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DISEASE AND INFECTION

Support-seeking by cancer caregivers living in rural

Australia

Elizabeth A. Johnston,'3 Belinda C. Goodwin,'* Larry Myers,"> Sonja March,*> Joanne F. Aitken," 467
Suzanne K. Chambers,?1° Jeff Dunn'##810-12

ollowing a cancer diagnosis, family

members and friends often become

informal caregivers, helping with
activities of daily living, medical care and
follow-up, and providing emotional and social
support.'? While some studies have reported
positive outcomes of caring for someone with
cancer, including personal growth and dyadic
resilience (i.e. relationship growth and mutual
coping between caregiver and patient),>->
other studies report negative impacts of long-
term caregiving on the caregiver’s health and
wellbeing. These include reduced diet quality
and physical activity,>” weight gain,®’ anxiety
or depression,®? stress'® and delays in seeking
medical help for themselves.

Supporting the health and wellbeing of those
caring for someone with cancer is a priority
since poorer physical and psychological
health has been associated with higher
levels of caregiver burden.’? Poor physical
and psychological health may also affect

a caregiver’s capacity to provide support.

In intervention studies, providing cancer
caregivers with psychosocial support has
been demonstrated to reduce caregiver
distress and improve quality of life,’>'* and
there is some evidence that post-treatment
lifestyle interventions can improve diet
quality and physical activity of cancer
survivors and their family members.™

Abstract

Objective: Rural cancer caregivers report poor wellbeing and high unmet needs for support.
This study investigates sources of support sought by cancer caregivers living in rural Australia,
and factors associated with support-seeking.

Methods: Informal caregivers of people with cancer completed a questionnaire assessing
sociodemographic characteristics, caregiver factors and support-seeking. Descriptive statistics,
bivariate analyses and logistic regression were used to identify common sources of support
and factors associated with support-seeking. Alluvial and radar plots were used to identify and
describe support-seeking profiles.

Findings: Of 244 rural caregivers, 64% reported seeking support for themselves, 72% for the
cancer patient, and 22% did not seek any support. The most common sources of support were
general practitioners and online. Higher caregiver burden, higher income, caring for someone
with anxiety/depression or caring for someone who has difficulty completing their usual
activities were associated with seeking support from a greater number of sources. The’No
support-seekers’ profile had the highest proportions of caregivers who were male, caring for
someone <12 months post-diagnosis and lower income earners.

Conclusions: Many rural caregivers seek support for themselves and the cancer patient,
commonly from medical and online sources.

Implications for public health: Further work may be needed to reduce caregiver burden and
support caregivers who are male, caring for someone recently diagnosed, and those with lower
incomes.

Key words: caregivers, oncology, regional and remote, rural, supportive care
As cancer prevalence increases due to in regional and remote (i.e. rural) Australia
increasing cancer incidence and survival, report poorer than average mental wellbeing
the role of caregivers in providing support compared to population norms.'® They also
to cancer survivors will become increasingly
vital, particularly in geographically isolated

areas. Currently, cancer caregivers living

report high unmet needs for practical support
(e.g. transportation, lodging, finances), their
own physical health and psychological
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wellbeing, and information to assist them

in caring for someone with cancer."” Living
outside of a major city presents several
challenges to accessing cancer-related
support, including greater travel distances,
higher costs and fewer local healthcare
services.'®2° These findings suggest there is
a need for improved support for rural cancer
caregivers. However, little is known regarding
the sources of support they currently access
for themselves and for the person they care
for and the factors associated with seeking
such support.

Therefore, this study aims to: 1) identify the
most common sources of support sought by
cancer caregivers living in rural Australia, as
well as the most common profiles of support-
seeking behaviour; and 2) investigate the
sociodemographic, caregiver and patient
factors associated with seeking support.
Research findings will provide further
understanding of the support-seeking
behaviours of cancer caregivers living in rural
Australia and contribute to identifying areas
of priority for future intervention to support
the health and wellbeing of this population.

