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Abstract
Background
Peer-led programs with people who use drugs (PWUD) have been a key characteristic of the harm reduction in many countries, including their involvement in research. However, peer involvement in research is often limited to recruitment, consultation, and reporting back, rather than a genuine collaboration in the priority setting, design, and conduct of research. PWUD peer organizations face ongoing challenges to demonstrate the depth of their knowledge of current and emerging issues within drug-using networks and the value of their peer insights for effective research and policy. The identification of benefits, barriers, and enablers for meaningful participation of PWUD in research has often been limited to methodological rather than system level factors.

Methods
This paper draws on the experiences and findings of the What Works and Why (W3) Project, a 5-year collaborative study with peer organizations. The study drew on systems thinking methods to develop a framework to demonstrate the role of peer organizations within their community and policy systems. The study required peer staff and researchers to undertake the simultaneous role of drivers, participants, and analysts in the research. To identify the learnings in relation to meaningful participation of PWUD peer organizations in research, we drew together the insights and experiences of peer staff and researchers across the 5 years of the study

Results
The W3 Project provided insights into the nuances of community-engaged research practice and the ongoing benefits, barriers, and enablers to the meaningful participation of PWUD and their peer organizations. These included system-level barriers and enablers beyond individual research projects or methodology. The capacity of research and peer organizations to maintain meaningful peer participation in research can be restricted or enhanced by the systems in which they are embedded.

Conclusions
Recognizing peer organizations as active participants and drivers within community and policy systems can help clarify their unique and critical role in research. Achieving meaningful collaboration with PWUD peer organizations requires looking beyond good practice methods to the system-level factors with attention to the system-level benefits, barriers, and enablers.
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Background
Peer-based programs and organizations have been an integral part of health promotion and service delivery with people who use drugs (PWUD) for decades [1, 2]. They originated in Western Europe and North America in the late 1960s and evolved, developed, and expanded in response to emerging epidemics of HIV and hepatitis C in the 1980s and 1990s [3, 4]. At first, these programs were principally oriented towards the communities from which they emerged [3]. Later, as public health research and policymakers began to study and fund peer-based programs, peer organizations began to renegotiate their relationships with research projects and health systems [5–10].
PWUD peer organizations continuously adapt with their communities to new challenges and opportunities to improve the health, the well-being, and the rights of their communities [7, 11, 12]. PWUD have demonstrated that their organized peer-based response is a key component of effective national strategies for the public health response to HCV and HIV [2, 11, 13]. These peer organizations have expanded the dissemination of injecting equipment and social practices for safer injection, as well as disseminated knowledge that PWUD can use in everyday life to navigate the contextual pressures that weigh against safer use (including policing, criminalization, stigma, and discrimination) [11, 14–19]. However to achieve this, PWUD peer organizations are themselves vulnerable to, and must navigate, tensions between support for harm reduction-based health promotion and the stigmatization, prohibition, and criminalization of drug use which can undermine such support [20, 21].
The navigation of highly political contexts and circumstances has been a hallmark of these peer organizations [2, 22]. Their approach is often defined by their simultaneous engagement with community and policy systems and their ability to be nimble and flexible in responding to complex and politically volatile environments and contexts.
The participation of peer organizations within their communities, and their navigation of the political and health service contexts, provides them with knowledge of current and emerging issues within drug-using networks. The importance of this knowledge underpins the collaboration between PWUD peer organizations and researchers. PWUD peer workers have been found to assist in establishing more effective communication between communities of people who use drugs and research institutions, acting as a “bridge” in building or rebuilding trust and credibility and co-creating effective research priorities and methods [23].
However, the community and strategic insights peer organizations are able to provide can be undervalued by research, policy, and health services—and sometimes among peer organizations themselves [2, 10, 11, 24]. The engagement of PWUD in academic research has often been limited to consultation (for example, the inclusion on steering groups) and assistance with recruitment. This top-down, expert-driven mode of public health intervention that provoked the formation of peer organizations and peer-based programs and the “Nothing About Use Without Use” philosophy [1, 25] that informs their participation in policymaking applies equally to academic research seeking to recruit PWUD and represent their experiences. In this context, research that collaborates with PWUD peer organizations is a political as well as an evidence-based decision grounded in human rights principles.
In reflecting on the challenges and opportunities of research that engages with peer organizations and experience, this paper draws on the experiences and findings of the What Works and Why (W3) Project [26–28]. The project was a 5-year collaborative study with peer-led and community-based organizations that sought to develop a practice-based program theory and framework for peer programs, and then trial the application of this work within partner organizations [29]. The W3 Project provides insight into the nuances of community-engaged research practice and the ongoing benefits, barriers, and enablers of the meaningful involvement of PWUD peers and peer organizations in strategic research.
The paper first provides an overview of the W3 Project and its methods, with an emphasis on the ways peer organizations participated in driving the progress and evolution of the study through its different phases. We will then discuss the learnings from the study for achieving research that centers and enables the participation of peers and peer organizations at every stage of the research process. These learnings are drawn both from the experience of the study collaborators as well as findings the from the W3 Project research itself. These learnings are grouped under the headings of benefits, barriers, and enablers.

