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Problem: High quality, individualised education programmes by professionals specifically trained in the delivery of patient education can support patients to become partners in care (Renal NSF 2004).  In practice, many education programmes are still based on what professionals believe patients need to know rather than what patients actually want to know. Staff may not have the skills to deliver highly complex information to a diverse patient population. Consequently patients can feel confused, or even alienated from education programmes and staff can feel frustrated when patients fail to engage in the decision making process

Purpose: The aim was to re-design pre treatment education programmes around the needs of local patients. Also to equip staff with the requisite skills to engage patients and their carers, in decision making to promote a partnership approach to care.  

Design: A consultation event was held to get feedback from patients, carers and multi-professional staff on the current delivery of pre treatment information and education. Semi-structured interviews were also conducted to elicit the views of patients in ‘hard to reach groups’. The literature was reviewed and renal centres renowned for good practice were visited. A tool was developed to map kidney patients’ information needs across the care pathway. 

Findings: Feedback on current pre treatment education was positive but many patients complained of ‘information overload’ and found the wealth of information sources difficult to access and process. They wanted information to be culturally sensitive and relevant to local populations. Patients requested ‘take home’ tools to re-enforce the learning from the renal centre. Patients valued learning from the experiences of other established patients but found this difficult to access. Semi structured interviews revealed that not all patients want information; staff need support to understand why this may be and how to develop strategies to deal with this situation. Staff identified a skills gap in dealing with strong emotions; understanding differing learning styles, identifying barriers to learning and communicating across cultural boundaries.

Conclusion: In collaboration with clinicians, patients and carers, a DVD, booklet and picture library have been developed to support pre treatment education and shared decision making. A multi-media approach to information tools is essential as people learn in different ways. These tools enable a tailored approach to information giving and include signposting to further resources for patients requiring more detailed levels of information. They reflect the local population and have been developed using a ‘patient story’ approach. Self management and a partnership approach to care are included together with information about lifestyle changes and healthy living. Staff training has been provided to address the skills gap identified in the early stages of the project; patients are now asked to identify their preferred learning style and ongoing evaluation of education sessions is in progress Peer support has been established to facilitate patient to patient support and shared learning. 

Relevance: There is evidence to suggest that kidney patients who have attended education programmes have improved psychological and social outcomes (Renal NSF 2004). Early engagement of patients and carers can promote an effective partnership approach to care and support concordance with treatment throughout the patient journey. Education programmes need to be individualized and responsive to the information needs of the patient. Staff need to have the skills to deliver effective education as well as supporting patients learning to live with chronic kidney disease.


