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Synopsis 

Dementia is a progressive, life limiting condition that, as cognitive and functional 

capacity decline, has an increasing impact on the health and quality of life of the person 

with the condition and their family caregivers (AIHW, 2012). It is a condition that is 

cloaked in stigma and misunderstanding, factors that have the potential to isolate those 

living with the condition from sources of practical and emotional support (Alzheimer's 

Australia, 2012). Recent advances in the treatment of dementia have not resulted in a 

cure or substantially altered the disease progression, which accentuates a need for early 

psychosocial intervention (Prince, Bryce, & Ferri, 2011). A proactive approach with 

interventions offered at the beginning of the disease/care trajectory is seen as a way to 

develop the coping resources of the person with dementia and their caregiver, to prevent 

or delay progression into a more dependent or critical period (Bates, Boote, & Beverley, 

2003; Clare, Kinsella, Logsdon, Whitlatch, & Zarit, 2010; Moon & Betts Adams, 2012). 

Early-intervention also creates a window of opportunity for involving the person with 

dementia whilst they are still able to participate in planning discussions (Alzheimer's 

Australia NSW, 2012; Cooper et al., 2012; Whitlatch, Judge, Zarit, & Femia, 2006). 

 

Ideally, the post-diagnosis care continuum for people with dementia should be 

seamless, and they should be supported to remain at home where that is possible and 

desirable (Access Economics, 2009b). However, the complexity of the Australian health 

and aged sector often makes it difficult and stressful for people with dementia and their 

caregivers to know what kinds of services are available and how to access them (Lloyd 

& Stirling, 2011; Runge, Gilham, & Peut, 2009). A lack of planning is strongly 

associated with crisis decision making, which increases the likelihood of inappropriate 

care arrangements and decreased wellbeing the person with dementia and their 

caregivers (Mak & Sörensen, 2012). Therefore, the ‘Shared Care’ study comprised the 
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development, implementation and evaluation of a community based psychosocial 

intervention for older people with early-stage dementia in partnership with their family 

caregivers (the dyad). It aimed to examine the extent to which participation in a 

psychosocial intervention for early-stage dementia dyads had a beneficial effect on the 

dyads’ wellbeing, sense of self-efficacy in managing the consequences of dementia and 

their relationship. To foster early introduction to formal support networks, experienced 

community aged care service staff were recruited and trained to deliver the intervention. 

It was anticipated that the adoption of an exchange model of practice, in which 

dementia dyads and aged care practitioners worked together to achieve the best care 

outcomes, would be beneficial and empowering for the dyads while enhancing job 

satisfaction for intervention staff (Nolan, Ryan, Enderby, & Reid, 2002). Working with 

older people with dementia has traditionally been seen as a less desirable option and 

often considered to be the poor relation to acute health care (Pusey & Richards, 2001). 

The development of partnered interventions utilising practitioner staff was seen as an 

opportunity to challenge this assumption.  

 

Ninety-six dyads were recruited to the ‘Shared Care’ study across two coastal 

and two metropolitan regions in South-East Queensland, Australia. The study utilised a 

quasi-experimental non-equivalent group pre-test and post-test design, thus ensuring 

intervention and control groups were geographically distant from each other and 

minimising possible cross contamination. The ‘Follow-up Explanatory Design’ variant 

of the explanatory sequential mixed method approach guided data collection and 

analysis (Creswell & Plano Clark, 2007). Quantitative data were collected and analysed 

first, the collection and analysis of qualitative data occurred after this in order to 

examine specific findings in more detail (Creswell & Plano Clark, 2007). Trained 

research assistants collected the quantitative data at three time points. Over a seven 
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month period of participation, specific changes were anticipated to occur differentially 

in the two study groups across the main outcome variables of self-efficacy, dyadic 

relationship, wellbeing and secondary measures of dyad congruence of care preferences 

and values and service uptake/knowledge.  

 

Participation in the psychosocial intervention was associated with significant 

increases in routine community services awareness and uptake amongst the intervention 

group dyads’ but not on their self-efficacy, dyadic relationship and wellbeing outcomes. 

However, most changes were in the desired direction of better outcomes associated with 

participation in the intervention group. Intervention group dyads’ considered they were 

better informed on available support networks due to participation and also expressed 

an increased awareness of their partner’s preferences regarding external care.  

 

Although there were still concerns about the future, there was a sense that 

intervention group dyads’ had gained the resources and knowledge to enable them to 

adapt, stay positive and cope better than before. These results suggest that the greater 

awareness of future care needs and information gathering provided by the intervention 

sessions were important in initiating the development of future care plans and in most 

cases sustaining their implementation.  
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Chapter 1 

Introduction 

Introduction 

Population ageing has become a global phenomenon and concern surrounds the ability 

of health and aged care services to respond. Longevity brings increasing demand for 

complex care to manage a wide range of co-morbidities, of which dementia is one of the 

more prevalent. Dementia is a complex, life limiting condition that is predicted to 

become the leading cause of disability in Australia by 2016. Demand for high-quality 

care for people living with dementia is expected to rise rapidly over the coming decade 

with expenditure on dementia exceeding that of any other health condition. As demand 

for health and aged care support increases there is a projected reduction in labour supply 

and a similar rate of decline in informal care numbers.  

 

Governments have focused upon the need to manage, and if possible contain 

these rising costs and address increasing service demand. Early-intervention is a key 

policy directive across the continuum of Australian government funded health, aged 

care and social welfare services and is a particular focus of international dementia 

research and practice. The potential benefits of early-intervention with people in the 

early-stages of dementia and their family caregivers [also referred to as ‘the dyad’ 

throughout this dissertation] are considerable. Early diagnosis and intervention assists 

people with dementia and their family caregivers to identify symptoms of potential 

concern and seek appropriate assessment, treatment and support. This has the potential 

to improve their quality of life and enable them to remain independent for as long as 

possible. Early-intervention also provides an opportunity to involve the person with 

dementia whilst they retain the capacity to participate in planning discussions, and may 

also be helpful in lessening the decision-making burden on caregivers that occurs as the 
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disease progresses. To date, little research has been devoted to the effectiveness of 

dyadic psychosocial interventions in early-stage dementia. Therefore, the ‘Shared Care’ 

study reported in this dissertation comprised the development, implementation and 

evaluation of a community based early-intervention for older people with early-stage 

dementia in partnership with their family caregivers. To foster early introduction to 

formal support networks an existing practitioner workforce was recruited and trained to 

deliver the intervention. This chapter provides an overview of key demographic and 

service related issues, a justification for the study including a brief description of the 

intervention selected and concludes with a summary of the dissertation framework.  

 

Current Trends in Population Ageing  

The Australian population has more than doubled over the last 50 years and reflects 

global trends in population ageing (Department of Social Services, 2013; Pink, 2012; 

WHO, 2013). Currently the proportion of the population aged 65 and older is 

approximately 14 per cent (ABS, 2012b; Department of Social Services, 2013) and is 

projected to increase to 20 per cent by 2030 (Pink, 2012). The growth in the older 

population is increasingly concentrated in the higher age range. The population aged 85 

years and over has more than tripled to 1.8 per cent of the population in the thirty years 

to 2001 (ABS, 2012b) and grew by more than 5 per cent between 2009 and 2010 (Pink, 

2012).  

 

Impact of an ageing demographic 

Longevity brings increasing demand for complex care to manage a wide range of co-

morbidities, of which dementia is one of the more debilitating (Productivity 

Commission, 2011a). Outcomes for individuals with major chronic diseases, such as 

cancer and cardiovascular disease, continue to improve as treatment options become 
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more effective and widely available. But the impact of conditions such as dementia and 

other neurological disorders on health and aged care service provision is increasing as 

they become more prevalent (Savage, 2009). Dementia was named a National Health 

Priority Area in 2012 and is predicted to become the leading cause of disability in 

Australia by 2016 (AIHW, 2012). The incidence of dementia in Australia is expected to 

peak between 2021 and 2030 (AIHW, 2012). There were estimated to be 332,000 

people with dementia in Australia in 2014, this is predicted to increase to nearly 1 

million by mid-century (AIHW, 2012, 2014). These figures contribute to the estimated 

44 million people living with dementia worldwide today, a figure which is set to more 

than triple by 2050 (Prince, Albanese, Guerchet, & Prina, 2014). Whilst dementia is a 

leading contributor to disability and dependence amongst people aged 65 years or older 

it is not an inevitable consequence of ageing, although incidence increases with age 

(Prince et al., 2014). In 2011 1 in 11 (9%) of all Australians aged 65 and over had 

dementia, increasing to 3 in 10 (30%) for those aged 85 and over (AIHW, 2012).  

 

Dementia 

The World Health Organisation (2012, p. 7) describes dementia as a syndrome of the 

brain, ‘...in which there is disturbance of multiple higher cortical functions, including 

memory, thinking, orientation, comprehension, calculation, learning capacity, language, 

and judgement’. People with dementia experience impairment in language, memory, 

perception, personality and cognitive skills (AIHW, 2012). The best-known and most 

prevalent symptom of dementia is memory impairment. Initially portrayed by loss of 

short term memory, but followed insidiously as the long term memory is affected by 

behavioural changes, disorientation in time and place, loss of physical function and 

language impairment (WHO, 2012). Loss of functional ability as the disease progresses 

is the most common morbid effect of dementia (Harris, 2010).  
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Dementia is not a single disease, a number of conditions fit within the syndrome 

and many people have mixed forms. Alzheimer’s disease accounts for approximately 70 

per cent of cases followed by vascular dementia (20% to 30%), frontotemporal 

dementia (5% to 10%) and dementia with Lewy bodies (5%) (AIHW, 2012; WHO, 

2012). Advances in the medical treatment of dementia have not substantially altered the 

progression of the condition (AIHW, 2014; Crouch, 2009). The findings from a large 

population based study conducted in the UK predicted survival time after the estimated 

onset of dementia to be approximately 4.5yrs years for women and just over 4 years for 

men, although these times were influenced by age and co-morbidities prior to onset 

(Xie, Brayne, & Matthews, 2008).  

 

Dementia is commonly classified as having three stages, early, mid and late, 

with each stage characterised by distinct symptoms and graduating cognitive and 

functional decline (AIHW, 2014; Harris, 2010; WHO, 2012). Early-stage dementia, the 

focus of the ‘Shared Care’ study, is a descriptive term for the less advanced stages of 

dementia. In the early-stages the person with dementia experiences some mild 

impairments but is able to maintain a level of independence (Kuhn, 2007). More 

recently, attention has also focused on mild cognitive impairment (MCI) a 

heterogeneous state between normal ageing and early dementia (Cooper, Li, Lyketsos, 

& Livingston, 2013; Roberts et al., 2012). MCI is associated with memory deficits or 

other mild cognitive dysfunction which have little or no effect on everyday functioning 

(Garand, Lingler, Conner, & Dew, 2009).  Not all persons with MCI progress to further 

cognitive impairment, but levels of conversion to Alzheimer’s disease are significantly 

higher amongst this group compared with the rate expected in the general population 

(Ganguli, Fu, Snitz, Hughes, & Chang, 2013; Garand et al., 2009; Roberto, McCann, & 

Blieszner, 2011). Men record a higher incidence of MCI compared to women (Brodaty 
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et al., 2013; Roberts et al., 2012), which is contrary to the higher incidence of dementia 

noted amongst women (Commonwealth of Australia, 2010).   

 

Australia’s Aged Care Policy and Service Framework 

The current and predicted growth within the older population, combined with a notable 

increase in dementia incidence has created concern regarding Australia’s capacity to 

manage what has been referred to as an ‘ageing crisis’ (Access Economics, 2010; 

Productivity Commission, 2013; Rice, Temple, & McDonald, 2014). Such concern is 

understandable given that the ageing of the Australian population is accompanied by a 

reduction in labour supply (Rice et al., 2014). The proportion of people aged between 

15 and 64 years, defined as the 'working-age' population, is projected to decline from 67 

per cent of the total population in 2006 to 58 per cent in 2056 (ABS, 2010b). This 

decline will be most pronounced in the early 2020s (Productivity Commission, 2013), at 

the point when demand for aged care support will be greatest.  The current aged care 

system is highly dependent on informal care, and a similar rate of decline in informal 

caregiver numbers is also predicted to occur (AIHW, 2013a).   

 

The Australian Government funds the public costs of aged care. Australian 

expenditure on aged care totalled $13.3 billion during the 2012–13 financial year, with 

the greatest proportion directed at residential aged care (Department of Social Services, 

2013). Aged care costs are currently the third largest fiscal pressure for the 

Commonwealth Government and are projected to increase from 0.8 per cent of GDP in 

2011-12 to 2.6 per cent by 2059-60 (Productivity Commission, 2013). Health and aged 

care expenditure directly attributable to dementia was estimated to be $2.0 billion in 

2009–10, of which residential aged care services accounted for 55 per cent and 

community aged care support for people with dementia 21 per cent (AIHW, 2012). 
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Health and residential aged care expenditure on dementia is anticipated to increase 225 

per cent between 2003 and 2030, far outstripping that of any other health condition 

(Access Economics, 2009a, 2009c; AIHW, 2007).  

 

The Community Aged Care Sector 

Australia’s aged care services range from services provided to individuals within their 

own homes to care provided in residential aged care facilities, commonly referred to as 

nursing homes (Department of Social Services, 2013).  The recent Commonwealth 

Government ‘Caring for older Australians’ aged care sector reform agenda, highlighted 

a need to refocus aged care from a predominantly institutional model to a broad range of 

community care options (Department of Social Services, 2013). The traditional 

trajectory of older people through the aged care system has been to enter residential 

aged care as needs become more complex, but demand for high-quality care for people 

living with dementia in the community is expected to rise dramatically over the coming 

decade (Parker, Mills, & Abbey, 2008). The majority of older people prefer to exercise 

some measure of choice over their care and remain connected to the community and 

services with which they are familiar. Therefore recent government policy has focused 

on enabling them to remain in their own home or ‘age in place’ (AIHW, 2013b). The 

Commonwealth Government has predicted that by 2050 over 3.5 million Australians 

will access aged care services each year with up to 80 per cent of the services delivered 

in the community (Commonwealth of Australia, 2012). Reducing the number of older 

people moving from care at home to residential care may also be seen as an important 

cost-containment strategy. Care at home is cheaper than care in a residential aged care 

facility given that most of it is provided by unpaid informal care networks (Prince, 

Prina, & Guerchet, 2013).  
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Community Aged Care Workforce 

Increasing demand for support by frail older people and their caregivers has resulted in 

rapid growth in the aged care sector. The sector workforce is projected to grow from 

304,000 workers in 2010 to approximately 827,100 by 2050 (Commonwealth of 

Australia, 2012). When discussing the community workforce it is common to 

distinguish between unpaid care provided by family, friends and neighbours, and 

support provided by paid care workers. Family care is generally referred to as ‘informal’ 

care and paid care as ‘formal’ care. The most common pattern of care for community 

dwelling older people, including those with dementia, is a mix of formal and informal 

support (AIHW, 2013a). 

 

Formal Support: The majority of aged care services in the community are provided by 

not-for-profit organisations and delivered by a predominantly female workforce (King 

et al., 2013). A significant proportion of the community aged care workforce that 

provide direct care are not nurses but paraprofessional staff, commonly referred to in 

Queensland as Personal Care Workers (PCW). Paraprofessional staff make up the 

majority of the workforce at 81 per cent, Registered Nurses (including Nurse 

Practitioners) account for only 8.4 per cent (King et al., 2013). Aged care has long been 

an occupation that attracts older workers, as confirmed by the most recent census of the 

Australian aged care workforce conducted by the National Institute of Labour Studies. 

This found that nearly 70 per cent of the direct care workforce were aged 45 or above, 

with a median age of 50 years (King et al., 2013). The majority have post-school 

qualifications and the proportion of paraprofessional staff with aged care related 

qualifications (Cert. III or IV in Aged Care or Home and Community Care) has 

increased since the 2007 census (King et al., 2013).  The aged care sector experiences 

long-standing difficulties in attracting and retaining sufficient numbers of skilled and 
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trained workers, and at 25 per cent has a staff turnover rate which is higher than 

comparable sectors (Commonwealth of Australia, 2012). High staff turnover is 

considered to be a key consequence of the low profile, status and valuation of aged care 

work (Prince et al., 2013).   

 

Informal Support:  In 2011 there were an estimated 200,000 informal carers of people 

with dementia living in the community (AIHW, 2012). Since carers of people in the 

earlier stages of dementia are commonly under-represented in the Survey of Disability, 

Ageing and Carers (SDAC) from which this figure is derived, it is considered an 

underestimation of the full scale of informal support provided to people with dementia 

in the community (AIHW, 2012). Care-giving relationships are generally spousal, 

however adult children often care for ageing parents (Graham & Bassett, 2006). This is 

supported by preliminary findings from the 2012 SDAC; the majority of primary 

caregivers are aged 65 years and older, are caring for a partner and living in the same 

household as the person they care for (ABS, 2013). Women predominantly assume a 

primary care role, representing 70 per cent of primary caregivers (ABS, 2013). 

However, the need for older people to rely on unrelated (also termed non-kin) 

caregivers is increasing as people live longer, have smaller families, live at a distance 

from family members and family breakdown resulting in divorce becomes more 

prevalent (Lapierre & Keating, 2013; Voorpostel, 2013). 

 

Justification for the study 

Early intervention is a key policy directive across the continuum of Australian 

government funded health, aged care and social welfare services and is a particular 

focus of international dementia research and practice. Recent advances in the medical 

treatment of dementia have not substantially altered disease progression and the 

knowledge that dementia is a progressive condition with no known cure highlights a 
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need for early-intervention (Crouch, 2009; Prince et al., 2011). Early intervention assists 

people with dementia and their family caregivers to identify symptoms of potential 

concern and seek appropriate assessment, treatment and support (Standing Committee 

on Health and Ageing, 2013). This support has the potential to improve the dyads’ 

quality of life and enable them to remain independent for as long as possible 

(Alzheimer's Australia, 2012). Early intervention also provides an opportunity to 

actively involve the person with dementia whilst they retain the capacity to participate 

in planning discussions, and may also be helpful in lessening the decision-making 

burden on caregivers that occurs as the disease progresses (Alzheimer's Australia NSW, 

2012; Toot et al., 2013).  

 

Ideally, the post-diagnosis care continuum for people with dementia should be 

seamless, and they should be supported to remain at home where that is possible and 

desirable (Access Economics, 2009b). However, the complexity of the Australian health 

and aged sector often makes it difficult and stressful for people with dementia and their 

caregivers to know about the kinds of services available and how to access them (Lloyd 

& Stirling, 2011; Runge et al., 2009). Forward planning and early introduction to 

community service providers are two strategies that can alleviate this situation (Kuhn, 

King, & Fulton, 2005). They are considered critical elements in empowering dementia 

dyads and fostering appropriate identification of and access to support along the disease 

continuum (Vernooij-Dassen & OldeRekkert, 2004; Vickrey et al., 2006).  

 

To date, little research has been devoted to the effectiveness of dyadic 

psychosocial interventions in early-stage dementia (Moon & Betts Adams, 2012). 

Therefore, the ‘Shared Care’ study documented in this dissertation comprised the 

development, implementation and evaluation of a community based early-intervention 
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for older people with early-stage dementia in partnership with their family caregivers. It 

aimed to examine the extent to which participation in a psychosocial intervention aimed 

at early-stage dementia had a beneficial effect on dyadic wellbeing, sense of self-

efficacy in managing the consequences of dementia and the dyads’ relationship. The 

study not only considered how a structured psychosocial intervention for dementia 

dyads may improve wellbeing outcomes but also how it could fit within the continuum 

of aged care services provided by community service agencies. To foster early 

introduction to formal support networks the study utilised an existing practitioner 

workforce to deliver the intervention. It was anticipated that the adoption of an 

exchange model of practice, in which dementia dyads and aged care practitioners work 

together to achieve the best care outcomes, would be beneficial and empowering for the 

dyads and also enhance job satisfaction for intervention staff (Nolan et al., 2002). 

Working with older people with dementia has traditionally been seen as a less desirable 

option and often considered to be the poor relation to acute health care (Pusey & 

Richards, 2001). The development of partnered interventions utilising practitioner staff 

was seen as an opportunity to challenge this assumption.         

 

Study Aims and Objectives 

The intervention selected for this study, the Early Diagnosis Dyadic Intervention 

(EDDI), was developed and trialled in USA by Whitlatch et al. (2006). The aim of the 

intervention is to assist the dyad to identify issues that they may experience during the 

dementia trajectory and empower them to develop strategies and support structures to 

manage them (Menne & Whitlatch, 2007; Whitlatch et al. 2006). The intervention will 

be discussed in more detail in Chapters 2 and 3. The specific objectives of the ‘Shared 

Care’ study were: [1] the adaptation of the EDDI developed and trialled in the USA to 

the Australian setting, [2] the implementation and evaluation of the EDDI in the in-
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home setting, [3] analysis and discussion of the quantitative and qualitative findings 

from the study, and [4] developing and disseminating recommendations on an early-

intervention model of community dementia care. 

 

Dissertation Framework 

In light of the introduction to the broad issues associated with population ageing, the 

rise in the incidence of dementia and the individual and systemic impact of dementia on 

the expansion of aged care and dementia specific services presented in this Chapter, 

Chapter Two presents a review of relevant research associated with dyadic adaptation 

to dementia and psychosocial interventions. The impact of dyadic relationships, 

reciprocity and resilience, external support acceptance and uptake and the evolution of 

psychosocial interventions to support dyadic involvement are introduced. The ensuing 

discussion provides a platform for justifying the studies rationale and purpose. Finally, 

the self-efficacy theoretical framework that guides the study and the selected 

intervention are presented, and the original USA EDDI study development, strengths 

and weaknesses discussed. This chapter concludes by summarising the findings from 

the literature search and review. Chapter Three outlines the methodological 

considerations of the ‘Shared Care’ study, its design and outcome measurement. The 

studies exploratory sequential mixed-methods and quasi-experimental design is 

described and justified. The qualitative and quantitative data collection procedures are 

described and statistical procedures, including those used for data management and 

analysis, explained. Outcome measures for the person with dementia and caregiver (the 

dyad) and intervention staff are presented plus a description of quantitative instrument 

reliability and validity. The pilot study component is examined with reference to its 

conduct and contribution to improving the main study. The chapter concludes with an 

outline of ethical considerations and a summary of the study.  
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Quantitative findings are presented in Chapter Four. Firstly, descriptive data in 

relation to dyad and intervention staff demographic characteristics are presented. 

Secondly the pre and post-intervention statistical analysis and findings are presented 

across the key study outcomes: 1) self-efficacy; 2) dyadic relationship; 3) wellbeing; 4) 

values and preferences and; 5) service uptake, awareness and acceptance. Data for the 

key outcome variables are presented across the three time periods and significant 

differences and trends between the groups are examined to determine the changes and 

relationships across time. Chapter Five reports on the evaluation of the intervention 

delivered. Quantitative and qualitative data from intervention group dyads and a subset 

of intervention staff are presented in order to identify the acceptability of the 

intervention and the extent to which it was delivered and implemented as intended. 

Where possible the ‘Shared Care’ study findings are compared with those of the original 

USA EDDI study to ascertain and illuminate any cross-cultural differences in the 

findings.  

 

In Chapter Six qualitative data collected via semi-structured interviews with a 

subset of intervention and control group dyads are presented to clarify and explain some 

of the key variable findings. The interviews examine in more detail the experiences of 

the person with dementia and their caregivers in the early-stages of cognitive/functional 

change, with a specific focus on aspects that related to the studies primary (self-efficacy, 

wellbeing and dyadic strain) and secondary (values & preferences, service use) 

quantitative measures. The discussion in Chapter Seven examines the findings in 

relation to the broader literature discussed in Chapters One and Two on the impact of 

dementia on the dyad and also the importance of the dyadic relationship in managing 

the demands of a progressive condition. The discussion links the qualitative and 

quantitative findings to the theoretical framework and examines the study in the context 
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of relevant contemporary literature. Finally, Chapter Eight makes conclusions and 

recommendations for research, education, practice and policy within the dyadic 

psychosocial intervention field. 
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Chapter 2 

Literature Review 

Introduction 

The previous chapter provided an overview of the Australian aged care policy and 

demographic context that introduced the challenges associated with a rapidly ageing 

population, and early-intervention strategies to accommodate the associated increase in 

dementia prevalence. This chapter covers three key topics, all related to the 

psychological and practical elements required by the dementia dyad to manage the 

demands of their progressive condition. Firstly, the value and challenges associated with 

early-intervention and the evidence for various determinants of healthy adaptation to 

dementia, including relational factors and support acceptance, are introduced and 

discussed. The second part of the review focuses on appropriate intervention structures 

to support wellbeing for those living with dementia. This commences with a historical 

overview of community based dementia psychosocial intervention (PSI) research that 

traces their evolution to support dyadic involvement. The current evidence base in 

relation to effective PSI structures for dementia dyads follows. The final section on the 

construct of self-efficacy, including its application in chronic condition self-

management structures, constitutes the core of the ‘Shared Care’ study’s theoretical 

framework. The objectives and development of the intervention (EDDI) utilised in the 

study follow, and this chapter concludes with statements on the studies significance, 

research question and scientific hypotheses.  

 

Method  

A search of published research literature was conducted across common health and 

psychosocial databases [Ageline, PsycINFO, CINAHL, Medline] and selected 

electronic publications. Key words (Community and Functional, Dementia, Dementia 
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interventions, Dementia Dyads, Dyadic Interventions, Dyadic relationships, Early 

Intervention, Early Diagnosis, Intervention models, Person with Dementia, 

Psychosocial Intervention, Relationships, Resilience, Reciprocity, Self-Efficacy, Self- 

Management, Stigma). For the purposes of this review ‘early’ was defined as early in 

the development of a dementia or when symptoms are relatively mild. In order to 

explore further, the reference lists of identified articles were examined for additional 

relevant articles. The final review included literature reporting on early-intervention 

with dementia dyads (included diagnosis and disclosure), dyadic adaptation and 

relationships, resilience in older people, reciprocity amongst caregiving dyads, as well 

as published papers of psychosocial intervention models targeting community dwelling 

dementia caregivers, dyads or the person with dementia. These were included as there 

was potential for learning to be applied to the ‘Shared Care’ study’s methodology and 

intervention approaches, as demonstrating meaningful outcomes in dementia 

psychosocial intervention research is known to be challenging. As a result of the search 

587 papers published between 1983 and 2014 were identified and examined.  

 

Once an exhaustive list of publications was compiled, identified studies were 

assessed by title and/or abstract in order to determine their eligibility for inclusion. Only 

publications containing topics of interest to the study, as defined above, were examined 

further. The quality of the included literature was assessed through an initial reading in 

the area to map progress and to identify key theorists/researchers. Articles were assessed 

on the credibility of the researcher, those reporting research studies were also assessed 

on the quality of the research methods and the relevance of the research (Bronson & 

Davis, 2012). Systematic reviews and/or meta-analyses of community based dementia 

psychosocial interventions were included in the review in preference to individual 

intervention studies. This method was chosen due to the diversity and volume of PSI 
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research publications amassed during more than three decades of PSI research. The aim 

of systematic reviews is to identify, evaluate and synthesise all relevant research in a 

selected field and provide a rigorous and unbiased overview of the existing evidence 

(Charlesworth, 2001). Those selected provided a good overview of PSI research 

undertaken to date, so that the relevance to the present work could be determined. 

