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Plain English summary
Tailoring and testing a peer support decision making strategy with First Nations, Inuit and Métis people making decisions about their cancer care: A study protocol.
First Nations, Inuit and Métis (FNIM) people face higher risks for cancer compared to non-FNIM populations. They also face cultural barriers to health service use. Within non-FNIM populations an approach to health decision making, called shared decision making (SDM), has been found to improve the participation of people in their healthcare. Peer support with SDM further improves these benefits. The purpose of this study is to tailor and test a peer support SDM strategy with community support workers to increase FNIM people’s participation in their cancer care.
This project has two phases that will be designed and conducted with a Steering Committee that includes members of the FNIM and cancer care communities. First, a peer support SDM strategy will be tailored to meet the needs of cancer system users who are receiving care in urban settings, and training in the SDM strategy developed for community support workers. Three communities will be supported for participation in the study and community support workers who are peers from each community will be trained to use the SDM strategy.
Next, each community support worker will work with a community member who has a diagnosis of cancer or who has supported a family member with cancer. Each community support worker and community member pair will use the SDM strategy. The participation and experience of the community support worker and community member will be evaluated.
The research will be used to develop strategies to support people who are making decisions about their health.

Abstract
Tailoring and field-testing the use of a knowledge translation peer support shared decision making strategy with First Nations, Inuit and Métis people making decisions about their cancer care: A study protocol

                  Background
                
First Nations, Inuit and Métis (“FNIM”) people face increased cancer risks in relation to general populations and experience barriers to health service use. Shared decision making (SDM) has been found to improve peoples’ participation and outcomes in healthcare and peer support with SDM further improves these benefits. The purpose of this study is to tailor and then field test, by and with FNIM communities, a peer support SDM strategy for use in cancer care.

                  Methods
                
This project has 2 theory-driven phases and 5 stages (a-e). A core research team that includes members of the Aboriginal Cancer Control Unit of Cancer Care Ontario communities and academic researchers, will work with a Steering Committee. In phase 1, (stage a) a peer support SDM strategy will be tailored to meet the needs of cancer system users who are receiving care in urban settings and (stage b), training developed that will i) introduce participant communities to SDM, and ii) train community support workers (CSWs) within these communities. Next (stage c), three communities will be approached for voluntary participation in the study. These communities will be introduced to SDM in community meetings, and if in agreement then CSWs from each community will be recruited to participate in the study. One volunteer CSW from each community will be trained to use the peer support SDM strategy to enable phase 2 (field test of the peer support SDM strategy).
During phase 2 (stage d), each CSW will be matched to a volunteer community member who has had a diagnosis of cancer or has supported a family member with cancer and is familiar with Ontario cancer systems. Each CSW-community member pair (3 to 4 pairs/community) will use the tailored peer support SDM strategy; their interaction will be audio-recorded and their participation and experience evaluated (total of 9 to 12 interviews). As well (stage e), data will be collected on health systems’ factors related to the use of the peer support SDM strategy.

