Digital Applied Theatre Practice for Patients Living with Dementia
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Nic:
[Animation Change] Once upon a pandemic… not the adventure we expected to have and yet it has been such an important one… Once upon a pandemic, a group of dementia specialist nurses in Imperial College Healthcare NHS Trust met an applied theatre practitioner and academic from the Royal Central School of Speech and Drama. [Animation Change]

In 2016, a member of the dementia care team contacted me to ask whether or not students at our drama school would like to provide a performance for a medicine for the elderly ward. I picked up the request and met with Jo James, Consultant Nurse in Dementia and Delirium and her innovative dementia care team to talk through participatory approaches to theatre, that we term applied theatre, that could directly involve patients as artists, active citizens and co-creators of theatre, film and related disciplines. 

Ruby:
Within this first conversation it was clear to see there were substantial connections between Tom Kitwood’s (1997) person-centred approach to dementia care, Dawn Brooker’s (2016) VIPS framework [Animation Change] and the ethics at the heart of applied theatre, which ensure our participant community [Animation Change] is at the centre of creative practice. This connection has enabled us to devise six digital applied theatre projects across three hospitals within Imperial. 

The projects have been co-developed and implemented digitally by applied theatre students and supported by Dr Nicola Abraham and dementia care team clinical staff who are upskilling in applied theatre. Simultaneously, Dementia Care team staff have been training applied theatre students in Tier 2 dementia and delirium awareness to support the development of responsive projects for patients living with dementia.

Nic:
It may sound odd, but this relationship has blossomed further during the pandemic. Jo and I submitted a bid for collaborative Student Knowledge Exchange funding from Research England and the Office for Students to allow us to quadruple the projects we had devised. We won the bid of just over half a million pounds just as we entered lockdown in March 2020. At that point, Jo and I had to think carefully about what would and would not be possible through digital practice in the hospital.
I think it is important to mention that Jo and I have one simple rule in our collaboration, we always say yes to new ideas, [Animation Change] and trust our relationship working together to find a way to navigate the uncertainties that inevitably emerge around innovation. 

This simple rule may not sound particularly exciting, but it has opened possibilities [Animation Change] that neither of us could have dreamt of a year ago. It has opened doors for us in research, and funding, we have won awards including the National Dementia Care Award for Outstanding Arts and Creativity 2019, and the Guardian’s University Award for Teaching Excellence 2020, and most importantly this approach has enabled us to develop innovative digital storytelling techniques that are humanising for patient living with dementia in acute hospital contexts.

Ruby:
[Animation Change] In this talk we will share examples from three of our six digital storytelling projects [Animation Change] that have been running in person for 3 or more years and now have run through three cycles across care homes and hospitals throughout lockdown and the pandemic.  

[Play Hear Me Out intro slide]

[Hear Me Out Photos Slide] We will begin with Hear Me Out, which is our newest project developed during the national UK lockdown between January and March this year. The intention of this project was to connect families with their relatives on COVID wards where I was redeployed. 

Patients in hospital often report feeling ‘bored’ and unstimulated. This can be for a number of reasons, for example, low stimulus environments, lack of resources, lack of staff engagement and now, due to Covid, reduced or non-existent visitors. All of this makes patients feel isolated and can lead to low mood. 

Clinically, providing cognitively stimulating storytelling improves patient wellbeing, mood and mental state. As we know, mental and physical health are intricately linked. Ohrnberger et al (2017) found that the relationship between mental and physical health is dynamic and that better mental health increases physical health significantly. Cognitively stimulating storytelling also separates the person from the patient and their medical condition, to avoid patients being referred to as bed numbers, for example ‘F4’ instead of Mary. It allows us as clinicians to exercise ‘professional curiosity’ and truly learn about our patients - Molina-Mula and Gallo-Estrada (2020) reiterate this and found that a good nurse-patient relationship reduces length of hospital stay and improves quality of care and satisfaction for both.

Nic:
To create Hear Me Out as a shared personal and family storytelling project, Ruby called upon me and our Student Knowledge Exchange project team to develop a participatory workshop to capture stories from patients and their family at home to make a podcast. 

There was a gentleman, we will refer to as Phil, who had recently lost his wife to COVID and found himself unable to attend her funeral because he was also admitted to hospital at the time. This realisation was very upsetting for him, and to make matters worse, he was in a side room isolated from the rest of the ward due to testing positive for COVID during his admission. His daughters were very worried about his wellbeing and asked for help engaging him in activities to support him. 

