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Executive Summary
There exists a need throughout the Yukon, Northwest Territories and Nunavut to increase capacity
to address issues of health research ethics, and in each territory, the needs are diverse.
This final report outlines the year 1 activities conducted as part of a 3-year tri-territorial grant from
the Tri-Territorial Health Access Fund (THAF).
The goals of this project were to:
1.

Develop a tri-territorial strategy for ethical review of health research involving Indigenous peoples

2.

Conduct a survey of existing ethical guidelines and literature that are relevant to northern populations.

3.

Evaluate community capacity to provide input on ethical review of health research
projects by

4.

To develop a draft of a Health Research Ethics Checklist for community proposal reviewers.

5.

To consult communities about health research priorities in each region.

Common themes in community ethics across the territories were issues related to:
•

licensing;

•

principles of respect;

•

meaningful community engagement;

•

the use of appropriate research methods;

•

use of data and ownership, control, access and protection/possession (OCAP) of data;

•

sharing knowledge obtained from research.

Recommendations for institution-based and national ethics review boards evaluating research proposals for northern communities are made in this report and include:
•

Training in community-based participatory research;

•

Documenting research processes and engagement with community;

•

Examining the nature of informed consent for participation;

•

Community consultation;

•

Community-Researcher Research Agreements

It is important that territorial and federal agencies involved in determining and communicating
guidelines for institutional research ethics boards in Canada take these findings into account, to
ensure that important northern and indigenous perspectives are included as criteria for ethics review boards across Canada
Arctic Health Research Network
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Introduction
There exists a need throughout the Yukon, Northwest Territories and Nunavut to increase capacity
to address issues of health research ethics, and in each territory, the needs are diverse.
This desire to participate in health research underscores the need for community members to better understand and share their perspectives on health research ethics, and particularly CIHR’s
guidelines for the ethical conduct of health research in the North. It also highlights the need for the
three territories to collaborate to address issues of capacity in ethical review of health research projects conducted in the North.
This final report outlines the year 1 activities conducted as part of a 3-year tri-territorial grant from
the Tri-Territorial Health Access Fund (THAF).
It is our hope that the ideas discussed in this paper can be reviewed, discussed and individualized
by communities, organizations and government so that we may work collaboratively to improve
and support ethical review in the North.
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Basic Principles in Health Research Ethics
The basic principles of ethical health research generally include autonomy, nonmaleficence, beneficence, and justice as touchstone principles for conducting ethical review of health research
proposals (1).
Respect for autonomy is based on one’s right to self-determination, which is generally implemented through ‘informed consent’. Participants are seen as free-thinking individuals who must be
informed about the purpose of the research, the possible harms and benefits associated with participating, processes to protect confidentiality and privacy, how the data will be used, participant
rights and responsibilities, and withdrawal procedures should participants ever wish to withdraw.
Once potential participants fully understand the scope and purpose of the research, they are considered enabled to make an “informed” decision about whether to participate. Non maleficence
(the principle of doing no harm) and beneficence (the obligation to do good) are operationalized
through processes of “minimizing harm” and “maximizing good” in research. Research procedures
that knowingly harm individual participants are always unacceptable. Finally, the principle of justice means that all members of society should assume their fair share of both benefits and burdens
of health research. It is unacceptable to coercively target vulnerable groups (e.g. children) or, without good reason, to ban a whole group (e.g. women) from studies that might benefit them. These
principles maintain that morally acceptable ends and means should guide all research methodologies and processes.
Ethical dilemmas are a continuing problem in health research. Particularly, a focus on “individual
ethics” has left some communities vulnerable to risks, for example, research conducted to advance
academic careers at the expense of communities; wasting resources by selecting communityinappropriate methodologies; communities feeling over-researched, coerced or misled; researchers
stigmatizing communities by releasing sensitive data without prior consultation; and communities
feeling further marginalized by research (1). Finally, a particularly damaging effect of traditional
research is that researchers often do not give back to communities. Most blatantly, findings are not
shared with community members, and more commonly, researchers have done little to build capacity within communities.
The Arctic Health Research Network is playing a larger role in building community capacity for
meaningful engagement with researchers coming to northern communities in an effort to change
the power imbalance inherent in northern health research of the past. In addition, as is described
in the following section, AHRN can play a role in the development, application and promotion of
ethical guidelines for best practices in northern health research. It is our hope that the work conducted for this paper will provide the foundation upon which we continue to build ethics capacity
in the North.
Arctic Health Research Network
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Goals of the AHRN Ethics Project
Arctic Health Research Network (AHRN) in each territory has a mandate to serve as a resource
centre for health research activities and to seek opportunities for educational partnerships in health
research with a focus on Inuit, First Nations and other northerners’ health issues.
As an organization designed to assist in the creation of community driven, northern lead, health
and wellness research units, AHRN has a role to play in the development, application and promotion of ethical guidelines for best practices in northern health research.
The AHRN in each Territory is managed by a Board that is independent from the Boards in the
other 2 territories, facilitating responsiveness to Territory-specific issues and priorities, including
ethics. Communications are maintained between the three sites through regular communications
between staff and an annual face to face meeting of Board Chairpersons and Executive Directors,
contributing to the development of pan-Territorial outcomes such as this report.
To address these mandates, literature reviews, community consultations and educational workshops are an imperative part of the process of gathering information on community needs and involving community members in issues of health research.
The goals of this project were to:
1.

Develop a tri-territorial strategy for ethical review of health research involving Indigenous peoples
•

created a tri-territorial Advisory Committee to guide Arctic Health Research
Network’s ethics-related projects

2.

Conduct a survey of existing ethical guidelines and literature that are relevant to northern populations.

3.

Evaluate community capacity to provide input on ethical review of health research
projects by
•

generating discussion among community members and organizations about
health research ethics and how to work together to address our capacity needs

•

conducting consultations on health research ethics and Inuit/community perspectives on what it means to be ethical in research

4.

To develop a draft of a Health Research Ethics Checklist for community proposal reviewers.

5.

To consult communities about health research priorities in each region.

Arctic Health Research Network
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Common Themes in Ethics Across the Territories
Licensing
Yukon
From a Yukon Territorial government perspective, licensing of scientific research in the Yukon is legislated through the Yukon Scientists and Explorers Act, and is administered through the Heritage
Branch of the Territorial Government’s Department of Tourism and Culture (2).
There is no specific reference to health research in this Act. The Act includes conditions applicable
to all licenses, requirements to comply with the license, handling of specimens, reference to regulations which may be developed, and the penalty for violating the provisions of the Act, which includes the possibility of a fine of $1000 or imprisonment of six months, or both fine and imprisonment.
The application for this research license includes the following elements for the description of the
project:
•

Title of project

•

Confirmation of consultation with Yukon First Nation(s) in whose traditional territory
the research will be conducted. Include individual(s) contacted and date of contact.
Attach any letters of approval or support to the application.