                  Discussion
                
Findings will develop peer support SDM strategies to enhance participation of FNIM people in cancer care decisions, advance knowledge translation science, and support a proposal to conduct a multi-site implementation trial.
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Background
First Nations, Inuit and Métis (“FNIM”) populations who are living in Canada have disproportionate and increasing rates of cancer relative to the general population. For First Nations compared to the general population, cancer incidence is rising more rapidly (especially colorectal cancer) [1] and survival is poorer for several cancer types, including the four most common: breast, prostate, colorectal and lung [2]. Although little is known about cancer in Ontario’s Inuit and Métis populations,1 evidence is accumulating that their cancer rates are disproportionately higher, and in particular for lung cancer, compared to non-FNIM populations [3, 4].
Western healthcare models reflect values, knowledge systems, and care practices that may not align with those of FNIM people [5, 6] and with impacts on the participation of FNIM people in mainstream healthcare settings [5, 7–10]. There is a long history of colonization and loss of cultural identity which continue to have dramatic impacts on ways of life and all aspects of health. While FNIM people demonstrate tremendous cultural resilience [11], FNIM people experience ongoing marginalization and poor health and well-being as a result of complex colonial relations of power [12, 13] within Canadian society and that include health systems [5]. As well, misunderstandings can exist between health providers and FNIM clients and may affect the ability of health providers to help their clients achieve optimal health. Health providers may not understand the perspectives of an FNIM client: when they cannot clearly and meaningfully communicate with an FNIM client, they may treat the client as culpable for misunderstandings or being disinterested in their healthcare. For example, the higher (in relation to general populations) cancer mortality among Aboriginal people in Australia is attributed to poor detection and screening access, as well as inadequate and culturally inappropriate treatment and support services [10]. Western-trained healthcare providers typically lack understandings of diverse FNIM cultures [6, 14] and this has had a negative impact on the health of FNIM people [15], as well as affecting their participation in healthcare settings, including cancer care [10, 16]. These factors can ultimately result in poor health status, marginalization within the health system and increase risk for experiences of racism for FNIM people [17, 18].
Shared decision making (SDM) is an important evidence-informed strategy that holds the potential to promote peoples’ participation in their health decisions, and could contribute to better health system participation and improved healthcare outcomes for FNIM people. SDM is a central feature of client-centred care [19, 20]. It engages healthcare providers with people in health decisions [21], increases participation in health settings and fosters knowledge translation (KT) [22] in a process of information sharing between healthcare providers and users. SDM is enacted through healthcare delivery approaches and tools [23, 24]. As well as structuring a collaborative, client-centred approach between practitioner and client, SDM tools and approaches promote the sharing and use of information on the benefits and harms of care options. Further, SDM has been found to increase people’s involvement in making more informed and values-based care decisions [24, 25] and to be of particular benefit to populations that experience health and social disadvantage (i.e., health equity gaps) [26]. SDM approaches and tools are currently being developed and implemented in international settings and are evolving as standards of care [19, 20]. SDM has considerable potential to narrow health equity gaps by engaging FNIM people with their healthcare providers in decision making. Interventions to engage FNIM populations collaboratively in making decisions about their health are under development [27] and the work proposed here contributes to the development of the evidence base that may be used to design a future intervention study to measure the effectiveness of a SDM intervention. SDM has begun to be explored with these populations along with peer support which has been identified as an important feature of this work [28, 29].
Peer support is defined by Dennis as “the provision of emotional, appraisal, and informational assistance by a social network member who possesses experiential knowledge of a specific behaviour or stressor and similar characteristics as the particular population” [30]. In short, peer support workers extend health systems reach [31]. Within Ontario’s cancer systems community-based peers provide community-based health systems peer support to First Nation, Inuit and Métis communities. These community peers are referred to by different names such as Community Health Representatives, Home Care Workers, or Personal Support Workers. Collectively, FNIM community-based peers can be called “community support workers” (“CSWs”). Ensuring health equity for all Ontarians across the cancer system is one of the six goals identified by Cancer Care Ontario in the fourth Ontario Cancer Plan (OCP IV) [32]. Within this goal, Ontario’s FNIM people are accorded a priority focus. The OCP IV commits Cancer Care Ontario to address the needs of FNIM people through the implementation of the third Aboriginal Cancer Strategy (ACS III), the vision of which is “to improve the performance of the cancer system with and for First Nations, Inuit and Métis peoples in a way that honours the Aboriginal Path of Well-being” (p. 7) [33] and that is led by members of Cancer Care Ontario’s Aboriginal Cancer Control Unit. Cancer Care Ontario’s Aboriginal Cancer Control Unit networks and resources are well-positioned to utilize peer support SDM through engagement of CSWs to enhance participation of FNIM populations making decisions about their cancer care.
Research approach
Given the health and social systems and structures that undermine the health and well being of FNIM populations, it is imperative that research to explore and adapt current approaches to SDM be conducted in full collaboration with FNIM people [34]. Prior to development of this proposal, a series of studies was conducted in full-partnership with an urban-based FNIM community, and a process of adaptation and usability testing resulted in the development of the peer-support SDM strategy [27–29, 35]. The work was conducted from within a mutually agreed upon partnership and ethical framework, and used a process aligned with the socio-cultural values of those in the partnership [36].
Health research is conducted with the expectation that it advances knowledge and eventually translates into improved health systems and health outcomes. The research study proposed here will be conducted in full partnership with cancer care health system and community partners (“knowledge users”). The partnership will be guided by a mutually agreed upon ethical framework (e.g., Ownership, Control, Access and Possession™ [37]) and an agreed upon theoretical approach such as postcolonial theory [38], that provides a theoretical lens to show everyday experiences of marginalization of FNIM people that occur in systems structuring human relations such as healthcare settings [39, 40]. Postcolonial theory may be used to implement research processes that examine SDM while promoting a decolonizing agenda [38]. Community-based participatory methods will be used as an appropriate approach for engaging in a research partnership that fosters integrated knowledge translation.
Knowledge Translation (KT) is defined by the Canadian Institutes of Health Research (CIHR) [41] as a dynamic and iterative process that includes synthesis, dissemination, exchange and ethically sound application of knowledge to improve health, provide more effective health services, products and systems. Integrated KT is an approach to research that involves engaging knowledge users (those who can act on research findings) in the research process from defining the research question to application of findings [42]. Integrated KT research is undertaken with the expectation that the outputs of the research will be culturally relevant, useful, and useable, and more likely to be applied in practice and policy and create greater capacity to use research by knowledge users. For these reasons, an integrated KT research approach is therefore also expected to produce more timely impacts. The proposed research adopts an integrated KT approach and was initiated following engagement with members of Cancer Care Ontario’s Aboriginal Cancer Control Unit, and Cancer Care Ontario’s Joint Ontario Aboriginal Cancer Committee (https://​www.​cancercareontari​o.​ca/​en/​cancer-care-ontario/​programs/​aboriginal-programs/​joint-cancer-care-aboriginal-committee). The Joint Ontario Aboriginal Cancer Committee is comprised of leadership from each of the First Nation Provincial Territorial Organization’s and independent communities, the Métis Nation of Ontario and Tungasuvvingat Inuit. The committee provides essential input and guidance on all the work that is performed by the Aboriginal Cancer Control Unit including reviewing this strategy at their latest gathering.
The processes integral to integrated KT build the opportunity for researchers and knowledge users to work collaboratively and utilize the expertise that each brings to the partnership [43] (Fig. 1). A previously developed and used collaborative approach to community-research partnerships [36] shall be utilized to foster an integrated KT approach.[image: A40900_2018_85_Fig1_HTML.gif]
Fig. 1The two-phase, five-stage study




The proposed research study has been developed in complete collaboration between academic researchers and members of the knowledge user organization that make up the Integrated KT team (“IKT team”), who are decision makers in the research study and co-authors of this proposal (JJ, MM, AS, AK, RS, IG). A previously developed peer support SDM strategy developed by and with an urban-based FNIM community [28] in Ontario will be tailored and then field-tested in urban settings for its use and potential to enhance participation of FNIM people making cancer treatment decisions.

