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Abstract

Background Shared decision-making facilitates collaboration between patients and health care providers

for informed health decisions. Our review identified interventions to support Indigenous Peoples making health deci-
sions. The objectives were to synthesize evidence and identify factors that impact the use of shared decision making
interventions.

Methods An Inuit and non-Inuit team of service providers and academic researchers used an integrated knowl-
edge translation approach with framework synthesis to coproduce a systematic review. We developed a concep-
tual framework to organize and describe the shared decision making processes and guide identification of studies
that describe interventions to support Indigenous Peoples making health decisions. We conducted a comprehensive
search of electronic databases from September 2012 to March 2022, with a grey literature search. Two independent
team members screened and quality appraised included studies for strengths and relevance of studies’ contribu-
tions to shared decision making and Indigenous self-determination. Findings were analyzed descriptively in relation
to the conceptual framework and reported using guidelines to ensure transparency and completeness in reporting
and for equity-oriented systematic reviews.

Results Of 5068 citations screened, nine studies reported in ten publications were eligible for inclusion. We catego-
rized the studies into clusters identified as: those inclusive of Indigenous knowledges and governance (“Indigenous-
oriented")(n=6); and those based on Western academic knowledge and governance (“Western-oriented”)(n=3).
The studies were found to be of variable quality for contributions to shared decision making and self-determination,
with Indigenous-oriented studies of higher quality overall than Western-oriented studies. Four themes are reflected
in an updated conceptual framework: 1) where shared decision making takes place impacts decision making oppor-
tunities, 2) little is known about the characteristics of health care providers who engage in shared decision making
processes, 3) community is a partner in shared decision making, 4) the shared decision making process involves
trust-building.

Conclusions There are few studies that report on and evaluate shared decision making interventions with Indig-
enous Peoples. Overall, Indigenous-oriented studies sought to make health care systems more amenable to shared
decision making for Indigenous Peoples, while Western-oriented studies distanced shared decision making

from the health care settings. Further studies that are solutions-focused and support Indigenous self-determination
are needed.
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Background

Systemic racism continues to challenge the resilience and
undermine the self-determination of Indigenous' Peoples
[1-3] by severely restricting their capacity to participate
and innovate for better health outcomes. Indigenous
Peoples demonstrate tremendous resilience, self-deter-
mination, and capacity to innovate [4—6]. Despite these
strengths, there are global disparities in health between
Indigenous and non-Indigenous Peoples [7-11]. For
example, the health of urban Indigenous, Inuit, First
Nations, and Métis populations in Canada have been
described as poor, with shorter life expectancies, and
higher rates of illness, injury, and mental health issues
when compared to general populations [10, 12, 13], a pat-
tern that is evident in other colonial societies such as the
United States, Australia and New Zealand [14]. Addition-
ally, Indigenous Peoples consistently report poor experi-
ences in health and social systems, that undermine access
and uptake of services [15—17]. These disparities are the
result of socially produced structures that are perpetu-
ated by and directly related to colonialism [8]. The result
is “health inequities’, defined as preventable, systematic,
and socially produced differences in health between and
within populations [7]. Indigenous Peoples must have
opportunities to be central to and participate in health
care that meets the needs they identify as important, that
is, health care that is person-centred [18].

Shared decision making is a central feature of per-
son-centred care [19, 20]. It is a process that engages
people who are personally experiencing a health issue
(“patients”), and their families, with health care provid-
ers to make decisions about screening, treatments, or
management of chronic conditions [21]. We use the
term ‘health care provider’ to refer to all people who are
engaged in actions whose primary intent is to improve
health, including both health care professionals (e.g.
audiology, speech language pathology, dentistry, medi-
cine, nursing, midwifery, occupational, physiotherapy)
and health support workers (e.g. peer support worker, lay
health worker) [22]. Standard care provides patients with

! Indigenous communities, Peoples and nations have a historical continu-
ity with pre-invasion and pre-colonial societies that developed on their ter-
ritories and consider themselves distinct from other sectors of society that
now prevail on those territories (1,2) In Canada, there are 3 distinct Peoples
with unique histories, languages, cultural practices and spiritual beliefs: First
Nations, Inuit and Métis (3). We capitalize Indigenous Peoples to recognize
Indigenous Peoples as Nations.

evidence-based information about their health choices.
With shared decision making, the patients’ informed
preferences, values and beliefs, along with clinical evi-
dence, are also considered in making health decisions
[23, 24] There are approaches and tools such as decision
coaching and patient decision aids, that can support peo-
ple to work with their health care providers and partici-
pate in their health decisions [25, 26]. Studies have shown
that shared decision making improves patient outcomes
and experiences [27], improves the experiences and effec-
tiveness of health professionals in their communication
with patients [28], and may optimise costs in health care
[29]. Shared decision making has also been found to ben-
efit those who are more likely to experience disadvantage
in health systems [30].

There is a growing body of work about how shared
decision making may enhance opportunities for Indig-
enous Peoples to participate in their health decision
making; however, little is known about the scope of the
literature regarding approaches and tools as strategies to
support shared decision making with Indigenous Peo-
ples. A systematic review, published in 2013, focused
on interventions for Indigenous Peoples making health
decisions and identified one study that reported a shared
decision making strategy [31]. The literature search for
the systematic review was conducted with no start date
limitation, i.e., from the earliest data sources on each
database, e.g., 1947 or earlier, and up to 16 September
2012. That review found many studies that were aimed
at educating Indigenous participants to comply with
particular health behaviours, rather than engaging them
in a process of making shared decisions with health care
providers [31].

