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Problem:  Advanced Kidney Disease carries high morbidity and mortality. The later stages often include difficult and intractable symptoms. The National Service Framework for Renal Services Part 2 (2005) recognised this and drew up recommendations for improving end of life care for this patient group. This was further emphasised in 2008 by the NHS Review and the End of Life Care in Advanced Kidney Disease: a Framework for Implementation (2009). In response to these documents NHS Kidney Care is working with three UK kidney centres with the aim of producing best practice guidance to implement the End of Life Care Pathway in Advanced Kidney Disease.
Purpose:  To identify dialysis patients who may be in the last 6-12 months of life using an assessment and screening tool in order to provide appropriate symptom control, support and an opportunity to discuss end of life care planning.
Design: Bristol has 524 patients attending for dialysis at the Richard Bright Renal Unit in 6 satellite units and home dialysis. The kidney end of life project involves assessment of these patients every 3 months. The assessment uses 2 newly developed tools: firstly, the patient completes a symptom assessment and quality of life tool. Secondly, a separate screening tool is used by staff. Staff consider whether they would be surprised if the patient were to die in the next 6 -12 months (surprise question) and look at various clinical markers of advanced disease. If screening is positive, the patient is reviewed by their consultant to decide whether it is appropriate to discuss the outcome. If so, and the patient is in agreement, the patient details are added to our cause for concern register. The register is designed to highlight to patients, carer and primary care team that there are additional support needs that can start to be addressed. The GP receives a letter from the consultant, with some accompanying literature, and is requested to add the patient’s details to the practice end of life register. Patients are given the opportunity at any point to engage in Advance Care Planning.

Findings: Since starting the project 13 months ago a total of 661 dialysis patients have been available for assessments. To date 434 have had assessments recorded and 91 (21%) of these have been screened positive using the surprise question.
67 patients in total have been placed on our cause for concern register, 37 of whom have now died. The median time from screening to death is 87 days. We now have records that 42 patients (not all on the cause for concern register) have taken part in advance care planning discussions, including recording of their Preferred Place of Care and/or their Preferred Place of Death. 22 of 27 (81%) of those who have died achieved death in the place of their choice. 
Relevance:  We are confident that the screening tool is identifying the intended patient target group. Whilst it is appreciated that this project has many facets, there is emerging evidence from a patient satisfaction survey that there is a trend towards an improvement in the quality of life during these last months alongside the introduction of appropriate supportive care. The quality of death, in part measured by the numbers of people achieving the preferred place of death, has also improved as discussed at a monthly multidisciplinary morbidity and mortality meeting. There is also emerging information about the acceptability of offering the opportunity to take part in Advance Care Planning to dialysis patients at an earlier stage in their illness. 
