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Executive Summary

This cross-sectional, mixed methods project used objective and self-reported measures
to assess psychological health, health behaviours, resilience, caregiving factors,
impacts of COVID-19, and physical health (phase 1); and qualitative interview methods
to obtain an in-depth understanding of the participants’ lived-experience as a care-

partner of a veteran (phase 2).

The purpose of this project was to identify key factors and drivers of psychological and
physical wellbeing for family care-partners of veterans across Australia. The findings of
this project will inform recommendations for the provision of emotional and practical
supports necessary to assist family care-partners to maintain their psychological and

physical wellbeing, with the overarching intention of preventing depression.

One hundred and three care-partners responded to the phase 1 survey and 31 care-
partners participated in phase 2 semi-structured interviews. The findings demonstrate
that this is a population with high levels of psychological distress, resilience levels on
the low end of normal, moderate mental health, and the need for clear messaging
around support eligibility and availability. Current services should be streamlined and
simplified, incorporating access to support that accommodates working care-partners,
is culturally safe, facilitates engagement with other care-partners who understand the
situation, and enables care-partners to attend to their own wellbeing needs. Care-
partners reported being impacted by COVID-associated factors, although these

impacts were not always negative.

Although cross-sectional, the quantitative and qualitative evidence suggests that the
psychological wellbeing of care-partners of veterans is impacted as a result of their
caring role, and that there are far-reaching implications for care-partners, their
veterans and the family unit due to this impact. While small steps are being taken,
much more needs to be done to advocate for and accommodate the emotional and

practical support needs of care-partners in this community.



Background

Our pre-COVID-19 research with family care-partners of veterans in South Australia
(SA) demonstrated that more than 70% of care-partners had moderate-to-high levels
of psychological distress (indicative of conditions such as depression and anxiety) and
low levels of physical activity (PA) compared to population norms. Further, care-
partners with higher resilience were likely to do more PA. Other research has
demonstrated that care-partners with higher resilience may be less likely to experience
negative impacts associated with their caring role and more effectively manage the
demands of caring (McKenna et al., 2022). Coping strategies for care-partners with low
resilience may include substance misuse and unhealthy behaviours, further

contributing to reduced wellbeing.

While our recent research provides an overview of the psychological and physical
wellbeing of a cohort of South Australian family care-partners of veterans, little is
known about the psychological and physical wellbeing status of care-partners of
veterans at the national level, nor the impact of COVID-19 in this population. It is
anticipated that family care-partners who are appropriately supported to manage their
own psychological and physical wellbeing needs will be better equipped to manage the

demands of their caring role.

Anecdotal evidence provided through our networks suggests that the impact of the
Defence lifestyle manifests at all levels of the family unit in a variety of ways, including
stress, sleep disturbances, lack of PA, social isolation, employment issues, and family

violence; all factors that contribute to poor psychological wellbeing outcomes.

Many family members are carers of veterans who can no longer work or serve. As a
result, many care-partners experience physical stress, emotional distress, social
isolation, and financial instability (Post et al., 2021; Shepherd-Banigan et al., 2020). The
frequent moving around which comes with being an ADF family member makes it hard
to establish support networks and consistency in health services and health

practitioners — for the family care-partner and for the veteran.
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As such, working solely with the care-partner does not take into account the multiple
factors that impact Defence family wellbeing overall. This research will be the first step
in scaffolding interventions, targeting the family unit, that seek to improve
psychological and physical wellbeing, and prevent conditions such as depression, for

Defence families generally.

Aim

The purpose of this project is to identify key factors and drivers of psychological and
physical wellbeing for family care-partners of veterans across Australia. The findings of
this project will inform recommendations for psychological and physical intervention
targets and the provision of emotional and practical supports necessary to assist family
care-partners to maintain their psychological and physical wellbeing, with the

overarching intention of preventing depression.
The objectives of this project are:

1. To expand our understanding of the physical and psychological wellbeing of
family care-partners of veterans in South Australia (SA) to identify the physical
and psychological wellbeing of family care-partners of veterans from regions

across Australia.

2. To identify what emotional and practical supports are required by family care-
partners to maintain their psychological and physical wellbeing, and further, to
identify whether family care-partners of veterans have access to these

supports.

3. To explore the impact of the caring role on the ability of family care-partners to
attend to their own wellbeing needs and to engage in everyday life, including

employment.

4. To investigate the impact of COVID-19 on the role of family care-partners of

veterans.



Methods

This cross-sectional, mixed method study was conducted in two phases. In Phase One
self-reported information was collected in an online survey. The online survey was
comprised of questions from validated surveys about psychological health, physical
health, health behaviours, resilience, the impact of the caring role, and coping
behaviours. The survey also included questions relevant to the emotional and practical
supports required by family care-partners, and the impact of COVID-19 on the role of
family care-partners. Phase Two used qualitative methods to further understand the
emotional and practical health and wellbeing support needs of the family care-

partners and to contextualise Phase One data.

Phase 1: quantitative outcome measures

Demographic data questionnaire

Demographic data were collected about participants’ gender, age range, whether the
participant identified as an Aboriginal and/or Torres Strait Islander person, which state
of Australia participants resided in, and whether they lived in an urban, rural or remote
location. Data were collected on who the participant was caring for (e.g., their partner,
child, parent, sibling, friend), the length of the relationship, and for how long the
participant had been in that caring role, and to identify which ADF service the person
being cared for had served in, their rank, and years served. Information was also
collected about participants’ highest level of education, current study and employment
status, and whether they do volunteer work. Participants were also asked whether
their caring role had impacted their employment status and whether COVID-19 had

impacted their employment status.

Physical Health and health behaviours

Participants were asked to provide their height (cm) and weight (kgs), whether they
had any diagnosed conditions and what these conditions were, and whether they were
taking any prescribed medications for these conditions. Participants were asked to
provide the same information about diagnosed conditions and medication for the

person for whom they were caring.
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Participants were asked about their smoking status, alcohol consumption, and use of
recreational drugs. Sleep quantity and quality were assessed by collecting data on how
many hours on average participants had slept per night over the last 7 nights, how long
it took them to fall asleep, whether their sleep was regularly disturbed and if so, what

factors disturbed their sleep.
International Physical Activity Questionnaire (short form, IPAQ-SF)

The IPAQ-SF is a seven-item questionnaire that was incorporated as part of the socio-
demographic questionnaire. It requires respondents to recall the time, in hours and
minutes, they spent performing physical activity (PA), at different intensities, over the
previous seven-day period. The number of MET-minutes per week were calculated by
adding the time spent walking, and in moderate, and vigorous intensity PA (Craig et al.,

2003).
Self-reported health and wellbeing

The SF-12, a 12-item short form health survey, was used to assess health related
quality of life (Ware, Kosinski, & Keller, 1998). The questions asked in the survey assess
the participant’s health, breaking down their health into eight principal domains:
general health perceptions, physical functioning, role limitations due to physical and
emotional problems, bodily pain, energy-fatigue, social functioning and mental health.
Summary scores between 0 and 100 are calculated for the Physical (PCS-12) and
Mental (MCS-12) components of the SF-12, with higher scores reflective of better
health. A score of 50 or below is indicative of a physical condition; a score of 42 or

below may be reflective of a mental health condition.

Psychological Health

Diagnosed mental health conditions

Participants were asked whether they or the person they were caring for had been
diagnosed with any mental health conditions and if so, what these conditions were and
whether they, or the person they were caring for, were taking any medications for

these mental health conditions.



Distress

Distress was measured using the Kessler-10 (K10), a ten-item questionnaire with
questions about how often the participant has experienced anxiety and depressive
symptoms in the previous thirty days (Kessler & Mroczek, 1992). Responses are rated
on a 5-point scale, from ‘not at all’ (1) to ‘all of the time’ (5). The scale scores range
from 10 to 50. Scores between 22 and 29 are indicative of high psychological distress
and scores of 30 and above are indicative of very high levels of psychological distress
(Australian Bureau of Statistics (ABS), 2012). Participants were asked to indicate in
their survey if they would like to be contacted if their K10 score was considered to be
at a level where it is recommended that they consult their GP or medical professional

(K10 score of 30 or more).

Mental Health Continuum

Emotional, psychological, and social wellbeing over the previous month was assessed
using The Mental Health Continuum (short-form), a 14-item questionnaire (Keyes,
2009). Responses are rated on a 6-point scale, from ‘never’ (0) to ‘every day’ (6), with
responses clustered to provide a categorical diagnosis of ‘Flourishing’, ‘Languishing’, or

‘moderately mentally healthy’.

Resilience

Resilience was measured using the Brief Resilience Scale, a six-item questionnaire that
assesses an individual’s ability to recover from stressful events (Smith et al., 2008).
Responses required the participant to provide a level of agreement with the stem
statement provided, for example: ‘I tend to bounce back quickly from hard times’, and
are rated on a 5-point scale, from ‘strongly disagree’ (1) to ‘strongly agree’ (5). The
total score ranges from 6 to 30, with an average score calculated for each scale. Scores
between 1.00 and 2.99 represent low resilience, scores between 3.00 and 4.30 reflect

normal resilience, scores between 4.31 and 5.00 reflect high resilience.

Impact of Caring Role on care-partners’ wellbeing
Participants were asked to report the number of days, over the previous 30 days, their
caring role impacted their employment situation, their ability to work, or their ability

to perform their normal daily activities. Data were also collected on whether
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participants’ caring role impacted their quality of work, or the level of effort required
to perform their usual level of work or daily activities. Participants’ coping behaviours
were assessed using the Brief COPE (short version), a 28-item questionnaire
(NovoPsych, 2018). Response options are rated on a 4-point scale from: | haven't been
doing this at all (1); A little bit (2), A medium amount (3), I've been doing this a lot (4).
Coping behaviours are categorised as: (1) Problem-focused, (2) Emotional-focused, or

(3) Avoidant coping (NovoPsych, 2018).

We included five sub-scales (23 items) of The Caregiver Reaction Scale (O’Malley &
Qualls, 2017) to obtain information about the different difficulties faced by caregivers
and their families, across the domains of Role captivity, Overload, Relational
deprivation, and Competence. Responses were provided on a 4-point scale from: 1
(not at all), 2 (somewhat), 3 (quite a bit), and 4 (completely). Higher mean scores for
each sub-scale reflect experiences that are either more challenging or more positive

(O’Malley & Qualls, 2017).

Emotional and Practical Supports

Participants were asked what emotional and practical health and wellbeing supports
they require to assist them in their caring role. Additional questions assessed whether
participants had access to these supports; if they answered ‘yes’, participants were
asked how they accessed these supports, if they answered ‘no’, participants were
asked to identify the barriers preventing them from assessing these supports. These

concepts were further addressed in Phase 2’s semi-structured interviews.

Phase 2: qualitative exploration of care-partner wellbeing

In phase two, a qualitative exploration was undertaken to complement the
guantitative analysis by contextualising and providing a rich understanding of the
participants’ physical and psychological health behaviours, the emotional and practical
supports they require and whether they were receiving these supports, and the impact
of COVID-19 on their caring role. Interview questions were designed by the research

team in collaboration with the stakeholder group, and subsequently piloted with the
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stakeholder group to ensure clarity and relevance. Questions were related to exploring
the family care-partners’ caring experiences; the impact of the caring role on their
ability to meet their own wellbeing needs; the emotional and practical supports
required to support family care-partners and whether they were receiving these
supports; the impact of COVID-19 on their caring role; and the influence of the location

of their residence on their caring role. Please see Appendix 4 for the interview guide.

Formation of the project’s stakeholder group

Prior to the project, a stakeholder group was formed, composed of members of the
project team and two members of the public, who have lived experience as a family
carer of a veteran. These family carers were part of the network of members of the
research team and were sought to be members of the stakeholder group due to their
lived experience perspectives and extensive advocacy experience in the family carer
community. Four stakeholder meetings were held between November 2020 and
October 2021, over Zoom, to discuss development of the survey and interview
questions, project updates, preliminary observations, and sense-making of the
findings. Additionally, written updates were provided to the stakeholder group as

required throughout the project.

Participant recruitment

Participants were recruited via the dissemination of project information through care-
partners’ associations and support groups, such as Operation PTSD Support, and
through the research team’s networks, including Legacy, RSL SA, and Veterans SA.
Recruitment involved flyers, items in newsletters, and print and social media (e.g.,
Facebook and Twitter). As recruitment slowed, an article was written by members of
the research team and included in The Last Post magazine (please see Appendix 5), an
online publication with over 26,000 subscribers. Independently, the Veterans’ News

included information about the project.

The recruitment flyer (Please see Appendix 1) included a link to the survey. Some
carers contacted the lead researcher for information, having seen the item in the

Veterans’ News; they were emailed the survey link. The participant information sheet
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was included at the beginning of the survey, and participants were asked to indicate
that they had read the information sheet and understood the voluntary nature of
participation, prior to commencing the survey. Participants were asked if they were
interested in participating in an interview for phase two of the study, and if so, to

provide contact details.

The participants who expressed their interest in doing an interview were sent a
preliminary email confirming their willingness to participate in Phase 2 of the project.
One follow-up email was sent if the initial email did not receive a response. Once
participants confirmed that they were interested in participating in an interview, they
were sent a brief summary of the purpose of the interview, details of involvement, the
participant information sheet and consent form, as well as possible dates and times for
the interview. If participants were still interested in taking part in an interview after
reading the participant information sheet and consent form, they were booked in for
an interview and sent a calendar invite with a Zoom link. If participants did not have
access to Zoom, the interview was instead conducted over the phone. Participants

were also sent an email reminder a day prior to the interview.

The consent form was signed electronically, or by printing out the form, signing it and
then emailing a picture of the signed form to the project’s research assistant. Some
participants had trouble signing the consent form using either of the aforementioned
methods, these participants provided consent via email. These signed consent forms
were then also signed by the lead researcher and emailed back to participants for their

personal records.

Honorarium

Participants involved in Phase 2 of the project received a $50 gift voucher as
honorarium. Gift vouchers were securely posted to the participant, with participants
emailing the project team to confirm that they received the gift voucher. An audit
checklist was maintained throughout the project to monitor voucher distribution and

receipt.
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Project design and pilot testing

The study design comprised the Phase 1 online survey and, for a sub-set of
participants, the Phase 2 online semi-structured interview. The survey incorporated
the previously described surveys and survey items recommended by members of the
stakeholder group. The survey was developed in the REDCap platform (Vanderbilt
University) and then tested for acceptability and clarity by members of the stakeholder
group, before being released for completion by participants. Please see Appendix 3 for

the survey.

Phase 1: quantitative data collection protocol

Participants accessed the online survey on the REDCap platform through a link
provided on the recruitment flyer. As participants commenced the survey, they were
electronically assigned a participant identification number. This number enabled
participants to save their completed survey responses and return to complete the
remainder of the survey at their convenience. Participants who commenced the survey
but did not complete it within a week were sent an email reminder to complete the

survey.

The REDCap survey site was monitored by a research assistant, who sent reminder
emails related to incomplete surveys and contacted consenting participants with high
K10 scores. These participants were called, and with the research assistant following a
script developed by the Clinical Psychologist on the research team, were informed that
their scores indicated that they were in the high distress category. Participants were
advised to see their General Practitioner and were also provided with the contact
details for BeyondBlue and Lifeline. If participants did not answer the call, a brief voice
message was left, explaining the purpose of the call, and the call was followed by an
email to the participant, containing the same information as was provided in the
phone call. We attempted to contact these participants one more time, with another
voice message with the same content left if they did not answer their phone. No
further attempts were made to contact these participants to avoid perceptions of

harassment.
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Phase 2: qualitative methods
Semi-structured interviews

Interviews were completed via Zoom and recorded within the Zoom system. At the
beginning of the interviews, the interviewer, a Research Assistant concurrently
completing a PhD in the veteran-wellbeing space, attempted to establish rapport with
the participant by engaging in casual conversation. The interviews were allowed to
progress organically, as a means of identifying new or unexpected avenues for
discussion, and the interviewer used prompt questions (such as ‘can you tell me a little
more about that?’ or ‘what did you think of that?’) to encourage interviewees to
expand on their responses. Upon completion of the interview, the Zoom audio
recording file was processed within and stored on UniSA’s secure network. Detailed
field notes were recorded after each interview to aid reflection on the collected data
and to highlight additional areas of questioning that could be addressed in subsequent

interviews.

Ethics approval and considerations

Ethics documentation was prepared and submitted to UniSA’s Human Research Ethics
Committee (please see Appendix 2 for the approved participant information sheet and

consent form), with approval received in November 2020, protocol number: 203453.

Appropriate measures were put in place to support the wellbeing of the participants
and the interviewer during and subsequent to interviews. Specifically, the interviewer
had previous experience interviewing people about potentially sensitive topics and
was prepared with contacts for support services. Additionally, the interviewer regularly

debriefed with members of the project team as required post-interview.

To provide an additional level of confidentiality to the reporting of these findings, all
participants have been given gender-neutral pseudonyms. Examples of comments
provided by interviewed participants are attributed to these pseudonymes, rather than

using participant identification numbers.
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Analysis of collected data
Phase 1, part 1: quantitative survey and physical assessment data analysis

Descriptive statistics were used to analyse the quantitative data and report
demographic profile of the participants. To assess if there were relationships between
physical and psychological factors, correlational analyses were performed, using IBM

SPSS Statistics, version 27. Data are reported as percentages and means.
Phase 1, part 2: open-ended questions, content thematic analysis

The open-ended responses to the survey questions about the emotional and practical
supports required by care-partners to support them in their caring role, and the impact
of their caring role on employment capacity, were analysed using content thematic
analysis, as per the method described by Joffe and Yardley (2004). An inductive coding
method was applied to the free-text survey responses, where codes were produced
from the raw data, as opposed to applying codes to the survey responses from pre-

existing theories.

Researchers separately read through the de-identified free-text survey responses,
which were collated in Microsoft Excel. A set of codes was independently developed,
and the codes were discussed until consensus was reached on the final coding frame
(Joffe & Yardley 2004, p9). The codes were then applied to the data by one researcher,
and frequencies of the codes were counted (Hohm & Snyder, 2015; Joffe & Yardley,
2004) and themes identified.

