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Ethical guidelines are meant to ensure that research processes
respect the rights and dignity of the people being researched.
They can be divided into two broad groups – respect for

individuals, and respect for communities.1

Respect for individuals

Ethics about how to protect people who participate in research are
based on principles of:

• Informed consent and voluntary participation
Making sure that research participants know what they are
being be asked to do, and that they are freely agreeing to
participate.

• Protection of privacy and confidentiality
Making sure that people’s personal information is not revealed
without their consent.

• Risk-benefit assessment
Assessing probable risks and benefits of the research in
advance, and setting up the process so as to produce the least
risk and the most benefit to research participants.

• Valid research design
Being sure that the research can produce the results it promises
so that participants are not wasting their time or being exposed
to risk for no reason.

These principles have a long history, and they are well recognized –
that is, most people agree that they are the cornerstones of

Research Ethics. Many funding agencies in Canada, the U.S. and
Europe require researchers to follow them. Organizations that
routinely carry out research usually form Research Ethics Boards
(REBs) that review research proposals to make sure that they
respect these principles.

This tool kit provides an overview of research ethics for First
Nations communities. It is meant to do two things: First, to help
communities that are planning to do their own research by

describing ethical issues they may need to think about. Second,
to help communities that are engaged in research with outside
organizations to understand what aspects of research ethics they
may need to negotiate with the outside organization.

The toolkit focuses on ethics as they apply to the types of health
research that a community might undertake, such as
participatory research, interviews, surveys, or reviews of health
records. It does not consider topics like genetic research or
clinical studies of new drugs.

This Ethics Tool Kit is one of several information packages being
prepared by the First Nations Centre (FNC) of the National
Aboriginal Health Organization (NAHO) to inform and share
knowledge on key issues and to assist in community capacity
building. We have prepared this kit by drawing on presentations
and materials that experts in the fields of ethics, privacy, law, and
First Nations health information have shared at various workshops
and information forums coordinated by NAHO.

Similar tool kits offered by the FNC cover the following topics: The
Nuts and Bolts of Privacy, Understanding Research and Health
Surveillance: The Basics.

If you have questions or comments about this Tool Kit,
please contact us:

FNC@NAHO
130 Albert Street, Suite 1500
Ottawa, Ontario
K1P 5G4
Tel: (613) 233-1543, extension 501
Toll-free: 1-877-602-4445
E-mail: fnc@naho.ca
www.naho.ca/fnc
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1 There are also some ethical considerations about respect for the end users of research, such as a
responsibility to disclose limitations of the research so that the results are interpreted correctly. These
aspects are governed more by convention than by explicit guidelines.



Respect for communities

In recent years, there has been a movement to broaden research
ethics so that they protect the rights of communities or groups, not
just individuals. First Nations communities have actively
participated in this movement. This has meant considering issues
such as:

• How research should protect communities against
stigmatization and being labeled by stereotyping

• Community consent to research
• Community control over the research process
• Community control over how research results are interpreted
• Community control over how research results are used

First Nations groups, research organizations, and governments do
not yet agree on many of these issues, but some principles are
starting to influence how research is approached in First Nations
communities.
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What types of research do these ethical principles apply to?

Ethical principles apply to any research that involves human beings. At a community level, common
types of research include interviews, surveys, focus groups, and reviews of administrative data (for
example, looking at health care records to see how common a particular disease is). Communities
may conduct their own research, or they may be involved in research projects with outside
organizations such as universities or government departments.

Although ethical considerations apply to any research, a few types of research are not usually
included in ethical guidelines, or reviewed by special boards. These include things like school exams.
Usually, secondary data analyses – that is, projects that analyze information that has already been
collected by someone else – don’t have to undergo ethics review if the information is anonymous and
cannot be traced back to any individual.



Informed consent

Ethics require researchers to obtain “informed consent” from all
of the participants in a research project. This means that the
process should be explained to them, including any risks and

benefits, so that they can make an informed decision about
whether they want to participate. In most cases, those who say yes
sign a consent form (although signed forms are not practical for
some types of research such as telephone surveys).