Objective and research questions
The objective of the proposed two-phase, five-stage study is to tailor and field-test the use of a knowledge translation peer support SDM strategy to enhance participation of FNIM people in decisions about their cancer care and will also build evidence about KT science (Fig. 1). The study will answer the following research questions:	1)How might a previously developed peer support SDM strategy need to be tailored to enhance participation of FNIM people in making decisions about their cancer care?


 

	2)What training is needed to deliver the strategy to CSWs?


 

	3)Do the CSWs learn how to use the peer support SDM strategy in the training program?


 

	4)How acceptable, useful/relevant is the training perceived by trainee CSWs?


 

	5)Does the peer support SDM strategy support elements of SDM?


 

	6)Do CSWs and community members perceive the peer support SDM strategy as acceptable, useful, and relevant?


 

	7)What is the perceived feasibility of using the tailored peer support SDM strategy within cancer care systems?


 

	8)How can integrated KT research be conducted with FNIM communities?


 

	9)What are the perceived determinants (that is barriers and facilitators) for implementation of the peer supported SDM strategy?


 






Methods
The IKT team will be involved in and provide leadership throughout the 2 phases of the study that tailor (phase 1) and then field-test (phase 2) a peer support SDM strategy (“SDM strategy”) (Fig. 1). The IKT team will recruit and work closely throughout the study with a Steering Committee consisting of members that span the Ontario cancer system and who are familiar with the settings where cancer care delivery occurs for those likely to participate in this study (that is, urban settings of care). As the Cancer Care Ontario Aboriginal Navigators are linked closely to CSWs and FNIM communities in Ontario, the progress of the study will be reported at their monthly meetings for their monitoring and/or input. The two study phases are described across 5-stages (a-e): Phase 1 includes a) tailor the SDM strategy, b) develop training for CSWs in the use of the SDM strategy, c) train CSWs in the use of the SDM strategy, and Phase 2 includes d) field test the SDM strategy, e) evaluate the use of the SDM strategy to determine contributions to the science of KT.
The Ottawa Health Science Network Research Ethics Board (OHSN-REB) granted ethics approval for this study in May 2017 (#20170150-01H).
Phase 1
Tailor a knowledge translation strategy to enhance participation of FNIM people in decisions about their cancer care.
Research question 1 (stage a)
How might a previously developed peer support SDM strategy need to be tailored to enhance participation of FNIM people in making decisions about their cancer care?

                    Design
                  
A Steering Committee will tailor a previously developed peer support SDM strategy for use by CSWs, who support people that make cancer care decisions. Consensus building methods, that is, a structured process of deliberation and debate about concepts among members, will be used with the Steering Committee to iteratively tailor the SDM strategy (or strategies, to meet the preferences/needs of different FNIM-user community groups) with documentation of decision points in the process. The resulting SDM strategy will be agreed upon by the IKT team.

                    Intervention for adaptation
                  
The SDM strategy consists of the Adapted Ottawa Personal Decision Guide used with decision coaching and is designed to foster SDM [28]. It is based on the Ottawa Personal Decision Guide (OPDG), a tool that is validated for use in making any health-related or social decision. It can be used to help people summarize their current knowledge (of options, benefits, and harms), clarify their values associated with option outcomes, plan the next steps, and track their progress in decision making. The OPDG underwent a process of adaptation by and with the community using focus groups and usability testing, to become the Adapted OPDG, and for which FNIM participants recommended the use of a decision coach, and that is reported in detail elsewhere [28, 35]. Decision coaching is non-directive decision support provided by a trained individual. Training in the use of the Adapted OPDG with decision coaching has been developed as a workshop [44].

                    Participants and procedures
                  
Participants will be Steering Committee members who live in Ontario and who are members of the Cancer Care Ontario network of the Aboriginal Cancer Control Unit. The invitation to join the 7 to 9 member Steering Committee will be extended to individuals who themselves are members of FNIM communities and/or work with FNIM people who are in Ontario cancer care systems. The Steering Committee will consist of representatives of the Patient Family Steering Committee, CSWs, community health directors, members of the First Nations-Inuit-Métis Regional Health Tables, and healthcare providers. An important first step in the Steering Committee members’ work together involves the development of terms of reference, and in which Steering Committee members can indicate their preferences for when and how to meet as well as on points such as facilitation of the group meetings. It is proposed that they will be asked to participate in 2 to 3 focus groups conducted on-line, in an iterative process of tailoring the strategy to meet the needs of FNIM people accessing care situated in an urban setting and who are interacting with Ontario’s cancer system. The focus groups are proposed to be facilitated by the researcher(s) and a research assistant. They are anticipated to take up to 1 h each. Although the Steering Committee is to be considered a partner in the research, informed consent from members will be sought as information will be gathered from the Steering Committee during the study processes. Non-identifying demographic information will be collected from Steering Committee members, and they will then be guided as a group by the researcher(s) through use of the strategy with an example decision. The Steering Committee members will be asked to provide general feedback (for instance, organization, readability of the decision guide). Then, the strategy will be reviewed step by step to discuss specific adaptations to language and/or flow of ideas, and to document a rationale for changes. Field notes and/or audio recording by the researcher(s) and/or the research assistant will document the input by the Steering Committee members.

