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A qualitative study of the views and attitudes of patients excluded from the kidney transplant waiting list.
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The prevalence of end stage renal failure [ESRF] continues to increase and the demand for organs for transplantation exceeds supply. Public and professional confidence in transplantation depends upon equitable and transparent access to the waiting list and the principle of 'distributive justice' in allocating organs. Policy makers should consider the views of all stakeholders, including patients excluded from the waiting list.

Wait listed patients may experience anxiety and patients who do not receive an anticipated transplant may experience feelings of loss. In studies of scenarios relating to the microallocation of scarce, lifesaving, resources the general public may prefer a 'natural justice' to a 'utilitarian' approach, emphasising the urgency of a clinical situation. There are few data on the views and attitudes of patients excluded from the transplant list.

The purpose of this study was to establish the views and attitudes of patients with ESRF who were not listed for kidney transplantation. 

Research Ethics Committee [REC] approval was obtained. A focus group was undertaken to produce a semi-structured interview schedule. Patients were invited to participate in a one to one interview with a clinical psychologist. Ten patients took part in the study [7M:3F], age 66.9[image: image1.jpg]
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57 months . Interviews were analysed using grounded theory, a systematic method which generates a reverse hypothesis from a minimum number of patient interviews.  

On analysing the interview transcripts five conceptual categories emerged. These were: access to treatment; restricted lifestyles; the role of acceptance in coping; emotional experiences and patient to patient communication.

Six patients understood the reasons why they were not active on the waiting list but all ten expressed frustration that communication with the medical team was poor. The patients acknowledged their relatively advanced age and all were satisfied with the system for prioritization of younger patients. Whilst acknowledging the urgency of transplantation for older recipients the patients thought that younger patients should be prioritized as they were more likely to benefit from transplantation and less likely to develop post-operative complications. I.e. dialysis patients not listed for transplantation adopted a ‘utilitarian’ rather than a ‘natural justice’ approach. Adopting a positive mindset allowed patients to accept their situation and deal with restrictions imposed by dialysis.

In conclusion patients want clearer explanations for the decision not to activate them on the waiting list but believe that clinicians are best placed to decide who is fit for, and will benefit most from, transplantation.
