
tionalised economic and political power. The two tasks need not necessarily be mu-
tually exclusive in all cases, but perhaps in some the tensions are so great that they
simply cannot be reconciled.

Discussion and conclusions

In this chapter, we have discussed some of the challenges and dilemmas in navigat-
ing a “situated engagement” throughout the research process. Paradoxically, while
our alliances with Indigenous communities have been questioned by corporations
and government representatives, the close ties between both the forest indus-
try (see e.g. Ollonqvist, 2002; Swedish University of Agricultural Sciences, 2012;
Saarikoski & Raitio, 2013) and the mining industry (known for directly financing
several large research initiatives), and parts of the academia in Finland and Swe-
den, are taken for granted by those same actors. For them, the problem seems not
to lie with the close collaboration and partnerships between the academia and ac-
tors whose lives are affected by research per se, but with the ‘wrong’ choice of actors
we have sought to have as our closest partners in our efforts to decolonize research
on Saami related issues.

In any case, the purpose of our balancing act has been to contribute to decolo-
nizing Nordic research practice in concrete ways. The identification of our research
questions, and selection of cases/data has been done in close collaboration with
Saami communities, organisations, and scholars. The analysis has been carried out
collaboratively and/or the results have been extensively discussed with our part-
ners. We have facilitated workshops and meetings on topics that have been priori-
tised by Saami communities and organisations themselves. We have also, in some
cases, privileged Saami communities/individuals when asking actors to read and
comment our manuscripts, as in the case of Lawrence’s research on wind power
(Lawrence, 2014). Where unequal structural relations of power exist, in this case
between Saami informants and public agencies with the authority to make deci-
sions that can have deeply significant impacts on Saami communities, we contend
that there are good ethical reasons to adjust principles of ‘equal access to informa-
tion’ according to the political context. As Back and Solomos argue, in shifting po-
litical terrains researcher may need to make strategic judgements as to the “relative
need for open access to... research” (Back & Solomos, 1993:189).
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Importantly, we have throughout our work sought to be transparent in how we
work, and why we make the choices we do. We have informed different actors of
our backgrounds, commitments and choices early on in our projects, and we openly
discuss them, reflect critically upon them, and write about them (see e.g. Raitio,
2008: 99-102 on critical reflection on the position of Raitio as researcher). By ac-
tively and critically articulating the choices we have made — and we claim all re-
searchers must make - our aim has been to contribute to the discussion in the Nor-
dic countries (and beyond) on the roles and ethical commitments of researchers.
We argue that it is impossible for researchers to remain disengaged, particularly
when studying such ‘hot’ topics as resource conflicts and Indigenous rights. The
choice between objective/neutral researchers on the one hand, and subjective/en-
gaged ones on the other, is a false one. The choice rather, lies between researchers
who acknowledge and critically reflect on their own role in (de)colonizing the (Nor-
dic) academia, and those who do not.
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Making collaboration work
— Reflections from both sides

Annette Lof & Marita Stinnerbom

Abstract

Sapmi is under immense pressure. Global change processes are manifesting at
the local level through for instance experienced impacts of climate change and in-
creasing competition over land and resources. The accumulating pressure demon-
strates particularly severe and adverse effects on reindeer herding, leaving a num-
ber of critical issues to be explored, addressed and resolved. Whereas the interest
in conducting research related to Indigenous and Sami issues in Sweden has virtu-
ally exploded in the last years, there is currently a lack of established routines for
community collaboration, practical guidelines and ethical assessments. The risk is
therefore imminent that research projects and proposals are not based on princi-
ples of practical usefulness, respect and collaboration and there are already signs of
an emergent research exhaustion and weariness among herding community mem-
bers.

Drawing on our gathered experiences of conducting a collaborative research
project on adaptation to climate change in Vilhelmina North reindeer herding com-
munity in Vasterbotten county, this paper aims at sharing our reflections on how to
make collaboration work. Situated against the literature on Indigenous and Sami
research we identify some key challenges, discuss our own approach and deliver
some take-home messages both for researchers and herding communities. Alto-
gether, our experiences point to the need of equal involvement throughout the re-
search process — from identifying the research problem to conducting, analysing
and disseminating research results. We further argue, in view of the growing re-
search interest, that reindeer herding communities must seize the opportunity and
place demands on future research collaborations and knowledge sharing processes.
With this paper we present some thoughts of how this could be achieved in prac-
tice.
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Introduction

Sapmi, the traditional Sami homelands#, is currently under immense pressure.
The adverse impacts of climate change, growing carnivore populations, increasing
industrialisation and competition over land and resources have resulted in a pre-
carious situation for natural-resource based practices, especially reindeer herding
(Turi 2000, Huntington et al. 2005, Tyler et al. 2007, Oskal et al. 2009, Furberg,
Evengard and Nilsson 2011, Lof et al. 2012, Lof 2013, Mathiesen et al. 2013). Herd-
ers are finding it increasingly difficult to maintain a livelihood and have limited
opportunities to impact the drivers and conditions that influence them the most
(Lof et al. 2012, Lof 2013). This is by no means unique. Indigenous peoples like the
Sami struggle worldwide against the adverse impacts of global change and often
find themselves poorly supported by national and international legal-institutional
frameworks (Abate and Kronk Warner 2013).

From a reindeer herding perspective there are many critical issues that need to
be explored, addressed and resolved (Turi 2000, Oskal et al. 2009). In the Swedish
context this extends to dealing with political inaction (Bengtsson and Torp 2012,
Lof 2013), land-use conflicts and corporate responsibility (Keskitalo 2008, Law-
rence 2009, Widmark and Sandstrom 2012) and, not least, issues pertaining to im-
plementing Sami self-determination which thus far has largely been interpreted in
terms of a (limited) transfer of administrative responsibilities to the Swedish Sami
parliament (Morkenstam 2005, Josefsen 2010, Lawrence and Mérkenstam 2012,
Lof in press).

The increasing research interest in Indigenous and Sami issues could therefore
be a good thing; with potential to contribute to Sami voices being heard, stories told
and structural marginalisation acknowledged and addressed. However, it should
not be assumed that this will happen by itself. On the contrary, for most minor-
ity and Indigenous communities, research has operated as a tool for (continued)
colonisation and domination, rather than acting a vehicle for decolonisation and
self-determination (see for example Tuhiwai Smith 2012). The growing research
interest we are currently witnessing is thus a double-edged sword which needs to
be treated with caution, awareness and care. Perhaps this is especially true when it
comes to Indigenous related research in Sweden. In contrast to many other coun-
tries with Indigenous populations Sweden lacks established procedures for how to
include Sami actors and communities in research and how to assure that proposals
actually meet Sami needs (see for example Ledman 2012b) — diverse as they may
be. Even though initiatives have been undertaken by Sami actors in order to devel-
op guidelines based on Sami perspectives (Sami Parliament 2009, Nordin 2010) a

48  Sapmi spans over four countries; Sweden, Norway, Finland and the Kola Peninsula in Russia.
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standard is still lacking. Altogether there is a pressing need to problematise the role
of research in relation to the Indigenous Sami and ongoing developments in Sdpmi.
This is precisely what this paper intends. By drawing on our shared experiences of
conducting a collaborative research project on adaptation to climate change in Vil-
helmina North reindeer herding community, we reflect on the difficulties of how
to make collaboration work and do so from a combined academic and community
point of view. We begin by identifying some critical challenges when it comes to
Indigenous research#, in general and in collaborations (or partnerships) between
Indigenous communities and academic institutions in particular. We then proceed
by briefly introducing our project (empirical results have been reported elsewhere,
see for example Lof et al. (2012) and Lof (2013)) and how we attempted to over-
come the obstacles we encountered. The paper concludes with some general reflec-
tions, lessons learnt and presents a number of take-home messages directed both
at herding communities and researchers. Whereas it is impossible to construct a
perfect blue-print for how to conduct responsible, ethical and needed research (see
Adams and Faulkhead 2012) we believe that much can be learnt from previous ex-
periences; especially those considered successful by the involved and participating

partners.

Some critical challenges to collaboration

In addition to drawing on our own experiences, critical challenges have been iden-
tified through previous literature reviews and scholarship on Sami and Indigenous
research (see Nadasdy 1999, Tobias 2000, Kuokkanen 2007, Svalastog and Eriks-
son 2010, Lof and Carriere 2011, Adams and Faulkhead 2012, Ledman 2012b, Tuhi-
wai Smith 2012). In contrast to those who might approach the topic from a techni-
cal point of view, considering it a question of finding the ‘correct’ instruments for
overcoming incommensurability, we base our approach on other grounds. From
our perspective, many challenges to collaboration originate from hierarchically
structured relations existing between Indigenous communities and majority socie-
ties and in which research has played a key role. Therefore, we believe, in order to
make collaboration work, adopting some sort of a decolonising approach is neces-
sary (Tuhiwai Smith 2012).

Challenges to collaboration arising from hierarchically structured relations
The primary challenge that needs to be addressed in relation to Indigenous and

49  In contrast to how some identify "Indigenous research” the term is here understood as research on Sami/
Indigenous related issues, regardless of whether the researcher(s) involved are of Indigenous origin or not.
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Sami research thus concerns hierarchical relations and uneven divisions of power
which continue to restrain the influence and space for agency of Indigenous peo-
ples. Following Tuhiwai Smith (2012) western research in an Indigenous context
cannot be fully understood unless in reference to a colonial and imperial context.
Essentially, what this means is that research is inextricably linked to the creation
and maintenance of hierarchical relations. At the same time, research can act also
as an instrument for dismantling such structures. Whereas colonialism is some-
times delimited to so called blue-water colonialism, which denies the reality of in-
ternal colonialism, there is a growing body of scholarship contributing to situating
Sami research in a colonial and decolonial context (see for example Kuokkanen
2007, Brannlund and Axelsson 2011, Ossbo and Lantto 2011, Ledman 2012b, Led-
man 2012a, Girdebo, Ohman and Maruyama 2014, Ossbo 2014). Adopting a de-
colonising approach is based on the recognition that “research is not an innocent
or distant academic exercise but an activity that has something at stake and that
occurs in a set of political and social conditions” (Tuhiwai Smith 2012, 5). For aca-
demics within this field, decolonisation is thus a shared responsibility which re-
quires us to question not only the theoretical relevance and empirical gaps that re-
search projects aim to bridge, but also for whom research can contribute and how
it can be used (Kuokkanen 2007, Ledman 2012b, Tuhiwai Smith 2012). Adopting
such a perspective has implications at all levels — from the individual to the socio-
political — and essentially concerns the politics of knowledge and research. Cover-
ing all its implications within the scope of this essay would be impossible. Therefore
this particular section discusses challenges to collaboration in more general terms
and limited to the application of practical research projects. Yet, our interpretation
will leave many aspects uncovered and others only briefly touched upon. With this
limitation in mind, we suggest to begin by looking further into three interrelated
challenges: researcher reflexivity and sensitivity, forms of collaboration and ena-
bling for research to become an arena for exerting Indigenous self-determination.

Reflexivity and sensitivity: In order for research to function as a tool for disman-
tling oppressive structures a great deal of reflexivity and sensitivity is warranted
(Kuokkanen 2010, Tuhiwai Smith 2012). This finds support also in the broader lit-
erature. That is, decolonisation is in many regards similar to processes of systemic
transformation and institutional change. Institutional theory tells us that most in-
stitutions and systems tend to be self-reinforcing — and the academy is no excep-
tion. However, critical self-reflection and incorporating multiple perspectives and
knowledge systems are identified as key mechanisms for achieving transforma-
tion (for reviews see for example Battilana, Leca and Boxenbaum 2009, L6f 2010).
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Transformation is however likely to be met with resistance, especially by actors
who currently benefit from the system. Initiating change of this kind is therefore
likely to be messy, which is also a recognised trait in Indigenous research (Kuok-
kanen 2007, Adams and Faulkhead 2012, Tuhiwai Smith 2012). Furthermore,
being reflexive incorporates being culturally sensitive and prepared to confront
historical injustices and one’s position in that system, especially if this entails a
non-Indigenous identity. As Kuokkanen (2007) asserts “the academy’s homework
starts from examining its complicity in historical injustices that continue to create
contemporary conditions of dispossession, political, economic and social margin-
alisation and poverty” (p. 84).

Forms for collaboration: The second challenge concerns forms for collaboration
since Indigenous communities rarely have been invited as equal partners in re-
search. Therefore it may be necessary to adjust, abandon or invent new methods for
knowledge sharing and participation. As we see it, collaboration entails respectful
exchange — both of perspectives and of responsibilities. Principles such as reciproc-
ity, feedback and giving back are therefore essential to acknowledge (Kuokkanen
2007, Tuhiwai Smith 2012). It is moreover important that existing hierarchical re-
lations are not reinforced through, for example, uneven access to resources and
data in various stages of the research (Tobias 2000). Kuokkanen (2007) suggests
that the Okanagan concept of En’owkin has a generic usefulness as an alternative
approach; seeking to create more holistically inclusive processes of "group commit-
ment to find the most appropriate solutions through respectful dialogue” (p. 80).
That is, ensuring that all perspectives and voices are heard. The World Heritage
Site Laponia in Swedish Lapland and its management organisation Laponiatjuot-
tjudus, where Sami communities are in majority, operates under similar princi-
ples that emphasise collective and reciprocal learning (Searvelatnja), openness, in-
clusiveness and counsel (Radedibme) and where decisions are made in consensus
(Laponiatjuottjudus 2011).

Other Indigenous scholars have emphasised the importance of using non-
participation as a strategy of resistance (Simpson 2000). We agree in the sense
that the idea of collaboration builds on mutual exchange and an opportunity to
exit; and thus the right to not participate and collaborate. Although supported in
basic research ethics, for example principles of informed consent (see for exam-
ple the Swedish research council’s codex, Vetenskapsradet 2014), the option to
opt out is particularly important to emphasise in unevenly structured relations.
Right to Indigenous self-determination: The Helsinki declaration (see Vetenska-
psradet 2014) states that research must comply with, respect and honour funda-
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mental human rights and freedoms. This includes also the right of Indigenous self-
determination. The right to Sami self-determination has broad implications and
can, in this context, be understood in terms of research needs and priorities ema-
nating from within Sami communities and not from the majority society’s research
institutions’ agenda (Turi 2000, Kuokkanen 2007, Ledman 2012b, Tuhiwai Smith
2012). It moreover relates to ownership and acknowledgement of knowledge and
data, of the power of definition and how research findings will, and can be, used.
For example, consider the principles of anonymity and confidentiality which are
default positions in western research ethics. Yet, they may only be partially ap-
plicable, especially in small communities and sub-groups, and/or not desirable in
other cases. That is, anonymity and confidentiality can be hard to achieve in prac-
tice — even if desired — when groups and sub-groups as well as practices and tradi-
tional knowledge can be defined in distinctive ways (Svalastog and Eriksson 2010,
Jonsson 2011). The principle of anonymity can also be used as a mean to take con-
trol over information, make knowledge keepers and original experts invisible, and
exploit resources and stories without compensation (Nadasdy 1999, Svalastog and
Eriksson 2010). Or, as Jonsson (2011) notes, if tradition bearers agree to use their
name in the final products the overall quality and transparency is likely to be en-
hanced. The question of whether to honour anonymity or acknowledging identity
should thus be a matter of deliberation with the individuals and/or communities
involved in each case. Similar reasoning applies to, for example, how community
borders and land-use practices are defined and delimited. Since this is information
that can be used against communities and individuals it is important that defini-
tions are not simply assumed a priori but are subject to Indigenous reflection and
influence (Tobias 2000, Tuhiwai Smith 2012). In other words, gaining ownership
of and access to determining one’s history is crucial for groups in uneven power
relationships (Svalastog and Eriksson 2010) and may also have practical conse-
quences for the management of traditional resources and for exercises of self-de-
termination and self-governance in other arenas. It cannot be ignored that "Pos-
session and control of cultural data translates into considerable political power, at
both the negotiating table and in court” (Tobias 2000, xi). Altogether this suggests
a need for extended, not snapshot types of engagement in research processes and
that design, knowledge and information can be controlled by Indigenous partners.

