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xxiiForeword


The introduction to the collection begins with the bold statement, and all that follows is for YOU (the reader). The collection is a thoughtfully curated exploration of the evolving landscape of Public Involvement and Community Engagement (PICE) in research but in a ‘brave’ space. Over the past few decades, PICE has become a central requirement in research practice, especially in health and social care, which I feel reflects a growing recognition of the value of involving the public and diverse communities in the co-production of research. YOU should engage with this collection if you wish to be more informed and if you wish to ensure your works potential to be more inclusive, equitable, and impactful.

The collection is structured around four broad but connected themes, each addressing critical and innovative aspects of PICE work:


	International, Regional, and Local Perspectives of PICE Work: This section opens with contributions that highlight the complexities of PICE in multicultural and regional contexts. For example, Sujith Kumar Prankumar et al. discuss LGBTQ+ health research across Australia, Singapore, and Hong Kong, emphasising the importance of equitable and culturally safe research partnerships. Elaine Bidmead et al. then explore regional co-production in North East and North Cumbria, focussing on ‘fairness’ and meaningful engagement. The section concludes with a Chapter on transforming public engagement in local authority research, and you should engage with this to know more about the importance of trust and community-centred approaches.

	Creativity and Innovation, Perspectives and Opportunities in PICE Work: This section delves into innovative approaches to PICE, challenging misconceptions about creativity and offering practical examples of how creative methods can enhance research. Ian Robson’s chapter, for instance, redefines creativity in PICE work, while Charmaine Agius Ferrante and James Stack describe their use of the World Café approach to engage parents in understanding child transitions. Other chapters explore co-production with young researchers, community asset mapping, and anti-stigma approaches, showcasing how innovative methods can foster inclusion and collaboration.

	PICE Work in Marginalised Communities: This section focusses on the challenges and opportunities of engaging marginalised communities in research. Contributions include discussions on trauma-informed research with people experiencing homelessness, co-production with individuals who have experienced homelessness, and the reproductive health needs of women who use xxiidrugs. Mark Adley’s Chapter offers a reflective account of navigating multiple marginalisations in queer research, while Katherine Jackson et al. explore the ethics of care in PICE work with individuals experiencing substance use issues. The section concludes with a Chapter on co-production in refugee research, highlighting the importance of addressing power dynamics.

	Parents–Carers–Adolescents and Children’s Perspectives of PICE Work: The final section of the collection focusses on the involvement of young people, parents, and carers in research. Contributions include discussions on involving young people who experience parental substance use, avoiding research fatigue among carers, and engaging girls in alternative education settings. The Young Dads Collective: Sustaining PICE Through a Qualitative Longitudinal Participatory Research Programme Chapter highlights the potential of PICE to empower young fathers, while the final Chapter by Emily R. Munro et al. emphasises the importance of relational safety and capacity building in co-producing research with care experienced young adults.




Navigating the Collection

The collection is accessible and easy to navigate, and each Chapter offers a complete exploration of a specific aspect of PICE work. However, the collection reveals common concerns and shared insights, particularly around methodology, positionality, and the practical challenges of implementing PICE in diverse contexts. The contributors are engaging, and each provides reflective accounts of their experiences, offering readers the opportunity to consider how these insights might inform their own research practices.



Conclusion

This collection is not prescriptive; it does not tell readers what to do. Instead, it invites reflection and dialogue, encouraging researchers, practitioners, and communities to think critically about their approaches to PICE. By sharing lived experiences and practical examples, the collection creates a ‘brave space’ for learning and growth, ultimately aiming to enhance the quality and impact of health and social care research through meaningful Public Involvement and Community Engagement.

The authors encourage you to continue engaging with the chapters, reflecting on their implications, and considering how they might inform your own work. The journey through this collection is one of discovery, challenge, and inspiration, offering valuable insights for anyone committed to advancing PICE in research.

So, I go right back to the start of the editorial teams’ question in the introduction: 

Has this made YOU (the reader) think a little deeper and differently?

Claire Ashmore
Programme Manager; Three NIHR Research Schools’ Mental Health Programme
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Introduction

This collection, ‘Public Involvement and Community Engagement in Applied Health and Social Care Research: Critical Perspectives and Innovative Practice’, has been conceptualised and designed to make YOU (the reader) think a little deeper and differently about key concerns associated with the development and delivery of Public Involvement and Community Engagement (PICE) Work. Over the last two decades, PICE work has progressed from being an idea worthy of consideration to a central feature and requirement of research practice. As such, working together with members of the public and different communities based on location, identity, experience, and interest is now recognised as vital to the co-production of high-quality research, research design, and knowledge exchange. PICE in research is now an assessed criteria within every UK, European and Internationally based funding institution and authority. Interest in this area is partly driven by the identification that PICE work is associated with better engagement of the community in processes, relationships, decision-making, intervention development, and implementation to achieve long-term and sustainable outcomes. Additionally, there is recognition that co-producing research with people who both use and provide services offers the potential to reduce stigma, discrimination and inequality. When undertaken successfully, PICE is associated with a multitude of personal, social, societal, and service-level benefits. Many of the organisations and institutes seeking to build research capacity in communities and commission PICE-informed research outline their expectations for academics, practice partners, and researchers to consider when developing, designing, implementing, and disseminating research. These organisations and institutes also scrutinised themselves for their ability to do so. Those institutions that govern professional and regulatory organisations also engage, to an extent, with identifying ‘good PICE practice’ and aspects of innovation in PICE work. Support and guidance around PICE work are readily available to new and established researchers, and yet, within many contexts, there is often still a lack of xxviunderstanding about the more critical aspects of PICE, such as representation, rights, co-production, tokenism, ethics, and sustainability. What is also often missing is the voice of communities and organisations who are involved as participants and their representations in relation to how they experience involvement in research and PICE processes. 



Scope

This collection has been collated to explore many of the concerns highlighted above. It is based on the understanding that having a practical and theoretically informed insight into critical concerns and innovation in PICE is essential for a whole range of stakeholders be they individuals, the community, organisations, academic researchers, post graduate? Researchers and/or research commissioning institutes. This edited collection incorporates both the experience of undertaking PICE in different contexts from the researchers’ and a lived experience perspective, which is crucial if, as a collective endeavour, we are to develop mechanisms for genuine knowledge exchange. In doing so, the collection creates a ‘brave’ space for sympathetic critical reflection on PICE work. As an editorial team, we have sought contributions from a diverse range of established, mid and early career researchers from a variety of backgrounds, disciplines, and subject areas. Researchers have worked together with practice partners, organisations, activists, and people with lived experience to engage in dialogue about important critical and innovative PICE practice. Public and practice partners would probably have been invited as co-authors, even if we had NOT asked for it; however, as an editorial team (alongside our commissioners and publisher), we proactively sought to encourage their involvement to bring authenticity to the reflections reported here, which would have been difficult without them. What you will also find, if you engage with the chapters is that early, mid, and established researchers/academics often have the same concerns and that continuous reflective and reflexive practice is key to good quality PICE.



Structure and Content of the Collection

To help you navigate the collection, we have organised the contributions under four very broad and yet connected themes. In Section 1, as the name implies, we are concerned with International, Regional, and Local Perspectives of PICE Work. Illustrative PICE topics are discussed here in relation to key PICE concerns in multi-national, regional and UK Local Authority settings. We open the collection with a contribution from Sujith Kumar Prankumar et al. ‘International Community-involved LGBTQ+ Health Research: Multidisciplinary Reflections and Strategies’. In this chapter, Sujith Kumar Prankumar et al. discuss the complexity of multicultural LGBTQ+ health and migration research in Australia, Singapore, and Hong Kong while highlighting the importance of equitable and culturally safe research partnerships. This is followed by a contribution from xxviiElaine Bidmead et al., titled: ‘Co-production of a Regional Approach to Community Engagement in Health and Care Research in the North East and North Cumbria’. In this chapter, Elaine Bidmead et al. explore concerns with involvement and ‘fairness’ as they outline and reflect on their regional co-production work and commitment to grow more meaningful opportunities and benefits across the Voluntary Community and Social Enterprise sector. We conclude the section with a contribution titled ‘From Tokenism to Trust: Transforming Public Engagement in Local Authority Research and Practice through Health Determinants Research Collaborations’. In this chapter, Michael Johansen et al. discuss the concepts of ‘power and trust’ and their importance in relation to establishing a sustained research infrastructure which places communities at the heart of inequalities research.

Section 2 of the collection Creativity and Innovation, Perspectives and Opportunities in PICE Work begins with a contribution from Ian Robson and is titled ‘Engaging with the Theory and Practice of Creative PICE Work’. Ian Robson has recently been awarded the Association of Infant Mental Health UK Louise Emanuel Award for his contribution to practice, research and policy in this area. In this opening chapter, Ian Robson situates PICE work in the complexities of modern public services and seeks to address misconceptions about creativity –its reduction to superficial decoration or its mystification as an elite talent –and offers a more grounded and inclusive understanding. In Chapter 5, ‘The World Café Approach: Partnering Parents Towards a Deeper Understanding of Child Transitions’, Charmaine Agius Ferrante and James Stack describe and reflect upon their ‘innovative’ use and rich real-life examples of baby social sessions, which enabled them to understand more about attachment formation and baby transitions by bringing researchers, parents, and practitioners together in the research process. The following chapter, ‘Co-producing Better Mental Health Research with Young Researchers in Educational Establishments’, is provided by Dave McPartlan. In this chapter, Dave McPartlan reflects on his own personal research journey from teacher–student–researcher and how he sought to ‘flatten school and adult hierarchies’ by adapting and amalgamating Action Research and Participatory Action Research approaches. The next Chapter is provided by Kim Hall et al. titled: ‘Community Asset Mapping: An Ethical, Strength-based Approach to Co-production and Inclusion’. In this chapter, Kim Hall et al. critically appraise their own practices as they sought to co-produce and implement their research. In doing so, they also report positively on aspects of innovation and their research in relation to the ways in which they promoted an anti-stigma approach within their methods and engagement. We complete this section of the collection with a contribution from Paul Watson et al. titled: ‘Applying a Public Health Lens to Co-production with the Military Connected Community’. In this chapter, Paul Watson et al. reflect on their insights from a number of studies and consider their method of systematically layering Beattie’s model of Health Promotion in Veteran research. In doing so, they consider the use of the model for bridging the gap between rhetoric and reality while examining the potential power of collaborative, value-based approaches in transforming health and social care services for the military-connected population.

Section 3 of this collection is titled, PICE Work in Marginalised Communities. We open this section of the collection with a Chapter from Emma A. Adams and Sheena E. Ramsay: ‘Embedding Trauma-informed Principles Within Involvement xxviiiand Co-production Activities with People Experiencing Homelessness’. Within this chapter, Emma A. Adams and Sheena E. Ramsay, drawing on multiple studies, discuss key practice-related and theoretical issues related to trauma and homelessness before exploring the application and strategies for undertaking research with a trauma-informed lens. Building on concerns in this ‘space’, Monique Lhussier and Christina Cooper also consider their co-production workshops and the involvement of their ‘lived experience group’ in relation to homelessness research: ‘Co-production From the Perspectives of People Who Have Experienced Homelessness’. In this chapter, Monique Lhussier and Christina Cooper provide us with quotations from participants as illustrative examples of experience and reflect on concerns with inclusive practice before presenting their five key lessons that can be taken forward for working groups with multiple and/or complex needs. In 
Chapter 11, we have a contribution which explores the ‘Collaborating to Explore the Reproductive Health and Social Care Needs of Women Who Use Drugs: A Doctoral Research Study’ from Claire Smiles and Donna Kay. In this chapter, Claire Smiles and Donna Kay critically reflect on their respective roles as doctoral students/activists and candidly report on where they had shared research experience and agreement about approaching research collaboration in this sensitive subject and topic area. In the second half of this section, we have a contribution from Mark Adley: ‘A Queer Engagement: Navigating the Twists and Turns of Public Involvement and Multiple Marginalisation’. In this highly reflective and candid account of research practice, Mark Adley explores critical concerns regarding how collaborations with people on the margins, who occupy queer or oblique positions in social space, can offer meaningful contributions to research and bring fresh perspectives to established methodologies and methods. The penultimate contribution in this section is provided by Katherine Jackson et al. titled: ‘“Tinkering with Care" in Public Involvement and Community Engagement with People with Experience of Problematic Alcohol and/or Drug Use’. In this highly thought-provoking account of practice, Katherine Jackson et al. explore the importance of ‘caring’ and draw broadly on ‘Feminist Ethics of Care Theory’ to illustrate that our capacity to ‘tinker’ to generate good care in different PICE situations is shaped by the social contexts of the research. In the final 
Chapter of this section, we have a contribution from Fayrouz Al Haj Moussa and Claire Hart titled: ‘Co-production in Refugee Research: Navigating Power Dynamics’. This 
Chapter explores the ways in which co-production has enormous potential to create meaningful and situated shared knowledge which enhances the presence of refugees. But it also comes with a warning that unless researchers challenge their own need for power and address the structural power that surrounds them, they risk exacerbating existing power imbalances.

Section 4 of the collection is titled, Parents–Carers–Adolescent and Children’s Perspectives of PICE Work. We open this section with a contribution from Cassey Muir and Kira Terry titled: ‘Involving Children and Young People Who Experience Parental Substance Use in Research’. In this chapter, Cassey Muir and Kira Terry explore some of the tensions associated with co-production and involving children in intervention development. In doing so, they argue that researchers xxixneed to be unafraid to have difficult conversations with children, and there needs to be an equitable shift from viewing young people as vulnerable due to their experience of adversity or parental substance use to fairness, inclusion and justice where young people are recognised as capable of being change agents. In moving the emphasis from the experiences of children and onto the experiences of carers, the next 
Chapter is provided by Charlotte Lucy Richardson et al. titled: ‘Am I a Carer? Avoiding Research Fatigue and Labelling in Health and Social Care Research’. In this chapter, Charlotte Lucy Richardson et al. explore a range of practical strategies for meaningful engagement with carers from their work, including using reflective, experienced-based language to recruit participants, considering carers’ logistical needs and ensuring individual carer voices are heard throughout the research process. We then return to the experiences of children for Pamela Louise Graham and Melissa Fothergill contribution: ‘Let’s Hear It From the Girls: Shining a Light on the Value of PICE in Alternative Educational Provision’. Pamela Louise Graham and Melissa Fothergill’s work draws on lessons learnt from a project that set out to explore girls’ experiences of mental health and well-being support in alternative educational provision; this 
Chapter highlights the value of engaging with girls in these settings. Key considerations relating to relationships, anonymity, power dynamics, and the practitioner’s ability to engage in sensitive conversations with young people are highlighted and discussed. The 
Chapter concludes with recommendations relating to PICE work, interprofessional working and ethically informed practice with young people. Our second to last 
Chapter is provided by Anna Tarrant, Linzi Ladlow and Laura Way and titled: ‘The Young Dads Collective: Sustaining PICE Through a Qualitative Longitudinal and Participatory Research Programme’. In this chapter, the potential and challenges of bringing together diverse communities around a shared set of interests in father inclusion are exemplified and considered. The 
Chapter also highlights the significance of the PICE model in fostering trust, ownership, and agency among young fathers who are often underrepresented or overlooked in traditional research, practice, and policy frameworks, demonstrating how they can be effectively supported to become not only subjects of study but active agents of change within their communities. The final 
Chapter of the collection is provided by Emily R. Munro et al. and titled ‘Co-producing Research with Care Experienced Young Adults and Social Work Professionals’. In this chapter, Emily R. Munro et al. highlight the need for attentiveness to relational safety, capacity-building, and reflective practices. They also demonstrate the role that values play in building authentic relationships and disrupting traditional power hierarchies while considering practical considerations, including training, adequate time and resources, and the use of a range of communications channels are also important. The 
Chapter includes a reflexive, insightful, and honest contribution from one of the peer researchers (also an author) involved in the study/ies and it concluded with a call for further formal evaluation of co-production models, the Networked Learning Community (NLC) model in particular, and their long-term effects on both research outcomes and the development of participants’ skills and confidence.



xxxNavigating the Collection

Each Chapter can be read as a complete and individually succinct piece of work in its own right, and each Chapter is also formatted to present an illustrative research practice example and then a sympathetic critical appraisal of a concern or innovation which occurred in that setting. As you read, and we hope you do this extensively, you will find common themes and concerns that are discussed across the collection in relation to concerns like positionality, tokenism, and co-production in research conceptualisation, design, and implementation. You will also find variations in relation to the content and contexts in which the research and PICE were conducted. As we developed the rationale for the collection, we simply asked our contributors to contextualise their setting and research, identify a concern or innovation to reflect upon, and then discuss the implications of it. Each Chapter concludes with a short summary, reflection, and open discussion of the key implications for future research. What we try to do here is open up the lived personal and professional experience of people involved in research to allow you, the reader, to consider your own approaches, values, knowledge, positionality, and practice in relation to your own research and what you read here. What you choose to do from here, in this space, is very much up to you as a reader. You will have gathered that this book is not about telling you ‘what’ to do or ‘how’ to do it, as this would amount to writing some kind of recipe book for PICE. Instead, what we hope to have provided is an engaging and engaged safe reflective space to foster authentic, meaningful, and potentially transformative relationships between lived experience and the process of undertaking research. Our hope is that, as the PICE movement gains momentum and becomes mainstream practice, it embraces complexity and uses research to platform situational and hyperlocal knowledge in a way that challenges traditional epistemologies for a fairer world.




1Section 1

International, Regional, and Local Perspectives of PICE Work
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Abstract

This chapter examines the experiences, challenges, and strategies involved in conducting meaningful community-engaged research with Lesbian, Gay, Bisexual, Transgender, queer/questioning and other sexuality and gender diverse identities (LGBTQ+) 4communities across three Asia-Pacific contexts: Australia, Hong Kong, and Singapore. It draws on the multidisciplinary expertise and lived experiences of collaborators working in health, social sciences, and community leadership. Addressing the complexities of multicultural LGBTQ+ health and migration research, the chapter explores structural, interpersonal, and conceptual challenges while critically interrogating Western-centric frameworks of gender, sexuality, and culture. Key strategies for fostering equitable, culturally safe research partnerships are presented, emphasising the importance of centring the voices and priorities of marginalised LGBTQ+ communities by actively involving them throughout the research process, from conception to dissemination. The chapter is grounded in insights from a participatory focus group facilitated by young, culturally diverse LGBTQ+ leaders. Through critical reflections, it identifies opportunities and barriers to advancing community-centred research that can support community well-being and shape inclusive policy and practice.

Keywords: LGBTQ+; Asia-Pacific; community engagement; health research; cultural diversity



Introduction

Community engagement has become an essential feature of health and social care research and a core feature of community engagement is the inclusion of persons with ‘lived experience’ in the research. In the UK, National Institute for Health and Care Research (2021/2024) defines ‘lived experience’ research as research ‘carried out “with" or “by" members of the public rather than “to", “about" or “for" them’. Such research disrupts subject-object binaries by, among other strategies, challenging the notion of ‘researcher-as-expert’ through centring and validating lived experience and community expertise (Sanjakdar, 2022, p. 3). Community engagement seeks to enhance research impact by ensuring that research concerning marginalised communities is ethically conducted, responsive to local needs, and contributes towards both advancing scientific knowledge and developing interventions that directly benefit these communities (Taffere et al., 2024).

The increasing application of community engagement in health research has brought attention to concerns with ‘lived experience’, including what types of ‘lived experience’ are prioritised, how and why certain community representatives are selected, and whose voices are conferred credibility (i.e., who is accorded epistemic authority and expertise). Quite often, sacrifices and trade-offs need to be managed and made to strike a balance between welcoming diverse perspectives and satisfying institutional timelines and bureaucratic demands (Mason, 2021). For example, a bias towards selecting individuals who are more confident, highly educated and experienced (in communicating in academic and sector-specific language), and who are community leaders, can streamline decision-making but can also ‘easily exclude [less confident] voices [that come from more marginalised positions]’ (Pratt, 2021). A strategy to 5only include individuals with no engagement experience or professional expertise in the research topic can result in the exclusion of diverse voices and risk essentialising certain types of experiences as authentic (McIntosh & Wright, 2019). Decisions about who is included can create new hierarchies that fundamentally shape research, policy, and programme priorities in ways that may further alienate marginalised communities.

Trade-offs are often made when deciding when and how community members are engaged. Are they research participants, co-designers, advisors, authors, analysts, or investigators, and are they included in the early stages of project conceptualisation and grant review (Rittenbach et al., 2019)? What training and compensation are provided (e.g., Blair et al., 2022)? How are ethics committees engaged? While ethics committees ostensibly protect marginalised and vulnerable community members, they may instead often institutionalise practices that ‘co-opt research and … impose or restrict research agendas’ (Roffee & Waling, 2017, p. 14). Community members involved in research often risk being tokenised or are accorded epistemic deference, and, consequently, research based on subjective ‘lived experience’ has been dismissed as an illegitimate source of knowledge or held as unquestionable and infallible (Casey, 2023). Commenting on the dangers of deference for certain ‘authentic’ voices based on an uncritical investment in parochial notions of identity, Táíwò (2022, p. 82) noted, ‘the same tactics of deference that insulate us from criticism and disagreement insulate us from connection and transformation. They prevent us from engaging empathetically and authentically with the struggles of other people – a prerequisite of coalitional politics’.

Over the past decade, LGBTQ+ communities internationally have been the subject of growing research and policy attention. Yet, despite the increasing focus on intersectionality (e.g., of race, class, sexuality, disability, and gender), research on sexuality and gender diverse communities often continue to treat LGBTQ+ communities as a monolithic group (Ferguson, 2021; Pilling et al., 2017; Sadika et al., 2020; Simpfenderfer et al., 2024). The homogenisation of LGBTQ+ communities centres a Western worldview of sexuality and gender that privileges binary notions of gender and race, which results in, among other things, an oversimplification of diverse experiences, a failure to understand the unique experiences and needs of specific groups, and the reinforcement of negative stereotypes (Vidal-Ortiz et al., 2018). Consequently, overlooking in-group differences can result in a misdirection of resources and further marginalise underrepresented groups (see Adley’s chapter in this collection).

This chapter draws on our multidisciplinary lived, professional, and academic experiences working with LGBTQ+ communities on health research across three Asia-Pacific contexts: Australia, Hong Kong, and Singapore. We offer critical reflections on the experiences, challenges, and strategies involved in conducting meaningful community-engaged research across these unique contexts. We first briefly outline the context of our work, and then offer two challenges that present opportunities or barriers with regard to community engagement (i.e., the politics of neutrality and identity; and power dynamics and ethical considerations with research), before discussing strategies that we have implemented in our work that have supported effective community engagement.



LGBTQ+ Research in Australia, Singapore, and Hong Kong

6While the three contexts share similarities – they are developed economies with highly educated populations and increasingly visible LGBTQ+ communities, and are former British colonies that have been subject to anti-gay laws – there are important distinctions that materially affect the conduct of LGBTQ+ research.

Australia is a multicultural society with full legal recognition of same-sex marriage since 2017, strong anti-discrimination legislation, a vibrant LGBTQ+ social infrastructure in urban areas, an open media environment, and a generally accepting social climate. In Hong Kong, homosexuality is not explicitly criminalised, and there is some recognition of same-sex partnerships. Significant court cases have incrementally advanced LGBTQ+ rights. This includes a 2023 High Court ruling in favour of same-sex marriage recognition (Leung, 2023), which reflects glowing popular support for marriage equality – now at 60% (Lau et al., 2023). In Singapore, male same-sex sexual activity was decriminalised in 2022 with the repeal of Section 377A of the penal code. However, media restrictions on LGBTQ+ content remain. A constitutional ban on same-sex marriage was introduced with the repeal of 377A, and support for marriage equality, while growing, remains low at 32% (Ipsos, 2024).

These social and political sensitivities have had material impacts on the research environment pertaining to LGBTQ+ topics. LGBTQ+ research in Australia is supported by initiatives and funding from government and academic institutions, resulting in extensive conceptual and empirical research being conducted across a wide variety of topics across the life course, using myriad methods. In the Australian context, community co-design is increasingly mandated in state-funded research. In contrast, LGBTQ+ research in Singapore and Hong Kong remains considerably more constrained, and is often dependent on partnerships with international institutions, philanthropic organisations, and nongovernmental organisations. Scholarship in these latter contexts appears predominantly positivist and empirical, which might reflect national research policy expectations about what constitutes ‘good’ research, i.e., research with a quantitatively measurable impact.

We are a group of research collaborators with significant experience working with LGBTQ+ and other socially marginalised populations in Australia, Hong Kong, and Singapore. Some of us are full-time social researchers employed at universities, while others are nurses, social workers, health promotion officers, policy officers, programme managers, community advocates, and students, with a few of us fulfilling multiple roles. Within our group, we have engaged in several community-engaged quantitative and qualitative projects at the intersection of race, sexual and mental health, and sexual citizenship. In much of our work, we work closely with community members and organisations, although the sociopolitical realities in our respective contexts shape the design and scope of our studies.



Method

7The content of this chapter was informed by our international collaborative research activity and then developed from an online focus group discussion. The discussion, which lasted 85 minutes, was facilitated in English by two authors with the support of the senior authors (SKP and HW). The facilitators, both sexuality and gender diverse young community leaders of migrant backgrounds, iteratively and collaboratively developed the interview guide from a list of collaborator-contributed questions. The shortlisted questions were grouped in five domains: Safe and Ethical Research Practices; Language and Terminology; Intersectionality, Bias, and Cultural Humility; Conceptualisations of Gender, Sexuality, and Cultural Diversity; and Community Engagement and Representation. The discussion was recorded and transcribed verbatim, with the chat logs and transcripts analysed thematically by the first author (SKP). The study did not undergo an institutional ethics procedure, as all of the focus group members are also authors who gave their permission to participate.


Politics of Neutrality and Identity

Understanding positionality is important for health and social care research, and a common feature of research conducted across the various contexts was the necessity to maintain an appearance of neutrality. Participants working in Singapore attributed this to state policies that emphasise neutrality in relation to social issues to ‘keep the peace’ within society, in acknowledgement of a vocal community of conservative religious activists and in view of the state’s endorsement of the heterosexual family unit as the basis of society, with the result that LGBTQ+ populations are barely mentioned in sex education, the media and health promotion (see Ramdas, 2021; Yulius et al., 2018, p. 187). Beyond maintaining silence, neutrality was also associated with the expected and calculated inclusion of voices hostile to LGBTQ+ equality for the sake of ‘balance’. The emphasis on neutrality continues to maintain and even exacerbate health inequities in Singapore, as a participant noted:

One of the Singapore government’s reasons for keeping 377A on the books for a long time was to be ‘neutral’ to ‘both sides’… even if one side causes harm. This push for ‘respectful neutrality’, to give legitimacy to homophobic views alongside LGBTQ+ perspectives… hinders progress. Real change often requires challenging power structures, even at personal cost. True neutrality can reinforce systemic violence, benefiting those in power while harming marginalised communities. For example, LGBTQ+ lives are barely mentioned in sex education or public sexual health communication because of this need to be ‘neutral’ and ‘keep the peace’, because of the fear of coming across as supporting a certain marginalised community…

8These dynamics – of maintaining neutrality in an effort to not attract criticism, unwanted attention or social stigma – also feature in the Australian and Hong Kong contexts (e.g., Barrow, 2020; Kin & Denise, 2019; Riseman, 2019). In these settings, participants’ focus on appearing neutral was reflected in their decisions about which aspects of their identities they disclosed publicly. Their decision as to whether to publicly identify as sexuality or gender diverse, or to keep such information private, was a careful balance between a desire for transparency with community members and concerns about potential political, occupational and funding repercussions. They were anxious that such disclosures could lead to criticism, stigma and discrimination from their respective institutions, the state and the public, and that their research would be deemed ‘biased’ or ‘one-sided’, and therefore untrustworthy. Their hesitation to disclose their positionalities was recognised as a barrier to establishing community trust, particularly in studies exploring personal topics such as sexuality and sexual behaviour. As a result, these participants expressed needing to spend more time in building effective and trusting relationships with study populations. Some participants, however, noted that being able to identify themselves as ‘insider researchers’ – particularly in the Australian context – enabled them to embody a transformative praxis (Thambinathan & Kinsella, 2021) that bolstered rather than challenged their credibility.

The management of neutrality also affected the language used in research. Participants contrasted the diverse and rapidly evolving ways that communities described themselves against the ‘elite’ language used in research studies that privileged Western binary ways of understanding identity. They grappled with the challenge of navigating between Western and local language regimes, not solely to ensure cultural and context-specific relevance, but more fundamentally to reconcile the tension between critiquing and aspiring to decolonise dominant discourses, and needing to comply with institutional norms necessary for securing funding, advancing careers and achieving research goals that align with both participant well-being and institutional expectations. For example, deciding on the terminology to be used during the recruitment stages of their studies was experienced as challenging and time-consuming. The use of the terms ‘queer’ or ‘LGBTQ+’ among multicultural populations, the growing pressure to declare one’s pronouns (itself premised on Western epistemologies of gender), and assumptions around culture and ethnicity – such as the use of the term culturally and linguistically diverse (CALD) in Australian recruitment material to describe anyone not Anglo Australian; the instruction to identify as either Chinese, Indian, Malay and ‘other’ in surveys in Singapore; and the presumption of ethnic homogeneity in Hong Kong – were all acknowledged as privileging dominant ways of understanding ethnicity (i.e., equating ethnic Chineseness with being Singaporean and whiteness with being Australian). The imposition of Western frameworks of sexuality and gender diversity were seen as both actively and implicitly functioning to erase community diversity.

Further, participants reflected on how the reliance on broad terms informed by Western epistemologies of identity shaped the research focus and data, and then led to the over-recruitment of cisgender gay men from dominant cultural 9backgrounds to participate in research studies. This, in turn, privileged certain ways of understanding gender and sexuality while marginalising the perspectives of ethnic minorities and gender diverse individuals. These minoritised voices often felt pressured to articulate themselves in ways that did not fully align with their own experiences and languages, making it difficult for them to see themselves reflected in the research. For instance, although participants appreciated the inclusive intent behind the demand for pronouns, they noted that the prescriptive ways such questions were presented often pressured them to ‘out’ themselves or provide false information. For several participants, the pressure on respondents to be transparent in particular ways, alien to their cultural heritage, often felt unsafe for those whose heritage languages did not orally differentiate between pronouns and which had therefore afforded them the capacity to express themselves neutrally, without lying. One participant said:

I did some research exploring terms like ‘Queer’ with Chinese communities, and many people did not relate with the terms and had different understandings of them compared to the Western understandings. Many [of them also] felt that they had to come out when speaking in English because English uses pronouns, but in Chinese, all pronouns sound the same. (“ta": 他 – he/him, 她 – she/her, 它 – it)



Power Dynamics and Research Ethics

In addition to navigating identity concerns/constructs and demands for neutrality, participants reflected on the power dynamics that are often present in community-engaged research. These included balancing academic and career goals with community engagement, navigating dynamics within LGBTQ+ communities, and managing demands from institutional ethics committees who might not appreciate diversity and difference within marginalised communities.

Firstly, with growing expectations to meet challenging institutional key performance indicators (KPIs) for career advancement and to attract research funding, participants felt pressured to collect data and publish as efficiently as possible to continue attracting more funding to benefit marginalised communities. For example, one participant described a situation in which their colleague’s attempt to share research findings with LGBTQ+ communities in Singapore was blocked by the study’s principal investigator. The principal investigator insisted on prioritising publication in academic journals, fearing that others might use their findings if they were released publicly prior to publication. The participant considered this an example of a power imbalance, whereby ‘the principal investigator or the senior investigator controls when and how such information is given back to the relevant communities to help the communities in various ways’.

Secondly, participants observed power differentials within LGBTQ+ communities. These differentials were noted along various dimensions, including gender, class, ethnicity, nationality, and educational status.

10Power differentials are also apparent in political dynamics within LGBTQ+ communities, whereby some established groups control access and therefore community discourse, making it difficult for alternative voices to influence more inclusive and culturally relevant research and advocacy. Participants discussed how power struggles between LGBTQ+ leaders and groups complicated community engagement. 11They recounted having experienced debates about who – and whose experiences – should be included on the study team. The conflation of ‘co-design’ with ‘equal’ was challenged, as those with most power often controlled the process, as one participant said:

There are some queer groups who have longstanding relationships with people in power (the media and government), and therefore they want to protect that. It can be quite difficult to negotiate relationships if… you don’t follow that particular way that this power broker wants you to do it … There’s quite a bit of infighting, and everybody has a different way of doing things, so it’s difficult to figure out the most appropriate way of engaging the community when we’re doing research.

Thirdly, participants recalled having frustrating interactions with review committees that often insisted that researchers include problematic terminology (such as outdated or culturally insensitive wording, deficit-based language, and binary notions of gender) that can reinforce stereotypes and retraumatise participants, and who frequently imposed a positivist paradigm and quantitative expectations of evidence on qualitative projects (e.g., generalisability and validity). They felt that health and social research ethics committees, as gatekeepers who were often unfamiliar with qualitative methods since they usually worked within positivist and biomedical frameworks, prioritised compliance and the mitigation of institutional risk over the expressed needs and expectations of community members. In order to receive ethics approval, the participants felt researchers may be compelled to frame the notion of ‘risk’ to align with the ethics review committees’ expectations. As a result, ethics applications encourage the consideration of ‘risk’ at the individual level (e.g., psychological risk, which is mitigated superficially through the provision of information regarding support services) rather than at the community level (e.g., through engaging in meaningful, trauma-informed co-design).

Beyond noting ethics committees’ influence on study design, participants discussed how the use of specific terms (e.g., categories of gender, sexuality, ethnicity, mental health, discrimination, and deficit-based language), as recommended by ethics committees, complicated recruitment efforts. They expressed concern that prospective participants sometimes felt they did not qualify for studies that were, in fact, intended to include them. Essentially, the ethics committees’ recommendations often restricted participation to individuals who could easily identify with these terms, which were typically aligned with Western, mainstream conceptions of gender, sexuality, and ethnicity.

Participants working in the Australian context also commented on increasing expectations from funders regarding community engagement. While they appreciated the intent, they felt that the requirement was often met in superficial or ‘tokenistic’ ways. Participants felt that government agencies and funders cared more about the extent to which KPIs were met, rather than meaningful community engagement. An Australia-based participant with a background in public health expressed concern about the colonial and extractive behaviour regarding knowledge production and sponsorship:

Health policy (in LGBTQ+ research) is dominated by white, cisgender gay men who are often very vocal. It’s almost like they feel like they speak on behalf of the community and feel like they’ve done the work, but often it’s quite tokenistic. When I sit in meetings and hear about the way they do community consultations, I feel quite concerned that they would take credit for that piece of work to build their profile. They might not necessarily understand what they’re talking about, but they will always claim that they’ve done the consultation and engagement, to meet their KPI. I’m like, wow, these people don’t really know their work, but they can talk the talk. Sometimes, ‘co-design’ is box ticking, or used to confirm what the researchers wanted to do anyway, so they ignore the ideas that challenge their initial plans.

Despite their concerns about the lack of meaningful minority ethnic and gender diverse representation at the project management and commissioning levels, participants were encouraged by the slowly increasing number of LGBTQ+ people from culturally diverse backgrounds who are beginning to lead research projects, and by efforts of ethics committees to become more familiar with qualitative, community-engaged research.



Responding to Power and Identity Politics in Health Research

Participants’ responses highlighted three linked strategies that can enhance community-engaged research: developing genuine community partnerships, investing in community-driven marketing and communications efforts, and adapting research tools to reflect the ways local communities understand themselves. These will be discussed in turn.


Develop Genuine Community Partnerships

Engaging communities early and throughout the research process, incorporating diverse manifestations of lived experience and expertise, co-developing the study’s design – including research questions, methods, instruments, and dissemination plans – before finalisation, and prioritising training and knowledge transfer are essential to building reciprocal trust.

The development of genuine and effective partnerships is associated with greater transparency and accountability and mitigates feelings of exploitation. For example, on the question of data justice: to what extent can community 12groups give feedback on the study’s findings, and to what degree do they own the data they collect or provide? To achieve this, researchers should actively involve community groups in the dissemination of findings, ensuring they have opportunities to provide feedback and feel validated in their contributions. It is also critical for researchers to honour commitments made during the research process by maintaining communication with participants, sharing outcomes, and creating pathways for ongoing collaboration. This includes ensuring community members know where their data are going, how it will be used, and leaving the door open for future engagement or research opportunities. By doing so, researchers can foster trust, mitigate feelings of exploitation and promote data justice, thereby ensuring communities feel ownership and agency over the stories they share. To further foster transparency, accountability, and equitable partnerships, researchers could think about how they disclose their own positionalities, offering clarity to stakeholders about how their personal backgrounds, biases, and social positions influence the research process.



Invest in Community-driven Marketing and Communications Efforts

Efforts to address the underrepresentation of marginalised populations in research should include targeted marketing, recruitment, and engagement strategies. These may involve using imagery that reflects diverse communities to ensure participants feel represented, contracting with community organisations to manage recruitment, and hiring facilitators with relevant lived experience to build trust between participants and research teams. There are four key benefits of this outsourcing approach: firstly, partnering with community organisations enhances the political and public credibility of both the research team and the community organisation. Secondly, it improves participant recruitment efforts by aligning them with scientific and programme needs and priorities. Thirdly, it provides the organisation with a steady income stream that can be applied towards supporting community initiatives. Fourthly, it creates opportunities for skills development within the community organisation.

However, while targeted strategies can be effective, they need to be implemented carefully to avoid stigma. For example, overly narrow approaches in health education can inadvertently signal that certain groups are inherently at higher risk, creating discomfort or resistance. The value of using inclusive, non-stigmatising language to encourage open engagement must be stressed. Fostering trust and dialogue, rather than immediately and solely focussing on sensitive topics like race, sexuality, or Human Immunodeficiency Virus (HIV), can lead to more meaningful and productive relationships.



Adapt Research Tools to Reflect the Ways Local Communities Understand Themselves

The language and structure of research tools can either foster inclusion or alienate marginalised populations. Ensuring flexibility in methods (e.g., art-based approaches, interviews, and surveys), terminology (e.g., using gender-affirming language 13and avoiding assumptions about pronouns), and delivery (e.g., offering online or in-person options) is essential to respectfully engaging diverse communities. For example, researchers could consider organising paid community focus groups to review and refine research tools, ensuring they are trauma-informed, inclusive, clear, and reflective of lived experiences. Feedback from these focus groups can guide adjustments to language and content, such as adding qualitative questions that invite participants to share personal experiences. The inclusion of a qualitative question about community belonging and access to services could provide unexpected and valuable insights into themes like inclusion, exclusion, trauma, race, and lateral violence, deepening the understanding of participants’ lived realities, individually and collectively.





Conclusion

Research into and with LGBTQ+ communities often requires heightened sensitivities due to social and legal marginalisation. Community-engaged research, built on mutual respect and trust, is essential for producing respectful, accurate, rigorous, and actionable research that can directly benefit such populations. Our chapter here has been informed by our empirical work and a sympathetic critical appraisal of it across Australia, Hong Kong, and Singapore. While community engagement can often be a long and challenging process, such research, which is culturally sensitive and positions community members as active collaborators and co-creators of knowledge, can more effectively reflect the community’s complex realities and needs, protect their safety and dignity, promote their health and well-being, and strengthen communities. Those who wish to follow our work and learn from our experiences need to consider the context of our work, positionality and the constant need to be reflexive and reflective at every point in their own research journey. Taking steps to adapt research tools to reflect the ways local communities understand themselves, while investing in community-driven recruitment and dissemination efforts, is key to driving more authentic and genuine forms of community engagement.


References

Barrow, A. (2020). Sexual orientation, gender identity, and equality in Hong Kong: Rights, resistance, and possibilities for reform. Asian Journal of Comparative Law, 15(1), 126–155. https://doi.org/10.1017/asjcl.2020.2

Blair, C., Best, P., Burns, P., Campbell, A., Davidson, G., Duffy, J., Johnston, A., Kelly, B., Killick, C., Mac Dermott, D., Maddock, A., McCartan, C. J., McFadden, P., McGlade, A., Montgomery, L., Patton, S., Schubotz, D., Taylor, B., Templeton, F., Webb, P., White, C., & Yap, J. (2022). “Getting involved in research": A co-created, co-delivered and co-analysed course for those with lived experience of health and social care services. Research Involvement and Engagement, 8(1), 20. https://doi.org/10.1186/s40900-022-00353-x

Casey, P. J. (2023). 14Lived experience: Defined and critiqued. Critical Horizons, 24(3), 282–297. https://doi.org/10.1080/14409917.2023.2241058

Ferguson, A. (2021). Intersectional approaches to queer psychology. In K. L. Nadal & M. R. Scharrón-del Río (Eds.), Queer psychology: Intersectional perspectives (pp. 15–32). Springer. https://doi.org/10.1007/978-3-030-74146-4_2

Ipsos.(2024). IPSOS LGBT+ pride report 2024. Ipsos. Retrieved November 5, 2024, from https://www.ipsos.com/en-sg/growing-acceptance-lgbtq-rights-singapore-generational-divides-remain

Kin, C. Y. A., & Denise, T.-S. T. (2019). Regulating sexual morality: The stigmatisation of LGB youth in Hong Kong. In P. Aggleton, R. Cover, D. Leahy, D. Marshall, & M. L. Rasmussen (Eds.), Youth sexuality and sexual citizenship (pp. 86–99). Routledge.

Lau, H., Loper, K., & Suen, Y. (2023). Support in Hong Kong for same-sex couples’ rights grew over ten years (2013–2023): 60 percent now support same-sex marriage. Social Science Research Network. Retrieved November 5, 2024, from https://papers.ssrn.com/abstract=4452861

Leung, K. (2023). Hong Kong’s top court rules in favor of recognizing same-sex partnerships in a landmark case. AP News. Retrieved November 5, 2024, from https://apnews.com/article/hong-kong-same-sex-marriage-e32da67e8d4b364cb156a2e2ec526850

Mason, W. (2021). Radically slow? Reflections on time, temporality, and pace in engaged scholarship. In B. C. Clift, J. Gore, S. Gustafsson, S. Bekker, I. C. Batlle, & J. Hatchard (Eds.), Temporality in qualitative inquiry: Theories, methods and practices (pp. 142–157). Routledge.

McIntosh, I., & Wright, S. (2019). Exploring what the notion of “lived experience" offers for social policy analysis. Journal of Social Policy, 48(3), 449–467. https://doi.org/10.1017/S0047279418000570


National Institute for Health and Care Research. (2021). Briefing note two: What is public involvement in research? Definitions of involvement, engagement and participation. Briefing notes for researchers – public involvement in NHS, health and social care research. Retrieved November 5, 2024, from https://www.nihr.ac.uk/briefing-notes-researchers-public-involvement-nhs-health-and-social-care-research

Pilling, M., Howison, M., Frederick, T., Ross, L., Bellamy, C. D., Davidson, L., McKenzie, K., & Kidd, S. A. (2017). Fragmented inclusion: Community participation and lesbian, gay, bisexual, trans, and queer people with diagnoses of schizophrenia and bipolar disorder. American Journal of Orthopsychiatry, 87(5), 606–613. https://doi.org/10.1037/ort0000215

Pratt, B. (2021). Achieving inclusive research priority-setting: What do people with lived experience and the public think is essential? 
BMC Medical Ethics, 22(1), 117. https://doi.org/10.1186/s12910-021-00685-5

Ramdas, K. (2021). Negotiating LGBTQ rights in Singapore: The margin as a place of refusal. Urban Studies, 58(7), 1448–1462. https://doi.org/10.1177/0042098020962936

Riseman, N. (2019, November 22). Australia’s history of LGBTI politics and rights. Oxford Research Encyclopedia of Politics. https://oxfordre.com/politics/view/10.1093/acrefore/9780190228637.001.0001/acrefore-9780190228637-e-1260.

Rittenbach, K., Horne, C. G., O’Riordan, T., Bichel, A., Mitchell, N., Fernandez Parra, A. M., & MacMaster, F. P. (2019). Engaging people with lived experience in the grant review process. BMC Medical Ethics, 20, 95. https://doi.org/10.1186/s12910-019-0436-0

Roffee, J. A., & Waling, A. (2017). Resolving ethical challenges when researching with minority and vulnerable populations: LGBTIQ victims of violence, harassment and bullying. Research Ethics, 13(1), 4–22. https://doi.org/10.1177/1747016116658693

Sadika, B., Wiebe, E., Morrison, M. A., & Morrison, T. G. (2020). 15Intersectional microaggressions and social support for LGBTQ persons of color: A systematic review of the Canadian-based empirical literature. Journal of GLBT Family Studies, 16(2), 111–147. https://doi.org/10.1080/1550428X.2020.1724125

Sanjakdar, F. (2022). Re-searching margins: An introduction. In F. Sanjakdar, G. Fletcher, A. Keddie, & B. Whitburn (Eds.), Re-searching margins: Ethics, social justice, and education (pp. 1–24). Routledge. https://doi.org/10.4324/9780429346286

Simpfenderfer, A. D., Jackson, R., Aguilar, D., Dolan, C. V., & Garvey, J. C. (2024). Using queer framings and positionalities to unsettle statistical assumptions of generalizability and representativeness. Educational Studies, 60(1), 19–40. https://doi.org/10.1080/00131946.2024.2303096

Taffere, G. R., Abebe, H. T., Zerihun, Z., Mallen, C., Price, H. P., & Mulugeta, A. (2024). Systematic review of community engagement approach in research: Describing partnership approaches, challenges and benefits. Journal of Public Health, 32(2), 185–205. https://doi.org/10.1007/s10389-022-01799-9

Táíwò, O. O. (2022). Elite capture: How the powerful took over identity politics. Pluto Press.

Thambinathan, V., & Kinsella, E. A. (2021). Decolonizing methodologies in qualitative research: Creating spaces for transformative praxis. International Journal of Qualitative Methods, 20, 1–9. https://doi.org/10.1177/16094069211014766

Vidal-Ortiz, S., Robinson, B. A., & Khan, C. (2018). Race and sexuality. Polity Press.

Yulius, H., Tang, S., & Offord, B. (2018). The globalization of LGBT identity and same-sex marriage as a catalyst of neo­institutional values: Singapore and Indonesia in focus. In B. Winter, M. Forest, & R. Sénac (Eds.), Global perspectives on same-sex marriage: A neo-institutional approach (pp. 171–196). Palgrave Macmillan.




[image: logo]



Public Involvement and Community Engagement in Applied Health and Social Care Research: Critical Perspectives and Innovative Practice, 3–15
Copyright © 2026 by Sujith Kumar Prankumar, Loc Nguyen, Thisanut Kaewnukul, Lai Peng Ho, Randolph C. H. Chan, Kevin Dong, Muhamad Alif Bin Ibrahim, P. Arun Kumar and Horas T. H. Wong. Published by Emerald Publishing Limited. This work is published under the Creative Commons Attribution (CC BY 4.0) licence. Anyone may reproduce, distribute, translate and create derivative works of this work (for both commercial and non-commercial purposes), subject to full attribution to the original publication and authors. The full terms of this licence may be seen at http://creativecommons.org/licences/by/4.0/legalcode.
doi:10.1108/978-1-83608-678-920251001



Chapter 2

17Co-production of a Regional Approach to Community Engagement in Health and Care Research in the North East and North Cumbria

Elaine Bidmeada,b, Felicity Shentonb, Greta Brunskillc, Kate Whitmarshd, Sharon Barnesd, Steph Capewelle

aInstitute of Health, University of Cumbria, UK

bNIHR Applied Rresearch Collaboration (ARC) North East North Cumbria (NENC), UK

cNIHR HealthTech Research Centre in Diagnostic and Technology Evaluation, Faculty of Medical Sciences, Newcastle University, UK

dThe Centre West Cumbria, UK

eLove, Amelia, UK

Abstract

This chapter focusses on developments in the North East and North Cumbria (NENC) that strove to create more opportunities for seldom heard groups and communities to be active partners in health and care research. We focus specifically on co-production with the voluntary and community sectors, summarising the context that influenced a collective drive to do things differently. Two local voluntary, community, and social enterprise (VCSE) organisations share their insights and experiences. We outline a series of regional developments that aimed to address key issues associated with involving communities and VCSE organisations in research and focus on improving relationships and growing more meaningful opportunities that 18benefit people, communities and the VCSE sector, as well as improving the quality of research. Finally, we share some of our key learning and messages for others looking to support and develop new ways of working with communities and VCSE organisations to develop meaningful, reciprocal, and sustainable partnerships in research.

Keywords: Co-production; community engagement; public involvement and community engagement (PICE); inclusive research; voluntary; community and social enterprise sector (VCSE)



Introduction

Research is essential to delivering high quality health, social care, and public health services and interventions (Boaz et al., 2015), but there are concerns about unequal representation in research studies, and arguments that the knowledge produced by research is partial because it often excludes diverse groups who are seldom heard (Kennedy-Martin et al., 2015; Reynolds et al., 2021). This matters because the impacts of interventions may vary in different groups of people (e.g., based on their age, ethnicity, and/or gender) and geographies (such as coastal/rural/urban, north/south, and socio-economic advantage/disadvantage; Bower et al., 2020). It is therefore essential that research is equitable, inclusive, and representative of different people and places. Researchers and research institutions also need to consider issues around fairness, as Bower et al. (2020, p. 2) note, ‘fairness dictates that publicly funded research’ and the benefits of participating in such research ‘should be accessible to all’. For research that addresses health and care inequalities to have the best possible chance of making a difference to the people and communities most affected, we must ensure that it is informed by and includes their voices. In this context, public involvement and community engagement (PICE) can play a key role by ensuring the needs and experiences of people and communities remain at the heart of health and care research (Staniszewska et al., 2018).

From its inception in 2006, the National Institute for Health and Care Research (NIHR) has developed policies to support and promote public involvement in research. It has recently broadened these to include community engagement. Many UK research funders have increasingly encouraged, and now require, PICE in funding applications. The UK Public Involvement Standards Development Partnership (2019) designed standards to improve the quality and consistency of public involvement in research. The six standards represent the foundations of good PICE in health and care research and include ‘working together’ with communities to build sustainable, mutually respectful and productive relationships, and creating ‘inclusive opportunities’ to enable diverse PICE in research.

In 2021, the NIHR reported on ‘lessons learnt from the Reaching out Programme’ (NIHR, 2021), which focussed specifically on working with communities not typically involved in research. It aimed to support 19research infrastructures across England to develop new relationships and more effective approaches to building relationships with communities. Such relationships were seen as the ‘building blocks to involvement in research and ensuring that research reflects the needs of communities’ (NIHR, 2021). The programme made recommendations to support the inclusion of diverse groups in health research and highlighted the importance of creating and nurturing relationships with them. Ensuring involvement is mutually beneficial to both participants and researchers was also recommended, with recognition that it takes time and effort to make this happen.