Eighty-seven psychosocial intervention papers were examined and 24 systematic 

reviews published between 2001 and 2013 included in the review. In total, 128 papers 

were included in the review. 

 

The Benefits of Early Diagnosis and Intervention 

As noted in the introductory chapter, early-intervention with people in the early-stages 

of dementia and their family caregivers [the dyad] accommodates both economic and 

personal wellbeing interests (Alzheimer's Australia, 2012; Prince et al., 2011; 

Productivity Commission, 2013). A proactive approach with interventions offered at the 

beginning of the disease/care trajectory, is recommended as a way of preventing or 

delaying progression into more dependent stages (Bates et al., 2003; Moon & Betts 

Adams, 2012). Most importantly, intervening early provides an opportunity for the 

person with dementia to be actively involved in care related discussions, prior to 

significant deterioration in their complex decision making capacity (Bates et al., 2003; 

Moon & Betts Adams, 2012; Parker et al., 2008; Pinquart & Sörensen, 2006; Spijker et 

al., 2008).  

 

Obtaining a formal diagnosis is an important milestone in the progression of 

dementia. Diagnosis marks a transition from uncertainty and ambiguity for people with 

dementia and caregivers, it allows those who receive it to access appropriate treatments 

at the earliest opportunity and to make informed choices about their current and future 
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care needs (Borson et al., 2013; Bupa, 2013; Moore & Cahill, 2013). However, although 

early diagnosis of dementia and open disclosure is deemed advisable and actively 

promoted within Australia and internationally, difficulties continue to exist in 

recognising and acknowledging dementia (Phillips, Pond, & Goode, 2011). The early-

stages of dementia are generally unrecognised or unaccepted in the community (Bupa, 

2013; Standing Committee on Health and Ageing, 2013), with delays of up to four years 

between initial symptom onset and a formal diagnosis common (Chrisp, Thomas, 

Goddard, & Owens, 2011; Connell, Boise, Stuckey, Holmes, & Hudson, 2004; Leifer, 

2003; Standing Committee on Health and Ageing, 2013; Werner & Heinik, 2008). A 

recent report on timely dementia diagnosis and intervention practices commissioned by 

Alzheimer’s Australia, estimated that up to 50 per cent of people currently living with 

early-stage dementia do not have a formal diagnosis (Phillips et al., 2011). 

Consequently, this early-stage group is under-represented in research (Alzheimer's 

Australia, 2012; Iliffe & Manthorpe, 2004; Phillips et al., 2011; Prince et al., 2011). 

 

The discrepancy between policy and action in early diagnosis has been attributed 

to a number of factors; poor recognition of early symptoms, the detrimental impact of 

stigma on help seeking behaviour and limited diagnostic capacity in primary care 

(Alzheimer's Australia, 2012; Bupa, 2013; Standing Committee on Health and Ageing, 

2013). The onset of dementia is gradual and early changes in cognitive and executive 

functioning are often perceived by the person affected, their family members and 

primary care physicians as a normal part of ageing (Access Economics, 2011; Phillips et 

al., 2011; Prince et al., 2011; WHO, 2012). People with dementia often delay seeking 

help due to concerns regarding how their diagnosis will affect the way in which others 

view and treat them (Bunn et al., 2012; Byszewski et al., 2007; de Boer et al., 2007; 

Werner & Heinik, 2008). Stigma and discrimination are widely associated with 
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dementia and it is not uncommon for people with dementia to withdraw from social 

networks in order to conceal their symptoms or diagnosis from friends and family 

(Bunn et al., 2012; Burgener & Berger, 2008; de Boer et al., 2007; Werner & Heinik, 

2008). A lack of timely diagnosis is also affected by the confronting nature of cognitive 

assessment and the discomfort experienced by primary care physicians when conveying 

a diagnosis of dementia, particularly in the early-stages (Chodosh et al., 2004; Moore & 

Cahill, 2013; Van Hout, Vernooij-Dassen, Jansen, & Stalman, 2006; Woods et al., 

2003). In this respect parallels have been drawn with the disclosure of a diagnosis of 

cancer in the 1960’s when treatment options were limited and prognosis poor (Bamford 

et al., 2004; Burgener & Berger, 2008; Lee, Roen, & Thornton, 2013).  

 

Adaptation to Dementia 

The profound impact of dementia on the lives of people experiencing the condition, and 

on their families is well documented in the literature (Górska et al., 2013). How the 

dyad acknowledges or resists the physical and emotional stressors associated with 

dementia has a significant impact on how they adapt to dementia (Martin, Peter-Wright, 

Braun, Hornung, & Scholz, 2009; Piiparinen & Whitlatch, 2011; Quinn, Clare, 

McGuinness, & Woods, 2012; Williamson, 2008).  This section will explore the impact 

of early changes on dyadic wellbeing, and the effectiveness of adaptive characteristics 

and strategies in mediating functional and emotional deterioration. 

 

Early Changes 

Full realisation of the limitations the disease imposes on normal life tend to emerge as 

the person with dementias’ complex task competence declines (de Boer et al., 2007; 

Koppel & Dallos, 2007; Moniz-Cook, Manthorpe, Carr, Gibson, & Vernooij-Dassen, 

2006; Nichols & Martindale-Adams, 2006; Robinson, Clare, & Evans, 2005). Even in 
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the early-stages of dementia problems occur with familiar tasks, such as shopping or 

driving, as decision making, problem solving and judgement are affected and confusion 

and disorientation in relation to people and places become apparent (Runge et al., 2009). 

Critical events as a result of unsafe driving or poor financial decisions create an abrupt 

recognition of decline, forcing the dyad to acknowledge the extent of the problem 

(Nichols & Martindale-Adams, 2006). Responses to safety concerns, particularly in 

relation to driving or financial management, not only result in a loss of autonomy for 

the person with dementia but also increase decision making stress for the caregiver 

(Martin et al., 2009; Palan Lopez & Guarino, 2013). Driving is closely associated with 

maintaining independence and social connectedness for older people, therefore its loss 

generally results in a reduction in quality of life and a higher risk of depression for both 

members of the dyad (Johnson, Frank, Pond, & Stocks, 2013; Musselwhite & Shergold, 

2013).  

 

Resilience and Relationships 

Early behavioural and functional changes have the capacity to create frustration and 

conflict within the dyadic relationship (Hilgeman et al., 2014; Nichols & Martindale-

Adams, 2006). Both members of the dyad have to adjust to a change in the balance of 

roles as the caregiver progressively takes on more responsibility for the welfare of the 

person with dementia (Quinn, Clare, McGuinness, & Woods, 2013). This has an impact 

on individual autonomy, as each member of the dyad endeavours to maintain a sense of 

identity within their relationship (Martin et al., 2009; Piiparinen & Whitlatch, 2011; 

Quinn et al., 2012). However, some dyads adjust to the demands of dementia and resist 

detrimental changes to their wellbeing more effectively than others (Livingston, Cooper, 

Woods, Milne, & Katona, 2008). Factors such as resilience, good quality relationships, 

and access to social and practical support networks are considered to be protective 
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(Bull, 2013). The individual strengths exhibited by resilient older people include the 

capacity to analyse and understand the age related challenges they experience, and the 

competence to negotiate and exert control over them (Fitzpatrick & Vacha-Haase, 

2010). Close, cohesive relationships and access to external support systems also support 

resilience (Ong, Bergeman, & Boker, 2009). Resilient people generally have positive 

relationships with friends and family, who they can rely on to provide meaningful 

support if and when required (McCabe & O'Connor, 2012).  

 

Recent research, building on the seminal work of Keady and Nolan (2003) in 

partnerships in family care, has focused on the effect of relational factors on dyadic 

management of dementia (Ablitt, Jones, & Muersc, 2009) and their subsequent impact 

on dyadic wellbeing (Kim, Zarit, Femia, & Savla, 2012). A sense of affinity is an 

important determinant in positive relational aspects remaining intact during dementia 

progression (Ablitt et al., 2009). Relationship closeness in care-giving dyads is 

characterised by the quality of the emotional bond and tends to encompass similarities 

in values and beliefs, feelings of emotional closeness and positive sentiment towards 

their dyad partner (Fauth et al., 2012). A closer care giving relationship has been 

associated with slower progression of cognitive and functional symptoms, particularly 

for persons with spouse caregivers (Norton et al., 2009). This has been related to the 

fact that caregivers who report higher pre-morbid relationship quality, experience a 

greater sense of reward and satisfaction in their caring role (Ablitt et al., 2009).  

 

The quality and form (spousal, adult child or friend) of the dyadic relationship 

both have a strong influence on caregiver commitment (Martin et al., 2009; Quinn, 

Clare, & Woods, 2013). Dyadic relationships are generally spousal, however 

intergenerational (e.g., parent/child) dyadic relationships also display strong ties of 
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affection and reciprocity (ABS, 2013; Barker, 2002; Fauth et al., 2012). Adult children 

care for ageing parents in appreciation of the care they received as children, and also in 

anticipation their children will support them in later life (Graham & Bassett, 2006). The 

strength of the family ties between dyad members has an impact on motivation to 

provide care and on expectations regarding the level of support provided. The majority 

of caregivers responding to a recent survey of caregivers in Australia reported their 

main incentive for taking on the role of primary care provider was a sense of family 

responsibility, closely followed by a feeling they could provide better care than anybody 

else (ABS, 2013). Marital cohesion, characterised by intimacy and emotional support, 

has been noted to be an important factor in predicting positive dyadic relationship 

outcomes and wellbeing for spousal caregivers of people with dementia (Fauth et al., 

2012; Martin et al., 2009; Norton et al., 2009). Older spousal dyads are thought to be 

more effective in managing the progressive deterioration which occurs with dementia 

due to their capacity to adapt to challenging life events, developed over the course of a 

long-term relationship (Martin et al., 2009).   

 

In all forms of dyadic relationship caregiver commitment or reciprocity is 

negatively affected by the functional and emotional decline that occurs as dementia 

progresses (Graham & Bassett, 2006; Hellström, Nolan, & Lundh, 2007; Lyons, Zarit, 

Sayer, & Whitlatch, 2002). The demands of providing care can result in a loss of 

relational contentment and fulfilment as the caregiver becomes overwhelmed by the 

duties of care giving and resentful towards the care recipient (Ablitt et al., 2009; 

Fitzpatrick & Vacha-Haase, 2010). A poor quality pre-morbid dyadic relationship, 

compounded by low levels of closeness and feelings of loss since dementia onset, also 

contributes to high levels of relationship stress and poor wellbeing for both members of 

the dyad (Ablitt et al., 2009; Fauth et al., 2012). Conflict within the wider family and 
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social network is further exacerbated if family members are unable or unwilling to 

provide the level of support demanded or disagree with the dyad’s care preferences, 

particularly if they are associated with financial matters (Franks, Pierce, & Dwyer, 

2003; Reamy, Kim, Zarit, & Whitlatch, 2011). These factors have a significant impact 

on dyadic wellbeing (Kim et al., 2012), and increase the likelihood of secondary risks to 

wellbeing, such as social isolation, reduction in practical support, and caregiver health 

problems occurring (Martin et al., 2009). 

 

Access to and Acceptance of External Support 

The factors that limit or encourage dementia dyads to seek help have become a 

significant topic of research (Peel & Harding, 2013; Ploeg et al., 2010). The need for 

support and services amongst dementia dyads increases incrementally as functional and 

cognitive capacity declines, they may also be required rapidly when an acute change 

occurs due to a worsening of symptoms or other health problems (Peel & Harding, 

2013). Ideally, the post-diagnosis care continuum for people with dementia should be 

seamless, and they should be supported to remain at home where that is possible and 

desirable (Access Economics, 2009b). Unfortunately, the quality and availability of 

early intervention services for people with dementia is variable (Standing Committee on 

Health and Ageing, 2013). The complexity of the Australian health and aged sector 

often makes it difficult and stressful for people with dementia and their caregivers to 

know the kinds of services available and how to access them (Lloyd & Stirling, 2011; 

Runge et al., 2009). Service navigation challenges are compounded by patchy and at 

times poorly coordinated post-diagnostic support (Górska et al., 2013; Lloyd & Stirling, 

2011; Robinson et al., 2009; Standing Committee on Health and Ageing, 2013). When 

early-intervention services for dementia are available they are not commonly provided 

by the same organisations that provide supportive community services for dyads in the 
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mid to late-stage of dementia (Standing Committee on Health and Ageing, 2013). This 

results in the dyad having to re-negotiate their care needs with new agencies during a 

stressful period of change and deterioration or, more commonly delaying access to 

formal community support until a crisis occurs (Witucki Brown et al., 2007).  

 

Preparing for increasing care needs requires the person with dementia to 

consider and plan for future incapacity, a concept that some would prefer to avoid 

thinking about (Mak & Sörensen, 2012; Sörensen, Duberstein, Chapman, Lyness, & 

Pinquart, 2008). Dementia is a condition that is frequently cloaked in stigma and 

misunderstanding, factors that have the potential to isolate both those living with the 

condition and their informal caregivers from sources of practical and emotional support 

(Alzheimer's Australia, 2012; Martin, Turner, Wallace, & Choudhry, 2013). A frequent 

reaction is denial and fear when external assistance is offered, especially in the early-

stages when symptoms are mild (Garand et al., 2009). These reactions have a 

detrimental impact on the decision to seek help and consequently on the dyads 

wellbeing and quality of life (Shatenstein, Kergoat, & Reid, 2008; Thornicroft, Rose, 

Kassam, & Sartorius, 2007).  

 

Trust is generally the dominant feature that influences the dyads’ relationships 

with care providers, both informal and formal (Ray & Street, 2011). Dementia dyads are 

more likely to seek support from family members than access formal service agencies, 

particularly for personal care tasks (Wacker, 2007). Older people generally only seek 

help outside of the family from friends, neighbours or formal service providers, when 

family members are unavailable (Voorpostel, 2013). This is generally attributed to a 

lack of awareness or confidence in community support services and/or reluctance on the 

part of the person with dementia to accept support from individuals outside of the 
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family (Scourfield, 2006; Winch, 2006). Acceptance of service staff is therefore a 

critical component in dementia dyads accessing formal support in a timely manner 

(Howse et al., 2005; Witucki Brown et al., 2007).  

 

Recent studies have examined supportive care networks that include the 

caregiver, person with dementia and health care professionals (Adams & Gardiner, 

2005; Quinn, Clare, McGuinness, et al., 2013). Fortinsky (2001), was first to discuss the 

concept of triadic relationships in which the traditional dementia care giving dyad is 

extended to include community health care professionals. Fortinsky’s model of the 

‘health care triad’ recognises that each member of the triad, the person with dementia, 

their caregiver, and the health care professional, bring different factors to the 

relationship (Fortinsky, 2001). Negotiating the balance of these interactions influences 

how the health care professional is received by the dyad and therefore the effectiveness 

of the support they provide (Quinn, Clare, McGuinness, et al., 2013; Ray & Street, 

2011). It is also apparent that the health care professionals’ knowledge and experience 

and their attitude towards the caregiver member of the dyad are strong predictors of 

acceptance and trust, and therefore timely service uptake (Ray & Street, 2011).  

 

Psychosocial Approaches to Dementia Care 

There is growing evidence that psychosocial interventions provide people living with 

dementia and their caregivers with the means to adapt and cope with dementia, and 

support the maintenance of care in the community, where that is possible and desirable 

(Laakkonen et al., 2012; Runge et al., 2009). An extensive field of research covering 

more than three decades has focused on developing and testing non-pharmacological or 

psychosocial interventions for people with dementia and their caregivers. Due to the 

volume and diversity of research in this field, the nature and evolution of dementia 
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psychosocial interventions has been traced with reference to systematic reviews. The 

systematic reviews brought together a large number of individual studies and provided 

comprehensive and unbiased summaries of the research on this topic. As part of the 

systematic review process, this research is subject to a critical appraisal (Charlesworth, 

2001). The reviews included therefore summarised current best evidence on the topic of 

psychosocial interventions for people with dementia and their caregivers. Twenty-four 

systematic reviews, including a total of 808 individual psychosocial intervention studies 

published between 1981 and 2013, are included in this section. The review provides an 

opportunity to explore the significant changes that have occurred in dementia 

psychosocial intervention research structure, focus and outcomes over a long period. All 

of the studies included in this section are, unless otherwise specified, directed at 

informal caregivers of people with dementia and/or the person with dementia living in a 

community setting. 

 

Overview of Psychosocial Interventions 

A psychosocial approach to dementia care has been broadly defined as ‘...interpersonal 

interventions concerned with the provision of information, education, or emotional 

support together with individual psychological interventions addressing a specific 

health and social care outcome’ (Pusey & Richards, 2001, p. 108). This category of 

interventions incorporates a wide range of strategies, activities, delivery modes and 

interventionists; utilising psychodynamic approaches (support groups and reminiscence 

therapy/life review) (Acton & Kang, 2001; Cooke, McNally, Mulligan, Harrison, & 

Newman, 2001; Moon & Betts Adams, 2012; Selwood, Johnston, Katona, Lyketsos , & 

Livingston, 2007; Sörensen, Pinquart, & Duberstein, 2002) and behavioural approaches 

(behaviour management, memory training, reality orientation, cognitive stimulation, 

validation therapy, education, family counselling, stress management and intensive case 
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management strategies) (Goy, Freeman, & Kansagara, 2010; Pusey & Richards, 2001; 

Selwood et al., 2007; Smits et al., 2007). Interventions incorporating complementary 

therapies such as art and music therapy, massage, aromatherapy, bright light and multi-

sensory approaches and exercise programs have also become commonplace (McLaren, 

LaMantia, & Callahan, 2013; Sörensen et al., 2002).  

 

Historical Perspective 

It is apparent on review that the bulk of dementia psychosocial intervention research has 

been directed toward caregivers of persons in the later stages of dementia (Goy et al., 

2010). This was particularly prevalent in early psychosocial intervention research 

(circa1980 – 1995), a period distinguished by an overriding focus on the negative 

aspects of caring; behavioural problems, functional decline, incontinence, nursing home 

placement, and depression (Peacock & Forbes, 2003; Sörensen et al., 2002). 

Intervention outcomes for the person with dementia during this period, if included, 

focused on improving their functional and cognitive ability and/or reducing behavioural 

problems (Acton & Kang, 2001; Bates et al., 2003; Cooke et al., 2001; Pusey & 

Richards, 2001; Van Mierlo, Meiland, Van der Roest, & Droes, 2012). The person with 

dementia starts to emerge in later psychosocial intervention studies (circa 1995- 2012). 

Initially via outcomes other than those that benefit the caregiver, such as psychological 

wellbeing (McLaren et al., 2013; Pinquart & Sörensen, 2006), and then as active 

participants either alone or in partnership with their caregiver (Cooper et al., 2012; 

Jones, Tudor Edwards, & Hounsome, 2012; Olazarán et al., 2010). Targeted 

interventions aimed at improving disease knowledge and management for both 

caregiver and the person with dementia, became more common during this period 

(Elvish, Lever, Johnstone, Cawley, & Keady, 2013; Gallagher-Thompson & Coon, 

2007; Li, Cooper, Austin, & Livingston, 2013).  
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As psychosocial intervention research progresses into the twenty-first century, a 

more specific focus on the efficacy of intervention components (Parker et al., 2008; 

Pinquart & Sörensen, 2006) and meaningful content and outcomes for the person with 

dementia (Cooper et al., 2012) starts to emerge. Recent intervention studies encourage 

the active involvement of the person with dementia along with the caregiver, plus 

strategies to assist the dyad to understand and manage the consequences of dementia 

(Moon & Betts Adams, 2012; Parker et al., 2008; Van’t Leven et al., 2013). A summary 

in table form of the psychosocial intervention systematic reviews examined in this 

section is provided in the following pages. The tables highlight the volume of research 

across caregiver specific interventions (Table 2.1), interventions for people with 

dementia (Table 2.2) and those for dementia dyads (Table 2.3). They also provide 

evidence of the changes that have occurred over time in the aims and outcome focus of 

dementia psychosocial inventions. 

 



53 of 309 

Table 2.1 

Systematic Reviews/Meta Analyses of caregiver interventions 

Author/ Year Aim Target 
Group 

No. 
Studies 

Publ. 
Period 

Main Outcome Measures 
PWD FCG 

Acton & Kang 
2001 

Evaluating the effects of 
interventions components in 
reducing caregiver burden for 
carers of PWD 

CG 24 1982-
1999 

• Nil • Stress/Burden 
• QoL 
• Psychological Wellbeing (Depression, 

Anxiety, Self-esteem, Mental Health) 
• Knowledge 
• Social Support 

Cooke et al.  
2001 

Effectiveness of psycho-
educational/psychosocial 
intervention components in 
improving dementia CG 
psychosocial well-being 

CG 40 1981-
2000 

• Functional Ability 
• Cognition 
• BPSD 
• QoL 
• Time to NH placement 

• Stress/Burden 
• QoL 
• Psychological Wellbeing (Depression, 

Anxiety, Self-esteem, Mental Health) 
• Knowledge 

Pusey & 
Richards  
2001 

Systematic review to 
establish the effectiveness of 
psychosocial interventions 
with carers of PWD 

CG 30 1985-
1999 

• Functional Ability 
• Cognition 
• BPSD 
• QoL 
• Time to NH placement 

• Stress/Burden 
• QoL 
• Psychological Wellbeing (Depression, 

Anxiety, Self-esteem, Mental Health) 
• Knowledge 

 
Sörensen, 
Pinquart, & 
Duberstein 
2002 

Effectiveness of psychosocial 
intervention studies in 
reducing burden and 
improving wellbeing and 
knowledge amongst CG of 
physically frail older adults 
and PWD 

CG 45 1982-
2002 

• Functional Ability 
• Cognition 
• BPSD 

• Stress/Burden 
• QoL 
• Psychological Wellbeing (Depression, 

Anxiety, Self-esteem, Mental Health) 
• Knowledge 
• Coping 

Brodaty, 
Green & 
Koschera  
2003 

 

Effectiveness of interventions 
for CG of PWD on 
psychological morbidity and 
burden  

CG 30 1985-
2001 

• Functional Ability 
• Cognition 
• BPSD 
• QoL 
• Time to NH placement 

• Stress/Burden 
• QoL 
• Psychological Wellbeing (Depression, 

Anxiety, Self-esteem, Mental Health) 
• Knowledge 

PWD = Person with Dementia CG = Caregiver   
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Author/ Year Aim Target 
Group 

No. 
Studies 

Publ. 
Period 

Main Outcome Measures 
PWD FCG 

Peacock & 
Forbes 2003 

Effectiveness of interventions 
for CG of PWD in enhancing 
psychological well-being  

CG 11 1992-
2002 

• Time to NH placement 
• Cognition  
• BPSD 

• Stress/Burden/Strain 
• Service uptake 
• Psychological Wellbeing (Depression, 

Anxiety, Distress) 
• Physical Health 
• Positive interaction with CR 

Pinquart & 
Sörensen 
2006 

Effectiveness of intervention 
components and delivery 
formats in improving CG 
wellbeing, ability and 
knowledge and in reducing 
CR behavioural symptoms 
and risk of 
institutionalisation. 

CG 127 1982-
2005 

• Functional Ability 
• Cognition  
• BPSD 
• QoL 
• Time to NH placement 

• Stress/Burden 
• Psychological Wellbeing (Depression, 

Anxiety, Self-esteem, Mental Health) 
 

Gallagher, 
Thompson & 
Coon 2007 

Effectiveness of 
psychological treatments in 
reducing distress, and 
improving well-being for 
dementia CG and for those 
caring for an older person 
with a physical impairment 

CG 19 1989 -
2004 

• BPSD • Stress/Burden/Strain 
• Psychological Wellbeing (Depression, 

Anxiety, Self-esteem, Distress) 
• Knowledge/Competence/Coping 
• Self-efficacy 
• QoL 
• Physical Health 

Selwood et al. 
2007 

Efficacy of intervention 
components in improving the 
psychological health of CG 
of PWD 

CG 62 1981-
2001 

• BPSD • Stress/Burden/Strain 
• Psychological Wellbeing (Depression, 

Anxiety, Self-esteem, Distress) 
• Sleep 
• Stress Management 

Thompson et 
al. 
2007 
 

Information and support 
interventions for CG of PWD 

CG 44 1982-
2003 

• Functional Ability 
• Cognition 
• BPSD 
• Health service utilisation 

• Stress/Burden 
• QoL 
• Psychological Wellbeing (Depression, 

Anxiety, Self-esteem, Mental Health) 
• Knowledge 
• Time spent on caring activities 

PWD = Person with Dementia CG = Caregiver   
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Author/ Year Aim Target 
Group 

No. 
Studies 

Publ. 
Period 

Main Outcome Measures 
PWD FCG 

Parker, Mills 
& Abbey  
2008 

Supportive interventions for 
CG or PWD 

CG 40 2000-
2005 

• Health service utilisation • Stress/Burden 
• QoL 
• Psychological Wellbeing (Depression, 

Anxiety, Self-esteem, Mental Health) 
• Health service utilisation/satisfaction  
• Self-Efficacy 

Spijker et al.  
2008 

Effectiveness of support 
programs in delaying 
institutionalisation amongst 
people with dementia 

CG 13 1990-
2006 

• Cognition 
• Time to NH placement 

• Nil 

Goy & 
Kansagara 
2010 

Impact of CG interventions 
on CG burden, mood and 
ability to manage 
problematic CR behaviour, as 
well as effects for the PWD 

CG 37 1987-
2009 

• Functional Ability 
• Cognition 
• BPSD 
• Use of psychotropic drugs 
• Health service 

utilisation/satisfaction  
• Health-related quality of 

life 
• Time to NH placement 

• Stress/Burden 
• QoL 
• Knowledge and Competence 
• Self-efficacy 
• Health service utilisation/satisfaction 

with health services 
• Health behaviours (diet, exercise, sleep) 

Van Mierlo, 
Meiland, Van 
der Roest, 
Dröes 
2012 

Effectiveness of psychosocial 
interventions in subgroups 
(age, gender, relationship, 
health status, etc.) of 
caregivers of people with 
dementia 

CG 26 1990-
2008 

• Functional Ability 
• BPSD 
 

• Stress/Burden 
• QoL 
• Psychological Wellbeing (self-esteem, 

life satisfaction, happiness) 
• Competence/Mastery 
• Dyadic relationship 

Jones, Tudor 
Edwards & 
Hounsome 
2012 

Cost-effectiveness of 
interventions to support CG  
of PWD residing in the 
community 

CG 12 1991-
2011 

• Nil • Burden 
• Depression 
• Psychological Wellbeing (self-esteem, 

life satisfaction, happiness) 
• Competence/coping 
• Service Use 

PWD = Person with Dementia  CG = Caregiver    
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Author/ Year Aim Target 
Group 

No. 
Studies 

Publ. 
Period 

Main Outcome Measures 
PWD FCG 

Elvish et al. 
2013 

Effectiveness of 
psychological interventions 
for carers of people with 
dementia in improving carer 
well-being 

CG 20 2005-
2011 

• Nil • Burden 
• QoL 
• Depression 
• Psychological Wellbeing 
• Competence/Mastery 
• Health/Soc. Serv. utilisation/satisfaction 
• Dyadic relationship 

Li, Cooper, 
Austin, and 
Livingston 
2013 

Effect of CG interventions on 
coping for carers of people 
with dementia and coping as 
a potential mediator of 
treatment effects on 
psychological morbidity 

CG 8 1999-
2010 

• BPSD 
• Functional Ability 
• Cognition 

• Psychological Wellbeing (Depression, 
Anxiety, Self-esteem, Mental Health) 

• Competence/coping 

PWD = Person with Dementia CG = Caregiver   
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Table 2.2 

Systematic Reviews/Meta Analyses of interventions for people with dementia 

Author/ Year Aim Target 
Group 

No. 
Studies 

Publ. 
Period 

Main Outcome Measures 
PWD FCG 

Bates, Boote 
& Beverley 
2003 

Investigating the effectiveness 
of psychosocial interventions 
for people with  milder 
dementing illness 

PWD 4 1988-
1997 

• Functional Ability 
• Cognition 
• BPSD 
• QoL 
• Time to NH placement 

• Stress/Burden 
• QoL 
• Psychological Wellbeing 

(Depression, Anxiety, Self-
esteem, Mental Health) 

• Knowledge 

Cooper et al. 
2012 

Effectiveness of non-
pharmacological interventions 
in improving QoL or well-
being of PWD living at home 
and in long-term care 

PWD 20 2002-
2011 

• Functional Ability 
• Cognition 
• BPSD 
• Psychological Wellbeing 

(Depression, Anxiety, Self-
esteem, Mental Health) 

• QoL 

• QoL 
• Psychological Wellbeing 

(Depression, Anxiety, Self-
esteem, Mental Health) 

• Competence 

McLaren, 
LaMantia & 
Callahan 
2013 

The capacity of non-
pharmacologic interventions 
to delay functional decline 
among PWD living in the 
community 

PWD 18 1998-
2012 

• Functional Ability 
• Cognition 
• BPSD 

• Stress/Burden 
• QoL 
• Competence 

PWD = Person with Dementia CG = Caregiver 
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Table 2.3 

Systematic Reviews/Meta Analyses of interventions for dementia dyads (caregiver and person with dementia) 

Author/ Year Aim Target 
Group 

No. 
Studies 

Publ. 
Period 

Main Outcome Measures 
PWD PWD 

Smits et al. 
2007 

Effectiveness of 
intervention directed 
at both the person 
with dementia and 
their caregiver 

Dyad 22 1992-
2005 

• Functional Ability 
• Psychological Wellbeing (Depression, 

Anxiety, Self-esteem, Mental Health) 
• Cognition 
• BPSD 

• Stress/Burden 
• Psychological Wellbeing 

(Depression, Anxiety, Self-esteem, 
Mental Health) 

• Competence 
Olazarán et 
al. 
2010 

Effectiveness of non-
pharmacological 
therapies (NPTs) in 
improving 
QoL of PWD and CG 

Dyad 
P
W
D 

179 1979-
2008 

• Functional Ability 
• Cognition 
• BPSD 
• Psychological Wellbeing (Depression, 

Anxiety, Self-esteem, Mental Health) 
• QoL 
• Time to NH placement 

• QoL 
• Psychological Wellbeing 

(Depression, Anxiety, Self-esteem, 
Mental Health) 

Moon & 
Betts Adams  
2012 

Effectiveness of 
dyadic interventions 
for PWD & CG 

Dyad 12 2001-
2010 

• Depression 
• Psychological Wellbeing (self-esteem, 

life satisfaction, happiness) 
• Knowledge and/or coping abilities 
• Cognition 

• Burden 
• Depression 
• Psychological Wellbeing (self-

esteem, life satisfaction, happiness) 
• Knowledge and/or coping abilities 
• Dyadic Relationship 

Van’t Leven 
et al. 
2013 

Effectiveness of 
psychosocial 
intervention studies 
for community 
dwelling dyads in 
reducing or 
preventing the mental 
health decline of one 
or both members of 
the dyad. 