Challenges to collaboration arising from a lack of structures, best-
practices and guidelines
As noted in the introduction, in many other Indigenous research contexts there are
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much more developed ethics guidelines, outspoken goals of increased Indigenous
self-determination and established routines for formal participation of Indigenous
actors, organisation and councils in valuing research proposals (Adams and Faulk-
head 2012, Ledman 2012b). It is problematic that this is missing in the Swedish
context. Whereas formal guidelines cannot solve all problems, a complete lack of
them risks that many of the challenges identified above becomes aggravated. For
example, Sami perspectives risk being omitted, Sami actors invited only late in the
research processes and with only fragmented insights into what kind of research
is, will, or has been, conducted. During the course of our research project we, for
example, found that elders we wanted to interview had already been interviewed
in other ongoing research projects that were unknown to us as well as the com-
munity board. It also turned out that the elders who had been interviewed had
received limited information about the research projects, their aims and how the
information collected would later be used. As a consequence, the elders were con-
siderably less interested in taking part in our collaborative project, stating that they
had already given their opinion. With clearer guidelines and proactive community
policies such problems could be more efficiently navigated. Also, viewed from a re-
search perspective it would be helpful to know which the preferred channels are to
seek contact through for each respective community (for example through herding
community’s boards, directly to individuals, through interest organisations (such
as SSR) or through the Sami parliament). In addition to letting communities there-
by taking active part in shaping relations and patterns of contact, it provides added
value as a tool to monitor research practices and ensure that principles of compen-
sation and reciprocity are sustained. We therefore see it as an important step to
initiate community discussions on how to develop research strategies, preferred
practices and guidelines. Especially as a step in working towards self-determina-
tion at the more local level. A minimum requirement should at least be that re-
search grants specifically directed towards Sami related research should also incor-
porate Sami partners. Unfortunately, until this becomes formalised practice in the
research agencies a great deal of responsibility rests on the shoulders of research
groups and individual researchers.

Challenges to collaboration in terms of traditional knowledge vis-a-vis
western epistemology

It is almost impossible to discuss Indigenous research without addressing tradi-
tional knowledge and/or its differences with western conceptions of knowledge.
Sometimes this is referred to as a technical issue of incommensurability, whereas
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other rather stress the political dimensions of knowledge production and legiti-
macy of different knowledge systems (Nadasdy 1999, Simpson 2004). Although
there is no complete agreement on the definition of traditional knowledge it can
be understood as “a cumulative body of knowledge, practice and belief, evolving
by adaptive processes and handed down through generations by cultural transmis-
sion” (Berkes 1999, 8). This indicates that traditional knowledge (or whatever pre-
fix is preferred) in addition to ‘what’ is known, equally concerns the ‘process of
knowing’ and thus entails a more animate perspective on knowledge (Bonny and
Berkes 2008, Helander-Renvall 2010, Lof and Carriere 2011). Koukkanen (2007)
suggests that rather than speaking of traditional knowledge, Indigenous episteme
may be preferable since it is more explicitly directs attention to more encompass-
ing ways of understanding, knowing and relating to the world. Similarly it has been
argued that there are no clear demarcations between nature and culture in Sami
ontology and that Sami epistemology is of a more relational character compared
to western Cartesian-based approaches (see for example Helander-Renvall 2010).
The use of the prefix ‘traditional’ is therefore somewhat risky since it could imply a
static culture frozen in the past, denying the inherent adaptability and dynamism
that characterises Indigenous land-use practices (Nadasdy 1999, Reimerson 2012).

Without going into detail what the differences between Indigenous and west-
ern knowledge traditions may be, it is here perhaps suffice to assert that there are
differences. One of them being that traditional knowledge has often been reduced
to anecdotal testimony and not considered of equal weight to other ‘scientifically
gathered information’, especially when it comes to interactions with other actors
and in political and legal arenas (Tobias 2000). This entails particular responsi-
bilities for academics in this field, being part of the perhaps most powerful knowl-
edge producing and legitimising institution of them all — the academia (Kuokkanen
2007). That is, not only must research priorities emanate from within Sami com-
munities, methods and data gathering techniques may also need to be adjusted or
invented. Several studies and recommendations point for example to the need to
rethink the mainstream western conception data gathering in terms of a process of
co-construction rather than knowledge extraction (Tobias 2000, Bonny and Berkes
2008, Berkes 20009). It also requires sensitivity to expressions of knowledge. For
example, as Tobias states “One culture has been fundamentally oral in nature for
a very long time, while the other has depended on the written record for the trans-
mission of information.” (Tobias 2000, 22). Similarly it is important to consider
how results are presented and used so that it captures also relational aspects and
inherent dynamics. In sum, in terms of traditional knowledge or Indigenous epis-
teme, it is important that the community has control over what kind of knowl-
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edge is documented, how it is interpreted and how it will be used and by whom.
Traditional knowledge is a complementary, not inferior, body of knowledge which
needs to retain its integrity rather than become meshed or synthesised with west-
ern knowledge conceptions. However, as Berkes (2009) notes, how to maintain
knowledge in its cultural context is one of the biggest challenges in contemporary
Indigenous research.

Background of the research project

This paper is based on a transdisciplinary and collaborative research project that
was funded by the Swedish Sami parliament as pilot project within the Sami parlia-
ment’s programme Eallinbiras (Sami Environmental Programme, see http://www.
sametinget.se/24831). The project was conducted over three years (2009-2011)
with the aim to investigate climate change impacts on reindeer herding and op-
portunities for adaptation, focussing particularly on the possibilities of combining
traditional knowledge and GIS-based land-use planning instruments. The project
was initiated by Vilhelmina North reindeer herding community (VNRHC), one of
the partners in the project together with Umea University and the Swedish Univer-
sity of Agricultural Sciences (SLU Umed) (see Lof et al. 2012). The empirical results
have already been published in a report in Swedish, in international peer-reviewed
journals and in a dissertation (see Lof et al. 2012, Lof 2013, Lof 2014), wherefore
focus in this paper is limited to methodological concerns.

How did we (try to) overcome challenges to collaboration?

In this section we reflect on what we did in practice in relation to the above identi-
fied challenges and recommendations. In short, we share our thoughts on what we
did well, or less well, which may shed some light onto why we in the end felt that
our collaborative project was successful.

Equal partners and community control: As already noted, the project was car-
ried out in collaboration with VNRHC and lead by a transdisciplinary project team.
The team consisted of five people who all had a profound interest in partaking; two
members of the VNRHC board (Marita Stinnerbom and Karin Baer, who was the
chair of VNRHC at the time), two researchers from Umed University (Annette Lof
and Camilla Sandstrom) and one researcher from SLU Umea (Per Sandstrom). Af-
ter the initial application for funds (originating from VNRHC) we worked closely
in the team to further pin down the aim of the project, definitions of key concepts
and how to practically go about our research. Both Stinnerbom and Baer were em-

145



Ethics in Indigenous Research - Past Experiences, Future Challenges

ployed (part time) by the project. The project funds were directed to VNRHC and
Stinnerbom was economically in charge of the project. Our collaboration was, in the
terminology of Adams and Faulkhead (2012), a lateral partnership with full inclu-
sion and transparency throughout the entire research process. In contrast to hier-
archical partnerships which have “potential to disenfranchise research participants
by excluding them from input into all stages of the research process” (Adams and
Faulkhead 2012, 1023) lateral relationships include “meetings, workshops, employ-
ing Indigenous community members in the project, newsletters and media to in-
form partners, training for partners, formal partner agreements, partner approval
of public documents and involving Indigenous people in data collection” (Adams
and Faulkhead 2012, 1025). That is, engaging in research activities side by side.

Effective and broad participation throughout the research process: The com-
position of our project team, alongside the positions of Stinnerbom and Baer in
the community, enabled a good exchange with community members. In this sense
Stinnerbom and Baer acted as the project’s knowledge, information and relations
brokers. The project aimed at fullest possible inclusion of all community members.
Therefore we targeted both specific groups (such as youth, elders, active and retired
herders) and the whole community for different events and activities. For example,
we discussed specific herding practices in the separate herding groups but deliber-
ated on the results in both smaller groups and in meetings where the whole com-
munity was invited. We used varied methods for collecting and discussing data and
results, including interviews, mapping, focus groups, community workshops, role-
plays, training workshops and information events. By using different techniques
and different forums we were able to secure a broad participation and allowed
for different voices and perspectives being raised (Kuokkanen 2007, Adams and
Faulkhead 2012). We estimate that almost every member of the community took
part in at least one activity and even though some definitely participated more than
others, we regarded the project both as inclusive and representative of community
views and perspectives. Whereas there are no universal figures on what equals good
representation, it has in other community-based and Indigenous research been
suggested that it is preferable if participation rates reach 70-80% (Tobias 2000).
Everyone who participated in our project was economically compensated for the
time devoted. Overall the research process was characterised by a constant (re)vali-
dation of findings and how to interpret them.

Transparency and co-production: Both for the sake of validity and transpar-
ency each meeting (whether focus groups or project meetings) began with sum-
ming up the previous meeting and how to interpret findings was subject for the
initial discussion. During meetings all members of the project team took notes and
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these were compared afterwards. Interestingly they ended up looking quite dif-
ferent and discussing about differences and similarities was in itself an important
part of the learning process. After each focus group meeting or workshop we also
devoted time for deliberating on how it went and how to move forward in the next
step. Even though time-consuming and meaning that we quite often worked until
the late hours we believe that this was an important part of building trust, getting
to know each other (see also Tobias 2000) and developing a common frame for
understanding.

Building relationships and good communication: Rudimentary as it may
sound, ‘fika’ (Swedish for coffee with snacks and/or food) was an essential compo-
nent in moving the project forward. Meetings began with coffee, was interrupted
by coffee breaks and most often ended with food. Getting to know each other before
getting to work was in other words an essential part of establishing good working
dynamics. Especially in the beginning face-to-face contact was a necessity (how-
ever, after some time the project team made good use of phone meetings and e-
mailing). The importance of good communication has also been confirmed by other
reviews of Indigenous partnerships (Adams and Faulkhead 2012). In other words,
relationship building was in our case an essential part of the research process.

Focusing on knowledge transfer rather than knowledge content: In order to
deal with some of the recognised difficulties with traditional knowledge we tried to
focus on mechanisms for knowledge transfer rather than the knowledge content
(see Berkes 2009, Lof and Carriere 2011). Partly because of this, and because the
main objective was to provide a gathered community perspective, individuals were
not named in the formal project documentation that was co-authored by the pro-
ject team (Lof et al. 2012). This decision was of course subject to deliberation, both
within the project team and with those who participated. Most interviews and focus
groups were recorded, but not all, since some felt unease about being recorded (in
relation to previous and historical experiences of misconduct). Recordings from
focus groups were transcribed and key themes were derived through text analysis
but since the point of the exercise was the actual exchange of ideas and initiating
processes of deliberation, individual opinions were of secondary importance. Quo-
tes were therefore used rather sparsely from these meetings.

Sensitivity to community needs and giving back: Meetings were planned with
sensitivity to herders’ ability to participate — both in terms of rotating locales (ide-
ally requiring minimum travel for the herders) and in timing (seasonally, avoiding
the most work intensive periods, and adjusting meeting hours to herders’ prefer-
ences which often meant the evenings and weekends) (see also Adams and Faulk-
head 2012). Meetings were often postponed on short notice, due to unexpected
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events such as weather shifts, which required a great deal of flexibility. Sensitiv-
ity to community needs also entailed paying attention to actual needs that were
voiced during the process and trying to accommodate them. For example, during
the course of research it became clear that the lack of influence over other land-
users was a major problem the community lacked strategies to deal with. In com-
bination with a workshop we therefore organised a role-play on forestry consulta-
tions with invited experts (both internal and external). It provided opportunity for
community members (such as the youth) who ordinarily did not participate, to en-
gage practically and experience consultations. They gained insights into what the
difficulties were and the whole community had a platform from which to discuss
problems, solutions and strategies. Another important aspect of giving back was
making sure that the end product was written and organised in such a way that it
would be useful for the community. It also entailed giving back information at a
very concrete level. For example, interviews with elders were returned both in writ-
ten and in digital form. They then could share (either in its entirety or as a “washed
copy” if they so wished) this material with family members and, if they permitted,
the information was also shared with and stored by the community board. We saw
several indications of our collaborative project sparking internal community pro-
cesses in terms of strategy development and increased knowledge sharing. One of
the youth, an aspiring herder, shared during another (non-related) workshop for
young reindeer herders that he noticed a change in how the active herders now
sought the perspectives and inputs from the younger to a greater extent (personal
communication 2014-01-30)

Reflecting on some lessons learnt and some challenges that remain...

Today we look back on our collaborative project with pride, both in terms of its
procedural and content qualities. We have worked hard together to disseminate
the results in various ways and forums; both more practically oriented and in sci-
entific arenas. We have also learnt that the report has been used on numerous oc-
casions and is regarded a useful tool among community members. This is, from our
perspective, viewed as a particular mark of success. Altogether we thus agree with
Jonsson (2011) that a guiding principle for research and documentation projects
should be to achieve usefulness for the communities involved. Another key lesson
is the importance of relationship building and how that cannot be viewed as sepa-
rate from, but is an integral part of, doing research in an Indigenous and Sami con-
text. Looking back in retrospect there are, of course, also some challenges that were
not met with the same level of success but which we still had to work through and
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some things that, had we done it again, we would likely have done them differently.
One such example is omitting to write a summary of the project in (South and/or
North) Sami. We know the important role that language plays and, in fact, the loss
of Sami language was identified as one of the barriers to knowledge transfer within
the community (Lof and Carriere 2011, Lof et al. 2012). We should therefore have
made greater efforts to contribute to its revival.

There are also challenges that may be perpetual and which relate back to re-
searcher reflexivity and the hierarchically structured relations that have and con-
tinue to exist between research institutions and Sami communities. That is, even
though VNRHC were partners in the research project from the very start this does
not make our project apolitical or void of hierarchical relations. Even though I,
as a non-Indigenous researcher, tried to prepare myself by reading literature and
discussing within our transdisciplinary project team, I was still taken by surprise
when, during the first focus group, a participant asked me what made this project
any different from the skull measurements carried out in the 1930’s and 1940’s by
researchers acting on behalf of a colonial government. Although extremely difficult
at the time, the discussion that followed was absolutely necessary for laying out the
grounds for the project to come. We needed, in other words, to acknowledge past
and present colonial practices in order to develop constructive relations of our own,
extending beyond the immediate project team to include the community at large.
All participants need to feel aboard and trust needs to be developed on an inter-
personal basis. In other words, this challenge cannot be solved a priori but needs
to be addressed over and over again, in each collaboration, despite that the under-
lying problems can of course not be solved at this level. Broad community support
has also been identified elsewhere as a critical factor which may determine if a pro-
ject becomes a success or a failure (for example Tobias 2000). Thus, in the spirit
of collaboration, we agree with Tyler et al. (2007, 207) in saying that “The validity
and legitimacy of reducing a complicated system [like reindeer herding] to some-
thing simple and, therefore, amenable to assessment [is] wholly dependent on the
participation at the outset of herders themselves. It is they, rather than outsiders,
who can best decide what factors, or what suites of factors, influence reindeer pas-
toralism: nobody, save herders themselves, can legitimately make the selection.”
(Tyler et al. 2007, 207)

Conclusion

We conclude this paper by asserting that full involvement throughout the research
process — from identifying the research problem, to determining definitions and
techniques, gathering data and analysing and disseminating results — was of out-
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most importance for making our collaboration successful. Our findings are not
novel within the field of Indigenous research. On the contrary, our findings and re-
flections are well supported in the literature. However, since this is relatively new
in Sami research in Sweden we still believe that our paper fills an important gap.
We moreover demonstrate that it is possible to do useful research, viewed from
a Sami reindeer herding perspective, and to adhere to an Indigenous methodol-
ogy in collaborations with non-Indigenous researchers (cf. Simpson 2000, Kuok-
kanen 2007). That is, what Tuhiwai Smith (2012) would call bi-cultural or mul-
tidisciplinary research. However, as noted, a great deal of sensitivity, reflexivity
and engagement is needed, not to mention time (Kuokkanen 2007, Adams and
Faulkhead 2012, Tuhiwai Smith 2012). Therefore, it is important to recognise that
“there is more to working in partnerships with Indigenous communities than just
meeting ethics guide” (Adams and Faulkhead, 1032). Despite all the difficulties,
if done right it does not have to be that difficult. It can moreover, as we have ex-
perienced, provide double legitimacy; legitimacy of community perspectives and
perceived challenges and legitimacy of research in terms of thoroughly validated
results and co-produced knowledge. To end this paper we have condensed some
thoughts into so called take-home messages. One set is directed at researchers,
from one researcher to another. The other set is directed at herding communities,
from one community member to another. We hope you find it useful.