•

Location(s) of area(s) of study (include N.T.S. map references)

•

Schedule and dates of field work.

•

Purpose and objectives of research project

•

Proposed research plan and methodology

•

Significance of proposed project

•

Relation of project to previous work or other work in progress.

•

Expected completion date (i.e. date of final report)

In all cases, applications to conduct research on specific traditional Yukon First Nation lands are
reviewed and approved or not by the appropriate First Nation Government or Governments.
In addition, the Whitehorse General Hospital (WGH) has an Ethics Committee for clinical research
activities conducted at WGH. Their Vision is “To become the leader in healthcare ethics in the
Yukon”, and their Mission “recognizes and responds to issues which create ethical and moral dilemmas and promotes discussion of these through multi-disciplinary partnerships; and promotes
an ethical work environment, which integrates ethical principles and values“ (3).
The Terms of Reference, Principles, Values, and Research Protocol are available upon request.
Arctic Health Research Network
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Northwest Territories and Nunavut
The NWT and Nunavut share the same Scientists Act. The processes for licensing a research project
are outlined in the Scientists Act in Nunavut and the Northwest Territories. In addition, in the NWT
there is a hospital-based ethics committee and a college-based ethics committee specifically for
the nursing program.
For licensing, researchers are required to fill out a license application and submit their proposal
with a 1 page summary in the appropriate local language where they will be working to the territorial research institute. The intent at this point is to afford local stakeholders and community and
territorial representatives with an opportunity to review and evaluate the proposed research study.
After a defined period of time, feedback is collected and sent to the researcher at which point they
are asked to make suggested changes to their plans or are granted a license by the Science Advisor
to cabinet (typically, the Executive Director of the local research institute).
In all regions of the North, power relationships between Indigenous communities and scientists are
played out in various contexts, from environmental management, to land claims, to health research. Gearhard & Shirley (2007) argue that the research licensing consultation process under the
Scientists Act in Nunavut has emerged as an important forum for negotiating power relationships
between communities, scientists, and regulatory agencies in Nunavut (4). However, the authors
highlight, communities and researchers alike are often unclear about what it entails, and in particular, about the role community agencies play in the license application review and approval
process. Local reviewer feedback helps to inform the Science Advisor about community concerns
and potential risks/benefits of each proposed project, but the final decision to approve or reject a
license application or set the terms and conditions included in the license ultimately rests with the
Science Advisor alone.
The Scientists Act suggests that research license applications may only be denied when the Science
Advisor determines that the research will result in negative social or environmental impacts. The
failure of a project to provide some desired socioeconomic benefits is not sufficient grounds for
withholding a license, according to the current interpretation of the Act. Licenses may only be
withheld when the Science Advisor decides there is documented, legally defensible evidence that
the proposed project would have negative effects on the well-being of people or the environment.
However, the Act does not make it clear how local concerns are to be written/worded or proven in
order to satisfy the Science Advisor that a license should not be issued. The Research Institutes
makes every effort to facilitate communication between researchers and communities aimed at
resolving disputes and reaching a mutually acceptable compromise over proposed research.
Clarifying research policies is one step to improving relations between scientists and communities.
In addition, steps need to be taken at both policy and project levels to train researchers, educate
Arctic Health Research Network
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funding programs, mobilize institutions, and empower communities, thereby strengthening the capacity of all stakeholders in northern research (4).

Principles of Respect
In terms of ethical health research in the North, it is important that it:
•

Be based on trust, traditional values, respect, honor, honesty,

•

Take a holistic approach to health, where the whole person is considered in the maintenance of wellness and treatment;

•

Be connected to the mental, physical, spiritual, emotional and social aspects of health
and well being of individuals and communities;

•

Consider factors such as the impacts of housing, economy, education and culture, food
insecurity;

•

Take a broader inter-relationship approach to treating a person or maintain health and
of the whole family, community

•

Be respectful that Knowledge is historically passed down by generations through stories, songs and traditional practices.

Meaningful Engagement
From a Yukon First Nations’ perspective, ethics and meaningful engagement in activities related to
their health and well-being are inherently linked to the settlement of specific land claims. In recent
years First Nations in Canada have been engaged in developing their own research protocols, including in the Yukon. The Yukon First Nations (YFN) Heritage Group has developed a backgrounder
to help First Nations communities (both self governing and non-claim settled) develop their own
unique traditional knowledge polices, particularly as they relate to traditional ecological knowledge. The major points of the traditional knowledge policy framework are to be a guiding tool to
assist First Nations in developing their own policies. For this reason, traditional knowledge and intellectual property rights in relation to research in the Yukon are controlled by each First Nation
Government, in their development and implementation of protocols.
In Nunavut, participants in community consultations held over the years have indicated very
strongly that Nunavut communities continue to be ‘researched’ without appropriate consultation.
They also indicated that it is in the researchers’ best interests to consult, as they will obtain more
complete and accurate pictures of the phenomenon being studied.
In terms of how consultation plays a role in ethics, Dickert and Sugarman (6) propose that there
are ethical goals that should be in mind when a community is consulted:

Arctic Health Research Network
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• Enhanced Protection (of the community): Consultation may be a particularly effective way
for investigators to work with community members to identify individuals or subgroups with
particular needs or vulnerabilities that individuals outside the community may not recognize.
• Enhanced Benefits (for both): Communities should be involved in identifying research questions and planning studies in order to conduct studies that benefit the particular communities
involved. Enhancing the benefits to ensure that research is mutually beneficial, for example
– the community can advocate for additional services or training as part of engaging with the
researchers.
• Legitimacy (of the research): By working in partnership, a forum will emerge in which community advisory members may discuss their views and concerns openly with researchers.
• Shared responsibility (community-researcher): Community advisory committees can be involved in recruitment, endorsement, dissemination and raising awareness. Sharing of responsibility does not constitute the shifting of blame or removal of responsibility from investigators, sponsors or institutional review boards. The degree to which responsibility can be
shared is limited by the degree to which investigators and sponsors are sensitive to and accommodate those concerns.