Dyad 20 1992-
2012 

• Depression 
• Psychological Wellbeing  
• Functional Ability 
• Cognition 
• BPSD 
• QoL 
• Time to NH placement 
• Health service utilisation 
• Sleep/Wake time 
• Self-Efficacy 

• Burden 
• Depression 
• Psychological Wellbeing (self-

esteem, life satisfaction, happiness) 
• Competence/Mastery 
• Time spent on caring activities 
• Health service utilisation 

PWD = Person with Dementia CG = Caregiver  
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The Future of Psychosocial Intervention Research 

Conducting a review of dementia psychosocial intervention literature across such a 

broad timeframe provided an excellent opportunity to examine the strengths and 

weaknesses of dementia PSI research and identify recommendations for future research. 

In general, review authors concluded dementia psychosocial interventions made a useful 

contribution to the care and wellbeing of people with dementia and their caregivers 

(Moon & Betts Adams, 2012; Olazarán et al., 2010). There was widespread evidence of 

the effectiveness of multi-component, psycho-educational interventions, comprising 

education, support and skill building, in improving behavioural and functional change 

management and therefore wellbeing and competency outcomes for each member of the 

dyad (Cooper et al., 2012; Elvish et al., 2013; Gallagher-Thompson & Coon, 2007; Goy 

et al., 2010; McLaren et al., 2013; Moon & Betts Adams, 2012; Parker et al., 2008; 

Pinquart & Sörensen, 2006; Pusey & Richards, 2001; Sörensen et al., 2002; Spijker et 

al., 2008; Thompson et al., 2007; Van’t Leven et al., 2013).  

 

Despite what is known about psychosocial interventions for people with 

dementia and their caregivers in community care settings, much remains to be learned. 

For example, whilst the focus of psychosocial interventions has become more inclusive 

concerns continue to be expressed regarding the lack of specific outcome goals for the 

care recipient member of the dyad even in dyadic studies, as evidenced by a reliance on 

proxy-reports for outcomes affecting the person with dementia (McLaren et al., 2013; 

Moon & Betts Adams, 2012; Smits et al., 2007). The majority of dyadic interventions 

documented in the literature although allegedly dyadic in approach were found to give 

greater emphasis to caregiver outcomes and were in effect pseudo caregiver 

interventions (Martin et al., 2009; Moon & Betts Adams, 2012; Van’t Leven et al., 

2013). It was also apparent that burden and depression are domains which are 
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insensitive to change within the constraints of a degenerative condition and a time 

limited intervention (Acton & Kang, 2001; Cooke et al., 2001; Smits et al., 2007; 

Sörensen et al., 2002).  

 

In order to disengage from the negative narrative of burden & stress which has 

pervaded psychosocial intervention research, this study concentrated on modifiable 

domains such as knowledge, coping and quality of life (Acton & Kang, 2001; Peacock 

& Forbes, 2003; Sörensen et al., 2002). Interventions which encourage active 

involvement of both members of the dyad in seeking solutions and identifying 

appropriate support strategies have shown positive outcomes in strengthening the 

dyadic relationship and encouraging long term planning (Moon & Betts Adams, 2012; 

Spijker et al., 2008). The ‘Shared Care’ study therefore considered information and 

empowerment to be critical aspects when intervening with dyads in the early-stages of 

dementia. This is reflected in the self-efficacy model of psychosocial adaptation and 

self-management utilised as a theoretical framework in this study and described in the 

following section. 

 

Theoretical Framework - Self-Efficacy 

Self-efficacy is by definition concerned with an individual’s assessment of their ability 

to perform a specific task or action (Gilliam & Steffen, 2006) and is considered to be 

the central cognitive mediator of the motivational process (Bandura, 1997). Self-

efficacy is not an outcome in itself but rather a mediator of other outcomes (Kennedy et 

al., 2007). It is commonly associated with positive thinking, improved control of 

negative affect, and enhanced motivation and is seen as a potentially modifiable 

psychological construct (Bandura, 1977; Fortinsky, Kercher, & Burant, 2002; Gallagher 

et al., 2011). Bandura’s (1977; 1989) social cognitive theory provides a framework for 
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understanding the interaction between self-efficacy beliefs and outcome expectations. 

Feelings of self-efficacy result from the interaction of personal, behavioural and 

environmental factors, generally called triadic factors, that produce behaviour (Bandura, 

1989). In the Figure 2.1, strong associations between variables are denoting by solid 

lines and broken lines represent weaker associations.  

 

 

 

 

 

 

 

 

 

 

Figure 2.1 

Bandura’s Model of Reciprocal Causation  
(Bandura, 1989) 

 

Efficacy beliefs form in early childhood and continue to grow and evolve 

throughout life as new skills, experiences, and understanding are acquired, (Bandura, 

1997). Belief in personal efficacy remains relatively unaffected by age, although 

changes in social and financial status that occur as a result of age can have a negative 

impact on the cultivation and maintenance of perceived self-efficacy (Bandura, 1994; 

Trouillet, Gana, Lourel, & Fort, 2009). Bandura clarifies, ‘...as people move to older-

age phases most suffer losses of resources, productive roles, access to opportunities and 

challenging activities’ (Bandura, 1994, p. 80). This is supported by recent self-efficacy 
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studies in which older people expressed loss of confidence in their ability to actively 

cope with stressors and dissatisfaction with the level of support provided by their social 

networks (Trouillet et al., 2009).   

 

Self-efficacy supports behaviour change and is generally associated with 

strategies which focus on improving knowledge and management (Aujoulat, 

Marcolongo, Bonadiman, & Deccache, 2008). The premise of self-efficacy is that 

individuals are more likely to perform particular actions, or adopt behaviours in a 

particular situation, if they have confidence in their ability to do so (Bandura, 1994; 

Connor et al., 2008). Self-efficacy is also related to other facets of motivation beliefs, 

such as the concepts of resilience and coping. Coping is viewed as a process related to 

cognitive appraisal, which refers to one’s evaluation of what may and can be done in the 

face of a threat or challenge (Lazarus & Folkman, 1984). During this process, the 

individual takes into account the available coping strategies, the likelihood that some 

strategies will accomplish the expected outcome, and whether they can apply these 

strategies effectively. The latter is equivalent to self-efficacy (Esposito, Gendolla, & Van 

der Linden, 2014).  

 

Self-Management 

The application of self-efficacy has been widely explored in the field of chronic 

condition self-management, where it is seen as an attractive theoretical construct to 

improve the capacity of individuals with long-term physical conditions such as arthritis, 

diabetes, and cardiovascular disease, to effectively manage their conditions (Marks, 

Allegrante, & Lorig, 2005b; Mountain & Craig, 2012; Quinn et al., 2014). Chronic 

condition self-management has been defined as, ‘…a person’s ability to organize his/her 

life under the influence of a chronic disease, to engage in activities and protect and 
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promote health through knowledge’ (Laakkonen et al., 2012, p. 2). Chronic condition 

self-management frameworks recognise that self-efficacy, or lack of it, can have a 

significant impact on how people live and manage their condition (Fortinsky et al., 

2002; Marks, Allegrante, & Lorig, 2005a). They enable people to take more 

responsibility and control for managing their condition through the provision of 

condition specific information, and support them to achieve the best possible quality of 

life with their chronic condition (Bodenheimer, Lorig, Holman, & Grumbach, 2002; 

Mountain & Craig, 2012; Quinn et al., 2014). Some conditions favour a remedial model 

with a focus on self-medicating and monitoring (Diabetes), whilst others promote 

behaviour change and symptom management (Asthma, Arthritis, COPD) (Martin et al., 

2013; Quinn et al., 2014). In general, research into these interventions indicates that 

providing a coordinated approach to disease management has a positive impact on a 

wide range of self-efficacy related outcomes including, symptom management, attitudes 

and behaviours, quality of life and patterns of service use (Bodenheimer et al., 2002; de 

Silva, 2011; Lorig, Sobel, Ritter, Laurent, & Hobbs, 2001; Wagner et al., 2005).  

 

Bandura identified four main influences of individual efficacy belief, mastery, 

modelling influences, social persuasion and stress reactions (Bandura, 1994). Of these 

he considers mastery experiences to be the most effective way of creating a strong sense 

of efficacy (Bandura, 1994).  Mastery refers to confidence that one can carry out 

behaviour in difficult situations (Connor et al., 2008). Kate Lorig (1996), initiator of the 

widely used Stanford University Chronic Condition Self-Management Framework, 

supports this premise. She emphasises that knowledge alone will not effect change, 

therefore effective self-management includes having the confidence to consistently 

apply the skills learnt (Lorig, 1996). Contemporary self-management practices foster 

awareness of and confidence to adopt techniques and tools that enable effective 
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symptom management and, most importantly support the transformation of the care 

recipient - caregiver relationship into a collaborative partnership (de Silva, 2011; Quinn 

et al., 2014). As a modifiable attribute which can be learned and enhanced, there is 

increasing interest in the role of self-efficacy and self-management structures in 

determining positive outcomes for dementia dyads (Gallagher et al., 2011; Laakkonen et 

al., 2012). Self-management approaches are considered a practical option for people 

living with early-stage dementia, with a focus on managing life with dementia (Martin 

et al., 2013; Mountain & Craig, 2012). Dementia caregivers with higher self-efficacy 

have been noted to be more likely to appraise stressors as challenges to be mastered, 

have more positive cognitions, reduced distress and maintain their own health and 

wellbeing. While those with low self-efficacy have a greater tendency to focus on 

failures, have negative cognitions, reduced motivation, and higher negative affect 

(Gilliam & Steffen, 2006).  

 

Bandura (1997) recommends self-efficacy be conceptualised in a situation-

specific manner, it was therefore conceptualised in the ‘Shared Care’ study as the dyads’ 

confidence in their ability to manage common behavioural and functional changes 

associated with dementia. Improving dementia symptom management self-efficacy has 

been found to have a direct beneficial impact on the psychological health of dementia 

caregivers (Gallagher et al., 2011; Semiatin & O'Connor, 2012). The construct of self-

efficacy and its focus on the individual’s personal confidence beliefs has the potential to 

improve the dyads capacity to undertake self-management actions which lead to 

desirable outcomes, such as improvement in wellbeing and the preservation of the 

dyadic relationship (Fiori, McIlvane, Brown, & Antonucci, 2006; Gallagher et al., 

2011). Utilising self-efficacy as a theoretical framework in an early-stage dyadic study 

also permits its examination as a construct from the perspective of the person with 
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dementia. In dementia research the concept of self-efficacy has been viewed almost 

exclusively from the perspective of the caregiver of the person with dementia (Fortinsky 

et al., 2002; Gallagher et al., 2011; Semiatin & O’Connor, 2012). The marginalisation of 

the person with dementia in relation to condition management self-efficacy is in stark 

contrast to chronic condition self-management literature and practice. In this the 

individual with the condition is central and fostering their self-efficacy is a major 

component of self-management programs (Martin et al., 2013; Quinn et al., 2014). The 

likelihood that the person with dementia may require or utilise self-efficacy 

characteristics to manage their own condition is seldom, if ever, considered or explored 

(Martin et al., 2013). Even in the early-stages of dementia their potential for self-

efficacy is undermined by common perceptions that they lack the capacity to actively 

self-manage (Higgins, 2013; Martin et al., 2013). These factors are addressed in the 

psychosocial intervention utilised in this study, the Early Diagnosis Dyadic Intervention, 

described in the following section.  

 

The Early Diagnosis Dyadic Intervention (EDDI) 

Although there is limited evidence at present on which to base the development of 

dementia self-management approaches, recommended content includes information on 

dementia and techniques to manage memory deficits and supporting psychological 

wellbeing through the maintenance of caring/social relationships (Martin et al., 2013; 

Mountain & Craig, 2012; Quinn et al., 2014). These align with the intervention, EDDI, 

selected for the ‘Shared Care’ study. EDDI is a community based early-intervention 

program for older people with early-stage dementia and their family caregivers (the 

dyad) developed and trialled in the USA by Whitlatch et al. (2006). The aim of EDDI is 

to support the dyad to work together to identify symptom and service issues they may 

experience during the dementia trajectory and empower them to develop strategies to 
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manage them (Menne & Whitlatch, 2007; Whitlatch et al. 2006). It evolved from 

previous interventions that Zarit and colleagues developed and conducted in USA with 

dyads coping with early-stage dementia (Zarit, Femia, Watson, Rice-Oeschger, & 

Kakos, 2004). The promising findings from these interventions pointed to the feasibility 

and acceptability of early-stage interventions targeted at this group.  

 

EDDI Study Outcomes  

A major goal of the USA EDDI study was to determine the feasibility of conducting an 

intervention program with people with early-stage dementia and their family caregivers. 

Outcomes of the intervention were assessed across;   

(1) Acceptance of and participation in the intervention by both caregiver and care 

recipient;  

(2) Caregivers’ understanding of their relative’s preferences and values;  

(3) Agreement between caregivers’ and care recipients’ on preferences for care;   

(4) The dyads’ knowledge of available services; and  

(5) Changes in caregivers’ and care recipients’ well-being, self-esteem and sense of 

self-efficacy in managing the consequences of dementia.   

 

Fifty-five caregiver-care recipient dyads were randomly assigned to receive one 

of two programs. EDDI, a nine-session program of structured care planning or PLAN 

(Planning for Late-life Activities & Needs), which consisted of one session identical in 

content and delivery to EDDI Session One (Whitlatch et al., 2006; Zarit, 2005). A social 

worker and counsellor delivered the programs; both professionally registered and 

experienced in their fields. They received in-depth training on the EDDI protocol and 

ongoing supervision in the form of monthly meetings with the research team. Each 

member of the dyad was assessed prior to and after treatment or at an equivalent 
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interval for the control group. A long-term follow up one year after participation was 

also conducted. Evaluation results indicated that EDDI was acceptable and positively 

received by each member of the dyad. Intervention staff ratings indicated that they 

believed that session goals and the dyad’s acceptability of the intervention process were 

consistently achieved across the EDDI intervention process. The findings supported the 

feasibility of implementing EDDI in a community setting as one approach for 

addressing the needs of people with early-stage dementia and their caregivers. 

 

EDDI Study Limitations 

The main limitation of the original study was that the small sample size made it difficult 

to draw comparisons between the two groups. Recruitment of participants proved to be 

difficult although ultimately the researchers were able to recruit a sample that was close 

to their projected number. A key source of attrition once a dyad was found to be eligible 

had to do with the length of the program. In most cases, couples who completed the 

values sessions (Sessions 2 & 3) continued through most or all scheduled sessions. On 

completion of the EDDI study, the research team reviewed the intervention protocol 

using feedback from intervention staff and participants, and the number of sessions was 

reduced to seven. The revised EDDI protocol was provided to the researcher and 

implemented in the ‘Shared Care’ study.  

 

‘Shared Care’ Study Significance  

Whilst dyadic psychosocial intervention studies are emerging, there is little clarity at 

present on the characteristics that distinguish dyadic research or how meaningful 

outcomes may be achieved for both members of the dyad. It is evident from the review 

of psychosocial interventions that people with dementia are commonly not directly 

included in research on issues directly affecting them, due to assumptions about their 
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capacity to contribute (Higgins, 2013). However, intervening early in the illness, before 

cognitive deficits become too pronounced, enables active participation of the person 

with dementia in partnership with their caregiver. This study is significant as it provided 

an opportunity to extend current knowledge of effective early-intervention structures 

and to work with both members of the dementia dyad to enable them to come to terms 

with the diagnosis, learn about the disease and learn strategies to address the emotional 

and practical issues they can expect to experience along the disease trajectory.  

 

Research Question and Scientific Hypotheses 

The research question for this study was: 

 ‘How effective are self-management and empowerment approaches in assisting 

community based individuals aged over 65 years with early-stage dementia and their 

primary caregivers to manage the consequences [or symptoms] of dementia?’.  

 

The research hypotheses closely align with the intervention content and assume that 

following participation in the EDDI the experimental group dyads’:  

1 Confidence in their ability to manage the current and future demands of a 

progressive disease (self-efficacy) will increase or remain stable. 

2 Knowledge of available services to support them and confidence in accessing them 

as required (self-efficacy) will improve. 

3 Positive relationship interactions will improve and levels of relationship strain will 

decrease or remain stable. 

4 Wellbeing will be enhanced or remain stable. 
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Conclusion 

Dementia is a progressive, life limiting condition. As the condition progresses cognitive 

and functional decline has an increasing impact on the health and quality of life of both 

the person with dementia and their family networks. Whilst psychosocial research has 

developed significantly over the past decade, there has been limited research devoted to 

the effectiveness of early-interventions focused on people with dementia along with 

their family caregivers (the dyad). This study therefore provides an opportunity to 

extend current knowledge of effective early-intervention structures and to work with the 

dementia dyad to enable them to come to terms with the diagnosis, learn about the 

disease and learn strategies to address the emotional and practical issues they can expect 

to experience along the disease trajectory. The following chapter outlines the 

methodological considerations of the study, its design and outcome measurement 

strategies. 
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Chapter 3 

Methodology 

Introduction 

The previous chapter reviewed the literature on dyadic adaptation to dementia and 

traced the emergence of dyadic psychosocial interventions (PSI). In this chapter, the 

studies mixed method research design and methods are discussed, including a 

description of study settings, dyad and intervention staff sampling and recruitment 

strategies. The qualitative and quantitative data collection procedures are described and 

statistical procedures, data management and analysis, are explained. Outcome measures 

for the person with dementia and caregiver (the dyad) and intervention staff are 

presented including a description of quantitative instrument reliability and validity. The 

pilot study component is discussed with reference to its conduct and contribution to 

improving the main study. The chapter concludes with an outline of ethical 

considerations and a summary of the ‘Shared Care’ study.  

 

Research Methodology and Design 

Intervention research with dementia dyads is complex, and a single paradigm could not 

satisfactorily deal with all of the methodological aspects of this study (Robinson et al., 

2011). Therefore, in order to explore the different aspects of delivery and receipt of an 

early stage dementia psychosocial intervention, the ‘Shared Care’ study adopted a 

mixed methods design combining quantitative and qualitative paradigms. Quantitative 

data were collected and analysed first, the collection and analysis of qualitative data 

occurred after this in order to examine specific findings in more detail (Creswell & 

Plano Clark, 2007). The mixed method approach enabled a broader exploration of the 

dyads’ self-efficacy, dyadic relationship and wellbeing beyond that provided by 

quantitative measures. 
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Principles of Mixed Methods 

Mixed method research (MMR) commenced in the 1960s as a concept in combining 

quantitative and qualitative research methods within the same study (Leech & 

Onwuegbuzie, 2009). As a research approach it has progressed in both design and 

significance over the years (Creswell, Plano Clark, Gutmann, & Hanson, 2003; Teddlie 

& Tashakkori, 2010) and is now recognised as a third major research movement, along 

with qualitative and quantitative research methodologies (Creswell & Plano Clark, 

2011; Teddlie & Tashakkori, 2009). The definitive definition of MMR is attributed by 

Teddlie and Tashakkori (2010) to Johnson, Onwuegbuzie and Turner (2007):  

‘Mixed methods research is the type of research in which a researcher or 
team of researchers combines elements of qualitative and quantitative 
research approaches (e.g., use of qualitative and quantitative viewpoints, 
data collection, analysis, inference techniques) for the broad purposes of 
breadth and depth of understanding and corroboration’ (Johnson, 
Onwuegbuzie, & Turner, 2007, p. 123) 

 

A key characteristic of mixed methods research is ‘methodological eclecticism’ 

in which the most compatible techniques are selected from the multitude of quantitative, 

qualitative and mixed methods, and integrated to more thoroughly investigate the 

phenomenon of interest (Creswell, 2011; Teddlie & Tashakkori, 2010). Teddlie and 

Tashakkori (2010), stress that this selection process goes beyond simply combining 

methods to cancel out individual methodological weaknesses. The techniques’ are 

selected to answer the initial research question, and those which emerge as the study 

evolves. The basic premise of this approach is that a combination of quantitative and 

qualitative data within a single investigation or sustained program of inquiry provides a 

better understanding than the approaches in isolation (Creswell & Plano Clark, 2007).  

As Greene (2005, p. 407) states emphatically, ‘We mix methods to get it right, to 

enhance the validity or credibility of our findings’. 
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In mixed methods research, the researcher collects and analyses both qualitative 

and quantitative data (Leech & Onwuegbuzie, 2009). The mixed methods design directs 

how priority is assigned to either the qualitative and quantitative component of the study 

and how data are integrated or merged during the analysis stage (Creswell & Plano 

Clark, 2011). The sequence or implementation of data collection and data analysis in 

mixed methods research is referred to as timing (Creswell & Plano Clark, 2007). 

Qualitative and quantitative data are either combined sequentially, building one on the 

other, or embedding one within the other (Creswell, 2009). The ‘Shared Care’ study 

utilised the ‘Follow-up Explanatory Design’ variant of the explanatory sequential mixed 

methods design with priority given to the quantitative phase of the study (Creswell & 

Plano Clark, 2007). In this approach information from the analysis of the first database 

(the quantitative data) was used to direct the analysis of the qualitative data collected 

during interviews with selected dyads and intervention staff (Creswell & Plano Clark, 

2011). The sequence of the study research activities is represented in Figure 3.1. 
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Figure 3.1 

Implementing an Explanatory Sequential Design - Flowchart  
Ref: Creswell and Plano Clark (2011, p84) 

 

 

 

 

 

 

 

 

 

ST
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 1
 

ST
EP
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ST

EP
 3

 
 

Design and Implement the Quantitative Strand 
- State quantitative research questions and determine the quantitative 

approach. 
- Obtain permissions 
- Identify the quantitative sample 
- Collect closed-ended data with instruments 
- Analyse the quantitative data using descriptive statistics, inferential 

statistics, and effect sizes to answer the quantitative research questions 
and facilitate the selection of participants for the second phase 

Use Strategies to Follow From the Quantitative Results 
- Determine which results will be explained, such as 

o significant results 
o non-significant results 
o outliers 
o group differences 

- Use these quantitative results to 
o refine the qualitative and mixed methods questions 
o determine which participants will be selected for the qualitative 

sample  
o design qualitative data collection protocols 

Design and Implement the Qualitative Strand 
- State qualitative research questions that follow from the quantitative 

results and determine the qualitative approach. 
- Obtain permissions 
- Purposefully select a qualitative sample that can help explain the 

quantitative results 
- Collect open-ended data with protocols informed by the quantitative 

results. 
- Analyse the qualitative data using procedures of theme development 

and those specific to the qualitative approach to answer the qualitative 
and mixed methods research questions 

ST
EP

 4
 

 

Interpret the Connected Results 
- Summarize and interpret the quantitative results 
- Summarize and interpret the qualitative results 
- Discuss to what extent and in what ways the qualitative results help to 

explain the quantitative results 
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Strengths and Limitations of Mixed Methods  

Mixed method approaches have gained credibility in dementia research due to their 

capacity to interpret and enhance multiple outcomes (de Boer et al., 2007; Elvish et al., 

2013; Mittelman, 2008; Orrell, 2012; Robinson et al., 2011; Thompson et al., 2007). 

Qualitative data provide an opportunity to: revise the treatment based on participant 

feedback; explain in more depth the quantitative outcomes; determine the sustained 

effects of an intervention; understand how the mechanisms worked in a theoretical 

model used in a clinical trial; determine if the processes in conducting the trial had 

treatment fidelity; and, most importantly for knowledge translation, assess the 

community/context for comparisons with baseline assessment to determine if there were 

unanticipated outcomes (good or bad) (Bamberger, 2012; Creswell, Shope, Plano Clark, 

& Green, 2006; Robinson et al., 2011). 

