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Abstract

Background: A longstanding challenge of community-based participatory research (CBPR) has been to anchor
evaluation and practice in a relevant theoretical framework of community change, which articulates specific and
concrete evaluative benchmarks. Social movement theories provide a broad range of theoretical tools to understand
and facilitate social change processes, such as those involved in CBPR. Social movement theories have the potential to
provide a coherent representation of how mobilization and collective action is gradually developed and leads to systemic
change in the context of CBPR. The current study builds on a social movement perspective to assess the processes and
intermediate outcomes of a longstanding health promotion CBPR project with an Indigenous community, the Kahnawake
Schools Diabetes Prevention Project (KDSPP).

Methods: This research uses a case study design layered on a movement-building evaluation framework, which
allows progress to be tracked over time. Data collection strategies included document (scientific and organizational)
review (n = 51) and talking circles with four important community stakeholder groups (n = 24).

Results: Findings provide an innovative and chronological perspective of the evolution of KSDPP as seen through a
social movement lens, and identify intermediate outcomes associated with different dimensions of movement building
achieved by the project over time (mobilization, leadership, vision and frames, alliance and partnerships, as well as
advocacy and action strategies). It also points to areas of improvement for KSDPP in building its potential for action.

Conclusion: While this study’s results are directly relevant and applicable to the local context of KSDPP, they also
highlight useful lessons and conclusions for the planning and evaluation of other long-standing and sustainable CBPR
initiatives. The conceptual framework provides meaningful benchmarks to track evidence of progress in the context of
CBPR. Findings from the study offer new ways of thinking about the evaluation of CBPR projects and their progress by
drawing on frameworks that guide other forms of collective action.
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Background
Community-based participatory research (CBPR) is an ap-
proach to research that involves collective, reflective and
systematic inquiry in which researchers and community
stakeholders engage as equal partners in all steps of the
research process with the goals of educating, improving
practice or bringing about social change [1–3]. At its core,
CBPR questions the power relationships that are inher-
ently embedded in Western knowledge production, advo-
cates for power to be shared between the researcher and
the researched, acknowledges the legitimacy of experien-
tial knowledge, and focuses on research aimed at improv-
ing situations and practices [3]. This approach to research
is recognized as particularly useful when working with
populations that experience marginalization – as is the
case for some Indigenous communities—because it sup-
ports the establishment of respectful relationships with
these groups, and the sharing of control over individual
and group health and social conditions [3, 4].
A longstanding challenge of CBPR has been to anchor

evaluation and practice in a relevant and comprehensive
theoretical framework of community change [4–8]. Given
the complex causal web linking CBPR projects to specific
health outcomes, traditional measurement strategies may
neither be sensitive enough nor adequate to assess change
and document successes or failure at the community level
[6, 9, 10]. In addition, our understanding of the processes
that link community-based collaborative action to changes
in systemic determinants of health outcomes is still lim-
ited [6, 8]. To date, most evaluative frameworks of CBPR
have focused on the internal characteristics of coalitions
and partnerships [7, 11], provided general guidance on im-
plementation steps [8, 12] or used logic models to map
out desired outcome categories [13]. There is a need to ar-
ticulate specific, concrete and sequential evaluation
benchmarks for CBPR in a detailed and theoretically con-
sistent framework [6].
Social movements, generally viewed as large group ac-

tions that promote social change [14, 15], share a set of
common features with CBPR, such as aiming to reverse
unequal relations of power by creating broad social, pol-
icy and systemic changes [4, 16, 17]. The field of social
movement research has produced a vast array of theoret-
ical approaches, providing substantial theoretical tools to
understand and facilitate collective action and social
change [14, 15, 18–21]. While many fields of research
and action aimed at social betterment have been inspired
by social movements [10, 22, 23], to our knowledge so-
cial movement theories have never been explicitly used
to inform and better understand CBPR processes. We
believe these theories can provide a coherent representa-
tion of how mobilization and collective action is grad-
ually developed and leads to systemic change in the
context of CBPR.

As a first step in assessing the relevance of social move-
ment theories to understanding CBPR, we conducted a
framework synthesis of illustrative CBPR projects (8)
using a multidimensional social movement theory-based
framework [24]. This synthesis, presented elsewhere [24],
resulted in the development of a multidimensional frame-
work through which to conceive and map community
change processes in the context of CBPR. In addition, our
synthesis demonstrated the relevance of using modern so-
cial movement theories, such as resource mobilization
theory [15, 20, 25, 26], political process theory [14,
20, 21, 27] and framing theory [14, 28–30], to under-
stand and examine CBPR processes. More specifically,
it demonstrated that CBPR projects, like social move-
ments, can be envisioned as collective processes
evolving dynamically and iteratively through a four-
stage lifecycle: (1) emergence, (2) coalescence, (3) mo-
mentum, (4) maintenance, consolidation, integration
or decline. Key elements of this four-stage process in-
clude capitalizing on resources, opportunities, and
building partnership and collaboration among differ-
ent organizations and entities. Just like a social move-
ment, CBPR also makes strategic use of collective
framing processes to define a representation of a so-
cial problem (cause), mobilize around the cause as
well as to define a collective action strategy leading
to system changes addressing the problem [24]. Here,
we draw on the conclusions of our previous work to
design and evaluate a specific CBPR project.

Purpose of the study
The goal of the current study is to assess the community-
level processes and intermediate outcomes of a longstand-
ing CBPR initiative developed with an Indigenous commu-
nity, the Kahnawake Schools Diabetes Prevention Project
(KSDPP), using a social movement theory perspective.
More specifically, this research builds on a movement-
building evaluation framework to assess the general
process underlying KSDPP as well as intermediate out-
comes related to core movement-building concepts. In
keeping with the purpose of most evaluative research, this
study aims to provide results that are directly relevant and
applicable to KSDPP, but also to highlight useful lessons
for CBPR planning and evaluation more broadly.

Conceptual framework
There are a range of evaluative frameworks and bench-
marks used to assess social movement building, advocacy
efforts and policy-change action [31–33]. Amongst them,
Master and Osborn’s [31] comprehensive framework,
which builds on a literature review of outcomes associated
with social change, is particularly relevant for this study.
Whereas many existing evaluative frameworks only provide
end-of-project benchmarks, Master and Osborn’s
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framework provides a general perspective of how social
movements can be conceived and allows for an meaningful
exploration of movements’ development over time. This
framework appeared particularly relevant to synthesize the
most important concepts of social change.
Master and Osborn’s framework incorporates inter-

mediate outcomes of five core components of movement
building: base building and mobilization, leadership, vi-
sion, alliances, and advocacy infrastructure (Table 1). Each
of these five components develop across four stages of
movement building, facilitating a comprehensive and dy-
namic portrayal and assessment of a movement’s evolu-
tion over time. This comprehensive array of intermediate
outcomes at different stages of a collective action process
(distinct from impact outcomes related to a movement’s
activities) are useful in the assessment of the development
of a CBPR project over time.

The Kahnawake Schools Diabetes Prevention Project
Kahnawake is a north-eastern Kanien’kehá:ka (Mohawk)
community of 7859 residents (2017) that is situated on
the south shore of the St. Lawrence River, 10 miles from
downtown Montreal (Quebec, Canada). The Kanien’kehá:
ka are part of the Haudenosaunee, or “People of the Long-
house”, historically known as the Five Nations, or Six Na-
tions Iroquois Confederacy. Traditional and cultural
Haudenosaunee values emphasize collective thinking,
shared responsibility, listening, taking into account the
impact of current decisions on future generations, consen-
sus decision-making, as well as a wholistic view of health,
all of which provide a fertile ground for developing a
CBPR project [34]. As a community, Kahnawake has dem-
onstrated independence and autonomy in many domains,
resulting in decentralization in the provision of a number
of community services such as education, health, youth
recreation programs for youth, and social services.
Despite this history of strength and independence, Kah-

nawake has been transformed by Western colonization,
which has created social conditions that promote poorer
food and lifestyle choices [35]. In 1985, two family physi-
cians working in Kahnawake perceived high rates of Type
2 diabetes, and conducted a study to assess the prevalence
of this condition in the community. Findings from the
study showed that 12% of adults aged 45–64 had Type 2
diabetes, which was twice the rate of the general popula-
tion [36]. Study findings also showed a high prevalence of
diabetes related complications [37, 38]. Based on these re-
sults, the physicians made a series of community presenta-
tions that raised awareness about diabetes, and shifted
perceptions relating to the preventability of this disease
[39]. Acting on this new awareness, community leaders
mobilized and sought the expertise of academic re-
searchers to develop a diabetes prevention program which
became the Kahnawake Schools Diabetes Prevention

