[TITLE SLIDE - 1] 
106 words

I want to start by acknowledging all the visible and especially the invisible and domestic labours that have made today possible, the work that happens quietly behind the scenes to bring us into this shared space.

In this short talk, we’ll explore what it means to work with, from and alongside lived experience: methodologically, ethically and relationally. We’ll share some of the questions that continue to challenge us, and the emerging approaches we’re developing through In Real Life (IRL): Lived Experience Lab at University of the Arts London (UAL), where lived experience is a way of doing / being as research.

[SLIDE 2 – lived experience collective] 
209 words

We’ve recently received internal research funding from Central Saint Martins - thanks to Anne-Marie for leading this application - to develop a cross UAL initiative In Real Life (IRL): Lived Experience Lab. This emerging lab and collective responds to the urgent need for arts-based methodologies within creative health research, drawing on our shared and intersecting experiences. 

Our work is shaped by the positionality of its researchers - as a collective - whose identities move across physical and mental health, disability, patient and practitioner communities, and creative practices situated within healthcare, art school and community contexts. We explore research that emerges from the hyphenated spaces between artist-researcher-patient identities and aim to challenge hierarchical research structures by asking what it means to build a lived experience ecosystem inside an institution not designed for it.

Importantly, we practice in respect of disability justice, crip time and spoon theory, embracing slow, adaptive rhythms of working - coming and going, pausing and rejoining according to individual needs. This allows for a research culture that is relational and sustainable, where care is not an afterthought but a method, practice - an ethics of care - where knowledge is co‑created rather than extracted, and the emotional demands of lived experience acknowledged and protected against (University of Sheffield 2018). 

[Sidebar mention to extractivism within lived experience research and how to make research less or non-extractive, a concept I was introduced to by UAL colleague Nina Trivedi to segue into the next slide…]


[SLIDE 3 – methodologies and knowledge] 
207 words

Here, we identify van Manen has posited that we cannot ‘simply access the living meaning of lived experiences through introspective reflection’ (2017, p.812), we foreground lived experience as embodied and affective, sometimes partial, inexpressible or ambiguous. Rather than treating lived experience as something easily captured or translated, we attend to / attune to its textures, its silences and its resistances.

As a lived experience collective, we have become increasingly interested in how difficult it is to articulate what lived experience is: how to name its languages, to hold its frictions and contradictions, how it should be valued within research cultures that often privilege clarity, certainty and clear findings and conclusions. 

We suggest this difficulty has resulted in uncomfortable silences around epistemological questions of how lived experience is used to create knowledge. These gaps between what is said and experienced, and its translation and representation, in language and practice form the focus of our enquiry.

In response, we see / position creative practice and creative methodologies as ways of generating knowledge from and with lived experience. However, this often raises further questions, as to what knowledges? Which practices and methods? And how might they allow lived experience to speak on its own terms – what about relationships to power (to expand upon this?)? 


[SLIDE 4 – see into lived experience] 
101 words

The Better Making TUNNEL film (made during Covid Lockdown, in partnership with Arts4Dementia), offers a visual and conceptual bridge to see into lived experience - it becomes an invitation to look closely at what remains unnoticed. The works on this slide starts to bring into focus the detail of lived experience practices. For example, in the Stomach Ache Project, collaborators are seen as gut-attuned, embodied experts in their own health (Bartlett 2024). The photograph from the ‘With All’ project, similarly foregrounds embodied, relational and situated practices of lived experience. These prompt the question, how do we learn to see into lived experience, and what attentions / attunement does this require? 


