INTERNATIONAL JOURNAL OF CIRCUMPOLAR HEALTH
2021, VOL. 80, 1929755
https://doi.org/10.1080/22423982.2021.1929755

Taylor & Francis
Taylor &Francis Group
a OPEN ACCESS W) Check for updates

Communities take the lead: exploring Indigenous health research practices
through Two-Eyed Seeing & kinship

John R. Sylliboy

2, Margot Latimer®®, Elder Albert Marshallc and Emily MacLeod?

3]WK Health Centre, Centre for Pediatric Pain Research, Halifax, Nova Scotia, Canada; ®Dalhousie University, Faculty of Health, Halifax, Nova
Scotia, Canada; “Eskasoni First Nation, Nova Scotia, Canada

ABSTRACT

Etuaptmumk or Two-Eyed Seeing (E/TES) is foundational in ensuring that Indigenous ways of
knowing are respected, honoured, and acknowledged in health research practices with
Indigenous Peoples of Canada. This paper will outline new knowledge gleaned from the
Canadian Institute of Health Research and Chronic Pain Network funded Aboriginal Children’s
Hurt & Healing (ACHH) Initiative that embraces E/TES for respectful research. We share the ACHH
exemplar to show how Indigenous community partners take the lead to address their health
priorities by integrating cultural values of kinship and interconnectedness as essential compo-
nents to enhance the process of community-led research. E/TES is conceptualised into eight
essential considerations to know in conducting Indigenous health research shared from a L'nuwey
(Mi'’kmaw) perspective. L'nu knowledge underscores the importance of working from an
Indigenous perspective or specifically from a L'nuwey perspective. L'nuwey perspectives are
a strength of E/TES. The ACHH Initiative grew from one community and evolved into collective
community knowledge about pain perspectives and the process of understanding community-
led practices, health perspectives, and research protocols that can only be understood through
the Two-Eyed Seeing approach.

ARTICLE HISTORY
Received 25 November 2020
Revised 6 May 2021
Accepted 7 May 2021

KEYWORDS

Indigenous; First Nations;
etuaptmumk; Two-Eyed
Seeing; health research

Introduction & Context the early colonial period. This paper does not provide
a historical account of the progress of E/TES; however, it
is critical to understand that the evolution of E/TES has
been a deliberate and gradual process because L'nuk
had to coexist with the rapidly changing landscape of
their ecosystem with which they had to now share with
settlers. Their co-existence ebbed between conflict and
peace, which eventually benefited the settler enfranch-
isement as a dominant society. E/TES has a long history,
which has only been documented and utilised from
a western perspective since the Marshalls coined the
term. Nevertheless, trained western-based academics

The terms Indigenous and First Nations are used inter-
changeably in this paper. In reference to the
Mi'’kmaqg(w) the word L'nu is used. It is the original
word of identity that roughly translates to people that
speak the same tongue. L'nuwey is the original word to
describe anything that derives from being and living
L'nu, or L'nuk, its plural form. The perspective that
derives from L'nu knowledge that encapsulates the
way of thinking and being is L'nuwita’simk [1].S

Etuaptmumk/Two-Eyed Seeing (E/TES) originates

and mirrors how L'nuk in Mi’kma'’ki have evolved within
a constant state of flux as a Nation in their way of living
and being within that eco-space of Mi'kma'ki, ancestral
territory of L'nuk. Elder Albert Marshall shares that our
Nation has had to adapt to the evolving circumstances
of our ancestors by innovating our ways of thinking
because of the impacts of colonialism as well as the
natural progress of time (A. Marshall, personal commu-
nication, 4 November 2020). Elder Marshall coined the
term E/TES in 2003 and it was first published in 2004 [2],
yet it has been a part of L'nu tribal consciousness since

and researchers have difficulty grappling with E/TES
by categorising it within epistemic boundaries in order
to comprehend it within comparative philosophies of
western science. Dr Battiste, L'nu scholar, reminds us
that “Indigenous knowledge ... defies categorization”
[3, p. 111 and more importantly, L'nuwita’simk is fluid,
adaptable, and continuously evolving to address con-
temporary issues within present time and space.
Questioning the empirical nature of E/TES is question-
ing the integrity of L'nuwita’simk and the whole cultural
knowledge of a Nation. In this paper, we show how E/
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TES is applied into various research contexts. We hon-
our the nature of that knowledge continuum as
a deliberate process of being and living L'nu, while
addressing health through E/TES without purposely
defining it within western-based empirical concepts.

It is often surprising to non-Indigenous people that
First Nations have their own traditional knowledge
regarding health and wellness and most Nations, like
L'nuk, rely on this knowledge as their primary source of
health information. It is a sophisticated network of
knowledge-holders, Elders and healers guided by epis-
temological and scientific practices based on
a worldview of experiences and logical validation [4]
who implement traditional knowledge and western-
based science to seek solutions in health.

