Stories at the End of Life

Miranda Quinney

Background

Sharing Stories for Wellbeing (SS4WB) (2011), provides facilitated storytelling sessions in palliative care. Workshops foster life-story discussions which participants share with the group, these are delivered in a non-linear style and are based on themed topics (seasons/colours). Groups are supported by hospice staff, who provide pastoral/professional care. Informal observational feedback suggested potential benefits for participants were improved self-esteem, feelings of being valued and listened to at a time of personal distress. The running of new SS4WB sessions gave the opportunity to conduct a formal evaluation and to understand the potential value of participation.

Method

The evaluation, run by the University of Northampton, was conducted over five weekly sessions run at a UK hospice (May-June 2015). Sessions were attended by five people receiving palliative care. A mixed method approach used participant observations (n=2), face-to-face interviews with hospice staff (n=3), family members (n=1) and participants (n=3). 

Results

Four broad evaluation themes emerged: ‘pleasure’; ‘what makes you you’; ‘more than just a patient’; ‘benefits beyond the group’. Participants reported enjoyment and felt a sense of autonomy and control in deciding on the stories shared. Sessions provided an opportunity for social engagement, giving a sense of togetherness and were a means to explore their sense of self and feel valued as a person not a patient.

The telling of biographical reminiscences was reported to bring positive reminders of changing times and lived experiences. Workshop engagement led some participants to experience improved confidence and reduced social isolation, evidenced through staff and family views and participation in new activities.

Conclusion

SS4WB enables people in palliative care to share their life-stories in a supportive and safe environment. Participation can have positive outcomes fostering choice in the stories shared and so a sense of autonomy and control and reminiscences can bring feelings of value and self-esteem.

Cath Mather Abstract
The Pass it On pilot project was a partnership between Northumbria Healthcare’s Palliative Care Unit and Remembering the Past, Resourcing the Future (RPRF), the 20th century community history archive for North Tyneside.  

The partnership evolved as a result of Cath Mather’s (Senior Occupational Therapist at the Palliative Care Unit) identification that a great many of the patients she saw had lived varied, unusual and sometimes exhilarating lives.  

Cath felt that both patients and staff could gain from participation in oral history sharing/recording. She anticipated that giving patients a voice to talk about who they were, the things they had done, and the values that underpinned their lives, would relieve them (albeit temporarily) from their current ‘end of life patient’ status, elevate their sense of worth and self-esteem, and allow them the opportunity to take pride in their lifetime achievements. Cath also suspected that the sharing of these stories, would serve in some ways to reveal the ‘true’ identities of patients to staff and families, encouraging a person-centred view and a deeper understanding of patient’s choices and motivations.

Patients were invited to contribute reflections and reminiscences to RPRF’s digital archive as part of a pilot project in collaboration with Cath. Supported by a group of specially trained RPRF volunteers, six inpatients were interviewed through the pilot period and have had their stories digitally recorded and archived.   They have heard their stories in the form of an audio recording and have received copies for their personal use.
Findings suggest that patients enjoyed ‘looking back’ over their lives and found the experience of sharing their past experiences very meaningful. 

Abstract

Jemma’s Story is currently being written...
Jemma Newkirk gives an account of “living with and beyond suicide”, a story of the relational legacy of sudden and traumatic end of life. 

Janet Dowling Abstract
As Gilgamesh weeps, the bereaved client grows-

Storytelling in the Care of the Bereaved.

When working with the bereaved, the most important story is the one they have to tell  the story of their lives, loves, and hopes, their trials and tribulations, their joys and their celebrations. There is growing interest in the importance of personal narrative in counselling and medicine and the effectiveness of working with this approach . 
 
However, sometimes people are unable to tell or explore their own story. Sometimes it’s too distressing for them and they cannot bring themselves to remember. Sometimes they are too fearful of what the future may bring. Sometimes people just need to hear a story that tells them that they are not alone, that their experience is universal, across time and cultures. This is when storytelling can be a useful tool to help people move forward. 
 
The story can act as a metaphor, so the person does not have to directly address their own experiences. But, in drawing on their own experiences to explore their responses to the story, they may understand these experiences better, and be able to change their responses to their situation.  Even the death of Enkidu has relevance to a client who does not know Gilgamesh is, but finds his pain reflected in their own.

Furthermore retelling the client's own story in the form of a traditional narrative, enables them to experience it   from a different point of view and allows them to explore what other options may have been open to them. 
Telling  traditonal stories and applying the traditional structure to other stories allows the faciltator and client to explore the grief with the assurance that they will venture into the woods , and be safely led out again.  

Allison Day Abstract

Conversation: The Dying Art?

The purpose of the Art for Life end of life poetry project at Musgrove Park Hospital in Taunton is to encourage more open and honest conversation about death and dying amongst health care professionals, patients and those people who are important to them. Recent reports have highlighted the need for better communication in end of life care. Difficult conversations are often avoided, and as a result the wishes of patients and their loved ones are not always given the space and time to be fully explored and understood. 

Inspired by the formal structure of Homer’s epic verse, ‘Hippocrates’ Memo’ is a collaborative poem partly based on conversations held between myself, staff, patients and loved ones about what makes life enjoyable. These unique ‘Contributions-In-Conversation’ are used to create one element of the work; the other repeating element, ‘The Musgrove Refrain’, has a more mantra-like quality, and together they reflect the to and fro nature of conversation. Underpinning the project is the belief that authentic conversation is a form of shared authorship – the empathetic potential space, or common ground on which both the teller’s and the listener’s stories can unfold in a spirit of inter-subjectivity that nonetheless respects appropriate boundaries. The approach involves a non-clinical setting, engaged listening and the deliberate exclusion of physical barriers such as a desk, pen, paper and in-conversation documentation that may interfere with the therapeutic possibilities of the interaction. The risk inherent in the conversation is both acknowledged and embraced.

Conversation about what makes life enjoyable – as a form of shared storytelling – may act as a therapeutic intervention and lead to better decision-making at the end of life. If it does, how might we build and share the evidence? And if the evidence is compelling, how do we embed authentic conversation and storytelling into everyday clinical practice?
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Lesley Goodburn Abstract
Summary 

Homeward Bound is a play, a film and education resources about love, relationships, compassion and empathy at end of life. It is based on the true story of Seth and Lesley Goodburn and their journey through Seth’s diagnosis of pancreatic cancer and his death just 33 short and heartbreaking days later. 

The play focuses on the little things that mean a lot at end of life and the need for person and family centered care that supports the person who is dying and their family through an experience where healthcare professionals have just one chance to get it right. It gives the audience the opportunity to connect to the raw emotion of a diagnosis with a really short prognosis, the challenges that are faced when time is so short and to help the audience understand the signs and symptoms of pancreatic cancer. 

The project was originally a partnership between Lesley and the National Council for Palliative Care who worked with Playwright Brian Daniels to produce the play. Subsequently Pancreatic Cancer UK, Leeds Teaching Hospital, St Giles Hospice and NHS England came together to further develop the educational package and the film. The film and educational package was launched in by Jane Cummings the Chief Nursing Officer for NHS England and Homeward Bound won a Patient Experience Network National Award for Partnership to Improve Patient Experience in March 2017. 