Take home messages for researchers during different stages of
research

Before: Be prepared to be questioned by your home department — and by the In-
digenous community. Since it this still is not mainstream research it will itch and
you will likely feel that you do not fit in to any of the contexts in which you oper-
ate. However, stick in there. It will be worth it in the end. Do your homework and
come well prepared. Yet prepare also to be surprised and that you will need to deal
with difficult and uncomfortable discussions. Scan what other research is going on
or what have been done before — if possible collaborate with other projects as to re-
duce the total research load on a limited number of communities and individuals.
But most importantly, make sure that your research will meet Sami needs and has
support from either Sami actors, organisations or communities.

During: Flexibility and openness is key. One thing you can be sure of is that
things probably will not go as expected or planned. Do not take anyone’s acceptance
or participation for granted and budget for extra time and extra coffee breaks! Re-
member to give back and be sensitive to community needs. Do not be hard-headed
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but willing to compromise. What may not seem sensitive to you may be sensitive in
a different cultural context. Therefore continuous dialogue and deliberation is nec-
essary.

After: This is a long-term engagement that does not necessarily ends when the
project funds run out. Make sure to disseminate results where need be. Connecting
back to the community and determining how results will be used is of course self-
evident. Make sure that information is presented in such a way so that it is useful
for the community. In sum, it is a question of doing research side by side with Sami
actors and a broad and effective participation will be required.

Take home message for reindeer herding communities during different stages of
research

Before: Know that you have the right to influence. Make sure that research will be
conducted with you — not on you. Do not venture into projects that do not have a
good feel. If in doubt you should probably decline! Make clear from the start how
research results will be used and how you will be able to impact. From a community
perspective it will help asking questions such as why (how is the project likely to
benefit the community?), who (how can a broad participation be assured and who
should participate in various stages, who are important knowledge keepers?), when
(when is a good time from a herding perspective?), where (which locales should be
used and how is the study area defined?) and what (are there specific needs and
questions that should be addressed from a community point of view?). Make sure
that you own and can use the data that is produced. Value your time and compe-
tence and demand compensation for your involvement. Discuss plans for how to
deal with problems that may arise during the course of the project. Be proactive —
develop routines with the community for how to monitor ongoing research, inform
community members of their rights and decide how you as a community prefer to
engage in research contact — through which channels?

During: Exert influence — be a part of research practices. Make sure that you
have full access to information and that there is a continuous feedback to the com-
munity and community members. Demand meetings throughout, and especially if
something does not feel good. Be critical — question what is going on and why. If
you have suggestions for improvement share them immediately. Remember that
you are all co-researchers and should be acknowledged as such. If needed you have
the right to leave at research project at any time.

After: Make sure that you have access to data and results. Store and document
the knowledge gathered, especially stories from elders that urgently need to be doc-
umented for the future. Be part of dissemination activities, do public announce-
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ments and interviews together and be acknowledged as co-authors. Disseminate
relevant material to other herding communities and Sami actors.

References

Abate, R. S. and Kronk Warner, E A. Climate Change and Indigenous Peoples: The search
for legal remedies (Cheltenham 2013).

Adams, K. and Faulkhead, S. "This is Not a Guide to Indigenous Research Partnerships:
But it could help” in Information, Communication & Society 15 (2012):7.

Battilana, J., B. Leca and Boxenbaum, E. "How Actors Change Institutions: Towards a
Theory of Institutional Entrepreneurship” in The Academy of Management Annals 3
(2009):1.

Bengtsson, B. and Torp, E. "Svensk sameritt: Nagot om den senaste utvecklingen”, in R.
@yvind and T. Henriksen (ed.), Juss i Nord: Hav, fisk og Urfolk (Tromso 2012).

Berkes, F. Sacred ecology: Traditional Ecological Knowledge and Resource Management.
(Philadelphia, 1999).

Berkes, F. "Indigenous ways of knowing and the study of environmental change” in Jour-
nal of the Royal Society of New Zealand 39 (2009):4.

Bonny, E. and Berkes, F. "Communicating traditional environmental knowledge: ad-
dressing the diversity of knowledge, audiences and media types” in Polar Record 44
(2008):03.

Brannlund, I. and Axelsson, P. "Reindeer management during the colonization of Sami
lands: A long-term perspective of vulnerability and adaptation strategies” in Global
Environmental Change 21 (2011):3.

Furberg, M., B. Evengard and Nilsson, M. "Facing the limit of resilience: perceptions of
climate change among reindeer herding Sami in Sweden” in Global health action 4
(2011).

Girdebo, J., Ohman, M-B and Maruyama, H. Re: Mindings: Co-Constituting Indigenous,
Academic, Artistic Knowledges. (Uppsala 2014)

Helander-Renvall, E. "Animism, personhood and the nature of reality: Sami perspectives”
in Polar Record 46 (2010):01.

Huntington, H., S. Fox, Berkes, F. and Krupnik, I. "The Changing Arctic: Indigenous Per-
spectives”, in ACIA (ed.), Arctic Climate Impact Assessment: Scientific Report (Cam-
bridge, 2005)

152



Making Collaboration Work - Reflections From Both Sides

Josefsen, E. The Saami and the national parliaments: Channels for political influence.
(Geneva, United Nations, IPU and UNDP, 2010).

Keskitalo, E. C. H., "Konflikter mellan renniring och skogsbruk i Sverige [Conflict be-
tween reindeer husbandry and forestry in Sweden]”, in Sandstrém, C., Hovik, S. and
Falleth E.I. (eds.), Omstridd Natur. Trender och utmaningar i nordisk naturforvalt-
ning (Umed, 2008)

Kuokkanen, R. "The responsibility of the academy: A call for doing homework” in Journal
of Curriculum Theorizing 26 (2007):3.

Kuokkanen, R. ”The responsibility of the academy: A call for doing homework” in Journal
of Curriculum Theorizing 26 (2010):3.

Laponiatjuottjudus. Stadgar for foéreningen Laponiatjuottjudus [By-laws for the manage-
ment organisation Laponiatjuottjudus]. Laponiatjuottjudus 2011 (http://laponia.nu/
wp-content/uploads/2014/08/Stadgar-Laponiatjuottjudus.pdf)

Lawrence, R. Shifting Responsibilities and Shifting Terrains : State Responsibility, Cor-
porate Responsibility, and Indigenous Claims Department of Sociology. (Stockholm
University, 2009). Doctoral thesis.

Lawrence, R. and Morkenstam, U. "Sjidlvbestaimmande genom myndighetsutévning?
Sametingets dubbla roller [Self-determination through public administration? The
dual roles of the Sami parliament]” in Statsvetenskaplig tidskrift 114 (2012):2.

Ledman [Drugge], A-L. Att representera och att representeras. Samiska kvinnor i svensk
och samisk press 1966-2006. Department of Historical, Philosophical and Religious
Studies, (Umeé University, 2012a).

Ledman [Drugge], A-L. "Att utmana koloniala strukturer - etik i samiskrelaterad forskn-
ing” in Bdrjas, (2012b).

Lof, A. "Locking In and Locking Out: A Critical Analysis of the Governance of Swedish
Reindeer Husbandry” in Critical Policy Studies (in press).

Lof, A. and Carriere, N. Learning from our Elders: Aboriginal perspectives on climate
change and reindeer/caribou habitat in the circumboreal forest. (Ume& University,
2011). Available at http://urn.kb.se/resolve?urn=urn:nbn:se:umu:diva-60918

Lof, A. Exploring adaptability through learning layers and learning loops” in Environ-
mental Education Research 16 (2010):5.

Lof, A. ”Examining limits and barriers to climate change adaptation in an Indigenous rein-
deer herding community” in Climate and Development 5 (2013):4.

153



Lof, A. Challenging Adaptability: Analysing the Governnace of Reindeer Husbandry in
Sweden Political Science Department. (Umed University, 2014).

Lof, A., P. Sandstrom, Baer, K., Stinnerbom M., and Sandstrom, C. Renskotsel och klimat-
forandring: Risker, sarbarhet och anpassningsmdjligheter i Vilhelmina norra same-
by [Reindeer herding and climate change: Risks, vulnerability and adaptation options
in Vilhelmina North RHC]. Statsvetenskapliga institutionens skriftserie, Ume& Uni-
versity, Political Science Dept. Research Report 2012. 4: 46pp.

Mathiesen, S., B. Alfthan, Corell, R., Eira, R. B. M., Eira, I. M. G., Degteva, A., Johnsen, K.
1., Oskal, A., Roué, M., Sara, M. N., Skum, E. R., Turi, E. L., and Turi, J. M., "Strategies
to enhance the resilience of Sami reindeer husbandry to rapid changes in the Arctic”,
in Arctic Council (ed.), Arctic Resilience Interim Report 2013 (Stockholm, 2013)

Morkenstam, U. "Indigenous Peoples and the Right to Self-Determination: The Case of the
Swedish Sami People” in The Canadian Journal of Native Studies XXV (2005):2.

Nadasdy, P. “The Politics of Tek: Power and the "Integration” of Knowledge” in Arctic An-
thropology 36 (1999):1/2.

Nordin Jonsson, A. ”Ethical guidelines for the documentation of arbediehtu, Sami tradi-
tional knowledge: Working with Traditional Knowledge: Communities, Institutions,
Information Systems, Law and Ethics” in Diedut 2011 (2011):1.

Nordin, A. 2010. Personal communication.

Oskal, A., Turi, J. M., Mathiesen, S. D., and Burgess, P. Ealat. Reindeer Herders’ Voice:
Reindeer herding, traditional knowledge and adaptation to climate change and loss
of grazing land. (Alta, 2009)

Reimerson, E. "Between nature and culture: exploring space for Indigenous agency in the
Convention on Biological Diversity” in Environmental Politics (2012).

Sami Parliament. Sametingets livsmiljoprogram. Eallinbiras. (Kiruna, 2009)

Simpson, L. "Aboriginal peoples and knowledge: Decolonizing our processes” in The Cana-
dian Journal of Native Studies 21 (2000):2.

Simpson, L. "Anticolonial strategies for the recovery and maintenance of Indigenous
knowledge” in American Indian Quarterly 28 (2004):3.

Svalastog, A-L. and Eriksson, S. ”You can use my name; you don’t have to steal my sto-
ry—a critique of anonymity in Indigenous studies” in Developing world bioethics 10
(2010):2.

Tobias, T. Chief Kerry’s moose. A guidebook to land use and occupancy mapping, re-
search design. (Vancouver BC 2000).



Tuhiwai Smith, L. Decolonizing Methodologies. Research and Indigenous Peoples. (Zed,
2012).

Turi, J. M. "Native reindeer herders’ priorities for research” in Polar Research 19 (2000):1.

Tyler, N. J. C., Turi, J. M., Sundset, M. A., Strem Bull, K., Sara, M. N., Reinert, E., Oskal,
N., Nellemann, C., McCarthy, J. J., Mathiesen, S. D., Martello, M. L., Magga, O. H.,
Hovelsrud, G. K., Hanssen-Bauer, I., Eira, N. I., Eira I. M. G. and Corell, R. W., ”Saami
reindeer pastoralism under climate change: Applying a generalized framework for
vulnerability studies to a sub-arctic social-ecological system” in Global Environmen-
tal Change 17 (2007):2.

Vetenskapsradet 2014 ”"Codex - Rules and guidelines for research.” (http://codex.vr.se/)
February 18, 2014.

Widmark, C. and Sandstrom, C. “Transaction Costs of Institutional Change in Multiple-
Use Commons: The Case of Consultations Between Forestry and Reindeer Husbandry
in Northern Sweden” in Journal of Environmental Policy & Planning (2012).

Ossbo, A. Nya vatten, dunkla speglingar. Industriell kolonialism genom svensk vatten-
kraftutbyggnad i renskotselomrddet 1910-1968. Department Department of histori-
cal, philosophical and religious studies, (Umea University 2014). Doctoral thesis.

Ossbo, A. and Lantto, P. "Colonial Tutelage and Industrial Colonialism: reindeer husband-
ry and early 20th-century hydroelectric development in Sweden” in Scandinavian
Journal of History 36 (2011):3.

155






The Development of Guidelines for Indigenous
Research Ethics in Aotearoa/New Zealand
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Abstract

The development of Indigenous frameworks for research ethics has been a key
component of progressing Indigenous aspirations for research around the world.
They have provided a focal point for challenging approaches to research that pri-
oritise non-Indigenous methods and values, and allow non-Indigenous researchers
to claim expert status over Indigenous peoples, places and knowledges. The theme
of self-determination underpins contemporary approaches to Indigenous develop-
ment and the repositioning of state-Indigenous nation relationships. This paper
describes the background, development, and implementation by Maori communi-
ties and researchers of an Indigenous ethical framework in Aotearoa/New Zealand.

Introduction

The development of Indigenous frameworks for research ethics has been a key
component of progressing Indigenous aspirations for research around the world.
They have provided a focal point for challenging approaches to research that priori-
tise non-Indigenous methods and values, and allow non-Indigenous researchers to
claim expert status over Indigenous peoples, places and knowledges. There are ten-
sions with ’outsiders’ doing research ‘on’ Indigenous peoples, and also sometimes
tensions within our own Indigenous communities around research methods and
values, and what is considered ethical and not ethical. These tensions are particu-
larly apparent when research involves new technologies.

The theme of self-determination underpins contemporary approaches to Indig-
enous development and the repositioning of state-Indigenous nation relationships.
This paper describes the background, development, and implementation by Maori
communities and researchers of an Indigenous ethical framework in Aotearoa/
New Zealand.
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Background

Colonisation of Indigenous communities has been an outcome of the globalisa-
tion of Western ideas, values and lifestyles. Through this process the identities of
many Indigenous communities have been redefined as they are incorporated into
a global network of complex societies comprised of different communities and dif-
ferent cultures (Smith, Burke et al. 2000). The processes of colonisation have had a
marked effect on the ability of Indigenous peoples to control their existence within
the world. As Smith (1997) writes,

The whole process of colonisation can be viewed as a stripping away of
mana (our standing in our own eyes) and an undermining of rangatira-
tanga (our ability and right to determine our destinies). Research is an
important part of the colonisation process because it is concerned with de-
fining legitimate knowledge. (Smith 1997, 185)

The resurgence in discourse around Indigenous knowledges, Indigenous identities
and Indigenous rights, culminating in the Declaration on the Rights of Indigenous
Peoples (UN General Assembly, 2007), represents a reclaiming of status, an exami-
nation of the importance of relationships to a particular area and the special bond
between the people and the land (Ratima 2001). In Aotearoa/New Zealand, this is
affirmed by the Maori term ‘tangata whenua’ or ‘people of the land’ which is also
used to describe indigeniety. Tangata whenua rights have been recognised as In-
digenous rights and differ from those bestowed on a minority or those with a mar-
ginalised status (ie. socioeconomic deprivation) (Reid et al 2000). In the research
context, Robson and Reid (2001) have summarised tangata whenua rights as;

« the right of self-determination,

« the right to equity of values,

« the right to collective well-being,

« the right to equal quality of information, and

« the right to policy based on evidence that is valid for Maori.

