Document généré le 10 avr. 2024 17:54

Etudes/Inuit/Studies

Inuit

STUDIES

Inuit perspectives on research ethics: The work of Inuit

Nipingit

Perspectives inuit sur I’éthique de la recherche: les travaux

d’Inuit Nipingit
Scot Nickels et Cathleen Knotsch

Volume 35, numéro 1-2, 2011
URI : https://id.erudit.org/iderudit/1012835ar
DOI : https://doi.org/10.7202/1012835ar

Aller au sommaire du numéro

Editeur(s)

Association Inuksiutiit Katimajiit Inc.
Centre interuniversitaire d’études et de recherches autochtones (CIERA)

ISSN

0701-1008 (imprimé)
1708-5268 (numérique)

Découvrir la revue

Citer cet article

Nickels, S. & Knotsch, C. (2011). Inuit perspectives on research ethics: The work

of Inuit Nipingit. Etudes/Inuit/Studies, 35(1-2), 57-81.
https://doi.org/10.7202/1012835ar

Tous droits réservés © La revue Etudes/Inuit/Studies, 2011

Résumé de l'article

En 2008, Inuit Tapiriit Kanatami et Inuit Tuttarvingat de ’'Organisation
nationale de la santé autochtone collaborerent afin de contribuer aux débats
nationaux sur I'éthique et les processus de la recherche dans I’Arctique
canadien. Cet article décrit les travaux qu’Inuit Nipingit (Comité national inuit
sur ’éthique et la recherche) a menés durant deux ans, de 2008 a 2010. Le
comité d’Inuit Nipingit se préoccupait de la recherche et de son cadre éthique
tels qu’ils se présentaient aux Inuit en tant que participants, chercheurs ou
ceux consultés concernant des propositions de recherche. Les membres de ce
comité national ont discuté des lignes directrices sur I'éthique dans la
recherche émises par le Canada et ont répondu & une consultation de ’Enoncé
de politique des trois Conseils: Ethique de la recherche avec des étres humains .
Dans le souci de soutenir le renforcement des capacités, I'Inuit Nipingit a
également produit du matériel de référence destiné aux membres des
communautés inuit et a toute personne concernée par la recherche impliquant
des Inuit.

Ce document est protégé par la loi sur le droit d’auteur. L’utilisation des
services d’Erudit (y compris la reproduction) est assujettie a sa politique
d’utilisation que vous pouvez consulter en ligne.

https://apropos.erudit.org/fr/usagers/politique-dutilisation/

erudit

Cet article est diffusé et préservé par Erudit.

Erudit est un consortium interuniversitaire sans but lucratif composé de
I'Université de Montréal, 'Université Laval et I'Université du Québec a
Montréal. Il a pour mission la promotion et la valorisation de la recherche.

https://www.erudit.org/fr/


https://apropos.erudit.org/fr/usagers/politique-dutilisation/
https://www.erudit.org/fr/
https://www.erudit.org/fr/
https://www.erudit.org/fr/revues/etudinuit/
https://id.erudit.org/iderudit/1012835ar
https://doi.org/10.7202/1012835ar
https://www.erudit.org/fr/revues/etudinuit/2011-v35-n1-2-etudinuit0322/
https://www.erudit.org/fr/revues/etudinuit/

Inuit perspectives on research ethics: The
work of Inuit Nipingit

Scot Nickels™, Cathleen Knotsch™*

Résumé:  Perspectives inuit sur 1’éthique de la recherche: les travaux d’Inuit Nipingit

En 2008, Inuit Tapiriit Kanatami et Inuit Tuttarvingat de I’Organisation nationale de la santé
autochtone collaborerent afin de contribuer aux débats nationaux sur 1’éthique et les processus de
la recherche dans 1’Arctique canadien. Cet article décrit les travaux qu’Inuit Nipingit (Comité
national inuit sur 1’éthique et la recherche) a menés durant deux ans, de 2008 a 2010. Le comité
d’Inuit Nipingit se préoccupait de la recherche et de son cadre éthique tels qu’ils se présentaient
aux Inuit en tant que participants, chercheurs ou ceux consultés concernant des propositions de
recherche. Les membres de ce comité national ont discuté des lignes directrices sur 1’éthique
dans la recherche émises par le Canada et ont répondu a une consultation de /’Enoncé de
politique des trois Conseils: Ethique de la recherche avec des étres humains. Dans le souci de
soutenir le renforcement des capacités, 1I’Inuit Nipingit a également produit du matériel de
référence destiné aux membres des communautés inuit et a toute personne concernée par la
recherche impliquant des Inuit.

Abstract: Inuit perspectives on research ethics: The work of Inuit Nipingit

In 2008, Inuit Tapiriit Kanatami and Inuit Tuttarvingat of the National Aboriginal Health
Organization collaborated to provide input to national discussions of research ethics and
processes in the Canadian Arctic. This paper describes the work of Inuit Nipingit (National Inuit
Committee on Ethics and Research) during two years from 2008 to 2010. The Inuit Nipingit
committee was concerned with research and its ethics environment as faced by Inuit as research
participants, researchers, and those being consulted on research proposals. Members of this
national committee discussed Canada’s ethical guidelines for research and responded to a call for
input into the 7ri-Council Policy Statement: Ethical Conduct for Research Involving Humans. In
an effort to support capacity building, Inuit Nipingit also produced reference materials for Inuit
community members and anyone concerned in research involving Inuit.

Inuit Qaujisarvingat: The Inuit Knowledge Centre, c¢/o Inuit Tapiriit Kanatami, 75 Albert Street, Suite
1101, Ottawa, Ontario, K1P S5E7, Canada. nickels@itk.ca
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Introduction

The past decade has seen a sharp rise in the number of research projects conducted
in Inuit Nunangat.! Meanwhile, there has been a corresponding increase in efforts to
formulate guidelines and policy statements for research involving Inuit, First Nations,
and Métis in Canada. These efforts include regional guidelines produced by regional
Inuit governments, such as the Nunatsiavut Government Research Process document
(Nunatsiavut Government 2010), as well as research agency efforts, such as the
guidelines prepared by the Canadian Institute for Health Research (CIHR) for research
involving Aboriginal Peoples (CIHR 2007). Arctic researchers currently follow a
number of guidelines for research involving Aboriginal Peoples (e.g., ACUNS 2003;
CAA 1997; CIHR 2007; TASSA 1998; Owlijoot 2008; RCAP 1993). Canadian
academic institutions follow the Tri-Council Policy Statement: Ethical Conduct for
Research Involving Humans (TCPS) (CIHR et al. 2010).

