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What new ethical quandaries are produced through the normalization of mental health service user 

inclusion as a best practice? The work collected in this special issue moves beyond justifying inclusion 

to trouble the ethics of these practices in and beyond mental health systems. Instead of presenting 

yet more guidelines, frameworks, and strategies for inclusive service delivery, community consultation, 

government advisories, and research, it offers critical examination of the ways in which patient 

engagement, peer workers, “lived experience,” “experts by experience,” and other similar identity 

driven prototypes are being harnessed. Service user inclusion, as it has been absorbed by mental 

health structures, has generated not only new institutional policies, texts, practices, and procedures – 

advisories, working groups, committees, “co-production” discourse – but also new public relations 

opportunities and new ways to promote the benevolence of these systems. This special issue attempts 

to interrupt this new business-as-usual of inclusionary practice. It steps back and asks – to what effect? 

 

From Mad Pride to Participation Pride 

In a broad range of mental health literatures, works on inclusion, diversity, and community 

engagement proliferate. Most champion inclusion, proposing that both mental health service users 

and practitioners benefit from it, and offer principles and best practices for how to include effectively. 

For service users, the supposed benefits of inclusion are usually positioned at the site of individual 

self-improvement, drawing on discourses of personal empowerment, resiliency, meaningful 
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engagements, capacity building, and citizenship models (Nelson, Lord, & Ochocka, 2001; Rowe, 

2015; Watts & Higgins, 2016). For service providers, inclusion is claimed to offer a broadening of 

perspective, and the opportunity to work, “co-produce,” and learn alongside, and not solely on, those 

with diagnoses (Rees, Knight, & Wilkinson, 2007). This literature thus understands power to move 

largely in terms of local and interpersonal exchange, and rarely addresses how the role of inclusion 

works to sustain systemic and structural systems of power. Instead, it promotes a narrow definition of 

efficacy: whether the inclusion of service users improves the quality, relevance, and care of mental 

health research, education, and service systems (Morgan & Jones, 2009; Repper & Carter, 2011; 

Chinman, Weingarten, Stayner, & Davidson, 2001; Staniszewska, 2009). Inclusion, in these 

quantitative analyses, is justified, not in terms of an ethics of collaboration, but rather in terms of its 

success as a technique for client/patient care. 

This special issue departs from such biomedical logics to align with the critical perspectives on 

inclusion which have been emerging in the fields of critical race/ethnic studies (Abu-Laban & Gabriel, 

2002; Ahmed, 2012: Hasan, 2011), international development (Cooke & Kothari, 2001), queer (Puar, 

2007; Spade, 2015) and critical Indigenous studies (Chrisjohn, Young, & Maraun, 1997; Million, 2013). 

These scholars show how equality frameworks of inclusion not only fail to address systemic violence, 

but work to reinforce systems of inequities in new ways. Disability Studies scholars Mitchell & Snyder 

(2015) use the term ‘ablenationalism’ to describe the process by which normative Western citizenship 

ideals are inscribed on disabled people as desired positive outcomes, equating inclusion within 

existing economies (especially into the market economy) as equivalent to success. What this does is 

rescript resistance and disability justice critiques of prevailing ruling relations (Smith, 1987; Piepzna-

Samarasinha, 2018) into ‘diversity and difference’ practices that attempt to neutralize oppositional 

struggles through measures of inclusion and incorporation. In much the same way, the scholarship 

presented here demonstrates how, by commodifying difference, practices of inclusion and diversity in 

mental health systems re/produce participation as a new form of subjugation. 

As editors, however, we would be remiss if we did not acknowledge the ways in which service 

users’ activism and knowledge have contributed to and reformed psychiatric institutions and systems. 

It is only because of this activism (Finkler, 1997) that institutional spaces have shifted away from 

custodial and towards democratic “power sharing” models (Church, 1992). Organizations and service 

providers may even be individually well-intentioned in their attempts to draw on service users’ 
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experiential knowledge. However, what has become evident over time is that this power-sharing is 

conditional: in the name of ‘collaborative consensus’ or ‘co-production’, systems absorb and 

implement ideas that align with dominant interests but disregard those systemic critiques and 

‘unreasonable’ demands that create discomfort.  

Take, for example, recent moves to democratize health care service delivery: everything from 

designing e-health patient communication technologies to high level assessment surveys. Service 

users are recruited to participate and asked to consent to have feedback deposited into large data 

repositories with a promise that aggregate data will facilitate better inter-agency practices via common 

data standards. Systems such as this purport to give power, control, and responsibility to service 

users. Many service users eagerly embrace these measures without questioning what these research 

tools do with the data. Questions of privacy, confidentiality, informed consent, and accountability are 

rarely addressed. Trapped in this involuntary surveillance, we endlessly “engage” in focus groups and 

consultations, provide our knowledge, feedback, and ‘lived experience,’ with the hope of improvement. 