                    Analysis
                  
Data will be organized to map the adaptation process and summaries about the SDM strategy tailoring will be developed and analyzed for criteria indicating equivalence between the original and end product(s). The findings will be reflected back to the Steering Committee for further input, and then to the IKT team and any additional information will be incorporated into the tailored strategy(ies).

Research question 2 (stage b)
What training is needed to deliver the strategy to community support workers?

                    Design
                  
The Steering Committee will be engaged in consensus building methods during an iterative process of focus groups to develop both strategy training objectives and processes. The training development will be documented during the focus groups, and in consultation with the IKT team until there is full agreement on both strategy training objectives and process among IKT team members.

                    Participants and procedures
                  
Participants will be the Steering Committee members who will be invited to participate in 1 to 3 focus groups in an on-line process of developing training for the strategy. The focus groups are anticipated to take up to 1 h each and to be facilitated by researcher(s) and a research assistant. The Steering Committee will be guided as a group by the researcher through SDM strategy training using a previously developed SDM workshop based on the original strategy. The group will be asked to provide feedback on the training objectives and processes, and field notes and/or audio recording by the researcher and/or the research assistant will document Steering Committee input.

                    Analysis
                  
Data will be organized to map the training development process and summaries developed to explain the development of the end product(s). The final training product(s) will undergo a pilot test within the IKT team to ensure no further adaptations are required, and will then be agreed upon by the IKT team members and the Steering Committee.

Research questions 3,4 (stage c)
Do the CSWs learn how to use the peer support SDM strategy in the training program?
How acceptable, useful/relevant is the training perceived by trainee CSWs?

                    Design
                  
Consensus building methods will be used to introduce and seek approval from urban-based FNIM communities and the CSWs for the use of the strategy.

                    Participants and procedures
                  
Steering Committee members will identify potential community partners to be invited to learn about the study and will be communities situated in urban settings. Members of the IKT team will make contact with the communities and inform them of the study; if interested, a community agreement can be used to structure conversation about possible engagement in the research study. If needed, adjustments to the proposed research strategy can be made. Then, a plan to introduce the study to the community will be enacted. Participants will be general FNIM community members and will include CSWs. Community members will be purposefully invited (using posters, email) to participate with the researcher(s) in an English or Inuktitut2 introductory presentation about the SDM strategy and the research plan. If the community agrees with the proposed study aims, then a local CSW will be purposefully invited to participate in the strategy training following the community meeting.
It is proposed that the SDM strategy will be introduced at a community meeting by the researcher(s) and a research assistant to 3 FNIM communities who have responded to invitations to learn about the research study and the SDM strategy. The proposed method of introductions to community are subject to modification depending on preferences of community for necessary research approvals. Response to the community presentation about the SDM strategy will be documented in field notes by the researcher(s). If needed, adaptations to the SDM strategy/presentation will be made to ensure relevance to the particular community/ies. The appropriateness of the SDM strategy concepts will be indicated by community leaders through the granting of permission to recruit study participants (i.e., no objection to recruitment of community CSWs and community members).
If the community indicates that the SDM strategy and plan for research are appropriate, then the CSW from 3 communities will be invited to participate in the study. After reviewing and signing the consent form with the researcher, the CSW will be asked for some basic demographic information and then will be trained in the SDM strategy and their experience evaluated. CSW agreement to participate and training attendance will be considered to indicate SDM strategy concept appropriateness. Training acceptability, usefulness and relevance will be indicated by CSW training attendance and demonstration of learning objectives, and CSW self-report.

                    Analysis (community meetings)
                  
Expressions of concern or acceptance from the communities documented in field notes by the researcher will be entered into an Excel database and analyzed descriptively by the researcher, reviewed with the IKT team and with the Steering committee for input and approval of findings.

                    Analysis (CSW training)
                  
Information on acceptability, usefulness and relevance of the training will be gathered through (written) documented observations in field notes, and in the CSW interviews that are conducted post-training. Researcher field notes will be entered into an Excel database and analyzed descriptively by the researcher. Adjustments to the strategy training objectives or process will be mapped to decision points. Post-training interviews will be analyzed to seek demonstration for evidence of self-efficacy and learning objectives, that is, for evidence that demonstrates (such as in role play, during discussion) how to use SDM in their practice. Findings will be reviewed with the IKT team and Steering Committee.


Phase 2
Field-test the use of a knowledge translation SDM strategy to enhance participation of FNIM people in decisions about their cancer care and will also build evidence about KT science.
Research questions 5,6,7 (stage d)
Does the peer support SDM strategy support elements of shared decision making?
Do CSWs and community members perceive the peer support SDM strategy as acceptable, useful, and relevant?
What is the perceived feasibility of using the tailored peer support SDM strategy within cancer care systems?

                    Design
                  
A field test of the strategy will be conducted and the interaction between CSWs and matched community members evaluated. The SDM strategy will be evaluated for evocation of elements of SDM and to understand whether and how the CSWs and community members perceive the SDM strategy to be acceptable, useful and relevant, and the feasibility of its use. Our interpretation of success will be that of gaining consensus among community partners about the content and method of delivery of the intervention. As well, it is anticipated that the Steering committee and IKT team will define success based on criteria that are appropriate to the community and reflect the use of the SDM strategy: for example, do CSWs and community members feel satisfied with the interaction, does it help them to feel informed, do they indicate feeling supported, do they think it will help to foster better participation in making health decisions with their healthcare providers.

