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ABSTRACT
The capacity to care in the community and to support unpaid 
carers is a critical issue. We highlight some recent reviews 
on effectiveness of interventions to support carers. While 
there is an incomplete evidence base associated with the 
needs, appropriateness of supports and effectiveness of 
carer interventions, there is an ongoing need to provide 
information and services to carers.

CareSearch is funded by the Australian Government Department of Health.

Carers are people who provide unpaid care and 
support to someone who have a disability, mental 
illness, chronic condition, terminal illness, an 
alcohol or other drug issue or who are frail aged. 
Carers are an integral part of Australia’s health 
system and are the foundation of our aged, 
disability, palliative and community care systems. 
Carers can be a friend, neighbour, extended 
family, spouse, sibling, child or parent1. 

The 2018 National Palliative Care Strategy 
recognises that carers are critical to palliative 
care and often will provide extensive care and 
support to a person at the end of life. The Strategy 
explicitly requires that carers are valued and 
receive the support and information they need.2 p10

There is a growing awareness that the ageing 
population will place increasing demand on the 
need for carers and on the availability of carers. In 
2017, 15% of Australians (3.8 million) were aged 
65 and over and this number and proportion will 
grow steadily over the coming decades3. One 
Australian economic study suggests that in the 
ten years to 2025, the carer gap (the gap between 
the supply of informal carers and the need for 
informal carers) will increase in each year, and 
the carer ratio will decrease in each year. This 
occurs as the growth in the supply of carers is 
slower than the growth rate in the demand for 
carers4. Given that the rate of dying is projected 
to increase over the coming decades primarily 
due to the ageing of the Australian population, 
capacity to care in the community is a critical 
issue. 

There is a growing body of literature around 
carers and informal caregiving in palliative care 
including a significant volume of work relating to 
caring for people with dementia. The CareSearch 
Review Collection details a wide variety of reviews 
in this area that covers carer topics ranging from 
disease specific needs and interventions to the 
role of telehealth in supporting carers to the 
utility and effectiveness of tools in measuring 
carer needs, carer burden and carer coping5.  
Within this accumulating database there is still 
uncertainty about the most effective forms 
of interventions to enable and support carers 
to continue to care and to prevent potentially 
negative outcomes from caring6,7,8. 

An updated systematic review suggests that there 
is no ‘one size fits all’ intervention to support 
carers. The authors noted that the evidence 
suggests there were differences in matching 
support approaches and carer needs. For 
example, shared learning, cognitive reframing, 
meditation, and computer-delivered psychosocial 
support appeared beneficial for carers of 
people with dementia while for carers of people 
with cancer more effective supports included 
psychosocial interventions, art therapy, and 
counselling9. 

Studies and reviews do continue to note that 
there appears to be both known and unmet 
information needs for carers. These needs include 
information about the disease and the disease 



trajectory, what to expect associated with dying, 
practical knowledge about caring, and details 
on available services and resources10,11. The 
complexity of caregivers trying to be prepared 
for the death and loss while feeling overwhelmed 
with demands of caregiving throughout an 
unpredictable illness trajectory was identified 
in an Australian study which cautioned against 
services presuming that all family caregivers 
are well-prepared for the death12. Carers can 
subsequently face bereavement exhausted with 
few supports, limited resources and a significant 
proportion may develop negative psychological 
and social outcomes13.

Given an ageing population and increasing rates 
of dementia which could mean longer periods of 
caring, some carers may not be able to continue 
to provide care at home until death. Carers need 
to be able to address the complexity of transfer 
of caring from home to residential aged care or 
to other care arrangements14,15. Discharge from 
hospital or hospice to aged care is another form 
of transition, which can affect carers16.  

The literature suggests that there is an incomplete
evidence base associated with the needs, 
appropriateness of supports, and effectiveness 
of carer interventions. However, given the critical 
role that carers play in supporting people with 
life-limiting illnesses and in enabling them choice 
in their place of care, there is an ongoing need to 
provide information and services to carers. It is 
also important that their contribution not only to 
the person but to the community is recognised 
and acknowledged.