Indigenous Peoples are the original gatherers and inter-
preters of knowledge meant to benefit their people. Over
time, their right to have control of their knowledge, peo-
ple’s health and culture has been taken away, and disre-
spectful treatment from external research teams has led to
an atmosphere of caution, uncertainty, and distrust among
many Indigenous communities. The Mikmaqg Nation
(L'nuk) are not exempt from harmful colonial systemic
practices in research, so the best way to prevent ethics
breaches, or to avoid colonial research practice, is for
Indigenous-led research to share the knowledge of current
and evolving practices from their perspectives. In order to
change the future state of wellness, Indigenous Peoples
need to implement their knowledge that will directly
impact health outcomes. Being involved in research is
a gateway to validating traditional knowledge so it can
be used more widely to improve health, generate new
knowledge and control the narrative that will inform better
health policy and appropriate resource allocation.

There are several moving parts to this conversation: first,
recognising the rightful owners of the knowledge,
and second, understanding who is most invested in how
the knowledge is gathered and used to benefit and sup-
port Indigenous people. This paper will discuss the experi-
ence of the E/TES “relational” way of conducting research,
with and by Indigenous People. Researchers, predomi-
nantly white settlers, have not had/taken the opportunity
to learn Indigenous Peoples’ histories and the tragic past
that has led to distrust and unhealthy, imbalanced unions
between researchers and Indigenous Peoples. Indigenous
People want to gather their specific health knowledge and
want to participate in studies that will advance their health
and wellness.

Being a Respectful Partner & Champion

Non-Indigenous researchers have an ethical duty to
educate themselves about Indigenous health research

processes and to build more inclusive partnerships with
the Indigenous people whom they wish to serve. Non-
Indigenous researchers should not assume a stance of
being experts on Indigenous health issues; however,
they play a critical role as allies [5]. We recognise that
non-Indigenous researchers go beyond the role of allies
when they become advocates of decolonisation in
research and healthcare practices - we refer to them
as champions. We adopted the term champion as
Indigenous partners to recognise non-Indigenous
researchers who go above and beyond the role of ally.
There is no rubric as to who a champion is because the
process is not necessarily quantifiable, yet our commu-
nity understands when one is a champion, in a similar
sense when we know a person as an Elder. They have
accumulated a set of skills, knowledge and conscience,
and they have demonstrated a high level of reciprocity
and advocacy on behalf of our community. Dr Marcia
Anderson, a Cree-Anishinaabe scholar, physician, and
activist, shares that “research will be transformative at
the structural level to benefit Indigenous Peoples only if
it is explicitly antiracist and anticolonial” [6, p. E931].
Non-Indigenous researchers who are champions have
acquired this consciousness by listening, observing and
working closely with their Indigenous colleagues over
time.

Research respecting a balanced approach and invol-
ving community members, Elders, patients, clinicians
and researchers will facilitate strong Indigenous health
partnerships with Indigenous communities using an E/
TES approach [7, 8: 9]. This paper will outline eight
specific considerations gleaned from the work of the

Canadian Institutes of Health Research (CIHR) and
Chronic Pain Network (CPN) funded Aboriginal
Children’s Hurt & Healing (ACHH) Initiative that

embraces respectful research with Indigenous People
from an E/TES perspective.

Enhancing our Understanding around
Indigenous Health Research

There has been a groundswell of support and heigh-
tened interest in conducting Indigenous health
research in response to the Truth and Reconciliation
Commission Calls to Action [10,11]. Nevertheless, com-
munities and universities struggle to keep up with the
interest and demand to operationalise E/TES in research
with few champions and Indigenous researchers.

As mentioned above, Etuaptmumk is a co-learning
approach based on the respectful and meaningful inte-
gration of Indigenous knowledge with western knowl-
edge coined by Elder Albert Marshall [2,12-14]. Its
foundation is implementing an agreed-upon process



of research that reflects communities’ beliefs, values
and ways of knowing and doing. This paper advances
the understanding that E/TES can be used as
a methodology because it justifies the ways research
can be conducted using L'nuwey knowledge to pave
the way in choosing appropriate methods. The imple-
mentation of E/TES recognises that research is based on
L'nuwey knowledge in congruence with community
skills, talents, and resources [5] throughout the entire
process to purposely shift decision-making, leadership,
and control to L'nuk and Indigenous partners. The aim
is to apply trauma-informed approaches during the
patient-engagement process and integrate the commu-
nity’'s recommendations regarding best practices to
engage Indigenous People.

The other key component of E/TES in ACHH's
research was to avoid “deficit-discourses” [5, p. E619]
especially knowing the historical trauma Indigenous
Peoples suffered from colonial paradigms of research
and racism. Many well-meaning non-Indigenous
researchers wade into Indigenous health research want-
ing to make a difference. However, they may not have
the benefit of knowing the history of Indigenous peo-
ple, systemic racism in healthcare, the impact of that
history on trust and health or even Indigenous health
beliefs and interaction with the health system, let alone
research protocols.