Since the 2013 review, there have been important guid-
ing documents that assert the right to self-determination
of Indigenous Peoples, and promote actions to not per-
petuate or reproduce existing colonial structures in soci-
ety [32-34]. As well, these documents explain why it is
important to conduct research to advance self-deter-
mination, in ways that Indigenous Peoples themselves
identify as strengths-based, respectful and inclusive. In
addition, there are a growing number of research guide-
lines for the conduct of research done with Indigenous
Peoples [35—38]. The results of these research guidelines
are contributions to research outcomes in the areas of
balancing individual and collective rights, upholding
ethical principles and community-driven research that
upholds self-determination [39]. Shared decision making
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may be one way to address the health inequities experi-
enced by Indigenous Peoples. The research to develop
and evaluate shared decision making strategies must be
done in ways that advance self-determination and are
identified as respectful and inclusive.

We are a team of Inuit and non-Inuit members of ser-
vice providers and academic health care researchers who
are active in health care systems that provide services to
communities in the Qikiqtani (Baffin) region of Nuna-
vut and in Ottawa, Ontario. In a research project called
“Not Deciding Alone”, we have been working to enhance
opportunities for Inuit to participate in decisions about
their health care. The purpose of Not Deciding Alone
is to promote Inuit self-determination in research pro-
cesses [38] in the development of interventions to sup-
port shared decision making in health systems. Our work
is conducted with Inuit service organizations and com-
munity member partners and described in detail else-
where [17].

Our team decided that it is important to determine the
state of the research evidence and learn from interven-
tions that support shared decision making with Indige-
nous Peoples. We decided to conduct a systematic review
of the international literature (“the review”).

The purpose of the review is to identify interventions
to support Indigenous Peoples making health decisions.
The objectives are to a) synthesize evidence from stud-
ies focused on the development and/or testing of inter-
ventions to support Indigenous Peoples making health
decisions, and; b) identify factors, such as barriers and
facilitators, that impact the use of interventions to sup-
port Indigenous Peoples making health decisions.

Methods

The Not Deciding Alone team consists of an Inuit and
non-Inuit Steering Committee, who guide the work
and includes an Elder, and academic research members
who operationalize research tasks (JJ, KF, BH) (www.
notdecidingalone.com) To complement the skills of the
Not Deciding Alone team in the conduct of our review,
we engaged two additional non-Indigenous research
team members with expertise in library science (AD)
and framework synthesis methods (SO). The review
team (“the team”), all authors on this paper, between
them hold knowledge and/or experience in the areas of
Inuit societal values, Inuit and Indigenous health issues,
shared decision making tools and approaches, knowl-
edge translation, systematic review methods, frame-
work synthesis, library sciences, collaborative research
approaches with Inuit and Indigenous Peoples, qualita-
tive and quantitative research methods. The first author
(J]) identifies as a non-Indigenous settler scholar of Euro-
Canadian descent, and the second author (KF) identifies
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as Nunavummiut. The team shares concerns about Inuit
access and uptake of health services, and experiences of
Inuit in health systems. Our aim is to conduct research
from within equitable partnerships that prioritize Inuit
knowledge and experience, to ensure that Inuit commu-
nities are the primary benefactors of our work.

To ensure transparency and completeness in our
work, we used the Enhancing Transparency in Report-
ing the Synthesis in Qualitative Research (ENTREQ)
[40] (Supplementary file 1) and the Preferred Report-
ing Items for Systematic Reviews and Meta-Analysis
statement extended for equity (PRISMA-Equity) [41]
(Supplementary file 2). We organized our study with
the National Inuit Strategy on Research (NISR) [38].
We conducted our research to align with the views
expressed by Inuit in community consultations, and
with a focus on a principled approach to research [35,
42]. The principles of Inuit Qaujimajatuqangit guide
a strengths-based approach to research and promotes
Inuit self-determination and self-reliance. Inuit Qauji-
majatuqanigit centre on collaborative decision making
and working together for the common good [43, 44].
Previous work has shown the relevance and impor-
tance of centring on and promoting Inuit worldviews
in both the research processes [45] and in the devel-
opment and use of shared decision making research
products [46]. Our study uses an integrated knowl-
edge translation (KT) approach [47, 48] and is struc-
tured to support coproduction with study governance
and collaborative conduct by those who will use or be
impacted by the research [49]. The Steering commit-
tee members of the team were engaged with research
team members throughout the entire review process to
conceptualize, guide, reflect on, and amend or approve
each step (Fig. 1).

Theoretical framework

There are systematic reviews that demonstrate the ben-
efits of frameworks to organize thinking about relation-
ships between concepts [50]. We used a framework to
organize concepts important to shared decision mak-
ing in Indigenous contexts. To understand interventions
for Indigenous Peoples making health decisions requires
attention to knowledges that are not yet evident within
Western-oriented health and social care frameworks [16].
We consider people and communities to be nested within
broader structural and contextual contexts [8, 51, 52], and
conceptualize shared decision making as a highly rela-
tional process.

Here, we explain our perspective on shared deci-
sion making, in relation to others’” work. Interven-
tions to support shared decision making processes
are described in frameworks and models that reflect
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The Not Deciding Alone Steering Committee and academic partners ("the team")
identified a need for knowledge about shared decision making and decided on a
strategy (systematic review) to find information together.

We want to learn how to develop and test strategies to support Indigenous
people making health decisions, and what factors impact the use of shared
decision making interventions with Indigenous people.

We have worked together to:

Identify the Research
Question :
Discuss and agree on what we know
i Develop a Framework

To explain our views on shared
decision making

and what we want to know.

What are strategies to support :
Indigenous people who are making :
health decisions?

Develop a Search
Strategy

Develop a plan on how we are
going to look for information in
research reports.

Decide what information will be
most important and relevant to
answer our question.

Apply the Search
Strategy

Find research reports that
have information to answer
our question. This is called
"screening".

