Identifying chronic kidney disease patients’ priorities and preferences for information topics
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An integral part of quality health care provision is that patients are given information that addresses their needs1. In a long-term condition such as chronic kidney disease (CKD) patients are encouraged to self manage their illness and maintain their independence, whilst receiving appropriate education, information and support. However, there is no formal evidence which identifies what information the CKD patient actually wants’ and needs’, and when the optimal time is to provide it. Innovative studies to identify and measure the information needs of patients (cancer and asthma patients) highlight that patients have priorities and preferences with regard to what information they need and when2,3,4. The premise of this study was that CKD patients with end-stage renal failure share similar traits and have preferred key information topics, which are of a priority to them, at different times during progression of their disease.  

A stratified sampling frame grouped patients, from a managed clinical renal network, first by modality (in-centre/satellite haemodialysis, peritoneal dialysis and pre-dialysis patients stage 5), then time on/ waiting for dialysis, age and gender. The study used a cross-sectional survey design. Phase One explored the information needs of a group of CKD patients (n=20) to gain insight into patients’ perspectives on key informational topic areas using semi-structured interviews. A combination of content and thematic analysis techniques uncovered nine core information topics, confirmed by participants. Phase two confirmed the findings from phase one with a larger sample (n=90), and developed/tested the validity of a renal–specific Information Needs Questionnaire (INQ)2,5 using a Thurstonian paired comparisons approach6. Data collected using face-to-face structured interviews, the main component being the developed INQ, were entered into SPSS software to undertake the Thurstone paired comparison analysis. 

The study generates an evidence base to inform multi-professionals’ caring for CKD patients highlighting the different patient information needs, most important topic areas, preferences for information provision and variations across groups of patients. On a national level the study findings generate a useful and valuable evidence base to inform and feed into the current DoH7 ‘Renal Services Information Strategy’ initiatives. 
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