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Abstract

Objective: To provide health researchers and clinicians with
background information and examples regarding Aboriginal
health research challenges, in an effort to promote effective
collaborative research with Aboriginal communities.

Methods: An interdisciplinary team of experienced Aboriginal-
health researchers conducted a thematic analysis of their plan-
ning meetings regarding a community-based Aboriginal health
research training project and of the text generated by the
meetings and supplemented the analysis with a literature
review. )

Results: Four research challenges are identified and addressed:
(1) contrasting frameworks of Western science and indigenous
knowledge systems; (2) the impact of historic colonialist
processes upon the interface between health science research
and Aboriginal communities; (3) culturally refevant frameworks
and processes for knowledge generation and knowledge trans-
fer; and (4) Aboriginal leadership, governance, and participation.

Conclusion: Culturally appropriate and community-controlled
collaborative research can result in improved health outcomes
in Aboriginal communities and contribute new insights and per-
spectives to the fields of public health and medicine in general.

Résumé

Objectif : Offrir, aux cliniciens et aux chercheurs du domaine de
la santé, des renseignements généraux et des exemples en ce
qui a trait aux défis de la recherche sur la santé des
Autochtones, et ce, en vue de promouvoir une pratique de
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collaboration efficace pour la recherche auprés des commu-
nautés autochtones.

Méthodes : Une équipe interdisciplinaire de chercheurs expéri-
mentés du domaine de la santé des Autochtones a mené une
analyse thématique de leurs réunions de planification
(lesquelles visaient la mise sur pied d’un projet communau-
taire de formation en recherche sur la santé des Autochtones)
et des procés-verbaux de celles-ci. Cette analyse a par la suite
été étoffée i l'aide d’une revue de la littérature.

Résultats : Quatre défis en matiere de recherche ont été iden-
tifiés et traités : (1) le contraste entre les principes de la
science occidentale et les systémes de connaissance indigénes;
(2) I'effet des procédés colonialistes historiques sur Vinterface
entre les chercheurs en sciences de fa santé et les commu-
nautés autochtones; (3) fa conception de structures et de
procédés pertinents sur le plan culturel afin de procéder a la
production et au transfert des connaissances; (4) le leadership,
la gouvernance et [a participation des autochtones.

Conclusion : L'adoption d’une pratique de collaboration en
recherche, qui est appropriée sur le plan culturel et régie par
la communauté, peut entrainer une amélioration des résultats
pour la santé au sein des communautés autochtones, ainsi
qu’apporter de nouvelles connaissances et perspectives aux
domaines de ia santé publique et de la médecine en général.

J Obstet Gynaecol Can 2004:26(3):211-6.

INTRODUCTION

The health status of Aboriginal communities in Canada falls
well below that of other Canadians.!”® Life expectancy of Ab-
original peoples is approximately 5 to 7 years less than that of
the general Canadian population. Chronic diseases, post-
neonatal mortality, accidental deaths, infectious diseases, and
mental health problems continue to be disproportionately com-
mon among Aboriginal peoples.>* Despite some improvements
in the health of Aboriginal peoples over the past decades, health-

care and social support systems have yet to succeed in eliminating
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this disparity. The gaps in current health information are a
major barrier to the effective planning and implementation of
health-care services within Aboriginal communities.” The poor
heath status outcomes of Aboriginal peoples occur in a context
of the adverse sociodemographic realities facing many Aborig-
inal individuals and communities.®

Through working together to design a training program for
Aboriginal community members learning how to conduct par-
ticipatory Aboriginal health research, we identified 4 research
challenges from the current landscape of Aboriginal health
research in Canada: (1) the contrasting frameworks of Western
science and indigenous knowledge systems, (2) the impact of
historic colonialist processes upon the interface between health
science research and Aboriginal communities, (3) culturally rel-
evant frameworks and processes for knowledge generation
and knowledge transfer, and (4) Aboriginal leadership, gover-
nance, and participation.

It is our belief that the successful navigation of each of these
thematic areas is fundamental to achieving effective collabora-
tive research with Aboriginal communities, and has the poten-
tial to contribute profoundly to health research in general.