 

The main limitations of mixed methods research are considered to be the high 

levels of time, resources and knowledge required to conduct the research, due to the 

need to collect and successfully integrate both qualitative and quantitative data 

(Creswell et al., 2006; Onwuegbuzie & Johnson, 2006). The resources weakness is of 

less concern in the explanatory sequential mixed methods design utilised in this study as 

its two-phase structure makes it much more straightforward to implement (Creswell & 

Plano Clark, 2011). The researcher conducts the two methods in separate phases, 

collecting only one type of data at a time, meaning a research team is not required as a 

single researcher can conduct this design (Creswell & Plano Clark, 2011). This design 

does however require a longer amount of time to implement the two phases, particularly 

in respect to collecting and analysing the data during the qualitative phase (Creswell & 

Plano Clark, 2011). Methodological purists contend that a researcher always work 
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within either a qualitative or a quantitative paradigm and not mix the two as they 

represent separate paradigms (Teddlie & Tashakkori, 2009).  

 

Ultimately, the benefits of using a mixed methods approach outweighed the 

disadvantages. The advantages of combining methods were that they are 

complementary and enhance both theoretical insights and validity (Johnson et al., 2007; 

Polit & Hungler, 1999). This approach utilises methods to statistically analyse the 

scientific data whilst also recognising the complex psychosocial and emotional factors 

that influence those living with early-stage dementia. The strengths and weaknesses of 

this method are summarised in Table 3.1. 

Table 3.1 

Mixed Method Explanatory Design: Strengths and Weaknesses  
Strengths Weaknesses 

1 Compares quantitative and qualitative 
data 
• Mixed methods are especially useful in 

understanding contradictions between 
quantitative results and qualitative 
findings. 

1 Requires increased resources.  
• Mixed methods studies are labour 

intensive and require greater 
resources and time than those 
needed to conduct a single method 
study. 

• More time consuming to implement 
separate data collection phases 

2 Reflects participants’ point of view.  
• Mixed methods give a voice to study 

participants and ensure that study 
findings are grounded in participants’ 
experiences. 

2 Complex to plan and conduct:   
• Mixed methods studies require 

careful planning to describe all 
aspects of research, including the 
study sample for qualitative and 
quantitative portions (identical, 
embedded, or parallel); timing (the 
sequence of qualitative and 
quantitative portions); and the plan 
for integrating data.  

3 Provides methodological flexibility 
• Mixed methods have great flexibility 

and are adaptable to many study designs, 
such as observational studies and 
randomized trials, to elucidate more 
information than can be obtained in only 
quantitative research.  

• Provides strengths that offset the 
weaknesses of both quantitative and 
qualitative research. Can therefore help 
to generalise qualitative data. 

3 Increases the complexity of 
evaluations  
• It can be difficult to resolve 

discrepancies that arise in the 
interpretation of the findings 
between different types of data 

4 Collects rich, comprehensive data 
• Mixed methods also mirror the way 

individuals naturally collect information, 
by integrating quantitative and 
qualitative data. 

Ref: (Creswell, 2009; Creswell & Plano Clark, 2007; Ivankova, Creswell, & Stick, 2006; Wisdom & 
Creswell, 2013) 
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 Study Methods 

The following section will describe in detail how each methodological approach was 

implemented in this study. 

 

Study Design  

A quasi-experimental non-equivalent group pre-test and post-test design permitted 

participant allocation to intervention and control groups to be conducted by region as 

opposed to random assignment on study entry. A quasi-experimental design is very 

similar to an experimental research design in that both designs feature an experimental 

group and a control group, but the manner of group selection differs. In non-equivalent-

group designs participants are grouped, not randomly assigned, into either treatment or 

comparison groups (either an alternative intervention or the absence of treatment). The 

effectiveness of the treatment is then assessed by comparing participant performance 

across the different groups (Reichardt, 2009). Although a lack of concealed randomised 

allocation increases the risk of selection bias the study region populations were closely 

matched with regards to key population variables, age, sex and socioeconomic status, 

known to affect the incidence of dementia. Regional allocation ensured intervention and 

control groups were geographically distant from each other, thereby minimising 

possible cross contamination via information sharing between dyads and the community 

service staff that delivered the intervention. Having distinct control and treatment 

regions also made it easier from a logistic perspective in that the researcher was only 

required to commit time and resources to recruitment and training of staff in two of the 

four regions. The time and resource constraints of a PhD study reduced the researcher’s 

capacity to conduct a more expansive study utilising a cluster randomised control 

design. 
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Whilst the non-equivalent control group design is considered to be one of the 

strongest quasi-experimental designs (Cook & Campbell, 1979; Polit & Hungler, 1999) 

use of non-equivalent groups presents a threat to internal validity, and cause and effect 

cannot be inferred as easily as with an experimental design. Known threats to internal 

validity include instrumentation, regression and selection maturation. These were 

addressed by utilising reliable and valid measures with high test-retest correlation, 

providing research assistant training and monitoring data collection procedures to 

ensure they were applied correctly (Reichardt, 2005).  Likely maturation threats 

(caregiver experience, familial relationship, sex) were reviewed and identified group 

differences included as covariates in statistical analysis (Reichardt, 2005). More detail 

on study limitations is provided in Chapter 7. The study design and data collection 

methods and periods can be seen in Figure 3.3. 

  

        



                79 of 309 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Figure 3.2 

Study Design and data collection periods  
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L
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P 1st Follow up 
(Post intervention/ week 12-14 by RA) 

− SE – Self Efficacy Questionnaire 
− Wellbeing – DQoL & CESD 
− Dyadic Relationship – Dyadic Relationship 

Scale 
− Care Values/Preferences – Values & 

Preferences Scale 
− Intervention evaluation (Treatment) 

2nd
 F

O
L

L
O

W
 U

P 

Recruit people with dementia and 
caregivers 

Screening 
− Recognised cognitive/functional decline, 

aged ≥65 with a primary family caregiver 
willing to participate in partnership with 
them 

− Explain study and answer questions 
− Apply inclusion/exclusion criteria (CDR 0.5 

– 1.00/)  
− Sign informed consent 

 
Baseline 

(Data collection before treatment by RA) 
− Demographic Data 
− SE – Self Efficacy Questionnaire  
− Wellbeing – DQoL & CESD 
− Dyadic Relationship – Dyadic Relationship 

Scale 
− Care Values/Preferences – Values & 

Preferences Scale 

Group Allocation by Region 

Treatment Group 
− EDDI 
− 7 in-home 

sessions over 8-10 
weeks  

Control Group 
− 2 Information 

Manuals 
− Mailed 

2nd Follow up 
 (Data collection week 25-27 week by RA) 
− SE – Self Efficacy Questionnaire 
− Wellbeing – DQoL & CESD 
− Dyadic Relationship – Dyadic 

Relationship Scale 
− Care Values/Preferences – Values & 

Preferences Scale 
− Qualitative Interviews with selected 

dyads from both groups (conducted by 
researcher) 

Recruit community aged care 
practitioners 

Screening 
− Aged Care Practitioner employed by 

selected aged care provider 
− Explain study and answer questions 
− Apply inclusion/exclusion criteria 

(Professional or vocational 
qualifications in nursing/aged care)  

− Sign informed consent 

Baseline 
(Data collection before training) 

− Demographic Data 

Intervention Delivery & 
Evaluation 

− Deliver intervention to allocated 
Dyads 

− Post Session Evaluation  
− Session Evaluation Questionnaire 

(Completed by Intervention Staff) 

Post Intervention Follow up 
(Interviews conducted by researcher) 
− Qualitative Interviews with 

selected Intervention Staff 
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Study Settings 

The ‘Shared Care’ study was conducted across two coastal regions (the Sunshine Coast 

and Gold Coast) and two metropolitan regions (Brisbane North and South) in South-

East Queensland, Australia. The geographical locations were selected because they have 

sizable populations and a high proportion of people aged 65 and older. Twelve per cent 

of the population in the Brisbane Metro area are aged 65 and older and nearly fourteen 

per cent (13.7%) on the Gold Coast. The Sunshine Coast has three statistical regions 

with very high proportions of older people; Noosa (15.3%), Maroochy (14.6%) and 

Caloundra (18.4%) (OESR Office of Economic & Statistical Research Qld – Regional 

Profiles 2004). The study regions were also viewed from the perspective of availability 

of community practitioner staff to deliver the intervention. The larger of the two 

community service organisations from which staff were recruited had a minimum of 

two community service branches in each region. Coastal and metropolitan regions were 

randomly allocated to either control or treatment status by coin toss prior to recruitment. 

This ensured that there was a coastal and metropolitan region in each of the study 

groups (intervention and control). As previously discussed, participating dyads were 

allocated using methods other than randomisation.  

 

Sampling Framework  

To differentiate each member of the dyad as individual participants within the study the 

person with dementia was referred to throughout the study as the ‘care receiver’ and 

their participating family member as the ‘caregiver’, and this is how they will be 

referred to from here on in this dissertation. The study used a mixed method sampling 

method (Table 3.2) which included a mix of probability sampling (to increase external 

validity) for the quantitative strand of the study and purposive sampling strategies (to 

increase transferability) when addressing the qualitative strand (Teddlie & Tashakkori, 
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2009; Teddlie & Yu, 2007). Combining the two orientations meant that complementary 

databases were generated, providing information that had both depth and breadth 

(Teddlie & Yu, 2007).  

 

Table 3.2 

Mixed Methods Sampling Method 

Ref: Teddlie and Tashakkori (2009, p. 181) 
 

The sampling framework for the quantitative component of the study therefore 

included all older people residing within the designated study regions in South East 

Queensland and community practitioner staff employed by two Queensland community-

service organisations and working from branches providing services within the two 

intervention regions, who met the inclusion criteria noted below. 

Dimension of contrast Rationale  

Overall purpose To generate a sample that will address research questions. 
Generalisability Focus on external validity issues for some components of the 

evaluation and transferability issues for others. 
Techniques All of the techniques used for probability and purposive sampling. 
Rationale for selecting 
cases 

Focus on representativeness for some components and depth and 
richness for others. 

Sample size Multiple samples varying in size from a small number of cases to a 
large numbers on units of analysis; sample size dependent on research 
question and whether the purpose of a particular component is more 
Quantitative or Qualitative 

Depth /breadth of 
information per unit 

Focus on both depth and breadth of information across the research 
strands 

Selection period The overall sampling strategy will normally be defined before data 
collection begins, but sub-samples may be identified as the analysis 
evolves.  

Selection method Focus on expert judgement across the sampling decisions, especially 
because they interrelate with one another; application of mathematical 
sampling formulae required for some QUAN-orientated strands 

Sampling frame Both formal and informal frames 
Form of data generated Both numeric and narrative data 
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Inclusion Criteria 

Dyads: As dementia is under-diagnosed in Australia (Phillips et al., 2011), inclusion 

criteria for this study were broad and incorporated a recognised cognitive and functional 

screening measure. The Clinical Dementia Rating (CDR) scale (Morris, 1997), assigns 

exact stages based not only on levels of cognition but also on levels of functioning and 

daily activities. This enabled individuals experiencing a reduction in cognitive capacity 

and associated functional changes associated with early-stage dementia but without a 

diagnosis, to participate. 

 

Dyadic Selection Criteria 

Community dwelling individuals aged 65 or over, with a Clinical Dementia Rating 0.5-

1 (Hughes, Berg, Danziger, Coben, & Martin, 1982; Morris, 1997) or a formal diagnosis 

of early-stage dementia (GP or Specialist), and a primary family caregiver willing to 

participate.  

 

For this study a primary family caregiver was defined as,  ‘...the family member 

or friend most responsible for organising, managing, supervising and providing care for 

the Person with Dementia’ (Clark, Tucke, & Whitlatch, 2008, p. 345). To avoid 

assumptions that caregivers must have biological or marital ties with the person they 

support, a broad, inclusive definition of family was used which incorporated, ‘…the 

biological family, the family of acquisition (related by marriage/contract), and the 

family of choice and friends (not related biologically, by marriage/contract)’ 

(Commonwealth Department of Health & Ageing, 2006, p. 129). There was no 

requirement for the caregiver to be resident. 
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Staff: Professional research staff (Master’s or PhD level social workers and counsellors) 

delivered the original US intervention. A key feature of this study was to use an existing 

aged care service workforce to initiate an early connection between the dementia dyads 

and community service providers. As noted in Chapter 1, the main disciplines in the 

Australian community aged care workforce are Personal Care Workers (PCW) and 

Registered Nurses (RN).  

 

Intervention Staff Selection Criteria 

 Registered Nurses - more than one year’s community nursing experience, 

knowledge of community support services, and experience in supporting people 

with dementia and their family caregivers. 

 Personal Care Workers - Certificate III in Aged Care, more than one year’s 

community care experience, knowledge of community support services, and 

experience in supporting people with dementia and their family caregivers.  

 

Sample Size 

a) Quantitative Sample 

Power analysis and sample size calculations were undertaken at the commencement of 

the ‘Shared Care’ study, based on the outcomes from the USA EDDI study (Whitlatch et 

al., 2006; Zarit, 2005). No effect sizes were reported for the USA EDDI study, or 

available on request. However, due to the small mean differences and large standard 

deviations reported for the main outcome measures, the computed sample size at .80 

power was nearly 20,000. Whilst the general rule is that larger sample sizes have greater 

statistical power, this figure was deemed unfeasible given the defined population and 

the time and financial constraints of a PhD study. Therefore, alternative sample size 

selection options were explored.  
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A review of current literature in the defined field is considered a good source of 

information to guide sample size selection (Kelley & Maxwell, 2012). Sample sizes, 

attrition rates and effect sizes across recent systematic reviews of comparable 

psychosocial interventions, those for people with dementia and their caregivers either 

separately or together reporting on three or more outcome variables, were examined.  

The average sample size across the seventy-two studies included in the selected reviews 

(Goy et al., 2010; Smits et al., 2007; Spijker et al., 2008) was 121 with an average 

attrition rate of 21%. Effect sizes of comparable outcomes, wellbeing, burden and self-

efficacy were extracted from those psychosocial intervention systematic reviews in 

which they were noted (Acton & Kang, 2001; Olazarán et al., 2010; Pinquart & 

Sörensen, 2006). Effect sizes varied slightly between the studies included in the reviews 

but were predominantly acknowledged as being small (p=≤0·20) across key measures, 

regardless of the size of the study.  

 

The original USA EDDI study identified positive trends amongst the 

intervention group with a relatively small sample size (N=47) (Whitlatch et al., 2006). A 

three-fold increase of the USA EDDI sample size to 150 dyads was proposed for the 

‘Shared Care’ study. Average sample sizes and attrition rates in psychosocial 

intervention studies with dementia dyads (Table 3.3), suggest that this sample size 

provided an excellent opportunity to not only validate the EDDI study results but also 

enable a more comprehensive analysis of the outcomes.  

Table 3.3  

Dementia Psychosocial Interventions average sample size and attrition rates 

Author/year Sample Size Attrition 
Min Max Av Min Max Av 

Smits et al. 2007 26 190 108 27% 44% 36% 
Spijker et al. 2008 30 206 118 0% 25% 13% 
Goy et al. 2010 30 245 138 2% 28% 15% 

 Average Sample Size 121 Average Attrition Rate 21% 
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b) Qualitative Sample 

The sample sizes for the qualitative component of the study were small. Disparity in 

sample sizes between the quantitative and qualitative components of the study is 

acceptable in an explanatory sequential mixed method design, in which priority is given 

to the quantitative phase of the study (Creswell & Plano Clark, 2007). The qualitative 

sampling frame consisted of a purposive sample of intervention staff and dyads taken 

from the main sample. A purposive sample is typically designed to pick a small number 

of cases that will yield information rich cases (Teddlie & Yu, 2007). Purposive sampling 

is used for studying cases in depth (Streubert Speziale & Carpenter, 2003), and was 

appropriate for this component of the study since it aimed to address the impact of 

living with dementia on the dyads. Whilst it may compromise the ability for the 

research to be generalised it was felt the diversity would potentially unearth differences 

in the ways dyads experienced and coped with dementia and the intervention staff 

delivered the intervention, which would improve overall understanding.  

 

Fourteen dyads (16% of the original sample) from both intervention and control 

participated in a semi-structured interview in their own homes. The sample reflected 

differences in dyadic characteristics with respect to age, length of time since diagnosis 

for the person with dementia, dyadic relationship and period of caring. Details on the 

dyads demographic characteristics are available in Chapter 6. Intervention staff were 

invited to participate in the qualitative component of the study if they had successfully 

completed the project training modules (i.e. were deemed competent to deliver the 

intervention protocol) and had conducted the intervention with a minimum of two 

dyads. Seven intervention staff, 44 per cent of the community service practitioners that 

were deemed competent to deliver the intervention protocol post training (n=16), met 

these criteria and participated in a semi-structured interview conducted at their service 
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site. See Chapter 5, Table 5.5 for additional detail on intervention staff demographic 

characteristics. 

 

Procedure 

Recruitment and screening of participants 

Dyads: The study aimed to recruit dyads that were not in receipt of regular health and 

aged care support services, as well as those utilising additional support services. The 

primary recruitment focus was on seniors social and community groups and retirement 

communities. Recruitment strategies included advertisements and editorials in seniors’ 

newspapers, distribution of project posters, flyers and brochures and direct outreach via 

presentations on memory changes to seniors’ community groups and focused 

community forums [Appendix B: Promotional Material]. Five Community Forums were 

conducted in the study regions. A single community forum proved to be an effective 

recruitment source in the original USA EDDI study and was adopted by this study, with 

some modifications in content and delivery. The researcher developed the forum 

program to appeal to older people and therefore encourage attendance by including 

information on common issues of interest: government allowances, financial and care 

related planning in addition to specific information on dementia support and services. 

Attending service organisations included Alzheimer's Australia, Carers Queensland, 

Commonwealth Respite and Carelink Centres, Centrelink, The Office of the Adult 

Guardian and a number of local aged care service agencies. The ‘Shared Care’ study 

was promoted within the forums by the researcher via a public presentation and project 

posters, flyers and brochures. Health care organisations; GP practices, Community 

Health Centres, Private and Public hospital memory clinics and regional Aged Care 

Assessment Teams, within the regions were accessed as a secondary source. The 

researcher provided the organisations with information on the study; posters to display 
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in their client access areas and project brochures to distribute to their client base. Some 

of the staff of these organisations also received a presentation on early-stage dementia 

that included an overview of the project. 

  

Dyads who expressed interest in the study were provided with oral and written 

information on the project by the researcher and assured of confidentiality of personal 

information. Those who agreed to participate received an introductory package of study 

information by mail. The introductory package contained informed consent documents 

[Appendix C: Consent Documents], a description of the data collection process and the 

name of the research assistant conducting the data collection. The dyads were also 

provided with the name and contact details of the researcher if they required further 

information.  

 

Screening Measure 

After the person with memory loss had provided informed consent at the baseline data 

collection visit, the research assistant completed the Clinical Dementia Rating (CDR) 

scale (Morris, 1997) with them to ensure they met the study cognitive and functional 

status eligibility criteria. The CDR is a five-point scale used to characterise seven 

cognitive and functional performance domains applicable to Alzheimer disease and 

related dementias: Memory, Orientation, Judgment & Problem Solving, Community 

Affairs, Home & Hobbies, and Personal Care. The five stages range from zero (no 

impairment) to five (total loss of function). Exact stages are assigned based not only on 

levels of cognition but also on the individual’s level of daily functioning and 

engagement in activities. This categorisation was particularly important in selecting 

appropriate participants, as the intervention required the active engagement of the 

person with cognitive impairment. In assigning the individual CDR item scores, the 
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research assistants incorporated the caregiver report along with their own observations 

during interaction with the person with memory loss whilst completing the measure. 

 

The researcher (RN) and research assistants (nurses/allied health professionals) 

were certified to administer the scale following successful completion of the online 

‘Brief Training and Reliability Protocol’ (BTRP) administered by the St. Louis 

Alzheimer's Disease Research Center, Washington University. The online training, 

available at http://knightadrc.wustl.edu/cdr/Application/Step1.htm, includes an 

introduction to the CDR, three videotaped patient interviews for training purposes, and 

six videotaped interviews for reliability certification. Non-physician health 

professionals have demonstrated good reliability in administering the CDR after 

appropriate training (Morris et al., 1997). Cognitive change during the period of 

participation was assessed by the research assistants at T1 (baseline) and T3 (seven to 

ten months later) using the Mini Mental State Examination (MMSE) (Folstein, Folstein, 

& McHugh, 1975). Screening and data collection at each time point (Baseline, Time 2 

and Time 3) took place in the dyads’ home.  

 

Intervention Staff: Intervention staff were recruited from two Queensland community-

service organisations. The researcher liaised with service managers within the 

organisations to seek their assistance in identifying staff that met the entry criteria and 

possessed most of the attributes/personal characteristics deemed essential in working 

with people with dementia and consistently delivering a research protocol (Table 3.4). 

The characteristics and skills essential in working with people with dementia were 

identified in consultation with dementia specialist and trainer and PhD supervisors. The 

skills/characteristics required to deliver the intervention consistently and effectively, 

namely good communication skills and a motivation and willingness to learn, were 
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modelled on those used to select lay leaders for Chronic Condition Self-Management 

Programs within one of the recruitment organisations (Anglicare, 2013). Staff members 

who met the entry criteria and agreed to participate were provided with the informed 

consent materials that included a demographic information questionnaire. The 

questionnaire substantiated eligibility for participation in the study with respect to 

qualifications and experience and requested descriptive information on age, sex and 

employment status. 

 

Table 3.4 

Intervention Staff: Preferred Characteristics/Skills  
Personal Characteristics 
• Compassionate/empathetic • Good listening/communication skills 
• Adaptive • Respectful/non-judgmental 
• Sense of humour • Willing to learn/self-directed 
• Motivating/motivated • Patient 
• Tactful • Intuitive 
• Optimistic • Ability to put people at ease 
Skills 
• Good time management 

• Comfortable meeting and interacting with new people 

• Good knowledge of local community networks/support structures 

• Good knowledge of common behavioural changes in dementia 

• Capacity to effectively deliver structured sessions 
o Ability to decipher and paraphrase session content 
o Ability to deliver session content within designated timeframes 

• Capacity to identify and respond appropriately to individual participant issues/concerns 
o Ensure each participant is validated 
o Connect with and support diverse participants 
 

The researcher developed all study promotional/recruitment materials, initiated 

and maintained contact with recruitment sources, delivered the community presentations 

and organised and facilitated the community forums. An overview of presentation and 

forum content, presentation locations and copies of promotional material for both older 
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people and health/aged care staff are provided in Appendices B: Promotional Material & 

G: Recruitment Activities.   

 

Intervention  

The study implemented an existing psychosocial intervention, the Early Diagnosis 

Dyadic Intervention (EDDI), developed and trialled in the USA by Whitlatch et al. 

(2006). EDDI engages with the person with early-stage dementia and their caregiver 

[The dyad] during the period of early cognitive change. It provides an opportunity for 

the person with early-stage dementia to take an active role in planning their own care 

and developing plans that incorporate their preferences. The intervention has a clearly 

defined framework and intervention protocol, which include comprehensive program 

materials. The original USA EDDI protocol and program materials were provided by 

Whitlatch et al. who also gave permission for them to be modified to reflect Australian 

terminology and conditions.  

 

a) Summary of Intervention Sessions 

The intervention was provided in the dyads’ home in the form of seven sessions, each 

lasting sixty to ninety minutes; the sessions were flexibly scheduled over a period of ten 

to twelve weeks. In the first intervention session the concept of a care partnership, in 

which the dyad members are openly and jointly planning for the future was introduced 

and explained. Intervention staff referred to the dyad members within the sessions as 

care partners. Sessions were designed as planning meetings, during which the dyad 

worked with intervention staff to identify current and future care needs, and discuss 

their preferences for care providers (formal and informal) and care settings (home 

and/or residential care). The intervention had a defined format with specific session 

objectives, but also the flexibility to respond to individual needs. It contained a mix of 
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joint sessions where the dyad worked together with the intervention staff member and 

individual sessions during which intervention staff worked with the caregiver and care 

recipient separately [Appendix D – Intervention Protocol].  

 

The intervention aimed to address the identified needs of the person with 

dementia and their caregiver in relation to: 

 Sense of self – Coping with diagnosis and stigma of disease; 

 Knowledge/Understanding – Of the disease process and potential support 

networks (informal and formal);  

 Care Values – Discussion and rating of values by each member of the dyad, in 

relation to safety, money, family support and ongoing assistance. Provided an 

opportunity to identify, discuss, resolve and negotiate any misalignments; 

 Care Preferences and Choices – Discussion of memory loss changes and 

individual preferences for care using both formal and informal support; 

 Challenges – Barriers to getting help were explored and the dyad were 

encouraged to identify solutions.  

 

Intervention staff utilised a number of research tools throughout the intervention 

sessions to introduce and work through the session content with each member of the 

dyad. More detail on the content and implementation of the tools is provided in Table 

3.5. An understanding of how the tools were used to stimulate discussion and facilitate 

ongoing care planning is provided through examples of completed Intervention Tools in 

Appendix E: Example Intervention Session Tools. 
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Table 3.5  
Intervention Tools 
Name Session Overview 
Service Use 
Questionnaire 

1 - Used as a prompt for introducing service types and clarifying the dyads’ knowledge and service usage during the previous three 
months from formal and informal networks 

- Completed with the dyad together  
Care Values 
Ladder 

2 & 3 - A rating of twenty-four value statements related to autonomy (e.g. safety, financial management) and social networks (e.g. 
family connections/support, religious/spiritual practices) in order of importance  

- Personal values influence attitudes and behaviour and this tool provides an opportunity for the facilitator and dyad to identify, 
discuss, resolve and negotiate any misalignments or conflicts between dyad members  

- Completed with each member of the dyad individually in Session 2, shared and revised (if necessary) in consultation with care 
partner in Session 3  

Circles 
Diagram 

4 & 5 - Each member of the dyad identifies their support preference for common IADL/ADL tasks (i.e. bathing/showering, taking 
medications) by placing the task in a care provider circle (Caregiver, Friends/ Family, Formal Services)  

- Initiates a discussion on functional changes, individual preferences for care (formal & informal) and provides an opportunity for 
the dyad to discuss ways to share their own and also consider the others preferences 

- Completed with the dyad individually in Session 4 and then shared and revised (if necessary) together in Session 5 
Help 
Preferences 

5 - Explores each dyad members’ preference for specific care options/locations, ranging from staying at home cared for only by the 
caregiver to moving to a nursing home  

- Intervention staff engage each person in a discussion of their personal beliefs to identify what make one option more attractive 
and another less so (i.e., staying at home versus moving to a nursing home)  

- Completed with the dyad together  
Barriers and 
Solutions 
Worksheet 

6 - Barriers to using help from family and friends and formal service providers are explored as intervention staff and dyad go 
through the worksheet task-by-task or helper-by-helper.  