Recently, the NIHR has renewed its commitment to public partnerships (NIHR, 2024a), restating its ‘ambition to make public partnerships diverse, inclusive and impactful’. Together with the UK Standards for Public Involvement, these are the cornerstones of PICE. What the NIHR refer to as ‘public partnerships’ embodies a vision for research that reflects what matters to people and communities, and their lived experience of health and care issues.

Increasingly, the VCSE sector is recognised as key to engaging more diverse communities in research due to their long-standing and trusted relationships with communities, including with some of the most marginalised people. In this chapter, we describe and engage in a sympathetic critical appraisal of our own practice and developments in the NENC that have aimed to create more opportunities for seldom heard groups and communities to be active partners in health and care research. Focussing on our work with the VCSE sector, we start by summarising the background and context that influenced a collective drive to do things differently before sharing the insights and experiences of two local VCSE organisations’ involvement in research. We then outline a series of developments that aimed to address key issues associated with collaborating with communities and VCSE organisations in research. Finally, we share some of our key learning and messages for others looking to support and develop new ways of working with communities and VCSE organisations in research.



Background

Since 2017, the development of PICE in the NENC has been supported by the ‘Creating Connections Network’. Coordinated by the region’s NIHR research support service (RSS) Hub, the Network involves PICE leads from across NIHR infrastructures and aims to share good practice, support learning and enable collaborative projects and innovation (Creating Connections, 2024). It works closely with research institutions, practitioners and VCSE partners to deliver PICE in the region. Network activity is underpinned by a commitment to ensuring that the voices of people and communities are instrumental in achieving transformational health and care research. Further, network members are committed to creating opportunities for people and communities to engage in all aspects of the research cycle (Pearson et al., 2024), not just as participants in research studies. This includes involvement in identifying research priorities, shaping research questions, designing research methodologies, conducting research, supporting data analysis, and co-producing and sharing research findings (University of Oxford, Medical Sciences Division, n.d.). 20It is through this network that connections between key partners and sectors have been established and sustained over time, enabling collaborative efforts to develop new and innovative approaches to support more diverse PICE.

The NIHR Research Design Service NENC (now RSS) was an active partner in the Reaching Out Programme (NIHR, 2021). Through this work, they engaged with seldom-involved communities from Black, Asian and minority ethnic backgrounds, mental health service users, pregnant women, rural communities, working people, and vulnerable children in our region. This led to the co-production of a Community Engagement Toolkit with VCSE partners (NIHR RDS, 2022), which provides 10 principles to guide researchers in their approach to working with communities and community organisations. This toolkit and the learning from the reaching out programme formed the foundation for further innovation to engage and involve more communities in research in the NENC, which we describe later.



Context

The NENC covers a large geographical area; its local integrated care system is the largest in the country in terms of both geographical footprint and population. This presents challenges to ensuring the geographical spread of public and community involvement in research, concerns which are supported by analyses of geographical inequalities in recruitment to research studies (Bower et al., 2020). Consequently, significant numbers of communities are seldom involved in research, whether these be communities of identity, interest, or place (Banks et al., 2013). We have found that engaging these communities can be supported by developing connections with the VCSE organisations that support them and with whom they have existing, long-standing relationships built on continuity and trust. This has long been recognised by researchers who have routinely connected with VCSE organisations to recruit research participants. More recently, however, the value of developing connections with these organisations to involve communities of people as partners throughout the whole research process is being recognised.

Conducting PICE in partnership with the VCSE sector benefits from establishing and maintaining ongoing, respectful and reciprocal relationships (NIHR RDS, 2022). Within the NENC there are examples of strong links between individual researchers, research organisations, and VCSE organisations, which have supported research involvement and engagement activities with diverse communities. We are aware of examples of good practice in the region including PICE work with young people and ethnically minoritised groups, and a strong track record of supporting co-production and peer research approaches. However, we are also aware of a small number of VCSE organisations that are often overwhelmed with requests to facilitate research involvement and participation, as well as many others that are never approached. Importantly, the former organisations can feel burdened and pressured as requests for their time are uncoordinated, frequently duplicate other requests, and are usually made with unreasonably 21short notice. VCSE organisations have also shared poor experiences of being involved in research, including a lack of remuneration and training, and impact from the research rarely being communicated to those that participated. This can damage the relationship between the VCSE organisation and their beneficiaries, many of whom participate in research because the VCSE organisation has introduced them to it and/or out of a sense of helping to change things for others. Through engaging, some will have been asked to share personal information about traumatic experiences which may have triggered psychological responses (see chapters by Cooper, Lhussier, Adams, and Ramsey in this collection). If public contributors never hear about research outcomes they may be left wondering if what they said made a difference and questioning whether their involvement was worth it. As the intermediary between the individual and the researcher, the VCSE organisation may be perceived responsible for the conduct of the researchers leading to feelings of betrayal towards the organisation. Individuals may then withdraw from supportive services because of this perceived association, resulting in negative consequences for themselves and the organisation.

We invited co-authors from two VCSE organisations to share their perspectives on involvement in research, including insights on how PICE can be challenging, and even a negative experience, for their organisations, and how this might be improved in the future.



VCSE Reflections From Experiences of Research Involvement

‘The Centre’ is a West Cumbrian charity providing social and creative opportunities for people to connect and grow, based at a community building in Maryport. Their reflections on involvement in research are not untypical.

We believe that everyone has something to offer and that together we can build brighter and better outcomes for everyone in our community. Giving people a voice and opportunities to express their opinions is an important part of our work and so we want to support research wherever and whenever we can. With a tiny team, limited budget and an ever-increasing demand on services, we have to be selective about what we take on beyond business-critical activity. With every additional task, we must carefully weigh up what direct benefits there will be to our organisation or the community, because at the end of the day, we know we’ll have to cut something to make time to facilitate each request. It’s a constant juggle and it takes all our resources just to keep the doors open.

As with everything we have had good and bad experiences. Some researchers have ‘dropped in’, carried out their research and then vanished, not only leaving participants (and us) without feedback or findings – but ultimately a sense of diminished confidence and trust.22

We’ve found that most people want to be useful and that they have a genuine selfless desire to help others – but we don’t think this should be taken for granted. Lived experience clearly has a value and the best experiences we’ve had are those where the researchers have demonstrated an understanding of this. Researchers who have thought about why people should give up their time and can clearly explain the benefits are far more effective than those who get what they need and run.

When researchers reimburse both community members and VCSE organisations for their time, either in money or ‘in kind’, it supports a more accessible approach by establishing a reciprocal dynamic to the relationship. Even a minimum of reimbursing ‘out of pocket’ expenses can make a difference as to whether an individual or an organisation is able to participate – it is often the individuals and organisations who can least afford to participate whose voices are missing from research to begin with.

Language can also be an issue. Participants need to fully understand what they are being asked and how their answers will be used, as well as understanding why they are being consulted. Usually with research, the studies want to capture voices that are not always heard – but there’s a reason that they’ve not been heard before and this needs to be considered. It may be confidence holding them back, it may be a lack of understanding and not wanting to ask for clarification, it may be that they don’t see the point of speaking up when they’ve never been listened to before, or it may be that the last time they gave up some time to take part in research, they didn’t get an update or conclusion … trust is hard to gain and very easily lost. The whole process must consider the needs of both sides – it’s that two-way street analogy again …

We believe that involvement in research needs to be genuine, respectful and useful. There needs to be longer term engagement with VCSE organisations and their communities to be meaningful to all involved, and to avoid it becoming a tick-box exercise. To build trust, researchers must get to know the community before coming in. They need to learn our language!

Due to the current climate, we are single mindedly focused on using our scarce resources to deliver our charitable objectives, build trust and engagement in the community, and keep our doors open. Sadly, we would currently have no choice but to turn down approaches from researchers if the research cannot help us deliver those aims.

23Love, Amelia is a baby bank charity that provides practical support to families with children aged 0–16 years who are experiencing poverty and other multifaceted hardships. They also reflect on their experience with researchers.

Operating throughout the North East, we aim to reduce the impact of poverty and inequalities by providing essential items and equipment that children need to be safe, happy, and able to thrive. Our commitment to involving individuals with lived experience ensures that our work is not just for the community, but with the community, delivering outcomes that matter.

At Love, Amelia, we have found engaging in research offers significant opportunities and benefits, but it also presents some challenges. The families we work with are often among the most marginalised in society, and we strongly believe that giving a voice to those who use our service is crucial to designing and delivering support that is meaningful and impactful. Engaging with families and collaborating through research allows them to express their needs and preferences, shaping a service that truly reflects and responds to their lived realities. This collaborative approach has helped us improve our delivery model and create a more inclusive service that better meets the needs of families in our community.

However, our experience of engaging in research has not been without challenges. Some researchers, in the past, have not worked as collaboratively as we would have hoped, failing to share findings or to set realistic expectations about what our services can deliver. This lack of transparency and partnership can be disheartening for small charities like ours, where resources are stretched.

To ensure that research is beneficial to all parties, it is critical that the collaboration between researchers and VCSE organisations is genuine, with clear expectations, open communication, and mutual respect. Both sides need to be mindful of capacity limitations and ensure that findings are shared transparently with all involved. Only then can research act as a true driver of meaningful change at multiple levels, ensuring that the voices of those most impacted are not just heard but acted upon.

It is important to acknowledge the existence of systemic barriers to meaningful engagement with communities and the VCSE organisations that support them. The processes and systems associated with much health and care research do not create conditions that nurture meaningful, reciprocal relationships between the potential VCSE sector and research partners. The process of applying for research funding can pose significant challenges, particularly in terms of 24the time and investment needed to develop meaningful partnerships and the often short timeframes for making an application for research funding. There are limited resources to support pre-application activity, which can compound the risk for all partners of investing a lot of time and effort in the pre-application phase when the research may not be funded. This investment of time can be particularly challenging for the VCSE sector, which rarely has any staff time or roles dedicated to research activities, and may already be operating at stretched capacity, as illustrated in the accounts above. Furthermore, it is common for individuals and/or organisations outside of academia to be ineligible as co-applicants, which prevents appropriate resource allocation for their roles in the research. These factors can present real challenges in developing partnerships for research. To ensure the inclusion of new and different voices, the research funding process needs to recognise the value of working with VCSE organisations to reach and involve diverse communities by enabling (rather than hindering) relationships and partnership working.



Co-developing a Partnership Approach to Community Engagement

In 2021, a working group comprised of public partners, VCSE organisations, and members of the Creating Connections network took part in a workshop series exploring the potential of commissioning partnerships with the VCSE to support PICE activity, supported by a grant from the NIHR School for primary care research. From this work, the idea of a coordinator role based in the VCSE sector to support greater connections between VCSE organisations and their beneficiary communities, as well as health and care research, was conceived.

Through joint funding from NENC NIHR infrastructures, a two-year pilot of a VCSE research partnerships coordinator was begun in July 2022. The vision for the role was to support partnerships between research and VCSE organisations, with the longer-term aim of growing the involvement of diverse communities in all aspects of the research process. Through a further grant from the NIHR Centre for Engagement and Dissemination (CED), an additional series of workshops with VCSE partners enabled the co-development of a work plan for the new Coordinator. This process involved exploring and re-visiting priorities, negotiating shared agreement about how to move forward and defining what success from the pilot would look like. Importantly, funding for this developmental work was hosted by Voluntary Organisations’ Network North East (VONNE), the regional support infrastructure for the North East VCSE sector, rather than a traditional PICE or research institution.

The coordinator undertook a wide range of activities to support researchers and VCSE organisations. This included sharing research opportunities through VONNE’s networks, which include representation across the NENC region and diverse communities of interest. They provided a single point of contact for making VCSE/research connections and, where interests aligned, made direct introductions between researchers and VCSE organisations, providing advice to 25support early partnership discussions based on establishing reciprocal, sustainable partnerships. They also developed and delivered opportunities for training, skills, and knowledge sharing, including events for researchers and VCSE organisations to encourage adoption of the NIHR Community Engagement Toolkit to support more positive and reciprocal partnerships.

Partway through the pilot, additional funding was secured to further develop this work through an NIHR CED call for proposals ‘to understand and strengthen regional infrastructure for involvement, engagement, and participation’. Work is now underway to build on the Community Engagement Toolkit (NIHR RDS, 2022) through the co-production of practical resources to enable both VCSE and research partners to develop more positive reciprocal relationships. The toolkit embodies the values and principles that underpin the approach that we are putting into practice in the NENC and is therefore central to this work. We also continue to roll out training to grow researcher awareness and knowledge about the VCSE sector, as well as VCSE awareness and knowledge about health and care research to establish a better shared understanding from which partnership conversations and relationships can develop.

The Coordinator and a representative from ‘Love Amelia’ reflect on the pilot role.

Greta Brunskill, VCSE Research Partnerships Coordinator at VONNE July 2022–August 2024

From the outset, there was interest and appetite for greater opportunities to work together from the VCSE sector and researchers I met. Lots of people commented on how much my role was needed with researchers and VCSE organisations sharing that their connections had come about informally or through chance meetings. Some VCSE organisations also shared that they were interested in research but did not know where to start. The need for support was also evident in the 90 plus requests for help over the two-year pilot.

At the heart of the role was making connections and introducing partners with shared interests. Where I was able to support this kind of ‘match’ and early conversations to explore hopes and expectations of a potential partnership, it felt the original intention of the role really came alive. Another positive part of the role was developing opportunities for skill and knowledge sharing to help address gaps in knowledge, and ultimately help VCSE and research partners start their conversations from a better place. Through a serendipitous link with researchers at the NIHR ARC NENC, who also had a remit to support non-academics, we collaborated to deliver an introductory workshop on research and evaluation for VCSEs which was successfully piloted with positive feedback. With VONNE colleagues I was also involved in developing a session called ‘What is the VCSE sector?’ for research and health partners, 26which was also well received. There were also some great examples of communities and VCSE organisations gaining wider value from being involved in research, such as having the opportunity for a health information session, or an organisation gaining access to research evidence that supported their development.

On the challenging side was balancing growing interest and enthusiasm for research in VCSE organisations that had many, many other priorities whilst also managing their expectations. The number of requests for support from research teams looking for community/VCSE partners in the earliest stages of an idea (i.e. to be included in their research funding applications) was very small, with most looking to publicise invitations for PICE contributors or research participants for an established study. My sense is that although there are researchers invested in this kind of partnership working with the VCSE sector, there are still many more who are yet to embrace it. A further challenge was around capturing impact of the role when it can take time for things to have a tangible outcome; different approaches to capturing impact from the initial two-year pilot are being explored.

With the successes and challenges of this initial pilot in mind, I think there is huge potential to further grow connections between the rich and varied VCSE and research communities in the NENC, and for us all to benefit from more impactful research driven and shaped by an inclusive array of community voices. To really get the most from PICE activity, I think taking the research to people is so important and working with VCSE organisations helps researchers to meet with people where they are in ways that can be so powerful in breaking down potential barriers and creating meaningful involvement. For me, some key next steps will be to further embed VCSE research partnerships support in structures and processes so that researchers are aware and can utilise this at the earliest stages of developing applications for research funding, together with continuing to develop positive ways (such as skill sharing) to build lasting relationships between the sectors beyond specific projects.

Steph Capewell, Chief Executive at Love, Amelia:

Working in partnership and accessing resources and support through VONNE has provided a valuable opportunity to learn from past experiences and improve the collaborative research process, ensuring more effective and mutually beneficial outcomes. The VCSE Partnerships Coordinator has been instrumental 27in fostering meaningful connections between our charity and researchers whose values and interests align with ours. She has provided an essential bridge, ensuring that communication is clear, and expectations are realistic on both sides. For small charities like ours, where time and capacity are limited, it has been invaluable to have someone advocate on our behalf, highlighting the importance of mutual respect and understanding in research collaborations. The VCSE Partnerships Coordinator has been a strong voice for Love, Amelia and the wider sector, ensuring that our time, resources, and limitations are recognised and respected.



Innovations and Lessons Learned

If health and care research is to be fairer and more representative, we believe that using a co-production approach (NIHR, 2024b) to developing ideas about how to grow more sustainable, reciprocal partnerships between researchers and VCSE organisations is fundamental. We have learnt that it is possible to build on existing networks and infrastructures (e.g., creating connections, VONNE) to bring together the perspectives of VCSE and research sectors to co-produce solutions. Joint funding for the new role was essential in consolidating a partnership with shared interests and priorities in growing greater community connections and diversity in PICE activity. It was also important to locate the resource within the VCSE sector (not in universities or NHS trusts), as this allowed greater flexibility and supported creativity and innovation. It also built on the existing trust and respect in VONNE that was held by VCSE organisations and allowed a more in-depth understanding of the sector to inform the development of the work, making the partnership more equitable. Co-production of the work programme in partnership with VCSE and research organisations helped ensure it was grounded in their experiences and the support they felt was needed from the outset. Offering VCSE participants costs for time, travel and subsistence, and holding events in accessible, familiar community spaces ensured that they were able to participate in the co-production process.



Conclusion

Working with VCSE organisations that have trusted and long-standing connections with communities is one important way to reach and involve those who are rarely involved in health and care research. From our collective work and learning over the last five years, we strongly advocate that partnerships need to be reciprocal and meet the needs of the community and VCSE organisations as well as the research. We have also identified the need to continue to address gaps and misunderstandings between the research and VCSE sectors to support better partnership working, including what the VCSE sector is and is not, and the differences between research, evaluation, and service monitoring.

Investment in relationships with VCSE organisations and the community members they serve is essential; these relationships take time and work best where 28researchers can demonstrate interest and commitment before making significant asks. Working flexibly and creatively in these partnerships can be highly valuable, including when thinking of ways to make the research process and outputs useful to VCSEs and communities. Reciprocity is important and can come in many forms such as skills sharing by researchers to help VCSEs write bids or develop service evaluations. Fundamentally, researchers need to nurture and sustain relationships with VCSE organisations and communities, and more broadly, the VCSE and community’s relationship with research. Sharing feedback on how public contributions have been used and the eventual research findings are essential to valuing involvement and maintaining a positive connection with research.

Just as partnerships with VCSEs need careful thought and collaboration, so does innovation that seeks to address historical challenges between the research and VCSE sectors. Innovation needs to be built on solid foundations and trusting, reciprocal relationships; it cannot be imposed on communities or VCSE organisations. Short-term or poorly conceived initiatives can damage and negate relationships.

We have highlighted how current research funding systems pose barriers to VCSE and research partnership working, and we challenge health and care research funders committed to involving diverse communities in research to develop funding calls and processes that encourage and enable partnership working between sectors. This is important not only in ensuring good and inclusive PICE in research, but in supporting diversity of research participants (the people who take part in research) by helping to ensure research is designed and delivered in ways that will reach and engage the wide and diverse public.
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Abstract

The transfer of public health responsibilities to local authorities has placed greater emphasis on the need for evidence-based decision-making to address health inequalities. Integral to this process is the involvement of the public and communities in research, ensuring that decisions are informed and equitable. While local authorities possess existing structures for community engagement, the establishment of NIHR Health Determinants Research Collaborations (HDRCs) presents a fresh opportunity to address power imbalances potentially inherent in traditional engagement practices. This chapter explores how HDRCs can establish sustainable research infrastructure to embed public involvement and community engagement (PICE) within local authority systems and foster long-term change which places communities at the heart of health inequalities research.
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1. Introduction

32Health inequalities disproportionately affect the poorest and most marginalised communities, making it essential that their voices are not only heard but actively engaged in research aimed at addressing these challenges (Parbery-Clark et al., 2023). Since 2013, the transfer of public health responsibilities to local authorities has intensified the emphasis on evidence-based decision-making and public involvement in shaping health policies (LGA, 2022). Although evidence has always been central to council priorities, its use has often been constrained by politics, financial limitations, and the need for rapid decision-making, resulting in its underutilisation (Boaz et al., 2019; Cheetham et al., 2022; Kneale et al., 2017). In response, local authorities are formalising their research structures, building internal capacity, and fostering a research culture that prioritises collaboration with residents (Homer et al., 2022). This represents a crucial shift from conducting research on communities to working with them, fundamentally transforming public involvement.

Despite these changes, achieving meaningful public engagement remains challenging due to local authorities experiencing substantial and sustained periods of austerity (Gray & Barford, 2018). However, the establishment of in-house research capacity, supported by external research partnerships, offers hope for building more consistent, and impactful PICE.

The National Institute for Health and Care Research (NIHR) has launched 30 HDRCs across the UK. These HDRCs, in partnership with regional universities, aim to embed a research-driven culture in local authorities, enhancing their capacity and infrastructure to tackle health inequalities through evidence-based decision-making (NIHR, 2023a). PICE are central to this initiative, reinforcing the importance of collaboration. As public bodies, councils must remain accountable to their communities. Genuine public involvement ensures that decisions reflect residents’ needs and that public funds are spent wisely. However, with the growing demand for public involvement in research, there is a risk of tokenism: engaging communities merely to meet funding or regulatory requirements rather than fostering meaningful collaboration. Moving from tokenism to trust requires ongoing transparency, reflection, learning, and a sustained commitment to engagement (Jackson et al., 2020).


HDRC Infrastructure

HDRCs were established as part of an NIHR initiative. Our team operates across all council departments, and a key goal is to drive health-focussed research and build long-term research infrastructure. We have extensive staff and resources, including a multi-disciplinary team comprising research leads, a knowledge broker, a data scientist, a training lead, and a PICE lead. Most of our independent researchers hold PhDs and come from multi-disciplinary academic backgrounds.

The HDRC’s roles are integral to strengthening relationships with the community, Voluntary, Community, and Social Enterprise 33(VCSE) organisations, stakeholders, and underrepresented groups to collaborate on our research efforts. We work extensively with a PICE board that includes community members and marginalised groups who review and shape our research priorities. Our work is underpinned by equity, and we ensure that public contributors are fairly compensated for their time, demonstrating our commitment to meaningful involvement. This approach to PICE work marks a positive and significant shift within the council, aiming to deepen engagement with residents and aligning our research more closely with community needs.




2. Challenges and Reflections on Funded Research


2.1. PICE As a Funding Requirement

As evidence-based practice gains momentum in local authorities, opportunities for original research grow, and so do the challenges of integrating PICE meaningfully. While PICE is widely recognised as essential for robust research (Liabo et al., 2020), concerns about tokenism arise when power imbalances remain unaddressed or when engagement serves primarily to satisfy funding criteria (Ocloo & Matthews, 2016).

Grant applications now often require evidence that PICE has shaped the research proposal (Wilson et al., 2015). This requirement introduces financial and practical challenges, as PICE involvement incurs costs – such as remuneration, room hire, travel, and VCSE support – that local authorities may struggle to justify without secured funding. Although some small bursaries exist, substantial PICE funding usually becomes available only after grant approval (Jackson et al., 2020). This creates a paradox: while PICE is necessary to secure research funding, the lack of upfront funding often restricts its implementation, compromising both the quality and authenticity of the engagement.

This paradox became evident during a recent funding application, in which we collaborated with local authority and university colleagues to explore the integration of domestic abuse awareness into relationships and sex education (RSE) in schools. While the HDRC could draw on professionals such as practitioners and academics to ensure research feasibility, the success of this public health initiative depended on early engagement with VCSE groups. These groups were critical for shaping the project’s direction, navigating the sensitive topic, and ensuring the research was both relevant and welcomed by children and young people. However, the funders required evidence of engagement before approving the grant, and the HDRC lacked immediate resources to facilitate this. The HDRC leveraged its partnership with the university, which provided the remuneration for PICE activities, enabling the project to proceed without delay. This early involvement aligned the research with the lived experiences of those affected, demonstrating the value of meaningful PICE. This example underscores the importance of proactive, early stage PICE funding and the value of established partnerships in overcoming potential barriers. Without this early stage engagement, the quality and authenticity of the project would have been diminished, reducing both its impact and likelihood of funding success.

34However, it is important to recognise that incorporating PICE into research requires strategic planning across multiple stages. Involving and sharing decision-making power with communities carries financial implications at both individual and organisational levels. At the individual level, PICE members must be remunerated for their time, with reimbursement costs increasing based on the level of involvement required. At the service level, funding may need to be reallocated to accommodate PICE costs – a significant challenge for local authorities during periods of austerity. Nevertheless, the long-term benefits of empowering communities and improving health equity far outweigh these costs (Ocloo & Matthews, 2016).

Our team seeks to address these challenges by forming ongoing partnerships with universities, pooling resources, and generating networks that strengthen grant applications. By establishing community-informed foundations, we aim to balance financial risks while ensuring that PICE remains meaningful and impactful.

Those who use PICE should proactively avoid and prevent tokenism by ensuring it is a genuinely integrated process, underpinned by a shared commitment to meaningful engagement among all stakeholders (Brett et al., 2014). Our team has facilitated this by engaging in early stage community involvement to ensure research outcomes align with real-world needs. This collaborative approach leverages local authority insights and academic expertise, building trust and demonstrating the value of PICE in creating impactful, sustainable policy interventions (Staniszewska et al., 2018).

One of the main challenges we experience is that certain funding streams are exclusive to higher education institutions. Without HDRC’s collaborative relationships, these funding opportunities would remain inaccessible, limiting research progress within local authorities. Collaborating with universities has provided valuable learning opportunities by pooling resources and expertise, reducing financial risks, and ensuring that PICE remains credible and ethical throughout the funding process. Through these partnerships, universities can provide remuneration where local authorities lack internal funding for PICE, but this highlights a need for local authorities to develop their own PICE funding strategies to prevent over-reliance on external support. For this collaborative model to succeed, local authorities, and community representatives must co-create scalable project frameworks that include clear PICE budgeting, particularly when engaging marginalised populations.

NIHR guidelines (NIHR, 2023b) provide a useful starting point for establishing baseline remuneration rates. It is important to recognise that disadvantaged individuals may encounter additional barriers to involvement such as childcare needs or income loss, making standard remuneration inadequate. Context-specific assessments and solutions are necessary to navigate these financial, logistical, and ethical challenges if we are to move towards ensuring inclusive and effective engagement. Sustainable and proactive funding models are essential to making PICE a fundamental part of the research process, not an afterthought (De Simoni et al., 2023). By prioritising these changes, local authorities can move beyond tokenism, ensuring that PICE empowers communities and drives equitable, impactful research outcomes.



2.2. Building Trust and Managing Community Engagement


2.2.1. Public Mistrust of Councils

35Public mistrust of councils has been identified as a significant barrier to effective engagement. In 2022, trust in local authorities stood at just 54% (APSE, 2022), reflecting a broader decline in confidence across UK government institutions, contributing to a ‘crisis of trust’ (Hardin, 2008; Llewellyn et al., 2013; O’Neill, 2002). For council-affiliated researchers, this mistrust complicates efforts to engage communities, as negative experiences with council services – such as housing or social care – often deter participation.

As a research team, we have encountered situations where residents have shared their frustrations with our researchers, stemming from difficulties navigating health and social care systems. It is not unusual for community members to feel frustrated, ignored, or marginalised, and such encounters underscore the challenges of conducting public engagement from within the council, where political decisions and systemic inefficiencies can fuel public animosity (Bagozzi et al., 2022). To build trust, the HDRC prioritises transparency and the creation of safe spaces for community feedback, ensuring residents see how their input influences outcomes (NIHR, 2023a). By fostering consistent and meaningful participation through iterative processes, the HDRC aims to shift perceptions and rebuild trust in the council’s role. Overcoming public mistrust is essential for successful PICE; without it, even the most well-intentioned efforts risk being perceived as tokenistic.



2.2.2. Participation Fatigue and ‘Taken’ Voices

Our HDRC often uses qualitative methods, such as interviews and focus groups, to embed residents’ voices in council work. However, involving marginalised and underrepresented communities repeatedly can lead to participation fatigue, creating a risk of over-relying on the same groups (Attree et al., 2011; Baines et al., 2022). This has been echoed by participants within our local community who have expressed frustration, feeling their voices were used in previous research without seeing tangible benefits or recognition, either through feedback or remuneration.

As part of our work, we engaged typically underrepresented groups, including gay and bisexual men, transgender individuals, ethnic minorities, and youth under 19 years. However, representatives of these groups reported to us as having participated in a similar consultation previously, but felt their input was merely used to meet diversity requirements. Additionally, participants noted a lack of follow-up, with no feedback on how their contributions impacted services. The repeated engagement by different council directorates left them feeling overused and undervalued.

To rebuild trust, HDRC researchers co-designed focus group activities with community members to ensure cultural relevance and sensitivity. We implemented a clear remuneration policy, following NIHR guidelines (NIHR, 2023b), and established a feedback process in which council representatives returned to the community to demonstrate how their input shaped service delivery. 36This approach aims to repair relationships and ensure participants feel genuinely valued. Sharing this case study with staff promotes a shift in public involvement practices and demonstrates how embedding research values into engagement can make every interaction meaningful.

These efforts align with the HDRC’s broader goal of transforming council culture. While systemic change takes time, incremental improvements in engagement can have a significant impact. As a researcher, you may encounter representatives of marginalised communities who express scepticism, rooted in prior negative experiences with other teams. Having clear, unambiguous goals, outlining the scope of involvement, and following through on commitments will help you build trust and leave the door open for future collaborations.



2.2.3. Overburdening of the PICE Network

A significant concern related to participation fatigue is the overreliance on individuals with lived experience. While co-creating services with those affected offers invaluable insights by grounding public services in their realities (Strokosch & Osborne, 2020), this approach can become unsustainable without careful management. The council’s duty of care extends not only to the public but also to its employees and wider PICE network. Overburdening individuals with lived experience risks compromising their well-being and reducing meaningful engagement to tokenism. Effectively managing contributions is crucial to avoid criticism about exploiting these individuals, whose perspectives are critical yet often overstretched, particularly in sensitive research areas that may cause emotional strain (see Adams and Ramsey’s chapter on Trauma in this collection).

Multi-disciplinary support within research teams is essential. For example, in a recent focus group with individuals in recovery, participants were asked to share their experiences of deaths related to drugs, alcohol, and suicide – deeply personal and emotionally heavy topics. To mitigate potential harm, the sessions were co-designed and co-delivered with trusted VCSE organisations, ensuring support was provided both before and after the focus groups.

Insights gathered throughout this PICE work were essential for shaping the council’s strategic approach. This example highlights the delicate balance between gathering input and safeguarding the well-being of vulnerable groups. It underscores the importance of ensuring every engagement is necessary, conducted sensitively, and offers clear benefits beyond meeting procedural requirements. Additionally, it emphasises the ethical responsibility of protecting participants throughout the PICE process.




2.3. Navigating Power Dynamics in Engaging Seldom Heard Populations

Engaging seldom-heard groups requires addressing power dynamics effectively. Arnstein’s (1969) ladder of citizen participation provides a framework for understanding and addressing these dynamics, urging researchers to move beyond tokenism and redistribute 37power to communities. The ladder illustrates varying degrees of citizen power, from manipulation at the lowest level to full citizen control at the highest, emphasising the importance of equitable involvement (Arnstein, 1969). The HDRC, uniquely positioned between the university and the council, bridges these hierarchies and advocates for public empowerment, ensuring a balanced approach.

Historically, power in research has often been concentrated in the hands of researchers (Mitchell et al., 2023). PICE offers a pathway for a more equitable approach, shifting power to the public and making them central to research design and implementation (Bidwell & Schweizer, 2020). This shift is crucial in public health research, as the public’s perspectives must guide the research process to ensure its relevance and impact, and their needs directly shape the outcomes.

Navigating power dynamics in research, particularly when engaging seldom heard groups, requires a commitment to equity (McAreavey & Das, 2013). This involves reflexivity, transparency, and adaptability to prioritise public voices (Mitchell et al., 2023). Arnstein’s ladder underscores the importance of this commitment, with the HDRC emphasising early PICE activities to review and shape research proposals to reflect community input and needs.

The complexities of engaging seldom-heard groups often intersect with the role of gatekeepers, which must be handled with care. During the project seeking the integration of domestic abuse awareness into RSE in schools (mentioned in Section 2.1), the critical role of gatekeepers became apparent. Despite efforts by HDRC colleagues to maintain transparency through regular meetings, the gatekeeper chose to conduct engagement activities independently, providing the research team with summaries afterwards. While this approach limited direct engagement between researchers and the public, it reflected the gatekeepers’ desire to manage the community’s involvement in a way they deemed protective of community interests.

This situation underscores the dual role of gatekeepers: they facilitate access to seldom-heard groups and help prioritise their needs, but their decisions can also present challenges for researchers. Without direct interaction, researchers may lack the depth of understanding needed to respond fully to public feedback (Clark, 2010; Kay, 2019; McAreavey & Das, 2013).

To ensure the gatekeeper’s role supports equitable power redistribution, clearer frameworks are necessary. These frameworks should include training and guidelines for gatekeepers to foster collaborative, transparent processes. Building trusting relationships and co-creating strategies can help researchers balance these dynamics, ensuring that power is genuinely shared and that public engagement remains central within the research process (Singh & Wassenaar, 2016).

The HDRC, with its unique position and ongoing advocacy for robust PICE practices, is well-placed to establish these frameworks and ensure future projects realise PICE’s full potential. This ongoing commitment helps ensure research authentically empowers communities and reflects their needs, making a lasting impact.



2.4. Addressing Structural and Cultural Barriers


2.4.1. Managing Representation and Addressing Inequalities

38A core aspect of cultural change within PICE is effectively managing representation to ensure diverse and/or seldom-heard communities are meaningfully included. However, managing representation alone is not enough; overcoming cultural resistance and systemic barriers is equally important. By expanding public involvement and including underrepresented voices, the council can more equitably and effectively address the root causes of health inequality. For instance, our council’s sexual health needs assessment brought together diverse groups to co-design the council’s sexual health offer, ensuring the solutions were inclusive and reflective of varied community needs.

Cultural transformation within local authorities requires commitment, cultural sensitivity, and competence; it also takes time and demands negotiation, sustained effort, and collaboration within and across council departments. Our team within the HDRC plays a pivotal role in this transformation. However, progress necessitates an ongoing critical appraisal of our practices and the dismantling of institutional barriers. These include budget constraints, bureaucratic inertia, and conflicting priorities across council sectors. Securing long-term buy-in from all areas of local government involves proactive stakeholder engagement, ongoing staff training opportunities on PICE values, and alignment with regional and national priorities to gain policy support.

This ongoing challenge demands resilience and a commitment to seeing through the slow but essential work of creating systems where PICE is a genuine priority to improve health equity. Rather than focussing solely on consultation, researchers must examine their overall PICE strategy and explore opportunities to embed collaborative practices more deeply in their work. More recently, we have initiated training workshops on all aspects of research delivery – from shaping an idea to disseminating findings – to facilitate cross-directorate collaboration and build a unified approach to PICE that strengthens health equity in the region.

Incorporating peer researchers and community champions is one way to address the inherent power imbalances of conducting research within political institutions. By empowering individuals from communities most impacted by health disparities, HDRCs can ensure that research reflects lived experiences and addresses real-world challenges. This approach not only amplifies marginalised voices but also helps dismantle systemic inequities, fostering a more democratic research process that directly engages the communities we aim to serve.

However, this approach also raises another challenge: while inclusivity in PICE cannot be overstated, over-reliance on a small number of voices risks perpetuating exclusion and undermining PICE’s goals. Our HDRC has implemented strategies such as partnerships with VCSEs to diversify participation, ensuring that networks are representative, inclusive, and respectful of contributors’ time and expertise.

Regardless of the approach, mobilising knowledge effectively requires PICE to be collaborative, co-created, co-designed, and co-produced. These practices must go beyond procedural requirements to deliver meaningful change.



2.4.2. Impact of Austerity on Health Equity

39Austerity has shifted the focus of many public services from proactive and preventive to reactive and restrictive measures, worsening health inequalities. Budget cuts and limited resources have hindered councils’ ability to prioritise PICE and develop long-term, inclusive strategies for community engagement. For example, funding reductions for preventative services, such as smoking cessation (Anderson et al., 2018), have made it increasingly difficult to engage proactively with communities.

However, in times of financial constraint, PICE becomes even more critical. Engaging marginalised groups in designing services ensures their needs are properly considered, especially when resources are stretched. The HDRC provides additional resources to strengthen public engagement efforts and enhance the council’s evidence base. By embedding PICE into service delivery and design, these efforts help mitigate the impact of austerity on health outcomes and the social determinants of health. By amplifying community voices and leveraging HDRC’s resources, councils can take steps towards minimising health disparities, even when faced with financial and structural barriers.





3. Conclusion

The HDRC’s work is already beginning to influence local policy by embedding research findings into decision-making processes. This is not merely an academic exercise but a tangible effort to shape policies that better respond to community needs. The HDRC’s work signifies a call to action for researchers, policymakers, and community members within local government. It offers a transformative opportunity to deepen and expand PICE, positioning PICE not as a procedural obligation but as a necessary and powerful framework for co-designing services that genuinely reflect the needs and priorities of residents (Jackson et al., 2020). By fostering authentic and sustained engagement, HDRCs can build partnerships that promote more sustainable, equitable, and healthier outcomes for our communities.

Trust is central to this transformation. When communities witness clear and measurable outcomes from their involvement, engagement deepens, and a stronger, more resilient relationship between the council and the public emerges. This trust is especially crucial for reducing health inequalities, as it helps ensure the voices of those most impacted by systemic disparities are heard, validated, and acted upon. By building trust through transparent and iterative engagement processes, the HDRC is helping the public take control of their communities and address the wider determinants of health that affect their lives.

Achieving this vision requires an ongoing, collective commitment to embedding inclusive practices, fostering shared responsibility, and ensuring equitable representation in every aspect of research and decision-making. The HDRC is integral in facilitating this shift, working closely with the council and community members to ensure PICE evolves into a model built on trust, collaboration, and meaningful impact. Through this work, HDRC is enhancing the council’s 40capacity to deliver evidence-based policies while cementing PICE as a central element of our long-term strategy to address health inequalities.

In doing so, our HDRC is moving the council beyond traditional, top-down models of engagement, embedding a culture of partnership and co-production where communities actively shape decisions that affect them. This cultural shift prioritises collaboration and shared ownership, encouraging communities to participate fully in addressing local challenges. This transformation is not just about improving processes; it is about fostering a legacy of trust and empowerment that goes beyond tokenism. By empowering the public to take an active role in addressing the wider determinants of health, the HDRC is building a foundation for sustainable, community-led change, ultimately shifting the relationship from tokenism to trust.
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45Engaging with the Theory and Practice of Creative PICE Work
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Abstract

This chapter explores the concept of creative public involvement and community engagement (PICE), arguing that creativity is a vital and transformative element in effective engagement and involvement practices. Rather than offering a prescriptive template, the chapter examines the productive nature of creativity and its potential to invigorate PICE activities, aligning them with socially just values. It addresses common misconceptions about creativity – its reduction to superficial decoration or its mystification as an elite talent – and offers a more grounded and inclusive understanding. Drawing on insights from philosophy, art, and social practice, the chapter identifies creativity as a process rooted in intention, sensory and embodied experience, encounters, emergence, and improvisation. The chapter situates creative PICE within the complexities of modern public services, where diverse populations, systemic inequalities, and cross-organisational challenges demand imaginative and collaborative solutions. It argues for creative PICE as an active process of becoming, co-production, and materialising change, using examples and practical approaches to engage communities meaningfully. The chapter concludes with practical guidance for developing creative PICE, emphasising the importance of relationships, openness, and curiosity.
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Introduction

46Understanding and considering the characteristics and practicalities of creative public involvement and community engagement (PICE) is an important starting point for those developing research and those who are the recipients of it. This chapter is based on a proposition that good PICE work is creative. However, rather than presenting a manual or template for creative PICE, the chapter explores the productive nature of creativity, then talks about how our PICE activity can be creative. It is an invitation for all of us to reflect on our relationship with PICE – and how our positions, intentions, goals, and methods may be transformed through engaging with the nature of creativity. It is also an opportunity to revitalise our PICE activity and to align it with values. In the following chapter, I set out a case for creative PICE and why being ‘creative’ is an essential quality of effective involvement and engagement work. I then discuss some of the popular misconceptions about creativity, and more importantly, the characteristics that all forms of creativity tend to share. Finally, I focus on practical advice for developing creative PICE in their projects and organisations. The chapter invites you to revisit your PICE positionality in relation to creativity, policy, and practice in the light of these things.



Why Do We Need Creative PICE?

My proposition is that good PICE is creative PICE. I define creative PICE as

any activity in which people use their senses, skills and resources in a purposeful activity which is interactive, imaginative and contributes to change in health, social care, or education.

Before considering the nature of creativity or the practicalities of enhancing creativity within PICE activities, some context helps us appreciate why creativity is essential and not optional. In short, improving public services by utilising creative methods and involving communities in research to create better outcomes is complex and requires imagination. This is especially true today. The development of public services in domains such as health, education, and welfare, especially in the Global North, has been rapid since the end of World War Two (see Lowe, 2004). Not only have health, education, and social care services expanded in scope, but populations have become more diverse. Literature (Meadows & Wright, 2017) has underlined how outcomes in any one social, educational or health issue link to many different variables in the complex and dynamic system of society. Amongst other things, technological developments have enabled new methods and created demand for new interventions. In ageing populations, people are living longer, increasing, for example, the need for complex health provision. As a result, public services need a much better understanding of lived experience and local situations. They must work across organisational boundaries (Sullivan & Skelcher, 2017), including with traditional service users, whilst recognising that many solutions exist beyond the control of public services. These types of consideration 47need to be recognised in the context that meaningful and authentic collaborations between local communities and other stakeholders (Cotterell & Buffel, 2023) can enhance the quality and relevance of strategies designed to both reduce inequality and promote the uptake of public services. If you are interested in exploring some of the tensions that exist between local communities and the importance of trust, you should also read Johansen et al. (Chapter 4) in this collection.

Since the 1970s, one response amongst others to this challenge has been the replacement of bureaucratic models with managerial (Pollitt & Bouckaert, 2017) ones, focussed on the establishment of markets and their associated competition, metrics, performance management, and so-called customer focus. However, treating patients, pupils, and clients as ‘customers’ has not developed health, education, or social care systems that work with the social, cultural, physical (and other) resources linked to complex issues (Martin-Kerry et al., 2023). Research evidence has highlighted the need to understand and influence, for example, the social determinants of health (Marmot & Wilkinson, 2005). All too aware of this, today, public services are keen to reference catchphrases such as ‘partnership’, ‘co-production’, or activity that is ‘asset-based’. PICE is framed by these ideas (e.g., Involve.org.uk, 2024; NHS England, 2022) and seen as an activity that will support it. The lack of consensus amongst empirical researchers/academics, funding authorities, and the public around what co-production is and what it involves is positive in relation to creating a space for ongoing ‘learning’ debates and conversations to occur and inform practice.

Having a PICE strategy or activities provides no guarantee that meaningful insights into lived experience, utilisation of wider resources in communities, or new thinking or practices will result. This activity needs nurturing, dialogue, animation, experimentation, and imagination. In other words, it needs to be creative.



About Creativity

Even if we agree that ‘creativity’ is a necessary characteristic of contemporary public services, and especially PICE, the term ‘creativity’ is ambiguous enough to be used, and misused, in many ways. Things claiming to be creative appear to us in different forms. When reduced, flattened, and commodified, creativity can appear prescriptive, decorative and dare we say tokenistic. In this mode, certain things are creative – a familiar list of activities, when added to PICE, ensure it is creative. ‘If we do (x), we are being creative’. This commodified mode of creativity reduces and formulates it, seeming to make being creative ‘easier’ and predictable. However, in this flattened form, creative PICE can take on a decorative role, where decoration is a superficial ‘dressing up’ of substance. Elements such as illustrations, performances, and documentary images all can have their place in PICE, but they can also be meaningless if used as decoration for some other ‘substance’.

In PICE, an equal danger is that creativity can appear to be vague and abstract. Like the ‘emperor’s new clothes’, it can be presented as an opaque, spiritual, mysterious thing, something that only certain people can do. We may look at completed works of art, writing or performance and either ignore or find it impossible to imagine the process that led to that final form – reinforcing the sense that 48it is something deeply strange to us. I argue that working with strangeness and difference can be very productive within PICE, but strangeness and difference need not separate us. Indeed, it can be an invitation to encounter, appreciate, question, and learn.

Both approaches (i.e., decoration and mystery) avoid a serious engagement with creativity. The superficiality of decoration trivialises creativity, and creativity as something exclusive and mysterious has the same effect. Both are safe and require nothing from us other than to be a passive audience. This is what Marcuse (1964/2002) argued in his text, One dimensional man – that in late modern society, those with power refashion ‘creativity’ as a tool for individual consumerism and fulfilment, whilst at the same time use it to divert dissent. Creativity as consumerism or distraction, for Marcuse, has the same effect – it pacifies meaningful social change.

Before considering a more authentic and socially just presentation of ‘creativity’, it is useful to remind ourselves that the contrast between decoration and mystery is not just an abstract issue. For organisations that commission, manage, and (sometimes) implement PICE activities, it is not always clear what ‘creative’ means because it remains unexamined. It is this lack of clarity that is worth addressing should we wish to develop PICE that is creative. Otherwise, we may reduce creative PICE to decoration or mystery and miss opportunities for genuine transformational engagement. Considering a serious commitment to creative PICE starts with a sympathetic critical appraisal of ‘self’, positionality, preference, asking ‘why do we undertake PICE?’. Whilst initial responses to that question may seem predictable (e.g., to improve services), it is useful to dig deeper into the ethos, values, and purposes that have historically developed our organisations. Careful reflection on our organisational cultures will often find tensions that need resolving, so we can be clear what creative PICE is and what it can do. On the one hand, public service organisations often have been shaped by the values and ethics of patient benefit (e.g., in healthcare), empowerment and emancipation (e.g., in education), or social justice (e.g., in social work). On the other hand, those same public services have been radically re-shaped by forms of new public management (Lapsley & Miller, 2024) and neoliberalism (also see Addison et al., 2022) that have prioritised competition, efficiency, and contracts. This is the messy reality of organisations that commission, manage and implement PICE activities, and this reality needs to be reflected upon so the ‘why’ of PICE is clear for them. The role of ‘creativity’ in PICE looks different depending on whether it is decorating transactional relationships (where managerialism rules) or enabling meaningful co-production (where PICE is guided by socially just values). Before leaping into creative PICE, this is our starting point. From this point on, let us assume that creative PICE supports the latter.


Towards an Appreciation of Creativity for PICE

Once organisations choose to base PICE on a mission of social justice, other more helpful understandings of creativity can be explored. Unsurprisingly, there is no single definition of creativity, but contemporary texts emphasise 49the production of something ‘novel, good or relevant’ (Sternberg & Kaufman, 2018, p. xiii). Creativity has been linked with authenticity (Gardner, 2006), risk-taking (Amabile, 2018), the ability to generate multiple ideas (Guilford, 1967), flexibility (Sternberg, 2018) and divergent thinking (Williams et al., 2016). For the sake of brevity, Fig. 4.1 re-presents the contributions of select influential philosophers and artists – Gadamer (1986), Deleuze and Guattari (1994, 2013), Joseph Beuys (Borer & Schirmer, 1997), and Louise Bourgeois (Storr, 2016), who can inspire and direct our understanding about the nature of creativity. The summaries in Fig. 4.1 draw on their actual writing, essays, and practice, which you may find helpful to read further.


[image: A collage of artists and philosophers with handwritten notes on creativity, art, experience, and human expression.]
Long Description for Figure 4.1.
The collage includes painted portraits, photos, and handwritten quotations from four major thinkers: Hans-Georg Gadamer, Giles Deleuze, Joseph Beuys, and Louise Bourgeois. Gadamer’s section notes that art reveals insights language alone cannot, aesthetic experience is a form of knowledge, understanding is a dialogue or mutual exchange and art speaks to diverse human experience. Deleuze’s notes read that creativity is constant becoming, the future is open, desire is the engine of creativity, creative production happens through folding, de-territorialisation, and following flows, and the body is a thinking machine. Beuys affirms that art is part of the functioning of society, everyone has creative capacity, art creates shared spaces and we can be cosmo-political dreamers. He claims art is not a luxury it nourishes, inspires and challenges us to action. Bourgeois reflects that the past is important - it lingers, shapes us, and can be revisited. She believes art is a form of therapy, the body is a canvas, and creativity can illuminate dark spaces. Surrounding the central figures are artistic activities and scenes, including individuals drawing, sculpting, and engaging in community-based creative work. A large spider sketch, associated with Bourgeois’ motifs, appears near her.

Fig. 4.1. Creativity as Encounter, Improvisation-with and Becoming.

50If we spend time with these and other philosophical and artistic voices, it is possible to draw out themes around the nature of creativity. Some key themes are of relevance to PICE.


	Firstly, creativity is related to intention (Anscombe, 1957/2000). We are present, listening, receptive, and open to stimuli. We are in a time/place and are alive to a moment, or sensation. Creativity is active. In the capitalist Global North, we are passive subjects, consuming images designed to hold our attention and reacting to prompts. In contrast, creativity starts with noticing and presence.

	When we are in this mode, something moves us. We notice something in our bodies and as we orientate to it, it opens to us – a sound, smell, sight. This second theme is that creativity is sensory and embodied (see Dewey, 1934/2005). Our bodies respond in vital ways; we notice sensations on our skin, and our heart beats faster. Whilst we use language to revise and present what we experience, creativity starts in the body (Barrett & Bolt, 2012).

	The fact that we are present, and our bodies are moved, is prompted by a third characteristic of creativity, which is the encounter (Gadamer, 1960/2013). The encounter is the thing that causes us to notice and respond. The encounter adds something new to our experience and is difficult to predict and control. We can be surprised by a feeling of grief, or we can experience curiosity, irritation, awe, or any number of sensations. In the encounter, different things come together, and we contribute to the patterns or momentums created. How we focus and interact changes the situation, whether that be how we frame a photograph, pose a curious question, or select what else we can bring. In being active, we do not simply react, but we bring something to the encounter – like a question.

	From this, creativity is an emergent activity, that is, new things begin to happen as we interact. Each stroke of paint on the canvas opens a further set of potential paint strokes, so to speak. We do not start at the end, as creativity requires that we trust the process and stay in it, remaining open to what is emerging (Deleuze, 1987/2013; Gibb et al., 2021).

	Finally, creativity involves improvisation. It demands that we be experimental and imaginative – to be part of something new is the opposite of slavish reproduction. When we embrace the ‘what if?’ and step outside of our habits and assumptions, we explore new things and new connections can be explored (Manning & Massumi, 2014).





Developing Creative PICE Practice

It would be dangerous to provide a single, fixed template for creative PICE as defined in this chapter. My approach has been to identity key characteristics of creativity, especially those that are relevant to the task of working with communities of place, identity, or concern to produce better educational, health, welfare, or other public goods (Geuss, 2009). I associate creativity with a sense of intention, as an embodied and sensory process, as an encounter, as an emergent phenomenon and an imaginative activity.