W3 Project methods and involvement of PWUD peer organizations
The W3 Project partner organizations (Table 1) acknowledged the need to better understand how peer organizations contribute to Australia’s national strategies for HIV and HCV prevention and treatment. To achieve this understanding, we piloted the use of participatory methods for systems thinking and modeling, informed by the theory of complex adaptive systems [31–33]. Systems thinking helped us to identify and understand the complex relationships between all the moving parts of a community and policy system, and how they can generate emergent structures and effects. For example, the way the policy, health, justice, and research organizations enable, constrain, enhance, or resist PWUD peer organizations and their communities is an important part of understanding the role and impact of PWUD peer organizations in their system. The full methods of the W3 Project, and the development of the W3 Framework, are described in detail elsewhere [29]. Below, we have summarized these methods, with a focus on the role of peer participation and leadership throughout the study. We have added the partnership building prior to the project commencing and the subsequent trial and application of the W3 Framework, which have not been previously described [29].Table 1The W3 collaboration


	W3 Project: understanding what works and why in peer-based and peer-led programs in HIV and hepatitis C
 Australian Federation of AIDS Organizations (the national peak body for the community-based response to HIV),
 Australian Injecting and Illicit Drug Users League (the national peak body for people who use drugs peer organizations),
 Harm Reduction Victoria (people who use drugs peer organization),
 Western Australian Substance Users Association (people who use drugs peer organization),
 Victorian AIDS Council (community and peer-based organization with services for gay and bisexual men, people who inject drugs, and people with HIV),
 Scarlet Alliance–Australian Sex Workers Association (national peer-based sex worker organization),
 National Association of People Living with HIV/AIDS (national people with HIV peer organization),
 Living Positive Victoria (people with HIV peer organization),
 Positive Life New South Wales (people with HIV peer organization),
 Queensland Positive People (people with HIV peer organization)


In Australia, “community-based” and “peer-based” are the dominant organizational descriptors. These organizations were established by the communities most affected by HIV (and later HCV) from the mid-1980s, and their governance is based within their communities. Most of their limited funding comes from national and state governments with varying contracting conditions and caveats. Community-based organizations at a policy level are considered part of the “HIV partnership” alongside clinical services, research, and government. As with most countries, these relationships have waxed and waned over the past three decades [2, 30].



Phase 1: Building the partnership
Prior to the W3 Project commencing, the first author had been conducting research into peer-based programs in health promotion for over a decade and had collaborated with many of the community and peer organizations who became part of the W3 Project. These collaborations identified the shared challenge of finding ways to demonstrate the quality and impact of peer-based programs and their role within the overall HIV and HCV response. Over a 12-month period, the first author hosted a series of meetings with the national, state, and territory peer and community organizations working in HIV and HCV. This resulted in collectively identifying the broad approach for the study and the ten organizations that were best placed to commit, to participate, and to collectively provide a broadly representative view in terms of communities of focus, organizational size, and geographic diversity (see Table 1). This initial phase included trialing a systems thinking workshop with senior management of the organizations to test elements of the proposed methods and build engagement. The collaboration successfully advocated for funding from the Australian Commonwealth Department of Health research investments (as part of the Australian national HIV and HCV strategies). The study was provided ethical approval by the La Trobe University Human Research Ethics Committee (Approval No: FHEC14/155).

Phase 2: Participatory workshops to develop system maps
Over a 2-year period, we conducted a series of 18 highly participatory systems thinking workshops (described in more detail below) with ten HCV- and HIV-focused community- and peer-led organizations from across Australia who worked with communities of people who use drugs, gay men, sex workers, and people living with HIV (see Table 1 for the list of organizations). This included over 90 participants from the organizations. All the organizations included drug use within their programs and peer context. Three of the organizations were PWUD peer organizations (two state/territory and one national organization which advocates on behalf of state and territory member organizations at the national level), and the workshops included 23 peer staff from these organizations. We drew on the experience and perspectives of PWUD peer practitioners working in areas such as needle and syringe programs, outreach, community development, workshop facilitation, policy reform and leadership, management, and governance. The PWUD peer staff and volunteers varied in age (20s to 60s), gender (male, female, and non-binary), and drug use networks and experiences, with most having a history of using opiates and injecting drug use.
The aim of the workshops was to develop detailed system maps of how peer-led programs operate within their community and policy environments [24]. To do this, we drew on complex systems theory [31, 32, 34] and systems thinking methods (specifically soft systems methods as described by Checkland [35] and Williams and Hummelbrunner [36]) to elicit and draw together the mental models of the participants and their experience within peer organizations. The dynamics of the relationships between the peer programs, the peer organization, their communities, and the policy and health systems were identified, discussed, debated, and refined within the workshops. This meant the peer staff were simultaneously contributing insights and collaborating in analysis as the system maps were generated and refined over multiple days. Descriptions of the system maps developed by the study are available online [27].