Methods

Participants and recruitment

Caregivers included in this study were
nominated by people diagnosed with cancer
who were taking part in a longitudinal study
investigating the experiences of people

living in rural Queensland who have travelled
to a major centre for cancer treatment.
Recruitment of people diagnosed with cancer
and their caregivers has been described
elsewhere.”2! Caregivers, including spouses/
partners, family members or friends, were
eligible to participate if they were aged

18 years or older and able to read and
understand English. Of the 402 caregivers
nominated, 259 consented to participate and
completed a questionnaire (Supplementary
Figure 1). After excluding caregivers living in

a major city, determined using the Australian
Statistical Geography Standard Remoteness
Structure,? those who did not complete
questionnaire items for support-seeking and
those caring for someone without a cancer
diagnosis, responses from 244 rural caregivers
were included in this analysis (Supplementary
Figure 1). Ethical approval was obtained from
a recognised institutional Human Research
Ethics Committee (H17REA152).

2022 voL. 46 NO. 6

Data collection

A self-administered questionnaire at
recruitment collected information on
support-seeking, socio-demographic and
caregiver characteristics. When completing
the baseline questionnaire, caregivers had
been caring for someone diagnosed with
cancer for a median of 9 months (IQR 5 to 23
months). Information relating to the person
they were caring for was extracted from
baseline patient questionnaires completed
at study recruitment (median 6 months post-
diagnosis, IQR 3 to 22 months).

Support-seeking: Caregivers were asked
whether they had sought cancer-related
support (yes/no) since becoming a cancer
caregiver for: 1) themselves as a caregiver;
and 2) the person they were caring for. Both
questions listed five sources of support: 1)
Cancer Council information and support
service; 2) cancer support groups (for
themselves as a caregiver, this included
friends and family of someone with cancer);
3) general practitioner or other medical
professional; 4) psychologist, social worker or
counsellor; and 5) online.

Sociodemographic factors:
Sociodemographic information collected

at recruitment included age, gender,
relationship to patient, education, income
and country of birth. Residential street
address was geocoded and mapped to the
2011 Statistical Areal Level 2 (SA2) boundaries
using MapMarker® Australia Version
15.16.0.21 and Maplnfo Pro® Version 15.0. SA2
was used to classify caregivers by remoteness
and relative socioeconomic advantage and
disadvantage 23

Caregiver comorbidity: The number of
comorbidities was identified using the items
from the Charlson Comorbidities Index.2*
Caregivers were grouped according to
whether they reported no chronic illnesses or
at least one chronic condition (e.g. diabetes,
cardiovascular disease, arthritis).

Caregiver burden: Perceived caregiver
burden was assessed using the validated
Caregiver Burden Scale developed by
Elmstahl and colleagues.?® The scale consists
of 22 items across five domains (general
strain, isolation, disappointment, emotional
involvement, environment). Participants
responded to items such as:“Do you worry
about not taking care of the person with
cancer in a proper way?” using a 5-point scale
ranging from 1 ="not at all” to 4 ="often".

© 2022 The Authors
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A mean score was calculated for the total
scale and each domain, with higher scores
indicating a greater subjective burden.
Internal consistency of this global scale in the
current study was high at a=0.93.

Caregiver stress: The challenge and threat
subscales from the Carer Stress Appraisal
Scale? were used to assess caregiver stress.
Example items included: “l am eager to tackle
this problem” (challenge subscale) and “This
situation makes me feel anxious” (threat
subscale) with response options ranging from
1="notatall"to 5 ="extremely”. A mean score
was calculated for each subscale, with higher
scores indicating greater challenge or threat
appraisals. Internal consistency for each
subscale was good (Challenge 0=0.84; Threat
0=0.85).

Caregiver attitudes to health-related help-
seeking: Two subscales from Mansfield and
colleagues’Barriers to Help-Seeking Scale?”
were assessed; the need for control and self-
reliance (NCS) and minimising problems and
resignation (MPR). Example items included: “It
would seem weak to ask for help” (NCS) and
“I wouldn’'t want to overreact to symptoms
that weren't serious” (MPR). Response items
ranged from 1 ="notat all”to 5 ="very
much”. The mean score of each subscale was
calculated, with higher scores representing
higher levels of NCS and MPR. Internal
consistency for the subscales was good (NCS
a=0.88; MPR a=0.89).

