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Introduction: Carers play a critical role in supporting older people with health problems to remain living at home. This study aimed
to understand the role and quality of life of older carers of older people and identify strategies used to manage their own health and
well-being.

Methods: Older carers (aged >50 years) of older people (aged >65 years) in Australia participated in a cross-sectional survey focused
on carer roles, self-rated health, information and activities used to maintain their carer role and health, barriers to accessing health care,
and assessment of quality of life (QoL) using the Dementia Quality of Life Scale for Older Family Carers. Multiple regression analysis
examined relationships between variables and the QoL outcome.

Results: The survey was completed by 189 older carers (mean age: 68 years; SD = 9.3). Most were female (83.5%), 80.2% providing
care daily and 47.8% provided >six hours care daily. Almost half (45.1%) self-reported their health as average or below. Despite rating
ensuring personal health as very important (mean importance 8/10), only 46.3% reported receiving support from their general
practitioner for their carer role. The most common barrier to accessing care for themselves was “not having enough time”. Factors
independently associated with poorer carer QoL were living with the care-recipient, caring for someone with depression/anxiety and
poor care-recipient health. Factors independently associated with higher carer QoL were placing high importance on personal health,
receiving assistance from a specialist clinic as a carer, and older age.

Conclusion: Older carers of older people provide high levels of care and experience reduced quality of life. Innovative approaches
that provide integrated care and support for older carers to promote their QoL are urgently needed.
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Introduction
Many older people who live with chronic illness depend on support from informal carers, along with community
services, to live independently at home. Informal carers (hereafter referred to as carers) are defined as
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a family member/s and/or friend/s who routinely supports the older person through assistance with household tasks; self-care
and mobility; emotional and social support; treatments, medication and responding to acute health needs; advocacy and care
coordination; or surrogate decision-making.'

While there can be benefits for carers of older people, such as satisfaction and a sense of meaning,” personal strength and
aging readiness,” many experience personal health problems and are not able to focus sufficiently on their own well-
being.* Providing care can also have detrimental effects on the physical and mental health of carers.’ For example, carers
of people with dementia have demonstrated significantly higher levels of depression and anxiety compared to non-
carers,® and long-term carers of end-stage cancer patients are reported to experience weight loss’ and fatigue.® Additional
challenges in caring for an older person with chronic illnesses may involve a role in which care activities increase in
number and complexity as the older person becomes more unwell, frail, and dependent.” Furthermore, the care support
challenges for carers of older people in poor health may also increase over time as the carers themselves age.’

Almost half (47%) of all carers in Australia are aged over 55 years.'® While generic factors can affect the health and
well-being of carers of all ages, there are additional factors and potentially different intervention approaches that may be
more effective and relevant for older carers. However, studies investigating carer needs and supportive interventions

mostly focus on a particular health condition,®'"'?

which may not be relevant to carers of older people more generally.
For example, carers of older people with dementia primarily sought information about how to prepare for the role,
including working with responsive behaviors of care recipients,'® while other studies have found neuropsychiatric
symptoms experienced by people with Parkinson’s Disease are associated with increased carer burden.'* Carer burden
can be defined as the strain or load borne by a person who cares for a chronically ill, disabled, or older family member.'
It is an individual’s subjective evaluation of the present caregiving situation and measurement of the degree of
difficulties.'® The negative responses include both subjective and objective outcomes. Thus, caregiver burden is a
complex, multi-dimensional concept.'®

A number of intervention approaches have been shown to promote carers’ health and well-being, and their quality of
life (QoL). For this paper, health and well-being of carers refer to their own physical and mental health status. QoL of
carers is interpreted as the individual’s point of view towards life as a whole, for example life satisfaction, life
contentment and happiness.'” Especially among older carers, aspects such as concerns about their own health and future;
energy and vitality in their care provision; role conflicts in being an older carer; identity; the higher impact of financial
situations; confidence in providing care whilst being a frail older person; isolation and loneliness derived from a full-time
carer role; and sleep deprivation are some of the issues reported by older carers as being important to their own QoL.'®
There is evidence that single intervention approaches, such as physical activity'® or psychoeducation®® and multi-
component interventions, eg, home environmental equipment and skill building are effective,”’ although most of this
research focuses on carers of all ages. Currently, the extent to which health services provide needs-based assessment and
tailored support to protect older carers from the negative effects of their caring role is unclear.

Given the issues raised above, it is important to better understand the specific needs of older carers, in particular the
characteristics of older carers, their caring role, how they manage their health and well-being, and factors influencing
their QoL. Therefore, the aims of this study were to 1) describe characteristics of care provided by older carers of an
older person; 2) identify what and where information was sought and support strategies used by older carers of older
people to manage their own physical and mental health, and perceived barriers to their use; and 3) evaluate their QoL and
factors associated with QoL in older carers.

Materials and Methods
Design

A cross-sectional survey.

Participants
Participants were older carers of older people in Australia. The inclusion criteria were being an informal carer who 1)
was aged >50 years, 2) was community-dwelling, 3) self-reported that they were providing informal care for an older
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person aged >65 years, 4) was providing informal care for at least six months, and 5) was able to read and understand
English. There were no exclusion criteria relating to the number and types of health conditions of the care recipient.

Survey Instrument

Researchers and clinicians experienced in carer support and/or carer health developed the survey. Initial items were
drafted based on existing research and feedback from a working group that comprised project team members and
consumer representatives from a carer’s organization. Further modifications to the survey were made to improve clarity
of the items after the survey was piloted with older carers.

The final survey consisted of predominantly closed-ended questions across five sections: 1) demographics, 2) carer
role (eg, length of time of care provision, types of care provided, assistance received), 3) information and support service/
activity older carers used to maintain their carer role and/or manage their physical and mental health (eg, advice/referral/
assistance from the general practitioner or doctor), specialist geriatrics clinics (eg, falls and mobility clinics, memory
clinics), and other organizations, 4) carers’ ratings of i) personal health, ii) care recipient’s health, and iii) importance
placed on ensuring personal and care recipient’s health and well-being, and 5) perceived barriers identified by older
carers to managing their physical and mental health. Several questions provided a range of response options, including an
option of “Other” in which participants could provide more detail in an open text box.

