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The Personal Kidney Management Handbook

A tool to support empowerment of people with CKD and encourage partnership in decision making.

Short, H

Leicester General Hospital

The desire to empower people with CKD and encourage partnership in decision making, is an aspiration shared by many involved in the day to day management of people with CKD.  It is a fundamental element of the National Service Framework as embodied by standard one. The driver behind the development of the handbook, was the challenge to translate the aspiration of standard one into everyday practice and achieve a change of focus in the relationship between professional and individual.

The Personal Kidney Management Handbook has been developed as a tool to enhance the interaction between professional and individual. To encourage the individual to take control and seek out information tailored to their needs and to ensure that any contact with the multi professional renal team is an interactive two-way experience. The Handbook is due to be launched over the next few weeks and evaluation planned to establish its effectiveness in achieving its aim.

Based upon a Personal Diabetes Handbook developed by the Diabetes Network and successfully piloted to a 1000 patients. I recognised the potential for sharing good practice and the benefits it could bring to those with CKD. Development involved contributions from various members of the multi professional team. A 1000 copies have been produced as a first cohort. Initially they will be circulated to individuals with CKD not yet on dialysis. A role out programme to those on peritoneal, haemodialysis and post transplantation will then take place. 

The Handbook combine’s core information, with personal data, space to record priorities and concerns prior to a consultation, action planning and sections eg dialysis/transplantation/treatment options which can be added as needed. This build’s up their own portfolio of individual information and can be added to or removed as needed by its owner. 

The launch will include training for the healthcare professionals involved. The success of this tool is dependent on the positive promotion of the Handbook and it’s benefits to those with CKD. They will be encouraged to develop a sense of ownership of their Handbook and the multi professional team will continue to support its use during any consultations. 

Evaluation will be targeted to both the individuals using the Handbook and the healthcare professionals involved. An initial evaluation by questionnaire is planned after 500 copies are distributed, it is a work in progress and its format will allow it to evolve with relative ease.

The Personal Kidney Management Handbook provides a format, which could be replicated and utilised by any unit to achieve empowerment of patients and promote shared decision making. It can be used at any point in the patient journey and adapted and individualised as needed. A positive influence on the relationship between individual and professional, the Handbook supports patients to achieve the best possible quality of life. 


