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Problem: Service user (patient and carer) involvement is increasingly gaining international recognition as being central to health care research, policy and practice (RCN 2007).  Unfortunately there remains misunderstanding about the role of patients and carers in research, with some researchers not understanding that involvement means an active partnership between the public and researchers in the research process, rather than the use of people as the ‘subjects’ of research (INVOLVE 2010). This abstract outlines the ways in which one research group has reflected on and evolved its strategy for user involvement. 
Purpose: The Quality Improvement in CKD study (2007-2010) explored best ways of managing kidney disease in primary care. In that study our project team invited individuals with kidney disease to join ‘expert groups’ that helped develop specific interventions. Although specific individuals contributed to the development of the interventions, we reflected that we needed a more strategic and integrated approach to user involvement in kidney care research.  
A second study ENABLE (2009-2012) has now commenced. This study is using a Quality Improvement (QI) method to implement a Care Bundle for CKD in primary care. Care Bundles are groups of high impact evidence-based healthcare interventions. The Care Bundle for CKD includes four evidence-based interventions that have to be applied at the same time during one consultation. One of the interventions is a self-management programme for CKD. 
Design and implementation: We have set up a formal user advisory group to encourage true user involvement in the project. The user group comprises individuals with kidney disease and other vascular conditions. The group is contributing to all parts of the study process: creating both practitioner (GP and practice nurse) and patient materials; practitioner training and advice and tools to assist with evaluation of success for the user. The group integrates with the operational team but brings an external perspective from experience of other conditions such as diabetes and heart disease.
Findings: The involvement of people who have kidney disease and other vascular conditions has contributed enormously to the quality of our study. It is difficult to precisely quantify the user group’s contribution but we are working on how best to evaluate this. To date they have made real differences to the readability of the patient self-management materials and changing the way in which consultations in primary care are delivered.
Conclusion and relevance: We hope that people will learn from our experiences and our group is developing ‘good practice’ strategies for user involvement in QI and renal research studies. 