Phase 3: Analysis of system maps to identify common themes and functions
The full set of system maps [27] were analyzed to identify the key underlying functions and to develop a draft framework. This included negotiating within the partner organizations, an approach where we could conduct an iterative analysis that balanced the deep participation of the peer organization with the need to not overburden their investment in the study. The relationship built between the researchers and the peer organizations prior to and during the project meant the peer organizations identified a need for, and trusted, the research team to progress the analysis and move into a period of consultation and refinement of the framework. Each organization identified a peer worker with whom the research team could consult throughout the refinement process to generate an initial draft framework.

Phase 4: Review and refinements by organizations locally and validated nationally
The draft W3 Framework developed through phase 3 was then subjected to review by additional peer organizations and stakeholders from across Australia, thanks to the support of national peak organizations (who advocate on behalf of and represent the voices of state and territory member organizations at the national level). For example, the W3 Framework was reviewed at a national peak PWUD peer organization meeting (involving an additional 11 participants from three state/jurisdictional PWUD peer organizations who had not been directly involved in the study). Incorporating these steps into the usual function of the sector was essential to reduce the burden on the peer organizations (such as requiring additional trips or consultations) and engaging with senior peer staff during a time when they were considering national and strategic issues. This also allowed the research to be framed within broader national policy discussions. This phase finalized the W3 Framework.

Phase 5: Collaboratively develop indicators and tools
The W3 Project partnership was successful in accessing additional funds from the Australian Commonwealth Department of Health to apply the framework at a peer project and peer organization level. Over an 18-month period, the project used an action research approach [37] with two peer organizations (one peer-led drug user organization and one peer-led people with HIV organization) to develop, trial, and refine a broad range of quality and impact data collection tools that were usable, practical, and sustainable within the resources of the peer organizations. This included the development of key performance indicators and outcomes that demonstrated the role of peer organizations while also aligned with contracting requirements of funders. Peer staff were active participants in the development of the tools as well as the primary leads in trialing and refining the tools to be useful and sustainable. This required significant and ongoing time commitment from both peer and research staff. The first author spent on average half day per week in both peer organizations working with the peer staff as well as being part of the organization as a researcher in residence. The first author also participated in meetings between peer organizations and their funding agency as a critical friend and ally as the peer organizations applied the findings of the W3 Project into the scope of their funding agreements. This commitment from both the research staff and the peer organization staff was important to maintaining the trust and rapport between the researcher and the peer staff over a sustained period and minimizing the impact of changes in peer staff.

Identifying lessons
To identify the learnings in relation to the participation of PWUD peer organizations in a sustained research study, we drew together the insights and experiences of peer staff and researchers across the 5 years of the study. This included detailed notes from the workshops in phase 2 to 4 [26, 28] and the resulting system map [27], as well as the field notes from the action research in phase 5. We also drew on formal interviews and informal discussions with peer management and staff of peer organizations conducted as part of assessing the impact of the W3 Project [38]. The learnings were then collated by author 1, 5, and 6 and validated by staff from peer organizations (authors 2, 3, 4, 7, 8, 9, and 10). We have grouped these learnings under the headings of benefits, barriers, and enablers to the involvement of PWUD peer organizations and peer leadership within research studies.


Results: learnings on the involvement of PWUD peer organizations within research studies
Previous literature has identified good practice methods to the meaningful involvement of PWUD in policy, health services, and research (such as [1, 8, 19, 39–42]). However, much of this literature has focused on good practice engagement strategies and their benefits, with much less emphasis on the system level factors that may enhance or constrain meaningful involvement [6, 13]. Therefore, we have highlighted the learnings from the W3 Project which we felt were less represented in this literature.
Benefits
Benefits to PWUD peer organizations and peer workers
The W3 Project provided the opportunity to bring together different perspectives and expertise from across the peer workforce and turn this into knowledge useful to the organizations. For example, the co-creation of the system maps in phase 2 meant that peer organizations were able to refine or reorient the framing of elements of the emerging system maps and the W3 Framework at all stages of development. This collaboration translated anecdotal and internal knowledge of peer organizations into a robust, trusted account and expressed this in language that could influence policymakers [31, 35, 43]. The sustained collaboration ensured the outcomes were directly relevant (conceptually and practically) to the work of peer organizations, creating meaningful research outcomes. Peer staff reported increased confidence and trust in interacting and negotiating with researchers, and peer organizations were better equipped to inform and influence research priorities and the broader research agenda.

Benefits to researchers and research centers
Investing in and strengthening the relationship with the collaborating peer organizations over a sustained period was an opportunity for the research center to demonstrate credibility and authenticity within the broader peer organization sector and their communities. For example, the relationships within the W3 Project collaboration opened up credibility with community networks not previously available to research staff. This has supported the research center’s other work, including strategic insights for identifying research priorities, recruitment of community participants into current studies, promotion and endorsement of study results, support in advocating for research investment, and the emergence of new collaborations. The sustained relationship and profile of the W3 Project also increased the research organization’s credibility in the broader policy and research sector as an informed ally of the PWUD community and peer organizations, and able to more effectively support the voice of PWUD in environments where PWUD peer leadership may still be stigmatized or less influential.

