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Abstract
Much innovation happens at the community level. Community-based services, by virtue 
of their setting, have proximity to consumer experiences, perspectives and needs, and 
often spearhead advances in community care and advocacy. Thus, leveraging local 
knowledges and supporting their translation across research, clinical practice and 
policy is integral in enabling an equitable ecosystem to enhance community wellbeing. 
However, research and evaluation (R&E) capacity and capability within community 
settings remains limited, hindering such knowledge-sharing and change. This article 
details a community-based participatory research (CBPR) project involving an 18-month-
long partnership between academic researchers and service providers at an Australian 
not-for-profit eating disorders organisation to build R&E. Collaboratively, we planned, 
co-designed and implemented monitoring, evaluation and learning practices into service 
delivery. This article shares: (1) the process of academic partnership within a community 
mental health context; (2) critical reflections on the complexities, strengths, challenges, 
and opportunities of engaging in CBPR in building capability/capacity; and (3) actionable 
recommendations to guide future efforts. We explain the need for a systemic approach to 
building R&E within the community sector and provide rich examples of CBPR in practice. 
Our learnings hold implications for how local knowledges are created, utilised and 
translated, and what will help moving forward to enhance community care.
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Introduction
Community is a central source of knowledge. Much, if not most, innovation in how we conceptualise 
social issues, such as mental health, and how best to address them, comes from voices of those they directly 
affect – the community. Across the mental health sector, lived experience and peer work is being increasingly 
embedded into research and service delivery in attempts to empower community voices (Musić et al. 2021; 
Utpala et al. 2023) and enhance health outcomes (NEDC 2019; Engage Victoria 2023). Community-
based organisations increasingly co-design and offer peer-led services (Farrar-Rabbidge & Squire 2022), 
which leads to the ground-up creation of local knowledges from the community, often by the community. 
Working at the granular, grassroots level community services serve as the gateway to important information 
(for example, consumer demographics, engagement, program/service evaluation outcomes) in naturalistic 
environments, which can be leveraged to advance mental health conceptualisation and care. This uniquely 
positions community-based services as powerful advocates and agents of change.

It is therefore essential that such knowledges be appropriately captured at the community level. To enable 
the reciprocal flow of information across community-based services, research, policy, and clinical practice, 
a multi-level ecosystem of robust research and evaluation (R&E) is required (see Figure 1; Ayton et al. 
2024; Lloyd et al. 2021). Specifically, this would enable: (1) lived/living experience voices to be supported 
(for example, through advocacy/funding efforts, guiding organisational values, processes and directions); (2) 
gaps and areas of need to be identified and addressed to better meet diverse community needs (for example, 
identification of under-serviced and marginalised populations); (3) existing community programs and 
innovations to be evaluated (for example, for safety, effectiveness and efficiency) and translated, contributing 
to the development of future innovations; and (4) the notable gap between research and clinical practice to 
be reduced (Robinson et al. 2020).

Figure 1.	� Ecosystem of equitable and responsive knowledge-sharing within healthcare, centring 
lived experience community voices at the core

For systems in which lived and living experience is a central facet of service delivery, the importance 
of R&E becomes even more pronounced. Supporting services to identify and address issues that directly 
affect community members is needed to aid advocacy and decision-making (Reed 2015), lead to better 
understandings (Guijt 2014) and enable community knowledge ownership (April et al. 2023; Israel et al. 
2012). Additionally, if services are to be for the community and by the community, they then must be 
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resourced to account and advocate for diverse community perspectives ( Jones et al. 2021) to reduce further 
marginalisation and epistemic injustices (Mooney et al. 2023) that see important knowledges neglected.

However, within a context of chronic under-investment, R&E practices within community-based 
organisations remain under-prioritised, which limits pathways of knowledge-sharing that remain either 
fragmented or entirely absent. For example, the costs required to support effective R&E often exceed 
allocated funding, resulting in a lack of organisational capability and R&E infrastructure. This creates a 
vicious cycle: under-resourcing prevents the ability of community services to secure funding to establish 
R&E systems and demonstrate their impact, which in turn stalls knowledge generation and translation 
across the sector. As a result, service improvements are delayed, and overall community outcomes remain 
constrained. Supporting community organisations to undertake robust R&E is therefore essential – not 
only to ensure the safety of community members (Stewart 2014) but to amplify diverse lived experience 
perspectives, enhance knowledge translation, and effect meaningful social change (Guijt 2014; Reed 2015).

This issue is particularly critical for under-prioritised and highly stigmatised conditions such as eating 
disorders. These complex conditions have rising prevalence (Hay et al. 2023) and far-reaching impacts, not 
only on individuals (Miskovic-Wheatley et al. 2023) but their families and kin (Fletcher et al. 2021), as 
well as broader systems and structures (Ágh et al. 2016). Despite the increasing social and financial costs 
(Butterfly Foundation 2024), funding for eating disorders research remains disproportionately limited 
compared to other mental health conditions (APPG 2021; Bryant et al. 2023). Additionally, dominant 
conceptualisations and treatment frameworks often lack diversity and cultural responsiveness (Clark et al. 
2023). The persistent under-prioritisation and ‘structural exclusion’ of eating disorders at large (Bryant et al. 
2023), coupled with the marginalisation of diverse perspectives (Asaria 2025; Verma 2024) underscore the 
urgent need to strengthen eating disorder research, policy and care (Ayton et al. 2024; InsideOut Institute 
2021; NEDC 2023).

Community-based participatory research (CBPR) is a broad framework in which researchers and 
community stakeholders collaborate to identify and address issues faced by the community (Wallerstein 
& Duran 2006). CBPR attempts to redress power imbalances by actively involving community partners in 
shared decision-making and research practices alongside academic partners. In this way, both community 
and academic partners contribute to the research process, sharing their unique expertise to learn from 
one another, create new knowledge and effect social change (Israel et al. 2018; Wilson 2019). Sanchez 
et al. (2023, p. 989) explain this further and call for systemic investment in ground-up, community-based 
initiatives:

Community-engaged work requires authentic relationship building, takes time, and does not fit the 
traditional research infrastructure that prioritizes proliferation of products (e.g. publications and grants) 
over transformation of mental health systems and clinical practices.

The benefits of CBPR are in its democratic approach, which not only captures community perspectives 
that may have previously been excluded from traditional research practices but centres them at the core of 
decision-making to better address community needs, simultaneously building knowledge and skills of all 
involved partners (Case et al. 2014; Guijt 2014).

One way of engaging in CBPR is through partnership between academics and community stakeholders 
(April et al. 2023; Morton et al. 2014), which has been utilised to enhance R&E within community services 
(Golenko et al. 2012). The expected benefits of community-academic partnerships specifically within the 
mental health sector are manifold; they may: (1) support community services to develop, maintain and own 
R&E systems of their own; (2) provide reprieve to capacity demands by offering academic assistance; and 
importantly, (3) enable knowledge-sharing between community services and research settings to promote 
advocacy and change. The collaborative nature of this approach appears appropriate within the eating 
disorder sector in which lived experience is becoming increasingly commonplace within service delivery 
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(Utpala et al. 2023), and considering the need for greater research and diversity in conceptualisations and 
care (Bryant et al. 2023).