According to Inuit organisations and individuals working with researchers in
Northern communities, there is room for systematic engagement of Inuit in preparing
and defining ethical guidelines for research, particularly when carried out in Inuit
Nunangat and involving Inuit. When the Tri-Council decided to update its original
1998 TCPS, the Inuit of Canada understood the importance of this decision and were
greatly interested in joining the review process. They created Inuit Nipingit (National
Inuit Committee on Ethics and Research) in 2008 as an advisory working group with
members from each regional Inuit land claim organisation and specific Inuit
organisations. Inuit Tapiriit Kanatami (ITK) and Inuit Tuttarvingat of the National
Aboriginal Health Organization (NAHO), both being Inuit-governed, committed to
facilitating collaborative discussions of ethical conduct for research. ITK represents
Inuit at the national level with a mission to help achieve the hopes and priorities of
Inuit in Canada. Inuit Tuttarvingat of NAHO seeks to advance and promote the health
and well-being of Inuit individuals, families, and communities by working within
strong partnerships to collect information and share knowledge.

This paper describes Inuit Nipingit’s work during two years from 2008 to 2010.
The work involved reviewing the draft 2™ edition of the Tri-Council Policy Statement:
Ethical Conduct for Research Involving Humans (TCPS2) and commenting on ways to
improve the policy statement from an Inuit perspective. Funding came from the
Interagency Advisory Panel on Research Ethics (PRE) and was used to form the
committee and arrange face-to-face meetings.

Inuit Nunangat is the term used to describe the homeland of the Inuit of Canada. In a contemporary
political context, Inuit Nunangat can, with some minor qualifications, best be described as the land and
marine areas that make up the land claims settlement areas of the Inuit of Nunatsiavut, Nunavik,
Nunavut, and the Inuvialuit Settlement Region. Inuit Nunangat makes up approximately 40% of
Canada’s land surface. It contains about one half of Canada’s coastlines, and encompasses virtually all
of one territory (Nunawvut), significant portions of one other territory (Northwest Territories), and two
provinces (Quebec, and Newfoundland and Labrador). The literal translation of the Inuktitut singular
phrase Inuit Nunangat is ‘Inuit land, and/or where Inuit live,” inclusive of Inuit who reside in Southern
centres.
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Figure 1: Map of Inuit Nunangat, the Inuit homeland in Canada (source: Inuit Tapiriit Kanatami).

Background on consultations leading to the TCPS2

The Tri-Council Policy Statement: Ethical Conduct for Research Involving
Humans 1is produced by Canada’s three federal research agencies: the Canadian
Institute for Health Research (CIHR), the National Science and Engineering Research
Council (NSERC), and the Social Sciences and Humanities Research Council
(SSHRC). It outlines research standards and procedures for recipients of funding from
CIHR, NSERC, or SSHRC. In 2008, consultations began for the first major review of
the TCPS1 (1998) and, after significant changes to the original document, the new
TCPS2 was released in December 2010.

The Interagency Advisory Panel on Research Ethics (PRE) of the Tri-Council
established a specific Aboriginal process and advisory committee for TCPS review, the
Aboriginal Research Ethics Initiative (AREI). In 2008, the AREI presented a report on
Section 6 of the TCPS which acknowledged the distinctness of Inuit, First Nations, and
Métis populations, their increasing role in research, and the existence of ethical
guidelines prepared by each of them (e.g., First Nations Centre of NAHO 2003, 2007a,
2007b; ITK and NRI 2007; Métis Centre of NAHO 2010) and set out an ethical
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framework for research involving Aboriginal Peoples (AREI 2008). The PRE solicited
public input for a second edition of the TCPS from 2008 to 2010.

In the original 1998 TCPS 1% edition, Section 6, “Research Involving Aboriginal
Peoples,” was intended to launch discussions about what constitutes appropriate
research conduct involving Aboriginal individuals and communities. Although this
section showed goodwill by including ethical considerations, it did not provide any
content and/or concepts. In the new 2010 TCPS2, Section 6 was replaced with Chapter
9, “Research involving the First Nations, Inuit and Métis Peoples of Canada.” It took a
major step forward by adding key concepts and definitions for ethics and Aboriginal
research, by incorporating examples of Aboriginal-related research, and by recognizing
Inuit, First Nation, and M¢tis Peoples as distinct populations. While its provisions
govern research involving First Nations, Inuit, and Métis peoples, Aboriginal
communities also may establish and apply their own codes of research practice. The
TCPS2 states that “[1]t is not intended to override or replace ethical guidance offered by
Aboriginal peoples themselves” (CIHR et al. 2010: 105). There is thus room for
principles and codes that Aboriginal entities have already implemented at the local,
regional, and national levels. For a summary of major changes, see Table 1.

The Inuit Nipingit committee was formed to comment on the draft 2" edition of
the TCPS (released in December 2008) and, in particular, Chapter 9 (“Research
Involving the First Nations, Inuit, and Métis Peoples of Canada”). As an Inuit advisory
group, Inuit Nipingit was to provide input to research in the Canadian Arctic, identify
emerging research priorities, improve and enhance networking, and facilitate
knowledge translation. In recognition of Inuit interests in improving and maintaining
appropriate research conduct and processes, Inuit Nipingit would respond to identified
Canadian policy statements and guidelines, and prepare Inuit positions as necessary.
Such responses were needed to the recent establishment of a Canadian High Arctic
Research Station by the federal government and the creation of Inuit Qaujisarvingat
(The Inuit Knowledge Centre at Inuit Tapiriit Kanatami). Furthermore, Inuit regional
organisations and governments had become interested in accessing information and
research results and in discussing ownership, storage, and use of research materials.

