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Da Silva-Gane, M¹, Braun, A¹, Wellsted, D², Farrington, K¹

¹Renal Unit, Lister Hospital, Stevenage, ²Centre for Lifespan and Chronic Illness Research, University of Hertfordshire

Introduction: Dialysis is a highly successful life prolonging treatment, but is invasive and can have a huge impact upon the individual and their family. Increasing numbers of patients on dialysis are elderly and many have significant extra-renal co-morbidity.  Mortality is high. Patients who are deteriorating despite dialysis or approaching the end of their life often have their needs unrecognised, or unaddressed. Such dilemmas have prompted us to undertake a prospective study of the attitudes and perceptions of patients and staff to end of life care planning in the dialysis setting.
Design: The overall study has two elements: 1.The development and administration a questionnaire to elicit views, levels of concern and willingness to discuss end of life planning amongst our dialysis population. 2. A series of in-depth qualitative interviews with patients, family and staff to generate a better understanding of their perspectives and attitudes to end of life care. This report describes an interim analysis of baseline data from the first phase. The questionnaire is suitable for self-completion with Likert Scale (1–9) questions allowing simple quantitative analysis. Results will allow estimation of the proportion of patients identified as 'at risk' who are considering end-of-life issues, and help select a suitable cohort for further qualitative study. Subsequent analysis will determine the factor structure of the questionnaire to optimise it for general usage.

Results: The results from the first 182 patients (61.3%, 95% CI 55.6 - 66.7%) to complete the questionnaire are presented (61 female, 121 male). Mean age was 63.2 years (range 17–89) and 25.8 % were from an ethnic minority. We classified patients into those that responded positively to each item (response of 7 or more on Likert scale), those whose response was equivocal (4-6), and those with a negative response (3 or less). Seventy-seven percent of patients expressed a wish for resuscitation in the event of cardiac arrest. This proportion varied with respect to age, 88% of those less than 60 expressing this wish, falling to 57% of those over 80 (p = 0.006). The proportion was not influenced by gender, ethnicity or overall symptom burden.  Sixty percent of patients felt that having a personal end of life care plan would be of benefit. This proportion was not significantly influenced by age, gender, ethnicity, or symptom burden. Of those patients wishing for active resuscitation, 65% had felt that a personal end of life plan would be of benefit, 17% were equivocal, and 18% were not enthusiastic. Of those patients not wishing active resuscitation, the corresponding proportions were 52%, 12% and 36% (p = 0.015). Around half of all participants (92/182) wished to take part in the qualitative phase of the study; 43 of these were aged 70 or more.

Conclusions: These findings suggest that most dialysis patients both wish for active resuscitation when circumstances require it, and view a personal end of life plan as desirable, perhaps inferring that they view end of life planning as insurance that active treatment will continue as long as they wish it to. These findings require further detailed qualitative study.