Appropriate research methods
Health research methods are many and varied. Epidemiological methods, statistical research,
qualitative and quantitative methods, and community-based participatory research. Each methodology helps answer specific questions. Participatory Action Research (PAR) and Community-based
Participatory Research (CBPR) are two research paradigms that have come about as a way to address the ethical concerns of communities that have experienced “helicopter” research in the past.
In the past, researchers frequently had exclusive control of the research process and use of the results. Participatory research attempts to break down the distinction between researcher and subjects and to build collaboration between the parties (7). Participatory research usually defines a
research inquiry which involves: 1) some form of collaboration between the researchers and the
researched; 2) a reciprocal process in which both parties educate one another; and 3) a focus on
the production of local knowledge to improve interventions or professional practices.
Community-based participatory research is a collaborative approach to research that equitably involves all partners in the research process and recognizes the unique strengths that each brings.
CBPR begins with a research topic of importance to the community and has the aim of combining
knowledge with action and achieving social change to improve health outcomes and eliminate
health disparities (Kellogg Foundation Community Health Scholars Program, 1). The process of
community-based identification of issues of importance for research can be time consuming and
labor intensive. In the North, the distances between communities and the many pressing issues
facing communities pose challenges to this essential first step of CBPR.
Arctic Health Research Network
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Although sensitivity to vulnerable participants is integral in CBPR, a different set of ethical issues
may emerge that require consideration (1), such as:
• Community conflict: It is often difficult to find appropriate “community representatives” who
will advocate on behalf of general community concerns. Sometimes it may be important to
obtain consent at a community level from respected or elected leaders. This may cause conflict when community leaders and members disagree on the importance of a research issue.
• Compensation: Given the time and effort expended by community members on CBPR teams,
there may be an ethical imperative to ensure that adequate compensation exists for all team
members. Unfortunately, little or no incentives are provided to either the individual respondent or community representatives (e.g. the host organization or health centre) to acknowledge the time contributed to a project. This further disempowers individuals and communities by suggesting their time, energy, and resources may be of little worth, and they should
participate simply because they have been invited.
• Sensitive Information: Ethical issues may arise in regards to releasing or disseminating sensitive or unflattering data. Academic partners may feel the need to publish and stay true to the
“objective” nature of the data. Community members may fear that unflattering data may
stigmatize their communities. Consequently, they may request that researchers consider the
potential repercussions to the community if the data are released prematurely or in an insensitive manner.
These issues can potentially be addressed through a community research agreement, as discussed
later in this report.
While community-based research methods are promoted for research where the community is involved, research ethics boards do not always take into consideration important aspects of this
methodology when assessing proposed projects. In a review of forms and guidelines from American and Canadian research ethics boards at institutions with a public health program, Flicker, et
al., (2007) found that a great proportion of the guidelines did not include evaluation of important
components of a community-based participatory research project. For example, none (n = 30) queried community involvement in defining the research problem, asked about hiring practices, or
examined what community capacity building opportunities there might be throughout the research
process. Only one institution asked how unflattering data might be handled, but this had more to
do with adverse events in medical research than the potentially stigmatizing results of sociobehavioural research. Only 5 institutions asked about plans for disseminating the results, and of
those, none asked about procedures for terminating a study or vetoing publication based on community concerns. This is very important consideration for community-based research in the territories, as the licensing process in each territory is completely dependent upon ethical review conducted at the researcher’s academic institution.
Arctic Health Research Network
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Finally, while community-based research methods have emerged as an important way to address
ethical concerns of communities, they are not always an appropriate method. Other research
methods are equally important when they are addressing community-led research questions or
when communities are provided with an option to proceed with a community-based research approach or not, as articulated in the CIHR Guidelines (9).

Ownership, Control, Access and Possession (OCAP) of data
The principles of OCAP (Ownership, Control, Access and Possession) are important to the ethical
conduct of research involving northerners and northern Indigenous peoples. These principles have
been advanced through the Assembly of First Nations (8), the National Aboriginal Health Organization and others.
The OCAP principles were adopted by the Council of Yukon First Nations Chiefs Leadership resolution (LDR Resolution NO782./06) passed in October 2006 which stated the following:
•

OCAP protects communities from researchers coming in and leaving with data without
sharing the information;

•

OCAP protects the First Nations from conclusions that are reached without consideration on all the context or input from First Nations;

•

OCAP enables First Nations partners and experts;

•

In the past, researchers have treated First Nations as only a source of data;

•

Research has been damaging in the past in instances where genetic material was used,
sensitive information was published and confidential cultural information was shared
inappropriately;

•

OCAP will enhance Yukon First Nations control and capacity and lead to more useful
and reliable information that will benefit Yukon First Nation communities, enable more
informed decisions and create better results;

•

OCAP also enhances self-determination.

It is within the context of these principles that ethical research protocols have already been developed by some First Nations governments in Yukon, and that will guide the development and implementation of these agreements now and in the future.
Additionally, these protocols can include requirements for additional information and conditions.
The researchers must:
•

Address issues that are common to all Indigenous peoples such as ownership, consent,

•

control, access and protection of information and samples
Outline how the project will directly benefit the community

•

Have a detailed communications strategy

Arctic Health Research Network
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•

Identify what infrastructure will be required

•

Identify who will own the data and where it will be stored

•

Identify if there will there be capacity building/training involved

•

Identify if there will be economic benefits for the community

•

Identify if there will there be samples of species taken, what will be done with them

•
•

Follow Traditional Knowledge protocols for Indigenous peoples
Include a list of partners and agencies involved

•

Identify what the final product will be, and that it will be in a format useful to the
community

•

Includes knowledge of the people in the Traditional Territory/region/land area in a respected way.

Many of these conditions can be outlined in a community-researcher research agreement. For a
community-based participatory research project in Kahnawahke, Macaulay, A.C., et al, (7) developed a 7-page ‘code of ethics’ document, or research agreement, that included a policy statement;
principles of participatory research; the different between community-based and academic researchers; the obligations of researchers and the community; data ownership; the process of incorporating new investigators; and the procedure for joint dissemination of results including dissension if necessary. Inevitably, the nature of relationships and questions of ownership are complex
factors that must be negotiated in each setting as need arises.

Sharing knowledge and communicating results
Results should be returned to the community in a format that is useful and understandable, such as
through community radio, through community presentations, posters and informative pamphlets if
appropriate, holding open forums and presentations in the community and/or visiting and speaking
in schools, etc.
Sometimes researchers have published without consulting the community, resulting in negative
consequences from publications where communities had no opportunity to correct misinformation
or to challenge interpretations. Macaulay, et al. (7), included a statement in their communityresearcher code of ethics that read:
“No partner can veto a communication. In the case of disagreement, the
partner who disagrees must be invited to communicate their own interpretation of the data as an addition to the main communication, be it oral or written. All partners agree to withhold information if the alternative interpretation
cannot be added and distributed at the same time, providing the disagreeing
partners do not unduly delay the distribution process.“
Macaulay A., et al, (7)

Arctic Health Research Network
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This type of agreement may be a way forward in dealing with such issues and encouraging the
sharing of information, provided all parties agree to it.

Arctic Health Research Network
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Activities
Forming a Tri-territorial Advisory Committee
The projects outlined in this report were guided by a tri-territorial advisory committee that was
formed by the Arctic Health Research Network. The Committee has 8 representatives: 2 from each
territory and 2 national representatives who have worked in the field of health research ethics in
Canada’s North.
The committee discussed issues related to
•

health research ethics review in the North;

•
•

community-research agreements;
were invited to review the health research ethics checklist for community proposal reviewers;

•

shared literature, perspectives, experiences and expertise pertinent to health research
ethics review in the North

This committee met primarily by teleconference and email, with plans for a face-to-face meeting
for the following fiscal year.
A list of the members of this committee and the Terms of Reference are provided in Appendix B
and C.