Inuit Nipingit had 17 members, with 12 appointed by regional Inuit land claim
organisations or governments: Inuvialuit Regional Corporation; Nunavut Tunngavik
Incorporated; Makivik Corporation; Nunavik Regional Board of Health and Social
Services; and the Nunatsiavut Government. Three committee seats were assigned to
each Inuit region, and one to each of the following national Inuit organisations: Inuit
Tapiriit Kanatami; Inuit Circumpolar Council; Pauktuutit Inuit Women of Canada;
National Inuit Youth Council; and Inuit Tuttarvingat of NAHO. In addition, the
committee had seven observers with special expertise, such as in research licensing and
academic research on specific subjects. As agreed in the Terms of Reference (Inuit
Nipingit 2009), Inuit Nipingit was given the following goals:

* be active in helping Inuit get involved in and take positions on research and
research ethics at the community, regional, national, and international levels;
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* develop effective responses to identified Canadian policy statements and
guidelines and prepare Inuit positions as necessary;

* raise awareness of research ethics; and

* enhance understanding of research on Inuit lands and communities and
research involving Inuit.

Table 1. Evolution of Section 6 of TCPS1 into Chapter 9 of TCPS2.

have rights and
interests that deserve
recognition and
respect by the research
community;

Identified good
practices derived from
core principles of the
policy and guidelines
as developed by other
bodies; and

Deferred
establishment of the
policy in this area
until sufficient
discussion with
affected peoples and
groups had taken
place.

Sets out 15 articles
that incorporate
previous good
practices;

Draws on substantial
public discussion; and
Recognises the role of
ethics policy and
research protocols that
have emerged in the
Aboriginal
community.

harmonise more closely
with CIHR’s Guidelines
for Aboriginal Health
Research.

Key definitions added
with respect to
“community” and
“community
engagement”;

New articles on research
agreements, intellectual
property, collaborative
research, strengthening
community capacity,
interpretation and
dissemination of research
results, prospective or
secondary use of human
biological materials
identifiable as originating
from Aboriginal peoples

TCPS1 (1998) TCPS 2™ draft TCPS revised 2" draft TCPS2 (2010)
(December 2009)

Section 6 Section 6 Chapter 9 Chapter 9

Research Involving Research Involving Research Involving Research Involving the

Aboriginal Peoples Aboriginal Peoples Aboriginal Peoples in First Nations, Inuit, and
Canada Meétis Peoples of

Canada
Acknowledged that Note: Significantly Significant revision of Note: Significantly
Aboriginal Peoples changed chapter. chapter, in large part to changed chapter.

Serves as a framework
for the ethical conduct
of research involving
Aboriginal Peoples;
Premised on respectful
relationships and
encouraging
collaboration between
researchers and research
participants, and
community
engagement;

Sets out 22 articles that
incorporate former good
practices; and

Draws on substantial
public consultations.

source: PRE (2010)

source: PRE (2008)

source: PRE (2009)

source: PRE (2010)

Identifying Inuit priorities

Inuit Nipingit discussed an initial literature review and identified several common
concerns—both national and global—regarding the ethics of research involving
Indigenous Peoples: acknowledgement and recognition of treaty rights; land claims and
Inuit jurisdiction; protection and recognition of Indigenous cultural knowledge, rights,
and heritage, and of elders’ specific knowledge of traditional laws; recognition of the
value of collaborative practice in research involving Indigenous peoples and
communities; and recognition of knowledge sharing between researchers and
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individuals, communities, regions, and governments. The literature also frequently
mentioned Aboriginal approaches to research, data, and information management (First
Nations Centre of NAHO 2007a). Clearly, many Inuit concerns had been written about.
In the literature we find particular mention of community involvement and partnerships
but not of some other themes important to Inuit, such as wildlife and linkages to the
environment.

Inuit Nipingit identified the following concerns as important to Inuit:

* intangible cultural property? (i.e., respecting language, traditional knowledge);

* community empowerment (i.e., balancing powers between researchers and
communities, communities to share in the benefits of research);

* effects on communities and regions (i.e., increasing positive outcomes and
reducing negative ones);

* knowledge sharing between researchers and individuals, communities, regions,
and governments (i.e., engaging in meaningful communication when sharing
research results; understanding knowledge sharing as part of a research
project); ethical issues on the treatment of animals in the research process
and/or methods (i.e., respecting the relationship between humans and other
species and considering relationships in a broader environmental context); and

* preparation of a fundamental document about the Inuit position on research,
this being necessary because 1) research with Inuit participation and/or in Inuit
regions is continually increasing; 2) Inuit have learned from experience that
they have to get involved in research if they want it to be favourable to them.

Inuit Nipingit completed its review by April 2010 and submitted the above list of
concerns, along with comments and recommendations to the Panel on Research Ethics
of the Tri-Council. Following the dichotomy of substance and procedure as practised in
law, the committee separated the concerns into two types: those that address the
procedure (process) of research and those that deal with areas of substance (content).
Procedure means the proper way to evaluate research projects, i.e., “how” to protect.
Substance means whatever Inuit want to protect or promote. We present Inuit
Nipingit’s concerns in the following sections, separating them by procedure and by
content.

According to the United Nations’ (2003) Convention for the Safeguarding of the Intangible Cultural
Heritage, the following domains are included here: oral traditions and expressions (includes language);
performing arts (such as traditional music, dance, and theatre); social practices; rituals and festive
events; knowledge and practices concerning nature and the universe; traditional craftsmanship.
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Procedural recommendations by Inuit Nipingit

Inuit Nipingit made several procedural recommendations to the Tri-Council for the
redrafting of Chapter 9.3

Population-specific approach

Inuit Nipingit recommended that the Tri-Council consider providing separate and
consistently ordered Inuit, First Nations, and Métis examples in Chapter 9. It argued
that Inuit would like to see a population-specific approach in most types of research,
with results showing Inuit-specific data and statistics. Without such information the
Inuit cannot influence policy development to their benefit. Because Chapter 9
represents broad pan-Aboriginal interests, it cannot always promote sound culture-
specific data gathering.