How this knowledge is then interpreted and used to promote health priorities and systems change is 

often beyond our control. Thus, the outcomes of the very things we argue for can end up working to 

our disadvantage.  

Much the same goes for the practice of employment of service users as peer workers or 

community stakeholders. Because we are excluded from other paid work positions many of us flock 

to service user positions. However, even those service users who are paid for their participation are 

most often paid through honoraria or on limited-term or part-time contracts. Agencies are free to 

selectively include, or get rid of, participants as they choose. One or two individuals with “lived 

experience” (who may or not be disclosing identities at the table) are sufficient to meet engagement 

requirements. In response to the demand that representatives should communicate with and be 

accountable to the communities they represent, we are often told that the timelines of institutional 

projects make this unfeasible. And even to name, much less critique, the terms of our engagement is 

frowned upon: we are expected “not to speak about or expose the conditions” under which we work 

(Ahmed, 2012, p.154).  

The result of this is that, even though service user inclusion has been mainstreamed in Western 

mental health service provision, research, and education, we have not seen more action on 

alternatives, housing, or disability supports. Instead, investments have been funneled to stigma 



 

 
JEMH · Open Volume 10 | Page 4 

© 2019 Journal of Ethics in Mental Health (ISSN: 1916-2405) 

 

campaigns, mysterious philanthropy projects, and neuroscience. As service users we therefore have 

some hard questions to ask ourselves. Is our incorporation about challenging systems of power, 

improving professional praxis, or gaining a toehold into the employment sector? These questions are 

especially pressing given that many of our employment opportunities require us to integrate within 

pre-existing ‘helping professions’ that are tied to histories of violence (Chapman & Withers, 2019). 

How do we feel about the loss and divestment of user-led organizations (Beresford, 2019)? How many 

more years of participating in focus groups, consultations, and temporary projects are we expected to 

do while never hearing what this participation yields? Where is all that data from consults, focus 

groups, research – our data? Why isn’t our political knowledge, developed over decades of service 

user/survivor activism, acknowledged and included in these disciplines? And how is it that we have 

moved from Mad Pride to participation pride, where being asked to participate in projects, irrespective 

of how unhelpful or unethical the project is, is considered exciting and even liberatory?  

 

Critiques, Collaborations, Futurities 

We come to this project with significant experience working in the field of mental health. Both 

of us have been included as service users, and both of us have worked to include other service users 

in our projects. Jijian Voronka is an Assistant Professor in the School of Social Work at the University 

of Windsor, teaching primarily in the Disability Studies program. She has been employed as a service 

user researcher and consultant by mental health and homeless interventions, and has promoted the 

disability inclusion imperative in much of her work. Lucy Costa is the Deputy Executive Director of an 

independent mental health and addiction service user advocacy organization based in Toronto. A 

service user herself, she has over twenty years’ experience of human rights work both prior to and 

since the rise of inclusion/engagement discourse.  

Because we have both promoted and participated in service user inclusion, we are keenly 

aware of the entrenched and now-normalized tensions produced by these practices. Our objective in 

putting together this special issue was to find scholarship that specifically queries the ethics of 

inclusion and its material consequences. The issue brings together critical reflections from a variety 

of international perspectives, and from those initiating inclusion, as well as those who have been 

included in a variety of settings (legal, research, service delivery systems). Drawing on service 
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user/survivor literatures that are routinely ignored or dismissed in mainstream mental health inclusion 

scholarship, these articles work both to interrogate dominant epistemes, and to offer counter-

epistemes. What, they ask, is our inclusion producing, what it is undoing, and what it is upholding? 

And who benefits?  

Several contributors present the knowledge and analysis of service users/survivors critically 

engaged in inclusion work. Rose’s “Navigating an insider/outsider identity in exclusive academic 

space: How far can boundaries be pushed?” elucidates the ways in which service user researcher 

knowledge is relegated to antidotal evidence, while ‘science proper’ remains positioned as objective 

and value-free knowledge. In “‘The Lion’s Den’: The epistemic dimensions of invisible emotional labour 

in service-user involvement spaces,” Brosnan uses her research on service user involvement in 

Ireland to show the emotional cost of such inclusion, as well as resistance strategies deployed to both 

survive and disrupt professional spaces. Bouchard’s “Turning Mad: A first-person account” offers an 

autoethnographic exposition of his experiences as a patient advisor, and the usefulness of righteous 

anger and radical activism to confront systemic injustice in service user engagement strategies. In 

“Shades of silence: Doing mental health research as an ‘insider,’” Sharma reflects on her status as a 

peer researcher to show how stigma, paternalism, and psychiatric dominance remain entrenched in 

India, as well as how her standpoint while collecting data threatened the status quo of psychiatric 

authority. And O’Donnell, Brosnan, and Sapouna’s “Storytelling: An act of resistance or a commodity?” 

explores the ethics of storytelling in Scottish and Irish contexts from the perspectives of those involved 

in both inclusion and storytelling praxis. These analyses reveal tensions in why we do the work, the 

kinds of work that is valorized as work, and the often affective labour (Voronka, 2017) that we 

undertake. 

