Stories in Research Abstracts
Nick Andrews Abstract                         

It’s a bit like making a good Victoria sandwich cake’ – discovering, exploring and using research and other evidence to make the world a better place.

The Developing Evidence-Enriched Practice (DEEP) approach to improving health and social services was developed and tried-out in five places in Wales and one place in Scotland, in partnership with the Joseph Rowntree Foundation during 2014/15. In each place, a group of older people, carers, frontline staff and managers working in health and social services got together to explore a range of evidence, including research, and see if they could use it to improve the well-being of older people, carers and frontline staff. They chose to explore evidence in relation to the following topics:

Supporting people living with dementia to stay in their own homes, by taking a more positive approach to risk-taking, taking into account ‘what matters  most’ to people with dementia, rather than what everyone else thinks is best for them.

Developing meaningful activities for older people in care homes and day centred, which give them a sense of belonging, purpose and achievement.

Improving relationships between older people, carers and frontline staff in social care services to make services more friendly and ‘normal’.

Supporting inter-dependent caring relationships, through the provision of short breaks in ways that do not make carers feel guilt or upset the person being cared for. 

Making better use of paperwork, so it is helpful and not burdensome.

Making community based services ‘a part of the local the community’, rather than ‘apart from the local community’, by having social events and sharing ideas on how to work together. 

If you would like further information on the DEEP approach, you can contact Nick Andrews in Swansea University – N.D.Andrews@swansea.ac.uk (01792 606380)

Further details of the Developing Evidence-Enriched Practice (DEEP) project can be found at:

http://www.jrf.org.uk/publications/developing-evidence-enriched-practice-health-and-social-care-older-people
Alison Ward Abstract
Understanding the experiences of people with dementia through storytelling. 

Storytelling, both verbal and through photography, was used to explore the experiences of people living with a dementia. The project was situated at VUK, an adult school in Denmark, where people with a dementia attend as students, taking part in cognitive training and art and music therapy classes. The creative method of storytelling was used as a way to understand the experiences of being a student and to support the person with dementia to tell their story.

Students with a dementia were given a camera to take photographs of their school and home life. The images were then used as prompts to support the student’s narratives of attending the school. Four storytelling sessions were run with two groups, each group consisting of five students. Sessions were video recorded then transcribed and analysed thematically.

The storytelling approach supported students to share their experiences and give their opinions. Key themes arising from the project included what it meant to attend the school, the importance of friendships and being challenged. The approach enabled the researcher to introduce wider discussions about what it means to live with dementia and living in Denmark. Stories were shared across the group which offered moving accounts of present day experiences and reminiscences about the past. Student’s showed an interest in hearing about other people’s stories, and supporting friendships in the group. 

This study found storytelling was a valuable method to hear the experiences of people with a dementia both within a research context and as a social activity. The project has led to a consideration of what story means in a research context with people with dementia and how it can be used to enable people who often do not have a voice within research to share their insights.

Email: alison.ward@northampton.ac.uk
From ‘Heart-Sink’ to ‘Heartening’: how expert patients lead their own care.

Dr Katherine Hall, A/Prof Chrystal Jaye, Ms Jessica Young and Ms Claire Amos.

(Dr Hall, A/Prof Jaye and Ms Young are respectively Senior Lecturer, Associate Professor and Assistant Research Fellow, Department of General Practice and Rural Health, and Ms Amos is a PhD student with the Bioethics Centre, University of Otago, New Zealand.)

When patients have medically undiagnosed symptoms, they can dwell in a nebulous shadow world of uncertainty, marginalisation and stigmatisation. This is particularly so when the symptoms appear invisible to others, such as in chronic pain or chronic fatigue. We would like to report on a qualitative study, which evolves from patient input into the design, where we ask patients, who have suffered from chronic fatigue but consider themselves nonetheless living successfully, to tell us the story of their fatigue. This draws on Havi Carel’s idea of ‘health within illness’. Using a grounded theory approach allowing the evidence from these experts in their own illness to frame any subsequent generation of theory, what happens and why, and where future research should go, our team gives primacy to their voices and stories. From this, our team – which include backgrounds in general practice, decision-making, bioethics, medical anthropology and medical sociology – would like to present our findings as part of an ongoing study aiming eventually to produce thickly descriptive guides for both patients and those who care for them, both families and medical professionals as to how to live the best life possible ‘within illness’. By sharing their stories across the patient-doctor divide we hope to improve the care for many others, changing the oft-used appellative for them by medical professionals from ‘heart-sink’ to ‘heartening’.