CONTRASTING FRAMEWORKS OF WESTERN SCIENCE
AND INDIGENOUS KNOWLEDGE SYSTEMS

An emerging body of literature on indigenous knowledge has
been produced by Aboriginal scholars in Canada over the past 30
years.> Most of this work has its academic links to departments
of Native studies, social sciences, and law;, with a few exceptions
that are linked to health.!"!# Indigenous knowledge systems have
been described as being ecologic, holistic, relational, pluralistic,
experiential, timeless, infinite, communal, oral, and narrative-
based.!>157 Bearing in mind the limitations of a dichotomous
framework, and recognizing that there is also considerable over-
lap in some areas, Western science has been described as reduc-
tionist, linear, objective, hierarchical, empirical, static, temporal,
singular, specialized, and written (Table).!618-21

Inherent methods of indigenous knowledge generation and
application are participatory, communal, experiential, and
reflective of localized geography. Practitioners of both scientif-
ic and indigenous knowledge systems organize information to
condense experience and beliefs into “knowledge.”

Comparison of Characteristics of Indigenous Knowledge Systems
and Western Science

Indigenous Knowledge Western Science

Ecologic/holistic Reductionist/linear

Relational Objective
Pluralistic Hierarchical
Timeless/Infinite Static/temporal
Communal Singular

Oral Written

In Western knowledge systems, this process involves the
organization of data into abstract theoretical systems composed
of multiple components, each of which requires a “specialist”
to be fully understood (Figure 1). Western scientists give low
priority to translating their knowledge for the benefit of mem-
bers of the larger society. Furthermore, by employing processes
of self-authentication, they set science apart from other forms
of knowledge production.

In indigenous knowledge systems, generation of knowledge
starts with “stories” as the base units of knowledge, then pro-
ceeds to “knowledge” as an integration of the values and processes
described in the stories, and finally culminates in “wisdom” as
a distillation of experiential knowledge. This process can be
viewed as being cyclical, since keepers of “wisdom” in turn gen-
erate new “stories” as a way of disseminating what they know
(Figure 2). Traditionally, localized forms of knowledge
dissemination were interwoven with social, political, and kin-
ship structures to reinforce individual and collective well-being
and to ensure the protection and sustainability of the physical
environment.

Although, for the most part, indigenous knowledge systems
have been systematically marginalized,'8 indigenous perspec-
tives of health as a balance of physical, mental, emotional, and
spiritual elements almost certainly shaped the broader defini-
tion of health that was adopted by the World Health Organi-
zation at Alma-Ata, USSR, 1978.2

The emerging explication of indigenous paradigms by

1151821 rgvides researchers with a set of

indigenous scholars
conceptual tools that were previously difficult to access. This

advancing epistemologic base sets the stage for an exciting
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Figure |. Relationship between data, information, and
knowledge — Western science, Dion Stout and Kipling,'*
adapted from Burton-Jones.?2 Reprinted with permission of
the copyright holders, the National Aboriginal Health
Organization.
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dialogue on quantitative and qualitative research methodolo-
gies that acknowledges not only the differences, but also the
convergence, between Western science and indigenous thought.

THE IMPACT OF HISTORIC COLONIALIST PROCESSES
ON THE INTERFACE BETWEEN HEALTH SCIENCE
RESEARCH AND ABORIGINAL COMMUNITIES

The processes and outcomes of European colonization of the
Americas have had a major ongoing effect on the physical, men-
tal, emotional, and spiritual well-being of Aboriginal peoples in
Canada, and continue to influence the relationships that Ab-
original individuals and communities have with health research
and researchers. Health researchers, therefore, need to have a
basic sense of the history of Aboriginal-European relations over
the past 500 years and must be careful not to perpetuate colo-
nial policies and attitudes.

Indigenous knowledge systems were systematically mar-
ginalized through government policies of assimilation that
included the outlawing of Aboriginal cultural traditions, the
abduction and forced assimilation of Aboriginal children
through the residential school system, and a reservation system,
which gave non-Aboriginal Indian agents authority over both
the distribution of food and material goods and off-reserve travel
by reserve members. At the community level, stories recount-
ing experiences associated with past research projects and their
respective researchers are often intertwined with stories about
other forms of colonization and injustice.®

Health researchers are often reluctant or unable to leave the
academic setting for the periods of time that are needed to devel-
op meaningful community partnerships. Trained and confident
in Western scientific knowledge systems, many researchers are
unfamiliar with and disrespectful (intentionally or uninten-
tionally) of the values and protocols of Aboriginal communi-
ties. Historically, researchers adopted a “helicopter” style of
research: they arrived in the community, collected information
with minimal community interaction, and then returned to the
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Figure 2. Indigenous knowledge generation process.

university and published the information in scientific journals
to which the Aboriginal community had little access. This
methodology deviates sharply from acceptable customs in most
Aboriginal communities and has contributed to a deep distrust
of and resistance to university-based researchers.