Project (KSDPP), a CBPR project with a high degree of
community involvement and ownership [40–42].
KSDPP aims to change the physical environment and so-

cial norms of the schools and community by promoting
healthy eating and regular physical activity not only among
children, but also parents, teachers, and all community
members [43, 44]. The project initially developed around a
school-based component bolstered by community out-
reach interventions. The school-based component origin-
ally consisted of a health education curriculum delivered
by teachers in Kahnawake elementary schools and a nutri-
tion policy promoting healthy food choices at school. This
policy was later expanded to include the promotion of
physical activity and a whole range of healthy lifestyle ac-
tivities. Community interventions include a variety of ac-
tivities, many conducted in partnership with community
organisations. The central goals of the community inter-
ventions are to create environments that support behavior
change through activities tailored for parents, grand-
parents and other community members [34, 43]. While
the program of activities is anchored in evidence-based
theories of behavior and community change, the core of
KSDPP’s actions are based on Kanien’kehá:ka values and
traditions, and a wholistic view of health which incorpo-
rates the physical, emotional, mental and spiritual dimen-
sions of life, true to a Haudenosaunee perspective of well-
being [34, 45]. For instance, the intervention’s primary tar-
get is elementary school children, which is consistent with
the Kanien’kehá:ka value of taking responsibility to protect
and promote the health of present and future generations
(Seven Generations) [43]. The general approach of build-
ing supportive environments for health is in line with the
Kanien’kehá:ka wholistic approach to education which
takes into account the broader environment in which chil-
dren develop [46]. In addition, KSDPP’s style of govern-
ance is deeply rooted in Kanien’kehá:ka values, which
involve consensus in decision-making and a collective vi-
sion for the community [43].
Since the project’s inception, many studies have

attempted to evaluate the impact of KSDPP on the
health status and lifestyles of residents in the commu-
nity. These studies have shown mixed results in the
areas of physical activity, nutrition, weight and rates of
diabetes [47–51]. The present study applies social move-
ment concepts to expand and enrich this examination
by identifying intermediate outcomes of KSDPP in the
area of community mobilization and change, dimensions
that are viewed as highly relevant and meaningful by
KSDPP stakeholders. The goal of this research evalu-
ation project was to develop a new understanding of
KSDPP’s evolution, identify potential areas of improve-
ment, and action paths for further mobilization of com-
munity workers and members around the issue of
diabetes prevention. Results of the study were meant to
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inform the work of KSDPP and the greater Kahnawake
community.

Methods
Research approach and design
We used a case study design, which is a systemic ap-
proach to qualitative research that allows the researcher
to examine in depth the holistic nature of contemporary
phenomena in natural contexts, with a multitude of data
sources [52, 53]. The case observed is the Kahnawake
Schools Diabetes Prevention Project (KSDPP), bounded
in time from its first ideation (around 1987) to present.
In accordance with KSDPP principles, this study builds

on a community-based participatory approach, involving
partnership building, regular exchange among partners,
and experience sharing between the researchers, KSDPP
intervention staff and the Community Advisory Board
(CAB) [54]. This study uses an interpretivist perspective,
which holds that reality is constructed through the
meanings developed by social actors, including the in-
vestigators. Thus, findings emerged through dialogue
and negotiation of interpretations between the re-
searchers and stakeholders involved in this study.
In 2012, the first author approached KSDPP to ex-

plore their interested in the innovative idea of evaluat-
ing the community level processes and outcomes of
KSDPP using social movement theories. As a result, the
first author was invited to join the KSDPP research
team as a postdoctoral investigator, attend monthly
meetings of the CAB and the research team, and to en-
gage in KSDPP activities and with the community of
Kahnawake. As a settler, the first author did not have
any previous research experience in partnership with
an Indigenous community, and therefore sought to
immerse herself in the culture and realities of the com-
munity. During her work, she was supervised by and
benefited from the valuable advice, insight and know-
ledge of community leaders (AMG and AMC). The re-
search proposal was designed and developed in full
partnership with the KSDPP team to ensure cultural
relevancy, and benefits for both KSDPP and the broader
community. Stakeholders were involved in developing
the research questions and methodology, as well as in
data collection, the interpretation of findings and dis-
semination of results.

Data collection
Two data collection strategies were used in this case
study (1) document review and (2) talking circles with
four important stakeholder groups (data sources are de-
scribed in Table 2).
Included in the review were documents that provided a

comprehensive portrait of KSDPP’s evolution since 1994
in terms of key aspects of collective action such as

leadership, community mobilization, KSDPP’s discourse
and meta-narrative, alliance and partnerships, as well as
program of activities. Documents reviewed were past and
current KSDPP summaries of activity or work plans cover-
ing the years 1994 to 2016 (n = 12), as well as published
scientific papers stemming from the project (n = 39).
Organizational documents dating from before 2006 were
only available in paper format and were digitized. Scien-
tific publications that included KSDPP as one of a number
of cases and published abstracts were discarded (n = 6),
since these publications only provided shallow descrip-
tions of KSDPP and redundant information. A list of all
included publications is presented in Additional file 1. Sci-
entific and organizational documents were collected in
January 2016 through direct solicitation, or downloaded
from KSDPP and the research team websites (ksdpp.org;
pram.mcgill.ca) as well as a bibliographical database.
Talking circles are widely used to collect data in many

Indigenous contexts, offering a means to collect data
that encourages story-telling and collective listening –
both important elements for sharing and gathering infor-
mation within Indigenous contexts. Importantly, talking
circles have been accepted by the Kahnawake commu-
nity as a relevant data collection strategy. In a talking
circle, participants sit in a circle and discuss specified
topics until consensus is reached. An object (an eagle
feather, a talking stick or a stone), is passed from one
participant to another and the holder of the object has
an opportunity to speak [55]. Talking circles were
deemed useful in gathering stakeholder perceptions
about the evolution of KSDPP, its collective action
process and strategies, leadership, vision and partner-
ships. They also served to document the last stage of the
project given the dearth of scientific publications after
2009. A talking circle guide, informed by the conceptual
framework, was developed in partnership with the
KSDPP team. This guide had questions about: (1) the
importance of diabetes for the community; (2) the evolu-
tion of mobilization around diabetes in the community
over the last 20 years; (3) community leaders (people or
organizations) involved in diabetes prevention (4) per-
ception of KSDPP and its impact over the last 20 years;
(5) KSDPP’s vision (goal) (6) evolution of KSDPP’s action
(7) community partners and collaborators of KSDPP; (8)
strengths of KSDPP and actual challenges for diabetes
prevention.
Participants involved in the study talking circles (n = 24)

were also KSDPP stakeholders, i.e. individuals or groups
with a vested interest in the focus of the evaluation or re-
search [56]. They included: (1) KSDPP intervention staff
and Community Advisory Board (CAB) members; (2)
research team members; (3) community workers; (4) com-
munity members (see Table 2 for a full description). Re-
cruitment of talking circle participants proceeded on a
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voluntary basis. Participants in the first two circles were
recruited through a formal email invitation sent to current
and past KSDPP staff members, CAB members and re-
searchers, one month prior to the beginning of the study
(the KSDPP team assisted in the creation of the lists).
Participants in the remaining circles were recruited using
general invitations mailed directly to a list of partner orga-
nizations created by the KSDPP team, announcements in
the local newspaper, and direct solicitation of community
members at community events, such as community walks.
In total, 5 talking circles were held between October

and December 2015, each including 2 to 7 participants.
In general, there was one talking circle for each stake-
holder group, except the community worker group
(group 3), which required 2 talking circles to fit the
availability of participants. Talking circles were held in
community facilities (community rooms and schools)
over lunchtime to accommodate participants. Partici-
pants were provided with a light meal, which is a cultur-
ally appropriate manner in which to thank them for
their participation. The average length of the talking cir-
cles, including the time spent explaining the study, was
2 h (range 1 h to 2 h 20 min). Talking circles provided a
respectful and ordered structure through which to col-
lect in-depth data, triangulate information, and build a
common representation of events and times. Consensus
was achieved when everyone felt that they could agree

with the suggested statement. Following Kanien’kehá:ka
decision making style, all participants came to ‘one
mind’ as close as possible, all agreed to have a voice in
the discussion.

