A patient centred tool for promoting self-care on dialysis.
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Problem: Self-care is an old concept in dialysis, however, fear and a lack of information may prevent many patients from pursuing self-care options. Information from clinicians may not be enough to allay patients concerns. Whereas clinical staff are able to advocate self-care and independence to patients, the experiences of patients who are already independent can be a powerful way of communicating the potential benefits.

Purpose: By producing a DVD featuring self-caring patients, the opportunities and practicalities of self-care are clearly demonstrated in a positive way. The DVD aims to shape dialogue between patients and clinicians and to be a motivating factor for patients who are considering self-care in haemodialysis units or at home. 
Design: 25 patients were surveyed using semi-structured interviews. The criteria for patient selection were:

a) Patients established on self-care dialysis

b) Patients currently learning to self-care. 

Questions were open ended and designed to encourage patients to explore their thoughts around decision-making and self-care and how viewing a DVD about self-care could support this process

Findings: The interview transcripts strongly suggested that viewing a DVD focussing on self-care dialysis options would support patients in the decision making process. Patients felt that whilst clinicians are able to give information around the treatment options for CKD there was still an “information gap” about how dialysis was going to affect their work, social life and relationships. The interviewees suggested that this insight could really only be provided by patients already on dialysis who could also discuss the potential benefits of the self-care options.

Conclusion: The interview findings were used to shape the content, style and format of the DVD. Patients were consulted throughout the production process. The film provides an insight into self-care dialysis from the patients’ perspective, exploring, in a diary style documentary, the lives of 7 patients who are self-caring on HD and PD.

Relevance: Patient participation played an integral role in shaping the DVD as an information tool that offers experiential insight by patients for patients who want to learn about self care dialysis. The DVD promotes the concept of self-care and supports the decision making process.   The next step is to ensure that the DVD is part of the pre-dialysis education programme enabling patients to plan, make decisions and to be actively thinking about their treatment options.