Benefits to the outcomes of the W3 Project
Participation of stakeholders was a central component to the methodology used within the W3 Project [29]. Drawing on peer insights and experience for both data and analysis ensured the understanding of the complex experiences of PWUD, and the cultural role of peer organizations within PWUD communities remained central to the study. For example, in phase 2 to 4, peer staff were able to identify interactions and connections within the system maps that were not evident without deep peer knowledge and expertise. When applying the W3 Framework to practice in phase 5, peer participation informed a balancing of research rigor, conceptual accuracy, and practical use grounded in the reality of peer organizations and their communities and funding environment. As the W3 Framework was a jointly developed and shared resource, other community and peer organizations were able to draw on the framework for their own initiatives (for examples see [44–46]) which provided additional insights into the usefulness of the framework. Supporting the peer organizations’ ownership within the study facilitated better translation of the research into real practice, with insights gained through that praxis then guiding further research.


Barriers
The funding of peer organization services can be misaligned with their role in collaborating and advocating in research
The W3 Project found that peer-led health promotion is imbedded in the complex interactions between the peer programs they manage, the communities they participate in, and the policy and research environment within which they operate and collaborate [29]. Navigating this complex system was a key component of a peer organization’s successful influence and participation in policy and research. However, this system-level influence is generally not part of their service or program funding. We found that while peer organizations must navigate research and policy frameworks about community participation, peer leadership, and cross-sector partnership, peer projects are typically funded, monitored, and managed as purchaser/provider agreements with narrowly framed service provision outcomes. For example, maintaining a pool of strong and influential peer staff and volunteers is essential to any peer organization’s engagement with its communities. Less recognized is that this pool of peer staff and volunteers is also crucial to creating effective long-term partnerships with other organizations and essential to any meaningful participation in research. However, to recruit, support, and maintain such a pool of peers over time is an unrecognized (and typically unfunded) outcome of peer organizations managing a complex mix of discrete projects, each with narrowly constrained goals, often contracted by different funding sources. While this is not a new challenge, its impact on sustaining meaningful involvement in research is less well recognized. Peer leadership in research collaborations does not fit neatly into activity-based funding models that place emphasis exclusively on service delivery outputs. Further, there is a risk that building capacity in research advocacy may be interpreted as political advocacy, which many funding agreements implicitly or explicitly prohibit. These factors hinder the capacity of peer organizations to fulfill their policy participation role and to maintain their ability to influence or enhance research. The W3 Project was fortunate that the funders of the participating peer organizations demonstrated significant trust and flexibility in their commitment to peer organizations. There was an understanding of the interactive nature of the different peer projects, despite the difficulty in this being represented formally in funding agreements. This value placed on peer leadership by funders provided flexibility for the peer organizations to articulate research activity into the scope of funding agreements, allowing organizations to have some capacity to collaborate on research.

Peer leadership draws on communities already under pressure
A strength of peer organizations is their unique relationships within their communities [29]. This includes the ownership a community feels towards the peer organization, the drawing of staff and volunteers from the community, and the peer organization’s participation as a part of the community. However, this also adds a layer of complexity. Peer staff and volunteers are drawn from communities under pressure from marginalization, discrimination, criminalization, and higher rates of health complications, mental health challenges, and interaction with the legal/justice system. For example, the director of one of the peer organizations, the late Jenny Kelsall, was a strong leader within the peer community and the sector more generally. During the time of the W3 Project, Jenny became very ill for an extended period and passed away from liver cancer. The peer organization and its community experienced not only the loss of a highly respected and influential peer leader, but also the constant reminder that despite advances, their community was continuing to carry the burden of health issues and mortality due to HCV. While peer organizations have demonstrated incredible resilience and innovation [2, 7], these experiences nevertheless impact on the amount of flexibility there is across the peer staff and volunteer resources—both in time and emotional energy —to undertake reflexive practice, initiate new approaches, and meet the requirements of active participation in research processes [47]. For example, peer organizations are strong advocates for the co-design and action research approach to policy, health services, and research [1, 25]. However, co-design and action research (such as in the W3 Project) takes significant resources and emotional energy. It takes resilience to overcome the reluctance to invest limited resources in research after negative experiences from previous research. These experiences could be a mix of stigmatizing approaches, tokenistic participation, experiences of being “over researched” with repetitive studies, or having to orient and acclimatize each new researcher. While these are not necessarily new issues [25, 48, 49], the W3 Project found that at a peer staff or volunteer level, there is an emotional cost to playing the triple role of being collaborators, facilitators, and subjects of research. The workshop discussions in the W3 Project illustrated that identifying and then selecting which research is trustworthy and worth the “risk” and opportunity cost of being involved takes time and resources.

Political nature of peer programs with PWUD
PWUD peer organizations working in harm reduction may receive funding from policy outcomes with ideological rather than evidence-based origins (e.g., strategies to focus on harm reduction with a specific drug driven by media reporting rather than epidemiology [50]). The peer organizations are mindful in the way they adapt the implementation of these programs to remain relevant to their communities and their commitment to evidence-based practice, while navigating the policy agenda of funders. The system mapping work undertaken by the W3 Project required significant levels of trust between the peer organizations and the research team, and not all the nuance of the strategies and insights of navigating and influencing the complex policy and community systems could be shared outside of the study. The complexity of the nature of the work, the conflicting policy agendas, and the reasons or motivations for an adaptation cannot always be shared—but may be key to the outcome. From a research perspective, this can hinder full description of findings or sharing an understanding of the specificity of the context. While this was a challenge to be navigated in the development of the W3 Framework, we nevertheless found this “practice knowledge” of their complex system was present within these peer organizations. In other words, we found the peer staff were able to read between the lines as the nuance was not always explicitly stated in the research results.