We are looking for information
about Indigenous people who are
facing health decisions.

Analyze and Synthesize

Collect Data

Collect data from the research
reports we find that will help to
answer our question. This is
called "data abstraction".

Look at the data we collect and
explain what we learn.

Share

Decide how and with who we
will share what we have
learned.

Determine what the data we
have found tells us.

Fig. 1 The systematic review process

shared decision making concepts, support a relational
approach to shared decision making, and are based on
research. The Ottawa Decision Support Framework
(ODSF) describes decision support interventions,
such as decision coaching and patient decision aids,
as useful to address patients’ decisional needs [53,
54]. The Interprofessional Shared Decision Making
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(IP-SDM) model broadens the perspective of shared
decision making beyond the patient-practitioner dyad,
and positions shared decision making to be oper-
ating at the levels of patients, health care provider
teams, and the health care system [55, 56]. Likewise,
the Making Informed Decisions Individually and
Together (MIND-IT) model describes the multiple-
roles in shared decision making in health care systems
and identifies factors and roles of patient and health
care providers, and other stakeholders, that impact
patient and clinician reasoning about health decisions
[57, 58]. Another framework called “Aspects of patient
involvement’, relates the complexity of involvement in
decision making and patient relationships with health
care providers [59]. Finally, the Medicine Wheel
Framework was developed with an urban Indigenous
community and describes their perspectives on shared
decision making, with their roles and perceptions of
health care providers’ roles within the shared decision
making process [60]. The Medicine Wheel Framework
is used to explain the relational nature of shared deci-
sion making, and the role of shared decision making
in culturally safe care [60].

The pre-existing frameworks and models focus on
interactions between patients, health care providers
and health systems. Our team developed the Shared
Decision Making Process Framework, to organ-
ize concepts important to Indigenous Peoples and
shared decision making (“conceptual framework”).
The conceptual framework is based on understand-
ings of shared decision making by our team [25], our
learning in collaboration with Inuit community part-
ners, and incorporates concepts from the Indigenous
and non-Indigenous shared decision making frame-
works and models discussed here. The purpose of
the conceptual framework is to provide a foundation
for reflection on concepts important to shared deci-
sion making processes. The conceptual framework
describes the context and people involved, and their
influence on shared decision making processes and
practice. (Fig. 2; see also Supplementary file 3).

Our team’s perspective on shared decision mak-
ing reflects processes that uphold relationality, mutual
learning, and co-production of knowledge. Scholars
have identified the importance of resolving oppression
of Indigenous Peoples from within partnerships [61].
Our intent is to identify factors that impact the use of
shared decision making as a strategy to correct imbal-
ances of power within health systems. Our perspec-
tive centres on the need to align Indigenous Peoples as
equal partners within health systems, and to support
opportunities for participation in health decisions.
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Context:
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Social, historical, political

Shared Decision Making

What healthcare providers
bring to SDM:

« Knowledge/understanding

+ Experiences that impact ability to work
together as partners in care

« skills to work in a strengths-based way

« Attitude and Motivation that extends to a
commitment to person-oriented care

* Culture, Language

« Other characteristics: years worked,
clinical area, sex/gender, age, et cetera

Healthcare provider
is the expert on
health tests
and treatments.

“Not Deciding Alone”

Shared Decision Making
is having your say in healthcare.

What clients/families
bring to SDM:

« Knowledge/understanding

« Experiences

« Skills

« Attitude and Motivation

* Culture, Language

+ Other characteristics:
diagnosis/health issues, family
form, sex/gender, age, et cetera

SDM Outcome -
Quality decisions
(All): decision is
informed, reflects best
evidence/clinical; is the
result of engagement;
reflects values; can be
acted upon

Patient
is the expert on what
matters to them.

SDM process: Clients/families and healthcare providers form trusting relationships that make the SDM process possible

Clients/families: build their knowledge, understanding; share what matters to them; accept support, feel confidence (safety) with healthcare providers;
are ready and/or participate in decision making processes.

Healthcare providers: discuss ionina

way (respect,

approach is appropriate); clarify values; tailor approaches;

reflect needs; express strengths-based and genuine interest; build their knowledge, understanding; share in decision making processes.

Fig. 2 The shared decision making process framework

Study inclusion and exclusion criteria

We framed the study inclusion and exclusion criteria
in a systematic manner, using the elements of a clinical
question and include population, intervention, com-
parator, and outcome and study description (PICOS)
[62]. We included primary studies published in peer-
reviewed journals that met our inclusion criteria, with
no restrictions on the types of studies to be included: 1)
Populations identified as Indigenous and making a health
decision for themselves and/or a family member, 2) Inter-
ventions to influence making a health decision, 3) Any
comparators for intervention studies examining effective-
ness and not applicable for qualitative studies, 4) Out-
comes that report on factors that impact the attributes of
the decision or decision process, 5) Any study design. We
excluded any papers for which full text was not available,
and non-peer reviewed studies (editorials, commentar-
ies, letters, dissertations).

Data searches

We developed the search strategy protocol with the
academic librarian team member (AP), after consulta-
tion with subject experts on health, decision-making
and Indigenous and health research, and based on an
earlier study [31]. The search strategy included subject
headings and keywords for: the concepts of Indigenous
identity combined with the concepts of informed or
shared decision making, consumer health or health lit-
eracy. The librarian conducted searches for our team in
major databases that cover the subject matter and

without language restriction. The database selection
includes: OVID MEDLINE, Global Health, CINAHL,
Scopus, Native Health Database, Arctic Science and
Technology Information System (ASTIS) database,
Arctic Health, Circumpolar Health bibliographic data-
base, and WHO’s Global Index Medicus. Due to the
limited data available prior to 2012, we have focused
our search to the previous 10 years September 17, 2012
to March 17, 2022. We did not limit by language. To
supplement the database searches, we chose to con-
duct a Google Scholar search to cover grey literature as
well as to identify relevant studies that have cited each
of the included studies (forwards searching) and refer-
ence lists of included studies (backwards searching).
We contacted experts on shared decision making and
authors of included studies to identify other relevant
studies (Supplementary file 4).

