
Focus  |  Clinical

Reprinted from AJGP Vol. 50, No. 8, August 2021      527© The Royal Australian College of General Practitioners 2021

Anna Ugalde, Natalie Winter, 
Ursula M Sansom-Daly, Joel Rhee, 
Hannah Jongebloed, Rebecca J Bergin, 
Patricia M Livingston

Background
Informal caregivers (family or friends of 
people with cancer) are a group of highly 
important people who support those 
diagnosed with cancer to remain at home 
and out of hospital, but this comes at a 
significant personal cost. Understanding 
strategies to support cancer caregivers 
is critical.

Objective
This article will present an overview of 
cancer caregiving and how the caregivers 
involved can be assisted by general 
practitioners (GPs). Two key approaches 
to general practice teams supporting 
caregivers will be explored: acknowledging 
and integrating caregivers as part of the 
care team and providing referrals into 
services and supports.

Discussion
The general practice team is ideally 
positioned to assist in the support 
of cancer caregivers. GPs can assist 
caregivers by acknowledging them as 
valid and important members of the care 
team and referring them into existing 
support programs. These strategies are 
central to supporting this important, but 
often forgotten, group of people affected 
by cancer.

ONE IN TWO men and one in three women 
will be diagnosed with cancer in their 
lifetimes, and there are more than one 
million cancer survivors in Australia.1 The 
number of cancer survivors is expected 
to increase substantially over the next 
20 years as a result of population-based 
screening programs, improved treatments 
and an ageing population.1 Almost all 
(>90%) of people with cancer have an 
informal caregiver: a friend or family 
member supporting the patient with 
care provision across their disease and 
treatment2 who is to be differentiated 
from formal, professional caregivers 
within the healthcare team. Informal 
caregivers (referred to as caregivers 
within this article) play a significant part 
in enabling community-based models of 
cancer care and survivorship, whereby 
patients manage much of their disease 
and treatment outside of clinical settings.3 
Caregivers are fundamental to healthcare 
in Australia, with a replacement value of 
$77.9 billion.4 

Caregivers are a highly important group 
as they allow people diagnosed with cancer 
to remain at home and out of hospitals 
for longer than would have been possible 
without the caregivers’ involvement. 
This comes at a significant personal cost, 
and caregiving roles can be long term as 
people are living for longer after cancer 

and managing survivorship-related side 
effects or have end-of-life care. Given this, 
understanding strategies to support cancer 
caregivers is critical.

This article will present an overview 
of cancer caregiving and how the 
caregivers involved can be assisted by 
general practitioners (GPs). Two key 
approaches to general practice teams 
supporting caregivers will be explored: 
providing referrals into existing services 
and supports, and acknowledging and 
integrating caregivers as part of the 
care team.

The lived experience of being 
a cancer caregiver
Despite their importance, caregivers 
receive little to no support in cancer 
care provision.3,5 Their role is extremely 
demanding, often exceeding 40 hours 
of direct care per week.6 It is common 
for caregivers to experience unmet 
needs,7 and caregivers can experience 
higher levels of distress than patients.8 
A qualitative study on the caregiving 
experience showed it was so involved and 
consuming that caregivers felt unable to 
think about their own needs, with one 
person stating, ‘I’m not focused on myself, 
I haven’t had a think about everything. 
I don’t allow myself the luxury of doing 
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that’.5 The extensive burden of the role 
means that unemployment, or reduced 
employment, social withdrawal and 
loneliness can be common.9,10 

The role is complex and challenging, 
and consequently there are several 
potential sources of distress for caregivers. 
Caregivers can have high levels of worry 
for the person diagnosed with cancer 
and their health and medical outcomes. 
Their role can involve complex medical 
management including monitoring of 
symptoms and side effects, administering 
medications and medical decision 
making. They can be responsible for 
care coordination3 including attendance 
at and travel to appointments, which 
can be a significant burden for families 
in rural or regional areas.11 Caregivers 
have a significant role in communication 
with the broader family. They also often 
assume responsibility of all household 
tasks and related stressors, including 
financial burdens. Finally, impacts on 
quality of life, a lack of sleep, reduced 
time for themselves and impacts on 
their own relationships can contribute to 
caregivers’ levels of burden and distress.12 
Given the experience of care provision, 
it is not surprising that cancer caregivers 
report high levels of anxiety, distress and 
burden.13 However, it is also important to 
acknowledge that many caregivers are able 
to identify positive aspects to the role,5 
including allowing the person with cancer 
to remain home for longer and spending 
time together. 

Caregivers are highly committed to 
providing care for their family member or 
friend with cancer, to the extent that they 
can be reluctant to leave the patient or 
engage in self-care activities.14 However, 
caregivers can be segregated from the 
healthcare team rather than active 
participants.15 Their own needs are not 
always considered by themselves or others; 
consequently, they may not ask questions 
or reach out for support.