Carers’ quality of life (QoL) was assessed using the Dementia Quality of Life Scale for Older Family Carers (DQoL-
0C).*? Carers’ ratings of personal and care recipient’s health were structured as a 5-point Likert-styled scale from 1 =
“very good” to 5 = “very poor”, with 3 = “average” as the mid-point, whereas importance placed on ensuring personal
and care recipient’s health and well-being were presented as an 11-point visual analogue scale where “0” = “no
importance” and 10 = “as much as is necessary”.

The DQoL-OC scale is a validated 22-item scale that measures QoL of older carers. It has high re-test reliability (r =
0.835) and internal consistency (Cronbach’s a = 0.936).%2 Of the 22 items, six ask for information about different aspects
associated with a carer’s role (Likert-styled ratings from “1” to “5” with “Always” scoring 1 point, “Frequently” 2 points,
“Occasionally” 3 points, “Rarely” 4 points or “Never” 5 points), 11 items regarding their feelings about different aspects
of their life (“Very frequently” scoring 1 point, “Frequently” 2 points, “Occasionally” 3 points, “Rarely” 4 points or
“Never” 5 points), and five on different aspects of their life as a carer (“Very dissatisfied” scoring 1 point, “Dissatisfied” 2
points, “Neither satisfied or dissatisfied” 3 points, “Satisfied” 4 points or “Very satisfied” 5 points). Points were added
across all items to form an overall carer’s QoL score ranging from 22 (minimum) to 110 (maximum), where a lower
score indicates poorer QoL.

The full survey questionnaire is available from the authors on request.

Procedure

Human research ethics approval was obtained prior to recruitment (Monash University project ID: 27,379, South
Metropolitan Health Service project ID: 04661, Murdoch University project ID: 2021/083). Survey questions were
disseminated via online survey software (www.Qualtrics.com) between July 2021 and December 2021.

Older carers were recruited through organizations and networks, eg, Carers Victoria, Dementia Australia, support
groups from Carers’ Victoria and Western Australia, and Western Australia’s Melville Cares, Chorus Australia,
Parkinson’s Western Australia, Diabetes Western Australia and Rise Network, who used their contacts, newsletters and
social media to promote the survey. Facebook and Twitter were used to promote the survey as well as the e-bulletin of the
Rehabilitation, Ageing and Independent Living (RAIL) Research Centre of Monash University, and dissemination
through researchers’ contacts/networks. An email including a promotional flyer, an explanatory statement and the
URL link to the survey was sent by a researcher to the organizations and networks. Paper-based surveys were provided
to the organizations to distribute to older carers who did not have internet access. The STROBE (Strengthening the
Reporting of Observational studies in Epidemiology) Checklist: Cross-sectional Studies was followed for reporting this
research.”®> Consent to participate was implied and obtained when participants returned or submitted their survey.
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Data Analysis

Responses to closed-ended questions including “Other” option, and the DQoL-OC scores were summarized using
descriptive statistics. Text responses to the “Other” options were categorized and grouped and included with the list of
response options provided in the questionnaire.

A data driven approach examined the relationships between variables with older carer’s QoL outcome using
univariable linear regression analyses, providing coefficients and 95% confidence intervals. The dependent variable
was QoL as measured by the DQoL-OC scale. The independent variables were characteristics of older carers (eg, age,
gender), carer role (eg, types of health condition of the care recipient, years of caring role, number of care hours),
information and support service/activity used by older carers (eg, whether general practitioner or specialist clinic
provided assistance/advice/referrals), carers’ ratings of personal and care recipients’ health, carers’ ratings of importance
placed on ensuring personal, and care recipient’s health and well-being. Independent variables that had categorical data
were coded as dichotomous variables, eg, each health condition was dichotomized as to whether the care recipient had
the health condition or not. Independent variables that had multi-categorical ordinal data, eg, level of education, care
hours per day, rating of health, were treated as interval data assuming a linear relationship with the carer’s QoL outcome.

Next, a multiple regression analysis was performed to determine if any significant relationships between independent
variables (taken from the univariable regression analysis above) and carer’s QoL outcome remained after adjusting for
other potential variables. Assumptions of multiple regression were met for linear relationships between the outcome
variable and the independent variables, multivariate normality, absence of multi-collinearity and homoscedasticity. The
number of independent variables included in the multiple regression analysis will be limited so that there are a minimum
of 10 participants for each covariate. A stepwise backwards elimination approach was taken to build the multiple
regression model.** First, independent variables that had a p-value<0.20, based on Hosmer et al’s framework,>* for the
univariable associations with carer’s QoL outcome were entered into the starting model. Second, any variable that did not
have a significant adjusted association with the carer’s QoL outcome was removed one at a time from the model in the
order of descending p-values and the remaining model re-examined, until all variables retained in the model had a
significant adjusted association with the carer’s QoL outcome. The two-tailed alpha criterion for statistical testing was set
at p < 0.05. Data analyses were undertaken using STATA SE version 15.

Results

Two hundred and fourteen people returned the survey. Twenty-five did not meet the eligibility criteria and terminated the
survey. Of the 189 participants who completed the survey, 83.5% were female, mean age was 68 years (SD = 9.3), and
73.4% lived with their care recipient (Table 1).