51It would also be arrogant of me to suggest practical advice on developing creative PICE had I not worked on this project myself as participant, practitioner, strategic leader, and researcher. In addition to evidence, I draw on my lessons learnt and insights gained in over 30 years of consultation, participation and co-design work with organisations and communities. For example, my work with care-experienced and disabled people has taught me about the importance of establishing authentic and meaningful connections, and the role creativity can have in that context. My work in local authorities and NHS Trusts has taught me about the need for growing senior support for creative practice. Finally, my work with area-based initiatives in the early years, public health and regeneration has taught me about the amazing resources and skills that exist in communities of identity, interest, or place. In my practice, I have always endeavoured to begin creative PICE from a place of relationship, mutual agreement, and recognition.

Holding serious conversations about the purpose of PICE and creative PICE specifically is an ideal starting point. Senior support for the principles and characteristics of creative PICE is a prerequisite for sustainable practice. Here is an opportunity to align organisational, funder, and philosophical commitments and understandings so that a culture of creative PICE can build. It may be quicker to ‘buy some art materials’, but that would be to trivialise and prescribe the nature of creative PICE, and to ignore building strong foundations for it. This is not to say that slow creativity ‘for its own sake’ is not valuable in the context of well-being, relationship, and skill building, but that the choice to invest in creative PICE should have purpose and ownership.

Giles Deleuze (e.g., 1987/2013) draws our attention to the production of what is new, and how things are becoming, at various speeds, something new. In his work, Deleuze introduced the concept of the assemblage (see Buchannan, 2021), in which diverse elements work together to produce effects. If we take his concept, we can be inspired to build creative PICE practice in new ways. We can ask: ‘What things can work together to produce new insights and forms of practice?’. We think creatively about the sort of assemblage we need and begin to do those things that create new assemblages. We look for the flows, energy, alliances, and connections that can animate our ideas within and outside of our organisations. We can learn to spot the opportunities at the edge of our processes, practices and structures that are exciting and have momentum, and ask ‘What can these things do?’ (Robson, 2024). If we work with senior colleagues who support creative PICE, we can create new spaces for meaningful activity. To play our part, we help build an assemblage for creative PICE. This assemblage will contain people, projects, and practices who mutually inform one another’s ‘becoming’ (Deleuze, 1987/2013).

Much PICE activity is required by funder requirements or internal quality assurance processes, but creative PICE can also orientate us to a more proactive approach. If we accept (see Fig. 4.1) that creativity involves an active becoming, and an (inter) active form of dialogue, it follows that we start any process of creative PICE with questions, propositions, and encounters. Creative PICE needs a sense of curious purpose and openness, and early connection with experts by 52experience, members of communities of place, identity, or issue can ensure that we share a sense of purpose and interest. Questions are shaped as we connect our purposes and the activities that make us come alive. Propositions (i.e., claims or statements that can be considered or demonstrated, see Manning & Massumi, 2014) can bring energy to creative enquiry as we work with others to explore them. Encounters or events (e.g., watching a short film together or going for a walk in a neighbourhood) can act as a catalyst and common frame of reference. Before we think about ‘methods’, creative PICE requires connection, curiosity, and openness.

Creative PICE can be almost anything, which can be both liberating and paralysing, but there can be practical starting points. Early conversations about ‘how can we explore this?’ can progress when those involved consider what they have to hand (Heidegger, 1927/2010, p. 82). This can include existing skills, hobbies, resources, and so on. There can be an assemblage of actions a creative PICE team can work with, from guided walks, knitting, collecting objects, photography, to folding paper. The diversity of activities is all the more important if we think about engaging with diverse people. Selecting initial activities and materials can be supported by considering the extent to which they are meaningful to those who will use them, to the extent they are accessible to participants, and the extent to which they support enquiry. For that latter concern, it is useful to think about the affordances (Davis, 2020) of activities and materials. A ball of string, a set of postcards, an experience diary or a neighbourhood walk each have different affordances – affordances being possibilities for action. An affordance is constituted in the relation between the properties of an object (or activity) and the capabilities of individuals (Heras-Escribano, 2019). We ask: What is it like handling (x), what can we do with (y), what is interesting about (z)? Can we use something to demonstrate or explore? We may select and order photographs, we can use string to trace a journey, we can work with digital sound recordings to elicit memories, and so much more. In creative PICE, we can see materials and activities as agentic (Bolt, 2007; Fox & Alldred, 2016) enquiry partners, ways to materialise thinking, so we can all work on it. We are used to starting with narrative, but the nature of our embodied, sensory, and emotional being means that enquiry often starts with the body, and senses, and methods can help us start tentatively. This is an inclusive mode of practice, as ‘decorative’ creativity does not begin with that inclusive openness to ‘the other’ (see Fig. 4.2).


[image: A visual guide outlines five creative practice steps using handwritten notes, sketches, and participatory activity scenes.]
Long Description for Figure 4.2.
The artwork combines collaged photos, sketches, handwritten text, and interactive moments to describe five principles for engaging creative enquiry. The five labelled sections are as follows. First, Own It lists get senior understanding and support, and be prepared to take resuits seriously. Second, Recognise Your Resources asks participants to be open to elements that animate discussion and to identify what they can use to show and tell. Third, Find Questions, Propositions, Events prompts work with participants on things that matter, dive into shared inquiry and remain open and flexible. Fourth, Methods That Open Enquiry and Build Confidence suggest to work with materials, images, places, people, objects, and maps and be curiosity and patience. Fifth, Document and Share emphasises to value the process, reflect together on it, co-create a records, and show richness and clear insights. The collage also features imagery of hands working on paper-based models, a person writing, cardboard house mock-ups, sticky notes, and a sketched heart with the words vote for your favourite and reflect.

Fig. 4.2. Developing and Practising Creative PICE.

Creative PICE has the potential to work with memories, feelings, and bodily senses to produce a fuller, multidimensional understanding of the experience of bodies, places, and discourses. It is equally important that the embodied, sensory, diverse processes, and insights that creative PICE can create are carefully documented, and not reduced to a set of bullet points. Rich data sets that can be co-constructed in creative PICE need nuanced and diverse documentation practices, which can inform diverse audiences. Designing documentation into creative PICE is important for participants as they expand and reflect on a question, experience, or test a prototype. Photography, shared blogs, postcards, review sessions, and more can refine the direction of enquiry, expand moments of learning, and critically test speculation.




Conclusion

53Intentionally building a culture of creative PICE (and creative organisations) takes boldness, time, and passion. Like other forms of research, it involves a commitment to consider positionality, preference, approach, and critical reflection on what creativity is and what will work best with groups. However, the benefits are huge – we can construct powerful agendas for change, step outside of our habits and assumptions, appreciate experiences, places, care pathways, everyday practices and community resources in new and inclusive ways. Creative PICE need not be decorative or mysterious, but it can start with what is to hand (Heidegger, 1927/2010), and a 54commitment to explore with people, places, materials, and experiences. Creative PICE can generate meaningful, rich data, and if carefully documented and encountered, can help us to conceive, define, describe, and co-design better futures.
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Chapter 5

The World Café Approach: Partnering Parents Towards a Deeper Understanding of Child Transitions

Charmaine Agius Ferrante, James Stack

Department of Social Work, Education & Community Wellbeing, Northumbria University, UK

Abstract

57This chapter presents the development of a collaborative research methodology with staff and parents around supporting infants’ transitions into nursery. The authors argue that attachment formation is a process that can take a protracted length of time, and therefore, propose an alternative approach that offers better support to infants and parents during the earlier stages of transition. The aim of our research was to identify the key characteristics of a model that supports infants’ gradual transition into nursery from both parents’ and practitioners’ perspectives. However, within the chapter, we seek to provide a rich real-life example of a lived experience of collaborative research with parents and practitioners from one nursery. Collaborative research with parents opened new possibilities for understanding the perspectives around infants going into nursery by drawing on the expertise of parents and practitioners. As part of the study, we employed a collaborative methods approach and encouraged parents and practitioners to work together through their participation in baby social sessions. Data analyses were conducted through thematic analysis, identifying patterns and themes related to parent–practitioner collaboration around infants’ transitions into nursery. The findings reveal significant emphasis on trust, care, mutual respect, and the development of warm relationships between 58parents, practitioners, and infants with open communication. Having shared values and knowledge around infant care routines aligning home with the nursery supported the infant’s gradual transition into nursery.

Keywords: Parent–practitioner collaboration; infant transition; relationships; interaction; attunement; nursery



Introduction

In this book chapter, we present our experience on a professional research journey, based upon shared knowledge and relationships, within a collaborative working approach with parents in supporting infants’ transitions into nursery. As more is understood about the potential for learning from birth, further attention is given to what can be learnt from sensitively observing children’s autonomous actions within transition into nursery alongside their caregivers. Trevarthen and Delafield-Butt (2016) acknowledged infants’ autonomy by revealing that they have ‘the spirit of an inquisitive and creative human being’ (p. 17). Taking this crucial element into account, staff, parents, and researchers have collaborated on the research presented here to foster sensitive and inclusive transitions for infants aged up to 18 months. This has been achieved by providing socio-emotional and socio-cognitively framed interactions that support attuned infant–caregiver interactions and caregiving routines.

In our research we adopted a qualitative collaborative methodology (Degotardi et al., 2019), which required us to engage with, manage and work alongside the nursery management, staff, and parents of the infants throughout the research design phase and during data collection. Being able to engage with and include all the parents of the infants transitioning into the nursery at the time of the research, and the baby room practitioners in the data collection process was seen by us as an important way to ground our research within the stories and conversations around early transitions into nursery. Our engagement strategy and involvement work were rooted theoretically and methodologically in the World Café Approach. The World Café approach (Brown, 2010) is a particularly suitable data collection method, it is a method that relies on meaningful engagement and collaborative action. Our utilisation of this approach to collaboration and engagement facilitated accuracy, and recognition of the knowledge of the process and practice of the infant’s gradual settling into nursery. Although based in the UK and adhering to UK early years policy (DfE, 2024) the nursery we conducted our research in offers an innovative continental approach, inspired by principles of the Reggio Emilia model of day care. The Reggio Emilia approach (Bove, 2001; Edwards & Gandini, 2018) places more emphasis on the roles of community and relationships with parents and children. Within this approach there is both a blurring of the boundaries between home and day care and, when contrasted with the UK, offering a more protracted and gradual timeframe for transitions into day care.

59Our motivation was to work with parents and practitioners to assess whether current approaches to transitions, an approach framed around the importance of infant attachment formation with key persons within the setting, can be improved upon. In terms of our own theory and positionality, we reasoned that attachment formation is a process that can take a protracted length of time. Therefore, it is an alternative approach that offers better support to infants during the earlier stages of transition.

With these motivations in mind, we formulated an alternative theoretical model that outlines the benefits of providing socio-emotional and socio-cognitively framed interactions that support attuned infant–caregiver interactions and caregiving routines. In developing this research focus, both researchers relied heavily on their existing knowledge and research of attunement, infancy research and theory from developmental psychology (e.g., Bigelow, 1998; Moll et al., 2021; Terrace et al., 2022; Trevarthen, 1979). For example, would transitions into day care be smoother if the key person’s level of social and emotional engagement with a new infant mirrored that experienced with their primary caregiver? In this chapter we worked with parents and practitioners by having a conversation to explore issues around how initial phase of a transition to nursery is experienced by the infant. In the first instance, we explored critical questions around the idea that if the key person’s level of contingent interaction with the infant is not at a similar level to that experienced with the primary caregiver/s (Bigelow, 1998), then infants would experience a less-than-optimal start to day care.



Transitions Are Difficult for Parents

It is important to acknowledge that working with parents and practitioners as research partners can be difficult because both parents and practitioners can struggle emotionally during these transitional periods. Highlight that the competing demands between home, work and day-care setting can manifest in feelings of stress and tension as the parent seeks to find a new sense of balance and equilibrium (Monk & Hall, 2017). Parents can experience a sense of loss of control due to relinquishing caregiver responsibilities to the practitioner and feelings of fear, distress, and insecurity, especially if the transitional process is not managed with sensitivity and care (White et al., 2020).

Within the current research we adopted the key aspects of the Reggio Emelia approach in our attempts to help better understand how these types of stressors can be better managed for parents. For example, this approach advocates for a more community-based approach within which there is less of a delineation between home and day-care setting (Bove, 2001). Rather, emphasis is placed on what is termed ‘inserimento’. This translates literally from Italian into English as ‘insertion’ and its key function is to allow parents and infants more time and space for a smoother adjustment during the settling period. Here parents are welcomed openly and encouraged to become part of the caregiving community. In doing so there is greater opportunity for the parent themselves to become acclimatised to the experience of transition and, in turn develop deeper supportive relationships with other parents and with practitioners in the setting.



Overview of the Research: Our Initial Theoretical Position

60Our research falls very much within the early childhood education and care (ECEC) tradition. It was motivated by an attempt to develop an enhanced theoretical understanding of, and practical approach to, infant transitions from the parent, family home into formal day care. Of specific interest were the views and opinions of both parents and practitioners before, during, and after their infant had made the transition. Beyond these key sources of information, we were also motivated to observe how infants experienced all stages of the transitional process.

At the earliest stages of our research, at a time when we were still developing and refining the research focus, our theoretical lens was focussed exclusively on consideration of whether current DfE (2024) policy and practice was sufficient in adequately supporting all parties during the transition to day-care process. We reasoned that current policy, advocating the need for the formation of attachments with key persons within the nursery (Elfer, 2015; Elfer et al., 2012; Page & Elfer, 2013), offers more of a longer term ‘outcome model’ of day-care transition and does not adequately support all parties, especially infants during the earlier periods of transition. In contrast, we utilised a body of infancy theory and research evidenced from developmental psychology to argue that a different socio-emotional approach to transitions may be more suited. Specifically, we outlined an ‘intersubjective’ approach to transitions. This approach emphasises the importance of key persons adopting ‘attuned’, synchronous, and contingently organised emotional engagement with infants within both dyadic and triadic caregiving routines and play activities (e.g., Bigelow, 1998; Moll et al., 2021; Terrace et al., 2022; Trevarthen, 1979). Central to our views was that such practitioner attunement, with newly arriving infants, should be modelled on the rhythms and regularities in emotional displays and behaviours similar to what infants experience with their primary caregivers (Bigelow, 1998). We also reasoned that through such sensitivity and emotional and social attunement within routines, infants would be more readily placed to both navigate the trials and stresses of the transitional period and develop secure attachments (Field, 1985; Schore, 2001) with practitioners operating in key person roles.

It is important to note here both how and where each researcher developed the views that formed the basis of this research. Essentially, our views are a mixture of (1) significant reading of key academic sources within our field, which encompass developmental psychology, educational psychology and early childhood studies, and (2) our experiential learning having spent several decades working within and/or visiting day-care settings to carry out tasks such as data collection for research or to carry out assessments. Importantly, one staff researcher did not have any direct experience of working as a staff member or key person within the nursery subject to this research or recent practice. Therefore, we recognise that we could be criticised for being decontextualised from the real-life experiences of current staff members within settings.

Engaging with parents in involvement work and having conversations about the topic of transitions can be difficult because it also raises questions around 61attachment and parenting perspectives, values and beliefs about what is important. The synergy between parents and practitioners plays a pivotal role in influencing positive outcomes around transitions for the infant. As primary agents of socialisation, parents play an important part in shaping the transition process for their infant.



Our First Conversation with the Setting: Thinking About, Developing, and Revising Ethics

Our involvement in work and research conversations enabled us to understand more about practice, and it became apparent that the more practice-based approach being employed within the setting was different to, and yet compatible with, our own intersubjective model. The key difference was seen through the adoption of what is termed the Reggio Emilia approach Edwards and Gandini (2018), within which emphasis is placed on the importance of time and space with key practitioners focussing on a more gradual, community-based approach to transitions. Within the framework, the boundaries between home and day-care setting were blurred in a manner that emotionally and socially supported all parties as infants (and parents and practitioners) gradually acclimatised and emotionally adjusted to the parents’ absence over sustained periods of time and other key aspects of the transition experience (Bove, 2001).

Both researchers came into this research process with a deep familiarity with early childhood developmental education, and although we were ‘outsiders’ to the setting, we had an ‘insider’ perspective on the debates around infant transitions into day care. Our first meeting with staff members was pivotal within our research journey, both at a theoretical and practical level. Importantly, in terms of the ethical issues we would immediately encounter and continue to engage with throughout the course of our data collection and analyses over the following months. Through our early negotiations with staff and involvement in work with them, it quickly became apparent that our own theoretical account (based solely on the importance of attuned socio-emotional caregiving and socio-cognitive forms of play and stimulation did not account for the full complexity of experience during the period of transition. Reflexivity during fieldwork is important, and our engagement in Parent-Practitioner Involvement (PPI) work with nursery staff led us to reconsider our own positionality and theoretical perspective. Rather, a more ecologically valid approach should situate such sensitive forms of practitioner provision within a wider socio-cultural framework that acknowledges the key aspects of the Reggio Emilia approach.

Once we felt that a firm theoretical grounding was established for the research, we began the process of completing a standard University ethics form. This took place alongside the relationship building. According to Lyndon (2023, p. 143), ‘The ethics of research can all too often be reduced to a single form and a checklist of requirements.’ This statement mirrored our own experience as we began to consider how we, as researchers, would look to minimise risk to participants, help maintain psychological well-being throughout, avoid deception and allow for transparency, help maintain confidentiality and anonymity and allow for 62debriefing and voluntary withdrawal at any stage during the research journey. For any academic who has conducted their own research and helped support numerous undergraduate and postgraduate dissertation projects, such ethical topics are routinely encountered as standard fare with such forms feeling a little like a one-size-fits all tick box exercise.



Innovation and the World Café Approach

Our idea of having professional conversations with parents was to understand their lived practice experience and then engage in a constructive dialogue around their experiences, perceptions, and practices around infant transitions into nursery. This approach builds on elements of the World Café (Brown, 2010). The World Café approach is an appropriate public involvement and community engagement tool and method. It is a conversational process that helps people to engage in constructive conversations around critical questions, whilst building personal relationships and fostering mutual learning. Some shared principles underpinning this approach, that we based our professional conversation around, were recognising the knowledge and expertise of the parents, baby room practitioners, and nursery management; a commitment to the collective wisdom of each group; allowing sufficient time and space for each conversation group to critically reflect, to form and share their views (Brown, 2010).

The nursery offers a friendly and welcoming atmosphere, like that of the World Café, where we encourage involvement and foster open discussions that encourage participants to freely share their perspectives, experiences, and expertise. The method enabled parents to reflect on their own values, beliefs, and experiences whilst digging deeper into the topic of transitions and generating new insights. Furthermore, the conversations helped us understand and compare the perspectives of parents alongside staff, as well as highlight the good practices occurring within the nursery. The World Café approach also serves as a catalyst for future practice (Ropes et al., 2020). This method played a pivotal role in stimulating conversations and encouraging parents to explore infant transitions in a deep and meaningful way.



Consideration of Ethical Complexities: Challenges to Current Beliefs About Praxis?

The nursery was selected due to its known good practices and reputation. The setting’s ethos encourages children and parents to participate in decisions which affect them, mirroring the ethos of participatory research (Vaughn & Jacquez, 2020). Practitioners in this setting have been very active in reflecting on transitions and have been offering ‘baby social’ for over a year prior to this study, as part of their usual practice. Within these sessions, parents and newly arriving infants spend the morning interacting with other new arrivals, staff members, and infants who are now fully established within the setting. With the support of the different ‘gatekeepers’ such as the nursery management, baby practitioners, the parents, and the Board of Governors, we built trust and a collaborative research interest. Concerns with trust, 63mutual recognition, and authenticity are key characteristics of good and high-quality research.

It soon became apparent to us during our early discussions, with the nursery manager and senior staff, that this alternative framework, whilst theoretically grounded, was in fact lacking some aspects of ecological validity (Denner et al., 1999), and that there was a need for ongoing involvement and conversations around wider aspects of emotionally attuned support for infants. For example, staff members commented on the requirement that aspects of caregiving, such as feeding, comforting, and sleeping, also needed to be acknowledged within this attuned framework. Through such conversations, the initial questions that had been generated, and which were framed more around the more social and cognitive routines (such as play and stimulation), were modified and broadened to better capture the real-life experience of both infants and key persons during and beyond the initial periods of transition into day care. In effect, whilst getting professionals onboard, the experienced staff members had become integral partners in our attempts to develop a set of ecologically valid research questions that would be administered more widely within this setting and more widely across other settings.


Voluntary and Informed Consent

Our relationship with the nursery was of paramount importance, and to this end, we ensured that participation in this research project was not only based on voluntary, informed consent, but there was interest and motivation from the nursery. Informed consent was vital to our research, and so we talked through all the materials with the nursery manager and her deputy and sent all planning documentation to the nursery for all participants to read and approve. We provided all those involved with full and honest information about the content, purpose, and process of the research, and all parents were given the opportunity to agree or disagree to participate and have opportunities to guide and develop the research at all stages.




Baby Social Observations

Engaging in a meaningful way with parents as research partners and participants was key to our research, and naturalistic observation formed an essential part of both our planning and underpinned our research process. We adopted participant observation (Mayall, 2002), which is a form of observation that involves watching, listening, reflecting, and engaging the participants in conversation. This approach also helped us build our relationships with the baby practitioners, parents, and infants, and ensure equality in power and status within the research. Written observations were made using narrative descriptions of each session observed, with a focus on the structure of the session, relationships, attunement, joint involvement episodes (Schaffer, 1992), infant/adult interactions, infant/infant interactions, and conversation topics. Between us, we observed eight sessions of ‘Baby Social’ where we became familiar with the baby practitioners, 64parents, and their child, and other infants who joined in the session. It is important to note that throughout this initial stage of the project, there were several important issues that required full consideration.

The infants’ key workers and parents were present throughout the observations. As researchers, we were sensitive to the needs of the infants, and there was no pressure for them to engage in anything other than usual play and settling-in activities. Had any child shown distress, we would have ceased the observation immediately. Parents were curious about the observations shared with them and keyworkers prior to our subsequent reflective conversations.


Developing Our Research Focus – Parents and Practitioners as Partners

Beyond these early conversations with the manager and deputy manager of this nursery, and over the coming weeks, we became more confident in our initial impressions of the setting. We became fully aware that there was a real synergy between this practice and our own views, which (1) also considered the need for a more protracted and sympathetic approach to transitions (inspired by the Reggio Emilia approach), but (2) went one step further to offer a framework that allows for infants to be supported by practitioners (key persons) who provide a form of emotional caregiving, social interaction, and cognitive stimulation that is similar to what each infant experiences within their primary caregiving relationships with parents (an intersubjective approach). Our conceptual model, emphasising relationships amongst contexts and persons, also informed the approach we took in conducting our research. If we were to understand transition for infants, parents, and practitioners, and if we were to facilitate interactions amongst participants in this process, then our success in this research endeavour was tied to forming relationships with the participants and building partnerships in inquiry, as stated in the introduction to this chapter.

It became apparent that some members of staff were reluctant to be interviewed by so-called ‘experts’ in this field. We had to address this issue to keep the professionals onboard, but we also did not want the staff to think that they were being assessed as they engaged in the sensitive transitions that they undertook on a daily basis. Doing so would tap into the power relations dynamic, which is evident within all human participant research (Hickey, 2018), resulting in a perceived sense of vulnerability and/or lack of competence of practitioners. It was important to note here that such concerns were not made directly to either researcher but emerged indirectly through dialogue with the nursery manager and deputy, and only after several sessions of attendance at the nursery. These conversations were invaluable for both researchers as they allowed us to reflect on our own position with both the research and the nursery. We also appreciated the honesty. Reflexivity is key to assessing trustworthiness in qualitative research (Dodgson, 2019). Reflexivity means that researchers should reflect and share with readers how their social positions vis-a-vis research participants may interfere with the researcher’s ability to maintain objectivity. The effects of the researcher on the research participants and vice versa are both potential areas for bias and misunderstanding.

65Through such reflection we became more aware of the impact of our presence during the daily working routines of caregiving practitioners. We concluded that such concern did not only reflect the silent number of practitioners within the setting but may also have been underlying, and very real concern of all current and potential participants within this research. With these issues in mind, we concluded that our approach to data collection within the setting would benefit by adopting a slower approach to that which was the actual focus of our research. This more considered approach allowed staff members to gradually become comfortable with our presence as we transitioned to becoming regular visitors within the setting.



Open-ended Research

With the issues considered above very much at the forefront of our thoughts, we, as researchers, felt that there was a need for an exploratory and open-ended approach at each stage of the research process. This issue was most evident during the formulation of the open-ended research questions. Initially, both researchers had utilised their own knowledge and academic understanding of the theory surrounding transitions into day care to help direct both the theoretical and empirical focus of the present study.

Thus, we adopted a qualitative approach, in which we conducted relevant research conversations with parents and practitioners. These data were then thematically analysed. We also felt that there was much that we as researchers could both learn and gain from having a collaborative approach within this project. We, therefore, developed a ‘practitioners as partners’ approach. As outlined below, this allowed for the development of the research questionnaires and has helped inform data collection and analyses. By conducting research in this manner, we aimed to help provide additional support to facilitate smoother transitions moving forward.




Conclusion

Within this chapter, we have described our engagement with the parents, professionals, and children in the nursery and engaged in a sympathetic, critical assessment of our own PPI approach and practice. In the future, we would advocate for more naturalistic public involvement approaches like ‘World Café’ and ongoing reflexivity to ensure that children and their parents are fully informed about and appreciated in the research process. In our work, the PPI approach we used enabled us to consider our approach, positionality, and practice in the setting in a way that resulted in deeper learning for us. This approach also enabled us to engage more productively with nursery staff and to move from ‘outsiders’ to ‘insiders’ in such a way that parents accepted out presence and that practitioners never felt (or were able to manage) that they were being assessed in relation to such a fundamental part of their practice: re-transitions. Trust is one of the basic and core components of good quality research and also trauma-informed research (see Adams, Ramsey, Cooper, and Lhussier in this collection) and is vital in collaborative processes and research with parents and public members. Trust was central 66to our public involvement work, and incorporated trust building within our research by consciously developing a reflexive and responsive way of working with parents and practitioners, which we describe as a trust-building approach.

Whilst we were motivated to offer a critique of the current attachment approach to day-care transitions, we were also aware that managing the transition from parent to professional and the attachment formation occupy a central role within parenting and infant emotional well-being. Therefore, in this instance, we had to ensure that both the nursery and we, as researchers, were aligned in our views regarding the importance of primary caregiver presence in supporting the infant during their initial experiences of new people in a new nursery.

It was important for us as infancy researchers to acknowledge that humans in general, and parents in particular, can not only be susceptible to their infants’ perceived levels of anxiety and stress, but may elicit such behaviours themselves in a manner that is transmitted back to the infant. Importantly, transitional periods into day care, especially first-time parents, can be especially difficult. For example, there is the potential that such stressful emotions can be interpersonally transmitted from the primary caregiver and infants within such environments which may ‘catch’ their caregivers negatively heightened affective state (Waters et al., 2017).

As with the previous examples, this issue (an emotionally upset parent) can be the catalyst for the onset of an emotional stress response in the infant, which could possibly persist for several hours after the initial event. Beyond these issues, there is also the potential for infants to either remember (a cognitive interpretation) or become conditioned (a behavioural interpretation) to such experiences (a negative stimulus), and therefore, increase the possibility of similar stress responses in future situations. Nurseries are vibrant research contexts and places where professionals and parents nurture and foster warm and inclusive relationships within them. There are places where so much can be learned by engaging with parents, staff, and children, and those who are allowed to enter these settings should consider themselves privileged. Those challenged with entering and researching these types of areas need to be willing to manage a complex set of corresponding and competing beliefs, values, and perceptions of what is right and what is best for children in relation to their transitions. These issues and concerns can only be managed when research practice is informed by a willingness and ability to engage with different PPI approaches and participant groups and manage them as the research is designed, refined, and delivered in practice.
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Chapter 6

69Co-producing Better Mental Health Research with Young Researchers in Educational Establishments

Dave McPartlan

Institute of Health, University of Cumbria, UK

Abstract

This chapter explores the learning experience of a teacher who returned to his previous school to conduct research. The research aim was to investigate the efficacy of a recently introduced mental health school strategy from the students’ viewpoint. Initial research concepts were to collect student data and draw conclusions. However, due to issues of power and trust, the study evolved into a collaborative exercise, which saw the researcher work with young people as partners. The research became a voyage of discovery as the working partnership between the researcher and young people matured into a transformational process for both parties. Young people’s lived experience became a central tenant of the research methodology and process. What transpired was a better community research project that demonstrated benefits for both the individuals involved and the community. Whilst the focus of this work was school-based, there are lessons to learn for studies aiming for collaboration within communities.

Keywords: Schools; young researchers; youth participative action research; critical communicative methodology; community involvement



Introduction

70As a school teacher with over 30 years’ experience, I have developed a focus on student welfare and the pastoral aspects of education. My career trajectory saw me transition from classroom teacher to Head of Year and then an Assistant Headteacher before leaving education to take up my PhD. My research journey for the purpose of this chapter is best described as a voyage of self-discovery where I learnt how ‘me’ the person contributed to ‘me’ the teacher and how both these identities helped me become a more inclusive and reflexive researcher. Transitioning from teacher to researcher was a steep learning curve, realising that, at times, my inclusive principles as a researcher were compromised as I had to navigate school systems, government initiatives and a neoliberal education system as a relative outsider. Neoliberalism here refers to how school performance and individual performance are prioritised over the needs and involvement of young people (Dunn, 2020). The four years I spent conducting research was a time for reflection, a time to ensure inclusive principles were front and centre of the research, which meant investing in young people as research partners as they have the ability and a right to contribute to the public involvement and community engagement (PICE) agenda in the context of schools.

Schools can be places of physical, practical, and emotional safety (McGovern et al., 2022); I recognise this, but in this chapter, I also recognise that schools can be places where children are marginalised. Children often live in and are expected to function in an adult world where their voice is rarely heard; even when professionals are well-intended and inclusive, it can often end with tokenistic and counterproductive practices (Kilkelly, 2004; Pleasance, 2016). Schools are also known as places of inclusion and social and psychological safety in some literature, but they are also traditional hierarchical structures of governance, where the power of adults remains largely unquestioned. As my research progressed and I became aware, I was forced to acknowledge my identity as a researcher coming from a career of 35 years of teaching who, through following the norms of an oppressive societal structure, had not always afforded young people their rights to:


	Express their views in all matters relating to them.

	Their views being given due weight, taking account of age and maturity.

	Be heard in administrative proceedings. (UNCRC, 2019).





Context

I started my doctoral studies in 2019, and in doing so, I returned as a researcher to my school of 30 plus years. Returning to the places where you once worked (or similar) will always be difficult for those who choose this route to doctoral study. I was concerned that my previous powerful position could negatively influence the research. Being the behaviour and attendance lead for the school for over 12 years had, on occasion, brought me into conflict with young people and families, and I was apprehensive that my previous position might obstruct the research. I wanted to draw on young people’s experiences of the whole 71school mental health strategy (WSMHS), and to do this; I would need (as others have written in this collection, see Adams and Ramsey) them to trust me, something not straightforward for someone who used to be the pastoral lead in the school. Concerned about this, I arranged a series of consultation exercises with groups of young people from the school. As I had suspected, the younger students suggested I was unlikely to gain their trust. But they also started to inform the research design and strategy for my doctoral study, as it was they who came up with the idea of me partnering with sixth-formers who could then act as advocates and brokers in talking to the younger pupils who would become my participants.

The beginnings of a plan to take this research forward started to crystallise. The inclusive nature of youth participatory action research (YPAR) attracted me to it as my methodology. Now, I needed to develop a way of conducting this research with co-researchers from the sixth form as my partners. My recruitment strategy was purposeful and opportunistic (Dunning et al., 2021). I began the process by addressing a sixth-form assembly, explaining the project and recruiting 13 volunteers aged between 16 and 18. Initial discussions with my new young research team (YRT) made me realise they were all different and had varying needs. Some were more confident working with younger students, whilst others developed their analytical skills more quickly. Recognising the differentiated ability and attributes of the young people made it clearer to me that not every child needed to be involved or to support every aspect of the research design and implementation. To create a process that supported them as individuals and as a team, we jointly agreed that they could choose to work individually, in pairs or in small groups to collect data from their participants. The participants we identified for the study were then divided between the YRT, and a cycle of weekly meetings was devised to enable the research. This is explored more fully in the methodology section below.



Theory

Action research (AR) assumes correctly that those closest to a given issue are experts in understanding the root of the problem and are in the best position to help find solutions to such matters (Stringer & Ortiz Aragon, 2021). AR can be utilised as a methodology to explore real-life issues impacting people’s lives through a systematic cyclical investigation incorporating observation, reflection, and action (Stringer & Ortiz Aragon, 2021). Participatory Action Research (PAR) is a collaborative approach to AR where the research team includes community members with lived experience of the research topic. At times, it is criticised as a ‘non-scientific’ and a subjective form of research which is unreliable when used to generalise results more broadly (Lindhult, 2019). Furthermore, critics suggest this research can exploit those people it aims to support by ‘using’ them for their own research needs (Jacobs, 2016). However, I aimed to use AR to glean greater depth and insight into the subject area, whilst involve the lived experience of young people and the reconstruction of knowledge through understanding and empowerment. The aim is to try and ensure social change is informed by the voice of such groups.

72Whilst I was convinced AR was the most appropriate methodology, I was also searching for something more than this. This research enabled me to return to my principles of inclusivity by drawing on young people as the source of new knowledge. In my search for something more than AR, I turned to critical communicative methodology (CCM), which followed a dialogic approach (Latorre et al., 2005). CCM is based on the premise that everyone has the critical competency to analyse their own lived experience. It is influenced by the thinking of Habermas and three of his seven postulates (see here for further reading, Habermas, 1987). Everyone can interact and communicate; this is the ‘universality of language and action’. The second postulate of relevance is the ‘absence of interpretative hierarchy’ that all interpretations coming from the research process are equally valid (see Jackson et al. in this collection), regardless of the position of the person putting them forward. The final postulate is where the researcher and researched work on an ‘equal epistemological level’, each an expert in their area, be that academic or lived experience (Puigverta et al., 2012). Whilst this methodology and approach had been developed and utilised more within economically disadvantaged rural communities, I was convinced these principles could be applied to the YRT. Understanding your positionality, values and beliefs about research and different research traditions and approaches is essential. In my research, I believed that if I was going to be true to my word and collaborate with young people in the search for new knowledge, I had to trust them and empower them to become decision-makers in the research process. I therefore blended CCM with YPAR to develop a novel methodology I named youth participative dialogic action research (YPDAR). The dialogic element became central to this work as we embarked on a series of weekly AR cycles over four months.



Methodology

The dialogic aspect of YPDAR was founded on developing two key sets of relationships, as shown in Fig. 6.1.
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Fig. 6.1. Action Research Cycle (McPartlan, 2023).

The AR cycle took a stepped approach:

Stage 1. I met with the YRT team, where they identified a research issue, discussed how it would be investigated, and then planned the YRT/participant meetings.

Stage 2. The YRT members ran separate meetings with their participants.

Stage 3. Meetings were held between individual YRT members and me immediately after their participant meetings. These meetings fulfilled several purposes: They allowed me to capture and transcribe the information from the Stage 2 meeting and enabled us to discuss the research meeting, exploring its challenges and successes. This was a time for reflexive and reflective thinking as we considered the processes and the data collected.

Stage 4. The YRT met as a group to explore further how the week’s meetings and data collection had progressed. The process ensured that the team learnt from each other to improve practice. This was also the time that the team planned forward for the following 73week’s meetings (McPartlan, 2023).

Over time, Stages 1 and 4 merged into a single weekly meeting.

The central tenant of this research cycle was the two sets of relationships developing as part of the process: the researcher/YRT and the YRT/participant relationships. These relationships aligned closely with my values and ontological position as a social constructivist. Researching with people is about being reflective and reflexive: listening to and recognising/responding to. As a largely qualitative researcher, research is about building relationships, mutual understanding, and exploring issues whilst solving fieldwork and subject area-specific problems together. To do this, there needs to be a clear insight into oneself, one’s core values and how these can impact research design and processes (Gilgun, 2006). My values were central to the research and fed into my decision to conduct YPAR and search to enhance this further with a stronger dialogic stance. By committing to collaborate with young people, I was morally invested in their well-being and welfare, further enhanced by the research process (Hipolito-Delgado et al., 2022). The way in which the two sets of relationships developed was influenced by my decision to empower the YRT. This started during the recruitment process, where 74I was open and honest with the sixth-formers about needing their help to ensure authenticity during the data collection phase.


Whose Analysis Is It Anyway?

As the research progressed, I began to recognise these processes’ impact on us all. My initial thinking was around ‘using’ the YRT to collect the data for ME to analyse. The intention of the Stage 3 meetings was for me to ‘harvest’ the data from the YRT by audio recording and transposing the conversations to extract the themes from them. As my relationship with the individual YRT members grew and we became an effective and cohesive team, I was torn by a conflict. This was my PhD, so I needed to complete the analysis to create the findings for my research. However, the more I worked with the YRT, the more I came to recognise them as an integral part of the research process; this was their research as much as it was mine. The whole process of collaborating with the YRT to analyse the data was, however, challenging in a number of ways. To begin, I had to consider the following dilemma: do I present my opinions to the group, impose my power to force these on the YRT (researcher analysis), or do I step back and allow the group to decide (participatory analysis)? There was also a compromise position whereby I offered my opinion and suggested it as just one voice within the group, and we analysed the work together. I found this a challenging time, and this is reflected in an extract from a reflexive diary I kept at the time.

The tension I have is that I do not want to impose myself or my opinion, but I also question the validity of what the YRT may decide. The echoes of adultism are reverberating in my head as I ponder the correct decision for myself, the YRT and the research outcomes. If I am to be true to my values, then the YRT needs autonomy to make their own findings within a supportive structure, something I need to develop. Just because the YRT is made up of young people does not give me the right to disempower them and impose my will. I believe that by taking a ‘middle road’, I will offer opinions without imposing my will.

Keeping a reflective and reflexive diary and notes to self is a meaningful part of the research process. These types of diary entries become artefacts for progressing ideas over time, as the research progresses. The end approach was only possible because of the effort we had all made to develop our relationships during the research design and implementation. We had taken time, and reciprocal trust was developed through our relationship, which helped deepen truthfulness, morality and authenticity (van Lieshoult & Cardiff, 2011). This was multi-voiced research and required multi-voice analysis. At every meeting, I built on my experiences of managing discussions. I would openly encourage the YRT to ask questions, reflect, challenge me and put counterarguments to my points to provoke debate within the team. This was pivotal as in research contexts, children and young people will enquire and challenge 75to try to make sense of a situation if they feel safe enough to do so. I aimed for intersubjective consensus (van Lieshoult & Cardiff, 2011) or mutual adequacy (Boog, 2007), a critical validity check in participatory AR. Ultimately, I was responsible for telling a story and reporting the findings as I saw them. Reflecting back now I would urge YOU the reader to recognise that investment in hard thinking about, the study population, the methodology and balancing your needs against those being researched needs to be done. At the outset of my research, my thoughts had been about completing a classic thematic analysis (Braun & Clarke, 2012). My initial view that this was my research, which I needed to analyse. My thinking around the analysis developed as the research progressed and my relationship with the YRT matured. I realised that the young people had to be central to the analysis, which soon led to a collaborative effort involving the YRT and myself. At the outset of my research, I had also not considered that the YRT would be involved in the analysis, and it meant that I had to ask for more from my participants and ask them to engage in more technical aspects and usually less enjoyable areas of research. I was open with the young researchers; we discussed the data and how it should be analysed. I explained how my thinking had developed during the research period, and we made a joint decision that the analysis would be a collaborative effort. What transpired was a thematic analysis approach informed by the dialogic processes between the three parties within the research, which led us to an interpretative rather than an objectivist standpoint (Ellingson, 2008).

The search for authenticity was less about triangulation and its objective overtones and more about the intuitive flexibility of crystallisation (McPartlan, 2023). This brought another aspect into consideration in relation to the YRT. I had to lead them through the analysis. I introduced them to the intuitive data platform Quirkos. I input the data collected at Stage 3 meetings, and together, we worked through a cyclical process of identifying themes, discussing them, and testing them with the participants. In addition to this, I developed support sheets for the YRT to help their understanding of data analysis. I ran tutorials on data analysis, and we used a collaborative self-reflection tool to support the process. The YRT benefitted from their involvement; they were also encouraged to develop their self-reflective writing, contributing to a paper we published as part of the dissemination process (McPartlan et al., 2021). I was equally challenged about who should own the research findings regarding the WSMHS. However, having already worked through the arguments concerning the analysis, I quickly concluded that I could not compromise the research principles and that the YRT should write up these findings.



YRT Findings

The ethos of PICE is to guarantee that the community informs the research design, implementation, data, findings, and what is produced. PICE can potentially empower communities and develop lasting policy change (Kim et al., 2014). By working with the community and recognising their expertise, there is an opportunity to create long-term relationships and build trust 76(Schiavo, 2021). It was incumbent on me to ensure that this work was authentic; it was essential the young people’s lived-experience informed the findings. If I were to conduct an analysis and write up the findings by myself, there is a good chance I may misinterpret information, and my work would be informed from my 60-year-old ‘self’ rather than from the YRT lived experience. This was brought home to me whilst we were analysing a research section. I introduced a card-sorting activity to help us synthesise the data and themes. Whilst we discussed the data, the YRT arranged the cards according to their preferences; I wanted this writing up, but none of the team had time due to exam pressure. Therefore, I asked permission to write it up and get their feedback. What I got back both shocked and pleasantly surprised me. Two of the team took my write-up and rewrote it with a different focus. I was surprised, and I must admit, slightly affronted they did this (even though I had asked them to sense check my work) but also moving beyond ‘ego’ delighted they had! This justified my approach and reassured me we were getting genuine community feedback. Having decided that the YRT would write up the findings, we continued our cyclical meeting process, defining and refining our findings. Over weeks, we arrived at a series of findings that the YRT returned to the participants. They sense-checked these with their younger peers to ensure the validity of the findings. Alongside our weekly research team meetings, I also paid attention to individual YRT members to ensure that all were comfortable with the final validity check. I quickly realised that the YRT had all grown through the process and had become adept communicators and researchers who had built strong and mature relationships with their younger peers.

The process I described above was about how dialogue and relationships became central to the research and how the principles of CCM enabled a collaborative process that encouraged egalitarian relationships. It diffused and shared power whilst also challenging neoliberal processes. This, in turn, countered negative societal and school power relationships where adults dominate and make decisions impacting young people. The dialogic process between the three parties in my research ensured robust data collection and analysis. It then enabled us to produce findings and recommendations to present to the headteacher, with whom we had further dialogue before agreeing on an implementation strategy.



Writing Up and Dissemination

After the writing-up period, the most important work was relaying the findings and recommendations back to the school. The YRT and I met with the headteacher and senior school leaders. The school accepted most of the findings and recommendations, and adjustments were made to implement what could reasonably be. I had prepared and explored expectations with the YRT at the start of the research that whilst the school had promised to engage with the research, there may be aspects that could not be addressed due to circumstances beyond our control, such as budget.

As the research progressed, my ambition for the YRT and the research in general grew. As an ex-teacher and one who believed in young people’s abilities, the research demonstrated to me there was a societal ‘glass ceiling’ in terms of what 77young people are capable of when trusted by adults. I had also become a victim of this, and the research instilled in me a determination to showcase the YRT’s abilities. I was now clearly in the camp of this being ‘our research’, so we should disseminate this together. Moving beyond the research, we wrote and published papers and attended conferences where we presented our findings. I believe this was essential to the spirit of PICE. This was not just about harvesting information from the public and including them in the process; it was about creating capacity and opportunities for allowing children and their voices to be heard in a way which benefitted them and others.




Conclusion

This research applied approaches developed within a health context to an educational setting. During my journey, I learned that research is more than academics collecting information to further their agenda. It is about understanding positionality, values and then developing partnerships with communities and individuals within them to learn with and from them. Hierarchical structures such as schools and health organisations are dominated by power, and the need to utilise and adapt methodologies to redefine research relationships by empowering participants is more significant than ever.

In bringing my two identities together teacher/researcher I have always championed young people and their abilities, and this research emphasised their true capabilities. Children in research have ability, and their ability to adapt to situations, create resources, and synthesise information is apparent, as this chapter has described. During my 18-month project, I observed young people developing their self-awareness, self-concept, self-identity, and epistemic agency. I listened to them as they reported, and I observed increased confidence in decision-making. Children may often be overlooked or not heard within schools, but it is important to recognise that if they are supported and given opportunities, they will stand up and be involved.

I believe that approaches like mine offer innovation and then the potential to ‘flatten’ the hierarchical school power structures dominated by adults (McPartlan, 2023). In this context, staff can also recognise and appreciate the young people’s work, and so do not feel threatened by them.

Community engagement should be about developing relationships and ensuring a dialogic approach. Reflecting on my overall research processes, I now realise I was informed but also naive. As a person interested in children, I did not realise the importance of time and relationship development at the conception of the research. Whilst I was focussed on transferring power to the YRT and the younger participants, I was not fully cognisant of precisely what this involved. Community involvement is about the investment of time with people talking and listening to each other and working together to solve problems. Trust between the researcher and YRT developed due to both sides’ investment of time and effort. A symbiotic process developed.

The research process involved developing relationships within the school and between myself, the researcher, and the YRT. Their sense of self was enhanced 78as they grew into the research. They knew they were doing an important job and started feeling valued, knowing they were being taken seriously. The school would adopt their findings, and as a result, their confidence in the school and themselves started to grow. This, in turn, empowered them and their agency to act also flourished.

The skills the YRT built throughout the research also influenced their development and growth. They learnt about research, what it is, how types of research may differ, and how to conduct rigorous qualitative enquiry. Their communication skills were enhanced as they practised reflective and reflexive writing. They also had the opportunity to present findings at conferences and mix with professionals and academics from various fields; their social and cultural capital was enriched. The work they completed with the younger participants contributed to improved socio-emotional skills as they learnt how to build and manage meaningful relationships. The participants were almost unanimous in believing this was the best thing about the research.

There were also lessons related to the relationship between the YRT and the school. As the research developed, there was a two-way process whereby the YRT started to trust the institution and staff within the school began to recognise the abilities and insight of young people. The short-term nature of this project meant that the duration of the research was not extensive enough to draw material conclusions about the impact this type of research may have on an institution. Whilst further research is required to explore this, research of this nature can contribute to improved school climate and culture.

When this research started, I was an experienced educator but a naive and inexperienced researcher. I was unaware of how public health and community research would be central to my work; my research, therefore, took learning from the public health and community sectors. The PPI consultations with young people prior to the research commencing helped me shape a new methodology centred around a YRT.

YPDAR is an example of PICE in an educational setting but can be developed further into the broader community. The principle of fully involving community members in the research process can, I believe, be expanded. As highlighted above, the benefits to the individuals involved are clear to see, and there is potential for these to impact the community. During my journey, I learned that research is more than academics collecting information to further their agenda. However, it is about developing partnerships with communities and individuals within them to learn with and from them. Societal structures such as schools and health organisations are dominated by hierarchy. This work has the potential to break these traditional and sometimes archaic structures down for the betterment of our communities.
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81Community Asset Mapping: An Ethical, Strength-based Approach to Co-production and Inclusion
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Abstract

Community asset mapping (CAM) is a strength-based approach to re-engaging with and re-developing communities through research. The approach aims to identify and document a community’s existing resources whilst recognising that people within a community hold valuable knowledge about the assets in their area. Generating knowledge and mapping resources from people who represent different parts of a community focusses on the area’s strengths rather than its deficits. In this chapter, we report and reflect on our use of CAM whilst exploring the concept of ‘recovery’ within a local authority area in the North East of England. In doing so, we describe and critically appraise our own practices as we seek to co-produce and implement the research. However, we also report positively on our research and the ways in which we promote and achieve inclusion and 82implement an anti-stigma approach within our methods. We conclude this chapter by making suggestions for those who are considering this topic or type of research.

Keywords: Community asset mapping; marginalised communities; stigma; carers; strength-based approaches; ethics and inclusion



Introduction

The local authority we were commissioned by were incorporating Marmot city principles alongside an inclusive recovery city (IRC) framework and approach to improve health outcomes and reduce inequalities. As a basic concept, an IRC is defined as a city where recovery is promoted, is visible, challenges stigma, and champions multiple pathways of drug and alcohol recovery (Best & Colman, 2019). As part of their underpinning work, the Public Health Team in the city had also continued to support the city’s Service User and Carer Forum and the development of a lived experience recovery organisation (LERO). LEROs have several distinguishing features: they generally endorse a rights-based approach to involvement in, and co-production of developing and facilitating community-based recovery services. Crucially, LERO’s act independently but are also usually involved in working with traditional forms of drug and alcohol treatment providers. LEROs act in response to the needs and aspirations of their community, ‘recognising and employing the assets and competences that already exist’ (College of Lived Experience and Recovery Organizations [CLERO], 2024). When developing recovery-orientated care (Office for Health Improvement and Disparities [OHID], 2023), it is important for traditional treatment providers and commissioners to support the development of a LERO and recovery support services. Both a recovery-orientated care system (ROCS), and the support offered by treatment and recovery support services, are considered to be important to a person’s recovery. The interaction of both services and the local community contributes to the effectiveness of a ROCS.

Our research was conducted in a large city in the United Kingdom. Within the city, there is a well-established drug and alcohol treatment system and recovery community; therefore, a lot was already known about different communities within the locality, such as their characteristics and their experiences whilst accessing formal treatment. Less was known about the recovery community and for the context of our research, recovery assets explored included: individuals known as leading recovery agendas and planning; organisations commissioned or who support people using drugs and alcohol and/or family members of people using substances; groups supporting people in recovery; and the recovery community’s perspectives regarding prior and current efforts to create and sustain recovery assets. There was recognition in the city that some recovery groups were well established, but little was known about smaller community-led organisations and other services that offer peer-led and non-affiliated (not part of a national 83group or movement like alcoholics Anonymous or Narcotics Anonymous) groups. Our CAM project was undertaken in the context of the project addiction, diversion, disruption, enforcement, and recovery (ADDER), a specialist-funded project by the Office for Health Improvement and Disparities (2023), aimed at reducing drug-related crimes, drug prevalence, and drug-related deaths. As a research group, we focussed on inclusion and inequality, the perceptions, hopes, and aspirations of these groups, and how they contribute to the broader aim of building an IRC. Our key concerns aligned with project ADDER, insofar as we wanted to engage with and raise the profile of marginalised communities and make them and their needs more visible to commissioners and services. We also wanted to utilise a strength-based approach and methodology, which enabled us to challenge negative societal perceptions of people who used substances. But also to help others understand more about the contribution that people in recovery made to the communities, health, and social care services, and priorities.