Ethics approval and consent to participate
As with all KSDPP research projects, this project was
conducted in accordance with the KSDPP Code of
Research Ethics [57], which serves as a binding research
agreement between the researchers and the community.
Ethical approval was obtained first from the CAB and
then from the McGill University ethics institutional re-
view board. Participants in the talking circle provided in-
dividual written informed consent.

Data analysis
The analytic technique used in this study is framework
analysis, a method for analysing primary data in applied
social research that draws upon the work of Bryman and
Burgess [58] and Miles and Huberman [59]. Framework
analysis is useful for synthesizing knowledge from diverse
sources [60]. This analysis technique typically involves five
phases [61]: (1) familiarisation with the data; (2) identifica-
tion of a relevant thematic framework; (3) application of
the thematic framework by indexing all the data to specific
themes; (4) organization of the data according to themes
in a chart containing distilled summaries of views and

Table 2 Data sources

Data collection strategies Data sources Descriptions N

1. Document review Documents types n

1. KSDPP annual summaries of
activities and work plans

Description of school- and community-based program of activities, from year
1994 to 2016

12

2. Scientific publications Publications in academic journals, thesis and book chapter directly related to
KSDPP (including descriptions of design and general approach of the project,
implementation evaluation, outcomes assessment) or related to the antecedent
stage of KSDPP (for instance, publications documenting baseline rates of
diabetes in Kahnawake), from year 1988 to 2016.

39

Total documents 51

2. Talking circles Stakeholders groups n

1. Intervention staff and Community
Advisory Board (CAB) members

Past and current KSDPP intervention staff who develop(ed) and implement(ed)
KSDPP health promotion interventions in the schools and the community.
Community Advisory Board (CAB) members are past and current members of
the committee supervising the administrative and financial operations of
KSDPP, reviewing all intervention, research and training activities and ensuring
research accountability to the community.

7

2. Research team members Past and current community researchers from Kahnawake and researchers from
various universities (including Université de Montréal and McGill University) that
have contributed to a research project with KSDPP.

7

3. Community workers Professionals working in different public sectors of the community (education,
healthcare and social services) and providing direct or
indirect services to or for the benefit of community members.

5

4. Community members Residents of Kahnawake who are not involved in the previous groups and that
can be conceived more as potential beneficiaries of the program (children’s
relatives including parents and grand-parents).

5

Total participants 24
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experiences; (5) interpretation of findings, which involves
mapping the range and nature of phenomena, creating
typologies and finding association between themes.
Hard copies of publications (mostly organizational docu-

ments dated 2005 or earlier) were scanned and converted
to PDF. All talking circles were audio recorded and tran-
scribed verbatim. To perform the analysis, a database in-
cluding all sources of data (full-text scientific papers,
organisational documents, and transcripts from the talking
circles) was constructed using QSR NVivo 11 [62]. Using
the framework analysis method, the first author immersed
herself in the data, identifying key ideas (mobilization, lead-
ership, goal and vision, collaboration and partnership, ac-
tivities and strategies), and then searched the literature for
a relevant thematic framework. Our work in this phase
was informed by the results of a framework synthesis we
conducted previously that demonstrated the relevance of
modern social movement theories in the study of CBPR
projects [24]. For the current study, we chose to use Mas-
ter and Osborn’s movement-building framework, which
provides a means to examine the development of various
components of social movements over time. Based on
Master and Osborn’s framework, the first author developed
a coding grid and performed sentence by sentence coding
to assign text to specific themes (components and stages).
At this stage, we also added an inductive component build-
ing on thematic analysis to identify potential new themes
from the data [59]. All coded material was organized in a
chart presenting summaries of views and experiences for
each theme, and facilitating a comprehensive interpretation
of KSDPP process and intermediate outcomes in terms of
movement building.
The first author conducted the majority of the analysis,

but all provisional interpretations were discussed with the
KSDPP research team, staff and CAB members. Two for-
mal data interpretation sessions were held to discuss inter-
pretations, add context to information collected, and
facilitate a better understanding of project documentation.
For instance, during these sessions participants built con-
sensus on the start and end dates of each stage, as well as
markers of change for each period (referred to as “bench-
marks” in the framework). The resulting interpretation
was therefore consensual and co-created by the different
team members. Construct and internal validity of the
study were ensured by triangulation of data sources and
methods, member checking, and the in-depth involve-
ment of the researcher in the field. Finally, reliability of
the study was improved by the development and use of a
case study protocol and the development of database and
a chain of evidence [52].

Results
Results show an innovative and chronological perspective
of KSDPP’s evolution as seen through a social movement

lens, as well as intermediate outcomes associated with dif-
ferent dimensions of movement building achieved by this
project over time. The inductive component of the analysis
suggests new benchmarks pertaining to some movement-
building components (bolded in the table). The dates pro-
posed for each stage are approximate and should be under-
stood as temporal benchmarks, as phases often overlap.
The next section outlines the different stages of KSDPP

in narrative style, describing the important benchmarks
reached, which are summarized in Table 3.

The emergence of KSDPP: from early 1987 to mid-1997
The first stage of KSDPP, which we call emergence,
began in 1987 when community leaders first evoked the
idea of developing an intervention to prevent type 2 dia-
betes in Kahnawake [39].
The first stage emerged following a shift in the percep-

tion of diabetes following a lengthy community awareness-
building process implemented from the mid- to late-1980s
[39, 43]. During this process, baseline research results were
shared with the community shifting the perception of dia-
betes from being a personal issue to a community issue.
The idea that diabetes could be prevented was slowly artic-
ulated in the late 1980s and early 1990s [39].
Volunteer community leaders, including elders and

family physicians who raised the alarm about diabetes,
invited academic researchers with expertise in commu-
nity research to join the effort of elaborating a project
proposal and developing a partnership [43]. After a few
unsuccessful attempts, the team secured national
research and intervention funding in 1994, and formally
initiated the project [41]. One of the early exercises of
the team consisted in elaborating operating guidelines
and conditions for the participatory research process
underlying KSDPP through a Code of Ethics [43, 57].
“The process of creating a KSDPP partnership involving
community researchers, academic researchers, and the
community has been facilitated and strengthened by the
joint development of a Code of Research Ethics during
the first year of the project” [41].
The underlying philosophy of KSDPP (a participatory

research process) was easily implemented because it
converged with a Kanien’kehá:ka tradition of consensus
decision-making [43]. At the same time, the partners
also defined an inspirational and shared vision for
Kahnawake that portrayed a community free of diabetes,
living healthily and in wholistic balance. This vision,
which laid the ground for the elaboration of strategic
goals, was framed according to important cultural values
of the Kanien’kehá:ka, such as a collective concern for
the welfare of future generations (Seven Generations)
and a wholistic philosophy of health [34]. As mentioned
by one talking circle participant, in the first stage of
KSDPP, collective reflection around the project, its goals
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and processes was highly important and helped set the
stage for future steps:

“It took a year, a year and a half to prepare things
once we had the grant. I remember saying things like
‘We need to do things, it takes time that we are out
there. If we want to have an effect, we need to do
things’. So we did such things as developing a code [of
research ethics], a vision, developing all those kinds of
things that take a lot of time, take a lot of discussion
of participatory nature (…). I think that the way we
did things put a very solid foundation; that what is
sustained there, this kind of vision, this kind of
relationship, the code of research ethics, and those
kinds of things are traceable through those times.”
(group 2)

KSDPP developed from a partnership that was initially
formed through an alliance of professionals from the Kah-
nawake Education Centre, the Kateri Memorial Hospital
Centre and Kahnawake Shakotiia’takehnhas Community
Services (social family services), as well as researchers
from McGill University and Université de Montréal. A
talking circle participant (group 1) discussed the import-
ance KSDPP’s roots in community: “I think that the grass-
roots connection that KSDPP has from the beginning is a
very important strength. It’s the people from the commu-
nity that… we, people in the community who are associ-
ated with KSDPP”. Over the first three years, the
partnership recruited around 40 volunteers from multiple
local organizations who formed the KSDPP Community
Advisory Board (CAB) [43]. This CAB was (and is still) re-
sponsible for supervising all aspects of the project, from
the design of the intervention through implementation
and assessment. Through this new structure, “partnerships
among local health, education, recreation, and community
service organisations were formed, enhancing community
participation” [41] as well as collaborative leadership.
In the first years of program implementation (1994–

1997), the intervention team was staffed by two full-time
community members, selected for their leadership and
their role as agents for change [43]. As evoked by a talk-
ing circle participant (group 3), the choice of these per-
sons was strategic, because they “came from the
education system, so not only they were from the com-
munity but they were teachers so everyone knows them
in that circle”. These staff members participated in for-
mal training activities in order to acquire new skills in
health promotion or enhance their competencies [41].
The program also provided many opportunities for col-
laborators to acquire new competencies. For instance,
KSDPP supported the implementation of a new health
curriculum in the elementary schools. While the cur-
riculum was created by nurses and a nutritionist it was

developed to be delivered by teachers (as opposed to
health care professionals) who assumed full responsibil-
ity for the program in 1997 [46].