The articulation of rights and interests as they relate to research are part of re-
claiming control of the research process and definitions of knowledge. Reposition-
ing Maori from being ‘subjects’ of research to active researchers and creators of
knowledge challenges the appropriateness of non-Indigenous research approaches
and their ability to contribute to Maori development. The development of Maori
(and Indigenous) research methodologies provides the foundation for researching
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in a more respectful manner. For example, Kaupapa Maori research is a uniquely
Maori methodology that is grounded in Maori values and ethics, privileges Maori
knowledge and ways of knowing, and reinforces cultural protocols to inform ethi-
cally robust research relationships. Common characteristics of Maori research are
based on respect for Maori preferences, Maori control of research processes and
the need for benefits to be realised in the Maori community. Principles to guide
researchers when working with Maori align to qualities valued by the Maori com-
munity. These characteristics, principles and qualities begin to describe ethical be-
haviours required of researchers within Aotearoa/New Zealand.

Ethics is about values, and ethical behaviour reflects values held by peo-
ple at large. For Maort, ethics is about ‘tikanga’ — for tikanga reflects our
values, our beliefs and the way we view the world. (Te Puni Kokiri, 1994)

Some of the key documents and events informing the body of Maori research eth-
ics and which contributed to the subsequent development of ‘Te Ara Tika Guide-
lines for Maori Research Ethics: A framework for researchers and ethics committee
members (2010)’ were;

« First International Conference on the Cultural and Intellectual Property Rights
of Indigenous Peoples in Whakatane New Zealand which passed the Mataatua
Declaration on Cultural and Intellectual Property Rights of Indigenous Peoples
(1993)

» Maori Working Group on Health Sector Ethics established by the Ministry of
Health in 1993 to assist the Interim Taskforce on Health and Disability Service
Ethics and Interim National Ethics to find ways of reflecting tikanga (Maori val-
ues and ethics) in the process of ethical review

« Te Puni Kokiri, the Ministry of Maori Development, publishes a report on Health
sector ethics: Nga tikanga pono wahanga hauora: Mechanisms for Maori into
ethical review in 1994

« Health Research Council of New Zealand (HRC) holds inaugural Maori Health
Researchers Gathering (Hui Whakapiripiri) which passes the Hongoeka Declara-
tion for Maori Health Researchers (1996). Gatherings continue on a regular basis

« Conference Proceedings of Te Oru Rangahau Maori Research Conference held in
1998 include a number of papers on Maori research ethics

» HRC produces Guidelines for Researchers on Health Research Involving Maori
to help develop 1) research partnerships between health researchers and Maori
communities or groups on issues important to Maori health, and 2) research
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practices which ensure that biomedical, clinical and public health research effec-
tively contributes to Maori health development

« Putaiora established as an informal network of Maori members of ethics commit-
tees in 1999. Meetings continue on an ad hoc basis

» Ministry of Maori Development publishes Evaluation for Maori: Guidelines for
Government agencies (Te Puni Kokiri, 1999) to outline how quality information
can be collected from and about Maori

» Dr Linda Tuhiwai Smith publishes Decolonising Methodologies: Research and
Indigenous Peoples (Smith, 1999) which becomes a seminal text in the area of
Indigenous research

» Supporting an initiative from Maori members of ethics committees, the HRC
ask Tariana Turia, Associate Minister of Health with responsibilities for Maori
health, for resources to enable work to take place on the development of a frame-
work for Maori ethical review of health research (2001)

» Ministry of Health publishes Operational Standard for Ethics Committees which
includes guidance on research involving Maori (appendix 8) (MoH, 2002; up-
dated 2006)

« Minister of Health requests the National Ethics Advisory Committee (NEAC) to
take responsibility for developing a Maori framework for ethical review of health
and disability research (2002)

« NEAC completes key informant interviews about ethical issues arising for Maori
when carrying out Maori health and disability research and how NEAC could be
responsive to those issues (Cram, 2003)

« NEAC contract a scoping report on Maori Framework for Ethics Review of Health
and Disability Research (Robson, 2004)

» Nga Pae o te Maramatanga (NPM), Maori Centre of Research Excellence, hosts
a Traditional Knowledge and Research Ethics Conference. Conference proceed-
ings include a number of papers on Maori and Indigenous research ethics (Nga
Pae o te Maramatanga, 2004)

» Thesis completed on He Matatika Maori: Maori and Ethical Review of Health
Research (Hudson, 2004)

» NEAC, the HRC and NPM establish a collaborative relationship to facilitate de-
velopment of a Maori Framework for health and disability research ethics (2005)

« NEAC conduct a stock take and analysis of national and international frame-
works, policies, guidelines, standards and other public statements for research
involving Indigenous peoples, with a particular focus on health and disability re-
search (Kennedy & Wehipeihana, 2006)
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« NEAC drafts an Overview of Maori Research Ethics paper for discussion with
Maori researchers and ethics committee members (2007)

« HRC updates its 1998 Guidelines for Researchers on Health Research Involving
Maori (Health Research Council, 2008)

» Putaiora nominates members to a writing group to assist the NEAC/HRC/NPM
collaboration to develop a Maori ethical framework (2008)

« Te Ara Tika Guidelines on Maori Research Ethics: A framework for researchers
and ethics committee members (2010) is published by the HRC and appendixed
to the HRC Guidelines for Researchers on Health Research Involving Maori

A significant amount of time has been required to encourage the key stakehold-
ers in government, including the ethics and health research sectors, to commit re-
sources towards the development of a framework for Maori ethical review of health
research as well as to determine the level of ‘cultural mandate’ within relevant agen-
cies to undertake the task. While the agencies were generally comfortable with con-
ducting interviews and developing scoping reports and discussion documents, the
responsibility to develop a framework which all the stakeholders indicated should
be grounded in tikanga Maori was seen to be outside their sphere of expertise. The
development of the framework only began in earnest once the Maori members of
ethics committees themselves (Putaiora) established a writing group to workshop
the guidelines. The importance of Indigenous leadership and scholarship in the
writing of the guidelines should not be underestimated.

Te Ara Tika Guidelines on Maori Research Ethics

As authors of these guidelines the task has been to weave together the various
strands of work that connected tikanga Maori (traditional values and ethics), Maori
research ethics, and the health research context in a way that could be understood
and applied in a practical manner within the deliberations of ethics committees.
The purpose of the guidelines was defined as: (1) to explain key ethical concepts for
Maori; (2) to support decision-making around Maori ethical issues; (3) to identify
ways to address Maori ethical concerns; and (4) to clarify the roles of Maori ethics
committee members.

Conceptualising a framework that deals with issues arising from the interface
of different values, ethics and knowledges is a challenging exercise particularly as
research has become a politically contested space for Indigenous peoples. Our writ-
ing process began by affirming key principles that needed to be reflected in the
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framework. First, engagement with research(ers) should be an empowering exer-
cise for Indigenous communities and that it should lead to improved outcomes or
relationships. Second, the framework must affirm traditional values and ethics (ti-
kanga Maori) in the context of research and the Treaty of Waitangi, which acts as
the primary foundation for State-Indigenous Nation relationships in New Zealand.
Third, that relevant concepts arising from Indigenous ethics and Western eth-
ics be included. Fourth, that we recognise the different expectations arising from
different types of research and create a progressive framework that links directly
to regulatory documents (e.g. The Operational Standard for Ethics Committees).
These principles guided the direction of the development process. While there was
a preference for developing a uniquely Maori ethical framework reflecting Indig-
enous values this had to be tempered with the need to ensure practical utility of the
framework for both Maori and non-Maori members of the ethics committees, and
for Maori and non-Maori researchers. We were fortunate to be able to draw on a
number of existing models of Maori health (Te Whare Tapa Wha, Te Wheke, Nga
Pou Mana, Te Pae Mahutonga), Maori research (Kaupapa Maori principles, Smith,
Bishop & Glynn) Maori ethics (Durie, Smith & Cram, Henare), and tikanga (Mead)
to provide a strong philosophy foundation for the framework.

Structure of the Framework

We considered the dynamics of the engagement space between researchers and the
community and oriented the framework around four key questions that we thought
a Maori community would ask of researchers.

» He aha te whakapapa o tenei kaupapa? / How did this project come about?
« Kei a wai te mana mo tenei kaupapa? / Who is in charge of the project?

» Me pehea e tika ai ténei kaupapa? / Will it produce the intended outcomes?
« Ma wai e manaaki teénei kaupapa? Who looks out for the peoples interests?
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Figure 1: Maori ethical framework

The concepts of whakapapa, mana, tika and manaaki ground the framework in tra-
ditional Maori values. In giving Maori concepts a central place within a framework
for research ethics it was important that we also defined the context for our inter-
pretation of these concepts, particularly as our interpretation in no way represents
the fullness of meaning associated with their traditional use. Whakapapa, in a tra-
ditional context refers to relationships between people, places, objects, and phe-
nomena (Roberts et al, 2004), but in this context is used to explain both the genesis
and purpose of any particular research and provides a mechanism for describing
and understanding how relationships are formed and how they progress. Processes
of consultation, engagement and kaitiaki (guardianship) are encompassed with-
in this segment. Mana in a Maori context refers to power and authority (Mead,
2003) and this is related in the framework to concepts of equity and justice. Mana
tangata (individual decision-making), mana whenua (collective decision-making)
and mana whakahaere (governance) are the key components of this segment. Tika,
meaning right or correct (Barlow, 1991), is the foundation for tikanga (values, eth-
ics, protocols) and in the context of the framework relates to the validity of the re-
search proposal in terms of whether its design and methods are likely to produce

the intended outcome. Manaaki encompasses a range of meanings relating to car-
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ing for others (Mead, 2003) and in this context is associated with notions of cul-
tural and social responsibility and respect for persons (Hudson et al 2010). Cultural
sensitivity, cultural safety and mahaki (cultural practice) are represented within
this segment.

We have differentiated research that involves Maori as part of a general pop-
ulation sample (mainstream), research that focuses specifically on Maori using
Western methodologies (Maori-centred) and research focusing on Maori that uses
Maori methodologies (Kaupapa Maori).

The framework has layers based on a progressive expectations of ethical behav-
iour recognising a minimum standard, good practice and best practice approach to
research with Maori as it relates to the type of research being conducted. The axis
provides space for cross-cutting concepts that relate to;

a) Principles of the Treaty of Waitangi (Partnership, Participation, Protection)

b) Actions implied by the Treaty of Waitangi (Rights, Roles and Responsibilities)
¢) Risk, benefits and outcomes of research

d) Maori values of whakapono (faith), tumanako (aspirations), aroha (awareness)

Each layer encircles the framework and the values and ethics represented within
them to articulate the expected level of ethical behaviour. The framework is pro-
gressive so that each successive layer is expected to address the issues in the level
below. For mainstream research projects it is important to acknowledge the rights
of individuals to consider participation and that in most cases the primary con-
cern will be the level of risk that they are exposed to. Consultation processes cre-
ate awareness of the expected levels of cultural sensitivity that will be provided to
protect the interests of the participants. For Maori centred research projects it is
important to consider the roles that Maori collectives (tribes, trusts) have in de-
cision-making as it relates to the benefits of the project. Engagement with Maori
collectives also allows the researchers to understand how the project can support
Maori aspirations and ensure that cultural safety protocols are in place to support
Maori participation in the project. For Kaupapa Maori projects governance respon-
sibilities are shared between the researchers and Maori collectives to improve the
outcome benefits. Maori collectives take an active guardianship role and ensure
that the partnership approach embeds cultural respect within all the research pro-
cesses.

A range of ethical issues for Maori, summarised from regulatory documents
(The Operational Standard for Ethics Committees) and published articles/guide-
lines (Cram, 2001; Powick, 2002; Hudson, 2004; Robson, 2004; Sporle & Koea,
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2004; Kennedy and Wehipeihana, 2006) were then located within the framework.
Existing ethical principles enshrined within the Operational Standard (Respect for
persons; Informed consent; Privacy and confidentiality; Validity of the research
proposal; Minimisation of harm; Justice; Cultural and Social responsibility; Com-
pensation for research participants) were also positioned within the framework.
The writing group was conscious of not developing a separate ethical framework
but one that incorporated both non-Indigenous and Maori ethical principles and
clarified the connection between them. The principles of Justice, Research Design,
Cultural and Social responsibility were aligned directly to core Maori values (Mana,
Tika and Manaakitanga) while the other principles were incorporated within the
framework.

Implementation of the framework

The process of testing and validating the framework with stakeholders involved a
series of consultation exercises. This included the Maori Research Ethics collabora-
tion working members (NEAC/HRC/NPM), the Maori members of ethics commit-
tees (Putaiora), Chairs of Health and Disability Ethics Committees, presentations
to Maori research community and Public Health community, as well as the Bioeth-
ics community. Once feedback had been incorporated the ‘Te Ara Tika Guidelines
on Maori Research Ethics’ document was presented to the Maori Health Commit-
tee of the HRC for inclusion as an appendix to the Guidelines for Researchers on
Health Research involving Maori (HRC). This was a strategic decision to ensure
that the framework would be utilised by researchers and ethics committee mem-
bers and incorporated into existing ethical review processes. The Guidelines for
Researchers on Health Research involving Maori (HRC) are required reading for
HRC funding proposals and ethics applications through the Health and Disability
Ethics Committees. Copies of the documents were provided to members of institu-
tional and Health and Disability ethics committees, and the document and an ac-
companying presentation is available on the HRC website (http://www.hrc.govt.
nz/news-and-publications/publications/Maori). The framework has been present-
ed in a range of national and international forum and is now gaining attention
from outside the health research. The framework has been adopted by researchers
to inform their research activities (Came, 2013) and has provided the foundation
for further research on subjects related to Maori and Indigenous ethics (Health
Research Council funded Te Mata Ira: Cultural Guidelines for Biobanking and
Genomic Research; Marsden funded Ethics review project: Tensions around eth-
ics review and Maori Consultation).
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Discussion - Developing Indigenous Ethical Frameworks

The development of an Indigenous ethical framework is a step towards recognising
Indigenous sovereignty. The inability to recognise cultural difference and its influ-
ence on the formation of knowledge is at the centre of Indigenous peoples concerns
with universalism in research and ethics.

In a research context, to ignore the reality of inter-cultural difference is
to live with outdated notions of scientific investigation. It is also likely to
hamper the conduct of research, and limit the capacity of research to im-
prove human development. (NHMRC, 2003) Pg 3

A key struggle for Indigenous peoples is gaining recognition for Indigenous knowl-
edges, proving the authenticity and control over their forms of knowledge, and
right to govern participation in research (Smith 1999). The development of Indig-
enous ethical frameworks has been one component of the empowerment approach
for Indigenous communities and has occurred in other Indigenous jurisdictions
such as the Aboriginal and Torres Strait Islanders in Australia (i.e. The Australian
Institute of Aboriginal and Torres Strait Islander Studies 2000; Values and Eth-
ics: Guidelines for Ethical Conduct in Aboriginal and Torres Strait Islander Health
Research (National Health and Medical Research Council 2003); First Nations in
Canada (i.e. Mi’kmaq Ethics Watch, Grand Council 2000; Canadian Institutes of
Health Research, Natural Sciences and Engineering Research Council of Canada,
and Social Sciences and Humanities Research Council of Canada, Tri-Council Pol-
icy Statement: Ethical Conduct for Research Involving Humans, December 2010);
American Indians Tribes in the USA (Navajo Nation Human Research Review
Board Procedural Guidelines for Principal Investigators); and, Maori in New Zea-
land (Koru of Maori Ethics, Manuka Henare; Rangahau Painga, Mason Durie; Te
Noho Kotahitanga, Hugh Kawharu). Indigenous ethical frameworks shift the fo-
cus from rule based consultation towards value based engagement (Anderson et al,
2003; Ruttan, 2004; Castellano, 2004).

