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Background: Although patients with Axial Spondyloarthritis (axSpA) have highlighted the importance of fatigue, it is poorly recognised and managed by health professionals. Assessment recommendations are limited to a single-item assessment of fatigue severity. However, fatigue conceptualisation in other rheumatological conditions highlights the complex, multidimensional nature of fatigue and its impact on cognitive/ behavioural, personal and social factors. Limited qualitative research and a reductionist approach to measurement means health professionals fail to capture the enormity of the impact of fatigue on the lives of people with axSpA.
Aim: To co-construct a high quality and relevant patient-reported outcome measure (PROM) of fatigue specific to the needs of axSpA patients that has utility for both clinical research and routine practice.
Method: Informed by good practice guidance, three stages to PROM development were observed: 
1. Developing a working conceptual framework of fatigue in axSpA informed by: i) Systematic review of PROMs used to assess fatigue in axSpA; ii) Semi-structured interviews exploring axSpA patients’ lived experience of fatigue; iii) Focus groups with patients and healthcare professionals to explore study findings. 
2. Confirmation of the conceptual framework as an underpinning for a new measure, in collaboration with our patient research partners, supporting the co-construction of an axSpA-fatigue specific PROM
3. Pre-testing the newly crafted draft PROM using two approaches: Cognitive Interviews and the Three-Step Test Interview. 
Patient research partners were embedded within the project and engaged via face-to-face meetings, email and postal communication and researcher-led summary and update reports.
Results: The results are described as per the stages reported in the method. 1.i) No PROM had sufficient evidence of minimally important measurement properties (validity, reliability) meaning no recommendations could be made; ii) Using interpretative phenomenological analysis, key themes were extracted and the importance of ‘energy’ as a distinct, but related concept to fatigue was identified, forming part of the working conceptual model of axSpA-fatigue; iii) the working conceptual model was discussed and reviewed, and some draft items considered in groups to ensure key concepts were adequately reflected; 2) a draft version of an axSpA-fatigue specific questionnaire – Warwick Axial Spondyloarthritis Tiredness and Energy (WASTEd) was co-constructed with our patient research partners and, 3) has been extensively pre-tested using cognitive interview methods.
Discussion: This study is the first to illustrate the importance of energy as a separate component to the overall experience of fatigue. This may have important future applications for clinical practice and research, whereby energy scores may better reflect adherence to exercise programs – a staple of functional and mobility self-management for patients with axSpA. Similarly, reliably measuring fatigue and energy can help identify and support evaluation of possible targeted interventions. Upcoming research by the team includes a psychometric evaluation the quality and acceptability of the WASTEd with a large UK cohort.
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