CAM and Co-production

CAM enables researchers to move beyond traditional methods (interviewing and focus groups) to embody a strengths-based approach to engage and develop communities through research (Luo et al., 2023). The aim of CAM is to identify and document a community’s existing resources whilst recognising that people hold valuable knowledge about the (sometimes intangible) assets in their area (Luo et al., 2023). Generating knowledge and mapping resources from people who represent different parts of a community focusses attention on the area’s strengths rather than on the deficits (Luo et al., 2023). The ethos of co-production is embedded within CAM work. Co-production is a strength-based approach increasingly used by researchers invested in ‘egalitarian, democratic or transparent’ ways of working (Williams et al., 2020, p. 3). As a methodological tool it is an umbrella term that ‘locates power and worth with citizens in order to address issues of social justice’ (Williams et al., 2020, p. 3). Co-production is also a value-based approach encouraging people who share common values to come together and take ownership in facilitating change (Cahn, 2011). Co-produced research is valuable when researchers wish to work with a range of stakeholders to generate knowledge about an agreed focus and ultimately, bring about change (Tembo et al., 2019). Stakeholders, including People With Lived Experience (PLWE) public citizens or practitioners), policy makers, funders, and researchers bring their unique perspectives about their community, enhancing the richness of the project (Luo et al., 2023; Tembo et al., 2019). Honouring transparency means being clear about the roles and responsibilities of all involved in the research, which we outline in the section below. Defining co-production is challenging because of the myriads of similarities and differences across and within communities that will determine the agenda for this research. The ambiguity of co-production’s multiple methodological designs, and the ubiquity of its use within communities means that there is no ‘gold standard’ (Williams et al., 2020) that we must adhere to. Rather, it is the principles and values based on philosophical concepts of equity, empowerment, respect, inclusivity, and democratic ways of working, that 84are foundational to its design (Pettican et al., 2023). The measure of quality within a project is the transformative possibilities for PWLE and its ability to affect social change (Cook, 2012). Co-production work is challenging and requires constant reflective and reflexive practice, it is something that will look and feel different on every occasion. Therefore, rejecting a gold standard notion of co-production enabled us to appreciate the opportunity to co-design a project, acknowledging the unique skill set brought by different partners, and the right of each to engage in different ways.

Issues of tokenism can arise in co-produced research when prior consideration is not given to the power dynamics and relationships between the stakeholders, particularly for people who are marginalised by their perceived status. Our definition of tokenism is drawn from Hahn et al. (2017, p. 291), who state it is the ‘difference between … the empty ritual of participation and having the real power needed to affect the outcome’. This has been referred to as a ‘genuine – token continuum’ where attempts at engagement are those that seek bidirectional partner engagement throughout the project and tokenistic attempts are more unilateral, aligned with consulting and informing (Hahn et al., 2017, p. 291). Following the co-productions’ philosophical values of empowerment, respect, inclusivity, and democratic processes, we strove to make attempts to engage from the early stages of the project (Pettican et al., 2023). This involved ethical considerations about our working practices, including reflecting on our positionality even before we entered the research field. We paid attention to the power dynamics that are inherent in any research project, including co-production, by utilising a reflexive approach to consider our positionality. Our endeavour for genuine co-production was incorporated into the research aims.



Implementing Co-production Principles

We implemented our research with the already existing community resource ‘Service User and Carer Forum’, which was both central to the research process and to the communities we were seeking to work with. In our attempts to be inclusive and avoid tokenism, we developed a semi-structured programme of work which involved consultation sessions. In developing the content and the focus of the sessions, we worked with colleagues, forum leaders, and researchers to consider what the sessions should include and how they should be delivered. What we were essentially doing was ‘sense making’ and considering our own positionality, in relation to what we needed to do, and then allowing others to help us by participating in a sympathetic critical appraisal of our ideas and practices. Here, we were primarily concerned with starting a dialogue with different stakeholders.

We were mindful that PWLE are less likely to be included in discussions about matters that impact their daily life (Luo et al., 2023; Williams et al., 2020). Additionally, platforms for the production and sharing of knowledge may previously have been limited or non-existent for PWLE who are marginalised and stigmatised (Cotterell & Buffel, 2023; Kulmala et al., 2024). Invisibility of marginalised groups is harmful because it perpetuates misrecognition, stigmatisation, and embedded social and political inequalities resulting from the limited 85understanding about different ways of living (Gordon, 2008). Embedding the ethos of co-production in CAM is a way to engage with PWLE who have typically been left out of discussions about their life (Cotterell & Buffel, 2023; Luo et al., 2023). In striving for an inclusive and transformative approach (Cook, 2012) we recognised this as ethical practice, enabling the generation of different perspectives and increasingly nuanced understanding of lived experiences. The reciprocal benefits of engaging with PWLE includes enhancing the quality of the knowledge generated (Tembo et al., 2019), enhancing feelings of empowerment, and instigating change at a local and/or national level (Heard, 2022). The potential for change in co-production is dynamic and can impact those on the inside of research partnerships, and equally it can extend to those in the public domain; particularly when PWLE are engaged publicly in sharing and disseminating their knowledge. Gordon (2008, p. 7) refers to the concept of ‘haunting’ to explain that when a marginalised and stigmatised hidden group becomes visible to others, this visibility enables pathways to ‘seeing’ the trauma, inequalities and social injustice. Gordon and Bengal (2018) explain that publicly seeing PWLE and hearing their accounts offers greater potential for their stories to ‘haunt’, leaving a lasting impression with the audience. The potential for change is greater because these voices carry the messages more powerfully than those without similar lived experience. When we engage with marginalised communities, we need to be mindful that we are not labelling, stigmatising or being tokenistic towards the groups we work with in co-production. Anti-stigma and trauma informed approaches (see Adams and Ramsay in this collection) also need to underpin all aspects of research conceptualisation, design and implementation. Therefore, we adopted an ethical stance to the idea of ‘haunting’; on the one hand, we understood the importance of platforming unheard voices, whilst on the other, we were mindful that it can be tokenistic without facilitating change. The notion of change was embedded in the co-production work, therefore throughout the project, we embraced Gordon’s (2008) notion of ‘haunting’ by engaging with PWLE of substance use to make visible and map the services and resources relating to recovery.



Workshops

We convened four formal workshops during the project. Workshop members were initially recruited via an advertisement shared with the city’s service user and carer forum. We utilised this approach because we wanted to provide an opportunity to all forum members to participate. We were, however, mindful that we did not want to waste forum time and involve members when they did not feel inclined to work with us. Individuals who were interested in developing and supporting the research were asked to fill in a form outlining their motivations to be involved, what they thought they would bring to the research, and what they hoped to achieve by being involved. As we have seen in other chapters in this collection (Bidmead et al. 2025), community groups and organisations can become weary of research and do not always benefit from their involvement with research. Most of those we recruited, however, expressed a desire for more visibility of services 86to better help people looking for recovery and improve the way services are ran in the community to benefit others.

Three members participated in the first workshop session, and four attended the second workshop session. An additional 27 members of the wider forum attended the third workshop, and 13 attended the fourth and final workshop. Each member of the Public Involvement and Community Engagement (PICE) group was paid in relation to the time they spent in groups and activities: £40 per session (sessions one and two only in line with National Institute for Health and Care Research [NIHR] Guidance, 2024). Those in workshops three and four were paid £10 as a gesture of goodwill for listening to and engaging in discussions about the mapping process. Workshop members were informed via email of when the sessions were to take place. The workshops were organised to directly follow the already established service user and carer forum and were conducted in the same venue to facilitate ease of access. PICE members were given information about the study, and each signed a Public Involvement Group Consent Form. Data from the discussion was fed into the CAM process and later into the topic guide for the semi-structured interviews and focus groups.

The first workshop was an introductory and initial mapping session. In this session, we engaged in open discussions and reminded the group that they were not obligated to share experiences with us, but also that we were prepared to listen and support their involvement and experiences. In this session, PICE members were simply asked to consider and map out their own recovery journey and then to reflect on their needs and record the types of services they considered important to recovery. This session was also used to discuss and explore participants’ perceptions of the types of organisations (e.g., peer support groups, non-affiliated services, etc.) that needed to be mapped as part of the research.

We wanted workshop members to have ownership over the mapping process and to be involved in the research. We knew that each of the forum members we engaged with was actively involved in their own communities and that they were tied into extensive recovery networks and communities. Armed with this knowledge and prior to session two, workshop members were asked to engage with their own extended recovery networks and communities and then to identify and record with them the different types of services that were utilised by the wider recovery community in the area. During workshop session two, members were asked to consider their experiences of accessing services and to identify what did and did not work for them and what they considered to be gaps within the current recovery community and provision in the city.

In the third workshop, an update was given to the wider service user and carer forum (n = 13 women; n = 14 men) on study progress, and an illustrative map of recovery services was shared, discussed, and reviewed to sense check the findings in relation to relevance and future uses. At this point, we wanted to bring the data we had generated back to the wider group and to start to involve the service user and carer forum again, and to keep the wider group involved in the research. Moving from the smaller group to the larger group was key for us to understand the varying perspectives of those involved directly or indirectly.

87The fourth and final workshop involved sharing interim findings from the interviews with the service user and carer forum members (n = 8 women; n = 5 men). Findings were presented creatively in a poster format in which forum members were asked to discuss their thoughts around the findings; in particular, if they agreed or disagreed with anything that was presented. This helped the research group to sense check their findings from the wider reach work (interviews with individuals) and with those navigating recovery in the community.



Interviews and Focus Groups with Recovery Organisations and Services

In this project, it was key for us to bring the perspectives of PWLE and professionals together to explore their perceptions of the community assets that existed in the city. Interviews were conducted simultaneously with the workshops. The purpose was to invite those involved in delivering services to take the time to consider the positive attributes of the recovery community, their visibility, and role, in supporting their service and the wider community. In keeping with the strengths-based approach, any criticism was responded to by refocussing the interview to areas for improvement rather than what was wrong ‘with recovery’. We engaged in semi-structured interviews and focus groups with those working in recovery organisations and services. A number of these were also PWLE working in the recovery community, but also accessing services. These individuals were practitioners who self-identified as ‘being in recovery’, and they were a valuable resource for us: not only had they navigated services themselves, they had also supported others who were going through the recovery process. About 13 semi-structured interviews and two focus groups (n = 5 participants in focus group 1; n = 6 in focus group 2) were conducted to further explore staff perspectives of the recovery community. Practitioners and service providers working in recovery were recruited using purposive sampling via the research teams’ pre-existing networks. Professionals as representatives of the drug and alcohol treatment system were also invited to take part if they were working in the recovery community in any capacity. Our ‘hands off’ approach to recruitment meant that we were more likely to engage professionals who volunteered to come forward, either because they had something to say and/or because they wanted to join us in celebrating and championing the recovery work.



CAM As an Anti-stigma Approach

Stigma is a key determinant of exclusion and, whilst being an avoidable harm, it is associated with the maintenance of various forms of social and health-related harms and structural inequality (Addison et al., 2023). Stigma is conceptualised as a process of excluding and marginalising individuals or groups based on deficit perceptions of their characteristics, behaviours, motivations, acts, and attributes (Butler-Warke, 2020). Stigma is acknowledged to be a harmful act and can be a social factor of an individual’s health, their sense of worth, belonging, and inclusion (Stockdale et al., 2022). Stigma occurs when people have an emotional 88response to a negative perception of others, and the subsequent prejudice they have leads to discrimination or the withholding of services and support from people. People who use substances (PWUS) are amongst the most stigmatised groups in society. Research and reviews have identified that PWUS are known to experience stigma in many forms, be these institutional, societal, public, and/or private (Cazalis et al., 2023; McGovern et al., 2024). The stigmatisation of PWUS is highlighted as being weaponised to justify exclusion from involvement within society (Addison et al., 2023). This impedes opportunities for PWUS to engage and benefit from health and social care services, hindering opportunities for involvement in the support and development of health, and substance-specific treatment and recovery services (Cazalis et al., 2023).

PWUS are known to be aware of stigma and inequality and privileging their perspective and lived experience in co-production research, and in our case, CAM, provides a unique standpoint from them about what best serves them (Kulmala et al., 2024; Mendon et al., 2024). What we learned on a personal level is that co-produced research like ours encourages inclusivity in practice and benefits the individual by combatting stigma through empowerment and providing a sense of inclusion, worth, and agency (Kulmala et al., 2024; Mendon et al., 2024). In addition, our research helped us to understand CAM as a meaningful and authentic collaboration between PWLE and other stakeholders, enhancing the quality and relevance of strategies designed to reduce inequality and promote the uptake of public services. However, despite the benefits associated with co-production research, the lived experience of minoritised groups, such as PWUS, has often been under-represented in research design and development (Cotterell & Buffel, 2023; Kulmala et al., 2024). Our research has shown extensively that people are stigmatised as they use substances (McGovern et al., 2022) whilst they are in recovery (McGovern et al., 2024) and after they disengage with services (Lochhead et al., 2024). Co-producing research with PWUS and engaging with them in research and the development of public services enables possibilities for reducing stigma and inequality and is associated with a multitude of personal, social, and societal benefits (Gronholm et al., 2024). CAM asks individuals and community members to consider their strengths and the strengths of individuals and groups that are often stigmatised. It is a process in which professionals can be challenged to build their own knowledge about groups, but also to reconsider any negative and/or prejudicial perspectives they may have. Finally, PWLE who are involved in CAM can build their own self-worth and esteem from involvement (if reports from our group are accurate) and also increase an individual’s sense of meaning and belonging if people feel they are making an active contribution to their community/society.



Conclusion

If you are engaging in research with marginalised communities we would encourage you to utilise a CAM approach. In research CAM can be utilised to surface knowledge embedded in communities of people whose voices are often unheard, with the focus of generating knowledge and documenting 89the existing resources of recovery services in a local area. Our CAM approach was rooted in constructivism and this enabled us to develop a more in depth and deeper understanding of how PWLE constructed knowledge and made meaning of their experiences of using substances, recovery and accessing recovery services. It allowed us to move beyond the lived experience of PWUS and to explore the contribution they made to their communities and others in recovery. In our research, we were not seeking to ‘reinvent the wheel’, rather we were interested philosophically with understanding how the wheel turned and how it functioned (Golder & Bengal, 2018). Our approach enabled us to engage with and understand PICE members’ knowledge and their real-world experiences whilst enabling us as a research group to hypothesise together and ultimately draw themes and conclusion from their experiences (Golder & Bengal, 2018; Jonassen, 1994). In future whilst we advocate for the use of co-production, we advise being mindful of tokenism by taking measures to reflect in and on co-designing research with others. One such measure is by embedding the use of anti-stigma and trauma informed approaches (see Adams and Ramsey this collection) in all aspects of the research activity. We argue that co-production that uses CAM encourages inclusivity by disrupting and reducing stigma and inequalities through democratic and egalitarian practices, creating opportunities for feelings of empowerment, worth, and agency.

Our ethical approach in researching with PWLE, co-designing safe spaces, and building trusting relationships was rooted in our desire for activism rather than tokenism. We recognise that PWLEs are best placed to share their knowledge about the services in their community. The voices of PWLE enriched the quality of the CAM project, including the outcomes, and their voices carry greater potential to leave a lasting impression on others through a sense of ‘haunting’ those in the public domain, calling for a ‘something to be done’ and creating a demand for visibility and change.
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Chapter 8

93Applying a Public Health Lens to Co-production with the Military Connected Community

Paul Watson, Emma Senior, Robin Hyde, Mark Telford
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Abstract

Addressing emerging public health emergencies within the military-connected community requires a culturally informed, value-driven, and collaborative approach to service development and implementation. Drawing on insights from several studies, this chapter explores the synergy between public health theory and co-production methodology. We introduce a method of systematically layering Beattie’s model of health promotion with a stepped iteration of the co-production process, creating a nuanced understanding of the experiences within this community. Key considerations for bridging the gap between rhetoric and reality are examined through a value-based approach, emphasising trust and rapport building, a commitment to impact, and a drive for meaningful change.

Keywords: Co-production; public health; service improvement; military; value-based practice



Introduction

94In this chapter, we demonstrate and reflect on how co-production as a research method can be applied to health and social care research within the military-connected community and offer an interpretation of how co-production could be practised within service development and service implementation. Presented is a method of systematically layering Beattie’s model of health promotion with a stepped iteration of the co-production process used to create a bricolage of understanding into the experiences of conducting research with the military-connected community. As a research method, co-production is complex; however, applying a public health lens using Beattie’s model provides clarity and conceptualises a bottom-up trajectory to address the areas of public health need within this community. The conceptual application of theory and process is a favoured methodology. It is used across multiple national projects within the northern hub for veterans. Family research, such as the one, is too much (Kiernan et al., 2024) (reducing military suicide), developing a common approach to assessment (Watson et al., 2024), and reducing social isolation and loneliness in the veteran population (Watson & Farrell, 2023). Using a scaffolded approach, this chapter demonstrates the iterative process of how findings emerge and inform the subsequent phases of research.



Military Connected Community

The military constitutes a distinct cultural entity, characterised by its own history, legal frameworks, values, traditions, language, and customs (Meyer, 2015). Individuals are socialised into military culture from an early stage, with this cultural immersion influencing nearly all aspects of their lives and resulting in a high degree of acculturation. Notably, veterans who served for only a few years frequently report a strong identification with the military even decades after leaving service (Johansen et al., 2013). As Heward et al. (2024) describes, military culture is a dynamic construct shaped by shared beliefs, values, behaviours, norms, symbols, and practices, which in turn influence individuals’ identities, worldviews, and social interactions. The military’s pervasive role in the lives of its personnel is designed to ensure operational effectiveness; however, this also entails a reduction in personal freedoms and privacy; constraints that civilians may find difficult to comprehend (Dandeker, 2021). Military culture does not only reside within serving and veteran personnel, but it also permeates the family and significant others surrounding that individual. For military families, military life presents a range of situations that others seldom face and embodies a culture that is unique to them (Mancini et al., 2020). Their private family life is synonymous and not separate suggesting all family members collectively play a role in military life (Watson & Osbourne, 2025) and very often display the same militarised values (Cree, 2020). Due to the complexities of military culture, health and social care providers often navigate dual responsibilities, balancing the needs of the patient, and their families alongside the broader operational requirements of the military.



Beattie’s Model of Health Promotion


95Beattie’s (1991) model of health promotion offers a theoretical public health lens, and provides the conceptual framework for this work, due to its ability to identify the ‘level’ of health promotion, health protection and identify areas within health and social care to prevent poor health outcomes using contemporary and future intervention. The rationale for Beattie’s model over other health promotion models, such as the health belief model (Rosenstock, 1974) or Tannahill (2008), was the model’s ability to make clear links between the underpinning values and principles of public health practices, in line with co-production methodological practices. Moreover, unlike other models of health promotion, Beattie’s model allows theory to drive the development of health promotion interventions and is not purely a description of existing activity (Rowe et al., 2009). Crucially, Beattie’s model provides an understanding of collaborative intervention, which is important as it recognises the influence and involvement of the individual, their family, their communities, and those who deliver services (Hubley et al., 2021).

Beattie’s (1991) model describes four paradigms for health promotion, including health persuasion, legislative action, personal counselling, and community development. Moreover, the four paradigms are generated by two axes, ‘mode’ and ‘intervention’, that range from authoritative (top-down) to negotiated (bottom-up) on the vertical axis. The horizontal axis focusses on intervention, which ranges from individual to the left, moving right to groups of people. Moreover, Beattie’s model allows for the layered practicalities of the co-production process to be placed within each corresponding part of the health promotion model. Importantly, Beattie’s (1991) model allows the health promoter (micro, meso, and macro levels) to locate existing activity and then consider action at the individual level, recognising the impact of the broader social and cultural practices on health, specifically in this case, military culture.



Co-production

Service users’ and their families’ expectations of quality health and social services being provided to them continue to grow amidst increasing demands on service provisions, caused by an ageing population and a significant rise in long-term chronic health conditions (McMullin & Needham, 2018). This increase in service demand and quality has compelled policymakers to highlight the importance of and develop more patient and public involvement in service design, delivery, and research (Involve, 2012). One method of service user involvement is co-production.

Co-production is not a new concept however, co-production has renewed importance in contemporary policy reform and is widely considered as best practice for dealing with current health and social care sector issues; especially when practical and financial resources are significantly reduced (Marsilio et al., 2021). Originally coined in the 1970s by economist Elinor Ostrom, ‘co-production’ became a designation of process, in which contributions from ‘individuals who are not “in" the same organisation are transformed into goods and 96services’ (Ostrom, 1996). This process according to Ostrom, also included the assessment, management, and delivery of public services by ‘users’ and ‘providers’. Academics and social activists such as Cahn (2000) developed the idea of co-production from Ostrom’s work and identified that participation and the involvement of all within any sector was indispensable to getting real results and was the only way to truly maximise effectiveness in completing any mission (Cahn, 2000). Cahn later proposed in a letter to the non-profit sector, that the only way the world is going to address its problems is by enlisting the very people who are now classed as clients and re-enlist them as co-workers, partners, and rebuilders (Cahn, 2005). Cahn’s (2005) work provides a radical shift in the thinking among those who ‘help’, to move away from a top-down approach to an environment where change is value-based. This then blurs the barriers between the state, services, and its people; and involves relationships of reciprocity and mutuality; therefore, becoming an asset-based model for change (Boyle et al., 2010). As an asset-based model, Marsilio et al. (2021) explain policy makers have created new relational models, in which service users, their families, and local communities share responsibility with care providers and local governments bodies. That is, service users and their families are asked to actively participate in service design, its development, and the implementation processes. Therefore, service users work next to and in interaction with service providers and other stakeholders to enhance service provisions (Durose et al., 2017) thus being a collective for positive change.

Over the last 20-plus years, there has been an exponential growth of academic publications on all aspects relating to co-production (Loeffler & Bovaird, 2021) and an increase in the discourse of what co-production means (Fusco et al., 2020). Health and social care within the United Kingdom (UK) has become a continually changing landscape, which is awash with policies, strategies, practices, and mission statements stating that change within this sector must be developed through co-production (Repper & Eve, 2023). There is much talk about co-production and its need; however, as Repper and Eve (2023) explain, there are multiple descriptions of what co-production is and what co-production does, along with added complications that are sector-dependent. The discourse of what co-production is and what it does has been a continual historical discussion and continues today. Filip et al. (2017) explain that despite the apparent consensus regarding the potential for co-production, it is not always clear as to what counts as or what it means to co-produce services, for development, and/or practice change.

According to Boyle and Harris (2009), co-production means delivering public services in an equal and reciprocal relationship between professionals, people using services, their families, and their communities. Penny et al. (2012) extend Boyle and Harris’s work by emphasising that all those involved become effective change agents. Slay and Stephens (2013) further describe the concept of co-production as one of equal and reciprocal relationships, to a relationship where professionals and citizens share power and plan and deliver support together, recognising the synergy in equal contributions to improve life for people and communities. 97Co-production continues to be a hot topic in policy making, governance, and research. In health, alongside user and community participation, co-production is described as improving health and creating user-led, people-centred services (Kickbusch & Gleicher, 2012). As Wilton (2021) explains, there is a desire for people to have more control over decisions which affect them and that system leadership and public service management need to diverge from traditional ‘top-down’ approaches to service development and delivery, to more inclusive and collaborative practices, which are more suited to achieving change in complex systems.

In their systematic scoping review Masterson et al. (2022) map the different definitions of co-production and its partner co-creation, stating these are terms which have been used individually, interchangeably, and collectively. As Masterson et al., note from the works of Williams et al. (2020), the increasing interest in co-production has also seen the emergence of a plethora of ‘co’ words, which has promoted a conflation of meanings and practices. For example, the term co-design has also been considered interchangeable with co-production and co-creation. The concept of the development of ‘co’ words is not something new, and several authors including Van Eijk and Steen (2014) and Bradwell and Marr (2017) break down co-production into its component parts with terms such as co-creation, co-management, co-planning-, and co-assessment to highlight the different stages of which service user involvement can occur. It can therefore be argued there are a range of perspectives and typologies on each working element of the co-production process based on its component parts.



Method

When the aforementioned parts are identified as a methodological concept, there is a layering of understanding to the practicalities of co-production delivery. For example, the breakdown of co-production allows us to see; who is co-producing; how many people are involved; at what stage co-production takes place; what is contributed; and how co-production relates to other forms of citizen participation (Needham & Carr, 2009; Pestoff, 2014) which provides further credence for the use of Beattie’s model with this community. Even with the continual development of co-production theory, the origins of co-production as a ‘whole’ methodological process revisits the understanding of public service provision, suggesting that services are joint products of providers and users, that is, it emphasises of users in the design, implementation, and/or delivery of services (Ostrom & Ostrom, 2019).

Within this section, we look to use a scaffolded approach to provide a stepped guide to illustrate each aspect of our approach to the iteration processes of co-production, resolving some of the typologies of the co-production process while using Beattie’s (1991) model to support its development and implementation through a public health lens. As highlighted earlier, this methodological approach has been used in several projects. Ethical approval must be in situ prior to any co-production process.


Phase 1: Co-design

98The studies conducted within the Hub start with an initial phase, which is primarily where the research team explores the experiences of those affected or impacted by the identified phenomenon, for example, lack of holistic assessment of need, military families bereaved by suicide, and reducing social isolation and loneliness within the veteran population. Within this phase of the study, members of the research team meet with those at the heart of the issue, the veteran, their family, and those who are close to the family to listen to their ideas to understand how best to prevent or change current practice by those delivering service provisions. This consultation informs the beginning of the co-production process, which identifies the starting point for and the development of an appropriate research method. Moreover, this phase of the project allows those affected by the phenomenon to identify who they believe are the most appropriate stakeholders to engage with.

The methodological approach underpinning this phase is Narrative Inquiry, due its abilities to enquire into the meanings people make of their lived experiences, in the context of their social environment, and where the study relates to a new and relatively unexplored area within the existing academic literature (Patton, 2002). To support the capture of narrative data, a modified ‘life-grid’ (Richardson et al., 2009) approach can also be used for the interviews in this initial phase. A ‘life grid’ provides a structure from which to elicit a narrative and diagrammatic chronography of the significant events in a person’s life. In addition to the ‘life grid’ a series of structured prompts serves to scaffold the storytelling and map the temporal journey of the phenomenon. Within the wider co-production process this element has been labelled the co-design element. Co-design sits between the collective and negotiated axes and within the community development quadrant of Beattie’s model. It is this positioning which has underpinned a bottom-up approach to identify, explore, and understand the presenting phenomenon.



Phase 2: Co-managing

The goal of Phase 2 is to build upon the findings from Phase 1 and integrate overarching factors to co-produce an evidence-based intervention model. In line with the co-production methodology, it is essential to involve stakeholders who have relevant experience and expertise (Involve, 2012). This requires a purposive sample of individuals with direct experience of the phenomenon to ensure the study’s aims are met (Campbell et al., 2020). For example, one study involved surviving families of military veterans who had died by suicide, health and social care sector representatives, statutory agencies, third sector organisations, politicians, retired military personnel, funding bodies, and other key stakeholders. With such diverse representation, event management is critical from the outset.

For the research team facilitating these events, the first step is to set the agenda and establish clear expectations, ensuring that all delegates understand the co-production methodology and the importance of exploring viewpoints 99and experiences. Facilitators must reassure participants that their contributions are equally valued, heard without discrimination, and documented. Given the diversity of delegates, there is a risk that some may dominate discussions, and conflicting views may arise, potentially making others uncomfortable. Facilitators must ensure that all participants have an opportunity to contribute in an open, non-judgemental setting.

Co-production events can be held in-person or online, each with its own set of advantages and challenges. In-person events offer opportunities for networking, greater engagement, and deeper exploration, but come with higher costs and time commitments for delegates. Online events, while more accessible and cost-effective, require considerations around digital literacy and technology access. In our co-productions, we have used a combination of both, starting with online events to reach a broader audience and followed by in-person events for more in-depth discussions. To ensure national coverage, each in-person event was held in a different devolved nation.

Each co-production event in Phase 2 is designed to answer specific questions arising from Phase 1’s findings. The process is iterative, with each event informing the next. For instance, the superordinate themes from Phase 1 shaped the questions for the co-production event 1, which then influenced the focus of event 2, and so on. This iterative, collaborative process helps build a holistic understanding of the findings and contributes to the co-development of a solution-focussed framework for addressing the identified challenges.



Events 1 and 2: Co-creation

Within the co-production cycle, this phase is labelled the co-creation phase, as it involves not only those who have experienced the phenomenon but also stakeholders such as public health commissioners, military-connected service providers at various levels, frontline staff, and specialists. This phase spans both collective and individual axes of Beattie’s (1991) model, covering the community development and personal counselling quadrants, while remaining firmly on the bottom-up axes.

Phase 1 focussed on collecting narratives from those who directly experienced the phenomenon. Key themes were extrapolated from these narratives, such as in the One is Too Many study, where themes on the breakdown in care formed the superordinate themes of service provision and care coordination. These themes then guided the questioning in the co-production event 1.

Event 2 built on the themes identified in Phase 1 and Event 1, exploring the barriers and responses from multiple stakeholders. These discussions led to more informed, solution-focussed conversations later in the event.

To better engage delegates at both co-production events, evidence is presented at the start of each session, recapping progress and providing reminders of the initial narratives. In some cases, these narratives are brought to life through vocal performance, where anonymised quotes are performed by an actor. This approach effectively enhances the emotional and visceral impact of the participants’ stories.



Event 3: Co-assessment

100Within the co-production cycle, this phase moves into the co-assessment phase as it requires the attending delegates to assess the presenting issues of the solutions discussed previously, conduct root cause analysis, and develop solutions to the presenting issues. This phase of the co-production process continues across both collective and individual axes of Beattie’s (1991) model, while also moving and residing in the health persuasion quadrant. Within this event, the participants’ specific recommendations surrounding the phenomenon arising in Phase 1 are addressed, for example, what would have worked for them during their experience? What are the complexities that need to be considered?



Event 4: Co-planning for Co-implementation

In the co-production cycle, we label this phase the co-assessment and co-planning phase, which leads into the co-implementation phase. This phase brings together findings from previous stages, contributing to the development of an evidence base and identifying key components of the emerging concept. During this final event, the data from earlier co-production stages are assessed and analysed by senior public health advisors, service providers, and government officials. Delegates use this data to solve problems and discuss the development and implementation of the intervention or framework.

The focus is identifying implementation barriers and defining ‘good’ practice – what factors are essential to creating positive or preventative environments at all levels of service delivery, from government policy to frontline care. This phase spans both collective and individual axes and includes negotiated axes, allowing a move towards the authoritative axes of Beattie’s (1991) model. The completion of the co-production cycle ensures that Beattie’s model is maximised, addressing all four quadrants: community development, personal counselling, health persuasion, and legislative action.




Reflections on Lessons Learnt

Working with the military-connected community highlights the importance of cultural insight for those engaging with this population. For external stakeholders, understanding military values, language, and experiences is essential to building trust. Without this, service design risks being superficial, and research may feel like an external imposition rather than a meaningful collaboration. The military community values authenticity, and trust is earned when service providers and researchers demonstrate a genuine commitment to their needs.

Trust-building requires consistency, integrity, and transparency. The military-connected community has faced repeated consultations with what some note has had little meaningful change, leading to scepticism and resistance. Our research shows that honesty, active listening, and a commitment to real impact will gain 101their trust. Researcher positionality – whether having an ‘insider’ connection to the community – also aids in trust-building.

A key lesson is the importance of value-based practice. Research should drive improvements in policy and service delivery for the population. Co-production should be more than a tick-box exercise; it must be a process for real change. This requires an iterative, long-term approach where findings inform future innovations. We recognise that no single organisation can fully meet the needs of the military community, so cross-sector collaboration is vital. However, accountability must be shared to ensure tangible action.

Setting clear expectations is crucial. Co-production takes time, and sustainable change does not happen quickly. Honest, transparent communication helps manage expectations and prevents disillusionment. While co-production identifies gaps and proposes solutions, implementation requires commitment beyond the design and assessment phases. Collaborative relationships that address limitations and challenges help maintain trust.

Co-production bridges the gap between policy rhetoric and reality, bringing the lived experiences of military personnel, veterans, and families to the forefront. By including diverse stakeholders, co-production can identify gaps, challenge assumptions, and foster solutions (National Institute for Health and Care Research, 2024). Ultimately, research must drive meaningful change, ensuring policy aligns with the lived experience of the military-connected community.



Conclusion

This chapter presents a compelling case for the use of co-production with the military-connected community, focussing on health and social care service design, development, research, and implementation science. The significance of co-production is particularly apparent in addressing public health challenges, where engaging communities directly in the creation of solutions ensures the relevance and impact of interventions. As demonstrated, each phase of the co-production process facilitates the development of trust and collaboration between the military-connected community, service providers, and researchers, which is crucial for successful outcomes.

We recognise that, as cultural insiders, we have some ‘buy-in’ to the military-connected community, a group that can be sceptical and resistant to external services. However, our experience shows that involving the military-connected community from the outset in the co-design process empowers them as active participants, rather than passive subjects. This shift in agency allows the community to have a central role in defining and addressing issues that are significant to them, resulting in more sustainable and effective solutions. This approach aligns with the argument that the success of co-production is contingent upon the meaningful inclusion of all relevant stakeholders, particularly those directly impacted by the issues under consideration. Therefore, our work demonstrates the power of collaborative, value-based approaches in transforming health and social care services for the military-connected population.
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107Embedding Trauma-informed Principles Within Involvement and Co-production Activities with People Experiencing Homelessness
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Abstract

Drawing on several studies, this chapter explores the potential application of trauma-informed principles in meaningful involvement and engagement with people who experience(d) homelessness and trauma. The chapter starts with exploring trauma and contemporary trauma theory and co-production in research to set the context. In this chapter, we draw on key issues related to trauma and homelessness to explore the application and practical strategies for undertaking research. Particular aspects include acknowledging past and current experiences of trauma while preventing re-stigmatisation and ensuring meaningful involvement. We suggest that concerns with safety, trustworthiness and transparency, collaboration and mutuality, peer support, empowerment, voice and choice, and cultural, historical and gender issues need to be considered in the context of involvement and engagement. This chapter concludes with considering the need for ongoing reflective practice, which will ensure that researchers can maintain an awareness and understanding 108of trauma and its consequences, while ensuring meaningful and positive involvement in research takes place.

Keywords: Trauma-informed principles; homelessness; co-production; lived experience; trauma; marginalised communities



Introduction

Increasingly, meaningful involvement of the people directly impacted by health and social care in research has become an expectation (Russell et al., 2020). Historically, for populations facing marginalisation, this has been accomplished through participatory approaches, particularly for people experiencing homelessness (Anonson et al., 2022; Feen-Calligan et al., 2009; Rogers, 2021). More recently, this has been accomplished through co-production or involvement across the research process or in specific components (Adams et al., 2024a, 2024b, 2022; Crooks et al., 2024). When collaboratively undertaking research with people experiencing homelessness, issues of marginalisation are even more pressing. Additionally, an awareness and understanding of trauma, which is very common in people with experience of homelessness, is equally as important. In this chapter, we will draw from several empirical research studies with varying levels of involvement in research of people with lived experience, to reflect on the implications of trauma and then ways to embed trauma-informed principles in the approaches used when working with people who have experience of trauma and homelessness.



Trauma and Contemporary Trauma Theory

Trauma is the psychological response to an event or an experience that is out of the ordinary and has lasting impacts on all aspects of well-being, particularly mental health (Substance Abuse and Mental Health Services Administration, 2014). The Substance Abuse and Mental Health Services Administration (2014) explains that trauma is comprised of three main components: the event, experience, and the effect. Traumatic events can be singular or repetitive (Sweeney et al., 2016). When someone is unable to recover from one experience of trauma before another takes place, they experience cascading trauma (Center for Substance Abuse Treatment, 2014). The way someone experiences an event or events determines whether something is traumatic (Substance Abuse and Mental Health Services Administration, 2014). Trauma is personal, and one person could experience an event as a trauma, whereas another person experiencing the same event does not. In addition to recognition at an individual level, understanding trauma and its impacts requires a societal and political context that supports this (Herman, 2015). Historically, the lack of supportive societal and political contexts has led to challenges in investigating psychological trauma. However, the current supportive contexts have led to an increase in current 109research and evidence related to trauma and thus changes in practice (Herman, 2015).

One of the major shifts in our understanding of trauma and its impact is tied to the trauma-informed practice movement pioneered by Harris and Fallot (2001a). This shift led to a greater recognition that many people accessing health and care services are survivors of trauma, and therefore, services need to be mindful of the role they have in preventing re-traumatisation and encouraging access to support. We would argue that the same applies to people involved in research. Harris and Fallot (2001a) acknowledged the importance of appropriate referrals to trauma-specific support, while highlighting that health and care services and the wider system must have awareness and understanding of the trauma and its consequences. They proposed a shift for all services working with survivors of trauma to become trauma-informed. Building on the original principles highlighted by Harris and Fallot (2001a), Substance Abuse and Mental Health Services Administration (2014) in the United States of America (USA) further refined this understanding through developing a model for conceptualising trauma, four key assumptions for applying trauma-informed approaches, and six key principles for trauma-informed approaches. The four Rs highlight the basic assumptions that need to be met when implementing trauma-informed approaches (Substance Abuse and Mental Health Services Administration, 2014). These assumptions suggest that services need to have a basic realisation of trauma and its effects, recognition of the signs of trauma, respond in a way that applies to the six principles of trauma-informed approaches, and finally resist re-traumatisation. Based on prior research (Elliott et al., 2005; Harris & Fallot, 2001b), six principles fundamental to trauma-informed approaches were created: (1) safety, (2) trustworthiness and transparency, (3) peer support, (4) collaboration and mutuality, (5) empowerment, voice and choice, and (6) cultural, historical, and gender issues (Substance Abuse and Mental Health Services Administration, 2014). These principles are applicable to a range of types of services and were not designed to be prescriptive, but rather generalisable. Although designed for service provision, the concepts, assumptions, and principles are applicable to research, particularly in research involving people who have faced trauma and/or homelessness, where the researcher has the responsibility to reduce the risk of re-traumatisation from taking part in the research.



Defining Co-production and Involvement in Research

Recently there has been an increasing body of health research that has moved beyond doing research about people to research with those who are impacted. The range of terminology used to capture research undertaken with those impacted reflects the ambiguity of consensus on what is meant by involvement (Tritter & McCallum, 2006). Much of the current understanding stems from Arnstein’s ladder of participation (Arnstein, 1969), which although has merit in the context of research involvement, it was not designed with this nuanced use in mind, but rather citizen participation. Our research focusses on public health and inequality issues related to homelessness and other forms of disadvantage and 110is often qualitative in nature and incorporates the voice of lived experience into different elements of the research process from co-creating information sheets and study materials to analysing transcripts and presenting findings. In the context of our research, active participation or involvement involves a partnership between researchers and those who are impacted by the condition or experience being investigated across the research process, including in the design, conduct and implementation (Rahman et al., 2022). Although this approach is concerned with justice and fairness and aims to create equity, there are still concerns that barriers (including trauma) could prevent involvement and this approach could perpetuate marginalisation when the approach is applied inappropriately (Foster et al., 2021; Williams et al., 2020). Recently, there has been the development of the UK standards for public involvement, which highlights six standards for involvement: inclusive opportunities, working together, supporting and learning, communications, impact and governance (Hickey et al., 2018). These standards provide a starting point for understanding what is good or meaningful involvement. While acknowledging the need for adaptation these standards are commonly used within UK health research.



Involvement and the Role of Trauma-informed Principles

There is substantial overlap in the principles behind co-production and trauma-informed practice (McGeown et al., 2023). This is particularly the case when considering addressing power dynamics through collaboration and empowerment. However, there is no trauma-informed framework to guide co-production approaches between researchers and people with lived experience. This is particularly concerning given the need for approaches to acknowledge and understand trauma and its potential impact on the people that researchers are working with (Fulfilling Lives South East Partnership, 2021). When undertaking research in sensitive subject and topic areas, the onus is often on the researcher to understand how trauma and marginalisation are connected in the context of their research.

Trauma and traumatic events are often discussed or expressed by study participants. This means that when we involve people in research who have experienced trauma, they are very likely to be exposed to further discussions related to and about trauma. This can impact someone by being reminiscent of a past trauma, a concept known as retraumatisation (Sweeney et al., 2018). Alternatively, where events are discussed that are not reminders of one’s own experience, there is still a risk that hearing or reading these experiences can lead to emotional or psychological responses. This puts someone at risk of secondary traumatic stress, the emotional and psychological responses from hearing about trauma, originally thought of as compassion fatigue and focussed on those treating or supporting people who experience trauma (Figley, 1995). Having this awareness of the types of trauma(s) that arise while undertaking work collaboratively is imperative to reducing negative psychological consequences for those involved in research.

The value of trauma-informed principles in co-production has been explored in the context of service design (McGeown et al., 2023). Despite an overall 111recognition that co-production principles are highly suitable when developing trauma-informed services, there is a need for greater consideration to be given as to the implementation of specific principles around sharing lived experience, creating safe spaces, and balancing empowerment with safety among other areas (McGeown et al., 2023). With co-production being increasingly applied within research, the potential application of trauma-informed principles in co-produced research warrants further consideration. Throughout the remainder of this chapter, we will explore the potential application of the six key principles of trauma-informed care into co-production and involvement activities in research. This is based on empirical research studies we have conducted on homelessness applying co-production (Adams, 2023; Adams et al., 2022
, 2024a, 2024b; Harland et al., 2021; Perry et al., 2021). Although our experience has been mainly around qualitative studies and people who have experienced homelessness and trauma, the reflections and learning are applicable to other study designs and can be considered in the context of other populations who have experienced trauma.


Safety

Safety focusses on ensuring you are safe as a researcher and that the people you involve are protected and feel physically and psychologically safe to engage (Substance Abuse and Mental Health Services Administration, 2014). In research, this can be supported through an open conversation about what safety means to the people we are working with and how they would like us all to work together.

Ensuring physically safe spaces requires open and collaborative discussions to firstly determine where meetings take place and what they will look like (Adams, 2023; Adams et al., 2022
, 2024a, 2024b; Harland et al., 2021; Perry et al., 2021). Irrespective of the location, it is important to think about the physical space from the outset of your research. Physical space is not only a factor for meetings when working together directly, but also when people are working independently on tasks outside of meetings. In the context of our work, we will ask people to complete tasks in the place where they are currently living. Although we have less control over what those settings and spaces look like, in our experience, it was equally important to have open conversations around what support people need to be able to do this, in relation to the support we could provide.

Psychological safety during research is important, and this can also be supported through implementing trauma-informed check-ins and check-outs for those involved in or co-producing research (Hackney et al., 2023). These will be structured times to build relationships, and end on a positive statement of accomplishment. To facilitate completing this independently, there is the potential to use journals to facilitate this (Adams, 2023). Researchers need to be mindful of their own practice, and part of the reason why check-ins and check-outs are important is to identify if someone is already dealing with a lot and may need additional support during the research process (McGeown et al., 2023). With independent working, active effort needs to be made to collaboratively understand how to tell if someone is not in a position psychologically to continue with their work. There also needs to be an agreed-upon process that is clear and transparent 112for communicating safety concerns. As part of this, discussions around what the role of the lead researcher is and where situations arise outside of what that researcher can support, what the appropriate escalation channels are. Interlinked with this will be creating a clear post-support process. For independent working, we have previously used messaging channels and apps, based on the recommendations and preferences of the people involved, for an ongoing channel whereby someone can reach out if they ever feel their safety is at risk (Adams, 2023; Adams et al., 2022
, 2024a, 2024b).



Trustworthiness and Transparency

Transparency in the way research is undertaken and how decisions are made, enables trust to be built and maintained between the researcher and those involved in the research process (Substance Abuse and Mental Health Services Administration, 2014). Trust and transparency are common principles in research involvement and engagement (Devonport et al., 2018; Foster et al., 2021; Hayes et al., 2012; Hickey et al., 2018). Building trust takes time (Devonport et al., 2018; McGeown et al., 2023). An initial step in developing transparency is co-creating a group agreement (Adams, 2023). This can range from having clearer processes, such as confidentiality and safeguarding, to less standardised processes, such as group behaviour, ways of working, and what involvement will look like, to having clear transparency across the people you are working with on how things will be done. As a researcher, there also needs to be flexibility to ensure that the people you are working with can contribute and identify any items that missing. One element that is particularly pertinent, is having clear expectations about the role of the lead researcher. The potential for blurring in the role of the researcher in the minds of those we are working with should also be considered, as this boundary or relationship blurring is challenge in many dynamics between people experiencing homelessness and those who support them (Kidd et al., 2007; McGrath & Pistrang, 2007). The reason we feel this is important in the context of research is the time restrictions around research and the natural endings that take place. Ensuring clarity in the role of the researcher from the outset ensures issues relating to safety are reduced and that trust is built in such a way that someone does not feel let down when a study ends.

Transparency in how feedback and involvement are shaping research has supported this. Researchers need to avoid tokenistic practices in research (also see Jackson et al in this collection) because tokenistic involvement leads people involved to feel as though they are not seeing the impact of their involvement. Our research practice experiences have enabled us to understand that people we work with share frustration around constantly repeating themselves or feeling unheard. One way we address this is by ensuring that when we receive feedback or specific input, we return to the person or group and clearly communicate how this has changed or shaped the research (Adams et al., 2022
, 2024a, 2024b; Harland et al., 2021; Perry et al., 2021). Not all input will always be incorporated, but being honest about the thought behind the decisions increases transparency and ensures a trusting relationship is built. It often comes down to ensuring 113that when researchers say they are interested in hearing from the lived experience members, that is then acted upon or given serious consideration.



Collaboration and Mutuality

Good collaboration in research involvement requires a researcher to understand what partnership or meaningful involvement looks like and a recognition that there needs to be an active effort made to address power. Power in this context is concerned with how decisions are made and priorities are set. One of the first things to consider with this is how to create inclusive opportunities for involvement and co-production in research (Hickey et al., 2018). A collaborative partnership between a researcher and the people they are working with means that there are appropriate measures in place to support people to be involved. In our experience, this has involved early conversations on everything from providing transportation to attend activities in person, offering printed or digital copies of documents based on preferences, and providing ways to support joining activities remotely (Adams et al., 2022
, 2024a, 2024b).

Effective collaboration requires a shared understanding of aims and goals in discussions or meetings. Unstructured approaches can lead to people feeling as though nothing was accomplished and things were difficult to follow. On the other hand, when it was overly structured, discussions could feel rigid and stagnated. Researchers can come in with an initial idea of what the session will focus on. However, it is important to have a conversation with the people who you are involving so that the goal is reflective of everyone’s priorities. When in-person, it is important to have a visible means of recording and illustrating the overall aim of the day and to capture key points/areas of the discussion (Adams, 2023; Adams et al., 2022
, 2024a, 2024b). To respect that sometimes discussions would move away from this central area of discussion, we had a ‘parking lot’ for other ideas where we would write things down that could be returned at a different time, so that we could return to the original discussion area.

As a researcher, ensuring there is a shared mutual respect for everyone involved, but also a constructive way to voice distrust, disagreements, and discomfort, is essential. Working with colleagues and agreeing on strategies and responses to in-group conflict is key, as is maintaining an open line of communication to speak about concerns, so that we can put measures in place to address them.



Peer Support

In the context of co-producing research, peer support and shared lived experience encompass several elements in involvement activities. Instinctively, through having people involved in research studies based on their own lived experience, experiences will be shared. The way in which researchers handle the sharing of experiences within a group context without causing harm to the person sharing or others is challenging. We have often worked with networks of groups and employed buddy systems in our studies, where people involved are put in self-identified pairings to ensure people have access to someone to speak to outside 114of the context of regular meetings (Adams, 2023; Adams et al., 2024a). The value of peer support outside and within the research activities is important. Similarly, a lot of the techniques used in creating psychologically safe environments ensure that any sharing is done in a way that does not risk oneself or others. Many of the people we work with have experience with peer support groups, so having an understanding of how those experiences might be different or the same as peer support in the context of a study is extremely important.



Empowerment, Voice, and Choice

Empowerment, voice, and choice can be operationalised differently for everyone. In early stages of our studies where there can be a greater degree of involvement, we have often had one-to-one conversations with the people who would be involved to understand if they have been involved with research in the past, what skills they bring to the study, and what they hope to achieve from being involved (Adams, 2023; Adams et al., 2022
, 2024a, 2024b). Having discussions like this is empowering, and they enable people to identify their role, their needs, and how they want to be involved. From this, we start to understand the learning needs and training requirements for each person. Training can be formal and informal in orientation and process, and ensuring people have the choice of appropriate training, resources, and understanding to actively participate in involvement activities ensures people are empowered to be involved. An example of this is where we have provided bespoke training sessions on the six steps of reflexive thematic analysis (Adams et al., 2022
, 2024b). Although framed as ‘sense-making’, these sessions provided the base skills for people to be actively involved in the data analysis process.

People may also want to opt out, and ensuring people have a voice in the research they are involved in is essential. How this looks will be different for each person, but having open and ongoing reflections on the different activities and how things are done will support this. This is also relevant when we are looking to consider how we share the findings of the work. Having the relationship built over the course of a research project ensures we can have open conversations about the best ways to share what we have learned.



Cultural, Historical, and Gender Issues

Researchers need to move beyond an awareness of past experiences of stereotypes or biases and to creating spaces that address and reduce stereotypes and bias and ultimately reduce the trauma linked to these experiences. This will be different for every study, but might involve gender inclusive or gender specific spaces, recognition of variations in cultural or religious norms for group discussions. The best way to identify biases and stereotypes is through open communication with the people you are working with, but to also explore your own positionality, possible biases and then constantly engage in a sympathetic critical appraisal of your own motivations, and practices. For the communities we work with in our studies, one of the biggest challenges we face is around previous experiences and 115perceptions of stigma (real and anticipated), labels and the terms used to describe people. In our research, the terminology used to represent those involved in the research process has changed over the past few years, starting out with terms like ‘peer researcher’ and ‘Expert by Experience’ to more recently using ‘a person with lived experience’ (Adams et al., 2022
, 2024a, 2024b; Harland et al., 2021; Perry et al., 2021). Our shift towards focussing on using a person or people with lived experience(s) is that the people we worked with did not always feel happy saying they were an Expert in something. Some have identified they would not want to be an Expert in something like homelessness or trauma. The most important learning from this is having flexibility and ongoing conversations to ensure the terminology we are using is reflective of what people feel most comfortable with.

Negative past experiences of research may impact the confidence someone might have in engaging with a researcher or in the ability to develop a trusting relationship. On the other hand, a positive experience can set a precedent for what can be expected and lead to disappointment. One thing that can help is to complete an assumption mapping exercise for both the researcher and the people involved in co-producing research (Bland & Osterwalder, 2019). Having a clear idea of what people can expect from being involved and ensuring the ways we are involving people do not further perpetuate stereotypes and biases is essential.




