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Abstract 
 

Objectives: The objective of this study was to test the feasibility and acceptability of the adapted 

Strategies for Relatives (START) program within the Australian health care context, for the 

alleviation of carer distress and burden. Further, we aimed to determine the feasibility and 

acceptability of the telehealth modality.  

Method: Twenty-two family carers were randomly assigned to the START eight-week 

manualised coping program or cognitive behaviour therapy (CBT). Carers completed purpose 

developed pre- and post-intervention questionnaires to determine the acceptability of the 

program. Standardised measures of mood and perceived carer burden were also administered to 

explore treatment effects.  

Results: Of the 22 carers recruited, six who completed the START program and four who 

completed the CBT program provided follow-up data. START carers reported higher overall 

satisfaction and acceptance of the intervention compared to carers in the CBT group. 

Furthermore, the telehealth modality was shown to be a practical and acceptable method of 

intervention delivery.  

Conclusions: These pilot findings indicate preliminary evidence for the acceptability and 

feasibility of the START intervention for supporting carers in their caring roles. Further 

investigation is needed to determine intervention efficacy for the treatment of mental health 

related symptomology. 
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Practitioner Points 

• Preliminary evidence for the acceptability of a manualised coping program for Australian 

carers of people with dementia. 

•  Preliminary evidence for the acceptability and feasibility of the telehealth modality for 

the delivery of the START program. 
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 Acceptability of a Manualised Multicomponent Intervention for Australian Carers of People 

with Dementia 

Dementia is an umbrella term, describing a range of conditions characterised by 

impairments in neurological functioning, affecting cognition, memory and personality 

(Australian Institute of Health and Welfare (AIHW), 2007). Dementia symptoms, including 

confusion and loss of inhibition, are typically progressive and irreversible (Haro et al., 2014). 

These symptoms not only have major health and social consequences for those with a diagnosis 

of dementia, but also present a significant burden on their caregivers. The natural progression of 

the disease requires increasing amounts of care, with the majority of care provided at home by a 

partner or spouse (around 35% of carers), an adult child (41%), or other family members such as 

in-laws and grandchildren (15%) (The National Centre for Social and Economic Modelling 

(NATSEM), 2017). These family members are typically referred to as informal “carers” or 

“caregivers”, and there are approximately 1.6 million people, roughly 6% of the Australian 

population, caring for a person living with dementia (PLWD) ( NATSEM, 2017). This is larger 

than the 1% of carers in the UK (Lewis et al., 2014) and comparable to almost 5% of the US 

(National Alliance for Caregiving & AARP, 2015) total population. Of the 70% of people living 

in the community with dementia, approximately 46% rely solely on their informal supports 

(NATSEM, 2017). 

While this caring role can provide positive outcomes of increased family togetherness 

and companionship (Netto, Jenny, & Phillip, 2009), carers take on many complex, often 

physically and emotionally challenging tasks to support the (PLWD) (Mahoney, Regan, Katona, 

& Livingston, 2005). Carers of those with dementia are identified as experiencing more physical 

strain, and have higher levels of depression and stress, than non-carers or carers of those with 
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other health concerns. (Cuijpers, 2005; Pinquart & Sörensen, 2003). It is estimated that 

approximately 40% of carers suffer from clinically significant levels of depression or anxiety, 

and many others are at risk of developing a mental illness (Cooper et al., 2010; Mahoney et al., 

2005). It is believed that this may be due to the presence of behavioural and psychological 

symptoms of dementia (BPSD), such as aggression, wandering, sleep disturbance, hallucinations 

and delusions (Haro et al., 2014). Furthermore, in one Australian survey, carers reported less 

community involvement and fewer social connections than non-carers, and less social support 

compared to non-carers or carers of those with a physical disability (Schofield et al., 1998). 

Greater stress and increased isolation for carers of PLWD, has been associated with loneliness, 

with one recent study suggesting that more than 60% of a UK sample reported moderate to 

severe loneliness (Victor et al., 2020). 

The physical and psychological impacts of dementia on those with a diagnosis and their 

caregivers are well documented, however, there are also financial burdens both for the families 

and the wider community. In 2018, it was estimated that dementia will cost Australia over $15 

billion, with the cost of hospitalisation and institutionalisation accounting for 88% of this total 

expenditure (NATSEM, 2017). Furthermore, family carers provide between 4 and 55 hours of 

unpaid care per week, saving the Australian economy $5.5 billion per year, which is often 

completed in addition to work and household commitments (Access Economics, 2009). 

Comparatively, carers in the UK save their economy £12.4 billion (Luengo-Fernandez, Leal, & 

Gray, 2010). This is significant, because the psychological, physical and financial burden of 

meeting the ongoing needs of people with dementia (PWD), has long been associated with carer 

burnout (Etters, Goodall, & Harrison, 2008; Cooper et al., 2010). Burnout has flow-on effects, 

including higher rates of placement in aged care facilities (Etters et al., 2008). Consequently, 
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research that advances the development of effective interventions to maintain carer capacity and 

quality of life and accommodate their responsibilities, is vital to the ongoing well-being of the 

carer and the (PLWD), as well as the wider community.  

There are various interventions aimed at reducing the negative impact of the caring role, 

including those focused on reducing depression, stress and anxiety, or increasing the self-

efficacy, resilience and wellbeing of caregivers. In their systematic review of 62 studies, 

Selwood, Johnston, Katona, Lyketsos, and Livingston (2007) reported that education alone was 

ineffective, while coping strategy-based interventions with a minimum of six sessions focused on 

individualised behaviour management training had been effective. Furthermore, group 

interventions were less effective than individualised programs. Specifically, expert led 

behavioural and support programs were less effective when delivered via group formats. Other 

reviews suggest that psychoeducational interventions, including those delivered in group formats 

(Dickinson et al., 2017) may have a moderate positive impact on depressive symptoms (Jensen, 

Agbata, Canavan, & McCarthy, 2015; Pinquart & Sörensen, 2006), but the reported effects on 

carer health or burden are inconsistent (Parker, Mills, & Abbey, 2008; Pinquart & Sörensen, 

2006). Specifically, Parker and colleagues (2008) suggested that educational interventions 

produce greater impact when delivered individually. Further, group interventions increased carer 

treatment satisfaction and enhanced support networks that serve as protective factors against 

caring related stress. However, group therapy alone was found to be less efficacious overall.  

In line with Selwood et al. (2007), Parker and colleagues (2008) suggested that 

individualised, multicomponent interventions, that is programs that offer a combination of 

interventions including psychoeducation, skills training in behaviour management and 

psychosocial therapies, indicate greater improvements in carer outcomes. This included reduced 



MULTICOMPONENT INTERVENTION FOR AUSTRALIAN CARERS 15 

depression, increased subjective wellbeing and self-efficacy. Furthermore, tailored, 

multicomponent interventions have been shown to be the only effective approach in reducing the 

rate of institutionalisation of PWD (Spijker et al., 2008).  This is an admirable goal given the 

evidence that a longer stay at home has psychological and quality of Life (QoL) benefits for 

PWD (Hoe, Katon, Orrell, & Livingston, 2007). 

Bringing all this together, evidence suggests individually delivered, multicomponent 

interventions are most effective for decreasing burden, improving QoL, and enabling caregivers 

to provide at-home care for longer. Accordingly, Livingston et al. (2014) adapted a US group-

based caregiver skills program (Coon, Thompson, Steffen, Sorocco, & Gallagher-Thompson, 

2003) into an individual program in order to improve outcomes and align with growing evidence 

for this method of intervention. The program, STrAtegies for RelaTives (START), involves 8 

(1hr) face-to-face sessions focused on dementia education and coping skills, and relaxation 

strategies. Program evaluation data suggests superiority of START over treatment as usual in 

reducing symptoms of anxiety and depression (Li et al., 2014, Livingston et al., 2014). In fact, 

those who received treatment as usual were found to be 4 and 5 times more likely to display 

clinical depression at the 8 month and 2 year follow up respectively. Furthermore, recent 

findings have shown that START remains clinically effective at 6 year follow-up (Livingston, 

2019). The program was found to improve carers QoL in the short term (8 months post 

intervention) and in the long term (2 years post intervention), however, results did not indicate an 

improvement in QoL for individuals with dementia. The intervention was found to be cost 

effective, and at 2 years post intervention data indicated a small, but not significant, decrease in 

the chance of institutionalisation for PWD. Finally, researchers found that the program was 

practical and acceptable to most carers (Sommerlad, Manela, Cooper, Rapaport, & Livingston, 
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2014). Overall, the data suggest that the START intervention is a clinically effective program for 

improving the coping, mood and QoL for carers of PWD. 