Elders guide the way forward by reminding us that
within the Seven Sacred L'nuwey teachings, love, hon-
esty, humility, respect, truth, patience and wisdom, humi-
lity comes before wisdom [15]. This is an essential
foundational lesson to learn. These cultural teachings
are embedded as L'nuwey perspectives or principles in
humanising Indigenous Peoples’ engagement in
healthcare using E/TES [16,17]. Researchers are trained
in a western, colonial system that typically places the
researcher in control of the knowledge they gather
through their research, gaining benefit via grant
awards, publications and presentations. There is often
not a sound understanding of how to develop, inter-
pret or be accountable for the knowledge having an
impact or benefit to Indigenous People. Relational and
beneficial research needs to be a priority at the outset
simply because Indigenous knowledge derives and
evolves from relationships [12, p. 144]. Research pro-
jects that are grounded in a relationship that is recipro-
cal and trusting are more likely to have better
outcomes for all parties involved [18]. Despite this,
practical resources to guide communities and research-
ers through the logistics of the engagement process
are limited. The authors emphasise that there is no one-
size-fits-all for Indigenous health research. ACHH is an
exemplar of how this knowledge evolved through an E/
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TES approach and partnership. The ACHH Initiative uses
E/TES to gather and share Indigenous knowledge with
the goal of improving Indigenous health outcomes and
health care experiences in the area of pain and hurt.

Eight Guiding Considerations Emerging from
the ACHH Initiative

The ACHH (pronounced “ache”) Initiative is research emer-
ging from a partnership between Dr. Margot Latimer of
Dalhousie University/IWK Health and L'nu Eskasoni First
Nation Health Director, Sharon Rudderham. The overarch-
ing vision of ACHH is to gather and mobilise Indigenous
knowledge that will improve the health care experience
and health outcomes, especially in the area of pain care.
Together, with a team of Indigenous and non-Indigenous
health researchers, community members and clinicians,
they delved into why the numbers of referrals for paedia-
tric pain treatment were so low when rates of painful
conditions were so much higher when compared to non-
Indigenous children [19]. Early discoveries included the
notion that there was no translatable word in L'nuisuti
(Mi'kmaw language) for “pain” [20], logically impacting
pain assessments and secondly, that L'nu children and
youth were not seeing pain-related specialists at the
same rate as non-Indigenous children even though their
pain-related diagnoses were significantly higher than their
non-Indigenous comparative group [19].

The eight guiding considerations emerged over
a period of ten years through a series of research
projects and continuous leadership by the Indigenous
community. Starting with the ACHH Maritimes project
from 2008 to 2014 [19,20] and consolidated during the
Chronic Pain Network expansion, ACHH National, in
2015-2020 which included projects in Winnipeg,
Hamilton and Halifax. The E/TES approach was the
research framework, in theory and methodology, for
all the projects, which Elder Marshall would also con-
sider as part of “knowledge gardening” [14, p 5I.
Through this process and vigorous and intricate com-
munication  between  Co-Principal Investigators,
Indigenous community leaders, researchers, collabora-
tors, clinicians, and Elders, the ACHH team has concep-
tualised eight guiding considerations that are
recognised as key steps in developing and maintaining
meaningful research alliances with Indigenous partners.

1. Community Engagement is All About Relationship
Building

2. Community Protocols and Ethics

3. Capacity Development is About Reciprocity

4. Indigenous Research by Design

5. Data Considerations, Protection & Pathways

6. Data Interpretation & Analysis
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7. Community Knowledge Validation
8. Gardening, Dissemination &
Interpretations

Benefit of

1. Community Engagement is All About
Relationship Building: The L’'nu experience

Kinship in Research Development

ACHH'’s relationship-building and community engage-
ment is based on the L'nuwey value of kinship, whereby
strong relationships must exist before any research can
take place. This concept is identified through similar
Indigenous-focused research articles [21-23]. In order
to overcome generations of mistreatment and trauma,
non-Indigenous people must take the time to establish
a genuine and meaningful reciprocal relationship with
their Indigenous partners. This process will allow com-
munity members, Elders and leaders to determine
researchers’ true intentions and also allow researchers
to learn about the particular people they are partnering
with, their knowledge and values. These values will
assist in understanding the community priorities and
the benefit of the research to the community.