REFERENCES

1. About Carers, Carers Australia  
2. National Palliative Care Strategy 2018, 

Australian Government Department of Health 
3. Older Australia at a glance 2018, Australian 

Institute of Health and Welfare  
4. The economic value of informal care in 

Australia in 2015, Deloitte Access Economics 
5. CareSearch 2019 Review Collection: Carers
6. Chi NC, Demiris G, Lewis FM, Walker AJ, Langer 

SL Behavioral and Educational Interventions to 
Support Family Caregivers in End-of-Life Care: 
A Systematic Review Am J Hosp Palliat Care. 
2016 Nov;33(9):894-908

7. Farquhar M, Penfold C, Walter FM, Kuhn 
I, Benson J What Are the Key Elements of 
Educational Interventions for Lay Carers of 

Patients With Advanced Disease? A Systematic 
Literature Search and Narrative Review of 
Structural Components, Processes and Modes 
of Delivery. J Pain Symptom Manage. 2016 
Jul;52(1):117-130.e27

8. Duggleby W, Tycholiz J, Holtslander L, 
Hudson P7, Nekolaichuk C, Mirhosseini M, 
Parmar J0, Chambers T Alook A, Swindle J 
A metasynthesis study of family caregivers’ 
transition experiences caring for community-
dwelling persons with advanced cancer at the 
end of life. Palliat Med. 2017 Jul;31(7):602-616.

9. Dalton J, Thomas S, Harden M, Eastwood A, 
Parker G. Updated meta-review of evidence 
on support for carers. J Health Serv Res Policy. 
2018 Jul;23(3):196-207

10. Scott D, Hudson P, Charnley K, Payne C, 
Westcott G. Development of an eHealth 
information resource for family carers 
supporting a person receiving palliative care 
on the island of Ireland BMC Palliat Care. 2019 
Aug 30;18(1):74. doi: 10.1186/s12904-019-0457

11. Wang T, Molassiotis A, Chung BPM, Tan 
JY. Unmet care needs of advanced cancer 
patients and their informal caregivers: a 
systematic review. BMC Palliat Care. 2018 Jul 
23;17(1):96. doi: 10.1186/s12904-018-0346-9

12. Breen LJ, Aoun SM, O’Connor M, Howting D, 
Halkett GKB. Family Caregivers’ Preparations 
for Death: A Qualitative Analysis. J Pain 
Symptom Manage. 2018 Jun;55(6):1473-1479. 
doi: 10.1016/j.jpainsymman.2018.02.018.

13. Holtslander L, Baxter S, Mills K, Bocking S 
Dadgostari T, Duggleby W, Duncan V, Hudson 
P, Ogunkorode A, Peacock S Honoring the 
voices of bereaved caregivers: a Metasummary 
of qualitative research BMC Palliat Care. 2017 
Sep 6;16(1):48. doi: 10.1186/s12904-017-
0231-y

14. Hainstock T, Cloutier D, Penning M. From 
home to ‘home’: Mapping the caregiver 
journey in the transition from home care into 
residential care. J Aging Stud. 2017 Dec;43:32-
39. doi: 10.1016/j.jaging.2017.09.003.

15. Martz K, Morse JM.The Changing Nature of 
Guilt in Family Caregivers: Living Through Care 
Transitions of Parents at the End of Life. Qual 
Health Res. 2017 Jun;27(7):1006-1022.

16. Weeks LE, McInnis-Perry G, MacQuarrie C, 
Jovanovic S. Insights Into Roles for Health-
Care Professionals in Meeting the Needs 
of Older Adults and Unpaid Caregivers 
During Health-Care Transitions. Can J 
Nurs Res. 2016 Sep-Dec;48(3-4):70-79. doi: 
10.1177/0844562116676579. Epub 2016 Nov 21.

https://www.carersaustralia.com.au/about-carers/ 
https://www.health.gov.au/sites/default/files/national-palliative-care-strategy-2018.pdf
https://www.aihw.gov.au/reports/older-people/older-australia-at-a-glance/contents/demographics-of-older-australians
https://www.carersaustralia.com.au/storage/access-economics-report3.pdf 
https://www.carersaustralia.com.au/storage/access-economics-report3.pdf 
https://www.caresearch.com.au/caresearch/tabid/679/Default.aspx