Reviewing community, territorial and national guidelines and literature for ethical
conduct of health research
A number of guidelines, articles, and reports were gathered from communities, territorial and national organizations and other sources to assess what resources are available for communities. A
list of the literature consulted for this report is listed with the reference section of this document.

Community-researcher research agreements in the territories
It has become a common practice for researchers to engage a community in a research project
through a community-researcher research agreement. These contracts outline the responsibilities of
the community member(s) involved and the researcher for the duration of the study period. They
are signed by both a community member and by the researcher.
A template for a research agreement is available as an appendix in the CIHR Guidelines for the
Conduct of Research with Aboriginal Peoples (9), developed by the Centre for Inuit Health and the
Environment (CINE) at McGill University. Some communities have developed their own
Arctic Health Research Network
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agreements/contracts for researchers, or researchers have developed innovative ‘codes of ethics’ in
partnership with a community (7).
This topic is discussed further, below, in the section titled “Exploring Regional Capacity in the
NWT”, however, it requires further exploration across the territories to investigate such issues as
local power dynamics; who speaks for the community when negotiating such agreements; how
research agreements can be developed; and others.

Health Research Ethics Checklist for Community Proposal Reviewers
The development of this tool was undertaken at the request of several community-based health
research ethics proposal reviewers in Nunavut. The checklist is meant to be a guide in assisting
community proposal reviewers to assess the ethical content of any health research project that is
proposed to take place in their community. The checklist includes important questions about:
•
•

community consultation and engagement in the research project
assessing risks and benefits to the community/individual

•

community research agreements

•

sharing knowledge gained (dissemination) at the end of the project

•

research methods

•

confidentiality

•

conflicts of interest

•

advertisements and recruitment

•

participant withdrawal

•

financial or other compensation

•
•

consent forms
scientific review

•

other comments

The checklist can also be helpful to those engaging in research review at the territorial level. The
checklist has been reviewed by stakeholders in Nunavut; the AHRN Ethics Advisory Committee;
the Inuit Health Research and Planning Winter Institute students (CIET Canada); and others. A
draft of this checklist is provided in Appendix E.

Evaluating Community Capacity for Ethical Review in the Territories
The purpose of this activity was to evaluate community capacity for ethical review in the territories. Capacity for ethical review takes many forms, such as:
•

dedicated staff to review health research proposals

•

community health committees

Arctic Health Research Network
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•

community research committees

•

expert/knowledge holders in ethics and/or community development

•

community-developed guidelines for researchers/organizations coming to the community

Given the historical context of health research in each territory, the evaluation of capacity for ethical review has taken different forms in each region. In the Yukon, the focus has been primarily on
training and working with the Council of Yukon First Nations; in Nunavut the focus has been primarily related gathering Inuit and community perspectives on ethics in order to establish what capacity exists from the perspective of the community, and create a foundation on which to continue
to build capacity; in the NWT the focus has been on determining regional capacity that has been
developed through the various land claims settlements, and how to proceed from there. Further
information on the perspectives gathered in each territory are shared below.
Capacity and Training in Yukon
In this fiscal year, the focus has been on some of the fundamental aspects of ethical research practice that are included in the principles of both OCAP and community-based participatory research
(CBPR). These fundaments aspects include developing a common understanding of the key elements of Community-based Participatory Research from a Yukon First Nations perspective, and
identifying health issues and actions in YFN communities that research could help to improve.
Community-Based Research
AHRN-YT has worked with the CYFN Health & Social Commission to identify the key elements of
community-based research from their perspective. This Commission consists of the Directors of
Health & Social from each of the 14 Yukon First Nations. These key elements include that
community-based research:
•

Is driven by community priorities;

•

Includes community members in all stages;

•

Adheres to local FN and Territorial Governments protocols;

•

Upholds the principles of OCAP;

•

Occurs in a holistic context;

•

Results benefit the community (data and funding);

•

Influences community/FN Gov. health policies;

•

Includes a strong communication plan.
(CYFN Health Comm. Minutes, Feb. 07)

Training Course
Arctic Health Research Network
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An opportunity to develop and deliver a capacity building training course was presented to the
CYFN Health Commission in October 2006, who then requested that it be implemented. After
several months of collaborative work by CYFN, Yukon College, the Centre for Health Promotion at
the University of Toronto, and AHRN-YT, the course entitled Yukon First Nations Health Promotion
Spring School was delivered in May 2007. The course was facilitated by Dr. Suzanne Jackson, the
Director of the Centre for Health Promotion at the University of Toronto, and took participants
through a six step process of planning a community health promotion intervention. Twenty-three
Yukon First Nations health resource workers from across the Yukon self-selected into a group examining one of the top 5 priority health issues described in AHRN community consultations, and
worked through the six step process with health resource workers from other communities.
The outcomes from this training course provide community-based recommendations for actions,
including research, on issues identified as priorities at the community level, thereby contributing
importantly to the foundations of both OCAP and CBPR that research be focused on issues of importance to communities.
In the coming year, AHRN-YT will continue to work to further understand community-based health
research priorities through ongoing consultations, and develop further capacity building opportunities at the community level.

Gathering Inuit and community perspectives on ethics in Nunavut
As described in an earlier section, the licensing process in Nunavut is the singular process or reviewing and providing feedback on health research projects, unless the researcher conducts consultations with the community in advance. The license is reviewed by Nunavut Tunngavik Inc., the
Research Committee of the Dept. of Health and Social Services, the municipal council of the
community involved, and other stakeholders as the topic requires. One of the concerns related to
this process is that very often community members or the local municipal council either do not
have adequate resources to evaluate the license or the time to do so given other obligations. In addition, due to the high turnover of staff in Nunavut, there are not always enough human resources
at the various government and territorial organizations to ensure timely and thorough review of
licensing applications.
Nunavut Ethics Workshop
Before the release of the CIHR Guidelines for the Conduct of Health Research with Aboriginal
Peoples (9), the document underwent widespread consultation across Canada. Agencies in every
Canadian province and territory were consulted about the document – except for Nunavut. In order to engage in a dialogue on ethical health research practices on more even footing, it was imperative that community members be invited to have their say on ethical conduct of health reArctic Health Research Network
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search in Nunavut. Evaluating capacity in Nunavut begins with discussions on what it means to be
ethical from an Inuit and community perspective. For this reason, Qaujigiartiit/AHRN-Nunavut has
conducted two consultations on health research ethics: 1) in Iqaluit, NU in 2006 on the CIHR
Guidelines for the Conduct of Health Research with Aboriginal Peoples and 2) in Rankin Inlet, NU
in 2007 to continue the dialogue on Inuit and community perspectives on health research ethics
(14-16). Information from this meeting in provided in Appendix D.
The perspectives shared at these meetings primarily related to community values and respecting
their role in ethics evaluation. Participants felt that it was unethical for researchers to not make efforts to build trusting relationships with community members and/or to reduce the power differential between researchers and community members through training, dialogue and other means.
Participants at our workshop highlighted several important themes in community-based research
they felt were not only methodological considerations that they would like to see enhanced, but
ethical considerations from the perspective of the community:
•