Integrated Patient Storytelling: Exploring and conveying complex patient journeys 

Authors: Clement C, Thimbleby P, Quinn N & Rastall P

Abstract:  Patient needs can be complex and place increasing pressure on healthcare providers who do not always understand the complexity of the patients’ journey.  To address this there is a need for innovative research methods which not only capture the thoughts, experiences and needs of patients but which also convey the nuances and complexity of the patient’s journey in a meaningful and practical way.  Within a study to better understand the needs of service users in relation to personal health records (PHRs) and the implications of these findings for providers, clinicians and commissioners we developed Integrated Patient Storytelling (IPS), a method which explored and conveyed the complex experiences and needs of multiple patients in an integrated and streamlined manner.
IPS is a method of applying oral storytelling techniques to data gathered using qualitative approaches. Many people’s stories are integrated into one patient journey; an output based on a constructed patient telling their story.  Integrated Patient Stories can be audio-recorded, transcribed as text or be conveyed as video and can be produced as a matrix highlighting important stages in the journey and how the patient’s experiences and needs relate to these stages.  

Within the PHR study, 82 patients took part in 9 focus groups and 27 interviews. Focus groups and interviews were transcribed and analysed to produce thematic summaries for each transcript.  Summaries were then used as a starting point within multidisciplinary workshops where patient journeys were developed through additional thematic analysis, workshop members creating the ‘storyteller’ and shaping the story keeping true to the data collected and recording the final product. Six user journeys were developed in the form of audio recordings, journey matrices and narratives.

This presentation will discuss in more detail the development and application of IPS within the PHR study and the benefits the approach can offer healthcare researchers.

Peta Bush Abstract

Using Patient Narratives to Inform and Inspire the Design for Care Process

This paper describes a design for care research project that analysed patient narratives to inform and inspire the design practice of person-centric health devices. A co-design workshop focused on the experiences of seven women who like the designer-researcher, have Ehlers-Danlos Syndrome – hypermobility type (EDS-ht), and wear orthoses to help manage their condition. This was located at the front end of the design process, and enabled the participants to explore and share their stories regarding their wellbeing and their experiences of wearing orthoses.

The design for care approach considers that designing healthcare services and artefacts requires that the designer adopt “the mindset of professional care in designing for people, practitioners and societies” (Jones, 2013). It incorporates co-design methods that facilitate opportunities for patients to share narratives regarding their health and its impact on their lives. 

Patients engaged with the craft based exercises of collage and model making to explore and share their stories. This was then analysed using a mixed approach that included thematic analysis (Braun & Clarke, 2006); visual analysis (Rose, 2007); and metaphor analysis (Johnson, 1990; Pachler, 2014).

Their stories provided information that increased the empathic horizon
 of the designer researcher and other stakeholders; and also identified design factors for increasing wearability and patient adherence to these objects. These then informed and inspired the conceptualisation process for a wrist orthosis, where a series of prototypes and finished artefacts were designed that explored the wearability through the use of traditional and digital crafting technologies.

Val Bogan Abstract
Title: ‘Somatic Signage: Visual Storytelling in the Doctor’s Surgery’

Situated at the interdisciplinary nexus of visual health communication, narrative studies, motion capture technology and psychotherapeutic techniques, Somatic Signage is a patient-led study posing the provocative question whether patients with the same disease, when asked to introspectively visualise their symptoms, produce sufficient signs in common to suggest that a shared visual language of disease exists. By identifying the importance of the ‘story’ told by the patient when outlining their presenting complaint, this paper foregrounds the potential for considering the ‘visual’ as a vital medium in a multi-modal model of illness-narrative exchange to aid patient-doctor communication and, thus, diagnosis. Storytelling is acknowledged as a key component of the diagnostic process (Sanders, 2010; Street, 2014). Information relayed to the doctor depends on the extent to which patients know their own bodies and their verbal capacity to communicate this vital knowledge. Somatic Signage asks the question: is it possible to identify a communicable visual language of symptoms, thus providing the potential for a richer and more dynamic exchange of information in the doctor’s surgery; how and in what ways is it possible to access the seeds of the illness story before its linguistic formation? The question’s legitimacy derives from contemporary developments across overlapping fields of study integral to the medical humanities: namely, the production and measurement of visual media (Scharcanski, 2016); greater receptiveness in the medical sciences to the experiential knowledge of patients (Pols, 2014); the development of techniques allowing access to the bodily ‘felt-sense’ (Brooker, 2015); and advances in gesture and body language studies (Beattie, 2016). 

� Empathic horizon can be defined as the individual’s range of understanding for people’s experiences in different contexts. (McDonagh & Denton, 1999).