The emphasis of the Guidelines is on value-based engagement rather than
rule-based consultation to promote consistency with Indigenous commu-
nities and their values (Anderson et al. 2003).

Values influence expectations of the process of ethical review and the way in which

‘ethical issues’ are identified and ‘ethical principles’ are applied. A non-Indige-
nous cultural bias present in research and ethics is found in the assumptions that
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knowledge in itself is a good thing; research is a means to get knowledge; individual
rights are paramount; and, to be valid, research must follow the rules of research
(Brew 2001). These values are commonly inconsistent with the views of Indigenous
cultures and communities which therefore challenges the ethical soundness of re-
search that marginalises their values and beliefs. It is in the application of a given
principle or the preference for one principle over another that the underlying value
base is revealed. Cultural values for example have been shown to have a marked in-
fluence on the decision to give primacy to beneficence over autonomy (Tsai, 1999;
Oguz, 2003). This bias towards autonomy-based interpretations that encourage
individually mediated principles rather than beneficence oriented interpretations,
which promote community-oriented principles, also influences what constitutes an
ethical issue for an Indigenous community (Hudson, 2004). A distinction can be
drawn between the internal ethicality of a project (ethics in relation to participants)
and external ethicality of the project (ethics in relation to the community) as part of
the Indigenous ethical review (Hudson, 2009). Both aspects of a project should be
part of the research consultation process with Indigenous communities.

So whilst a guideline might focus the thinking of researchers on critical
issues such as the potential benefit of the research, in itself, the guideline
does not resolve potential conflict. It identifies an issue that must be negoti-
ated. (Anderson, Griew et al. 2003) pg 25

The utility of any Indigenous ethical framework will be determined to some ex-
tent by the ability of both Indigenous communities and research communities to
understand the concepts that they use and apply them to the range of research
methodologies. Creating opportunities for non-Indigenous understanding, and for
Indigenous participation in ethical debates will contribute to the development and
understanding of Indigenous “ethical” issues, concepts, values and their applica-
tion to contemporary ethical challenges including those involving the collection
and use of tissue for future research and/or genetic technologies (Schnarch, 2004;
Tupara, 2012; Harding et al 2012; Hiratsuka et al, 2012; Tallbear, 2013; Taualii et
al 2013).

Ethics as a concept and as a science of a body of knowledge is constantly
being tested and changed. Similarly, ethical values are changing and we
live in a dynamic world in which our past guides the present and the future
(Te Puni Kokiri 1994). Pg 13
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As Maori communities construct new ethical boundaries to address emerging is-
sues they look internally and externally to assist their deliberations. The broader
Indigenous community are a rich source of knowledge and experience to inform
the construction of local guidelines. Comparative analyses identify the relative
strengths of the various Indigenous approaches to ethical review (Powick, 2002;
Ermine et al, 2004; Stewart, 2008; Taniguchi et al 2012). A key feature of all In-
digenous ethical frameworks is the robustness of the cultural mandate. Indigenous
leadership is an important aspect even if national agencies provide resources and
support to the process. Maintaining the integrity of cultural values and beliefs even
as they are integrated and aligned with western ethical concepts is a significant re-
sponsibility and one that requires the involvement of people who can traverse the
interface between traditional values and research ethics.

It is important that, as Maori researchers, we claim these ways of doing
research as based in Maori philosophy. Otherwise there is a risk that such
practices will be misappropriated by non-Maori researchers and reframed
in ways that remove or invalidate the cultural context from which they de-
rive their meaning and effectiveness. (Jones, Crengle & McCreanor, 2006)

The recognition and application of Indigenous rights are also subject to changing
political contexts. The recent restructuring the Health and Disability Ethics Com-
mittees in New Zealand follows similar modifications made to the system of ethical
review in the UK (Report of the Health Committee, 2011; New Zealand Ministry
of Health, 2012a; Department of Health, 2011; Rawlins 2011). The report made a
number of recommendations including changes to Maori consultation where they
proposed that the National Ethics Advisory Committee or the Ministry of Health
be instructed to:

...make clear guidelines for ethics and Maori consultation within nine
months of this report being presented. The guidelines should be clearly
aimed at maximizing protection, expertise, and efficiency, and should clar-
ify the purpose of Mdaori consultation.

Clarifying guidelines is a valuable exercise and addresses a concern expressed by
Tolich in 2002 that the absence of guidelines on Indigenous consultation effec-
tively paralyses research activities. However, Gillett & Douglass (2012) suggest the
reforms “seem driven by an obsession with removing obstacles to biomedical re-
search (especially that with commercial benefits)” and weaken existing safeguards.
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New Standard Operating Procedures (New Zealand Ministry of Health, 2012b p.7)
reduce the number of committees from seven to four, reduce the number of com-
mittee members from twelve to eight, introduce a 35-day turnaround for approval,
require researchers to organise their own peer review, and allow Maori Consulta-
tion to run concurrently with the ethics review process. Each of these changes re-
duce the level of meaningful Maori participation in processes of ethical review and
undermine the potential impact of Te Ara Tika on improving the ethical behaviour
of researchers working with Indigenous communities. Fortunately, many institu-
tions (Universities, District Health Boards) have adopted Te Ara Tika and are de-
veloping their own review processes to fill the gap created by changes to the Na-
tional system and ensure Maori ethical issues are addressed appropriately (Capital
& Coast District Health Board, 2013).

Conclusion

While Maori have a history of continual use of their own ethical principles in their
own society, its application within the wider mainstream society, and the area of re-
search in particular, has only emerged in recent years. In this sense, issues of ethi-
cality for Maori have always been closely linked with Maori development and the
integration of Maori values into mainstream structures. Respectful and appropri-
ate engagement with Maori is expected of the research community, which includes
growing the research capacity of Maori in order to undertake research that is rel-
evant and seeks to improve the health and wellbeing of Maori and the environment
we all live in. The challenge for non-Maori and Maori researchers in New Zealand
is to affirm Maori rights to participate in a manner that enhances Maori protocols
(tikanga) and Indigenous Maori knowledge (matauranga) and leads to improved
outcomes for Maori. This challenge is shared by other Indigenous communities
and is facilitated by maintaining control of the nature and level of involvement at
the cross-cultural interface. In the context of a fast changing world increasingly im-
pacted by globalisation, integrating new perspectives within an Indigenous world-
view, while retaining our cultural integrity is the reality of modern life. A robust
system of ethical review should not only accommodate but also reinforce the cul-
tural values and ethics of Indigenous communities as the decisions we make today

impact on our families and generations to come.
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Developing an adequate questionnaire
addressing psychosocial distress in a reindeer
herding population: Some lessons learned

Snefrid Mollersen, Vigdis Stordahl,
Grete Torres & Inger Marit Eira-Ahrén

Abstract

Sami Reindeer Herders’ Association of Norway (NRL) has for several years ex-
pressed their concern about how the various national policies and regulations to-
gether with the increasing encroachment on reindeer pasture, influence the well-
being of the reindeer herder population. The organization therefore asked the Sami
National Centre for Mental Health and Substance Use (SANKS) to carry out re-
search that addresses the psychosocial distress in the reindeer herder population
in Norway. This article describes what challenges we met in developing a ques-
tionnaire that integrated the Sami reindeer herding knowledge and experiences as
well as the standardized scientific theories and methods used in designing ques-
tionnaires. The challenges were both methodological and raised ethical issues to
be considered. Questions to be considered are for instance: How to identify and
choose variables that take care of the norms and values of reindeer herding life?
How to define relevant categories? How to ensure that contextual logic is pre-
served? Which possibilities for answering will take care of the important informa-
tion, from the reindeer herding point of view?

How these questions are solved may be of vital importance to whether the re-
search results mirror the reindeer herding life in a way that is recognizable and
useful to the reindeer herders, or whether the results produce another insufficient
picture that may be humiliating and just confirm prejudices.

Introduction
Each culture has its own stress barometer, level of tolerance regarding range of
events, and their capacity of management is ruled by culturally shaped practices,
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norms, values and social support systems. Culturally acceptable coping strategies
may disappear when minority groups are exposed to cultural oppression (Smith
1985, Thoits 2010). Sami reindeer herders report living at the limits of resilience
due to extensive governmental regulations, conflicts of interest with the surround-
ing society, internal cooperative difficulties and lack of acceptance or understand-
ing of those burdens from the authorities and the society ( Eira-Ahrén 2010, Sara
2010, Furberg, Evengard and Nilsson 2011). A literature search in PubMed and
PsycInfo in 2011 for publications about the health, stress and psychosocial factors
in Sami reindeer herding populations showed that there has not been any docu-
mentation regarding the burdens or health risks associated to type and/or amount
of strain. Exploring the issue of burdens and strain, presupposed access to informa-
tion from the reindeer herding world, both burden specific information, contextual
information and information about how burdens are associated to values, norms
and practical and social life, as well as the relationship to the surrounding society
was considered.

Throughout history, Indigenous people have been oppressed and used as pas-
sive objects of Western research. Researchers have used Indigenous peoples as
sources of information, giving little or nothing back to their communities (Smith
1999, Martin 2003, Bull 2010). Research findings have to a large extent confirmed
stereotypes and prejudices, social exclusion, loss of influence and control over own
life and recourses. In many Indigenous communities research has been associated
with imperialism and colonialism. Our challenge in developing an adequate ques-
tionnaire addressing psychosocial distress in the reindeer herding population in
Norway was about the ability to integrate the Indigenous body of knowledge into
the research process. If we were to succeed, we had to establish genuine research
collaboration within a framework of mutual trust and cooperation.

The legal and regulatory requirements for doing health research in Norway fol-
low the Helsinki Declaration (WMA 2013). The Norwegian National Committees
for Research Ethics have developed both general ethical guidelines as well as sub-
ject-specific ones. However, none of them address the specific challenges one can
meet in doing research in the SAmi society. In an article published in their ethical
library, Ingierd and Fossum (2011) emphasize that researchers working with peo-
ple from small ethnic minorities, have a particular responsibility to consider the
history of the group, avoid wording that may lead to disparaging judgments, and
be aware of the possible use and misuse of research results. The reason for this is
that individuals from smaller ethnic groups often do not have the ability to defend
their own rights and interests the way other population groups do. While the pre-
sent research ethics in Norway is limited to the protection of the individual, other
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countries, as Australia and Canada, practice the inclusion of collective interests in
considering the ethics of knowledge production (NHMRC 2003, CIHR 2007). We
therefore decided to add ethic guidelines for health research involving Indigenous
people from abroad.

This paper will describe and discuss experiences with our use of the ethical
guidelines in developing a questionnaire about stress factors, well-being and men-
tal health in the Sami reindeer herding population in Norway. We will describe
the steps for building the cooperative research-partnership between the reindeer
herders and the academics, the process of sharing" knowledge and our retrospec-
tive reflections about the ethical challenges during the research. We will also bring
forward some lessons learned from using ethic guidelines for research in the Sami
reindeer herder population.

The study
The Sami National Reindeer Herders Association of Norway (NRL) have for several
years expressed their concern about how various national policies and regulations,
along with the increasing encroachment on reindeer pastures, affect their way of
life. The reindeer herders perceive the level of strain as a persistent threat to their
well-being and mental health and to the future existence of the nomadic reindeer
herding life. Even though their concerns about the prosperity of reindeer herding
in Norway have been brought forward in their annual negotiations with the Minis-
try of Agriculture, the NRL has realized that the authorities do not understand the
extent of the problems concerning the management of reindeer herding in today’s
modern society (Eira-Ahrén 2010, Sara 2010). As a result, the Reindeer Herders
Association inquired whether the Sdmi Norwegian National Advisory Unit on Men-
tal Health and Substance Use (SANKS) could undertake research that would ad-
dress the psychosocial distress in the reindeer herder population in Norway. Their
preference was for a cross-sectional study that would invite every adult reindeer
herder in Norway to complete a questionnaire.

At the outset, the SANKS researchers had doubts about their ability to design
a research project that would incorporate the reindeer herders’ conceptualization
of psychosocial distress. They were conscious of how previous experiences with
research had taught reindeer herders to keep researchers at a distance. Addition-
ally, the research issue involved phenomena that were seldom openly talked about
and disclosure of such information to outsiders could potentially evoke humiliat-
ing feelings amongst the reindeer herders. The risk of acting without appropriate
respect for the cultural integrity of the community and the participating reindeer
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herders was a significant concern. On the other hand, the aim of SANKS, as a na-
tional Sdmi Centre, is to contribute to the development of knowledge about the
mental health of the SAmi people and the request from the NRL was in line with the
institution’s aims. We therefore decided to proceed, even though we knew we might
experience unexpected difficulties.

Partnership-research approach

During the preliminary meetings between the head of the NRL and SANKS re-
searchers, all of the above mentioned considerations were discussed. It became ob-
vious that the researchers’ lack of knowledge about the life, context and patterns of
cognition intrinsic to reindeer herding would require ongoing input of information.
The participation of reindeer herders in the development of the study was a basic
premise of the research and we therefore needed tools for building this cooperative
research process in an ethically justifiable way.

Previous health research on Sami populations has not presented any tools for
inclusion of the Indigenous community in the research process and there are no
ethical guidelines for health research involving the Indigenous Sdmi populations.
We therefore used the “CIHR Guidelines for Health Research Involving Aboriginal
Peoples” (Canadian Institutes of Health Research, 2007).5° Canada is a country
that resembles Norway in several ways, though there are differences. The Indig-
enous settlements and communities are demographically different; the Indigenous
groups differ by culture and organization and government policy and legislation
that governs research does not overlap in all respects.

The CIHR guidelines were founded on the principles of Indigenous ownership,
control, access and possession of cultural knowledge. They aim to assist “in devel-
oping research partnerships that will facilitate and encourage mutually beneficial
and culturally competent research” and recommend a participatory- research ap-
proach (CIHR Article 3). Health research in Arctic North America, Australia and
New Zealand have during the past 20 years gathered together successful experienc-
es using participatory research (PR), participatory action research and community
based participatory research for working with studies that attempt to decolonize
Indigenous research, and to integrate cultural knowledge and strengths into study
projects (St. Denis 1992, Simonds and Christopher 2013).

PR-design emphasizes collaboration between Indigenous communities and
researchers within a co-learning environment. Mutual interests and agendas are
discussed throughout the entire course of research, from conceptualization to dis-

50  The CIHR guidelines for health research in Aboriginal people were in effect in Canada from may
2007 — December 2010. Henceforth, ethic principles of health research is governed by the Tri-
Council Policy Statement: Ethical Conduct for Research Involving Humans, Chapter 9.
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semination. A significant factor in this participatory approach is the realignment of
a research process that produces knowledge that can be applied both to the needs
of the research participants and to the goals of the researchers by contributing to
scholarly knowledge. PR presupposes that the researcher and research participants
bring their own sets of evidence into the research process. Many aspects of research
that are normally considered preparatory (e.g., selection of consultants, ethics re-
view, sampling and recruitment of subjects, informed consent) become vital as-
pects of this co-operation and have to be adjusted or re-described as a result of
the participant-researcher discourses (Dickson 2000, Israel 1998). Since partici-
pant codetermination has become part of Norwegian governmental research poli-
cy (HOD 2010), such as cooperative engagement was not controversial within the
context of this research. PR is a body that conveys the essential aspects of ethical
guidelines for Indigenous health research by rendering a shift in the researchers’
understanding of knowledge and removing the impact of colonization, neo-coloni-
zation and marginalization from the research collaboration.