The characteristics of participants’ carer roles are presented in Table 2. Over half of the participants (56.2%) were
caring for their spouse/partner. Care recipients had a mean age of 81.7 years (SD = 8.7), and 56.2% were male. Dementia
(41.9%) was the largest single category of health condition among the care recipients. Nearly 60% of carers reported that
they had been providing care for >5 years, 47.8% were providing >6 hours of care daily, and 80.2% were providing care
for 6 to 7 days per week. The most frequent tasks that participants assisted the care recipients with were shopping
(89.6%), transport (89.6%), financial/legal/personal administrative matters (89%) and cleaning or tidying the home
(85.7%). Half of the participants (50.3%) did not receive help from others in their day-to-day caring role. Of those who
did so, home care organizations were the largest source of help (70.3%), compared to family members, friends or other
providers combined. The most common type of help sourced was with chores or cleaning around the house (63%). See
Table 2.

Information and/or assistance to maintain the carer role were obtained from a variety of sources (see Table 3 for
details). Carer’s organizations (eg, Carers Victoria and Carers Western Australia) were the major organizations from
which over 70% of participants obtained information to help maintain their carer role. About one-third (30.4%) obtained
information from Dementia Australia. Information was commonly accessed from the internet (51.7%) and carers’
websites (42.2%). Despite 83% reporting that their general practitioner knew of their carer role, only 46.3% of these
carers reported receiving assistance, guidance or referrals from their general practitioner to help with their carer role.
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Table 1 Demographics of Older Carers

Older Carers (n=189) | n with Data
Age-mean (SD) 68 (9.3) 188
Gender-n (%)
® Female 157 (83.5) 188
® Male 31 (16.5)
State of residence-n (%)
® Western Australia 85 (45.5) 187
® Victoria 56 (30.0)
® New South Wales 18 (9.6)
® Queensland 15 (8.0)
® South Australia 7 (3.7)
® Australian Capital Territory 3 (1.6)
® Tasmania 2. (1.1
® Northern Territory 1 (0.5)
Highest level of education- n (%)
® University and over 80 (42.6) 188
® Trade / Diploma 56 (29.8)
® High school 50 (26.6)
® Primary school 2 (1.1
Country of birth- n (%)
® Australia 139 (73.5) 189
® United Kingdom 23 (12.2)
® New Zealand 4 (2.1)
® |ndia 4 (2.1)
® South Africa 4 (2.1)
® Philippines 2 (1.1
® |taly I (0.5)
® Malaysia 1 (0.5)
® Other (eg, Germany, Canada, Hong Kong, Zambia, Tajikistan) | |1 (5.8)
Speak English at home-n (%)
® Yes 185 (98.9) 187
® No 2 (1.1)
Do you live with the care recipient?
® Yes 135 (73.4) 184
® No 49 (26.6)

Additionally, 58% of carers had attended a specialist clinic appointment for their care recipient, yet only 19% of these
carers reported receiving specific assistance from clinic staff to support them in their carer role.

Over 90% of participants reported engaging in at least one activity to maintain their physical and mental health. The
most reported activities for maintaining physical health were consulting their general practitioner (62.5%), walking
(52.3%), ensuring good diet and nutrition (44.3%), and getting adequate sleep (43.2%). The most reported activities for
maintaining mental health were talking to family and friends (62.4%), participating in activities independent of the care
recipient (59%), exercise (46.6%) and seeing their general practitioner when required (46.1%) (See Table 3).

Participants rated their personal and care recipient’s health and the importance they placed on ensuring these (see
Table 4). Although participants rated highly the importance of ensuring personal health and well-being (mean rating of 8/
10) and care recipient’s health and well-being (mean rating of 9.6/10), almost half (45.1%) rated their personal health as
“average” or “below average”. Most participants (80%) had encountered at least one barrier to maintaining their personal
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Table 2 Responses from Older Carers About Characteristics of Their Carer Role

Older Carers n with
(n=189) Data

Care recipient’s age -mean (SD) 81.7 (8.7) 184
Care recipient’s gender n (%)

® Female 81 (43.8) 185
® Male 104 (56.2)

The care recipient is your: n (%)

® Spouse/partner 104 (56.2) 185
® Mother 50 (27.0)

® Father 14 (7.6)

® Friend 5(2.7)

® Neighbour 2. (1.1

® Other family (eg, mother-in-law, brother, sister) 10 (5.4)

Health condition of care recipient n (%)

® Dementia 77 (41.9) 184
® Arthritis and related disorders 67 (36.4) 184
® Heart problems 64 (34.8) 184
® Back or spinal problems 59 (32.1) 184
® Depression or anxiety 59 (32.1) 184
® Respiratory problems 43 (23.4) 184
® Parkinson’s disease 23 (12.5) 184
® Stroke 21 (11.4) 184
® Cancer (listed under “Other”) 17 (9.2) 184
® Neurological diseases other than Parkinson’s disease or Stroke (listed under “Other”) 14 (7.6) 184
® Renal Failure 13 (7.1) 184
® Diabetes (listed under “Other) 10 (5.4) 184
® Blindness/Macular degeneration (listed under “Other”) 9 (4.9) 184
Living arrangement of care recipient n (%)
® Lives with participant (ie, older carer) 135 (73.4) 184
® Lives alone 33 (17.9)
® Lives with other family/friends 6 (3.3)
® Other living arrangement 10 (5.4)

Length of time providing care for care recipient n (%)
® |ess than 12 months 4 (2.2) 184
® |-2 years 25 (13.6)
® 24 years 46 (25.0)
® 59 years 59 (32.1)
® 0-19 years 27 (14.7)
® 2(+years 23 (12.5)
Type of care provided for care recipient n (%)
® Shopping 163 (89.6) 182
® Transport 163 (89.6) 182
(Continued)
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Table 2 (Continued).