Coalescence of KSDPP: from mid-1997 to 2000
Beginning in August 1997, KSDPP experienced a series
of events prompting the partnership to reinforce, take
shape and deepen its ties in the community.
As the initial 3-year intervention and research grant

was coming to an end in mid-1997, KSDPP began to
seek new sources of support [41]. In June 1997, commu-
nity partners (the Mohawk Council of Kahnawake, Kah-
nawake Shakotiia’takehnhas Community Services, and
the Kahnawake Education Center) provided funds to en-
able the project to continue for one year (1997–1998)
(funding was for the intervention component of KSDPP)
[63]. These new funding partners, who were essentially
new constituencies, were fully committed to the project.
For talking circle participants (group 1), the fact that
community partners provided funds for KSDPP to con-
tinue is an indicator of the value given to KSDPP by
community stakeholders, who “were highly mobilized by
the cause and pooled resources”. Following the year of
community funding, continuing funds were secured
from external private foundations (1999–2001).
Already at this stage, the participatory decision-

making process and collaborative governance of the pro-
ject were well established. In fact, study findings for that
period point to a participatory democracy or non-
hierarchical decision-making process as the primary
mode of KSDPP governance [42, 64]. For instance, it
was reported that “The influence of multiple partners in
determining the overall direction of KSDPP demon-
strates the responsiveness and accountability of the
egalitarian leadership style promoted by project staff” (p.
184) [64]. In addition, in one of the talking circles (group
3), a participant from a community organization and
former CAB member described the way KSDPP invited
partners to join the CAB, emphasizing the leadership
style that KSDPP put in place:

“(KSDPP) went up there, spoke and invited people to
come and sit on the Community [Advisory] Board…
[this] was a place where your ideas were acceptable.
Like you had to be the ones to write the terms of
reference, you had to be the one for this mission, (...)
it was always like a corporate thing.”

KSDPP’s coalescence was characterized by the transla-
tion of KSDPP’s vision into a full and workable action
strategy that builds on, and integrates traditional and cul-
tural values: “Activity implementation was embedded
within an overall program intervention cycle directed to-
wards promoting living in balance, in turn, a reflection of
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local cultural values” [34]. Living in balance, which “re-
flects being well in mind, body, emotion, and spirit” [34] is
congruent with the Haudenosaunee wholistic approach of
health [34, 46]. By 1997, the team had established the core
intervention activities and had experience implementing
activities in the community [65]. Through collaboration
community partners leveraged and optimized resources,
shared responsibilities and supported each other’s efforts
[65]. At that time, the partnership broadened to other
community partners (such as teachers teaching the new
curriculum in 1997) [46] thereby extending awareness and
commitment to the cause of KSDPP (talking circle, groups
1): “At that time, teachers began to be more comfortable
with the new curriculum, and were very committed to the
cause”.
An analysis of programming approaches implemented

in 1996–1997 reveals that half of the activities were con-
ducted by KSDPP independently whereas half resulted
from collaborative partnerships with community organi-
zations [65]. Interestingly, this analysis “found that more
than two thirds of collaborations occurred in response
to invitations received by KSDPP from other community
entities” [65]. In these collaborations, community mem-
bers and organisations “brought their knowledge of the
community, and contributed ideas on how best to carry
out the activities in which they were involved” [41]. Ac-
cording to talking circle participants (group 1), trust and
respect characterized the relationship with the education
system at that time.

KSDPP’s moment: from 2001 to 2006
Based on its experience in the second stage, KSDPP de-
veloped into a stronger organization in the third stage,
with well-established partnerships in the community, a
well-oiled program of activities and significant commu-
nity and political recognition. During this period, KSDPP
became a leader in Canada for addressing diabetes pre-
vention among First Nations communities [50].
In 2001, KSDPP secured major funding for 5 years

from the Canadian Institutes of Health Research (CIHR),
permitting the hire of an additional 4 people (including
a public relations officer) and the development of the
KSDPP Center for Research and Training in Diabetes
Prevention [43, 66, 67]. This grant, which acknowledged
KSDPP’s experience, expertise and leadership in diabetes
prevention and community mobilization, allowed the
organization to further community mobilization within
Kahnawake, while developing a community mobilization
training program to disseminate its intervention model
to over 30 Indigenous communities across Canada (from
2001 to 2014) [68]. Inside its own community, KSDPP
also reached a high level of credibility owing to its par-
ticipatory approach, as emphasized by some participants:
“I think [that] a lot of the development of KSDPP was

done alongside community members so it taught us to
have credibility in community” (group 1). “The other or-
ganizations within the community have come around
recognizing the central role that KSDPP can play in
[health promotion and diabetes prevention]” (group 2).
At that time, “KSDPP’s visibility in and acceptance by
the community suggests that it is perceived as an access-
ible community resource for health promotion” [65].
During this stage KSDPP’s leaders acquired external

recognition from public institutions. For example, in
1999, a KSDPP staff member who was also a community
researcher was elected to the Board of Directors of the
Canadian National Aboriginal Diabetes Association
(NADA), serving as vice-chairperson until 2002 and
eventually chairperson from 2002 to 2004. In the years
1999–2001, a physician-researcher deeply involved in
KSDPP’s formation and work was elected president of
the North American Primary Care Research Group
(NAPCRG). She was key in the development of a new
policy promoting participatory research in this inter-
national organization. In 2010, KSDPP received a Part-
nership Award from the Canadian Institutes of Health
Research for their exemplary work [69]. Even if not spe-
cific to the third stage, this award recognized the
strength of KSDPP’s work in these times, as well as its
contribution to developing ethical agreements with Indi-
genous communities.
From 2001 to 2006, with funding from the CIHR and

the National Aboriginal Diabetes Initiative (Health
Canada), KSDPP became active on many levels and con-
tinued to extend its reach and vision [41, 70]. As indi-
cated in a scientific article describing KSDPP over this
period, “this programme has grown, it has sustained it-
self and enriched itself in interaction with the commu-
nity (…)” [41]. KSDPP’s staff disseminated information
about the program locally, nationally and internationally
by participating in national forums addressing diabetes
and health issues for Indigenous people [41]. Inside the
community, a KSDPP public relationship office was cre-
ated to actively disseminate KSDPP’s news through radio
shows, newsletters and other means of communication
[70] (talking circle, group 1). In 2000, the local Onkwa-
ta’karitáhtshera Health and Social Service Research
Council was created by the community health board to
act as the community ethics board for all health and so-
cial research conducted in Kahnawake. This entity ac-
knowledged KSDPP’s CAB as a valid and autonomous
ethics authority to evaluate proposals for diabetes pre-
vention research, and added KSDPP’s Code of Research
Ethics to its original research agreement terms (talking
circles, groups 1 and 2).
At that time, most activities of KSDPP were already

collaborative in nature [34], capitalizing on a core of
partner organizations that have “taken KSDPP to work
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together more or less systematically” (talking circle –
group 2). They also developed new partnerships with or-
ganizations in the private sector of the community, in-
cluding a local computer software company [66].
Collaborating with new partners allowed “the creation
and production of new activities and activity tools (e.g.,
diabetes awareness booth, cooking demonstrations with
students)” [34]. Respect among partners has allowed the
program to consistently evolve: “Because each partner’s
voice was heard and respected, constructive negotiation
occurred allowing transformations in the programme in
a way that did not threaten its identity” [41].
KSDPP’s momentum was characterized by the full

achievement of its collective action strategy, building on
a core program of activities that achieved maturity with
the addition of other activity components. A paper de-
scribing KSDPP at this period emphasizes that the pro-
ject “evolved by increasing both the reach and intensity
of healthy living interventions” [43]. In addition to the
core activities, KSDPP’s program expanded to include
preschool children and also engaged adolescents in
youth empowerment projects through the community
high school [66]. By 2003, there were more than 100 dif-
ferent interventions per year, many in partnership with
other community organizations [66]. A descriptive case
study of KSDPP at this period highlights that: “There is
continuous momentum in active participation of com-
munity members involved in diverse activities ranging
from research to supporting interventions” [66].