Caregiver fatalistic beliefs: Caregivers’
beliefs regarding their health were assessed
using the 10-item predetermination subscale
of Shen and colleagues’Health Fatalism
Scale.?® Items include: “If someone is meant
to have a serious disease, they will get that
disease”. Response options ranged from 1 =
“strongly disagree”to 5 ="strongly agree’,
with higher scores indicating greater fatalistic
beliefs. Internal consistency in the current
sample was excellent (a=0.90).

Patient factors: Cancer patients reported
their cancer type and date of diagnosis at
recruitment to the longitudinal study.?'
These were verified in the population-based
Queensland Cancer Register (QCR). Patient
self-report data were solely used where
diagnosis could not be verified by the QCR,
or the patient’s diagnosis was very recent and
had not yet been notified to the QCR. Time
since diagnosis was defined as the number of
months from the patient’s cancer diagnosis
date to the caregiver’s questionnaire
completion date.

Australian and New Zealand Journal of Public Health 851
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Patient health status: The EQ-5D-5L
instrument was used to assess patient health
status at recruitment. EQ-5D-5L descriptively
evaluates the health-related quality of life
across five dimensions (mobility, self-care,
usual activities, pain or discomfort, anxiety or
depression).?%3° For each dimension, patients
identified whether they had ‘no problems;
or’slight,'moderate; ‘severe’ or ‘extreme’
difficulty. Patients’ responses for each
dimension were categorised as‘Yes'and ‘No;,
with ‘Yes'including those who reported ‘slight’
to ‘extreme’ difficulty. A single utility score
combining responses to the five dimensions
was also calculated for each patient using the
scoring algorithm based on a value set from
the United Kingdom.3'

Data analysis

Descriptive statistics were used to
characterise the sample of rural caregivers
and the proportion of caregivers using each
source of support for themselves and for

the person they were caring for. Bivariate
associations between sources of support
sought and sociodemographic, caregiver
and patient factors were assessed using
chi-square tests for categorical variables and
independent t-tests for continuous variables.
Significance values were adjusted for family-
wise error using the Benjamini-Hochberg
Procedure.?? Where sociodemographic,
caregiver and patient factors shared a
significant association with support-seeking
in bivariate analyses, they were entered into
binary logistic regression models to estimate
odds ratios (OR) and 95% confidence intervals
(Cl) associated with the likelihood of support-
seeking for themselves and for the person
they were caring for. ORs were adjusted

for age and education as these variables
were strongly associated with the other
sociodemographic, caregiver and patient
factors in bivariate analyses.

We also sought to identify profiles of support-
seeking behaviour for themselves as a
caregiver and for the person they were caring
for. The use of hierarchical clustering methods
did not generate a parsimonious solution
(=15 clusters). Thus, a descriptive approach
was adopted using alluvial plots® to visually

bands is proportional to the number of
caregivers in that profile, whereas the height
of the vertical bars is proportional to the
number of people who reported seeking
support from that particular source (yes/no).
A support-seeking profile was retained (i.e.
reported as a discrete profile) if its frequency
of occurrence in the study population was
greater than expected had responses for
support-seeking been generated at random
(based on 100 iterations); see Supplementary
Figure 2. Alluvial plots were generated using
the R statistical program (R Core Team) and
‘alluvial’ package.3*

Radar plots were created in Excel to identify
and describe the sociodemographic,
caregiver and patient characteristics of the
support-seeking profiles identified in the
alluvial plots. For radar plots, continuous
variables were categorised into two groups
based on the sample median and categorical
variables with more than two levels
(relationship to patient, income, area-level
disadvantage, remoteness) were collapsed
into two groups. Chi-square tests were used
to identify significant differences between
support-seeking profiles based on the
sociodemographic, caregiver and patient
factors presented in the radar plots. All
analyses were performed using SAS, version
9.4 (SAS Institute) with a p<0.05 (two-sided)
cut-off for statistical significance.