Respect for the community

•

Trust and building relationships

•
•

Use of appropriate research methods
Equality, equity and power

•

Ownership of data (including samples)

•

Sharing of knowledge gained from research

•

Information about research processes

These feelings underscore a comment made by Martha Flaherty (past President, Pauktuutit Inuit
Women’s Association) at a workshop in Inuvik in 1995 held to bring researchers, organizations and
community representatives together to discuss issues of health research ethics:
“Real participatory research must include Inuit control over the identification
of areas and issues where research is needed and the design and delivery of
the methodology. Inuit would participate in the collection and analysis of
data and have equal control over the dissemination of the information and
research findings. In my view, anything less is not participatory and it is unfair
to call it such.”
- Martha Flaherty, 1995 (10)
During discussions, ‘Inuit ethics’ were discussed by our participants and it is important to note that
participants requested more dialogue with elders in future discussions about ethics in Nunavut,
which Qaujigiartiit/AHRN-NU will make every effort to support.
Research, Respect and Building Capacity: Negotiating relationships and working together
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Participants in the Nunavut workshops highlighted the importance of respect and partnership between researchers and communities in northern research. They felt that spending time to develop
relationships relieves stress for both researchers and community and creates a pleasant environment in which to work.
Participants made suggestions they felt would help facilitate a participatory process:
•
•

consulting community members, especially elders, in addition to community leaders
researching a topic of importance to the community

•

including community members in the conduct of the research by hiring local knowledge holders or training local research assistants

•

providing local training opportunities when appropriate

They also highlighted that communities need to be more aware of their rights to make requests of
researchers and negotiate the terms of the research being conducted in their community. Participants noted that by working in partnership, researchers and community members can get to know
each other, share worldviews and exchange knowledge in a meaningful and respectful way.
Improving participatory relationships has also been discussed quite extensively in the literature (17, 9-13)). Kaufert et al, (10) describe discussions at a meeting in Inuvik in 1995 where the members of the research community and members of the Canadian Indigenous community met to discuss health research ethics and communities. At this meeting, all parties agreed to focus on the
importance of developing a more participatory process and that both sides would work together to:
•

define research problems and obtain funding

•

train and involve community members in data collection

•

ensure the participation of community members and organizations in the analysis and
interpretation of research findings

•

develop joint control over the dissemination of results

Since that time, some progress has been made, particularly with the publication of the CIHR
Guidelines for the Conduct of Health Research With Aboriginal Peoples (9). In addition, the Nunavut Research Institute and Inuit Tapiriit Kanatami have recently revised and published a document
entitled Negotiating Research Relationships with Inuit Communities: A Guide for Researchers (17).
This progress is exciting and encouraging, and we hope to foster its continuation.
Information about research processes
Participants in the Nunavut workshops indicated that community members need more information
about the research process in Nunavut, including how projects are licensed; who in the communities and territory are consulted during the development of the research project and during licensing; and how to increase community involvement in the research process from start to finish.
Arctic Health Research Network
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In order to continue to build capacity for ethical review in Nunavut, communities need to be well
informed of their rights, their opportunities to have input on projects proposed to take place in
their communities, and key ethical considerations for the conduct of research in their communities. It is hoped that improvements will be made over time with increased opportunities to build
northern capacity for ethical review, including those provided by Qaujigiartiit/Arctic Health Research Network - Nunavut.
Exploring regional capacity in the NWT
In the NWT, community contacts were identified and contacted to share information on health research being conducted in their communities. As noted in the previous section, the distinction
should be made between the ability to provide knowledge and the capacity to participate in ethical review. Many communities participate in other types of research, particularly when the research is related to the natural environment. Communities have very little capacity to participate in
formal ethics review as they rarely have dedicated staff or health committees in the community to
review licenses, to contribute comprehensive feedback to the ethical review portion of applications, and many have not formally documented their health research priorities. Some communities
have their own traditional knowledge, protocol and methodology for knowledge exchange, and
one example of a community protocol for such activities is set out below.
The following is a brief, and by no means comprehensive, region by region overview of capacity to
participate ethical review of research activities, usually initiated outside of the “community”. For
the purposes of the information set out below, “community” is the community at large, the local
government(s) or a regional body.
Both the Gwich’in and Inuvialuit have regional organizations that have staff members to work on
through the Aurora Research Institute (ARI). In the past, community researchers have hired and
trained local community members, and have put in place research agreements, generally based on
the Centre for Indigenous Peoples’ Nutrition and Environment (CINE) research agreements (provided in the CIHR Guidelines for the Conduct of Health Research with Aboriginal Peoples (9)). The
community of Inuvik does have a hospital-based ethics committee and is also the home of the
Aurora Research Institute (ARI). The proximity of the ARI and the fact that both the Gwich’in and
Inuvialuit regional organizations have established health departments in this community, may be
the reason that a greater regional capacity for input in the ethical review of licenses for health research may exist here.
NWT Ethics Workshop
An ethics workshop was held in February 2008 with participants and stakeholders from across the
NWT. As noted earlier, the current practice for ethical review is to invite participants from a region
Arctic Health Research Network
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if the license application is proposed to take place within that region. Materials were reviewed
and discussion centred on gaps and needs in the NWT in relation to ethical review, particularly for
communities outside of Yellowknife. It was noted that there is very few case examples in ethics
literature, particularly in the area of protocols, oral traditions and the relationship between human
research and land and environment. Often, Aboriginal Peoples have a different “world view” of
health in that the definition of “health” is far broader than what is normally thought of in western
research.
There has been much discussion over the years about ensuring community involvement in research and ethical review. Participants in the NWT ethics workshop agreed that forming a Steering
Committee for ethics review in the NWT is timely. A Terms of Reference can be developed, recognizing that capacity development in communities is needed. The membership ought to be very
broad, ensuring representation from all regions, governance organizations and health boards.