The reindeer herders’ association approved the possibility for influencing and
controlling how their knowledge and information were to be used by outsiders. As
recommended by the CIHR guidelines, the NRL and SANKS signed a written part-
nership agreement for a realignment of roles, responsibilities and rights to data,
results and dissemination, and influence and control during the research process,
as well as the right to end the project if agreements were ignored (CIHR Articles 6,
8, 11, 12 and 15). Principles of culturally respectful research, ownership of cultural
knowledge/inside-information, running communication and joint decisions and
interpretations of results were affirmed (CIHR Articles 1, 2 and 9).

Communication and consultations were essential to the partnership and dia-
logue was arranged in an atmosphere of mutual respect and equitable participation
(CIHR Article 3). The cooperative structure of the study was designed according to
these principles and modelled into steering-, working-, and knowledge-assisting
groups: 1) an administrative steering group, with members from the leaderships of
the NRL and SANKS, three and two, respectively. They supervised the project, the
economy, the work schedule and discussed and confirmed superior culturally rel-
evant decisions. All members spoke the Sami language. The administrative steering
group was governed by the leader of the NRL; 2) a research team, with collabora-
tors from SANKS and the NRL carrying out the research, reporting to the steer-
ing group and following the decisions made by the steering group. Two of the four
members spoke the Sdmi language. The person responsible for health and security
subjects in the NRL was member of the team, and held a position as a two-way cul-
tural interpreter between SANKS -researchers and the reindeer herding society.
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The NRL participant assisted in managing research activities, served as an open
access point for the NRL into the research process and contributed to enhancing
the reindeer herders’ education and training in research activities (CIHR Article
10); 3) a referee group, consisting of a panel of experts on research, mental health,
culture and reindeer herding supported the research team in addressing methodo-
logical and professional questions. The group consisted of three reindeer herders
designated by the NRL and two experienced researchers on Indigenous issues from
different universities. Three of the five members spoke the Sami language.

Development of the study presupposed precision of the research questions
and the specific data that were to be collected through the questionnaire. The re-
search team initiated discussions with the NRL, the steering group and the refer-
ence group in order to elaborate these subjects. A research protocol was designed
and approval from the Ethics Committee of Health Research of North Norway was
obtained.

Method and procedures for collecting reindeer herder knowledge

Carrying out research within a field where there is little academic knowledge in-
dicates an explorative approach and the knowledge holder’s willingness to share
information. The focus group is a qualitative method designed and planned in aca-
demia to collect information about issues where the researcher lacks competence.
This method has also been recommended for use in decolonizing research, as it
contributes to encouraging the Indigenous voice in the research process (Dickson
2000). The focus group interview is organized as a talking and discussion group
with a predefined issue. The participants share knowledge, experiences and assess-
ments from their own world about the issue at hand with one another. The group
arrangement facilitates the sharing of collective narratives that mirror the norms
and assumptions of the culture of the group members. Group dynamics usually
generate richness of thoughts, ideas and conceptualizations, and the discussions
promote the scope of potential meanings. The discussion is a group product and is
not analyzed according to the contribution of any single person. Additionally, dis-
cussions are able to bring forward the verbal expressions connected with the issue
at hand (Bjerklund 2005).

Suggestions concerning the use of focus groups were agreed upon and supple-
mented with the following caveats: reindeer herders do not speak about stress or
perceived weaknesses. Loss of the ability to manage life and staying physically and
mentally healthy threatens the self-concept if it is openly admitted among the peo-
ple of this group. Talking about “the silent knowledge” is relegated to a complex pat-
tern of norms concerning when, where, to whom and how the issue can be worded.
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Having to reassure Indigenous people about anonymity and protection against the
misuse of data might be associated with experiences of previously having been de-
ceived by researchers. The reindeer herder community does not traditionally have
a superior leader and modern governmental regulations of the reindeer herding
business have decomposed the leadership of the grazing land unit (LMD 1978).
Thus, there was no particular authority within the community to promote the re-
search ethics of the actual study.

The NRL applied for focus group participants but received few responses. The
NRL appeared reserved and passive and engagement in discussions about how to
proceed was limited to the expression of confidence in the researchers’ purposes.
The research team tried to elaborate on the meaning of this hesitant attitude by ex-
tending further information about the study, the participatory-research approach
and the researchers’ ethical obligations regarding the protection of cultural knowl-
edge. The research team attended local and national meetings in the NRL and was
invited to present lectures at seminars for reindeer herders. SANKS invited the
NRL representatives to deliver lectures at the annual SANKS conference. Prelimi-
nary descriptions of the project were handed over to the local NRL leaders, ask-
ing for comments, advice and opinions. The purpose of this was both to provide
reindeer herders with information about the study’s context and the implications
of participating in the research, and for the academic researchers to be advised
about cultural protocols of importance for participation in the focus groups (CTHR
Articles 3, 7, 10 and 11). The NRL member of the research team was confused by
the lack of feedback and engagement from the head of the NRL and the reindeer
herders. The research progress had turned into what we labelled the ‘waiting time’.
Contact and discourses between the researchers and the reindeer herders were pro-
longed and the research team patiently waited for some guidance, a message or a
code that would indicate a willingness concerning the reindeer herding protocol for
sharing “silent knowledge” with the research team.

Focus groups and sharing knowledge

After several months of “waiting time”, the reindeer herders suddenly signed up
for participating in focus groups. Five groups were carried out, with 24 partici-
pants in total and resulted in 18 hours of taped information concerning burdens
and strain. Due to what the research-team had perceived as persistent reservations
by the reindeer herders, we had become guardedly optimistic about the suitabil-
ity of focus groups as a knowledge-delivering method. However, the participants
quickly engaged in storytelling, description of their own experiences or those of
relatives, both actual events and events from the past. They elaborated stressors
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and how these manifested as failures to cope, both at individual and group levels.
The origin of stressors and the historical context were discussed, often in the form
of metaphorical stories, proverbs, or by using terms associated with culture-specif-
ic knowledge. The participants were eager to ensure that the researchers were able
to follow their discussions and as such explained the historical setting, the reindeer
herder’s within-relationships and reindeer herding values. The groups were set
for one-and-a-half hours each, but lasted three to four hours; several participants
called the researchers after the focus groups to add information that had come to
mind after leaving the meeting.

Construction of a reindeer specific questionnaire

Transcription of the focus group material was manually analyzed to avoid misin-
terpretation or ignorance of culture specific meaning by using analytic software de-
veloped in Western culture. We used stepwise bricolage approaches, both forwards
and backwards. Items, related context, inherent logic and themes that appeared to
overlap with factors from stress theory* were identified (Kvaale and Brinkmann
2009). The 119 items of burden and strain were collapsed into different sets of the-
matic groups. Ten of the themes were identified as the most frequently addressed
by all focus groups.5?

Reframing the theoretical approach
Through repeated discourses between academics and the reindeer herder repre-
sentatives, we attempted to conceptualize the knowledge and understanding de-
livered by the focus groups within the worldview of reindeer herding (CIHR, Arti-
cle 14). We compared the reindeer herder knowledge with academically-founded
stress theories, stress related variables and questions previously used in inquir-
ies addressing stress factors in Western countries. Though there was some partial
overlap, traditional stress theories did not comprise the elements and contextual
settings of the stress presented by the reindeer herders.

The reindeer herders’ descriptions of strain concurred with a holistic paradigm.
Issues of burdens and strain were described through experiences from different

51 Karasek and Theorell 1990, Dean and Pollard 2001.

52 1. Living as a minority and behaving subservient to avoid conflict or discomfort that arises from contact with
mainstream society. 2. Internal group conflicts and problems regarding cooperation. 3. Loss of land and
threats regarding loss of land and future existence. 4. Continuing conflicts of interest, negotiations and court
actions with external businesses and municipals regarding the use of the grazing land. 5. Laws, regulations
and administrative procedures that contradict the welfare of the reindeers. 6. Relaxation time is occupied by
authoritarian injunctions and demands from external society. 7. Worrying, helplessness and a loss of influence
over the future that threatens mental and physical strength constitute the basic premise for survival as reindeer
herders. 8. Collision between the society-calendar and the reindeer-herder calendar. 9. Disharmonized cultural
negotiation- and decision-making procedures that exclude the reindeer herders from exacting an influence
on their own life. 10. External devaluation of reindeer knowledge, even about reindeer herding issues.
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events, changing circumstances, varied human skills or assumptions and were of-
ten related in time and space. Such clusters of specifications act as models of be-
haviour guidance within the holistic world perspective. This is very different from
the reductionist paradigm that dominates academic stress theories, where the aim
is to isolate factors, explain correlations and predict behaviours. In the holistic ap-
proach, the perception of patterns is synthesized from multiple keen observations.
The holistic and the reductionist approach may then act as complementary ob-
servations of the world (Costellano 2004). We therefore had to reframe our origi-
nal theoretical approach to integrate the holistic logic of a reindeer herding world
view with the nexus of cause and effect between fixed factors in the explanatory
stress theoriess3. The questionnaire was composed of items particularly related to
the Sami reindeer herding world, as well as more global items. We included previ-
ously tested questionnaires/questions where appropriate.>* The questionnaire was
revised several times and reviewed through alternating discourses of what the es-
sential themes were, which items were necessary to make possible holistic com-
positions of the answers and how to operationalize the variables into meaningful
questions and responses. A tentative version of the questionnaire was tested suing
a mini-pilot and revised according to the feedback received. Finally, the transla-
tions from Norwegian to North and South Sami languages were made and com-
ments from the proof-readers were presented, entailing new discourses of meaning
and revisions. We had to make compromises between the need for valid operation-
alization of variables and the need for integrating the complexity of the themes
of burden and strain. There were difficulties related to expressing holistic mean-
ing in short sentences/questions that offered few answer options. We were forced
to make some choices in the interception between scientific and reindeer herding
norms and values, as we were not able to elaborate qualitative differences in the
two different knowledge systems on all occasions. For example: The pastoral eco-
system of the reindeer herding unit (in Sami ‘siida’) depends upon the relationship
between herd, pasture and personnel. A flexible working relationship consisting
of relatives as well as ‘verdde’ contribute to this balance (Bjorklund and Eidheim
1999). ‘Verdde’ can be characterized as a friendship system where persons, who not
necessarily have reindeers or are Sdmis themselves, give a hand when needed. Na-

53  Inaddition to existing original stress theories, we added theories that described psychosocial dist-
ress and health risks within multiple social contexts. The social model of health describes health as a
multifactorial interaction with several dimensions and socioeconomic cooperation between risk fac-
tors and resilience factors (Dahlgren and Whitehead 1991, Thoits 2010, Chandola 2010). Additional
theories describe psychosocial burdens as related to the duration of socioeconomic distress, which
has historically been unequally distributed between populations (Wilkinson and Marmot 2003) and
are connected to the unequally distributed access to resources and influence (Bourdieu 1995).

54  Quality of Worklife, National Institute for Occupational Safety and Health, WHO-5, Hospital Anxiety & Depres-
sion Scale (HAD), The Alcohol Use Disorders Identification Test, AUDIT and Norrldnningars psykosociala
hélsa, the last three of which had previously been used in Sdmi populations ( Kaiser 2011, Mollersen 2007).
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tional regulations of the reindeer business and modern lifestyle have brought about
change in the institutionalized management of herding tasks and labour, and left
the siida periodically short of personnel. The result being that the reindeer herders
may have problems leaving the herd to carry out other duties, relax or rehabilitate
when sick. We searched for adequate ways to operationalize the distress related to
the disintegration of this system of ‘verdde’ and relatives. We finally had to split the
distress-item into different functions (stand-in, sick-leave, holiday), each of sepa-
rate meanings within the reindeer herding community, and without the quality of
the ‘verdde’-/relative-relation. The answers to such questions thus have to be criti-
cally examined.

Retrospective reflections about ethical challenges

Through the study development and the knowledge collecting process we had used
the supplementary advices in the CTHR Guidelines about ethical spaces and how to
practice genuine elaboration of Indigenous and research ethics. There were no pre-
vious experiences from using cross-cultural ethic guidelines in health research on
the Sami reindeer herder population, and we did not know if this approach would
bring the expected benefit. We reviewed the course of event for a closer inspection
of how the advices in the guidelines had influenced the research partnership, the
ability to conduct decolonizing research and the ability to keep up with scientific

premises.

Legitimizing discussions regarding ethical challenges

The NRL had applied to SANKS for assistance with research, because they pre-
sumed that the Sdmi Centre possessed the necessary cultural competence and the
willingness to behave in a culturally respectful manner. Article 1in the CIHR guide-
lines accentuates the researchers’ responsibility to gain insight into the Indigenous
world view under study and to understand the body of norms and values that guide
acceptable behaviour in particular contexts. The researchers’ obligation to learn
about the reindeer herding worldview initiated the assignment of the reindeer
herders’ voices as an important source of information and a legal corrective to the
academic lack of knowledge at the outset of the relationship between them.

The research ethics, as well as both scientific and reindeer herding principles
had to be worded when the partnership agreement and the research-partnership
structure were outlined. The CIHR guidelines were designed for use by research-
ers and aims to inform the Indigenous community and its individuals about what
to expect from a research relationship. The guidelines advise the researched to pro-
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mote their concerns, ensure that information is handled with respect and that ac-
tions to prevent harm is included. Previous experiences with colonizing research
and having been deceived by apparently beneficial research studies was the rein-
deer herders’ starting point. Discussions centred on ethics may be unpleasant, as
there is a risk of suspicious comments being made and feelings of being judged as
untrustworthy may arise that can easily evoke emotional reactions. However, it
seemed as if the guidelines provided ethical discourses with a scientific profession-
alism and kept both parties favourably inclined towards managing the process of
integrating the ethics of two different knowledge systems. Contradictory norms or
procedures became challenges, ethics were elaborated on and not judged, and ways
for reaching a consensus that preserved the essentials of both parties was kept in
focus.

The CIHR description of basic Indigenous principles was easily recognized by
the reindeer herders. The statements confirmed the reindeer herder concerns as
valid and provided useful common conceptualizations for the ethic discourses.
At the initial building of the research relationship likely established the voice of
the reindeer herders as an inevitable part of the research process; later on, when
the NRL showed profile, the research team accepted to wait for the reindeer herd-
ers’ approval. The awareness of disparate ethical spaces as social realities initiat-
ed mutual efforts in the discussion and understanding of ethics as important to
knowledge sharing, a process that appeared to deactivate potential levels of tension
in instances where we had to work harder to achieve consensus. We believe that
we managed to develop an authentic research relationship between the NRL and
SANKS, that is, a partnership that was characterized by allowing discussions about
all research decisions in light of what was good/bad, right/wrong in the reindeer
herding world and that had the capacity for integrating Indigenous communication
avenues (Bull 2010). Here, the researchers began learning about the reindeer herd-
ing world and the reindeer herders began to learn about research.

The CIHR ethical guidelines became an operative reminder to the research or-
ganization about always questioning the ethics involved, even when ethical princi-
ples seemed familiar to both parties.

Balancing power

The CIHR guidelines emphasize the importance of the community’s control of cul-
tural knowledge and the need for influencing the research process to safely protect
this knowledge (CIHR Articles 2 and 3). Participatory research in which the com-
munity is involved in the research decisions changes the traditional boundaries
between researchers and research subjects, and creates specific challenges not ad-
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equately addressed by general frameworks for ethical conduct in research. In ad-
dition, the social status of academics and Indigenous people affect the research
relationship, as well as the balance of difference regarding the needs and expecta-
tions of the participants (Durham 2012). The tendency for professional researchers
to dominate the research process ought to be recognized and issues of power and
control need to be addressed to prevent undesirable repetition of colonizing in-
teraction and postcolonial structural discrimination. Social attitudes and practices
of immanent discrimination can influence the cognitive and social psychological
processes of both researchers and Indigenous people, and consolidate historically-
shaped between-group relationships (Lamont and Bail 2007).

