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Research Aim

Background
For children and young people (‘children’) with life-limiting conditions This study aims to explore the symptom-associated distress of children
(LLC), distress is an important facet of symptom assessment at end-of- with a range of LLC from the perspectives of children and their
life. Proxies often report symptom experience and most research has proxies.
focussed on children with cancer.
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» Proxies: physical symptoms (e.g., pain and seizures) Feeling tired
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» Older children: hair loss (75%) and problems urinating Difficulty concentrating
(66.7%).
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distress (e.g., worrying, sadness) than older children + their proxies. Figure 3. 10-18 child distress.
» Younger children + their proxies reported higher symptom distress
than older children + their proxies.
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Conclusion
» Proxies and children report different symptoms distressing (more pronounced amongst older children/their proxies).
» Despite being asked fewer questions, younger children’s proxies tend to overestimate distress while older children’s proxies underestimate. .
» Measures of symptom-related distress are an important tool in amplifying the child’s voice in palliative care.