Recommendations for Ethical Review
The responsibility for ethical review in health research is usually assigned to university-based human subjects committees. As noted earlier, this is particularly the case in the North, as an ethical
review is not conducted in any of the three territories – the licensing process, described earlier, is
completely dependent upon university-based ethical review boards. The university-based committees usually do not have first-hand knowledge of local conditions, local needs or priorities, which
can reduce the effectiveness of their review in a northern context. It has been noted in the literature (1,10) that central scientific and ethical review processes have limited capacity to assess potential local relevance of the research product. It has been proposed that the central criteria for assessing the distribution of risks and benefits should be “whose interest does the research serve”
(10. A concern in relation to reliance on non-northern-based ethical review committees (REBs) was
their lack of local knowledge base, which limited their capacity to judge whether the process used
to obtain community consent and participation was meaningful in local terms (10).
Given the information gathered from the literature, and experiences gathered from consultations
within the Arctic Health Research Network in the 3 territories, recommendations for the content of
ethical review include:
•

Community-based Participatory Research Training

•

Documentation of Processes

•

Nature of Informed Consent

•
•

Community Consultation
Research Agreements
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There is currently no ethical review process based in the three territories, therefore these recommendations are for institutions involved in ethical review of research in the North, and to be considered when a research ethics review board is developed in the North.
CBPR Training
Research Ethics Boards engaged in reviewing Community-based Participatory Research (CBPR),
and other community-based research proposals, should be provided with basic training in the
principles of CBPR (1).
Documentation of Processes
Research Ethics Boards should require CBPR projects to document the process by which key decisions regarding research design were made and how communities most affected were consulted
(1).
Nature of Informed Consent
Research Ethics Boards should consider the nature of the community involved in the research project and whether the method of consent (language, written vs. oral, etc.) is appropriate. It has been
suggested that if participants are to have access to full information, then all objectives and options,
including non-participation, “had to be presented in an accessible format; including oral presentation in community forums, videotapes and documentation printed in Aboriginal languages” (10).
The requirements for valid consent agreements usually include: (a) demonstration of subject competence; (b) communication of full information on risks and benefits; (c) assurance that the subject
comprehended the information; (d) guarantees that the individual is able to act independently
(Freeman, 1994, cited in Flicker, 2007). Consent agreements may need to use alternative media
formats including video clips, community meetings, and community radio.
Community Consultation
Research Ethics Boards should consider the amount of time that has been spent consulting with the
community, and if the partnerships formed are meaningful, i.e. described in detail in the context of
the community and its leadership.
Research Agreements
Research Ethics Boards should mandate that CBPR projects seeking ethical review provide signed
terms of reference, memoranda of understanding, and/or community research agreements. These
should clearly outline the goals of the project, principles of partnership with the community,
decision-making processes, roles and responsibilities of partners, and guidelines for how partnership will handle and disseminate data. (1)
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Finally, Ruttan’s statement (2004) emulates the findings of the Arctic Health Research Network in
that:
An ethic based in mutual respect, reciprocal collaborative exchange, and an
awareness of the personal, political and cultural consequences, particularly
in light of past relationships, should guide our actions.
- Ruttan, 2004 (11)
The discussion of community ethics and ethical review will be on-going and continue within the
work of the Arctic Health Research Network.
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Conclusion
Communities in the north have an interest in participating in health research to better understand
risk factors, diseases and illness in their communities. There is a strong desire to prioritize and research health issues that are important to communities. Ethics and ethical review has emerged as
an important issue in northern health research and the Arctic Health Research Network is working
to address it with northern communities.
While research operations and legislation in each territory are different, there are a number of
cross-cutting issues related to health research ethics in the territories, such as the historical context
of past research; licensing processes; appropriate research methods; meaningful community engagement; capacity for engaging in ethical review; and sharing of knowledge gathered from research with northern communities. In addition, the paucity of available human and financial resources to meaningfully engage in ethical review in the territories also poses a barrier.
A Way Forward
The CIHR Guidelines for the Conduct of Health Research with Aboriginal Peoples is emerging as a
gold standard in health research ethics in Canada, and is a useful guide and tool to help communities understand and negotiate their ethical rights when engaging in research relationships.
It is our hope that the information shared in this paper will lay the foundation for on-going work in
ethics in the territories. We hope that this paper has contributed to efforts to build capacity for
northern health research by sharing some of the concerns of communities, and by examining some
of the processes that may be maximized to help empower communities who wish to engage in research relationships. In on-going work, we hope to develop resources, such as the checklist shared
in this report, for communities that will further enable them to engage meaningfully in health research relationships.
We look forward to working together with all Canadian and Northern agencies continue to share
and address the concerns of communities, and new insights that further growth and experience
will provide.
The Arctic Health Research Network
The Arctic Health Research Network (AHRN) is a community driven, northern lead, health and
wellness research network that will continue to facilitate the identification of health research priorities in the three territories. AHRN centres in each territory will continue to conduct consultations and workshops as a part of its mandate to improve health outcomes through research. This
will require financial support for projects, as well as long-term, sustainable funding which the organization is currently seeking.
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Appendix A – AHRN Tri-territorial Ethics Advisory Committee
Marilyn Van Bibber (Yukon Representative)
Chairperson
Inter Tribal Health Authority, Research Secretariat
Victoria, BC
Christiane Boisjoly (Yukon Representative)
Chairperson
Arctic Health Research Network – Yukon
Whitehorse, Yukon
Jane Modeste (NWT Representative)
North Slavey First Nation
Yellowknife, NT
Sue Heron-Herbert (NWT Representative)
Projects Coordinator
Arctic Health Research Network – NWT
Yellowknife, NWT
Janet Tamalik McGrath (Nunavut Representative)
PhD Candidate
University of Ottaawa
Gwen Healey (Nunavut Representative)
Executive Director
Qaujigiartiit/Arctic Health Research Network – Nunavut
Iqaluit, NU
Laura Arbour (National Representative)
Paedeatrician/Geneticist
Vancouver Island Health Authority
Victoria, BC
Nancy Gibson (National Representative)
CIET Canada
Edmonton, AB
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Appendix B – Terms of Reference for AHRN Ethics Advisory
Committee
Terms of Reference – AHRN Ethics Advisory Committee
1. Committee Name: Arctic Health Research Network Ethics Advisory Committee
2. Date Created: July 2007
3. Contact Information:
Gwen Healey
Arctic Health Research Network (Nunavut)
Building 1079
PO Box 11372
Iqaluit, NU
867 975 5933
ahrn.nunavut@gmail.com
4. Committee Members:
Representatives to the committee should have considerable knowledge in the field of ethics, particularly as relates to northern and/or indigenous peoples.
Representatives from:
Yukon –

