Person-centred palliative care in five European countries: the experiences of patients and carers
Marlieke van der Eerden, Sean Hughes, Sandra Varey, Benjamin Ewert, Sven Schwabe, Csilla Busa, Zsuzsanna Kiss, , Karen van Beek, Suzy van Ende, Agnes Csikos, Jeroen Hasselaar, Marieke Groot

[bookmark: _GoBack]Background: Integrated palliative care (IPC) should be responsive to patients’ palliative care needs. However, knowledge about the best way to provide IPC is scarce. Evidence is mainly based on perspectives of professionals and carers. Therefore InSup-C project examined patients’ and carers’ experiences with care provision in several IPC initiatives in five European countries.
Methods: IPC initiatives, i.e. cross-sector collaborations between professionals to provide palliative care, were recruited in five European countries (Belgium, Germany, Hungary, The Netherlands and the UK). From these initiatives patients with cancer, COPD and Heart failure with a prognosis less than 12 months and carers were recruited. Semi-structured interviews were conducted using uniform interview protocols. Interview protocols focused on how care professionals respond to patient’s palliative care needs and how they collaborate. Interviews were transcribed verbatim and coded using an internationally agreed codebook. 
Results: 157 patients and 90 family carers were interviewed. Main themes were availability of caregivers (knowing who to contact when having needs), compassionate care (dealing with the person beyond the illness), patient-centred information (honestly responding on informational needs in times of uncertainty), close inter-professional contacts and information transfer (resulting in being up-to-date and involved). Although respondents were quite satisfied in general, they frequently reported examples of professionals only focusing on the illness or not collaborating properly. Sometimes assertiveness of patients or carers concerning their dissatisfaction lead to improved care experiences. Country specific differences were found regarding availability of medicines, the role of hospices and main professionals. 
Conclusion: According to patients and carers IPC means that professionals are person-centred in their thinking, communication and collaboration and that there is a key professional to contact in case of needs.
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