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Renal palliative care: the future is brighter– establishing an effective patient centred sustainable service
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Problem: Patients with advanced chronic kidney disease (CKD stage 5) had unidentified and unaddressed palliative care needs (Seigler et al 2002). Members of the renal multi-professional team did not possess the knowledge, skills or confidence to comprehensively manage this group. Many of our patients who were at end of life had prolonged inpatient stays which for some was inappropriate and contrary to their preferred place of care.

Purpose: There was a growing recognition amongst patients, staff and the wider renal community (Renal NSF 2005) that good quality end of life care for those with CKD must become a part of the mainstream service offered by the renal unit. The end of life care workstream was established to address this, by facilitating collaborative working between renal and palliative care teams (within the hospital and without) and encouraging cross-specialty learning.

Design: Two nurse specialists were employed to drive changes to radically improve end of life care for renal patients in the local area and to set up the renal palliative care service. The nurse specialists had renal expertise and proactively developed palliative care skills by close working with the palliative care team. The service was jointly managed by the clinical renal service and the project manager responsible for overall redesign of renal services.  A review of literature, examining best practice in palliative care and a user event held for bereaved carers enabled us to identify clinical gaps and map the ideal service. A multi-professional team was formed to plan, implement and evaluate care. A joint renal palliative care clinic was set up with dedicated palliative care consultant time. Individual care plans included symptom management, patient choice, crisis/exacerbation planning, patient/family information/ education. Issues of social needs, spiritual care, discussions around preferred place of care and resuscitation status were also addressed. Strong links were forged between renal and palliative care, staff education and training was provided.
Findings: Two years from the advent of the service staff in the renal unit had become more confident in identification of need as demonstrated by an increase in referrals to palliative care. Feedback from patients and carers reported high levels of satisfaction with the care that they received with the new service. A pre and post service review of length of stay has demonstrated that there have been significant reductions in length of stay at end of life resulting in a ₤420 000 saving to the renal unit in 1 year. Numbers of those dying in hospital have decreased significantly resulting in more of our patients choosing and achieving a home or hospice death. 
Conclusion: A clinical gap has been identified and there is a clear need for more research. The service has proved to be cost effective though savings would only be evident after the initial outlay necessary to set up and run the service. With appropriate end of life care the patient can achieve the “good death” we aim to facilitate when other treatment options are exhausted. 
Relevance: Staff costs, initially charitably funded, are now substantive and funded by the Acute Trust. These are two of a very small number of posts dedicated to end of life care for renal patients in the United Kingdom. Numbers of patients on a non dialytic pathway utilising renal palliative care are not insignificant and are comparable with the numbers of individuals on the unit’s peritoneal dialysis programme. Armed with knowledge and insight we now have, the future includes the ongoing introduction of the Liverpool care pathway for the dying onto the renal ward and the wider extension of symptom management into the dialysis population.
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