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Reviewing Palliative Care Services: One Boring Story!
While undertaking an in-depth  ethnographic research project to fulfill the reqiuirements of a PhD, I met a woman who I call Joan. Joan and seven other people with life limiting diagnoses became my research participants and allowed me to accompany them on their journey from diagnosis to the end of life. This presentation will map their journeys and consider the choices they made along the way. Who had treatment, who didn’t, and why? I will consider how they were supported in their journey, what made it easier or more difficult, and what did they need to die comfortably? I will consider how their identity was transformed, how they became enculturated into the medical system, and the role that cultural identity played in their dying. 
Alongside their story is the story of eighty two family members who became participants in the research. Their stories can also tell us what is needed in the care of the dying, and the care of the carers. 
Joan is a 71 year old who is being cared for at home by her boyfriend who is 67. Joan has bowel cancer and is undergoing a post surgery trail of chemotherapy alongside extensive use of complimentary therapies. When I meet Joan she tells me that her story is boring, but If I want her to tell it to me, she will anyway  (Joans story will be read out). 
Bill is Joans boyfriend, and her primary carer throughout her journey. I will consider what Bill needed to care for Joan and whether the services provided met both of their needs. I will also consider where Joan wanted to be when the time came for her to die, and whether she was prepared. Was she where she wanted to be? Did she even have time to think about that? Had she done all she wanted or needed to do before she died? Was Bill prepared to say goodbye to Joan? Who was there to help them through this journey and  what lessons did Joan and Bill teach those who were willing to listen. Finally, I will consider what we can learn from their story and how health-care services can better meet the needs of the dying and their families. 
The diagram on page two is the roadmap that I will refer to in my presentation. 
I look forward to meeting you and spending a short time in reflection.
Regards Catherine Hughes


Transformation of identity Enculturation into medical system  Treatment side effects, fighting illness, change of place. 
Person as a uniquely defined cultural being

Diagnosis & prognosis

Information Gathering & decision making

No medical treatment sought Complimentary therapies only
All treatment aggressively pursued by individual including; surgery, chemo, radiation, complimentary therapies additional
Medical treatment at request of family Chemotherapy & other treatments undertaken ambivalently  
Path One
Path Two
Path Three
Major Health Crisis: Participant’s reach late stage cancer
Transformation of identity Focus: Acceptance, living with illness, change of place 
Transformation of identity Focus: oscillating between fighting and acceptance
All three paths merge & participants experience numerous minor health crises. Visits to medical practitioners, hospice home visits, emergency room, or admission to Oncology ward
Medical intervention declines. Symptom control becomes the focus
Preparedness for death becomes the issue. Talk about readiness and acceptance
Person as a uniquely defined cultural being transformed by the journey, cultural identity paramount


























Figure One: The Roadmap, a visual representation of the participants’ journeys from diagnosis to the end of life (Hughes, 2010). 

