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ABSTRACT (300 words)
Working with lived experience involves negotiating complexities that resist easy resolution. The body and mind in illness disrupt the tacit assumptions of health, making acute van Manen's (2017) observation that we cannot 'simply access the living meaning of lived experiences through introspective reflection.' When experience resists coherence, articulation reveals language's limits.
This difficulty is phenomenological and political. Building on Havi Carel's theorization of epistemic injustice in healthcare (the EPIC project)—where illness testimonies are systematically discredited and hermeneutical resources fail those navigating chronic conditions—we trace how research structures reproduce what they claim to redress.
Drawing on Scarry's (1987) analysis of pain's resistance to language and Voronka's (2016) critique of 'lived experience' as extractive credential, we argue creative practice offers epistemological possibilities that neither demand verbalization (Scarry) nor enable easy extraction (Voronka, 2016).
We propose "interstitial epistemology": knowledge emerging not despite but through hyphenated artist-researcher-patient identities. Positioned within IRL (In Real Life), a collective at University of the Arts London, this is political practice, not methodological refinement. IRL's collective governance equalizes different forms of expertise, emphasizing that chronic ill-health is systemic, not merely individual.
Through creative methodologies—visual, poetic, musical—we attend to moments when narrative cannot hold experience. Following Scarry, while pain and distress can be "world-destroying" (reducing a person's universe to suffering), "making" is "world-creating," enabling shareable realities as vital ethical acts.
Ambiguity inherent in creative practices—'not knowing' (Fortnum, 2013) outcomes as work is made—resists instrumentalization that Voronka (2016) problematizes. We foreground lived experience as embodied and affective, sometimes partial or inexpressible. Drawing on projects we have undertaken, we will explore uncomfortable silences around epistemological questions and gaps in language and practice, asking: What would research structures look like designed by and with lived experience from inception?
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