In the current article, we share the experiences, reflections and recommendations as a group of 
community service providers and academic partners in co-designing and undertaking R&E practices 
within an Australian community mental health organisation through a partnership spanning 18 months. 
By sharing the enablers, strengths, challenges, and opportunities of undertaking this work, we present 
widespread considerations that impact R&E more broadly within the mental health sector to guide future 
advances. Our work extends previous community-engaged research methodologies (April et al. 2023; Reed 
2015) and guidelines (Sadler et al. 2012), simultaneously addressing the need for greater descriptions of 
community-academic co-design processes (Benz et al. 2024).

Academic-community partnership

CONTEXT AND BACKSTORY

The current CBPR project stemmed from a larger, four-year government-funded project led by author 
Maguire to enhance multilevel eating disorder research and translation across Australia. This was called 
the Mainstream project (www.mainstreamresearch.org.au) and began in 2020 at the InsideOut Institute 
for Eating Disorders (IOI), which is a collaboration between the University of Sydney and Sydney Local 
Health District. We have previously published a comprehensive project protocol (Verma et al. 2024).

This project funded a full-time postdoctoral researcher (author Verma) to be embedded and work ‘on 
the ground’ for 18 months at Eating Disorders Victoria (EDV), a community eating disorders organisation 
based in Melbourne, Australia (www.eatingdisorders.org.au). Alongside advocacy, EDV offers support for 
community members through clinical services (that is, telehealth counselling and nursing consultations), 
psychoeducational resources (for example, online courses and information), various psychosocial support 
groups and programs (Raspovic et al. 2024), and linkage to external services. Many staff bring some form of 
connection to the cause, either direct caregiving lived experience, and many programs are co-designed with 
or led by lived experience peers (EDV 2023).

As a not-for-profit service that is almost entirely funded (approximately 90 per cent) by the Victorian 
State Government, historically no funding has been specifically allocated to R&E, resulting in limited R&E 
practices. As detailed in the protocol, originally our project planned to co-design and implement R&E 
practices at EDV through academic partnership to enable the evaluation of an existing early intervention 
program for carers of a young person with an eating disorder. This program (Carer Coaching Program) 
was developed, and is facilitated by, trained lived experience peer workers (Carer Coaches) in response to 
long wait times consumers and families often experience in accessing eating disorder care within healthcare 
settings.

CO-DESIGN WORKING GROUP

The core working group consisted of author Verma as the primary research partner embedded at EDV, and 
several EDV staff members (community partners) involved in design and/or delivery of the Carer Coaching 
Program (that is, two lived experience program providers, two managers, the CEO, one program director), 
who all provided informed consent. One member in the working group had a personal history of an 
eating disorder, and three members had lived experience of caring for a person with an eating disorder. 
Author Verma received high-level research guidance from authors Miskovic-Wheatley and Maguire (IOI, 
University of Sydney), who also contributed to project decision-making. Additionally, she received internal 
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supervisory support from author Bruce (EDV), given the novelty and embedded nature of their role. 
Table 1 outlines the roles of all partners.

Table 1.	 Community and research partner roles

Partner (author) Role and organisation

Core working 
group based at 

EDV

1 Embedded postdoctoral researcher 

2 CEO, EDV

3 Director Clinical and Telehealth Services, EDV

4 Manager of Telehealth Programs, EDV

5 Manager Education and Research, EDV

8 Lived experience (peer) facilitator of Carer Coaching 
Program, EDV

Research partners 
at InsideOut

6 Research Stream Lead, IOI

7 Chief Investigator (Mainstream), Director of IOI

Note: Green shading indicates research partners, orange indicates community partners. IOI = InsideOut Institute for 

Eating Disorders. EDV = Eating Disorders Victoria.

PERSONAL ACCOUNTS

In Appendix 1, we have included several reflexive accounts from community and research partners to 
provide rich, multi-level perspectives and experiences of our project. These are referred to in the following 
sections but we strongly encourage readers to read our personal reflections for richer and deeper insights.

CO-DESIGN PROCESS

As detailed in the protocol (Verma et al. 2024) and author Verma’s account, we took a bottom-up, 
empowered approach to building R&E through academic partnership (BetterEvaluation 2021). Author 
Verma facilitated all meetings, which were designed to be collaborative in nature; community partners 
were encouraged to lead decision-making in line with best-practice community-engaged ways of working 
(Reed 2015). To track project process and the outcomes of building R&E practices, author Verma collected 
data longitudinally from the whole authoring team through meetings (audio recordings), semi-structured 
interviews, two formal questionnaires (baseline and mid-way), written correspondence (via emails, online 
chats) and comprehensive field notes that included key events and decisions, observations and personal 
reflections.

Over the course of 12 months, we held 75 meetings (a mix of one-on-one and group meetings, 
approximately 54.5 hours). To develop her capabilities in CBPR and program evaluation, and for 
background, author Verma sought ad hoc external consultation throughout the course of the project 
(27 sessions, approximately 30 hours) with a diverse range of professionals working within various fields 
such as eating disorders, program/service evaluation, cultural diversity, implementation science, editing and 
publishing, data management and ethics. Reflections were documented in her field notes. Author Verma 
engaged in 47 supervision sessions (approximately 42 hours), the majority with author Bruce (based at 
EDV).
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Initially, the working group held three 90-minute in-person meetings (August to September 2023) at 
EDV to: (1) identify prior staff experiences, attitudes, needs, and anticipated challenges of integrating R&E 
within service delivery; and (2) begin co-designing R&E processes, practices, and materials for the Carer 
Coaching Program (for example. evaluation questions, needs statement, program logic). We established an 
online group chat channel to regularly communicate, stay updated, and share ideas and documents. Sample 
research materials are provided in Appendices 2 to 4 (for example, meeting notes, draft evaluation plan, 
program logic).

EARLY PRESSURES, PUSHES AND PIVOTS

As we aimed to build and embed research practices at EDV, we sought ethics approval through the 
University of Sydney’s ethics committee, leveraging IOI’s affiliation to avoid application costs. Early on, 
we faced a key challenge: how to sustain an academic partnership once project funding had lapsed. Since 
research required ethics approval, which in our case depended on academic affiliation, we had two options – 
either proceed with the University of Sydney’s ethics process without a guaranteed long-term academic 
partner or seek approval through an independent ethics committee, which would cost several thousand 
Australian dollars. We ultimately chose the former, allowing us to pilot an evaluation of the Carer Coaching 
Program within the current project. However, this decision required us to work within a tight timeframe, 
making rapid decisions and developing research materials to meet ethics deadlines.

To navigate these early challenges, we were required to think strategically and act fast. This, however, 
seemed to pressurise and strain working relationships. As author Hansen reflects, ‘If there is one take away 
from this, it’s spending more time planning and establishing the group norms rather than launching into 
the depths of doing.’ Following initial planning meetings, author Verma prepared drafts of explanatory 
statements, consent forms and questionnaires for the ethics application, which she circulated to the working 
group. However, it soon became clear that ‘clearer consideration and planning’ (author Pollitt) was needed 
to define roles, clarify expectations and lay the groundwork for decision-making and effective collaboration 
(also see author Hansen reflection). More structured planning could have prevented community partners 
from feeling pressured to make decisions and, importantly, could have mitigated author Verma’s feelings of 
isolation and frustration (see reflection). A proactive approach could be to formulate group guidelines from 
the outset, outlining collaborative goals, responsibilities and a clear strategy for addressing how to ‘respond 
when is something is not going to plan’ (author Hansen).