Partnership in research

Inuit Nipingit felt it essential to promote the principle of “relationship” in research
with Inuit communities. It suggested that the Tri-Council should 1) ensure that the
TCPS strongly support the importance of research as relationship building; 2) ensure
that existing research relationship templates be mentioned in the TCPS, and that readers
be told to where to find them (e.g., CIHR); and 3) guide those who act as interlocutors
in negotiating research relationships with Inuit communities (ITK and NRI 2007).

The rationale was that researchers are increasingly encouraged to engage Inuit
communities, and such engagement requires both sides to negotiate a research
relationship whereby they jointly define their respective roles and responsibilities,
outlining mutual benefits and expectations. Research relationships mean different
things in different contexts. In some instances, where the fieldwork needs direct
community involvement and where the community wants to be involved, both parties
may wish to draw up a formal research agreement. In others, individual consent might
be given orally while at the same time written agreements are used to formalise
relationships with multiple community institutions.

Inuit see research as relationship development, where trust is built over time, and
this, they feel, should be reflected more strongly in the TCPS document. A national
policy like the TCPS must have concise statements of what protection it provides in
order to level the playing field and give substance to the words of research relationships
with Inuit communities, with non-Inuit, and with non-human species. Inuit are
interested in promoting long-term research programs where the important phase of
research planning and trust building between researchers and community can be

3 The following text refers to the Revised 2nd Draft Edition of the TCPS (CIHR et al. 2008), i.e., the
copy used for review. It differs considerably in document organisation and page number from the
official TCPS2 released in December 2010.
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nurtured. A better researcher-community relationship will lead to even better research
results.

Pre-research consultations and relationship building

Inuit Nipingit suggested that the Tri-Council should encourage pre-research
consultations and processes of relationship building, and promote earmarking of
dedicated funds for this purpose. Some Inuit are concerned about the conduct of
research and about the community impacts. Some of the concern stems from lack of
consultation in identifying research needs and questions and in designing studies. Inuit
often feel they are not adequately involved throughout the research process (e.g.,
project design, data collection and analysis, and communication of results).
Occasionally Inuit dismiss scientific studies (especially those on harvested wildlife
species) as unnecessary, inaccurate, and irrelevant. A common perception is that Inuit
often already have the answers to many research questions and that all the researcher
needs to do is ask.

Inuit Nipingit agreed with the Revised Draft 2" Edition TCPS statement “[w]here
the social, cultural or linguistic distance between the community and researchers from
outside the community is significant, the potential for misunderstanding is likewise
significant” (CIHR et al. 2008: lines 3527-3629).* To prevent misunderstanding,
researchers should be more flexible with their time and allow for preliminary
consultation with community residents, before the project begins. If a researcher is new
to Aboriginal settings, he or she needs time to “know” the community, to become
familiar with its members and environment, and to gain trust and respect, with no
pressing agenda. The Revised Draft 2" Edition states a little less directly that,

Engagement between the community involved and researchers, initiated prior to the actual
research activities and maintained over the course of the research, can enhance ethical
practice and the quality of research. Taking time to establish a relationship can promote
mutual trust and communication, identify mutually beneficial research goals, define
appropriate research collaborations or partnerships, and ensure that the conduct of research
adheres to the core principles of justice, respectful for persons and the concern for welfare
of the collective, as understood by all parties involved (CIHR et al. 2008: lines 3529-3535,
our emphasis).

This is a laudable statement, but Inuit are concerned that it may only be a statement
and not a policy that is implemented. To what degree is this prior engagement actually
provided for and cultivated within the Tri-Council funding mechanisms? Can funding
recipients actually conduct their research in this recommended way? Unfortunately,
university research design, funding agencies, and research programs do not typically
allow for this preparatory period.

4 Sections on community customs and engagement are found in the TCPS2 (CIHR et al. 2010: 108).
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Cultural competency training

Inuit Nipingit suggested that the Tri-Council should have researchers and students
participate in cultural competency training in the Inuit region or community. The
committee explained the need to engage local community members in order to identify
appropriate research processes, to maximise local participation, and to produce
meaningful research results. The researcher and community members could jointly
create a steering or advisory group and identify community-based individuals who will
be trained in research or research-related tasks. Before, during, and after research, the
researcher should explain the benefits to the community and accommodate Inuit
priorities as much as possible.

Inuit Nipingit further noted that some research programs are of short duration and
geared to fast completion of university training. Because students lack sufficient time
to become familiar with or achieve cultural competencies, the community is under
much pressure and the quality of research might suffer (e.g., as with students doing a
one-year master’s program). An example of good practice is found at the Centre for
Indigenous Peoples’ Nutrition and Environment (CINE), where master’s students are
integrated into existing larger projects and scheduled for pre-research visits in the
communities. In this way, student-researchers of different cultural backgrounds can
gain appropriate regional and cultural training by using community and regional
resources or existing regional materials.

Implementation of possession agreements

Inuit Nipingit suggested that the Tri-Council should encourage implementation of
data possession agreements as the communities develop the required resources
(logistics, capacities, etc.). The First Nations Centre of NAHO, for example, has
adopted a code of principles that supports control by First Nations over data collection
in their communities. First Nations own, protect, and control how information is used.
They determine, under appropriate mandates and protocols, how access can be
facilitated and respected. These are the OCAP principles for research, i.e. Ownership,
Control, Access, and Possession. Possession refers to the physical control of data, a
means by which ownership is protected:

While ownership identifies the relationship between a people and their data in principle,
possession or stewardship is more literal. Although not a condition of ownership per se,
possession (of data) is a mechanism by which ownership can be asserted and protected.
When data owned by one party is in the possession of another, there is a risk of breach or
misuse. This is particularly important when trust is lacking between the owner and
possessor (First Nations Centre of NAHO 2007a: 5).