Results

Rural caregiver characteristics

The characteristics of rural caregivers
included in this study are presented in
Supplementary Table 1. Most rural caregivers
were female (62%), the spouse or partner

of the person diagnosed with cancer (83%),
born in Australia (69%) and living in a low
socioeconomic area (83%). On average, rural
caregivers were aged 62 years (standard
deviation (SD) = 13, range 18-91) and

were mostly caring for someone who was
diagnosed with cancer of the breast (19%),

Article

skin (14%), prostate (11%) or head and neck
(10%). Most rural caregivers resided in inner
(52%) and outer (42%) regional areas, with
only 6% in remote or very remote areas.

Sources of support sought for
themselves and for the person they
were caring for

Of the 244 rural caregivers, 141 (58%) sought
support for both themselves and the person
they were caring for, 15 (6%) for themselves
only and 35 (14%) for the person they were
caring for only. Fifty-three (22%) caregivers
did not report seeking support from any

of the listed sources for themselves or the
person they were caring for.

Rural caregivers who reported seeking
support for themselves (n=156; 64%),

most frequently sought support from a
general practitioner (GP) or other medical
professional (38%), online resources (30%)
and cancer support groups or friends and
family of someone with cancer (30%); see
Table 1. Those who reported seeking support
for the person they were caring for (n=176;
72%), most frequently sought support from
a GP or other medical professional (47%) and
online resources (40%); see Table 1.

Rural caregivers who sought support for
themselves from a particular source were
more likely to also seek support from that
source for the person they were caring for,
including Cancer Council information and
support (x2(1)=126.75, p<0.0001), support
groups (x2(1)=58.30, p<0.0001), GP or other
medical professional (x%(1)=68.83, p<0.0001),
psychologist, social worker or counsellor
(x%(1)=128.79, p<0.0001) and online resources
(x%(1)=118.61, p<0.0001). See Table 1 for
percentages.

Factors associated with seeking
support for themselves as a caregiver
Of the 156 rural caregivers who reported

seeking support for themselves, 31% sought
support from one source only, 30% from two

Table 1: Sources of support sought by rural cancer caregivers for themselves as a caregiver and for the person they

were caring for (n=244).

For themselves as a caregiver

For the person they were caring

Sources of support for
depict the profiles of support-seeking. In PP N (%) N %)
these alluvial plots, the horizontal bar?ds show Cancer Council information and support service 53 (22) 67 (28)
the types of support s?ught by careglVfrs Cancer support groups B G0 5 Q)
.from the five sources I|s'ted; each ca reglve.r ﬁts General practitioner or other medical professional 93 (38) 114 (47)
into one profile only, with a profile comprising Psychologist, social worker, counsellor 63 (26) 58 (24)
of caregivers who sought support from the Online resources 360 %  (40)
same source/s. The width of the horizontal Any of the above 156 (64) 176 (72)
852 Australian and New Zealand Journal of Public Health 2022 voL. 46 No. 6
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sources and 39% from three or more sources.
Rural caregivers who reported a higher
income (>$100,000 per year; x*(3)=9.28,
p=0.026), those with a caregiver burden
score above the sample average (total score:
x%(3)=20.89, p=0.0001) and those caring

for someone with some level of anxiety or
depression (x%(3)=8.54, p=0.036) were more
likely to report accessing a greater number of
sources of support.

Sociodemographic, caregiver and patient
factors associated with seeking support for
themselves as a caregiver are summarised in
Figure 1. After adjusting for family-wise error,
caregiver burden (total score and subscales
for strain, disappointment and environment)
was associated with seeking support for
themselves from a psychologist, social
worker or counsellor (Figure 1). Caregiver age,
education, income, burden (disappointment
subscale) and fatalistic beliefs regarding
health were associated with seeking support
for themselves online (Figure 1).