During the ethics application process, we realised that adapting the Carer Coaching Program’s inherently 
flexible and personalised delivery to meet requirements set by the ethics committee would take greater time 
than anticipated, a challenge noted by other groups (Benz et al. 2024). Key decisions around the language 
and length of explanatory statements and consent form (‘I was very conscious of protecting carers from 
additional burden’: author Hams account), questionnaire content and use of technology for data collection 
required further time. While ethics approval was likely achievable, the extended process would have 
significantly reduced the time available to evaluate the Carer Coaching Program, which we had set out to 
do.

Through a joint decision by the authoring team, we collectively decided not to continue in pursuing 
ethics approval given our limited timeframe and objectives. Instead, we pivoted toward monitoring, 
evaluation and learning (MEL) practices. We believed this approach would fast-track data collection for 
evaluating the Carer Coaching Program within the project’s timeframe, as it did not require formal ethics 
approval (this would be classed as ‘quality improvement’). An alternative would have been to make EDV 
partners affiliates of the University of Sydney, but this process would have been time-intensive and required 
capability-building for EDV staff to navigate new systems. Not pursuing ethics approval had the drawback 
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of limiting the use of collected data for research purposes. However, it also alleviated pressure on community 
partners to meet tight deadlines and helped reduce tensions in the working relationship, as discussed later.

To build MEL practices, community partners proposed holding regular 30-minute meetings each 
fortnight, which we did across several months (mostly attended by authors Verma, Hansen, Pollitt, and 
Bruce). This afforded us greater time to co-design and review MEL processes and practices (for example, 
MEL plan, automated consent and screening procedures within existing pathways of help seeking, 
questionnaires for Carer Coaching Program participants) and attempt to integrate these into service 
delivery (for example, implementation into software systems). Importantly, during this co-design process, 
community partners in senior leadership roles opted to build a holistic MEL framework to be implemented 
across the entire organisation for long-term impact and sustainability. A key motivation behind this was to 
minimise any unnecessary burden placed on consumers to complete multiple forms and documents along 
their help-seeking journey (see author Hams account). This inevitably expanded the scope of the project as 
originally outlined in the protocol, which we reflect upon later.

Ultimately, we co-designed, reviewed, and adapted processes and materials that have been implemented 
into EDV’s service delivery including:

	 1.	� An organisation-wide ‘Engagement Agreement’ outlining EDV’s responsibilities and details of 
MEL practices for community members to consent to prior to engaging;

	 2.	� A standardised registration form for all consumers to capture essential demographic data;
	 3.	� Specific MEL practices for the Carer Coaching Program, including baseline and evaluation 

questionnaires for participants; and
	 4.	� A comprehensive R&E training resource to upskill staff within the organisation including specific 

guidance (for example, evaluative thinking, logic modelling, data collection, meaning-making, 
navigating ethics). This includes direction to further resources such as evaluation guides (Milstein & 
Wetterhall 1999; NSW Treasury 2023) and additional training.

Methodology
In synthesising learnings and outcomes of the current project, we were guided by past literature on 
longitudinal qualitative design (see Calman, Brunton & Molassiotis 2013). First, author Verma began by 
examining the chronology of the project, documenting key events and their outcomes, moments of tension, 
and influential contextual factors (for example, staffing changes, conferences, concomitant projects). She 
then engaged in narrative analysis (Parcell & Baker 2017) and reflexive methodologies (Olmos-Vega et al. 
2023) in reviewing meeting and interview transcripts and notes, personal accounts, field notes and responses 
to questionnaires completed by community partners at the beginning (August 2023) and midpoint of the 
project (March 2024). 

Using a mix of inductive and deductive approaches, author Verma identified and categorised common 
themes (for example, ‘feasibility’, ‘capacity/capability’, ‘sustainability’), before interpreting their meaning. 
Additionally, she consulted with five external advisors – four program evaluation and implementation 
researchers and one cultural diversity and service development consultant (approximately four and a half 
hours) – who supported the interpretation process. She compiled a document that outlining key events, 
strengths, barriers, learnings and recommendations, which was circulated to the team for iterative review. 
To achieve our collective standpoints and recommendations, the authoring team engaged in 11 reflective 
meetings (approximately nine hours, variety of group and one-to-one), including a 90-minute workshop to 
intensively edit the current article.
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Reflections and recommendations
Below, we share our reflections and recommendations around co-designing and undertaking R&E within 
a community eating disorder context through academic partnership. Figure 3 provides a summary with 
actionable recommendations.

NEED FOR CHANGE AND GROWTH IS RESTRICTED: SYSTEMIC FACTORS THAT STIFLE CHANGE 

Throughout our project, there was a strong expressed need and motivation to strengthen R&E at EDV 
to improve community, organisational and broader systemic outcomes (see author Hansen and Hams 
accounts). Several ideas of implementing R&E were suggested by the working group, echoing what has 
been extensively outlined in previous work (Stewart 2014). These included the development of a holistic 
R&E framework within EDV, including policies and procedures, and actionable plans for implementation 
(for example, embedding into position descriptions and allocating time for capability building). We 
additionally identified specific ways that research partners could assist uplifting R&E within community 
services, including providing research-related guidance, assisting in advocacy and funding efforts, and 
facilitating internships of research students at EDV.

The following factors were identified:

	 1.	� Capacity constraints: Despite a strong endorsement for build R&E culture and praxis, our project 
revealed significant capacity constraints. Most EDV partners were employed on a part-time basis due 
to funding limitations, and contextual factors such as concurrent work commitments, pre-existing 
projects and organisational/staffing changes (including resignation of one Carer Coach) ultimately 
hindered capacity for community partners to engage fully in the current project (see author Pollitt 
account). At the same time, the availability of senior supervisory and managerial academic oversight 
was limited as senior research partners were consistently required to attend to multiple projects at 
IOI, which had been under increased pressure due to the COVID-19 pandemic. Additionally, there 
was no funding to support consumer involvement during establishment of these new processes, 
which would have been beneficial (Case et al. 2014).

	 2.	� ‘Catch-22’ situation: Limited funding, particularly for eating disorders, alongside pressures to 
produce outcomes seems to create a Catch-22 situation. The scarcity of both funding and time 
perpetuates cultures of rapidity and urgency. This in turn affects the capacity to collaborate in 
building R&E cultures, which subsequently reduces the ability to secure future funding, translate 
outcomes and address community needs. Author Miskovic-Wheatley writes, ‘When research or 
evaluation funding is available, it is usually minimal, perhaps covering only a part-time position. 
This scenario creates a paradox: early-career researchers may be hired for these roles but often lack 
the experience, support, and resources to effectively lead and facilitate projects independently.’ This, 
alongside the persistent underfunding of research, seems emblematic of a broader systemic inequity 
in how eating disorders are conceptualised, prioritised and invested in within a dominant Western 
socio-political climate (Bryant et al. 2023).