Older Carers n with
(n=189) Data

® Assisting with finance, legal matters and personal administration 162 (89.0) 182
® Cleaning or tidying the home 156 (85.7) 182
® Advocacy 151 (83.0) 182
® Cooking or meal preparation 150 (82.4) 182
® Gardening 124 (68.1) 182
® Supporting social, cultural or religious activities 105 (57.7) 182
® Personal care (eg, showering, dressing) 78 (42.9) 182
® In-home respite 68 (37.4) 182
® Medication supervision (listed under “Other”) 6 (3.3) 182
® Emotional/psychological support (listed under “Other”) 5(.7) 182
® Attending medical appointment (listed under “Other”) 3 (1.6) 182

Do you receive any help from others in your day-to-day caring role? n (%)

® Yes 91 (49.7) 183
® No 92 (50.3)

Who do you get help from for your day-to-day caring role? n (%)

® Home care organisation 64 (70.3) 91

® Other family 25 (27.5) 91

® Son or daughter 19 (20.9) 9l

® Spouse 12 (13.2) 9l

® Friends 7(7.7) 9l

® Parent 4 (44) 9l

® Paid for private help (listed under “Other”) 3(3.3) 9l

® Service providers through My Aged Care * or National Disability Insurance Scheme ® (listed under | 2 (2.2) 91

“Other”)

What type of help do you get? n (%)

® Help with my chores or cleaning around the house 56 (63.0) 89

® Personal care for the person 40 (44.9) 89

® Assist with transport 32 (36.0) 89

® Takes the person for outing or social visits 32 (36.0) 89

® Shopping help 31 (34.8) 89

® Meal preparation 23 (26.0) 89

® Respite during the day (eg, day centre) 20 (22.5) 89

® Respite overnight 5(5.6) 89

® Gardening (listed under “Other”) 5(5.6) 89

(Continued)
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Table 2 (Continued).

Older Carers n with
(n=189) Data
® Allied health and nursing care (listed under “Other”) 4 (4.5) 89
® Full-time respite (listed under “Other”) 2(22) 89
® Carer support (listed under “Other”) 2 (2.2) 89
Hours per day caring for care recipient n (%)
® Less than 3 hours 42 (23.1) 182
® 3-6 hours 53 (29.1)
® 6-12 hours 44 (24.2)
® More than |12 hours 43 (23.6)
Days per week caring for care recipient n (%)
® | day 7 (3.9) 182
® 2-3 days 12 (6.6)
® 4-5 days 17 (9.3)
® 67 days 146 (80.2)

Notes: For questions with set response options, including an “other” option, most frequent items listed under “Other” have been grouped and added to the list of set
responses. These have been denoted as (listed under “Other”) in the Table. *My Aged Care is a a centralised Australian government agency for aged care services. ®National
Disability Insurance Scheme is an independent Australian statutory agency for support care services for people with disability.

and care recipient’s health and well-being. The most frequently reported barriers to maintain their own health and well-
being were “not having enough time” (54.4%), “competing demands” (36.1%), “the carers’ own health problems”
(28.9%) and “Other” (18.9%), which included carer stress and fatigue (5.6%), care recipient’s disability/medical
condition (2.8%) and work commitment (1.7%). All carer responses are summarized in Table 4. Similarly, the most
reported barriers to ensuring care recipient’s health and well-being were “the carer’s own health problems” (35%),
followed by “Other” (31.2%), “not having enough time” and “competing demands” (both 26.8%). Most common items
listed under the “Other” option for barriers included care recipient’s refusal to accept help/non-compliance with medical
advice (6.6%), care recipient’s disability/medical condition (3.8%) and work commitment (3.3%), and these have been
included with other responses in Table 4.

The mean DQoL-OC score of participants was 62 (SD = 16.6, range 28—-103, IQR 49-72) indicating moderately
reduced QoL (see Table 4). Univariable linear regression analyses showed that a higher carer QoL (indicated by a higher
score) was associated with being older [coefficient (95% CI): 0.37 (0.09, 0.65)], having an older care recipient [0.31
(0.01, 0.62)], placing a higher importance on ensuring own health and well-being [1.45 (0.31, 2.59)], or receiving
assistance from specialist clinics with their carer role [9.47 (0.57, 18.36)]. A lower carer QoL (indicated by a lower score)
was associated with co-residing with the care recipient [coefficient (95% CI): —8.01 (—13.80, —2.21)], caring for someone
who had depression or anxiety [-11.37 (—=16.71, —6.02)], providing more hours of care per day [—3.83 (—6.20, —1.46)],
providing more days of care per week [—5.76 (—9.29, —2.23)], having a poorer rating of personal health [—3.32 (—6.10,
—0.53)] or care recipient’s health [-2.86 (—5.67, —0.04)], and having accessed information from organizations to help in
their caring role [-6.98 (—12.85, —1.11)] (Table 5).

The multiple regression model found that carers’ older age [adjusted coefficient (95% CI): 0.44 (0.08, 0.81)], higher
self-rated importance on personal health and well-being [1.74 (0.41, 3.07)], or receipt of assistance from specialist clinic
staff [8.71 (0.62, 16.79)], were independently associated with a higher carer QoL. In contrast, carers’ poorer QoL was
independently associated with living with the care recipient [adjusted coefficient (95% CI): —10.98 (—18.09, —3.87)],
caring for someone who had depression or anxiety [-9.68 (—16.27, —3.09)], and rating their care recipient’s health as
poor [—3.41 (—6.64, —0.19)]. These factors explained collectively 35% of the variance in the older carer’s QoL.
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Table 3 Responses from Older Carers About the Information/Support Service/Activity They Used to Maintain Carer Role and/or
Manage Their Personal Physical and Mental Health While Undertaking the Carer Role

Older Carers n with
(n=189) Data

General practitioner’s knowledge of your carer role n (%)

® Yes 151 (83.0) 182
® No 20 (11.0)

® Unsure 11 (6.0)

Has your general practitioner provided you with assistance /guidance/advice/referrals to help

with your caring role? n (%)

® Yes 69 (46.3) 149
® No 80 (53.7)

What assistance has your general practitioner provided?