                    Participants and procedures
                  
Community members who have had a diagnosis of cancer or has supported a family member with cancer and is familiar with Ontario cancer systems from each community will be recruited for participation using posters as a handout or posting of them by CSWs and according to community protocol. Following a process of informed consent, community members will be asked some basic demographic information.
The use of the SDM strategy will be evaluated in a 30 to 60-min role-play of preparation to make a decision with a healthcare provider. The CSW and community member will choose a decision that is preferred by the community member before the role-play. The interaction between a CSW and 3 to 4 community members will be recorded and/or observed by the researcher (a total of 3 to 4 interactions per community). A standardized tool [45] and thematic analysis of the recorded and/or observed interactions will be used to evaluate the CSW-community member interaction for elements of SDM. Pre- and post-interaction surveys (for acceptability) and recorded and/or observed post interaction semi-structured interviews (usefulness, relevance) with the researcher will be used to evaluate CSW and community member experience.
To understand the feasibility of the strategy use, data will be collected on health systems’ factors that reflect barriers and facilitators and that are from researcher reflective notes and post-interaction interviews with CSW and community members. In addition, community health managers will be invited to comment on the feasibility of the SDM strategy. Following a process of informed consent, the manager will be asked for demographic information and then to indicate their preference to either participate in a short survey and/or interview related to the perceived feasibility, that is, barriers and facilitators in their area of the health system, for the use of the SDM strategy.
The Steering Committee and IKT team will agree (in consultation with respective communities) upon key criteria to determine the indicators for SDM strategy evaluation, that is, to identify whether the SDM strategy is favourable or unfavourable to evoke SDM, as well as the SDM strategy acceptability, usefulness, relevance and feasibility (see analysis).

                    Analysis (evidence for elements of shared decision making; perceived to be acceptable, useful, and relevant)
                  
The recorded and/or observed interaction between CSW-community member pairs will be analyzed using a standardized tool and a six-step thematic analysis [40] of the interaction to describe elements of SDM. Pre- and post-interaction surveys (for acceptability of SDM strategy) and post interaction semi-structured interviews (usefulness, relevance of SDM strategy) of CSW and community member experiences will be recorded and evaluated using thematic analysis to identify content (for evidence of strategy concepts) and process (for evidence of SDM strategy delivery approach) factors and contextualized using a postcolonial theoretical lens. Findings will be reviewed with the IKT team and the Steering Committee.

                    Analysis (feasibility of use)
                  
To understand the feasibility of the SDM strategy use, collected data from researcher reflective notes will be entered into an Excel database and analyzed descriptively by the researcher. Post-interaction interviews with CSW’s, community members, and managers will be analyzed descriptively with a six-step thematic analysis [46] process to determine feasibility for the use of the SDM strategy. Data will be contextualized using a postcolonial theoretical lens. Findings will be reviewed with the IKT team and the Steering Committee.

Research questions 8, 9 (stage e)
How can integrated knowledge translation research be conducted with FNIM communities?
What are the perceived determinants (that is, barriers and facilitators) for implementation of the peer supported SDM strategy?

                    Design
                  
The use of the SDM strategy will be evaluated using consensus methods to determine contributions to the science of KT and to understand i) how integrated KT can be conducted with FNIM communities and ii) the perceived determinants for future implementation of the SDM strategy.

                    Participant and procedures
                  
The Steering Committee and participating FNIM community members will be engaged to provide feedback to understand how integrated KT can be conducted with FNIM communities. An invitation to the community to meet will be made by poster/email and/or meeting with community leaders. The Steering Committee will be invited to review and comment by email or through an online or telephone meeting. Study documentation including meeting notes and a reflective journal that will have been kept by researcher(s) will be used in a process of document analysis. To identify the determinants for implementation of the strategy, an online and/or in-person presentation of study findings will be made to the Steering Committee and community members. Then, a survey and/or meeting discussion will be facilitated to obtain feedback about key facilitators and barriers to the use of the SDM strategy. Determinants for the future implementation of the SDM strategy will be developed and shared with the Steering Committee and the IKT team, and with final findings agreed upon by all. Final results will be disseminated using a plan agreed upon by the IKT team, Steering Committee members and participating communities.

                    Analysis
                  
Study documentation (meeting notes, reflective journal, study paperwork) will undergo a process of document analysis and findings summarized and situated in relation to the current integrated KT literature. The information will then be reflected to the Steering Committee and participating communities in the form of an online survey and/or in-person presentations and that considers issues of sustainability [47]. Information will be collected and organized to describe stakeholder perspectives on needs, supports and barriers for the determinants of SDM strategy implementation.


Limitations and strengths
Limitations of the study include failing to fully comprehend experiences of cancer care systems users as a small group of research participants are engaged from a limited number of communities. While the work proposed in this protocol may have some impacts it does not purport to directly tackle the substantial issue of institutional racism and exclusionary protocols and policies of cancer care and broader health systems. The strengths are that research approaches that strive for respectful and inclusive approaches towards FNIM people are being used. A Steering Committee and community participants are to be sought from distinct communities and that are anticipated to include one Inuit community, so that the socio-cultural context of potential users is incorporated into the tailoring and testing of the SDM strategy. As well, it is not the intent of the study to generate information that is generalizable to other communities, but to gather information that may potentially be used to collaboratively develop a larger study that can be designed to include a broader range of users designated as representative of groups for which the SDM strategy would be most important. To facilitate the evaluation of the data synthesis and credibility processes and demonstrate an awareness of how the study findings may potentially be transferred rich description, journal keeping, an audit trail, identification of clear outcomes, and contextualization of study findings are proposed.