[SLIDE 5 – meaning-making] 
209 words

Returning to questions of extractivism, we draw on Elaine Scarry's (1987) analysis of pain's resistance to language and Jijian Voronka's (2016) critique of 'lived experience' as an extractive credential, to argue creative practice offers epistemological possibilities that neither demand verbalisation (Scarry) nor enable easy extraction (Voronka, 2016).
Where there are gaps in language and uncomfortable silences, we ask what the meaning-making dimension of lived experience comprises, what does it look like, particularly within an art, design and communication context like UAL. How do practices within an art school context shape the meaning-making of lived experience? 
Here meaning-making does not need to be finished, but a process, in the making. Practices such as Elizabeth Wright’s social sculpture, such as StudioN’, made for Better Making, functioning as a virtual commons for collaborative research and collective meaning-making, or Anna MacDonald’s movement work in palliative care show how creative practice can breach uncomfortable silences to hold experiences of “illbeing” that resist…? (Is there a reference for illbeing?)	Comment by Anne-Marie Creamer: If it is helpful, Havi Carel talks about ill being, using phenomenology to shift the focus from the "biological body" (medical symptoms) to the "lived body" (how the person experiences their world). She also critiques the medical and societal tendency to view the ill person as merely a collection of symptoms or a tragic figure. This says, this perspective ignores the patient's lived experience, leading to what she calls 'epistemic injustice', (adapting Miranda Fricker), where the patient's own knowledge of their condition is dismissed. - maybe a diversion, but you can point to it if there's time. 
As part of the MINDS project, to improve the outcomes and experiences of those discharged from mental health hospitals, individuals were called upon on some level to engage in reflection, when this might not align to the healing process. The expectation that lived experience must be translated into text can be confining; creative methods offer more expansive, powerful ways of holding and expressing meaning.

[SLIDE 6 – 4 x projects] 180 words
349 words
Stomach Ache Project is an international research project initiated by Dr Vanessa Bartlett, and RM, where RM invited to co-lead the network and research. The project explores how creative and curatorial methods can provoke new ways of representing the lived experience of digestive disruption. Involves practice-research approaches shaped by lived experience of unruly guts / gut conditions, in RM’s experience degenerative gut disease and delayed diagnosis. Drawing on methods from creative arts and medical humanities, the session considers the role of creativity, embodiment and lived experience in exploring different digestive worlds inc. the microbiome. Also consider the way in which artistic and curatorial methods can inform management and diagnosis of complex gut conditions. 
Better Making responds to the question of the future role of art schools in shaping practices of care and creativity in civic spaces. Primarily through social prescribing, evidenced as an alternative, community asset-based solution to prevention, care and management of long-terms health conditions, to improve physical, social and emotional wellbeing. BM creates pop-up public art studios that help people to feel better, together, facilitated by CSM-trained artist-facilitators / emergent art collectives. In partnership with charities, museums, galleries and local authorities.  
With All: Co-creativity with people with dementia partnered professional artists with people living with dementia to foster meaningful connection, expression, and agency. It was an opportunity to not only articulate wellbeing but also “illbeing” understood that through music and dance, but also through silence.  
In the MINDS project, which aimed to improve discharge planning from the perspectives of people with lived experience, supporters and staff, Hannah’s experience of entering and leaving a secure unit, was at a depth that could not be spoken, emotionally, effectually / affectively. Because of the traumatic nature of her discharge process, the “raw material” of her experience felt challenging to bring into the project. This is an example of how language can be problematic or fail to hold lived experience, and how verbal forms of participation have clear limitations. Creative practices provide alternative routes to communicate less verbally bringing us closer possibilities to the textures / silences / frictions of lived experience. 

[SLIDE 7 – What are your thorny issues?]
206 words
Hannah’s experience in the MINDS project brings us to a wider set of questions about what lived experience can and cannot do within research. As van Manen states, lived experience and its singularity reminds us that meaning only emerges when we are prepared to look at our own experiences, AND in relation to others. 
Lived experience is precisely difficult because it invites circular, reciprocal reflection calling on memory and (re)interpretation. Therefore, if we are working with lived experience, we are also working with memory: with its gaps and confabulations (issues of memory). As Heidegger suggests, we never access experience as it was but rather as it is continually be remade through on-going interpretation and temporality, projection and meaning-making (1962). [Full circle moment here – link back to meaning-making.]
Here, lived experience is not fixed; it is dynamic, haptic, somatic. So how do we translate and communicate something that is always changing, the realm of continuous lived and living experience? 
This becomes one (of many) thorny issue, and we’re curious, what are your thorny issues as related to lived experience? 
[We’ll be hosting a one-day symposium on 1st July to start to further interrogate and map what IRL looks like in practice and you’re welcome to join.]