Saying that consent is “informed” means that the person who
agreed to participate was told what they would reasonably want to
know about the research. That is, the person was told:

• What the research is for, what they will be asked to do, how long
the research will last, and who the researchers are

• That they have the right to withdraw at any time if they change
their mind

• About any foreseeable risk or discomfort that might arise from
their participation

• About any probable benefit that they or others might get from
the research

• About any possible commercial use of the results

Depending on the type of research, a consent form may also
include information about:

• Who will have access to the information, how it is likely to be
used, and how confidentiality will be protected

• How participants will be told about the results
• Whether any other researchers might have access to the

information later for spin-off studies
• Whether any follow-up studies are planned, and whether

participants might be contacted again in future

Informed consent can be as simple as reading aloud a few
sentences at the beginning of a survey questionnaire, and asking
people if they agree to answer. Or, if there is any risk involved in the
research, consent can involve detailed explanations and a consent
form requiring the participant’s signature.
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Example: When you receive a telephone call asking whether
you are willing to answer questions on your general health,
you may be told:

“This survey is being carried out by the Rolling River Health
Department. It asks questions about your health and the
things you do to maintain your health. Your answers will be
kept confidential, and only used to produce information
about groups of people. The results will be used to plan health
programs for the Rolling River district. The survey takes about
20 minutes.

Are you willing to participate?”
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Participation Continued from p.3

Voluntary participation

Research projects have to ensure that people’s participation is truly
voluntary, and people have to be told that they can withdraw from
the research process at any time. People should be allowed
enough time to decide if they really want to participate or not. In
community projects, an article about the research in the local
newspaper would allow people to know about the study before the
researcher ever contacts them.

Research on dependent populations – people who cannot consent
for themselves, such as children, or adults with certain limitations –
has to be handled very carefully. In these cases, parents or an
authorized third party can consent on the dependent person’s
behalf, but extra safeguards have to be built in.

Other situations where it is important to be sure that consent is truly
voluntary include:

• Situations where “undue influence” might be exerted/taken
advantage of, or where there is a significant difference in power
between those conducting the research and those being asked
to participate. For example, in cases where people are
members of authoritarian organizations like the army, or on
people who might be influenced by relationships involving a
special degree of trust, such as doctor/patient or
teacher/student.

• Situations where there is “undue inducement.”
While it is alright to pay participants, the 
payments should not be so significant that 
people agree to do things that they would 
normally refuse.

• Situations that involve “captive” or vulnerable 
populations, such as people in treatment 
centres, psychiatric institutions, or prisons.



Introduction

Research projects need to make sure that people’s personal
information is not revealed to others, either on purpose or by
accident. People on the research team typically take an oath

not to divulge any personal information that they learn as a result
of being involved with the research. Copies of questionnaires, notes
from interviews, photos, videos, or any material that identifies an
individual have to be stored in locked cabinets. Computer files that
contain information identifying a person need to be protected with
passwords or by locking them away. Often, researchers will remove
this type of information from a computer file as early as possible,
leaving only anonymous data.

Guarding against accidental disclosure

Besides these precautions, researchers need to guard against
accidental disclosure - situations where other people could guess a
participant’s identity based on the research results that are made
public.

In research based on interviews or group discussions, researchers
must take care not to publish quotes or views that could only come
from one person (unless that person consents).

In surveys and other “numbers” projects, the danger is that the
researcher will accidentally publish a number that could only refer
to one person. To prevent this, researchers publish information
about groups of people, such as people age 25 to 44. There are
some rules of thumb for this: usually, researchers do not release
information about any group that contains fewer than five people.
In small communities where people already know a lot about each
other, this number may need to be increased. Some studies, for
example, may not publish any results based on fewer than forty
people.

Balancing Individual Privacy and Community or 
Public Interest

Although researchers should protect individual privacy as much as
possible, it is important to recognize that there are some situations
where benefits for other people can outweigh an individual’s right
to privacy. For example,

• The law requires researchers and others to report any evidence
of child abuse.

• Sometimes, researchers may be allowed to use personal
information to advance knowledge about an issue or to design
good public health programs. This happens in fields like
epidemiology (the study of disease patterns), history, and political
science. For example, researchers may be allowed to review
hospital records to learn about the history of a specific disease.
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Personal Information

Accidental Disclosure: How It Can Happen

A community reviews its health-care records to see how many
people have diabetes. The research report shows the number
of people with diabetes in each age group, including one
person in the “over 80” group.