The AIHW recognises the importance of carer mental health in the prevention of 

institutionalisation of PWD (2007). Despite this, there remains no manualised evidence-based 

therapy available for use by psychologists, or other allied or medical health care staff within the 

Australian context. Indeed, there is no evidence-base to demonstrate whether such standardised 

interventions are viable, feasible or acceptable. The aim of the current research was to adapt the 

proven START intervention to suit Australian carers and determine the feasibility and 

acceptability of this program within the Australian health care context. That is, we intended to 

determine carer reactions to and engagement with the intervention. This included comparison 

with cognitive behaviour therapy (CBT), an evidence-based intervention for the treatment of 

anxiety and depression (Hollon, Stewart, & Strung, 2006).  

We further aimed to investigate the practicality and acceptability of intervention delivery 

via the use of Telehealth services. Telehealth services are particularly important within the 

Australian context (Bradford, Caffery, & Smith, 2016) due to the geographic spread of the 

population. Healthcare services and facilities are typically less accessible for those living in 

regional, rural and remote areas, and those services that are available are often in short supply of 

healthcare professionals (Schirmer, 2017). Limited and unreliable public transportation (van 

Gaans & Dent, 2018), and psychological and health/mobility limitations (Somenahalli, 2015) 

provide additional barriers for older health service seekers in both rural/remote and urban areas. 

Furthermore, as previously stated, 46% of those with a diagnosis of dementia living in the 

community rely solely on their informal carers (NATSEM, 2017). Although respite is identified 

as an essential service rates of usage are low (Neville, Beattie, Fielding, & MacAndrew, 2015), 
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creating a practical barrier preventing carers from attending services face-to-face. Telehealth is a 

flexible modality, with a growing body of research highlighting the benefits of this approach in 

meeting the needs of carers of PWD (Czaja & Rubert, 2002; Torp, Hanson, Hauge, Ulstein, & 

Magnusson, 2008; Wilz & Soellner, 2016). 

We measured acceptability via carer self-report and attendance records. It was predicted 

that carers would indicate greater acceptability and relevance of the START intervention to their 

situation than carers in the control (CBT) program. It was further predicted that carers would 

report suitability and acceptance of the Telehealth application of the program. We further 

hypothesised that both groups would report lower levels of depression and anxiety post 

intervention. Although not a focus of this study, we will also examine whether carers in the 

START program demonstrate a greater reduction in symptoms of anxiety, depression and 

burden, compared to carers in the CBT program. 

Method 

Participants 

Carers 

Carers were recruited through Geriatricians, a specialist mental health service for older 

people, General Practitioners, carer support and community organisations. Medical professionals 

either referred (contact details provided to researchers with consent) or encouraged eligible 

individuals to self-refer to the study. Individuals recruited through carer support and community 

organisations self-referred. The recruitment and engagement details are provided in Figure 1. 

Carers were eligible for inclusion if they were over the age of 18 years, currently provide 

practical or emotional support on at least a daily basis for a (PLWD) and had adequate English 

language proficiency. Initially only eligible carers with clinically significant affective symptoms 
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and or self-reported carer burden were to be included, however, this criterion was relaxed due to 

1) requests by carers who self-reported that they were experiencing distress as a result of their 

caring role and otherwise had no formal support available to them, and 2) difficulty recruiting 

enough carers that met the strict inclusion criteria1. Exclusion criteria were: current major 

psychiatric illness on the part of the carer, high suicidality or significant cognitive difficulties. 

Carers were aware that they are undergoing an intervention but were blinded to randomisation 

status.  

 
 
1 This was also considered an acceptable variation to protocol given the original START RCT had no inclusion 
requirement related to current symptomology, with results indicating program outcomes were both interventive and 
preventative. 
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Figure 1: Flow of participation through the study  

START (n=12) 
• Excluded at screening (n=0) 
• Early exit - before beginning program 

(n=4) 
• Early exit – during program  

o Following 4 sessions (n=1) 
o Following 2 sessions (n=1) 

• Completed program (8 sessions) (n=6) 

Data (n=2) 
• Data lost to follow up 

(n=3) 

Data (n=4) 
• Data lost to follow up 

(n=1) 

Data (n=6) 

Data (n=5-6) 
•Data lost to follow up 

(n=1) for two of the 
measures (HADS, ZBI) 

1 Week Post Study 

3 Month Post Study 

CBT (n=10) 
• Excluded at screening (n=2) 
• Early exit - before beginning program 

(n=3) 
• Early exit – during program  

o Following 5 sessions (n=2) 
o Following 3 sessions (n=1) 

• Completed 6+ sessions (n=2) 

Screening and Pre-
measures 

• No contact (n=1) 
• Declined to participate 

(n=5) 

Randomised (n=22) 

Referred (n=28) 
• General Practitioner (n=7) 
• Community support service (n=12) 
• Other research (n=4) 
• Friend (n=2) 
• Missing data (n=3) 
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Therapists 

Therapists were provisionally registered postgraduate students, enrolled in the Master of 

Clinical Psychology program at the University of Newcastle. Participation was voluntary, and 

therapy hours as part of this study contributed to clinical placement requirements of the degree.  

Measures/Instruments 

Feasibility and Acceptability  

The primary outcome for this study was to test the feasibility of a novel intervention for 

use within the Australian context. We examined the extent to which the START program was 

considered suitable and satisfying via program adherence and participant acceptance (Bowen et 

al., 2009) as self-reported by participants. We further assessed the acceptability of Telehealth via 

comparison of participant self-report across modality, in addition to participant rated satisfaction 

and confidence in accessing the program using web-based technology. Finally, we aimed to 

determine if the UK START program retained efficacy in reducing Australia carer distress and 

burden (Bowen et al., 2009).  

Hospital Anxiety and Depression Scale (HADS). 

The HADS (Zigmond & Snaith, 1983) is a validated 14-item self-report questionnaire 

used to indicate anxiety and depression symptomology. The HADS has good reliability (alpha = 

.83) (Bjelland, Dahl, Haug, & Neckelmann, 2002) and the total score is reported as a primary 

outcome measure in the UK START studies (e.g., Livingston et al., 2014). A clinical cut-off of 

16+ was employed based on previous research (Bjelland et al., 2002) and used in Li and 

colleagues (2014) START randomised control trial.  
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Zarit Burden Interview (ZBI)  

The ZBI (Zarit, Reever, & Bach-Peterson, 1980) is a 22-item self-report questionnaire 

used to determine perceived carer burden. The ZBI displays excellent reliability (alpha = .94) 

(Hérbet, Bravo, & Préville, 2000) and is the most consistently used measure of carer burden 

(Zarit, Anthony, & Boutselis, 1987). Clinical cut-offs of 21+ indicated at least mild burden 

(Stagg & Larner, 2015). 

Carer Experience Survey 

Additional outcomes were assessed via questionnaires designed specifically for this study 

(Appendix H). These questionnaires were used to measure feasibility and acceptability of the 

intervention (e.g., ‘Were your expectations met?’) rated on an 11-point Likert Scale (0-10) 

ranging from ‘not met’ to ‘exceeded’, and perceived relevance of the intervention (e.g., ‘How 

relevant was the program?’) rated on an 11-point Likert Scale (0-10) ranging from ‘not relevant’ 

to ‘extremely relevant’. Carers were also asked to rate their experience according to mode of 

program delivery (face-to-face or Telehealth; e.g., ‘Attending the clinic is an acceptable way to 

receive this program’ or ‘Online was an acceptable way to receive this program’) on an 11-point 

Likert Scale (0-10) ranging from ‘strongly agree’ to ‘strongly disagree’. Finally, carers also 

completed two short surveys (2 minutes) on a session-by-session basis which focused on the 

usefulness of each session. This data will be examined as part of the broader study. 

Qualtrics  

All data were collected using the web-based survey software and questionnaire tool 

Qualtrics (Qualtrics, 2018). Carers were emailed links directing them to each of the surveys. For 

those carers who were not familiar computer users, surveys were printed and posted in hard copy 

with return envelopes. 
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START Caring for Carers Manual (Australian Version) 

Revised editions of the UK START manuals were developed to acknowledge differences 

in language and health care resources between the UK and Australian health care systems. This 

manual was reviewed and approved by a panel of experts, including representatives from 

Dementia Australia (carers group), the University of Newcastle, University of Melbourne 

(National Ageing Research Institute) and the University College London. The carer manual 

details session content and contains support resources and relaxation audio tracks (see University 

College London’s START website for full details on session content). The manual also includes 

information regarding additional services and supports available beyond this program. The 

therapist manual contains the same information as the carer manual, however, has additional 

prompts regarding how to deliver the program and elicit additional information as required. 

Procedure 

Carers 

 Ethical approval for this study was granted by the University of Newcastle Human 

Research Ethics Committee (H-2016-0299; see Appendix B). All participants provided informed 

consent before their participation in the study.  Carers were randomly assigned to the START 

intervention group or the CBT group via blocked randomisation. They were then screened for 

suitability and completed pre-intervention measures. Carer availability and preferences 

determined the method of program delivery (face-to-face or video conferencing; see Figure 2). 