Investment of time and resources does not guarantee timely benefits that are universally valued
For peer organizations, the benefits of investing in research are often not immediately visible or demonstrable, and so they can experience challenges to balance the possibility of future benefits against the need for visible short-term outcomes or immediate responses being demanded by their communities and funders. For example, the short-term benefits of participation in the W3 Project were not uniformly experienced across the peer organizations. Three PWUD peer organizations were involved in the development of the W3 Framework; however, the W3 Project only had the resources to work with one PWUD peer organization in the application of the framework to practice. The long-term benefits of the W3 Project for the broader peer sector are only now emerging and yet to be fully achieved.
For research centers, meaningful participation (as opposed to consultation) may be viewed as adding an additional layer of time and resources to the logistics of undertaking research. For example, the W3 Project methodology of participation through an iterative and reflexive study, and an emphasis on practice-based outcomes that were meaningful to peer organizations, limited the project’s capacity to translate the research quickly into multiple peer-reviewed journal papers. In the short term, meaningful collaboration can mean a focus on tailored outputs (such as community reports and briefings) and sector commitments (such as presentations, workshops, and training). This can result in delays in outputs that are more valued by academia (such as peer-reviewed publications). The broader research environment and structures that drive research funding do not always align with or value the time and resources required to maintain meaningful collaboration and share ownership of research direction with peer organizations.
Both PWUD peer organizations and research centers are constantly navigating shifting short- and long-term priorities. The opportunity cost of being involved in collaborative research is significant when resources are limited and timely benefits cannot be guaranteed. This needs to be recognized and incorporated into the planning of studies and the expectations of both research centers and peer organizations.


Enablers
Flexibility in research funding, resources, and project management
The W3 Project was funded by the Australian Commonwealth Department of Health as part of the strategic research investments to support the Australian national HIV and HCV strategies. The nature of the fund allowed the researcher to have methodological flexibility to incorporate meaningful participation and to make a multiyear commitment to the peer organizations.
The flexibility was also essential at a project management level. For example, the study needed a broad range of peer staff to participate and so needed to adapt the methods while maintaining commitment to the broader methodology. This included adapting the approach of multiday workshops in a way which allowed staff to move in and out of the workshops without warning to sustain service delivery (such as delivering needle and syringe programs or meeting the needs of complex clients). Schedules also needed to remain very flexible, such as when workshops were deferred due to the peer organizations needing to respond quickly to an unexpected political development in the complex drug policy arena. The frequency and complexity of these events were not something experienced to the same extent by research centers and needed to be factored into research plans and methods.

Ongoing demonstration of two-way trust and commitment
The establishment and maintenance of trust and commitment between the research partners was crucial for the study to remain flexible. The researchers needed to trust in the expertise, experience, and perspective of the peer staff; while the peer staff needed to trust in the commitment and authenticity of the research team. This included the researchers sharing the research direction and analysis role and ownership of the outcomes. While this was underpinned by a collaboration contract between the peer organizations and the research center, it was also practical. For example, rather than the research team discussing an interpretation issue and coming to a shared position to then present to the peer organization collaborators, the peer staff were actively involved in these discussions and the disagreement between researchers became just part of a broader shared debate. Demonstrating an authorizing environment where ideas could be openly discussed and challenged meant the peer staff did not have to “overcome” a unified view of the researchers—they were part of forming the shared view from the beginning.

Visible valuing of peer participation and leadership to counter system-level stigma
Insights from peer organizations are often a source of real-time knowledge about emerging community issues or unintended consequences in rapidly changing environments. These insights need to be drawn together in a way that is useful for influencing policy and research. This can be an extremely high bar for often underfunded organizations navigating marginalized illicit drug cultures and stigma. Consistent with other studies [9, 11, 21, 51], the W3 Project system mapping found that in some policy and research environments, insights from PWUD peer programs were routinely stigmatized and dismissed due to a range of individual, institutionalized, and structural impediments to the involvement of PWUD. Peer organizations are aware of the power differences in the voices and opinions across the policy, health service, and community sectors. For peer organizations to have meaningful participation and influence in research and policy, they need an environment that values and enables them to have this role [29]. This requires more allies across the research, policy, and health service system with a commitment to share with the peer organization’s real-time insights about research and policy developments and visibly value and act on the peer organization’s advice regarding the implications for their communities. We found that an important enabler for achieving quality peer participation in research is to make more visible valuing of peer participation within the policy and research system more broadly. In the short term, collaboration between peer organizations and researchers can enhance peer influence through the leveraging of the researchers’ institutional position in the system, but in the longer term, ongoing visible collaboration enhances the recognition and valuing of the peer voice in and of itself, through the increased visibility of peers and peer organizations in the system.