	 3.	� Systemic investment: Collaboration and transformative efforts require careful consideration, 
nuance and time, and are dependent upon sufficient resourcing (Sanchez et al. 2023). The chronic 
restriction of available resources reflects a significant systemic barrier to this much-needed work. 
Author Maguire writes community-based programs: ‘are often at the forefront of thinking and 
advancement. Yet, because there is a lack of funding for their evaluation and publication, they 
do not have the impact on patient care that would benefit all’. Author Miskovic-Wheatley also 
comments on the notable cultural mismatch between academic institutions and community services. 
Therefore, adequate systemic investment and time are essential to properly prioritise and undertake 
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collaborative efforts in building R&E infrastructure – a challenge in the current under-resourced 
climate. In our project, a longer overall duration of at least two, ideally three years, would have 
afforded greater opportunities for us to strategically plan and implement R&E processes without 
forgoing trust and relationship building that is integral to this type of community-engaged work. We 
recommend future projects strive for these durations. As author Maguire writes: ‘The work is worth 
doing certainly but it is worth ensuring that it has a life ongoing’.

CAPABILITY WITHIN THE RESEARCH WORKFORCE

Besides capacity, capability also presented an issue. Our academic team, while extensively experienced in 
participatory methodologies such as co-design, held limited expertise in community-engaged evaluation 
and implementation science. Looking back, formal assessments of readiness, culture, capacity, capability and 
evaluability (Golenko et al. 2012; Holden et al. 2012; Stewart 2014) prior to project commencement would 
have been integral in providing a comprehensive snapshot of existing resources, capabilities, and demands to 
determine feasible and realistic steps to uplift R&E considering current circumstances.

In the early stages of the project, author Verma rapidly undertook self-directed professional development 
and sought consultation with external evaluation advisors around community-engaged program evaluation 
and implementation to plan and undertake this project. Author Verma writes: ‘Collectively, this self-
education and constellation of new connections provided me with great support and ultimately sharpened 
my thinking and doing. However, this at times was a confusing and lonesome experience ...’. While rapid 
self-directed learning created immersive, learning-on-the-go opportunities and professional networks for 
author Verma to gain and share knowledges, important aspects of project planning and processes were 
inevitably overlooked due to limited prior targeted knowledges within the available academic team, which 
contributed to author Verma’s feelings of being under-supported.

This speaks to the great need to ‘invest in systems and structures that support community-driven work’ 
(Sanchez et al. 2023, p. 989) and reduce the structural perpetuation and proliferation of exclusionary and 
problematic research practices (Emmons et al. 2022; Sanchez et al. 2023). Embedding pragmatic and 
participatory methodologies into university curriculum, making available community-engaged research 
funding and greater establishment and exposure of professional researcher networks may be ways to build 
academic workforce capability for more equitable R&E. Author Miskovic-Wheatley expresses the benefits 
of this: ‘Establishing and maintaining networks beyond individual projects could reduce resource wastage, 
enhance expertise, and increase the potential for collaborative grant applications, long-term research 
outcomes, and cross-organisational connections’.

COMMUNITY-ACADEMIC PARTNERSHIP: WORKING WITH AND THROUGH DIFFERENCES 

As author Verma reflects: ‘Attention, consideration, and connection is necessary to manage the complicated 
and challenging nature of this transformative, systems-level work’. While readiness and resources are 
necessary to make space for collaboration and change, a mutual understanding or ‘bridging’ (Powell & 
Menendian 2024) is important for partners to move and learn together. As author Miskovic-Wheatley 
expresses: ‘Effective stakeholder management requires open communication, positive debate, and clear 
decision-making to ensure project delivery and researcher support’. Establishing and maintaining our 
community-academic partnership of diverse stakeholders within the context of limited time and resources 
required us to have constant and open communication in navigating changes along the way. Looking back, 
we needed to ensure sufficient time at the beginning of the partnership to: (1) reach a ‘shared vision’ of 
project goals and timelines (author Hansen account); (2) elucidate the role and responsibilities of partners/
working group; and (3) establish respectful ways of working together as a collective (as described by Sadler 
et al. 2012). Our limited project timeframe plunged us into action to quickly produce outcomes, forgoing 
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vital opportunities for us to undertake this foundational relationship-building work. ‘Slowing down’, as 
author Pollitt reflects, was a key learning, particularly when attempting to effect change within an already-
stretched environment.

DECISION-MAKING POWER AND INTERSECTIONALITY

Israel et al. (2018, p. 36) explain that one of the most crucial principles in community-based research is 
‘shared control in decision making’. We faced significant challenges in this, specifically elucidating who 
makes decisions, and when they are made. Author Caldwell reflects on this in her account: ‘A critical issue 
that emerged was the distribution of power. Ambiguity in this area at the project’s outset created ongoing 
challenges’. Our partnership comprised people from diverse personal (that is, ages, races, cultures) and 
professional backgrounds (that is, peer workers, clinicians, managers, senior academics, an early career 
researcher) which inevitably impacted the location of power, what and how decisions were made, and the 
practical and emotional impacts of decision-making processes (see authors Verma, Caldwell and Hams 
accounts). Author Verma reflects: ‘This requires listening, learning and committed action’.

Sanchez et al. (2023) provide a seminal analysis and recommendations on dismantling power within 
community mental health research towards greater equity and responsiveness. Prioritising ‘courageous 
conversations’ (Singleton 2013) to critically discuss power and how to share it, along with positionality, for 
example, our ontological and epistemological orientations (Holmes 2020) and intersectionality would have 
been instrumental for us to better understand how ‘racism, classism, sexism, and other ‘isms’ operate to 
delegitimise community knowledge’ (Israel et al. 2018, p. 35). Prioritising these foundational conversations 
in future work would provide reflective spaces to identify emerging power dynamics and share personal/
collective experiences, while problem-solving how to better work together considering diverse, and at times 
conflictual, viewpoints and (lived) experiences. Munshi et al. (2020) extend this, writing that in the context 
of health policy and systems research: ‘We need to understand the parameters in which we operate and 
think and recognise how they are informed by our lived experiences and positionality’.

Author Hams reflects on feeling uncomfortable in voicing her opinion at points. This could have been 
ameliorated by the entire working group reflexively identifying their own positionality and making space 
for those who ‘hold their own lived experiences and who strongly advocate for the needs of lived experience 
communities’ (author Hams). Importantly, lived experience is neither static nor unifying and does not make 
one immune to issues of privilege and power. Developing a shared understanding of how lived experience 
is regarded, weighted or utilised, within service delivery and collaborative partnership, and how this may 
intersect with power is therefore integral alongside careful de-construction of structural inequities in 
research and the healthcare sector (Sanchez et al. 2023). This is particularly important when partners bring 
their own lived experience to their work, and/or work within a predominantly lived experience setting 
such as EDV. To ensure a sustainable and well workforce, safety and trust are integral to maintain (author 
Verma’s reflection). This is of particular importance within the context of eating disorders work given how 
discursive these conditions seem to be (LaMarre et al. 2022).

Making critical dialogue commonplace is essential in partnership and in building R&E cultures/praxis. 
Specifically, we encourage future community and research partners consider the following questions during 
planning and engagement, which build on existing literature (April et al. 2023; Israel et al. 2018; Sadler et al. 
2012).