All carers completed an initial assessment (Appendix I with their allocated therapist. If allocated 

to the START group, carers were provided with the program manuals. No manuals were 

provided for the CBT group.  
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Regardless of group allocation, carers were required to complete measures across three 

time points; pre-intervention, 1-week post intervention and 3 months post intervention. In 

addition, all carers completed weekly reflection and feedback questionnaires following each 

session. 

Carers allocated to the START program completed an initial assessment (up to 1.5 hours) 

and 8 (1 hour) individualised weekly or fortnightly sessions dependent on carer availability. 

They were also required to practice the strategies and relaxation exercises in between sessions. 

Those carers allocated to the CBT program completed an initial assessment (up to 1.5 hours) and 

up to 12 (1 hour) individualised weekly or fortnightly sessions, in line with standard best practice 

for the management of anxiety (Kishita & Laidlawb, 2017) and depression (Linde et al., 2015). 

Therapists 

Therapists were randomly allocated to treatment type and were required to complete a 

pre-study survey, recording therapists’ experience and expectations, and complete weekly 

feedback surveys following each session. All sessions were recorded for the purposes of fidelity 

rating. START therapists were required to complete a 4-hour training module and were provided 

with a program manual, outlining the content for each session. Regardless of group, all therapists 

completed post-session feedback surveys, which contributed to overall data on the acceptability 

of the intervention. The therapist experience was not a focus of this study. 
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Figure 2: Procedure according to modality.  



MULTICOMPONENT INTERVENTION FOR AUSTRALIAN CARERS 25 

Results 

Data Analysis 

Survey data on the acceptability of the START intervention in comparison to CBT was 

entered into Microsoft Excel for analysis. Descriptive and demographic data was examined using 

IBM SPSS statistical package (2016). Data for mood and carer burden were examined to 

investigate the immediate and 3-month post effects of the intervention for each carer. To 

determine the effect of the intervention on carer reported anxiety, depression and burden over 

time, the Reliable Change Index (RCI; Jacobson & Traux, 1991) was used to detect reliable 

change (RC), and where appropriate, clinically significant change (CSC) for each carer. All 

calculations were completed according to the formula as outlined by Jacobson and Traux (1991), 

using Morley and Dowzer’s (2014) Excel RCI calculator. RC indicates the amount of change 

that occurs outside of chance or error (RCI = +/- 1.96), based on the measurement’s test/retest 

reliability and is necessary for ascertaining CSC. In order to calculate CSC specific criteria are 

required (Jacobson and Traux 1991). Criterion “A” for the determination of CSC was used when 

only clinical reference data was available and is defined as a change in post-intervention scores 

of more than two standard deviations beyond clinical sample means. Criterion “B” for the 

determination of CSC was used when normative and clinical reference data were available and is 

defined as a change in post-intervention scores within two standard deviations of non-clinical 

means. Determination of CSC is only possible for those carers who meet clinically significant 

scores at baseline. Reference data used to determine the RCI’s and CSC are detailed in Table 1. 
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Table 1. 
 
Reference data for calculating RC and CSC 
 
Measure 

 

Cronbach’s alpha Clinical norm 

reference 

Non-clinical norm 

reference 

CSC 

criterion 

HADS-T α = 0.83 (Bjelland 
et al., 2002) 

M = 14.80, SD = 7.40 

(Livingston et al., 

2014) 

M = 9.82, SD = 5.98 

(Crawford, Henry, 

Taylor & Crombie, 

2001) 

B 

ZBI α = 0.92 (Hérbet, 

Bravo & Préville, 

2000) 

M = 38.10, SD = 

17.00 (Livingston et 

al., 2014) 

n/a A 

Note. CSC = clinically significant change (Jacobson & Traux, 1991). 

Sample Characteristics 

Demographic data for all carers is presented in Table 2. Of the twelve carers randomised 

to the START group, four did not begin the program. No contact was made with two of the four, 

one carer was unable to commit due to their own health concerns, while the other reported a time 

commitment issue in addition to finding the pre-intervention questionnaires confronting. Two 

additional carers began but did not complete the program. One of these reported that they did not 

have enough time to complete the program, while the other withdrew due to health concerns of 

the person they were caring for; both were attending sessions face-to-face. In the CBT group, 

five of the ten randomised carers did not begin the program. Of the eight who met eligibility 

criteria, two indicated that they did not wish to participate but gave no further reason. Two 

withdrew citing irrelevance to their current situation. Four carers were deemed to have 
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completed their treatment following between five and twelve sessions and their data were 

included. 

 

   

Table 2. 

Demographic data for all randomised participants 

Participant Sex Age Ethnicity 
Marital 

Status 
Education  Occupation Employment 

Caring 

for 

Resides 

with 
Modality 

START           
001a F 49 White Australian Married University  Home duties Nil Mother Yes Clinic 

002a F 52 White Australian Single University  Fulltime carer Nil Mother No Telehealth 

003b M 79 White Australian Married TAFE  Sign writer Retired Wife Yes d/a 

004a F 51 White Australian Married n/a n/a n/a Mother Yes Telehealth 

006a F 58 
Indigenous 

Australian 
Married 

High 

school 
n/a Retired Mother No Clinic 

010b M 52 White Australian Married n/a Farm contractor Fulltime Wife Yes d/a 

012a F 77 Irish Married TAFE  Small business Retired Husband Yes Telehealth 

017b M n/a n/a n/a n/a n/a n/a n/a n/a d/a 

018b F 74 White Australian Married TAFE  Small business Retired Husband Yes Clinic 

020a F 60 White Australian Married University 
Speech 

Pathologist 
Retired Husband Yes Telehealth 

021b F 72 White Australian Married University Teacher Retired Husband Yes Clinic 

022b F 61 White Australian Married TAFE Director Retired Mother Yes d/a 

CBT           

005b M n/a n/a n/a n/a  n/a n/a n/a n/a d/a Participant Sex Age Ethnicity 
Marital 

Status 
Education  Occupation Employment 

Caring 

for 

Resides 

with 
Modality 

007b M n/a n/a n/a n/a n/a n/a Wife n/a d/a 

008a M 79 Dutch Married 
High 

school 
Panel Beater Retired Wife Yes 

Clinic/ 

Telehealth 

009a M 80 White Australian Married TAFE Supervisor Retired Wife Yes Clinic 

011b M 85 Scottish Married TAFE 
Building 

Inspector 
Retired Wife Yes Clinic 

013b F n/a n/a n/a n/a n/a n/a n/a n/a d/a 

014a M 60 White Australian Single University 
Software 

Engineer 
Nil Mother Yes Telehealth 

015b F n/a n/a n/a n/a n/a n/a n/a n/a d/a 

016b F n/a n/a n/a n/a n/a n/a n/a n/a d/a 

019a F 76 White Australian Married TAFE Secretary Retired Husband Yes 
Clinic/ 

Telehealth 

Note. a = follow-up data obtained, b = no follow-up data obtained, n/a = missing data, d/a = did not attend 

 

 

 

 

Table 2. 

Demographic data for randomised participants 
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Acceptability of the START program 

Of the eight carers who commenced the program six completed all eight sessions. The 

remaining two carers completed two and four sessions each, with one withdrawing due to issues 

unrelated to the program. With this in mind, the attrition rate was calculated at 14%, which is 

comparable to the attrition rate of 15% reported in a previous multicomponent intervention 

(Gitlin et al., 2003). When considering all those who began the program, like the original study 

(Livingston et al., 2014) 75% of participants completed all sessions.  In comparison, carers in the 

CBT group completed an average of six sessions (completing 3, 5, 5, 6 and 12 sessions). 

The average rating for ‘the program met expectations’ for carers who were in the START 

program was higher (M = 8.67, SD = 1.97) than for carers in the CBT program (M = 4, SD = 

1.41). The average rating of ‘relevance’ for START program carers was higher (M = 8.17, SD = 

1.83) compared to carers (M = 4, SD = 1.41) in the CBT program (Figure 3). Furthermore, all six 

START carers indicated that they intended to continue using the strategies they had learnt and 

would refer other carers to the program, compared to two out of four carers in the CBT program. 

Figure 3. Responses to the Caregiver Experience Survey for the those in the START and CBT 

programs. 
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Acceptability of the telehealth modality 

As the current research is focused on determining the acceptability of online delivery of 

the START program, only analysis of START carer data was completed. As can be seen in 

Figure 4 all mean satisfaction scores were above 9/10 for both the telehealth (n = 6) and face-to-

face (n = 2) conditions, indicating very high satisfaction with the program. Carers indicated 

confidence in using telehealth (M = 10, SD = 0) and high ability to talk and express themselves 

with their therapists (M = 9.50, SD = 0.58). Average overall satisfaction with and reported 

acceptance of the telehealth mode was 9.25 (SD = 1.50) and 9.75 (SD = 0.50) respectively. 