Community engagement is a core process in build-
ing partnerships with Indigenous communities, yet wes-
tern-based research often overlooks it as a building
block of meaningful and respectful research that per-
mits the maximum reciprocity level [24, p. 44].
Dr Margaret Robinson, a L'nu scholar, goes further and
explains that “reciprocal obligation” [25, p. 63] is
embedded in kinship’s cultural values. The moral
responsibility is to honour that kinship between people
and people with animals, by respecting the holistic
nature of reciprocity whereby one sacrifices itself for
the other’s benefit. Robinson refers to oral traditions
about hunting and using the entire animal with mini-
mum waste. It honours and respects the animal’s sacri-
fice for human use by using every part for tools, food,
and clothing. The nature of reciprocity is to use the
knowledge allotted through kinship to maximise the
benefits for humans without waste or disregard. In
this research, it is the use of L'nu knowledge that is
used to maximise the benefits. It ensures holistic reci-
procity to improve the lives of Indigenous people.

The majority of research-based funding does not
necessarily support research staff having the time to
foster meaningful relationships without producing tra-
ditional “deliverables” in a time-constrained manner.
The ACHH Initiative received funding which allowed
the first year of the project to be a kinship year to
establish meaningful research partnerships that may
lead to Indigenous-led health and innovative services
[7, p. E208]. This process required a significant budget

allocation towards travel, community engagement
(catering, honorariums, etc.) and personnel support
and benefited greatly from ACHH'’s long-standing rela-
tionship with First Nations in the Atlantic region and
nationally through the CPN and the CIHR's Strategy for
Patient-Oriented Research . Researchers who do not
have established relations with a community or an
Indigenous group would greatly benefit by including
this component into their research design and funders,
acknowledging it in their review criteria. Successful
community engagement consolidates, apart from trust-
building and communication protocols, the Indigenous
methods that best suit the partner’'s perspectives and
needs. All of ACHH’s project components integrated
quantitative and qualitative methods aligned with
Indigenous ways of knowing and community-based
participatory research within the E/TES approach.

ACHH's research work is part of a continuum of
reciprocity that transcends a typical research timeline
that is usually linear in time and trajectory. There were
no written rules about the engagement process; it was
learned by trial and error and became a key learning
piece directed by the specific community. The journey
of establishing relationships is as important as the “des-
tination” (Hatcher et al., p. 145).

2. Community Protocols and Ethics: Approvals,
community presentation, researchers

“Protocols are a means to ensure that activities are car-
ried out in @ manner that reflects community teachings
and are done in a good way. The same principle ought to
apply to research” (Kovach, 26, p. 124).

Throughout the kinship process, a partnership
begins to develop through an understanding of com-
munity protocols and perspectives on culture and
health and their conceptualisation of ethical research.
Indigenous communities have developed processes to
protect their sovereign and inherent rights that involve
their way of life. Therefore, Indigenous groups have
developed various protocols for community engage-
ment, consultation and research. The latter is continu-
ously evolving due to the increasing demands to
address health and environmental impacts on
Indigenous Peoples’ well-being in Canada. The dispari-
ties in healthcare and barriers in accessing health,
including the debilitating nature of systemic racism
and disrespectful research based on the colonial para-
digms, only further alienate Indigenous people. The
only logical response is for Indigenous people to imple-
ment what they have done for thousands of years and
use their knowledge to address their health needs.



Adherence to the Tri-Council Policy Statement on
Research with Indigenous People (Chapter 9) [27] as
well as an understanding of the OCAP (Ownership,
Control, Access, Possession) principles [28] is essential
before any first step in the research process. The ACHH
Initiative submitted to both the IWK Health Research
Ethics Board and the Mi'kmaw Ethics Watch (MEW)
board for approval to research with the L'nu Nation.
IWK Health is the institution where the research funds
are held. The institutional Research Ethics Board
respects the Indigenous ethics processes and requested
that the work be approved by an Indigenous ethics
board first out of respect for process. MEW ensures
that the L'nu individual and collective interests are
protected, including their knowledge and heritage,
their implementation in research methods and dissemi-
nation of findings [29]. Indigenous and treaty rights
protect MEW as principles of self-determination and
self-governance. Internationally, the rights of
Indigenous people, including L'nuk, are protected by
the United Nations Declaration on the Rights of
Indigenous Peoples as stated:

Article 31 1. Indigenous peoples have the right to
maintain, control, protect and develop their cultural
heritage, traditional knowledge and traditional cul-
tural expressions, as well as the manifestations of
their sciences, technologies and cultures, including
human and genetic resources, seeds, medicines,
knowledge of the properties of fauna and flora,
oral traditions, literatures, designs, sports and tradi-
tional games and visual and performing arts. (UN
General Assembly, 2007, p. 22)

Nationally, the OCAP principles [28] and the Tri-
Council Policy Statement: Chapter Nine: Research
Involving the First Nations, Inuit, and Metis Peoples of
Canada [27] offer frameworks for Indigenous health
research that are essential points of departure for
researchers to begin planning their research design.
However, researchers must consider more layers of pro-
tocols before “research” can happen with Indigenous
people and the community. Researchers are also sub-
ject to the community, cultural and tribal or territorial
protocols that may further guide research based on
specific Nations’ interests. For example, the ACHH
Initiative had to go through a vigorous community
engagement process, including Elders and community
health boards, before submitting the proposal to
a tribal ethics process. Time, resources to travel, and
Elder engagement protocols need to be considered.

