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This presentation is based on my PhD and a piece of subsequent research which explored the views and experiences of young 
people, their parents/carers, and healthcare professionals of the advance care planning process for Children and Young People  
(CYP). Advance care planning for CYP is relatively new in the UK. Consequently, there is a lack of understanding about 
the engagement of CYP in their own planning process, optimal timing of discussions, and the facilitators and barriers to the 
engagement of them in their own care planning. A qualitative study was initially employed, using semi-structured interviews 
with fifteen people across all participant groups to construct four case series. In the second study, an online questionnaire was 
used to collect data; 122 participants were included in the study. Data from both studies were analysed thematically. Advance 
care planning is reported to be best initiated by a consultant when the young person is in their mid-teens, their condition is stable, 
and before they transition to adult care. Engagement is considered to be facilitated by appropriate communication, developing 
relationships prior to initiating advance care planning, and written support for everyone involved in the process. Standardised 
documentation and additional training can help support the initiation and use of advance care planning, reduce misperceptions, 
and generate greater confidence in participating in the process. A larger multidisciplinary team, with better communication, will 
help support improved relationships between professionals which will filter down to the families. These factors were supported 
by training and education for healthcare professionals and a flexible and innovative structure and cultures of organisations.
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