P90


Co-Production of a Patient-Held Care Plan.

Green, D, Gregson, J, Butler, E, Clark, D, Jose, A, Mulwa, E, Shantappa, A, Wilson, C, Sankey, D, Hegarty, J

Salford Royal Foundation Trust

Problem: The Department of Health’s policy document: Creating a patient led NHS (2005) says there needs to be a fundamental shift in the relationship between the NHS and patients, moving away from a service that does things to and for patients, towards one that works with patients as equal and valued partners in their care. Since a majority of dialysis patients will die with, not from, their kidney failure per se,  one argument about the patient experience is that as a single variable it is more important than any of the traditional biometric performance indicators, and yet one of the least focused on or incentivised. 6 day a week, 2 and 3 shift dialysis services are at risk of becoming process driven to achieve the required throughput. In addition, unit dialysis therapy is ‘done to’ patients every other day, posing significant challenges for true partnership working. 

Purpose: We wanted to use experience based design (EBD) as a way of capturing and understanding how users of our haemodialysis service actually feel each time they come into contact with it. EBD although it comes from design industries such as architecture and graphic design, can be used in healthcare to focus on capturing and understanding patient’s and carer’s experiences; not simply their view of the process - for instance the speed and efficiency with which they ‘get’ their dialysis - but instead, the subjective, personal feelings a patient experiences at crucial points in the haemodialysis care pathway. 

Design: An outside researcher encouraged and supported haemodialysis patients at a single satellite unit to ‘tell their stories’, then using these stories pinpointed those parts of the care pathway where the users’ experience was most powerfully shaped. The research phase brought to light issues of passivity and loss of aspiration, of communication difficulties with nursing staff they see every other day, and widespread lack of understanding of the impact diet and other lifestyle behaviours have on their condition. 

Findings: The research highlighted that despite (or maybe because of) the close relationships that grow up between clinical staff and patients, many things that patients would like to say remain unsaid, conversely they often grow to resent being asked for the same information time and time again. Pulling these issues together, the design solution was to create a document that recorded information about the person, not just the patient, was under the person’s control and allowed them to say all those things they find hard to say (or which they feel are too banal to say). This was reinterpreted by the clinician team as a “patient-held care plan”. Historically, traditional care plans have been designed around the professional providers needs. If however none of these needs are addressed, the patient-held plan risks being seen as redundant to providers rather than an integral part of care delivery. A piece of work was therefore required facilitated by a design expert to co-produce a document that would meet both sets of needs. 

Conclusion: Active participation of all the unit patients, supporters and healthcare professionals as co-designers has produced a living, patient-held care plan, which provides the information our local patients want, in a format they like, but also shaped by their providers. An implementation and evaluation stage is now underway to examine its broader application.