Governmental policy, published literature, and research have
increasingly acknowledged and documented the historic injus-
tices experienced by Aboriginal peoples in Canada over the past
decade. The programs, exhibits, and publications of the Aborig-
inal Healing Foundation (accessible at <http://www.ahf.ca>)
provide researchers with access to a body of information that
was previously unavailable. Making use of these resources to
better understand the disruptive impact of colonization pro-
vides an invaluable opportunity for researchers to enhance their
understanding of local processes.

CULTURALLY RELEVANT FRAMEWORKS AND
PROCESSES FOR KNOWLEDGE GENERATION
AND KNOWLEDGE TRANSFER

“Fundamental to the exercise of self-determination is the right
of peoples to construct knowledge in accordance with self-deter-
mined definitions of what is real and what is valuable.”?! The
colonization process described in the preceding section not only
denied Aboriginal peoples access to their land, but also denied
them the tools to assert and implement their knowledge.?!

Western scientific concepts and research that have been
developed outside Aboriginal communities may be of little rel-
evance from an Aboriginal community’s perspective. For exam-
ple, “infant mortality rates” and “birth weight” are commonly
used indicators of “infant health.” Both indicators focus on the
individual infant and do not reflect the importance of kinship
and community roles in understanding health and wellness.
Also, both indicators focus on physical illness and do not reflect
a definition of health that includes “a balance of physical, men-
tal, emotional, and spiritual elements.”*> “Infant mortality” is
catastrophic, but it is a downstream and rare outcome. As such,
it may be of less immediate relevance and utility to Aboriginal
community members working towards improved infant health
than more proximal indicators such as “breastfeeding partici-
pation rates” and “maternal food security.” Further, in Aborig-
inal communities coping with endemic type 2 diabetes, birth
weight is a questionable measure of maternal and infant health,
since maternal disorders of glucose metabolism tend to increase
rather than decrease birth weight.24 Finally, the external processes
of indicator development and utilization may contribute to a
distrust of and resistance to academic- or government-based
measurement and evaluation of community health.

With respect to knowledge translation, with a few excep-
tions,? activities involving the health of Aboriginal communi-
ties have been overlooked. When such activities do occur, there
appears to be little adaptation of mainstream knowledge or
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translation of mainstream approaches into a context specific or
meaningful to the Aboriginal community. For example, despite
the hundreds of clinical practice guidelines published for
health-care practitioners in Canada, there is only one that
includes specific recommendations for Aboriginal peoples.2
Interestingly, due to the lack of Aboriginal-specific research data,
this set of recommendations was necessarily graded “D” (weak-
est evidence-based ranking).?’ The challenge facing Aboriginal-
health researchers and policy makers is not only to expand
dramatically the scope of Aboriginal research in Canada, but to
develop, in collaboration with Aboriginal peoples, new research
frameworks, protocols, and dissemination activities that are both
scientifically sound and culturally relevant to Aboriginal com-
munities. The “participatory” research that has been done in
Aboriginal communities provides some of the best examples, as
in the case of the Kahnawake Schools Diabetes Prevention Pro-
ject, which incorporated traditional learning styles of Aborigi-
nal children into 3 scientific models of health promotion in
order to reduce the prevalence of obesity, improve nutrition,
and increase physical activity levels among Mohawk children.?®
Community participants and project researchers have also col-
laborated to produce a benchmark project code of research
ethics that supports an interface between community values and
protocols and scientific approaches.?’

ABORIGINAL LEADERSHIF, GOVERNANCE,
AND PARTICIPATION

In the past decade, Aboriginal communities and organizations
in Canada have begun to develop clearer guidelines and proto-
cols for researchers working with Aboriginal communities.>?>-32
It is important that researchers be aware of the unique ethical
standards that exist with respect to conducting research involv-
ing Aboriginal peoples and communities. The Tri-Council Pol-
icy Statement Ethical Conduct for Research Involving Humans
provides a useful list of “good practices” that will assist readers
in complying with ethical standards in this area.>

From a global perspective, the International Working Group
on Indigenous Peoples has held meetings on the question of
indigenous health issues in an effort to support the adaptation
of Article 29 of the United Nations Draft Declaration on the
Rights of Indigenous Peoples.> This article states, “Indigenous
peoples. . .have the right to special measures to control, develop
and protect their sciences, technologies and cultural manifesta-
tions, including human and other genetic resources, seeds, med-
icines, knowledge of the properties of fauna and flora, oral
traditions, literatures, designs and visual and performing arts.”34
In addition, the recently created permanent forum of indigenous
peoples at the United Nations, which held its first meeting in
May 2002, has included health as an ongoing agenda item.