As part of the CPN relationship, ACHH team mem-
bers established the Indigenous Health Research
Advisory Committee to allow stakeholder groups
(researchers, trainees, community members and
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leaders) to explore established protocols and practices
in this area. This committee is comprised of community
members, Elders, patients, clinicians, and health
researchers from across Canada, and the committee
has created an online repository of information avail-
able to researchers interested in knowing more about
Indigenous health research practices (https://achh.ca/
knowledge-research/ihrac/; https://vimeo.com/
472699187).

3. Capacity Development is about Reciprocity

The ACHH knowledge-building process with its partners
in Mi'’kma'ki slowly evolved from a level of trust-
building to a mutual-trust level. This relational
approach includes building capacity development for
research so that the community can lead their research
addressing their health priorities.

One of the main principles in partnering with First
Nations is understanding their knowledge systems and
what capacity development is from a community per-
spective. Western-based capacity development often
involves students as trainees in research mentorships,
assistantships, and a hybrid of either capacity, which
the ACHH Initiative aims to develop through partner-
ships. However, community partners have expanded
the scope of capacity development from a community
perspective. Indigenous community partners are often
perceived to have less “capacity” for research than their
partners from health centres and universities. However,
Dr Marie Battiste, L'nu scholar, confirms that Indigenous
foundations of knowledge are scientific and practice
logical validation [3, pp. 7-8], which are essential in
any research process. Willie Ermine shares that the
frustration for Indigenous People is the notion of “wes-
tern universality” that dictates a monocultural view of
life from the west. Ermine states that the Canadian
society is ingrained with that societal “undercurrent”
of western consciousness [30] that projects western
perspectives as dominant, which has evolved into
negotiating ethical spaces. It seems that the undercur-
rent is to take from the Indigenous to build up the
West, or just as damaging, to ignore Indigenous con-
sciousness as part of the fabric of the Canadian founda-
tion. In a relatable way, Dr Battiste et al. [31, pp. 86-87)
describes “cognitive imperialism” as the western way of
knowing that it systemically maintains its dominance in
the academe. Indigenous scholars have had to advo-
cate through action, scholarship, and sheer persistence
to centre Indigenous knowledge in research, including
Indigenous perspectives and practices, especially in
addressing Indigenous health issues.
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The whole concept of research capacity results from
the dominant western consciousness and cognitive
imperialism that continue to question the Indigenous
community’s  capacity in  research. Therefore,
Indigenous communities in the Atlantic region, espe-
cially communities like Eskasoni First Nation, are inno-
vating ways to do research that address the needs of
the community and the expectations of capacity devel-
opment. Capacity building, from an E/TES perspective,
captures the circle of learning, in that researchers learn
from community members, community members learn
from Elders, and community members learn from
researchers. This concept is an expanded definition of
the typical western notion of “training” or capacity
building. This reciprocal relational approach has
allowed the partnership to create ways to address the
gaps by hiring community people to conduct the
research while building their capacity for interviewing,
data gathering and transcribing. The ACHH project cre-
ated synergy between community members who
wanted to learn about research as health leaders and
others, to advance their knowledge in graduate educa-
tion. There was a truly reciprocal relationship with this
experience. Care had to be taken with Indigenous trai-
nees in western training programmes to be reminded
to honour their knowledge systems and not feel pres-
sured to view only western practices as the gold
standard.

Creating Safe Hiring Practices

There are existing barriers in hiring Indigenous people
to conduct research outside of the Indigenous commu-
nity. While existing protocols for hiring research assis-
tants for community-based research require in-depth
screening to protect both researchers and human sub-
jects, some of the requirements may not be seen as
equally relevant from the community perspective.
Indigenous community members have deep traditions
of keeping their people and knowledge safeguarded;
therefore, they prefer to hire Indigenous researchers
who have personal and social connections and trust in
the community. This type of trust in community mem-
bers goes beyond the level of education and years of
experience because families, parents, leadership, and
Elders can vet their own people - not a third-party
agency who may dismiss potential candidates because
of stringent western-based screening processes or aca-
demic credentialing. The hiring of community people
embeds a sense of community accountability or “shared
liability” [1, p. 26], in which the community, through
cultural practice and collective consciousness, respects
the codes of ethics and professionalism. This translates

into a sense of pride that is expected of students and
young people as a member of the community. It goes
beyond the monetary value of the position as
a researcher because that person will be a part of
a community project that helps the community address
health needs, and this is an example of “collectivism.”