KSDPP’s maintenance, integration and consolidation:
from 2007 to present
The current stage of KSDPP can be characterized by the
emergence of a new form of leadership, resource con-
straints, lower levels of community mobilization and
sensitiveness to KSDPP’s message, as paradoxically
KSDPP’s vision and goals have become more integrated
inside the community and within the agendas and prior-
ities of partner organisations.
Major decreases in funding since 2006 have resulted in

the majority of the staff, including the public relations
position, retiring from the project. This made it difficult
for KSDPP to keep the momentum going in mobilizing
the community, as explained by a participant: “(…) To
me, [KSDPP brought] very positive changes, but then I
guess because of decreased funding and decreased staff,
the momentum didn’t keep going” (group 3). According
to talking circle participants (group 1), the administra-
tive environment in the community became less sup-
portive of KSDPP activity. Decreases in resources,
coupled with a lack of innovation, rendered KSDPP less
visible. This phenomenon was highlighted by some com-
munity participants (group 4): “When it was very popu-
lar, like in the first years… the people knew about it,

they were active in schools… Some people didn’t like
some of the ideas they were bringing, but it was more
known and now it’s very quiet, we don’t hear about it
anymore”. An hypothesis evoked is that KSDPP’s action
became so integrated into the community that it ap-
peared less noticeable to community members. One par-
ticipant (group 1) mentioned that “[KSDPP] has become
part of the social fabric in the community”, which is,
paradoxically, a form of success.
The current stage is characterized by the rise of a new

generation of leaders in different parts of the partner-
ship, including the KSDPP research team and KSDPP
intervention staff. From a research team perspective,
since 2006 the research team has been involved in
smaller research projects (many led by postgraduate stu-
dents, under the supervision of the KSDPP research
team) and has included new determinants of diabetes
prevention (i.e. food security, adequate sleep) (talking
circle, group 2). From a staff perspective, this era is also
seen as a turbulent one, with high levels of staff turnover
and hiring based on programmatic activity and the avail-
ability of funding. New staff members have brought a
fresh perspective on the KSDPP collective action strategy
and vision, providing renewed energy, all the while en-
suring continuity in KSDPP’s overall work (talking circle,
group 1). As explained by one participant (group 3):
“There have been many different people, different staff
over the years, but I see now there are a few new young
[people] who work for KSDPP and I see the exact same
strength. It’s the way that they’re part of the community
and the way that they go and mobilize all their contacts
within the community”.
During this stage, the vision promoted by KSDPP (a

healthy community, free of diabetes) and the norm
underlying this vision (diabetes is a preventable disease)
appeared as successfully disseminated in the community.
Some participants described this shift in beliefs and
norms: “There was a whole change (...), this idea of dia-
betes being preventable has now become the normal
way of thinking…”(group 1). “I remember (...) people
coming in and teaching you different things about eating
healthier and being healthier and being active, it was sort
of like new to us. And now it’s like normal for all the
kids to have a nutrition policy in the schools” (group 4).
Talking circle participants involved directly in KSDPP
(group 1 and 2) were unambiguous about the role the
project played in promoting this vision: “KSDPP cer-
tainly played the role of that catalyst [for diabetes pre-
vention] in the community” (group 1). “KSDPP was the
catalyst to the whole movement. They were the ones
that caused this whole spark and this whole awareness
and this [desire] to do something about it and the energy
that just infiltrated the whole community” (group 2).
However, the vision is still not shared by everyone in the
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community, with some interpreting KSDPP’s message
and efforts to implement it as a form of policing: “(…)
[some community organizations] have sodas and junk
food and things like that in their vending machines. And
again, it’s that response ‘It’s our choice to do that” (talk-
ing circle, group 1). “I think that there’s part of the
population that think that health promotion and dia-
betes prevention is important but there’s a part of the
population that don’t wanna hear about it” (talking cir-
cle, group 4).
Regarding the issue of collaboration, KSDPP has

allowed many partners to build capacity, and these part-
ners are now taking over some of the responsibilities ini-
tially held by KSDPP. For instance, a Masters student
research project led to the development and implemen-
tation of a physical activity policy in the elementary
schools (2011–2013) and a PhD student project con-
ducted in collaboration with a multi-sectorial committee
contributed to the development of an active school
transportation project (2013–2015). These projects in-
volved representatives of partner organizations, who are
now assuming the leadership of these initiatives [71, 72].
A staff member mentioned: “It’s intentionally with every-
thing KSDPP does… we’re working this way, we’re put-
ting ourselves in with everyone else, intentionally trying
to mobilize people to take ownership of these issues for
themselves” (group 1).
KSDPP’s continuous action has resulted in the integra-

tion of its collective action agenda, i.e. fostering healthy
eating and physical activity, in some partnering organisa-
tions. For instance, the physical activity policy (2011–
2013) was developed in close collaboration with the
community elementary schools [73]. Participants empha-
sized the pervasiveness of KSDPP’s agenda on partner
organisations: “People have talked about the importance
of the wellness policies in the schools and I have a very
strong feeling that those would never ever have hap-
pened in the early years of KSDPP” (group 2). “KSDPP
as a separate entity is able to challenge either the utility
of that direction or to explore other areas that perhaps
the organisations aren’t focusing on at the moment”
(group 1). However, participants (group 1) recognize
that there is still resistance from some sectors of the
community and some participants (group 2) highlighted
the need to build stronger collaborations with some
health organizations in the community to get funding
instead of competing with each other.

New proposed benchmarks
Findings from the study point to potentially new bench-
marks in the examination and assessment of the devel-
opment of KSDPP (bolded in Table 3). For instance, in
the third stage, a recurrent theme in the “vision and
frames” component was broader dissemination of the

KSDPP vision and approach across levels of implemen-
tation (i.e. local, national and international). This
phenomenon has been emphasized both in KSDPP pub-
lications over this period, and by KSDPP stakeholders in
the talking circles. We therefore propose that broaden-
ing dissemination of a project’s vision might be a signifi-
cant benchmark at this stage. Using the same rationale,
additional benchmarks are proposed for stage 3 (Alli-
ances, partnerships, networks; Advocacy agenda and ac-
tion strategy) and stage 4 (Base building and
mobilization; Alliances, partnerships, networks).

KSDPP’s areas of potential improvement
By comparing the actions and processes of KSDPP to
the chosen theoretical framework, this analysis has ex-
posed potential areas of improvement for the initiative.
First, and as emphasized by participants, is the ques-

tion of continuing leadership: “Looking ahead, [one
thing to do] is nurturing the torch bearers for health
promotion, diabetes prevention. I don’t know if we have
enough of those still generated from KSDPP (…) We
served our term and beyond (…) and there needs to be
more.” (group 2). Even if some evidence shows a renew-
ing of the research and intervention leadership in
KSDPP, there is still some room to plan and foresee the
future of the partnership leadership, which is essential in
avoiding stagnation or dissipation in a movement. Such
an exercise could involve “creating time for intellectual
and spiritual reflection by leaders as well as a commit-
ment to training a new generation of leadership” [74].
Second is the need to continuously review and re-

define the partnership’s vision and strategies. For in-
stance, one talking circle participant (group 1) suggested
broadening the vision and collective action strategy to
focus more generally on wellness: “I think one area that
we have talked about is the area of wellness in general
(…). I think KSDPP started where it was safe, around
physical activity and healthy eating (...) we’ve already
started to work with stress, mental health and wellness.
So is this an area that KSDPP will develop more fully in
the future?” Along similar lines, some participants
(groups 3 and 4) suggested finding more efficient strat-
egies to ingrain healthy behaviours in children, such as
more systematic and direct engagement with parents: “I
think sometimes where we miss the mark is that it was
aimed primarily at the schools, but it’s the parents who
are the role models, it’s the parents who are making the
purchases of the food in the home and maybe some-
times there should be more emphasis put on the parents
than on the children” (group 3). As suggested by some
participants (group 2), renewing KSDPP strategies may
also require scaling up or developing further alliances
with the political and economic sectors of the commu-
nity so as to tackle political and systemic determinants
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of diabetes prevention and health promotion that can’t
be addressed by KSDPP alone:

“Something that we talked about (...) is working with
the economic sector of the community on health
promotion. (...) Because if we look at the people that
are selling food, are providing food services, we know
that they are supplying demand; the community is
demanding salt, fat, sugar, carbs, etcetera. We want
them to shift to something else but we always backed
off from them.”