Conclusion

Being aware of trauma and using trauma-informed approaches to research is important to people who engage in research and to us as a research community. It is also a central concern if we consider that the groups we may be involved with want to build capacity and get involved in more research. This chapter presents some of the ways we have introduced these principles in the research we have undertaken with people who experience homelessness. However, it is meant to be a starting point for researchers to consider how this may shape and inform their own involvement or co-production activities. Underlying all the principles described are concerns around power, assumptions, and expectations, but we argue that collaboration and open communication can begin to address these. No approach will ever be perfect, but ongoing reflective practice on the concerns we raise here will ensure researchers can maintain an awareness and understanding of trauma and its consequences, while ensuring meaningful involvement takes place.
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Chapter 10

119Co-production from the Perspectives of People Who Have Experienced Homelessness

Monique Lhussier, Christina Cooper

The School of Communities and Education, Northumbria University, UK

Abstract

Homelessness is a growing and highly mediatised issue. Based on a project developing a community of practice to tackle homelessness in Northern England, this chapter presents reflections on the research processes, forefronting experts by experience’s (EbE) views.

We highlight the sense of value, identity, and belonging that can be generated, the importance of stories, how and when to tell them, and the practicalities of being involved in research. We provide five key lessons for researchers working with people with experience of homelessness (PEH) and/or those from marginalised communities or with multiple and complex needs. This includes being cognisant of EbE histories, ensuring EbE always feel in control, taking a flexible and inclusive approach to engagement, being aware of the potential impact of the project on EbE, and careful consideration of practicalities, such as payments.

Public involvement has to be understood as having value in and of itself rather than solely as informing the research. Further critical public involvement 120research should explore the complexity and richness of the relationships created through Public Involvement and Community Engagement (PICE).

Keywords: Homelessness; expert by experience; meaningful engagement; authenticity; valuing involvement; storytelling



Introduction

Homelessness typically attracts a lot of attention from the media and policymakers, for example, being equated to a ‘health catastrophe’ in the most recent review of the National Health Service (NHS) (Darzi, 2024), highlighting the pressing need for change. We define homelessness as sleeping rough, living in shelters, hostels, and temporary or unsuitable accommodation, with the implicit recognition that before becoming homeless, people have often faced sustained periods of severe difficulties, which are both a cause and a result of poor health and well-being. The longer or more often people are homeless, the worse their health becomes and the harder, and more costly, it is to get their life back on track. Despite a range of good initiatives in the UK,1 PEH have an expected lifespan of just 45 years for males and 43 years for females (Office for National Statistics [ONS], 2019), and homelessness continues to rise, increasing by 26% in 2023 alone.

This chapter presents a reflection on a recent UK Research and Innovation (UKRI)-funded project, which aimed to build a practice network to tackle homelessness in the North East and North Cumbria. We partnered with a group of eight people with lived experience of homelessness (EbE), who between them had experienced many of the complex needs typically faced by PEH, including experiences of addictions, trauma, mental and physical health issues, challenges with learning, and past criminal convictions.

Meaningful public involvement in research can present a range of positive benefits for EbE, the researchers, and research outcomes. Studies have found that involvement can generate feelings of empowerment (McLaughlin, 2009), improved self-esteem, self-efficacy, and self-control (Pawson et al., 2022). Involvement can increase knowledge and support the development of other life skills (Brett et al., 2014). However, few researchers have produced critical reflections of public involvement, including negative aspects (Russell et al., 2020). Few yet have forefronted the voices of particularly marginalised groups in their reflections on the research process. This is precisely what we aim to do in this chapter. After giving the reader an overview of the research that led to the data we are presenting here, we let the voices of the EbE we worked with do the talking, purposefully taking the back seat of the critical reflection endeavour.



The Project

The data presented here was collected at the end of a research project funded by the Arts and Humanities research council (AHRC)–UKRI, which aimed to develop a 121consortia to address homelessness across the North East and North Cumbria. It consisted of four activities, in which PICE was key:


	Workshops with practitioners and decision makers from across the North East and North Cumbria to promote knowledge exchange. EbE decided on the focus of each workshop and contributed to its organisation.

	Developing a network of organisations supporting people experiencing homelessness, and identifying a host website (Signpost) for further development in a subsequent project.

	As part of the funding, £10,000, referred to as the innovation pilot fund, was ringfenced to enable EbE to improve the integrated care offer for the residents in their housing association. They developed five projects, which provided sustainable and varied opportunities for self-care, learning, and exercise.

	EbE also had the opportunity to take part in an accredited module focussed on peer and participatory research to support their involvement in research.



On completing the project, we interviewed the six EbE who shaped this project, as well as the key support lead in their housing association (n = 7 interviews), to reflect on the process of working together. Interviews were conducted face-to-face and lasted 32 minutes on average; they were transcribed and thematically analysed. These interviews created a reflective space where we openly discussed our feelings about the project. While it must be acknowledged that social desirability bias may have guided some of the answers, all six EbE have subsequently chosen to continue working with us on a different project, which is testimony to their positive experiences.

In the following paragraphs, we present key themes arising from those conversations, giving most prominence to EbE voices, rather than superimposing our own. They spoke about getting involved in research, identity and belonging, how important it was to be in control of their stories, to have an opportunity to inform practice and have an impact, and the pragmatic aspects of taking part in research.



Involvement in Research

It was important that we recognised that PEH lead complex lives and often have multiple and intersecting needs, meaning that taking part in research may not be a priority. Reaching the right balance between being inclusive and respectful of more urgent needs was important. There was a sense that this had been achieved:

The cohort of people that we helped you select were real people with real lived experience, with real issues, with real multiple needs, with real challenges … we picked the right kind of people. That they weren’t just people who were sorted, they had ongoing issues. (Interview 7)

122While all EbE were housed, they had all experienced chronic or repeated homelessness, all had had experiences of trauma, and some had ongoing issues with their mental health or addictions. As a team, we had an explicit, very flexible approach to participation and attendance. This was particularly helpful for Interviewee 6, who knew that he was welcome any time, but that no questions would be asked when he could not attend a meeting.

I do have mental health issues. I have bipolar, so sometimes I’m really good, and sometimes really bad. Even when I’m in the middle, I feel guilty for the things I’ve said or done when I was up or down. So I like volunteering, because then I’m not putting anyone out of joint and I can add something when I want to, but I’m not letting anyone down if I’m not. (Interview 6)

The opportunity to take part in research meant having a purpose, contributing to changing practice to support people, and giving a voice to others.

[Support worker] said there was some research coming up and I thought I would, not just something to do but something that would make a difference ya knaa [you know]? Opportunity arises at 36 years of age and I thought why not give it a go. (Interview 2)

The opportunity to help others was a key driver in decisions to take part in the research for others too.

People fall between the cracks – sometimes because they don’t know what they’re entitled to. The project empowered me to have a positive feeling of helping people I don’t really know. It was great to be involved directly in such a massive project. (Interview 4)

The project inspired Interviewee 3 to want to learn and do more about homelessness.

I want to understand how we can make things better for people who are living on the streets and being homeless. I just find the whole thing heartbreaking and very sad in the 21st century. (Interview 3)



Value, Identity, and Belonging

Data highlighted that the participants came from a perspective of having been disenfranchised, undermined, devalued, or distrusted throughout their lives. As researchers, we aimed to be as inclusive, valuing, and respectful as possible; this did not go unnoticed by EbE:

123I am proud of being involved in this, […] because it’s like people saying [Interviewee 3] we like you, we trust you, you have good ideas that are worth hearing you know. And that gives me self-worth and a reason to get up in the morning, […] I need a will to live, I know that sounds dramatic but doing this work gives me that and that is important. I am wanted and that is important. And I can make a difference, hopefully. (Interview 3)

Interviewee 3 further explained that in one of the workshops (activity 1), he decided to stand up and explain what being part of the project had meant for him. One of the attendees later approached him, saying they had been really touched, and he felt proud to have been able to make someone understand his perspective. While this may seem insignificant to many readers, this made him feel heard and valued.

Similarly, having the opportunity to be a student (activity 4) was a particular source of pride:

It’s been nice to be called a student. When you lose your home when you lose everything in life you don’t get to be given very nice labels. If you told people you were living in a hostel they automatically summarise, wrongfully that you’re a drug addict, or you’re a waste of space, or your problems are self-inflicted. It’s only you to blame for the situation you’re in. So it’s nice to be labelled a student instead of something else when you’re in that position. (Interview 6)

Reflecting on the same idea that, having been homeless, they had faced discrimination and stigma, Interviewees 4 and 5 noted how they felt respected during the research process.

I have lost a lot of confidence, but everybody made me feel welcome. I would like to be involved again if you do more work. Everybody was very respectful to our team. You couldn’t have been any more respectful. You didn’t look at us as if I had two heads. We didn’t feel as if we stood out. Yous were lovely. Your main aim and priority was to help, that’s why we felt at ease. (Interview 4)

You’ve always been respectful from day 1. I felt really respected. It was just hard to talk in a group. You always seem to be courteous. That was important. (Interview 5)

In order to operationalise the innovation pilot (activity 3), EbE pitched their ideas to each other and took collective decisions as to what to fund. 124This was a level of autonomy that they had not been used to, and they reflected on this:

It was just a huge honour to be involved in that process and it was lovely to be involved every step of the way, like our, it felt like we really mattered, that we decided where the money would go. Fabulous. It gives you lots of self-esteem and purpose and makes you feel like you’re wanted, […] But getting involved with stuff like this gives you something to be proud of and I am proud of myself. (Interview 3)

Interviewee 6 concurred:

It was nice to be asked to take that amount of responsibility and have a say in how the money should be spent. It means a lot to a lot of people in our position, it really does. And to see people having a good time from the money, that’s great, it really is. (Interview 6)

The EbE’s reflections on the respect and trust they were met with were partly a function of the journey they had come from. In that respect, the research journey was itself valuable in ways we had not anticipated.



Telling Stories

From the outset, cognisant that the EbE were likely to have been through traumatising experiences, and that services often require them to repeat these, we made a point of being very clear that full participation in the project was not dependent on any personal disclosure, and this was important, as Interviewee 2 explains.

I haven’t telt [told] my story as much, you know what I mean, I didn’t want to, it wasn’t…I wasn’t pushed to share it or not share it, it was off my own back. It’s like with my psychologist every time I see her it’s like gan [going] back gan [going] back, and I divent [don’t] want to dee [do] that, I cannot you know, it’s like I divent [don’t] want to gan [go] back and keep repeating mesel [myself] about what happened, I wanna [want to] move on and go forwards and I won’t, I just wanna put it to the back of my mind, and people are saying no you need to speak about this and speak about that but yous weren’t like that. You made it perfectly clear that if I wanted to share my story that was fine but I just didn’t want to. (Interview 2)

For others, it was important to be able to recount their experiences in order to help practitioners help others.125

I don’t mind talking about my life story, you know why? It’s reality. And I have no problem, I am not embarrassed about it. I have had to live with it all my life and if I can say something, and any of them people out there whether they be social workers, mental health, psychiatrists, if they can take something away from what I have said and it helps them to help somebody else, wow, job done. (Interview 3)

Interviewee 6 agreed with this, though also highlighted how for them it was important to share their emotions and be open about them:

When you recover from any addiction, you need to get out of that denial basically, you’ve got share things that are painful, be honest with yourself and share about things that are painful. I used to not share my emotions, thinking that people would use that against me, but that’s not the case. (Interview 6)

This shows differing preferences EbE had in disclosing their story while being involved in the project, and how important to them it was that they felt in control of what they shared, and how they shared it.



Impacts of the Research

The EbE reflected on the impacts of the research, both at an individual and collective level. For example, EbE highlighted how the project had enabled them to have a more positive outlook, and be and feel healthier:

I have been off cannabis now for 4 and a half month and I feel, I go and play football every second Tuesday of the month now and I am able to run around the pitch a lot better, I don’t use my inhaler as much, and I am not as paranoid. I am quite happy. (Interview 1)

Being involved in the whole project has really helped me health, it helped a hell of a lot, gave me a purpose to get up in the morning and go and do something meaningful rather than just sitting about doing nowt [nothing] and feeling sorry for myself. (Interview 2)

The support lead noted how involvement in the project had enabled EbE to become more confident:

[XX] had no background of ever having been engaged by anyone; he had never been interviewed by researchers, he had, I don’t think he had ever participated in anything like this and then got up as you know at that first event. (Interview 7)

126This was true of others:

[YY] is volunteering at the farm now, that wouldn’t have happened before this project […] He is doing well, when he first came he was angry, he is not like that now. […] and now he is working with […] the employability coach and he has jumped through all the hoops, going to interviews for volunteering. (Interview 7)

The project offered EbE opportunities to engage in positive activities that were not directly linked to their traumatic pasts. It has enabled them to begin to grow from beneath the umbrella of homelessness and its correlates.

It’s helped me, because I have issues that I haven’t been able to resolve, so to learn about research helps me improve mesel [myself]. I need to improve me [my] mind, because no one else is helping us. (Interview 5)

Interviewee 5 felt the project had been transformational:

18 months ago I thought I was going back to jail. But now I’ve turned myself around. The university helped with that. (Interview 5)

The project increased some of the EbE’s confidence in a way they had not anticipated.

I would definitely do this again. It is a bit sad it’s coming to an end, it has, like I said before it’s given me purpose. It’s not like I dee nowt [do nothing] you know I have me kids and I play football but this was something different you know, I could get up in the morning and look forward to going. If it wasn’t for [Housing association] I wouldn’t have thought never in a million years I’d be going to uni and doing research and that, I didn’t even go to school man. (Interview 2)

But as a therapeutic, positive distraction, it’s been a 1000%. Every­body needs a sense of responsibility and achievement, even if they don’t realise it. I had lost a lot of confidence. Social isolation was bad and has had a long-term effect on me. It’s been a personal journey and it’s an ongoing one. It’s making me – not obsessed with it, but – it’s actually opened my mind to a positive ‘why not, why can’t I do more courses. Why can’t I?’ (Interview 4)

Interviewee 2 commented on the usefulness of the workshops (activity 1), which brought together researchers, practitioners, decision makers from 127across the region, and EbE. This gave them a platform to be listened to in a way they had not experienced before.

[The workshops] were a good idea. 100%. Cos normally you go for an appointment or whatever like with your doctor and they look at you like you are dead funny and that, but in there, where everybody was there to hear what we had to say you knaa [know], they were actually listening and then they can go back and tell their colleagues or whatever and it can have a ripple effect, hopefully it gets back to the doctors and the ones in services on the front line and hopefully they will start and look at us a bit differently. (Interview 2)

In activity 2, we explored the possibility of setting up a live interactive online directory, using an existing website called Signpost as an example. The EbE saw this as a positive ambition:

When [XX] and [XX] talked to us about Signpost, that was good, I was like this should have been out years ago cos when you move from one area to the other they don’t tell you about what mental health services there are in that area you have got to try and search up for yourself and you can’t always find the right service for the mental health condition you have got or advice about it and now there is that signpost website its quite good. (Interview 1)

This reflection shaped a subsequent bid, which incorporated the development of the website, demonstrating a very tangible impact of EbE’s input and reflections.

The innovation pilot projects (activity 3) had unplanned ripple effects, in that they inspired other residents to take charge and organise groups, such as a men’s health and a women’s group, supported by their housing association. The project thus demonstrated to residents that they could self-organise, and the housing association would support any development that would support its residents’ health and well-being. With many people having chronic low self-esteem and being distrustful of organisations, this level of agency and proactivity was particularly welcomed by the housing association.

Other innovation pilot projects (activity 3) have outlived the funded research. For example, some of the funding enabled the housing association to finish equipping a kitchen and to teach people how to cook for themselves. Interviewee 4 took charge of this project, enrolled external course deliverers, and started to teach lessons himself.

I’m helping other people. I’m on my second block booking of the Jamie Oliver thing. People want to come back and back and back. I’m now involved with the learning trust – I did that this morning.128 It wasn’t even in my idea. What you did is, you involved me in deciding how to help people’s future, which is important to me … In 2 weeks’ time, I’m doing a 6 week course for people coming out of prison, so they can learn to cook. It’s gone off in all different directions. (Interview 4)

This level of growth in autonomy and confidence was not something the research aimed for, but an important finding, demonstrating that the research process itself can be transformational, at both an individual and collective level.



PICE Practicalities

It was important for us as researchers to think about the practicalities of organising meetings and workshops, ensuring that everyone was comfortable throughout.

It was sound, aye, sound, not too much or nowt [nothing]. We had plenty of opportunities for breaks and stuff like that, you didn’t have us stuck in a room for 4, 5, 6 hours you know, we could have a break every hour or something you know and that was good. (Interview 2)

A key practical aspect of working together was payment. We followed the National Institute for Health and Care Research (NIHR) involve guidance of paying £25/hour, but came to an agreement with our partner housing association that the money would be negotiated individually, and spent towards people’s employability to avoid giving cash, which might have impacted their receipt of benefits. All EbE reflected positively on this.

I am not very good with maths or money so I didn’t get it at first and [XX] was saying you will get paid but you won’t get money and I was thinking well how does that work? So it took me a little while to get it but in the end I understood, the penny dropped. So I didn’t get cash but I did benefit and it was wonderful. (Interview 3)

I got a mobile phone […] I tried to work, but I was getting into a bigger hole, so the project helped that. (Interview 5)

It wasn’t money we could spend on drugs and alcohol and that was a good thing. We spent it on practical things and that was good. (Interview 6)

Beyond this, the EbE reflected on the fact that we dedicated some time to scaffold them as they were engaging in a new environment:

You didn’t treat us like children but you were there for us in an environment that really we never expected to find ourselves in 129[the university] so we were really very well looked after by all of the staff, the professors, yourself, we were looked after very very well. Any problems and you were there and that meant we felt comfortable in an environment that was pretty alien. (Interview 3)

Interviewee 3 highlighted a crucial need to reach a balance between support that could be felt as patronising or condescending, and courteous and supportive at all times. For example, we always made a point of meeting them where they were getting dropped off by taxi, and walking with them to the meeting room. This meant they had a friendly face to welcome them on campus and never had to worry about finding their way around.

Over the course of the project, the EbE learned to work together, as a team, in a way they had not had the opportunity to do before.

We didn’t click at first. We were mostly doing it for ourselves at first. We knew each other, but we didn’t really. The research has enabled us to work together as a group. (Interview 5)

This process alone was a learning experience that had not been anticipated.

Everybody got the chance to share, everyone got a fair crack of the whip and you were free to say things and you were listened to, it wasn’t that you were cut off or anything so yes, absolutely. You were never pressured, if you didn’t want to say anything then you didn’t have to say anything and if you did say anything your view was respected, in fact that was the main thing when we started the group you know, to listen to other people’s opinions and what they have to say, it might not be what you agree with but respecting that everyone has an opinion and a view. (Interview 3)

While these practicalities may seem trivial, they were key to making the relationships work and developing the trust we needed to make the project a success.



Conclusion

From these reflections, we have identified several key lessons to inform PICE with particularly marginalised groups, such as people who have experienced homelessness. Researchers need to be cognisant of EbE’s histories and how their own actions might be perceived. We did not anticipate our common-sense inclusive and respectful approach to have quite the impact it had on them, and yet it did. This is likely to apply to other marginalised groups. Linked to this, researchers need to ensure that EbE always feel in control of the terms of their participation. This includes the telling of their stories, but also the frequency and shape of their participation. It is also important to reach the right balance between engaging people who are settled enough for participation (however that judgement is made), but close enough to the issues to inform the conduct of the project. 130The EbE involved in this project were not always in a place that enabled them to be reliable, but we made it clear that participation was flexible at all times. The remaining part of the research team was neither contingent on them telling their stories, turning up to meetings reliably, nor always participating. No one was ever put on the spot or made to feel awkward if they had missed some activities. All were invited to all activities consistently. Other practicalities were important too. For example, while national guidance on payment is welcomed, individuals live in an environment that has to be factored in, as much as possible, in order to ensure that research does not do more harm than good, or is not solely transactional. Payments need to be carefully considered on an individual basis, applying flexibility and working with an organisation they trust wherever possible.

Conducted in this way, research can in itself be part of a process of healing and learning, which has benefits for individuals. For example, the opportunity to practically help others, when one has been seen as ‘in need’ for a long time, was particularly valued and valuing. Research drawn from occupational therapy has shown the positive effect of this, for groups with limited opportunities to engage in ‘meaningful occupations’ (Smith, 2018). Public involvement with marginalised groups, such as those who have experienced homelessness, cannot be conducted meaningfully as a purely transactional endeavour. It has to have authenticity, trust, respect, and meaning embedded at its very core. Our experience suggests that it works best when understood as not a means to an end (the research), but an end in itself (engaging with people because they matter), which can, as we have demonstrated here, have impacts beyond the original remit of the research.

Our project demonstrated that achieving meaningful engagement with PEH requires a thoughtful approach, but it is entirely possible.



Note

1 See, https://www.homelessnessimpact.org/publications.
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Abstract

Collaborative approaches to research, public involvement, and community engagement (PICE) have become an expectation when undertaking research in public health. An often-forgotten fact is that doctoral studies are essentially research training and career development programmes of work. In addition, little guidance is available to them when conducting research with underserved populations, particularly for those doctoral students, who like me, were at the beginning of their research career. This chapter provides a reflective and reflexive account of the approach to PICE I adopted when researching the sensitive topic of reproductive health and well-being amongst women who use drugs. This chapter explores the challenges of PICE work and also makes suggestions for how best to engage with this sensitive subject and topic area. Throughout the chapter, reflective narratives from Donna Kay bring the work to life and also allow you, the reader, to consider the impact and implications PICE may have for those collaborating with lived experience communities. 134The chapter concludes with a discussion about the practical considerations and planning needed to undertake PICE in doctoral research studies.
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Introduction

This chapter aims to give a detailed account of the approach to PICE and the way in which it shaped my exploration of the reproductive health and social care needs of women who use drugs. Within this chapter, we give a detailed account of the impact PICE had on the lead author’s doctoral research, supported by the reflections of a co-author, who at the time was involved in the research as a community activist. This chapter is a sympathetic critical self-appraisal of practice with a focus on the importance of positionality, relationship building, and incorporating the voices of underserved and marginalised populations in research. We provide a context for this chapter by discussing the ways in which women with lived experience of substance use became involved in the research. We use the chapter to illustrate how we utilised the experiences and expertise of these women in a collaborative way to refine and shape the study and co-produce our research. The chapter concludes with reflections on the importance of planning and communication when undertaking community involvement in doctoral research, and if done well, this can be helpful in forging meaningful and lasting relationships between communities and researchers.



PICE in PhD Research

PICE is an important part of contemporary research and is often stipulated as essential in funding bids (McGrane et al., 2023; NIHR, 2024). Evidence of the benefits of PICE in qualitative research has been well documented (Brett et al., 2014; Gilchrist et al., 2022; Gray et al., 2021); however, there are few publications that relate to PICE in doctoral research (Troya et al., 2019). The National Institute for Health and Care Research (NIHR) amongst other national funding bodies (and charities and regulatory bodies, such as Health and Care Professional Council) have led the way in promoting and ensuring PICE work in research and research practice, recommending that it is undertaken ‘with’ or ‘by’ members of the public rather than ‘to’ or ‘about’ them (NIHR, 2021). This approach advocates for the involvement of underserved groups and the incorporation of their views and perspectives in the design of research projects (NIHR, 2021).

Women who use drugs and other marginalised population groups are sometimes considered ‘harder to reach’, meaning their voices and experiences are often excluded from research (McGrane et al., 2023). Some researchers report they have difficulty in reaching participants to engage in PICE, and it is largely accepted that this creates difficulties in capturing the insider perspectives 135(Islam et al., 2021). Whilst underserved populations may be difficult to engage with because they may be at risk of harm, be disenfranchised, excluded because of their location, or due to digital poverty, they are experts in their own experiences. For this reason, every effort should be made to include and incorporate them in research studies (Ellard-Gray et al., 2015). As discussed in depth by other authors in this collection, some marginalised populations have experienced stigma within the communities they live in, and this may further prevent them from coming forward and participating. They may also be concerned about whether researchers have their best interests and will listen to their perspectives and views (Islam et al., 2021). Previous research has identified that marginalised populations are unlikely to participate in research without referral (Liamputtong, 2019; Padgett, 2017). One potential way to overcome this barrier to engagement is to liaise with gatekeepers (e.g., third sector voluntary organisations who may support them).

The community I represent in research and support have experienced stigma and shame and they are often not only forgotten, but also silenced. Giving women space to voice their experiences and what is important to them is important for making future changes in practice. We think research is important and to be given a voice, to be listened to and to be heard is important if these experiences are to be incorporated into research and practice. For me as an activist, I want to see changes made in the future in relation to changes for mothers, fathers, working class families and children. As an activist and a mother, I want to reduce the harms and trauma of families as they engage with services and for services to learn (through research) that others do not have to go through the same experiences. (Donna Kay, Community Activist)

One of the key lessons I have learned as a doctoral researcher relates to the importance of nurturing, developing, and maintaining a range of fieldwork relationships with organisations, communities, and individuals that serve and support the community you are researching. This requires serious introspection, skill and ability, however, if done with authenticity, it can lead to a range of fieldwork and research related outcomes. Good quality PICE work offers up the potential to positively affect the quality of research and strengthen the methodological rigour of the results (Brett et al., 2014; Gray et al., 2021; Gilchrist et al., 2022; McGrane et al., 2023; Troya et al., 2019). Incorporating PICE into research has been identified as having a positive impact which enhances the quality and appropriateness of research, an important aspect for early career researchers (Brett et al., 2014). PICE also gives cultural relevance and a broader understanding for the researcher undertaking the study, which is in turn translated into the findings, making them potentially more relevant and more likely to impact and inform policy and practice (Brett et al., 2014; Gray et al., 2021; McGrane et al., 2023). Credibility of findings with stakeholders is important when attempting to influence policy and practice, and PICE allows researchers and its public contributors to identify 136gaps and plan future collaborative research projects (Brett et al., 2014). This was further demonstrated by Troya et al., whereby her PICE group had informed her PhD research on self-harm in older adults (Troya et al., 2019). The incorporation and prioritisation of PICE are clear, however, this requires researchers to engage in quality PICE, moving beyond what some have referred to as ‘tokenistic’ PICE (Gray et al., 2021; Gilchrist et al., 2022; Islam et al., 2021). In research ‘tokenism’ is best understood as a process were research PICE work becomes perfunctory or symbolic to the subject area of community. Researchers can overcome tokenistic PICE by establishing a pre-defined model and involving PICE from inception to dissemination (Gilchrist et al., 2022).


Co-producing Sensitive Research with Women

Reproductive health and the social care-related needs of women who use substances are a sensitive subject area (McGovern et al., 2024). In recent years, there has been a focus on researching the lived experience of people who use drugs in the North East of England (Adams et al., 2022; Alderson et al., 2021; McGovern et al., 2021, 2023; Spencer et al., 2023), however, few studies have focussed only on women’s experiences. A 2023 report focussed on ‘Dismantling Disadvantage’ for women with multiple unmet needs in the North East, including deprivation and poverty, the ‘toxic trio of vulnerabilities’ (mental health, drug use, and domestic abuse) and child removal, however, the report did not consider women’s reproductive health and sexual well-being (Agenda Alliance & Changing Lives, 2023, p. 42). My PhD research, which was conceptualised in 2020, sought to begin to address the gap in knowledge about the reproductive health and social care of women who use drugs in the North East and practitioners who support them.

PICE was central to the design and development of this qualitative study, and I endeavoured to incorporate the expertise of women with lived experience early in the project. At the beginning of my PhD, I actively attended and participated in community and research events relating to women’s health. The purpose of this was to increase my visibility within the community and highlight the importance of the research I was undertaking. Being known by others and attending to the more (commonly referred to) mundane aspects of networking, attending events, having and re-having conversations, and turning up are important to early career researchers. After attending many organisational and community events and discussing and presenting my research to a range of audiences, I was introduced to one person who has experience of activism and advocacy for women who have lived experience of substance use. Upon meeting to discuss the research aims and objectives, she helped me to begin to identify community members from her own personal and professional networks who shared our passion and enthusiasm for understanding and improving women’s experiences of services. Through discussion, negotiation, and a shared understanding, she then decided to vouch for me within her networks and recommended I approach three other women to consult on the research study.

An Expert Advisory Group (EAG) was formally established in January 2022, with four women from the North East of England who had lived or lived 137experience of substance use. Aside from all women having experience of substance use, the four women involved in the EAG had many other lived experiences which they drew upon to support and inform the development of this research. These lived experiences included: mental ill health; domestic violence and abuse; sexual abuse; adverse childhood experiences; child removal and involvement with the criminal justice system. All four women involved in the EAG were known to each other through peer support networks and community organisations they accessed in the North East.

The women involved in the EAG had no previous experience of PICE work or research involvement, however, they felt the topic of reproductive health and well-being was important for the communities they represented. Previous research has reported that public involvement in research is more likely if it contains an ‘action agenda for reform’ which address issues such as empowerment, inequality, oppression, domination, suppression, and alienation which may encourage them to design questions, collect data, analyse information, or reap the rewards of the research (Creswell, 2013). Given their understanding and own lived experiences, the EAG felt this research offered an opportunity to empower other women.

Whilst the process of involvement was interesting and new to the women, it was also important to us that our EAG did not become fatigued by their involvement in our research, and we were flexible in opportunities to contribute to aspects they felt comfortable with and had the time to do so. A group messaging app (WhatsApp) was used to organise meetings on online video conferencing (Zoom). Both platforms were identified by the EAG as the best methods to support our communication throughout our work on the study. We also met in person for coffee mornings to discuss the research in community organisations the women identified as safe spaces. The gendered nature of safety has been explored theoretically and empirically in research (Lewis et al., 2015), and for us, it was about coming together to explore sensitive concerns without fear of judgement. We had discussions regarding the sensitivity of the topics covered in this research, and that it may be triggering for women involved in the EAG. Research with participants in sensitive subject areas and the involvement of people with lived experience can lead to trauma and also compassion fatigue, particularly when they engage with fieldwork elements of research (Steenekamp & Barker, 2024). Therefore, at the open and close of all meetings, I made members aware they could contact me directly if they had any concerns; additionally, I could facilitate onward signposting to access further specialised support. As recommended in published PICE guidance (NIHR, 2021), all of the women involved in PICE in this research were offered remuneration for their time and contribution to the study (NIHR, 2021).



Reciprocal Learning Opportunities in PICE

When incorporating members of the public with lived experience in research, it is important to listen to their views and perspectives and consider suggestions they make to the study. In the early stages of this research, the 138EAG was key to ensuring the research (including the language used) was accessible and free from stigma (a prerequisite for this collaborative work). Positive group identity was also of importance to them, and our consultation with the EAG led to a very simple, but also very important change (in terms of ownership) to the study being renamed as the ‘Women’s Sexual Wellbeing’ study. We had in-depth discussions about the term reproductive health, and they felt using the initial research title was ‘too academic’ and specifically, they felt the term reproductive health was ‘too clinical’ and would not appeal to potential participants. The individual and group identities of individuals in marginalised communities are important (McGovern et al., 2024), and the EAG also felt that having the study titled ‘Women’s Sexual Wellbeing’ was a way to empower women and increase the likelihood of participation. This also allowed us to illustrate partnership involvement and demonstrated to our PICE group that their perspectives and contributions were ‘heard’ and valued.

What is important to me as an activist is the way the women have been treated during the whole project. They have been respected and listened to. It’s really helped to build some confidence and there is that cliché saying that “talking in safe spaces, takes the shame away from them". (Donna Kay, Community Activist)

The EAG supported and challenged the research design and development processes including aspects of the topic guide and the relevance and importance of the questions in relation to the research. The EAG were also key to making fundamental suggestions for improvement throughout, including adding a retrospective question to explore how women’s views may have changed on relationships and family planning due to drug use. They were also interested in incorporating a question relating to children’s social services (based off their own lived experiences). We came together to discuss this between the team and after critical reflection, we decided to see if this topic would come up naturally during interview as opposed to probing the subject with participants. As our research developed, we found that working collaboratively on the development of the topic guide, built rapport between the team and demonstrated that their suggestions were important to the research and also improved the quality of the data collected (Hoddinott et al., 2018). It also highlights the reciprocal learning opportunities PICE afforded to both the researcher and the women with lived experience. As we reflected on at various stages of this chapter, doctoral study is a research training programme that is concerned with both the generation of knowledge and development and training of early career researchers.

During the participant recruitment process, the women in the EAG shared the study across their networks, encouraging participation in the study. They also demonstrated the importance of this research and validated that other women’s views and perspectives were important to capture, to give the research the best opportunity to influence change. The importance of being creative and allowing the women to share the study on their social networks was fundamentally important to the success of the study: this was a clear endorsement of the study and 139one which was most effective for recruitment. The support of the EAG expedited recruitment, meaning most of the data collection for women was complete within the first four weeks of the fieldwork element of the study.

The EAG was not involved in the coding of data or anonymised transcripts. Other research studies have collaboratively undertaken the task of coding anonymised transcripts; however, given the sensitivity of the topic and that women had supported recruitment across their networks, we felt this may make women identifiable, but also, this may be triggering to members of the EAG. In other chapters in this collection (Adams and Ramsey), you can read about concerns with trauma-informed practice and research, whilst also considering the implications of involving participants in the process or learning and coding in relation to sensitive subjects and data areas. The women involved in our study did collaborate on sense-making of the codes and findings in an online workshop. During the initial workshop, we reviewed and discussed codes and emerging themes. We used these emerging themes to co-design an upcoming presentation, recognising this conference dissemination as another opportunity to review our interpretation of the findings. The final themes workshop took place in July 2023, and during this meeting, we discussed the relevance of the findings to ensure they included a cultural and broader understanding of the reproductive health and social care of women who use drugs (Brett et al., 2014).




Collaborative Dissemination

Throughout this study, it was important for us to involve women in every aspect of the research, and this included the dissemination of the findings. We discussed and planned how the results could be translated to improve policy and practice and how they could best be disseminated to maximise impact. This included considering the ways in which the findings were communicated with lived experience communities and members of the public to ‘bridge the translational barrier’ between academic writing and wider public literature (Melvin et al., 2020, p. 232). The EAG has undertaken a variety of collaborative dissemination opportunities, which have allowed us to share our PICE work and study findings with a wider audience. Collaborative and co-produced dissemination included: blog posts; podcasts, people with lived experience conference, and International Women’s Day (IWD) conference. Events and opportunities like those mentioned above can be fashioned and utilised to raise the profile of marginalised communities and raise the awareness of the needs of these communities to practice partners and policymakers.

On IWD 2023 we organised and co-facilitated a research event which focussed on embracing equity by celebrating resilience and showcasing the lived experiences of women in the North East of England. This event featured research and community involvement from academic institutions, voluntary third sector and community organisations. The overall aim of the IWD 2023 research event was to give an overview of current research exploring women’s health inequalities, how this was experienced, and the current unmet need within the region. Handing over power to research participants and allowing them to shape research design, 140implementation and then dissemination event can be both tricky and rewarding for them. With trust, good communication and support the EAG took ownership over the conference and focussed on making the conference as accessible as possible, to attract a diverse range of people with an interest in women’s health and well-being. This included researchers, stakeholders, policy and practice and people with lived experience. In order to make the conference inclusive for as many to attend as they could, the EAG recommended the timings be considerate of those with caring responsibilities (during school time), that the location was accessible via public transport, that all information about the event be in plain English and free of stigmatising language. We co-facilitated our presentation, which included two members of the EAG reading poetry they had written about our research.

It’s a privilege to be able to work in an area I am interested in and passionate. The whole process has been an empowering, enriching experience. I have learned and enjoyed it all. The opportunities that have come from it. The opportunity from the first initial piece of works, brought other opportunities to work with other researchers. It has built a special relationship with ‘Recovering Justice’ and has been a big part of the ‘Women’s Project’. The people I have met (Professor Ruth McGovern and Dr Hayley Alderson), having the Spotify Podcast, going to York University to present our work, International Women’s Day 2023. Being involved in other research projects and feeding back on research from a lived experience perspective. I am really looking forward to being involved in future research projects that are on the horizon. (Donna Kay, Community Activist)

Those who attended the IWD event reported it to be a positive experience, which had in excess of 80 attendees who listened, contributed, and supported a range of research projects. From a PICE perspective, the event was an invaluable knowledge exchange event and opportunity to evidence how co-production can be achieved through careful planning and engagement with people with lived experience. For all of the EAG involved in this research, they found the event to be an affirmative way to represent their community in research and reported it to be a valuable experience, which they were proud to be a part of.


Critical Reflections From PICE in PhD Research

As a researcher, whether doctoral, early career, or established, it is important to reflect on the privilege that is afforded to researchers by PICE insights and contributions. Previous guidance on PICE in research has evidenced that the incorporation of the voices of lived experiences can add value to the methods and findings of this research (Hoddinott et al., 2018). In the context of the ‘Women’s Sexual Wellbeing’ study, the EAG’s involvement added depth, richness, and rigour to the findings, but this did not come without significant time investment and communication between the EAG and I.

141Taking stock of your own practice as a PICE researcher is important and reflecting on your own positionality and values is key for your practice and future learning. We believe the incorporation of the EAG enhanced and improved the study; however, it is important to acknowledge there has been challenges associated with PICE. Although PICE in research has become expected, there is little guidance for how to undertake PICE in PhD research. Incorporating the voices of lived experience individuals in research design and development brings about the responsibility of managing expectations both of the research parameters and of the PICE involvement, which many PhD students may have little experience of. Having a pre-defined plan for PICE involvement may help mitigate some of these challenges, but good quality research requires flexibility from the researcher, to ensure PICE members are not overwhelmed or burdened by participation (Steenkamp & Barker, 2024).




Conclusion

PhD students are often new to the field as researchers, and some may have little or no experience in engaging with the populations they are researching. They may also have no gauge to understand what is expected of them in relation to doctoral study and for this reason, they ‘may require expert advice and support on how best to work with vulnerable populations sensitively’ (Troya et al., 2019, p. 627). The first author’s professional experience of working with vulnerable communities in the context of substance use was useful, but even here, there were barriers that had to be overcome to engage with women on the subject of social care and reproductive health. PICE requires time, planning, and resources in order to build meaningful engagement and rapport. This investment can help build collaborative partnerships with members of the public and those with lived experience. Incorporating the voices of lived experience in PhD research adds value and richness, and overcoming the challenges associated with PICE is achievable and worthwhile. Understanding your subject areas and the experiences of your research population is key to research design and implementation, but also understanding what is important to the communities you serve as a researcher. Taking time and building rapport to connect and understand the priorities, beliefs, and qualities of these communities is also important.

As demonstrated from this PhD research, incorporating PICE requires practical considerations, and it is fundamental that researchers consider these in advance of commencing research (McGrane et al., 2023). PICE work should be celebrated, but it is important to recognise that it can be both rewarding and burdensome for both researchers and, more importantly, for members of the public (Gray et al., 2021). Further reflection should also be given to the needs and capacity of PICE members; the extent of involvement and resources required, which should be undertaken prior to approaching or working collaboratively with lived experience communities (Troya et al., 2019). Discussions about the roles and responsibilities of participation are essential to avoid overburdening PICE members, alongside consideration of their well-being and safety (Gray et al., 2021; Islam et al., 2021). Reimbursement for PICE members should be ring-fenced 142in funding (if available), and communication about all aspects of involvement, research design, analysis, development of findings, and outcomes should be prioritised in order to ensure PICE members feel included and valued at all times (NIHR, 2024).

Women who have been involved in the EAG have been invited to co-author a publication related to this research and also to co-produce further research supporting their interests in this sector. This is intended to encourage them to exercise their lived experiences and reinforce the importance and value of their voices in future research. One of the most important concerns for newer and more established researchers in relation to PICE is to make sure that their involvement is meaningful and that they maintain good working relationships with the groups they do PICE work with. Essentially speaking, leaving the door open for the person who follows you in social care research is fundamental to the process of building capacity and the creation of new research communities.

Communication and trust is key to community involvement in research. Speaking to people who are open minded, and non-judgemental has been the pinnacle of it. On one occasion there was a research project were one of the researchers upset a mother and issue was immediately resolved over the telephone. Mothers who I represent have often battled with self-esteem issues because of past experiences, with drugs, self-worth, services and unable to use their voice at specific times. Being able to come to the research team and say I was upset about it. The researchers were able to reflect and consider the concerns and take on board with humbleness and humility – that was an amazing piece of work for us. It helped with confidence because as an advocate I was able to approach them and challenge the perceived power dynamics. (Donna Kay, Community Activist)
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Chapter 12

145A Queer Engagement: Navigating the Twists and Turns of Public Involvement and Multiple Marginalisation

Mark Adley
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Abstract

Ongoing critical reflection holds value within research, helping to embody learning and ethical literacy. This chapter presents the experiences of public involvement and community engagement (PICE) from the perspective of an early career researcher and holds them up for critical reflection and shared insight. Professionals working with people who have faced social inequality, marginalisation, disadvantage, or trauma may experience moments of ethical dissonance or uncertainty. Whereas clear policies are in place within many workplaces, these have been less apparent within some academic settings, although recently released guidance for researchers helps to address this. Public and community contributors brought benefits far greater than anticipated to this three-year doctoral study in the North East of England with LGBTQ+ people facing disadvantage, in which a total of 72 people aged above 18 years took part. By highlighting personal ‘blind spots’ and areas of epistemic bias within the study design, public involvement afforded invaluable insights and personal development. This chapter aims to illustrate how collaborations with people on the margins, who occupy queer or oblique positions in social space, can offer meaningful 146contributions to research and bring fresh perspectives to established methodologies and methods. In turn, this hopes to encourage further evaluation of some established, yet perhaps rarely questioned research practices.
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Introduction


Within this chapter the acronym LGBTQ+ (lesbian, gay, bisexual, transgender, queer or questioning, intersex, asexual, and more) is used to refer to people who are minoritised along axes of sexual orientation and/or gender identity.  This acronym was selected over others due to its common usage within the UK. In doing so, it acknowledges that it may exclude the explicit naming of certain groups internationally, and that outside of global north and global western settings the term LGBTQ+ may represent concepts of personal identity that are not universal.


It takes time – a time that has to be acknowledged – to foster authentic relationships with people with lived experience of stigma, discrimination, exclusion, and marginalisation (Adley et al., 2024). At least that was my experience while conducting a PhD which aimed to explore the health and social care pathways of multiply marginalised LGBTQ+ people in North East England. By multiply marginalised, I refer to those LGBTQ+ people who have experience of, for example homelessness, substance use requiring treatment, or domestic violence. The study’s underpinnings were an intersectional, queer, feminism which aimed to enhance consideration of marginalisation across multiple axes, and offer a framework of social justice from which to address inclusivity, privilege, and discrimination (Evans & Lépinard, 2020). One of the driving factors behind my choice of this topic was that, despite having over 30 years’ experience working or volunteering in prisons, substance use, and homelessness services, I could count on two hands those who had disclosed that they were LGBTQ+. This, despite the increased awareness both within the UK and internationally of the significant health inequalities experienced by LGBTQ+ people (Dinos et al., 2021; Henderson et al., 2022) and the risk, impact, and structural invisibility of their homelessness and substance use (England & Turnbull, 2024; McCarthy & Parr, 2022). The study therefore sought to explore the health and social care pathways of this multiply marginalised group, to identify blocks and facilitators within these pathways, and use its findings to inform future service provision. Reaching those on the margins of these groups involved many queer twists and turns, and I wish that I could now re-run the study with the benefit of hindsight. Perhaps that is my aim here: to summarise my experiences of PICE, and in doing so lay down some breadcrumbs for others who may be walking behind.

Some of this is not flattering. However, ongoing critical reflection holds value within research, helping to embody learning and emotional and ethical literacy (Adley et al., 2024). It also holds value within the field of public involvement, 147where reflexivity can not only help develop researcher skills but also foster genuine, meaningful involvement with the communities under study (Gillard et al., 2012; Howe et al., 2017). This chapter, therefore, seeks to share some examples of public involvement within this PhD and to hold these up for critical reflection and shared learning.



Innovations and Concerns


Queer(y)ing ‘Professional Advisors’

Although some universities may have developed networks of public advisors readily available to researchers, it is important to question whether they are representative of the population you are planning to work with. For this study, the professional public advisors that I met did not seem to have the lived experience I was looking for. I needed a queer bunch – not just in terms of minoritised sexual and gender identities, but people who occupied oblique angles from the normative. Having decided to look elsewhere, I initially found it relatively easy to access LGBTQ+ people outside of the professional networks of Public Advisors. However, I was aware of the tendency within LGBTQ+ research to draw from specific cohorts such as those whom researchers can reach through social networks or community events (Cochran, 2001). Although finding the right people has been highlighted as good practice in successful public involvement (Pollard et al., 2015), in this instance, reaching LGBTQ+ people with experience of stigma and marginalisation across multiple axes of discrimination took significant time and persistence.

The study’s four public advisors, who were eventually assembled, brought a rich mix of lived experiences. Two had lived experience of homelessness, one of substance use requiring treatment, and one of the criminal justice system. Two were from non-White British backgrounds, two were cisgender, one was transgender, and one was non-binary. One had a long-term physical health condition, two had diagnoses of neurodivergence, and there were multiple permutations of sexual orientations. However, by the time we all met, the study design had been practically set in stone, and the Advisors could only offer minor suggestions, such as changes to the topic guide wording. This meant that the level of their involvement was not adequately negotiated, and therefore their roles and purpose were, as Dean (2017) described, ‘imposed upon the participants, who thus have little scope to determine the conditions of their participation’. A participatory approach and an earlier approach would have improved the integration and depth of public involvement (Felner, 2020).

Working alongside a group of Advisors who had themselves experienced significant marginalisation, and in some cases trauma, meant that their psychological safety was paramount. This involved facilitating a setting in which they felt safe psychologically, both individually and within the group; one in which people could disagree and take risks (Clandinin, 2007). In our initial meeting we explored power and hierarchy, and I invited challenge from the group, sharing my hope that we could create a knowledge space ‘where different forms of knowledge can interact on an equal basis’ (Kok, 2018). Of specific note was that two 148out of the four Advisors were from populations that are ethnically minoritised in the UK (but are majority populations globally, and henceforth referred to as people of colour). Both commented how, when outside of their own communities, they often found themselves the lone black or brown face. They, however, found strength in numbers within the group, facilitating discussions around racism, bias, and power imbalance that each said they would not have shared had they been the only non-White person present.



Community Involvement and Reciprocity

My professional background brought benefits to recruitment as I was able to draw from pre-existing relationships with public and professional stakeholders, established and maintained over several years. Indeed, building and sustaining connections with people from marginalised populations can take considerable time, effort, and skill. I admit to feeling annoyed when, several months into the study, I began to be contacted by researchers and services who had been tasked with accessing LGBTQ+ populations and wanted to tap into the network I had been developing. I later reflected on the irony of my annoyance, as this was exactly what I had myself done. My initial consultations with community organisations had revealed that they were overwhelmed with incessant requests from researchers wanting to access their networks. While they could see the benefits for the researchers, there was little apparent benefit for them or their organisations. Research projects were time-consuming, there was rarely talk of adequate reimbursement, and many organisations were therefore reluctant to become involved.

There are a number of issues to consider here. Firstly, this highlights the importance of initial ‘listening exercises’ across marginalised communities, and, where possible, finding ways to address concerns. Secondly, there is the uncomfortable reflection of the potentially uneven rewards from this study. While I may have hoped for improved service provision for LGBTQ+ people in the North East, the most likely beneficiary was me, in terms of the study’s potential boost to my academic career prospects. Avoiding tokenism in PICE work is key.

Attempting to redress this imbalance, I decided to adopt a reciprocal approach to community engagement. I took part in activities which offered no direct benefit for the study, such as joining and contributing to LGBTQ+ staff networks, running stalls at the weekends at community events, and helping out at Health Zones at local Pride and Mela events. I contributed to and delivered substance use training at evening LGBTQ+ groups and delivered a series of LGBTQ+ awareness sessions to a local housing provider. This approach brought its own rewards. Demonstrating a commitment to the communities I was working with raised the profile of the study with key individuals and organisations. Professionals promoted the study and supported people, many of whom were new to research, to take part in interviews. As identified within a previous project (Adley et al., 2024), connecting with marginalised populations may well require, or indeed demand, a concerted and heartfelt effort. This reciprocal approach supported Logie’s (2021) position that it is the responsibility of researchers to take additional steps to move towards marginalised groups, rather than the other way around.



Grey Areas

149At times the field of public involvement felt uncertain: as if there might be the potential for harm to researchers, members of the public, or academic institutions. Thankfully I had access to excellent support from supervisors, PICE leads, and fellow researchers over the course of my study and this guidance from skilled and experienced people who shared my ethical concerns and mindset proved invaluable. I also developed contacts with other researchers across the country working with marginalised populations, and discussed ethical grey areas within PICE across multiple sites. For example, there appeared to be a lack of cohesive approach to disclosure and barring service (DBS) checks, with one researcher mentioning that a member of their university’s ethics panel had asked what the acronym meant. One early career researcher, more concerningly, had never been asked for a DBS and had therefore worked extensively with a marginalised population without any criminal records check having been completed. The recent publication of a set of Ethical Practice Guidelines that addresses some of these issues is therefore greatly welcomed (NIHR ARC NENC, 2024).

This touches upon the issue of ethics of public involvement with marginalised populations, and the grey areas within the boundaries of researcher-Public Advisor relationships led me to further reflections. This was a new type of working relationship for me. My experience within criminal justice and substance misuse services in particular had trained me to maintain specific boundaries with clients that would have been out of place here, and might have established a power imbalance with Public Advisors that I aimed to avoid or minimise during our collaboration. The study’s Public Advisors were neither clients nor colleagues – I felt a duty of care towards them, and checked on their well-being and access to support much more frequently than I would have done in other roles. This felt justified, however, and the right thing to do in this circumstance, aligned with recommendations that public contributors should feel supported in their roles (WEAHSN, 2016). The Public Advisors were also keen to meet in each other’s homes: settings that supported their psychological safety, which, as Sciolla (2017) highlights, should not be something set by the researcher but rather ‘defined by those served’. While perhaps less comfortable for me, these discussions and decisions around places of safety were important in supporting the levelling of power imbalances.

Working with this group required an intersectional approach that recognised the interactions between the Advisors’ different social categories and identities, as well as the impact of additional processes of oppression such as sexism, racism, or ableism. It also called for an awareness of potential experiences of trauma, for example, the extent to which participant interviews could raise powerful emotions. Being trauma-informed, therefore, meant close consideration of psychological safety, providing ongoing 1:1 support, monitoring for power imbalances, allowing Advisors to go at their own pace, and taking a strengths-based, affirmative approach.