4. Indigenous Research by Design: Indigenous
perspectives (Cycle of Life), E/TES, community-
driven, timeline considerations

In 2014, the CIHR, through its Institute of Aboriginal
Peoples’ Health strategic plan, officially recognised the
importance of E/TES in Indigenous health research by
“Encouraging the use of Indigenous Ways of Knowing
and Two-Eyed Seeing as a means of setting research
priorities, and determining what interventions are sui-
table and how they can be implemented at the com-
munity level and ultimately scaled up” [32, p.6]. Since
2012, there has been a steady increase in the imple-
mentation of E/TES by researchers. ACHH has situated
all its research within this framework since its first
engagement in the Eskasoni First Nation in 2008.

The timeframe of any research with Indigenous com-
munities has to consider the community’s needs and
the capacity to research from their perspective and
availability. Figure 1 represents the average time each
phase of the ACHH research took, conceptualised in
a Four Directions Model representing the cycle span
of research within our Indigenous communities.

The circular visual is reflective of the L'nuwey world-
view of the circle of life that is embedded in L'nuwey
cultural knowledge. For example, the Klogowej (L'nuwey
Star; Figure 2) “symbolizes the inter-relatedness of
everything and everyone in the land of the Wapana'ki
and the great circle of friendship” [1, p. 99]. Young
shares that the directions of the star represent the
following principles: East for Peace that is foundational
in guiding the actions of L'nuk (people) and with others
(non-Indigenous and non-human); South is the princi-
ple of Kindness that evolves into alliances and friend-
ships within the community and with others within the
space; West is the Sharing principle that integrates the
sense of social behaviours that borders both individual
and collective actions within guided values; finally,
North is the Trust principle that acknowledges the
importance of the renewal of relations and ritual pro-
cess of trust development through a series of protocols
and relationships. Young shares these principles in
a legal framework of the L'nuwey justice system; how-
ever, the framework of L'nuwey knowledge is applic-
able to areas like health and education because it is
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Phase Four: Phase One:
Implementation, Relations, Protocols
Dissemination, KT and Processes 1-12

36+ months months

Phase Three: Phase Two
Interpretation, Knowledge,
Validation, Elders 24- Perspectives, Data

36 months 12-24 months

Figure 1. Four Directions Model: Cycle of ACHH research.

Figure 2. Kloqowej (star): Courtesy of the Nova Scotia Museum, Ethnology Collection.
[1, p. 99]

derived from a L'nuwey worldview that oversees all research in the Wabanaki region. Based on that proto-
other areas of the life of L'nuk. col, we were able to establish relations with the

The L'nu perspective applied to research is the guid- Wabanaki Health Centre in Bangor, Maine. Since we
ing principle that we follow when conducting any  are part of the Wabanaki region, it is customary to



8 J. R. SYLLIBOY ET AL.

follow similar principles in that area. The learning needs
of the Wabanaki team were tailored to share informa-
tion about research ethics and designed to support
where this team was in their learning journey.

The important visualisation of a circular model in
both images represents how time is of a continuum
that coincides with the direction of knowledge pro-
duced and reciprocated into the community.

5. Data Considerations, Protection and Pathways:
Two-steps forward, one-step back, repeat

Western science refers to scientific data as a collection
of information that is objective and quantifiable [33,
p. 1], but for Indigenous people that knowledge being
collected is sacred because it derives from a collective
consciousness based on a person’s story. Sacred is
applied in a non-secular way; it knows that the informa-
tion collected about an individual is animate because it
is derived from lived experiences.

Through the collection of these experiences, it is
essential that researchers respect that “data” is sacred,
not merely collectable statistics. The data, or stories and
art, represent individual and collective experiences of
people of a community with a collective memory
around pain and hurt. It is critical that those experi-
ences imprinted in the data be protected, respected,
acknowledged and understood to be an integral part of
a nationhood’s knowledge development system that
continuously evolves into the collective consciousness.

The lived experiences, whether they are stories, data
utilisation, or self-reported pain experiences, are treated as
they are sacred experiences and translated using an E/TES
approach so that they are understood by western-trained
clinicians. It is a careful process respecting the heightened
risk for a potentially traumatising experience that it cre-
ates for Indigenous team members collecting and inter-
preting the information and those participants sharing
their experiences, especially when Indigenous youth are
among the most vulnerable in Canadian society. ACHH
shared these perspectives with the Art Gallery of Nova
Scotia (AGNS) when they curated the Indigenous youth’s
collected art. The AGNS was a partner in knowledge
translation and dissemination of the art and its narratives.
There was a noticeable treatment of the art as living
pieces because of the Gallery's intrinsic value placed on
the spirituality of the youth who made them. We believe
that if researchers view the data, and the entire research
project, in the same light, it would make a huge difference
in how the research is perceived.

The steps to protect the data need to be careful and
respectful and acknowledge the animacy and sacred-
ness of that knowledge. These are essential

considerations to be taken. Using the knowledge that
exists and that is owned by the individual Nation, in this
case, L'nuwey knowledge is protected by the MEW as
a Nation to ensure the safety and sacredness of the
knowledge and experiences gathered.