Phase 2: semi-structured interviews, thematic analysis

The semi-structured interview data were analysed using thematic analysis, where
interview data were methodically searched to identify themes and patterns, to enable
a rich understanding of the data and to address the primary project questions. As with
the content thematic analysis in Phase 1, an inductive approach was applied (Braun &
Clarke, 2006) to understand and represent the experiences of participants; however,
there were elements of a deductive approach, as we sought to identify themes related

to the emotional and practical supports required by care-partners in their caring roles.
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The interviews were transcribed verbatim, and two members of the research team (SF
and DP) independently read the interviews multiple times and then coded the
interview data manually. This process was used to familiarise themselves with the
data, and then the interviews were uploaded to the NVivo software program (QSR
International Pty Ltd 2020) to facilitate organisation of the codes. Codes and
preliminary themes were discussed until a coding framework was finalised. Discussions
were held regularly between DP and SF throughout this process until consensus was

reached around the identified themes and related sub-themes.

Results

Flow of participants through the study.

In total, 103 surveys were included in the analysis; 99 surveys were completed in their
entirety, and an additional four surveys were completed to an extent that they
provided details about the emotional and practical supports required by family carers.
Thirty qualitative interviews were completed with family carers; two of these
interviews were not included in the analysis, as it was subsequently identified that one
of the carers did not reside in Australia, and the other was a family member of the

carer, rather than the carer themself.

Findings
Phase 1, part 1 physical health and psychological wellbeing

Demographic data

One hundred participants (97.1%) identified as female; the remainder (2.9%) identified
as male (Table 1). Participants in the 45-to-54 and 65-to-74 years of age categories
each represented 30.1 percent of participants; 20.4 percent of participants were
between 25-and-44 years of age, and two participants were 75 years of age or older.
The length of the relationship between care-partners and their veteran ranged
between two and 58 years, with the caring role ranging between a few months and 50
years. Ninety-three percent of participants were the partner (married or unmarried) of

the veteran they were caring for. Fifty-eight percent of participants had either a trade
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certificate or tertiary qualifications, and twelve percent of participants were currently

studying.

Table 1. Participant demographics, relationship status, and education status (n=103)

Demographic characteristic

n (%) or mean (SD)

Gender identity Female 100 (97.1)
Male 3(2.9)
Age 25 to 34 years 9(8.7)
35 to 44 years 12 (11.7)
45 to 54 years 31(30.1)
55 to 64 years 18 (17.5)
65 to 74 years 31(30.1)
75 to 84 years 2(1.9)
Length of relationship (years) 25.3 (15.6)
Length of caring role (years) 13.4 (11.4)
Relationship to person being Partner (married) 83 (80.6)
cared for
Partner (not married) 13 (12.6)
Child 1(1.0)
Parent 3(2.9)
Friend 1(1.0)
Ex-partner 2(2.0)
Level of education Year 11 or below 26 (25.2)
Year 12 or equivalent 17 (16.5)
Trade Certificate 9(8.7)
Bachelor’s degree 20 (19.4)
Graduate certificate 6 (5.8)
Graduate Diploma 15 (14.6)
Master’s degree 9(8.7)
PhD/Doctorate 1(1.0)
Currently studying No 90 (87.4)
Yes, TAFE 7 (6.8)
Yes, Bachelor’s degree 2(1.9)
Yes, Master’s degree 2(1.9)
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Yes, PhD/Doctorate 2(1.9)

State of residence (n=54) Canberra 3(5.6)
New South Wales 6(11.1)
Queensland 13(24.1)
South Australia 16 (29.6)
Tasmania 3 (5.6)
Victoria 7 (13.0)
Western Australia 6(11.1)
Location (n=54) Urban 36 (66.7)
Rural 17 (31.5)
Remote 1(1.9)

Just over half of the care-partners (56.3%) were not employed, and of those who were,
only 19 care-partners were permanently employed on a full-time basis (Table 2).
Volunteer work was undertaken by 44.7 percent of participants; 30.4 percent of these
participants were also in some form of paid employment. Eighteen participants
indicated that their employment had been impacted by the COVID-19 pandemic.
Open-ended responses from care-partners indicated that COVID-19 had resulted in
reduced work hours or total loss of paid or volunteer roles; for others, the nature of
their work (i.e. aged cared environment) meant they were busier. For some care-
partners, lockdowns associated with COVID-19 impacted their small business
negatively. For others, there was a need to balance working-from-home and
simultaneously home-schooling children. Working-from-home improved work
circumstances for one care-partner; for others, it led to additional pressures, and

family breakdown.
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Table 2. Employment status, volunteer roles, impact of COVID-19 on employment

(n=103)

Employment or impact n (%)

Current employment status Not currently employed
Employed casually, part-time
Employed contract, part-time
Employed contract, full-time
Employed permanently, part-time
Employed permanently, full-time

Volunteer work No
Yes

Has your employment been No
impacted by COVID-19?

Yes

Terminology preferences when referring to family care-partners

58 (56.3)
5 (4.9)
4(3.9)
4(3.9)

13 (12.6)

19 (18.4)

57 (55.3)

46 (44.7)

85 (82.5)

18 (17.5)

There was not a majority-preferred terminology when referring to family care-partners

of veterans (Table 3). Thirty one percent of participants indicated they preferred no

term, instead identifying as their role in the relationship with the veteran, for example,

the veteran’s partner, wife or parent. Care-partner and carer were preferred by 24.3

percent and 22.3 percent of participants, respectively. One participant suggested

‘veteran carer’ as a preferred term; this was the only suggestion additional to the

response options provided. Based on these findings, the term care-partner will be used

throughout this report.

Table 3. Terminology preferences for family care-partners
Preferred term n (%)
Carer
Family carer
Care-partner
Veteran carer
No carer-specific term (I am a wife, partner, parent etc.)

Combination of terms

23 (22.3)
17 (16.5)
25 (24.3)

1(1.0)
32 (31.1)

4 (3.9)
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Health behaviours: alcohol consumption, smoking, and recreational drug use; sleep;

physical activity

Twenty-one care-partners (20.4%) did not drink any alcohol, compared to 9 (8.7%) who
drank daily (Table 4). Eight care-partners (7.8%) were current smokers, 35 (34.0%)
former smokers and 60 (58.2%) had never smoked. Ninety-nine care-partners reported
never using recreational drugs, one reported daily and one occasional use, and two
care-partners indicated that they preferred not to respond to the question. Care-
partners slept an average of 5.9 hours per night, with 93 percent of care-partners
indicating that their sleep was regularly disturbed. Sleep disturbances were caused by
multiple factors including the veteran having nightmares/waking up, care-partners
being worried, on alert, having dreams or nightmares, pets on the bed or needing to
go outside, babies or children requiring attention, needing to go to the bathroom, or

environmental factors, such as noise or room temperature.

Self-reported physical activity was 336.1 minutes of moderate and 268.2 minutes of
vigorous physical activity per week on average, ranging between 15 and 1,800 minutes
per week and 20 and 2520 minutes per week of moderate PA and vigorous PA,
respectively. MVPA was 271.55 minutes per week on average, ranging between zero
and 4200 minutes per week. Only 38 percent of care-partners met physical activity
guidelines of 150 minutes of MVPA per week (UK CMO Guidelines Writing Group,
2019).

Table 4. Self-reported health behaviours (n=103)

Health behaviour Mean (SD) or n
(%)
Alcohol consumption Daily 9(8.7)
4 or more days a week 10(9.7)
2-to-4 days a week 18 (17.5)
1 day a week 5(4.9)
Fortnightly 4(3.9)
Once a month 6 (5.8)
Rarely 30(29.1)
Never 21 (20.4)
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Smoking status

Recreational drug use

Sleep

IPAQ (Physical Activity)

Self-reported health and wellbeing

Current smoker
Former smoker
Never smoked
Daily
Occasionally
Prefer not to say
Never

Average hours of sleep per night
over the previous 7-days

Time to fall asleep (hours)
Regular sleep disturbances (Yes)

Self-reported moderate exercise
(mins/week)

Self-reported vigorous exercise
(mins/week)

Self-reported walking (mins/week)

Self-reported sitting (mins/day)
MVPA (mins/week)

8(7.8)
35 (34.0)
60 (58.2)

1(1.0)

1(1.0)

2(1.9)
99 (96.1)
5.9 (1.3)

1.1(1.1)
93 (90.3)
336.1 (457.5)

268.2 (453.6)

260.6 (457.9)
231 (234.5)

271.55 (611.3)

The majority (62.9%) of care-partners reported their health as good, very good, or

excellent (Table 5). Fifty-eight care-partners (56.3%) had been told by a GP that they

had a mental health condition, with 47.4 percent of those diagnosed taking

prescription medication for that condition. These conditions included mild, chronic,

and post-natal depression, anxiety, panic attacks, and complex and secondary PTSD.

Ninety-six (93.2%) of the veterans being cared for by the 103 care-partners had a

diagnosed mental health condition, with 79.2% of these veterans taking prescription

medication for that condition. Care-partners reported multiple other conditions for

themselves and the veteran they were caring for, with care-partners’ conditions

including but not limited to asthma, arthritis, osteoporosis, cancer, cardiovascular

disease, diabetes, degenerative muscular conditions, Ehlers Danlos Syndrome, Poly-

Cystic Ovary Syndrome (PCOS), Endometriosis, Lupus, Von Willebrand Syndrome,
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Scleroderma, sleep apnoea, migraines, diverticulitis, fibromyalgia. Prescribed
medications taken by care-partners include anti-depressants, anti-inflammatories,
blood thinners, painkillers, diabetes medications, statins, beta-blockers, respiratory
medications, sleeping tablets, migraine preventatives, iron supplements, reflux

medications, thyroid medications.

Table 5. Self-reported health and wellbeing (n=103)

Self-reported wellbeing variable Mean (SD) or n
(%)

Self-reported health status (n=97) Excellent 2(1.9)
Very good 17 (16.5)
Good 42 (40.8)
Fair 29 (28.2)
Poor 7 (6.8)

Care-partner has a diagnosed MH Yes 58 (56.3)

condition

Care-partner taking prescribed Yes 42 (47.4)

medication for MH condition

Veteran being cared for has a diagnosed  Yes 96 (93.2)

MH condition

Veteran taking prescribed medication for  Yes 76 (79.2)

MH condition

Psychological health

Overall, psychological health outcomes point to a population of care-partners with
high psychological distress levels, moderate mental health, and normal levels of
resilience (Table 6). The mean K10 score for this population was 23.7 (SD=8.0), in the
high level of psychological distress; 51.5 percent of participants had K10 scores of 22
and above, with nine of these care-partners requesting not to be contacted with K10
outcomes. For the Mental Health Continuum, 36.9 percent of the cohort are
moderately mentally healthy, compared to 31.1 percent who are Flourishing and 16.5
percent considered to be Languishing. The mean Brief Resilience Score of 3 is at the
lower end of the normal scale. Both the mental and physical component scales of the

SF-12 are indicative of the presence of physical and psychological conditions.
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Table 6. Psychological health and wellbeing (n=103)

Psychological health variable Mean (SD) or n (%)
K10 23.7 (8.0)
Mental Health Continuum (n=87) Total 51.9 (15.7)
Languishing 17 (16.5)
Moderate 38 (36.9)
Flourishing 32 (31.1)
Brief Resilience Scale 3.0(0.9)
SF-12 Physical scale 42.8 (11.7)
Mental scale 37.6 (2.3)

Impact of the caring role

Scores for the Brief COPE suggest that the Emotion-Focused Coping style is the more
prevalent of the three coping styles in this cohort, with the application of ‘venting, use
of emotional supports, humour, acceptance, self-blame and religion’ (NovoPsych,
2018). Avoidant-Focused Coping was reported as being used least, which includes self-
distraction, denial, substance misuse, and disengagement (NovoPsych, 2018). The
included components of the Caregiver Reaction Scale (O’Malley & Qualls, 2020)
indicate that care-partners have a sense of burden associated with their caring role,

but also a sense of personal gain and competence in their role. (Table 7).

Twenty-nine of 45 participants in paid employment (64.4%) indicated that their caring
role impacted their current employment. This was compared to 56.3 percent of
participants overall indicating that their caring role impacted employment, reflecting
that some may no longer be in paid work due to their caring role. This concept will be
explored further in the content analysis of the responses to the open-ended question

related to caring and employment.

For care-partners working in paid employment, responses to questions that assessed
the impact of their caring role over the preceding 30-day period demonstrated that the
average number of days they were unable to work due to their caring role was 4.7

days. Similar findings were shown for the impact of the caring role on volunteer work.
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Table 7. Impact of the caring role, Brief COPE, Caregiver Reaction Scale, and on
employment and volunteer roles

Caring role variable

Brief COPE

Carer Reaction Scale

Does your caring role impact
employment?

Does caring role impact
employment, if currently
employed? (n=45)

If currently in paid
employment (n=45), how
many days in the past 30:

If currently volunteering
(n=43), how many days in
the past 30:

Problem-focused coping style
Emotion-focused coping style
Avoidant coping style

Role captivity

Overload

Relational deprivation
Personal gain

Competence

Yes

Yes

Have you totally been unable to
work

Have worked, but have cut down
on hours

Have cut back on quality or
carefulness of work

Did it take extreme effort to
perform at your usual level

Have you totally been unable to
work

Have worked, but have cut down
on hours

Have cut back on quality or
carefulness of work

Did it take extreme effort to
perform at your usual level

n (%) or mean (SD)
18.7 (5.7)
24.5 (5.8)
14.4 (3.6)
2.4 (0.9)
2.5(0.9)
2.5(0.8)
2.4(0.8)
2.8(0.8)
58 (56.3)

29 (64.4)

4.7 (7.4)

9.3 (10.4)

9.4 (10.8)

9.7 (11.5)

9.1(11.1)

10.3 (10.7)

10.4 (11.6)

13.6 (11.5)
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Relationship between physical, psychological, and caring role variables

As anticipated, there were significant correlations (p=0.001) between scores for
measures of psychological distress, using the K10, and a number of physical,
psychological, and care-partner-specific variables. MVPA was not correlated with any
psychological wellbeing measures at the p=0.001 level but was at the p=0.050 level for
Social wellbeing and the MCS12 summary scale, suggesting that relationships are in

the anticipated direction (Please see correlation matrix in Appendix 6).

There was a significant negative correlation between K10 and resilience, as measured
by the Brief Resilience Scale (r = -0.489, p = 0.000), and significant positive correlations
with K10 and all four questions related to caring and work over the previous 30 days.
As K10 increased so too did the number of days that capacity to work over the
previous 30 days was impacted. Psychological distress, represented by K10 scores, was
also significantly negatively correlated (p = 0.000) with Emotional wellbeing, Social
wellbeing, and Psychological wellbeing domains of the Mental Health Continuum,
suggesting that as psychological distress increased, wellbeing decreased. K10 was
significantly negatively correlated with the average number of hours slept at night over
the previous seven days (r = -0.409, p = 0.000). Sleep was significantly positively
correlated with the Personal Gain component of the Caregiver Reaction Scale (r =

0.336, p = 0.001).

K10 was significantly positively correlated with the Avoidant coping style domain of
the Brief COPE (r = 0.444, p = 0.000). K10 was also significantly positively correlated
with the Role captivity, Overload, and Relational Deprivation domains of the Caregiver
Reaction Scale, and significantly negatively correlated with the Competence and
Personal gain domains of the Caregiver Reaction Scale (p = 0.000). These associations
indicate that the higher the psychological distress, the greater the negative
perceptions of the care-giver role and the lower the perceptions of competence in the

role and personal gain through the caregiving role.
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Phase 1, part 2: content thematic analysis

Emotional and practical supports required by care-partners

A total of 209 emotional supports were identified by 103 care-partners in open-ended
responses to the survey question relating to the emotional supports required and 163
practical supports were identified by 92 care-partners in open-ended responses to the
guestion relating to the practical supports required by family care-partners. Fifty-four
care-partners (52.4%) and 36 care-partners (35.0%) reported that they currently had
the required emotional and practical supports, respectively. Six care-partners indicated
that they did not need any practical supports at this time. Nine main themes were
identified in relation to emotional support; 13 main themes were identified in relation
to practical support. There was some crossover between themes, as care-partners’
perspectives on what they considered an emotional support versus a practical support
differed. Themes, the number of times they are raised, and the proportion of quotes

overall are reported in Tables 8 and 9.

Emotional supports required by care-partners

Self-care/person-centred emotional supports contributed to 46 percent of the supports
identified, and included factors such as social inclusion, being able to catch-up with
friends; having time for self and own interests; physical activity; and not being
answerable to anyone else. Professional help, in the form of access to a psychologist or
counsellor, or support through Open Arms, was the second most referred to emotional
support required, at 17.7 percent of responses. Emotional support, including
involvement or access to People who understand the situation or are in a similar
situation accounted for 11.5 percent of responses. Other emotional supports included
access to Veteran-specific and carer-specific support groups, such as Operation PTSD
Support, Partners of Veterans, veterans’ sheds, or those that provided retreats,
outings or events for care-partners. Involvement with Friends and/or family accounted
for 7.2 percent of responses. Access to Information and education about PTSD or being
a care-partners; Assistance with housework; and Acknowledgement and recognition of
a care-partner’s role were also identified as emotional supports. Four care-partners

indicated that were Unsure of emotional support needs, or they ‘don’t think about it’.
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Table 8. Content thematic analysis in response to free-text question related to the
emotional supports required by care-partners.

Theme Total number of Proportion of the
times main theme quotes about main
quoted theme (%)
Self-care/person-centred needs 96 46.0
Professional help 37 17.7
People who understand the situation/are in a similar 24 11.5
situation
Veteran/carer-specific support groups 18 8.6
Friends and/or family support 15 7.2
Information and education 6 2.8
Assistance with housework/home maintenance 5 2.4
Acknowledgement and recognition 4 1.9
Unsure of emotional support needs 4 1.9

Practical supports required by care-partners

Care-partner support services, encompassing access to services that support either the
care-partner or the family unit; a designated contact person for support; being able to
talk to other care-partners; peer support; and respite care, accounted for 24 percent of
practical support requirements. Household help, incorporating support with household
chores and home maintenance, was the second most referred to practical support
required, at 21.5 percent of responses. Self-care/person-centred practical supports
included factors such as being able to use coping strategies; non-judgemental
interactions and understanding; a safe home environment; minimum of seven hours
decent sleep; and being able engage in traditional cultural practices. This theme
accounted for 12.3 percent of responses. Practical supports that were veteran-specific
accounted for 8.6 percent of responses. This included support for the veteran to
engage in social activities to enable the care-partner some free time; someone to
support the veteran caring for children so that the care-partner could go to work;
support for veterans with long-term injuries; and better medical care. Financial
support, to support medical treatment, time-out for the care-partner or travel

concessions to get service and support was raised, as was Professional help, for mental
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health and other conditions, such as Parkinson’s Disease, or access to allied health
professionals for care-partners and their veterans. Information and education, about
support services and being a care-partner; support with access to childcare;
Acknowledgement, recognition and inclusion of care-partners; Legal support and easier
access to services in rural Location was also identified. Defence-specific supports
related to flexible work options; wanting to have an avenue to raise concerns about
members’ mental health through Defence; and Defence to listen to and address family
concerns and improve their processes.