All screening was conducted by two authors (J], BH)
using Covidence [63], with the oversight of a third
author (KF) and discussion among all three authors
about studies for which there was uncertainty about
inclusion or exclusion. First, a title and abstract screen
was conducted by two authors independently to deter-
mine study relevance to the overall objective of the
systematic review and following the eligibility criteria.
All studies identified as “included” and “unsure” were
retained for full text screening; only studies excluded
by both authors were excluded. The full text screening
was based on the inclusion/exclusion criteria. During
full text screening, the rational for exclusion was docu-
mented and final decisions confirmed with the team.
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Study quality: reflections on strengths and relevance
Following team discussions, we chose to focus on
“quality” as a reflection on the strengths and relevance
of included studies’ contributions to shared deci-
sion making and Indigenous self-determination. Our
team wanted to: prompt reflection on study practices
to develop and/or test interventions; identify factors
that impact the use of interventions to support health
decision making; and, include the knowledge of those
who use or are the focus of the shared decision mak-
ing intervention. We used tools intended for use with
heterogeneous Indigenous studies, and studies con-
ducted with Aboriginal and Torres Strait Islanders [64,
65]. Using the Well Living House quality appraisal tool
[64], each document was scored in three domains: 1)
community relevance, 2) rigour of study methodol-
ogy, and 3) strength of evidence. Each included study
was rated out of a total possible score of 12, within a
range: low=6-7, med=8-9, high=10-12. For Indig-
enous self-determination we used a reporting guideline
developed to improve the quality of published health
research and health outcomes, called the Consolidated
criteria for strengthening reporting of health research
for Indigenous Peoples (CONSIDER statement). We
used the CONSIDER statement to guide reflection on
whether the criteria of research priorities, governance,
relationships, methodologies, capacity, and dissemina-
tion are reported in the studies [65]. Two authors (JJ,
KF) independently assessed the included studies, then
the research team (JJ, KF, SO, BH) engaged in discus-
sion and reflection that extended to the whole team (JJ,
KF, SO, BH, with the guidance and approval of the Not
Deciding Alone Team). The reflections on strengths
and relevance of each study and any discrepancies in
assessment between the team members was discussed
and final decisions agreed upon and reported.

Data abstraction

We used our conceptual framework to reflect con-
cepts related to shared decision making and to guide
data abstraction and analysis of included studies. We
included criteria for general study information from
reporting guidelines to improve completeness in report-
ing of interventions [66], and research conduct [65].

Two authors (JJ, BH) conducted a pilot test of the data
collection form with three studies prior to data abstrac-
tion. A third author (KF) verified the accuracy of the
data. Each included study was inspected to identify the
reported features:

« characteristics of the article (e.g., first author, publi-
cation year) and study (e.g., aims, design, ethics, con-
clusions, limitations)
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+ the intervention, including the knowledge organizing
systems [67] (theories, frameworks, models) under-
pinning the approach to shared decision making

+ the features described in our conceptual framework
(see Fig. 1)

+ study authors’ explanations of facilitators and/or bar-
riers, outputs, and outcomes.

Data synthesis

One member of the team (J]) led the conduct of frame-
work synthesis with three other authors (SO, KF, BH)
and the oversight (review processes, discuss, provide
guidance) of the team, by 1) becoming familiar with the
data, 2) applying the conceptual framework to abstracted
data, 3) tabulating and interpreting the findings [68].
Data that did not correspond to the conceptual frame-
work were incorporated as emergent themes. The find-
ings were reflected upon, and discussed among team
members to confirm similarities and differences within
the data, and to determine associations between themes
[69]. Our team engaged in reflection on the objectives of
our review to guide interpretations in the conduct of the
synthesis.

Results

Search results and characteristics

The search identified a total of 5068 studies of which
we included nine studies, reported in 10 publications
(Supplementary file 5). The studies were conducted in
the United States (n=4), Canada (#n=3), New Zealand
(n=1) and Australia (n=1). The studies were focused
on the development and/or evaluation of shared deci-
sion making interventions in the areas of Depression
(n=1), Cancer screening (n=1), Child welfare (n=2),
Any health decision (n=1), Cancer care (n=1), Intimate
partner violence (n=1), Tobacco use (n=1), and Arthri-
tis (n=1). Most of the studies were a qualitative design
(n=8) and reported some form of Indigenous and aca-
demic research partnership (n=7).

The characteristics of included studies are listed in
Table 1.

The descriptions of interventions to support the shared
decision making process ranged from online/electronic,
paper-based, and paper-based plus training, to models of
practice to facilitate decision making. The providers of
the shared decision making interventions included health
care providers, trained decision coaches, coordinators
or agency personnel, trained youth and project staff, or
trained researchers who were testing the intervention
with the intent for use by health care providers. Two
interventions were designed to be used without provider
involvement. The studies reported the use of the shared
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decision making intervention prior to meeting the health
care provider, during the health care provider meeting,
or during a prolonged process before and during mak-
ing a decision. Most studies (n=8) report knowledge
organizing systems (theories, frameworks, models) for
the shared decision making intervention as Indigenous
only (n=2), Indigenous and Western-oriented (n=3), or
Western-oriented only (n=3).

The characteristics of interventions are listed in
Table 2.