Contributors also offer key critiques, not just of the psy disciplines and their affiliated fields, but 

of the ways in which service user/survivor and Mad Studies praxis can themselves re-inscribe 

subjugation. Joseph’s “Constituting ‘lived experience’ discourses in mental health: The ethics of 

racialized identification/representation and the erasure of intergeneration colonial violence” notes that 

models of ‘lived experience’ privilege the experience of those who can demonstrate that they have 

moved though Western mental health systems. However, racial and colonial technologies target 

racialized and indigenous peoples in specific ways, often outside of the specific site of Western mental 

health systems. As a result, Joseph argues, systems of inclusion based on ’lived experience’ often 
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erase and devalue the experiences of Indigenous and racialized subjects. Spandler and Poursanidou 

similarly explore questions of inclusion/exclusion in their article “Who is included in the Mad Studies 

project?” arguing that the use of dominant binary identity criteria as a gatekeeping tool for admittance 

into the Mad Studies project is an exclusionary practice. Golightley too reflects on internal tensions 

within service user/survivor politics, reflecting on how antipsychiatry activists discount the ‘lived 

experience’ of service users who understand themselves as having benefitted from 

psychopharmaceutical medications. What these articles show is that Mad Studies politics risks 

imposing terms and exclusions that reproduce inequities within ‘the collective.’ 

Finally, several articles take up ethical questions by drawing on the rich service user/survivor 

literatures that exist outside the realm of psychiatric and psychological ‘knowledge proper.’ Taggart 

and Speed’s “Stigma and mental health: Exploring potential models to enhance opportunities for a 

parity of participation” troubles the ethics of ubiquitous mental health stigma campaigns, and asks how 

survivor ‘epistemic resistances’ might offer alternative possibilities. Sheldon and Spector’s “Law as a 

site of Mad resistance: User and refuser perspectives in legal challenges to psychiatric detention” 

explores the politics of legal regulation for who is and not considered an ‘expert’ and permitted to 

provide ‘evidence.’ Focusing on court cases challenging policies for the detention for persons with 

disabilities under the Canadian Charter of Rights and Freedoms, the authors argue that service users 

should be allowed to intervene in these proceedings, alongside law professors, lawyers, and judges. 

Roper’s “Ethical peril, violence and ‘dirty hands’: Ethical consequences of mental health laws” 

discusses the ways in which Australian mental health laws violate autonomy and bodily integrity, and 

the ways in which this violence is rendered hard to see by broader social-political contexts. George’s 

“Disabling transgender: Identity-politics navigating mentalism and the law” explores the consequences 

of ongoing debates for, and against, the classification of transness as a disability. Blanchette’s “A 

feminist bioethical and Mad Studies approach to resisting an increase in psychiatric paternalism to 

competent mental health users/refusers” discusses psychiatric competency assessments, showing 

how contemporary bioethical psychiatric bioethics foster paternalism, and how feminist bioethical and 

Mad Studies approaches can, by contrast, foster autonomy. Finally, Baylosis, in, “Mad Studies and an 

ethics of listening” argues that voice alone is not enough, and draws on Cultural Studies to inform an 

ethics that emphasizes the key role of the listener in hearing the challenges to psychiatric discourses 

voiced by consumers/survivors/ex-patients.  



 

 
JEMH · Open Volume 10 | Page 7 

© 2019 Journal of Ethics in Mental Health (ISSN: 1916-2405) 

 

 

Conclusion: “Systemic Gaslighting” 

By now, it is clear that the hope that service user participation will alter the underlying 

architectures of power and privilege, while seductive, is nothing short of manufactured neoliberal 

fantasy. As one service user who speaks about feeling tokenized because of her race and gender 

puts it, “we keep participating in these focus groups and consultations and nothing changes. It is a 

form of systemic gas lighting.”1 When we are included as service user representatives with ‘lived 

experience’ we are recognized on the basis of individual identity and experience markers: diagnosis, 

history of accessing services, and so on, and not on our epistemological orientation, knowledge, or 

history of service user/survivor activism. Our participation, moreover, continues to be subordinate to 

managers and policy makers (Morgan et al., 2016). Once we participate, we may be forced to 

compromise, or participate in unethical actions, in order to keep our jobs. We may even find that 

participation becomes a means to silence our voices (McPherson & Beresford, 2019). Our 

participation, it may turn out, can become a way for psychiatry to maintain authority. Worse yet, it can 

become a means to erase the histories in which service user/survivors had already been participating 

and actively fostering critical engagement and knowledge production long before mental health 

systems decided disability citizenship mattered. This special issue, we hope, can act as a call to 

remember this tradition, and to build upon it. 
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