- Barriers may include psychological resistance, financial concerns, informational misunderstanding, lack of knowledge, or a 
combination of these. The underlying issues around the barrier are explored and examples of parallel situations and responses 
raised by the facilitator 

- Completed with the dyad individually in Session 6 and then shared and revised (if necessary) together later in the session  
Care Plan 
Worksheet 

6 - Information on preferences obtained from the Circle Diagrams 
- Jointly explores each member of the dyads preferences for care, their level of agreement and disagreement. The disagreement or 

agreement column emphasises the areas of agreement and the barriers and solutions to getting help.  
- Completed with the dyad together to tie up the previous care related discussions and show progress made in planning for the 

future 
Helpers 
Worksheet 

7 - Intervention staff record the sources of help identified on the Barriers and Solutions Worksheet by type of helper (informal 
helpers first then formal helpers), or when in the disease process the dyad may require the help 

- Provides a concrete plan of action to empower the caregiver to making more confident decisions later and reassure the care 
recipient member of the dyad that their wishes for care will be carried out in a manner consistent with their expressed 
preferences and values 
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b) Intervention Evaluation 

To assess treatment satisfaction and effectiveness, intervention group dyads and 

intervention staff completed evaluation questionnaires. Intervention group dyads 

completed a 21-item evaluation questionnaire at Time 2 post-intervention. Each item 

was rated on a 5-point scale ranging from 0 to 4, with 4 indicating a more positive 

evaluation. Responses were grouped into 4 categories: therapeutic goals (e.g., ‘I have a 

better understanding of the choices available to me and my care partner’), arrangement 

of the sessions (e.g., The length of the session[s]), evaluation of the leader, e.g., ‘The 

skill of your facilitator in dealing with you and your care partner’), and overall 

satisfaction with the program (e.g., ‘I would recommend the session[s] to others in my 

situation’). Caregiver & care recipient ratings of the intervention were grouped and 

assessed across the four domains: therapeutic goals (10 items), arrangement of sessions 

(6 items), evaluation of leader (2 items), and overall satisfaction (3 items). 

 

Intervention staff completed an evaluation questionnaire after each session with 

a dyad. The questionnaire differed slightly depending on whether the session was an 

individual one (n=3) in which intervention staff met with the care giver or care recipient 

separately or a joint session (n=4). Each item was rated on a 7-point scale ranging from 

1 to 7, with 7 indicating a more positive evaluation. Responses were grouped into 3 

categories: session goals (e.g.,‘To what degree were all of the goals of the session 

met?’), 3 questions in group evaluation questionnaire and 6 in individual evaluation 

questionnaire, dyad performance (e.g.,‘To what degree was the dyad/CR/CG engaged/ 

communicative with with you during this session?’), 3 questions in group evaluation 

questionnaire and 4 in individual evaluation questionnaire, and intervention staff 

Performance (e.g.,‘How would you rate the level of control maintained in this session?) 
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(3 questions in group evaluation questionnaire and 6 in individual evaluation 

questionnaire). 

 

c) Intervention Protocol Training 

The USA EDDI research team of Whitlatch et al. provided the researcher with a brief 

written overview of the training conducted with the intervention staff during the original 

study. In the early-stages of the ‘Shared Care’ study, a training workshop was developed 

to train community practitioner staff in the intervention protocol. The training structure 

and modules were developed by the researcher in consultation with a dementia 

specialist and trainer (RN), a psychologist and a social worker. The dementia specialist 

and trainer assisted the researcher in developing the training session structure and 

delivered the dementia knowledge sessions. The psychologist and social worker 

provided expert assistance in the development of the facilitation and communication 

strategies module and handouts and assisted in the delivery of this component at the 

first two training sessions. Their contribution was sought as both had extensive 

experience in family relationship counselling.  

 

The majority of the community practitioner staff recruited to deliver the 

intervention in the ‘Shared Care’ study were paraprofessional. The training was 

therefore structured to accommodate staff with vocational education and lower skilled 

practice backgrounds. The training workshop consisted of four modules comprising 

twelve hours of face-to-face training; these were delivered as six hour sessions over two 

days (Table 3.6 and Appendix H: Intervention Staff Workshop Lesson Plan Day 1 & 

Day 2). During the two-day workshops, staff learnt how to deliver the intervention 

sessions and how to develop and sustain a rapport with the dementia dyads. Staged 
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scenarios of potential intervention events provided an opportunity for staff to practice 

the strategies they had learnt through role-play. 

 

Table 3.6  

Training Session Content 

 

The workshops combined practice-based modules with written support 

materials. The staff received a protocol manual and program manuals prior to attending 

the training workshops. The manuals comprehensively described all aspects of the 

program and contained detailed instructions on how to complete and apply the research 

tools utilised throughout the sessions (Table 3.7). Additional practical instruction was 

included in the workshops. Staff completed an evaluation at the end of each workshop 

day. Responses assisted in refining the training sessions to ensure staff acceptance as 

well as competence. 

  

Day Module Content Day Module Content 
1 Module: Structure of Study and Program 

− Introduction to Study, Intervention 
Manuals & Training Modules 

2 Module:  Facilitation & Communication    
− Identifying and Understanding Care 

Provider & Care Location Preferences 
Module: Dementia Knowledge 
− Physiological Changes 
− Functional Changes 
− Communication changes  
− Strategies to manage 

Module: Intervention Protocol/Session 
Delivery 
− Intervention Sessions 4-7 – content, 

delivery, session tools 

Module: Facilitation & Communication    
− Developing the Care 

Partnership/Facilitation skills 
− Influence of Values & Attitudes on 

behavior and choices 

Module:  Facilitation & Communication    
− Communication Strategies to manage 

conflict 

Module: Intervention Protocol/Session 
Delivery 
− Intervention Sessions 1-3 – content, 

delivery, session tools 

Module: Structure of Study and Program 
− Final Review of program 

documentation & ongoing support 

 



96 of 309    

Table 3.7   

Intervention Manuals Content 

 

Dyad allocation 

Dyads were allocated to the intervention staff based on the service site location and staff 

availability. Before initiating contact with a dyad, intervention staff were provided with 

information on the dyad and copies of their responses to specific measures from the 

dyads’ baseline data collection. This included 

 The care recipient’s diagnosis (if diagnosed) or period of memory/functional 

changes and their level of understanding/acceptance of the diagnosis and/or 

changes (Particularly the terminology the dyad used to describe the care 

recipient’s memory/functional changes);  

 The care recipient’s baseline Mini Mental State Examination (MMSE) score; 

Manual Name User Purpose Content 
Intervention 
Facilitator 

Manual 

Int. Staff Intervention 
protocol &   
reference 
manual 

1. Project Overview 
2. General Instructions for each Session 
3. Specific Instructions for filling out the session tools 
4. Session Methods 

• Step-by-step description of the content of each 
session 

• Session scripts/Strategies to initiate and manage 
major discussion points and manage 
key/challenging issues that may emerge during 
or following each session 

Clinical Notes 
Manual 

Int. Staff Case notes 
(Returned to 
research team  
for data entry 

once dyad have 
completed the 
intervention) 

1. Intervention staff use to track progress of each dyad 
as well as unique aspects of a dyad’s response   

2. Contains scripts and strategies to initiate and explain 
major discussion issues 

3. Contains program specific tools used during 
sessions to implement features of the intervention   

4. Contains session evaluation questionnaire completed 
by Intervention Facilitator after each session with 
the dyad 

Care Giver & 
Care Recipient 

Manuals 

Dyad Session 
Workbooks 
(Retained on 
completion of 

the intervention 
for reference) 

1. Written materials to supplement sessions and allow 
the dyad to review material covered in the program 
during and after they have completed the EDDI 
program 

2. Contains the program specific tools used during 
sessions to implement features of the intervention   
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 The dyad’s baseline responses to the Care Values and Care Preferences 

measures. 

 

Awareness of the terminology used by the dyad to describe the cognitive and 

functional impairments of the person with dementia was important. It ensured 

intervention staff used the dyad’s terminology during the initial sessions thereby 

facilitating rapport building. The baseline ‘Care Values’ and ‘Care Preferences’ 

responses collected by the research assistants were used, along with the intervention 

tools, to introduce and work through the session content and stimulate discussion and 

planning.   

 

Intervention fidelity 

An important element in intervention research is to ensure the treatment is delivered as 

planned, otherwise known as maintaining intervention fidelity. Several factors have 

been identified as being important in fostering intervention fidelity; purposeful 

recruitment and in-depth training of intervention staff,  a detailed protocol manual, 

strong commitment from key participants and comprehensive implementation 

monitoring (de Vos et al., 2013; Hilgeman et al., 2014; Vernooij-Dassen & Moniz-Cook, 

2014). The ‘Shared Care’ study utilised the following processes to monitor and promote 

intervention fidelity throughout the period of intervention delivery. Intervention staff 

understanding of key study concepts and competency to adhere to the intervention 

protocol was assessed during the training sessions in relation to the following criteria; 

(1) they displayed the skills and characteristics noted to be important in working with 

people with dementia and their caregivers and in delivering a research protocol; (2) they 

were deemed by the researcher and dementia specialist and trainer to have understood 

and had demonstrated capacity to implement selected intervention content and strategies 
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during the training sessions; (3) they were required to adhere to the intervention 

protocol as specified in the ‘Intervention Facilitators Manual’; (4) they had willingly 

joined the research team. Only those who demonstrated the requisite understanding and 

expertise were deemed competent to deliver the intervention protocol. Of the twenty-

three community service staff recruited and trained, sixteen, four RN and twelve PCW, 

were deemed competent to deliver the intervention on completion of the training. 

 

To ensure intervention staff maintained consistency in intervention delivery 

throughout the intervention delivery period the key elements or ‘active ingredients’ of 

EDDI were emphasised during the training sessions and the regular support meetings 

with the researcher. This was done by identifying core elements of the program, which 

were not to be modified and key characteristics that could be modified in response to 

individual dyadic needs. For example, if intervention staff expressed concern regarding 

their capacity to cover all session content (lack of time or dyad acceptance) they were 

advised to identify and focus on the main session objective or the core intervention aim 

of improving understanding of care related preferences.  

 

Maintaining close contact with intervention staff throughout the intervention 

period  is seen as critical in monitoring treatment fidelity (de Vos et al., 2013). Regular 

contact between the researcher and intervention staff was maintained throughout the 

intervention period via weekly individual face-to-face or phone meetings during which 

session/dyad issues were discussed and resolved. These enabled the researcher to 

maintain clarity and consistency in how intervention staff responding to issues that 

occurred during intervention sessions. Additional support to assist in the resolution of 

complex challenges in dementia management and/or communication issues was also 
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available from the dementia specialist and trainer and the family relationship 

counsellors.  

 

Control Treatment 

The control group dyads received two manuals by mail. The manuals contained 

information on memory changes, strategies to manage early changes and tips and 

information to assist them to identify and connect with local and state-wide support 

services (Table 3.8). Service specific information included detailed information on the 

services provided by national, state wide and local agencies and their contact details. 

The researcher in consultation with the dementia specialist and trainer developed the 

manuals content and structure.  
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Table 3.8 

Control Group Information Manual Content 
Title Contents 

Manual 1: Services –Bayside, Brisbane North, Brisbane 
South, Gold Coast or Sunshine Coast (depending on dyad 
location) 

− Introduction to services  
- Service availability  
- Eligibility/Assessment requirements 
- Advocacy/Carer specific services 

− Service Definitions 
- Name and description of common aged care/dementia agencies and service types 

− Service Directory  
- State-wide Services description and contact details 
- HACC service contact details - participant LGA specific 

Manual 2: Planning for the future 1 Forward Planning 
- Alzheimer’s Australia Fact Sheet - Early Planning 

2 Effective Communication 
- Alzheimer’s Australia Fact Sheet – Communication 

3 Enduring Power of Attorney 
- Alzheimer’s Australia Paper – Why plan ahead? 

4 Memory Loss 
- Alzheimer’s Australia Fact Sheets; About you…what is dementia?, Memory Aids 

in the home, Furnishings and décor, Problem Solving and About you…Feelings 
and adjusting to change 

5 Taking a break 
- Alzheimer’s Australia Fact Sheets; Taking care of yourself and Taking a break 

6 Additional Information 
- Alzheimer’s Australia Fact Sheets; Travelling, Working with your doctor and 

About you: Driving 
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Data Collection and Management 

In the ‘Shared Care’ study’s sequential mixed method design, the quantitative data 

collection and analysis was followed by qualitative data collection and analysis. In the 

analysis, the following hypotheses were tested:  

1 The Experimental Group Dyads’ confidence in their ability to manage the 

current and future demands of a progressive disease (self-efficacy) increased or 

remained stable.  

2 The Experimental Group Dyads’ knowledge of available services to support 

them and confidence in accessing them as required (self-efficacy) improved.  

3 The Experimental Group Dyads’ positive relationship interactions improved and 

levels of relationship strain decreased or remained stable. 

4 The Experimental Group Dyads’ wellbeing was enhanced or remained stable.  

 

Independent and Dependent Variables 

Independent Variable:  ‘self-management/empowerment approach’. The effectiveness 

of the intervention approaches and settings were measured using: (a) Number of 

sessions attended by the dyad, the amount of time spent on each session, and the total 

time spent in the intervention; (b) post-intervention evaluation questionnaires completed 

by each member of the dyad in which they rated their satisfaction with session content 

and intervention staff competence, (c) post-session evaluation questionnaires completed 

by intervention staff in which they rated their own competence and the level of 

involvement in the session by each member of the dyad, and (d) qualitative interviews 

conducted with a subset of intervention staff. 

 

Dependent Variables: ‘managing the consequences of dementia’ was defined as; the 

ability to successfully negotiate care values and preferences, understand and manage the 
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personal and relational strain associated with care giving and acquire knowledge of the 

disease process, its management and available support structures. These were measured 

across all participating dyads using validated tools and with a subset of experimental 

and control group dyads using qualitative interviews.   

 

Quantitative Data Collection  

Quantitative data included the dyad’s socio-demographic details; age, years of full time 

education and financial status. Three primary domains were examined in the study. Self-

efficacy for the important role it plays in an individual’s personal competency 

development system which determines how they are motivated, feel, think and behave 

(Bandura, 1997).  Stress was explored from the perspective of relational or dyadic strain 

(Sebern & Whitlatch, 2007). Wellbeing examined the dyads level of life satisfaction and 

emotional status (Braun, Mura, Peter-Wight, Hornung & Scholz, 2010; Fauth et al., 

2012). Secondary outcome measures were the convergence in congruence in care 

recipient and caregiver Values and Preferences Scale (VPS) scores, whilst the dyads 

rated their uptake and awareness of available support services using a Formal Service 

Use questionnaire.  

 

In order to compare findings with the original USA EDDI study the ‘Shared 

Care’ study predominantly used the same measures. However, one measure of caregiver 

burden, the Role Overload scale (Pearlin, Mullan, Semple, & Skaff, 1990), was 

removed and a self-efficacy measure, the Self-Efficacy Questionnaire (Fortinsky, 

Kercher & Burant 2002) included. The caregiver burden measure was removed with 

reference to the number of previous psychosocial intervention studies that indicate the 

multidimensional concept of caregiver burden is a difficult outcome to both measure 

and influence (Acton & Kang, 2001; Cooke et al., 2001; Smits et al., 2007; Sörensen et 
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al., 2002). The self-efficacy measure was included in order to examine the dyads 

focused self-management perceptions. The standardised instruments used in the study 

are described in more detail below.   

 

Quantitative Outcome Measures 

a) Self-Efficacy 

The perceived ability of the dyad to manage the demands of the condition was measured 

using the Self-Efficacy Questionnaire (Fortinsky, Kercher & Burant 2002). The 10-

item scale measures two domains: dementia symptom management and use of support 

services. Response options are across a ten-point scale, with 1 being ‘Not at all certain’ 

and 10 ‘Very certain’ with both caregiver and care recipient asked ‘how certain are you 

right now that you can…?’ Both members of the dyad were asked to rate their level of 

certainty in managing problems related to dementia (memory loss, wandering or 

behaviour problems) and access and pay for supportive services. Symptom management 

and Support Services were analysed as separate domains. Individual item scores were 

summed to provide a total score with high scores indicating greater self-efficacy in the 

specified domain.   

 

The Self-Efficacy Questionnaire has been shown to have high internal 

consistency across both domains, dementia symptom management (α 0.77) and use of 

support services (α 0.78) and has been found to be effective in other studies with 

dementia caregivers (Fortinsky et al., 2002; Gonyea, O'Connor, Carruth, & Boyle, 

2005). The measure has previously only been used with caregivers. The caregiver 

version was modified for use with care recipients and tested prior to using in the main 

study, as noted in the pilot study section of this chapter.  
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b) Dyadic Relationship 

The degree to which the dyad’s relationship was influenced by participation in the 

intervention as reported by each member of the dyad was measured using the Dyadic 

Relationship Scale (DRS) (Sebern & Whitlatch, 2007). The measure has eleven items 

and assesses two domains - positive dyadic interactions and dyadic strain. Each item has 

four response options (Strongly agree, Agree, Disagree, Strongly disagree). The 

caregiver and care recipient versions are the same. Questions sought each dyad 

member’s perception of his or her current relationship and the positive and negative 

aspects of providing/receiving care. They report the degree to which dyad members 

agree or disagree across items such as, “I felt closer to my care partner than I have in a 

while,” (+ item) “I felt angry towards my care partner,” (- item) and “I feel my 

relationship with my care partner is strained” (- item). Higher scores on each domain 

indicate higher levels of strain and positive interaction respectively. The DRS is an 

effective measure across a wide age range and is recognised as being statistically sound 

and meaningful for both members of the dyad (Sebern & Whitlatch, 2007). The 

reliability of both subscales of the DRS, dyadic strain (CR α = .84, CG α = .89) and 

positive dyadic intervention (CR α = .86, CG α = .85) have been shown to be acceptable 

(Sebern & Whitlatch, 2007). The positive and negative aspects of the dyads relationship 

were considered a different concept from wellbeing with the potential to become a 

covariate for the two wellbeing measures; depression and quality of life. 

 

c) Wellbeing 

Wellbeing, as reported by each member of the dyad, was measured using (i) the Positive 

Affect, Negative Affect, Sense of Wellbeing and Feeling of Belonging domains from the 

Dementia Quality of Life Instrument (DQoL) (Brod, Stewart, Sands, & Walton, 1999) 
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and (ii) the Center for Epidemiological Studies-Depression scale (CES-D) (Radloff, 

1977).  

 

(i) Quality of Life  

Three domains from the DQoL were used in this study to assess the dyads’ subjective 

experience of living with dementia; measuring positive and negative emotional/affective 

states and perceptions of self. The positive affect domain contains 6 items, negative 

affect 9 items and self-esteem 6 items. All points on the response scale are associated 

with verbal descriptors. Each member of the dyad reported the frequency in which they 

experienced a range of emotions (e.g., happy, afraid, anxious, etc.) during a defined 

timeframe (past week) along a 5-point scale ranging from ‘never’ to ‘very often’ with a 

midpoint of ‘sometimes’. The self-esteem domain is only completed by the care 

recipient member of the dyad and provides an insight into the impact of dementia from 

the perspective of; thoughts and feelings about themselves, sense of accomplishment 

and decision making. It also includes two items from the DQoL ‘Feelings of Belonging’ 

domain.  

 

Two response sets have been shown to have good internal consistency and 

reliability; positive affect (α .83), negative affect (α .89) whilst the self-esteem domain 

showed moderate reliability (α .67)  (Brod et al., 1999). The DQoL instrument was 

developed for people with dementia and has been tested on people with a MMSE score 

of 12 or above (Brod et al., 1999; Ready & Ott, 2003). 

 

(ii) Center for Epidemiological Studies-Depression scale - CES-D 

The CES-D, a 20-item measure, includes items that survey mood, somatic complaints, 

interactions with others, and motor functioning and was completed by both members of 
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the dyad. The response values are 4-point Likert scales, with range 0-3, with anchor 

points in terms of days per week ‘rarely or none of the time (less than one day)’ to ‘most 

or all of the time (5-7 days)’. Four items are worded in a positive direction to break 

tendencies toward response set, as well as to assess positive affect (or its absence). The 

final score spans from 0 to 60, with a higher score indicating greater impairment. This 

generally represents someone that has reported at least six items to be frequently present 

over the course of the previous week, or most of the 20 items to be present for a shorter 

duration.  

  

The CES-D is a well-known and widely used screening measure for depression 

(Eaton, Smith, Ybarra, Muntaner, & Tien, 2004).  It is a commonly used outcome 

measure for depression in psychosocial intervention studies (Brodaty, Green, & 

Koschera, 2003; Cooke et al., 2001) and has been widely used with older people (Burns, 

Lawlor, & Craig, 2004). Alpha coefficients of 0.86 for frail older people (Davidson, 

Feldman, Crawford, 1994) and 0.82 for healthy older people have been reported 

(Zauszniewski, Morris, Preechawong, & Chang, 2004).  It has demonstrated good 

internal consistency, test-retest reliability and validity (Grayson, Mackinnon, Jorm, 

Creasey, & Broe, 2000; Radloff & Teri, 1986) and has been shown to have concurrent 

validity and reliability with the Dyadic Relationship Scale (Sebern & Whitlatch, 2007) 

and the Self-Efficacy Questionnaire (Fortinsky et al., 2002). 

 

d) Care Preferences and Values.   

Care Preferences: This indicates the care recipient’s preference of provider for common 

types of care, as reported by both the care recipient and their caregiver. Care preferences 

were measured using the Values and Preferences Scale (Feinberg & Whitlatch, 2001; 

Whitlatch, Feinberg, & Tucke, 2005). The instrument assesses participants’ care 
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provider preferences for care related to 19 IADL, ADL tasks and other activities. At 

initial interview this tool is used to identify the current situation. The caregiver version 

asks them to identify the level of help required by the CR across the nineteen tasks. 

Response options include; ‘Never did this task’, ‘Does by self/needs no help’, ‘Needs 

reminders or a little help’, ‘Needs help most of the time’, ‘Needs help all of the time 

(unable to do)’. The assessment tool also identifies sources of assistance for each task 

from a checklist including; family care (caregiver and/or family/friends), paid helper or 

no help. In the care recipient version the care recipient identifies who they would prefer 

to help them with the same nineteen activities.  

 

Care Values: Identification of the dyads’ care values was assessed against the following 

areas: autonomy, identity, social relationships, having a say about who provides help, 

family help, costs of care and personal safety. Care Values were measured using the 

Values and Preferences Scale (Feinberg & Whitlatch, 2001; Whitlatch et al., 2005).  

This measure was revised by Whitlatch et al. (2005) following the original USA EDDI 

study and now comprises 24 items that assess 8 value domains (3 to 5 items per 

domain):  environment, autonomy, identity, social relationships, control over helpers, 

family help, cost of care, and safety.  Each member of the dyad rated items on a 7-point 

scale with a value of 7 for extremely important, and a value of 1 for not important at all.  

 

The Values and Preferences Scale was developed for use with people with mild 

cognitive impairment and their caregivers. Testing of people with early-stage dementia 

(MMSE 13-26) by the instrument developers has shown that they are able to reliably 

and consistently respond to questions about their care preferences and choices (Feinberg 

& Whitlatch, 2001; Whitlatch et al., 2005).  The revised measurement tool factors have 

been shown to have good internal consistency; CG environment & social network α .81 
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and personal autonomy α .82 and the CR environment & social network α .81 and 

personal autonomy α .70 (Whitlatch et al., 2005).   

 

e) Support Services 

The dyad reported their use over a three month period, satisfaction with and knowledge 

of a wide range of community support services via a Service Use: Formal and 

Informal Questionnaire (Feinberg, Whitlatch, & Tucke, 2000). The questionnaire, 

completed with the caregiver member of the dyad also assessed the degree of unmet 

need in the specified service area, the dyad’s awareness of formal service providers for 

the specified service and, if the dyad were not already receiving assistance in the 

specified service, the likelihood of them using paid help in the short or long term.  The 

questionnaire consists of thirteen questions with six elements to each question. 

Response options are mainly dichotomous (Y/N) except for service provider 

(‘Family/Friend’, ‘Volunteer’ or ‘Paid Helper’) and likelihood of the dyad using paid 

help (‘Yes, definitely’, ‘Perhaps would use’, ‘No, definitely not’). Services types 

broadly encompassed, psychological support (counselling, relationship and/or behaviour 

management, support groups), respite (in-home, overnight, day centres), 

education/training/information (training sessions, information leaflets/flyers, 

community information events), case management (help lines, referral services), home 

and personal care services (house cleaning/laundry, gardening/lawn mowing, 

showering, meal preparation, transport), nursing/allied health and legal/financial 

management services. If the dyad were unfamiliar with service terminology the research 

assistant provided a brief explanation of the type of support available within the service 

type. The questionnaire was used in the USA EDDI study and does not appear to have 

any published reliability or validity statistics associated with it. 
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Reliability Coefficients  

Instrument reliability across the three time points with reliability coefficients of all 

scales and subscales was examined for each member of the dyad (Table 3.9). Most 

Cronbach’s Alpha values were above .70 in this study, indicating good reliability. 

 

Table 3.9 

Summary of the standardised instruments 

Instrument No. of 
items 

Cronbach’s 
Alpha Sources 

Estimated 
time to 

complete 

Self-Efficacy Questionnaire 
(SEQ) 10 0.77–0.78 Fortinsky et al. (2002) 10 minutes 

Dyadic Relationship Scale 
(DRS) 11 0.84-0.89 Sebern and Whitlatch 

(2007) 15 minutes 

Dementia Quality of Life 
Instruments (DQoL) 

CG 15 
CR 21 0.67-0.81 Brod et al. (1999) CG 20 min 

CR 30 min 

Centre for Epidemiology 
Studies Depression Scale 
(CESD) 

20 0.82-0.86 Radloff and Teri (1986) 30 minutes 

Values & Preferences Scale 
(VPS) 43 0.70-0.82 Feinberg and Whitlatch 

(2001) 45 minutes 

 

The study’s reliability coefficients were calculated for each member of the dyad 

across each measures individual subscale and compared with previous studies in nursing 

or related disciplines (Table 3.10). Reliability coefficients for the Dyadic Relationship 

positive dyadic interactions subscale with the Caregivers were low, between .64 and .69, 

across the three stages. The Self-Efficacy Questionnaire symptom management subscale 

also showed low reliability coefficient at Time 3. 
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Table 3.10  

Reliability of Scales and Subscale 

Scales/Subscales T1 
 α 

T2 
α 

T3 
α Comparable studies Cronbach Alpha (α) 

Care Giver     
SEQ      
Symptom 
Management .85 .85 .86 α.77 (Fortinsky et al., 2002; Gonyea et al., 2005) 

Support Services .83 .86 .83 α.78 (Fortinsky et al., 2002; Gonyea et al., 2005) 
DRS     
Positive Dyadic 
Interactions .68 .64 .69 α .85 (Sebern & Whitlatch, 2007) 

Dyadic Strain .85 .76 .81 α .89 (Sebern & Whitlatch, 2007) 
DQoL     
Positive Affect .83 .85 .77 α .83 (Brod et al., 1999) 
Negative Affect .85 .79 .76 α .89 (Brod et al., 1999) 
CESD .83 .82 .85 α.82-86 (Davidson et al., 1994; Zauszniewski et al.,  2004) 
Care Recipient     
SEQ      
Symptom 
Management .77 .71 .62 α.77 (Fortinsky et al., 2002; Gonyea et al., 2005) 

Support Services .83 .79 .75 α.78 (Fortinsky et al., 2002; Gonyea et al., 2005) 
DRS     
Positive Dyadic 
Interactions .77 .78 .70 α .85 (Sebern & Whitlatch, 2007) 

Dyadic Strain .82 .82 .80 α .89 (Sebern & Whitlatch, 2007) 
DQoL     
Positive Affect .78 .86 .83 α .83 (Brod et al., 1999) 
Negative Affect .83 .77 .81 α .89 (Brod et al., 1999) 
Self Esteem (CR 
only) .76 .70 .83 α .67 (Brod et al., 1999) 

CESD .85 .83 .85 α.82-86 (Davidson et al., 1994; Zauszniewski et al., 2004) 
 

Quantitative Data Collection Periods 

Quantitative data were collected by trained research assistants blinded to dyad 

allocation at three time points; T1, before the start of the intervention (baseline 

interview), T2, post intervention (for the intervention group) or 4 months after the 

baseline interview (for the control group), and T3, 3 months later (7 month interview for 

both intervention and control groups). Over a seven-month period of participation, 

differences were hypothesised to occur between the groups across the main outcome 
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variables of self-efficacy, dyadic relationship, wellbeing and secondary measures of care 

preferences and values and service use/knowledge (Table 3.11).  
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Table 3.11 

Outcome Measures and data collection periods  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Variable 

Outcomes 

Instrument/Source 

Periods Participant 

Pr
im

ar
y 

Se
co

nd
ar

y 

D
es

cr
ip

tiv
e 

T
1 

T
2 

T
3 

C
R

 

C
G

 

IS
 

Self-Efficacy      Self-Efficacy Questionnaire       
Wellbeing - Depression    CES-D       
Wellbeing - QoL    DQoL – Sense of Wellbeing        
Dyadic Relationship    Dyadic Relationship Scale       
Care Preferences     Values & Preferences Scale       
Care Values    Values & Preferences Scale       
Help Preferences    Help Preferences Scale       
Cognition    Mini Mental State Exam       
Dyadic Relationship (Spouse/Parent)    Demographic Questionnaire        
Age    Demographic Questionnaire       
Sex    Demographic Questionnaire       
Educational Status    Demographic Questionnaire       
Income Status    Demographic Questionnaire       
Service Usage    Service Use Q       

CR Memory changes    - Demographic Q T1       
- Service Interview T2 & 3       

Staff Practice Experience/Qualifications     Demographic Questionnaire       
Staff Profession/Job Title    Demographic Questionnaire       
Staff Employment Status (Full-Time/Part-Time/Casual)    Demographic Questionnaire       
Intervention Evaluation    Post Session Evaluation Questionnaire       
    Post Intervention Evaluation Questionnaire       
Key:  CG = Caregiver, CR = Care Recipient, IS = Intervention Staff       
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Intervention Staff Instruments 

Intervention staff completed a demographic questionnaire on recruitment [Appendix C: 

Consent Form: Intervention Staff] and a session evaluation survey immediately after 

each session with a dyad. The individual session evaluation surveys tracked the 

implementation and integrity of each session. Intervention staff rated the responsiveness 

of each member of the dyad to the session material and their own satisfaction with the 

session outcomes and their capacity to meet the session goals on a 7-point scale.  