Table 9. Content thematic analysis in response to free-text question related to the
practical supports required by care-partners.

Theme Total number of Proportion of the
times main theme quotes about main
quoted theme (%)
Care-partner support services 39 24.0
Household help 35 21.5
Self-care/person-centred needs 20 12.3
Veteran support 16 9.8
Financial supports 11 6.7
Professional help 10 6.1
Information and education 9 5.5
Support with childcare 6 3.6
No supports required 6 3.6
Acknowledgement, recognition and inclusion of care- 5 3.1
partners
Defence-specific supports 3 1.8
Legal support 2 1.2
Location of services 1 0.6

Barriers to accessing emotional and practical supports

A total of 85 barriers were identified by 47 care-partners in response to the open-
ended question about the barriers care-partners face in accessing the emotional
supports they require. A total of 74 barriers were identified by 51 care-partners in

response to the open-ended question relating to the barriers care-partners faced in
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accessing the practical supports they require. Themes, the number of times they are

raised, and the proportion of quotes overall are reported in Tables 10 and 11.

When it came to emotional supports, Personal barriers, encompassing feelings of guilt,
worry, grief, and being overwhelmed; care-partners not putting themselves first;
concerns about domestic violence; and time, accounted for 27.1 percent of identified
barriers. Veteran-specific barriers, including the veteran feeling guilty if the care-
partner needs support; the veteran not being supportive; the care-partner feeling
disloyal to the veteran; and the veteran not able to be left to look after children, was
the second most referred to barrier to getting emotional support, with 15.3 percent of
responses. Barriers associated with Family and/or friends, incorporating not being able
to share information with civilian friends, not being comfortable leaning on children,
and not having friends or family close by for support, were raised in 10.6 percent of
responses. Systemic/structural barriers accounted for 9.4 percent of responses and
included factors such as health professionals not including care-partners in veterans’
health care, services not available outside of business hours, and language barriers
when dealing with DVA. Time, for self or to find out what is available for care-partners,
was indicated as a barrier in 8.2 percent of responses, as were the themes of
Programs/services barriers and Location barriers. For Programs/services barriers,
responses indicated that care-partners thought the programs/services they needed
were not available or those available were not what they need, and that there was
limited support for families of veterans living with PTSD. For Location barriers, being
isolated or living rurally impacted care-partners’ ability to engage in or access services.
Themes raised less frequently, accounting for 7.1 percent of responses and below per
theme included, Lack of information, Financial barriers, Caring role as a barrier, COVID-

19, and ADF service-specific barriers.
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Table 10. Content thematic analysis in response to free-text question related to the
barriers care-partners face in accessing the emotional supports they require.

Theme Total number of Proportion of the
times main theme quotes about main
quoted theme (%)
Personal barriers 23 27.1
Veteran-specific barriers 13 15.3
Friends &/or family-related barriers 9 10.6
Systemic/structural barriers 8 9.4
Programs/services barriers 7 8.2
Location barriers 7 8.2
Lack of information 6 7.1
Financial barriers 5 5.9
Caring role as a barrier 3 3.5
COVID-19 3 3.5

Barriers to accessing practical supports were most often Service-provision barriers; 23
percent of responses. This theme incorporated statements that there were no services
available for care-partners, that there is no support available — ‘we are on our own’,
and that there were issues with availability and access. Systemic/structural barriers
was the second-most referred to barriers (20.3%), and included factors such as being
told things would be put in place, but it never happened; being rejected for partner
employment support; bureaucracy, politics and government funding; overuse of digital
platforms, particularly for older members; phone calls not being returned by
professional help; and childcare services not offered by programs, therefore the
programs cannot be used. Financial barriers related to the DVA pension not being
enough, and financial constraints in accessing practical supports, accounted for 13.5
percent of responses. Veteran-specific barriers and Personal barriers each accounted
for 10.8 percent of responses. Veteran-specific barriers included statements about
veterans being reluctant to ask for additional support from DVA; not wanting strangers
in the home; veterans not being willing to consider help; and veterans not wanting to

do things on their own. Personal barriers included being time poor; shyness preventing
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attendance; not being eligible; and family commitments. DVA-specific barriers and
Information barriers each accounted for 6.8 percent of responses. DVA-specific barriers
included DVA not providing access to support; DVA being ‘very black and white about
what you can and can’t get’; health professionals not being able to feed information
directly to DVA to support planning; and DVA not paying providers on time.
Information barriers related to care-partners stating they didn’t know what was
available; they didn’t know how to go about it; unsure what services could help or
where to ask for help; and one care-partner queried why there was not a directory
available to them. The remaining themes, collectively accounting for 8 percent of
barriers to practical support, included Location barriers, COVID, and Don’t know what

the barriers are.

Table 11. Content thematic analysis in response to free-text question related to the
barriers care-partners face in accessing the practical supports they require.

Theme Total number of Proportion of the
times main theme  quotes about main
quoted theme (%)
Service-provision barriers 17 23.0
Systemic/Structural barriers 15 20.3
Financial barriers 10 13.5
Veteran-specific barriers 8 10.8
Personal barriers 8 10.8
DVA-specific barriers 5 6.8
Information barriers 5 6.8
Location barriers 4 5.4

The caring role and its impact on care-partners’ capacity for employment

Fifty-three care-partners identified 95 factors associated with their caring role and its
relationship with employment (Table 12). A reduction in work hours/need to take time
off, to support their veteran or to attend appointments with the veteran, accounted
for 22.1 percent of responses. Cannot work due to demands of the caring role, reflects
statements around it being difficult to work when the veteran was in an acute phase of

PTSD, not being able to leave the veteran alone, and the caring role being fulltime,
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accounted for 18.9 percent of responses. Quit work to care for veteran was a self-
explanatory theme that contributed to 13.7 percent of responses. Care-partners
reported in 9.5 percent of the quotes that their Work-performance was impacted by
their caring role. For example, care-partners reported receiving a lot of calls or texts
from their veteran while at work; that their own capacity to be reliable was an issue
for them; and in one case, that they were being performance-managed due to the
impact of their caring role on their work. Care-partners’ own health was impacted by
their caring role, which in turn impacted their ability to work; this theme reflected 7.4
percent of responses, as did Balancing responsibilities related to work, family, caring
and study. Issues with Childcare/other family responsibilities, such as not being able to
leave the veteran to care for children so the care-partner could work or caring for
children with medical conditions was related to 6.3 percent of responses, as was the
Employment environment. This theme incorporated concepts such as whether a care-
partner’s employer was understanding and provided a flexible work schedule or if they
were ‘difficult...with no empathy’, for the care-partner’s circumstances. Financial
implications and Career progression each represented 4.2 percent of the responses.
Employment impacted the service pension in one case, an in others, the care-partner
had to work more as the veteran could no longer work. Care-partners also indicated
that their caring role limited their ability to progress their career, with additional work
responsibilities or the need to travel no always possible or reliant on their

circumstances at home, which could change ‘...at a moment’s notice’.
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Table 12. Content thematic analysis in response to free-text question related to the
impact of a caring role on care-partners’ ability to engage in paid employment or
volunteer roles.

Theme Total number of Proportion of the

times maintheme  quotes about main
quoted theme (%)

Reduction in work hours/need to take time 21 22.1

off

Cannot work due to demands of the caring 18 18.9

role

Quit work to care for veteran 13 13.7

Work performance was impacted 9 9.5

Impact of caring role on Care-partner's 7 7.4

health impacts ability to work

Balancing responsibilities 7 7.4

Childcare/family responsibilities 6 6.3

Employment environment 6 6.3

Financial implications 4 4.2

Career progression 4 4.2

Phase 2 Qualitative findings

Semi-structured interviews: main themes

To address the aims of the project, three main themes, incorporating sub-themes,
were identified using thematic analysis. The themes were Emotional supports sought
by care-partners as part of the caring role, Practical supports sought by care-partners
as part of the caring role, and the Impact of COVID-19 on the caring role. Additional
themes identified were: Barriers to achieving the emotional and practical support
requirements of care-partners, and Toll of caring on care-partners. The associated sub-
themes are outlined in Table 13. These interviews enabled the exploration of the
concepts raised in the survey by care-partners and to provide more context to their
experiences. Some of the supports identified by care-partners could be considered to
be sources of both emotional and practical support, and it could be argued that the
provision of practical supports will eventually serve to support the emotional wellbeing

of care-partners. We do not dispute this, and during the analysis phase had a number
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of discussions around the classification of themes. Ultimately, we have attempted to
reflect the lived experience of the care-partners, with factors themed as emotional or
practical supports based on the care-partners’ perceptions of how having this support
will be of benefit to them. Themes and sub-themes are reported with supporting

quotes.

Emotional supports required by care-partners

Having access to counselling & other health professionals, including specific services
Family care-partners expressed a need for emotional support through having access to
services such as counselling, as well as other health professionals, including those

working in veteran-specific services such as Open Arms.

| had a lot of therapy through Open Arms which helped me to get my own
strategies to help my own mental health because it is challenging sometimes.

[Jamie]

| think being able to talk to a psychologist would be helpful. | really do think - |
mean with the veterans they've got Open Arms and | think if they had that
open to partners that would be very helpful | think because | think if the carers

are mentally sound they'd be better off in caring for the veterans. [Shae]

...[veteran] has got a couple of really good OTs. He's got some very good
doctors, but that's all his side. | can't even think of anybody for my side...| had
a major cardiac episode and | couldn't walk. | couldn't process or communicate
for a couple of days and | couldn't get a carer. | was blacking out and passing
out and I still had to drive and I still had to get him down to the doctors.
There's nowhere for me to phone to say, "l need a carer now I'm going into

hospital". So | couldn't go to hospital. [Denver]

...I've got hospital, I've got extras, but nothing's covered. | mean, | get stuff
back from Medicare, but | still have to pay out and | don't think | should...I

don't expect coverage for everything...But for my mental health, that's directly
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impacted by someone who has served their country. | think | deserve free
psychiatric care...to get the diagnosis was $280 out of pocket...It's just where
am | supposed to take that money from? My food budget, the childcare

budget? | can't do any of it. It's very hard. [Sam]

Culturally safe supports and services
A First Nations care-partner discussed the need for services and supports that were
culturally sensitive and safe, and that existed beyond Western concepts related to time

and approaches to health.

...in relation to the hours when things are open, it’s a very western way of
thinking. So it’s very linear. And it’s very black and white without sort of looking
outside of the boxes. Like culturally, when we discuss how we work in our culture,
you look at dreamlines or sunlines and they swirl and they're connected in waves
whereas the western way is very linear. It’s very straight — you know boxes lead to
boxes, lead to boxes and the government doesn’t have the ability to look outside
the linear way of thinking or the western way of thinking. So if they got on board
with some of the cultural ways that we do things and look outside of that linear

thinking mindset it would probably make our lives a lot easier. [Addison]

..there’s an Indigenous yoga called Wayapa, which you know we have been doing
for thousands of years. But there’s no sort of cultural — and certainly when it
comes to medical stuff there’s nothing. Culturally appropriate psychologists and
stuff like that. But you know, even culturally appropriate relaxation techniques...
we had Wayapa sessions with one of my sisters, but that’s not covered by DVA.

[Addison]

Having someone to talk to who understands the situation

Family care-partners expressed a desire for emotional support through having
someone to talk to, such as a peer with lived experience and understanding of their
circumstances. Some care-partners described starting their own groups and supporting

other care-parnters, while getting support themselves through these groups.
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| think the biggest thing that is helpful is to actually be able to access other
partners and speak to the partners, because | think genuinely they’re the only

ones that understand. [Shawn]

You've got to really have the support of someone who knows...who suffers a
similar thing, okay? No one can ever suffer exactly as you but, you know, like, I've
got a friend up here who's, you know, her hubby...he’s got PTSD. She gets it. So,

she’s the one... [Quinn]

| think what a lot of us need is — like we’ve got that Facebook group, so | think
perhaps like some of the organisations perhaps like the Mates4Mates or Soldier
On perhaps looking more at partners and doing a partner morning or something
where partners can come in and talk about things that are going on in their
lives...just sort of perhaps that support type service, because you feel like you are
very alone and that nobody understands — nobody understands. So yeah, having

something like that | think would be a massive difference. [Shawn]

I've got a great bunch of friends around me up here that we all met through Op
PTSD [Support Group]...and we've actually started our own little group up here
called Sisters in Arms, so we get together every Friday night and we cook dinner
together, have a meal and just debrief about our week and support each other
with craft and cooking days, just to get us out of the house...We always say to the
new ones, "We are not counsellors. We are not psychologists or anything like
that. We have no medical degrees. But we get it, because we live it. Our life is not
exactly the same as yours, but it's just on a different section of the path." So yeah,

it's really good. So they've kept me going. [Drew]

The girls and | in the group say if someone is struggling ... if your husband deploys
and you're really struggling with the kids, you can ring and say, "l just need five
minutes." A couple of us will go over there. Someone will cook a meal up for you.
Someone else will take you out for coffee. Someone will run a vacuum over your

floor and watch the kids for you. It's those practical little things. [Drew]
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Events and outings specifically for veterans’ carers/partners

The ability to engage with other care-partners is important for having someone who
understands the situation, but also to be able to learn from people with similar life
experiences. Further, there is a desire to keep these avenues of support going through
events and activities that are specifically intended for care-partners of veterans.

| wish there were more veteran wives or partners around for a group here in
Melbourne...So much of the stuff is up north. There's not much around here.
[Sam]

Yeah, because | get so much out of getting together with the girls in [location &
event]. That's why | thought it would be really good if we could set something up
here and maybe we can't do retreats, but if we can get together and have lunch
once every six weeks or eight weeks or something, that does help. [Taylor]

| do think that if there was more groups around for women to get together, like
the group of us that are getting together now, because...when you live in a small
town like we do, and the other ladies too ... they all live in small towns too, and
they say exactly the same things. They feel like they're isolated. They feel like
nobody understands and to go to something like that and actually talk to other
people and realise you're not on your own, and you can also learn coping
strategies from them as well because what works for one person might not
necessarily work for another, but it might work for you too. [Taylor]

The retreats are really, really important. Without them | probably would be quite
lost...Because | live with someone that suffers from chronic depression, laughter
can be quite rare. And | think that those belly laughs are the one thing that | really
look forward to. [Morgan]

Having the support of family and friends
Having family and friends for support was important to care-partners, as was having
family close by. A First Nations care-partner spoke about the choice between being

with family and moving to improve the veteran’s access to healthcare.

If I didn’t have my children and my friends and my grandkids, | wouldn’t be able to

cope. [Reese]

For us it’s been a huge change for leaving family and leaving our connections to

land and our mob. We’re quite tied with our community [location removed]...[we]
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are both elders in our community so we sort of lost our connection to our mob
which has been really hard culturally and spiritually for us. We’ve had to find new
connections and rebuild that trust in our community. Because we walked away

having to make a choice for his health and leave our connections...[Addison]

I’'m lucky enough that we’ve got an extremely supportive family unit and friends.
We were in [location] but then we moved back here after he was discharged. So

we moved back here to be close to our family. [Tonia]

Being able to attend to own needs

Care-partners acknowledged that being able to attend to their own needs was
important and contributed to their wellbeing; however, the inability to do so on some

occasions was also raised.

Since he’s gotten sick | have found mindfulness which is really helpful, | do lots of
gratitude, things like that. [Jamie]

| try and take time for myself and | always get interrupted. [Sam]

... in my lunch hour at work | always get up and go for a walk. So that’s like a
downtime...I go and sit in the park and just spend some time grounding. And just
getting back to nature at that point. That’s very — like my connection to land.
[Addison]

Yeah, | go line dancing...I've got to get out and get some time for myself or I'd go
stir-crazy. [River]

Support for care-partners at different stages of life

It was suggested that there is a need to provide supports and consider the
circumstances of care-partners across the lifespan. Compared to the Vietnam era, and
reflective of societal change, family care-partners of veterans of more recent service
are more likely to work outside of the home, and require access to services that cater
to this. Further, their ability to be involved in support groups was impacted. It was also

noted that there is little consideration of what happens when care-partners are
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widowed or their veteran enters aged care; how are they supported to transition to

the post-caring role?

...because there’s a lot of younger partners coming through now with Afghanistan
vets and stuff, and a lot of us do work like we can’t — we’re not on any of the
committees — on like Partner Veterans Associations or the spouses’ stuff because
we just don’t have time...Whereas most of us other women that are coming up
through this now have — you know we’re working or professional women and
we're expected to sort of give up pretty much part of ourselves to look after them
and then our work and there’s no — there is literally — and I've done a lot of
research trying to find something — there’s literally nothing available for us after
hours. [Addison]

...And, that’s a barrier too, that you just don’t think of the younger people. You
helping dad with his eating and taking dad for a walk in the wheelchair and being
there because mum has to go out to work. They’re all carers, the younger ones
are carers, and it can be really daunting and demanding for them. And in the old
days, we just thought that was part of a family but, no, it’s not anymore. You are a
carer and you need help to do that caring. You need support. [Quinn]

You're not going to ask [for help]— it’s hard to ask for help. And | found out that |
didn’t have the language to be used to ask for help. | didn’t know what | needed.
And | didn’t know where to go. So the only organisation that we were involved
with was the Department of Veteran’s Affairs. And as far as they were concerned,
yes | was a war widow but | really wasn’t their concern. | mean in all honesty
we’re just sort of ancillary off on the side...— you’re dealing with PTSD or dealing
with manipulative behaviour; you're dealing with anticipatory grief...And there’s
nothing about it...there should be a program to support the carer in the process.
And just like over there — and now they’re so concerned about transitioning of ADF
personnel back into civilian life, well we need exactly something like that as well.
[Billie]

Coping behaviours

Care-partners reported varied coping behaviours to manage the circumstances they
dealt with as part of their caring role. Not all behaviours were what might be
considered healthy or positive, such as smoking or emotional eating, but at the time,
they are what the care-partner needs to get them through the circumstance they are
dealing with.