COMPASSION AND COMMITMENT

Showing compassion and understanding about each other’s perspectives, roles and experiences were 
crucial in ameliorating some of the challenges of working together (‘connection was, and is, the key to 
everything’: author Verma account). In future collaborative projects reinforcing past efforts (Reed 2015), 
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it is imperative that partners take a curious, reflexive, and respectful stance by actively listening to one 
another and seeking to learn from each other’s perspectives, given the diverse lived/living experiences 
and expertise of all involved. In our project, courageous conversations were fundamental in bridging 
understandings and rupturing repairs while experientially modelling reflexivity, and evaluation and 
learning practices. An example of this was when author Verma communicated her discomfort, frustration 
and sense of misjudgement to EDV partners. This created an opportunity for understanding, leading to 
improvements in role clarity, consensus on deadlines, and enhanced communication moving forward. 
Through advocacy, author Verma positioned herself as an active part of the research process, and unimmune 
to disempowerment. This in turn sharpened her insights into how community-engaged processes impact 
the researcher as well as her recommendations for keeping all parties safe during CBPR, which she later 
reflected on (publication under review) and presented at an international conference. Ensuring structured 
opportunities for such collaborative problem-solving can foster a reflexive and responsive culture.

Despite the challenges encountered during our partnership, there were significant strengths in our shared 
commitment, persistence and adaptability (‘[w]e are deeply committed to continuing to embed what we 
have learnt over the last year’: author Caldwell, ‘I don’t see this as a negative but a sign of progress and 
maturity of EDV’: author Hansen). We maintained a commitment to attend meetings, share decision-
making, navigate challenges, model continuous self- and collective reflection, and negotiate tensions and 
conflicts as they arose in the context of contextual changes. We endeavoured to be flexible, dynamic and 
move together; this required and demonstrated individual and collective resilience. Despite the challenges, 
author Verma ends on an honest yet hopeful note: ‘We, of course have a long way to go, and we can only get 
there if we move together’.

The decision to format the current article as a collaborative piece with personal and collective, reflexive 
accounts, for example, highlights the commitment of our team to walking and working side-by-side, 
creating and sharing knowledge collaboratively rather than a top-down manner. This represents a notable 
benefit of CBPR in that learning is reciprocal, and we grow together (Guijt 2014; Reed 2015). Identifying 
and celebrating the successes and growth as a working group were essential in enhancing motivation, 
meaning and mutual care within our partnership, which may be facilitated in future work by formal ‘group 
reflection’ opportunities during projects. Continually reviewing the process and quality of working together 
gave us a greater sense of trust and containment and connection. Making open, courageous conversations 

Where is power located? 
How might our backgrounds (race, gender, sexuality, age,
class, employment, disability etc.) impact our collaboration? 
How can we build a sense of safety and security for us all?
Who are the agents of change? 
Who gets to make decisions – why and how? 
Who is not included, and why? 
How do voices of people with lived/living experience impact
our decision-making?
Who sets agendas and timelines? 
How active or involved should research and community
partners be – what might this look like? 
How can we manage tensions that arise? 

Figure 2.	 Critical and courageous conversation prompts for community-academic partnership 
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the norm would provide inclusive space for working group members to voice their experiences and feel 
validated by one another, which enhanced partnership outcomes (see author Hansen account).

STRUCTURES AND SUPPORTS

It is important for all partners to have structures and support during their engagement in novel projects 
or initiatives like ours (‘scaffolding and supports are crucial’: author Verma). This may include formal 
supervisory or managerial support, and the option to provide feedback and raise any concerns around 
project processes and practices. Structurally, there was confusion in reporting lines for the embedded 
research partner role, most probably due to the novelty of this collaborative work for both IOI and EDV. 
As the embedded research partner, author Verma received managerial and supervisory support from authors 
Miskovic-Wheatley and Maguire (IOI), and author Bruce (EDV). Author Pollitt observed that these 
multiple reporting lines ‘led to challenges in connection and relationship of the researcher to parts of the 
project team and confusion in project direction, role responsibilities, and decision making’.

In her account, author Miskovic-Wheatley notes community-based R&E roles often involve early career 
researchers due to funding constraints, providing several suggestions for ensuring holistic researcher support 
including: access to university resources, mentoring and supervision, professional development, expert 
consultation, financial support, and guidance around statistical analysis. She adds: ‘Early career researchers, 
with their enthusiasm and creativity, are vital to these projects. However, their work must be meaningfully 
and reliably supported by broader research and translation networks’. We collectively believe that clear 
position descriptions, terms of reference and codes of conduct could provide better structure in work roles 
in this type of collaborative work. This is particularly important for emerging researchers who have great 
potential to championing innovation and systemic change yet remain consistently under-supported (Kent 
et al. 2022).

In our project, professional supervision and external consultations provided valuable opportunities for 
author Verma to express experiences of working pragmatically and on the ground, critically reflect, build 
capability, and develop her academic acumen (see account). Importantly, peer supports at EDV and IOI 
provided a sense of connection, kinship, inclusivity and support, providing some buffer against the isolation 
due to the embedded and autonomous nature of her role, which boosted empowerment, innovation and 
advocacy: ‘The community of colleagues/friends I have found in my experience catapulted me into taking 
up space, using my voice, respecting my power and advocating for change that is needed in the world’. To 
further support embedded researchers, author Miskovic-Wheatley suggests: ‘Regular, informal check-ins 
could also help researchers who might feel isolated in their role within an organisation where research is not 
core business’. This again calls for systemic prioritisation to support research partners in their collaborative, 
community-based work roles in making greater change and staying well in doing so.

Concluding remarks
Our article offers actions, insights, learnings and recommendations from community and research partners 
in undertaking an 18-month collaborative project to uplift research, evaluation and learning within an 
Australian community-based mental health service. We describe the processes and the surrounding 
internal and external landscapes of our collaborative efforts, offering critical reflections on the logistical, 
organisational and systemic issues that impact the development of an equitable knowledge-sharing 
ecosystem within the mental health sector. Ultimately, our project represents a plea for greater consideration, 
collaboration and care in building equitable R&E practices to strengthen the health and wellbeing of our 
community.