 

Quantitative Data Management and data analyses 

Intention-To-Treat  

All available quantitative data were analysed on an intention-to-treat basis. The 

intention to treat (ITT) principle refers to a set of criteria for the evaluation of an 

intervention that essentially calls for the complete inclusion of all data from all assigned 

participants in the final analyses (Lachin, 2000). To manage missing data in this study, 

the pattern of missing data was investigated and found to be ‘missing completely at 

random’ (MCAR), meaning the missing observations were completely unrelated to 

either the value of the missing case or the value of any other variables (Polit & 

Gillespie, 2010).  Target group characteristics and the longitudinal nature of the study 

contributed to an attrition rate of 28%. In instances of high levels of missing data 

/missing cases, strategies to manage the analysis of the data are required to 

accommodate them. The incorrect analysis of datasets with incomplete data can lead to 

biased analysis and incorrect inferences (Polit, 2010) so it was important to select a 

missing data technique that was valid and reliable.  

 

Multiple Imputation (MI) is considered the gold standard for dealing with high 

levels of missing data in repeated measure designs (Baraldi & Enders, 2010; Hardt, 
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Herke, & Leonhart, 2012). The purpose of MI is not to re-create the individual missing 

values as close as possible to the true ones but to handle missing data in a way which 

results in valid statistical inference without loss of statistical power (Allison, 2001; 

Polit, 2010). It has been shown to be robust to departures from normality assumptions 

and can be used for any form of general linear model (GLM) analysis (Tabachnick & 

Fidell, 2007). It was an attractive solution to the missing data problems of this study 

because it represented a good balance between quality of results and ease of use. MI has 

become more accessible with the advent of the Missing Values Analysis (MVA) 

modules in IBM SPSS v20 (IBM, 2011).  

 

High numbers of variables are known to create difficulties during the multiple 

imputation process (Graham, 2009; Hardt et al., 2012). Most of the scales used in the 

study had a minimum of ten items across two or more constructs. That, combined with 

the longitudinal nature of the study resulted in a large number of variables with a 

relatively small sample. This issue was managed by imputing at scale level for larger 

scales with numerous items and/or response options (CES-D & Service Use 

Questionnaire) and grouping highly correlated variables (CR QoL domains x 3) 

(Graham, 2009). The number of imputations required to achieve meaningful but 

unbiased results amongst the imputed data is a common area of debate within the MI 

literature. Rubin (1979) considered five to ten imputations more than sufficient to 

overcome most assumptions of bias but later work in the area recommended higher 

numbers of imputations (100+) (Graham, Olchowski, & Gilreath, 2007; Horton & 

Kleinman, 2007). The pendulum has since swung back to lower numbers [10-20] of 

imputations (Baraldi & Enders, 2010). The data sets in this study were imputed twenty 

times. The inclusion of covariates in the MI model is another controversial area. It was 

previously considered best practice to include covariates which relate to areas of 
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missingness in the model prior to imputing (Barzi & Woodward, 2004).  Recent work in 

this area has concluded that the benefits of including them are small to nil, particularly 

when data are MCAR or MAR (Hardt et al., 2012). Consequently, covariates were not 

included in the imputation models of this study but were included in the analysis.   

 

Quantitative Data Cleaning and Screening 

Prior to conducting any statistical procedures, the quantitative data were screened and 

cleaned. Firstly, SPSS frequencies were run for each of the two groups (intervention and 

control). During the data entry process, 20 per cent of the data were double entered and 

checked for errors. Errors and any out-of-range values were identified by examining the 

frequencies of each variable in the SPSS version 21.0 software program (IBM, 2012). 

Throughout the data entry and analysis period crosschecks were conducted across the 

three time periods and errors corrected.  

 

Preliminary assumption testing was conducted to check for normality, linearity, 

univariate and multivariate outliers, homogeneity of variance-covariance matrices and 

multicollinearity with no serious violations noted. First, SPSS frequencies were run for 

each of the two groups (intervention and control). Normality was assessed using the one 

sample Kolmogorov Smirnov test and homogeneity of variance; the assumption that 

both groups have equal variances, was assessed using Levene’s test. The multivariate 

equivalent to homogeneity of variance, homogeneity of covariance matrices, was tested 

using Box’s M Test. Assumptions of linearity, normality, homogeneity of the variance-

covariance matrices, and multicollinearity were found to be satisfactory to proceed with 

the analyses (p=>0.05). No univariate or multivariate outliers were found at the p < .001 

level and covariates were judged to have adequate reliability for the covariance analysis.  

To check the comparability of groups, t-tests and χ (Chi-Square) tests were used to 
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examine baseline comparability of both the intervention and control groups for socio-

demographic characteristics, outcome parameters, and control variables.  

 

Quantitative Data Analysis 

Once data screening was complete, a multivariate mixed 2x3 factorial analysis 

(MANCOVA) was performed to explore the relationship within the two study groups 

(Intervention and Control) across three time periods. MANCOVA examines the mean 

differences among groups on a combination of dependent variables and determines the 

likelihood that those differences occurred by chance while controlling for the effects of 

one or more covariates (Field, 2009). Seven dependent variables were used, self-

efficacy across symptom management and support service domains, dyadic relationship 

across positive dyadic interactions and relationship strain domains and wellbeing from 

the perspective of mood; positive and negative affect and depression. The independent 

variable was study group, caregiver and care recipient data were analysed separately. 

Potential confounds, baseline characteristics found to differ between the two groups on 

entry to the study, educational level, care recipient sex and caregiver income, were 

included in the analysis as covariates. The covariates acted as control variables for the 

independent factors, therefore serving to reduce the error term in the model. 

 

Qualitative Data Collection and Management 

Qualitative Data Collection  

A pragmatic, exploratory approach situated in the interpretive paradigm guided the 

qualitative component of this study (Boeije, 2010; Ritchie & Lewis, 2006). The 

interpretive paradigm is concerned with understanding the experiences of individuals 

and supports the view that there are many truths and multiple realities (De Vaus, 2002).  

The approach is associated with methodological approaches, such as interviews, that 
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provide an opportunity for the voice, concerns and practices of research participants to 

be heard (Ritchie, 2006; Weaver & Olsen, 2006). The semi-structured interview 

approach was selected because it stimulates a positive exchange between the researcher 

and participant and can empower those involved to provide their own interpretations 

and meanings of the issue under discussion (de Laine, 1997). Semi-structured 

interviews were conducted with a subset of dyads and intervention staff, following the 

completion of the intervention phase of the study. The data generated were used to 

support and extend the findings derived from the analysis of the quantitative aspect of 

the study. The interview data provided an in-depth understanding of the dyads’ 

experiences of managing a progressive condition and of intervention staff experiences 

of delivering the intervention. The interview findings are discussed in detail in Chapters 

5 and 6. 

 

Teddlie and Tashakkori (2009, p. 229) describe interviews as, ‘…a research 

strategy that involves one person (the interviewer) asking questions of another person 

(the interviewee)’. Interviews are particularly useful for encouraging participants to talk 

freely about the topics of interest in a study, enabling a more in-depth discussion of the 

issues of interest (Boeije, 2010). The researcher may meet and interview participants’ 

face-to-face, by telephone, or engage in focus group interviews of six to eight 

participants per group (Boeije, 2010; Polit & Beck, 2008). The advantage of face-to-

face interviewing is that it enables a rapport to develop more quickly than over the 

telephone. Face-to-face interviews also allow for observation of body language, any 

perceived inconsistencies between what is being said, and how it is said. All of which 

are useful features in facilitating interpretation of the data (Boeije, 2010; Polit & Beck, 

2008; Ritchie & Lewis, 2006).  
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Semi-structured interviews are a powerful data collection strategy, but the 

drawbacks associated with the method also need to be acknowledged and addressed 

(Teddlie & Tashakkori, 2009). The quality of interview findings are substantially related 

to the role and proficiency of the researcher conducting the interviews (Polit & Beck, 

2008; Ritchie & Lewis, 2006). The following strategies were employed to ensure that 

the interview findings were of a high quality. An interview guide was used to guide 

discussion, interview topics were developed and reviewed in consultation with the 

project training partners; dementia specialist/trainer, psychologist and social worker 

[Appendix I: Intervention Staff Qualitative Interview Guide]. The researcher adhered to 

the interview guide as much as possible during each interview and was careful to 

minimise the degree to which participants may have been led towards a particular 

response. Interview questions were semi-structured to ensure the same questions were 

asked of each participant, although flexibility did occur in the order of the questions, the 

pace, and additional probes. When doing so, the researcher utilised ‘neutral’ probing. 

This is described by Polit and Beck (2008) as probes which are less likely to influence 

the content of the participants’ response, examples include ‘how do you feel about 

that?’, ‘can you tell me more?’ and ‘why do you think that?’.  

 

The dyad interviews were conducted in the home of the person with dementia, 

which in most cases was also the home of their caregiver. Meeting people in their home 

allows the researcher to meet participants in a ‘natural setting’ and is thought to help 

participants to feel more relaxed (Marshall & Rossman, 1999). Intervention staff 

interviews were conducted at their workplace. During the interview process, the 

interviews were digitally recorded and field notes were compiled post interview, as 

recommended by Polit and Beck (2008). The transcripts were read several times whilst 

listening to the digital audio recordings, which helped to ensure reliability of the 
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transcripts (Polit & Beck, 2008). Previous experience in research interviews highlighted 

the importance of the researcher reviewing the transcripts following each interview to 

reflect on, and learn from her interview technique.  

 

Qualitative Analysis 

Descriptive thematic analysis was used to interpret the interview data because of its 

power to yield insightful interpretations that are contextually grounded (Lapadat, 2010). 

Thematic analysis has been referred to as a foundational method for qualitative analysis 

(Braun & Clarke, 2006).  It is a systematic approach that involves identifying themes or 

patterns of cultural meaning; classifying the data according to themes; and interpreting 

the resulting thematic structures by seeking commonalties, relationships, overarching 

patterns, theoretical constructs, or explanatory principles (Lapadat, 2010). In thematic 

analysis the researcher does not predetermine the themes, they emerge as the researcher 

reviews the data. This study followed the thematic analysis phases as articulated by 

Braun and Clarke (Braun & Clarke, 2006; Ritchie, 2006).  Following verbatim 

transcription of the interviews, each transcript was read several times to identify areas of 

interest. The interview transcripts contained notes of pauses in conversation to aid 

interpretation. The study research question and interview questions were used to initiate 

themes (Lapadat, 2010). Emerging issues were discussed with the researcher’s 

supervisors and following their input the data was classified into themes. Common 

meanings, values and intentions were determined and competing or alternative 

perspectives identified (Streubert Speziale & Carpenter, 2003). Distinct incidents, 

anecdotes, or stated opinions about discrete topics were selected from the data in 

subsequent readings to support and articulate the themes. An audit trail was maintained 

during the qualitative data analysis (Morse & Field, 1996; Ritchie & Lewis, 2006; 

Rodgers, 2008). The technique was used to authenticate the processes used and assist 
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others to follow the development of the analysis and therefore understand how 

conclusions were reached. Furthermore, the interviews were digitally recorded to ensure 

accuracy of the participant’s voice during analysis of the data.  

 

Pilot Study 

Prior to commencing the main study, a pilot study was conducted to assess whether the 

intervention, instrument modifications and the training modules were realistic and 

workable within the established intervention protocol and project timeframe. The 

benefits of conducting a pilot phase in intervention studies has been emphasised by 

prominent nursing researchers (Brink & Wood, 1998; Polit & Beck, 2008). Participants 

in the pilot study were not participants in the main study; they were recruited from a 

location outside of the four regions selected for the main study, and the dyads’ were 

only recruited to receive the pilot intervention.   

 

The first stage of the pilot study assessed the intervention staff and dyad 

recruitment strategy, to clarify their suitability/acceptance and the time taken to achieve 

successful recruitment. Using the study inclusion criteria three dyads were recruited via 

health care and service organisations, and two intervention staff (RN and PCW) from a 

service provider agency. Participants were informed both orally and in writing about the 

nature of the study and they provided consent before data collection commenced. The 

intervention training module was developed with reference to the intervention protocol 

and session content. Training evaluation forms were completed by intervention staff on 

completion of the training and the evaluation information reviewed and modifications 

made prior to the commencement of the main study training workshops. The PCW left 

the recruitment organisation prior to the intervention phase of the pilot. Intervention 

delivery and acceptance were also reviewed; the dyads were assigned to the RN who 
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delivered the EDDI over seven sessions as per the protocol. The dyads and RN 

completed the intervention evaluation questionnaires and evaluated the intervention 

positively. An exit interview was conducted with the RN on completion of pilot to 

establish if the training and support provided were sufficient for them to deliver the 

intervention as per protocol. The RN raised minor concerns regarding the training and 

intervention protocol, reassessment, and revision were undertaken in the areas identified 

prior to the main study commencing.   

 

The second stage of the pilot assessed participant opinion of the instrument 

questions and the time taken for the research assistant to complete the suite of 

measurement instruments. The instruments were tested at T1 (baseline) and T2 (post 

intervention). Pilot testing of the measures was required as the language and 

terminology of some were adapted to accommodate the Australian study setting. The 

Self-Efficacy Questionnaire, a measure developed for family caregivers, had minor 

changes to wording to acknowledge completion by the person with dementia. Research 

assistants were instructed to identify any parts of the questionnaires they or the dyads 

experienced difficulty in comprehending, and therefore responding to appropriately. The 

research assistants also noted the time taken to complete each measure.  

 

The time taken to complete the entire suite of baseline screening, demographic 

and outcome measures via in-home interview proved to be excessive, taking three to 

three and a half hours. This resulted in adjustments to the T1 data collection process for 

the main study. The descriptive demographic questions were removed from the baseline 

data collection interview booklets and revised as a separate self-completed 

questionnaire with completion instructions. The demographic questionnaire was then 

included in the consent and information package mailed to the dyad once they had 
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agreed to participate in the study. The completed questionnaire was received and 

checked by the research assistant at the first data collection visit and returned to the 

researcher along with the dyads consent forms and baseline data collection interview 

booklets.  

 

Ethical Considerations 

The ‘Shared Care’ study was conducted with reference to the ‘Griffith University Code 

for the Responsible Conduct of Research’. This describes the attributes of responsible 

research practice and sets the standards expected of the University and researchers 

(Griffith University, 2012b). In recruiting people to research studies, consideration 

needs to be given to the risks and benefits associated with participation, this is 

particularly pertinent in conducting research with people with dementia (Sherratt, 

Soteriou, & Evans, 2007). The key considerations relate to; the potential for harm and 

relevant issues of confidentiality, privacy, anonymity, and informed consent 

(Commonwealth of Australia, 2014). 

 

Risks associated with participation 

There was a potential for dyad members to become distressed when engaged in 

discussions and negotiations on future planning or their current experiences (Zarit, 

Stephens, & Femia, 2003). If during the intervention sessions or individual interviews 

any participant appeared distressed, they were given the opportunity to stop the 

session/interview and to take a break. Intervention staff advised participants to consult 

their GP, the Alzheimer’s Australia Dementia Helpline or a free counselling service such 

as Lifeline if they wished to discuss their situation further. Intervention staff were 

provided with the contact details of such helplines to distribute to dyads as necessary.  
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There were also risks associated with the intervention staff and research 

assistants visiting the homes of participants. To accommodate these concerns safety 

issues and strategies were discussed with staff on entry to the project and reinforced 

during the period of data collection and intervention implementation. All staff were 

required to carry a mobile phone with them during in-home visits and to have a pre-

programmed number to the Police. Prior to commencing home visits intervention staff 

and research assistants were provided with a laminated sheet of safety guidelines 

[Attachment F: Intervention Staff/Research Assistant Safety Guidelines]. 

 

Privacy and Confidentiality 

All data handling complied with current privacy legislation. Each participant was 

assigned a participant number on entry to the study, this was used throughout the study 

when entering, monitoring and collating individual data. Information received was 

secured in a locked filing cabinet in the office of the researcher at Griffith University. 

Information from the study will be kept for a period of five years after the end of the 

year of publication of the last refereed publication based on the data (Griffith 

University, 2012a). On the conclusion of the retention period confidential material will 

be shredded and disposed of in a confidential manner as designated in the Annexure to 

the Griffith University Code for the Responsible Conduct of Research (Griffith 

University, 2012a). 

 

Informed Consent 

All participant dyads and intervention staff were provided with an Information Sheet 

and Consent Form at the commencement of the study [Appendix C: Consent 

Documents]. The research was explained to participating dyads at both recruitment 

stage and at each session, and to the intervention staff on commencing the first training 
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session. Written consent was obtained from all participants before any data collection 

commenced. For the dyads, an essential ethical concern was whether the dyad member 

with dementia had the capacity to decide whether to take part in a research study. To 

give informed consent, a person must not only have sufficient information about the 

research they must also be able to understand the information and have the power of 

free choice, so that they can voluntarily consent or decline (Higgins, 2013). For people 

with dementia concerns regarding informed consent are generally related to their 

capacity to understand the implications of their participation and therefore to give their 

consent to participate (Commonwealth of Australia, 2014; Warner, McCarney, Griffin, 

Hill, & Fisher, 2007). The role of proxy consent in the process is also considered. The 

intervention tested in this study was dependent on each member of the dyad having the 

ability to reflect on their own and their partners needs and feelings. Therefore, the 

person with dementia was required to have a reasonable level of cognitive ability, a 

rating of 0.5-1.0, as measured using the Clinical Dementia Rating (CDR) and the 

capacity to give consent for participation in research such as this. However, to mitigate 

concern regarding their capacity to consent the dyad consent mechanism also included 

co-signature by the statutory health attorney of the individual with dementia 

(Commonwealth of Australia, 2014). The Office of the Adult Guardian designates those 

who can act as a statutory health attorney as: the patient’s spouse or de facto partner 

(only if the relationship is close and continuing), a person who has the care of the adult, 

but not a paid carer, a close adult friend or relative who is not a paid carer (Queensland 

Government, 2012). Potential dyad participants and those supporting consent were 

provided with a study information sheet that clearly described the research and 

participation involvement before being asked to sign a consent form. The information 

sheet also outlined how confidentiality was assured, their right to withdraw without 

consequence, and indicated the minimal risk associated with participation. The dyad 
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consent form had two identical sections both of which were signed by the participants. 

Once completed, one form was retained by the dyad and the other returned to the 

researcher by the research assistant. 

 

Participant allocation 

An additional ethical concern was the exclusion of the control group participants from 

the intervention. Now the study is complete and following modifications to the length of 

the intervention and removal of duplicate content, the researcher would like to provide 

the program more broadly. If this occurs, the control group dyads, if still eligible, will 

be the first to be approached to ensure fair distribution of the benefits of research 

participation in the intervention. 

 

Ethical Approvals 

Ethical approval to conduct the study was obtained from Griffith University Human 

Research Ethics Committee (NRS/28/08/HREC), Metro South Health Service District 

Human Research Ethics Committee (HREC/11/QPAH/107), Spiritus Care Services 

Human Research Ethics Committee (EC00341:2008:07) and St. Vincent's Health & 

Aged Care Human Research Ethics Committee (HREC#11/01). All of the hospital and 

community services organisations involved in the study as recruitment sources; Spiritus 

(since renamed Anglicare Southern Queensland), Jubilee Community Care, Caritas Care 

and the Princess Alexandra Hospital Memory Clinic were fully informed about the 

study and its intent and made an informed decision regarding staff and client 

involvement.  
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‘Shared Care’ Study Summary 

The aim of the ‘Shared Care’ study was to establish the effectiveness of an in-home 

psychosocial intervention delivered by trained community aged care practitioners in 

assisting the person with dementia and their caregiver (the dyad) to manage the 

consequences of dementia. In the first data collection phase, quantitative research tools 

measured ‘managing the consequences of dementia’ that were the dependent variables. 

Success in managing the consequences of dementia were defined as, the ability to 

successfully negotiate care values and preferences, understand and manage the personal 

and relational strain associated with care giving and acquire knowledge of the disease 

process, its management and available support structures. The effectiveness of the 

intervention self-management/empowerment approach, the independent variable, was 

measured using; a) the number of sessions attended by the dyad, the amount of time 

spent on each session, and the total time spent in the intervention; b) post-intervention 

evaluation questionnaires completed by each member of the dyad, and c) post-session 

evaluation questionnaires completed by the intervention staff members. Information 

from the first quantitative phase was explored further in a second qualitative phase. 

 

In the second phase, qualitative interviews with a subsection of intervention 

delivery staff and dyads were used to probe group differences and unexpected results by 

exploring aspects of intervention acceptance and delivery (intervention staff & dyads) 

and experiences of living with the cognitive and functional impairments related to early-

stage dementia (intervention & control group dyads). In the mixed methods research 

approach of this study, greater emphasis or weight was placed on the quantitative 

methods. The quantitative data and their subsequent analysis provided a general 

response to the research question. The qualitative findings from the semi-structured 

interviews provided context to clarify and explain the self-efficacy, wellbeing and 
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dyadic strain findings from the quantitative component of the study. The following 

chapter presents the findings from the quantitative component of the study including 

participant flow throughout the study period and a comparison of the participant profile 

with the general population of people with dementia and caregivers. 
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Chapter 4 

Pre & Post Intervention Quantitative Findings 

Introduction 

The study research design and methodology were detailed in the previous chapter and 

the mixed methods sampling and data management approaches described. In this 

chapter, the findings from the quantitative component of the study are presented, 

commencing with participant flow from initial identification of dyads through to their 

recruitment and retention. To clarify the representative nature of the sample the 

demographic profile of study participants is described and compared to Australian 

national data. The pre-intervention and post-intervention within subject (care recipient 

and caregiver) and between groups (Control & Intervention) Mixed Factorial 

Multivariate Analysis of Covariance (MANCOVA) results are presented as guided by 

the study hypotheses. Data for the key outcome variables are presented and compared 

across the three time periods and significant differences and trends between the groups 

are examined in more detail to emphasise the changes and relationships across time. 

 

Recruitment 

An expansive recruitment strategy was implemented throughout the four study regions 

[Appendix B – Promotional Material]. This included presentations on memory changes 

to seniors’ community groups and community health and aged care service staff, 

advertisements/editorials in seniors’ newspaper, attendance at seniors’ forums to present 

and/or distribute project information and focused community forums (Table 4.1). 

Between October 2009 and August 2011 47 community presentations were delivered to 

seniors’ community groups and community service providers. Five Community Forums 

were conducted between November 2009 and March 2011, with more than 300 

attendees in total.   
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Table 4.1 

Dyad Recruitment Sources 

Recruitment Sources Org/Pres/Pub. Referred  Recruited  
Recruitment Period 
Start End 

Community Presentation 47 57 30 Oct 09 Aug 11 
Media 
(advertisements/editorials) 24 49 27 Sept 09 Jul 11 

Community/Health Serv. Org. 6 33 21 June 09 Aug 11 

Community Forum 5 21 9 Sept 09 March11 

Memory Clinics 3 3 3 June 09 Aug 11 

Carer Forum 6 8 4 June 10 June 11 

Other (Friend) 2 3 1 June 09 Aug 11 

Brochure 500 1 1 June 09 Aug 11 
 Total 175 96   
 

The community presentations generated the most referrals closely followed by 

advertisements and editorials placed in local seniors’ papers. Referrals from 

health/service organisations (community service providers, GP practices, Community 

Health Centres, private and public hospital memory clinics, regional Aged Care 

Assessment Teams [ACAT]) were low considering the large size of the organisations 

and number of service sites. No referrals were received from GP practices or ACAT. A 

higher level of knowledge of the stages of dementia was assumed amongst staff within 

community health and aged care service organisations, but this appeared misplaced. Six 

referrals received from these organisations were inappropriate in that the cognitive 

impairment of the person with dementia was too advanced (CDR >1.0) to enable their 

active participation in the intervention.    

 

Dyad recruitment was initially slow so the timeframe for recruitment was 

extended from twelve to eighteen months. Modification of public presentation content 

occurred following initial poor reception from community groups; they expressed 

concerns regarding what they perceived as a negative emphasis on dementia. The 
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recruitment literature was also updated after approximately eight months of recruitment 

activity. The modifications (Table 4.2) resulted in a more acceptable format and 

appeared to result in a better response rate in the latter stages of recruitment.   

 

Table 4.2 

Dyad Recruitment Literature Modifications 

Type Original Text/Content Revised Text/Content 
Brochure Title: Shared Care: an early-

intervention partnership model of 
community dementia care 

Title: Shared Care 

 Frequent use of the term ‘dementia’ 
throughout the document 

Replaced with the terms ‘recent 
memory loss’ and ‘poor short term 
memory’ 

 Dementia Facts – incidence and 
prevalence of dementia  

Planning for the future – legal, 
financial, and care related options 

Community 
Presentation 

Title: What do I need to know about 
Dementia? 