® Referral to support services n (%) 38 (56.7) 67
® Referral to another health professional for my health n (%) 28 (41.8) 67
® Written information n (%) 5 (7.5) 67
® Suggested check-ups for my health n (%) 5 (7.5) 67
® Health promotion information n (%) 4 (6.0) 67
® Coping strategies (listed under “Other”) 4 (6.0) 67
® Listening and encouraging me (listed under “Other”) 2 (3.0 67
® Provide information/suggestions (listed under “Other”) 2 (3.0 67
® Referral to My Aged Care * (listed under “Other”) 2 (3.0) 67

How often do you talk to your general practitioner about your own health and wellbeing needs? n

(%)

® Rarely 31 (17.6) 176
® Sometimes 50 (28.4)

® Usually 63 (35.8)

® Often 32 (182)

Attended specialist clinic to get assistance for care recipient n (%)

® Yes 103 (57.5) 179
® No 76 (42.5)

What type of clinic do you go to with the person you provide care for? n (%)

® Eye clinic 53 (51.0) 104
® Geriatric clinic 37 (35.6) 104
® Cardiac clinic 27 (26.0) 104
® Cognitive Dementia and Memory Service 21 (20.2) 104
® Diabetes clinic 19 (18.3) 104
® Neurology clinic 19 (18.3) 104
® Arthritis clinic 16 (15.4) 104
® Falls clinic 12 (11.5) 104
® Cancer clinic 12 (11.5) 104

(Continued)
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Table 3 (Continued).

Older Carers n with
(n=189) Data

® Respiratory clinic Il (10.6) 104
® Allied health services (listed under “Other”) 10 (9.6) 104
® Fracture clinic 9(8.7) 104
® Renal clinic 4 (4.8) 104
® Hearing clinic (listed under “Other”) 2 (1.9) 104

Do any of the clinics offer assistance to you as a carer? n (%)

® Yes 20 (19.4) 103
® No 83 (80.6)

Have you ever accessed information from any organisation to help in your caring role? n (%)

® Yes 130 (73.0) 178
® No 48 (27.0)

Which organisation have you accessed information from? n (%)

® Carer’s organisation (eg, Carers Victoria ®, Carers Western Australia ©) 92 (73.6) 125
® Dementia Australia ¢ 38 (30.4) 125
® Carer support services (eg, Carer gateway ) (listed under “Other”) 16 (12.8) 125
® Other Disease-specific associations (eg, Parkinson’s Disease Association) (listed under “Other”) 9 (7.2) 125
® Home and community care organisations (listed under “Other”) 6 (4.8) 125

Type of information accessed from the organisations n (%)

® Online material 67 (54.5) 123
® Written material 55 (44.7) 123
® Members of a support group 47 (38.2) 123
® Facebook or online carers support group 18 (14.6) 123

® Face-to-face or phone counselling (listed under “Other”) 12 (9.8) 123
® Seminar/workshop/information session (listed under “Other”) 6 (4.9) 123
® Respite (listed under “Other”) 6 (4.9) 123
® Other practical support (eg, taxi vouchers) (listed under “Other”) 54.1) 123

Source of information that helped you with your role as a carer n (%)

® [nternet 60 (51.7) 116
® Carers websites 49 (42.2) 116
® Home and community care organisation 44 (37.9) 116
® Hospital 33 (285) 116
® Dementia Australia 24 (20.7) 116
® Health professionals (listed under “Other”) 7 (6.0) 116
® My Aged Care ? (listed under “Other”) 5(4.3) 116
® Carer’s organisation (eg, Carers Victoria °, Carers Western Australia , listed under “Other”) 5(4.3) 116

(Continued)
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Table 3 (Continued).
Older Carers n with
(n=189) Data

® Family (listed under “Other”) 4 (34 116
® Closed FaceBook carer group (listed under “Other”) 4 (34) 116
® Disease-specific organisations (listed under “Other”) 3 (2.6) 116

What kind of support service or activity do you use or engage in to maintain your physical health?

n (%)

® General practitioner 110 (62.5) 176
® Walking 92 (52.3) 176
® Diet and nutrition 78 (44.3) 176
® Sleep 76 (43.2) 176
® Yoga or Pilates or similar 35 (20.0) 176
® Go toagym 22 (12.6) 176
® Other physical activity 51 (29.1) 176
® Nothing 8 (4.6) 176
® Consulting a psychologist/psychiatrist/counsellor (listed under “Other”) 7 (4.0) 176
® Hobbies (listed under “Other”) 6 (3.4) 176
® Sports (listed under “Other”) 3(1.7) 176

What kind of support service or activity do you use or engage in to maintain your mental health?

n (%)

® Talk to family and friends 111 (62.4) 178
® Participate in activities on my own, eg, reading etc 105 (59.0) 178
® Exercise 83 (46.6) 178
® See my general practitioner when required 82 (46.1) 178
® Establish good sleep habits 59 (33.2) 178
® Participate in groups or clubs, eg, choir etc 50 (28.1) 178
® Psychologist or counsellor 41 (23.0) 178
® Going to place of workship 23 (12.9) 178
® Nothing 12 (6.7) 178
® Working (listed under “Other”) 5(2.8) 178
® Hobbies (listed under “Other”) 3(1.7) 178
® Massage (listed under “Other”) 2 (1.1 178

Notes: For questions with set response options, including an “other” option, most frequent items listed under “Other” have been grouped and added to the list of set
responses. These have been denoted as (listed under “Other”) in the Table. My Aged Care is a a centralised Australian government agency for aged care services. °Carers
Victoria is the statewide voice for family carers, representing and providing support to carers in Victoria. “Carers Western Australia is the statewide voice for family carers,
representing and providing support to carers in Victoria. 9Dementia Australia is an organisation that offers information and support to Australians living with dementia and
those involved in their care. “Carers Gateway is an Australian Government program providing free services and support for carers.
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Table 4 Carer’s Ratings of Personal and Care Recipient’s Health, Importance Placed on Ensuring Personal and Care Recipient’s Health and
Wellbeing, Barriers Perceived for Ensuring Personal and Care Recipient’s Health and Wellbeing, and Carer’s Quality of Life Assessment

