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Within the last five years, studies documenting the 
short and long-term impacts of a cancer diagnosis on 
families/caregivers are increasing exponentially. Three 
main aspects of this literature will be reviewed, in turn: 
additional roles, responsibilities and skills required by 
caregivers; ensuring caregivers’ needs for assistance and 
support and; caregivers’ quality of life, with a focus on 
burden and psychological distress.

Caregivers roles and responsibilities: when 
is it too much?

Throughout the illness experience, families/caregivers 
provide valuable instrumental (eg. driving to medical 
appointments), informational (eg. searching treatment 
on the internet) and emotional support to patients with 
cancer.1,2,3 Such reliance on them is only expected to 
continue to grow,4 particularly as the course of cancer 
is changing from an acute to a chronic disease, and 
the setting for cancer care delivery is shifting from the 
hospital to the home.2,5,6 Care giving can extend for 
several years and roles/tasks can involve a considerable 
number of hours per week, which for some is comparable 
to a full-time job.3 According to patients’ diagnosis and 
illness severity, care giving may require mastery of tasks 
typically performed by health care professionals, including 
symptom management, nutrition support, implementation 
of a treatment regimen, management of acute illness 
episodes and providing help with activities of daily living 
(eg. getting in and out of bed, feeding, getting dressed, 
bathing).3

In 2005, the Centre for Health Research and Psycho-
oncology (CHeRP) embarked on a longitudinal study 
among a population-based sample (n=547) of partners 
and caregivers of cancer survivors with diverse cancer 
diagnoses to further examine the impact of care giving. 
This study aims to document physical, financial and 
psychosocial impacts of care giving six months, 12 
months, two years, three and a half years and five years 

post-diagnosis. Early results suggest that, at six months 
post-diagnosis, participants identified being mostly 
involved in: household tasks (daily 68.5%); emotional 
support (daily 39.9%) and; managing money (daily 
22.7%). Interestingly, providing emotional support, liaising 
with doctors, making appointments and assessing for 
and managing medication were more associated with 
caregiver anxiety than other tasks. Similarly, a study by 
Bakas et al among caregivers of patients with lung cancer 
also found that one of the most time consuming tasks was 
providing emotional support, in addition to transportation 
and monitoring symptoms.1 Moreover, these caregivers 
identified emotional support, behavioural management, 
monitoring symptoms and household tasks as the most 
difficult duties. These findings highlight that caregivers’ 
tasks go beyond personal care or activities of daily living. 
Attention needs to be given not only to the frequency with 
which tasks are performed, but also the nature of these 
tasks and their perceived level of difficulty. 

Taking on a care giving role also means that caregivers 
must develop a set of sophisticated skills and aptitudes, 
including monitoring, interpreting, making decisions, 
taking action, making adjustments, accessing resources, 
providing hands-on care, working together with the 
ill person and becoming an expert at navigating the 
healthcare system.3 Indisputably, care giving can become 
a daunting undertaking and involve many novelties for 
which caregivers, according to their previous knowledge 
and experience and physical and cognitive abilities, 
may require additional resources to cope. Healthcare 
professionals need to be aware of caregivers’ tasks and 
roles and assess the extent to which they are apt and 
comfortable with these to be able to offer timely and 
fitting assistance. For instance, as emotional support 
appears to be one aspect of care giving that is difficult 
and anxiety-provoking, it may be effective for health care 
professionals to design communication interventions to 
enhance emotional support strategies such as active 
listening, reassurance and validation.1 In addition, as care 
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giving responsibilities may negatively impact on carers’ 
(and patients’) illness experience, a better understanding 
of how caregivers acquire their skills and manage different 
tasks is a research avenue in need of more attention.5 

Caregiver needs: what kind of help do 
caregivers require? 

Despite increased attention to documenting caregivers’ 
needs, many of these reportedly remain unmet.7,8 Several 
research groups in Australia are examining the short 
and long-term, unmet supportive care needs of families/
caregivers. For instance, Hodgkinson et al9 administered 
the Cancer Survivors’ Partners Unmet Needs measure 
to partners (n=212) of a mixed group of cancer survivors 
(3.4 years on average post-cancer diagnosis and disease 
free for at least one year) and found that the top five 
unmet needs were: concerns about cancer recurrence; 
accessible hospital parking; reducing stress in the 
survivors’ life; having an ongoing case manager and; 
up-to-date information. 