Although Inuit have not signed on to the OCAP principles, they need to discuss

such principles and in particular that of possession. This principle means that Inuit
communities can control the use of data stored in a database and use such data for their
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own research initiatives (ITK 2008). The principle of possession has to apply to all
research and to all forms of data or biological collection.

Inuit Nipingit suggested that Inuit possession can best be established by a
possession agreement, which may be a memorandum of understanding between the
researcher’s institution and the community or the representative land claims
organisation. This agreement is distinct from the research agreement. Its content can
continue to apply long after a research project has ended. The possession agreement
could be gradually introduced, as communities develop the resources required for its
implementation. Its existence would be compulsory if required by the community that
hosts a research project.

Privacy

The Canadian Constitution’s fundamental rights and freedoms include privacy
protections, and researchers have a duty to respect them. Inuit Nipingit realises that
protection of anonymity is difficult in small Inuit communities where each person
knows everyone else. Thus, when a research project gathers sensitive personal
information on human health® or political issues, the participants will need protection if
other residents can easily identify their participation.

Even when the data are aggregated, specific individuals can be identified because
there are so few participants overall. When participants do not want to be identified
and/or when sensitive personal information is gathered, the results need to be kept
confidential. Inuit Nipingit strongly recommended that researchers guarantee the
protection of participant privacy in such cases during data gathering and afterwards,
when the results are disclosed.

Consent

Inuit Nipingit made recommendations on three areas of concern: 1) informed
voluntary consent, 2) appropriate age of consent, and 3) double or multiple consent.

1) Informed voluntary consent

Informed voluntary consent means that participants have been informed of the
risks and benefits of the research processes and, after having thought over the
information provided to them, have voluntarily agreed to participate. Clarity of format
and wording is essential on written consent forms and should be translated into the
Inuit language of the community. Verbal consent may be an appropriate option.
Participants must be provided with the researcher’s contact information, a project
description, how the participant will be involved, and how the collected data will be
treated and used.

3 See First Nations Centre of NAHO (2005).
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2) Appropriate age of consent

There is need for awareness of cultural norms when assessing the age of consent.
Expressions of autonomy and decision making can differ from one culture to another,
and such differences should be considered when designing the TCPS. Definitions of
youth in the Arctic are broad and subject to interpretation. For example:

* The International Institute for Sustainable Development, in co-operation with
the secretariat for the Future of Children and Youth of the Arctic (supported by
the Arctic Council) recruits youth between the ages of 19 and 30 for internships
within the circumpolar north.

* The Role Model Program of the National Aboriginal Health Organization
targets Canadian Aboriginal youth between the ages of 13 and 30.

* The Government of Canada initiatives that target Inuit youth (e.g., the Youth
Employment Strategy) accept applications from Canadian Inuit between the
ages of 15 and 30.

*  The Inuit Circumpolar Youth Council and the National Inuit Youth Council
define youth as individuals between the ages of 16 and 30.

Given this variety, more work is clearly needed to define the age range of an Inuk
youth and the age of consent. Further, these definitions may differ between regions.

3) Double or multiple consent

Often, double or multiple consent is required (individual and community). Broader
consent from umbrella organisations or community representatives does not replace the
necessity of individual consent. Nor does individual consent replace community
consent. Even when the community representatives have permitted the project to go
ahead, the researchers must still obtain consent from each individual willing to
participate. Researchers should not assume that an individual’s consent means
community consent. Inuit Nipingit stressed the need for an efficient and effective
system for community-level review of research proposals.

Recommendations by Inuit Nipingit on substance

Substance means whatever Inuit want to protect or promote. Discussions among
Inuit Nipingit members revealed a need to address capacity building, consultation with
women, wildlife, food security, and traditional knowledge. These five themes are not
necessarily the only Inuit concerns of substance, but they were the ones that the
committee identified within the constraints of time and other resources.
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Capacity building

“Capacity building” has emerged as an important concept in international
development. It means strengthening the knowledge, abilities, and leadership of people
and communities in developing societies so that they may overcome the obstacles to
their needs and goals. In the Arctic many researchers have visited Inuit communities
and returned to their universities, finished their degrees, and moved on with their
academic careers without further contact. Inuit have seen many researchers come and
go, often without a clear understanding of what the researcher actually did. While
researchers can use fieldwork data to publish articles, to receive media exposure, and to
comment about the researcher-Inuit relationship, Inuit seldom benefit in the same ways.

To help Inuit benefit from research projects, the Inuit Nipingit members called for
an evolving research process that would enable Inuit to conduct their own research. For
example, in the Inuvialuit Settlement Region, capacity building needs to be clearly
outlined in each research proposal before the regional Inuvialuit organisation can give a
positive review. In this context, capacity building is a necessity that, to Inuit, may mean
the following:

* Inuit are involved in the research project from the beginning;

* The research team leaves resources and/or equipment with the community after
the research project has been completed;

*  Researchers help build and/or improve existing research facilities;

*  More programs combine traditional knowledge and academic skills;

* Researchers and others provide space and opportunity to share knowledge and
information. This includes acknowledging and treating Inuit experts in certain
knowledge areas at an equal level as academic experts, helping institutionalise
traditional knowledge (such as the Nunavut cultural school Piqqusilirivvik in
Clyde River) and validating Inuit knowledge by accrediting elders in
universities;

* Viable and rigorous community-level review of research projects is established;
and

* The university Research Ethics Boards consider Inuit and Arctic-specific
perspectives in their review processes.

For the International Polar Year 2007-2008—one of the latest multidisciplinary
research initiatives, all Canadian-funded research proposals had to prove the
“suitability of plans to communicate with Northerners” and describe “training
opportunities for Northerners, particularly for Aboriginal people” (IPY 2007). One may
assume from the inclusion of this requirement that current research processes
acknowledge the need for more inclusive and partnership-based research. Has this goal
been reached? Answering this question will require further evaluation, in particular
from a community perspective.
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Consultation with women

There are differences in life experiences between Inuit men and women. Inuit
women intimately know the conditions of life in their communities. They are an
integral part of the cultural perspective and knowledge traditions that constitute the
Inuit universe. By including them in the themes, processes, and results of research, one
can collect knowledge not gleaned elsewhere and produce specific impacts on Inuit
women.