As Sanchez et al. (2023, p. 988) put it, change requires ‘both interpersonal awareness and institutional 
transformation’. Building research, evaluation and learning praxis is predicated upon reflexivity, transparency 
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and accountability (Stewart 2014). Our project demonstrates the experiences faced by services and 
academics within the mental health sector attempting to effect change, which necessitate recognition and 
action. While needs and motivations were strong, community services require practical support to build, 
embed, and sustain effective R&E cultures and practices to better capture, learn from, share and advocate for 
diverse community voices. This demonstrates the fundamental requirement for a systemic approach towards 

Resources to build
R&E capacity,
capability in
community eating
disorder services

1.  Provision of sufficient and sustained multi-year government/research funding to support
R&E building such as:
   a. Development of holistic organisation-wide R&E framework (i.e. relevant policies &
procedures, implementation action plans)
   b.  Employment of dedicated R&E staff
   c.  Engagement of diverse, external lived/living experience perspectives in co-designing
R&E frameworks
   d.  Organisational capability building (i.e. professional development, consultation)
   e.  Establishment/continuation of academic partnerships, including support from higher
degree research students
   f.  Development and implementation of software infrastructure
   g.  Enable linkages between academic settings
2.  The allocation of sufficient time by senior leaders for staff to engage in R&E practices &
capability building alongside concurrent work commitments/projects 
3.  Allocating budget for R&E activities 

University actions to
build community-
engaged
competencies

1.  Prioritise and support researchers in pragmatic, community-engaged R&E praxis,
program evaluation and implementation science (e.g. mandated university curriculum,
specialised training and professional networks for researchers, targeted community-based
research funding)

Deepening cultures of
responsive R&E 

1.  Community services to nurture a culture of R&E through: 
   a.  Embedding R&E responsibilities into staff position descriptions
   b.  Offering training to build skills/knowledge among relevant staff during induction
   c.  Creating opportunities for internal feedback and critical reflection (e.g. during team
meetings & supervision, via anonymous routine surveys)
   d.  Prioritising engagement/advocacy of diverse community voices 

Community-academic
partnerships in the
context of community
eating disorder
services

1.  Community and research partners to undertake foundational project and partnership
planning:
   a.  Assess readiness for change prior to commencement and re-assess throughout (i.e.
capacity, capability, culture, evaluability, see Research Capacity and Culture tool (Holden et
al., 2012)).
   b.  Bridge understandings from outset by elucidating goals, timelines, roles &
responsibilities 
   c.  Openly discuss decision-making power, intersectionality, and how lived experience may
be regarded or utilised, to ensure safety and trust within the working group
2.  Take a curious, reflexive, respectful stance in working together, seeking to learn from
differing/diverse viewpoints within the working group
3.  Regularly review the working relationship: reflect on strengths, challenges, learnings, and
growth to enhance quality, process, outcomes of working collaboratively 
4.  Ensure structures and supports are available for all partners, particularly embedded,
early career, research partners, during collaboration
5.  Research partners to initiate opportunities to jointly uplift R&E within community services
for example:
   a.  Offering guidance and support around research processes (e.g. obtaining/sustaining
ethics approval), evaluation methods, data management/analysis, advocacy, translation 
   b.  Establishing communication pathways with services to enable regular, reciprocal flow
of knowledges and learning

Figure 3.	� Recommendations for uplifting research and evaluation within community eating 
disorder services
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supporting R&E at the community level and nurture ‘a dynamic and passionate research workforce’ (author 
Miskovic-Wheatley) to bring about meaningful change.

Two things are therefore crucial: (1) an ecosystem of R&E within the eating disorders sector is 
prioritised and invested in, locating diverse community voices at the core; and (2) the responsibility to build 
equitable and responsive R&E cultures is shared between community members, academics, community 
services, policy makers and funders. As author Hansen reflects: ‘A key reflection is the need to dedicate 
resources that can support and commit to embedding sustainable practices rather than relying on roles that 
are already stretched’. Greater funding (for example, from research agencies and governments) is needed 
to support the costs of capacity and capability building within community services and the academic 
workforce, and large-scale, responsive R&E implementation efforts to enhance innovation and translation 
of meaningful local knowledges and reduce structural inequities (Bryant et al. 2023; Sanchez et al. 2023). 
Simultaneously, journals that welcome community-engaged ways of working are required to share these 
important knowledges.

Besides sharing the complex experiences of undertaking R&E at the community level, we explore the 
nuances of lived experience and benefits of working collaboratively through CBPR within a chronically 
under-resourced environment to incite cultural change. These reflections hold implications for how local 
knowledges are created, utilised and shared across the sector, and inform future capacity and capability 
building efforts within the community context. Arising recommendations add to existing community-
academic engagement literature, offering actionable steps to building R&E capacity, capability, and cultures 
within and across community settings to enhance health research, translation and innovation.

Finally, we hope that what has emerged from our work lays out important, multi-level considerations 
to guide future R&E efforts towards greater responsivity, advocacy, and transformation within the eating 
disorder, broader community and mental health sectors. The strengths of our partnership in commitment, 
adaptability, resilience and joint learning represent positive markers of growth. With further consideration, 
resourcing and reflexivity, we hope that community members, service providers, peer workers, researchers, 
funders and policymakers can come closer together in their transformative efforts. We see connection as the 
only way to incite systemic transformation towards greater equity and responsiveness for our diverse and 
ever-changing communities – to hold, respond to and heal – together.
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Appendix 1
Personal reflections (listed in authoring order)

SUMEDHA VERMA: POSTDOCTORAL RESEARCH FELLOW, EATING DISORDERS VICTORIA & 
INSIDEOUT INSTITUTE

In leading this work, I was afforded great space and autonomy. Initially, I was tasked with evaluating the 
Carer Coaching Program yet learned quickly from conversations on the ground that a top-down approach 
would be ultimately problematic; the organisation’s prior experiences with research and evaluation had left 
somewhat of a disempowering legacy, which I was determined to correct.

As a strong proponent of community-driven research and evaluation, I believe that community 
services should be equipped to take the lead on things that directly affect them, including how grassroots 
knowledges are captured, utilised and shared. My own positionality in decolonial praxis inevitably shaped 
the look, feel and direction of this project as one that is community-centric and participatory at its core – 
something that brings me deep pride. This was possible with the encouragement from senior partners who 
similarly believed in community-driven ways of working and held great trust in my vision.

This freedom and trust created an environment of unrestrained exploration and learning; my mind was 
allowed to roam deep and wide. I read up extensively on various literature and reached out to other scholars 
and professionals doing aligned work in search of guidance, mentorship and kinship. Collectively, this self-
education and constellation of new connections provided me with great support and ultimately sharpened 
my thinking and doing. However, this at times was a confusing and lonesome experience in the face of 
structures and systems that do not move at the rate they need to.

The frustrations of working within a resource-limited and structurally isolated role are real and felt by 
the researcher, which is why scaffolding and supports are crucial. Otherwise, we risk losing people who 
tenaciously inspire change within difficult landscapes to marginalisation and neglect, particularly those of 
us at various intersections. Attention, consideration and connection is necessary to manage the complicated 
and challenging nature of this transformative, systems-level work.

This work was tough, and I learned that connection was, and is, the key to everything. Being embedded 
within a community mental health not-for-profit setting exposed me to people of tremendous resolve – 
both those who draw upon their lived experiences and steadfast allies. The community of colleagues/friends 
I have found in my experience catapulted me into taking up space, using my voice, respecting my power and 
advocating change that is needed in the world.

Being suspended in a web of new friends, collaborators and mentors has supported me in taking various 
intellectual and emotional strides. I have learned much about power and progress over the past 18 months – 
what stalls change and what inspires it, and how we know when to step away to maintain our own 
wellbeing. There are deep learnings that happen on the ground through applied research.

What ought to lie at the core of any and all change efforts are the voices of those in our diverse 
communities. Ultimately, we need systems and people that comprise them that are aware of their own 
power, privilege and capability to maintain archaic, othering, at times hurtful, ways of being and doing. This 
requires listening, learning and committed action.