Discussion
There are few studies of interventions to influence the health status of FNIM populations within cancer care. This protocol outlines a plan to tailor and to field-test a previously developed SDM strategy for use and potential to enhance participation of FNIM people making cancer treatment decisions. In doing this it is anticipated that knowledge will be developed and that may be used to inform a subsequent effectiveness study, and to contribute to KT science.
An integrated KT approach in research is more likely to result in the co-production, exchange, and dissemination of knowledge [48] and with significant contributions anticipated. Indeed, this protocol has been structured to strengthen the work already underway with Cancer Care Ontario’s Aboriginal Cancer Control Unit [49] to further advance the achievements to promote a culturally safe space for dialogue between cancer clients and their healthcare providers throughout the cancer journey.
The anticipated outputs include descriptive papers and presentations about the research study’s integrated KT processes. Specifically, information is anticipated to be about the use of SDM in cancer care in ways that are ethical, equitable and upholds viable partnerships between researchers and knowledge users to advance development of peer support SDM strategy as a cancer care system intervention. The evidence built in this research study will be used to support the development of a proposal to conduct a multi-site implementation trial of peer-supported SDM.
Finally, integrated KT is not yet well defined in the research literature [50] and this research study proposes to define, use and describe integrated KT theory, tools and approaches. It is anticipated that this research study could provide an example for other cancer care initiatives that seek to engage with knowledge users and develop timely, applicable and acceptable cancer care.

Acknowledgements
We thank Usman Aslam, Abtin Parnia, Alex Hizaka and Eva D’Souva for their support.
Funding
This study was conducted with the support of the Ontario Institute for Cancer Research and Cancer Care Ontario through funding provided by the Government of Ontario. JJ is supported by Canadian Institutes of Health Research Postdoctoral Fellowship Award.
IDG is a CIHR Foundation grant holder (FDN #143237)

Availability of data and materials
Not applicable


Authors’ contributions
JJ conceived of, led and co-ordinated the intellectual development and writing of the manuscript. MM, AS, AG, RS, IG participated throughout the development and writing of the manuscript and contributed substantially to the study design, revised the manuscript critically for important intellectual content, and provided feedback on drafts of the manuscript. All authors read and approved the final manuscript.

Ethics approval and consent to participate
Not applicable

Consent for publication
Not applicable

Competing interests
The authors declare they have no competing interests.

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


[image: Creative Commons]Open AccessThis article is distributed under the terms of the Creative Commons Attribution 4.0 International License (http://​creativecommons.​org/​licenses/​by/​4.​0/​), which permits unrestricted use, distribution, and reproduction in any medium, provided you give appropriate credit to the original author(s) and the source, provide a link to the Creative Commons license, and indicate if changes were made. The Creative Commons Public Domain Dedication waiver (http://​creativecommons.​org/​publicdomain/​zero/​1.​0/​) applies to the data made available in this article, unless otherwise stated.

References
1.
Marrett L, Chaudhry M. Cancer incidence and mortality in Ontario First Nations, 1968-1991. Cancer Causes Control. 2003;14(3):259–68.CrossrefPubMed

2.
Nishri ED, Sheppard AJ, Withrow DR, Marrett LD. Cancer survival among First Nations people of Ontario, Canada (1968-2007). Int J Cancer. 2015;136(3):639–45.PubMed

3.
Bartlett JG, Sanguins J, Carter S, Turner D, Demers A, Kliewer E et al. Cancer and related health care utilization in the Manitoba Métis population summary report – 2011. 2011. http://​www.​mmf.​mb.​ca/​docs/​cancer_​website_​summary.​pdf. Accessed 15 Oct 2016.

4.
Carrière GM, Tjepkema M, Pennock J, Goedhuis N. Cancer patterns in Inuit Nunangat: 1998-2007. Int J Circumpolar Health. 2012;71(1):18581.Crossref

5.
Jull JE, Giles AR. Health equity, aboriginal peoples and occupational therapy. Can J Occup Ther. 2012;79(2):70–6.CrossrefPubMed

6.
Browne AJ, Fiske JA. First Nations women's encounters with mainstream health care services. West J Nurs Res. 2001;23(2):126–47.CrossrefPubMed

7.
Tjepkema M, Wilkins R, Senécal S, Guimond E, Penney C. Mortality Of urban aboriginal adults in Canada, 1991–2001. Chronic Dis Can. 2010;31(1):4–21.PubMed

8.
Browne AJ. Discourses influencing nurses’ perceptions of First Nations patients. Can J Nur Res. 2005;37(4):62–87.

9.
Loppie C, Wein F. Our Journey: First Nations Experience in Navigating Cancer Care. Halifax: Cancer Care Nova Scotia; 2005. http://​content.​cancerview.​ca/​download/​cv/​fnim/​documents/​ourjourneypdf. Accessed 7 Nov 2016.

10.
Shahid S, Finn L, Bessarab D, Thompson S. ‘Nowhere to room…nobody told them’: Logisitical and cultural impediments to aboriginal peoples’ participation in cancer treatment. Aust Health Rev. 2011;35(2):235–41.CrossrefPubMed

11.
Kelm ME. Colonizing bodies: Aboriginal health and healing in British Columbia, 1900–50. Vancouver: UBC Press; 1998.

12.
Adelson N. The embodiment of inequity: health disparities in aboriginal Canada. Can J Public Health. 2005;96(Suppl 2):S45–61.PubMed

13.
Problems NKB. In search of solutions: health and Canadian aboriginals. J Community Health. 1998;23(1):59–73. https://​doi.​org/​10.​1023/​A:​1018774921637.​
                        Crossref

14.
Boyer Y. Aboriginal Health – The Crown’s Fiduciary Obligations. Discussion Paper Series #2, National Aboriginal Health Organization and the Native Law Centre of Canada. 2004.