For example, such inclusion can improve research on access to health services for
childbirth. Health research often focuses on identifying health needs, and the resulting
data are crucial to health care planners and clinicians who serve women. Inuit women
have also expressed their feeling that health care systems are not meeting their needs
(Ajunnginiq Centre of NAHO 2006). They have limited access to health services in
Inuit regions, and most of them must still leave their home community and spend time
in a hospital far from home before giving birth. Even diagnostic tests that would mean
a few hours for someone living in southern Canada might mean a flight and a trip
lasting several days for someone living in one of the Inuit regions (Canadian Women’s
Health Network n.d.). The Inuulitsivik midwifery program in Nunavik demonstrates
that Inuit community-based initiatives are possible (Van Wagner et al. 2007). It also
shows that childbirth is a family event. Isolating it from family and social ties has
effects beyond the immediate clinical welfare of mother and child. Inuit midwives
consider themselves family workers who take care of the mother and her child before
and after delivery, but also assist to improve the well-being of families and
communities.

No one can better express the health needs of Inuit women than Inuit women
themselves. Including them in research goes beyond the specific issue of health care.
As Inuit commonly point out, there are educational, subsistence, nutritional, and
economic implications as well. Women should participate in all areas of research, such
as climate change, wildlife, and environmental contamination, because their lives are
often impacted differently. Indeed, gender is a key variable in socio-economic analysis.
Inuit men and women also need to benefit from research equally.

Wildlife

According to Inuit Nipingit, there is a need to consider, document, and refer to
existing regional protocols/guidelines for treatment of animals in wildlife research, as
set out in most land claim agreements. A wildlife ethics policy is also needed. Ethical
conflicts can emerge between cultures due to diverse wildlife and harvesting practices.
Such conflicts might partly be rooted in differences in worldview and possibly result in
questioning whether wildlife are a cultural property® or a cultural practice, i.e.
subsistence hunting.

6 mn Canada, Inuit have asserted ownership over the land and resources in their regions, and this

ownership has translated into the right to use wildlife resources and to control how wildlife will be
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Treatment of animals in research

Inuit Nipingit noted deep cultural differences between the Inuit comprehension of
human-wildlife relationships and that of academically trained researchers. In the
committee’s discussions, treatment of animals by researchers was a high priority that
requires further work and formulation. Inuit Nipingit wished to integrate the treatment
of wildlife into guidelines for research involving humans, since many wildlife research
practices are not congruent with Inuit cultural norms on how animals should be
ethically treated. For example, the Inuit land claim organisation Nunavut Tunngavik
Inc. resolved in November 2007 that “members disapprove of intrusive wildlife
research methods that are detrimental to wildlife and call on the Government to put a
halt to detrimental survey and other research methods, and only use methods that are
consistent with [lnuit Qaujimajatugangit [Inuit Knowledge]” (Nunavut Tunngavik
2007: 1). Although [nuit Qaujimajatugangit is most often translated as Inuit
knowledge, it also encompasses values and ethical codes, and how and why things are
done.

More recently, at the Inuit Tapiriit Kanatami Annual General Meeting in June
2009, a resolution expressed a

serious and increasing concern about the intrusive methods by which western science
researchers are handling and gathering research data on polar bears that is causing stress and
harm to the animals—mnamely through methods such as the use of tranquilizers, direct
handling of the animal, taking body samples, collaring, paint marking, recapture, and using
aircraft to track, chase, and seize the animals (ITK 2009: 1).

This resolution speaks to the connection between human health and treatment of
animals by researchers. For example, wildlife researchers commonly recommend that a
tranquillised animal should not be killed and consumed for a certain time that extends
from several hours to several days. Inuit Nipingit has not yet conducted a thorough
review of methods for chemical immobilisation of wildlife, but committee members are
very interested in seeing one done in the near future. When wildlife undergo such
research methods as the use of tranquillisers, concern focuses on 1) unknown health
effects on wildlife (e.g., via sedative drugs); 2) unknown health effects on humans who
have eaten meat from previously tranquillised animals; 3) inability to avoid hunting
previously tranquillised animals because they are no longer distinguishable from other
animals once the effects have worn off; and 4) effects of treatment, such as
tranquillisation or repeated intrusive tagging, and their effects on human-animal
relationships.

used. The government has accepted the Inuit claim to wildlife rights, and the resulting establishment of
Inuit harvesting rights, self-regulating bodies such as hunters and trappers organisations, and co-
management boards. While cultural property rights have been viewed as rights to objects, recent
research on “common pool resources” (CPR) has provided an excellent model for group-level rights in
communities. CPRs include any renewable or non-renewable good, e.g., fish and other wildlife,
pastures, forest, light, wind, etc., from which it is difficult to exclude others (Saunders 2011).
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Anthropologists have stressed the need to consider not only Inuit values but also
Inuit worldview in order to understand social relationships. Social norms and relations
between human beings are “tied in with the norms pertaining to their dealings with
nature. The acute, strong dependence on nature, animals in particular, had its pendant in
the direct dependence on other people” (Rasing 1994: 269). Further, how an animal is
treated can also affect other animals that Inuit have a relationship with. Thus, Inuit
think that any research involving wildlife also directly involves themselves and other
species. Given their intimate relationship with wildlife, Inuit feel that ethical treatment
of animals is an issue that extends to humans as well—the two are, in a sense,
inseparable. Inuit consider the handling of animals by researchers (especially in a
repetitious manner), such as through physical interaction, chasing, tagging, and
measuring, to be stressful for the animal and a source of physiological and
psychological harm. To the Inuit, such handling may also have delayed negative
consequences for humans. Animals may not make themselves accessible to Inuit
hunters in the future because they have been treated with disrespect and because the
human-wildlife relationship has been disturbed (e.g., Nuttall 2005).