The project team then put together recorded stories from Phil interspersed with commentary in the style of well-known podcasts like Modern Love, This American Life and The Moth, to put shorter vignettes of stories into context. We also interviewed Phil’s two daughters who willingly shared their stories, which amazingly told an alternative view to the very same narratives their father chose to share with us. The project also helped keep Phil and his daughters connected. Hear Me Out felt like a way to remember Phil’s wife that was light-hearted and fun at a time when the family was hurting the most, and it felt very special and important to be a part of this. 

[Play Wonder VR intro slide]
Ruby:
[Wonder VR Photos Slide] Another project we have been developing for three years now is Wonder VR, which is a bespoke virtual reality 360 interactive storytelling project where we workshop ideas with patients who are isolated in wards and side rooms with little to no interaction.

The project started in 2018 with a patient we will refer to as Nico, who was admitted to one of our medicine for the elderly wards in Charing Cross hospital and had experienced a major stroke that had greatly impacted his mobility, he was described as having low mood and was clearly and understandably upset by what had happened to him. Jo asked Nicky if she could work with him to create a bespoke VR360 film. We had one of Nicky’s MA Applied Theatre students with us on placement at the time too, and together with Clinical Nurse Specialist Natascha Teszner, who was then part of the Dementia Care Team, we worked with Nico to ask him what he might like in the film. 

He told us that he missed the walks he used to take with his wife in Epping Forest at the weekend, the scent of the trees, and the crunch of the autumn leaves underfoot. So, we asked him to retrace his route for us on a map and describe key places, and Nicky sent her student team out with a Ricoh Theta S camera to film his journey in VR360. We didn’t want him to be alone in this journey, so Nicky asked the students to research the forest and add narratives about the local area that he could choose to listen to through the VR headset or he could look around the forest instead and just enjoy the walk, either way he could revisit the area he loved. 

Nic:
Additionally, we located pine aromatherapy oil that he could smell whilst wearing the headset to add another layer of immersion to the walk he missed so much. Since VR360 is available on YouTube we were easily able to upload the film, we made for Nico and share this with him through his smart phone and offer him an immersive experience in a VR headset. The experience brought tears to his eyes, and though of course this is not the same as going to the forest, it was at least one way of bringing the forest to him. This medium allowed him to revisit the forest whenever he chose to. 

[Play Your Story Your Way intro slide]

Ruby:
[Your Story Your Way Photos Slide] The final project we’d like to talk to you about is Your Story Your Way, which was our pilot project to test the best ways of setting up interactive, participatory digital applied theatre. The pilot was conducted between August – October 2020 and developed by Dementia Specialist Healthcare Support Worker and Project Co-Lead, Victoria Ruddock, who oversaw ward co-ordination, set up, and ensured the session workshops were dementia friendly for patients. She was supported by Nicky, who trialled and tested zoom capabilities including virtual backgrounds, augmented reality filters, and various laptop/ tablet/ projection screen/ speaker configurations to work out the best way to engage patients without the tech becoming a hindrance or intrusive. They used a transmedia approach via WhatsApp to mentor and guide students in the session and communicate any tech issues without interrupting the workshop in progress. This also meant they could undertake live transcription to support facilitators online if the patient was particularly quiet to ensure facilitators were responsive and able to actively listen and respond instantly to patient ideas.

Nic:
Your Story Your Way invites patients to exchange stories with the facilitation team. This often generates a lot of laughter, connection, and generosity in the number of stories shared. We call this approach the pedagogy of reciprocity, to not be extractive when we hear someone’s stories by taking them but offering to share back and break the digital walls that can be in place without in person interaction. 

At the end of the workshop the patient can then challenge the facilitation team to make any artefact they choose to bring their stories to life.  
One patient, we will refer to as George, told us incredible stories of his experiences on ships around South America, which he asked us to turn into a children’s story and animated audio book and send to primary schools. We did and they responded creating letters of exchange between the hospital and primary school classrooms. We have had requests for rock music videos from Sally, a DIY miniature lounge decoration set for David, a poem about the beauty and magic to be found in forests for Trevor, and a task to dress a salad in a creative way from Joe. Literally anything can be requested, and our job is to say yes to make it so, paying forward the one rule that Jo and I always hold on to when uncertainty grasps the rest of the world.

And so, we finish our tale at what we hope is the beginning of a new thread, a new narrative in the plot of our journey where we find ourselves to be inventors now making up new methodologies and finding unusual possibilities we didn’t think existed. We hope you are sitting comfortably for what will come next, we cannot wait to see what happens… Thank you.
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