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Abstract

Background: Concerning levels of stress, strain, and poorer mental health are observed in family
carers of patients diagnosed with high-grade glioma (HGG). Understanding the reported unmet needs
of these carers will enable future interventions to address such needs to improve their preparedness
for care and well-being. In this secondary analysis, we aimed to explore: (i) what carers of people with
HGG perceive could improve their preparedness to care; and (ii) what needs carers reported they
required additional support with.

Methods: Responses from 188 carers of patients with HGG participating in a randomized controlled
trial of the Care-IS intervention were analyzed to identify reported unmet needs. Of this larger sample,
92 participants answered a qualitative question seeking to identify perceived unmet needs in carer
preparedness over 12 months. These responses comprised the data for the current secondary analysis.
Content analysis was used to analyze the qualitative data and observe trends across participant
responses.

Results: Five overarching themes were identified: carer needs, providing emotional and practical care,
coping with uncertainty, coping with the consequences of illness progression, and processing and
supporting end-of-life care. Notably, the content analysis identified differences in response numbers
between groups in the Care-IS trial, particularly with the control group having more needs regarding
illness progression and end-of-life care.

Conclusions: Future interventions aimed at improving the well-being and preparedness of carers of
people with HGG should consider providing better support centered on carer needs, their changed
circumstances, living with uncertainty, and care transition.
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