How do patients perceive and experience systematic symptom assessment in palliative care? A qualitative interview study. 
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Abstract text 

Background: 

A valid symptom assessment is a prerequisite for good symptom control. The Edmonton Symptom Assessment System (ESAS) is one of the most widely used symptom assessment tools in palliative care. However, little is known about how patients experience and value the systematic use of this tool. 

Research aims: 

The aim of the study was to explore how palliative care patients perceive and experience systematic symptom assessment by use of the ESAS, and their views about how such registration can be used most efficiently. 

Materials and Methods: 

14 out-patients and 4 in-patients at a palliative care centre and 4 close family members were interviewed by a specially trained lecturer in nursing. The interviews were semi-structured, based on interview guides (one for patients and one for family members), and took place between January 2004 and May 2005. All interviews were tape recorded, transcribed, and analysed. 

Results:

· The patients found the items relevant and easy to understand

· The instrument was appreciated as a time-saving and important check-list 

· The ESAS made the patients feel included and responsible for their own treatment, and they experienced a coherence between their ratings and the care and treatment offered 

· Uncertainty about correct answers and how to interpret the scale was rather common

· Several patients reported being restrictive in their symptom scoring, experiencing a need to save the upper part of the scale for a more advanced state, or comparing themselves with others

· The patients had not regarded the ESAS as a communication tool, but instinctively agreed to this when asked 

· The relatives also perceived the ESAS as a useful tool, but clearly stated that this was the patients’ business 

Conclusions:

The ESAS was evaluated as a useful and efficient tool, making the patients feel secure and well taken care of. However, thorough explanation and repeated information are necessary for optimal use. 