6. Data Interpretation & Analysis: Respectful, time,
meaningful input, true collaboration

The interpretation of information or data that is also
contextualised as spiritual by Indigenous people is
a complex process of respectful coordination that takes
place long before the knowledge is “gathered.” In E/TES,
the element of time to develop and nurture relationships
with the community is a process that will also nourish the
sharing or gardening process later. Using knowledge is
like using resources for L'nuk; it is a balance of resource
development, management and cultivation, which we
refer to as Netukulimk. Netukulimk is a concept mainly
used in ecological contexts. Yet, the Elder Albert
Marshall states that the concept is transferable into con-
texts that are relatable to our use of resources (A.
Marshall, personal communication, 4 November 2020).
The use of knowledge, especially by Elders, is no different.
Data interpretation is part of the cultivation, and for con-
tinuous respectful data gathering, data interpretation has
to be a thoughtful and deliberate process. Our Elders are
the source of our knowledge, and they are sensible and
sensitive to environmental impacts just like our plant
resources. Therefore, data interpretation in its most accu-
rate form has to consider those human factors whereby
Elders are protected, respected and honoured for their
role in the process. The who, what, where, when and why
of data and knowledge is an essential understanding in
the E/TES research process.

These considerations have evolved throughout the
ACHH Initiative growth to a national level and interac-
tion with several Indigenous communities after core
knowledge amassed in the Maritime region. For exam-
ple, in the site engagement with Winnipeg, Hamilton,
Bangor and Halifax, Elders and Knowledge Holders were
included from the beginning. In that process of engage-
ment, Indigenous youth were also included in the com-
munity engagement discussions because they are the
direct participants and the priority focus of the study.
The process to include youth was carefully planned to
include supports during the discussions in case of trig-
gers, anxiety, or distress that may be experienced by
anyone. Elders and a community nurse were present
during these discussions. The decision to include the
youth was by the community partner with complete
knowledge and approval by the Elders on the project.
The result is a compelling experience that empowers



the entire research as community-led and participatory
of many community people who deal with chronic pain
and hurt and who have health care experiences that we
can learn from. The ACHH results gathered in the
Maritime provinces described this process [19,20]

Once project details were finalised, Indigenous
methods for collection (talking or sharing circles) and
data analysis (four directions or medicine wheel) were
applied. Multiple forms of data were collected, includ-
ing quantitative health data and qualitative talking cir-
cles, individual storytelling and artwork. These data
sources expand the understanding of what quantitative
health data shows by respecting the Indigenous ways
of knowing, such as with Indigenous children expres-
sing their knowledge through story and art [19]. The
data were also analysed using L'nuwey perspectives
within four dimensions of health experiences that are
physical, mental, emotional, and spiritual. In the same
manner, quantitative data require a deep understand-
ing of community context and non-Indigenous people
who do not have this experience should not be inde-
pendently interpreting Indigenous Peoples information
whether it is qualitative or quantitative.

7. Community Knowledge Validation: Findings, fact
checks, shareable data, next steps

The community validation process is an opportunity to
regroup the research advisory, the community leadership,
Elders and collaborators in a meaningful discussion about
the findings, data, and asking questions and providing
answers about the overall research. It would equate to
a thesis defence. The first process of validation is to get
the knowledge-holders and Elders to have adequate time
and space to capture and provide feedback on every share-
able piece of information that may be released to the
public. This is when the research project team fact checks
all data, language, new findings, and potential outcomes.

The community needs to have an adequate allow-
ance of time to properly comprehend, absorb and
digest this knowledge from a community perspective
which may require interpretation or translation in the
community’s first language, even if the project had
originally agreed to use English, French or both.

The Elders and community collaborators are more than
an advisory. They are the checks and balances of commu-
nity consciousness, enabling knowledge to flow from
theory to practice during research. It is the Elders and
community collaborators who will validate that knowl-
edge to be shared more broadly. The community relies
on Indigenous knowledge by Elders and knowledge
holders to corroborate, evaluate, and guide the research.
They are the “experts” of our knowledge even though
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Elders may not use that language to describe themselves
because they follow the principle of humility before wis-
dom. They inform the research team and the (co)principal
investigators to ensure a balanced approach. In the
absence of such a process, the community will be vulner-
able to colonial-founded practices like extracting knowl-
edge without any reciprocity or benefit to the community
in improving their health outcomes.

Both Indigenous and non-Indigenous team members
are involved in decisions related to data gathering,
interpretation and sharing methods; however, given
the history of the dominant western approach, care is
taken to ensure that Indigenous knowledge is the
reigning decision-maker in any instance. Sharing meth-
ods approaches create awareness and advocacy for
others to do the same. Determining what can be shared
is also at the discretion of the community. Research
messages that use a strength versus a deficit-based
approach are preferred to prevent further stigmatisa-
tion and create hope in communities and pride that
their participation has had a meaningful outcome.