 

 

 

 

 

 

 

 

 

Figure 4. START carer satisfaction ratings according to mode of delivery. 

 

Changes in self-reported mood over time 

Analysis of mood (HADS-T) scores indicated that three of the six carers in the START 

program met clinical cut-offs at baseline. Carers P001 and P004 indicated reliable improvement 

and clinically significant change. P001 maintained these gains when followed-up at 3-months 
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post-intervention, however, 3-month follow-up data for P004 was not obtained. Conversely, 

P006 displayed reliable deterioration immediately following the intervention, however, did not 

meet criteria for clinically significant change and no longer met criteria for reliable change when 

followed-up at 3-months post-intervention. For the CBT program, three out of four met clinical 

cut-offs at baseline, nevertheless reliable change was not observed for any CBT carers at 3-

month follow-up. All results for the HADS-T are displayed in Figures 5 and 6. Note, missing 3-

month post follow-up data for P004 and 1-week post follow-up data for P008 and P019. 

 

 
 = threshold indicitive of RC          = threshold indicitive of CSC        * = met clinical cut-off at baseline 

Figure 5. Self-reported HADS-T at baseline, 1-week and 3-month post-intervention for START 

carers. 
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 = threshold indicitive of RC          = threshold indicitive of CSC        * = met clinical cut-off at baseline 

Figure 6. Self-reported HADS-T at baseline, 1-week and 3-month post-intervention for CBT 

carers. 

 
Changes in carer perceived burden over time 
 

Analysis of burden (ZBI) scores indicated that four of the six carers in the START 

program met clinical cut-offs at baseline. Only P001 demonstrated reliable improvement, which 

was maintained at 3-months. As in the mood scales, one carer (P002) displayed increased burden 

immediately following the intervention, however, when followed-up 3-months later reliable 

change was no longer demonstrated. For carers in the CBT program, all four met clinical cut-offs 

at baseline. P014 demonstrated reliable improvement initially but not at 3-month follow up. All 

results for the ZBI are displayed in Figures 7 and 8. Note, missing 3-month post follow-up data 

for P004, 1-week post follow-up data for P008 and P019. 
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 = threshold indicitive of RC          = threshold indicitive of CSC        * = met clinical cut-off at baseline 

Figure 7. Self-reported ZBI at baseline, 1-week and 3-month post-intervention for START 

carers. 
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 = threshold indicitive of RC         = threshold indicitive of CSC        * = met clinical cut-off at baseline 

Figure 8. Self-reported ZBI at baseline, 1-week and 3-month post-intervention for CBT 

carers. 

Discussion 

 Despite growing numbers of carers of PWD in Australia (Access Economics, 2010), there 

is no evidenced-based intervention for the management of associated negative outcomes (Jenson 

et al., 2015; Livingston et al., 2014; Parker et al., 2008; Pinquart & Sörensen, 2006; Selwood et 

al., 2007; Spijker et al., 2008). The primary aim of the current study was to investigate the 

feasibility and acceptability of the adapted START program, to support Australian carers to cope 

in their caring roles. As previously stated, the geographical nature of Australia impacts on 

service provision and care for those living in rural and remote areas (Schirmer, 2017). Therefore, 

this study additionally aimed to explore whether it was practical to deliver the START program 

via telehealth, and whether carers found this an acceptable means of delivery. Individual carer 
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outcomes were also examined to determine whether the program reduced self-reported 

symptoms of anxiety and depression, and perceived burden. 

Acceptability of the intervention was indicated by carer report and program adherence. 

As hypothesised, we observed high completion rates within the START program, with 86% 

completing all eight sessions. These results were higher than those observed in the original UK 

study (Livingston et al., 2014) and comparable to other multicompetent interventions aimed at 

carers of people with dementia (Gitlin et al., 2003). As expected, START carers indicated greater 

acceptability of their intervention, reporting higher rates of the program meeting expectations 

and higher levels of relevance to their situation and current needs, than those in the CBT 

intervention. Furthermore, all six carers in the START program reported that they intended to 

use the strategies learnt and would recommend the program to others. These benefits are similar 

to those identified in a previous qualitative study, exploring carers experiences with the START 

program (Sommerlad et al., 2014). In comparison, carers in the CBT program completed an 

average of six sessions, where the standard number of sessions for the treatment of depression 

(Linde et al.,2015) and anxiety (Kishita & Laidlawb, 2017) is twelve. Notably, our results 

indicated that carers in the CBT program remained within the clinical range for reported mood 

symptoms. Given the low ratings of carer perceived relevance of the CBT program to their 

situation and average number of complete sessions, it is possible that CBT carers may have 

disengaged with the program early on. It is also possible that those being cared for experienced a 

deterioration of condition, therefore requiring more care, which has been identified as a mediator 

of carer affect and burden (Pinquart & Sörensen, 2003). 

 There is emerging evidence that online modalities are growing in acceptance within the 

Australian context (Bradford et al., 2016; Dow et al., 2008), and further afar, specifically older 
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adult carers of PWD are displaying increasing levels of acceptability of technology-based 

supports (Czaja & Rubert, 2002; Torp, Hanson, Hauge, Ulstein, & Magnusson, 2008; Wilz & 

Soellner, 2016). The current research suggests that the START program delivered via telehealth, 

offers a highly satisfactory experience, without compromising confidence or carers perceived 

ability to talk and express themselves with the therapist. In fact, we found that there was no 

difference in reported acceptance of the program between those who attended via telehealth and 

those who attended face-to-face sessions. Our findings are consistent with multiple other studies 

examining the effect of mode of delivery of various psychological therapies in alliance and 

outcome (Andersson et al., 2012; Kiropoulos et al., 2008; Pihlaja et al., 2017; Stiles-Shields, 

Kwasny, Cai, & Mohr, 2014). One study (Marziali, Donahue, & Crossin, 2005) specifically 

compared a face-to-face psychosocial support group intervention with a telehealth 

(videoconferencing) format for 34 carers of persons with neurodegenerative disease (1/3 were 

diagnosed with Alzheimer’s). They found that 95% of carers indicated that the telehealth format 

exceeded their expectations and felt able to communicate ‘at a deep level’. Our findings suggest 

that the use of telehealth services is comparable to face-to-face modalities for the delivery of the 

START program when considering the quality of the therapeutic alliance, however, further 

research is required to determine modality on psychological outcomes. 

 In line with previous research (Hollon et al., 2006; Livingston et al., 2014), we expected 

that both interventions would result in an improvement in mood for all carers. We found that two 

out of the three START carers who met clinical cut-offs at baseline, reported mood symptoms 

within the normal range post-intervention. Notably, those START carers that did not reach 

clinical cut-offs at baseline, remained in the normal range at follow-up. Li et al. (2014) reported 

similar results, suggesting that the START program had both therapeutic and preventative 
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effects. Our results offer preliminary evidence that the START program may also be protective 

against the development of negative affective symptoms in Australian carers. Interestingly, one 

START carer P006 (attending sessions face-to-face) displayed reliable deterioration at 1-week 

post follow-up that was not maintained when followed up at 3-months. Feedback from the carer 

indicated that she was highly engaged throughout the intervention and valued the support of the 

therapist. Therefore, this immediate decline post-intervention may be attributed to the 

intervention ending and perceived loss of support (Webb, Schroder, & Gresswell, 2019). 

 A review of the literature presents conflicting findings regarding the benefits of 

intervention for the reduction in carer reported burden (Brodaty, Green, & Koschera, 2003; 

Pinquart & Sörensen, 2006). Given that the evidence supports the use multicomponent 

interventions (Etters et al., 2008; Gitlin et al., 2003), we hypothesised that the carers in the 

START program would display a reduction in subjective burden following intervention. 

However, of the four carers in the START program indicating clinically significant burden at 

baseline, only one indicated reliable and clinically significant improvement post intervention, 

while another met criterion for reliable deterioration immediately following the invention. In an 

earlier review aimed at investigating the efficacy of various interventions, authors surmised that 

burden may be difficult to influence via intervention (Cooke et al., 2001). While appropriate for 

the identification of carer burden, measures such as the ZBI, may be insensitive to change, 

thereby offering some explanation for the null findings in the current and previous studies. 

Interestingly, consistent with our results, Cooke and colleagues (2001) also found that 

researchers rarely reported deterioration on outcome measures of burden. One possibility is the 

timing of assessment, with the skills and knowledge thought necessary to reduce carer burden, 

taking time to implement and take effect, before benefits can be observed (Cooke et al., 2001).   
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Recruitment and retention of carers for this study proved difficult presenting important 

implications for future research. Firstly, health concerns on behalf of the carer and the (PLWD) 

were not uncommon, with five citing this as a reason for not commencing the program and three 

withdrawing after commencement of the program. Furthermore, both health concerns and other 

commitments also contributed to carers perceptions that they did not have the time to commit to 

the program. As previously stated, 46% of carers in Australia provide fulltime solo care 

(NATSEM, 2017) for someone with dementia. For those receiving support (including respite) 

this valuable time is used for other important activities, including attending their own health 

appointments, completing household chores and maintaining employment (Neville et al., 2015). 