Discussion
Enhancing the meaningful involvement of PWUD and their peer organizations in research and policy has been an ongoing endeavor for decades [1] with literature discussing good practice as well as barriers and enablers [8, 25, 39–42, 52]. However much of this literature has focused on engagement strategies and research methodology, with much less emphasis on identifying system level factors that may enhance or constrain meaningful involvement [6, 13].
Drawing on the experiences and insights of a 5-year collaborative study into the system-level role of PWUD peer organizations, the W3 Project provided the opportunity to elicit insights and learnings regarding the system-level benefits, barriers, and enablers to meaningful involvement of PWUD peer organizations in research. The results suggest that PWUD peer organizations need the resources not only to demonstrate the validity of their connection and influence within their communities, but also to enhance and maintain their capacity to meet the demands of implementing and sustaining meaningful participation across research and policy. The results also illustrate that while research programs need the resources and flexibility to sustain meaningful relationships with peer organizations, this is not enough. To increase the support for and capacity of sustained PWUD peer participation, research organizations also need to be visible in their valuing of PWUD peer organizations and their participation in the broader research, government, and health services sector.
If research is to achieve meaningful and useful collaboration with peer organizations, then the issues involved need to be recognized as more than issues of methodology. We found that the capacity of research and peer organizations to sustain a commitment to meaningful peer participation in research can be restricted or enhanced by the complex systems in which they are embedded, and so system-level issues must be tackled as well.
The W3 Project, in phase 5, worked towards the development of indicators for the role and impact of peer organizations in community and policy systems [29]. Identifying system-level indicators to demonstrate the outcomes of meaningful participation of PWUD peer organizations in research, with attention to the system-level benefits, barriers, and enablers, may also be of benefit.
The lessons we have identified in this study have limitations in their generalizability. We only drew from the experiences of peer staff and researchers who participated in the W3 Project which was only conducted in Australia. The benefits, barriers, and enablers we identified may not be transferable to other contexts or countries as drug policy, legislative, and research environments vary significantly.

Conclusions
The W3 Project applied systems thinking to understanding the role of peer organizations in a public health response and the influence of peer-led programs within their communities and policy systems. Through this, the multiyear collaborative study provided insights into achieving meaningful participation of PWUD and their peer organizations.
Recognizing peer organizations as active participants and drivers within community and policy systems can help demonstrate more clearly their unique and critical role in research. Achieving and maintaining meaningful collaboration with PWUD peer organizations requires looking beyond good practice methods to the system-level factors with attention to the system-level benefits, barriers, and enablers.

Acknowledgements
We are grateful to people who use drugs and their peer organizations who have generously shared their time, experience, and leadership for the purposes of this and other research. We also thank all the organizations who were part of the W3 Project over the past 5 years (Australian Injecting and Illicit Drug Users League, Australian Federation of AIDS Organizations, Harm Reduction Victoria, Peer Based Harm Reduction Western Australia, Thorne Harbour Health (formerly Victorian AIDS Council), Scarlet Alliance–Australian Sex Workers Association, National Association of People Living with HIV/AIDS, Living Positive Victoria, Positive Life New South Wales, Queensland Positive People).

Authors’ contributions
GB and DR participated in the conceptualization and facilitation of the W3 Project and led the data collection, analysis, and writing of the results. GEP and JB participated in the conceptualization, data collection, refinement, and analysis of the results of the W3 study. JDu, JDi, HM, SJ, AC, and SC participated in the data collection, refinement, and analysis of the results of the W3 study. All authors contributed to the discussion and reflections regarding the participation of PWUD in the project and the lessons drawn from the project. GB, JD, JB, and DR drafted the manuscript. All authors participated in revisions. All authors read and approved the final manuscript.

Funding
The W3 Project was funded by the Australian Government Department of Health.

Ethics approval and consent to participate
The W3 Project was provided ethical approval by the La Trobe University Human Research Ethics Committee (Approval No: FHEC14/155).

Consent for publication
Not applicable

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


[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.
Jurgens R. “Nothing about us without us” — greater, meaningful involvement of people who use illegal drugs: a public health, ethical, and human rights imperative, International edition. Toronto: Canadian HIV/AIDS Legal Network International; HIV/AIDS Alliance; Open Society Institute; 2008.

2.
Madden A, Wodak A. Australia’s response to HIV among people who inject drugs. AIDS Educ Prev. 2014;26(3):234–44.Crossref

3.
Needle RH, Burrows D, Friedman SR, Dorabjee J, Touzé G, Badrieva L, et al. Effectiveness of community-based outreach in preventing HIV/AIDS among injecting drug users. Int J Drug Policy. 2005;16(Supplement 1):45–57.Crossref

4.
Stimson GV. Syringe-exchange programmes for injecting drug users. AIDS. 1989;3(5):253–60.Crossref

5.
Le LT, Grau LE, Nguyen HH, Khuat OHT, Heimer R. Coalition building by drug user and sex worker community-based organizations in Vietnam can lead to improved interactions with government agencies: a qualitative study. Harm Reduct J. 2015;12(1):38.Crossref

6.
Greer AM, Amlani A, Burmeister C, Scott A, Newman C, Lampkin H, et al. Peer engagement barriers and enablers: insights from people who use drugs in British Columbia, Canada. Can J Public Health. 2019:1–9.