Unfortunately, there is only one person over 80 in the
community, so now everyone knows that he/she has
diabetes. The researchers should have used a larger age
range such as “all people over age 60,” or they should have
suppressed the number.



Research projects vary in how sensitive their topics are, and in
how intrusive their methods are. Topics like sexual practices
are generally more sensitive than say, research on eating

habits. Similarly, a project that asks participants to give a blood
sample at the local health centre is more intrusive than a mail-back
survey. Some types of research – such as testing new medications –
may also involve risk for the participants, although studies like these
are not common at the community level. But there is no doubt that
research sometimes needs to touch on topics that may involve
some risk. For example, people may find questions about sensitive
topics such as depression, violence, or mental health upsetting,
especially if they are affected by the problem. Research questions
may trigger some feelings of hopelessness, helplessness, or anger,
or they may bring back unpleasant memories.

The more sensitive the topic or intrusive the research, the
more careful the research team has to be about
informed consent and protection of confidentiality. In
such cases,

Participants have to be told about potential risks and
potential benefits.

• If there is a risk, they have to be told whether they
can get compensation if they suffer harm as a
result of the research.

• If the research explores topics like family
violence or severe depression, researchers may
need to make sure that help is available for
participants who want it.

• If the research explores illegal activities – such
as the use of street drugs – the researchers
may deliberately avoid recording any
personal information about participants, so
that there is no chance that they can ever be
identified from the results.
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Ethical Review in First Nations Communities

Communities may find it useful to form their own REBs or to
develop something similar, such as a review committee
made up of community members, a community
consultation process, or guidance from Elders.

Some First Nations communities have developed their
own codes of research ethics that apply to any
research done by the community, or by outside
organizations working with the community. For
instance, the Kahnawake Schools Diabetes
Prevention Project has developed a code, as well
as the Kwanlin Dün First Nation (see the drawer on
“More Information”). Some communities have
come together to form research committees.
For example, both the James Bay Cree Health

and Social Services Commission and the
Assembly of Manitoba Chiefs have
research committees that review proposals
to ensure that they are acceptable to their

member communities.
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Research Ethics Boards are special groups created by an
organization that does research on a regular basis such as a
health department, a hospital, or a university. The group reviews

research proposals in advance to make sure that they are ethical.
Formal ethics approval from the group is required for anyone who
works in those organizations, or who is working with them on a
research project (for instance, researchers who want to contact the
organization’s clients). Some of the major funding agencies in
Canada require approval from an REB before they will grant funds.

According to some guidelines (Tri-Council, 1998), these groups are
supposed to have at least five members: two with expertise in
research methods, one with expertise in ethics, and at least one
representative from the community/clients served by the
organization.

What an REB does

REBs meet regularly to review research proposals that are submitted
to them. Their job is to make sure that the research projects:

• are well designed; 
• protect privacy well;
• have acceptable procedures for getting informed consent; and
• have a good balance of risks and benefits to participants.

For research involving First Nations, an REB has to consult with a First
Nations expert, or with people from the First Nations communities
concerned. This is important because REBs and First Nations may have
different ideas about what makes up harm, benefits, and
confidentiality. Participating in REBs can provide an opportunity for First
Nations communities to present their views to outside research groups.

Usually, these groups do not affect community-run projects unless the
community has its own ethics group. However, REBs are likely to play
a role in most research that communities do in collaboration with
outside researchers, such as university staff or local health
departments. As well, if funds for the research are being provided by
a university or a grants program, the project will almost certainly
need approval from an REB.



Community benefit from research

Funding agencies and ethics boards are just starting to grapple
with some of these issues. Most agree that communities should
benefit more from research than they have in the past. As a result,
many national ethical guidelines now acknowledge the need for
research projects to:

• negotiate with communities and involve them in the research; 
• incorporate traditional knowledge;
• help develop research capacity in the community; and
• provide reports in plain language.

Community consent to research

The guidelines are developed by non-First Nations organizations
and generally do not recognize First Nations jurisdiction or a
community’s right to control research projects. A few require
community consent to research; others (such as the Tri-Council
Policy Statement on Ethical Conduct for Research Involving
Humans) require community consent only if the research focuses
on characteristics of the community itself, rather than on individuals
within the community. Right now, none of the non-First Nations
codes say much about a community’s right to control how the
research is carried out, or how the research results are used.