The end of this study coincided with KSDPP’S stra-
tegic planning exercise (“strategic conversations” with
key community actors and members). The first author
was invited to participate in the design of these conver-
sations and integrated the results of this study, including
potential area of improvement and action paths, in this
reflection.

Discussion
This framework analysis, based on a social movement-
building framework [31], portrays the development of
KSDPP in a four-stage process of emergence, coalescence,
momentum and maintenance/integration; each stage
assessed by the achievement of intermediate outcomes,
and influenced at different levels and by different kinds of
resources, and mobilization, partnership and collective ac-
tion activities. Based on the framework benchmarks, we
conclude that KSDPP has reached the last stage of
movement-building, which is the maintenance and inte-
gration stage into the Kahnawake community.
Based on this analysis, we can see that KSDPP’s overall

reach has expanded from its original vision which was fo-
cused on diabetes prevention. Framing KSDPP as a social
movement, this study points to other significant processes
and outcomes, such as creating awareness; shifting norms
and beliefs about diabetes in the community; fostering
community mobilization, collaboration and leadership
around this issue; building community capacity, skills and
expertise in diabetes prevention; creating culture of collab-
oration and resource sharing among community organiza-
tions and permeating the diabetes prevention agenda into
other organizations. Previous studies that have looked at
KSDPP’s outcomes have tended to provide a mixed picture
of the project’s impact on health and the behaviors of resi-
dents. One could say that the design of these studies may
have failed to capture events and trends in the broader
context that influence people’s behaviors and health, such
as the introduction of satellite television in the community
in 2008, the increasing availability of fast-food restaurants
over the last 20 years, as well as strong positive secular
trends in the prevalence of obesity [47]. We believe that
studies with an exclusive focus on health outcomes pose

paradoxes to the very nature of CBPR, which is based on
the ecological premise that “an individual’s behavior is
shaped by a dynamic interaction with the social environ-
ment” [6]. In addition, community-level changes and pro-
cesses in their own constitute valuable outcomes, and they
sometimes have a “more profound impact on well-being
than did the intended outcomes of planned interventions”
[5]. Our study highlights important community-level pro-
cesses and outcomes in Kahnawake, which can be consid-
ered as transitional steps towards health improvement.
A movement-building framework such as that by Mas-

ters and Osborn [31] is an applicable and innovative tool
with which to understand and assess CBPR projects. Al-
though the movement-building framework has been ap-
plied retrospectively in the current study, it can be used
prospectively to encourage ongoing reflection and as-
sessment in the context of CBPR [31]. Using the frame-
work retrospectively can help coalitions situate and
assess themselves with respect to the collective action
they led and the progress made over the years. Using the
framework prospectively can assist coalitions plan ahead
by providing general guidance about aspects of the ac-
tion that are important at a specific moment. While the
phases of the framework are modeled on social move-
ment development stages, they nonetheless provide use-
ful markers to assess the development and progress of
CBPR projects and other collective action strategies over
time, Furthermore, the core concepts of movement-
building (i.e. base building and mobilization; leadership;
vision and frames; alliances, partnerships, networks; ad-
vocacy agenda and action strategy) resonate with the
CBPR approach and allow an identification and examin-
ation of core CBPR processes and action. Moreover, the
benchmarks associated with each phase help identify key
accomplishments at each stage as well as areas where
additional efforts need to be focused. For instance, it
suggests that in the second stage (coalescence) of devel-
opment, CBPR teams should not expect to pervade the
agendas of collaborating organizations, but should rather
focus on refining collective action goals; in addition,
CBPR leaders should not expect to be recognized from
the base, but rather should work at building and expand-
ing core collaboration.
However, while the framework offers a number of distinct

intermediate goals on which to focus, it does not provide
strategies with which to achieve these goals, which might
be a limitation to translating findings into implementation.
For example, in the third stage (movement’s moment) of
implementation the movement/CBPR project is supposed
to see “public support of the meta-narratives increase”, but
the framework doesn’t specify how to achieve this bench-
mark; it only offers examples of trackable progress.
We believe that social movement frameworks, such as

the one used in this study, apply particularly well to
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long-standing, sustainable community-based projects.
However, it is important to acknowledge that these
frameworks may not be useful or relevant to all CBPR
projects. In the case of KSDPP, the specificities of
Kahnawake and the Mohawk culture favored the emer-
gence of this form of large, sustainable community-
based projects – one that is similar to social movements.

Conclusion
The current study assessed the processes and intermedi-
ate outcomes of the Kahnawake Schools Diabetes Pre-
vention Project using a social movement building
framework. This framework analysis describes the devel-
opment of KSDPP’s in a four-stage process, each stage
defined and described by the achievement of important
intermediate outcomes and the identification of potential
areas of improvement. The framework’s central concepts
provide useful markers to situate long-standing and sus-
tainable CBPR projects within its own life course, and
inform the development of recommendations to provide
guidance for future action. This study proposes some in-
novative insights regarding the evaluation of CBPR pro-
jects and the assessment of their progress by building on
their similarities with other forms of collective action.

Additional file

Additional file 1: List of scientific and organisational documents
included in the document review (n = 51). (DOCX 25 kb)

Abbreviations
CAB: Community Advisory Board; CBPR: Community-based participatory
research; CIHR: Canadian Institutes of Health Research; KSDPP: Kahnawake
Schools Diabetes Prevention Project; NADA: National Aboriginal Diabetes
Association; NAPCRG: North American Primary Care Research Group

Acknowledgements
MCT gratefully thanks the Kahnawake Schools Diabetes Prevention Project and
the community of Kahnawake for their support and their contribution to this
project. Special thanks are owed to Judi Jacobs (KSDPP general manager), who
provided a helpful support with data collection logistics and community
research review. The authors wish to acknowledge the contribution of Selma
Chipenda-Dansokho, who carefully reviewed the manuscript for English.

Funding
MCT was awarded a postdoctoral fellowship from the Canadian Institutes of
Health Research, Research in First Nations, Métis and/or Inuit Health (302299).

Availability of data and materials
The datasets generated and/or analyzed during the current study are not
publicly available due to the KSDPP research agreement, but are available from
KSDPP on reasonable request (info@ksdpp.org). KSDPP retains ownership of all
data, and control over data and their use is managed by the KSDPP
Community Advisory Board. Scientific publications analyzed in this study is
presented in Additional file 1.

Authors’ contributions
This research has been first designed and developed by the principal author
(MCT) in collaboration with co-authors (AM, DH, AMC) and KSDPP. MCT mainly
collected the data and carried out the first analysis. Results have been interpreted
and discussed by all authors (MCT, AM, DH, AMC, AMG). MCT wrote a first version
of the paper. All authors read and approved the final manuscript.

Ethics approval and consent to participate
As with all KSDPP research projects, this project has been conducted in
accordance with the KSDPP Code of Research Ethics (http://www.ksdpp.org/
elder/code_ethics.php), which serves as a binding research agreement
between the researcher and the community. Full ethical approval was obtained
first from the Community Advisory Board of KSDPP and then from the McGill
University ethics institutional review board (project A11-B52-14A). Participants in
the talking circle provided individual written informed consent.

Competing interests
The authors declare that they have no competing interests.

Publisher’s Note
Springer Nature remains neutral with regard to jurisdictional claims in
published maps and institutional affiliations.

Author details
1Department of Family Medicine and Emergency Medicine, Office of
Education and Continuing Professional Development, Université Laval, 1050,
de la Médecine, Pavillon Ferdinand-Vandry, 2881-F, Québec, QC G1V 0A6,
Canada. 2School of Health and Human Performance, Dalhousie University,
Halifax, NS, Canada. 3Kahnawake Schools Diabetes Prevention Project,
Kahnawake, QC, Canada. 4Department of Family Medicine, McGill University,
Montreal, QC, Canada.