Anecdotally, some carers cited irrelevance or reported that they expected to learn more strategies 

to help in their interactions with the (PLWD). Previous research highlights potential barriers 

facing carers in seeking out support. Carers can have difficulty recognising when they need 

support (Neville et al., 2015), or when they do, they may feel ambivalent or guilty about seeking 

support (Greenwood & Smith, 2015), and can feel unworthy of self-care and engage in self-

sacrificing behaviour (Furlong & Wuest, 2008), especially where the intervention or support 

does not specifically focus on the (PLWD) (Neville et al., 2015). This may offer some insight 

into why carers in the CBT program displayed less engagement compared to those in the START 

program.  

This has implications for future deployment of the START program or other carer 

programs in terms of how the program is marketed, with the benefits for the (PLWD) needing to 

be front and centre. The research also relied heavily on the support of third parties for access to 

and recruitment of participants. Importantly, as recruitment was completed mostly through 

community support services, results may have been influenced in a positive way. With the 
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majority of carers in this study previously connected to support networks, it may be assumed that 

they are help-seeking individuals. Given the high rates of satisfaction compared to the modest 

findings regarding affect and burden, it is possible that START carers in particular overestimated 

the benefits of the program. However, meta-analyses reveal that this is a common phenomenon 

(Brodaty et al., 2003). Conversely, this method of recruitment and our relaxation of exclusion 

criteria may help to explain the modest findings with regards to outcome measures. For example, 

with few START carers meeting clinically significant levels of depression prior to the 

intervention, this limited our ability to demonstrate a significant reduction post-intervention. 

Future researchers may wish to consider collaboration with relevant health services to improve 

access, as our results indicate that those who begin the START program are likely to remain 

engaged and benefit from it. 

 Rates of dementia are increasing across Australia, and with the majority of PWD cared 

for by family carers who experience significant rates of mental physical health concerns, it is of 

clinical interest to develop appropriate support programs so as to limit the burden on carers and 

the health system. These pilot findings indicate preliminary evidence for the acceptability of the 

START intervention for the support of caregiver needs in relation to their caring roles with 

PWD. Furthermore, evidence suggests that the telehealth modality is an acceptable and feasible 

method for the delivery of the START program. This research indicates that Telehealth offers an 

innovative and flexible approach, that effectively meets the needs of carers and may reduce 

barriers to carer access to support. Preliminary results also indicate that the program may be 

effective in providing relief for anxiety and depression, however, further investigation is required 

to make conclusions regarding benefits of perceived burden. 
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Appendix C: Participant Information Sheet 
 

START Caring for Carers: Examining a new coping program for carers 
of people with dementia 

INFORMATION FOR CARER 
 
What is this research about? 
This research will work out whether a new program that has been designed to improve 
coping, wellbeing and mood in carers of people with dementia, works better than the 
established program that is currently available to carers. 
 
Who is doing the research? 
Dr Michelle Kelly from the University of Newcastle along with a very experienced 
research team are doing this research. The research team comprise researchers from 
the University of Newcastle and University of New South Wales: Dr Michelle Kelly, 
Laureate Professor Robert Sanson-Fisher, Professor Skye McDonald and student 
researchers undertaking postgraduate study under Dr Kelly’s supervision.  

Who is paying for the research? 
The University of Newcastle is funding this research. 
 
Why is the research being done? 
Carers of people with dementia take on many additional responsibilities that can be 
physically and emotionally challenging and impact their mood and wellbeing. This 
research is looking at a way we can support carers to improve their quality of life.  
 
How do I take part in this research?  
You can take part in this research by attending 6-10 individual sessions of the program 
either by attending the clinic or another venue, or via videoconferencing in your home. 
 
What will I be asked to do? 
You will be invited to attend 6-10 individual sessions over a period of 8 to 16 weeks, 
either face to face or via videoconferencing. Each session will last around an hour. The 
sessions will focus on coping, relaxation and accessing support. You will either receive 
the new programme or an established program. The sessions will be delivered by a 
provisionally registered psychologist undertaking training at the University of Newcastle, 
and include a screening interview, which will be conducted by telephone.  
 
On 3 further occasions, we will also ask you to complete some questionnaires about 
your wellbeing and quality of life and the wellbeing and quality of life of the person you 
care for.  
 
 
These assessments will be conducted over the phone/teleconference, by a different 
researcher to the person you will be meeting with for the 6-10 session program. 
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In total there are 9-13 appointments (either face to face, by phone or teleconference) 
with members of the research team. 
 
Where will the sessions be held? 
We have put in place a range of appointment options to accommodate the different 
needs of carers. Depending on your needs you can participate by attending:  

a) the Psychology Clinic at the University of Newcastle at either the Callaghan or 
Ourimbah campus 

b) the Alzheimer’s Australia office in Hamilton  
c) the Clinic at HMRI  
d) via Telehealth video or phone conferencing 
e) by special arrangement of home visits in certain circumstances 

 
Can I choose which type of program I receive? 
No, you will be randomly assigned to either the new program or the established 
program.  
 
Can anyone participate? 
The study is suitable for people who are experiencing signs of stress or low mood 
(depression or anxiety) associated with their caring role. We will conduct an interview 
and assess whether this program is right for your needs; you will be offered other 
services where appropriate. 
To be eligible to take part you must: 

A) Be an unpaid adult carer of a person with dementia (i.e. a partner, family member 
or friend) over 18 years of age. It is ok to participate if you receive carers pension. 

B)   Provide practical or emotional support on at least a daily basis to the person with 
dementia  

C)   Be able to read and write in English (as you will be taken through a manual during 
the program). 

 
What if I feel uncomfortable in a session? 
If you feel uncomfortable during a session you can take a break, ask the therapist to 
reschedule, or discontinue your involvement in the research. 
 
What choice do I have about taking part? 
Your decision to take part in the research is entirely voluntary. You do not have to take 
part if you do not want to. You can change your mind at any time and stop taking part in 
the research. This won’t change anything about your involvement/ relationship with any 
other services you receive including the service that referred you, either now or in the 
future. 
 
What if I’m upset by what is talked about during a session? 
If you have any further concerns about what is discussed during a session, you can call 
the National Dementia Helpline on 1800 100 500 for advice and counselling. You can 
also speak with the person providing the program. 
 



MULTICOMPONENT INTERVENTION FOR AUSTRALIAN CARERS 62 

What will happen to what I say? 
With your consent, we will record and/or video the sessions and take some notes. Any 
recordings of sessions will be used to determine how closely the researcher delivering 
the program is following the manual. You will still be able to participate in the study even 
if you do not wish the sessions to be recorded. What you tell us and the results of your 
assessments will be used to help us understand how well the program works. The 
research findings will be published in an Alzheimer’s Australia NSW discussion paper. 
We will also talk about the research at conferences and community events and publish 
articles about the research in national and international journals. The information 
obtained will also be analysed for the purpose of producing student theses. 
 
Notes of the session content will be stored securely at the Psychology clinic. All other 
information which is considered part of the research will be deidentified and stored 
securely at the University of Newcastle. 
 
What about confidentiality? Will anyone know it was me who took part in the 
research? 
What you say and any of the information we collect will be confidential. This means that 
we won’t tell anyone it was you who participated in the research. We will take out any 
information that could give away that it was you who took part, like your name and 
specific things about you. In some cases, if we were to be concerned about your safety 
or the safety of others, we would need to disclose some information. In this case we 
would endeavour to speak with you about this first. This will be further explained.  
 
What type of information will you collect? 
We will collect information about your role as a carer, things that you find difficult when 
caring and how this affects your mood, and also things that you find help you to care for 
others. We will interview you to ask for this information and also collect information from 
questionnaires, files notes and recordings from therapy sessions.  
 
We will also ask for you GP details, should we need to contact them in the event that we 
were worried about your safety. With your permission, we would notify them that you 
are plan to attend the program, and of the outcome at the end of the sessions. 
 
 
Who do I contact if I have questions about the research? 
If you have any questions about the research, please contact Dr Michelle Kelly on (02) 
4921 6838 or michelle.kelly@newcastle.edu.au. 
 