Older Carers (n=189) n with Data
Rating of personal health n (%)
® Very good 29 (15.9) 182
® Good 71 (39.0)
® Average 62 (34.1)
® Poor 18 (9.9)
® Very poor 2 (1.1)
Rating of care recipient’s health n (%)
® Very good 6 (3.3) 184
® Good 30 (l6.3)
® Average 56 (30.4)
® Poor 81 (44.0)
® Very poor 11 (6.0)
Importance placed on ensuring care recipient’s health and wellbeing * -mean (SD) 9.6 (0.8) 180
Barriers perceived for ensuring health and wellbeing of care recipient n (%)
® My own health problems 64 (35.0) 183
® Not enough time 49 (26.8) 183
® Competing demands (eg, caring for children, partner) 49 (26.8) 183
® Financial resources 39 (21.3) 183
® None 35 (19.1) 183
® Care recipient’s refusal to accept help/non-compliance with medical advice (listed under “Other”) 12 (6.6) 183
® |ack of transport 9 (4.9) 183
® Care recipient’s disability/medical condition (listed under “Other”) 7 (3.8) 183
® Work commitment (listed under “Other”) 6 (3.3) 183
® |ack of appropriate support (listed under “Other”) 5(27) 183
® Difficulty in accessing support for carers/care recipient (listed under “Other”) 5(7) 183
Importance placed on ensuring own health and wellbeing * - mean (SD) — range 0-10 8 (2.3) 180
Barriers perceived for ensuring own health and wellbeing n (%)
® Not enough time 98 (54.4) 180
® Competing demands (eg, caring for children, partner) 65 (36.1) 180
® My own health problems 52 (28.9) 180
® Financial resources 31 (17.2) 180
® None 26 (14.4) 180
® Carer stress and fatigue (listed under “Other”) 10 (5.6) 180
® |ack of transport 5(2.8) 180
® Care recipient’s disability/medical condition (listed under “Other”) 5(28) 180
® Work commitment (listed under “Other”) 3(17) 180
Carer’s quality of life assessment®
® DQoL-OC scores-mean (SD), range, IQR 62 (16.6), 28-103, 49-72 156

Notes: For questions with set response options, including an “other” option, most frequent items listed under “other” have been grouped and added to the list of set
responses. These have been denoted as (listed under “other”) in the Table. *I1-point visual analogue scale (0—10) where 0=no importance, |0=as much as is necessary.
bScore ranges from 22 (minimum) to |10 (maximum). A lower score indicates poorer QoL in older carers.
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Table 5 Univariable Associations Between Older Carers’ Quality of Life (DC-QolL-OC Scores) and Characteristics of Older Carers,
Carer Role, Information and Support Service/Activity Used to Maintain Carer Role and/or Manage Personal Physical and Mental Health

Characteristics of Older Carers, Carer Older n with DC- DC-QoL-OC Associations Between DC-QolL-
Role, Service and Activity Used to Carers QoL-OC Scores Mean OC Scores (Dependent Variable)
Maintain Carer Role and/or Manage (n=189) Data (SD) and Independent Variable
Personal Health (Independent Variable) Coefficient
(95% CI) p value*
Age n (%) 0.37 (0.09, 0.65)
® 50-59 29 (18.6) 156 60.0 (19.6) p=0.01*
® 6069 60 (38.5) 60.9 (12.3)
® 70-79 50 (32.1) 60.2 (17.5)
® 80-89 16 (10.3) 729 (17.3)
® 90 and over 1 (0.6) 98.0 (n/a)
Gender n (%) 4.30 (—3.38, 11.98)
® Female 135 (86.5) 156 62.6 (16.9) p=0.27
® Male 21 (13.5) 58.3 (14.5)
Highest level of education® n (%) —1.18 (—4.31, 1.96)
® Primary school 2 (1.3) 156 91.0 (17.0) p=0.46
® High school 37 (23.7) 60.7 (18.6)
® Trade/Diploma 47 (30.1) 63.1 (16.1)
® University and over 70 (44.9) 61.1 (15.3)
Speak English at home n (%) —1.57 (-25.03, 21.90)
® Yes 153 (98.7) 155 61.9 (16.7) p=0.90
® No 2 (1.3) 63.5 (9.2)
Country of birth n (%) —0.79 (-7.03, 5.46)
® Australia 120 (76.9) 156 61.8 (16.8) p=0.80
® Outside of Australia 36 (23.1) 62.6 (16.2)
Living with the care recipient n (%) —8.01 (—13.80, —2.21)
® Yes 114 (73.1) 156 59.9 (16.3) p=0.01*
® No 42 (26.9) 67.9 (16.2)
Care recipient’s age n (%) 0.31 (0.01, 0.62)
® 65-74 34 (21.9) 155 59.2 (18.1) p=0.04*
® 75-84 63 (40.6) 58.8 (14.9)
® 85 and over 58 (37.4) 66.4 (15.9)
Care recipient’s gender n (%) —3.07 (-8.37, 2.22)
® Female 67 (42.9) 156 60.3 (16.0) p=0.25
® Male 89 (57.1) 63.3 (17.0)
Caring for care recipient who had: —3.41 (-8.73, 1.90)
Dementia n (%) p=0.21
® Yes 65 (41.7) 156 60.0 (16.6)
® No 91 (58.3) 63.4 (16.5)
Parkinson n (%) —4.40 (—12.61, 3.81)
® Yes 18 (11.5) 156 58.1 (15.3) p=0.29
® No 138 (88.5) 62.5 (16.7)
Heart problems n (%) 0.29 (-5.16, 5.74)
® Yes 58 (37.2) 156 62.2 (17.2) p=0.92
® No 98 (62.8) 61.9 (16.3)
(Continued)
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Table 5 (Continued).