Study quality: reflections on strengths and relevance

We reflected on the strengths and relevance of the
included studies to determine the contributions to
shared decision making and Indigenous self-determi-
nation [64, 65]. To determine contributions to shared
decision making, we reflected on the community rel-
evance, rigour of the methodology, and the strength of
the evidence reported in the studies. We found stud-
ies to range from medium to high for eight of the nine
interventions. Our reflection centred on six areas related
to Indigenous self-determination; of the nine studies,
only one study (reported in two publications) was found
to provide information on all six areas of Indigenous
self-determination.

The strengths and relevance of the included studies are
reported in Table 3.

We categorized the nine studies into two clusters
of studies: a larger cluster that we identified as Indig-
enous-oriented, and a smaller cluster identified as
Western-oriented (Table 4). The six studies in the Indig-
enous-oriented cluster report on research that reflects
Indigenous self-determination and the priorities of peo-
ple who are the focus of the research [46, 70, 72, 73, 75,
77, 78]. In addition, studies in this cluster report on the
use of Indigenous knowledge organizing systems (theo-
ries, frameworks, models), with Indigenous-led or part-
nered governance models. The exception was a study
that was conceptualized, developed and conducted by
Indigenous scholars who did not explicitly report Indig-
enous knowledge organizing system [78]. The studies in
the Indigenous-oriented cluster met most (at least 5/6)
of the CONSIDER statement criteria, with dissemination
being the least reported. The exception was one study
about an Indigenous approach to evaluation of a shared
decision making intervention, that was conducted by an
Indigenous community and did not report on capacity
building of researchers or community members [75]. Of
the three studies in the smaller, Western-oriented clus-
ter [71, 74, 76], none of the studies report on research
that reflects the priorities of people who are the focus
of the research or Indigenous leadership (governance).
These studies reported at most two of the CONSIDER
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statement criteria. In addition, none of the studies in the
Western-oriented cluster report on the use of Indigenous
knowledge organizing systems, and only one of the stud-
ies reports on an Indigenous partnership.

The strengths and relevance of the included studies
with knowledge organizing systems and team governance
are reported in Table 4.

Synthesis

We assessed the included studies in relation to the con-
ceptual framework, and identified four themes, reflected
in an updated conceptual framework, The Shared Deci-
sion Making Process Framework (version 2) (Fig. 3):

1) Where shared decision making takes place impacts
decision making opportunities,

2) Little is known about the characteristics of health
care providers who engage in shared decision making
processes,

3) Community is a partner in shared decision making,

4) The shared decision making process involves trust-
building.

Theme 1. Where shared decision making takes place impacts
decision making opportunities

The first theme relates to the importance of context
for shared decision making. All of the included stud-
ies report on aspects of the structural determinants of
health: that is, the social, historical and political con-
texts that underpin opportunities for health and well-
ness in society and reflect the continuing impacts of
colonialism in society. These determinants are the basis
for understanding the importance of relationships,
interconnections, and community [8].

The included studies present the development and/or
evaluation of shared decision making interventions as a
way to negotiate the impacts of the structural determi-
nants of health or disrupt colonialism in health systems.
Place, in particular the built environment, was reported
in the studies to reflect the underlying power dynamics
in the relationships, and values of people who control the
spaces. We define the concept of “space” to mean a physi-
cal space and geography (location, form of built environ-
ment). The concept of “place” gives meaning to space, as
place is space where values are expressed and there are
connections to cultural and personal identity [79].

The three studies in the Western-oriented cluster
describe the development of interventions to be used
in settings preferred by Indigenous participants. Two
of these studies specifically identify Western-oriented
settings as problematic places and the shared decision
making intervention as a way to avoid these settings [71,
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Table 4 The strengths and relevance of the included studies with knowledge organizing systems and team governance

Study Appraisal Prioritization | Governance Relationships | Methodologies Capacity Dissemination Knowledge Team
Score: organizing (Indigenous-
Low = systems led or Partner)
67 = 09 o o o v O (Indigenous)

),

e | (=) 228 90 ®7 w1
8-9 = O~ ()
DAY
10-12 v

*Dirks et al.,

2018; IRRh X X X X X X X X

Starks et al.,

2015

Jull et al., High

2015 X X X X X - X X

Jull et al., High

2019 X X X X X - X X

Umaefulam | High < < ” < X ) : ”

etal., 2021

Grace etal., | Med

2018 X X X X X - X X

Marcynyszy | Med

netal, 2012 x x x x ) X X x

Frerichs et Med ) } X R ) R : X

al., 2020

Kozoil- Med

McClain, et - - - X - - - -

al., 2018

Montgomery | Low ) ) X R X R ; ;

etal., 2012

Prioritization: Research reflects need/priority of people who are the focus of | Governance: Indigenous research leadership | Relationships: Research partnerships

the research

Methodologies: Indigenous paradigm, methods, values Capacity: Researcher, Community partners Dissemination: Sharing to benefit people who are the focus of the research

Indigenous-oriented (orange) = [46, 70, 72, 73, 75,77, 78]
Western-oriented (red) = [71, 74, 76]

" One study reported in two publications

Context:
Social, historical, political

Shared Decision Making

What clients/families
+ community bring to
SDM:

« Knowledge/understanding

* Experiences

+ Skills

« Attitude and Motivation

* Culture, Language

* Other characteristics:
diagnosis/health issues, family
form, sex/gender, age, et cetera

What healthcare providers
bring to SDM:

* Knowledge/understanding

+ Experiences that impact ability to work
together as partners in care

« skills to work in a strengths-based way

« Attitude and Motivation that extends to a
commitment to person-oriented care

* Culture, Language

« Other characteristics: years worked,
clinical area, sex/gender, age, et cetera

SDM Outcome -
Quality decisions
(All): decision is

informed, reflects best
evidence/clinical; is the
result of engagement;
reflects values; can be
acted upon

Patient
is the expert on what
matters to them.