Cancer caregiving is complicated 
by heterogeneity, both in patients’ 
individual factors (age, premorbid health, 
functioning) and clinical experience 
(diagnosis, treatments, symptoms, 
side effects) and the caregivers’ own 
factors. Caregivers often come into the 

role with pre-existing knowledge, skills, 
vulnerabilities and sources of resilience 
that may inform their experience and the 
extent to which they experience distress. 
Caregivers are also diverse in terms of the 
type of relationship they have with the 
care recipient; most commonly caregivers 
are spouses or children, but others are 
parents, extended family or friends. 
These relationships can vary as there may 
be family conflict or low cohesion as a 
couple.16 It is also common to identify and 
categorise people as either the ‘caregiver’ 
or the ‘person with a health problem 
or disability’.17 However, this approach 
fails to acknowledge that both members 
of the dyad may have health problems 
that require each of them to perform 
care tasks for each other. The caregiving 
role typically emerges out of an existing 
relationship, such as a wife or husband, 
where care provision is a part of that 
established role, as described:

Giving care to someone is an extension 
of caring about that person. Looked 
at this way, caring and caregiving are 
intrinsic to any close relationship, that is, 
they are present in all relationships where 
people attempt to protect or enhance each 
others’ wellbeing.18

Further, although many support programs 
and academic literature focus on a single 
caregiver, who usually takes on the 
majority of care and support for the person 
with cancer, it is important to acknowledge 
that there could be a substantial network 
of caregivers who can be largely invisible 
to the healthcare team.19 There may be 
conflict or competing priorities within this 
network.20 Overall, cancer caregivers are a 
diverse and complex group. 

Support for caregivers
In the Australian context, there are few 
opportunities and multiple barriers to 
engaging with family and caregivers 
to formally assess their needs. 
Acknowledgement and support for cancer 
as a family disease is routinely practised 
within the paediatric setting; however, 
there is less recognition of cancer as 
a family disease in the adult setting.21 

Current healthcare standards focus on 
the patient as the centre of care,22 and at 
a national level there is little guidance 
for healthcare professionals to meet the 
needs of caregivers. Caregivers have 
described having to seek support for their 
own needs, including finding information, 
resources and community services to 
help in the home.14 They can be reluctant 
to ask for help from clinicians as this 
takes time away from the person with 
cancer. Generally, caregiver distress is 
not managed: caregivers do not tend to 
seek help as they feel the focus should be 
on supporting the patient, and support is 
not routinely offered to caregivers in the 
outpatient setting.

The role of the general 
practice team
The general practice team – including 
GPs, practice nurses, allied health 
professionals and administrative staff – 
is ideally positioned to support cancer 
caregivers.23 There are three key barriers 
to identifying and supporting caregivers 
in primary care.24 First, taking on the care 
of another person is often gradual, and it 
is hard to recognise the commencement 
of caregiving.5,24 Second, as the health of 
the person with cancer deteriorates, the 
caring role becomes all-encompassing 
and caregivers are unable to manage their 
own needs and supports.5,24 Finally, there 
is ambiguity regarding the legitimacy of 
caregiver needs.24 Health professionals 
have noted that caregivers can stand on 
the sidelines and be outsiders, with health 
professionals facing their own challenges 
to incorporate caregivers into the unit 
of care.15 

There are two key ways in which GPs 
and others in the primary healthcare team 
can deliver support for caregivers. These 
are: 1) acknowledging and integrating 
caregivers as part of the care team 
and 2) providing referral into existing 
support services.

Acknowledging and integrating 
caregivers as part of the care team
As caregivers are not explicitly involved in 
the relationship between the patient and 
healthcare provider, they can be rarely 
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invited to participate.15 Given that the 
oncology team – including oncologists, 
hospital-based specialists, nurses and 
allied health professionals – can be 
focused on the patient’s physical and 
mental health, the GP is someone who 
is well positioned to be able to check 
on the caregiver’s physical and mental 
health. GPs can play an important part in 
acknowledging caregivers and integrating 
them into a care team where they 
otherwise may feel excluded and isolated. 
By definition, and when compared 
with care provided by specialists such 
as oncologists, GP care is accessible, 
comprehensive and provided by clinicians 
who are generalists, which suits the array 
of physical and psychological issues with 
which both cancer caregivers and people 
diagnosed with cancer may present. 
Caregivers often believe general practice 
teams are a good source of information 
about cancer.25 

Acknowledgement and identification of 
the caregiving role is an important factor 
in enabling carers to access supports. This 
could be done through asking a person 
about their involvement in care provision, 
acknowledging the potential challenges 
associated with the role and empowering 
caregivers through legitimising their roles 
as a key member of the care team. 