What if I am not happy with the research and want to make a complaint? 
Should you have concerns about your rights as a participant in this research, or you 
have a complaint about the manner in which the research is conducted, it may be 
discussed with the researcher, or, if an independent person is preferred, with the Human 
Research Ethics Officer, Research Services, NIER Precinct, The University of 
Newcastle, University Drive, Callaghan NSW 2308, Australia, telephone (02) 4921 6333, 
email Human-Ethics@newcastle.edu.au.  
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So, how do I volunteer? 
If you agree to participate in the research, please sign both copies of the consent form 
attached and return the researchers’ copy to the University of Newcastle in the reply 
paid envelope provided. Please keep this information sheet for your records. Once you 
have returned the signed consent form, a researcher will then contact you to arrange an 
interview time convenient for you. 

A copy of the Alzheimer’s Australia discussion paper will be provided to you if you tick 
the box on the attached consent form and provide your address details. 
 
Taking part in future research 
If you would like, you can agree that your data can be used as part of future research 
projects. This is entirely voluntary. Deciding that you do not want your data to be used in 
future research will not affect your participation in the current study. 

You can also agree to be contacted about future research. Agreeing to be contacted 
does not obligate you to take part; participation in any future research is entirely 
voluntary. 

Thank you for considering participating in our research.  
 
DR MICHELLE KELLY 
Senior Lecturer 
Clinical Psychology Program 
School of Psychology 
Faculty of Science and IT 
T: +61 2 49216 838 
F: +61 2 49216 980 
E: Michelle.Kelly@newcastle.edu.au 
W: www.newcastle.edu.au/profile/michelle-kelly 
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Appendix D: Consent Forms 
 

CONSENT CARER 
 

START Caring for Carers: Examining a new coping program for carers 
of people with dementia  

I, ................................................................................................................................ [name]  
 
of..........................................................................................................................….[address]  
 
have read and understood the Information for Carers on the above named research study 
 
and have discussed the study with .............................................................................................. 
 
I have been made aware of the procedures involved in the study, including any known or expected 
inconvenience, risk, discomfort or potential side effect and of their implications as far as they are 
currently known by the researchers. 
 
I understand I am consenting to take part in a study that involves a program of 6-10 sessions 
focussed on strategies to improve my mood and well-being (face to face, via teleconference or 
over the phone), as well as 3 assessment sessions over the phone. 
 
Please indicate where you would like the sessions to take place (tick any that apply): 

☐ the Psychology Clinic at the University of Newcastle at either the Callaghan or 
Ourimbah campus 
☐ the Alzheimer’s Australia office in Hamilton  
☐ the Clinic at HMRI  
☐ via Telehealth video or phone conferencing 
☐ by special arrangement of home visits in certain circumstances 

 
I understand that the sessions may be audio/video recorded and that the content of these recordings 
will remain confidential.  
 
I do / do not give my consent to audio/video recording of sessions (delete as applicable).  
 
I provide consent for the researchers to contact my GP. My GP details are as follows: 
 
GP Name: 
Address: 
Telephone number: 
 
 
I also understand that the research study is strictly confidential. The only exception is where illegal 
activity (e.g. elder abuse) is uncovered. In this case, I understand that the matter will be referred 
to relevant authorities. 
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I freely choose to participate in this study and understand that I can withdraw at any time. 
 
I do / do not give consent for research collected as part of this project to be used in future research 
(delete as applicable). 
 
I hereby agree to participate in this research study. 
 
NAME:    ........................................................................................................... 
 
 
SIGNATURE:   ........................................................................................................... 
 
 
DATE:    ........................................................................................................... 
 
 
NAME OF WITNESS: ……. ................................................................................................. 
 
 
SIGNATURE OF WITNESS: ................................................................................................. 
 

Yes, I would like to be contacted about future research. I understand that agreeing to be 
contacted about future research does mean I am obliged to take part and that participation 
in any future research is entirely voluntary. 

 
Yes, I would like a copy of the research report sent to me at the address provided below. I 
understand that my address will not be used for any other purpose. 

 
Your email/address:  
 
.......................................................................................................................................................... 
 
  



MULTICOMPONENT INTERVENTION FOR AUSTRALIAN CARERS 66 

 
 

Revocation of Consent 
 
 

Caring for Carers: Examining a new coping program for carers of 
people with dementia  

I hereby wish to WITHDRAW my consent to participate in this research project and understand 
that such withdrawal WILL NOT jeopardize any treatment or my relationship with Alzheimer’s 
Australia NSW or any other organisations that I am receiving services through. 
 
 
 
 
SIGNATURE: ___________________________________                   
 
 
 
NAME: _____________________________________  
 
 
 
DATE: ______________________ 
 
 
 
                                         
 
If you change your mind and no longer wish to participate in the research, 
please complete this Revocation of Consent form and send it to: 
 
Dr Michelle Kelly 
University of Newcastle – School of Psychology 
Behavioural Sciences Building W132 
University Drive 
Callaghan NSW 2308 
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Appendix E: Referrers Information Sheet 
 

START CARING FOR CARERS: EXAMINING A NEW COPING PROGRAM FOR 
CARERS OF PEOPLE WITH DEMENTIA 

 
Why this project is being conducted 
Carers of people with dementia face many challenges. The development of effective programs that 
support carers is vital to the quality of life of both the carer and the person they are caring for. In 
the United Kingdom, a specific program to meet this aim (called START) has been developed. 
This study will examine whether the START program is acceptable to Australian carers and 
therapists.  
 
Who to refer 
Carers eligible to take part if: 

A) They are an unpaid adult carer of a person with dementia (i.e. a partner, family member 
or friend) over 18 years of age (carers pension is ok) 

B) They provide practical or emotional support on at least a daily basis to the person with 
dementia  

C) They are showing signs of stress (moderate anxiety or depression) related to their caring 
role (we can assess this) 

D) They have adequate English proficiency (the manual requires reading and writing) 
E) Are judged by yourself to be able to complete the study 

 
Carers are not eligible if they: 

F) Have current high level of suicidality, or significant cognitive difficulties (e.g., learning 
difficulties or dementia) 

 
Please note that this is an individual therapy so only the main carer from any one family can take 
part.  
 
What will carers be required to do 
Carers will be asked to complete 6-10 one-hour sessions of the program and three assessment 
sessions. Sessions can be conducted at the Psychology Clinic (University of Newcastle, Ourimbah 
or Callaghan campus), at Alzheimer's Australia, HMRI, at your centre, or via videoconferencing 
(telehealth). 
 
What help we need from you 
Please mention the research to eligible carers and if they agree, please forward their name and 
phone number to Michelle.Kelly@newcastle.edu.au. Carers can also contact Dr Michelle Kelly 
directly on 02 49216838. Please note this is not the participant consenting to participate in the 
research; they are only consenting to be contacted by the researcher to discuss the study further.  
Please phone Dr Michelle Kelly on 02 49216838 if you have any questions. 
 
This project has been approved by the University’s Human Research Ethics Committee, 
Approval No. H-2016-0299. 
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Appendix F: Advertising Flyer 

 
  



MULTICOMPONENT INTERVENTION FOR AUSTRALIAN CARERS 69 

Appendix G: Standardised Measures 
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Appendix H: Carer Experience Survey 
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Appendix I: Initial Assessment and Intake Forms 
 

START Caring for Carers 
Clinical Interview 

 
 
 
 
 
 
 
 
 
 
Introduction 
Explain your role: I am one of the therapists for the study. We will be working together 
over the 8-10 sessions of the program. The aim of this program is to address some 
concerns you may be having to help you feel better. It will either be a program that 
already has an evidence base, or an alternative new program that we are testing in 
Australia for the first time. You won’t know which program you are having, and neither 
does the researcher who completes the assessments with you. This is to help us work 
out how the two approaches compare. Before and after each of the sessions in the 
coming weeks we’ll ask you to complete some questionnaires to let us know how you 
found that session. This is important as we want to know from you, about your 
experience, how it fits with your expectations and what you like. 
 
Purpose of interview: I would like to ask you a few questions that will help me to make 
sure you will find the program useful. It will feel like I’m just asking lots of questions 
today, but next session we’ll be doing more to help you in your caring role. 
 
Confidentiality: I need to remind you that everything we discuss is confidential. By this I 
mean it will not be discussed outside the research team. The only exception to this is if I 
am worried about your or someone else’s safety, or if I become aware of serious 
criminal offense, in which case I might need to contact someone else such as a 
healthcare or other professional. I would always try and discuss this with you first if 
possible.  
For eHab (telehealth) only: We have taken every measure to ensure that the program, 
ehab, which allows us to speak over the internet remains confidential, however, we 
must make you aware that security measures taken over the internet are not impervious 
to malicious attacks. Are you happy to proceed knowing this risk    Yes   /   No 
 
Confidentiality explained:  Yes   /   No 

Consent obtained and form signed: Yes   /   No 

Consent to record session obtained and form signed: Yes   /   No 

What do you like to be called? _______________________  

Date: 
Client Name:  
Client ID: 
Therapist Name: 
Therapist ID: 
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What do you call the person with dementia who you support? ____________________ 

How do you define your relationship?(e.g.partners, parent-child, friends)? 