These significant factors were entered into
separate binary logistic regression models;
after adjusting for age and education, those
who reported a higher score for caregiver

burden (total score: OR=2.41, 95%Cl=1.36-
4.26; strain subscale: OR=2.02, 95%Cl=1.27-
3.22; disappointment subscale: OR=1.83,
95%Cl=1.16-2.89; environment subscale:
OR=1.82, 95%CI=1.10-3.00) were more likely
to report seeking support for themselves
from a psychologist, social worker, or
counsellor (Supplementary Table 2). Those
who were older (OR=0.95, 95%C|=0.93-0.98)
and those who reported a higher score for
fatalism (OR=0.69, 95%CI=0.49-0.98) were
less likely to report seeking support for
themselves online (Supplementary Table 2).

Visual inspection of the scree plot suggested
four profiles of support-seeking for
themselves as a caregiver (Supplementary
Figure 2). These four profiles are highlighted
in Figure 2: 1) ‘No support-seekers'(i.e., those
who did not seek any form of support; 36%),
2) ‘Medical support only’ (i.e. GP or other
medical professional; 6%), 3) ‘Online only’ (6%)
and 4)‘Medical and psychological support
only’ (i.e. GP or other medical professional
and psychologist, social worker, or counsellor;
5%). The remaining caregivers (47%) fell into
a variety of ‘Other support-seeking’ profiles
who sought support for themselves from at

Cancer caregiver support-seeking

least one but most often a combination of
three sources.

The’No support-seekers’group had the
highest proportion of rural caregivers who
were caring for someone less than 12 months
post-diagnosis and the lowest proportion of
higher income earners (Supplementary Figure
3). Compared to the ‘No support-seekers;
those who sought support‘Online only’

were more likely to have completed tertiary
education (x(1)=4.85, p=0.028) and be higher
income earners (x%(1)=7.59, p=0.0059). Those
in the ‘Other support seekers’ group were

less likely to be the spouse or partner of the
person diagnosed with cancer (x*(1)=4.92,
p=0.027), and more likely to be higher income
earners (x*(1)=4.92, p=0.027) and report a
caregiver burden score above the sample
average (total: x?(1)=8.67, p=0.0032) than the
‘No support-seekers’ group.

Factors associated with seeking
support for the person they were
caring for

Of the 176 rural caregivers who reported

seeking support for the person they were
caring for, 38% sought support from one

Figure 1: Summary of bivariate associations between sociodemographic, caregiver, and patient factors and support-seeking by rural cancer caregivers for themselves as a

caregiver.

Any support Cancer Council Support groups

GP or other
medieal

Psychologist, social .
Online resources
worker, counsellor

Income O O O O O .
Gender O O O O O O
Education O O O O O .
Sociedemographic Relationship to patient O O O O @ O
factors Age @] O O @] O @
Country of birth O O O O o @
Remoteness O O O O O O
Area-level disadvantage O O O O O O
Patient support from same source ] [ ] [ ] [ ] @ [ ]
Carer stress (challenge) O O O O O O
Caregiver burden (total) O O O O @ @
Caregiver burden (isolation) O O O @] @ (]
Caregiver burden (disappointment) O O O O . .
Caregiver burden (strain) @] O O O @ O
Caregiver factors Caregiver burden (environment) O O O O [ ] O
Carer stress (threat) O O O O O O
Fatalism O O O O O .
Comorbidity O O O O O O
Caregiver burden (emotional involvement) O O O O O O
Barriers to help-seeking (NCS}) O O O O O O
Barriers to help-seeking (MPR) O O O O O O
Cancer type O O O O O O
Usual activities O O O O O O
Anxiety or depression @] O O O @ @]
Patient factors Pain or discomfort O O O O O O
Time since diagnosis O O O O O O
Utility score @) O O @] O @]
Mobility O O O O o O
Self-care O O O O O O
NCS: Need for control and self-reliance @ Significant association in bivarate comparisons
MPR: Minimising problems and resignation . Significant association after adjusting for family wise error
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source only, 24% from two sources and 38%
from three or more sources. Rural caregivers
who reported a caregiver burden score above
the sample average (total score: x(3)=17.85,
p=0.0005) and those caring for someone

with some degree of difficulty completing
their usual activities (x%(3)=8.17, p=0.043)
were more likely to report accessing a greater
number of sources of support.