Shimmin et al. (2017) detailed the advantages of disrupting the identity of ‘researcher’ when working within a trauma-informed, intersectional framework.150 I shared this experience: the study’s four Public Advisors indeed troubled the power dynamics between ‘researcher’ and ‘public’. By holding information that was hidden from me, particularly around the intersection of sexual orientation and/or gender identity and race, they became the teachers and I the student. There was a tricky balance within this, however. For example, my initial plan had been for group members to take it in turns to facilitate our meetings, with the idea that this strengths-based approach would support their self-efficacy. In spite of this intent, I stepped in and enforced my position of power after our first meeting due to my concerns about emerging power dynamics within the group. Whether I should have let them sort this out for themselves is a matter of debate, and over time, I may become more comfortable with the nuanced nature of this relationship. As an early career researcher, however, I continue to reflect and advocate for others to reflect on these blurred lines.

While the term ethical literacy describes a live, pragmatic, and flexible approach to the assessment and application of risks and ethical issues as they emerge during research projects (Wiles, 2012), this concept may not fully encompass some of the issues that may emerge during PICE work with marginalised groups. It is important therefore, particularly when working with marginalised communities, to consider a researcher’s level of public involvement literacy: their ability to navigate nuanced boundaries and practical grey areas, and to assess the potential for power imbalances not only within the group but also between the group and researcher. We return again to the importance of supervision, of embodied learning within the academy, and the potential value of reflective and reflexive space in which to explore such issues.



The Rear View Mirror

White bodies do not have to face their whiteness; they are not orientated “toward" it… By not having to encounter being white as an obstacle, given that whiteness is “in line" with what is already given, bodies that pass as white move easily. (Ahmed, 2006)

In her book Queer Phenomenology, Ahmed challenges us to draw our attention away from established, common practice towards that which may not immediately be in view. Conversations with the study’s two Public Advisors who were also queer people of colour particularly troubled some of my assumptions and blind spots, drawing my gaze from what was immediately ahead of me towards the study’s ‘rear view mirror’ and those not immediately in view. Having ‘enough’ representation of non-White participants was no longer ‘enough’. Hoping to increase the representation of black and brown people, I decided to consult further with some of the other LGBTQ+ people of colour I had met during the study, and in this way, the Public Advisors shaped the study’s recruitment strategy.

These consultations revealed several areas of epistemic bias embedded within my research methods. For example, I had designed the study’s initial recruitment flyers with a white background and the 151acronym LGBTQIA+ in large type, alongside the ‘progressive’ rainbow flag that is widely used as LGBTQ+ branding in many global North or global Western nations. Where I had assumed that the rainbow branding was representative of all LGBTQ+ people, I learned that this was not true for all groups, even signalling to some that they were not welcome. Subsequent recruitment flyers therefore used wording that prioritised racialised identities above LGBTQ+ identities, with a brown rather than white background, the rainbow flag replaced by line drawings of black and brown people that specifically represented them.

Over time, I also developed a greater appreciation of why some marginalised groups may actively avoid or refuse to contribute to health and social care research. Having been excluded from systems and services designed without consideration of their needs, they are then approached by researchers who add insult to injury by trying to find out about their experiences of exclusion. Keeping a close eye on the demographic make-up of study participants highlighted other gaps in recruitment, for example, low numbers of lesbians and gay or bisexual women. This too calls for further consultation with community members and a considerate approach to recruitment – navigating complex cultural schisms around the meaning of the words ‘women’ or ‘cisgender women’ to different LGBTQ+ groups.

These consultations led to some revelatory interviews with sexual and gender minority women, LGBTQ+ people of colour, and people seeking asylum. A longer period of consultation at the start of the study with people on the furthest margins of this population group would have brought longer-term rewards. Doing so would not only have reduced epistemic bias within the study but would also have saved the need for further applications to ethics and the additional time required to redesign study materials. Researchers should therefore carry out as much preparatory groundwork as possible, dedicate ample time to co-creating study designs with marginalised communities, and when in doubt, ask rather than assume.




Things to Consider

The Advisors’ main role was to analyse study interviews and to create their own set of recommendations for their report, and our initial meeting balanced time for the group to get to know each other with a set agenda. Much of this was dedicated to the informal training session in qualitative research methods that I had designed for this purpose. Aware of the emotionally charged nature of the subject matter and its potential to trigger trauma, the topic of emotional safety featured heavily: I advised them to stop reading if they were becoming upset, that they could choose not to read particular interviews, and indeed that they were free to take a ‘time out’ or withdraw from the study completely. Advisors could contact me on a one-to-one basis, and they also provided each other with ongoing peer support in their WhatsApp group to which I sent regular check-in messages and offers of one-to-one help over the course of our year-long collaboration. During this time, we held four in-person group meetings and two over videoconferencing: each meeting began and ended with a ‘check-in’ to see how people were feeling, with space for the group to discuss emotions brought up by the 152research.

We also discussed the process of analysing interviews. I explained that I would be providing transcribed versions of interviews that would be edited down to reduce the word count and therefore their workload, both in terms of time and emotional load. Then, at the end of the meeting, the four Advisors were given a short exercise in thematic analysis to complete on their own that they later discussed with me on a one-to-one basis. This aimed both to give them the opportunity to develop their approach to analysis and also to allow for any gaps in understanding to be reflected back individually so that any additional support needs could be identified and met. I had given thought to their learning styles, literacy issues, and neurodivergence at the start of our work together, and the group were offered the choice of transcripts in printed or digital form. We also discussed ways of easing the process of analysis, such as using their computer to read out text. In our final meeting, the Advisors identified their three main themes and recommendations, with their contributions placed into their report for distribution along with the wider study report.

After their analysis had been completed, I was curious about the Advisors’ experiences, and with no apparent procedures in place to collect their feedback, I invited the group to share their reflections on their involvement in the study. Although I had assumed that they would be more comfortable speaking critically to a third party, the results of the anonymous poll I set up revealed that all four favoured meeting with me directly. Two of the Advisors attended this feedback meeting, and the main issue they raised was around the formatting of the interviews. Although they complimented the introductory ‘scene-setting’ paragraphs and trigger warnings I had added to the start of each transcript, they mentioned how a lot of important context had been lost and that they would have preferred to hear the interviews in their entirety and in the original audio. Sharing the original audio files would, however, have breached participants’ confidentiality. I also had concerns about drawing on them too much, both in terms of their emotions and workload, and of them not being recompensed fairly for their time, given the study’s 66.5 hours of interview data. There was a balance to be reached here, and also a reality to be acknowledged in terms of ownership of the research process.

The Advisors mentioned that they had enjoyed the informal settings of our meetings and our discussions about researcher power and privilege, and how these had supported open and honest conversations. Emotional safety was also an important topic: they noted how the interview transcripts had at times stirred powerful emotions, and they appreciated the concern for their well-being and the allocated time to discuss their feelings at the start and end of each meeting. This highlights the importance of ongoing attention to the emotional well-being of public participants and their sense of psychological safety, which may be particularly relevant to groups who are marginalised, stigmatised, and/or who have experienced trauma.

The issue of group dynamics and researcher positionality was something that they had also considered, although opinions differed. Whereas one Advisor would have preferred the group to lead the meetings themselves, the other shared my concerns about more confident people dominating discussions. This revealed some of the delicacy that may be required when working with public contributors 153from marginalised populations, such as balancing the need to consider their emotional and psychological safety while also supporting them to lead on their own work. While these issues may never be perfectly resolved, there is value in considering their impact.

In addition to the Ethical Practice Guidelines mentioned earlier (NIHR ARC NENC, 2024), another valuable resource was the Community Engagement Toolkit (NIHR RDS, 2022), which outlined 10 guiding principles for researchers working with diverse communities. The last of these principles mentions feeding back outcomes to the communities involved, and I worked with a community partner who co-facilitated an online dissemination event that was attended by 43 people across the region. During this event, I shared slides from the study, we held several group discussions, and carried out polls and whiteboard exercises. Towards the end of the event, I shared the study’s three key findings and recommendations, and attendees were invited to provide feedback anonymously on the relevance of these to their work and/or lived experiences of navigating local health and social care services. Member checking, such as this, aims to find out whether the researcher’s interpretation of the data are aligned with participants’ experiences, and thus improve the credibility and transferability of qualitative research (Rolfe et al., 2018). Feedback from the dissemination event is being included in the study’s plain language report, which will be made available and distributed online, along with the Public Advisors’ report. This final stage, therefore, reaped dual rewards: not only improving the study’s rigour but also maintaining an ongoing dialogue with the communities who were at its heart.



Conclusion


Dillard (2000) suggested how power relations structure gender, race, and other identities within research, and called instead for a differing metaphor of research that challenges ‘unexamined epistemological assumptions that pass as universal truths’ (p. 679). This chapter noted incidents of such assumptions on my part, whose impact would have been reduced had I asked, rather than assumed. This does, however, raise the issue of the complexity found within the process of asking. Lorde (1984) wrote that ‘Lesbians and gay men are expected to educate the heterosexual world. The oppressors maintain their position and evade responsibility for their own actions’. While this sentiment was echoed by one of the Public Advisors who had a strong aversion to being positioned as a fount of knowledge on racism, another was happy to be asked about their experiences as a queer person of colour. This raises issues of representativity and essentialism, and the extent to which we may expect Public Advisors to represent entire populations rather than speaking solely from their own experiences.

The process of thinking critically about my own viewpoints and assumptions, and (most importantly perhaps) holding my hand up to acknowledge these and apologise when I got things wrong, brought rewards both to the study itself and to me personally. The benefits of critical self-awareness are acknowledged here by Shimmin et al. (2017) who suggested that reflexivity ‘can help to transform the process of public involvement in health research’. It is important for researchers 154to listen carefully to their public contributors and to be genuinely open to learning from them.

This chapter aimed to hold up some examples of public involvement with a marginalised population for the purpose of critical reflection and shared learning. There is of course benefit in discussing best practice, and examples found within this chapter include: a persistent approach to finding the right Public Advisors and the right mix within this group, paying close attention to their emotional well-being, being mindful of different learning styles and any adjustments that may need to be made, keeping a close eye on participant demographics, adopting a reciprocal approach to working with community organisations, feeding back outcomes, reflecting on researcher positionality, and making good use of the invaluable support offered by supervisors, PICE leads, and likeminded and experienced colleagues.

However, genuine involvement with the public can also lead to moments of dissonance and ethical uncertainty. Working with people who have experienced social inequality, marginalisation, disadvantage, and trauma can at times raise complex issues. Reaching across cultural divides may require more than cultural awareness, and may call for ‘cultural humility’ which has been defined as ‘self-awareness of personal and cultural biases as well as awareness and sensitivity to significant cultural issues of others’ (Yeager & Bauer-Wu, 2013). While this may introduce uncertainty for researchers, the engagement developed with the Public Advisors over the course of this PhD brought benefits far greater than anticipated. In highlighting areas of epistemic bias, it made a significant methodological contribution, bringing novel viewpoints on established and perhaps rarely questioned methodologies, methods, and working practices. Public involvement is so much more than consultation, and this troubling of existing processes from an oblique, queer perspective can ultimately lead to more equitable access to research for those on the margins.
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Chapter 13

157‘Tinkering with Care’ in Public Involvement and Community Engagement with People with Experience of Problematic Alcohol and/or Drug Use
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Abstract

Our experiences of public involvement and community engagement (PICE), within and across different studies related to substance use, suggest we continually need to adapt to support people to be involved with research. The term ‘tinkering with care’ is used to describe a responsive and relational process whereby, through trial and error, we come to find a way of being caring that is best suited to that specific context and population (Mol et al., 2010). If we don’t adapt and tinker to find a way of being caring, we run the risk of generating care practices that are unfair and unethical (Mol et al., 2010). In this chapter, we draw on Mol et al.’s concept and three examples from PICE with people with experience of problematic alcohol and/or drug use, to illustrate where we have been attentive and adapted our practice to better support both the public’s and the research team’s well-being. We also draw on concepts from Feminist Ethics of Care Theory more broadly to illustrate that our capacity to ‘tinker’ to generate 158good care in different PICE situations is shaped by the social contexts of the research.

Keywords: Substance use; public involvement and community engagement; feminist ethics of care theory; qualitative research; ethics; community advocates



1. Introduction

Involving people with current or previous personal experience of alcohol or drug use (from here referred to as PWUS) in the research process is essential for advancing social justice in substance use research (Cairns & Nicholls, 2018). While PWUS are diverse, many share the experience of significant marginalisation and stigma (Addison et al., 2022). Involving PWUS in the research process can help to ensure that research teams don’t reproduce inequality and stigma; it can also help to reduce prejudice and negative assumptions or further stigma and then discrimination towards this population from research audiences (Greer et al., 2018). PWUS may feel they are being listened to in PICE, something they may not often experience in professional settings (Carlin et al., 2020). PICE can be enjoyable and provide an opportunity for PWUS to build authentic relationships with other people with similar experiences and to develop new skills (Cairns & Nicholls, 2018). PICE can also be enjoyable for the researchers, who will learn from the process and may feel more connected to the communities they are researching.

Despite these many positives of PICE with PWUS, there is a growing international literature which critically explores the practical and ethical challenges that researchers have experienced in engaging with marginalised communities and some of the concerns mentioned above (e.g., Foley et al., 2023). Researchers have noted the difficulty of managing the expectations of PWUS about the level of change that research can bring about to existing systems, particularly in a context where they experience significant marginalisation in these systems, and ideally need and want change to happen quickly (Madden et al., 2020). Others have focussed on moral and philosophically driven concerns and these have reported ethical tensions of keeping PWUS safe (Hayashi et al., 2012), or have described how they have needed to re-think the process of engagement during the research process, due to the barriers that they experience in engaging PWUS (Salmon et al., 2010). Overall, many of these critical accounts show that there is a need, as we do, here in this chapter, to be reflexive and adaptable to support the well-being of PWUS alongside the wider research team.

In this chapter, we aim to add to this critical literature by considering ethical and practical challenges we have experienced in PICE with PWUS using examples from three qualitative research studies, conducted since 2021 in the North East of England. The general population of the North East reports similar levels of well-being and satisfaction with life and mental health compared to the rest of the 159UK. However, large parts of the region experience poorer health, economic and social outcomes, and higher than average levels of deprivation than other areas of England (Bramley et al., 2020). The region has seen a steep increase in drug overdoses in recent years (Price et al., 2024) and has the highest levels of alcohol-related morbidity and mortality in England (Office for National Statistics, 2024). Trauma is recognised as unequally affecting marginalised populations, including PWUS (Hatch & Dohrenwend, 2007). Trauma can be defined in different ways, but is broadly often used to describe an event or series of events which have ‘lasting effects on the individual’s functioning and mental, physical, social, emotional, or spiritual wellbeing’ (Substance Abuse and Mental Health Services Administration, 2014, p. 7). Trauma commonly shatters people’s perception that they feel safe in their environment and their relationships (Substance Abuse and Mental Health Services Administration, 2014). Recognising the trauma experienced by many people we engage with and the challenging social and political background to our research, our focus is on what we have been able to do to ‘care for and support the wellbeing of PWUS and the research team’ in these projects. To do this, we draw on concepts from Feminist Ethics of Care Theory, which is discussed below before we move to the examples.


1.1. Concepts from Feminist Ethics of Care to Explore PICE

In terms of positionality, the key underpinning tenet of Feminist Ethics of Care Theory is that it recognises all people as interdependent and relational, and in need of care in all spheres of life, that is, in families, friendships, and in public settings including workplaces where PICE might take place such as community or University settings (Barnes, 2012). Feminist Ethics of Care Theory helps us to understand and theoretically recognise that certain people are positioned to need care in particular contexts, while others can be overlooked (Tronto, 1993). For example, public contributors might be seen to need care, but the research team may not. However, all people need care, and they need to feel supported to care for others as well as possible. Care has been defined broadly by seminal ethics of care theorists as ‘… everything that we do to maintain, continue and repair our world so that we can live in it as well as possible’ (Fisher & Tronto, 1990, p. 40). More recently, and drawing back to the title of this chapter, a conceptualisation of ‘good care’ is as ‘Persistent tinkering in a world full of complex ambivalence and shifting tension’ (Mol et al., 2010, p. 10). Mol et al. (2010) and colleagues have helped us to understand that ‘good care’ involves finding context-based solutions to situations through adapting and responding, and they note that what constitutes good care in one context may not be the same as in others. Importantly, feminist ethics of care scholars argue that the micro process of care, and people’s capacity to ‘tinker’ to enact the best care they can, is shaped by macro processes and structures. In this chapter, we draw on these ideas. We present examples from our work as case studies, and in doing so, we ask YOU, the reader, to consider what we might do to care as well as possible for those involved in PICE with people who use substances.




2. Case Study Examples


1602.1. Practical Challenges of Doing Inclusive Intervention Co-design

The first research project we present as a case study explored opportunities to improve care for people experiencing co-occurring heavy alcohol use and depression across the North East region. During the project, we worked with PWUS with co-occurring depression to develop a digital resource to support them. The reflection below concerns the first of three co-design workshops we ran as part of the project.

When planning the workshop, ensuring the 20 workshop attendees would feel comfortable and safe was a priority for us, above and beyond any research activities. We spoke to the project patient and public involvement and engagement (PPIE) group (five PWUS/unpaid carers of PWUS) about what might make people feel comfortable, and they suggested a venue that they felt the attendees would be most familiar with. As a research team, we also drew on our experience of running co-design workshops with people with poor mental health in previous studies, which had highlighted the value of working in small groups to support people to contribute freely, and to have a key contact they could go to with any concerns. We ensured that we had enough helpers so that the public contributors could work in groups of three or four people. We also felt it was important to involve helpers with knowledge of the subject area and who had worked in a formal setting with our study population. At the same time, this offered the helpers the opportunity to use their expertise and to develop skills in PICE. We had pre-workshop meetings with these helpers to ensure they were happy with our plan for the workshop activities. As a group, we discussed what we would do if people were to attend under the influence of substances and agreed that if they were able to contribute without disrupting others, then they could be involved, but if any individual was disruptive, then we may have to ask them to leave. We would recommend pre-workshop meetings to help research teams share ideas and think collectively about issues that could arise.

However, while we were able to prepare for some issues that arose, there were several practical (discussed below around accessibility), but also emotional concerns (not wanting to stigmatise or retraumatise people) that emerged during this workshop. The venue was accessible and familiar to many and seemed to put some people at ease. However, it was also very noisy. Near the beginning of the workshops one attendee approached us and asked if we could reduce the noise because it was making them feel uncomfortable. There was little we could do about this once everyone was there and managing this contingency was proving to be difficult. Sometimes when conducting PICE there will be concerns like these that might not have been previously considered, nevertheless, these types of concerns need to be dealt with swiftly and effectively, so we explained that they could take breaks or leave if they wanted to. Another person arrived with their dog, but the venue didn’t allow pets so they couldn’t attend. We hadn’t prepared for this despite knowing that pets can be very important for some people in recovery from substance use (Kerr-Little et al., 2023). Another issue that emerged was that in the planning we focussed on people’s experiences that were relevant to the topic 161of our project, that is, experiences of heavy alcohol use and depression rather than thinking about people as having a range of identities and experiences that need to be accommodated for workshops to be inclusive. One participant was a wheelchair user, and while fortunately the room was accessible, this was not something we had explicitly considered prior to the event. Taking stock here and reflecting on these concerns with Feminist Ethics of Care Theory, a key learning point was that PWUS, and other marginalised communities are not homogeneous, and it is important to think about and consider the broader range of identities that exist within specific research populations (McGovern et al., 2024) as we plan, develop and deliver research to make it inclusive (Addison et al., 2022) to ensure people feel cared for. In the future workshops for this project, we thought more broadly about inclusion and have used venues that have more breakout spaces to limit the noise and tried to source venues that are pet friendly, although this is not always possible.



2.2. Shaping Engagement to Meet People Where They’re at

The second study evaluated a newly developed UK National Health Service based role to support patients who drink heavily and regularly attend Accident and Emergency settings in North East hospitals. At the start of the project, we set out to establish a PPIE group of people with experience of alcohol dependence so they could contribute to a project that could directly affect them, helping to develop research materials and the recruitment strategy, as well as supporting data analysis and project dissemination. We planned for this group to meet in person, face-to-face (rather than online) due to our awareness of digital exclusion potentially experienced by this population.

We were able to draw on existing networks of PPIE individuals and organisations to establish this group, while others were identified through a recovery organisation. Here we would argue that maintaining fieldwork relationships with public contributors is essential to be able to move quickly and respond to funding and fieldwork pressures of involvement. In this sense, we were helping to contribute to building research capacity within these communities, but also continuing to ensure new voices were involved in the project. These prior connections also meant that many individuals were known to each other, and some had worked together in a PPIE role before. The group also consisted of individuals who were often several years into their recovery, and they were able to reflect on their use, their involvement with services, and their recovery needs over time. As such, they appeared able and better prepared to reflect on their own experiences. Arguably, this increased self-understanding and reflexivity among the PPIE group meant that these members were able to give and contribute to critical and in-depth discussions.

It is important to keep in mind that both working in groups and sharing their own traumatic experiences openly can be difficult for PWUS, whatever stage of their recovery or previous experience of PICE (see chapter by Adams and Ramsey in this collection). We also found, as others have reported in this collection, that during the PPIE sessions, a few people told us that they wanted 162to be involved in the project but did not feel comfortable sharing their thoughts in a public group setting. We made space for these important concerns and then talked with these members individually to ask how we could support them to continue, and agreed to set up one-to-one sessions between them and a member of the research team. Understanding your own positionality, reflexivity, and reflectiveness as a researcher, and in the context of feminist ethics of care theory, making situational adjustments and considering the needs and experiences of all your research PPIE group, is key to inclusive and high-quality research. In the end, this was a relatively straightforward adjustment for the research team, which, although it meant factoring in extra time for receiving PPIE feedback, allowed a more inclusive approach that led to ongoing involvement from PPIE members.

Alongside the group of individuals with direct personal experience of alcohol dependence, during the project we established a PPIE group of unpaid carers who had experience of supporting an individual who drinks heavily. This group said they were happy to meet online via videoconferencing software which widened participation and involvement and allowed members living in rural areas to engage. Despite this widening of access, in relation to Feminist Ethics of Care Theory, this also meant a different approach was needed in managing the emotional group discussions. One carer had recently experienced the bereavement of a loved one who had experienced addiction. The carer openly shared their distressing and traumatic experiences with the group. While listening to their experiences was helpful in setting the complex real-world context of the issue, this was difficult to manage within online PPIE sessions to ensure other members were not upset or had their trauma re-triggered by the topic (Edelman, 2023). On reflection we could have factored in well-being follow-up calls with participants to check-in after the sessions and this is something we would do in future. We noted that face-to-face in-person meetings have allowed the research team to have more informal debriefs with participants, or to follow-up with individuals in a one-to-one conversation. Contingency management and processes which reduce emotional discomfort among PPIE groups will always be welcomed by those we involve in research projects.

The emotional experience of listening to and managing PPIE members share their often-traumatic experiences can also take its toll on the research teams (Williamson et al., 2020). To manage this and support our own well-being, we took time to reflect and discuss the meetings after each session, both immediately after PPIE sessions and the following week. This gave us time to consider any immediate reactions, but also gave us time to process conversations. During the study, we also built in group reflection sessions to share our thoughts about our work more broadly.



2.3. Building on the Skills and Expertise of Local Advocates

The third project aimed to design and evaluate an intervention to improve access to physical health care for PWUS in one region of the North East. At the outset of this study, we had fewer existing relationships with members of the public 163and relevant community organisations than for the studies mentioned above. We were aware that we would need to spend a significant amount of time building trust and relationships to start the process of PICE. Fortunately, near the start of the project, our project funder introduced us to two individuals who were very active within the recovery community and keen to be involved in the research. We observed the enormous value of these individuals, whom we will refer to as advocates, in helping to drive the research forward, supporting us to connect with PWUS and community organisations we wouldn’t have reached as easily without their help, and supporting other members of the community to get involved in the project.

One advocate was working in the recovery community and also had an interest in research. They used their vast network and contacts to connect us to relevant community organisations during the initial phase of data collection. This advocate also became part of our project steering group, and we secured additional funding to support and recognise their expertise and contributions. The other advocate was also closely networked in the recovery community, and their networks and skills were invaluable for helping to establish the study PPIE group and encouraging other PWUS to get involved in it. They acted as a point of contact for some PPIE group members who were not easily contactable via phone or email. They passed on communications, helped with transportation to group meets, and kept our research team updated about these PPIE members’ continued involvement in the group. As the project progressed, we noticed how the advocates supported other PPIE members during discussions and observed reciprocal benefits for them in relation to how these PPIE members grew in confidence. The social identity model of recovery (SIMOR) recognises that activities that involve helping others (especially if the outcome is positive) can be beneficial to the identity formation and the recovery of those providing the help or care (McGovern et al., 2021). The advocates also helped us to navigate tricky conversations in co-design workshops, they supported the conversations, and were able to explain the service in a way that was familiar to other PWUS.

Despite the enormous value of the advocates, we had not considered that presenting the project as leading to intervention development in the co-design workshops could mean that our role as researchers could be blurred for some PWUS who attended. In the early workshops attendees would ask us service specific questions such as hiring processes, budgets and service regulations, which we were not able to answer. This misunderstanding meant that focus was drawn away from the planned co-design activities. In response to this, as the project progressed, we invited someone who was involved in the service delivery of the intervention to attend the workshops to limit confusion. Having this person in the workshops meant that queries or concerns could be clarified, and we could focus on the research elements. In these workshops PWUS indicated they could see that they were contributing to a new service that they and their peers might directly benefit from in the immediate future. Overall, our experience demonstrated the value in having advocates and someone involved in service delivery alongside the research team to ensure the foundations of understanding were in place.




3. Discussion

164PICE is a relational practice, and ensuring those involved are cared for is essential. Drawing back to the concepts from Feminist Ethics of Care Theory, our examples illustrate just some of the ways we have tried to ‘tinker’ or adapt to care for people during PICE involving PWUS. For example, we planned for small group work, adapted the ways we engaged with people in response to their requests, for example, by holding individual meetings rather than groups, and involved community advocates and health and social care practitioners to help people feel comfortable and to facilitate their understanding. We have touched on how these care practices were shaped by the wider social contexts of our research, which in these cases were the time/funding that were available to do the research. In this final section, we consider the main issues that our examples suggest are needed to support ‘good care’ for all the people involved in PICE with PWUS.

Being inclusive and paying attention to diversity is recognised as a fundamental principle of PICE (Imison et al., 2022) and is undoubtedly necessary to ensure people feel cared for. Our examples highlighted the pivotal importance of looking beyond people’s identities of the topic under study to consider their broader needs and identities to facilitate inclusion in PICE. We also illustrated that being inclusive involves giving people a choice about how they engage in PICE. This resonates with others who have noted that offering choice about modes of engagement, whether that be in groups or individuals (Hayashi et al., 2012), online or in-person, is pivotal for inclusive PICE with PWUS. We also noted the importance of public contributors having a clear understanding of why they are there and who is involved in the research before any meaningful activities take place. Undoubtedly, these examples show that being inclusive in PICE with PWUS to ensure people are cared for involves making contextual adaptations and responding to need.

A key factor that has supported caring for PWUS in PICE in all these examples has been the relational support from individuals and organisations with specific skills of working with this population. In the co-design workshop, discussed in the first example, we were lucky enough to have helpers who volunteered their time to support the PWUS in smaller group activities. Likewise, having the advocates involved in the third example, who also had professional expertise, gave the team reassurance that if any participants were distressed, we could keep them safe and ensure their well-being. Therefore, having these people involved helped to ensure public contributors were cared for as well as possible. However, and importantly, being able to make adaptations and involve helpers and advocates can take time and use significant resources. In our examples, we were fortunate to have access to additional resources and time, but without these, it might be more difficult to get these foundations right. Many research funders now recognise the need to fund PICE appropriately, and our examples illustrate the need for flexibility within budgets to respond to new issues that emerge during research processes. For example, we were able to source extra funds to pay for the advocates to support the work.

165PICE with PWUS can be emotional for all involved, including the research team. A common experience reported by other substance use researchers, that we noted in the second example, is managing the impact of discussing traumatic experience (Clover, 2011). In the first example, we noted that we felt upset when a public contributor couldn’t attend the workshop because they had their dog with them. This led to us feeling upset because we felt we hadn’t cared for this person appropriately. As noted in the introduction, the emotional impact of PICE work on researchers can be overlooked when trying to provide the best care possible for the public. Overall, we have felt cared for in our work in these projects, but this has been informally organised rather than formally supported within university systems. Undoubtedly, we have benefitted from working in a team who understand and have their own experiences of PICE. We would argue that this work could be more challenging for postgraduate student and researchers working alone and that there should be structures within universities which provide this support.



4. Conclusion

Other researchers have pointed to the value of feminist ethics of care theory for understanding the relational elements of PICE (e.g., Brannelly & Barnes, 2022; Groot et al., 2019). Here, we have contributed to this literature by considering how it can help us to understand some dimensions of PICE with PWUS. It has helped illuminate that the micro-interactions of care and our capacity to be responsive and change our practices are shaped by the social contexts. Good care in PICE work with PWUS needs research teams who are willing to adapt to the different context they find themselves in, and this can only take place in well-resourced environments where everyone is cared for as well as possible.
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Abstract

169Refugees are often underrepresented in health and social care research, which in turn can undermine their representation and involvement in the provision of services. Refugee research can be multilayered and complex with challenges that are both explicit and hidden. In order to understand the inherent challenges, we explore the core theme of power and its influence in refugee research. Power imbalances are embedded in many aspects of the lives of refugees, and this can be echoed in the dynamics of research. Power can be experienced through the history, structures, and practice of knowledge production; it can be seen in the exclusion of marginalised voices, and it can be played out in the processes and structures of research partnerships. Within this chapter, researchers are encouraged to challenge the many barriers to inclusion for refugees and address the role of power dynamics in research. Co-produced research, whilst presenting its own difficulties, has enormous potential to create meaningful and situated shared knowledge which enhances the voice and presence of refugees. However, unless researchers challenge their own need for power and address the structural power that surrounds them, they risk exacerbating existing power imbalances.
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Introduction

170Research promoting public involvement, co-production, and community engagement (PICE) is of growing importance in addressing health and well-being concerns (National Institute for Health and Care Research, 2020). Despite researchers’ efforts to engage members of the public, health research continues to minimise the voices of minoritised populations, often due to a lack of researcher awareness, capacity, or funding (Fiske et al., 2019). This has particular importance in health, as services purport to be evidence-based, yet some of the most vulnerable communities, including refugees, are absent from the evidence on which practice is based (Amann & Sleigh, 2021).

In order to design healthcare that is ‘fit for purpose’, evidence needs to reflect the insights, values, and experiences of diverse populations (Amann & Sleigh, 2021). Public involvement ensures that evidence reflects the real world of those most effected by health inequalities, ensuring their representation (Fiske et al., 2019). Refugees are defined as having a well-founded fear of persecution, leading to their involuntary movement from their home region. They also have complex, often unmet, health needs, and are frequently absent from health research evidence (Harley & Wazefadost, 2023). Research involving refugees includes all the complex linguistic, ethical, methodological and analytical challenges inherent in any cross-cultural study (Van de Vijver & Leung, 2021). However, research can be a particularly high-stakes activity for refugees resulting from power imbalances, legal precarity, and the politicisation of migration (Clark-Kazak, 2017).

Within this chapter we aim to reflect the core issues in refugee research relating to PICE. The breadth of ethical and practical issues inherent in refugee research are beyond the scope of this chapter, and we refer readers to works exploring these in greater detail (Clark-Kazak, 2017; Global Compact on Refugees, 2024; IASFM, 2018). Instead, we introduce the principles of co-production in refugee research, focussing on the influence of power on researchers, partners, and researched populations.



Undertaking Co-produced Research with Refugees

Participatory research methods, such as co-production, are growing in popularity in migration research due to their potential to engage participants, improve the relevance of findings, and enhance academic rigour (Global Compact on Refugees, 2024). The concept of co-production was introduced in the USA in the 1970s and 1980s by academic economist Elinor Ostrom and civil rights lawyer Edgar Cahn. They recognised how engagement between service providers and recipients improved outcomes in their respective fields (Cahn, 2000; Ostrom, 1996).

It has proved difficult to achieve a unified definition of co-production, as the concept is described as ‘slippery’, ‘woolly’, and ‘muddled’ (Oliver et al., 2019). However, all definitions encompass the principles of actively engaging stakeholders throughout the research process in order to work in partnership towards shared discovery (National Institute for Health and Care Research, 2024; Lokot & Wake, 2021).

In health and social care, co-production forms part of a ‘participatory zeitgeist’, capturing the spirit of service improvement through empowerment 171(Palmer et al., 2019). Health research increasingly reflects the principles of power sharing, inclusion, respect, building and maintaining relationships, and reciprocity (National Institute for Health and Care Research, 2024). Support for collaborative research is strong, with multiple gains identified for both researcher and participant. These include interpersonal gains such as enhanced trust, capacity building, and skills development, and improvements to the quality of the research evidence due to increased reflexivity, meaningful and accurate data, and sustainable outcomes (Lokot & Wake, 2021).

Crucially for minoritised populations, like refugees, co-production has the potential to tackle unequal power dynamics and challenge the dominant hierarchies in knowledge production (Pincock & Bakunzi, 2021). Instead of a researcher led enquiry there is an exchange of ideas, through ‘dialogical teaching and learning’ rather than extraction (Marzi, 2023, p. 4). Findings are therefore meaningfully ‘situated’ in the context of the participant, so that what is learnt together has greater meaning and potential for application to practice (National Institute for Health Research, 2020).



Power and PICE

Researching refugee lives often centres on issues of power. Power imbalances are embedded in many aspects of the lives of refugees and can be echoed in the dynamics of the research process. Here we explore several key aspects of power in the use of PICE for refugee research, including issues associated with knowledge production, the underlying disempowerment of refugees, the role of ‘voice’ in research, and the importance of partnership working.


Power and Knowledge Production

Much could be said here about the power dynamics in knowledge and research, which can vary from epistemological values to practical application. Participatory research may be more challenging for researchers than many traditional research methods, as it demands greater awareness of power dynamics, reflection and a willingness to relinquish control (Hernando-Jorge et al., 2024). True partnership working requires researchers to reconsider strongly held epistemological beliefs, challenge systemic and institutional norms and relinquish their power, all of which can be personally and professionally difficult.

The researcher, who may have fought hard to achieve status and an element of control, must surrender this, humble themselves and tolerate the discomfort of ‘not knowing’ in their work (Albert et al., 2023). Instead, they must desire collective knowledge creation and embrace ‘other(ed)’ ways of knowing (Thambinathan & Kinsella, 2021). Once they have undertaken this personal shift, they are likely to see the structural challenges inherent in traditional academic settings.

The research context and process contain multiple barriers to co-production driven by imbalances in power. On an epistemological level, there are calls to decolonise research by acknowledging, challenging, and minimising Eurocentric research methods that undermine the knowledge and experiences of marginalised 172populations (Keikelame & Swartz, 2019). This is a moral imperative, particularly when working with populations oppressed by colonial legacies; however, this can be particularly challenging in a Western/Northern academic context, which is characterised by the control of so many core elements of research, such as ethics, funding and other structural expectations (Thambinathan & Kinsella, 2021). Researchers may be expected to uphold these traditions whilst navigating the need to release control to others, creating a complex interface between the institution, the researcher, and the researched.

On a practical level, the ways in which research is structured and funded in Northern academia directly limits opportunities for co-production and perpetuates existing power imbalances (Freedman et al., 2024). The systems employed to design, fund, conduct, and disseminate research all prioritise academic and institutional gains over equitable collaboration, which places non-academic partners and vulnerable participants/co-researchers at a disadvantage (Freedman et al., 2024). Knowledge production is typically ‘top down’ with core decisions ‘locked in’ early in order to secure funding, meaning than non-academic partners are often excluded at crucial points of the process (Shuayb & Brun, 2021).

Whilst the challenges are acknowledged, the role of power imbalances is particularly significant when working with disempowered groups, such as refugees. They are amongst the most underserved and unheard people in any research context (Fiske et al., 2019; R⊘hnebæk & Bjerck, 2021) and despite 80% of the world’s refugees living in the Global South, the vast majority of research into their needs is conducted and published by scholars and organisations in the Global North (Mistry, 2024). This places the voice of refugees in the hands of privileged Northern academics, who decide what to study and fund, how to conduct the research, and how/where to disseminate findings (Mistry, 2024).

PICE has the potential to reduce harm and mitigate power imbalances within entrenched systems of inequality (Alexander et al., 2022; Shivakoti & Milner, 2022). However, if the researcher is to avoid perpetuating paternalistic or neo-colonial behaviour, partnerships need to be approached with sensitivity and care (Keikelame & Swartz, 2019; Thambinathan & Kinsella, 2021). Networks between parties, particularly in Global North and South collaborations, need to have tangible gains for all parties, addressing the additional resources required by researchers in the South, and fostering genuine, lasting solidarity (Shivakoti & Milner, 2022).



A Disempowered Population

Power is a feature of all research, but arguably, refugees and people facing forced migration are amongst the most disempowered populations being researched (Radl-Karimi, 2020). Their experiences before, during, and after flight are characterised by high levels of exclusion, marginalisation, and passivity, which can be echoed within the research process. Power issues arise from the lack of presence of refugees within research and the influence of polarising narratives.

The decision to undertake co-produced research with refugees requires attention to a number of issues affecting participant involvement for authentic 173partnership working, and the creation of safe and democratic research ‘spaces’ to promote discourse (IASFM, 2018). Given the potential safety risks for refugee participants, which can include stigma, physical harm and legal issues such as deportation, safety is likely to be a significant barrier to active participation (Amann & Sleigh, 2021).

Creating a safe space can take many forms, but should include environment, pace, and communication to ensure physical, psychological, and cultural safety (Harley & Wazefadost, 2021). Each participant in each study will have unique safety needs, which may be unexpected, hidden, nuanced and may change during the research process (IASFM, 2018; Pincock & Bakunzi, 2021). Ideally, research should be beneficial to all involved parties, yet it is frequently most beneficial to the researcher (IASFM, 2018). Taking time to identify potential gains, such as skill development and financial remuneration is valuable (Freedman et al., 2024), and time taken to understand the motivating factors of potential participants can be an important part of ensuring the research process is meaningful and not exploitative.

The desire to protect research participants can be unwittingly disempowering, and assumptions about the perceived vulnerability of refugees can further rob them of agency, hindering their attempts to take ownership in studies (Amann & Sleigh, 2021). Giving voice to a disempowered population requires us to enable refugees to shape their own dialogue (R⊘hnebæk & Bjerck, 2021). It can be tempting for researchers to assume that the focus of refugee research should be on narratives of loss, victimhood, and deprivation. Similarly, there is a drive to portray a counter-narrative of resilience and the ‘model minority’ (Radl-Karimi et al., 2020; R⊘hnebæk & Bjerck, 2021). Both of these reductionist narratives can shape the direction of research, influencing the formulation of research questions, analysis, and conclusions. Working in co-production enables a more nuanced and varied message based on real lives, real challenges and real capacity, challenging the labels of vulnerability.

It takes time and sensitivity to create a supportive dialogue, and the skills required are not ubiquitous. The researcher needs to show flexibility (Marzi, 2023), leadership (Lokot & Wake, 2021), and emotional intelligence (Hernando-Jorge et al., 2024). Only when a safe space has been constructed is the potential for collaborative knowledge production truly maximised (Albert et al., 2023). We would recommend adopting what Carl Roger’s defined as the ‘core conditions’ of a safe relationship – empathy, congruence and unconditional positive regard (Rogers, 1950). By taking time to consider the perspective of the participant, at depth, it becomes easier to see the risks and challenges they face, and responding with empathy to their needs makes them feel held and understood. Congruence is a form of honesty, and is fostered through open communication and clearly defined roles and responsibilities. Finally, unconditional regard ensures that all participants are valued and acknowledged as knowledge creators (Harley & Wazefadost, 2023). These three ‘states’ create conditions in which parties feel understood, well informed, and secure; they are treated with dignity and respect, and can trust the people and the process (Pincock & Bakunzi, 2021).



Power and ‘Giving Voice’

174If the researcher seeks to widely represent refugees in research, they need to consider the ‘voicelessness’ of many refugees as a significant power imbalance. Refugees are certainly under-represented, and despite being the most affected by policy decisions, they are the least involved in the policy-making process (Mistry, 2024).

Involvement should include consideration of ‘who?’ and ‘when?’. By asking ‘who is not here?’ on a regular basis, the researcher can ensure their work has greater representation, explicitly reporting gaps and acknowledging the implications of absent groups (Cin et al., 2024; Turnhout et al., 2020). Giving voice to refugee communities is complex, in particular because there is no unified refugee voice (Harley & Wazefadost, 2023) as there is enormous diversity of experience between people with different demographics, such as age, gender, ethnicity, or faith. Additionally, refugees may have other differences related specifically to forced migration, such as legal status, living circumstances, and number of years in exile, which can create major differences in need and experience (R⊘hnebæ & Bjerck, 2021; Shuayb & Brun, 2021). Inviting the ‘right’ voices to enrich research requires the researcher to be transparent about their process and navigate the heterogeneity across refugee groups in order to be genuinely inclusive (Radl-Karimi et al., 2020; R⊘hnebæ & Bjerck, 2021). Within refugees groups, there are people who are ‘hard to reach’ amongst the ‘hard to reach’, making it difficult to represent those beyond the more vocal and capable (Cin et al., 2024; National Institute for Health Research, 2020). The most ‘available’ people are often sought for multiple studies, meaning that their voices could be amplified at the expense of others, with some people experiencing research fatigue and others being excluded and under-researched (Lokot & Zreik, 2024).

In answer to the question ‘when?’, it is clear that refugees should be present as active partners throughout the research process, not once the key decisions have been made (Cin et al., 2024; Turnhout et al., 2020). Often co-production is ‘retro-fitted’ into the project when it should be designed into the project to ensure that involvement is an explicit feature of the study (Lokot & Zreik, 2024). Another feature of giving voice to participants lies in language. Language is not a neutral backdrop to research as languages are often afforded a great deal of power (Squires et al., 2020). Undertaking research across language barriers may be an essential part of the access agenda in line with PICE principles, ensuring that research reflects the widening diversity in our communities; however, non-English speakers are often excluded from participating in research (Egilsson et al., 2022). This can be because researchers do not see the relevance of including them, do not feel skilled enough or do not have the funds to support interpreters, or because limited guidance is available (Nikulina et al., 2019). It is impossible to undertake cross-cultural research without attention to linguistic barriers and willingness to address them (Squires et al., 2020). This injects another layer of complexity, planning and cost for the researcher, without which they are automatically excluding large groups of potential participants. Providing interpreters and translated materials is an obvious start. However, this does not automatically solve all linguistic 175problems, and attention should be paid to conceptual equivalence across dialects, continuity across multiple interpreters, interpreter influence, and the loss of subtle meaning (Egilsson et al., 2022). In addition, researchers need to ensure that invitations reach people who do not speak the dominant language, and undertake robust reflexivity to identify and challenge biases (Squires et al., 2020).

Working in co-production is reliant on the ability to understand and be understood, with language as the primary means of conveying subtle and often abstract messages. The principles of co-production, if applied effectively have the potential to enhance understanding and broaden the researchers’ awareness of the multiple linguistic influences that shape the messages they receive (Squires et al., 2020). The aim is to create linguistic equality (Nikulina et al., 2019), which requires both openness to the impact of language and willingness to address the challenges it creates. Arguably, the process of managing language and giving voice is best undertaken in collaboration. By making all relationships explicit and being clear about roles and expectations it is possible to minimise power dynamics and develop the participatory roles of interpreters as co-researchers (Egilsson et al., 2022). Like all relationships in co-production, interpreters inhabit a delicate and complex position; they can be powerful, pressured and vulnerable (Radl-Karimi, 2020; Tiselius, 2019). In co-produced studies the role of the interpreter should be developed, with recognition that they are a valuable asset to the research process (Radl-Karimi, 2020).



Power and Partnership

Co-production is a partnership activity, but the process of engagement is complex. Partner organisations can provide essential cultural brokerage, enabling access to a wide range of people who might otherwise be inaccessible to the researcher. However, the precarious, rapidly changing, underfunded nature of refugee services and organisations; coupled with multiple stakeholders, social/political sensitivities, and entrenched power hierarchies, all place the community partners in a vulnerable place from which to negotiate their needs (Freedman et al., 2024; Lokot & Wake, 2021). Whilst they create valuable points of access, they may also select participants/co-researchers that align with their own perspectives or are not wholly representative of the wider community (Lokot & Zreik, 2024). Agencies and organisations will each have their own agendas, which, if not understood and explored, can shape the power dynamics, creating gatekeeper roles that limit engagement (Gibbes & Skop, 2020).

Despite all the potential benefits of co-production with partner agencies or groups the complexities can make a win-win outcome difficult to achieve and somewhat idealised (Gibbes & Skop, 2020). Instead, co-production partnerships require tentative alliances and considerable compromise (Shivakoti & Milner, 2022). It requires the willingness to recognise and disrupt power hierarchies, accept the messiness of the research process and the unpredictability of outcomes. Practical approaches, such as the avoidance of formal titles, the use of diverse methods (such as small group discussions and limiting the reliance 176on language through the use of creative approaches), can help to flatten the hierarchy and prioritise input from those without power positions (Lokot & Wake, 2021). In partnerships, it may not always be possible to fully or instantly enact all co-production principles, and researchers should embrace the principles as an ongoing journey rather than a final result (Gibbes & Skop, 2020; Lokot & Wake, 2021).

Partnerships often fail to prioritise the outcomes of the most vulnerable party in order to meet the controls and outcomes favoured by Northern academics (Alexander et al., 2022). In response, Shivakoti and Milner (2022) advocate for a shift from partnerships to supporting localised knowledge production, providing support and funding to institutions and groups in situ, who have contextual knowledge. This is both feasible and beneficial, addressing existing inequalities and broadening perspectives in refugee research (Shivakoti & Milner, 2022).




Recommendations for Co-production in Refugee Research

There are many practical recommendations for conducting co-produced research, including chapters within this text. In addressing co-production within refugee research, we recommend the contributions of the Global Compact on Refugees (2024), Mistry (2024), and Harley and Wazefadost (2023) for their ability to highlight best practices. Our personal recommendations focus on the researcher’s development to address the personal and structural challenges ahead through a mixture of humility and courage.

Humility may seem an unexpected suggestion for academic roles that are often steeped in ideas of status and power. Researchers are encouraged to elevate their role and status in research in order to meet the demands of the sector. However, this undermines the heuristic process and thrusts the researcher into the burdensome and impossible role of ‘expert’ in the lives of others.

The need to be unknowing and inexpert is often uncomfortable, but it is the very essence of discovery, as we must be willing to tolerate the unknown so that we don’t only find out what we already know. Phenomenologist Clark Moustakas described this process as akin to the way we locate an empty seat in a dark theatre – the sense of feeling our way and using clues to locate what we need to find (Moustakas, 1990). Disempowering ourselves is a privilege because it is a choice. It is the first step towards solidarity and the acknowledgement of others’ expertise and knowledge.

Another personal development that is clearly valued in the literature on co-production lies is positionality and reflexivity. The ability to set aside judgements in research is contentious, but understanding one’s influences, biases, and perspectives can be a valuable step. Taking time before, during and after a project supports the development of critical reflection. We would urge you to explore varied ways of engaging in reflexivity, the more creative and exploratory the better. Engaging in any activity designed to turn the attention inward enables the researcher to explore their response to power, enhance their accountability and understand how their identities, preconceptions and motivations may affect the research process and findings (Harley & Wazefadost, 2023; Lenette, 2022).

It 177takes courage to humble oneself, but here we are asking you to be courageous on behalf of others. We have described many systemic challenges facing the researcher, and having the courage to name the injustices and barriers that impede PICE is crucial. Researchers, especially early career or novice researchers, rarely have real power to effect change, but they have evidence of the value of co-production, and often soft skills to persuade others. Organisations may say ‘no’ as a matter of course, but when information is presented in a compelling form, and with enough voices, they will frequently find a way to make things happen. Use networks, the power of expert peers and the evidence base to convince others of the validity of PICE, and do not shy away from naming approaches as unjust and discriminatory.



Conclusion

Co-production in research with refugees and people experiencing forced migration is a nuanced and complex process, but one with the potential to reduce the power imbalances inherent in refugee research. It does not, however, guarantee a win–win outcome or the reduction of existing inequalities and power hierarchies (Freedman et al., 2024; Gibbes & Skop, 2020). Pincock and Bakunzi (2021) highlight how power relations are often overlooked in co-produced refugee research, masking underlying power imbalances and leading to symbolic or tokenistic involvement (Freedman et al., 2024).

Through the process of preparing this chapter we have identified multiple strands of power related challenges and explored the potential of co-production as a means of addressing them. There are inherent power challenges in being a refugee, being part of an academic structure, working in partnership and undertaking knowledge production. All of these have the potential to derail attempts at co-production, undermining voices, reducing safety and creating disharmony.

Our key messages hinge of the researchers’ abilities in relationship building and reflexivity. Without the capacity to build, manage and maintain respectful, honest and genuinely collaborative connections with partners and co-researchers the research is doomed to fail. Without understanding ones biases, being open to different perspectives and undertaking honest reflexive exploration, the power challenges will remain unaddressed.

The breadth of experiences in the lives of refugees and the socio-political structures in which they live can make it extremely difficult to capture evidence that is meaningful. The researcher bias can cloud their vision, leading the research direction and reducing the opportunity for genuine discovery. Their fears can lead them to employ well-meaning protections against perceived vulnerabilities, which undermine the presence of the co-researching refugee. A desire for control can create a tussle between stakeholders, without recognising that all parties may wish to control the process and achieve their own outcomes.

The answers lie in the foundation principles of co-production: power sharing, inclusion, respect, building and maintaining relationships, and reciprocity (National Institute for Health and Care Research, 2024). The researcher needs to begin by seeing the context from multiple perspectives in order to adopt the role of 178informed facilitator (Nikulina et al., 2019). The process of partnership requires an understanding of each member organisation or individuals’ motivations, navigating the gap between the needs of participants and partners and the demands of academic structures. By investing in core relationship goals through open, trusting and respectful engagement it becomes possible to create the safe and collaborative spaces needed for all parties to be heard and seen (Albert et al., 2023).
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Abstract

Parental substance use is highly prevalent worldwide, presenting major child safeguarding and public health concerns. Evidence-based interventions aim to reduce risk to the child through primarily focussing on the parent, often overlooking the specific needs of children and young people. Partnership approaches to intervention development, from consultation to co-production with public members, are needed in designing interventions for children and young people who experience parental substance use. Within this chapter, an example of involving children and young people with experience of parental alcohol and/or drug use in research and intervention development will be provided. There will be an acknowledgement of the tension between the importance of active involvement of children and young people in research that concerns their well-being, and the recognition that children and young people may experience additional vulnerabilities or risks. The chapter will conclude with four steps to providing opportunities for enhancing young people’s agency in public involvement research. There needs to be a shift from viewing young people as vulnerable or risky due to their experience of adversity or parental substance use, 184to viewing young people as capable of being change agents. This is all whilst acknowledging the real sense that young people may need external support and assistance, but this should be carefully navigated with the young people themselves.