To counterbalance the societal inequalities of these postcolonial structures, we
arranged a partnership where NRL was in charge of the steering group. The NRL
representatives outnumbered the researchers in both the steering group and the
reference group, and half the research funding was obtained by the NRL through
their annual negotiations with the Norwegian Ministry of Agriculture. The exist-
ence of the larger context of inequalities was of course not removed; however, we
believe that these formal and symbolic actions affected both the researchers and
the NRLs perceptions of the relationship, and thereby facilitated an exchange of
power. This was supported by findings from studies that have addressed changes
in immanent discriminatory patterns and which showed that the best results can
be gained when giving the minority group increased organizational authority and
accountability (Page and Shepherd 2008).

In retrospect, it is obvious that the technical administrative structure of the
present study influenced communication style and decision procedures. The Sami
reindeer herding culture is characterized by non-confronting strategies and inter-
action towards consensus (Oskal 1995). Western decision-making procedures rely
on persuasion of the majority through arguments. The significant reindeer herder
presence in the study provided elaboration of both worldviews and attempts to in-
vestigate the possibilities of consensus.

Equitable resourcing and counterbalancing power entailed both professional
modesty among academics and co-responsibility within the NRL. The status of
Sami reindeer herding voices in the research process was confirmed and academ-
ics came to understand that the NRL representatives repeatedly returned to ethi-
cally-related themes when new research details were discussed, or when they dis-
approved of the academic understanding of the implications of ethics concerning
particular life events. Concurring views had to be repeated throughout different
areas of the research process, to confirm agreements when the task or the context
changed.
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The NRL member of the research group played an important part as a two-way
cultural translator. The SANKS researchers always presented their assumptions to
the NRL-member of the research team. Codes of interaction and communication,
as well as conceptualizations of values and norms had to be explained across cul-
ture and language. The academics’ understanding of and their attempts to relate
this understanding to academic theory and methods was discussed, corrected and
revised. The transference of complex ethical patterns between knowledge systems
founded upon different qualitative references to life was sometimes a significant
challenge. When the research team failed to explain the meaning of research norms
or procedures to the NRL, cultural translation was executed taking the opposite
approach. These two-way translations served as a quality control of mutual under-
standing of the ethical principles.

Control of knowledge

We assumed that working through the basic ethical principles of the CIHR guide-
lines within a structured arrangement of participating research would be a good
position for gaining access to the reindeer-herder knowledge needed for construc-
tion of the questionnaire. Ethical principles of ownership, control and protection
was followed concerning agreements about what kind of knowledge, how to col-
lect it and from whom; anonymity rules and delimited use of information was also
agreed upon. However, when the focus groups were to be executed, the NRL hesi-
tated and slowed down their engagement in the process. The research team per-
ceived this as a reservation against ethic discourses about possible solutions con-
cerning the cultural norms of silence that the knowledge had been condensed by.
We never received an explicit explanation from the reindeer-herders for their hesi-
tance in this matter, or the reason for what, at a later stage, appeared to be a sur-
prising willingness to share knowledge.

Ethics are concerned with notions of right and wrong, of what is good and
bad to humanity, as well as to the planet’s entire ecosystem. Ethics rule social
norms and advise on human behaviour (Martinsen 2004). Ethics are interpret-
ed within the knowledge system in use and the life context, by experiences, and
are adjusted to elements of the particular setting. Similar ethical principles may
therefore entail different practices and as such, ethic discourses have to be re-
newed at every step of the research process (Durham 2012). Looking back, we re-
alize that the NRL had a history of experience with verbal agreements with out-
siders that had gone wrong, because practical consequences of what had been
ethically acceptable to reindeer herders’ had not been understood or respect-
ed by outsiders. As such, the Indigenous people had to educate the academ-
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ics about practicing the ethics that had been agreed upon for the present study.
Sami reindeer herding agreements become reality through consensus discourses.
In short, the starting point in this process is a common agreement about some de-
limited realities, the scope of which are then gradually widened by diplomatically
examining all aspects and details thereof, as well as the ingredients and potential
extent of maximum agreement (Oskal 1995). This includes ‘endless talks’ in which
previous experiences are explored and evaluated. This decision procedure or un-
written ethical protocol includes both ensuring the validity of previous agreements,
as well as investigating how they are to be interpreted to achieve genuine consensus
and smooth interaction. This non-intrusive style of communication resembles “the
ethics of non-interference” among arctic Indigenous people of Canada that is fre-
quently perceived as disengagement by outsiders (Brandt CC in Costellano 2004).

During the “waiting time”, the NRL member of the research team became in-
secure about the ongoing process and did not understand hesitation in the NRL.
Minor changes in the communication between the NRL member of the research
team and the NRL and the reindeer herding community was noticed. The role as re-
searcher became prominent and influenced the community’s perception of the role
as an insider in the reindeer herder community. The invaluable assistance of cul-
tural interpretations disappeared. At the time, we did not reflect on the dynamics
of relationships that encompassed the multiple roles of reindeer herder, researcher
and cultural mediator. Styres et al. (2010) experienced in their study that the In-
digenous community looked at the insider researcher through the same lens they
viewed outsider researchers. The multi-layered role of being a community member
and a researcher created unpleasant estrangement from the Indigenous communi-
ty. The ethical implications of balancing the requirements of both academia and the
community had not been identified in the initial negotiations with the NRL. Mutual
engagement in the benefits from partnership research overshadowed the impor-
tance of elaborating and respecting cultural gaps and the potential incrimination of
personal integrity related to the insider-outsider role.

Due to commitments to the ethical guidelines and the research partnership, the
research team had to endure a “waiting time” imposed upon them. Loss of control
over the research progress, being at the mercy of the reindeer herders, this turned
out to be an important experience of balancing power for the academic researchers.

Sharing ‘silent knowledge’

Decolonizing research provided the knowledge holders with the right to decide
what constituted their own cultural knowledge, which contextual and cognitive set-
ting defined the information, and how and by whom it could be used (CTHR, Arti-
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cles 6 and 7). The reindeer herders had guided the academic researchers through
ethical ways of communication, had experienced that their need for control of cul-
tural knowledge was respected and was ready to start the process of sharing “si-
lent knowledge” about burdens and strain in the reindeer herder world. The focus
group participants’ use of within-group communicative dynamics determined the
quality of the knowledge production.

The arguments for recommending the use of focus groups for conducting decol-
onizing research on Indigenous people include that the group setting resembles the
“Indigenous method” for capturing experiences and organizing the knowledge in a
culturally meaningful manner (Lavalleé 2009). The focus group approach there-
fore seemed to be an appropriate method for applying to the reindeer herders. In
this instance, the reindeer herders possessed the much-coveted knowledge; they
were the majority and had the power to share aspects about sensitive issues with-
out concerns about intruding questions from outsiders. The reindeer herders’ en-
gagement in explaining knowledge to the researchers also indicated that this group
setting was a match for coping with the presence of outsiders. Authenticity in par-
ticipatory research relationships is characterized by the researcher’s ability to learn
about what is needed for conducting research in a manner that respects the com-
munity’s concerns about the misunderstanding and misuse of Indigenous knowl-
edge. Authentic encounters therefore involve mutual trust and exchanges of power,
allowing each party to protect the values and norms immanent to knowledge (Bull
2010).

The use of the CIHR guidelines was motivated by academic concerns about the
reindeer herders’ mistrust in research, due to previous failures in behaving ethical-
ly appropriate. The reindeer herders’ generosity in sharing ‘silent knowledge’, how-
ever, highlighted the necessity for mutual trust. The researchers had to rely on the
reindeer herders’ genuine obligations to the study making sure that the knowledge
holders were the ones best skilled with regards to the procedures that provided ac-
cess to their knowledge.

Conceptualization of the reindeer herding world

Addressing the different ethical items listed by the CIHR guidelines brought for-
ward an extension of the knowledge concerning the reindeer herding world, which
was of great validity to the SANKS researchers in their construction of the ques-
tionnaire. The interwoven body of knowledge system, ethics and related proto-
cols for practice became visible during the analysis of the focus group material.
The predominant Western scientific paradigm in research on Indigenous people
has largely ignored the fact that their theories and methods are closely related to
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knowledge systems. According to Turi (2011) several scholars agree that Western
research methods are appropriate for use in Indigenous research, as long as they
honour and respect an Indigenous world view. In our study, where social and con-
textual factors were prominent, it seemed difficult to fit the reindeer herding world
of burdens and strain into Western academic stress theories within the reductionist
paradigm. There is a growing awareness of the incompatibility of the Western ap-
proach for understanding events within non-Western cultures and recognition that
the knowledge constructed by Indigenous paradigms is often the key to research
findings that support an Indigenous reality (CIHR 2007). Warnings about “hybrid”
outcomes based on Indigenous input combined with academic knowledge systems
and tools therefore appeared highly relevant to our research.

The original request from the NRL was for a study that presented the burdens
and strains in the reindeer-herder population in a manner that would be under-
standable to the authorities and the public. The data from the focus groups showed
that the resemblance between stress and stress factors in reindeer herding and the
majority of Norwegian society was observed to be weak. This concurs with knowl-
edge from other parts of the world that show a marked cultural component in stress
and coping (Smith 1985, Thoits 2010). As such, we had to rethink the theoretical
framework of the study. The following series of ethical discourses engaged the re-
search team and the reference group and primarily addressed patterns of meaning.
Possible overlapping meanings between the reindeer herding knowledge system
and academic theories, as well as the existence of supplementary academic theories
that would mirror the reindeer herding explanatory structure had to be exposed
and understood by both groups of research participants. Gradually, this exchange
of knowledge, norms, meaning and concepts between the two ethic spaces creat-
ed the convergence of elements from the two disparate worldviews. Both parties
had to learn how to walk in two worlds of knowledge systems, two worlds of eth-
ics and two worlds of truths. The CIHR guidelines prescribe both the reconcilia-
tion of knowledge from two knowledge systems into a product that mirror impor-
tant meaning from each require that the researcher’s learn about and understand
and respect the world of the participating Indigenous community (CIHR Article 1),
while also enhancing the community members’ capacity to understand scientific
principles and research procedures (CIHR Article 10).

In this phase of the research process, the PR relationship had developed a co-
learning environment of joint interest in two-way understanding. The precursor in
ethical research with Indigenous people is a research relationship where mutual
interests and agendas are discussed in detail, and this genuine exchange of knowl-
edge, together with integration of elements from both knowledge systems, describe
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the authenticity that characterizes ethic partnership research (Bull 2010), or as ex-
pressed by Styres et al. (2010), when the original asymmetric balance of power be-
tween the academic researcher and the Indigenous research subject shifts into a
genuine collaboration, then the cross-cultural links can be worked out.

The development of the reindeer-herder questionnaire of burdens and strain
was founded upon cross-culturally negotiated conceptualizations. The NRL and
reindeer herders’ responses to the conceptualizations were that they put words to
experiences that were difficult to express, that the questionnaire asked about what
was meaningful in everyday life, and also that ‘something’ was missing and the
questionnaire did not include all aspects of the burdens well enough.

At first glance, the ethical reasons for the time-consuming preparatory arrange-
ments, discourses and the ‘waiting time’ prior to the focus group interviews might
be presented as weak arguments for not adhering to research schedules. On the
other hand, following the ethical guidelines for research on Indigenous people, the
study gained access to huge amounts of insight into the worldviews and ethics that
reindeer herder knowledge is structured by. Understanding of complex psychoso-
cial phenomena like stressors and stress links to the cultural knowledge system, be-
cause the values and relations between information are archived here. Without this
body of cultural knowledge system, the focus group material might have presented
as more exotic and less meaningful. For our study, the CIHR guidelines were a very
useful tool for navigating within the reindeer herding world. The guidelines were a
continuous reminder to the academics to behave as visitors and permit the reindeer
herders to act as hosts in their own house.

Conclusions
Research ethics became important to Western society following World War IT as a re-
sponse to the acknowledgement of extreme inhuman actions conducted in the name
of what is good/right for the research/researchers (Costellano 2004). It was moti-
vated by the ethical norms of modern society as it concerns protecting the individ-
ual, particularly vulnerable ones, against injustice and harm, and to prevent future
violation of human rights (The Nuremburg Code). What is valuable to research/re-
searchers and what is valuable to research participants might differ, and the ethics of
conflicting interests was not to be exclusively handled by the researchers. Today, the
ethics of research is still motivated by the need for a dual awareness of ethical ques-
tions that are intrinsic to the research process and research results (KD 2005).

The need for supplementary ethical guidelines for research on Indigenous peo-
ple has been questioned by academics. The history of colonization and marginali-
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zation in research on Indigenous people, combined with the changes in legislation
for protecting Indigenous rights over the last number of decades may have imple-
mented a drive toward engaging in compensatory research actions and blurred the
distinctions between politics and research ethics. Furthermore, the possibility of
categorizing Indigenous people as “vulnerable groups” that need specific codeter-
mination might challenge the independency of research and be in conflict with the
researcher’s obligations to follow scientific procedures (Niemi and Semb 2009).
These warnings highlight the risks for making scientific compromises in the name
of Indigenous research ethics, thereby decreasing the quality of and confidence in
research findings.

The purpose of this paper has been to describe and discuss the implications re-
lated to the use of ethical guidelines for research on Indigenous people in a single
research process. In our study, the CIHR guidelines was supplementary to Norwe-
gian research ethics, as the formers explicates ethics in relation to both the collec-
tive and the individual, account for cultural differences in knowledge systems and
include historically-shaped social roles and relationships between academia and
Indigenous minority groups. Part of the CIHR guidelines was not useful, due to dif-
ferences among settlements, authority-structures and legislation between different
Indigenous people in Canada and the Sami reindeer herders of Norway. As a sum-
mary of our experiences using ethical guidelines on health research involving In-
digenous people, we present the most prominent lessons learned below.

Lessons learned

In developing a questionnaire addressing psychosocial distress in the reindeer
herding population in Norway it was essential to establish genuine research col-
laboration in order to find a way to integrate the Indigenous and the academic body
of knowledge. Overall, we learned that using the CIHR guidelines strengthened
safeguards against the unintentional repetition of colonizing research and enabled
a research partnership where tacit knowledge could be provided to the researchers
under reindeer herder control. The guidelines presented a common set of ethical
concepts that facilitated the ethical discourses between reindeer herders and aca-
demics and structured the arrangement that constituted the research relationship.
Further, they acted as a navigating tool in order to prevent misunderstandings and
tensions from occurring in the participating research relationship.

However, we also met some challenges which the guidelines did not address.
When a reindeer herder participates as a member of the academic research team,
the multi-layered insider-outsider role brings about dynamics in the research part-
nership that need to be included and prepared for. Further, the cultural and soci-
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etal reindeer herding life and the Norwegian context differ in some respects from
the realities in Canada. The ethics related to both authoritarian structure and set-
tlement/community patterns in the reindeer herding community need to be par-
ticularly examined.

To us as researchers, it became evident that the ethical guidelines for research
involving Indigenous people had worked as a constant reminder to keep up the
awareness that Sami reindeer herder ethics are usually imperceptible, because they
may not concur with Western academics’ ethical principles.
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Appendix I

CIHR Guidelines for Health Research Involving Aboriginal People, Section IV - Ar-
ticles

Article 1 Aresearcher should understand and respect Aboriginal world views, including
responsibilities to the people and culture that flow from being granted access to traditional
or sacred knowledge. These should be incorporated into research agreements, to the extent
possible.
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Article 2 A community’s jurisdiction over the conduct of research should be understood
and respected. This article should be read in the context of the discussion in Section 1.5,
which addresses the application of this document.

Article 3 Communities should be given the option of a participatory-research approach.