Healthcare provider
is the expert on
health tests
and treatments.

“Not Deciding Alone”
Shared Decision Making

is having your say in healthcare.

SDM process: Clients/families + community and healthcare providers form collaborative and trust-building relationships

that make the SDM process possible

CIients/famiIies: build their knowledge, understanding; share what matters to them; accept support, feel confidence (safety) with healthcare providers;
are ready and/or participate in decision making processes.

Healthcare providers: discuss information in a way (respect, i , approach is appropriate); clarify values; tailor approaches;
reflect needs; express strengths-based and genuine interest; build their knowledge, understanding; share in decision making processes.

Fig. 3 The shared decision making process framework (version 2)
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74]. For example, one study reports that “Decision aid
viewing was not linked to clinical visits, and participants
viewed the decision aid privately in their homes or at
the location from which they were recruited (i.e., church
or senior centre)” [71]. The third study in the Western-
oriented cluster reports on the shared decision making
intervention as a way to bring decision making to places
where traditional and cultural practices are upheld [76].

The six studies in the Indigenous-oriented cluster
describe processes to develop and evaluate [46, 72, 73, 75]
or to develop and implement [70, 77] shared decision mak-
ing interventions intended for use within Western-oriented
health care systems. For example, a study to determine the
acceptability to Aboriginal children of a culturally appro-
priate tool that facilitates the voices of Aboriginal children
and young people in care by supporting professionals to ask
good questions and listen. The study identifies the impor-
tance of “providing spaces for children and young people
to engage requires consideration of the conditions in which
they might be comfortable to participate” [72]. Another
study describes the development of a stakeholder driven
decision support tool to address the issues that included
lack of patient preparation to participate with health care
providers, and recommendations from health care provid-
ers that “..were not in line with patient values and prefer-
ences.” [70]. Western-oriented health care settings are built
to support Western-oriented values and approaches to
health, and are places that are perceived by Indigenous (and
other groups) to limit opportunities for person-centred
care [80]. The studies in our review present shared decision
making interventions as strategies to position Indigenous
Peoples in health care settings as decision makers, rather
than passive recipients of care.

Theme 2. Little is known about the characteristics of health
care providers who engage in shared decision making
processes

We found that the included studies report little or no
data about health care providers and their shared deci-
sion making knowledge, experience, skills, attitude and
motivation, as well as other characteristics such as cul-
ture and language. Relational competencies in shared
decision making are defined as those necessary to cre-
ate an environment for communication and interaction
in clinical settings and includes listening to and involv-
ing people to the degree that they wish to be involved
[81]. Of the nine included studies, five of the studies in
the Indigenous-oriented cluster report on the health
care providers as the partner involved in the shared deci-
sion making relationship as Indigenous [46, 75], non-
Indigenous [73], or who were not reported as Indigenous
or non-Indigenous [72, 77]. Of these studies, only four
report specific information about health care providers
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in relation to the shared decision making intervention
[46, 73, 75, 77].

Of the four studies from the Indigenous-oriented
cluster that report specific information about health
care providers, two report on the knowledge health
care providers have about shared decision making and
the health system [46, 73]. All four studies report that
the previous experience of health care providers with
shared decision making is important to support patients
in decision making [46, 73, 75, 77]. Three of the four
studies report on health care provider skill (how to
support engagement of patients) and attitude (value
of patient participation in decisions, a commitment to
person-oriented care) [46, 73, 75]. One additional study
reports on the experience, skill, and attitude health care
providers should bring to be partners in care, as a will-
ingness to listen and to take patient views and experi-
ences seriously [72]. Three of the four studies report
on the characteristics of health care providers, that
includes culture and language [46, 73, 75]. Two studies
report on additional characteristics (e.g. years of work,
clinical area, gender, age) of Indigenous (n=5) [46]
and non-Indigenous (n=1) [73] health care providers
involved with the shared decision making interventions.

The characteristics of participants (patients, health care
providers) related to shared decision making, culture/lan-
guage and other characteristics, are reported in Table 5.

Theme 3: Community is a partner in shared decision making
The next theme relates that community — meaning the
groups with which individuals are connected and hold
shared beliefs — is an important partner in health deci-
sion making. We found the included studies to identify a
role for community as a source of knowledge and support
in shared decision making.

All the studies report that the values and knowledge
held within community networks support participa-
tion of patients and families to make health decisions
[46, 70-73, 75-78]. For example, one study describes
shared decision making as an engagement process
that positions families and communities to “reclaim
customary practices and to resolve issues within their
wider circle” [75]. In another study the authors reflect
on the need to align a curriculum for healthy deci-
sion making for youth, with the values of family and
community, in addition to the place and personal gifts
(skills, knowledge) of people involved [76]. A subset of
the included studies describes how to engage commu-
nity members in partnerships.

Five of the studies from the Indigenous-oriented clus-
ter [46, 72,73, 75, 78] and one from the Western-oriented
cluster [76] report that those who deliver the shared
decision making intervention need to understand the
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Table 5 Characteristics of participants (patients, health care providers) related to shared decision making, culture/language and other

characteristics

Author, year Participants: SDM SDM SDM Skills SDM Culture/ Other characteristics (2
Patients Knowledge Experience Attitude/ Language or more): e.g., age, sex/
Health care Motivation gender, occupation
providers
*Dirks et al,, 2018 [70] Clients X X - - - X
HCPs - - - - -
Frerichs et al., 2020 [71] Clients - - - - X X
HCPs - - - - -
Grace et al, 2018 [72] Clients X X - - - X
HCPs - - - - - -
Jull'etal, 2015 [73] Clients X X X X X X
HCPs X X X X X X
Jull et al, 2019 [46] Clients X X X X X X
HCPs X X X X X X
Koziol-McLain et al., 2018 [74] Clients - - - - X X
HCPs - - - - - -
Marcynyszyn et al,, 2012 [75] Clients X X X X X X
HCPs - X X - X
Montgomery et al., 2012 [76] Clients - - - X - -
HCPs - - - - - -
*Starks et al, 2015 [77] Clients X X
HCPs - X - - - -
Umaefulam et al,, 2022 [78] Clients - X - - X X
HCPs - - - - - -