7.
Jürgens R, Csete J, Amon JJ, Baral S, Beyrer C. People who use drugs, HIV, and human rights. Lancet. 2010;376(9739):475–85.Crossref

8.
Lazarus L, Shaw A, LeBlanc S, Martin A, Marshall Z, Weersink K, et al. Establishing a community-based participatory research partnership among people who use drugs in Ottawa: the PROUD cohort study. Harm Reduc J. 2014;11(1):26.Crossref

9.
Osborn B, Small W. “Speaking truth to power”: the role of drug users in influencing municipal drug policy. Int J Drug Policy. 2006;17(2):70–2.Crossref

10.
O’Gorman A, Quigley E, Zobel F, Moore K. Peer, professional, and public: an analysis of the drugs policy advocacy community in Europe. Int J Drug Policy. 2014;25(5):1001–8.Crossref

11.
Marshall Z, Dechman MK, Minichiello A, Alcock L, Harris GE. Peering into the literature: a systematic review of the roles of people who inject drugs in harm reduction initiatives. Drug Alcohol Depend. 2015;151:1–14.Crossref

12.
Henderson C, Madden A, Kelsall J. Beyond the willing and the waiting: the role of peer-based approaches in hepatitis C diagnosis and treatment. Int J Drug Policy. 2017;50:111–5.Crossref

13.
Jozaghi E, Greer AM, Lampkin H, Buxton JA. Activism and scientific research: 20 years of community action by the Vancouver area network of drug users. Subs Abuse Treat Prev Policy. 2018;13(1):18.Crossref

14.
Ashford RD, Curtis B, Brown AM. Peer-delivered harm reduction and recovery support services: initial evaluation from a hybrid recovery community drop-in center and syringe exchange program. Harm Reduc J. 2018;15(1):52.Crossref

15.
Callon C, Charles G, Alexander R, Small W, Kerr T. ‘On the same level’: facilitators’ experiences running a drug user-led safer injecting education campaign. Harm Reduc J. 2013;10:1.Crossref

16.
Jain B, Krishnan S, Ramesh S, Sabarwal S, Garg V, Dhingra N. Effect of peer-led outreach activities on injecting risk behavior among male drug users in Haryana, India. Harm Reduc J. 2014;11:3.Crossref

17.
Jozaghi E, Lampkin H, Andresen MA. Peer-engagement and its role in reducing the risky behavior among crack and methamphetamine smokers of the Downtown Eastside community of Vancouver, Canada. Harm Reduc J. 2016;13(1):19.Crossref

18.
MacLellan J, Surey J, Abubakar I, Stagg HR, Mannell J. Using peer advocates to improve access to services among hard-to-reach populations with hepatitis C: a qualitative study of client and provider relationships. Harm Reduc J. 2017;14(1):76.Crossref

19.
Treloar C, Rance J, Bath N, Everingham H, Micallef M, Day C, et al. Evaluation of two community-controlled peer support services for assessment and treatment of hepatitis C virus infection in opioid substitution treatment clinics: the ETHOS study, Australia. Int J Drug Policy. 2015;26:992–8.Crossref

20.
Ratliff EA, Kaduri P, Masao F, Mbwambo JKK, McCurdy SA. Harm reduction as a complex adaptive system: a dynamic framework for analyzing Tanzanian policies concerning heroin use. Int J Drug Policy. 2016;30:7–16.Crossref

21.
Dechman MK. Peer helpers’ struggles to care for “others” who inject drugs. Int J Drug Policy. 2015;26(5):492–500.Crossref

22.
Legal and Discrimination Working Party of MACBBVS. A series of 7 papers on the impacts of discrimination and criminalisation on public health approaches to blood borne viruses and sexually transmissible infections. Prepared for the Commonwealth Ministerial Advisory Committee on BBV and STIs (MACBBVS). Canberra, Australia: MACBBVS, available at http://​www.​hrc.​act.​gov.​au/​res/​September%20​2013%20​legal%20​issues%20​consolidated%20​papers%20​final.​doc; 2013.

23.
AIVL. Submission to House of Representatives Standing Committee on Health Inquiry into Hepatitis C in Australia. Canberra: Australian Injecting and Illicit Drug Users League; 2015.

24.
Brown G, Reeders D, Dowsett GW, Ellard J, Carman M, Hendry N, et al. Investigating combination HIV prevention: isolated interventions or complex system. J Int AIDS Soc. 2015;18(1):20499.Crossref

25.
AIVL. National Statement on ethical issues for research involving injecting/illicit drug users. Canberra: Australian Injecting and Illicit Drug Users League; 2003.

26.
Brown G, Reeders D. What Works and Why - W3 stage 1 -detailed methods and appendices. Melbourne: Australian Research Centre in Sex Health and Society La Trobe University; 2016. Available at www.​w3project.​org.​au.

27.
Brown G, Reeders D. What Works and Why - detailed system map reports. Melbourne: Australian Research Centre in Sex Health and Society La Trobe University; 2016. Available at www.​w3project.​org.​au.