Inuit Nipingit working for communities

Informing Inuit about research and research ethics issues is part of Inuit Nipingit’s
mandate. Objectives include making Inuit front-line workers in regions and
communities better able to deal with research and researchers, and thereby ultimately
enhancing positive research outcomes while reducing negative ones. The committee
has developed tools to assist and reach out to Inuit Research Advisors, who are
positioned in each of the four Inuit land claims organisations and governments, and
who already provide much needed support for researchers who intend to work in Inuit
regions. A series of tools has been distributed to communities in an effort to reach
research participants and to provide community offices with reference and training
materials. To make information on research and research ethics available to community
members, the following products have been developed:

* A national poster titled “What is research?” that guides viewers to websites
where the resources have been made available;

*  Webpages (www.naho.ca/inuit/research-and-ethics and www.itk.ca) that briefly
introduce and describe each tool on the site;

* A “Career as a Researcher” poster series that features region and topic-specific
images accompanied by messages aimed at Inuit youth;

* A “Research and Research Ethics Fact Sheet Series” that contains a total of
nine pages on basic procedures, guidelines, and contacts. The series is a
collection of living documents that are updated as necessary and added to as
needed.

* A “Research and Research Ethics Resource Binder” that includes materials
useful for training of Inuit researchers and participants, such as Inuit Nipingit’s
(2009) Terms of Reference and presentations, selected literature, guidelines,
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and “how to” fact sheets on research, such as templates for systematic literature
searches and environmental scans (Inuit Nipingit 2010).

So far, these products have been used for training sessions, for on-the-job
mentoring, and as reference material for community researchers and participants.
Feedback from communities has included requests for additional copies of research
ethics fact sheets and translations into Inuit languages. The posters have been much
appreciated, and the use of regional photography lauded. In some cases, materials have
been removed from their series and integrated into other information and training
packages, an indication of their educational usefulness. In other cases, community
members have inquired about training as researchers, expecting they can enrol
immediately.

The new TCPS2 and recommendations by Inuit Nipingit

In December 2010, the 2™ edition of the Tri-Council Policy Statement: Ethical
Conduct for Research Involving Humans (TCPS2) was released and the original
Section 6 on “Research Involving Aboriginal Peoples” had evolved into Chapter 9
“Research Involving the First Nations, Inuit and Métis Peoples of Canada,”
acknowledging the distinctness of each population and offering substance and
examples. Inuit-specific review and recommendations by Inuit Nipingit contributed to
the revised TCPS2. Table 2 shows examples of provisions in the new TCPS2 that
accommodate recommendations by Inuit Nipingit.

The TCPS2 (CIHR et al. 2010) is clear in describing the purpose and use of the
document. In the introduction to Chapter 9, we read: “This chapter is designed to serve
as a framework for the ethical conduct of research involving Aboriginal peoples. It is
offered in a spirit of respect. It is not intended to override or replace ethical guidance
offered by Aboriginal peoples themselves” (ibid.: 105). For Inuit, the review of the
TCPS and the work in connection with the review have been a first step toward
formulating at the national level what matters to Inuit in research and research ethics.
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Table 2. Inuit Nipingit recommendations and the new TCPS2 (2010).

Inuit Nipingit recommendations (2010)

TCPS 2 (2012)

Source Text Text Web version
p.3 One way to recognize This chapter on research p. 103
Concepts and Aboriginal diversity is to involving Aboriginal peoples | Chapter 9
Definitions illustrate this diversity in in Canada, including Indian Introduction
separate Inuit, First Nations (First Nations), Inuit and
and M¢étis chapters, sections, Meétis peoples, marks a step
or sub-reports. toward establishing an ethical
space for dialogue on
common interests and points
of difference between
researchers and Aboriginal
communities engaged in
research.
p.3 It is difficult for the reader to First Nations, Inuit and Métis | p. 103
Concepts and follow the flow of the communities have unique Chapter 9
Definitions argument when the subject histories, cultures and Introduction
switches between discussing traditions.
general Aboriginal issues and
an issue or example from a - -
particular group (i.e., Inuit, [...] The term “Aboriginal” p. 108
First Nations, Métis), and fails to reflect the distinctions | Chapter 9
then another. In this among First Nations, Inuit Key Concepts
cumbersome back and forth and Métis peoples, who have and Definitions
between cultural groups, it is their own histories, cultures
very difficult for the reader to | and languages, so an attempt
know whose values/protocols | has been made to limit use of
apply to whom, and what the term in this Policy to
proper protocol is. [...] We instances where a global term
suggest that the Tri-Council is appropriate.
consider: providing separate
and consistently ordered
Inuit, First Nations and Métis
examples in Chapter 9, for
each issue where an example
is needed.
p. 8 The broader consent from [...] Engagement with formal | p. 114
Consent umbrella organizations or leadership is not a substitute Article 9.3
community representatives for seeking consent from Application
does not replace the necessity | individual participants, as
of individual consent. Nor required by Chapter 3.
does individual consent
replace community consent.
This means that even though
the community
representatives permitted the
project to go ahead, the
researchers must still obtain
consent from each individual
willing to participate.
p.9 We suggest that the Tri- The guidance provided in this | p. 107
Introduction to council should: ensure that chapter is based on the Chapter 9
Chapter 9 the TCPS strongly supports premise that engagement with | Introduction

the notion of the importance
of research as relationship

community is an integral part
of ethical research involving
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building; ensure that existing
research relationship
templates be mentioned in the
TCPS and that readers should
be guided to where they can
find such templates (e.g.,
CIHR and CINE); guide
interlocutors in the
negotiation process (e.g., ITK
and NRI 2007).

Aboriginal peoples.