SDM shared decision making, HCPs health care providers

" One study reported in two publications

community values in which shared decision making will
take place. These studies describe the delivery of the
shared decision making intervention by members of the
community [46, 76], or those who are non-Indigenous
and have the knowledge and skills to partner with Indig-
enous patients and communities [72, 73, 78]. For exam-
ple, in a study conducted with urban First Nations, Inuit
and Metis women, the community members identify the
importance of respect for their community traditions and
communication styles in shared decision making and “..
encouraged the decision coach in a process of learning
with them as well as about them and their decision mak-
ing needs” [73].

Theme 4: The shared decision making process involves
trust-building

Studies from the Indigenous-oriented cluster report
on factors that enhance research practices with Indig-
enous Peoples and increase research accountability [65]
and trust-building in the development and evaluation
of shared decision making interventions (see Table 4).
For example, one study describes an approach to shared
decision making to overcome intergenerational grief

and trauma experienced by the Indigenous communi-
ties and that positions families and communities to
reclaim customary practices. The study authors report
on their approach to engagement of families in decisions
that relate to child welfare, to overcome the lack of trust
between families, health care providers, and others in the
health system [75]. In another example, a team evaluated
an intervention called “The Kids Say” that involves the
use of cards to prompt conversation with health care pro-
viders “...to open the way for young people to share their
experiences and be part of decisions that are about their
lives” [72]. The study authors report that a relationship of
trust is an essential feature of the shared decision mak-
ing process. Furthermore, the authors indicate that chil-
dren and young people should not be asked to share their
views with health care providers “..unless the relevant
adults are prepared to take them [children and youth]
seriously and to act on their behalf” [72]. Other studies
describe meeting the socio-cultural needs of the commu-
nity partner, and the role of the shared decision making
intervention to help people deal with the colonial history
and ongoing negative experiences through engagement
and relationship building with their health care providers
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[46, 78]. The Indigenous-oriented studies reported on
processes to support trust-building as an essential feature
of shared decision making processes.

We found limited reporting in studies from the West-
ern-oriented cluster on factors to support research
accountability and trust-building to enhance research
practices with Indigenous Peoples. Instead, these studies
focused on interventions that people could use to avoid
the negative influences of health systems. For example, a
web-based safety decision aid for women facing intimate
partner violence was designed to offer women the oppor-
tunity to prioritize and plan for safety for themselves and
their families. In their discussion, the authors propose
that for Maori women who face racism and other signifi-
cant barriers to service use, the option to use a decision
aid outside of the health system is a way to avoid potential
racism or discrimination [74]. Another team proposed
a patient decision aid that can be used by people who
identify as American Indian, to address issues with par-
ticipation in cancer screening that are the result of mis-
trust of health care providers and systems [71]. In these
examples, the shared decision making interventions are
proposed as a way for patients to navigate health systems
that are not trusted sources of support.

Discussion

Our review was conducted to identify interventions
about shared decision making for Indigenous Peoples
making health decisions, to synthesize evidence and to
identify factors (barriers and facilitators) that impact
the use of shared decision making interventions (Fig. 4).
Here, we identify and describe interventions and con-
tribute to other, previously conducted reviews about
interventions that support shared decision making with
Indigenous Peoples [31] and groups who experience
disadvantage [30]. Our review also contributes to the
broader literature about the potential for shared decision
making interventions to advance health equity for peo-
ple who experience limited opportunities to participate
in their health decision making [82-84]. Our findings
report on examples of shared decision making interven-
tions, and include a conceptual framework to provide
a foundation for reflection on shared decision making
processes.

We used a conceptual framework to extend consid-
eration of the relational features of shared decision
making processes to identify: impacts of place (where
shared decision making happens) on opportunities for
participation in health decision making; a gap in the
reporting about characteristics of health care provid-
ers in relation to shared decision making processes;
the inclusion of community as a source of knowledge
and support and a partner in shared decision making;
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By the Not Deciding Alone Team
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Fig. 4 Summary of our study

trust-building as a complex, important and active pro-
cess integral to shared decision making. We report
the findings in an updated conceptual framework that
depicts shared decision making processes as highly
relational (Fig. 3).
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Extend understanding of shared decision making

as a relational process

Western-oriented health care settings are built to sup-
port Western-oriented values and approaches to health,
and are places that may be perceived by Indigenous Peo-
ples (and other groups) to limit opportunities for person-
centred care [80]. The Indigenous-oriented studies in our
review present shared decision making interventions as
strategies to position patients in health care settings as
decision makers in their care.

The Indigenous-oriented studies focused on resources
and training to improve discussions between Indigenous
participants and health care providers within health sys-
tems. These approaches include: training community
support workers in shared decision making [46]; training
community and agency workers in a family group deci-
sion making practice [75]; resources and workshops for
supporting professionals’ skills in active and respectful
listening [72]; a decision aid and coaching for sharing
decisions between patient and health care provider(s)
[73]; and a decision support tool to facilitate discussions
between patients and their health care providers [70, 77].

In contrast, the Western-oriented studies adopted
health promotion approaches for Indigenous participants
to support decision making in homes or community set-
tings outside of the health system: to encourage their
uptake of cancer screening [71]; to protect themselves
from violence and its impact on mental health [74]; and
to engage in activities to learn about and ‘enhance healthy
decision making’ [76]. The findings of our review also
highlight the importance of who is present to participate
in health decision making with patients and families.