On the other hand, codes of ethics developed by First Nations
communities are usually much clearer about issues of community
control. They affirm the community’s right to direct the research
process, to interpret the results, and to determine the content of the
research reports – or at least to jointly control these things with the
outside researchers.

Because of these differences in First Nations and non-First Nations
codes of ethics, joint projects between community and outside
researchers often involve a process of negotiation to agree on the
role of each group.

In recent years, concern about research ethics has broadened
from individual rights to community rights. First Nations
communities are strong advocates for greater recognition of

community rights to control research. Funding agencies and non-
Aboriginal research organizations now recognize more community
rights than they did in the past, but they do not always go as far as
First Nations groups. If your community is participating in research
with an outside organization, you will need to know what the areas
of agreement and disagreement are so that you can better
negotiate.

Recognizing community rights includes (in order of increasing
community control):

1. Issues of community benefit from research
2. Issues of community consent to research taking place in the

community
3. Issues around the interpretation of research results
4. Issues of community control over the research process and

the resulting information
5. Issues of community control over how the research results

are used

Most of these issues are included under the umbrella term OCAP
(Ownership, Control, Access and Possession). Views about OCAP
tend to include both questions of ethics and convictions about how
control of research can contribute to community self-
determination. Often, outside organizations and First Nations
disagree about whether the quality of the research should be
measured by how good the methodology is, or how useful the
results are at the community level (Schnarch, 2002).
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Introduction

Consent and secondary research

“Secondary” research uses information about a First Nations
community that may be part of another organization’s records,
such as provincial records of hospital admissions. This type of
research project may be able to get information for First Nations
people from existing records, but it still requires some attention to
confidentiality .. especially, if the projects requires information that
identifies individuals. If it does, then the researchers usually have to:

• Obtain consent from the individuals involved, if possible. If not,
they must:

• Obtain consent from representatives of the people concerned
(such as a Band Council or a regional First Nations
organization); and/or

• Publicize the project in advance so that the people concerned
can object to the project if they want to.

If the project does not require the use of information that can be
traced back to an individual, then national codes of ethics such as
the Tri-Council guidelines allow it to proceed without review by an
REB. The reasoning seems to be that these projects pose no threat
to individual confidentiality. However, there is still the potential for
stigmatization and harm if the project identifies individual
communities or First Nations people as a group. Because of this, it is
gradually becoming more common for this type of project to
proceed only with First Nations consent and involvement.
Often, the solution that First Nations groups and outside
researchers agree to is to sign a memorandum of
understanding (MOU). These agreements usually outline
how the research information will be used and ensure that First
Nations people have a say in interpreting the results and have
access to these.
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Secondary research uses information that already exists
somewhere, such as...

• Interview notes from a completed research project

• Health centre records that show how many people have
been vaccinated against a particular disease

• Records of how many people were admitted to a
hospital and what they were 
diagnosed with



Introduction
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Interpreting results

First Nations representatives should be involved in interpreting
research results that concern their communities. This helps to:

• prevent “labelling” and stigmatization of a community;
• prevent wrong conclusions; and
• affirm community control and ownership over research.

The Codes of Ethics that some First Nations communities have
developed state explicitly that if outside researchers are involved,
the research results must be jointly interpreted by the community
and outside researchers, governments and universities.2

Outside researchers and organizations have generally come to see
the value of incorporating local and traditional knowledge into
their interpretations, such as the one developed by the Association
of Canadian Universities for Northern Studies. But some national
codes are still silent on the topic. It is probably fair to say that
“mainstream” research organizations consider it good practice to
involve communities in interpreting research results, but not
mandatory. Simply put, if your community is collaborating with an
outside organization, you should discuss in advance who will
interpret the research results and how the views of each group
involved will be taken into account.

Sharing research results

What happens when community representatives and researchers
(from outside or inside the community) do not agree on how the
results should be interpreted?  

On one hand, First Nations are tired of seeing research reports
published by people who don’t really know much about their lives,
and who are not concerned about the impact the results may
have on their communities. They are tired of having information
used against them, and of seeing research strengthen/continue
existing power imbalances. Consequently, they are asserting the
right to control how research results are interpreted and how they
are made public.