Ultimately, I see this project as being one small, yet fundamentally important, step towards more 
equitable, reflexive and responsive community care. We, of course, have a long way to go, and we can only 
get there if we move together.
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BELINDA CALDWELL: CEO, EATING DISORDERS VICTORIA

As CEO, my main goals in integrating more evaluation into our programs and services are threefold: 
using data to better tailor our services for our community, ensuring our team feels rewarded in their work, 
and effectively communicating the value of our work to the broader community and funders to ensure 
sustainable funding.

Taking on the task of embedding a co-designed evaluation into our organisation’s core operations has 
been a learning experience, presenting both anticipated and unexpected challenges, as well as occasional 
tensions. One significant challenge stemmed from differing perspectives among team members regarding 
priorities, sometimes causing obstacles, lack of cooperation, or anxiety about the processes involved. 
Responsibility for designing and implementing this project largely rested with our embedded researcher, 
a setup I would reconsider in the future by integrating research and evaluation responsibilities into the 
leadership team’s performance expectations at Eating Disorders Victoria (EDV). While having dedicated 
personnel with research and evaluation expertise can drive structured and time-bound efforts forward 
effectively, a more sustainable approach would involve holding leadership accountable with dedicated 
support staff to execute these initiatives.

While EDV has employed co-design principles in developing programs and services in the past, co-
designing research and evaluation was a new endeavour. One observed challenge was the initial divergence 
in understanding the evaluation’s purpose. My dual perspective as both a carer with lived experience and 
someone with extensive experience in carer support led me to have clear initial ideas about what aspects 
we should evaluate and some preferred tools. Conversely, our Carer Coaches focused heavily on service 
delivery, finding it challenging to adopt an evaluative lens on effectiveness. Other team members approached 
the process from organisational or clinical perspectives, aiming to align any new processes with existing 
quality improvement initiatives. Managing these diverse viewpoints proved challenging for our embedded 
researcher in reaching a cohesive outcome.

A critical issue that emerged was the distribution of decision-making power. Ambiguity in this area 
at the project’s outset created ongoing challenges. While oversight for the specific evaluation of caregiver 
coaching had a designated decision-maker, my involvement was more from a procedural interest, ensuring 
the evaluation aligned with organisational goals of demonstrating outcomes. However, clarity on who had 
final decision-making authority over various project elements was lacking, causing confusion and frustration. 
In future evaluations, I aim to establish clear parameters upfront to assign decision-making responsibilities, 
thus preventing ambiguity and enhancing efficiency.

The reflections we have undertaken as part of this process have enabled us to reframe what evaluation and 
research will look like at EDV into the future and, despite the challenges that have been key learnings, we 
are deeply committed to continuing to embed what we have learnt over the last 18 months.

SUSIE HANSEN: DIRECTOR OF CLINICAL AND TELEHEALTH SERVICES, EATING DISORDERS 
VICTORIA

This project within Eating Disorders Victoria (EDV) has been pivotal in the way that we consider and 
build a whole-of-service system of care within EDV, which has embedded monitoring and evaluation. My 
involvement, as the Director, meant holding this vision and stepping out from the original intention of 
review one component of the service, the eight-week Carer Coaching Program.

For EDV, underpinning all decision making is the objective to ensure the pathway to appropriate care 
is seamless for those experiencing an eating disorder in Victoria. Key to this objective is ensuring that the 
practical entry points to EDV services are straightforward and limit further burden. EDV’s evolution, 
driven by incremental funding, has resulted in systems tailored to individual program needs. Post-COVID 
stability provided an opportunity to consider the entire system of care, including embedding monitoring and 
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evaluation within whole-of-service systems of care. In recent years, there has been a commitment to review 
a variety of practices across EDV to eliminate hurdles for those accessing care, with the aim to give positive 
experiences of help seeking.

An issue for EDV and similar community organisations is the burden of monitoring and evaluation on 
service users. Simplifying the support journey for those impacted by eating disorders is central to EDV’s 
philosophy. Given the complexity and intensity of eating disorder treatment, adding barriers like additional 
forms or lengthy questionnaires informed our project decisions.

In the early days of the project, the focus shifted from the Carer Coaching Program to those whole-of-
EDV practices that were required to make this sustainable. Reviewing and embedding key tools such as 
the common EDV Engagement Agreement and automated data collection became a priority. This effort 
coincided with a significant IT project aimed at simplifying and consolidating automated information 
gathering and eliminating standalone consent and data collection processes. This alignment, however, 
impacted the rollout of the Carer Coaching Program evaluation project causing delay and reasonable 
tension within the project team. The resources to undertake two major projects within EDV was limited, 
resulting in myself and others intensely involved with both, on top of other role expectations.

A key reflection is the need to dedicate resources that can support and commit to embedding sustainable 
practices rather than relying on roles that are already stretched. Another key reflection from a leadership 
perspective was the importance of committing the time at the commencement of research/evaluation 
projects to ensure there is a shared vision and understanding.

A major roadblock and learning was maintaining a common understanding of the long-term objective. 
Shifting focus from one service to elements impacting all-of-EDV caused delays and strain, particularly 
in achievement of expectation from the research partnership. Realigning the vision was crucial however 
given we had not established ‘how’ we could have these conversations constructively, misunderstanding and 
frustration developed.

Project groups are not dissimilar to therapeutic groups with the need to establish expectations, decision 
making, engagement and communication styles, along with the ‘how do we respond when is something is not 
going to plan’ discussion prior to commencement. If there is one takeaway from this, it is spending more time 
planning and establishing the group norms rather than launching into the depths of doing.

Over time, the project’s starting and ending points changed. I do not see this as a negative but a sign 
of progress and maturity of EDV. Embedding monitoring, evaluation and learning within the systems 
of accessing care has been more complex; however, ensures the result is sustainable and accessible for the 
community throughout their help-seeking journey.

SARAH POLLITT: MANAGER TELEHEALTH SUPPORT PROGRAMS AND PRACTICE 
DEVELOPMENT LEAD, EATING DISORDERS VICTORIA

This project has highlighted and reiterated the importance of slowing down, allowing adequate space within 
projects and practising known and evidence-based implementation science. Within small non-government 
organisations (NGO) such as Eating Disorders Victoria (EDV), this step may be understandably lost due 
to competing priorities, limited time and stretched capacities. In this project, the passion and commitment 
for the project team was palpable and due to timeframes the project started with a rapid pace. This 
however missed key considerations in the what, the who and the how like those described by the Center for 
Implementation (2021).

On reflection, areas of importance included taking time to consider the working group; who should 
be involved, clearly defining roles, expectations and responsibilities, reflecting on strengths in individual 
working styles and prior experience/knowledge. In the wider context, consideration for current capacities 
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both individually and organisationally and planning the how; what meetings would occur, how documents 
would be shared, and where the researcher and project was positioned within the organisation and priorities.

At the time of our project, EDV was completing other intersecting projects such as the review of 
software systems, which was both enabling for this project yet at times required a slower pace as they 
intersected. This project involved two research projects co-occurring: evaluation of embedding research in 
a small NGO with InsideOut Institute (IOI) and outcome research of the Carer Coaching Program. The 
projects’ co-occurrence required clearer consideration and planning. For example, the researcher reported to 
two organisations: IOI and EDV. At EDV, the project directly related to the Carer Coaching Team, yet they 
were positioned in the Education and Research Team. This effectively led up to four reporting lines, which 
led to challenges in connection and relationship of the researcher to parts of the project team and confusion 
in project direction, role responsibilities, and decision making at times.