15.
Smith D, Edwards N, Varcoe C, Martens PJ, Davies B. Bringing safety and responsiveness into the forefront of care for pregnant and parenting aboriginal people. Adv Nurs Sci. 2006;29(2):E27–44.Crossref

16.
Treloar C, Gray R, Brener L, Jackson C, Saunders V, Johnson P, et al. "I can't do this, it's too much": building social inclusion in cancer diagnosis and treatment experiences of aboriginal people, their carers and health workers. Int J Public Health. 2014;59(2):373–9.CrossrefPubMed

17.
Allan B, Smylie J. First peoples, Second Class Treatment: The role of racism in the health and well-being of Indigenous peoples living in Canada. Well Living House. 2015. http://​www.​wellesleyinstitu​te.​com/​wp-content/​uploads/​2015/​02/​Summary-First-Peoples-Second-Class-Treatment-Final.​pdf. Accessed 20 Sept 2016.

18.
National Aboriginal Health Organization (NAHO). Cultural competency and safety: A guide for health care administrators, providers and educators. 2008. http://​archives.​algomau.​ca/​main/​sites/​default/​files/​2012-25_​003_​019.​pdf. Accessed 20 Sept 2016.

19.
Dagone T. For patient’s sake: Patient First review commissioner’s report to the Saskatchewan Minister of Health, Regina. 2009. http://​www.​saskatchewan.​ca/​~/​media/​files/​health/​health%20​and%20​healthy%20​living/​health%20​care%20​provider%20​resources/​sask%20​health%20​initiatives/​patient%20​first/​patient%20​first%20​review%20​commissioners%20​report.​pdf. Accessed 12 Oct 2016.

20.
Weston WW. Informed and shared decision-making: the crux of patient centred care. CMAJ. 2001;165(4):438–9.PubMedPubMedCentral

21.
Elwyn G, Edwards A, Kinnersley P, Grol R. Shared decision making and the concept of equipoise: the competences of involving patients in healthcare choices. Br J Gen Pract. 2000;50(460):892–9.PubMedPubMedCentral

22.
Légaré F, Zhang P. Shared decision making. In: Straus SE, Tetroe J, Graham ID, editors. Knowledge Translation in Health Care: moving evidence to practice. West Sussex: Wiley; 2013. p. 217–21.

23.
Stacey D, Légaré F, Col NF, Bennett CL, Barry MJ, Eden KB, Holmes-Rovner M, Llewellyn-Thomas H, Lyddiatt A, Thomson R, Trevena L, Wu JH. Decision aids for people facing health treatment or screening decisions. Cochrane Database Syst Rev. 2017. Art. No.: CD001431;(Issue 1) https://​doi.​org/​10.​1002/​14651858.​CD001431.​pub4.

24.
Kiesler DJ, Auerbach AM. Optimal matches of patient preferences for information, decision-making and interpersonal behavior: Evidence, models and interventions. Patient Educ Couns. 2006;61(3):319–41.CrossrefPubMed

25.
Hibbard J, Greene J. What the evidence shows about patient activation: better health outcomes and care experiences; fewer data on costs. Health Aff. 2013;32(2):207–14.Crossref

26.
Durand MA, Carpenter L, Dolan H, Bravo P, Mann M, Bunn F, et al. Do interventions designed to support shared decision-making reduce health inequalities? A systematic review and meta-analysis. PLoS One. 2014;9(4):e94670.CrossrefPubMedPubMedCentral

27.
Jull J, Crispo J, Welch V, MacDonald H, Brascoupe S, Boyer Y, et al. Interventions for indigenous peoples making health decisions: a systematic review. PIMA. 2013;11(3):539–54.

28.
Jull J, Giles A. Minwaashin lodge – the aboriginal Women’s support Centre, Boyer Y, Stacey D. Cultural adaptation of a shared decision making tool with aboriginal women: a qualitative study. BMC Med Inform Decis Mak. 2015;15(1). https://​bmcmedinformdeci​smak.​biomedcentral.​com/​articles/​10.​1186/​s12911-015-0129-7.

29.
Jull J, Minwaashin Lodge, Stacey D, Boyer Y, Giles A. Health Decision-Making with aboriginal women: a qualitative study identifying needs, supports and barriers to shared decision-making. AlterNative. 2015;11(4):401–16.Crossref

30.
Dennis C. Peer Support within a heath care context: a conceptual analysis. Int J Nurs Stud. 2003;40:321–32.CrossrefPubMed

31.
Fischer EB, Ayala GX, Ibarra L, Cherrington AL, Elder JP, Tang TS, et al. Contributions of peer support to health, health care, and prevention: papers from peers for progress. Ann Fam Med. 2015;13(Suppl 1):S2–8.Crossref

32.
Cancer Care Ontario. Ontario Cancer Plan IV 2015-2019. 2015. https://​www.​cancercareontari​o.​ca/​en/​cancer-care-ontario/​ontario-cancer-plan. Accessed 27 Oct 2017.

33.
Cancer Care Ontario. Aboriginal Cancer Strategy III (2015-2019). 2015. https://​www.​cancercareontari​o.​ca/​en/​cancer-care-ontario/​programs/​aboriginal-programs/​cancer-strategy. Accessed 27 Oct 2016.