On the other hand, many researchers believe that they have an
obligation as scientists to publish what they see as the truth, even if
someone else disagrees. Outside researchers may also fear that if
community representatives have the right to block a publication,
they will use it to hide information that is true but not flattering, or
that reflects badly on those in power.

What do communities and outside organizations do in these cases?
Sometimes, outside researchers agree that they not publish some
results if the community disagrees with their report. A more even-
handed solution is to agree on the “right to dissent.” This means
that in cases of disagreement over the interpretation of the results,
the researcher can go ahead and publish, but the community has
the right to include a description of why they disagree and how
they interpret the findings. The idea is that the public will be able to
read both interpretations and decide which one they agree with.

2 For example, the codes developed by the Kwanlin Dün First Nation or the Kahnawake Schools
Diabetes Prevention Project.



Ethical codes developed by First Nations and non-First Nations
organizations all agree on one aspect of sharing results: that the
originating community has the right to know the research results.
At a minimum, this means that research results should be returned
to the community or the participants in a format that they can
understand – such as plain-language flyers, radio broadcasts, or
public presentations. Ideally, the people involved in the research
should be the first to see the results.
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Reaching Agreement about Publishing Research Results:
The example of Manitoba’s Regional Health Survey

In 1997, the Assembly of Manitoba Chiefs and the Manitoba
Keewatinowi Okimakinak hired the University of Manitoba to
help carry out the Manitoba First Nations Regional Health
Survey. They had to reach some middle ground between the
Assembly’s determination to control the information and the
university’s protocols on free publication of research results.
As described by one of the university researchers,

“The contract between the University and the Assembly of
Manitoba Chiefs (AMC) reflected the principle that ownership
and control over the project remains with First Nations. In our
initial discussions, AMC representatives expressed concern
over publication and copyright. The University, on the other
hand, refuses to enter into agreements where the contracting
agency has the right to suppress publication. The University
insists on its traditional responsibility to disseminate
scientifically valid research in the public domain.”

In this case, they agreed to the right-to-dissent approach.

Source: Assembly of Manitoba Chiefs (1998). Manitoba First Nations Regional Health Survey:
Final Report, September 1998: p. 17.



• The author wants to oblige his/her boss, professor, or other
people in a position of power – or these people insist on being
listed as authors.

• The author hopes that adding a “big name” researcher to the
list will increase the chances of a scientific journal accepting
the article.

Sometimes there are good reasons for adding other people’s
names to a report. However, scientific journals frown on the
practice, and some professional associations – such as the
Technical Writers Association of America – explicitly forbid it in their
ethical guidelines for members.

The research team has obligations to the people who read or
apply the research results once they are made public.

Disclosing limitations

When researchers publish their results, they should be aware that
they have an ethical obligation to disclose/reveal the limitations of
the research. How much you can trust research results depends a
great deal on how the information was collected: the number of
people included, how participants were chosen, and how the
information was gathered. Researchers have to share this
information when they release their results. Most codes of ethics do
not explicitly mention this, maybe because it has been standard
scientific practice for so long that everyone takes it for granted.

Every research project has some limitations, such as samples that
miss certain segments of the population, questions that turn out to
be poorly worded, and so on. Researchers must describe these
limitations along with the research results, so that readers can
assess how much faith they should place in the results. Doing so
actually makes the research more trustworthy and credible, since
readers who know the area or who are researchers themselves are
suspicious of research reports that do not describe their limitations.

Authorship

Finally, ethics can influence who is listed in the research report as
the author(s). In collaborative projects, research reports are often
the result of many people’s input. But sometimes, there is pressure to
list as authors people who didn’t really contribute to the writing of a
particular report. This can be because:

• The original research project was a group effort, and the author
wants to acknowledge everyone’s contribution.
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Why readers need to know about research
limitations: an example

“Our study found that 90 per cent of 
teenagers smoke.”

How much faith would you place in the statement above if
you also knew...

• That the sample was carefully chosen to represent all
teenagers, and 90 per cent of the teenagers who were
asked to participate did so?

• That the sample was carefully chosen, but only 50 per
cent of teens agreed to participate?

• That the sample consisted of 20 teenagers that the
researcher met in Sammy’s Bar?
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