Sociodemographic, caregiver and patient
factors associated with seeking support

for the person they were caring for are
summarised in Supplementary Figure 4. After
adjusting for family-wise error, caregiver
burden (total score and sub-scales for strain
and environment) and the patient’s ability

to complete their usual activities were
associated with seeking support for the
cancer survivor from a psychologist, social
worker or counsellor (Supplementary Figure
4). Caregiver age, education, income, burden
(disappointment subscale), comorbidity,
stress (threat subscale) and fatalistic beliefs
regarding health were associated with
seeking support for the cancer survivor online
(Supplementary Figure 4).

These significant factors were entered into
separate binary logistic regression models;
after adjusting for age and education,

those who reported a higher score for
caregiver burden (total score: OR=2.04,
95%Cl=1.17-3.56; strain subscale: OR=1.78,
95%Cl=1.13-2.82; environment subscale:
OR=1.84, 95%Cl=1.12-3.03) and those caring
for someone with some level of difficulty
completing their usual activities (OR=3.26,
95%ClI=1.48-7.19) were more likely to report
seeking support for the cancer survivor from
a psychologist, social worker or counsellor
(Supplementary Table 2). Those who were
older (OR=0.96, 95%C|=0.93-0.98) and
reported a higher score for fatalism (OR=0.63,
95%CI=0.45-0.87) were less likely to report
seeking support for the cancer survivor online
(Supplementary Table 2).

Visual inspection of the scree plot suggested
four profiles of support-seeking for the
person they were caring for (Supplementary
Figure 2). These four profiles are shown in
Figure 2: 1) ‘No support-seekers' (i.e. those
who did not seek any form of support) (28%);
2)'Medical support only’(i.e. GP or other
medical professional) (10%); 3) ‘Online only’
(9%); and 4)‘Medical and online only’ (7%).
The remaining caregivers (46%) fell into a
variety of ‘Other support-seeking’ profiles who
sought support for the cancer survivor from

Article

Figure 2: Alluvial plots showing profiles of support-seeking by rural cancer caregivers for (1) themselves as a

caregiver and (2) the person they were caring for.?

(1) Profiles of support-seeking for themselves as a caregiver.

Yes Yes
Yes Yes

Yes

[ I I [
GP Support Groups Online Resources Psychologist  Cancer Council Infomation

@ No support seekers
Medical support only

@ Online support only

@ Medical and psychological
Other support seekers

(2) Profiles of support-seeking for the person they were caring for.

| | | | | |
GP Support Groups Online Resources Psychologist  Cancer Council Infomation

@ No support seekers
Medical support only

@ Online support only

@ Medical and online
Other support seekers

Note:
a: The height of the vertical bars in the alluvial plot is proportional to the number of caregivers who reported seeking support from each source (Yes/No). The width of
the horizontal bands is proportional to the number of caregivers in each profile. Each caregiver fits into one support-seeking profile only in (1) and in (2).
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at least one but most often a combination of
three sources.

The'No support-seekers’ group had the
highest proportion of male caregivers

and those caring for someone less than

12 months post-diagnosis, and the lowest
proportion of higher income earners
(Supplementary Figure 5). Compared to
the‘No support-seekers; those who sought
support from ‘Medical and online only’

were more likely to have completed tertiary
education (x(1)=4.22, p=0.04) and be higher
income earners (x%(1)=6.89, p=0.0086). Those
in the ‘Other support seekers’ group were
less likely to be male (x?(1)=4.94, p=0.026)
and more likely to have completed tertiary
education (x(1)=4.67, p=0.031), report a
caregiver burden score above the sample
average (total: x*(1)=9.57, p=0.002; emotional
involvement: x2(1)=5.70, p=0.017) and be
caring for someone with some degree of
difficulty completing their usual activities
(x%(1)=5.94, p=0.015) compared to those who
did not seek support for the cancer survivor.