28.
Brown G, Reeders D. What Works and Why - stage 1 summary report. Melbourne: Australian Research Centre in Sex Health and Society La Trobe University; 2016. Available at www.​w3project.​org.​au.

29.
Brown G, Reeders D, Cogle A, Madden A, Kim J, O'Donnell D. A systems thinking approach to understanding and demonstrating the role of peer-led programs and leadership in the response to HIV and hepatitis C: findings from the W3 project. Front Public Health. 2018;6:231.Crossref

30.
Brown G, O'Donnell D, Crooks L, Lake R. Mobilisation, politics, investment and constant adaptation: lessons from the Australian health-promotion response to HIV. Health Promot J Austr. 2014;25:35–41.Crossref

31.
Holland JH. Studying complex adaptive systems. J Syst Sci Complex. 2006;19(1):1–8.Crossref

32.
Ostrom EE, Dietz TE, Dolšak NE, Stern PC, Stonich SE, Weber EU. The drama of the commons: National Academy Press; 2002.

33.
Kingdon JW. Agendas, alternatives, and public policies: Longman Pub Group; 2003.

34.
Meadows DH, Wright D. Thinking in systems: a primer: Chelsea Green Publishing; 2008.

35.
Checkland P. Soft systems methodology: a thirty year retrospective. Syst Res Behav Sci. 2000;17(S1):S11–58.Crossref

36.
Williams B, Hummelbrunner R. Systems concepts in action: a practitioner’s toolkit: Stanford University Press; 2010.

37.
Kemmis S, McTaggart R, Nixon R. The action research planner: doing critical participatory action research: Springer Science & Business Media; 2013.

38.
Dunne J, Brown G. What Works and Why (W3) Project impact analysis. Melbourne: Australian Research Centre in Sex Health and Society La Trobe University; 2019. Available at www.​w3project.​org.​au.

39.
Closson K, McNeil R, McDougall P, Fernando S, Collins AB, Baltzer Turje R, et al. Meaningful engagement of people living with HIV who use drugs: methodology for the design of a Peer Research Associate (PRA) hiring model. Harm Reduct J. 2016;13(1):26.Crossref

40.
Boucher LM, Marshall Z, Martin A, Larose-Hébert K, Flynn JV, Lalonde C, et al. Expanding conceptualizations of harm reduction: results from a qualitative community-based participatory research study with people who inject drugs. Harm Reduct J. 2017;14(1):18.Crossref

41.
Jalloh C, Illsley S, Wylie J, Migliardi P, West E, Stewart D, et al. What Goes Around: the process of building a community-based harm reduction research project. Harm Reduct J. 2017;14(1):73.Crossref

42.
Scheibe A, Shelly S, Lambert A, Schneider A, Basson R, Medeiros N, et al. Using a programmatic mapping approach to plan for HIV prevention and harm reduction interventions for people who inject drugs in three South African cities. Harm Reduct J. 2017;14(1):35.Crossref

43.
Carey G, Malbon E, Carey N, Joyce A, Crammond B, Carey A. Systems science and systems thinking for public health: a systematic review of the field. BMJ Open. 2015;5:12.Crossref

44.
Barclay A, Pitt R. AFAO and AIDS councils’ theory of change. Sydney: Alison Barclay Consulting, Australian Federation of AIDS Organisations; 2017.

45.
Barclay A, Pitt R. AFAO and AIDS councils’ theory of change in action: series of case studies. Sydney: Barclay Consulting; 2017.

46.
Byrne J. Implementing and sustaining peer programs in Drug User Organisations and mainstream services. Canberra: Australian injecting and Illicit Drug Users League; 2017.

47.
Shepard BC. Between harm reduction, loss and wellness: on the occupational hazards of work. Harm Reduct J. 2013;10(1):5.Crossref

48.
Damon W, Callon C, Wiebe L, Small W, Kerr T, McNeil R. Community-based participatory research in a heavily researched inner city neighbourhood: perspectives of people who use drugs on their experiences as peer researchers. Soc Sci Med. 2017;176:85–92.Crossref

49.
Clark T. We’re over-researched here!’: exploring accounts of research fatigue within qualitative research engagements. Sociology. 2008;42(5):953–70.Crossref

50.
Moore D, Fraser S. Causation, knowledge and politics: greater precision and rigour needed in methamphetamine research and policy-making to avoid problem inflation. Addic Res Theory. 2015;23(2):89–92.Crossref

51.
Kerr T, Small W, Peeace W, Douglas D, Pierre A, Wood E. Harm reduction by a “user-run” organization: a case study of the Vancouver Area Network of Drug Users (VANDU). Int J Drug Policy. 2006;17(2):61–9.Crossref

52.
Greer AM, Amlani A, Pauly B, Burmeister C, Buxton JA. Participant, peer and PEEP: considerations and strategies for involving people who have used illicit substances as assistants and advisors in research. BMC Public Health. 2018;18(1):834.Crossref



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


OEBPS/sidebar.gif





OEBPS/cc-by.png
() _®





OEBPS/contact.gif





