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Parents of disabled children experience an intensification of what is expected of them as parents; they do so in a context where social responses to disability mean that they are stepping outside ‘normal’ narratives of family and where also they are far more embedded in medical practices that sustain their child’s life. At the same time however, they also experience a feeling of loss, where instead of being parents, they are intensive carers, which in terms of both daily practices and questions of identity, is lived and framed as different. For example, the medical treatments they are required to participate in that keep their child alive, or are aimed at improving their development and quality of life, turn their home into a medical environment of oxygen tanks and various assistive technologies. Such activities leave little time for what they understand as ‘parenting’. This paper, based on a 3 year ESRC ethnographic study
 working with families in two locations in the UK, investigates the ways in which parents of disabled babies and infants explore their changing experiences of caring and parenting and the distinctions they draw between the two. This is put in a social and political context in relation to issues such as gender, community support and intensive medical interventions within hospital and home environments. Parents seek to find space and time to participate in activities they identify as parenting, sometimes by resisting requirements to be medical carers or to have medical interventions within the home. The paper, by its focus on disability, contributes to discussions of what is framed as parenting and what is framed as caring in everyday settings of shattered public/private boundaries, the presence of medical technology and ‘different’ narratives of family.
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