The above work has been accomplished in an era in which
the ongoing advocacy of Aboriginal individuals and communities

for self-determination of their heath programs and services
has finally received some notice from governmental policy
makers. For example, central to the recommendations of the
1996 Report of the Royal Commission on Aboriginal Peoples’ is a
call to respect cultural differences and recognition of the moral,
historic, and legal rights of Aboriginal peoples to self-
determination. Specific recommendations in the area of health
include profound changes to the current systems of health and
social services in Canada to better serve Aboriginal peoples,
including reorganization of the existing network of services
for Aboriginal peoples into a system of health and healing
centres under Aboriginal control. Recommendations also
included the adaptation of mainstream services “to accommo-
date Aboriginal people as clients and as full participants in deci-
sion making.”” Since 2000, the newly created Institute of
Aboriginal Peoples’ Health, 1 of 13 Canadian Institutes of
Health Research, has been supporting innovative health research
using the dual criteria of scientific excellence and collaboration
with Aboriginal communities.>> The National Aboriginal
Health Organization and the Aboriginal Healing Foundation
have been actively promoting and facilitating ethical research
with Aboriginal communities at national and international lev-
els. In addition, over the past year, the Social Sciences and
Humanities Research Council of Canada has formulated a
strategic approach to research involving Aboriginal peoples.*
Aboriginal individuals and communities have clearly
articulated a desire for self-governance and the development of
community-directed, participatory health research.?” Self-deter-
mination of the research agenda by Aboriginal communities
will contribute to more effective and efficient research programs
in this area.?’#° Health researchers are encouraged to continu-
ally evaluate how their research is contributing to the actual-
ization of these policies throughout the research process.

DISCUSSION

There is an urgent need for interdisciplinary research that simul-
taneously addresses issues of culture, biology, and physical,
social, and environmental determinants. This research agenda
should include an accurate and inclusive description of the
health challenges facing Aboriginal communities in Canada, an
exploration of health determinants of these outcomes, and cul-
turally meaningful and community-driven evaluations of health
programs and services.

The current paucity of Aboriginal health research is regret-
table, not only because of its adverse impact on the public health
of Aboriginal peoples in Canada, but also because the indige-
nous knowledge systems and approaches to health described in
this paper have the potential to contribute profoundly to Cana-
dian health research and programming more generally. The
need to better interface health science research with day-to-day
individual and community realities is not unique to Aboriginal
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populations in Canada, as health-care professionals indeed face
this challenge with every dinical encounter. At a systemic level,
the Canadian Institutes for Health Research have responded to
the challenge of this interface by prioritizing knowledge trans-
lation, transdisciplinarity, researcher-community partnerships,
and leadership in ethics.#*? Aboriginal communities in Cana-
da have the potential to help address these challenges through
systems of knowledge that allow for a more holistic under-
standing of health and its determinants, innovative research
frameworks and methodologies, community-directed processes
of knowledge gathering and dissemination, and unique ethi-
cal perspectives.

The imprint of Aboriginal community work and research
on this group of authors can be found in our evolving research
projects. These include the design of a new approach to the pro-
vision of primary health care for persons living with chronic dis-
eases. Although this project is not specific to Aboriginal
communities, the holistic and preventative philosophy of the
evolving program can be traced to the exposure of the
rescarchers to Aboriginal contexts and paradigms. Other proj-
ects include an inventory and assessment of indigenous health
indicators in Australia, Canada, and New Zealand, and the
development of knowledge translation processes within the con-
text of the Aboriginal community.

The need to link indigenous and Western scientific para-
digms promotes the development of innovative transdisciplin-
ary methodologies that could be applied to bridge gaps between
the academic and Aboriginal communities in other areas. The
evolving benchmarks of Aboriginal community governance and
participation in research may likewise be relevant to a diversity
of researcher-community partnerships. Finally, the need to con-
textualize research questions and approaches in local history,
culture, and geography is a principle that would enhance the
translation of research into effective practice in most fields of

enquiry.
CONCLUSION

The challenges described in this text, like any challenges, may be
viewed as opportunities or batriers. The assumption of the authors
is that culturally appropriate and community-controlled collab-
orative research can create pathways that avoid the old pitfalls of
health research in Aboriginal communities. This approach would
result not only in improved health outcomes in Aboriginal com-
munities but also contribute new insights and perspectives to the
fields of public health and medicine, with the potential to improve
health and health services for all Canadians.
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