Keywords: Children; young people; parental substance use; intervention development; co-production; public health; public involvement and engagement; agency



Introduction

Prevalence estimates of parental substance use vary globally it is suggested that between 2% and 37% of children live with at least one parent who uses substances problematically (European Monitoring Centre for Drugs and Drug Addiction, 2008; Galligan & Comiskey, 2019). For this chapter, parental substance use includes the problematic use of alcohol and/or illicit drugs, as well as the misuse of prescription drugs by one or both parents or formal caregivers. Many of these children and young people go on to experience a wide range of physical, behavioural, emotional, and social impacts due to parental substance use (McGovern et al., 2018, 2023; Muir, Adams, et al., 2023; Velleman & Templeton, 2016). Systematic reviews exploring the evidence-based interventions to alleviate the impact on children and young people, found that interventions tend to focus on the parent who uses substances, with the aim of reducing risk to the child (McGovern, Newham, et al., 2021, Moreland & McRae-Clark, 2018). Whilst these interventions showed some positive affect on child outcomes, the reviews concluded that child-targeted interventions were also needed to address the lasting impact of substance use. Currently, child and young person-focussed interventions are limited and have mixed and low-evidence of effect (Barrett et al., 2023; McGovern, Smart, et al., 2021). Research has also shown that there are limited interventions that have been co-produced with multiple stakeholders in a power sharing approach, especially involving children and young people with lived and living experience of parental substance use (Barrett et al., 2023).

The Medical Research Council framework for complex interventions recognises intervention development as the first of a series of interconnected steps in the development-evaluation-implementation process (Craig et al., 2008; Skivington et al., 2021), but this framework lacks sufficient detail and specificity to inform intervention development. A recently published taxonomy of approaches to developing interventions outlines eight separate categories for development, inclusive of partnership or population-centred approaches (i.e., active partnership with end-users), evidence and theory-based approaches (i.e., using existing evidence), implementation or efficiency-based approaches (i.e., does it work in the real world), stepped approaches (i.e., taking a systematic process), intervention-specific (purposefully developed for a specific intervention) 185or combination approaches (i.e., combining existing approaches; O’Cathain, Croot, Sworn, et al., 2019). The partnership approach involves active engagement of stakeholders, including the public, in developing interventions, throughout the whole process from decision making to design, which can facilitate the development of feasible, efficacious, and context-sensitive interventions (Voorberg et al., 2015). Partnership methods can range from consultation to co-design and co-production (O’Cathain, Croot, Duncan, et al., 2019). Throughout our research, we endeavour for active involvement, where we recognise and use the skills, knowledge, and expertise of those with lived and living experience, going beyond developing interventions ‘for’ to developing interventions ‘with’ relevant public members (Slay & Stevens, 2013). To ensure that newly developed interventions supporting children and young people whose parents use substances are relevant and acceptable, it is important that their voices are included in the decision-making and priority-setting process, as well as in the later stages of designing and refining the intervention. Within this chapter, an example of involving children and young people with experience of parental substance use in research and intervention development will be provided. There will be an acknowledgement of the tension regarding the involvement of children and young people in research, and we will reflect on our practice of providing opportunities for enhancing young people’s agency.



Involving Children and Young People Who Experience Parental Substance Use

Our project was concerned with understanding the experiences of children and young people whose parents use substances and how to support them, from the children and young people’s point of view as well as those who provide the support. We started with reviewing worldwide literature, then talking to and involving children and young people who live in England. We aimed to develop resources that would be of most benefit to children and young people who experience parental substance use. Our research was conducted across four stages from January 2019 until January 2024, we (1) reviewed international qualitative studies, (2) interviewed young people and practitioners, (3) ran prioritisation workshops with young people and practitioners, and (4) used co-design workshops, focussed on co-producing interventions for children and young people who experience parental substance use. Throughout each stage of this research, we took a flexible approach and involved different groups of children and young people who had lived or living experience of parental substance use. This approach allowed us to gather increasingly diverse perspectives, whilst also acknowledging a key challenge in researching with young people who experience parental substance use: the temporary nature of accessing services (from which researchers typically recruit) and the issue of ageing out of services. As a result, the same group of young people were not always available or able to be involved continuously in our research. However, young advisors reassured us that this was entirely acceptable.

186Firstly, we reviewed the qualitative literature to understand how children and young people experience and are impacted by parental substance use (Muir, Adams, et al., 2023). We involved four young people (aged 11–17 years) who helped us to understand the problem, define key concepts, and make sense of the findings. Secondly, we interviewed young people and practitioners to understand how to support young people who experience parental substance use (Muir, Terry, et al., 2023). We involved four young people (aged 17–24 years) who supported the recruitment, analysis, and dissemination of findings. Thirdly, through workshops, we determined the top three intervention ideas and priorities for support. About 13 young people (aged 12–24 years) were involved in the decision-making and priority-setting workshops alongside health, education, and social care practitioners. Fourthly, we co-produced the top priority intervention with and for children and young people who 187experience parental substance use. There were seven children (aged 5–13 years) and two young people (18–25 years) involved in the co-production of a social and emotional well-being storybook for children who experience parental substance use, to be used in a school setting.



Children and Young People’s Agency

The theoretical assumption underpinning much of public involvement and engagement is that communities of people, however defined, possess agency in the sociological sense, that they have the ability to act and be agents of their own development and care needs. We acknowledge that agency can be bounded by many factors; however, we also recognised that if the starting point is that children are active agents, then as researchers, we needed to have the capacity to make opportunities available to them. However, involving children and young people in research is a widely debated issue, often based on the role of agency in young people’s lives. On the one hand, there is an implicit or explicit view that children and young people are vulnerable and in need of protection (Hill et al., 2004). This is especially true for young people who experience family adversities (Kendrick et al., 2008), including parental substance use (Bancroft & Wilson, 2007). It is argued further that, due to this vulnerability, children can be seen as lacking the social or cognitive competence and agency to make informed decisions about their lives, and what care or support would be best for them (Hill et al., 2004). Additionally, Bancroft and Wilson (2007) argued that older children who experience parental substance use may become increasingly seen in policy, practice, and research as having and expressing agency that is problematic and risky. For example, young people may begin engaging in risky behaviours (e.g., drinking or offending) rather than ones that will be supportive of their development. We further argue that some young people move from experiencing associative stigma because they are closely connected with their parents who use alcohol or drugs to experiencing direct stigma and discrimination from peers, practitioners, and researchers connected to their own behaviours due to a negative perception of their character, behaviours, or abilities (Muir et al., 2022). This view implies that young people are not to be trusted to make the right or sensible decisions about their lives or care needs. In a societal context, children and young people who are not seen to be making an active contribution to their own well-being, community, functioning, and furthering of society are often villainised and labelled negatively as trouble (Rose, 1999). Whichever viewpoint, young people’s involvement is often governed by the adults in their lives, who make decisions for them instead of with them, either seeing them as vulnerable and in need of protection or as a risk to themselves.

However, there is increasing recognition of the importance of the active participation of children and young people in research that concerns their care. The United Nations Convention on the Rights of the Child states that the views of children and young people should be taken into account in any decision that is likely to affect their well-being (United Nations, 1989). The World Health Organisation also recognises the importance of young people being included as active partners in all health-related activity, from design through to evaluation, especially for interventions impacting their own well-being (Clark et al., 2020). There has also been an increased interest from policy makers in acknowledging and learning from different perspectives, including children and young people with varied lived and living experiences (Involve, 2016). Whilst this is the intended direction for research and practice, a recent qualitative study found that young people who experience family adversity felt like they were not being listened to, valued, or having their needs met within support services (Stafford et al., 2021).

Taking a collaborative approach has shown to improve adaptation and tailoring of interventions and services to be appropriate for a specific context, whilst also identifying the barriers and facilitators critical for success (Leask et al., 2019). Furthermore, interventions are more likely to be acceptable, relevant, and focussed on changes that are most important to the population they seek to benefit (O’Cathain, Croot, Duncan, et al., 2019). Making decisions with, instead of for, young people has also increasingly been applied within research exploring support for families that experience adversities, for example, young people who experience parental domestic violence and abuse (Fellin et al., 2019) or multiple and interacting adversities (Muir et al., 2024). Involving children and young people in research and service design could promote benefits to young people’s well-being, including enhancing their agency (Erwin et al., 2016; van Bijleveld et al., 2020).



Creating Opportunities for Agency in Public Involvement

During the research process, agency was identified by our young person advisory groups as a key theme in their experiences of parental substance use and seeking support. The qualitative review further highlighted that children and young people were not passive within their experiences of coping with parental substance use but often reported trying to ‘control the situation’ at home or within their family (Muir, Adams, et al., 2023). For example, children and young people spoke of ways they enacted agency by taking control of their environment and creating safe spaces for themselves and siblings to escape within an otherwise unsafe home. Within a similar field, Arai et al. (2021) conducted a qualitative systematic review of young people’s experiences of domestic violence and abuse and found 188comparable themes on children’s agency and coping, whereby children found creative and meaningful ways to change their situations. Additionally, during the interviews, young people reflected that having their agency acknowledged and built upon by practitioners led to reported increased confidence and self-esteem amongst young people (Muir, Terry, et al., 2023). The social value of increased confidence in children is important for many reasons, and young people wanted to negotiate safety and support alongside practitioners, be offered choices, and be supported to develop their agency. Allowing young people to tailor support to their needs was thought to be a useful approach to empower young people. Likewise, researchers within the field of domestic violence and abuse have argued that interventions should focus on supporting young people by enhancing the strengths they have developed due to living with violence and abuse and to recognise their need for agency (Fellin et al., 2019). We decided that this should also be an important aspect of our public involvement work, to create opportunities for agency amongst the children and young people involved in our research, where their agency may not have been acknowledged or had been problematised before.

The first step was ensuring we were researching what was relevant for children and young people, this was achieved by listening to the voice of children and actively engaging them in the research process. In some of our first young person advisory meetings we developed the research questions together. Young people identified that there was a need to understand what support young people are currently offered and what support they actually wanted. This became one of the main areas of our research, further supported by the qualitative review that identified a lack of access to formal support for young people who experience parental substance use (Muir, Adams, et al., 2023). By incorporating these research questions into our work, we were validating that these were real problems that children and young people faced and wanted effective and relevant solutions for. We also moved beyond listening and were prepared to engage children in difficult subject and topic areas as a way of understanding the lived experience and needs. We asked the question, ‘how can we involve young people in the research process’, from the initial set-up all the way through to dissemination. We were encouraged by the young advisors to be adaptive and continue asking that question as we went, allowing us to refine and change our approach along the way. It became significant to recognise that researchers need to be prepared to have difficult conversations with children and young people should the opportunity arise to engage in the details about their perspectives.

The second step was to provide flexibility in the opportunities for young people to engage and get involved. This was achieved by asking, listening to, and considering young people’s concerns. We took into account how everyone wanted to get involved and provided them with choices and assured them that they could change their mind throughout the process. We were not prepared to simply let young people be ‘passengers’ or ‘prisoners’ in this research, being carried by others or being unable to speak their minds and give opinions. For example, we made our research as accessible as possible, and during online meetings with other young people, one young person had their camera off to begin with and asked if they could listen to others first before contributing. This allowed our co-producers 189to feel more comfortable, and they began actively participating in meetings after the first couple. Equality, diversity, and inclusion were a driving force for us, and all members were encouraged to contribute using their preferred communication style, either by talking aloud, writing in the group chat, or adding notes or images to the interactive resources. Another young person wanted to be involved but did not feel comfortable being in a group setting. They were provided with the notes from the group discussions and could add to this over email or in a one-to-one meeting. The group were also provided with the additional notes from this member. Additionally, all meeting times and frequency were agreed upon with the group, allowing flexibility in when and how often we would meet. Through this process, we acknowledged that young people were able to make decisions, and this validation helped them to act on their decisions by turning up to meetings.

The third step involved young people in specific decision-making about interventions and priority areas. This step recognised young people’s ability to contribute to change for other children and young people in similar situations. Intervention ideas had been identified through qualitative interviews with young people and practitioners (Muir, Terry, et al., 2023). The ideas ranged from interventions for children and young people directly (e.g., school well-being lessons, digital applications, or podcasts) to interventions that would have indirect impacts, including support for parents, national stigma campaigns, or specialised training for health, social, and education practitioners. To make sense of these findings, we used co-production workshops and individual consultations to prioritise intervention ideas and understand young people’s and practitioners’ reasons for prioritisation. Young people’s decisions were acknowledged and respected by practitioners and researchers, and one of the top priority ideas (i.e., a social and emotional well-being storybook resource to be used within primary schools) has since been co-designed with children to be tested in real-world settings.

Fourth and finally, we involved and trusted young people in the actual doing of research and co-designing of an intervention. We shared power with young people, where one young person became a co-investigator on the development of the prioritised intervention and other young advisers co-produced the children’s storybook. We found creative methods helpful using exploration workshops with young children to come up with the character ideas and storylines, which were supported by a young person who helped facilitate the workshops. Art was used to help children express their thoughts and ideas with different activities including writing, drawing, and structured worksheets. Whilst the sessions were guided, children could choose to spend more time on certain activities if they preferred. The storybook, called ‘Twinkle, Twinkle Arti’, can be easily embedded into a classroom situation, where the teacher can facilitate age-appropriate discussion about how pupils think the main character is feeling and what might help them to feel better. As the book has been developed by children and young people, it can also help adults to understand the experience of parental substance use from a child’s perspective. Storytelling, as an unstructured psychosocial intervention, has been found to be an effective way of delivering messages to younger children in an engaging manner that can encourage the sharing of problems and ideas 190(Bouchard et al., 2013). Additionally, storybooks can demonstrate positive responses for dealing with a complex problem, by signalling to children what to do if they feel similar to the main character (Bouchard et al., 2013). Storybooks could therefore facilitate conversations between a child and a trusted adult within the school, as well as whole-class discussions around bullying and talking to a safe adult, which could lead to enhanced social resilience (Tillott et al., 2022).



Using Negative Life Experiences for Positive Outcomes

The public involvement throughout this research allowed the children and young people to feel empowered and helped create positive outcomes for themselves and others. Reflecting on their involvement in the research process, a public contributor said:

It has been an absolute honour to be involved as part of this project. To use my ‘negative’ life experience and be able to turn it into a positive impact for other children like me in the future: to help speak for those who feel they don’t have a voice and aren’t seen by people around them in the position they are in. Some children aren’t ready, some don’t want help, some we won’t reach, but to push and be as present for as many children as possible, for as long as possible and to reduce the isolation of the stigma around it is vital.

Hearing that there was funding to action the findings of the research was absolutely incredible. It was brilliant to be part of the research in the first place, to have my voice heard and really listened to, but to find out that there was then funding to be able to actually create a real life ‘product’ from the research findings, was the cherry on the top. To take the findings from our lived experience and create something real for families and people beyond the world of research. I gained experience of the process that goes into producing a children’s book, which I wouldn’t have ever come across otherwise. It has really brought about another positive, rewarding outcome from my hard life experience that still impacts me now. This book is something I would have loved to have been able to give to little me, having something that related to my home situation when I was a child. I feel rewarded to be able to do this for me now, for little me going through all those hard times, and for all the children who will read the book. To be able to show them that they are not alone and there are people around them who are there to give them love and support. To hopefully reach them earlier than I was reached out to. It is incredibly rewarding to have a book that exists, that will last and be passed on to different children who are in a variety of situations for years to come. I am very proud of it. (Female, aged 24)



Conclusion

191Researchers, practitioners, and policymakers can either encourage or discourage a young person’s sense of agency. Providing opportunities to develop and explore children and young people’s own sense of agency, the capacity to act independently and make their own choices, during interactions with adults is vital for children and young people’s development. It is important to remember children’s involvement is more than just consulting with them for their ideas or views. It is about listening to them, taking them seriously, validating their opinions and views, allowing flexibility, trusting their decision making, and turning their ideas and suggestions into reality. It is also about providing children and young people with the opportunity and ability to influence some of the things that affect them and at the same time helping adults understand children and young people’s issues through their lens. Researchers need to be brave and unafraid to have difficult conversations with children and there needs to be an equitable shift from viewing young people as vulnerable or risky due to their experience of adversity or parental substance use, to fairness, inclusion and justice where young people are recognised as capable of being change agents. This is all whilst acknowledging the real sense that young people may need external support and assistance, but this should be carefully navigated with the young people themselves.
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Chapter 16

Am I a Carer? Avoiding Research Fatigue and Labelling in Health and Social Care Research
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Abstract

195This chapter examines the challenges of involving informal carers in patient and public involvement and engagement (PPIE) in health and social care research, particularly focussing on those who may not identify with the label of ‘carer’. A carer usually refers to any individual who provides unpaid care and support to family, friends, or community members. Many individuals will not see themselves as carers and perceive the support they offer as part of a moral duty. The lack of self-identification often makes the recruitment of carers challenging for research. Drawing on the author’s experience working with carers across research, we discuss the barriers to engagement with the carer population and how research could adapt to better ensure their meaningful involvement. We discuss the potential ethical dilemma of engaging with carers who may not consider themselves part of the ‘carer’ group, stressing the importance of recognising carers as individuals, not just as extensions of the patient. We advocate for avoiding imposing the label ‘carer’ on people who do not self-identify as such and instead use inclusive, experience-based language, thus respecting individuals’ journeys towards 196recognising their caregiving roles. We suggest researchers focus on authentic engagement and consider working with the right person, at the right time, for the right purpose. We outline practical strategies for meaningful engagement with carers and call for a shift in culture to better value these carers’ unique perspectives and experiences.

Keywords: Caregivers; carers; family; ethics; participation; engagement



Introduction

Part of our nature as social animals is to identify with those who are similar to us, and we seek to connect ourselves with those we feel mirror our own beliefs and values. However, within research, this can conflict with the realities of individualism, a central element of qualitative research. For example, we can use the visualisation of a rugby match where the referee has decided that a play was offside. The home fans and the away fans will have different opinions on whether it was offside or not; their opinion could also be affected by their view of the play from where they are sitting. Additional influences could also come from their knowledge of regulations or the opinions of those sitting nearby. In research, this is known as hermeneutics, and in qualitative work, we can look to ensure the individual voice is captured while grounding experiences about groups. If we consider the rugby match, we will accept that each individual might have a different opinion. However, if we spoke to a representative group of fans, we would find that there are some common experiences that we would interpret as representative of the event. When we are working with populations in research, we need to be comfortable that individuals will have their own beliefs and opinions about their experiences. What we must do as researchers is bring together experiences of the phenomena of enquiry and ensure we can triangulate common themes.

In health and care research, we default to grouping people into categories based on their conditions or experiences. We provide labels to these groups to help define who we are working with and what the population boundaries of our work are. Difficulties can arise when we apply a label that means different things to different people and can isolate those who do not all identify with it at all. Carer is a common term given to both those who provide informal/unpaid support and those who are carers by profession (social care-funded employment). As researchers, we are often interested in the ‘other’ and within our research, we wanted to speak and engage with the people who do not identify with the label of ‘carer’. These ‘carers’ are a key part of the spectrum of carers and have an important voice that should be heard; however, for the reasons laid out below, they do not necessarily relate to the label, which causes challenges when trying to engage with them as part of PPIE in research. The term carer is used throughout this chapter to refer to informal (unpaid) carers, or:

197anyone who looks after a family member, partner or friend who needs help because of their illness, frailty, disability, a mental health problem or an addiction and cannot cope without their support. The care they give is unpaid. (NHS England, 2014)

Readers should be aware that the term ‘informal carer’ can be misrepresentative, and some carers report it minimises the importance and impact of their role (Wanless, 2006). Alternative terms commonly used can be unpaid carer, family carer, and non-professional carer. For this reason, we have simply used the term ‘carer’ and by this, we mean carers who provide support to friends, family or community members and are not employed as professional carers. We also use the terminology: PPIE, which refers to research which is ‘carried out “with" or “by" members of the public rather than “to", “about", or “for" them’ (INVOLVE, 2021). PPIE should take place throughout the research and can include contributions to identify a research question, right through to influencing policymakers and aiding in disseminating the results (NIHR Applied Research Collaboration East Midlands, 2019).

As part of a National Institute for Health and Care Research (NIHR), Research for Patient Benefit funded research grant, we set out to consider the involvement of carers in transitions from hospital to home relating to patient medicines use. Specifically, caregivers who are more likely to go unnoticed within the health and social care system. The desire to consider this as a focus for research came, as it does in many different contexts, from the first author’s personal experiences, whereby she witnessed her grandmother care for her grandfather as a doting life partner, sometimes to the detriment of her health and well-being. Had anyone asked Mrs Dodds if she was a carer for her husband, it would have been likely she would have been confused and responded along the lines of ‘it’s just what I do’.

Mrs Dodds is not alone; it is estimated that by 2037, there could be as many as 9 million carers in the UK (The Care Provider Alliance, 2020). Carers UK estimated this to be even higher at around one in five people (Carers UK, 2022). Part of the reason for differing estimations of the number of carers is due to the highly personal nature of this role and the inextricable link between caring responsibilities and familial and cultural responsibilities, which can result in carers feeling an obligation to care and thus not identifying with the term (Engster, 2005). Notably, self-identification as a carer is thought to occur over a prolonged period of time, with 51% of carers taking one year and 36% taking over three years to identify with their role as a carer (Carers UK, 2022). Other research has found that carers can be unsure about the norms associated with being a carer and that being a carer can be more obvious in extremes of ill health (Beatie et al., 2021).

When working with carers it is also important to acknowledge and respect the influence of culture within the role. Different cultures and norms will place different emphasis on the role of family and community in supporting individuals. Some may place more emphasis on the use of formal caregiving and some may feel caregiving is not a role but part of their moral duty to support community members. This is where language can be important and to work with the population of 198carers to understand what beliefs and values systems underpin their perception of caregiving. An example of this is filial piety (traditionally a Chinese cultural value but commonly observed in many cultures), which is the value and respect held for parents, elders and ancestors. This is likely to influence a person’s perception of their role as a caregiver and to suggest their role is beyond what they morally should be doing, which could be offensive to some. Researchers should always consider cultural norms and values when working with patients and public members, but particularly when engaging with carers (NIHR School for Social Care Research, 2022).

Carers who do not identify as caregivers are sometimes the ones most in need of support, including for their health and well-being, not least due to the emotional and physical burden that caregiving can cause (Gérain & Zech, 2019). As health and social care professionals and researchers, we need to better understand our own practices and positionality, as well as the implications of labelling, how people perceive themselves and the implications of this and why these carers do not see themselves as carers. Being more reflective and reflexive here, we will argue, will lead to a better understanding and allow us to better design services that these carers require and can access. The challenges of working with carers who do not see themselves as such, can leave a potential ethical dilemma for researchers working in this area when a notable proportion of the people we are trying to engage with do not see themselves as part of that group, and they may ask themselves ‘but am I even a carer?’.

In the following chapter, we will reflect on our experiences of working with carers and discuss several key considerations to facilitate more meaningful and authentic engagement with carers. The discussion will touch upon carer identity as complex and multi-faceted, the importance of carefully considering language when engaging with carers, the balance between professional PPIE contributors and those who are research naïve and what they can each bring to a project, and finally, we will hear direct reflections from a carer.



Being a Carer Is Not the Sum of Existence

It is well-established that PPIE is a core element of health and social care research, but in high-level resources, such as the UK Standards for public involvement (UK Public Involvement Standards Development Partnership group, 2019), the ‘who’, ‘why’, and ‘what’ of PPIE can be vague, intended to leave room for flexibility for the individual research project but the risk is that there is confusion on what meaningful PPIE looks like. It is therefore important to first consider the value that including carers in research can offer. This is grounded in the principle of ‘research with us not on us’ (NHS Health Research Authority, 2023).Understanding positionality here is key, and recognising that as researchers, we see the world in different ways. We each might have our own experiences of caregiving, for example and will hold our own biases as to how change could be made. By including carers in research from the beginning, we can gain insight into wider views and experiences via real-world stories and personal interpretations of caring. As researchers, we can work with people to connect the dots of individual 199experiences against what is commonly experienced and use this to inform how we design and deliver research.

Carers might be the focus of the research question, like in our grant, and so that value is obvious as carers are central to the research question as opposed to other groups of patients or the broader public; conversely, other topics might warrant more obvious patient involvement, with carer input being secondary. It has been suggested that clarity about ‘why’ a project needs involvement can consequently direct ‘who’ to involve (Staley et al., 2021). ‘Why’ is not the focus of this chapter, and instead, we direct readers to resources that promote reflection as to the purpose and value of PPIE (Graffigna & Barello, 2022). Presuming you have asked yourself ‘why’ you are conducting PPIE and the answer has led you to recognise that carers are a group who can contribute to fulfilling your ‘why’, we will now discuss the ‘how’.

Carers are routinely involved in health and social care research in a similar way to patients and other people with lived experience relevant to a given research question, and as such, carers are also at risk of experiencing tokenistic PPIE, the same as other contributors (Bowness et al., 2024). From our experiences, however, we suggest that the risks of this tokenism are greater for carers than due to the manner in which they are considered by research teams and then involved. In 2023, the NIHR highlighted a need for more research involving carers and suggested that the benefits included that carers can (i) be a key part of the jigsaw of making services work, (ii) can support the person they care for to be involved to ensure their voice is heard, and (iii) can act as an advocate for those they care for if they are not able to do so themselves (Jarvis & Bowness, 2023). It should be noted that the latter two suggestions are not focussed on the value that the carer themselves can contribute, but are positioned to facilitate better patient input through utilising their carer as a proxy if you pause and imagine this from the perspective of a carer. This carer has its own experiences, thoughts, and opinions. What indication does it give to the carer of the value of their contribution?

In terms of carers’ experiences of health services (outside of research), it is acknowledged that carers are individuals and not merely an extension of the patient (Zavagli et al., 2019). Carers’ health and well-being are influenced by their caring role. Being a carer has been identified as a social determinant of health, and carers can experience poor physical and mental health and may have unmet care needs (Public Health England, 2020). It is important that carers are viewed as individuals and that the label of carer is not the extent of their identity (Eifert et al., 2015). This has been translated into the research space, whereby the NIHR is publishing a carer-facing and a researcher-facing set of recommendations for research involving carers (NIHR, 2023a
, 2023b). These documents acknowledge the value carers can bring to research but fundamentally recognise the importance that researchers ‘recognise that carers are people first’.



Treading Carefully Around Language

Not all carers will see themselves as part of the ‘carer’ group. Therefore, if we approached people by asking for ‘anyone who is a carer to get in touch’, 200we might find ourselves with a certain demographic of carers. Particularly those who are well-established in their identity as a carer are particularly vocal about this and are potentially more aware of research. The concept of ‘hidden carers’ is documented within the literature and refers to carers who, for various reasons, do not identify as a carer and therefore are less likely to reach out for support; people not identifying as carer and thus being ‘hidden’ is suggested to be closely linked to cultural and familial roles and responsibilities (Knowles et al., 2016). Our project required a range of carers to contribute, which included hidden carers. Therefore, our reflections on how we approached and involved them are presented below.

Our research topic was broad and considered what works, for whom and in what contexts relating to the involvement of carers in hospital discharge relating to medicines use using a realist methodology (Cooper et al., 2024). In order to identify carers to contribute, we use broad reflective questions in recruitment documents and communication, including ‘Do you help someone with their medicines?’, ‘Have you helped someone during hospital discharge?’ and ‘Do you support or help a friend or family member with their health?’. The commonality here being – we did not necessarily use the term carer. This was intentional to expose a range of people to the research, people who might have relevant lived experience, even if they do not see themselves as a carer, just like Mrs Dodds. Similar methods have been documented in other projects using groups of participants where the participant identity is not clear-cut (Ibrahim & Sidani, 2014).

Apart from this approach seemingly being suitable to identify the range of people we were interested in working with, we also feel that ethically it is the right thing to do. As researchers, our perspective was that we did not want to engage with this group and, as part of the course of the research, enforce the label of carer upon them without them necessarily going through the personal journey of self-identification as a carer themselves. For this reason, we let the carer lead the use of language – if they described themselves as a carer, then we did too, if they were grainier on the terminology they used to describe themselves and their role, then we were too. This way, we felt we were not unduly accelerating or changing the course of the carer’s identity journey as part of the research. This approach is informed by insights from social theorists like Brewer (1991), who have identified that identities will be rejected (people disengage with services or research) if the identities available or imposed upon them are too restrictive.



When Do PPIE Members Become Professionals in Their Contributions?

Some carers, just like patients and other public contributors, are well-versed in contributing to PPIE. This is recognised within the literature, as PPIE contributors can become professionalised in their role (Ives et al., 2013). Ives et al. (2013) summarised that ‘the value of PPI[E] lies in the capacity of the agent to be an “outsider" who can reflect and comment, with relative objectivity, on the research process’ and in such a way that it is informed by the person’s lived experience of the research topic. For our research, we wanted to avoid research weariness and to engage with a range of carers, including those who were more research 201naïve to try and ensure that the PPIE was meaningful, to capture the lived experience, and to avoid carers who already had significant research experience contributing in a biased way based on what they expected the researchers to want rather than authentically. Those who choose to use a similar approach to us may find themselves having to ignore traditional approaches and organisations (which may seem counterintuitive) to get to carers who have not been so heavily involved in research in the past.

When planning our research and writing our funding application we identified, through an advert on VOICE-global.org.uk (a PPIE and research support to engaging with members of the public), a carer with a strong sense of identity in their role but with significant previous research experience as both a participant and as a co-applicant, and most notably with connections and relationships with local and national organisations, groups and panels. We took this approach as someone with more certainty in their carer role, and with connections to wider groups and organisations, was what we needed during the planning and running of the research (the involvement). This then allowed us to consider how we could identify carers who don’t necessarily see themselves as such for the participation and engagement stages.

On reflection, this seems logical, but for a team of researchers who had never specifically worked with carers in the past, this was more like trial and error, but with a focus on situating authentic PPIE as central to the research project. To adapt an example from the health world where the lead author works as a pharmacist – students are taught to always consider the administration of medicines in terms of: ‘the right patient, the right drug, the right time, the right dose, and the right route’ (Grissinger, 2010), is this not the same as considering PPIE in terms of the right person, the relevant lived experience, the right time and the right nature of contribution for the right purpose?



Trying to Be Authentic with Carers

Local and national carer charities and support groups can be a useful starting point but as highlighted previously these will likely only identify people who already identify with the term carer. Awareness of this and the possible bias this brings is needed and we would suggest using a range of approaches from those discussed here, unless your research calls for working with a particular type of carer that is identifiable from only one or two methods. Additional, and more innovative, options could be engaging with other non-carer community and religious groups – any place or group that brings people together where that group could include a carer. It is possible that gatekeepers to communities might be needed to facilitate this, but where this approach is utilised, careful consideration is needed in working with a gatekeeper with who understands the nuances we have reflected on in this chapter regarding the labelling of carers and the varied nature of carers’ previous involvement with research.

Other methods we have utilised include more general social media promotion and snowball techniques, and as discussed previously, a careful consideration of language and messaging about what the research is, involves and who it 202relates to. In this case, a move away from referring to people as carers and instead focussing on the relevant experiences rather than the label. We have also worked with carers to identify their roles and responsibilities, which we have taken to an artist to make into a visual representation of what it means to be a carer. This artwork approach could be used to ask people who identify with an emotion, role, or visual image to take part, leaving the need to use the actual word ‘carer’ redundant (Fig. 16.1).


[image: A detailed illustration explores the emotional, physical, and social experiences of being a carer through quotes, imagery, and keywords.]
Long Description for Figure 16.1.
The illustration depicts the multifaceted emotional journey of caregiving. At the centre, the main text reads: What does it mean to be a carer? surrounded by values such as compassion, resilience, patience, dedication, fortitude, and selflessness. Pathways extend outward to reflect daily experiences, including keeping everything in the air, changing priorities, and emotionally and physically exhausting routines. It depicts feelings of joy, frustration, isolation, pressure, fatigue, and personal growth. Prominent words include altruism, love, duty, stress, hard work, sacrifice, fatigue, balance, meaningful, personal growth, frightening, cut off and guilt. Illustrations show carers interacting with loved ones, balancing responsibilities, and expressing sentiments like: I’d be lost without your laughter, your tears, and You mean the world to me. The upper path illustrates moments of delight and joy alongside frustration and loneliness, represented as a rollercoaster. On the right, a section titled Services critiques lack of support, professionalism, and long-term care, with phrases like constant battle to get the best care. The diagram also includes comments such as I can’t manage on my own and Without them, I’d be isolated, alone. Toward the bottom right, support systems are acknowledged with lines like I have a supportive network of friends and neighbours.

Fig. 16.1. What Does It Mean to Be a Carer? Source: Co-produced with Carers. Cartoons Are Created by Sian McArthur from More Than Minutes, Published with Permission.


Reflections From a Carer by David Black

I never sought to be a carer. One minute I was getting on with life, the next I was in the world of the carer through looking after my mum. My journey to identifying as a carer started when our GP suggested I apply for Lasting Power of Attorney for my mum. Acting as a carer I started to see at appointments, hospitals, care facilities, and interactions with public bodies the futility of doing what I had always done. Having worked in legal services and healthcare previously I thought that I understood the challenges, but I only really knew part of the story until it became my reality. Starting to navigate systems as a carer brough many new challenges and it changed my outlook on life.

203I am now a positive disruptor, an advocate for seldom heard voices and most importantly I discovered the role of public involvement in research. Through my research journey as a carer, I have experienced personal growth, fulfilment, and have developed a better understanding of my self-awareness as well as a self-acceptance in my approach to life. My contributions to research are wide ranging and are the most rewarding roles I have ever undertaken. No two research opportunities are alike, and I learn something new with each interaction with the research community. My involvement in research started by commenting on lay summaries, patient information sheets and research proposals at research support groups. It led me into getting involved as a co-applicant on individual research studies and helping to write the patient/public sections of applications. The most satisfying part of my work is being a co-author on several research papers.

A few years ago, I became an informal carer once again to multiple people in my local area. Whilst other people were caring for my mum in a local care home, I was involved in helping others around me. Identifying that in helping others you are a carer is not always apparent; it is more obvious when you have been a carer before. People can help others without really considering being a carer and this creates difficulties when researchers are trying to identify and engage with carers.

In reaching out to carer’s it is important that researchers understand that caring activities are wide ranging, can take up a lot of time and are often unpredictable. Flexibility when designing the structure of a research project involving engagement with carers is an important consideration. As a carer the best experiences in engaging with researchers are those with built in flexibility around the needs of the carer. One way to try and focus comments from a carer is to have a clear and concise aim and question for their involvement. It may be necessary to steer the conversations with a carer to keep comments relevant to the research and it is the responsibility of the researcher to focus in on the carer’s specific experiences relevant to the research question.




Conclusion

Carers are a heterogenous group and as such flexibility and individualism are needed when engaging with them. Three considerations that appear more unique to carers that were raised as part of our research were as follows. Firstly, carers may need financial support to ensure a continuity of care for the care recipient while the carer contributes to the research, which is in addition to any remuneration. Secondly, carers may need flexibility in the timing and volume of 204input relative to their caring responsibilities, which can fluctuate and flexibility in the nature of contribution, for example, in person, online, or asynchronously. Thirdly, carers themselves may have health and well-being concerns and may require adjustments in the same way other participants might. Creating a dialogue with carers and getting to know them as individuals can help to establish the need for adjustments to the PPIE to best allow carers to engage, in the same way as we would do for other participant groups.

There is an increasing interest in research focussed on carers, and as such, more research teams will be engaging and working with carers, which can be rewarding and insightful, but requires thoughtfulness to build meaningful relationships. It is important that research teams consider the nuances of the caring role and work towards sharing best practice that involves carers in a way that is of value to them, as well as to the research team, does not label them as something they do not identify with, and that carers are involved throughout the lifecycle of research.
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Abstract

The number of young people accessing education outside of mainstream school settings has risen dramatically in recent years. Girls are a minority group within such alternative educational provision, and little is known about their experiences. Drawing on lessons learnt from a project that set out to explore girls’ experiences of mental health and well-being support in alternative educational provision, this chapter highlights the value of engaging with girls in these settings. Key considerations relating to relationships, anonymity, power dynamics, and practitioners’ ability to engage in sensitive conversations with young people are highlighted and discussed. The chapter concludes with recommendations relating to Public Involvement and Community Engagement (PICE) work, inter-professional working, and ethically informed practice with young people.
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Introduction

208This chapter is a reflection on our practice in relation to public involvement and on lessons learnt from a research project that set out to explore girls’ experiences of mental health and well-being support in alternative educational provision. In our study, we worked with 13 girls aged 14–16 years from four alternative educational providers based in the North East of England. While the girls were involved in some of the decisions made throughout the project, there were times when it was appropriate for adults to advocate on behalf of the girls. There were also some decisions based on adults’ interpretations of what was best for the girls at different points in the research. Managing field work can involve considering personal and professional boundaries, and this chapter discusses some of the tensions in decision-making processes involved in research and PICE activities with young people in educational settings.



Research Context

Alternative provision (AP) in England refers to an arrangement where young people are educated in settings outside of mainstream or special schools for a range of reasons, including school exclusion, illness, and behavioural intervention. APs typically provide academic and vocational training alongside pastoral support and can incorporate a range of settings comprising pupil referral units, colleges, AP academies, and other organisations which can provide support outside of mainstream settings (Malcolm, 2018).

Engagement in AP has increased dramatically in recent years with 15,900 young people of primary and secondary school age attending state-funded AP settings across England in 2023/2024. This figure represented a 20% increase in state-funded AP attendance since 2022/2023 (Department for Education, 2024). Examination of AP statistics shows that particular groups are disproportionately represented in AP including young people with special educational needs and disabilities, those entitled to free school meals and those who have engaged with the criminal justice system (Black, 2022). Boys have also persistently dominated AP settings currently accounting for around two-thirds of state-funded AP places. Historically, this male dominance of AP has been attributed to a greater number of boys receiving disciplinary exclusions (Russell & Thompson, 2011). Indeed, statistics have shown that male pupils have 1.5 times the rate of suspensions and are twice as likely to be excluded than their female counterparts (National Statistics, 2023). Yet, there has been a recent increase in the number of girls experiencing school exclusion and attending AP, but they have received relatively little attention across research and policy compared to boys, resulting in a substantial lack of understanding surrounding girls’ experiences of school and their increased engagement in AP (Clarke, 2024; Dance, 2023). This is concerning as research has suggested that girls can experience stereotyping, sexism, isolation, and a lack of engagement in same-sex friendships in male-dominated AP settings (Russell & Thompson, 2011). Friendships are especially important as they play a role in stress-reduction and coping during challenging times 209(Hall, 2015). Engagement in secure friendships (i.e., experiencing the continual presence of a supportive and responsive friend) can also support anxiety reduction (Wood et al., 2017).

Motivated by the lack of attention given to girls’ experiences in AP, we embarked on a nine-month project to explore girls’ experiences of support for mental health and well-being in AP. Initially, we planned to explore girls’ perspectives through interviews and then work with the girls in workshop-style groups to prepare written and visual outputs, containing information that they felt was important for other people to know about AP. We also planned to give girls opportunities throughout the project to share information about their experiences of AP through photographs, drawings, written extracts, or any other medium they felt would be suitable. Our intention, which was communicated to the girls from the outset, was to use the interview content as research data to analyse and report on, whereas the arts-based materials could be used in outputs relating to the project, the exact format of which would be decided by the girls. We were keen throughout the project to ensure that the girls’ voices were heard, and we hoped to encourage them to take a role in some of the decision making at various points, particularly as young people do not get sufficient opportunities to have their voices heard (Children’s Commissioners of Northern Ireland, Scotland and Wales, 2022).



Importance of Young People’s Perspectives

Historically, children were viewed as vulnerable, in need of adult supervision and special care (Morrow & Richards, 1996), but it has been increasingly recognised that children are competent social agents capable of expressing their own views and sharing invaluable insights into their own lives and experiences (Tangen, 2008). While adults can reflect retrospectively on their experiences of childhood, children are experts in their own lives now, with current cultural, social, and contextual insights that are not the same as adult recollections. However, children are still not provided with sufficient opportunities to have their views heard. While the importance of children’s voices is more widely recognised, implementation remains lacking, especially for typically marginalised groups who are unable to challenge decision-making (Mills et al., 2016). For example, disabled children, children in out-of-home/local authority care and those outside of mainstream education are not provided with sufficient opportunities to share their views on matters that affect them. Where opportunities are provided, these are often tokenistic with mechanisms such as school councils used to evidence participation, but these do not always involve active and inclusive engagement and children often remain uninformed about whether and how their contributions have been used (Children’s Commissioners of Northern Ireland, Scotland and Wales, 2022).

In research contexts, there has been a movement to differentiate between ‘having’ and ‘taking’ a child’s perspective when designing studies, with the latter focussing on the children’s voices and providing them with the opportunity to speak for themselves (Nilsson et al., 2015). The incorporation of PICE 210into research projects can provide a valuable platform for children and young people to have their voices heard. However, it requires a responsible and ongoing ethical approach that demands flexibility to ensure children’s voices are listened to and their suggestions acted upon even when these contradict the views of adults who are used to taking the lead in decision-making (Mitchell et al., 2019).



Lessons Learnt from Girls in AP

The girls who contributed to our project provided us with invaluable and privileged insights into their experiences of AP, but also left us reflecting on some important considerations relating to PICE work with young people.


Shifting Power and Flexibility

When we initially approached APs to participate in the project, we received favourable responses from a number of staff who shared our interest in exploring girls’ experiences. We arranged meetings with staff to discuss the project in more detail and to make suitable arrangements to meet with girls who had expressed interest in taking part. Staff agreed to share information about the project with girls in their settings to gauge interest and identify any questions or concerns they had before opting to take part.

From this early stage, the importance of involving young people in decision-making became apparent as we found mixed views around engagement with the project. Some girls did not want to participate and exercised their rights not to take part at all. Others expressed an interest in taking part in the arts-based activities (i.e., sharing photographs, drawings, etc.), but did not want to be interviewed as part of the research and had no interest in participating in workshop activities with their peers. These acts of ‘informed dissent’ are as important as consent and highlight the importance of consent as a process that should be embedded throughout projects. Not something that is simply collated at the start of a project, then assumed throughout (Bourke, 2017, p. 232).

With regards to interviews, we found that while girls initially expressed an interest in being interviewed one-to-one, some decided on the day of their interview that they would prefer to speak to the researcher alongside a peer rather than participating independently. Flexibility and reflexivity are key here, and in some cases, girls also opted to be interviewed on two occasions rather than just one, as initially planned by the project team. In research contexts, the challenge remains ‘not to use the power of being an adult and instead to listen to and respect the children’s views even if the position as a researcher is defied’ (Nilsson et al., 2015, p. 167). The decisions made by the girls prompted us to adapt our plans to incorporate their wishes. This was facilitated by the ongoing communication we had with AP staff and the flexible approach we took to the project, which allowed us to identify and accommodate the girls’ requests.

Nevertheless, we cannot say with confidence that our approach represented a shift in the power dynamics (i.e., ability to decide on involvement and ownership) that exist between adults and young people as we relied on AP 211staff to relay messages from the girls back to the project team as opposed to us hearing from the girls directly. As the project activities were arranged to take place within AP settings with staff acting as gatekeepers, there was no direct line of communication between the girls and the project team between pre-arranged project activities. This approach of adults advocating on behalf of young people is sometimes necessary, but it can be problematic as there is a risk of adults misinterpreting or misrepresenting young people’s views (Cunningham et al., 2024). It is also important to recognise that teachers and pupils often revert to their expected roles within the confines of school spaces where well intended promotion of student voice through leadership can often be lost due to teachers being used to being in control (Mitra, 2008). Moreover, while power differentials exist in any research, they are more prominent in projects with young people whereby adults act as gatekeepers (e.g., parents, guardians, and teachers) who can limit their participation (Grover, 2004; Kay, 2019). However, in the context of AP, positive staff-student relationships are frequently cited as a benefit that young people experience within AP settings (Malcolm, 2018). Indeed, the AP staff we worked with acted as important advocates for the girls in their care. They shared information with the girls; facilitated meetings to allow us to discuss the project with the girls; and supported the collection of parent/carer consent, which was required before girls could take part, though the girls had the final decision on whether or not they wanted to participate following parent/carer consent.



Importance of Relationships

There are two elements to our reflections on relationships: the first concerns the inter-professional relationships that informed the initial project plans, and the second concerns the relationships developed between the girls who participated and the project team during the course of the project.

Working to a tight funding deadline with no resources available to support initial PICE work, we were unable to involve girls from AP in the initial planning stages. We therefore planned the project based on the combined research and practice knowledge of the project team. This proved useful as we were able to bring together ideas around research methodologies and consider how these could be applied practically in AP settings. The combination of practice and research experience within the team also prompted us to think more broadly about dissemination in ways that we might not have considered when working independently within our own professional groups.

Despite not involving girls in the planning stages of the project, we were conscious of the need to build positive relationships with girls interested in taking part at the earliest opportunity. Positive relationships are pivotal in educational settings, especially for pupils who struggle emotionally and behaviourally. For pupils in AP, positive relationships have been deemed essential and provide a critical starting point for re-engagement with learning (Knowles et al., 2020; McGrath & Van Bergen, 2019). Therefore, researchers engaging young people in projects within educational settings have a responsibility to establish, maintain, and manage relationships at all stages of the project.212

We found that AP staff were crucial to the initial establishment of positive relationships with the girls who took part in our project, but the nature of the project activities facilitated further development of positive relationships. We visited the AP settings and met with the girls on multiple occasions. The use of qualitative approaches also provided us with rich and privileged insights into the girls’ past experiences and future aspirations, with discussions sometimes moving towards sensitive topics that we had not initially anticipated. Engaging young people in PICE work requires flexibility, reflexivity, and the ability of the research team to be willing and able to facilitate and manage the discussion of sensitive topics and subject areas effectively. This needs to be done in a way that does not increase vulnerability or act as a detriment to the young people involved (Spencer et al., 2021). The development of trusting relationships is not unusual in qualitative research, but it prompts a need for a clear endpoint to projects, with open communication about what participants should expect following this endpoint. We felt this was especially necessary in the context of AP, as young people who experience disengagement from mainstream education often attribute this to a breakdown of relationships in those settings (Malcolm, 2018).

The girls’ participation in the project ended with a celebration lunch, which took place at Northumbria University. On learning that some of the girls had career aspirations that could require degree level qualifications, we invited them to visit the university where they had lunch, a tour of the campus and met some university staff members who had taken non-traditional routes through education. The girls also received a certificate acknowledging their participation in the project, gift vouchers and a printed booklet containing outputs from the project, which were shared online with their permission (www.tinyurl.com/GirlsInAltEd). We made it clear to the girls that the celebration lunch was the end point of their participation in the project, but we did remind them that they could get in touch with us, via their teachers or parents/carers, if they had further questions following their participation. We also contacted AP staff to update them on dissemination activities following conclusion of the project as they had asked the team to let them know of any further developments.



Anonymity

Following the completion of the project, we presented some of the findings at academic conferences and have since been asked whether the girls who took part in the project also contributed to these conferences – they did not. In the initial stages of the project, we obtained university ethical approval for all project activities and stipulated at this point that the girls’ anonymity would be upheld throughout the project. We did not offer the opportunity for this anonymity to be waived at any stage of the project unless a safeguarding concern was raised that required intervention from others outside of the project team.

We decided to uphold anonymity as we wanted the girls to feel able to speak openly about their experiences. This is especially important for young people who can have concerns about being critical of adult-led organisations, such as 213schools, for fear of reprisals resulting from the expression of their views, which are counter to adult authority figures (Graham et al., 2016). Furthermore, young people move from mainstream education to AP for a multitude of reasons, including health, social and educational challenges (Department for Education, 2024). Some of the issues faced by young people can require them to remain as anonymous as possible within the education system for safeguarding purposes (Bessant, 2014). In such cases, it would not be appropriate for young people to engage in activities that revealed their identities and linked them to a particular educational setting or locality within a public space so by upholding anonymity we kept all opportunities for engagement in project activities equal and reduced the burden on schools to support the management of safeguarding in this context.

Additionally, when considering girls’ engagement in project activities, we were mindful of the potential permanence of project outputs. The outputs produced by the girls included photographs of a school dog and artwork on the walls of the AP settings, representing some positive aspects of AP. The girls also created mind maps, a painting and written texts detailing their thoughts on what works for them in AP and what could be improved. We offered these creative options in an effort to provide multiple inclusive outlets for the girls’ ideas. This proved useful as one girl chose to write her thoughts down but did not want to participate in an interview with a researcher. We encouraged the girls to choose how they would like to participate and did not express a preference for any particular type of output, nor did we stipulate a minimum or maximum amount of content that should be included. The only specific boundaries we set related to anonymity. We advised the girls to avoid taking photographs that included people’s faces, and we removed references to the names of people and places that appeared within the outputs.

In discussing the use of photographs in research, Cowie and Khoo (2017) argued for the importance of considering the persistence of images over time and how young people and families might feel about them remaining long into the future. They also highlighted the complexity surrounding the narratives that accompany images and the implications of a context that links young people to a position of vulnerability. In the context of our study, we were aware from previous research that AP is often stigmatised having long been perceived as a place where young people are sent to address poor behaviour (McNulty & Roseboro, 2009). The girls in our project also reflected on these stigmatised perceptions that see them labelled as poorly behaved suggesting that negative societal perceptions of AP persist (Graham, 2023). With this in mind, it was important to consider whether it was appropriate to provide the girls with a public platform to contribute to dissemination activities knowing that this would link them to AP with its stigmatised status. Furthermore, while we hoped that the girls could be proud of the work they produced as part of the project, we could not be sure that the girls would still want to be associated with the project long into the future. Should they have opted to take part in dissemination activities, a lack of anonymity could remove the option for them to separate themselves from the project if they had later changed their minds.

214Despite these reservations that led us to uphold anonymity in the context of our project, we would argue that this is an area of PICE that warrants further consideration, especially when working with young people. It has been argued that by taking the decision to protect young people’s identities, adults inadvertently de-power and silence them (Cowie & Khoo, 2017). On reflection, had we had the opportunity to engage with young people in the planning stages of the project to outline and discuss our thoughts around anonymity and young people’s involvement in dissemination activities, we might have ultimately reached a different decision. Given the chance, the girls in our project might have also provided ideas around how they could contribute to dissemination activities that did not occur to the adult-led team.