Lori Duncan
Marilyn Van Bibber

NWT -

Cindy Orlaw
Jane Modeste

Nunavut -

Janet McGrath
Gwen Healey

National -

Nancy Gibson
Laura Arbour

5. Current Chair: Gwen Healey
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6. Chair selection and Term:

7. Committee Goals:
AHRN Vision:
The Arctic Health Research Network is working towards having people and facilities in place in
northern communities to facilitate and conduct community-driven health research and raise
awareness about health and wellness.
Goal of Committee
Provide advice, capacity and support to the Arctic Health Research Network for the purposes of
developing a tri-territory strategy for Ethical Review for health research involving northerners and
northern Indigenous peoples.
8. Committee roles & responsibilities:
The committee will provide guidance to the Arctic Health Research Network initiatives undertaken
within the scope of this project from 2007-2010 in the following ways:
Participation in teleconference calls to discuss different aspects of the projects. The conference
calls will be held approximately once a month or as needed.
Attendance at one face-to-face meeting per year where progress made on the project will be presented and discussed in further detail.
Committee members may be called upon to review documents or materials produced via this project to provide input.
9. Communication
The Committee will meet in person once per year, if possible.
Meetings of the committee will primarily be conducted by monthly teleconference calls, or calls as
needed.
The majority of correspondence between calls will be conducted by email.
The meetings will be coordinated by the AHRN Ethics Project Coordinator who will also provide
notice to the Committee of upcoming meetings.
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Appendix C - Inuit and community perspectives on ethics in
Nunavut
INUIT AND COMMUNITY PERSPECTIVES ON ETHICS AND HEALTH RESEARCH

Ethics
Participants were given a short presentation on ethics in research and learned about five principles
of ethical research:
•
•

beneficence (doing good, ensuring the research will have a benefit,
non-maleficence (doing no harm)

•

autonomy (the right to refuse participation)

•

dignity (treating participants with dignity)

•

truthfulness and honesty (about the nature of the research)

Participants also received short fact sheets developed by Qaujigiartiit/AHRN-NU on the CIHR
Guidelines for the Conduct of Health Research with Aboriginal Peoples.
During discussions, ‘Inuit ethics’ were discussed by participants and it is important to note that
participants requested more dialogue with elders in future discussions about ethics in Nunavut.
The information participants shared in this meeting will be used to inform the development of a
Qaujigiartiit/AHRN-NU Ethics Checklist for communities to use when reviewing health research
proposals.

Recommendations for researchers:
The participants at this workshop added the following recommendations for researchers coming to
Nunavut:
•

Researchers should consult with the community (about research questions, health top-

•

ics, finding assistants, etc.), and especially elders when there is an opportunity
Researchers should provide training opportunities when they are in communities, by:
•

Including community members in the research through consultation with local
knowledge holders or hiring local research assistants
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•

Holding open forums and presentations in the community and/or visiting and
speaking in schools.

•

Results should be returned to the community in a format that is useful and understandable, such as through community radio, through community presentations, posters and
informative pamphlets if appropriate, etc..

Community Criteria for Research in Nunavut
Participants identified important criteria for what they would like see included as a part of their
vision for health research in Nunavut.
Equality
•

Community research assistants receiving credit for their contributions

•

Equal treatment of researchers and community knowledge holders

•

Consultation with communities before the start of projects

Trust

Results and knowledge sharing
•

Research results shared with and presented back to community members in a format
that is visible and understandable

•

plain language reports;

•

in-school presentations;

•

talks on the radio, etc.

•

Territorial-level ethics review that incorporates Inuit ethics

Ethics

Community comes first
•

Researching a topic of importance to the community

•

Community members conducting the research

•

Researchers and community members sharing worldviews and getting to know each
other

•

Working in partnership with the community to relieve stress for both the researchers
and the community

Participatory Action Research (PAR)
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•

Research method that promotes

•

Equality in relationships

•

The sharing of personal stories

•

Pride in and ownership of what is learned/discovered
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Appendix D – Community proposal reviewer checklist
(Draft)
Reviewer Health Research Ethics Checklist
The purpose of this checklist is to provide a guide for the reviewer as to the kinds of ethical issues
you should think about when reviewing a proposal for health research in Nunavut.
Community Engagement:
Has there been any consultation with the community before the submission of the proposal?
If so, what kind and with whom?
Are there community partners (individuals, organizations, advisory groups, etc.)) involved in
the project?
Are community members involved in collecting information or guiding the project?
How will community members be acknowledged for their contributions? Will it be in the
form of publication credits, remuneration (payment), or some other way? Is this adequate/
fair?
Community research agreement:
Has a community research agreement been proposed? If so, who will represent the community to sign it?
Research Methods:
Are research data management methods appropriate?
length of time
sensitive methodology
ensuring confidentiality
security and storage of files and data
data access issues once the study is complete

Risks and Benefits:
Are there risks associated with this project? If so, are they clear? Do they effect a person or
the community (or both or neither)?
Are there benefits associated with this project? If so, are they clear?
Arctic Health Research Network
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Advertisements and Recruitment:
Are there advertisements to recruit participants or advertise the study? Are they appropriate?
Confidentiality:
Are the confidentiality protections appropriate? For example, what steps have they taken to
make sure confidentiality will be maintained, and given the small populations of northern
communities, are they adequate for the North?
How do they propose to handle negative or sensitive results? Is this adequate/fair for the
community?
Participant Withdrawal:
Are there appropriate mechanisms for participants to withdraw from the study?
Financial or Other Compensation:
Is there compensation to participants?
Is it appropriate to their time and effort?
Is it coercive (does it influence them to participate when normally they wouldn’t)?
Do they propose dollar amounts of compensation to participants? If so, is this acceptable?
What is the funding source?
Will the funding source want rights over data or publication?
Consent forms:
Are they consistent with protocol?
Is there a draft consent form submitted?
Is the language (language and reading level) appropriate for participant population?
Does it include a waiver of legal rights?
Is the method of obtaining consent appropriate? Will it explained properly (i.e. by a person
or through a video?)
Sharing Knowledge:
Is there a clear explanation of how the research results will be shared with the community?
Is it in a form that community members will understand?
Conflict of Interest:
Are there any conflicts of interest (including with funders or with participants)?
Arctic Health Research Network
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Have they been appropriately managed?
Scientific Review:
Are the Hypothesis/research questions appropriate for the region?
Are the recruitment/sampling strategies appropriate?
Are the study numbers justified?
Has there been a scientific review and/or ethical review by the proponent’s university, organization, or any other northern body?
Any other reviewer comments:

Date & signature of primary reviewer
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Appendix E - Whitehorse General Hospital Research Protocol (Summary)
Research and Other Studies Involving Human Subjects

SCOPE

Describes the policy and procedures for approval of research and other studies involving human subjects.

POLICY

All research and proposals and/or projects involving human subjects must adhere to the
Whitehorse General Hospital’s (WGH) established Protocol on Research and Other Studies
Involving Human Subjects.
The WGH complies with the Tri-Council Policy Statement “ Ethical Conduct for Research
Involving Humans” (1998).

BACKGROUND

WGH supports research though the organization by recognizing the potential benefits that
research provides to patient care and towards continuous quality improvement. WGH also
promotes the ethical conduct of research involving human subjects.

