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Additional file 1 Topic list semi-structured interviews.
	Caregivers' story of the illness and how it started

	Elements of the caregiving role 
· tasks
· responsibilities
· day-to-day management

	[bookmark: _GoBack]Caregivers’ thoughts, feelings, and responses related to interaction with the care receiver 

	Caregivers’ thoughts, feelings, and responses related to conversations with the care receiver

	Changes in the course of their own life

	Caregiver’s own emotions, grief and losses

	The impact on the quality of the relationship

	Living with difficult behaviour

	Thoughts about the future