A Young Person’s Perspective

How does it feel to be asked for your views by adults in a school setting?

In my take, adults, though some may not say so, believe that children have less rights than they do. For example, adults can create a sense that younger people do not get a say in opposing their ideas or opinions. In my opinion, I don’t feel comfortable sharing my criticisms on adults’ views due to the lack of support provided. They will always try to change my answer. This has caused me and many other students to be hesitant about displaying their ideas.

Many adults claim that children still have young and developing minds that have not yet adapted to understand the world today. However, their minds and mindsets are adjusted to know everything that goes on today, thus their opinions are always correct and matter more than ours.

Personally, I believe that if someone wants a genuine answer out of a child, they should ask them without expressing their opinions first and criticising the child’s takes on the topic. They should, once the child’s opinion has been given, further question them about their answer and oppose to it, creating a mini debate. This is definitely a better option instead of straight up criticising children for answers that they do not believe in.

Laila, aged 12.



Conclusions

Research funding bids typically require a thorough outline of research approaches at the application stage and increasingly, research funding bodies are requiring these approaches to be informed by public members. However, valuable PICE work requires time and resources, and should include some reimbursement to public partners to recognise their contributions 215(National Institute for Health and Care Research, 2024). It is therefore essential that funding is made available to support this element of research ideally from initial idea generation through to planning and execution of methods, analysis and dissemination. In the context of our AP research, we were able to accommodate various requests from the girls throughout the project, but on reflection the project would have been much richer if the girls could have been involved right from the start in initial discussions to guide generation of research questions and project activities to ensure we were focussed on issues that really mattered to them. Research has shown that children and young people’s active participation can lead to the generation of richer insights and we would argue the provision of resources to support such work could therefore lead to more valuable outcomes that meet the needs of children and young people while recognising their right to have a say in matters that affect them.

The value of taking opportunities to speak to people outside of your own professional group in relation to PICE work cannot be underestimated and these serendipitous conversations with colleagues can spark ideas and provide significant learning opportunities for all involved. Typically, academic publications reporting on research focus positively on the project outcomes with relatively little reflection on what could have been done better. However, much of the learning from our project came from reflecting on things we did not do or had not considered; lessons which could be beneficial to others wishing to carry out similar projects in the future. There is therefore a need for the promotion of spaces that create safe and open opportunities for project teams to share reflections on things that did not work well. Such forums could support more effective and efficient project planning and reduce the possibility that public partners involved in projects will encounter the same challenges or need to repeatedly provide the same feedback across different projects.

Finally, while PICE is not currently governed by the same ethical policies and processes as research, there is a need to ensure that PICE is guided by ethical principles (National Institute for Health and Care Research Applied Research Collaboration North East and North Cumbria, 2024). Throughout our project, we considered issues around consent and anonymity, and adapted our plans to accommodate the girls’ wishes as the project progressed. We also worked with an ongoing awareness of the sensitive nature of the challenges that often lead to young people engaging in AP and implemented appropriate plans should safeguarding concerns arise. It is essential that researchers and others wishing to engage in PICE consider their work from an ethical perspective ensuring that participant well-being and inclusion are at the forefront of decision-making ahead of project data and outcomes.
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Abstract

This chapter introduces the Young Dads Collective (YDC) as a Public Involvement and Community Engagement (PICE) model that has evolved and been reformed through the various funded phases of a qualitative, longitudinal, and participatory research programme called Following Young Fathers Further (FYFF). Supporting young fathers, aged 25 and under, to advocate for father-inclusive support, the model engages young fathers to share their insights about fatherhood and navigating complex health and social care systems as ‘experts by experience’ while simultaneously addressing training gaps for professionals about ‘what works’ in more effectively supporting men as-fathers. The chapter highlights the significance of the PICE model in fostering trust, ownership, and agency among young fathers who are often underrepresented or overlooked in traditional research, practice, and policy frameworks, demonstrating how they can be effectively supported to become not only subjects of study but active agents of change within their communities. The power of collaborations and relational dialogues between fathers, researchers, multi-agency professionals, and policymakers are also explored. In particular, the potentials 220and challenges of bringing together diverse communities around a shared set of interests in father-inclusion are exemplified and considered.
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Introduction

Young fathers, aged 25 and under when they first become a parent or conceive a pregnancy, represent a cohort who are often underserved and misrepresented in the context of the wider public health and social welfare systems that are designed to serve the needs of families and alleviate social distress. Evidence suggests that they are often overlooked and marginalised in parenting support, public health, and social welfare contexts more generally. Often problematically assumed to be a risk to their children rather than a resource to their families, they report numerous challenges in navigating the variety of services and systems that are ostensibly designed to support them as fathers (Neale & Tarrant, 2024).

Responding to these challenges, this chapter presents on one aspect of a programme of participatory, inclusive, and collaborative research and innovation work, that has been sustained through three funded phases of qualitative longitudinal research exploring the parenting journeys and support needs of a cohort of young fathers, aged 25 and under. Together, these phases of research comprise the Following Young Fathers Further (FYFF) research programme (see Neale & Tarrant, 2024; Tarrant et al., 2024). The instigation of two place-based initiatives, built around a model of best practice called the Young Dads Collective (YDC), later referred to as the YDC North (2016–2017) and the Grimsby Dads Collective (2020–2024), have both been funded by and facilitated through this extended research and innovation programme. Utilising qualitative longitudinal and participatory methodologies and approaches and fostering a collective commitment to father-inclusive practice and policy (Tarrant, 2025a), these linked and connected studies and initiatives have been innovative both in facilitating sustained collaborative relationships and dialogues between young fathers and multi-agency professionals for the purposes of driving whole systems change and transformation.

The YDC is introduced here as a novel PICE initiative that has evolved throughout the FYFF programme of research to engage communities of young fathers and multi-agency professionals more directly in dialogues built around influencing more inclusive service design and delivery. Central to this chapter is an exploration of how the FYFF programme has supported the evolution of the YDC model over time while simultaneously capturing the impacts of what we have come to call longitudinal co-creation (Tarrant, 2025a, 2025b) on the key communities involved.

While conducted by a team of largely sociological researchers, the interdisciplinary relevance and applications of the FYFF programme and the YDC model reported here have had a significant influence and impact on health and social care practice through advocacy and promotion of father-inclusive practice and policy.



Background: The Marginalisation of Young Fathers in Contexts of Service Support

221The evolution of the YDC model through the FYFF study reflects a responsiveness to extended, real-time research findings generated with young fathers and multi-agency youth and family support professionals about ‘what works’ (and doesn’t) in ensuring young fathers receive the support they need to better fulfil their ambitions to be there for their children (Davies & Neale, 2015; Neale & Tarrant, 2024). Two key findings prompted the instigation of new versions of the model in Leeds and Grimsby in subsequent funded phases of the studies. Firstly, in tracing the parenting journeys and support of young fathers over time, it became clear that they were keen to ‘be there’ for their children and to remain so over time but they encountered a complex set of challenges in doing so (Neale & Tarrant, 2024). The increasingly insecure labour market, welfare conditionality, the housing crisis, and complex relationships with co-parents and wider family members, including (grand)parents, combine to either support or hinder young men in sustaining their relationships with their children.

Secondly, given that the support needs of young fathers are often amplified, as parents but also as young people navigating challenging social and political contexts, they often need and come into contact with numerous services and support providers across their parenting journeys. This can range from universal public health services, social care, and child welfare services, to specialist support services that are designed to engage young fathers through strengths-based approaches (Neale & Tarrant, 2024; Tarrant et al., 2024). In terms of universal and mainstream service engagements, young fathers often encounter services that under-serve fathers or, as noted, assume them to be a potential risk to their families. Indeed, there is a growing body of interdisciplinary evidence, developed and applied across numerous fields of research and practice, including social work, public health, and criminal justice, that is centred around the concept of father engagement, that draws attention to low levels engagement of fathers in parenting interventions, housing, and child and family welfare and child protection systems (Ladlow et al., 2024; Panter-Brick et al., 2014; Philip et al., 2018; Perez-Vaisvidovsky et al., 2023; Scourfield et al., 2024; Tarrant, 2025a).

Much of this research in synthesis confirms why there are cross-sector and persistent systemic challenges in engaging men as fathers, highlighting numerous societal, organisational, interpersonal, cultural, and systemic factors (Bateson et al., 2017; Darwin et al., 2017; Phillip et al., 2018; Tarrant, 2021, see Tarrant (2025a) for a review). Evidence also suggests that cultures and practices within family and child services often contribute to the exclusion of men from caregiving roles (Pfitzner et al., 2020). This exclusion is reinforced by policies and practices centred on mothers and a care landscape shaped by deeply gendered ideologies about parenting roles (Pfitzner et al., 2020; Philip et al., 2018). Fuelled by the neoliberal logics of services and policies, as well as years of austerity, increased pressure on financial resources and time limitations also means that professionals often lack access to training on gender sensitivity, inclusivity, and cultural diversity, hindering the development of strategies that support diverse father participation.

222In the UK, specialised services for fathers are fragmented and difficult to access, due to a lack of adequate funding and long-term support. While there are examples of effective, community-based initiatives offering social support for young fathers (e.g., Hanna, 2018), their availability is uneven, creating a ‘postcode lottery’ (Tarrant & Neale, 2017). This colloquial concept in the UK refers to a situation where there is a geographically unequal provision of services, such as healthcare, medical treatment, or education, meaning that access is determined by where people live rather than the extent of need.

The interpersonal relationships between young fathers and professionals are also key here. Young fathers report how often interchangeable practices of support, sidelining, and surveillance (Neale & Tarrant, 2024) variably influence their abilities to access the resources they need to support their families and/or sustain their relationships with their children and co-parents.

This complex and dynamic picture means that changing service delivery models and resource constraints for the purposes of becoming more father-inclusive (see Tarrant, 2025) often contributes to the perception that there is something immutable about engaging men as fathers (Bateson et al., 2017). Across the FYFF research programme, the YDC has been identified as relatively unique in this space, offering a feasible and adaptable model of education and training delivered by and for young fathers and as an effective way of addressing regional training gaps around father-inclusion for professional audiences.



The Evolution of the Young Dads Collective as an Innovative PICE Initiative

The first funded phase of the FYFF programme, Following Young Fathers (2012-15, Neale & Tarrant, 2024), identified several specialist models of practice in the third sector that were working effectively to transform systems from within, not only by highlighting the historical exclusion of young fathers from health and social care sectors but by providing opportunities for young fathers themselves to promote father-inclusion (Tarrant & Neale, 2017). Specialist models of support including the North East Young Dads and Lads (Gateshead), DadsRock (Edinburgh) and the YDC, work nationally to advocate for more father-friendly support and service cultures and greater inclusion for men as caregivers in parenting services, healthcare, and social policy, and ensuring that young fathers are supported and valued (see also Hanna, 2018). However, the YDC was noted at the time for the effectiveness of its participatory design and its capacity to involve young fathers directly in the process of influencing practice and policy through sharing insights about their lives and what works in engagements with services (Tarrant & Neale, 2017).

For brief context, the YDC model was originally developed by a national charity with a remit to improve social conditions for British families through a focus on childcare and the early years. First established in 2010 and running until 2013 as a digital and social media platform called ‘Young Dads TV’ (Colfer et al., 2015), the initiative was created to represent a more ‘authentic’ voice of young fathers in a context where their experiences, perceptions, and voices were seldom 223heard. As an offer, it was therefore novel in responding to an observation that young fathers lacked a forum for their own voices and experiences, where discourses about young fatherhood were dominated by professionals, researchers, and policymakers (Colfer et al., 2015).

The model evolved into an education and training programme whereby young fathers are supported to share their experiences of parenting and service support with multi-agency professionals. A unique strategy employed by YDC is training and recognising young fathers as ‘experts by experience’ (Neale & Tarrant, 2024; Tarrant & Neale, 2017). The organisation initially recruited a small team of young fathers based in London and provided them with training, mentorship, and opportunities to share their insights with practitioners, service providers, and policymakers. The training, referred to as train the trainer, provided support to young fathers around how to present their experiences of their parenting and support engagements, as well as insights about the wider exclusion of fathers from services and the value of advocating for father-inclusive practices and services. In so doing, the model was designed to influence changes in policy and practice while offering individual and peer support to the young men involved.The YDC model evolved to involving young fathers in co-designing and delivering a wide range of flexible interventions, such as consultations, staff training, workshops, action research, outreach, advocacy, and mentoring. Via these engagements, it began to support new dialogues between young fathers as a community and between professionals from different services and sectors, in a way that proactively and productively addressed gaps in communications between professionals and their beneficiaries.

For professionals, the model works as a training opportunity, enabling them to communicate the lived experiences of young fathers in their own service contexts and to advocate for practice and policy improvements. Through these initiatives, YDC strives to improve the quality and scope of services available to young fathers and to enhance the ways professionals engage, communicate with, and support them. An overview of the core tenets of the model and its theory of change are outlined next.


The YDC Theory of Change

In its current iteration the YDC model empowers young fathers (aged 25 and under) by involving them directly in educating professionals about father-inclusion as a mechanism for shaping the services and policies that affect their lives. It operates on three key pillars:


	A Peer-Led Approach: Young fathers with lived experience are trained to become ambassadors, sharing their insights and advocating for better support for young dads. The fathers involved also benefit from peer support and learning.

	Workshops and Consultations with Multi-agency Professionals: Training sessions led by young fathers are run with audiences of cross-sector professionals, helping them to understand the challenges young fathers face and providing a space for exploration of how to improve engagement.224

	Policy Influence and Advocacy: With the support of professional staff, young fathers are supported to collaborate with policymakers to raise awareness about the needs of young fathers, aiming to create systemic changes that promote inclusive services.






Co-creating Place-based Models of the YDC

Through various funded phases of the FYFF programme of research, what started out as a London-centric digital and social media platform for advocacy and campaigning has since evolved into a place- and evidence-based model of support. These models have been developed to provide a voice and a platform for young fathers in new areas of England by engaging them in the process of influencing service design and delivery through the education and training of multi-agency professionals about father-inclusive practice (Tarrant & Neale, 2017; Tarrant et al., 2024). In these ways, it reflects the public involvement and community engagement approach.

The scale-up of the YDC model was enabled by the participatory ethos of the FYFF study and the qualitative longitudinal methodology underpinning each study phase (Tarrant, 2023). The co-creation of two additional place-based offers: the YDC North in Leeds (Tarrant & Neale, 2017) and the Grimsby Dads Collective (Way & Tarrant, 2023) also responded to regionally identified challenges in delivering young father inclusive support. Engagement with professionals from these areas confirmed the baseline findings from the FYF study, that there is a need for young fathers to be understood and acknowledged in new ways (Neale & Davies, 2015). A key barrier to their engagement with services is the widespread perception that they are ‘hard to reach’, a problematic language that contributes to their silencing and marginalisation (Davies & Neale, 2015; Neale & Davies, 2015; Neale et al., 2015). As we note elsewhere (Tarrant et al., 2024), the language has been used in health and social care spheres and discourse to describe ‘community groups that are difficult to involve, engage or achieve participation in research or health delivery programmes’ (Islam & Small, 2020, p. 7). Critiques of the language suggest that as a concept that connotates a deficit located within certain marginalised and/or minoritised communities, onus and blame is placed on those who are under-represented in health and social systems, meaning that opportunities for productive engagement with those communities, as well as how services might be made ‘easier to access’, are overlooked.

The study emphasised the importance of recognising young fathers as ‘experts by experience’ – allowing them to speak for themselves, offer peer support, participate in professional training, and act as ambassadors for young fathers more broadly. This approach not only empowers young fathers but also aims to shift professional attitudes towards them. Achieving this cultural change, however, requires ongoing professional support and training for the young fathers involved, including for those residing outside of London. Expanding the YDC to new regions in the UK was therefore identified as a critical next step in extending this lived experience and practitioner-led effort.

225Both the co-creation process and the delivery of the new models have involved local communities of young fathers in the design and delivery of the models. Local and national champions of father-inclusive practice have also engaged in the co-design process of these transformative projects, both iteratively designed to respond to the needs of local communities and ensure a place-based and context-responsive version of the intervention. As community-driven models, both shared the core aim of fostering engagement, support, and positive outcomes for young fathers, as well as evidence and lived-experience-driven approaches to professional education and training.



Opportunities and Challenges in Co-creating the Young Dad Collective

Underpinned by the participatory ethos of the FYFF study, public involvement and community engagement principles were embedded throughout the co-creation process. Both place-based models were built on the evidence that those with lived experience – young fathers – are best positioned to inform and improve service provision for families. Their insights are critical to understanding the unique challenges and opportunities young fathers face, and their participation ensures that solutions including those developed and delivered via the YDC models, are grounded in real-world experiences rather than assumptions or stereotypes.


Recruitment and Training of Young Fathers as ‘Experts by Experience’

One of the key elements of the model was the training of young fathers in a way that enables their recognition as ‘experts by experience’ but also the crafting and telling of these experiences in a way that is influential for a multi-agency, cross-sector professional audience. This process, which involved active partnership working with the dads and professionals from the core services involved in co-creating the YDC models, began with a targeted recruitment effort and working closely with local community organisations youth services, and social care providers to identify young fathers who had the potential to act as advocates and educators. Recruitment was aimed at those with lived experience of young fatherhood, a commitment to engaged fatherhood, willingness and capability to share personal experiences, and an interest in influencing health and social care policies and practices.

The training programme involved a process of supporting young fathers to tell their narratives and share research findings about the support needs and service experiences of young fathers in health and social care and wider social welfare services. This process was designed not only to empower the young fathers but also to ensure that they could engage meaningfully with health and social care professionals, equipping them with the tools to advocate for father-inclusion in service delivery. Interviews with the young fathers who benefited from the training in each model confirmed that they felt valued, heard, and supported:

I was really nervous before I had to present, because of it being a big crowd. It helped with me courage. I felt valued by the people in the 226room, people who came over and talked to me and said well done, which really give me a boost. Made me feel confident to do it again. (YDC North member)

Buzzing, love being listened to. It’s not just the work with the professionals it’s about meeting up with other dads when we do the planning. We all want other dads to have a better experience. (YDC North member)

In a context where young fathers often feel overlooked and sidelined the YDC model provides a space for dialogue, communication, and empowerment for those it supports. Our interviews with the young fathers confirmed that their engagement contributed to a growing sense of self-worth and self-perception, which was linked to being included, listened to, making an active contribution, and participating in aspects of activism and motivation.

As a PICE model, the YDC also involved the young fathers in wider and participatory processes of impact, as a form of participatory impact. As reported elsewhere (Tarrant, 2023; Tarrant & Neale, 2017), YDC North supported five young dads to develop new skills and grow in confidence as they observed the reactions of professionals from varied health and social care agencies, education, and the statutory and voluntary sectors. All three versions of the model have also prompted local changes to regional policy, creating new opportunities for the political participation of the young men. One of the young fathers in Leeds was consulted on a new draft action policy plan aimed to support teenage parents and joined a regional board as a user representative, enabling him to influence local decision making (Tarrant, 2023; Tarrant & Neale, 2017). In Grimsby, there have been strategic and operational changes to policy and practice, as one local manager reflected (see also, Way & Tarrant, 2023):

The training for professionals, and the process of promoting and championing the project, have contributed to improvements in the strategic and operational environment in Grimsby that have had a positive impact on families’ lives.

Despite the varying benefits to the young fathers who engaged with each YDC initiative, a key challenge was the continued recruitment of young men to the model and sustaining their involvement over time. This was especially the case in Grimsby, where the impacts of deprivation and limited travel options made the model much less accessible for some than others. Varying degrees of confidence and skill also reflected inequalities between the young dads, meaning that the most eloquent and capable young fathers were selected initially to deliver the training. This sat in tension with our principles around democratisation and participation, so efforts were made to explore the inclusion of those with higher support needs. In London, for example, the more established model, a young father with learning difficulties was supported to film a video to play in case he felt unable to deliver on the day, but he felt confident enough to present at the training.

227Through a process of concerted reflexivity that was built in throughout the co-creation process, all efforts were made to ensure that inclusive language and imagery was used in communications and outreach, to offer digital delivery of the training, and to generate data and evidence about diverse experiences and perceptions of the model experiences of the model to ensure a responsive, flexible and inclusive approach that would be accessible to all young fathers, regardless of circumstance. The messiness and iterative character of the co-creation process, however, meant that the teams involved in co-creating each place-based model often had to make trade-offs to ensure they functioned effectively while also providing a space for the transformative dialogues necessary to instigate a culture change across the wider health and care system that would have wider benefits for all fathers.A key function of the longitudinal co-creation process, albeit one that also provided essential insights for further analytic consideration of the contexts through which young fatherhood and service design and engagements are shaped, was the need for all partners to engage in a process of constant reflexivity the process to support the facilitation of the young father’s involvement in real time and in ways that were attuned to their diverse needs, experiences and capabilities.



Educating Health and Social Care Professionals: Impacts on Learning and Professional Development

The training had a profound impact on many of the professionals who participated in it. Confirming the broad appeal of the training and its need, attendees at the workshops are those representing the education sector; youth, family, and parenthood provisions; social work; housing; employment; and health and social care. The structure and constraints many professionals experience in their professional contexts mean they often have limited opportunities for reflexive practice. Because of this, and combined with the wider cultural, organisational, and relational barriers they navigate, they report struggles around identifying and implementing father-inclusive practice (see Tarrant, 2023). The training uniquely creates an opportunity for communication and dialogue between multi-agency professionals and young fathers that do not currently exist.

Hearing directly from the young fathers was one of the most powerful and reported aspects of the training, as it provided real-world insights that could not be captured through textbooks or traditional training methods. Moreover, the training was reported to be transformational not only because it equipped professionals with practical tools and strategies that they could realistically implement in their practice but it also provided a transformative or ‘sacred learning experience’ (Mezirow, 1997; Tisdell, 2008) where professionals experienced revelation moments and shifts in mindset where they said they would consider dads in ways they had not before. This included changes to how they communicated with fathers, as well as adjustments to the way services were structured and delivered to ensure that they were more inclusive of fathers.

To capture potential for changes in mindset and practice following the training, professionals are asked to provide qualitative feedback and ‘pledges to practice’, 228confirming their key learning and plans for adapting their practice in the future. Delegates have said:

‘I’ll think more about how to help young fathers. I will think beyond mums.’

Professional feedback after YDC North training

‘I believe that services will make changes after listening to the dads’

Professional feedback after Grimsby Dads Collective training

The extent to which professionals were able to instigate change within their organisations in the longer term has been less straightforward to capture. Despite sending out surveys three months post-training to attendees, responses were thin. Nevertheless, professionals were keen to share their experience of making changes with the team, as the following quote by a health worker exemplifies:

Thank you for your delivery yesterday, it was extremely useful to our organisation. On returning to the office following this I had a case discussion with one of my team. We discussed the worries that mum has and difficulties in the case. We mapped our worries and then I asked what dads’ thoughts were and how does he support the family, are there any family members on his side of the family. The reply from the [health organisation] was that dad is not really in the picture and doesn’t really have much involvement. I asked if dad had been spoken to and the reply was ‘no’ as I don’t think mum wants him involved. I reminded the [health organisation professional] what training she had just attended and she had a penny drop moment and said that her first task was to contact dad and discuss the case with him and explore the wider family network.

Key here is that the mutual creation of these novel dialogic contexts for public involvement and community 229engagement meant that the workshops themselves, and the new space for dialogues they engendered, were vital in the reconstruction of deficit views of young fathers. As an additional form of evidence, the feedback confirms the transformative potential of establishing unique, curated spaces for engagement between young fathers and professionals. In encouraging support and the avoidance of sidelining and surveillance, young fathers influence constructions of young fatherhood, and practice change is actively encouraged.




Conclusion

As a PICE initiative that has been co-created through multiple phases of funded research through the FYFF study, the YDC is a powerful model of professional training and engagement that empowers fathers who are marginalised in health and social care contexts. A commitment to public involvement and community engagement is central to the effectiveness of the model, which is designed to engender processes of transformation and systems change in ways that respond to the voices and experiences of young fathers and the training needs of professionals.

Indeed, the delivery of young father-led training and education provides a space for productive dialogue and transformation for diverse communities in ways that are not presently provided within existing systems of support and highlights both the value and challenges of public involvement and community engagement in engaging ‘experts by experience’ to address social and health inequalities; in this case through the promotion of father-inclusion as a connective language for promoting father-inclusive practice.

By involving young fathers in this way, the co-creative process not only worked to improve the inclusivity of health and social care services but also empowered select young fathers to advocate for changes that would improve service experiences for them and for those who follow behind them. As a participatory approach, the model exemplifies how marginalised groups can be involved in professional training and service change in meaningful and empowering ways, while also ensuring that their voices are heard and have influence on the policies and practices that affect their lives and shape their parenting journeys. Furthermore, the involvement and support of researchers enabled transformations to occur at the dynamic interface of research, practice and policy (Neale, 2021), ensuring that the exchange of knowledge is aligned closely with the evidence-base about what matters to fathers and what works for professionals in the provision of inclusive support offers and cultures. Ultimately, this model of PICE demonstrates the importance of recognising communities as essential partners in the process of establishing more inclusive, equitable, and responsive systems of care and provides an approach that may also work with other marginalised and seldom heard communities.
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Abstract

Drawing on the National Institute for Health and Care Research (NIHR) principles of co-production, the chapter reflects on and critiques the approaches adopted in two leaving care studies. The first employed care-experienced young adults as peer researchers in a study that aimed to advance understanding of the ‘ingredients’ to implement and sustain innovations. In the second study, a Networked Learning Community (NLC) was established, bringing together care-experienced young people, frontline practitioners, and managers to develop accessible tools and resources to support social work practice. The findings highlight the need for attentiveness to relational safety, capacity-building, and reflective practices. They also demonstrate the role that values play in building authentic relationships, and disrupting traditional power hierarchies. However, practical considerations, including training, adequate time and resources, and the use of a range of communications channels, are also important. The chapter concludes with a call for further formal evaluation of co-production models, particularly the NLC model, and their 232long-term effects on both research outcomes and the development of participants’ skills and confidence.
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Introduction

Over the last two decades, there has been considerable expansion in the field of care-leaving research to understand the needs and experiences of young people negotiating the transition from care to adulthood. Article 12 of the United Nations Convention on the Rights of the Child (the right to be heard and taken seriously) has also provided impetus for the rise in participatory research approaches (United Nations, 2009). It has been noted that a range of activities have been hung under the ‘participatory’ umbrella. These include: simply being invited to participate in studies designed and directed by academics using traditional methods; projects using ‘child-centred’ forms of communication (e.g., art, photography, or drama); involving children and young people in research about aspects of their own lives and encouraging participants to have some impact on aspects of the process, such as research design, analysis or dissemination; formal training in social research methods to carry out research into other people’s lives on topics relevant to them (Holland et al., 2010). Mannay et al. (2019) highlight that ‘giving voice’ to marginalised groups using participatory approaches is not the same as these voices being heard and acted upon. Consideration also needs to be given to disseminating messages in accessible ways to engender changes in practice (Mannay et al., 2019).

Peer research, that is, research which is steered, conducted, and implemented with individuals who share lived experiences with the study’s participant group (Lushey, 2017), has been employed in care-leaving studies both nationally and internationally (Kelly, van Breda, et al., 2020; Munro & Kelly, 2025). Levels of participation across the research cycle vary, but the approach seeks to democratise the research process with the aim ‘to empower both the respondents and the peer researchers and to maximise the scope for deeper insight into issues through a common experience or understanding’ (Dixon et al., 2018, p. 10). Bridging the gap between researchers and participants has the potential to facilitate access to ‘harder to reach’ members of the community by mitigating traditional power imbalances (Yang & Dibb, 2020). This can create space for more honest and open dialogue, overall involvement, and thus offers the potential for the generation of richer data. However, these benefits are not automatic. Sharing power with peer researchers may be perceived as a threat to ‘objectivity’ and the validity of findings may be questioned by the academic community and/or policy makers (Lushey & Munro, 2015).

The literature on peer research in care-leaving research in the UK suggests that whilst there are variations in how this approach is operationalised, studies 233employing peer research have had a policy impact. For example, findings from the Staying Put evaluation (Munro et al., 2012) were used to lobby for legislative reforms, which were subsequently enacted. In Northern Ireland, the You Only Leave Once study (Kelly et al., 2016) led to changes in mandatory data collection regarding young people’s disability status. However, concerns have been raised that legal rights and policy developments do not always translate into practice and that there are multiple barriers to implementation in practice (Munro et al., 2024).



Chapter Focus

This chapter provides reflections on the application of co-production principles in two leaving-care research studies. The studies differed in terms of design, resourcing, duration, and focus. The Exploring Innovation in Transitions (EXIT) study employed care-experienced peer researchers over a three-year period in a study that aimed to advance understanding of ‘ingredients’ to implement and sustain innovations. In the care leavers, COVID-19 and Transitions from Care (CCTC) study, care leavers were not involved in shaping the research design or in data collection. Instead, a NLC was established, bringing together care leavers and social work professionals, who over an eight-month period, engaged in collaborative learning and offered their expertise to assist with data interpretation, develop recommendations, and create accessible tools for practice.

It is recognised that although co-production has gained prominence, definitional ambiguities persist (Bandola-Gill et al., 2023). The NIHR five principles of co-production (sharing power, including all perspectives and skills, respecting and valuing all knowledge, reciprocity, and building and maintaining relationships) were used as a guiding framework to reflect on and critique the approaches adopted in the two studies.



Overview of the Studies

EXIT (2020–2024) was funded by the Economic and Social Research Council (ESRC) and brought together an academic research team from organisational science, public health, social care, and participation experts to develop understanding of how to sustain, scale, and spread innovations designed to improve young people’s transition from care (Currie et al., 2025). Five care-experienced young adults were recruited as peer researchers and contributed to empirical case study research, including designing consent materials, shadowing and conducting interviews, attending meetings with case study sites and sharing findings. Due to the social distancing regulations imposed as a response to COVID-19, research activities mostly took place in virtual online spaces. In parallel to the case study research, an internally focussed nested action research study (Reason & Bradbury, 2008) was co-designed and undertaken to obtain everyone in the team’s perspectives upon strengths and limitations of the peer research approach, including through a series of focus groups (Lynch et al., 2024).

CCTC (2020–2022) was also funded by ESRC, as part of UK Research and Innovation’s rapid response to COVID-19. It explored the impact of 234COVID-19 on young people’s experiences and transitions, examining where they went, the services and support they received, and how they fared (Munro et al., 2022). In CCTC, an NLC was established, which brought together seven care-experienced young adults, six leaving care personal advisors or team managers, and five operational managers from six of the participating local authorities. NLC activity predominantly took the form of community workshops, and a total of six workshops lasting between 1.5 and 4.5 hours were convened. All but one of the workshops were held online, as participants were geographically spread and had competing demands on their time. Outside of allocated workshop time, participants were invited to share views and ideas on topics that had been discussed in the group.



Reflections on the Application of NIHR’s Principles of Co-production in EXIT and CCTC


Sharing Power

Providing opportunities to be involved throughout the research has been identified as a principle for ‘good’ involvement in research, although it has been recognised that levels of involvement might fluctuate at different points in the research cycle (Liabo et al., 2020). Traditionally, academics and funders have determined research priorities based on their assessment of gaps in the evidence base and perspectives on what is important. There have been calls to pay more attention to service users’ and providers’ perspectives on what should be researched, to produce findings that are relevant and responsive to their needs (Liabo & Roberts, 2019). Williams et al. (2020) emphasise the importance of service users making ‘meaningful contributions to agenda setting, not merely being “involved" once these important decisions have been made by those who traditionally hold power in research settings’ (p. 4). It has also been suggested that there may be a reluctance on the part of researchers to share power during the analysis and write-up stages of the research cycle (Hopkins et al., 2024). In parallel, however, it has been noted that ‘power without responsibility and responsibility without power are problematic’ (Liabo & Roberts, 2019). An equal partnership may not be realistic; roles and responsibilities will vary, but attention should be given to valuing everyone’s ideas and providing opportunities for meaningful involvement in the research process, as well as recognising the contributions that people bring (MacLachlan et al., 2024).

The EXIT proposal was submitted in response to a funder call for research to address a gap in the evidence base, rather than responding to service-user defined topics of enquiry. A care-leaver led charity were involved in discussions surrounding the development of the proposal and in the research partnership throughout, but the peer researchers were not partners in the initial phases of the study. Once the peer researchers were recruited, efforts were made to build relationships within the team, including through the induction training which brought together all the peer researchers and offered a safe space to become familiar with the aims and objectives of the study. Each peer researcher was allocated to a university and case study site with a dedicated Research Fellow 235as a main point of contact. Weekly meetings were held to discuss the status of the study, and to explore and reflect on opportunities to participate using a novel framework developed in the study. The ‘Peer Researcher: Ability-Motivation-Opportunity’ (PR: A-M-O) framework integrated elements of the human resource management theory ‘Ability-Motivation-Opportunity’ (A-M-O) (Applebaum et al., 2000) to guide Peer Researchers and Research Fellows’ review and reflection on study opportunities (O) available to the peer researchers that they considered to be motivating and of interest (M) and that fitted with their existing or developing skills and abilities (A) (Lynch et al., 2024). Using the PR: A-M-O framework enabled consideration of roles and contributions in respect of skills, interests and peer researcher’s capacity to be involved. As one of the peer researchers reflected:

I’ve certainly felt like an equal partner in those meetings with the Research Fellows … I have had opportunity to, to influence … we have an opportunity to, you know speak and add to, to the conversation and, and influence the study.

Peer Researcher Focus Group

Quarterly meetings involving the Research Fellow, peer researcher, and the co-investigator were convened as a forum to reflect upon the role and resolve any issues. Opportunities to bring together the whole research team via team meetings were another opportunity to ‘share power’. This was particularly true in EXIT, as the inter-disciplinary nature of the study meant that knowledge gaps existed across the team regardless of academic grade; that is, each team member was confronted with new concepts, and whole team meetings provided an opportunity for cross-team learning.

The CCTC proposal was submitted in response to a rapid response call to address urgent issues raised by the COVID-19 crisis. Again, service users were not involved at the proposal stage, but the research questions were responsive to concerns being raised by leaving care advocacy organisations. Throughout the recruitment process, local authorities and young people provided informal feedback, which suggested that the research questions were still seen to be timely and relevant to the leaving care community and practitioners. Whilst the purpose of the NLC was set by the researchers, buy-in was high, and the networked learning approach aimed to draw upon and respect the different knowledge and expertise everyone had to bring.




Including All Perspectives and Skills

Concerns have been raised that recruitment challenges in research with care-leavers mean that samples of participants may not be representative, and that those who are ‘disengaged’ from services may be less likely to hear about opportunities to take part and/or may be disinclined to do so (Purtell, 2024). One of the potential benefits of peer research is that it may encourage young people whose voices are seldom heard to participate and express views that they may not be confident 236sharing with an academic researcher (Dixon et al., 2018; Kelly, Friel, et al., 2020). However, Lushey and Munro (2015) also reflect that:

It is important that the desire to be ‘inclusive’ does not take precedence over the selection of peer researchers who have the skill and capability (with appropriate support and training) to contribute to the process and interview young people … Poor recruitment and selection denies participants optimum conditions to tell their story. Proactive management of this part of the process is also important because otherwise there is a danger that peer researchers are ‘set up to fail’, which is contrary to the aim of empowering and equipping them with transferrable skills. (p. 525)

In the EXIT study peer researchers were recruited via university widening participation teams, reflecting a desire for inclusivity, but also recognising that undergraduate educational experience might be advantageous to facilitate meaningful engagement in a complex interdisciplinary study. By virtue of the recruitment strategy, the 5 peer researchers were all care-experienced undergraduates aged between 18 and 25 years. One young person, who was not a student, but was interested in the opportunity, ultimately decided not to pursue this because the employment contract and pay rate would affect their welfare payments (Lynch et al., 2024).

The ability of all the peer researchers to contribute to the study was also influenced by formal and informal training. None of the peer researchers had prior experience in research roles, and so skill and capacity development were prioritised. All the peer researchers attended a virtual 10-week induction programme which introduced the study, ethics, methodology, and methods. Peer researchers reported that they welcomed this formal induction phase as an important capacity-building process but questioned the relevance of a health-focussed ethics session and disliked the virtual format (Lynch et al., 2024). Training in analytical methods delivered later in the research cycle was designed to address these concerns. It included interview transcripts from the EXIT study as training materials and was delivered in person at a mutually convenient location.

MacLachlan et al. (2024) have drawn attention to the fact that young people may not fully recognise their abilities or perceive themselves to be ‘qualified’ enough. In this context, support from a researcher who can recognise their strengths and suggest appropriate roles and opportunities can be useful. In addition to formal training, the peer researchers in EXIT emphasised the valuable role that informal training and support from Research Fellows played in enhancing their ability to contribute. Furthermore, using the A-M-O framework to attend to both peer researchers’ skills and interests and mentoring to support them in contributing to the study in ways that built upon their existing skills and enabled them to develop new ones was welcomed (Lynch et al., 2024). Rather than prescribing the activities that peer researchers ‘could or should’ contribute to, a flexible, relational approach was adopted, which was responsive to peer researchers’ unique skills, interests, and availability. As a result, the peer researchers contributed to the study at different points in the research cycle, to different extents, and in varying ways (Lynch et al., 2024).

237In the CCTC study, the opportunity to participate in the NLC was open to all care leavers from the participating local authorities, and the research team did not set prescriptive inclusion criteria, in respect of qualifications or prior work experience, in keeping with the principle of inclusivity, irrespective of background and abilities. The desire to include young people with diverse care histories and in different living arrangements was emphasised. Leaving care workers approached young people on behalf of the research team, which contributed to successful recruitment; however, the research team noted that there was limited information about the number or backgrounds of young people who were originally approached to participate. Most of the young people who participated in the NLC were already engaged in advocacy groups. However, pre-existing knowledge and skills were not assumed, and a variety of platforms were used to share material and seek feedback, for example, presentation of findings, breakout rooms, open floor discussions, whiteboards, and interactive polls to create space for everyone to contribute their ideas and share their views.



Respecting and Valuing the Knowledge of All Those Working Together on the Research

In the EXIT study, the research team were explicit that members would bring different knowledge and skills, reflecting their different experiences, roles, training and disciplinary backgrounds. The importance of peer researchers’ lived experience of care-leaving was emphasised from the outset and roles and potential contributions were openly discussed. Over the course of the study, the distinction between the peer researchers and the academic team blurred, as the peer researchers’ technical and academic experience grew and they took on additional responsibilities (see also, MacLachlan et al., 2024). Peer researchers developed interview skills through a gradual process of piloting interviews within the research team, observing a Research Fellow over time, and steadily building experience of inviting potential interviewees to participate. Towards the end of this process, two peer researchers skilfully led interviews with professionals and care-experienced young people. Research Fellows supported the peer researchers at this latter stage by attending interviews and being available to assist if necessary, and facilitating immediate de-brief sessions, reflecting responsibility and accountability in respect of safeguarding and broader ethical issues. The de-brief sessions provided the opportunity to reflect on any negative impact of the interviewing experience on peer researchers’ well-being and their application and development of interviewing skills. Outside of the de-brief sessions, no safeguarding or ethical concerns were raised. Two peer researchers also designed and delivered a presentation at an academic conference with minimal input from Research Fellows, although they offered support and attended the presentations.

The NLC aimed to:


	Foster relational connections and adopt ‘knowledge animation’ strategies to support learning within and between local authorities, drawing upon the expertise and experiences of those with different lenses on the system (care-experienced, frontline practitioners, operational managers, and researchers)238.

	To utilise the ‘new knowledge’ created through the collaboration to develop accessible tools and resources to support social work practice.



Stoll (2009) defines ‘knowledge animation’ as:

a social process by which practitioners and policy makers make learning connections when engaging with research findings. Knowledge animation is about helping people to learn and use ideas generated elsewhere and through this process create their own knowledge. (p. 1)

In this model, what practitioners and service users know from their own experiences and in their own contexts (tacit knowledge) is of equal importance to what is known from research and theory (explicit knowledge) (Stoll, 2009).

In CCTC, it was acknowledged that ‘everyone in the learning community will have different but equally valued experience and perspectives to bring to the study’. This ethos was communicated via written materials and at each workshop. A range of educational processes were employed to facilitate reflection, collaboration, learning, and action. The sessions were also designed to provide opportunities: to make links between research and practice (‘research-practice’ bridging); explore similarities and differences in perspectives and learning within local authority teams (care experienced/frontline/managerial); cross-context learning and resource development drawing on collective insights. The NLC community and research team co-developed outputs, including: a resource for social workers and leaving care personal advisors to assist them to consider the implications of the findings in their own local context and recommendations for policy and practice (Munro et al., 2022). During NLC sessions, time was spent discussing language, key terms and phrases, and what should be included in the research outputs. For example, the original proposal for the study specified the aim to explore ‘transition pathways’ from care whereas later discussions with the NLC led to a change of this term to ‘pathways out of care’ in final outputs because there was consensus that this felt less technical or ‘academic’ as a term, and more reflective of real-life experience. Specific recommendations surrounding outcomes data were also shaped by the NLC and encouraged movement away from deficit-oriented measures towards a more balanced narrative, recognising that many of the data items collected are negative, for example, ‘substance use’, or a number of criminal convictions. New items that were recommended included information about how young people feel they are doing, satisfaction with services received, and the degree to which young people feel involved in pathway planning.



Reciprocity

There is a danger that co-production is experienced as extractive or tokenistic if the experience is not meaningful or beneficial for those with lived experience and/or practitioners. In EXIT, as part of the action research study, the peer researchers reflected on an important intrinsic motivation to participate by virtue of the study’s potential to 239make a difference to the lives of care leavers in the future. Additional extrinsic factors related to individual benefits associated with capacity-building, including development of more general transferable skills ahead of seeking employment, such as teamwork, and specific research skills in pursuit of post-graduate study (Lynch et al., 2024).

The costs associated with recompensing peer researchers for their time and to facilitate their meaningful participation were built into the EXIT budget. The level of pay was identified as an important motivating factor by peer researchers. A budget was also allocated for travel and subsistence costs to facilitate peer researchers’ attendance at in-person meetings and participation in conferences.

In CCTC, young people were provided with vouchers to recognise their time and contributions. Travel and subsistence costs were also covered for all participants. Young people and professionals articulated a range of reasons for participating in the NLC, including: contributing to improvements in leaving care services and practice; learning from other local authorities; listening to young people’s views; learning more about the research cycle; and maximising the study’s impact. Members of the NLC presented at a conference bringing together care-experienced young people, health and social care professionals, and advocacy organisations to disseminate the findings and the co-developed resources. One of the ‘experts by experience’ also took part in a radio interview to discuss the research findings and share their views. Identified benefits included: meeting new people, increased confidence, gaining knowledge, and increased hope that the system will change.



Building and Maintaining Relationships

The impact of experiences of abuse and neglect, and discontinuities in placements and relationships in the care system, needs to be considered in the design and delivery of research projects. As others have noted, here and in this wider collection of work, attentiveness to ‘care’ in research relationships (Farragher et al., 2024) and building trust and promoting relational safety (Bovarnick & Cody, 2021) are important.

In the EXIT study, the budget provided for a participation expert with lived experience from a care leaver-led charity to provide pastoral support for the duration of the study, and this was highly valued by the peer researchers. This allowed space and time to build trust and develop relationships. Each peer researcher was also allocated to work alongside a Research Fellow, aligned to a specific case study site. Preferred frequency and methods of communication were agreed and revisited (in recognition of changes in the nature and extent of the peer researcher’s involvement in different aspects of the research and fluctuations in their availability). This consistency, joint working overtime, including in-person fieldwork and a supportive ethos, was valued by the peer researchers, as one reflected:

Working with [the Research Fellows] that’s allowed me to enjoy every week of the project … they’ve been very helpful, very supportive, you know they’ve provided us with lots of opportunities and when we’ve had problems they’ve been there to help us, 240certainly if that wasn’t there, if that whole network was not there, definitely my involvement in this project would not be as enjoyable as it is now. (Peer Researcher Focus Group)

With the benefit of hindsight, arguably, more time and resource should have been allocated to the Research Fellows to support peer researchers’ engagement and to provide them with skills and training to fulfil the central role they ultimately played in ensuring participation was a positive experience for the peer researchers (in addition to the dedicated pastoral support provided by the participation expert) (Lynch et al., 2024). This reflects a tendency to under-estimate the time, inter-personal skills, and emotional labour involved in facilitating meaningful co-production in care-leaving research (Kelly, Friel, et al., 2020).

In CCTC, young people attended workshops with workers with whom they had already established relationships. In the initial sessions, relationship-building amongst participants was also prioritised and facilitated through the co-development of a set of principles and values for the group, outlining how everyone should work together in a way that appreciated each person’s experiences and views. Additionally, all young people were offered 1-1 discussions with the care-experienced researcher on the project prior to and after the workshop sessions. Consistent communication through newsletters and regular meetings was also established with the aim of fostering trust and engagement.



Peer Researcher’s Reflections

For all my adult life since leaving care, I have been motivated to improve social interventions targeted at young people at risk of harm or in contact with children’s social care services. This interest has been most profoundly informed by my own journey as a young person navigating the child protection and out-of-home care system. During this time, I was affected by the differences between disjointed care and personalised, trauma-informed intervention grounded in evidence. This underlying motivation has led to commitments to build a strong case for high-quality children’s social care nationally, underpinned by effective social policy and upscale. Consistent with these commitments were the aims of the EXIT study and CCTC study, and I felt very positive about putting myself forward to offer my passions and talents to their efforts.

From 2016 to 2021, I was a founding member of the Young Researchers’ Advisory Panel (YRAP), a group of young people consulted to support the work of the Safer Young Lives Research Centre (SYLRC) at the University of Bedfordshire. This role offered many opportunities to influence the Centre’s work on childhood sexual violence.

As I was ageing out of YRAP, I felt that being offered the opportunity to gain employment and continue to support the work of the Institute through a partner-led project was extremely valuable to me. Up until this point, I had only supported research by SYLRC, primarily on Child Sexual Exploitation (CSE). Being afforded the opportunity to research transitions from care, another element of lived experience for me, was exciting because it gave me an opportunity to 241expand the skills I had gained in YRAP and utilise them in new research contexts and topic areas. The greater data collection, analysis, and dissemination responsibilities attached to the role helped me gain new skills relevant to the development of my career in academia and my goals of completing doctoral and postdoctoral research.

Activities I engaged in included: undertaking semi-structured interviews, focus group facilitation, audio transcription, thematic analysis, literature reviewing, dissemination through conference presentations, building rapport with case study site participants and stakeholders, improved accessibility of data collection for participants, collaborating with other team members, use of coding and video conferencing  software for data collection and analysis.

I was most heavily involved in the case study of a group-based intervention which aims to develop independence skills and enhance the social capital of care leavers at risk of social exclusion, delivered by a leading national children’s charity. Throughout the study I contributed to the design and ongoing refinement of research protocols, tools and disseminations processes, both demonstrating my commitment to the authentically experiential learning-informed collection and expression of research data as well as supporting that of the study. I later took a leading role applying many of these principles to a separate strand of the study related to innovations targeted at the mental health of care leavers.

As the role progressed, I took increased responsibility and independence as a researcher, having facilitated semi-structured interviews, transcribed focus group discussion recordings, engaged in thematic analysis, and collaborated extensively with colleagues and project partners to achieve impactful dissemination. I took a leading role in the development of a peer-reviewed journal article and delivered an international conference presentation that critically examined the EXIT study’s peer-reviewed research design.

With increased exposure to various research samples, case study settings, and innovations in intervention design and implementation, I have developed a critical insight into and understanding of children’s social care far beyond my personal experience, thoroughly informed by both user diversity and the complexity of different practice and policy contexts. Led by my supervisor, I gained valuable experience in collaboration with young research participants in our assigned case study before commencing semi-structured interviews. Changes made as a result of my input were felt to have improved accessibility, aided discussion, and uncovered richer context to the data collected, serving as a useful lesson and one of many examples of the mentorship I benefitted from during my time supporting the study. This personal growth particularly accelerated towards the end of the study, at the beginning of the mental health innovations work.

During my tenure as a peer researcher supporting the EXIT Study, there were times when I needed to step back or reduce my workload from the study, either at times when my education needed to be prioritised or because of poor health. The door was always open for people to come back and contribute in ways that were meaningful and useful to both the study and peer researchers. The design of the peer research role, as well as the supportive nature of academic staff, meant that 242this could be done without having too much of an adverse impact on the study and afforded much flexibility to me and others in the role.

Key points:

• Building and maintaining relationships.

Building relationships takes time, but it is important to establish trust and facilitate open communication. Allocation of a named and consistent contact within the research team (in addition to access to experts from specialist support services where needed) provides scaffolding that facilitates open communication and young people’s meaningful participation. Adequate training and support are needed to equip them with soft skills to fulfil this role. Sufficient time and resources also need to be allocated to ‘mentors’ so they can invest time in building trusting relationships and in supporting the peer researchers’ development.

• Reflective practice.

In EXIT, the A-M-O framework (Applebaum et al., 2000) was adapted to guide reflective conversations with peer researchers and inform planning and review. Regular reflective conversations facilitated identification of skills that had been acquired through participation, as well as exploration of the availability of future opportunities and their alignment to skills that peer researchers wanted to develop (Lynch et al., 2024).

• Flexibility and adaptability.

It is not uncommon to design studies and recruit peer researchers or experts by experience to undertake a pre-defined set of activities. Although opportunities to participate at each stage of the research cycle are desirable, it is important to be flexible and adaptable, recognising individual skills, strengths, and interests, as well as changes in circumstances and fluctuating availability.

• Networked learning.

From the authors’ perspectives, the NLC generated rich insights to support the development of accessible resources to increase the likelihood of knowledge utilisation. Bringing together care-experienced young people, frontline practitioners, and managers offered diverse expertise and different insights into system challenges. Although participation was over a relatively short timeframe, towards the end of the study, feedback suggested that engagement had supported relationship-building, learning, and skills development. A more formal evaluation is needed to understand more about the strengths and weaknesses of this approach.



Conclusion

There is no ‘one size’ fits all guide to co-production or a single formula for co-producing research (NIHR, 2024). Whilst the approaches adopted in the two care-leaving studies differed, applying the NIHR principles of co-production to reflect on learning from both provided a valuable unifying framework. It clearly 243demonstrated the role that values play in building authentic relationships and disrupting traditional power hierarchies. This includes transparency about the purpose of involvement and the opportunities that may (or may not) be available, as well as valuing different kinds of knowledge (Liabo et al., 2020). Consistent with other accounts, practical considerations, including training and capacity building, adequate and timely support, and the use of a range of communication channels, are also important (Dixon et al., 2018; Kelly, Friel, et al., 2020; Lushey & Munro, 2015).
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