Through the challenges the project adapted, enabling embedded and wider reaching outcomes for EDV 
than purely the Carer Coaching Program. A refined whole-of-service approach for data collection and 
future research has been developed. The Carer Coaching Program evaluation is now in use. There are also 
key reflections learnings for the organisation moving forward on how we think, plan and evaluate projects.

VICKI HAMS: LIVED EXPERIENCE PROGRAM FACILITATOR, EATING DISORDERS VICTORIA

As the lived experience carer representative in the project, I sometimes felt like the ‘disruptor’ in the process 
of embedding the research and evaluation project! Whilst understanding the importance of data and 
evaluation, I held the voice of carers at the very heart of this process. I wanted the impact to the carer to 
be of absolute minimum and to be able to collect meaningful data so the Carer Coaching Program could 
be successfully evaluated and/or learnings be implemented. Sometimes, it felt like the two things were not 
aligning.

I was very conscious of protecting carers from additional burden when they were help seeking from our 
organisation at a time of high distress and fear. I felt anxious that the organisation’s need for too much carer 
information may reduce our carer clients to numbers, and could risk being insensitive to the very real-world 
experiences of what carers go through.

During meetings, I felt slightly uncomfortable to voice my opinion in relation to this because I had been 
one of the creators of the program undertaking the research project as well as the person delivering the 
content on a daily basis. I was aware that anything I had to say might seem as if I was being defensive of the 
program. In reality, I was looking forward to seeing any improvements that could be made through feedback 
from embedding research and evaluation.

During the co-design process, due to time constraints on both the project and the normal workday, some 
of the communication became ad hoc. Reviewing documents became complicated – both through it being 
unclear which was the latest version and what involvement I was expected to have. This made it tricky to 
know whether my comments or thoughts had been received or dismissed.

Being the client-facing worker, it would be me who would be asking carers to undertake questionnaires 
before I could assist them in the Carer Coaching Program, so I had to be comfortable doing so for the 
new research/evaluation processes to be feasible. I knew that ultimately if the process was difficult or too 
intrusive, we may not get the take up due to adding to carer burden. This highlighted the importance of 
involving program facilitators in research and evaluation design processes, especially those of us like me who 
hold their own lived experiences and who strongly advocate for the needs of lived experience communities.

LAUREN BRUCE: REFLECTION NOT PROVIDED
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JANE MISKOVIC-WHEATLEY: RESEARCH STREAM LEAD, INSIDEOUT INSTITUTE

The challenge of bridging the research-translation gap necessitates integrating clinical and community 
environments with research laboratories. One promising strategy is embedding research in natural 
translation hubs, such as consumer organisations. These organisations, with their focus on lived experience 
and co-design, offer unique advantages for implementing evidence-based care, evaluating consumer-led 
initiatives, and linking empirical research with real-world experience. This integration can facilitate genuine 
co-production of knowledge, promoting meaningful translation and change.

However, consumer organisations typically rely on grants and donations to deliver services, often leaving 
little room for embedded research. When research or evaluation funding is available, it is usually minimal, 
perhaps covering only a part-time position. This scenario creates a paradox: early-career researchers (ECRs) 
may be hired for these roles but often lack the experience, support, and resources to effectively lead and 
facilitate projects independently.

To address this, research and clinical institutes could create ongoing support structures for ECRs within 
universities, hospitals, and community care networks. When these networks are project-specific, they often 
face feasibility issues due to limited funding, complex administrative processes, governance concerns, and 
potential conflicts of interest. Establishing and maintaining networks beyond individual projects could 
reduce resource wastage, enhance expertise, and increase the potential for collaborative grant applications, 
long-term research outcomes, and cross-organisational connections.

For embedded researchers to succeed, substantial support is crucial. Such supports could include:

	 •	� University affiliation: Providing access to university resources;
	 •	� Mentoring and supervision: Offering guidance and oversight;
	 •	� ECR programs: Facilitating professional development;
	 •	� Expert consultation: Providing expertise in research methods and processes;
	 •	� Support at various research stages: Assisting with ethics applications, statistical analysis, and other 

critical phases; and
	 •	� Financial support: Funding for workshops, conferences, manuscript editing, and publishing.

These supports are often not covered by grant funding but are essential for the development and success 
of ECRs.

Another critical aspect is managing stakeholder relationships. This involves balancing the needs and 
perspectives of consumer organisations, chief investigators, research partners, funded activities, and the 
researchers themselves. Effective stakeholder management requires open communication, positive debate, 
and clear decision making to ensure project delivery and researcher support. Regular, informal check-ins 
could also help researchers who might feel isolated in their role within an organisation where research is not 
the core business.

Despite a genuine commitment in the literature and calls from health systems for translational research, 
consistent support and infrastructure are needed to actualise these goals. ECRs, with their enthusiasm and 
creativity, are vital to these projects. However, their work must be meaningfully and reliably supported by 
broader research and translation networks. This support improves the feasibility and implementation of 
research translation and nurtures a dynamic and passionate research workforce.
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SARAH MAGUIRE: DIRECTOR, INSIDEOUT INSTITUTE; CHIEF INVESTIGATOR OF THE 
MAINSTREAM PROJECT

As a clinical psychologist and researcher working in the field of eating disorders over the last 20 years, I have 
always been struck by the level of activity and innovation coming from community-led organisations in our 
field, almost always with relatively small and uncertain funding support. Later, working in a purely academic 
environment, I came to understand the vital role of these types of organisations in contributing to quality 
care with driving improved outcomes. By virtue of being within and from communities, the work is often far 
more responsive to lived experience priorities and knowledge, which when utilised, in my experience, usually 
improves both standards and outcomes.

Agility and creative thinking are usually demanded by the community setting, in a way that is almost at 
odds with the functioning of large academic structures, meaning that programs and initiatives developed 
within community-led organisations are often at the forefront of thinking and advancement. However, 
because there is a lack of funding for their evaluation and publication, they do not have the impact on 
patient care that would benefit all. It was my ambition to address this.

We were grateful to secure community partners in writing the grant, and very lucky to have been in the 
small percentage of research teams funded in mental health to do work like this. Although very hard to 
get, our academic unit is well placed to apply for well-funded research grants. By partnering with leading 
community organisations in our field, we can collaborate to develop research and translation hubs to support 
the evaluation of programs developed in community settings, and over time develop better mechanisms for 
translation of promising funding more quickly into practice.

We have learnt much in this work with Eating Disorders Victoria, not the least of which has been that 
with a limited timeframe on funding the work and transformation required to build supportive structures 
for research and evaluation in settings that are designed primarily for other purposes, we short-change 
ourselves, the system, and the people being treated within it. The work is worth doing certainly but it is 
worth ensuring that it has a life ongoing.
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Example of meeting notes: Developed by primary research partner (author Verma), circulated to 
working group following Meeting 1
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Appendix 3

Example of draft evaluation plan collectively discussed and comprised by staff and researcher 
(Meeting 2)
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Appendix 4

Draft program logic of the Carer Coaching Program developed by the primary research partner 
(author Verma) with edits from community service provider partners (Meeting 3)
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