34.
Panel on Research Ethics. TCPS 2 – Chapter 9. Research Involving the First Nations, Inuit and Métis Peoples of Canada. 2015. http://​www.​pre.​ethics.​gc.​ca/​eng/​policy-politique/​initiatives/​tcps2-eptc2/​chapter9-chapitre9/​. Accessed 27 Oct 2016

35.
Jull J, Stacey D, Giles A, Boyer Y, Minwaashin lodge – the aboriginal Women’s support Centre. Shared decision-making and health for First Nations, metis, and Inuit women: a study protocol. BMC Med Inform Decis Mak. 2012;12:146.CrossrefPubMedPubMedCentral

36.
Jull J, Giles A, Boyer Y, Stacey D, Minwaashin lodge - the aboriginal Women’s support Centre. Building and enacting ethical research processes: the example of culturally adapting a decision making strategy. ACME. 2016;15(4) http://​142.​207.​145.​31/​index.​php/​acme/​article/​viewFile/​1317/​1212. Accessed 4 Sept. 2016

37.
First Nations Centre. In: Committee FNIG, editor. OCAP: Ownership, control, access and possession. Ottawa: National Aboriginal Health Organization; 2007.

38.
Battiste M. Introduction: unfolding the lessons of colonization. In: Battiste M, editor. Reclaiming Indigenous voice and vision. Vancouver: University of British Columbia Press; 2000. p. xvi–xxix.

39.
Reimer-Kirkham S, Anderson J. Postcolonial nursing scholarship: from epistemology to method. Adv Nurs Sci. 2002;25(1):1–17.Crossref

40.
Anderson JM. Towards a post-colonial feminist methodology in nursing research exploring the convergence of post-colonial and feminist scholarship. Nurs Res. 2002;9(3):7–20.Crossref

41.
Canadian Institutes of Health Research (CIHR). About us:knowledge translation 2016. http://​www.​cihr-irsc.​gc.​ca/​e/​29418.​html#2. Accessed 5 Jan 2017.

42.
Canadian Institutes of Health Research (CIHR). Guide to Knowledge Translation Planning at CIHR: Integrated and End-of-Grant Approaches. 2015. http://​www.​cihr-irsc.​gc.​ca/​e/​45321.​html. Accessed 5 Jan 2017.

43.
Kothari A, Wathen N. A critical second look at integrated knowledge translation. Health Policy. 2013;109(2):187–91.CrossrefPubMed

44.
Jull J, Minwaashin Lodge – The Aboriginal Women’s Support Centre, Stacey D. (Presentation). Supporting Aboriginal Women to Engage in Shared Decision Making: A Skill Building Workshop. In: (Workshop) Indigenous Health Conference. Toronto: University of Toronto Conference Centre; 2014.

45.
Stacey D, Taljaard M, Drake ER, O'Connor AM. User manual – decision support analysis tool DSAT-10 [document on the internet]. Ottawa: Ottawa Hospital Research Institute; 2015. https://​decisionaid.​ohri.​ca/​docs/​develop/​User_​Manuals/​UM_​DSAT-10.​pdf. Accessed 12 Oct 2017.

46.
Braun V, Clarke V. Using thematic analysis in psychology. Qual Res Psychol. 2006;3(2):77–101. https://​eprints.​uwe.​ac.​uk/​11735/​2/​thematic_​analysis_​revised_​-_​final.​pdf.​ Accessed 2 Oct 2017
                        Crossref

47.
Milat AJ, Newson R, King L, Rissel C, Wolfenden L, Bauman A, Giffin M. A Guide to scaling up population health interventions. Public Health Res Pract. 2016;26(1):e2611604. https://​doi.​org/​10.​17061/​phrp261160417061/phrp2541543.CrossrefPubMed

48.
Parry D, Salsberg J, Macauley AC. A Guide to Researcher and Knowledge-User Collaboration in Health Research: Canadian Institutes of Health Research (CIHR); 2009. http://​www.​cihr-irsc.​gc.​ca/​e/​44954.​html. Accessed 12 Oct 2016.

49.
Cancer Care Ontario. Aboriginal Cancer Control Unit. 2015. https://​www.​cancercare.​on.​ca/​about/​programs/​aborstrategy/​aboriginal/​. Accessed 17 Oct 2016.

50.
Gagliardi A, Berta W, Kothari A, Boyko J. Integrated Knowledge translation (IKT) in health care: a scoping review. Implement Sci. 2015;11(38). https://​implementationsc​ience.​biomedcentral.​com/​articles/​10.​1186/​s13012-016-0399-1. Accessed 2 Oct 2017.

51.
Chiefs of Ontario, Cancer Care Ontario and Institute for Clinical Evaluative Sciences. Cancer in First Nations People in Ontario: Incidence, Mortality, Survival and Prevalence. Toronto, 2017. https://​www.​cancercareontari​o.​ca/​en/​statistical-reports/​cancer-first-nations-people-ontario-incidence-mortality-survival-and-prevalence. Accessed 14 Dec 2017.



Footnotes
1A lack of ethnic identifiers in Canadian administrative databases limits our ability to measure cancer burden in First Nations, Inuit and Metis populations. In Ontario, through appropriate data governance and sharing agreements, the Indian Register has been linked with the Ontario Cancer Registry to produce a report on cancer in First Nations people [51]. Currently, no comparable set of data/agreements exist with Metis or Inuit populations in Ontario.

 

2Should other anticipated languages be preferred by participating community members for any part of the research process (Ojibway, Cree, Mohawk) they will be accommodated.
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