The role of health care providers with shared deci-
sion making is highlighted in the literature. In studies
with general populations, health care providers have
been found to often not involve patients in decision
making about their care [85, 86], an issue also identi-
fied by Indigenous Peoples [16, 60, 87]. Other stud-
ies have identified the impacts of health care provider
characteristics on shared decision making experiences
of patients and families who experience disadvantage
in society [88]. Our study highlights a gap in reporting
on the characteristics of health care providers involved
in the delivery of interventions to support shared deci-
sion making. In addition, many of the studies included
in our review describe how non-Indigenous health care
providers need to foster active relationships with Indig-
enous community networks to better engage in shared
decision making processes with people in the commu-
nity [46, 72, 73, 75, 76, 78].

Our review describes shared decision making pro-
cesses as highly relational and trust as a foundation for
the relationships. Studies from the Indigenous-oriented
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cluster report on factors that enhance research prac-
tices with Indigenous Peoples and increase research
accountability [65] and trust-building in the devel-
opment and evaluation of shared decision making
interventions. Trust in the health care system and inter-
personal relationships (between patient and health care
providers) are an essential feature of shared decision
making processes [89, 90]. We found that all the stud-
ies in our review emphasize the importance of active
processes of trust-building among patients, families,
communities, and health care providers. The focus on
trust-building in shared decision making is identified
elsewhere in the literature [89, 91, 92], and a feature of
research agendas aimed at supporting person-centred
care [90, 93].

High quality research upholds Indigenous
self-determination

The findings of our review include examples of research
studies that demonstrate how to support Indigenous self-
determination in research about shared decision making.
The included studies provide examples of high-quality
solutions-focused research. Research that is undertaken
in collaboration with those who will use or be impacted
by the research fosters democratic processes of knowl-
edge coproduction [48], and is an important source of
information to develop policies to support patient values
and preferences in healthcare decisions [94]. Research
partnerships with those who will use or be impacted by
the research [95] has been identified as important for
successful implementation of shared decision making
[96, 97]. Our review identified multiple models for col-
laborative research with a ‘nothing about us, without
us’ approach, a central feature of research that upholds
Indigenous self-determination [35]. The conduct of
research with the collaboration and governance of Indig-
enous team members, founded on Indigenous knowl-
edges, means research is more likely to produce evidence
that is useful and able to be used by those ultimately
impacted by the research [98]. For Indigenous Peoples,
colonization, racism, social exclusion and self-determina-
tion are important concepts that must be considered in
research practices [9]. In our review, Western-oriented
studies focused on interventions that people could use to
avoid the negative influences of health systems. In con-
trast, we found the Indigenous-oriented studies sought to
change health systems by supporting Indigenous Peoples
to participate in their health decision making.

Limitations and strengths
The limitations and strengths of the review centre on
the appropriateness and relevance of reviews to address
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Indigenous issues [99]. The potential limitations of this
review include poor indexing of studies in databases, a
lack of tested protocols for conducting systematic reviews
in Indigenous health, and the potential for inclusion of
more grey literature. In response, given the poor index-
ing of studies in electronic databases, it is possible that
some studies were missed; however, there is transparency
in the extensive search strategy. The review is limited by
the reality that currently most health research is written,
reviewed, and published by non-Indigenous scholars and
journals in academic systems that are founded in colo-
nial systems. The important contributions of Indigenous
scholars and knowledge systems to health research con-
texts will become more visible as the capacity for journals
to support publication of health research that is equity-
oriented improves and with the increasing numbers of
Indigenous researchers who extend thinking about how
to conduct health research. Our review is not intended as
an effectiveness review and involves framework synthesis
that is unlikely to substantially change with the inclusion
of new evidence [100]; additionally, no new studies were
located with the grey literature search. We anticipate
using the findings from this review to build grey litera-
ture search strategies in another, future review.

The strengths of our review include: 1) the oversight
and governance of Indigenous team members to embed
Indigenous knowledges and practices in our review pro-
cesses; 2) the use of a conceptual framework to organ-
ize concepts important to shared decision making with
Indigenous Peoples; 3) a comprehensive search strategy
that was developed with an academic librarian, the use
of two independent reviewers at each screening stage,
and; 4) Indigenous critical appraisal tools to identify the
strengths and relevance of included studies’ contribu-
tions to shared decision making and Indigenous self-
determination. Additionally, the use of the ENTREQ
and PRISMA-Equity guidelines in this review provide
a standardized approach to reporting and contributes
to building evidence on best standards for systematic
reviews supporting health equity [40, 41].

Conclusions

Health care systems and settings have been identified
as places where racism and negative histories exist,
with policies that structure routines and behaviour
that are not inclusive [80, 101]. While there are exam-
ples of health care settings that have been designed to
provide culturally appropriate care that include care
for Indigenous Peoples [102-104], there are limited
descriptions of interventions to support Indigenous
Peoples to participate in health decision making.
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Shared decision making tools and approaches are
complex interventions that are developed to facilitate
shared decision making process with people who span
health systems, from patients and families to policy
makers [105].

Our review provides examples of how to develop and
evaluate shared decision making interventions with
Indigenous Peoples. It extends thinking beyond Western-
oriented conceptions of shared decision making interven-
tions. Overall, Indigenous-oriented studies sought to make
health care systems more amenable to shared decision
making for Indigenous Peoples, while Western-oriented
studies distanced shared decision making from health
care settings. Our findings demonstrate that it is possible
to do high quality research to develop and evaluate shared
decision making interventions with potential to support
Indigenous Peoples to participate in their health decisions.
Further studies that are solutions-focused and support
Indigenous self-determination are needed.
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