Characteristics of Older Carers, Carer Older n with DC- DC-QolL-OC Associations Between DC-QolL-
Role, Service and Activity Used to Carers QolL-OC Scores Mean OC Scores (Dependent Variable)
Maintain Carer Role and/or Manage (n=189) Data (SD) and Independent Variable
Personal Health (Independent Variable) Coefficient
(95% CI) p value*
Respiratory problems n (%) 3.82 (—2.23, 9.87)
® Yes 39 (25.0) 156 64.9 (19.4) p=0.21
® No 117 (75.0) 61.1 (15.5)
Arthritis and related disorders n (%) —3.36 (—8.77, 2.04)
® Yes 59 (37.8) 156 59.9 (18.1) p=0.22
® No 97 (62.2) 63.3 (15.5)
Back or spinal problems n (%) —1.79 (-7.46, 3.87)
® Yes 49 31.4) 156 60.8 (15.7) p=0.53
® No 107 (68.6) 62.6 (17)
Depression or anxiety n (%) —11.37 (-16.71, —6.02)
® Yes 50 (32.1) 156 543 (14.1) p<0.01*
® No 106 (67.9) 65.7 (16.5)
Renal failure n (%) —3.04 (—13.31, 7.23)
® Yes 1 (@7.1) 156 59.2 (13.9) p=0.56
® No 145 (92.9) 622 (16.8)
Stroke n (%) —4.25 (-12.10, 3.59)
® Yes 20 (12.8) 156 58.3 (14.4) p=0.29
® No 136 (87.2) 62.6 (16.9)
Years of caring role® n (%) —1.86 (—3.97, 0.26)
® Less than 12 months 2 (1.3) 156 54.0 (1.4) p=0.09
® [-2years 22 (14.1) 67.3 (18.6)
® 34 years 39 (25.0) 63.2 (15.6)
® 5-9 years 50 (32.1) 60.4 (15.0)
® [0-19 years 25 (16.0) 64.9 (19.6)
® 20+years 18 (11.5) 542 (14.7)
Help received from others in day to day 3.0 (—2.27, 8.28)
caring role n (%) p=0.26
® Yes 76 (49.0) 155 63.5 (17.1)
® No 79 (51.0) 60.5 (l6.1)
Care hours per day® n (%) —3.83 (-6.20, —1.46)
® Less than 3 hours 37 (23.7) 156 70.8 (13.6) p<0.0*
® 3-6 hours 45 (28.8) 60.9 (16.6)
® 6-12 hours 40 (25.6) 57.2 (15.6)
® More than 12 hours 34 (21.8) 59.5 (17.6)
Care days per week® n (%) —5.76 (-9.29, —2.23)
® | day 5@3.2) 156 76 (14.7) p<0.0*
® 2-3 days 9 (5.8) 66.2 (10.7)
® 4-5 days 15 (9.6) 74.1 (l6.1)
® 6-7 days 137 (87.8) 59.7 (16.2)
(Continued)
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Table 5 (Continued).

Characteristics of Older Carers, Carer Older n with DC- DC-QolL-OC Associations Between DC-QolL-
Role, Service and Activity Used to Carers QolL-OC Scores Mean OC Scores (Dependent Variable)
Maintain Carer Role and/or Manage (n=189) Data (SD) and Independent Variable
Personal Health (Independent Variable) Coefficient
(95% CI) p value*
Rating of care recipient health® n (%) —2.86 (—5.67, —0.04)
® Very good 5(3.2) 156 57.2 (26.6) p=0.047*
® Good 25 (16.0) 61.8 (17.3)
® Average 47 (30.1) 69.5 (15.7)
® Poor 70 (44.9) 58.9 (14.6)
® Very poor 9 (5.8) 49.9 (15.2)
Rating of personal health® n (%) -3.32 (-6.10, —0.53)
® Very good 26 (16.7) 156 64.3 (15.7) p=0.02*
® Good 60 (38.5) 63.7 (15.7)
® Average 50 (32.1) 63.5 (16.2)
® Poor 16 (10.3) 49 (17.8)
® Very poor 2 (1.3) 56.0 (1.4)
Importance placed on ensuring health and —0.03 (—3.23, 3.18)
wellbeing of their care recipient® n (%) p=0.99
®5 1 (0.7) 153 46.0 (n/a)
° 7 3 (2.0 53.3 (8.6)
* 8 15 (9.8) 66.4 (21.4)
®9 18 (11.8) 634 (12.7)
® |0 116 (75.8) 61.5 (16.6)
Importance placed on ensuring own health 1.45 (0.31, 2.59)
and wellbeing® n (%) p=0.01%*
° | I (0.6) 155 44.0 (n/a)
° 2 2 (1.3) 58.0 (1.4)
* 3 532 51 (17.7)
® 4 532 514 (194)
® 5 15 (9.7) 52.9 (14.6)
® 6 9 (5.8) 59.7 (11.6)
* 7 20 (12.9) 67.3 (19.0)
* 8 13 (84) 66.8 (13.9)
®9 21 (13.5) 64.6 (14.6)
® |0 64 (41.3) 62.7 (16.9)
General practitioner provided assistance 1.53 (—4.06, 7.11)
or advice or referrals to help with caring p=0.60
role n (%)
® Yes 61 (47.3) 129 60.4 (15.8)
® No 68 (52.7) 58.9 (16.2)
Specialist clinic provided assistance with 9.47 (0.57, 18.36)
caring role n (%) p=0.04*
® Yes 18 (19.8) 9l 69.2 (19.1)
® No 73 (80.2) 59.8 (16.5)
(Continued)
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Table 5 (Continued).