Smoking? Definitely. | behave myself with food most of the time, but | will
occasionally have an entire tub of ice cream, maybe once a month for an
emotional coping mechanism. | don’t really drink. [Casey]
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It's what it is. He’s not going to change now. So at the moment I’'m managing and
I’'m coping with it. Sometimes | don’t cope so well and then | ring Open Arms and
see [counsellor]. Other times, | just make sure I’'m not around very much. [Riley]

I’'m a bit of an emotional eater. And | am overweight, that’s really disturbing but
I’'m a bit of a weak-willed person, to be honest. And yes, a bit of an emotional
eater. I'd love to not be but...naughty food tastes awfully good when you’re a bit
down. [Quinn]

My right ankle is so painful | can't go to sleep at night and | comfort with food.
[Denver]

Practical supports required by care-partners

Access to health services for all family members

The ability to access health services, including coverage of mental health support for
children impacted by a parent’s service was raised as an issue by care-partners.

Do you know that in order to access counselling through Open Arms they don't do
it for children? They only offer counselling for children as part of family
counselling until they get to, | think it's, 15. So when | wanted to get counselling
for my son a couple of years ago | had to fund it by myself because he wasn't old
enough yet. So essentially for us it felt like they were saying ‘no it doesn't matter
if there's something wrong, we're going to just leave you and neglect their mental
health until they're old enough to be really sick and really need to support. Then
we'll come and help you.” [Charlie]

They pay for him to go to the gym twice a week and then a physiologist. | don’t
get that. They want you to keep healthy and look after him. I’'ve saved them a lot
of money and time over the years, | can tell you, heaps of it. And I’'m not the only
one. [Reese]

| think the support for carers and for families as a whole could be a hell of a lot
better. [Charlie]

Access to information about PTSD, support service availability, & support available for

care-partners

The ability to access relevant information about PTSD, and where services and support
could be found was identified as being an important practical support by a number of

care-partners. Some care-partners perceived that nothing was available for them. In
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some cases, care-partners said they were unaware of the availability of some support
organisations. Further, the difference in the level of support provided in different
states of Australia was also identified.

It would be really good to have some kind of a guide and go if this is the area you
need to troubleshoot here are some different places you can go. That would be
good because then someone will turn around and go "oh you can do this" and it's
like | never knew that. For years I've never known that. so why didn't somebody
tell me? DVA don't like to tell you... [Emerson]

| did reach out to Legacy at one point to see if they could help with just things for
the children to be involved with, ways to explain it all to the children | guess. |
think that’s something that’s lacking. We have one children’s book that’s around
PTSD but, yeah, explaining it to the kids is challenging. [Jamie]

It would probably be good for some of the people who are new to PTSD to
actually maybe have a booklet or something that they could know where the
services are and who they can contact for help and things like that, because |
know when we were first diagnosed with it, that it did feel very isolating because
there wasn't anything out there to say where you could get help or how to deal
with it or anything like that. [Taylor]

| think it's just navigating the ESOs. There's so many different ones out there. You
don't know what they provide. You have to jump through certain amount of
hoops to get help and it's just on an already taxing mind. Sometimes It's just not
worth it...a centralised database and | think the problem is that the ESOs, they all
want to do the same thing, but because they won't pool their resources because
of bureaucracy and their own political blah, blah, blah inside, there's so many
ESOs out there that if they banded together, they could actually make a real
difference. [Sam]

| think what my main complaint was that | didn't know about myGov and a lot of
people don't. I've found here [location] when I've mentioned a lot of people have
no idea that that's there and | think that should be made more of for carers.
[Blake]

Nothing’s provided, only the lifelong counselling...that’s not enough. That’s really
nothing compared to what happens to a family throughout this journey. [Fabian]

You can get bits and pieces [of information] but it’s hard to find. A lot of
legitimate help, especially making sure that it’s Australian, | suppose is the other
thing. That was one thing with [going on a carers’] retreat. I'd never heard of
REDSIX or PTSD Resurrected. I'd never heard of PVA [Partners of Veterans
Assocation]. [Tyler]
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Nothing seems to be properly coordinated or information distributed widely to
everyone. It’s thanks to the people that you happen to hear about through other
people and that’s it. | know it’s frustrating, well, | find it very frustrating. Some of
this stuff, if | had known about this years ago...[Taylor]

Having a carers’ advocate/dedicated support to navigate the system

Extending from knowing where to find information about PTSD and relevant support

services, the concept of a carers’ advocate or a dedicated person to assist in navigating

the ‘system’ and removing the bureacacy that makes the role of a care-partner more
difficult was raised.

You almost need an advocate...I think that would have been really, really helpful is
to have had a person who was going to be my advocate and who would work with
me in the sense of “This is what’s going on, this is what you’re going to face...how

can | help put you in touch” [they] could help facilitate you into receiving services

or whatever it is. Or being here as the first contact in case of a crisis. And stuff like
that. And that would have been absolutely marvellous. [Billie]

...a dedicated DVA officer that could help navigate things because I've only found
out things all by chance. It seems a very ad hoc process how you find out things.
Somebody else might know something, but if | don't know that person to talk to
them and | don't say the right things, they're not going to know that | don't know.
You don't know what you don't know. So it would be...really good to have some
kind of a guide and go if this is there the area you need to troubleshoot here are
some different places you can go. That would be good because then someone will
turn around and go "oh you can do this" and it's like | never knew that. For years
I've never known that so why didn't somebody tell me? DVA don't like to tell
you...[Emerson]

The other was the carer’s allowance forms... we get the forms say, every two and
a half, three years to complete. | had a lot of trouble getting my paperwork
through last time because those forms are targeted specifically more towards
people with physical disabilities rather than mental. | got the feedback that |
wouldn’t be eligible for carer’s allowance anymore. So, | fought it and pushed
through with it...I got it escalated all the way through to the Administrative
Appeals Tribunal. But my thing was, “What about new people or anyone else
going through this?” Whether a particular form for mental health should be
created or if they added additional questions...there should be a tick box on there
to say if someone is TPl and if they were, they shouldn’t have to fill in the form
again. | was thinking about all the other people that could be in this situation
because | believe if you're a carer, you're a carer, it doesn’t matter if it's for
mental health or physical. | was concerned about that. | don’t know what the
answer is but | know that that took nearly nine months by the time that was
resolved for us with none of that income coming in. [Tyler]
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Well VVCS is an enabler with that [mental health support] because they provide
free counselling to veterans' families. The trouble with that is that the paperwork
involved for the counsellor is really cumbersome and awful. So | just wish VVCS
could simplify that. My counsellor sometimes sees me for nothing because she
says "the paperwork just is a killer. I'd rather see you for nothing than go through
the process." So it would be helpful if they would ease up on the paperwork.
[Bailey]

Continuity with respect to access to health services and service providers

The ability to have continuity in care, for care-partners and veterans, was raised as
being important not only in quality of care or service provision, but also in reducing the
need for people to repeat their circumstances to multiple service providers and
potentially retraumatise themselves.

It got to the point where he was ready to...suicide before | could get the doctor to
give him medication again because the doctor here hadn’t seen any of his past
stuff or anything. He went from the military doctors up here and most of his
record didn’t come with him or anything like that. So they had no proof of all this
and then the main doctor he did have retired and then he just got some other
doctor, a young doctor in and just the whole relationship change. Then it was |
can’t be bothered going to the doctor or it takes too long or he doesn’t
understand. Yeah, so continuity of things would help. [Micah]

So, it's all very hit and miss and so you think you've got an advocate and then he
dies or he stops doing it or you can't see him or he's away on holidays or blah,
blah, blah, blah, blah. There's no consistency to the system whatsoever. Just none.
[Bailey]

Yeah, it’s just —and | know like Open Arms, which is what | would try and go
through to get that help, have changed a lot of rules in regards to psychologists.
Like my friend up the North had to change because of the way DVA pays or
something now and she couldn’t see the one she was seeing and, | don’t know, it
just turned me off a bit, and then finding somebody that you trust that you could
speak to. And it has to be the right person, it needs to be a psychologist that does
understand PTSD because a lot of them don’t, they just don’t. [Shawn]

Access to support outside of working hours

For care-partners who were working, there was a level of frustration associated with

the inability to access support and relevant services outside of traditional business

Understanding the emotional and practical support needs of family care-partners of veterans for reducing depression and
promoting wellbeing



hours. This impacted their ability to attend to their own health needs in addition to the

requirements of their caring role and in supporting their veteran.

...to actually go because | work full time, most places here don't operate outside
of standard work hours. So, | have to find time in my work day to be able to
attend to those kind of appointments...which makes it difficult to access on a

regular basis. [Casey]

When the mental health professional doesn’t sort of look at people that work, in
regards to like Open Arms in DVA. Like, they're a 24 hour service but | don’t have
—when I ring and try and make an appointment with their psychologists or their
psychiatrists or whatever they only work from eight till four and that’s the hours
that | work. So | have reached out and tried to get that help and it’s been literally
impossible. Any of the courses that are run for partners or carers or any support is
eight to five as well. And | have to take a day off work if | have to attend anything
as well. So | don’t get leave for that. | don’t get paid. You know they’ve got all
these great courses to help you with your mental health and everything but they

don’t run them after hours. [Addison]

So, those friendship groups, support groups, etc. At the moment, all of the
formalised support groups...are like at 10:00am On a work day. So, just creating
some that are more flexible in time so that they are occurring outside of the
standard working week so that those who of us who are in the standard working

week can actually access them. [Casey]

Financial security & supports, including superannuation, carers’ allowance

Financial support, whether to cover the cost of health services for family members, the
cost of wellbeing activities, or the carer’s allowance specifically, was raised frequently
within interviews. While some family carers noted that there was plenty of help
available, others weren’t able to access financial support due to perceptions of
bureaucracy, and others still, did not even know it was available. The availiability of
emergency funding, to support carers experiencing domestic violence, was also raised
as a necessity.
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... as a carer from the government point of view, you are offered lots of help, as in
respite, counselling, retreats and a $3000 package each year that you can spend
on anything that’s related to...you’ve still got to answer criteria. But you know, |
know a young carer, who's got two autistic children, he was able to buy laptops
for them. So, that helped in her caring role...Another went away on a retreat,
which cost her $2,700 but it was there and it gets renewed each year. So, if DVA
want to find out, you know, how they can support the carers, they should be
looking at those sorts of things. [Casey]

Someone who's a carer that has kids who are impacted by [veteran’s] mental
health that's another stress and I'm just lucky | work fulltime so | can pay for this
stuff and | don't have to rely on anybody else. If my kids need to see a
paediatrician or a counsellor... I'd pay for it, because I'm sick and tired of trying to
go through the system. But not everybody can do that. [Charlie]

Like I said, I'm not asking for much, just psychiatric assistance, a cleaner, and oh
gosh, even once a month, having a night out with my husband even, a couple of
hours of babysitting or something. Yeah, that's pretty much it...financially, it's
tough and that's the thing...I don't get paid enough for what | deal with 24-seven.
[Sam]

| know it'll never happen and it'll be fantastic if spouses were able to access some
of the benefits of the gold card or had some kind of similar thing that recognised
that we actually have other support needs outside of just accessing a bit of
counselling, sometimes as well. Access to, | don't know, discounted exercise
activities or some social activities, stuff like that would be amazing. [Casey]

...because it came up for us was because | quit my job to look after [veteran], |
have no regular superannuation going into my superannuation account now. So
that’s just getting chipped away at unless we can happen to find money ourselves.
So that was one thing that | thought of. It might not be applicable to us right now
but in the future, it will definitely. [Tyler]

| think that what | get paid from the government isn't enough to sustain myself. It
doesn't allow me to do any of the selfcare stuff that I'd like to do and the thing is
that carers always get pushed by the wayside, whether they've got disabled
children or physically disabled husbands. If my husband had to be in a facility, that
would cost a lot more than what they pay me to look after him 24-seven, and
we're not asking for a lot. We're just asking for a little bit more acknowledgement
that the burden that we take on to stop them being put through the psychiatric
system. [Sam]

[There should be an] emergency relief fund for families to access, because vets
are so controlling...literally cut me off from everything, maxed my credit cards,
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had access to my passwords, took money out of my accounts...no one had any
emergency relief funds...[Fabian]

Assistance with household chores & maintenance

Help around the house and household maintenace was raised as a much needed

practical support by care-partners; however, there were multiple issues with accessing

these services and what could actually be done by support workers. Some care-
partners acknowledged how beneficial such services were for them.

Help in the house. That's a big thing because a lot of the time, the partners,
they're not capable, physically or mentally, depending on their day, or their
physical injuries, as to whether...how much they can do. You're there to pick up
everything and do everything. So you don't have the energy or the time to focus
on yourself. We get [name removed] homecare that come in two hours a
fortnight. What is that?...they come in and they vacuum, but they won’t even pull
a door open and vacuum behind it, and they think cleaning a toilet is squeezing
the Toilet Duck in and walking away. It does my head in, and they say, "We're not
allowed to move anything." It's a door. [Drew]

But I've never had the house help or the garden help because again it's the
paperwork. By the time you do the paperwork you think, ‘F**k it, I'll just pay for it
myself. | don't care.’ [Bailey]

Well, look, we're getting household support. We've got somebody who now does
the pool so | don't have to do the pool. This is through [veteran’s] aged care
package. We've got somebody who mows the lawn and he's paid through that.
What else have we got? We've got house cleaning once a fortnight. So all of
that's been taken care of. We've arranged all of that which is working very well.
[Luca]

...when you need that help, you have to send in three quotes and they accept one
of them. And yeah, it’s a real rigmarole. Whereas, these days, you find your own
and just get them to send an invoice when you're finished. So, we’re getting a lot
of practical support now, but it certainly wasn’t there some time ago. [Quinn]

The DVA won't supply a cleaner for me, no we’ll give it to your husband, he’s the
veteran, but not for me. So, I'm constantly embarrassed by my house now
because | just can’t keep it as clean as | would like to and | can’t afford to have a
cleaner come in every week and do what | can’t. | can’t get a cleaner to come here
and clean my house even though I’'m the victim of his assault from being a veteran
so that seems not fair. [Micah]

Yeah, we’ve now got a gardening service and we’ve also got some firewood
stacking, and we’ve also got a cleaner that comes in once a week which, for me,
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that’s just been a godsend because | know...today that I'm going to go out and do
the grocery shopping, come back, and the house is going to be spotless which is a
really nice feeling...but again, | had no idea that was available, so I'd struggled for
years by myself with no understanding that that was available. And it’s little things
like that that make a massive difference — a massive difference. [Shawn]

Support for veterans translates to emotional and practical support for care-partners

Family care-partners referred to a number of supports and services that they wanted
for their veteran, that if provided, would translate to emotional or practical support for
the care-partner themself.

| would love to see DVA start to fund some recovery-based programs, but that's
not support for me. That's just support for my husband that would reduce...the
impact of the caring role. So, like recovery or capacity building occupational
therapy, psychology. [Casey]

| think it’d be easier if it wasn’t so hard to get services. Like we have to go through
so many hoops just to get — like | haven’t even bothered to try and get a cleaner
or help with cooking or anything because it’s just too hard to jump through all the
hoops. Like, even to fill in forms or jump online or do whatever, it takes — and
then you’ve got to put in a referral or you’ve got to...So yeah, | guess it’s just
simplifying the services, especially — like | said — and they do target a lot at the
veterans instead of understanding that the carers probably do most of it.
[Addison]

[veteran] has a program through DVA called WASP; the wellbeing and support
program. He's got, like, an OT...once a week, sometimes more. She comes over,
you know, maybe every couple of weeks and spends, you know, a couple of hours
and that just talking to him and that. | find that really good. If | had something like
that | think it would make my life a lot easier. | won't deal with DVA anymore so
[OT] deals with DVA and, yeah, it makes it so much easier for me. [Jordan]

But honestly the best support we've got at the moment would have to be the DVA
WASP program...They've listened really well. They've been really wonderful and
helped hubby out with a few things...But that's changed our lives a lot. Yeah,
they've been absolutely wonderful...The OT that we have through the WASP
programme, he's phenomenal...I'll tell you | don't think | would want, you know,
my life's better for having him [veteran] in it. [Denver]
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COVID-19 and its impact on the caring role

The COVID-19 panemic had negative and positive impacts on the role of care-partners.

For some, the social outlet that they relied on was removed due to lockdowns or

reduced inclination to interact with others, to protec their health. Some care-partners
acknowledged that they couldn’t get COVID as it would impact their ability to care, and
in some cases, that they would likely die. For others, the negative impact of COVID on

their veteran’s medical appointments or mood in turn impacted them. COVID also

impacted care-partners’ opportunities to participate in self-care activities, have time to
themselves or do chores. COVID did not interupt the lives of some care-partners, who
lived in non-affected areas, such as some rural locations, or who were used to living an

isolated life. One care-partner reflected on the opportunity COVID gave to bring the
family unit closer, while for another, it was a catalyst to making change.