Article 4 A researcher who proposes to carry out research that touches on traditional or
sacred knowledge of an Aboriginal community, or on community members as Aboriginal
people, should consult the community leaders to obtain their consent before approaching
community members individually. Once community consent has been obtained, the re-
searcher will still need the free, prior and informed consent of the individual participants.

Article 5 Concerns of individual participants and their community regarding anonym-
ity, privacy and confidentiality should be respected, and should be addressed in a research
agreement.

Article 6 The research agreement should, with the guidance of community knowledge
holders, address the use of the community’s cultural knowledge and sacred knowledge.

Article 7 Aboriginal people and their communities retain their inherent rights to any
cultural knowledge, sacred knowledge, and cultural practices and traditions, which are
shared with the researcher. The researcher should also support mechanisms for the pro-
tection of such knowledge, practices and traditions.

Article 8 Community and individual concerns over, and claims to, intellectual property
should be explicitly acknowledged and addressed in the negotiation with the community
prior to starting the research project. Expectations regarding intellectual property rights
of all parties involved in the research should be stated in the research agreement.

Article 9 Research should be of benefit to the community as well as to the researcher.

Article 10 A researcher should support education and training of Aboriginal people in the
community, including training in research methods and ethics.

Article 11.1 A researcher has an obligation to learn about, and apply, Aboriginal cultural
protocols relevant to the Aboriginal community involved in the research.

Article 11.2 A researcher should, to the extent reasonably possible, translate all publica-
tions, reports and other relevant documents into the language of the community.

Article 11.3 A researcher should ensure that there is ongoing, accessible and understand-
able communication with the community.

Article 12.1 A researcher should recognize and respect the rights and proprietary interests
of individuals and the community in data and biological samples generated or taken in the
course of the research.
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Article 12.2 Transfer of data and biological samples from one of the original parties to a re-
search agreement, to a third party, requires consent of the other original party(ies).

Article 12.3 Secondary use of data or biological samples requires specific consent from the
individual donor and, where appropriate, the community. However, if the research data or
biological samples cannot be traced back to the individual donor, then consent for second-
ary use need not be obtained from the individual. Similarly, if research data or biological
samples cannot be traced back to the community, then its consent for secondary use is not
required.

Article 12.4 Where the data or biological samples are known to have originated with Abo-
riginal people, the researcher should consult with the appropriate Aboriginal organiza-
tions before initiating secondary use.

Article 12.5 Secondary use requires REB review.

Article 13 Biological samples should be considered “on loan” to the researcher unless oth-
erwise specified in the research agreement.

Article 14 An Aboriginal community should have an opportunity to participate in the in-
terpretation of data and the review of conclusions drawn from the research to ensure accu-
racy and cultural sensitivity of interpretation.

Article 15 An Aboriginal community should, at its discretion, be able to decide how its
contributions to the research project should be acknowledged. Community members

are entitled to due credit and to participate in the dissemination of results. Publications
should recognize the contribution of the community and its members as appropriate, and
in conformity with confidentiality agreements.

198



Biographical notes

Biographical notes

Polly Atatoa Carr is a Public Health Physician in the Child Health Department
at Waikato District Health Board and an Associate Professor of Population Health
at the National Institute of Demographic and Economic Analysis at the University
of Waikato. Polly has broad interests and experience in population health and child
development and is particularly passionate about how we ethically and effectively
translate research evidence into policies and programmes for whanau that improve
outcomes, and eliminate inequities. E-mail: patatoac@waikato.ac.nz

Isabelle Brinnlund is a historian specialized in Sami studies with an interest
in colonialism in a Swedish context. Her research topics involve resilience and
participatory capacity of Sami people, reindeer husbandry and Sami land tenure
systems. E-mail: isabelle.brannlund@umu.se

Anna-Lill Drugge holds a PhD in History from Umea University and is a re-
searcher at Vaartoe - Centre for Sami Research in Umeé. Her research focus is
centrered around critical perspectives in relation to research ethics, representa-
tion, education and gender. Drugge initiated the network NorrSam in 2011, an
early career network for doctoral students and scholars with an interest in Sami
issues. E-mail: anna-lill.drugge@umu.se

Inger Marit Eira-Ahrén is a reindeer herder and has a bachelor degree in nurs-
ing. She has a honary post in NRL2 working with health, safety and environment
issues and is a Master degree student in mental health at the Nord University. She
has a longstanding political engagement in reindeer herding and Sami causes at lo-
cal and national level. E-mail: eira.ahren@gmail.com

Maui Hudson is a researcher at the University of Waikato in New Zealand. He
works with Maori communities to develop research partnerships, provides cultural
and ethical advice to researchers, and is involved in projects relating to bioeth-
ics, traditional healing, environmental management and Maori economic develop-
ment. He has been a member of a number of national and institutional ethics com-
mittees and was part of the team that developed Te Ara Tika: Guidelines on Maori
Research Ethics. E-Mail: maui@waikato.ac.nz

199



Ethics in Indigenous Research - Past Experiences, Future Challenges

Lars Jacobsson is Prof.em of Psychiatry at Umea university and former head of
the Psychiatric clinic at the University hospital in Ume&. Chairman of the Research
Ethics Committee of the Medical faculty in Umea 1980-1990 and chairman of the
Delegation of Medical Ethics of the Swedish Society of Medicine and member of
the National Board of Medical Ethics 1993-1998. E-mail: lars.jacobsson@umu.se

Marie Kvarnstrom is trained as biologist and is currently Adviser at Naptek at
the Swedish Biodiversity Centre. Previously she has been working with traditional
knowledge, local governance and biodiversity issues at the Swedish International
Development Cooperation Agency (Sida), the Swedish Society for Nature Conser-
vation and the Swedish International Biodiversity Programme (SwedBio). E-mail:

marie.kvarnstrom@slu.se

Rebecca Lawrence is a research fellow at the Department of Political Science
at Stockholm University. Her research is interdisciplinary and focuses on the in-
tersection of Indigenous claims with governments and the private sector. Her cur-
rent research projects concern relations between the mining industry and local/
Indigenous communities in Sweden, Finland, Norway, South Africa and Austral-
ia. Central to these research concerns are the rights of Indigenous peoples; ethical
responsibilities of the corporate sector and the chain of accountability throughout
global resource industries. E-mail: rebecca.lawrence@statsvet.su.se

Henrik Lerner is senior lecturer at the Department of Health Care Sciences at Er-
sta Skondal University College. He has a PhD in Health and Society from Linkoping
University. His main research area is analysing the concept of health in philosophy
of medicine and veterinary medicine. He has also analysed the concepts of tradi-
tional and local knowledge. E-mail: henrik.lerner@esh.se

Annette Lof holds a PhD in Political Science from Umea University. She is cur-
rently doing a postdoc in Environmental Communication at SLU Uppsala, focusing
on collaborative processes. Her research interest and background is transdiscipli-
nary and largely converges around natural resource management and governance.
While completing her PhD on the governance of reindeer husbandry in Sweden,
she took part in developing a collaborative research project together with Vilhelmi-
na North reindeer herding community. E-mail: annette.lof@slu.se

Moe Milne has a background in nursing, mental health and addictions, teaching,
and language development. Moe has worked with the Health and Disability Com-

200



Biographical notes

missioner, protecting and promoting consumer rights for Maori and other ethnic
groups, and the Health Research Council of New Zealand, where she chaired the
Maori Research Committee. Moe advises on a number of Maori-led research pro-
jects and continues to be involved in community activities. E-mail: moemilne@

xtra.co.nz

Snefrid Mellersen is a clinical psychologist and has a Dr. Psychol from the Arc-
tic University of Tromsoe addressing mental health services and treatment in Sami
and non-Sami population. She is project leader of the research project “Everyday
life of reindeer herding” at the SANKS1 at the Finnmark Hospital Trust. E-mail:
snefrid.mollersen @finnmarkssykehuset.no

Kaisa Raitio is Associate Professor in Environmental Communication at the
Swedish University of Agricultural Sciences. Her research focuses on conflicts,
communicative planning and conflict management regarding natural resources in
the North, particularly in relation to Indigenous peoples’ rights. She currently leads
a three-year research project on constructivity and destructivity in environmen-
tal conflicts (Formas 2015-2017), and is involved in two interdisciplinary research
projects related to mining, cumulative impacts and reindeer herding rights in Sap-
mi. E-mail: kaisa.raitio@slu.se

Paul Reynolds is from Whanganui, Ngati Tuwharetoa and Nga Puhi. He has been a
kaupapa Maori researcher in the area of Maori health and the environment. He was the
Co-Director of Te Atawhai o te Ao: Independent Maori Institute for Environment and
Health from 2005 to 2013, and also an Adjunct Faculty member at Te Whare Wananga
0 Awanuiarangi. During this time Dr Reynolds was a Programme Leader for a Health
Research Council funded Programme: “He Kokonga Whare: Maori Intergeneration-
al Trauma and Healing.” This programme of research looked at the ways that people
make recovery from sexual abuse, from imprisonment, from cultural disconnection, as
well as identifying pathways to recovery.

Khyla Russell has recently retired as the Senior Maori Manager at the Otago Pol-
ytechnic overseeing the embedding of the Treaty of Waitangi across the organiza-
tion and facilitation of relationships with the wider Maori Community and Maori
tertiary providers. Professor Russell is involved in a number of various research
clusters such as the Centre for Study of Agriculture, Food & Environment (CSAFE)
supervising in Tiaki Mahinga Kai National research collaboration with Iwi. E-mail:
khylar@op.ac.nz

201



Ethics in Indigenous Research - Past Experiences, Future Challenges

Barry Smith is a population health analyst and health ethicist with a background
in sociology and statistics. He has a particular interest in Indigenous experiences
of bioethics and ethics review systems co-authoring a recently published book en-
titled The Politicisation of Ethics Review in New Zealand. Barry chairs the Health
Research Council of New Zealand Ethics Committee and the Lakes Di-Health Board
Research and Ethics Committee. Other current memberships include the Advisory
Committee on Assisted Reproductive Technology and the Auckland Regional Tis-
sue Bank Governance Committee. E-mail: poata_smith@xtra.co.nz

Marita Stinnerbom is a reindeer owner in Vilhelmina North reindeer herding
community. She is also member in herding community board as well as a board
member in the Sami Parliament. She has an interest in and extensive experience of
research projects coming from various disciplines and has been involved in various
forms of research collaboration and partnerships. E-mail: marita.stinnerbom@
biegga.com

Vigdis Stordahl has a Dr. Philos in social anthropology from the Univesity of
Tromsoe. She was until January 2016 the Head of the Departement of Research
and Development at the SANKS1 at the Finnmark Hospital Trust. Her research in-
terests are ethnic identity and modernization processes in the Sami society. E-mail:
vigdis.stordahl@online.no

Héakan Tundn is Senior Research Officer at Swedish Biodiversity Centre at the
Swedish University of Agricultural Science. He has a PhD in Pharmacognosy from
Uppsala University. Since 2006, he is coordinating the Swedish National Pro-
gramme on Local and Traditional Knowledge related to Conservation and Sustain-
able Use of Biodiversity (Naptek) — governmental initiative to meet the require-
ments from the UN Convention on Biological Diversity. E-mail: hakan.Tunon@
slu.se

Grete Torres is an occupational therapist. She is a consultant in the Department
of Research and Development at the SANKS1 at the Finnmark Hospital Trust. Spe-
cial field of interest is Research Ethics. She has been a member of the Regional
Committee for Medical and Health Research Ethics in North of Norway for eight
years. E-mail: grete.torres@finnmarkssykehuset.no

202



10.

11.

12.

13.

Mab Ussjadallabe

Befolkning och bosdttning i norr. Etnicitet, identitet och grdnser i historens sken.
Red. Patrik Lantto & Peter Skold, Umeé 2004.

Samiska studenters instdllning till h6gre utbildning vid Umed universitet.
Asa Nordin, Ume& 2004.

Ett folk, ett land. Sapmi i historia och nutid.
Red. Per Axelsson & Peter Skold, Umed 2005.

Igar, idag, imorgon. Samerna, politiken och vetenskapen.
Red. Peter Skold och Per Axelsson, Umed 2005.

En lappdrdngs omudndelse.
Daniel Lindmark, Umea 2006.

Forskning, utredning och medling. Frdgan om medling i marktvister mellan ren-
skotare och markdgare i Sverige.
Kristina Sehlin MacNeil, Umeé 2006.

Fran Lars Thomassons penna. Bibliografiska anteckningar 1956—2006.
Red. Per Franberg, Peter Skold, Per Axelsson, Umeé 2007.

Samisk kyrkohistorisk bibliografi.
Leif Lindin & Hakan Rydving, Umeé 2007.

Samisk kulturpolitik i ett nordiskt perspektiv.
Karin Mannela Gaup, Umea 2007.

Renskotseln dr mitt liv. Analys av den samiska renskotselns ekonomiska anpasning.

Asa Nordin, Umed 2007.

Madnniskor i Norr: Samisk forskning pa nya vdgar.
Red. Peter Skold, Umeé 2008.

Aktenskap i Sapmi. Giftemdlsménster och etnisk komplexitet i kolonisationens
tidevarv 1722-1895.
Gabriella Nordin, Umed 2009.

Jakten pa den forsvunna dansen.
Birgitta Stdlnert, Umea 2011.

203



Ethics in Indigenous Research - Past Experiences, Future Challenges

14.

15.

16.

17.

18.

19.

20.

21.

22,

23.

204

Lappuvdsendet: Tillimpningen av svensk samepolitik 1885-1971.
Patrik Lantto, Umeé 2012.

Att representera & representeras. Samiska kvinnor i svensk och samisk press 1966-
2006.
Anna-Lill Ledman [Drugge], Umea 2012.

Rivers to Cross. Sami Land Use and the Human Dimension.
Red. Peter Skold och Krister Stoor, Umea 2012.

Langa perspektiv. Samisk forskning och traditionell kunskap.
Red. Peter Skold och Krister Stoor, Umeéd 2012.

Vid foten av fjdllet. Forskning om samernas historia och samhaille.
Red. Peter Skold, Umea 2012.

Nya vatten, dunkla speglingar.
Asa Ossbo, Umed 2014.

Historien och Hdrjedalsmdlet. En kritisk analys.
Lars Rumar, Umeé 2014.

Histories of reindeer husbandry resilience: Land use and social networks of reindeer
husbandry in Swedish SGpmi 1740-1920.
Isabelle Brannlund, Umea 2015.

Under the Same Sun. Parallell Issues and Mutual Challenges for San and Sami
Peoples and Research.
Peter Skold, Moa Sandstrom & Maitseo Bolaane, Umeé 2015.

Det milsvida skogsfolket: skogssamernas samhaille i omvandling 1650-1800.
Bertil Marklund, Umeé 2015.



Sami Dutkan

Sapmi i fordandringens tid. En studie av svenska samers levnadsvillkor under
1900-talet ur ett genus- och etnicitetsperspektiv.
Andrea Amft, Umeé 2000.

Relationer i ett samiskt samhdlle. En studie av skitesrensystemet i Gallivare socken
under forsta hdlften av 1900-talet.
Asa Nordin, Umed 2002.

Sapmi YiK - Livet i samernas bosdttningsomrdade for ett tusen ar sedan.
Andrea Amft & Mikael Svonni, Ume& 2006.

Juoiganmuitalusat. Jojkberdittelser. En studie av jojkens narrativa egenskaper.
Krister Stoor, Umeé 2007.

Revoicing Sami narratives. North Sami storytelling at the turn of the 20th century.
Coppélie Cocq, Umed 2008.

Samer som “de andra”, samer om “de andra”. Identitet och etnicitet i nordiska
kulturmoten. Else Mundal & Hakan Rydving (red.), Umed 2010.

Ethics in Indigenous Research, Past Experiences - Future Challenges.
Anna-Lill Drugge (ed.), Umeé 2016.

205





