My space or social space – navigating the rapid discharge of teenagers and young people home to die 

Background and aims

Caring for young people at the end of life is emotionally intense. When their preferred place of care is achieved it facilitates the expression of their identity and fosters their connection with family and friends (Hinds et al, 2005). Our project ‘There’s no place like home’ demonstrated that discharging younger people home to die has a different emotional tempo to other adults. This study aimed to investigate this observation from a social theory perspective. 

Method

Using case study methodology the discharge interactions of three cases were examined. These interactions were considered indicative of discharge planning (Payne et al 2002), and representative of the social pressures that shape place of care (Cheek 2004). The interactions were analysed using narrative strategies.

Prelimary results and discussion

Younger people drive the wish to go home to die. Their determination sets up a complex power inter-relation between themselves, their family and health care professionals (HCP’s), characterised by high emotionality. Dying young people challenge expectations of social order and what is ‘right’ within the family life cycle and gain social and emotional power as a consequence of dying ‘out of time’. The moral challenge for family & HCPs is to respect their right to exert their wish but to ensure this is achieved realistically. The hospital palliative care team (HPCT) is pivotal in managing the emotion that stems from this challenge in order that it does not hinder discharge planning or threaten its sustainability. 

Conclusion

The social space in which discharge planning for young people at the end of life takes place is characterised by changing power relations that have the potential to threaten place of care. The role of the HPCT is to navigate these power relations and to provide balance between emotional demands and social expectations so that young people can die in a place they can call ‘my space’. 
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