...the biggest challenge is the lockdown. That really affected me a lot more than it
affected [veteran] because he's used to being isolated and he is comfortable with
isolating himself, and I'm very much a people person...but to have it taken away
from me for so long and all my selfcare activities, my school...and seeing my friends
and going to the shops; couldn't do any of it. It was just ... yeah, it took a real toll.
[Sam]

Because | was in a position where the way I'd get to work involved [walking] several
kilometres either way. And then we had to work from home. So it's like, | try to
build in incidental activity, and it's just been hard to quite get back to that, and then
I'm not so great at making myself do it outside of my daily routines. [Kai]

... think that with COVID and with everything that’s been going on, it’s been hard
with a lot of people being stuck at home and not being able to go out...there are
times when he’s had some meetings with his Vietnam vet guys and TPI Association
and whatever that he hasn’t been able to go into or go out because of COVID.
Whereas that would give me a day that | could do the washing or wash his
bedsheets and you know have some space. Just sort of be by oneself for a while.
[Sage]

...yes, COVID has affected and even when [veteran] was seeing a psychiatrist and he
was able to do via Zoom so that was all right. But other appointments, like [the]
dermatologist and seeing his radiation oncologist, they couldn't be done [on zoom],
they had to be in person and so when we had appointments during lockdown and
we went to those if they were still on. When we go to [capital city] everything's
shut which makes it really hard. [Emerson]

Because I'm isolated, | live alone and then COVID and | have coronary artery disease
and | have lung disease and | have Hashimoto’s disease, so | have the trifecta,... if |
got COVID I'd probably die. So I've been really, really isolated for the last year and
three quarters and stayed away from a lot of people. [Micah]
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Oh it's [COVID] definitely made it worse. [veteran] has got diagnosed depression
and anxiety anyway. COVID just exacerbated all of that. When we went into the
first lockdown last year [veteran] just didn't want to leave the house at all for
anything. So the kids were at home, home schooling so | was trying to help them
with that. | was working from home fulltime plus all the grocery shopping was up to
me. Anything that we needed outside of the house was up to me. Take the kids out
to exercise was up to me. It's definitely made it worse. [Charlie]

| mean, COVID for us, started 20 years ago...we’re isolated as we can be
isolated...and all the appointments, we could still do appointments, we could either
go to or have over the phone. So, no, COVID, has no effect. You could probably...I
would dare say every wife of a veteran, has been suffering COVID-type conditions,
you know, restrictions, for a long time. That was quite entertaining actually, when |
thought of that, | had a real giggle. All these people complaining about restrictions,
you should be living with someone like him. [Quinn]

...there was a very small women’s group | used to meet up with on [location]. And
because of COVID, we had to stop doing that and that was another thing that | miss
very much. It’s a very small group of friends who are veterans’ wives and we all get
on well together. [Morgan]

Well, thankfully being in the rural area that we are not [impacted by COVID] a great
deal...he's always tended to isolate himself anyway...| don't think we've had it
difficult at all to be quite honest. [Harper]

...to be really honest Covid didn’t actually impact [us] as much at all. | mean you
know the lockdowns and things that’s how we live anyway. That’s how most
veterans live, you know, in solitude. And trying to get them out of the house is a
battle and often when you do they come up with an excuse not to leave the house
and you have to cancel plans. You know we’ve lost a lot of friends and family
because of that. But yeah to be really honest it probably — | mean you know it
seems to be the big excuse for everything, Covid. [Addison]

No, not really. It hasn't. In fact, | felt, as a family ... so there's myself and my
husband and our son who live here in our family home. | felt in some ways it
brought us closer, even then. We're a close family anyway and we all support each
other well. [Ash]

COVID was really detrimental, but a good wake-up call that things weren’t okay. He
became more frustrated, more angry, more controlling. The children were being
impacted really badly by their father’s behaviour...That’s when | really woke up to,
that | couldn’t control his behaviour...and that | needed to get out. It [Covid]
probably sped up the process. [Fabian]
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Toll of caring

The impact of the caring role on care-partners was evident through the information
shared during the interviews, from expressions of grief, isolation, and frustration;
experiences of family breakdown; domestic violence in the form of physical and verbal
abuse or restricted access to household finances; living with secondary PTSD and other
mental health issues; perceptions of a lack of acknowledgement and appreciation for
their role; loss of identity or sense of self; as well as the impact on employment
capacity.

| plod along perfectly fine most of the time but I think there's a lack of general
support for carers. | read about secondary PTSD that carers can get. Well if we get
that and we can't work or it impacts our family what do we do?...secondary PTSD
that's directly caused by my husband's PTSD but there's nowhere for me to turn.
DVA aren't reaching out to carers. RSLs aren't reaching out to carers. There's
nobody reaching out to carers saying how can we help you? Soldier On are
probably a bit better at it but again there's no one in my area. [Charlie]

Look just generally it's a very hard job my job now. This is supposed to be - we
didn't ever think that our retirement would be spent like this. We imagined like all
my friends we would be travelling - this is pre-COVID. We would be doing all sorts
of things. But our life has completely changed and getting used to that change has
been extremely difficult for both of us. Not just for me. It's been terribly hard for
[veteran] as well. [Luca]

So | have a lot of time to do things but physically | can’t do a lot of things now
because of my injuries from being thrown down a flight of stairs and then shoved
backwards into them and having discs prolapse. | need to have back surgery... |
have constant pain down my legs and numbness down my legs and I've got
pinched nerves...So whilst | have time to do things, because of having been his
carer and then being assaulted being his carer, | can’t do the things that | would
want to do all the time because | just physically can’t do them anymore. [Micah]

Recognition would be nice. Some sort of recognition. Some sort of carers’ day
where DVA sent you out a - | don't know - Coles voucher or just something that
says we know you're doing a good job, thank you. Something simple. They could
do it every year on ANZAC - because ANZAC Day is a f***ing nightmare for most
carers. The men start to get stressed about a week or two weeks before and
they're a mess for the two weeks and they're a mess probably for three or four
days afterwards. The same with if they're Vietnam vets. It might be Long Tan Day
or it might be Remembrance Day. The vets seem to have a really tough time in the
build-up. Christmas is a f***king nightmare. So DVA could be sending us a bloody
hair voucher or a massage voucher or something saying we know this is going to
be a shitty time for you, here, we're thinking of you. That kind of thing. It wouldn't
cost the government a great deal and it might help the poor carers. [Bailey]
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...the anticipatory grief was astronomical. But no one ever talked about that. You
have bereavement counsellors and everything post death but | was living with a
death sentence for 14 years. There was a possibility of my husband dying at any
moment. And everything was a situation loss. You know, you lose one more
functional — you lose one more little bit of freedom, there’d be one more thing
more difficult for him, it’"d be one more loss, one more loss, one more loss. It was
[an] accumulative process. And some kind of counsellor or some kind of
assistance for that would have been very helpful. [Billie]

| guess the biggest thing is that even if I'm taking that time out even if I'm with my
friends or even when I'm at work I'm not disconnected from him. I've always got
my phone on and I'm always on guard waiting for a text that he's not feeling the
best or that something's gone wrong or even if | have taken the time out it's not
completely apart from being a carer. [Charlie]

And you’re almost afraid to enjoy something because you know that you might
not be able to do it again. That’s a real — my gosh | went to art classes for a little
while. And once a week I'd get there, | loved drawing. But | couldn’t pursue it. And
that was a grief and a loss in itself. So, better not to get involved. [Billie]

..itiswhatitisand | can't be there 24/7. Its taken a real toll on my physical and
mental health and, you know, it really has. It's really - its changed my life
completely and, you know, | used to be a really sociable person. | used to go to
the gym every day. We'd go out to dinner, you know, once or twice a week. Now
there's just nothing. So, yeah, that's been a bit hard for me to deal with. [Kristin]

For me, it's extremely difficult because | don't feel that I'm enough, even though
he would argue with that. But to me, I'm not the macho man, the best mate that
you can unload to. I'm the wife and in his mind, he needs to look after me, not the
other way around. It's quite difficult. So as the wife and a carer, you take on roles
that you wouldn't necessarily normally have in a marriage and it tears them apart
because you shouldn't be doing some things for them, very personal things.
"That's not my wife's role." Then as a wife, you want to do all you can, but then
you're feeling guilty because you feel like you're not doing enough and then you
lose yourself. I'm starting to find myself a little bit now, but | don't really know
who | am, if that makes sense. [Drew]

| think being 51 and being, you know, knowing that the field...that | used to work
with is now obsolete is a very daunting knowing that | could lose my husband. I've
literally got what; a few weeks and I've got to repurpose myself back in Centrelink
and repurpose myself for the job with the injuries | incurred because of his
condition; with the weight gain that I've, you know, I've gained because of, you
know, comforting with food and all that sort of stuff. That's very daunting, you
know, because it comes at a great cost...on both the veteran and the carer.
[Denver]
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Barriers to achieving emotional and practical support requirements of care-partners

Multiples barriers to obtaining the emotional and practical supports they required
were identified by care-partners, including other’s lack of understanding or other’s
judgement; living rurally/regionally and its impact on access to services and support
requirements; financial constraints associated with access to support requirements;

care-partners not prioritising their own wellbeing; and balancing their caring role with

other responsibilities including family, study, and employment.

Other’s lack of understanding/other’s judgement

Care-partners indicated that having people who understood their circumstances or had

a lived-experience perspective was a good form of support. In contrast, a lack of
understanding or judgement from others, sometimes within the care-partner
community, served as a barrier to accessing the required emotional and practical
support.

| don’t discuss the majority of stuff that goes on and | don’t discuss with anybody
really at all. | do have a lady that | met on an Open Arms thing...she and | discuss a
lot of stuff back and forwards about what might be happening on Messenger
because she understands, otherwise | don’t discuss anything really, just sort of
basic sort of stuff sometimes with very close friends. | probably do it sometimes
too to protect [veteran] because | don’t want people to feel weird around him and
| just don’t think people necessarily do understand and know what goes on and
just, yeah, how their minds are working and why they can be the way they are.
[Shawn]

I have a lot of friends and family that do support me. It’s hard sometimes because
if you tell them everything that’s going on they judge him and they don’t quite
understand. [Jamie]

You do get very guarded into who you say anything to because, you know, years
ago | remember saying to someone, they were like, “Oh, what’s wrong with your
husband?” and | said, “Oh, he’s got PTSD” and their response was, “What? And
you’re still with him?” I’'m like, “What do you mean by that?” | don't understand
that concept of, you know, if was sick in another medical way, like yes, it’s hard,
yes, it’s not great all the time but, you know, you do the work. [Tonia]

...it can be quite isolating because a lot of people don’t understand exactly what |
do and | know a lot of people probably see us and think, you know, “Why is she on
a pension and why she is a carer for him? What’s wrong with him?” because
there’s nothing obviously wrong. It’s different from that perspective. [Tyler]
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| have been made to feel like I’'m choosing him over my work at times and
sometimes - depending on my employer and who I’'m working for — they can be a
bit not understanding of the situation as well. You know like “Why can’t he just
look after himself?” and “He’s a grown man.” And when people see him they can’t
see his physical injuries either...they don’t see all of that. And when he’s good —
you know he has good days — he’s 95 percent fantastic and five percent of the
time he’s an absolute bastard. And people don’t see that five percent. And if you
choose to be vulnerable and show that five percent to people then you know
they’re all like “Well you should leave him.” [Addison]

| have a couple of friends but...they just don’t understand what it’s like and you
might go down there really upset if you’ve just had a big fight or something... and
they’re like | really don’t want to hear about it. Whereas | know if | could ring my
girlfriend...in [location] who's in the military but also the wife of a PTSD sufferer, |
could ring her up and she’d say okay are we loving him or hating him today, do |
need champagne or wine or tequila you know? They understand and they get it
that you love them one day and you hate the shit out of them the next day...So
that makes it hard not being in a military area and not having military friends to
be able to understand it. [Micah]

Living rurally or regionally

Location, in terms of living rurally or regionally, was a barrier for care-partners in terms
of access to emotional and practical support. The cost, in travel time and in transport
costs, was a further impact of living outside of metropolitan areas. There were
perceptions too, that there was no interest in providing services to rural or regional
areas.

| don't feel that | can go and take any steps in that regard [attnding to own
wellbeing]. | think a big part of the problem is | live regionally and services aren't
available to us. [Taylor]

Well, we live in a rural area so to get to, like, the nearest psychologist is, you
know, 40 minutes plus away. A psychiatrist is a couple of hours. So, yeah, |
suppose there's the logistics of that and the time involved with that and, yeah
[Jordan]

There is a huge barrier in that | do live in the country and | don’t have access to
the specialists that | should have, that | used to have. And also, sometimes, not
always but sometimes [veteran] is resentful of the fact that | have to travel for
health reasons. [Morgan]

So, yes, if there were some more groups that | could actually attend because the
Partners of Veterans | think they do meet for morning teas and coffees and stuff
but they don't meet here. | think they do Adelaide and maybe Noarlunga way.
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But nothing here. | can't drive a five hour round trip to go and have a cup of
coffee. | mean | can't afford it. Then again it's disruption to life again. [Emerson]

| don't have Facebook...and we had been involved early on with some of the
veterans organisations but there's just nothing up here. They're not interested in
delivering services to the rural sector. [Jordan]

Financial constraints associated with access to support requirements

Financial concerns were often referred to by care-partners as constraints on their
ability to attain the emotional and practical supports required. Differences in levels of
government support for veterans, based on their level of injury or across states was a
source of frustration for care-partners. The carers’ pension was not enough for some
care-partners to survive on, let alone assist them to obtain supports that would assist
them in their caring role.

| mean there is a gym and stuff, financially it’s a bit of a struggle too, like we don’t
actually have a great deal of extra money financially. [Shawn]

| must admit too | was really shocked to find out how little support that New
South Wales RSL provide in comparison to RSL Queensland. RSL Queensland
provide so much more assistance to members and to people with PTSD and the
partners and what they’re willing to fund and things like that whereas New South
Wales do practically nothing. It was really interesting to hear how different it was
across all the states because of that and what was available. | just thought, “It's
just crazy.” There should be more done nationally and a proper place to find all
this information...[Tyler]

One thing that crosses my mind is if | wanted to say go for a yoga class or
whatever, how much that is and stuff like that because yeah, with us both on the
pension, technically the way it’s structured with DVA, the majority of the money
comes through under [veteran’s] name and we’re a couple and we share the
money of the couple. | only get carer’s allowance, which is $130.00 a fortnight
and with our financial situation, that’s not used for me to do anything for myself
personally, that goes into our household bills. Yeah, I’d say about the only thing
I’d normally consider is the cost of things really. That would probably be all.
[Tyler]

So, sometimes when he's been drinking a lot, | can't afford to go to the doctor,
can't afford to pay them. So, that has a bit of an impact. I'll also find that because |
do access some therapies, | access Allied Health in as much as | go to an exercise
physiologist...COMCARE are covering, so, that takes a bit of the financial pressure
off, but there are times where | have to cancel my exercise physiology
appointment just because there's no money there. [Casey]
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Care-partners attending to their own needs; putting yourself last; puppressing one’s own
needs,; and balancing caring with other responsibilites

Care-partners spoke about attending to their own needs, sometimes not having the
mental capacity to do it due to exhaustion, not knowing what they needed, or not

thinking about what they could do. Others spoke of putting the needs of the veteran
first, or changing their plans to accommodate the needs of the veteran at that time.

So | have the opportunity to do anything | want basically and have the time to do
it. But mentally most of the time | can’t get myself out there to do it. [Micah]

Emotional needs? Gosh, that’s really difficult to describe. | do need a lot of
emotional support. | get quite fragile and teary at times. | also get exhausted,
absolutely exhausted. [Morgan]

| think when you're a carer, you tend to not think about your own health. You just
think about the person you're caring for and you don't think about what could
make life easier for you...I think it's probably just in my head that | need to do all
this stuff for him, but | just don't think to do stuff for myself. [Taylor]

It's not the caring duties. It's the mental exhaustion where you just go oh f**k I'm
just going to sit in the chair. | can't be bothered. That's the thing. The caring duties
are not physically demanding. They're mentally and emotionally demanding. |
mean, an example "hey let's go for a drive up on the mountain and we'll have
coffee up there and we'll sit and watch the view”, "No, | don't feel like it." You're
dealing with a recalcitrant child a lot of the time and it's exhausting because you
think well we need to get out, we need to exercise and you're having to just go
through the process over and - you know we need to get out. You know we need
to exercise. Blah, blah, blah. [Bailey]

We always had big plans, you know, like most young middle-aged people get
when you’re married, you know, we were going to retire and we were going to
travel. We were going to do all these things and then as [veteran’s] PTSD got
more severe, we don’t go anywhere. [Riley]

But the thing with that is that sometimes, even though | might be feeling good
and I'm ready to face the day and get on with it, sometimes when you're caring
for somebody, and they need to talk to you and talk things out with you, or
they're going through a difficult time, that then can change your whole
perspective on your day. That can happen where | just think, "Well, whatever |
was going to do today, | don't feel it's important anymore." [Ash]
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Table 13. Main themes and sub-themes identified in the one-on-one semi-structured interviews.
Main theme Sub-themes

Emotional supports sought by care- e Having access to counselling and other health professionals, including specific services

partners as part of the caring role. Culturally safe supports

Having someone to talk to who understands the situation

Having the support of family and friends

Events and outings specifically for veterans’ carers/partners

e Being able to attend to own needs

e Support for care-partners at different stages of life

e Supports and services provided for the veteran translate to emotional support for the care-partner

Practical supports sought by care-partners e  Access to health services for all family members
as part of the caring role. e Continuity with respect to access to health services and service providers
e Access to support outside of working hours
e Health cover
e A care-partners’/carers’ advocate/Assistance with paperwork/systems navigation
e Financial security & supports, including superannuation, carers’ allowance
e Time, for self & generally
Help with children, including childcare
Assistance with household chores & maintenance
Access to information about PTSD, support service availability, & support available for care-partners
Support for younger care-partners
e Support such as subsidies for care-partners to do activities/engage in physical activity
e Supports and services provided for the veteran translate to practical support for the care-partner

COVID-19 and its impact on the caringrole e Negative impact of COVID-19
e No significant impact of COVID-19

Toll of caring on care-partners o Grief
Isolation
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e Loss of identity

e Llack of acknowledgement & appreciation

e Working and being a care-partner

e Transition from being a care-partner to a widow

Barriers to achieving emotional and e Other’s lack of understanding; other’s judgement
practical support requirements of care- e Living rurally/regionally and access to services, and support requirements
partners e Financial constraints associated with access to support requirements

e Care-partners attending to their own needs; putting yourself last; suppressing one’s own needs, and
balancing caring with other responsibilities
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Discussion

The purpose of this project was to identify key factors and drivers of psychological and
physical wellbeing for family care-partners of veterans across Australia. The findings of
this project will inform recommendations for psychological and physical intervention
targets and the provision of emotional and practical supports necessary to assist family
care-partners to maintain their psychological and physical wellbeing, with the

overarching intention of preventing depression.
The objectives of this project were:

1. To expand our understanding of the physical and psychological wellbeing of
family care-partners of veterans in South Australia (SA) to identify the
physical and psychological wellbeing of family care-partners of veterans
from regions across Australia.

2. To identify what emotional and practical supports are required by family
care-partners to maintain their psychological and physical wellbeing, and
further, to identify whether family care-partners of veterans have access to
these supports.

3. To explore the impact of the caring role on the ability of family care-partners
to attend to their own wellbeing needs and to engage in everyday life,
including employment.

4, To investigate the impact of COVID-19 on the role of family care-partners of

veterans.