Discussion

This study provides novel insights regarding
the support-seeking behaviours of cancer
caregivers living in rural Australia; well over
half report seeking at least one form of
support for themselves and almost three-
quarters seek support for the person they

are caring for. This highlights that caring

for someone with cancer while living in a

rural area is a significant undertaking and
many seek support. However, there is still a
substantial proportion of rural caregivers who
did not report seeking any form of support,
particularly for themselves as a caregiver. This
might reflect their actual need for support but
may also suggest that some rural caregivers
are under-supported or may require further
support in the future as they become long-
term caregivers.'”

Similar to cancer survivors living in rural
Australia,?' the most common forms of
support sought by rural caregivers in our
study were general practitioners (GPs) or
other medical professionals and online
resources. GPs are well placed to support rural
cancer caregivers; current hospital-based
models for cancer care focus on the patient
and there is limited guidance for addressing
caregiver needs in that context.>* GPs can also
provide continuity of care to rural caregivers
throughout the cancer care journey. In semi-
structured interviews, rural cancer survivors

2022 voL. 46 No. 6

and their caregivers reported a preference
for receiving support from the same person
to avoid having to repeat information and

to enable them to build rapport with their
healthcare provider.>® However, they also
reported several difficulties accessing care
from local GPs, including high staff turnover
in rural practices and longer waiting times.3¢
Considering GPs are one of the most common
sources of support sought by rural caregivers
in our study and rural caregivers value
continuity of care, further work is needed

to increase GP access and better integrate
primary care into survivorship care.”

The use of online resources for support

has also been reported in other caregiver
populations; in a survey of cancer caregivers
in Singapore, the Internet was the most
sought source of information, followed by
healthcare professionals.>® The main reasons
for using the Internet to obtain cancer-
related information were convenience and
accessibility.3® These reasons may also be
applicable to rural caregivers who report
several challenges to accessing cancer-related
support, including greater travel distances,
higher costs and fewer local healthcare
services.'®2 However, in the study by Chua
and colleagues,® almost half of the caregivers
who used the Internet to obtain cancer-
related information expressed concern about
the quality of information. Similarly, cancer
survivors report difficulty identifying credible
sources of dietary information online,*® and a
review of websites providing physical activity
information after cancer identified poor
quality and depth of information online.*

Compared to GPs and online resources, other
forms of support, including psychologist or
social worker, cancer support groups and
Cancer Council information and support
services appeared to be less commonly
sought by rural caregivers. The reasons for this
in the current study are unknown. Potentially,
it could reflect the level of need for these
services in our sample. However, there is
evidence to suggest that rural caregivers have
high unmet needs for psychosocial support.'”
Previous studies in rural populations have
identified that help-seeking for mental health
issues may be hindered by perceived norms
and expectations of being self-reliant and
resilient, as well as the practical constraints of
taking time off work to attend appointments
and the costs involved.*'*2 From previous
research, the use of psychosocial support
services by rural caregivers may also be
limited by a lack of local services or clear
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Cancer caregiver support-seeking

post-treatment pathways to these services.*
Future work could investigate how to best
support rural caregivers’ psychosocial needs,
including facilitating access to support
services that align with their needs and
preferences.

We also identified that rural caregivers who
reported seeking support often sought
support from multiple sources. Higher
caregiver burden, higher income, caring

for someone with some level of anxiety or
depression or caring for someone who has
difficulty completing their usual activities,
were associated with seeking support from
a greater number of sources. Although

it is unknown what type of support rural
caregivers sought from each source,

these findings support previous studies
reporting on the multi-faceted nature of
caregiver burden (e.g. physical, emotional,
psychological, social, financial)'? and suggest
that rural caregivers’ supportive care needs
may not be met by one source alone. This
highlights the complexity involved in
supporting someone with cancer while living
in a rural area and the enhanced capacity
and literacy required of caregivers in seeking
support. It is unknown whether, or how, the
need to seek multiple sources of support
affects caregiver burden.