______________ 

Do you see yourself as a carer or do you define your role differently? 

__________________ 

 
PRESENTING PROBLEM/CURRENT SITUATION 
Would you be able to tell me what some of your concerns are at the moment?  
Prompts: 

What are the main challenges / difficulties that you face in relation to your caring 
role?  
How does this impact on your life and relationships?  
Do you have any other difficulties/stressors not connected to your caring role at 
present?  
Think about difficulties in different contexts e.g. work, family life, and the impact this is having. 
……………………………………………………………………………………………………… 

……………………………………………………………………………………………………… 

……………………………………………………………………………………………………… 

……………………………………………………………………………………………………… 

……………………………………………………………………………………………………… 

……………………………………………………………………………………………………… 

……………………………………………………………………………………………………… 

What are your expectations/ hopes/ goals I.e. What would you hope to get out of 
participating in the sessions? 
…………………………………………………………………………………………………… 

……………………………………………………………………………………………………… 

……………………………………………………………………………………………………… 

……………………………………………………………………………………………………… 

 
What are you already doing to manage the difficulties that you are facing at the 
moment? 
……………………………………………………………………………………………………… 
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……………………………………………………………………………………………………… 

……………………………………………………………………………………………………… 

……………………………………………………………………………………………………… 

……………………………………………………………………………………………………… 

Do you have ways of coping with stress that you find useful or helpful? 
……………………………………………………………………………………………………… 

……………………………………………………………………………………………………… 

……………………………………………………………………………………………………… 

……………………………………………………………………………………………………… 

……………………………………………………………………………………………………… 

Is there anyone else in your family or community who also supports you or is 
involved in caring for your relative? Do you or your relative receive any other 
formal support/ input from other services? 
……………………………………………………………………………………………………… 

……………………………………………………………………………………………………… 

……………………………………………………………………………………………………… 

……………………………………………………………………………………………………… 

 

BACKGROUND 
Is there anything else about your relationship with ____, growing up, or your life 
prior to their diagnosis of dementia that you think is important for me to know 
about? 
…………………………………………………………………………………………………… 

…………………………………………………………………………………………………… 

…………………………………………………………………………………………………… 

……………………………………………………………………………………………………… 

……………………………………………………………………………………………………… 

Contact with services 
Lead in: “I will now ask you some questions about your previous contact with 
health services. This is important in helping us make sure that offering the 
program is going to be helpful to you”.  
“Are you receiving any current treatment from mental health or counselling 
services or are you on a waiting list for treatment?”  YES/NO 
If YES, details – e.g. name/ profession of person seeing/ where seen  
……………………………………………………………………………………………………… 
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……………………………………………………………………………………………………… 
If YES, service may still be appropriate - Discuss with supervisor as necessary  
“Have you ever been diagnosed with a mental illness such as depression or 
anxiety”?  
……………………………………………………………………………………………………… 
……………………………………………………………………………………………………… 
“Have you had any previous psychological/psychiatric/counselling treatment?”    
YES/NO…. 
If yes, who with and where?  
……………………………………………………………………………………………………… 
 
……………………………………………………………………………………………………… 
“Do you remember what type of treatment this was e.g. counselling/ CBT/ 
psychotherapy?” (Many won’t be able to report type, normalise this). 
……………………………………………………………………………………………………… 
 
……………………………………………………………………………………………………… 
“How helpful was this treatment?”  
……………………………………………………………………………………………………… 
 
……………………………………………………………………………………………………… 
“Have you ever or do you currently have any of the following symptoms, I’ll be 
going through a list with you”: (if they answer yes, gather some additional details, 
when, how long did it last, still a problem?) 

1)  “Very low mood”:  Yes/No, if yes, how long did this last________ 
2) “A time you were feeling so good/hyper/full of energy (on top of the world) that other 

people thought you were not your normal self”:     Yes/No 
3) “Ever had strange or unusual symptoms, hearing things when there was no one around, 

seeing things that were not real, strange sensations on or under your skin, the sense the 
TV was sending you special messages”:      Yes/No 

4) “Ever a time when your alcohol or other drug use was out of your control”:     Yes/No 
5) “Ever a time when you felt a sudden rush of anxiety/panic/fear that you could not 

explain” Yes/No 
6) “Ever a time when you have been afraid to leave the house or be in crowds”    Yes/No 
7) “Ever a time when you thought your worries were out of control, taking over your life or 

when you could not relax or feel settled for a long period of time”    Yes/No 
8) “Have you ever been worried about thoughts that kept coming back even though you 

didn’t want them too, like the concern for germs or worried you would hurt another 
person”    Yes/No 

9) “Have you ever thought that your life was threatened or been present during an 
extremely upsetting or traumatic event”    Yes/No 

10) “Do you feel easily distracted, unable to concentrate even on enjoyable activity, did you 
have trouble concentrating at school or were hyperactive”    Yes/No 

 
 “Are you currently taking any medication to help with your mental health?” 
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………………………………………………………………………………………………………
……..……………………………………………………………………………………………… 
 
“Has anyone else in your family (e.g., parents/siblings) had any difficulties with 
mental illness?” 
………………………………………………………………………………………………………
……..……………………………………………………………………………………………… 
RISK ASSESSMENT (the questions below are a guide, refer to your clinical training 
and clinic procedures for full details): “It is important for me to ask the following 
questions, which we ask everyone, they may seem silly or strange or not relevant 
to you. They are regarding safety to yourself and to others. Sometimes when 
people are going through hard times in life they may become sad or depressed. 
At these times it’s not unusual for people to have thoughts they would not 
normally have.  
Risk to Self: “Have you ever had thoughts about hurting yourself?”  YES/NO                           
 Are you having these thoughts at the moment? If historical, get details of context – 
when, what was going on at this time, what was the content of the thoughts? 
……………………………………………………………………………………………………… 
……………………………………………………………………………………………………… 
……………………………………………………………………………………………………… 
Have you ever made plans to end your life?  YES/NO   If yes, next question… 
Are you having these thoughts at the moment? If historical, get details of context – 
what did they plan to do, did they implement any of the stages? 
……………………………………………………………………………………………………… 
……………………………………………………………………………………………………… 
Have you made any plans to act on these thoughts? Have you thought how you 
would act on them?  
……………………………………………………………………………………………………… 
……………………………………………………………………………………………………… 
………………………………………………………………………………………………………
…… 
Have you made any actual preparations to end your life? (Risk increases with: 
lethality of method, level of detail, access to method, potential for rescue, prior 
rehearsal, time chosen) 
……………………………………………………………………………………………………… 
……………………………………………………………………………………………………… 
………………………………………………………………………………………………………
…… 
 What is stopping you from harming or killing yourself at the moment? (Protective 
factors) 
……………………………………………………………………………………………………… 
……………………………………………………………………………………………………… 
If you are concerned about their safety currently. Ask if they have been to their 
GP, who else knows about their suicidal thoughts/plans, what support they have 
been offered, and what (if anything) they want you to do e.g. follow up with 
GP/local service. 
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……………………………………………………………………………………………………… 
……………………………………………………………………………………………………… 
……………………………………………………………………………………………………… 
“Have you ever attempted suicide or harmed yourself in the past?” 
……………………………………………………………………………………………………… 
……………………………………………………………………………………………………… 
……………………………………………………………………………………………………… 
If they are currently at risk, ask them to wait while you go and get advice from 
your supervisor present or Michelle Kelly. Tell them about GP/ A&E and give 
numbers for the Lifeline (13 11 14) and Mental Health Access Line (1800 011 511).  
Risk to others: 
Sometimes when people are having difficulties or are stressed they have 
thoughts about harming others [such as the person they are caring for], do you 
have any thoughts like that?  YES/NO 
Have you ever acted upon these thoughts/feelings? YES/NO – If yes – seek detail 
e.g. how long ago, one off or repeated occurrence, what was the outcome of the 
incident? Ask about the immediacy of risk and protective factors, how the risk is being 
managed currently, who else knows. If YES, discuss with your supervisor immediately. 
…………………………………..………………………………………………………….……… 
…………………………………..…………………………………………………………………. 
……………………………………………………………………………………………………. 
……………………………………………………………………………………………………… 
Do you think anybody you have contact with is at risk of harm? e.g. 
children/partner/older people. 
Specifically ask about risks to person with dementia.   
Discuss with your supervisor immediately if required. 
 
……………………………………………………………………………………………………… 
 
……………………………………………………………………………………………………… 
 
……………………………………………………………………………………………………… 
 
Risk from others: 
“Do you feel at risk [e.g. physical harm or abuse] from the person you are caring 
for or anybody else?” 
……………………………………………………………………………………………………… 
……………………………………………………………………………………………………… 
Substances: 
"Caring can be very stressful. People tend to cope with situations in different 
ways, and sometimes people might use alcohol and/or drugs to help them to 
cope. You may feel that this doesn’t apply to you, but I have to ask everyone 
these questions.” 
 