Physical and psychological wellbeing

The findings of this study expand on the previous pilot research in South Australia
(Post et al., 2021) and support the concept that care-partners of veterans live with
high levels of psychological distress; 56.3 percent of care-partners in this cohort had a
diagnosed mental health condition, such as mild, chronic, or post-natal depression,
anxiety, panic attacks, and complex and secondary PTSD. This compares to 20 percent
of the Australian population having a mental health or behavioural condition in 2018

(Australian Bureau of Statistics (ABS), 2018). On average, this cohort has moderate



mental health, and levels of resilience at the low end of the normal scale; however,
only 16.5 percent of the cohort were considered to be ‘languishing’ with respect to
their mental health. The majority of care-partners self-reported their health to be
good, very good, or excellent, yet care-partners also reported an array of health issues
and chronic conditions. Less than half of the family care-partners in this study met
physical activity guidelines (UK CMO Guidelines Writing Group, 2019). The short
duration of sleep for care-partners in this study and the high percentage of sleep
disturbance parallels other findings for sleep behaviours in care-partners (Jay et al.
2019). While short-sleep findings contrast the findings of our pilot study, whereby
care-partners slept 8.5 hours a night, on average (Post et al. 2021), this may reflect the
difference between self-reported sleep behaviour in this study and objectively

measured sleep behaviour in our pilot study.

Health behaviours for care-partners were positive, comparative to Australian
population data (Australian Institute of Health and Welfare (AIHW), 2021), with 49.5
percent of care-partners drinking alcohol rarely or never, compared to 8.9 percent in
the Australian population being ex-drinkers and 14.4 percent never-drinkers, in 2019.
Daily smokers comprised 7.8 percent of care-partners in this cohort, compared to 11
percent of the Australian population in 2019 (AIHW 2021). The use of recreational
drugs was disclosed by only two care-partners, with two others preferring not to
comment. This may reflect elements of social desirability, where drinking and smoking
are considered more socially acceptable behaviours than drug use, but may also reflect
the age of the cohort. While these behaviours have been demonstrated as coping
behaviours in other carer populations, only one care-partner mentioned smoking as a
coping mechanism, with others referring to eating or contacting a counsellor at Open
Arms as coping strategies. We collected information about the medications prescribed
to care-partners, but did not explore concepts related to misuse of prescription

medicine, nor was it raised by care-partners.

As we have highlighted in our previous work in this space, the development of
interventions that are intended to increase physical activity and resilience, and reduce

sedentary behaviour, may contribute to improved overall physical and psychological
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wellbeing for care-partners of veterans. However, the barriers that care-partners face
in accessing support and having the capacity to engage in these supports, as identified
in this study, must be acknowledged and alleviated in the development and

implementation of any support programs or interventions for this population.

Emotional and practical supports

There was some overlap in whether care-partners reported required supports as
emotional or practical in the open-ended survey responses, and our findings reflect the
care-partners’ perceptions of how a particular support would benefit them. In the
majority of cases, care-partners reported that they did not have access to the
emotional and practical supports they require to support their caring role, with a
variety of barriers preventing access. As we have seen in previous engagement with
care-partners, the needs of their veteran are never far from their focus. Care-partners
are the strongest advocates for their veterans, and it is understandable that services or
supports that benefit veterans translate to being emotional and practical supports for
care-partners and can make their role easier. The required supports identified in this
study echo the supports that have been identified by care-partners in previous work
(Post, Barrett, Baker, Kernot, & Parfitt, 2022; Post et al., 2021; Waddell, Pulvirenti, &

Lawn, 2016) and anecdotally in our general discussions with care-partners.

Access to support services has been identified as a key requirement, as is having
someone who understands the care-partner’s situation and does not place judgement
on the care-partners or their veteran but provides an avenue for care-partners to
‘vent’ about their circumstances. These supports may reflect the more dominant
Emotion-Focused Coping style identified in the survey data, whereby venting and
support seeking are core behaviours. A relationship between Avoidant-coping
behaviours and high psychological distress has been demonstrated in this study, and
interventions that assist care-partners to reduce avoidant coping may be beneficial.
Service provision for care-partners needs to be considerate of their capacity to engage
in the service with respect to location, whether or not they can leave the veteran on
their own, availability outside of working hours, as well as the capacity of the care-

partner to cover the cost for services.



Veteran-families sometimes choose to move out of cities to rural or more regional
areas. Evidence suggests that younger veterans are living in remote mining areas or
close to ADF bases where there are opportunities for Defence-related employment,
and as a means of maintaining continuity of partner employment or children’s
education (Aspen Foundation, 2016). Older veterans tend to live in the same locations
as the general population (Aspen Foundation, 2016); however, many also choose to
move to rural or regional areas. These areas are generally under-resourced when it
comes to healthcare and support services; more so when it comes to services that

cater to the unique needs of veterans and their care-partners (RSL Australia, 2021).

COVID and the caring role

As it has for everyone, the COVID-19 pandemic impacted the lives of care-partners; for
some, the impact meant further restriction on their ability to socialise and attend to
their own wellbeing needs. Data collected by the Australian Bureau of Statistics in
2020 indicated that around 25 percent of informal/unpaid carers in Australia found
their capacity to maintain care delivery was impacted, as was their ability to socialise
and work as a result of COVID (Australian Institute of Health and Welfare (AIHW),
2019). For care-partners in the current study, the pressure of caring while working
from home and in some cases, home-schooling children, led to increased demand on
the care-partner. There was family breakdown, the ability to attend face-to-face
appointments was affected, although online healthcare was an alternative for some. In
contrast, living in a rural or regional location, where cases were not as prevalent at the
time of data collection, meant that there was little impact for care-partners. Other
care-partners reflected on COVID as a time that their family unit grew closer, and some
equated the COVID-associated lockdowns and restrictions to the isolated life they
already lived, with the suggestion that COVID became a convenient excuse for

veterans to avoid interaction with others.

The impact of the caring role
In this study, the caring role has been demonstrated to have wide-ranging impacts on
care-partners, on their physical and psychological health, on their ability to undertake

self-care, including engaging in social activities and time spent with family and friends,
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and their ability to participate in paid employment outside of the home. Survey data
demonstrated that the capacity of care-partners to go to work and engage in high-
quality work deteriorated due to their caring role, and the open-ended survey
responses provided insight into the day-to-day experiences of employed care-partners.
For some care-partners, work was no longer something they could do while caring,
resulting in them leaving the workforce to focus on full-time care of their veteran. The
sense of burden expressed by care-partners was higher, and the sense of personal gain
and competency lower, in this study than recent validation studies in the carer
population (O’Malley & Qualls, 2020). This further reflects the potential for veteran
care-partners to be at increased risk for negative outcomes associated with their

caring role.

What can we do about it?

In recent years, the impact of service on veterans, their care-partners, and the veteran-
family unit generally has received increasing scrutiny. A 2021 review of the literature
exploring psychological outcomes for families of veterans in the Five Eyes alliance
(Australia, Canada, NZ, UK, USA) (Armour et al., 2021) reported that there was limited
research exploring the psychological wellbeing of veterans’ families. The outcomes of
the review demonstrate that intimate partners of veterans had a ‘higher prevalence of
anxiety, depression and PTSD than population norms’, and called for more research in
this space. These psychological findings support the findings of this study and our

previous work.

The Australian Government Productivity Commission report (2019) stressed the need
to further investigate the impact of service on veterans’ families, and made
recommendations that Defence take a ‘lifetime approach’ to the support of veterans
and their families, promoting ‘wellness and ability’, as opposed to the current deficit
model. That there is currently a Royal Commission into veteran suicide, with some
1,100 submissions at the time of completing this report, reflects that there is a major
issue in this population, at a national level (Australian Government, 2022). There is
potential that the outcomes of the Royal Commission will lead to better support for

veterans and care-partners, but this is met with some cynicism. Many care-partners



involved in this study have been advocating for change, with respect to the support
and services available to veterans, and by extension, the family members caring for
them, since veterans returned from the Vietnam War — almost 50 years ago, and for

others, since World War Two — almost 80 years ago.

In this time, the number of agencies and ex-service organisations providing support
has increased; however, as reflected in the findings of this study, there appears to be
bureaucracy and politics within and between these organisations that prevents them
working together to support care-partners. These systemic factors further impede the
capacity of care-partners to access support for psychological and emotional purposes
or to obtain practical assistance with household chores or maintenance. As indicated in
the data, these difficulties are exacerbated by paperwork, delays in responses to care-
partners, or eligibility criteria that differs dependent on the level of disability or injury
a veteran lives with or the scheme under which they are compensated. A lack of
cultural safety in support programs is also a potential support barrier for First Nations
care-partners and veterans. Such factors further impact the health and wellbeing of

care-partners.

Care-partners seek access to support that considers their unique lived-experience; that
acknowledges that as veterans and their care-partners age, they require increased
healthcare support, and has provision in place for this; that there is a high proportion
of care-partners with secondary PTSD and trauma; and that intergenerational trauma
has manifested in the children and grandchildren of veterans (Daraganova, Smart, &
Romaniuk, 2018; Muir, 2018), and as such, support needs to be provided for the family
unit. Some care-partners do not know what services are available to them, whether
they are eligible for them, or where to find out such information. For example, DVA
provides a Family Support Package, incorporating childcare support and counselling
support additional to that provided by Open Arms — none of the care-partners in the

study mentioned this service.

Younger care-partners, of veterans from the Middle East, East Timor, Somalia, and
Sudan, who are not fortunate enough to have understanding employers or flexible

work arrangements, are facing the need to make a choice between their career and
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earning potential, taking on lesser roles and foregoing advancement opportunities, or
not being employed outside the home and instead managing on a Carer’s Allowance of
$136.50 (Australian Government Services Australia, 2022) a fortnight or the Carer’s
Payment of a maximum of $1,330.00 a fortnight for a couple, dependent on income

tests (Australian Government Services Australia, 2022).

We acknowledge that not all care-partners or veteran-families endure the challenges
or poor mental health outcomes experienced by the care-partners who have
participated in this study or with whom we regularly engage. However, the data
indicate that there is a need for immediate and ongoing support for those who do.
Although cross-sectional, the quantitative and qualitative evidence suggests that the
psychological wellbeing of care-partners of veterans is impacted as a result of their
caring role, and that there are far-reaching implications for care-partners, their
veterans and the family unit due to this impact. The time to act to support care-
partners in their role, and more broadly, to support the veteran-family unit, is now.
This requires whole-of-system action, clear messaging about what supports are
available to care-partners and how they access them, consolidation and refinement of
services to meet the needs of care-partners, dependent on their unique circumstances,
and streamlining of application and approval processes across agencies. While small
steps are being taken, such as the appointment of the Veteran Family Advocate
Commissioner, Ms Gwen Cherne, and Defence Families Australia’s Defence Family
Advocate, Ms Sandi Laaksonen- Sherrin, much more needs to be done to advocate for

the emotional and practical support needs of care-partners in this community.

Limitations of this study

We did not achieve the intended number of survey respondents for Phase 1 of this
study, which was anticipated to be between 400 and 600 care-partners; this was
despite extensive advertising of the study. As result, we are unable to confidently
generalise the findings to the broader veteran care-partner population in Australia, nor
are we able to assess state-based factors or outcomes related to living in urban, rural

or regional locations. Due to the methods used to disseminate the survey, we are



unable to calculate a response rate. DVA informed us that they would not share the
recruitment material through their channels, as the study has not been approved by
their ethics committee; however, as the study was not about serving members or
veterans specifically, we did not believe we required their ethics approval. Defence
Families Australia was interested in the study, and happy to share the recruitment
information to an extent but were mindful that recruiting for this type of study among
their networks at the same time the Inspector General of the Australian Defence Force
(IGADF) Afghanistan Inquiry Report was due to be released may have been
problematic or triggering for some care-partners. Despite these setbacks, we achieved
the intended number of interviewees for Phase 2 of the study, which contextualised
and supported the Phase 1 findings, providing insight to the lived experience of care-

partners.

Our ongoing engagement with this community has provided us with insight to the
fatigue they feel around being asked the same questions again and again and seeing
no change in their circumstances; potentially this contributed to the comparatively low
number of survey completions. While consultation with care-partners is required to
understand their support needs, it is in part due to their fatigue and wariness of these
processes that we believe that our current knowledge of physical and wellbeing status
is sufficient to be translated into tangible action to meet the needs of care-partners of

veterans.

Recommendations

Based on the findings of this study, the following recommendations are made:

e Support for family care-partners - and by extension, the veteran family unit as a
whole - needs to be ongoing and is required now.

e Ongoing consultation with care-partners is required to establish need more
broadly and based on the specific support needs of care-partners, to ensure
that they can undertake their caring role, while having capacity to support their

own wellbeing needs.
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e (Clearer messaging and provision of information is required so that care-
partners know what supports they are eligible for and are available to them,
and where and how they access these supports.

e Current support-seeking processes should be streamlined, to reduce the
burden on care partners and for consistency across support organisations and
agencies.

e Advocates or system navigators should be trained and made more widely
available to assist care partners with language difficulties, who are living with
mental health issues or other conditions, or who are not technologically savvy,
to negotiate support systems.

e The provision of culturally safe supports that meet the needs of First Nations
care-partners and veterans is required.

e Consideration of the role of the working care-partner is required, with supports
made available to accommodate their work hours and facilitate opportunities
for career progression, rather than the need for care-partners to make a choice
between caring and career.

e Financial provisions are required, that adequately reflect and remunerate the
role of the care-partner, that cover their caring-associated healthcare costs,
and that make superannuation-like provisions for care-partners as they age or

are no longer doing the care-partner role.

The following recommendation was also included in the final report for the pilot study,
and the sentiment stands: commitments to support physical and psychological
wellbeing for serving men and women and their families, from recruitment, through
service, deployment, transition to civilian life, and into retirement and old age should
be made by government and Defence organisations. This includes strategies for

prevention and early intervention for the family unit, in its entirety.

Concluding statement
This project has expanded on a pilot study of the physical and psychological wellbeing

of care-partners of serving men and women and veterans in South Australia, with the



intention of providing a national overview of the emotional and practical supports
required by care-partners to prevent depression. While the number of survey
respondents did not reach the intended target, the interview target was achieved.
Using a mixed methods approach, we have gained an in-depth understanding of the
practical and emotional supports required by care-partners to undertake their caring
role; barriers to accessing these supports, the impact of the caring role; and the impact
of COVID-19 on caring. This is a population with high levels of psychological distress,
resilience levels on the low end of normal, and moderate mental health. There is a
need for clear messaging around support eligibility and availability, streamlined and
simplified access to support that accommodates working care-partners, facilitates
engagement with other care-partners who understand the situation, and enables care-
partners to attend to and support their own physical and psychological wellbeing

needs.
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Appendix 1 — Recruitment flyer
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. University of South Austraia
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- GFO Bow 2471, Adelaide
UnisA | Human Performance South Australia 3001

Austrakia
CRICOS Provwider Number 004218

Seeking participants from all areas of Australia

Do you identify as a family carer* of a Veteran?

Would you be interested in completing an online questionnaire to
help us to understand the psychological and physical wellbeing
status of family carers of Veterans, and the practical and emotional
supports required by family carers of Veterans to assist in their
caring role?

We will also be doing online interviews with some of the
participants who complete the questionnaire.

If you are interested in participating, details about the project are available
here: hitps://redcap.link/Family Carers Survey Breakthrough UniSA

This preject is funded by a Breakthrough Mental Health Research Foundation & UniSA Seed
Funding Grant, and is being undertaken by Dr Dannielle Post, Professor Gaynor Parfitt, Dr
Kate Gunn, and Dr Katherine Baldock. Please contact Dannielle if you would like to discuss

the project: dannielle post@unisa.edu.au or 08 8302 1831.

*Please note that family carers for this project do not need to be family carers as defined
under the DVA or Centrelink. Anyone who self-identifies as a family carer for a Veteran is

eligible to participate in this study.

This Project has been approved Dy the University of South Australia’s Human Ressarch Ethics Commitbee. I you heve any furkher ethical
COMCENS about the shudy or quEstons about your rights as a particpant pleass contact the Exscutive Cfficer of this Commitbee, telephone

+61 8 B302 3118 or alternatively emsil: humansthics@uriss edu su.
' Allied Health &
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Appendix 2. Participant information sheet & Consent form
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Participation Information Sheet

Understanding the emotional and practical support needs of family Care-partners of Veterans
for reducing depression and promoting wellbeing.

Thank you for considering participation in this project. This sheet is intended to provide you with
enough information to make an informed decision about your participation.

Project background: Research indicates that family carers often put their own needs behind the
needs of those they care for, and they also tend neot to seek assistance for their own health
concerns. This puts family carers at increased risk for poor physical and mental health outcomes.
There has been limited research to understand the relationship between health behaviours and
physical and psychelogical wellbeing, or the practical and emotional supports required by family
carers of Veterans. This project is being undertaken to gain an in-depth understanding of the
wellbeing status of family carers, including the relationship between health behaviours, such as
physical activity and sleep, and the psychological wellbeing of family carers of Weterans. Further,
we are trying to identify the practical and emotional suppeorts required by family Carers to assist
them in their caring role.

As a component of this project, we are alse evaluating the Operation PTSD Support Group, which
has an online forum and retreat program. If you are a member of this group, you will be provided
with an opportunity to answer seme additional questions, specific to that group. if you are not a
member of Operation PTSD Support, you are still able to participate in the component of the
project that explores the wellbeing and practical and emotional support needs of family carers of
Veterans.

The findings from this study could be applied in future to inferm the design, implementation and
evaluation of interventions to support the wellbeing of family carers of Veterans.

The project team consists of Dr Dannielle Post, Professor Gaynor Parfitt, Dr Kate Gunn, and Dr
Katherine Baldock.

What will the study involve?

There are two parts to the project. Phase 115 an online questionnaire. Phase 2 will be a recorded
interview with a researcher, using Zoom. You will be asked to indicate in the Phase 1 online
questionnaire if you would like to be involved in the Phase 2 interview. If you indicate that you
would like to participate in an interview you may be contacted by a UniSA researcher to do so.

You may complete this questionnaire anonymously, without providing your name or any contact
details. If you do wish te be contacted if you hawve a high K10 scare, which is an indicator of
psychelogical distress; if you would like to receive an individual report or a final report; or if you
wish to participate in an interview, you will be reguired to provide your first name and an email
address or contact telephone number.

Educating Brofessianals

Creating and Appling Krawledge
Engagng our Commnites



If you agree to participate in this study you will be asked to indicate that you have read and
understood this Participant Information Sheet before commencing Phase 1, an online
questionnaire that will collect some information about your circumstances, your role as a family
carer and its impact on your life, yvour physical activity and health behaviours, and your physical
and psycheological wellbeing. You will also be asked some guestions about the practical and
emotional supports that you believe are required to assist you in your caring role. If you indicate
in the questionnaire that you are a member of the Operation PTSD Support Group, you will also be
asked some questionnaires that specifically relate to Operation PTSD Support. Completion of this
online questionnaire is expected to take no more than one hour. The questionnaire will be set-up
online in a way that you can save the answers you have provided and return to the questionnaire
at a later time if you need to. You will receive an email reminder to complete the survey after one
week, if you have not completed the survey by that time.