Enforcement re
Article 7.1 of

helps when ethical research
codes are broken. In the event

affecting Aboriginal
communities is regularly

pp. 12-13 Inuit view research as an Researchers have an p. 117
Forms of ongoing practice based on obligation to become Chapter 9
Engagement relations between researchers, | informed about, and to Article 9.8
direct research participants respect, the relevant customs
and those involved in the and codes of research
broader process. We suggest practice that apply in the
that the Tri-Council should: particular community or
encourage pre-research communities affected by their
consultations and processes research. Inconsistencies
of relationship-building; have | between community custom
researchers and students and this Policy should be
participate in cultural identified and addressed in
competency training in the advance of initiating the
Inuit region or community research, or as they arise.
[Application] [...] The
absence, or perceived
absence, of a formal local
research code or guidelines
does not relieve the
researcher of the obligation to
seek community engagement
in order to identify local
customs and codes of
research practice.
p. 15 Inuit encourage institutional Researchers and REBs p. 120
Institutional Research Ethics Boards should recognize that Article 9.9
Ethics Review (REBs) and researchers to research ethics review by Application
Required consider asking themselves community bodies will often
re Article 9.9 questions such as: what types | pursue purposes and apply
of direct and indirect benefits | criteria that differ from the
could my project have within provisions of this Policy. The
a community?; how can | express purpose of most
positively engage community | Aboriginal community codes
members in the research of research practice is to
process? The process of ensure the relevance of
answering the above research undertakings to
questions may reveal ways in | community needs and
which research projects can priorities [...] It is therefore
be developed in order to inappropriate to insist on
maximize the potential uniformity between
benefits to community community practices and
members and researchers. institutional policies.
pp. 19-20 Inuit want to know how this In cases where REB review of | p. 120
Accountability policy statement for the research on topics related to Article 9.9
and Processes of | ethical conduct for research Aboriginal peoples or Application
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TCPS2 that ethical codes are broken, required, the REB
what are the legitimate membership should be
opportunities for Inuit to modified to ensure that
pursue action on this relevant and competent
prohibited activity, and what knowledge and expertise in
is the process for them to deal | Aboriginal cultures are
with this breach? Who available within its regular
oversees this accountability? complement. Aboriginal
Who is responsible for these scholars or members drawn
matters? For example, in our from First Nations, Inuit or
consultations, particularly in Meétis communities may fill
regard to our discussions with | this role (see Article 6.4). For
the Nunavut Research occasional review of
Institute and the Aurora Aboriginal research that is
Research Institutes Territorial | likely to affect the welfare of
Licensing Agencies, it has a community or communities,
become apparent that there consultation with ad hoc
are no cases where a research | advisors or delegation to a
project has been denied or specialized or multi-
stopped, because a institutional REB may be
community felt codes were appropriate (see Articles 6.5
broken, despite hearing many | and Article 8.1).
examples where communities -- --
felt that this was the case. The role of community p. 72
The words written in the members on REBs during the | Article 6.4
revised draft 2" Edition need | ethics review process is Application
to have some applicability in unique and at arm’s length
this area if they are to be of from the institution. Their
use. primary role is to reflect the
perspective of the participant.
This is particularly important
when participants are
vulnerable and/or risks to
participants are high.
p. 18 We suggest that the Tri- Ethical obligations often p. 108
Requirement to Council should note that: extend to respectful relations Chapter 9
Advise the REB There is a need to consider with plant, animal and marine | Key Concepts
on a Plan for and document that Inuit life. and
Community regions have existing Definitions
Engagement protocols/guidelines for
treatment of animals and refer
to them. These protocols/ -- --
guidelines already exist Research that involves the Page 113
within most land claim collection and analysis of Article 9.2
agreements. Consideration tissue samples from animals Application
towards a wildlife ethical or plants, and not involving 6)

policy is needed.

human research participants,
is not covered within the
scope of this Policy and does
not require institutional REB
review. However, funding
program guidelines and
licensing requirements in the
North may impose
obligations to engage
communities. Community
customs or codes of research
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practice may require securing
regional and local permission,
and reporting findings to
communities (see NSERC
literature on the Northern
Research Program for
professors and students/
fellows, and Article 9.8).
p. 13 We propose the application of | Research projects should P. 125
Article 9.2 the principle of supporting support capacity building Article 9.14
re Capacity Inuit research. This principle through enhancement of
Building seeks recognition and support | the skills of community
for efforts of Inuit in personnel in research
undertaking their own methods, project
research based on their own management, and ethical
epistemologies and review and oversight.
methodologies, in creating
their own knowledge-sharing
mechanisms, and in utilizing
their own collections and
databases in accordance with
their self-defined needs.
Capacity-building, training
exchanges and technology
transfer for communities and
local institutions to enable
these activities should be
included in research,
development and co-
management activities to the
greatest extent possible.
Conclusion

The process of creating a draft 2" edition of the TCPS provided Inuit with a
unique opportunity to help draw up Canadian research guidelines for federally funded
research institutions. The work by Inuit Nipingit described here is a milestone in a long
effort by Inuit to contribute to research and research ethics at the national level.
Committee members represented the interests of community, regional, national, and
international Inuit organisations, and ensured that views and comments covered as
many angles and nuances as possible. The commitment of all members, including those
with observer status, was outstanding and ensured the success of an ambitious two-year
work plan.

Inuit regions will have to formulate research ethics and move toward Inuit-specific
ethical evaluations of research. Inuit Nipingit members repeatedly stressed the need for
an effective and efficient community-level system for review of research proposals.
While community members are aware of this need and often go to great lengths to
provide reviews in informal ways, there is a strong desire for institutionalisation of
community reviews with assigned capacities and with opportunities for training and
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expertise development in research ethics. Overall, in continuation of the work of Inuit
Nipingit, a number of items remain to be addressed:

*  Further elaboration of the work on topics of substance;

* Establishment of a viable and rigorous community-level process for review of
research proposals;

* Inuitreview of “Ownership, Control, Access and Possession” principles;

* Development of a university Research Ethics Board process that considers Inuit
and Arctic-specific perspectives; and

* Establishment of an Inuit-specific Research Ethics Board.

Current research and political environments provide opportunities for further work
on Inuit formulated ethical research guidelines as well as for discussion of Inuit ethical
evaluations. The Inuit Qaujisarvingat: The Knowledge Centre of ITK, and Inuit
Nipingit are well positioned to continue the work started by the latter by identifying,
formulating, and promoting the procedure and substance Inuit want to see developed.
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