“How much do you drink per week?” (record amounts, what they drink and pattern) 
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……………………………………………………………………………………………………… 
……………………………………………………………………………………………………… 
“Do you ever drink to manage the stress associated with your caring role?” (Ask 
details – within normal limits?) 
……………………………………………………………………………………………………… 
……………………………………………………………………………………………………… 
………………………………………………………………………………………………………  
“Are you at all concerned about how much you are drinking?” 
……………………………………………………………………………………………………… 
……………………………………………………………………………………………………… 
………………………………………………………………………………………………………  
“Do you use any prescription medications or other drugs?” Ask details e.g. illegal 
drugs/ misusing prescription drugs 
…………………………………………………………………………………………………… 
……………………………………………………………………………………………………… 
……………………………………………………………………………………………………… 
(NB 1 unit = 1 can mid-strength beer, 100ml glass wine, 30ml spirit) 
If excessive drinking, ask if they would like support in managing this and let them 
know you will find out about local services that might be able to help, and get 
back to them. 
……………………………………………………………………………………………………… 
If the questions have not been relevant, normalise again that they do not apply to 
everyone and thank them for answering. 
Access 
Are there any barriers or difficulties that may make it difficult for you to attend 
sessions? E.g. getting time off work, child care, transport. Discuss possible ways round 

this if necessary - Depending on the currently available options, these may include 

telehealth appointments, or attending a local Alzheimer’s Australia office for telehealth 

or face-to-face appointments (check what is possible with supervisor prior to making 

phone call). Another option could be respite care through the Commonwealth Respite 

and Carelink Centre Ph: 1800 052 222. 
……………………………………………………………………………………………………… 

……………………………………………………………………………………………………… 

If Telehealth / Home Visits: “Would you be able to have a protected time and 
space in your home away from your relative for an hour at a time to speak to a 
worker?” This is important – make sure there is a WORKABLE plan. Consider use of 
respite. 
……………………………………………………………………………………………………… 

……………………………………………………………………………………………………… 

……………………………………………………………………………………………………… 
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“Do you have any concerns or questions about the sessions?” 
……………………………………………………………………………………………………… 

……………………………………………………………………………………………………… 

“Is there anything else you would like to tell me that I have not asked about but 
that you think is important for me to know?” 
……………………………………………………………………………………………………… 

……………………………………………………………………………………………………… 

Mental Status Examination 
Appearance:  
Behaviour during interview:  
Affect:  
Mood:  
Speech:  
Thought Form:  
Thought Content:  
Perception:  
Cognition and Intellectual Functioning:  
Insight and Judgement:  
 
 
Thank them for completing the screening assessment. Check in how they found 
the assessment/talking e.g. any thoughts/feeling that arose, or any questions. 
Book first session with them and note time/date below. Notify them that you will 
send them an email/letter with appointment details.  
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START intake form 
 

 

Start of Block: START Intake Form 

 
Q1 Inform of status of psychologist in training and use of videotaping for study and supervision. 
Consent provided and signed consent form obtained? 

o Yes  (1)  

o No  (2)  
 
 

 
Q2 Where would you like to attend therapy? 

o Clinic  (1)  

o Telehealth  (2)  
 
 

 
Q3 Date 

________________________________________________________________ 
 
 

 
Q4 Intake person 

________________________________________________________________ 
 
 

 
Q5 Client Name 

________________________________________________________________ 
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Q6 Participant ID 

________________________________________________________________ 
 
 

 
Q7 Home Phone: 

________________________________________________________________ 
 
 

 
Q8 Mobile Phone: 

________________________________________________________________ 
 
 

 
Q9 Email: 

________________________________________________________________ 
 
 

 
Q10 Address (incl. post code): 

________________________________________________________________ 
 
 

 
Q11 Postal Address (incl. post code): 

________________________________________________________________ 
 
 

 
Q14 Gender: 

o Female  (1)  

o Male  (2)  

o ID Other  (3)  
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Q12 DOB: 

________________________________________________________________ 
 
 

 
Q13 Age: 

________________________________________________________________ 
 
 

 
Q38 Ethnicity: 

o White Australian  (1)  

o Aboriginal or TSI  (2)  

o Other  (3)  
 
 
Display This Question: 

If Ethnicity: = Other 

 
Q43 Other Ethnicity?, please specify: 

________________________________________________________________ 
 
 

 
Q42 Marital status: 

o Not currently married or cohabitating  (1)  

o Married, or cohabitation  (2)  
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Q44 Level of education: 

o no qualification  (1)  

o School level qualification yr10+  (2)  

o TAFE or equiv. qualification  (3)  

o University or equiv. qualification  (4)  
 
 

 
Q15 Occupation: 

________________________________________________________________ 
 
 

 
Q39 Employment: 

o fulltime  (1)  

o parttime  (2)  

o volunteer (in addition to carer role)  (3)  

o retired  (4)  

o not working  (5)  

o contractor  (6)  
 
 

 
Q16 Name of the person you provide care to: 

________________________________________________________________ 
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Q37 Relationship to the person you provide care to: 

o Spouse or partner  (1)  

o child  (2)  

o Partner of child  (3)  

o Sibling  (4)  

o Niece / nephew  (5)  

o friend  (6)  

o other  (7)  
 
 
Display This Question: 

If Relationship to the person you provide care to: = other 

 
Q40 If other, what is your relationship? 

________________________________________________________________ 
 
 

 
Q41 Do you live with the person you provide care to? 

________________________________________________________________ 
 
 

 
Q17 GP details 

________________________________________________________________ 
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Q18 Consent to liaise or send information to GP if required? 

o Yes  (1)  

o No  (2)  
 
 

 
Q19 Next of Kin? 

________________________________________________________________ 
 
 

 
Q20 Contact details for next of Kin: 

________________________________________________________________ 
 
 

 
Q22 Which day and time of the week might suit you best to attend the program? 

 Mon (1) Tues (2) Wed (3) Thur (4) Fri (5) 

AM (1)  ▢  ▢  ▢  ▢  ▢  

PM (2)  ▢  ▢  ▢  ▢  ▢  

 
 
 

 
Q23 Can the clinic contact you during the day to arrange an appointment time? 

o Yes  (1)  

o No  (2)  
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Q24 Who do you live with? 

________________________________________________________________ 
 
 

 
Q25 Can a message be left with other members of the household? 

o Yes  (1)  

o No  (2)  
 
 

 
Q26 Can a message be left on the Answering machine? 

o Yes  (1)  

o No  (2)  
 
 

 
Q27 Reported Problem: (enter - to attend START program) 
 
 

 
Q28 Risk Assessment:     "It is important for me to ask the following questions, which we ask 
everyone, they may seem silly or strange or not relevant to you. They are regarding safety to 
yourself and to others. Sometimes when people are going through hard times in life they may 
become sad or depressed. At these times it's not unusual for people to have thoughts they would 
not normally have.     Have things ever gotten so bad that you've thought about or tried to hurt 
yourself or someone else? 

o Yes  (1)  

o No  (2)  
 
 
Display This Question: 

If Risk Assessment:   "It is important for me to ask the following questions, which we ask everyone,... = Yes 
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Q30 Are you having these thoughts at the moment? 

o Yes  (1)  

o No, historical  (2)  
 
 
Display This Question: 

If Are you having these thoughts at the moment? = No, historical 

 
Q29  If historical, get details of context - what did they plan to do, did they and to what 
extent did they implement/act on their thoughts? 

________________________________________________________________ 
 
 
Display This Question: 

If Are you having these thoughts at the moment? = Yes 

 
Q31 If yes, Have you made any plans or attempts to act on these thoughts?  

o Yes  (1)  

o No  (2)  
 
 
Display This Question: 

If If yes, Have you made any plans or attempts to act on these thoughts? = Yes 

 
Q33 If yes, ask them to agree with you that they will not harm themselves immediately whilst you 
go and get advice from you supervisor. (Discuss with your supervisor immediately).Tell them 
about GP / E&E and give numbers for the Lifeline (13 11 14) and always dial 000 in case of 
emergency or if they are worried for their safety or the safety of someone else? 

________________________________________________________________ 
 
 
Display This Question: 

If If yes, Have you made any plans or attempts to act on these thoughts? = No 
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Q35 If no, details of thoughts? 

________________________________________________________________ 
 
 

 
Q34 Risk assessment:  

 Assessed Level 

 Yes (1) No (2) None (1) Low (2) Medium 
(3) High (4) 

Risk to self 
(1)  o  o  o  o  o  o  

Risk to 
others (2)  o  o  o  o  o  o  

 
 
 

 
Q32 Notification required 

o Yes  (1)  

o No  (2)  
 
End of Block: START Intake Form 
 