Despite a high proportion of rural caregivers
reporting they did seek support for
themselves or for the person they were caring
for, at least one in five had not accessed any
form of support since becoming a caregiver.
Compared to groups of rural caregivers

who did seek support, the no support-
seeking group had the highest proportions
of caregivers who were male, caring for
someone less than 12 months post-diagnosis
and lower income earners. Previous studies
provide some evidence that these factors may
influence support-seeking. Rural male cancer
caregivers report lower levels of unmet

needs than females'” and cancer caregivers
often reported not accessing support for
themselves due to prioritising the needs of
the person diagnosed with cancer, feeling
there was limited opportunity to express their
need for support and difficulty allocating time
to attend an appointment.'® Finally, lower-
income earners may experience financial
barriers to accessing support services, as
informal caregiving has been associated with
significant direct and indirect costs, often
estimated at more than $1,000 per month.*?
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Practical implications

Overall, this study indicates there is a need
to ensure adequate support is available and
accessible to rural cancer caregivers. This need
is supported by previous research reporting
poorer mental wellbeing among rural cancer
caregivers,'® as well as high unmet needs

for supportive care'” and challenges in
accessing local support services.'3¢ Thus,
system-wide changes are needed to address
these challenges. For example, screening

for rural caregivers' supportive care needs
and providing referrals to community-based
services could commence from diagnosis,
alongside screening and referral for the
cancer patient’s needs. Health professionals
should be aware that rural caregivers who
are male, those caring for someone recently
diagnosed and those who are lower income
earners may be less likely to seek support.

Study limitations

Rural caregivers in this study were nominated
by people who had been diagnosed with
cancer and had stayed at a subsidised
accommodation service for people living
outside of a major city. This may have
introduced sampling bias because those
who access this accommodation may be
more likely to seek support or have received
information about support services available.
Even so, 22% of the study sample had not
accessed any of the listed sources of support
since becoming a cancer caregiver. The

study sample also included a low proportion
(6%) of caregivers living in remote or very
remote areas, so we are less confident about
the help-seeking behaviours of those living
in these areas. The proportion of female
caregivers in this sample was also lower than
typically reported in rural caregiver samples
in Australia. While we believe this was not
low enough to invalidate any findings, it does
suggest a possible sampling bias.

The cross-sectional study design means
that causation cannot be inferred in

the associations observed between
sociodemographic, caregiver and patient
factors and cancer-related support-seeking.
Additionally, comparisons between

some of the support-seeking profiles

were insufficiently powered (n<18) to
detect differences in these factors. It is

also unknown how associations between
sociodemographic, caregiver and patient
factors and support-seeking change over
time. For example, how changes in caregiver
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burden influence subsequent support-
seeking. While the use of online resources
for support was commonly reported in our
study, it is not known what type of resources
caregivers accessed online (e.g. websites,
forums, support groups). Further, the study
questionnaire did not collect information
regarding why rural caregivers did or did
not access specific sources of support, the
information they were seeking from each
source, the mode of delivery (e.g. in-person,
online, telephone), their preferences for
support and their confidence and capacity
to seek the support they need. Future work
could address these gaps, contributing to a
better understanding of how to support rural
caregivers.

Conclusions

Since becoming a caregiver for someone
diagnosed with cancer, many rural caregivers
report seeking support for both themselves
and for the person they are caring for. The
most common forms of support sought
were general practitioners (or other medical
professionals) and online resources. Higher
caregiver burden, higher income, caring

for someone with some level of anxiety or
depression or caring for someone who has
difficulty completing their usual activities
were associated with seeking support froma
greater number of sources. Further work may
be needed to ensure rural caregivers who are
male, those caring for someone diagnosed

in the past 12 months and lower income
earners have access to appropriate support.
Future interventions could consider how to
optimise the availability and accessibility of
support for rural caregivers to strengthen
their capacity to provide their vital support to
cancer survivors.
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