Title: When does forgetfulness become 
concerning 

 

Content:  
− Dementia Facts and Figures 
− Dementia Signs and symptoms  
− Risk reduction 
− Research Project 
− Where to get help from  

Content:  
− What is memory? 
− Memory changes - What is normal? 

/Is it dementia? 
− What is dementia? – types/early 

signs 
− Reducing your risk – Mind your 

Mind (Alzheimer’s Australia) 
− Current Spiritus research  
− Where to get help 

 
 

During the recruitment period 175 individuals, or couples, initially expressed 

interest in learning more about the study. Following expressions of interest the 

researcher contacted the individuals/dyads to initiate participation. At this point 58 

either declined further contact or did not have a primary caregiver to participate in 

partnership with them. The remaining dyads received a consent and information pack in 

the mail. Following receipt of the consent/information pack 21 dyads declined further 

involvement. The main barriers to participation were disagreement between the person 

with dementia and caregiver over participation or a lack of primary caregiver. A number 
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of caregivers (n=18) expressed apprehension regarding the negative reactions of their 

friend or family member to their memory deficits being highlighted through 

participation in a study for people with dementia. Twenty-two individuals with 

dementia, predominantly women (n=19), were not eligible to participate as they did not 

have a primary caregiver. 

 

Recruitment concluded after 18 months, by which time 96 dyads (approximately 

two-thirds of the proposed sample size) agreed to participate and had provided informed 

consent. Time 1 data collection included an assessment for eligibility, at this point eight 

dyads were excluded as the care recipient member of the dyad did not meet the 

cognitive status inclusion criteria; a Clinical Dementia Rating (CDR) score of 0.5-1.0. 

Eighty-eight dyads were allocated to intervention or control groups based on their 

geographical location. Twenty-four dyads withdrew from the study between Time 1 and 

Time 2, sixteen intervention dyads and eight from the control group. One control group 

dyad withdrew from the study immediately post baseline data collection due to 

reluctance on behalf of the care recipient to participate and did not receive the 

information manuals by mail. Time 2 data collection occurred post-intervention for 

dyads in the intervention group. In the intervention group, six dyads did not receive the 

intervention; their withdrawal was mainly due to the ill health of one or both members 

of the dyad. In the control group, seven dyads declined to participate in further data 

collection at Time 2 due to ill health, nursing home placement or reluctance on behalf of 

one member of the dyad to continue participation. One intervention group dyad was lost 

to follow up at Time 3 when the care recipient was admitted to a nursing home. Sixty-

four dyads provided data at all three time points giving a response rate of 72 per cent. 

Figure 4.1 identifies dyadic recruitment and attrition across the three data collection 

periods.   
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Figure 4.1 

Participation Flow Chart   
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Group Comparison of Dyad Demographics 

Overall, the ‘Shared Care’ dyad sample were broadly representative of people with 

dementia and family caregiver demographics in Australia. The higher proportion of men 

to women with dementia in this study is typical of the community dementia profile, as 

opposed to the residential care profile in which women with dementia predominate 

(ABS, 2012a). The majority of caregivers (76%) resided in the same household as the 

person for whom they cared and were either the spouse or adult child (77%) of the 

person they were caring for. A similar percentage to that noted in the 2009 and 2012 

Surveys of Disability, Ageing and Carers (ABS, 2010a; ABS, 2013).  

 

Independent-samples t-tests were conducted to compare key descriptive data: 

sex, age, educational status, caregiver income, number of children, caregiver 

employment status and caregiver residence with care recipient, between the two groups 

(Table 4.3). There were similarities between the two groups across most characteristics 

with the exception of care recipient sex and caregiver income. There was a significant 

difference in care recipient sex between the control (M=1.33, SD=.47) and intervention 

dyads (M=1.53, SD=.50; t (85.1) = -1.92, p=.05, two-tailed). The intervention group 

dyads had a higher number of male care recipients. There was also a significant 

difference in caregiver income between the control group (M=1.81, SD=3.24) and 

intervention group (M=3.49, SD=3.98; t (84) = 2.17, p=.03, two-tailed), although this 

final characteristic was skewed as a much larger proportion of control group dyads 

declined to answer the income question. 

                          



                        

Table 4.3 

Demographic Characteristics – Intervention and Control Dyads  

Characteristic 
Caregiver  Care Receiver 

Intervention 
n=45 

Control 
n=43 

 Intervention 
n=45 

Control 
n=43 

 M SD M SD  M SD M SD 
Age      68.9 10.9 69.0 11.6  77.2 7.7 78.5 6.4 
No. of children (natural and step) 2.6 1.5 3.00 1.6  2.8 1.8 2.9 1.6 
Working caregiver (hrs per week) 22.6 16.3 22.4 12.4      

Minimum 8hrs   5hrs       
Maximum 60hrs  40hrs       

 n % n %  n % n % 
Employed caregiver 8 18% 10 23%      
Sex*               Male 37 82% 33 77%  29 64% 20 46% 

Female 8 18% 10 23%  16 36% 29 64% 
No. of children (natural and step) 2.6 1.50 3.00 1.60  2.84 1.86 2.95 1.66 
Educational Level          

Percentage ≤ Grade 10 or lower 13 29%  20 46%  17 38% 23 54% 
Percentage ≥ Grade 11 or higher  32 71% 23 53%  28 62% 20 47% 

Relationship of CG to CR          
Husband 8 18% 11 26%      
Wife 24 53% 17 39%      
Son 0 0% 0 0%      
Daughter 6 13% 8 18%      
Other (Friend/Niece) 7 16% 7 16%      

Resident caregiver 36 80% 31 72%      
Income (Annual before tax)*          
Low income  (<$30,000)    9 21% 22 51%      
Middle income  (<$90,000) 5 12% 13 30%      
High income (>$90,000)                   6 14% 1 2%      
Declined to answer  23 53% 7 16%      
 

*indicates significant difference (p=≤0.5) between Intervention and Control Groups 
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Care Recipient Cognitive and Diagnostic Status 

The CDR was used as a cognitive and functional status screening measure at T1 

(baseline). Whilst there were no significant differences between the groups in cognitive 

and functional status, a higher proportion of control group care recipients (67%) were at 

the lower end of the entry criteria (CDR 0.5). Intervention group care recipients were 

more evenly distributed along the spectrum of cognitive and functional ability. 

Cognitive change during the period of participation was assessed using the MMSE at T1 

(baseline) and T3 (seven to ten months later). MMSE scores were similar between the 

two care recipient groups at baseline, ranging between 30 and 16. By Time 3 control 

group care recipients’ had experienced an almost imperceptible mean score decrease 

of .71, the intervention group care recipients had a larger reduction of approximately 2.5 

points. The percentage of care recipients’ taking acetylcholinesterase inhibitors (brand 

names Aricept, Exelon, Reminyl) or memantine (Ebixa) was also calculated. Medication 

rates were not high in either group but a significant difference in medication usage was 

apparent between the groups at baseline; control group (M=.05, SD=.37), intervention 

group (M=.07, SD=.49; t (82) = 2.32, p=.05, two-tailed). Rates diminished in the 

intervention group over time and increased marginally amongst care recipients in the 

control group. This may account for the lower rates of cognitive decline exhibited by 

control group care recipients’ at T3. Diagnosis rates were higher amongst intervention 

group care recipients’, with the majority diagnosed with Alzheimer’s disease. 

Diagnosed control group care recipients’ were more likely to have a non-specific 

dementia diagnosis. A significant difference in diagnosis status was apparent between 

the groups at baseline; control group (M=.37, SD=.48) and intervention group (M=.62, 

SD=.49; t (86) = 2.4, p=.01, two-tailed). Detail on cognitive status and medication 

uptake can be found in Table 4.4.

 



   

Table 4.4 

Cognitive and diagnostic status of Intervention and Control Care Recipients 

Cognitive Characteristics 
Intervention Control 

T1  T2 T3 T1  T2 T3 
M SD M SD M SD M SD M SD M SD 

Care Receivers MMSE  24.1 3.76   22.4 5.1 24.7 4.09   22.0 4.47 
Care Receivers CDR n % n % n % n % n % n % 

Scoring 1.0  51%      33%     

Scoring 0.5  49%      67%     

Diagnosis (+ baseline) 28 62%* +1  +4  16 37% +2  +4  

Dementia (Any Type) 9 33% 0  3  4 25% 0  3  

Alzheimer’s disease 12 43% 0  0  3 18% 0  0  

MCI 3 10% 1  1  1 6% 1  1  

FTLD 0 0% 0  1  0 0% 0  0  

Vascular Dementia 2 7% 0  0  4 25% 1  0  

Other  2 7% 0  0  4 25% 0  0  

Taking  AChEI†  (or memantine)  17 38%* 12 27% 12 27% 7 16% 8 19% 8 19% 
†acetylcholinesterase inhibitor (AChEI) = Aricept, Exelon, Reminyl 
* indicates significant difference (p=≤0.5) between Intervention and Control Groups 
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Care Recipient Functional Status 

During baseline data collection, caregivers’ were asked about their care recipient’s functional 

ability across basic Activities of Daily Living (ADL) and routine Instrumental Activities of 

Daily Living (IADL) tasks. If the care recipient required support with a task or function, the 

caregiver was asked to specify the level of support they required and identify the main 

provider of care. Frequency statistics confirmed in all instances that if their care recipient 

required help with daily activities, the caregiver identified themselves as primary care 

providers. Chi square tests of independence were conducted and no significant differences 

were identified between intervention and control group care recipients’ in their need for 

support and the level of support required (Table 4.5). Most care recipients’ appeared to be 

managing basic ADL tasks such as personal care, going to the toilet and getting in and out of 

bed, relatively independently. Functional ability appeared to be compromised mainly in 

relation to routine IADL tasks (Table 4.6). This was to be expected as IADL tasks are higher-

level tasks required to support an independent life style. They include such tasks as cooking, 

driving, shopping, keeping track of finances and managing medication.  
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Table 4.5 

 Level of care recipient functional capacity in routine ADL tasks – between groups  

 

 Intervention n=45 Control n=43 
χ²(1) p  No Help Help No Help Help 

Task n % n % n % n %   
Taking Medications a 18 42% 25 58% 20 44% 25 66% .001 .97 
Housework a 14 33% 29 67% 18 40% 27 60% .25 .61 
Shopping for food a 14 33% 29 67% 20 44% 25 56% .85 .35 
Cooking/prep food a 15 35% 28 65% 22 49% 23 51% 1.2 .26 
Doing Laundry a 28 65% 15 35% 34 76% 11 24% .70 .40 
Driving/using Public Transport a 12 28% 31 72% 21 47% 24 53% 2.5 .11 
Managing finances/legal matters a 13 30% 30 70% 20 44% 25 56% 1.3 .24 
Eating 39 91% 4 9% 41 91% 4 9% .00 1.0 
Dressing/undressing a 33 77% 10 23% 35 78% 10 22% .00 1.0 
Bathing/showering a 31 72% 12 28% 37 82% 8 18% .77 .37 
Toileting  43 100% 0 0% 42 93% 3 7% 1.2 .25 
[if] needing help in night a 40 93% 3 7% 36 80% 9 20% 2.1 .14 
Social activities a 19 44% 24 56% 24 53% 21 47% .41 .51 
[if] feeling bored/restless a 28 65% 15 35% 30 67% 15 33% .00 1.0 
[if] feeling sad/upset a 18 42% 25 58% 18 40% 27 60% .00 1.0 
Getting in/out of bed 41 95% 2 5% 39 87% 6 13% 1.0 .29 
Making medical appointments a 16 37% 27 63% 19 42% 26 58% .06 .79 
[when] alone during the day a 28 65% 15 35% 31 69% 14 31% .02 .88 
[when] outside the house a 24 56% 19 44% 20 44% 25 56% .72 .39 
a All expected cell frequencies were greater than 5        
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Table 4.6 
Level of support required by care recipient for routine ADL tasks – between groups 

 Does by self/needs no 
help 

Needs reminders of a 
little help 

Needs help most of the 
time 

Needs help all of the 
time   

 Int. Control Int. Control Int. Control Int. Control 
χ²(1) p Task n % n % n % n % n % n % n % n % 

Taking Medications 14 34% 19 43% 16 39% 14 32% 6 15% 6 14% 5 12% 5 11% .78 .85 
Housework a 8 21% 11 29% 13 34% 12 32% 8 21% 10 26% 9 24% 5 13% 1.8 .59 
Shopping for food a  9 24% 15 36% 10 26% 13 31% 6 16% 7 17% 13 34% 7 17% 3.5 .31 
Cooking/prep food a 8 22% 16 39% 8 22% 14 34% 8 22% 5 12% 12 33% 6 12% 6.6 .08 
Doing Laundry  14 48% 27 69% 5 17% 7 18% 2 7% 2 5% 8 28% 3 8% 5.3 .14 
Driving/using Public Transport  9 22% 19 44% 7 17% 8 19% 5 12% 2 5% 20 49% 14 33% 5.9 .11 
Managing finances/legal matters  9 23% 17 40% 8 20% 12 29% 6 15% 4 9% 16 41% 9 21% 5.5 .13 
Eating 39 91% 41 91% 2 5% 2 4% 1 2% 1 2% 1 2% 1 2% .005 1.0 
Dressing/undressing  30 70% 33 73% 11 26% 9 20% 1 2% 1 2% 1 2% 1 4% .63 .88 
Bathing/showering  29 67% 37 82% 11 26% 5 11% 2 5% 0 0% 1 2% 3 7% 6.1 .10 
Toileting  41 95% 41 91% 1 2% 4 9% 0 0% 0 0% 1 2% 0 0% 2.7 .25 
[if] needing help in night 38 88% 35 79% 2 5% 7 16% 3 7% 1 2% 0 0% 1 2% 4.8 .18 
Social activities  17 40% 24 53% 19 45% 12 27% 4 9% 7 16% 2 5% 2 4% 3.4 .32 
[if] feeling bored/restless  23 58% 30 67% 9 22% 10 22% 5 12% 5 11% 3 7% 0 0% 3.9 .29 
[if] feeling sad/upset  16 38% 19 42% 19 45% 18 40% 6 14% 8 18% 1 2% 0 0% 1.4 .69 
Getting in/out of bed 39 93% 37 84% 2 5% 5 11% 0 0% 2 4% 1 2% 0 0% 4.2 .23 
Making medical appointments a 14 34% 18 40% 7 17% 11 24% 4 10% 8 18% 16 39% 8 18% 5.2 .15 
[when] alone during the day  25 61% 28 65% 8 20% 9 21% 4 10% 4 9% 4 9% 2 5% .84 .83 
[when] outside the house  24 56% 20 44% 8 19% 16 36% 5 12% 4 9% 6 14% 5 11% 3.1 .36 
a All expected cell frequencies were greater than 5               
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Completers and Non-Completers  

To assess for attrition bias, a comparison was made of the 64 Dyads who remained in 

the study and the 24 dyads (28%) who dropped out (completed <3 data collection 

interviews). Independent t-tests conducted within each group with completion status as 

the grouping variable showed no significant differences between the groups on key 

descriptive data; age, sex, care recipient diagnostic status, educational level and 

caregiver income.  

 

Dyad Pre and Post Intervention Findings 

The main effects comparing the intervention group with the control group were not 

significant for either care recipients’ or caregivers’, CR’s Wilks Lambada, .753, F (16, 

69) = 1.41, p = .16 and CG’s Wilks Lambada .802, F (14, 71) = 1.25, p = .25. 

Suggesting that participation in the intervention was no more effective in improving or 

maintaining the dyads self-efficacy, dyadic relationship or wellbeing, than providing 

written information to the dyads. The caregiver group showed a significant effect over 

time, Wilks Lambada .834, F (7, 78) = 2.2, p = .04. The demographic characteristics 

found to differ between the two groups at baseline (T1), education (CG & CR) and 

income (CG), were entered as covariates. They did not have a significant impact on any 

of the dependent variables over time or between groups.  

 

The only statistically significant dependent variable between the two caregiver 

groups was the Positive Dyadic Interaction (PDI) domain of the Dyadic Relationship 

Scale, F (1, 86) = 7.30, p = .008, partial eta squared = .08. An independent-samples t-

test was conducted to compare the caregivers PDI scores at each time point. This 

identified a statistically significant difference in scores at Time 1 which indicated higher 

PDI ratings amongst intervention group caregivers, control group caregivers (M=6.88, 
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SD=2.44) and intervention group caregivers (M=8.53, SD=2.42; t (1841) = 14.55, 

p=0.00, two-tailed). The magnitude of the difference in the means (mean 

difference=1.65, 95% CI: 1.42-1.87) was small (eta squared 0.3). The intervention 

group caregivers maintained a higher score at Time 2, control group caregivers 

(M=7.32, SD=2.72) and intervention group dyads (M=8.38, SD=2.64; t (1824) = 8.48, 

p=0.00, two tailed). The magnitude of difference in the means (mean difference=1.06, 

95% CI: 0.82-1.31) at this point was large (eta squared 0.19).  

 

See Tables 4.8 and 4.9 for more detail on changes between the care recipient and 

caregiver groups in the primary variables over time.
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Table 4.7 

Care Recipient Primary Variables between groups over time 

 Time 1 Time 2 Time 3   
 Int. 

(n=45) 
Control 
(n=43) 

Int. 
(n=45) 

Control 
(n=43) 

Int. 
(n=45) 

Control 
(n=43)   

Measure M SD M SD M SD M SD M SD M SD p η2 

Self-Efficacy - Symptom Management 37.38 9.44 36.63 5.83 36.58 7.70 37.09 7.12 34.82 7.25 37.49 6.28 0.6 .005 
Self-Efficacy - Support Services 31.58 7.26 29.49 8.31 31.84 5.88 32.02 5.97 30.42 6.45 32.21 6.25 0.1 .000 
Dyadic Relationship – Dyadic Strain 11.09 2.49 10.19 3.04 10.58 3.09 10.53 3.12 10.04 3.20 10.74 2.93 0.9 .001 
Dyadic Relationship - PDI 8.18 2.70 7.09 2.57 8.47 2.60 7.86 3.31 8.67 2.85 7.98 2.90 0.1 .030 
DQoL – Positive Affect 16.64 3.42 16.95 4.23 15.78 5.40 15.93 4.78 14.84 5.05 15.93 4.29 0.6 .004 
DQoL – Negative Affect 11.53 5.99 13.09 6.27 10.02 6.08 11.30 4.73 12.62 6.83 11.81 6.17 0.8 .002 
DQoL – Self-esteem 14.98 3.75 15.51 3.78 15.87 3.54 14.88 3.86 13.53 5.01 14.74 4.30 0.9 .000 
CESD 10.16 8.06 14.33 9.32 11.96 7.60 13.60 9.62 14.44 8.52 14.51 9.71 0.4 .010 

 
Table 4.8 

Care Giver Primary Variables between groups over time 

 Time 1 Time 2 Time 3   
 Int. 

(n=45) 
Control 
(n=43) 

Int. 
(n=45) 

Control 
(n=43) 

Int. 
(n=45) 

Control 
(n=43)   

Measure M SD M SD M SD M SD M SD M SD p η2 

Self-Efficacy - Symptom Management 33.51 10.53 32.74 10.21 34.58 8.87 36.37 9.64 35.42 8.01 35.91 11.01 0.1 .000 
Self-Efficacy - Support Services 29.58 6.95 26.49 9.34 30.42 7.03 28.81 8.79 29.76 7.04 30.35 8.68 0.1 .024 
Dyadic Relationship – Dyadic Strain 9.38 3.49 9.81 3.20 9.16 3.02 9.58 2.60 8.87 3.29 8.88 3.29 0.8 .001 
Dyadic Relationship - PDI 8.53 2.42 6.88 2.44 8.38 2.64 7.32 2.72 8.30 3.14 7.95 2.53 0.0* .080 
DQoL – Positive Affect 15.76 3.84 17.21 3.39 17.07 3.92 16.23 4.78 16.40 3.76 16.33 3.63 0.9 .001 
DQoL – Negative Affect 14.56 6.93 13.53 5.15 12.73 5.75 13.49 5.65 12.44 5.25 13.16 5.43 0.7 .003 
CESD 11.60 8.49 10.05 6.91 14.58 8.76 13.02 7.78 16.11 10.01 14.44 8.60 0.3 .015 
η2 = effect size [Large = 0.14, Med = 0.06, Small = 0.01 (Cohen, 1988)]           
* indicates significant difference (p=≤0.5) between Intervention and Control Groups          
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Analysis of Secondary Measures 

The secondary measures utilised in the study were the Values and Preferences Scale 

(VPS) and a Formal Service Use questionnaire. 

 

Care Values and Care Preferences 

a) Care Preferences 

The care recipient and caregiver identified their primary care provider preferences for 

19 IADL and ADL tasks with which the care recipient member of the dyad was 

projected to require assistance. They selected their preferred main provider of care from 

two options, family care (caregiver and/or family/friends) or paid helper, using the 

Values and Preferences Scale (Feinberg & Whitlatch, 2001; Whitlatch et al., 2005).   

 

Frequency statistics confirmed that if help was required with a specified activity 

across the three data collection periods, the majority of caregivers and care recipients 

allocated the caregiver as the primary care provider. To explore care provider 

congruence between intervention and control group dyads a Chi-square test for 

association (with Yates Continuity Correction) was conducted for each of the 

ADL/IADL tasks across the three time points (Table 4.9). Expected cell frequencies 

were greater than five at each data collection period for all tasks. There were few 

significant differences between the groups at baseline (T1). Intervention group dyads’ 

showed a significantly higher alignment at baseline in their dressing/undressing care 

provider preferences, χ² (1, n = 88) = 24.5, p = .00, phi = .55, compared to the control 

group dyads. By T2 the intervention group dyads were significantly aligned in their 

preferences for food shopping providers, χ² (1, n = 88) = 24.5, p = .00, phi = .55. The 

intervention group dyads were also more closely aligned regarding care recipient 

supervision at home χ² (1, n = 88) = 12, p = .00, phi = .39. At T3 the only significant 
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differences between the groups were that the control group dyads were more closely 

aligned in their care provider preferences for night-time assistance to the care recipient 

χ² (1, n = 88) = 4.8, p = .02, phi = -.25, and in getting into/out of bed χ² (1, n = 88) = 

5.8, p = .01, phi = -.28. In general, the majority of dyad members were closely aligned 

in respect to primary caregiver preferences across most activities and tasks, although 

congruence diminished amongst intervention group dyads over time. Key areas in which 

differences of opinion existed between dyad members, were in relation to personal care 

(bathing/showering, getting into/out of bed) and safeguarding the care recipient when 

inside or outside the home. Assistance to socialise or attend to hobbies and 

driving/using public transport were other areas in which congruence was low for both 

groups.  
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Table 4.9 

 Dyadic Congruence on Care Provider Preferences for common ADL/IADL tasks – between groups over time 

 
 Time 1 Time 2 Time 3 

Int.  
(n=45) 

Control 
(n=43) 

 Int. 
(n=45) 

Control 
(n=43) 

 Int. 
(n=45) 

Control 
(n=43) 

 

Task n % n % χ²(1) p n % n % χ²(1) p n % n % χ²(1) p 
Taking Medications  29 65 22 51 1.0 .30 28 62 27 63 .00 1.0 25 56 25 58 .00 .97 
Housework  14 31 27 63 7.6 .06 18 40 23 53 1.1 .29 16 36 23 53 2.1 .13 
Shopping for food  24 53 24 56 .00 .98 45 100 23 53 24.5 .00* 23 51 17 39 .76 .38 
Cooking/prep food  28 62 20 46 1.6 .20 33 73 26 60 1.1 .29 24 53 24 56 .00 .98 
Doing Laundry    27 60 22 51 .38 .53 20 44 23 53 .40 52 23 51 23 53 .00 .99 
Driving/using Public Transport    23 51 19 44 .19 .66 25 56 18 42 1.1 .28 16 36 14 33 .00 .94 
Managing finances/legal matters    28 62 18 42 2.8 .08 28 62 24 56 .15 .69 22 49 25 58 .43 .51 
Eating  22 49 25 58 .43 .51 27 60 23 53 .16 .68 24 53 24 56 .00 .98 
Dressing/undressing    45 100 23 53 24.5 .00* 25 56 26 60 .06 .80 22 49 28 65 1.7 .18 
Bathing/showering    19 42 21 49 .16 .68 22 49 17 39 .44 .50 20 44 24 56 .72 .39 
Toileting    22 49 22 51 .00 1.0 22 49 19 44 .05 .81 23 51 27 63 .79 .37 
[if] needing help in night  24 53 28 65 .82 .36 24 53 27 63 .46 49 21 47 31 72 4.8 .02* 
Social activities    18 40 24 56 1.6 .20 20 44 20 46 .00 1.0 18 40 21 49 .38 .53 
[if] feeling bored/restless    23 51 24 56 0.5 .81 25 56 21 49 .17 .67 20 44 18 42 .00 .97 
[if] feeling sad/upset   27 60 26 60 .00 1.0 20 44 22 51 .17 .67 17 38 18 42 .03 .86 
Getting in/out of bed  22 49 17 40 .44 .50 19 42 27 63 2.9 .08 20 44 31 72 .5.8 .01* 
Making medical appointments  27 60 25 58 .00 1.0 33 73 28 65 .36 .54 32 71 28 65 .14 .70 
[when] alone during the day   21 48 18 42 .05 .81 28 62 10 23 12 .00* 19 42 19 44 .00 1.0 
[when] outside the house   23 51 17 39 .76 .38 22 49 17 39 .44 .50 20 44 16 37 .22 .63 
All expected cell frequencies were greater than 5               
*Significant difference between groups – p=<0.05                 
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b) Care Values 

Differences between the intervention and control group dyads in dyadic congruence on 

care related values are shown in Table 4.10. A Chi-square test for association (with 

Yates Continuity Correction) was conducted across the three time points. Expected cell 

frequencies for each value were greater than five at each data collection period.  