DEFINITIONS

Research
Research refers to the class of activities designed to develop or contribute to generalizable
knowledge. Generalizable knowledge consists of theories, principles or relationships, or the
accumulation of information on which they are based, that can be collaborated by accepted
scientific methods of observation and inference. (Tri- Council, 1996, 104)
Research Ethics
Research Ethics is devoted to the systematic analysis of ethical and legal questions to ensure
that study subjects are protected and that the ethical research is conducted in such a way that
it serves the needs of the subjects, as well as society as a whole.

PROCEDURES/
GUIDELINES

All submissions must comply with the Whitehorse General Hospital Protocol on Research
and Other Studies Involving Human Subjects.
All research proposals relating to the hospital, must be submitted to the WGH Ethics Committee for discussion and comments.
Note: the WGH Ethics Committee may request the proposal be reviewed and approved by a
Canadian university-based or hospital-based Ethics Committee.
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Appendix F - Deh Cho First Nation Traditional Knowledge
Research Protocol
The Elders of the region have developed a draft Traditional Knowledge Research Protocol, to be
used for various types of research. The draft was developed using various other documents, including the Sambaa K’e Dene Band’s Policy Regarding the Gathering, Use and Distribution of Traditional Knowledge, the ACUNS Ethical Principles for the Conduct of Research in the North, the
West Kitikmeot Slave Study, the Gwich’in Tribal Council’s Traditional Knowledge Policy and the
Deh Cho Land Use Planning Committee’s Traditional Knowledge Policy. There appears to have
been comprehensive consultation of leadership, Elders, staff, membership and other interested parties and individuals, so is likely to be used in any project that involves traditional knowledge.
The draft says:
“The Deh Cho First Nation(s) have the exclusive rights and interests in continuing their documentation of traditional knowledge information and recognize that written, verbal and visual documentation of Traditional Knowledge
are important tools by which knowledge can be stored, displayed and analyzed to assist in land and resource decision-making.”
Although the Protocol appears to relate specifically to land and resources, an Elder who was instrumental in getting this document prepared said it would also apply to medical research.
The Protocol sets out guidelines for communities that include:
•

Stewardship: Deh Cho First Nations collectively share stewardship and full rights over
the gathering, use, distribution and storage of Traditional Knowledge;

•

Gathering and Use: informed consent requires the Deh Cho communities receive written requests that detail the nature of the request, the reason for the request and how
the information is to be used and also requires that outside parties adhere to community policies. All requests that are granted would be subject to written confidentiality
agreements that contain limited use and distribution clauses;

•

Distribution and Storage: members retain anonymity unless otherwise agree in writing,
all research studies must be summarized in plain language and on audiotape in Slavey,
final reports are to be approved by the respective Deh Cho community before being
released and copies are to be kept, stored and managed by the Deh Cho First Nation(s)
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and training and/or employment opportunities shall be offered to community members
so that they can participate in the research;
•

Benefits: Fair compensation must be provided to individuals who participate in studies
and research and share traditional knowledge. The Protocol is clear that compensation
is only for participation and not for the purchase of any information;

•

Employment Opportunities: this section recognizes that community members may be
directly employed with research or development initiatives because of their knowledge
and expertise, but that cannot be used to represent the collective traditional knowledge of the Deh Cho people, nor can they represent the Deh Cho First Nation(s).

There are also guidelines for Researchers – they must abide by any Dene laws, regulations, customs or protocol in place in the region. No research is to begin until a signed, communityapproved research agreement has been obtained and informed consent of individuals who may be
affected is given. The research should take into account the knowledge and expertise of the people and respect that knowledge and experience in the research process. The research must respect
the privacy and dignity of the people and researchers are encouraged to familiarize themselves
with the culture and traditions of the communities. Greater consideration should be placed on the
risks to physical, cultural, environmental and humane values than on the potential contribution of
the research.
The following steps are set out in the Protocol:
•

Researcher(s) will meet with the community to develop the research area and project.
The general test for approval will be the successful demonstration of how research will
serve Deh Cho interests. Before finances are secured, the researcher or research project must meet with the community to set standards and topic areas. The research
proponent may be provided with an outline based on previous research to be used as a
basis for negotiating a research agreement;

•

Prior to filing an application for research, the research Proponent shall first meet with
the community to explain what information is required, the purpose, intended use,
potential benefits and the potential harms of the research. Researchers will clearly
identify research sponsor, funding sources and any person involved in the research;

•

The community will provide a copy of the Traditional Knowledge Protocol to the Proponent and discuss the types of working arrangements that may be established;

•

All meetings initiated by the Proponent will be subject to reasonable administrative,
honorarium, interpreter, equipment and facility fees, as determined by community policy;
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•

During the preliminary meeting, the community will review the information provided
and determine whether to support the research, subject to Terms and Conditions and
the negotiation of an acceptable Agreement, or to reject the research proposal;

•

If the community agrees in principle to support the research proposal, further meetings
may be required to work out the Terms and Conditions for support;

•

Costs for subsequent meetings will be determined by community policy;

•

Where the community requires outside technical assistance, the Proponent shall fund
the community to retain, at reasonable cost, technical consulting services;

•

Where the community supports the research activity in principle, a committee will be
established, funded by the Proponent, to develop a Research Agreement. The committee will have representatives of the local First Nations, Elders, community members
and the Proponent;

•

A Research Agreement will specify:
•

The type of information being gathered,

•

The specific use for the information,

•

The Terms and Conditions attached to the research process, including local hiring and contractual arrangements,

•

The Terms and Conditions for the gathering, use, storage and distribution of information,

•

The Terms and Conditions for the use of existing materials and documents,

•

The Terms and Conditions pertaining to confidentiality, and

•

Any other Terms and Conditions as required.

•

The Agreement shall be approved through a First Nation Resolution.

•

Where an Agreement has been signed, the Deh Cho Resource Management Authority
will play a lead role in project implementation. Where an Agreement has been violated, the Deh Cho First Nation(s) will either assume full authority over any project activities until any outstanding issues have been resolved or terminate the Agreement
without further notice;

•

Summary documents of the research activity shall be prepared and submitted by the
Proponent, subcontractor(s) or the Deh Cho Resource Management Authority to the
community. Copies of all research activity and working documents including, but not
limited to, field collection tally sheets, notes, photographs, drawing, interview transcripts, audiotapes and maps shall be submitted to the community;

•

The summary documents and working documents shall be reviewed by the community, or its designated body, to determine the reliability and validity of the information
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submitted. The summary documents shall also be reviewed for consistency with the
community Traditional Knowledge Protocol and the Agreement. The summary documents may be returned to the Proponent for further revision, as deemed necessary,
prior to authorizing further use.
This document was developed in response to the research being conducted in the region without
community input and could easily be adapted to medical research. The issue remains, however, of
who would ensure communities are aware of the process set out and who would ensure agreements are negotiated.
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