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Introduction: The prevalence of late referrals (LR) to nephrology services oscillates around 30% - a figure largely unchanged for 25years. The deleterious medical consequences of LR are well documented; however there is a relative dearth of data on health related quality of life (HRQOL) in this patient cohort compared to those who have had timely access to predialysis care. This is an important area of research as it may highlight areas amenable to therapeutic intervention and therefore will have an impact on resource allocation.
This observational study used validated HRQOL instruments to provide a comparative evaluation in the psychosocial well-being and functional capacity between these 2 cohorts.
Study Design: 108 patients were recruited at a tertiary renal centre in S.E. Wales over 15 months and were followed up for 6 months (or till death). LR cohort (n=50) defined as: persons unknown to renal services who presented with ESRD requiring haemodialysis (HD) within 6 weeks of referral. Known HD cohort (n=58) defined as: under surveillance by renal services for >6months prior to initiation of haemodialysis. All other renal replacement therapy modalities were excluded. Kidney Disease Quality of Life (KDQOL) 36 questionnaire was utilised as a HRQOL assessment tool (it encompasses 5 HRQOL domains: symptoms, effects and burden of kidney disease, SF-12 physical and mental health composites). The modified Karnofsky Performance Score (KPS) was employed to assess functional status. These tools were administered at the initiation of dialysis, 3 and 6 months into follow-up.

A KDQOL 36 scoring program (v2.0) was used. Due to the non-Gaussian nature of data distribution, non parametric statistical analysis (using SPSS v14.0) was used.
Results: Patient baseline demographics were well matched for age, gender, smoking status and Charlson comorbidity score. Both patient groups significantly improved symptomatically (p<0.05) over time with implementation of dialysis and modification of anaemia. LR patients had a significantly worse experience over time in 3 domains (p<0.05): effects, burden and mental health. This negative corollary (in the same domains) persisted in subgroup analysis of survivors for the 6 months of follow-up. KPS was not significantly altered within the known HD cohort but it fell significantly over time in the LR group (p=0.002). Low KPS and SF-12 mental health composite scores were found to be independent predictors of mortality.
Conclusion: HRQOL is an important outcome measure in all patients and can impact on mortality. Concerted efforts to minimise LR should be made, as predialysis counselling and care (including correction of physiological disturbance) permit a smooth transition onto dialysis and can have a beneficial effect on HRQOL. The incorporation of HRQOL information into clinical practice can provide valuable insight into future policy formation and resource allocation in developing targeted interventions (e.g. adaptive training, group counselling etc). Consideration should be given to HRQOL information being reported in the Renal Registry.