Characteristics of Older Carers, Carer Older n with DC- DC-QolL-OC Associations Between DC-QolL-
Role, Service and Activity Used to Carers QolL-OC Scores Mean OC Scores (Dependent Variable)
Maintain Carer Role and/or Manage (n=189) Data (SD) and Independent Variable
Personal Health (Independent Variable) Coefficient

(95% CI) p value*

Accessed information from any —6.98 (—12.85, —1.11)
organisation to help in your caring role p=0.02%*

n (%)

® Yes 114 (73.5) 155 60.0 (17.0)

® No 41 (26.5) 67.0 (14.3)

Notes: *Multi-categorical ordinal data were treated as interval data assuming a linear relation with the outcome. ®11-point visual analogue scale (0-10) where 0=no
importance, 10=as much as is necessary. *Statistical significance at p<0.05

Discussion

This research highlights factors that contribute to older carers’ QoL when caring for an older person in poor health. The
extensive caring role undertaken by many older carers and the barriers this can present to maintaining their own health, as
well as strategies used to promote their physical and mental well-being were evident. The survey included older carers
from across Australia, the majority (80%) of whom reported providing care to an older person almost daily, with almost
50% providing six or more hours of care in their daily carer role. They were typically caring for older people who had
multi-morbidity of more than one disease, with dementia being the most prevalent disease. The most commonly accessed
(73%) source of information was websites provided by carer support organizations. In contrast, less than half of these
older carers reported receiving support in their caring role from their general practitioner and even fewer (only 19% of
the 58% who attended a specialist clinic with the care recipient) received assistance for themselves from specialist clinic
staff. This was despite almost half of participants rating their own health as only “average” or “below average”.
Participants in this study acknowledged the importance of maintaining their own health to sustain their caring, but
reported encountering various barriers to accessing support, most commonly a perceived lack of time to care for
themselves. It was not surprising therefore that the self-reported QoL of older carers in this study, using the validated
DQoL-0OC,* was low.

The study found an association between lower QoL and living with the care recipient. There is emerging evidence
that co-residence may negatively impact carer QoL for carers of people with specific health problems, eg, dementia.”
Caring for someone who had depression or anxiety was also found to be associated with lower carer QoL. These findings
were consistent with a study of carers of mental health patients that showed carers had a significantly lower QoL score
compared to non-carers.”® In this current study, being an older carer was associated with a higher QoL, although the
relationship between carer age and carer QoL was inconsistent with a systematic review of factors influencing QoL in
carers of people with dementia.?’

This current study’s findings did not show that care burden, which is reflected by the number of care hours, to be
related to carer QoL. However, the sample of carers experienced high care burden overall. Some factors are known to
increase carer burden. Firstly, the survey found 80% of carers rated their care recipients’ health to be “average” or “below
average”, which has been associated with increased carer burden due to a higher level of disability of care recipients.'’
Secondly, the survey showed over 40% of care recipients had dementia, which has been associated with higher levels of
carer burden in several previous studies.”**° Thirdly, perceived barriers to accessing support to help with the caring role
reported in this study resonate with the many obstacles described elsewhere by carers who balance caregiving with other
demands, including career and relationships, putting them at increased risk for burden, stress, depression, and a variety of
health complications.®® Indeed, 50% of the participants in this study rated their health as only “average” or “below
average”, and a range of modifiable barriers to maintaining their health and well-being were identified. Over 50% of
participants did not receive help in their daily care role, which may explain why “not having enough time” was the most
reported barrier to maintaining their own health and well-being. Reducing barriers for accessing support services and
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making the navigation of support services more user-friendly for carers are tangible ways within the current system to
enable carers more time to focus on their own health and well-being. Policy and funding allocation to increase
availability and reduce waiting time for home care could also reduce carer burden. A recent systematic review found
community care coordination, a service that can be provided by community care organizations, may potentially help
maintain the carer role and reduce the rate of residential aged care admissions for people living with dementia.>!

It is interesting that receiving assistance with their caring role from specialist clinics was associated with a better
carers’ QoL. Currently, there is no systematic approach for assessing carer needs and providing tailored support as
routine practice in primary health care and health services in Australia. This may have been one of the reasons why a low
proportion of carers reported receiving help, assistance, guidance or advice through these sources to maintain their health
and carer role. In the United Kingdom, carers have a statutory right to have their needs assessed in addition to the
assessments routinely provided for the people they care for.>* There is a need in Australia to explore novel approaches,
which may include formal dedicated services, eg, a specialist carers’ clinic such as one that has been developed in Sao

Paulo, Brazil,*

to support systematic assessment and support to promote QoL of older carers of older people.

Several limitations associated with this research need to be considered. A data-driven approach was employed to
analyze the relationships between variables and older carer’s QoL outcome as an effective method to deal with complex
and unknown problems. However, results derived from this analytical approach rely on the breath of data collected, and
hence this may affect the interpretation of results.>* For example, there could have been other factors that may have
affected older carers’ QoL that were not investigated in the survey, such as stressful life events or care needs of other
family members. Moreover, older carers who have more interest in ensuring their health and well-being may be more
likely to have participated in this survey. Furthermore, there is a possibility that some terms in the survey may be
interpreted differently between carers (eg, what activities are included or not included as carer activities when responding
to survey questions, such as number of hours per week performing the caring role), despite providing a definition of a
carer, and listing specific activities (not exhaustive though) of carer activities. This may result in some variability in
responses to some of the sample characteristics. The sample was limited to people able to complete the survey in English;
therefore, carers who were not proficient in English language may have been less likely to participate. Given Australia’s
large multicultural population, surveying needs of carers from culturally and linguistically diverse backgrounds, who may
have differing needs and factors influencing their caring role and health, is an important area for future research.

Conclusions

Most of the older carers of older people in this survey experienced a high level of carer burden and poor QoL. Assistance
or advice on how to maintain carers’ personal health and well-being, and thereby sustaining their carer role, were not
routinely provided by primary care or health services. Carers most frequently sought information from carer organiza-
tions’ websites and the internet. Strategies to address some modifiable barriers (eg, improve ease in navigating and
accessing support services) may help maintain carers’ own health and well-being and that of their care recipients.
Providing innovative approaches to specifically target the unmet needs of older carers of older people, such as developing
specialist carer clinics to provide integrated care and support for older carers, may improve QoL and help sustain their
carer role in the longer term.
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