Received: 8 May 2017 Accepted: 5 April 2018

References
1. Green LW, George MA, Frankish DM, Herbert CJ, Bowie WR, O’Neill M.

Recherche participative et promotion de la santé: Bilan et recommandations
pour le développement de la recherche participative en promotion de la
santé au Canada. Ottawa: Société royale du Canada; 1995.

2. Israel BA, Schulz AJ, Parker EA, Becker AB. Review of community-based
research: assessing partnership approaches to improve public health. Annu
Rev Public Health. 1998;19:173–202.

3. Baum F, MacDougall C, Smith D. Glossary: participatory action research. J
Epidemiol Community Health. 2006;60(10):854–7.

4. Cargo M, Mercer SL. The value and challenges of participatory research:
strengthening its practice. Annu Rev Public Health. 2008;29:325–50.

5. Jagosh J, Macaulay AC, Pluye P, Salsberg J, Bush PL, Henderson J, Sirett E,
Wong G, Cargo M, Herbert CP, et al. Uncovering the benefits of
participatory research: implications of a realist review for health research
and practice. Milbank Q. 2012;90(2):311–46.

6. Merzel C, D’Afflitti J. Reconsidering community-based health promotion:
promise, performance, and potential. Am J Public Health. 2003;93(4):557–74.

7. Wallerstein N, Oetzel J, Duran B, Tafoya G, Belone L, Ra R. What predicts
outcomes in CBPR? In: Minkler M, Wallerstein N, editors. Community-based
participatory research for health: from processes to outcomes. San
Franscico: Jossey-Bass; 2008. p. 317–92.

8. Fawcett S, Schultz J, Watson-Thompson J, Fox M, Bremby R. Building
multisectoral partnerships for population health and health equity. Prev
Chronic Dis. 2010;7(6):A118.

9. McQueen DV, Anderson LM. What counts as evidence: issues and debates.
WHO Reg Publ Eur Ser. 2001;92:63–81.

10. Nutbeam D. Evaluating health promotion-progress, problems and solutions.
Health Promot Int. 1998;13(1):27–44.

11. Schulz AJ, Israel BA, Lantz P. Instrument for evaluating dimensions of group
dynamics within community-based participatory research partnerships. Eval
Program Plann. 2003;26(3):249–62.

12. Institute of Medicine. Community. In: The future of the public’s health in the
21st century. Washington (DC): National Academies Press; 2003.

13. Fawcett SB, Sterling TD, Paine-Andrews A, Francisco VT, Richter KP, Williams
E, Copple B. Evaluating community efforts to prevent cardiovascular
diseases. Atlanta: Centers for Disease Control and Prevention, National
Center for Chronic Disease Prevention and Health Promotion; 1995.

14. Horn J. Gender and social movements overview report. In: Cutting edge.
Brighton: Institute of Development Studies; 2013. p. 115.

15. Jenkins JC. Mobilization theory and the study of social movements. Annu
Rev Sociol. 1983;9(1983):527–53.

Tremblay et al. BMC Public Health  (2018) 18:487 Page 15 of 17

https://doi.org/10.1186/s12889-018-5412-y
http://www.ksdpp.org/elder/code_ethics.php
http://www.ksdpp.org/elder/code_ethics.php


16. Israel BA, Schultz J, Parker E, Becker AB, Allen AJ, Guzman JR. Critical issues
in developing and following community based participatory research
principles. In: Minkler M, Wallerstein N, editors. Community-based
participatory research for health. San Francisco: Jossey-Bass; 2003.

17. Velasquez J, Knatterud-Hubinger N, Narr D, Mendenhall T, Solheim C. Mano a
Mano: improving health in impoverished Bolivian communities through
community-based participatory research. Fam Syst Health. 2011;29(4):303–13.

18. Wilkinson P. Social movements. London: Pall Mall; 1971.
19. Tilly C. From mobilization to revolution. Reading: Addison Wesley; 1978.
20. McAdam D, McCarthy JD, Zald MN. Comparative perspectives on social

movements. Boston: Cambridge University Press; 1996.
21. Mueller CM. Frontiers in social movement theory. In: Morris AD, Mueller

CM, editors. Building social movement theory. New Haven: Yale
University Press; 1992.

22. Maton KI. Making a difference: the social ecology of social transformation.
Am J Community Psychol. 2000;28(1):25–57.

23. Minkler M, Wallerstein N. Improving health through community
organization and community building. In: Minkler M, editor. Community
organizing and community building for health. New Brunswick; New Jersey;
London: Rugters University Press; 1997. p. 30–52.

24. Tremblay MC, Martin DH, Macaulay AC, Pluye P. Can we build on social
movement theories to develop and improve community-based
participatory research? A framework synthesis review. Am J Community
Psychol. 2017;59(3–4):333–62.

25. Jenkins JC, Perrow C. Insurgency of the powerless: farm worker movement
(1946-1972). Am Sociol Rev. 1977;42:249–68.

26. Oberschall A. Social conflict and social movements. Englewood Cliffs:
Prentice-Hall; 1973.

27. Goodwin J, Jasper JM. Caught in a winding, snarling vine: the structural Bias
of political process theory. Sociol Forum. 1999;14:1.

28. Benford RD, Snow DA. Framing processes and social movements: an
overview and assessment. Annu Rev Sociol. 2000;26:661–39.

29. Gamson WA. The social psychology of collective action. In: Morris AD,
Mueller CM, editors. Frontiers in social movement theory. New Haven: Yale
University Press; 1992. p. 53–76.

30. De la Porta D, Diani M. Social movements: an introduction. 2nd ed. Malden:
Blackwell Publishing; 2006.

31. Masters B, Osborn T. Social movements and philanthropy: how foundations
can support movement building. Found Rev. 2010;2(2):12–27.

32. Asian Communities for Reproductive Justice. Movement building indicators.
Oakland: ACRJ; 2009.

33. Reisman J, Gienapp A, Stachowiak S. A guide to measuring policy and
advocacy. Organizational Research Services: Seattle; 2007.

34. Delormier T, Cargo M, Kirby R, McComber A, Rice J, Potvin L. Activity
implementation as a reflection of living in balance. Pimatziwin: J Aborig
Indigenous Community Health. 2003;1(1):142–63.

35. Hovey R, Delormier T, McComber AM. Social-relational understandings of
health and well-being from an indigenous perspective. Int J Indigenous
Health. 2014;10(1):35–54.

36. Montour LT, Macaulay AC. High prevalence rates of diabetes mellitus and
hypertension on a north American Indian reservation. Can Med Assoc J.
1985;132(10):1110.

37. Montour LT, Macaulay AC, Adelson N. Diabetes mellitus in Mohawks of
Kahnawake, PQ: a clinical and epidemiologic description. CMAJ. 1989;
141(6):549–52.

38. Macaulay AC, Montour LT, Adelson N. Prevalence of diabetic and
atherosclerotic complications among Mohawk Indians of Kahnawake, PQ.
CMAJ. 1988;139(3):221–4.

39. Bisset S, Cargo M, Delormier T, Macaulay AC, Potvin L. Legitimizing diabetes
as a community health issue: a case analysis of an aboriginal community in
Canada. Health Promot Int. 2004;19(3):317–26.

40. Cargo M, Delormier T, Lévesque L, Horn-Miller K, McComber AM, Macaulay
AC. Can the democratic ideal of participatory research be achieved? An
inside look at an academic-indigenous community partnership. Health Educ
Res. 2008;23(5):904–14.

41. Potvin L, Cargo M, McComber A, Delormier T, Macaulay AC. Implementing
participatory intervention and research in communities: lessons from the
Kahnawake schools diabetes prevention project in Canada. Soc Sci Med.
2003;56(6):1295.

42. Cargo MD, Delormier T, Lévesque L, McComber AM, Macaulay AC.
Community capacity as an “inside job”: evolution of perceived ownership

within a university-aboriginal community partnership. Am J Health Promot.
2011;26(2):96–100.

43. Macaulay AC, Cargo M, Bisset S, Delormier T, Lévesque L, Potvin L,
McComber AM. Community empowerment for the primary prevention of
type 11 diabetes: Kanien’kehá:ka (Mohawk) ways for the Kahnawake schools
diabetes prevention project. In: Ferreira ML, Lang GC, editors. Indigenous
peoples and diabetes: community empowerment and wellness. Durham:
Carolina Academic Press; 2006. p. 407–58.