GPs are also in a position to promote 
self-management to both patients and 
caregivers, where self-management is 
defined as the individual’s management 
and monitoring of their own health 
conditions, consequences of the health 
conditions and emotional responses.26 

Encouraging and empowering caregivers 
to consider and manage their own 
needs may be important in validating 
caregivers’ concerns and distress and 
encouraging them to seek support. 
Caregivers report valuing when clinicians 
acknowledge their roles and address the 
competing priorities they may have in 
managing the care of the person with 
cancer.27 Potentially, caregivers may 
have poor recognition or awareness of 
their caregiving role;5 consequently, they 
may question their suitability for support 
programs. Similarly, it is important that 
all health professionals, including general 
practice teams, recognise that caregivers 

can have a poor understanding of the 
diagnosis and prognosis of the person 
with cancer.25 

Communication between GPs and 
tertiary health services may not always 
be optimal, yet this serves an important 
purpose in information transfer and 
continuity of care.28 This communication 
represents an opportunity to integrate 
caregivers into the care team through 
acknowledging their role, involvement 
and how they can be supported.

GPs have the potential to monitor 
and provide timely assessment and 
treatment for caregivers experiencing 
significant psychological distress including 
depression or anxiety. GPs could use an 
array of supports, such as the GP Mental 
Health Treatment Plan and referral for 
psychological treatments under the Better 
Access to Mental Health Care program. 
Some tertiary health services may also 
employ psychologists with experience in 
supporting both patients and caregivers. 
Overall, GPs are uniquely positioned to 
acknowledge and integrate caregivers 
into the care team.

Referral into support services
Several existing information and support 
services can be used to assist cancer 
caregivers. GP endorsement and referral 
to psychological or support services can 
result in higher uptake and engagement 
than if caregivers attempted to access 
these services themselves.29 This may 
be especially important for caregivers 
who tend to neglect their own needs. 
An overview of key support services 
is presented in Box 1. Engagement 
with support services is likely to lead 
to improved carer outcomes through 
reducing worry and increasing carer 
knowledge and support.30 

Information about cancer and accessing 
support are available through Cancer 
Council’s 13 11 20 service. While this 
service varies across states/territories, 
this is a free, confidential telephone 
support service delivered by trained and 
experienced oncology health professionals. 
The Cancer Council website also has 
reputable publications and booklets that 
can be downloaded. One of these, Caring 
for someone with cancer, covers topics on 

practical advice for providing care and 
caring for yourself as a carer. In addition 
to receiving calls from people affected 
by cancer, Cancer Council’s telephone 
service often fields questions from health 
professionals, including GPs, on how 
to best assist people affected by cancer. 
This service may be of use for general 
practice teams to gain information about 
local services, supports for caregivers or 
specific treatments.

For caregivers of patients receiving 
palliative care or people with advanced 
cancer, an Australian Government–
funded program, the Advance Project  
(www.theadvanceproject.com.au), is 
available. This program supports general 
practices in providing more support for 
caregivers of patients with palliative care 
needs. This program includes a caregiver 
information and assessment toolkit, 
designed to assess the unmet healthcare 
needs of caregivers as well as provide 
strategies on how the general practice 
team can address and support caregivers.

Conclusion
The lived experience of caregiving and the 
burden associated with this role indicates 
that caregivers are a group in need of 
support, yet there are several barriers 
to integration with the healthcare team, 
and there is a potential to improve the 
recognition and support of caregivers. 
General practice teams are well placed to 
integrate caregivers into care teams and 
provide them with additional support. GPs 
can assist caregivers by acknowledging 
them as valid and important members of the 
care team and referring them into existing 
information and support services. These 
strategies may be central to addressing an 
important, but often forgotten, group of 
people affected by cancer.

Key points
•	 Almost all people with cancer have a 

friend or family member supporting 
them with care provision across 
their disease and treatment. This is a 
critically important role, but it comes at 
a cost to the physical and psychological 
wellbeing of the caregiver.

http://www.theadvanceproject.com.au/


Effective integration of caregivers and families as part of the care team for people with cancerFocus  |  Clinical

530      Reprinted from AJGP Vol. 50, No. 8, August 2021 © The Royal Australian College of General Practitioners 2021

•	 The caregiving role is dynamic and 
complex, with several potential sources 
of distress for the caregiver. 

•	 Current healthcare models focus on the 
patient, and there is a need for guidance 
as to how healthcare professionals can 
meet the needs of caregivers.

•	 General practitioners may be well 
placed to support caregivers. Two ways 
in which GPs can deliver support for 
caregivers include acknowledging and 
integrating caregivers as part of the 
care team and providing referrals into 
existing support services.
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