Dwring the online survey, you will be asked to indicate if you would like to participate in a
recorded online interview. If you would like to participate, you will be asked to provide an email
address or telephone number and a researcher may contact you to participate in an interview.
The interview will extend on the guestionnaire and will be about your role as a family carer of a
Veteran, your physical and psychological wellbeing, and the practical and emaotionzal supports
required to assist you in your caring role. If you are a member of the Operation PTSD Support
Group, we will ask you some addition questions about Operation PTSD Support. You do not need
to be a member of the Operation PTSD Support Group to participate in the online interview. The
online interview will be with a UniSA researcher, using Zoom. The interview will be recorded, will
occur at a time that is convenient for you, and is expected to take no more than one hour of your
time. You will be asked to provide signed consent prior to the interview and electronic consent to
record the interview at the time of the interview.

You are free to withdraw from this study at any time, without having to provide a reason. Doing 5o
will not impact your future involvement in research at UniSA.

Cuestionnaire details: The questionnaire you will be asked to complete is a compilation of several
questionnaires that will assess your physical and psychological wellbeing. The questionnaire will
ask you to provide some details about your role as a family carer, including your relationship to
the person you are caring for, how long you have been caring for them, the impact of your caring
role on your day-to-day life, and the impact of COVID-19 on your caring role. You will be asked to
provide some information about your education and employment status, and your physical
health, including sleep. We are also interested in the terminology used to refer to family carers,
and you will be asked a question about this. You will be asked about the practical and emotional
supports that you require to assist you in your role as a family carer, whether you have access to
these supports, and if not, the barriers you face in accessing these supports. You will be asked to
complete the International Physical Activity Questionnaire (IPAQ), which assesses your physical
activity over the previous seven days; the Brief Resilience Scale, which measures your ability to
recover from stress; the Kessler-10 (K10) which assess your psychological distress; the Mental
Health Continuum {MHC-5F) that assesses your mental health; the Brief-COPE, which assesses
how you cope with hardship in your life; the Caregiver Reaction Scale, which helps us to
understand the difficulties you face as a caregiver; and the 5F-12 which assesses your views about
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your health. If you have indicated that you are a member of the Operation PTSD Support Group,
you will be asked some questions about the forum, and if you have attended one of the
Operations PTSD Support Group retreats, you will be asked some questions about your
experiences at the retreat.

Interview details: If you indicate that you wish to be invalved in an interview and you provide
your contact details, you may also be contacted by a researcher from UniSA and invited to take
partin an interview, that will occur at a convenient time for you. These interviews may take place
within or outside work hours, and will be organised with you on an individual basis. These
interviews will occur on Zoom and will be recorded. You will be asked to provide signed consent to
participate in the interview prior to the interview. The consent form will be emailed to you for
completion. You will also be asked to electronically consent to the interview being recorded at the
time of the interview. Following the interview, you will receive a transcript of the interview, via
email. You will be asked to check, verify and approve the information provided in the interview
transcript.

Benefits and risks of participating: You may not experience any direct benefits as a result of
participating in the study; however, if you indicate you would like to receive an individual report
and you provide your email details, you will be provided with a report detziling an assessment of,
and advice on, your physical activity, sleep, and psychological wellbeing.

If you are invited to participate in the online interview and do so, your postal details will be
collected from you at that time and you will be mailed a 550 gift card in appreciation of your time.

We do not foresee any risks to you as a result of participation in the study beyond those
encountered during everyday life. If any of your responses to the questionnaires indicate you are
suffering high distress and you have consented to a researcher contacting you, we will
recommend that you contact your GP and/or the following services:

« Lifeline (ph: 13 11 14). Anonymous access to trained counsellors, crisis support, and
suicide prevention — 24 hours per day, 7 days per week. A local call cost applies (and may
be higher from mobiles). If you or someone you know is feeling distressed, chat is also
available online at www_lifeline.crg.au between 7pm and 4am (AEST), 7 days per week.

+« beyondblue (ph: 1300 224 &636). For information and referral if you're feeling stressed or
down — 24 hours per day, 7 days per week. A local call cost applies (and may be higher
from mobiles). Or you can chat online at www.beyondblue.org.au from 3pm to 12am
(AEST), 7 days per week, or email 2 mental health professional and get a response within
24 hours.

« Open Arms Veterans and Families Counselling (ph: 1800 011 046,
https://www.openarms.gov_au/). Mental health and wellbeing support for current and ex-
serving Australian Defence Force personnel and their families. 24 hours per day, 7 days per
week.

Should participation in the questionnaire or interview cause you any discomfort or raise concerns
for you, we refer you to the previously mentioned services. Please be assured that you are not
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required to answer any guestions that you do not wish to, nor are you required to divulge
information that you feel is sensitive or personal, or that you do not wish to share.

Confidentiality: Any information obtained during this study will be stored at the University of
South Australia and retained for five years after publication. All records containing personal
information will remain confidential and no infermation which could lead to identification of any
individual will be released unless required by law. Results of this particular study will be reported
in journal publications and conference presentations; however, you will not be individually
identifiable.

You may complete this questionnaire anonymously, without providing your name or any contact
details. If you do wish to be contacted if you have a high K10 score, which is an indicator of
psychological distress; if you would like to receive an individual report or a final report; or if you
wish to participate in an interview, you will be required to provide your first name and an email
address or contact phone number. When you commence the questionnaire, your guestionnaire
(and if provided, your name and any contact details) will be electronically assigned a data code,
which will be linked to our files. The file that is linked to your questionnaire and any contact
details you provide will be in a secured password protected file on UniSA’s secure server.
Recordings of interviews will be immediately saved to the University's secure server. The data will
be stored in a form that is re-identifiable for participants who have provided contact details, so
that we can check for errors in files, can contact participants with high distress scores, can contact
participants who indicate they wish to participate in an interview, and if you have indicated that
you wish to have an individual report sent to you, we will be able to do so0.

If you consent to the data obtained from this study to be used for other studies in the future, we
will need to re-apply to UniSA"s Ethics Committee prior to it being used. Data collected from you
during this study will be retained for a period of no less than five years, in accordance with the
UniSA’s data retention guidelines.

Your participation in this study is entirely voluntary and you are free to withdraw from the study
at any time. Should you choose to withdraw, the data we have collected from you will be included
in the evaluation, unless you specifically request that it is not. Withdrawal from the study will not
impact on your future participation in research undertaken at UniSA.

If you have any questions about the study, or your role in it, prior to making a decision about your
participation, please do not hesitate to contact Dannielle.
Dannielle Post: T: 8302 1831, or dannielle.post@unisa.edu.au

This project is funded by a Breakthrough Mental Health Research Foundation & UniSA Seed
Funding Grant.

This Project has been approved by the University of South Australia’s Human Research Ethics
Committee. Participants or third parties who wish to lodge a complaint about either the study or
the way it is being conducted should contact the Executive Officer of UniSa HREC in the first
instance, email: humanethics@unisa.edu.au or tel: 8302 3118.
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Human Research Ethics Committee
Researdh and COMSENT FORM

UniSA | Innovation Services

Uze thiz conzent form when faped mafenals, phofographs or oviginal workes are o be refained.

Thiz project has been approved by the University of South Ausfralia’s Human Rezearch Ethice Commiffes. If
you have any ethical concems about the project or guestions sbout your righfs 55 a participent plegse contact
the Executive Officer of thiz Commitfee, Tel +67 § 8302 3118 Email: humsnethicsf@unizs. edu.au

SECTION 1: CONTACT AND FROJECT DETAILS

Res=archer's Full Mame: Dr Dannielle Post

Contact Details: | T: (03) 8302 1831. E: dannielle. posti@unisa.edu.au
Supervizor's Full Name: | Dr Dannielle Post

Contact Details: | T: (08) 8302 1831. E: dannielle. posti@unisa.edu.au

Protocol Mumber: | 203453

Understanding the emofional and practical support needs of family Care-pariners of Veterans
for reducing depression and promoting wellbeing.
SECTION 2: CERTIFICATION

Participant Certification

Project Title:

In signing this form, | confirm that:

+ | have read the Participant Information Sheet, and the nature and the purpose of the research
project has been explained to me. | understand and voluntarily agree to take part

+ | understand that | can withdraw from the study at any stage and that this will not affect my status
niowi or in the future.

+ | understand that while information gained during the study may be published, | will not be
identified, unless required by law.

+ | understand that data | provide may be used in future research, for which independent ethics will
be required.

+ | confirm that | am over 13 years of age.
+ | understand that the online interview will be recorded, and | give my consent for this to occur.
+ | understand that | will receive a transcript of my inderview by email o that | may check, verify

and approve my responses and | have provided my email address (below) so that the:
researchers may send the franscript to me.

Mame:

Email address:

+ | understand that the data collected from the interview recording will be retained for a period of no
less than 5 years and stored electronically at Uni SA. Access will only be allowed by relevant
members of the research team, for the purpose of transcription and analyses.

+ | understand that if | choose to withdraw from the research my data may still be included in the
project, unless | explicitly request that it is not included.
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¢ | understand that | will receive a $S0 gift voucher following my participation in the online inferview
and provide my address below so that it can be mased 1o me.

Name:

Postal address
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Appendix 3. Survey Instrument

If you have read this Participant Information Sheet and do not wish to be involved in this research, you may close this
page now. If you do wish to be involved in this research, please continue.

Please indicate that you have read the Participant Information Sheet and that you understand that your participation
in this project is voluntary.

) Yes
() No

You are not required to provide your name or contact details to complete this survey; however, some aspects of this
survey will indicate your levels of psychological distress.

Do you consent to a researcher contacting you if your score for the K10, which is an indicator of psychological
distress, is considered to be at a level where it is recommended that you consult your GP or medical professional?

) Yes
) No

Please provide your first name and a contact phone number (including area code if a landline).

Do you wish to receive information about your responses and/or a final report about this project?

O Yes
) No

Please provide your first name and your email address.

These guestions will help us to get an understanding of you and your life. If you do not feel comfortable answering a
question you do not have to do so.

For the purposes of this project, we are referring to [] Carer

family members who care for a Veteran as ‘family [ Family carer

carers'; however, there is a lot of discussion around [ Care-partner

the most appropriate term for a person who is caring [ Mone. | see myself as the person | am caring for's
for a family member. What term do you prefer to partner/parent/adult child/sibling/friend
represent your caring role? [ Other

If you respended 'Other' to the previous question, please indicate the term you prefer.

What is your age?

(0 18 to 24 years
25 to 34 years
35 to 44 years
45 to 54 years
55 to 64 years
65 to 74 years
75 to B4 years
B5 years and above

QCOO000

What is your gender?

) Female

) Male

O Other

(O Prefer not to say

What is your height? [in centimetres]

What is your weight? [in kilograms]



What is your relationship to the person being cared for?

(O Partner (married) of person being cared for

(O Partner (not married) of person being cared for
() Child of person being cared for

(O Parent of person being cared for

(O Sibling of person being cared for

(O Grandparent of person being cared for

() Friend of person being cared for

) Other

If you answered ‘other' to the previous question, please describe.

If you are a partner/spouse/friend to the person being cared for, how long have you been in this relationship? [please
enter years and/or months]

How long have you been in this caring role? [please enter years and/or months]

What is your education level?

(O Year 11 or below

) Year 12

(O Trade Certificate

(O Graduate Certificate
(O Graduate Diploma
(0 Bachelor's degree
() Master's degree

(") PhD/Doctorate

Are you currently studying?

O No
(O Yes secondary/high school

) Yes TAFE

(O Yes Bachelor's degree
() Yes Master's degree
) Yes PhDyDoctorate

Are you currently employed?

O No

(O Yes casual, part-time

() Yes casual, full-time

(O Yes contract, part-time
) Yes contract, full-time

(O Yes permanent, part-time
(O Yes permanent, full-time
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Do you do volunteer work?

0 Yes
) No

Has your employment situation been impacted by COVID-197

) Yes
) No

If you responded 'Yes' to the previous guestion, please describe, in as little or as much detail as you would like to,
how COVID-19 has impacted your employment situation.

Does your caring role impact your employment situation or whether you are able to work?

) Yes
) No

If you responded 'Yes' to the previous question, please describe in as little or as much detail as you would like to,
how your caring role impacts your employment situation.

Beginning yesterday and going back 30 days, how many days out of the past 30 days were you totally unable to
work or carry out your normal activities, due to your caring role? [please enter a value between 0 and 30]

How many days out of the past 30 were you able to work and carry out your normal activities, but had to cut down
what you did or not get as much done as usual, due to your caring role? [please enter a value between 0 and 30]

How many days in the past 30 did you cut back on your quality of work or how carefully you worked, due to your
caring role? [please enter a value between 0 and 30]

How many days out of the past 30 did it take an extreme effort to perform up to your usual level at work or at your
other normal daily activities because of either problems with your physical health, your mental health, or your use of
alcohol or drugs? [please enter a value between 0 and 30]

Do you have a mental health condition that has been diagnosed by a medical professicnal?

) Yes
) No

If you answered yes to the previous question, please indicate what this condition is.

Do you take medication for this condition?

O Yes
O No



Does the person you are caring for have a mental health condition that has been diagnosed by a medical
professional?

) Yes
) No

If you answered 'Yes' to the previous guestion, please indicate what this condition is.

Does the person you are caring for take medication for this condition?

) Yes
O No

Do you have any illnesses?

) Yes
) No

If you answered "Yes' to the previous guestion, please list the illness/ilinesses you have.

Does the person you are caring for have any illnesses?

) Yes
) No

If you answered 'Yes' to the previous guestion, please list the illnessfillnesses the person you are caring for has.

Do you take any other medication?

) Yes
) No

If you answered "Yes' to the previous guestion, please list the medications you are taking.
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How often do you drink alcohol?

(O Daily

(0 Four or more days a week
) Two-to-four days a week
() One day a week

(O Fortnightly

() Once a month

() Rarely

) Never

Have you ever smoked?

(O Yes | currently smoke
() Yes but I've given up

) No

If you answered "Yes, | currently smoke’, how long have you smaoked for? [please enter years andfor months]

If you answered "Yes, | currently smoke’ how often do you smoke?

(O Daily
() Occasionally

If you answered "Yes, but I've given up', how long ago did you give up? [please enter years and/or months]

What do/did you smoke? Please select all that apply.

[ Tobacco
[] e-cigarettes
[ Other

If you answered ‘Other’ to the previous question, please indicate what you do/did smoke.

How often do you use recreational drugs?

O Daily

() Occasionally

() Never

(O Prefer not to say

What ADF service is/was the person you are caring for in? [please indicate all that apply]

[ Airforce
[ Army
[ Navy

What rank is/was the person you are caring for?

How long was the person you are caring for in the ADF? Or if still serving, how long have they been in the ADF?
[please enter the years and/or months]



The following guestions are intended to help us to understand the emotional and practical supports that you need to
assist in you in your role as a family Carer. Emotional supports are things that help you feel well mentally, for
example, being able to catch up with friends, doing some physical activity, having some time to yourself, having
someone who understands what you are going through. Practical supports may be things such as having easy access
to childcare, assistance with housework, access to services or access to information.

What are the emotional supports that you need in your role as a family Carer? Please describe.

Do you currently have these supports?

) Yes
3 No

If you answered "Yes' to the previous guestion, how do you access these supports?

If you answered "No' to the previous question, what are the barriers to you accessing these supports? What makes it
hard for you to access them?

What are the practical supports that you need in your role as a family Carer? Please describe.

Do you currently have these supports?

) Yes
3 No

If you answered "Yes' to the previous guestion, how do you access these supports?

If you answered "No' to the previous question, what are the barriers to you accessing these supports? What makes it
hard for you to access them?

On average, how many hours have you slept per night over the last 7 days? [please enter the number of hours]

On average, how long do you take to fall asleep? [please enter the number of hours andfor minutes]

Is your sleep regularly disturbed, for example, do you wake up during the night?

) Yes
O No

If you answered "Yes' to the previous question, please indicate what factors disturb your sleep.
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The following guestions will help us to understand your physical activity over the last 7 days.

Think about all the vigorous activities that you did in the last 7 days. Vigorous physical activities refer to activities
that take hard physical effort and make you breathe much harder than normal. Think only about those physical
activities that you did for at least 10 minutes at a time.

During the last 7 days, on how many days did you do 9]
vigorous physical activities like heavy lifting, () 2 days
digging, aerobics, or fast bicycling? O

() Mo vigorous physical activities

How much time did you usually spend doing vigorous physical activities on one of those days? [please enter the
number of hours and/or minutes per day] If you don't know or aren't sure, please enter 'don't know'.

Think about all the moderate activities that you did in the last 7 days. Moderate activities refer to activities that take
moderate physical effort and make you breathe somewhat harder than normal. Think only about those physical
activities that you did for at least 10 minutes at a time.

During the last 7 days, on how many days did you do (1 day
moderate physical activities like carrying light (O 2 days
loads, bicycling at a regular pace, or doubles tennis? O 3 days
Do not include walking. (O 4 days
(5 days
) 6 days
() 7 days

() Mo moderate physical activities

How much time did you usually spend doing moderate physical activities on one of those days? [please enter the
number of hours and/or minutes per day]. If you don't know or aren't sure, please enter 'don't know'.

Think about the time you spent walking in the last 7 days. This includes at work and at home, walking to travel from
place to place, and any other walking that you have done solely for recreation, sport, exercise, or leisure.

During the last 7 days, on how many days did you walk (O 1 day
for at least 10 minutes at a time? (O 2 days
) 3 days
(O 4 days
(O 5 days
O 6 days
(3 7 days
(O No walking

How much time did you usually spend walking on one of those days? [please enter the number of hours and or
minutes per day] If you don't know or aren’t sure, please enter 'don’t know'.

The next question is about the time you spent sitting on weekdays during the last 7 days. Include time spent at work,
at home, while doing course work and during leisure time. This may include time spent sitting at a desk, visiting
friends, reading, or sitting or lying down to watch television.

During the last 7 days, how much time did you spend sitting on a week day? [please enter the number of hours
andfor minutes per day]. If you don’t know or aren't sure, please enter 'don't know'.