In addition, in a study by Clavarino et al7 participating 
caregivers (n=19), living in rural and remote Queensland, 
identified needing most help with fears related to the 
patient’s physical deterioration and the cancer returning, 
uncertainty concerning the future, changes to usual routine 
and lifestyle, concerns about their financial situation and 
monetary allowances for travel. Most patients participating 
in this study were within the first year following diagnosis. 
Carers and patients differed on the rank ordering of their 
highest unmet needs. Patients’ needs were concerns 
about the worries of those close to them, fears regarding 
the cancer returning or spreading, having a staff member 
with whom they can talk about all aspects of the illness 
and monetary allowances for travel.7 

The Supportive Care Needs Survey – Partners and 
Caregivers (SCNS-P&C) was developed jointly by CHeRP 
and the Centre for Medical Psychology and Evidence-
Based Decision Making, to facilitate identification of 
partners’ and caregivers’ unmet supportive care needs 
across the illness trajectory (available online at http://www.
newcastle.edu.au/research-centre/cherp/professional-
resources/). Administration of the SCNS-P&C to partners 
and caregivers participating in CHeRP’s longitudinal study 
(n=481) revealed the following as the highest unmet 
moderate or high needs: reducing stress for the patient; 
concerns about recurrence; understanding the patient 
experience; accessible hospital parking and; information 
on treatment for decision-making.10 Janda et al also 
administered the SCNS-P&C to 70 caregivers of patients 
with a brain tumour, recruited through the Queensland 
Cancer Fund*1Brain Tumour Support Service, and 
found some overlap in unmet needs (moderate or high): 
addressing fears related to the patient’s deterioration; 
impact of caring on working life; reducing stress in the life 
of the person with cancer; decision making in uncertainty, 
and; balancing caregiver and patient needs.8  

Further research is required to document the needs 
of partners/caregivers, particularly regarding how these 
may vary as caregivers transition from the acute to the 

* Now called Cancer Council Queensland.

survivorship phase of the illness and determining the most 
optimal strategies to address these.  

Care giving outcomes

Throughout the past decade there has been a growing 
body of evidence documenting the negative physical, 
financial and psychosocial outcomes associated with 
care giving.11-17 In a study by Kim and Schulz,3 67.3% 
of caregivers (n=99) reported a moderate to high level of 
burden. In the same study, cancer caregivers had higher 
levels of financial hardship, physical strain and emotional 
stress than caregivers of individuals with diabetes and frail 
elderly caregivers. Nonetheless, burden levels reported by 
cancer caregivers were comparable to those caring for 
an individual with dementia,3 or AIDS,18 two other highly 
stress-inducing and challenging illnesses for caregivers. 

In addition to higher burden, care giving has been 
associated with poorer quality of life.8 In comparison to 
population norms, Janda et al reported lower quality 
of life, as measured by the Functional Assessment of 
Cancer Therapy-General, among caregivers of brain 
tumour survivors (n=70) recruited from the brain tumour 
support service offered by Cancer Council Queensland.8 
Most studies examining the quality of life of caregivers 
have focused on their levels of anxiety and depression.19 
Typically, higher levels of anxiety are reported in comparison 
to depression,20 with recent studies reporting anxiety 
levels ranging from 16% to 47% and depression levels 
ranging from 9.7% to 30% among caregivers of people 
with cancer.20,21,22 These rates are slightly to moderately 
higher than the prevalence of anxiety disorders (14.4%) 
and depressive episodes (4.1%) reported in the general 
Australian population.23 Borderline or clinical levels of 
anxiety and depression appear to be more prevalent 
post-diagnosis or in the acute phase of the illness, 
however a certain percentage of caregivers continues to 
experience significant levels of anxiety and depression well 
into the medium and long-term survivorship stage of the 
illness.19,21,24 

In CHeRP’s longitudinal study, at six months post-
diagnosis, 40% and 11% of partners/caregivers report 
anxiety or depression, respectively, with 15% reporting 
both anxiety and depression. Importantly, at one-year 
post-diagnosis, 30% of caregivers were still borderline/
clinically anxious. Although some studies suggest that 
caregivers and patients have comparable levels of general 
quality of life and distress,21,25,26 others actually report 
lower quality of life6 and greater distress among caregivers 
(reaching clinical levels).27,28,19 

Variables influencing caregiver outcomes

The literature identifies myriad variables associated 
with or predictive of, psychosocial outcomes among 
cancer caregivers, including short and less satisfactory 
relationships with the patient,29 having concerns apropos 
the patient’s well-being29 or job-related concerns,29 being 
uncertain about the future,29 high level of unmet needs,30 
feeling of burden,27,3,28 avoidance attachment orientation,28 
using avoidant coping strategies,31 and lower family and 
social support.6,32 
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In addition, demographic and/or treatment/disease related 
variables increasing caregiver risk for distress include: 
lower education,3,29 lower income,6 being female,2,3,6 being 
unmarried,6 younger age,6,31, shorter-term marriages,29 
less well-adjusted marriages,28,29 patients with greater 
functional impairment,27 and greater illness severity.33-35 

Interestingly, several studies have found that cancer 
survivors’ and caregivers’ quality of life (or lack thereof) 
interact and have a mutual influence, positive or negative.6,36 
A recent meta-analysis examining the relationship between 
the psychological distress of cancer patients and their 
caregivers further supported the positive association 
between patients’ and caregivers’ psychological distress 
(r=.35, p<.00001).37 Furthermore, it appears that this 
relationship is directional and that partner anxiety seems 
to be more influential on patient anxiety, than patient 
anxiety on their partner’s well-being. Overall, these findings 
emphasise the reciprocal influence of cancer caregivers’ 
health on patients (and vice-versa) and argue for holistic 
interventions targeting couples or families.