44. Bush PL, Hamzeh J, Macaulay AC. Community-based participatory research.
Oxford Bibliographies. Retrieved 10 Apr. 2018, from http://www.
oxfordbibliographies.com/view/document/obo-9780199756797/obo-
9780199756797-0126.xml.

45. Murdoch J, Tremblay M-C, Hovey R, Delormier T, Gray-Donald K, Delaronde
E, Macaulay AC. 2017. Understanding how Indigenous culturally-based
interventions can improve participants’ health in Canada. Health Promotion
International. Published online September 14th, 2017. https://doi.org/10.
1093/heapro/dax059.

46. Cargo M, Salsberg J, Delormier T, Desrosiers S, Macaulay AC. Understanding
the social context of school health promotion program implementation.
Health Educ. 2006;106(2):85–97.

47. Paradis G, Levesque L, Macaulay AC, Cargo M, McComber A, Kirby R,
Receveur O, Kishchuk N, Potvin L. Impact of a diabetes prevention program
on body size, physical activity, and diet among Kanien’keha:ka (Mohawk)
children 6 to 11 years old: 8-year results from the Kahnawake schools
diabetes prevention project. Pediatrics. 2005;115(2):333–9.

48. Jimenez MM, Receveur O, Trifonopoulos M, Kuhnlein H, Paradis G, Macaulay
AC. Comparison of the dietary intakes of two different groups of children
(grades 4 to 6) before and after the Kahnawake schools diabetes prevention
project. J Am Diet Assoc. 2003;103(9):1191–4.

49. Horn OK, Jacobs-Whyte H, Ing A, Bruegl A, Paradis G, Macaulay AC.
Incidence and prevalence of type 2 diabetes in the first nation
community of Kahnawá: ke, Quebec, Canada, 1986-2003. Can J Public
Health. 2007;98(6):438–43.

50. Salmon L. Contribution of foods to nutrient intakes of grades 4–6 students
participating in Kahnawake schools diabetes prevention project 1994, 1998
and 2002. Montreal: McGill University; 2004.

51. Trifonopoulos M, Kuhnlein HV, Receveur O. Analysis of 24-hour recalls of
164 fourth-to sixth-grade Mohawk children in Kahnawake. J Am Diet Assoc.
1998;98(7):814–6.

52. Yin RK. Case study research: design and methods. 4th ed. Thousand Oaks:
Sage Publications; 2009.

53. Stake RE. The art of case study research. Thousand Oaks: Sage; 1995.
54. Macaulay AC, Cross EJ, Delormier T, Potvin L, Paradis G, McComber A.

Developing a Code of Research Ethics for research with a Native
community in Canada: a report from the Kahnawake Schools Diabetes
Prevention Project. Int J Circumpolar Health. 1998;57(Suppl 1):38-40.

55. Struthers R, Hodge FS, Geishirt-Cantrell B, De Cora L. Participant experiences
of talking circles on type 2 diabetes in two Northern Plains American Indian
tribes. Qual Health Res. 2013;13(8):1094–115.

56. Cousins JB, Whitmore E. Framing participatory evaluation. N Dir Eval. 1988;
80(Winter 1988):5–23.

57. Kahnawake Schools Diabetes Prevention Project. Code of research ethics.
Kahnawá:ke: Kahnawake Schools Diabetes Prevention Project; 2007.

58. Bryman A, Burgess RG. Analyzing qualitative data. London: Routledge; 1994.
59. Miles MB, Huberman AM. Qualitative data analysis: an expanded

sourcebook. 2nd ed. Thousand Oaks: Sage; 1994.
60. Pope C, Mays N, Popay J. Synthesising qualitative and quantitative health

evidence: a guide to methods. UK: McGraw-Hill Education; 2007.
61. Pope C, Ziebland S, Mays N. Qualitative research in health care: analysing

qualitative data. Br Med J. 2000;320(7227):114–6.
62. NVivo qualitative data analysis software. Version 11. [http://www.

qsrinternational.com/]. Accessed 11 Apr 2018.
63. Macaulay AC, Delormier T, McComber AM, Cross EJ, Potvin LP, Paradis

G, Kirby RL, Saad-Haddad C, Desrosiers S. Participatory research with
native community of Kahnawake creates innovative code of research
ethics. Can J Public Health. 1998;89(2):105–8.

64. Cargo M, Levesque L, Macaulay AC, McComber A, Desrosiers S,
Delormier T, Potvin L, Kahnawake Schools Diabetes Prevention Project
Community Advisory B. Community governance of the Kahnawake
schools diabetes prevention project, Kahnawake territory, Mohawk
nation, Canada. Health Promot Int. 2003;18(3):177–87.

Tremblay et al. BMC Public Health  (2018) 18:487 Page 16 of 17

http://www.oxfordbibliographies.com/view/document/obo-9780199756797/obo-9780199756797-0126.xml
http://www.oxfordbibliographies.com/view/document/obo-9780199756797/obo-9780199756797-0126.xml
http://www.oxfordbibliographies.com/view/document/obo-9780199756797/obo-9780199756797-0126.xml
https://doi.org/10.1093/heapro/dax059
https://doi.org/10.1093/heapro/dax059
http://www.qsrinternational.com
http://www.qsrinternational.com


65. Lévesque L, Guilbault G, Delormier T, Potvin L. Unpacking the black
box: a deconstruction of the programming approach and physical
activity interventions implemented in the Kahnawake schools diabetes
prevention project. Health Promot Pract. 2005;6(1):64–7.

66. Macaulay AC, Harris SB, Lévesque L, Cargo M, Ford E, Salsberg J, McComber
A, Fiddler R, Kirby R, Hanley AJG, et al. Primary prevention of type 2
diabetes: experiences of 2 aboriginal communities in Canada. Can J
Diabetes. 2003;27(4):464–75.

67. KSDPP. KSDPP annual summary of activities. Kahnawake: Kahnawake
Schools Diabetes Prevention Project; 2002. p. 6.

68. KSDPP. KSDPP annual summary of activities. Kahnawake: Kahnawake
Schools Diabetes Prevention Project; 2014. p. 6.

69. KSDPP. KSDPP annual summary of activities. Kahnawake: Kahnawake
Schools Diabetes Prevention Project; 2010. p. 6.

70. KSDPP. KSDPP annual summary of activities. Kahnawake: Kahnawake
Schools Diabetes Prevention Project; 2001. p. 6.

71. Macridis S, García Bengoechea E, McComber AM, Jacobs J, Macaulay AC,
The Kahnawake Schools Diabetes Prevention Project’s School Travel
Planning Committee. Active transportation to support diabetes prevention:
expanding school health promotion programming in an indigenous
community. Eval Program Plann. 2016; In press.

72. Salsberg J, Parry D, Pluye P, Macridis S, Herbert CP, Macaulay AC.
Successful strategies to engage research partners for translating
evidence into action in community health: a critical review. J Environ
Public Health. 2015;2015:191856.

73. Hogan L, Bengoechea EG, Salsberg J, Jacobs J, King M, Macaulay AC. Using
a participatory approach to the development of a school-based physical
activity policy in an indigenous community. J Sch Health. 2014;84:786–92.

74. Ortiz R, Pastor M. Making change: how social movements work and how to
support them. Los Angeles: Program for Environmental and Regional Equity;
University of Southern California; 2009. p. 55.

Tremblay et al. BMC Public Health  (2018) 18:487 Page 17 of 17


	Abstract
	Background
	Methods
	Results
	Conclusion

	Background
	Purpose of the study
	Conceptual framework
	The Kahnawake Schools Diabetes Prevention Project

	Methods
	Research approach and design
	Data collection
	Ethics approval and consent to participate
	Data analysis

	Results
	The emergence of KSDPP: from early 1987 to mid-1997
	Coalescence of KSDPP: from mid-1997 to 2000
	KSDPP’s moment: from 2001 to 2006
	KSDPP’s maintenance, integration and consolidation: from 2007 to present
	New proposed benchmarks
	KSDPP’s areas of potential improvement

	Discussion
	Conclusion
	Additional file
	Abbreviations
	Funding
	Availability of data and materials
	Authors’ contributions
	Ethics approval and consent to participate
	Competing interests
	Publisher’s Note
	Author details
	References