8. Gardening, Dissemination and Benefit of
Interpretations: Our data or no data, inclusion,
return to the community

Dissemination is part of the overall knowledge transla-
tion process that is integrated throughout the research.
Knowledge development is continuous and fluid
throughout the project to align with L'nuwey perspec-
tives, which is accepted as part of the research cycle. It
is understood that L'nuwey knowledge building is con-
tinuous in the community; there is no start or finish, it is
part of a continuum since time immemorial. It is part of
the researcher’s responsibility to know that a research
project is integrating into an existing process of
L'nuwey “knowledging” of that community. The disse-
mination process of that knowledge is also occurring at
varying levels throughout the research project. For
example, the knowledge that is shared during the inter-
views or through storytelling is already transmitting
between the Elders and L'nu researchers spoken in
the first language - I'nuisuti (in the Mi’kmaw language).
It may be agreed that specific knowledge is not to be
shared broadly. This was the case in one of the projects
whereby the Elder shared their knowledge in our lan-
guage and instructed us that the knowledge is only for
us as L'nu researchers of Indigenous health research.
The dissemination of that knowledge was gifted to the
next generation and maintained in oral tradition. It will
not be published outside of the conversation we had
with the Elder, but gardening happened.
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Then, there is knowledge shared during the validation
process, which may also be in the first language. During
either stage, it is determined what will be disseminated
to the broader audience. That process is negotiated
through ongoing communication between the Elders,
Co-PIs, Knowledge Holders, and researchers. It would be
dependent on the objectives and goals of the research.

The knowledge dissemination may further enhance
the L'nuwey perspective that directly impacts the com-
munity, or there may be knowledge from the integration
of both perspectives that strengthens either perspective
individually or collectively through E/TES. It is a phase of
knowledge that converges with western knowledge at
a given point in time, bringing a new understanding of
a continuous knowledge-building process. Researchers
from outside the community would learn from
Indigenous Peoples’ lived experiences, rich with perspec-
tives, voices, knowledge, and stories that complement
the understanding from a western-perspective. It allows
the non-L'nu researcher to learn a full new understanding
of how L'nuk perceives a concept such as pain/hurt and
its interconnected relation to well-being.

The reciprocity principle is a critical guiding tool as well,
as are the protocols above. Dissemination is an accommo-
dation of the knowledge into a western-based format used
by the community partner. The dissemination objective is
to revisit the goals set out by the research and, primarily, to
revisit the community priorities to address their health
matters and to come full circle in the E/TES process.
Relationships between community, researchers, clinicians
and government leaders are responsible for championing
knowledge to impact health interactions and outcomes.

Evolving Outcomes and Gardening

The knowledge generated from ACHH’s work continues to
surface and evolve. There are several outcomes with con-
siderable importance because communities have identified
their health priorities associated with addressing
Indigenous children’s pain issues. For example, findings
have provided community-based evidence about pain
occurrences in First Nations youth [19]. As a result, com-
munities have been able to advocate for resources, such as
funding to buy hearing test equipment, which has led to
earlier screening and treatment processes for preschool-
aged children. Also, an app (www.kidshurtapp.com) to
assist youth in conveying their emotional and physical
pain and hurt to clinicians has been developed and pilot-
tested with Indigenous youth. Knowledge gathered con-
tinues to be translated, or “gardened” [14], into training
content and curricula for post-secondary health sciences
students and online learning modules for Nova Scotia
clinicians. Interwoven in this training are the Seven Sacred

Teachings, which enhance the patient-engagement pro-
cess [16] and community recommendations into what non-
Indigenous clinicians should know about Indigenous
patients. Some of those community recommendations
are shared in manuscript currently under review [34] and
in the short CPN ACHH documentary titled “Shift Ground
through Art: Safe Approaches to Share & Manage Pain ”
https://youtu.be/C8KMb_9TNcM. The most important out-
come is the mobilisation of key health and wellness infor-
mation and tools, improving the early health care
experiences of Indigenous children and youth. The hope
is that early investment in knowledge sharing and
resources will reduce adverse health outcomes and
improve Indigenous children’s and youth’s overall well-
being in pain-related care and quality of life.

Summary

ACHH successfully built concrete research partnerships
with First Nations communities initially in the Maritime
Provinces and, with CPN support, a national expansion
with several other provinces. Since 2009, the partnership
between Eskasoni and IWK Health/ACHH has evolved
from a partnership into a fellowship, almost kinship-like
due to its success in establishing a sustainable relationship
through continuous community engagement throughout
all research projects. Knowing each other’s limitations and
strengths, foundations of mutual respect, and partners as
equals has resulted in a meaningful relationship between
all the participants involved in the projects. High-quality
capacity development for the Principal Investigators and
the community-based researchers align with the project’s
overall goals of a reciprocal, mutually benefiting relation-
ship and outcome.
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