
What factors are associated with informal carers’ 
psychological morbidity during end-of-life home 
care? A systematic review and thematic synthesis 
of observational quantitative studies

Tracey Shield,1 Kerin Bayliss,1 Alexander Hodkinson,2  
Maria Panagioti,2 Alison Wearden,3 Jackie Flynn,4  
Christine Rowland,3 Penny Bee,1 Morag Farquhar,5  
Danielle Harris1,6 and Gunn Grande1*

1Division of Nursing, Midwifery and Social Work, School of Health Sciences, University 
of Manchester, Manchester, UK

2NIHR Greater Manchester Patient Safety Translational Research Centre, Division of 
Population Health, Health Services Research and Primary Care, School of Health  
Sciences, University of Manchester, Manchester, UK

3Division of Psychology and Mental Health, School of Health Sciences, University of 
Manchester, Manchester, UK

4Public and Community Involvement and Engagement (PCIE) Panel, NIHR Applied  
Research Collaboration (ARC) Greater Manchester, Manchester, UK

5School of Health Sciences, University of East Anglia, Norwich, UK
6NIHR Applied Research Collaboration (ARC) Greater Manchester, Manchester, UK

*Corresponding author gunn.grande@manchester.ac.uk

Disclosure of interests of authors

Full disclosure of interests: Completed ICMJE forms for all authors, including all related interests, are 
available in the toolkit on the NIHR Journals Library report publication page at https://doi.org/10.3310/
HTJY8442.

Primary conflicts of interest: The authors declared no potential conflicts of interest with respect to the 
research, authorship and/or publication of this article.

mailto:gunn.grande@manchester.ac.uk
https://doi.org/10.3310/HTJY8442
https://doi.org/10.3310/HTJY8442


Published November 2023
DOI: 10.3310/HTJY8442

Plain language summary
What factors are associated with informal carers’ psychological 
morbidity during end-of-life home care? A systematic review and 
thematic synthesis of observational quantitative studies
Health and Social Care Delivery Research 2023
DOI: 10.3310/HTJY8442

NIHR Journals Library www.journalslibrary.nihr.ac.uk



Copyright © 2023 Shield et al. This work was produced by Shield et al. under the terms of a commissioning contract issued by the Secretary of State for Health and Social Care.  
This is an Open Access publication distributed under the terms of the Creative Commons Attribution CC BY 4.0 licence, which permits unrestricted use, distribution, reproduction 
and adaptation in any medium and for any purpose provided that it is properly attributed. See: https://creativecommons.org/licenses/by/4.0/. For attribution the title, original 
author(s), the publication source – NIHR Journals Library, and the DOI of the publication must be cited.

iii

� Health and Social Care Delivery Research 2023 (Plain language summary)

Plain language summary

Background

Family carers are central in supporting patients nearing end of life. However, their own mental health 
may often suffer as a result. It is important to understand what makes carers’ mental health better or 
worse, to support them appropriately and help them stay in good health.

Aim

To synthesise what is known about what can affect carers’ mental health during end-of-life caregiving.

Method

We identified research literature (1 January 2009–24 November 2019) that looked at factors that may 
make carers’ mental health better or worse when supporting someone nearing end of life. We focused 
on adult carers of adult patients cared for at home. Researchers worked with the help of a carer Review 
Advisory Panel to group similar factors into themes. This report presents research that used numerical 
measurements (for instance, surveys) to investigate factors related to carers’ mental health.

Results

Findings from 63 studies were grouped into seven themes: (1) How the patient was: worse patient 
mental health and quality of life related to worse carer mental health. (2) How much caregiving affected 
carers’ lives: greater impact, burden and feeling tasks were difficult related to worse mental health.  
(3) Relationships: good relationships between family members and between carer and patient seemed 
important for carer mental health. (4) Finance: having insufficient resources may affect carers’ mental 
health. (5) Carers’ internal processes (carers’ thoughts and feelings): feeling confident and prepared 
for caregiving related to better mental health. (6) Support: carers’ mental health seemed related to 
support given by family and friends and to getting sufficient, satisfactory support from formal services. 
(7) Background factors: older carers seemed generally to have better mental health, and female carers 
worse mental health overall.

Conclusions

Factors that may affect carers’ mental health are many and varied. We therefore need a broad strategy 
to help carers stay in good mental health during caregiving.