Although most research identifies variables associated 
with a ‘negative’ care giving experience, recently studies 
have focused on predicting ‘positive’ change in caregivers’ 
life philosophy, relationships and personal growth, which 
has also been coined as post-traumatic growth (PTG) or 
benefit finding. Thornton & Perez found that PTG among 
67 wives of prostate cancer survivors was predicted by 
less education, being with a partner who was employed, 
higher avoidance symptoms of stress at pre-surgery and 
preferring positive reframing coping.38 Noteworthy, both 
patients and caregivers were found to have comparable 
levels of PTG, further emphasising the distress associated 
with a loved one’s cancer diagnosis.38 In addition, 
Kim et al reported that caregivers of a mixed group of 
cancer survivors (n=779) were more likely to report benefit 
finding if they were less educated, engaged in religious 
coping and perceived the availability of social support.39 
Lower education has also been related to higher levels 
of distress, which might explain its relationship with PTG 
or benefit findings.38 Findings on whether PTG or benefit 
finding positively influence psychosocial adjustment are 
equivocal and additional studies are warranted to further 
elucidate this relationship. 

Supportive care intervention research

While psychosocial interventions have been shown to 
improve quality of life among cancer survivors,40 few studies 
have examined the potential of psychosocial interventions 
to ease burden and optimise adjustment outcomes 
among caregivers. Few Australian research groups have 
initiated intervention research among caregivers in the 
acute illness phase,41 and no published studies have been 
found for caregivers of cancer survivors. However, a tiered 
model of psychosocial care, developed by Queensland 
researchers to guide the design and implementation of 
supportive care services among patients with cancer and 
their caregivers, may provide some guidance in prioritising 
scarce resources according to patient and caregiver 
needs.42 

Internationally, few intervention studies have been 
undertaken with caregivers of cancer survivors. For 
instance, Canada et al implemented a sexual rehabilitation 
intervention among prostate cancer survivors and their 
caregivers (n=51), which led to an increase in sexual 
function for both patients and their caregivers three months 
post-intervention.43 However, overall, intervention studies 
among caregivers of cancer survivors are scarce. Future 
research is needed to determine which aspects of the 
care giving experience warrant psychosocial intervention 
and might most contribute to enhancing the caregiver 
and patient cancer experience. The literature reviewed 
suggests that intervention research should ideally target 
both patients and caregivers and focus on such aspects 
of care as information sharing, communication among 
patients and caregivers and the treatment team, emotional 
support strategies, promotion of patient and caregiver 
empowerment and self-identification of needs, continuity 
and planning of care, and peer support.  

Limitations of current studies

Although much attention has been directed at 
understanding the impact of a cancer diagnosis on 
partners/caregivers, these studies are typically cross-
sectional, many include partners/caregivers of women 
with breast cancer or men with prostate cancer, and 
have a limited sample size (less than 100). Consequently, 
studies often report correlational analyses and little can 
be concluded regarding predictors of the care giving 
experience. 

Future research priorities

Recently, Breast Cancer Network Australia published 
a summary report of the National Survivorship Think 
Tank meeting.44 Among the different research priority 
areas discussed, appropriate measures of carer distress, 
considering the needs of families and caregivers, and 
implementing interventions to help families manage the 
impact of the cancer diagnosis were identified and echo 
the salient issues reviewed in this paper. Determining 
the extent to which providing care to cancer survivors 
contributes to burden, the unique challenges of being 
a caregiver in the survivorship stage and the way in 
which these can be addressed, are undoubtedly key 
research areas if we are to develop appropriate supportive 
services, optimise the care giving experience and maintain 
partners’/caregivers’ ability to support patients throughout 
the illness trajectory.3 These empirical foundations are 
required to provide the basis upon which to design robust 
intervention studies. Particularly, research examining the 
interaction between the quality of life of cancer survivors 
and their families/caregivers during the long-term survivor 
phase and the factors predictive of both survivors’ and 
family caregivers’ quality of life, seems to be a promising 
avenue for research.6,45 In addition, findings from the 
aforementioned studies indicate that caregivers may 
require guidance in fulfilling some roles, however few 
studies have examined how care giving skills are acquired 
and developed over time among partners/caregivers of 
individuals with cancer.5 Finally, future research examining 
reasons and factors contributing to whether families/
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caregivers have a positive (eg. benefit finding) or negative 
experience, may contribute to better understanding 
caregivers’ ability to care for patients, which in turn may 
impact on their quality of life. 
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