The following & guestions provide us with information about your resilience, your ability to bounce back from stress.

strongly disagree disagree neutral agree strongly agree

1  Itend to bounce back quickly O @ O
after hard times

2 Ihave a hard time making it O Q O o O
through stressful events.

3 It does not take me long to O Q @] O O
recover from a stressful event.

4 Itis hard for me to snap back @] Q @] O O
when something bad happens.

5  lusually come through difficult O @ O O O
times with little trouble.

6 |tend to take a long time to get O O o o O

over set-backs in my life.

The following 10 questions assess your psychological health, providing a measure of distress based on questions
about anxiety and depressive symptoms that you have experienced in the most recent 4-week period. If your score is
high and you have provided consent and contact details, a UniSA researcher will contact you.

Mane of the time A little of the  Some of the time  Most of the time Al of the time
time
1  During the last 30 days, about O O O O O
how often did you feel tired out
for no good reason?

2 During the last 30 days, about O O o
how often did you feel nervous?

3 During the last 30 days, about O O O O O
how often did you feel so
nervous that nothing could calm
you down?

4 During the last 30 days, about O O O O O
how often did you feel hopeless?

5 During the last 30 days, about @] O O O O
how often did you feel restless
or fidgety?

6  During the last 30 days, about O O @] @] QO
how often did you feel so
restless you could not sit still?

7  During the last 30 days, about O O O
how often did you feel

depressed?
8 Du?‘ing the last 30 days, about O G @]

how often did you feel that
everything was an effort?

9 During the last 30 days, about O O @] @] @]
how often did you feel so sad
that nothing could cheer you up?

10 During the last 30 days, about O O O O O
how often did you feel
worthless?

Understanding the emotional and practical support needs of family care-partners of veterans for reducing depression and
promoting wellbeing



The next 14 questions will help us to assess your mental health. During the past month, how often did you feel:

Neaver Once or twice Aboutoncea About2or3  Almost every Every day

week times a week day

o T

10

11

12

13

14

Happy
Interested in life

Satisfied with life

That you had something
important to contribute to
society

That you belonged to a
community (like a social group,
or your neighbourhood)

That our society is a good place,
or is becoming a better place,
for all people

That people are basically good

That the way our society works
makes sense to you

That you liked most parts of your
personality

Good at managing the
responsibilities of your daily life

That you had warm and trusting
relationships with others

That you had experiences that
challenged you to grow and
bacome a better person

Confident to think or express
your own ideas and opinions

That your life has a sense of
direction or meaning to it

o o o o oo o OO0 oCcOoo0o

O

o o o 00 O o 0000
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The following questions help us to understand how you cope with your role.

| haven't been doing A little bit A medium amount  I've been doing this a
this at all lot

1  I've been turning to work or O O O O
other activities to take my mind
off things.

2 I've been concentrating my O O O O
efforts on doing something
about the situation I'm in.

3 I've been saying to myself “this O O O O
isn't real".

4 I've been using alcohol or other Q o O @
drugs to make myself feel
better.

5 I've been getting emotional O O O O
support from others.

&  I've been giving up trying to deal O O O O
with it.

7 I've been taking action to try to O O O O
make the situation better.

8  I've been refusing to believe that o O 9 O
I am in this situation.

9 I've been saying things to let my O @) O @]
unpleasant feelings escape.

10 I've been getting help and @] O O O
advice from other people.

11 I've been using alcohol or other 9] O O o
drugs to help me get through it.

12 I've been trying to seeitin a O O O (@]
different light, to make it seem
more positive.

13 I've been criticizing myself. ] O O O

14 I've been trying to come up with O O O @]
a strategy about what to do.

15 [I've been getting comfort and O O O @]
understanding from someone.

16 I've been giving up the attempt O O O o
to cope.

17 I've been looking for something O O O O
good in what is happening.

18 I've been making jokes about it. O O O @]
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I've been doing something to o o
think about it less, such as going

to movies, watching TV, reading,

daydreaming, sleaping, or

shopping.

20 I've been accepting the reality of O O
the fact that it has happened.

21 I've been expressing my O O
negative feelings.

22 |'ve been trying to find comfort @] o
in my religion or spiritual beliefs.

23 I've been trying to get advice or O O
help from other people about my
situation.

24 |'ve been learning to live with it. O ]

25 |'ve been thinking hard about o o
what steps to take.

26 I've been blaming myself for O o
things that happened.

27 I've been praying or meditating. O O

28 |'ve been making fun of the @] o

situation.

o o o O

o0 O OO0

The following questions are designed to help us understand the types of difficulties you and your family face as

caregivers. Here are some thoughts and feelings that people sometimes have about themselves as caregivers. How

much does each statement describe your thoughts about your caregiving?

c o ©o O

o0 O 0O

not at all somewhat quite a bit completely
Wish you were free to lead a life @] o Q @]
of your own
Feel trapped by your relative's O O O O
illness
Wish you could just run away Q 0] @] O
Feel stressed by your relative's @] O @] @]
illness and needs
How much does each statement describe you?

not at all somewhat quite a bit completely
You are exhausted when you go ] O @]
to bed at night
You have more to do than you @] o Q @]
can handle
You don't have time just for O O O O
yourself
You work hard as a caregiver but Q 0] @ O

never seem to make any
progress

Caregivers sometimes feel that they lose important things in life because of their relative's iliness. To what extent

have you personally lost the following:

not at all somewhat quite a bit
Being able to confide in your o @] O
relative
The person whom you used to Q O Q
know
Having someone who really o o Q
knew you well
A chance to do some of the o O O
things you planned
Contact with other people o @] Q
A sense of who you are o] O @]
Lost an important part of O O Q

yourself

complately

O

cooc O O O



People can often learn things about themselves from taking care of a relative. How much do you:

not at all somewhat quite a bit completely

Believe you've learned how to @] O O @]
deal with this very difficult

situation

Feel that, all in all, you're a good @] O o o]
caregiver

In general, feel competent as a @] @] @ Q
caregiver

Feel self-confident as a caregiver O ] Q Q

Since becoming a caregiver, how much have you:

not at all somewhat quite a bit completely
Become mare aware of your O @] O o
inner strengths
Become more self-confident O @] O @]
Grown as a person O O O 9]
Learned to do things you didn't O 0] O Q

do before

The following questions ask for your views about your health. This information will help keep track of how you feel
and how well you are able to do your usual activities. Answer each question by choosing just one answer. If you are
unsure how to answer a question, please give the best answer you can. In general, would you say your health is:

) Excellent
(O Very good
O Good

O Fair

) Poor

The following guestions are about activities you might do during a typical day. Does your health now limit you in
these activities? If so, how much?

Moderate activities such as moving a table, pushing a vacuum cleaner, bowling, or playing golf.
(0 Yes limited a lot

(0 Yes limited a little
) No not limited at all

Climbing several flights of stairs.

() Yes limited a lot
() Yes limited a little
(O No not limited at all

During the past 4 weeks, have you had any of the following problems with your work or other regular daily activities
as a result of your physical health?

Yes Mo
Accomplished less than you o O
would like.
Were limited in the kind of work O @]

or other activities.

During the past 4 weeks, have you had any of the following problems with your work or other regular daily activities
as a result of any emotional problems (such as feeling depressed or anxious)?

Yes No
Accomplished less than you O O
would like
Did work or activities less O O

carefully than usual

During the past 4 weeks, how much did pain interfere with your normal work (including work outside the home and
housework)?

) Not at all
O Alittle bit
() Moderately
(O Quite a bit
(0 Extremely
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For each question, please give the one answer that comes closest to the way you have been feeling.
How much of the time during the past 4 weeks.

All of the time  Most of the A good bit of Some ofthe  Alittle of the  None of the

time the time time time time
Have you felt calm & peaceful? O O @] O O @]
Did you have a lot of energy? 9] O O @] O @]
Have you felt down-hearted and 9] ] O @] @] O

blue?

During the past 4 weeks, how much of the time has your physical health or emotional problems interfered with your
social activities (like visiting friends, relatives, etc.)?

O All of the time

() Most of the time

() A good bit of the time
O Some of the time

O Alittle of the time

(O None of the time

Would you be interested in participating in Phase 2 of this project, an online interview with a UniSA researcher, to
further explore your role as a family carer, your wellbeing, and the practical and emotional supports you require to
assist you in your role as a family carer?

O Yes
) No

If you responded yes to the question about participating in an interview, please provide your name (first name only is
fine if you would prefer) and an email address or telephone number to contact you. You may be contacted by a
researcher to participate in an interview.

Please indicate which state or territory of Australia (O Canberra

you live in. () New South Wales
() Northern Territory
0 Queensland
) South Australia
() Tasmania
O Victoria
) Western Australia

Do you live in an urban, rural, or remote location? 3 Urban
o Rural
) Remote



Appendix 4. Interview Guide

The purpose of these interviews is to understand family carers’ experiences of their role as a
family carer; to explore their physical and psychological wellbeing; and to explore the practical
and emotional supports they require and believe are necessary in their caring role. Within this,
we seek to understand whether family carers have these supports. If they do, how do they
access them? If they do not, what are the barriers that prevent access.

The interviews will evolve organically, dependent on the topics raised by participants in the
focus group, and may relate to factors beyond those detailed as key themes below.

The key themes to be covered include: experiences as a family carer, identity as a family carer,
their physical and psychological wellbeing, what are the required practical & emotional
supports; access to practical and emotional supports (i.e. barriers & enablers); for Operation
PTSD Support members: and the supports required by family carers of Veterans living with
PTSD specifically.

Ask about the carer’s experience as a carer, for example, how long they’ve been caring for the
Veteran — distinguish this from their caring role as a parent, child, partner etc.

Need to know whether person is still serving, how long they’ve been out, if no longer serving
etc. Helpful to know whether Army, Navy, Airforce, rank etc.

Explore the practical and emotional support needs of carers, whether they are met or unmet.
(remembering within this that we are seeking to understand aspects around preventing
depression).

How has COVID-19 impacted their role as a carer & being able to attend to their wellbeing?

Ask Carers whether they are able to do the things they want to do — this may relate to a
number of things, not just PA.

Ask whether Carers make time for themselves.

Ask about Carers’ feelings around the time (if any) they allow for their own activities (this is
exploring feelings of guilt, frustration, isolation, loneliness, for example).

Ask Carers about the barriers that they face in attending to their own physical health needs.
Ask Carers about the barriers that they face in attending to their own mental health needs.
Ask Carers about the barriers that they face in attending to their own physical activity needs.
Ask Carers about the enablers in attending to their own physical health needs.

Ask Carers about the enablers in attending to their own mental health needs.

Ask Carers about the enablers in attending to their own physical activity needs.

Ask Carers about what they want.

What are the emotional supports they require?

What are the practical supports they require?

Understanding the emotional and practical support needs of family care-partners of veterans for reducing depression and
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Explore whether these are being met, if so how? If not, what are the barriers?

Are there services they need that are not provided?

Current physical activity levels/behaviours. SOME OF THESE MAY INTERTWINE IN THE
PREVIOUS SECTION.

Ask Carers about how much physical activity (PA) they currently do.

What type of activities they do.

How often are they physically active?

What do they consider as PA (i.e. is there just a focus on gym, rather than incidental PA?)?
Has their level of PA changed as a result of their caring duties?

If so, how?

Health behaviours

Ask about sleep behaviours, whether the Carer sleeps well, whether the Carer has broken
sleep due to their caring role (i.e. attending to the person for whom they care during the night
etc.)

Investigate other health behaviours, such as nutrition, drinking, smoking, other coping
behaviours in relation to individual participant’s previous responses to surveys.

At the end of the interview, ask carers if there is anything they would like to add, points they
would like to make, that have not been already covered in the interview.

Thank the carer for their time.



Appendix 5. The Last Post article

W“‘vy o W‘%

It is widely acknowledged within the Defence
community that families of veterans and service
members need support. In 2019, we did a small
pilot study with family carers — mostly partners
— of veterans, to assess their psychological and
physical wellbeing and to understand how the
psychological wellbeing of family carers was
associated with their physical wellbeing.
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Cur findings demonatrated that around 70% of the family
carers mvolved In ihe stuay had moderats-io-high levels of
psychologloal olstresa: that tamily oarers had lower levels of
physical 8otivity when compared to Isvels of physical actvity
aons by the gensral popufation; and that family who

rsport that then sits on a shelf, but Instead, we take
ateps o make surs that the Information gsts to the
psople who can do something about If. This Includes
organisations that support fam&ss. vetsrane and servics

were [dentified agz being more realilent wers Ikety to do
more physioal aotivity. Family carers told ua that they often
undartook thelr rols In ohallenging olrcumatanoss and that
this was somstimsas to the astriment of their own healtn,

Tnere Is strong svidence for the Iink between physioal
activity and mental wsiibsing, and the roie of soclal
engagsmant in supporiing menial welibsing. Family oarsrs
who ars unabie to meks me to do things to suppart their
own wellbeing. suoh as walking the cog, oatohing up with
friends or partioipating In aothvitlsa thsy enjoy, are IIksly

at Inoreassd risk for poor physioal and mental welibsing
cutcomsz. In many casss, family carsrs dont attend to thsir
own heaith nssas and oftsn, this Iz Decauss their foous

12 on the peracn they are oaring for and they do not have
ths t'me nor the support to attend to their cwn neads,

Bsyona this, family carers have Inglcatsd that they

fes! that their ross In supporting veterana and ssryics
members 2 not acknowledged or considerad when it
comss to declzions belng maos about vstsrans ana
servios membsrs and their welifare. Additionaily, the
tesdbaok we've recelved from families, and family
carars In particadar, Is that they ars alok of anawering
queations and that they feel IIks they're not bsing hsard.

We are a 18am of researonsrs at the University of South
Auatrasa (UnZSA). In our role as regsearohsra. we have an
coligation to make surs that: 1) the investigations we ars
coing are translated info banefits for ine popuiation; 2),
we are respecting the tma psopls give us to parfioipats
In cur r=sEron; and 8), we aoknowleage that for many.

t s> pariences nave been a source of trauma for
them and thelr ‘amily. Because.of this, itis important
that we do nct just colleot Information 1o complets a

Hannan CocKram @unica o

Kats Gunn, Dr Katherine Baldoo
Dy the Univeralty of South Ausiralia’s Human Fsesarch Ethics

-.'.L M. ST L WP e, T Ny S

. 2avooaoy groups, government snta

_ano ingividualzs who oan support changs In policy.

Our team Iz ourrsntly galng a projeot that bulids an the work
we dia with famiiy oarers In the pliot study. This project,
00-funcea Dy UniSA & the Breakihrough Menial Health
Ressarch Foundation, will extend our undsrstanaing of
the welibeing status of family carers of Austrailan veterana
ang ssrving psrsonnsl, snd 13 Intended io loentity the
praotioal ana smotional aupports requires by family
oarsrs to aaslat them In their caring rols and day-to-cay
Iife, & a8 means of preventing depreasion and supporting
Tamity welibsing. We're hoping ic ociisot informaticn from
famises Ausiralla-wide. We want to know whether thers
are differsnose for famifies based on their oation in
Australia, whether that's the stals or territary they Iivs In

or wrether diffsrences are dus to mving In a matro, rural
or remots looation. With this information we Wil be battsr
piaoed to advooats for the supports that famisss nesd.
Howsver, not many pecple ars coing the survey ana we
vioula ke your heip to get the Information nesded.

Famlly carers may be a pariner, parant; agult ohlig, or
3ibiing of a veteran; somsone Who providss dally support
1o a vetaran. We're even Iniersatad In finging out what
you think of the term ‘tamily carer” — I8 this how you see
yourssif; does it sven matter wnat we oall t? Wen coliats the
Infarmation you provice and then buld recommengations
about what you nesd. What is missing currently? Are
mors services requirsa? s It that thers are plenty of
saryicss avaliable, but you don't know whers they ars
orhow 1o find which Is tha best one for what you need?
The fingings from this study ars intended to be sppled

In futurs to inform stratsgies tosuoport the welibeing of
famity oarers ‘ot veterane and earv ¢ members. and of
familsc of velerana and 21y 08

& Hannah Cockram, from UniSA. Thie projsct has been approved
Commitiss, 208468




Appendix 6 Correlation matrix: health behaviours and psychological factors

Average
hours Problem | Emotion

sleep per focused | focused | Avoidant CRS MHC MHC

night over MVPA per K10 coping coping coping | CRS role CRS CRS relational CRS personal |MHC Total Emotional MHC Social |Psychological PCS12

last 7 days| week | BRS TOTAL | TOTAL style style style | captivity | overload | deprivation | competence gain score |Wellbeing | Wellbeing | Wellbeing | Summary
Average hours sleep per
night over last 7 days
MVPA per week 134
BRS TOTAL .166 113
K10 TOTAL -409** -126 -489**
Problem focused coping .168 -021 .103 -.255*
style
Emotion focused coping .065 -.005 .007 -.083 .600**
style
Avoidant coping style -.218* -.078 -153 A44** .038 .278*
CRS role captivity -.091 -.097 -.093 439%* -.003 .206* .324%*
CRS overload -.250* -.156 -175 .509** .071 .080 .237* .664**
CRS relational deprivation -.106 -.028 -.079 .297* .045 .054 A51%* 440** 404**
CRS competence 132 .000 277* - A27** 143 132 -198 -.314* -341** -194
CRS personal gain .336%* 172 .352%* -400** .385** .318* -225* -148 -.249* -165 .558**
MHC Total score .267* .170 A26%* -708** A35** .346** -.287* -.284* -334** ~411%* A23%* .554**
MHC Emotional Wellbeing .279* .096 A407** -746** .346** .259* -349%* | -372%% | _3092%%* -417** 403** 484** .893**
MHC Social Wellbeing .203* .205* .324%* -473%* 375%* .339%* -139 -112 -171 -.266* .288* .355%* .874** .645**
MHC Psychological .264* .147 A15%* -704%* 428** .316* -.296* -316* -353%* -417** A4T** .630** .946** .833** .688**
Wellbeing
PCS12 Summary .2217* .074 .013 -.071 -.082 -.036 .036 .007 -.048 .006 -.102 .062 .069 126 118 .003
MCS12 Summary .202 .281* .391%** - 750** 231* .105 -436** - 426** - 463** -531** .349%* .363** 725%* 741%* .525%* 713* -127

*Correlation is significant at p=0.050 **Correlation is significant at p=0.001

Legend: MVPA: moderate-to-vigorous physical activity; BRS: Brief Resilience Scale; K10: Kessler-10; CRS: Care-giver Reaction Scale; MHC: Mental health Continuum; PCS12: Physical Summary Score SF-12; MCS12:
Mental Summary Score SF-12.
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