 

There were no significant differences between the groups at baseline (T1) and 

few at the following two time points. At T2 the control group dyads were more closely 

aligned, χ² (1, n = 88) = 3.6, p = .03, phi = -.22, in respect to how they rated care 

recipient safety, compared to intervention group dyads. By T3 they were more closely 

aligned in respect to their ratings on care recipient financial decision-making, χ² (1, n = 

88) = 5.5, p = .01, phi = -.25, connections with family and friends, χ² (1, n = 88) = 5.5, p 

= .01, phi = -.25, and having reliable help, χ² (1, n = 88) = 3.6, p = .05, phi = -.22. Dyad 

members appeared to be less closely aligned with each other in respect to their care 

related values than care provider preferences. Congruence was greatly reduced amongst 

both groups at midpoint (T2) particularly for control group dyads, although they had 

become more closely aligned, to higher than baseline rates, by T3. Intervention group 

dyad congruence diminished over time. 
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Table 4.10 

 Dyadic Congruence on care related values– between groups over time 

 Time 1 Time 2 Time 3 
Int.  Control n=88 Int. Control n=88 Int. Control n=88 

Value n % n % χ²(1) p n % n % χ²(1) p n % n % χ²(1) p 
CR to come and go as they please 17 38 23 53 1.6 .20 22 49 19 44 .05 .81 30 68 26 60 .14 .70 
CR to organise their own daily routines 15 33 17 40 .14 .70 15 33 20 46 1.0 .29 20 44 18 42 .00 .97 
CR to spend money their how they want 17 38 16 37 .00 1.0 13 29 18 42 1.1 .29 12 27 18 42 1.6 .20 
CR to live in their own home 27 60 24 56 .33 85 25 56 18 42 1.1 .28 19 42 23 53 .71 .39 
CR to feel useful  23 51 20 46 .04 .82 20 44 20 46 .00 1.0 17 38 21 49 .69 .40 
CR to have something to do (activities/hobbies) 19 42 18 42 .00 1.0 21 47 17 39 .21 .64 23 51 23 53 .00 .99 
CR to be able to practice relig/spiritual beliefs 17 38 23 53 1.6 .20 19 42 21 49 .16 .68 19 42 16 37 .06 .79 
CR make their own financial decisions 12 27 13 30 .01 .89 13 29 17 39 .68 .40 16 36 25 58 3.6 .05* 
CR use services they can pay for 16 36 13 30 .09 .76 17 38 14 32 .08 .77 14 31 21 49 2.1 .13 
CR be with family/friends 23 51 28 65 1.2 .26 21 47 22 51 .04 .83 18 40 28 65 4.5 .03* 
CR to be part of family celebrations/rituals 21 47 28 65 2.3 .12 20 44 22 51 .17 .67 19 42 27 62 2.9 .08 
CR to keep in touch with distant family/friends 12 27 17 39 1.1 .29 14 31 11 26 .11 .73 11 24 17 39 1.6 .19 
To avoid family conflict 21 47 25 58 .74 .38 25 56 21 49 .17 .67 24 53 27 63 .46 .49 
CR to keep same Dr(s) 23 51 19 44 .19 .66 19 42 15 35 .23 .62 21 47 22 51 .04 .83 
CR to choose particular family/friends to help 17 38 15 35 .00 .95 11 24 13 30 .13 .71 13 29 10 23 .12 .72 
CR to have reliable help 19 42 26 60 2.2 .13 16 36 20 46 .68 .40 16 36 25 58 3.6 .05* 
CG to be the one to help out 22 49 22 51 .00 1.0 16 36 22 51 1.5 .20 21 47 20 46 .00 1.0 
CR to avoid being a physical burden on family 25 56 18 42 1.1 .28 20 44 21 49 .04 .84 24 53 27 63 .46 .49 
CR to avoid being a financial burden on family  25 56 26 60 .06 .80 17 38 25 58 2.8 .08 25 56 24 56 .00 1.0 
CR feel safe in their home even if restricts activity  30 67 28 65 .00 1.0 22 49 33 77 6.0 .01* 23 51 22 51 .00 1.0 
To be in touch with others in case of emergency 21 47 25 58 .74 .38 13 29 21 49 2.8 .08 18 40 16 37 .00 .96 
To be safe from crime 34 76 34 79 .01 .89 28 62 29 67 .08 .77 23 51 35 81 7.6 .00* 
When making daily decisions...                   
Important own best interests are considered  35 78 31 72 .13 .71 36 80 30 70 .74 .38 31 69 32 74 .11 .73 
Important care partners best interests are 
considered 22 49 17 39 .44 .50 23 51 20 46 .04 .82 20 44 21 49 .04 .84 
All expected cell frequencies were greater than 5               
*Significant difference between groups – p=<0.05                   
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Service Uptake, Awareness and Potential usage 

a) Service Uptake 

To explore the use of community services between the intervention and control group 

dyads, a Chi-square test for association (with Yates Continuity Correction) was 

conducted for each of the thirteen community service types at three time points (Table 

4.11). Expected cell frequencies were greater than five for each service at each data 

collection time point.  

 

There were significant differences between the two groups in their use of 

education, training and/or information services. Control group dyads had a higher initial 

use, χ² (1, n = 88) = 5.2, p = .02, phi = -.26, with 40 per cent stating they had accessed 

some form of this service at T1 compared to 16 per cent in the intervention group. 

However, this had dropped to 24 per cent in control by T3, by which time the 

intervention group uptake had increased to 33 per cent. The intervention dyads 

utilisation peaked at T2, χ² (1, n = 88) = 5.0, p = .02, phi = -.31, with 61 per cent of the 

group using education, training and/or information services. The intervention group 

dyads use of support group services was significantly higher than the control dyads at 

T3, χ² (1, n = 88) = 4.8, p = .02, phi = -.31.  
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Table 4.11 

Service Uptake - Between Groups and Across Time 

 Time 1  Time 2  Time 3 
Service Type Intervention Control n=88  Intervention Control n=65  Intervention Control n=64 

 n % n % χ²(1) p  n % n % χ²(1) p  n % n % χ²(1) p 

Counselling a 4 9% 9 21% 1.7 .20  9 32% 8 22% .45 .50  7 26% 8 22% .91 .91 

Support Group a 7 16% 5 12% .05 .82  11 40% 7 19% 2.3 .12  11 41% 5 13% 4.8 .02* 

Respite (IHR) a 3 7% 6 14% .60 .44  5 18% 2 5% 1.4 .23  6 23% 2 6% 2.7 .10 

Respite (ONR) a 2 4% 3 7% .001 .1  1 4% 1 3% .00 1.0  2 8% 2 6% .00 1.0 

Respite (CBR) a 9 20% 7 16% .03 .86  10 36% 9 24% .52 47  10 37% 8 22% 1.1 .28 

E/Tr/Info a 7 16% 17 40% 5.2 .02*  17 61% 11 30% 5.0 .02*  9 33% 9 24% .26 .61 

Case Management a 7 16% 6 14% .00 1.0  10 36% 10 27% .23 .63  11 42% 9 24% 1.5 .21 

HH/Soc Sup a 13 29% 17 40% .68 .40  20 71% 17 46% 3.2 .07  19 70% 20 54% 1.1 .29 

Personal Care a 1 2% 3 7% .31 .57  1 4% 3 8% .05 .81  7 16% 6 14% .00 1.0 

CN/All Health 7 16% 6 14% .00 1.0  6 21% 12 32% .49 .48  6 22% 12 33% .47 .49 

Legal a 7 16% 2 5% 1.7 .18  3 11% 8 22% .68 .40  6 23% 3 8% 1.5 .20 

Fin Planning a 13 29% 7 16% 1.3 .24  10 36% 7 19% 1.5 .21  7 26% 7 20% .06 .80 

Transport 5 11% 12 28% 2.9 .08  13 46% 12 32% .79 .37  12 44% 12 32% .51 .47 
ª 

All expected cell frequencies were greater than 5 
* Significant outcome p=<0.5 
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Although there were few statistically significant differences in service uptake 

between the groups, there were notable trends towards sustained uptake of services by 

intervention group dyads (Tables 4.2 and 4.3). From a low base rate, the intervention 

group dyads showed a dramatic increase in use of community support services, 

compared to the control group dyads. This was particularly evident with respect to home 

help and social support and centre based and in-home respite. Intervention group use of 

case management services, described as ‘services to help people identify their needs, 

learn what services are available and arranges for services to take place’, increased 

from 16 per cent at T1 to 42 per cent by T3. Home Help and Social Support Services 

(house cleaning, laundry, shopping, and meal preparation) were the most common 

services accessed by both groups at baseline. Just under half (40%) of the control group 

were using them on entry to the study and uptake increased over time to 54 per cent. 

However, a more dramatic upward trend was noted amongst the intervention group 

dyads from 29 per cent at T1 to 70 per cent by T3. Transport services (for medical 

appointments and/or shopping) were another area of rapid uptake by intervention group 

dyads, increasing from 11 per cent at T1 to 44 per cent by T3, peaking at T2. 
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Figure 4.2 

Intervention Group Uptake of Services over Three Time Periods 

 

 
  
 
 
 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Figure 4.3 

Control Group Uptake of Services over Three Time Periods 
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Unmet Need: To identify levels of unmet need, dyads were asked if they required more 

help with each of the previously mentioned services. As indicated in Figure 4.4, levels 

of unmet need were high at baseline. Both groups noted high levels of unmet need in 

several service areas; counselling/support groups, respite, case management/referral, 

home help and transport. Unmet need had reduced considerably in the intervention 

group by T3 (Figure 4.5), there was a reduction at the later time points for the control 

group but these were not as great as for the intervention group. 

 

Figure 4.4 

T1 Percentage of Expressed Unmet Need across Service Types - Between Groups 
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Figure 4.5 

T3 Percentage of Expressed Unmet Need across Service Types - By Group 

 

Service Awareness: Service awareness was measured by the dyads’ response to the 
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Figure 4.6 

Service Awareness - Intervention Group across Three Time Periods 

 

 

Figure 4.7 

Service Awareness - Control Group across Three Time Periods 
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Projected Service Use:  The dyads projected use of services was measured by their 

response to the question ‘Would you consider using this type of paid help now or in the 

future?’ for each service type. This question was asked only of those dyads not currently 

accessing support in the designated area. If the dyad were receiving assistance in the 

area, the questioning skipped to the next service type. As service uptake increased for 

most dyads during their period of participation the numbers responding to this question 

reduced over time.  

 

Responses to this question, as illustrated in Figure 4.8 and Figure 4.9, indicate 

the intervention group dyads became increasingly more accepting of formal support 

over time across the majority of named services.   

 

Figure 4.8 

T1 Predicted Future Usage of Named Services - Between Groups  
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Figure 4.9 

T3 Predicted Future Usage of Named Services - Between Groups 
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Chapter 5  

Intervention Evaluation 

Introduction 

In the previous chapter, quantitative data for the key outcome variables were presented 

across the three data collection periods. In this chapter, quantitative and qualitative data 

from intervention group dyads and intervention staff are presented to identify 

intervention acceptability and the extent to which the intervention was implemented as 

intended. Measures of the intervention process evaluation included: (i) Number of 

sessions attended by the dyad, the amount of time spent on each session, and the total 

time spent in the intervention; (ii) Post-intervention ratings by the dyads of satisfaction 

with the content and style of the intervention and intervention staff effectiveness and 

enthusiasm; (iii) Ratings by intervention staff on their capacity to meet session goals 

and dyad involvement; (iv) Qualitative analysis of open-ended question responses from 

the dyads intervention evaluation questionnaire and semi-structured interviews 

conducted post-intervention with a subset of intervention staff. Where possible the 

findings are compared with those of the original USA EDDI study.  

 

Quantitative Evaluation Outcomes 

Dyad Sample 

Forty-five dyads were assigned to the intervention group; 6 did not receive the 

intervention due to ill health or nursing home placement, 4 commenced but ceased 

participation (≤3 sessions) due to caregiver ill health or reluctance to continue on behalf 

of one member of the dyad. Thirty-five dyads completed the intervention (≥4 sessions) 

(Table 5.1). 
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Table 5.1 

Intervention Group Dyad Characteristics 

Dyad Relationship Total Int. 
Group 

Commenced 
Intervention 

Completed 
Int. 

(≥4 sessions) 

Completed 
Evaluation Attrition 

Spousal 33 30 26 22 33% 

Parent/Adult Child 7 4 4 3 57% 

Friends 5 5 5 5 0% 

Total 45 39 35 30 22% 
 

A comparison of descriptive characteristics was made between the 35 dyads who 

completed the intervention and the 10 who did not. The completing caregivers were 

slightly older (M=71yrs) compared to the non-completing caregivers (M=66yrs), were 

more likely to be living with the care recipient and less likely to be employed. 

Completing care recipients were more likely to be the spouse of their caregiver, have a 

diagnosis of dementia at baseline. Independent t-tests conducted on intervention group 

dyads key descriptive data; age, sex, care recipient diagnosed, educational level and 

caregiver income, with completion status as the grouping variable showed only one 

significant difference between the groups. Completing care recipients had a 

significantly higher rate of taking acetylcholinesterase inhibitors or memantine at Time 

2 and Time 3 (M=.35, SD=.48; t (33) = -4.2, p = .00, two-tailed). The magnitude of the 

differences in means (mean difference = -.35, 95% CI: -0.52 to -.18) was moderate (eta 

squared .12). 

 

Session Participation 

a) Number of sessions 

Half the intervention group dyads (51%) completed all sessions (n=7).  
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b) Time in each session 

The dyads participated in approximately 6.34 sessions (SD = 1.02), spending an average 

of 88 minutes in each session. 

 

c) Total time in intervention 

The completing dyads totalled a mean of ten hours participation across the sessions. 

With each session estimated to last 60-90 minutes, this was greater than the time 

estimated to conduct all seven sessions (8hrs 45minutes). 

 

To compare these findings with those of the original USA EDDI study: 

completer status was estimated as participants completing 6 or more of the 9 original 

intervention sessions: mean completion rate was 6.93. Twenty dyads (64%), of a total 

intervention group of 31, completed all 9 sessions (Zarit, 2005). The dyads spent 72 

minutes in each session and a mean total of 6.89hrs in the intervention (Zarit, 2005). 

They also found completers more likely to be older, but the dyads in their study were 

less likely to be spouses of the care recipient (Zarit, 2005). 

 

Dyad Evaluation  

Intervention group dyads completed a 21-item evaluation questionnaire at Time 2 post-

intervention. Each item was rated on a 5-point scale ranging from 0 to 4, with 4 

indicating a more positive evaluation. Caregiver & care recipient ratings of the 

intervention were grouped and assessed across four categories: therapeutic goals (10 

items), arrangement of sessions (6 items), evaluation of leader (2 items), and overall 

satisfaction (3 items). The findings from the ‘Shared Care’ study (Table 5.2) showed a 

marked similarity to those from the USA EDDI study. The caregivers consistently 

perceived the intervention to be more effective on all of the four dimensions. Mean 
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scores on each dimension ranged from 1.50 and 4.00 out of a possible 4 points. Each 

member of the dyad tended to perceive the intervention in similar ways with most of the 

care recipient responses congruent with their caregivers. The dyads also commented on 

the structure of the intervention. Most expressed satisfaction with the number of 

sessions provided. A total of 44% of caregivers and 47% of care recipients confirmed 

there was ‘just the right number’ of sessions. Approximately half (51%) were keen to 

receive a booster session, if it were available. 

 

Table 5.2 

Comparison of evaluation scores between dyad members and studies 

 Shared Care  EDDI Study 
 CG n=45 CR n=45  CG n=17 CR n=12 

Domains M SD M SD  M SD M SD 

1. Therapeutic Goals  3.22 0.45 3.06 0.40  3.20 0.40 3.41 0.47 

2. Arrangement of sessions 3.33 0.44 3.10 0.46  3.48 0.43 3.41 0.56 

3. Leaders’ skill 3.67 0.44 3.41 0.46  3.77 0.26 3.59 0.38 

4. Overall satisfaction 3.52 0.44 3.28 0.58  3.57 0.39 3.51 0.51 
CG = Care Giver   CR = Care Recipient     

 

Intervention Staff Evaluation 

Intervention staff completed an evaluation questionnaire after each session with a dyad. 

Responses were grouped into 3 categories: session goals, dyad performance, and 

intervention staff performance. Independent sample t-tests were conducted to compare 

scores by session type across the three categories. Mean ratings of whether session goals 

were met across the three joint sessions (potential response range 3-21) ranged from 

15.63– 16.36 (SD 2.9-5.7), that for the four individual sessions (potential response 

range 6-42) ranged from 30.45–31.79 (SD 4.8-6.1). The intervention staff perceived the 

acceptability of the sessions to the dyad as ranging from 15-16.6 (SD 2.9-5.7) in the 

joint sessions (potential response range 3-21) and from 20-41–20.93 (SD 3-5.8), out of a 

possible 28, in the individual sessions. Intervention staff rated their own level of 
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enthusiasm and level of control in the joint sessions from 16.20–17.76 (SD 2.4-3.1) out 

of 21, and 32.38-33.62 (SD 4.76-6.31), out of a possible 42, in the individual sessions. 

Overall the intervention staff ratings indicate that the session goals were increasingly 

achieved as the dyad progressed through the intervention. It also appeared that the dyad 

remained engaged throughout the intervention process. The mean results across the 

three areas are shown in Table 5.3.   

 

Table 5.3 

Intervention staff evaluations of dyad engagement and objective achievement 
  Evaluation Domains 

  Session 
Goals 

 Dyad 
Performance 

 IS 
Performance 

Session Type Session No. M SD  M SD  M SD 

Joint 
1 16.33 2.905  15.00 3.714  16.46 2.432 

3 15.63 3.045  15.13 3.014  16.20 2.941 

7 16.36 5.762  16.06 5.813  17.76 3.181 

Individual 

2 30.45 4.815  20.41 4.272  33.62 4.814 

4 31.34 5.790  20.59 4.171  32.52 6.311 

5 31.79 6.138  20.93 3.999  33.17 6.107 

6 31.48 4.413  20.72 3.172  32.38 4.762 
IS = Intervention Staff         

 
 

It is not possible to compare the whole range of ‘Shared Care’ participation 

statistics with those of the USA EDDI study. This is due to differences in the level of 

detail provided in reported statistics and changes to the intervention structure from 9 to 

7 sessions, which occurred as an outcome of the original study. 

 

Qualitative Evaluation Findings 

Dyads 

The six open-ended questions in the dyad evaluation questionnaire invited the caregiver 

and care recipient to elaborate on the responses they provided to the closed questions 
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and the option to identify new issues not captured in the closed questions. For example, 

a five point Likert scale with nine questions on specific session aspects (leader 

capability, session length, relevance of information provided) was followed by an 

invitation for further comment; ‘What, if anything, would you have liked to add or leave 

out of the sessions?’  

 

Method 

Thematic analysis was used to interpret the open ended question data following the 

thematic analysis phases articulated by Braun and Clarke (2006) and as described in 

Chapter 3 (p 119).  The analysis identified the types of gains the dyads derived from 

participation in the intervention and clarified care choices and pathways. These were 

broadly divided into two groups, observations on outcomes attributed to participation 

and opinion on session structure/content. The caregiver and care recipient question 

responses were analysed separately and then compared to identify similarities or 

disparities between the two. Detail on how the question items were grouped is provided 

in Table 5.4. 
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Table 5.4 

Dyad Evaluation - Thematic Categories 

Thematic Category 
 

Question Category 

Outcomes attributed 
to participation 

 2.  What would you say were the main benefits of the 
session for both you and your care partner? 

 9.  As a result of attending the sessions what, if any, 
significant changes have you made to your life or care 
plans? 

 10 If these sessions were not available, what difference 
would that have made for either you or your care 
partner? 

   
Opinion on session 
structure/content 

 3.  What would you say were the drawbacks of the session 
for both you and your care partner? 

 5.  What if anything would you have liked to add or leave 
out of the sessions? 

 7.  Why or why not? (Follow up to closed question ‘If 
additional sessions were offered or if you could attend a 
‘booster’ session in the future would you do so?’ 
Yes/No) 

 

Outcomes attributed to participation 

Whilst participant’s brief responses to the open ended questions made it difficult to 

conduct a stringent thematic analysis of the open ended question data, it did provide an 

opportunity to examine patterns and trends in the responses (O'Cathain & Thomas, 

2004). Representative quotes are used to support the key issues identified by the dyads. 

The majority of dyads’ considered they were better informed on available support 

networks due to participation, ‘Gave us a broader appreciation of what’s involved and 

how we can use it’ [CG35]. Another considered if they had not participated, they would 

have found it difficult to access support as they, ‘Wouldn’t have known where to go’ 

[CG141]. It gave some caregivers permission to access services, ‘[intervention staff 

member name] made me aware that I could and should use these services rather than 

doing everything myself, to avoid burn out’ [CG142]. Most also identified an increased 

awareness of their partner’s preferences regarding external care. As one caregiver noted, 

‘It drew my attention to [CR] views and my own perceptions of his views regarding his 
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future care needs and expectations’ [CG9], whilst another stated ‘...got to find out how 

each other thought’ [CG117].  

 

Participation exposed hidden or previously unacknowledged issues for some 

dyads, and they were grateful to be able to raise and discuss them in an objective forum, 

‘...free discussion gave us both the opportunity to discuss things, which we may not have 

if not for the session’ [CR100]. This view was also clearly echoed by another, ‘Things 

came out; we spoke openly and got things off our chests’ [CG136].  It gave one care 

recipient a better understanding of the strain his wife was under on occasions, ‘...what’s 

involved in caring and how involved it is for [wife]’ [CR35].  Whilst another 

commented, ‘...made me turn and think about what I should be doing’ [CR124].  

 

The strength of the intervention was supported by the fact that the majority of 

dyads identified practical outcomes from participation. A number were preparing for 

changing needs by seeking alternative housing options. Either in retirement complexes, 

‘looking around to find a low-set independent-style unit that offers optional dining and 

a bit more support’ [CG1] and ‘we have decided to sell the house and go into a 

retirement village’, or in a residential aged care facility, ‘Going to try out two places for 

respite whilst [partner] is away...may make my home in one of them’ [CR9]. Most dyads 

were either commencing or increasing in-home support services, ‘Physio visiting to help 

with mobility, gardening support arranged’ [CR136]. Two dyads wished to remain at 

home for as long as possible and were planning home modifications to enable this, ‘The 

sessions helped us to decide to stay in our present house with modifications rather than 

move closer to family’ [CR74].  
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Others had acknowledged the impact of functional and cognitive decline by 

progressing with an Enduring Power of Attorney and relinquishing or monitoring 

driving capacity, ‘Taking a more active role in watching his driving’ [CG18]. Although 

this had also had negative connotations, as highlighted by one care recipient fearful of 

losing her driving licence, ‘...losing my independence, the fear of not driving’ [CR48]. A 

number of dyads expressed appreciation of the psychological as well as practical 

support they received, ‘People are interested in helping. We feel supported’ [CR2]. 

 

Session content and structure  

There were fewer responses to questions on the actual intervention. Of those provided, 

most dyads commented adversely on the length of the sessions, which they found time 

consuming. They found the sessions, ‘...a bit too long’ [CR9] and considered they were 

‘...very repetitious, [CR] found this aspect annoying’ [CG48]. Their key 

recommendation was for shorter and fewer sessions. Dyads who expressed an interest in 

participating in a follow up session, if available, mostly considered this would help 

them to refresh or update their knowledge, ‘...our situation could change, it is easy to 

lose sight of a plan under stress’ [CG74], and/or provide an opportunity to formally 

review their situation with someone objective, ‘...to ask what to do, nice to talk to 

someone outside of the family’ [CG136]. 

 

Intervention Staff 

Evaluation data collected from the intervention staff by the quantitative intervention 

evaluation measures were enhanced by semi-structured interviews. The individual face-

to-face interviews provided intervention staff with the time and scope to discuss their 

experiences of intervention delivery and their opinion of the training and support they 

received in more depth.  

 



168 of 309                           

Sample 

Sixteen of the recruited sample of 23 community practitioners successfully completed 

the training modules and were deemed competent to deliver the intervention protocol. 

Of this 16, those who had conducted the intervention with a minimum of two dyads 

were invited to participate in interviews. Seven of the sixteen (44%) participated in 

interviews. See Table 5.5 for more detail on intervention staff demographic 

characteristics and retention.  

 

Table 5.5 

Intervention Staff Profile 

Demographic Characteristics  Ta  Fb 
Sex Male 0 0 

Female 23 7 
Age <40yrs 3 0 

>40yrs 20 7 
Occupation  Registered Nurse (RN)  3 1 

Personal Care Worker (PCW)  20 6 
Employment Status Part-Time 13 6 

Full-Time 7 1 
Secondary Education  ≤ Jnr. High School  7 2 

≥ Snr. High School  16 5 
Vocational Education Included; Cert 3 [Aged Care, Health], 17 6 

Cert 4 [Asst. in Nursing], 
Diploma [Beauty Sc., Lifestyle/Leisure] 

Tertiary Education Included: Grad. Dip. [Paediatric Nursing], 4 1 
Bachelor Degree [Nursing, Human Services] 

a Total Recruited Sample 
b Final Sample on completion of study 

 

Method 

Thematic analysis was used to interpret the interview data using the thematic analysis 

phases articulated by Braun and Clarke (Braun & Clarke, 2006), noted more fully in 

Chapter 3 (p 119). This approach enabled an examination of intervention staff 

experiences in delivering the research intervention and the outcomes they observed for 
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the dyads. Themes related to intervention delivery, training and support and dyad 

outcomes are reported in Table 5.6, and discussed below using selected quotes from 

intervention staff to illustrate the themes. 

 

Table 5.6 

Intervention Staff Interviews - Qualitative Themes 

Evaluation area Category Thematic category 

Intervention Benefits Establishing Rapport 

Talking and being heard 

Creating Change 

 Challenges Talking about dementia 
 Overcoming resistance 
 Family dynamics 

Training Opinion Strengths 

 Weaknesses 
 

Intervention Delivery 

During intervention sessions, intervention staff provided information and advice, 

initiated a pathway into support networks and facilitated the active participation of the 

person with dementia in the information sharing, decision making and planning process. 

 

Benefits 

a) Establishing rapport 

A main objective of the intervention was to develop positive communication patterns 

within the dyad, in order to improve understanding of the care partners’ preferences for 

care tasks, care providers and locations for care (their own home or residential aged 

care). It was therefore important that intervention staff established an early rapport with 

the dyad, to ensure that both members felt listened to and part of the planning process. 

The intervention staff, all women and predominantly aged over 40, suggested their age 
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and experience gave them the empathy and compassion to quickly establish rapport with 

the dyads, ‘I could never have done it being younger.  I wouldn’t have had the skills, the 

life experience to have done it’ [IS07]. Sometimes in the early sessions when the 

relationship between the staff member and the dyad was being established the staff did 

what they had to do to maintain the dyads’ interest and participation: 

 ‘...I found out his interests were cane farms so we'd go into a little talk about 
that.  So I always used that as a way to get me back on [track]- every time he got 
a little bit angry with me, we'd talk about the cane, just to calm him down a little 
bit’ [IS11].  

 

b) Talking and being heard 

The individual sessions in which the caregiver or care recipient met with intervention 

staff alone, were seen as advantageous for both members of the dyad. They provided a 

forum to address any emotionally sensitive issues that the care recipient or caregiver 

were uncomfortable or unwilling to discuss with their care partner: 

 ‘...it gives the chance to talk to me a little bit, feel open to talk about the mother 
or about the partner, their husband.  To give me a little bit more understanding 
why he reacts like this or just discuss why she rates like this and discuss it while 
he/she is not listening’ [IS09].  
 

This format gave care partners the time and privacy to convey their viewpoints 

and concerns and to develop strategies to express them in the following joint session. 

The individual sessions in particular provided an opportunity for the care recipient to be 

heard:  

‘... he [CR] spoke to me about how he can see she’s [CG wife] burning out, and 
he said she’s getting cranky with me.  She’s yelling at me and stuff.  Now, he 
wouldn’t have said that in front her. Even though they’ve got great 
communication, the reason he wouldn’t say is because he doesn’t want to upset 
her, and he understands why she’s getting burnout’ [IS03].  
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The benefits of individual contact for the care recipient were reinforced by 

another, ‘He [CR] had a lovely wife but he was a bit more relaxed because she wasn't 

there’ [IS11].  

 

The involvement of people with dementia in planning their care is a crucial way 

of promoting a sense of control or self-direction. Most intervention staff mentioned how 

satisfying they found it when communication breakthroughs occurred, ‘...that’s where 

it’s interesting, when you just see them starting to communicate with each other, which 

is a really good thing.  They’re talking about things that they’ve never really spoken 

about in their values and their care preferences’ [IS03]. One intervention staff member 

mentioned a dyad with whom she had struggled to engage the care recipient but then 

experienced a breakthrough during a session, ‘...one of the sessions was an intense talk 

with mother and daughter.  I was kind of outside just listening when it was the 

daughter's turn [to talk] about preferences...it was really good watching them talking’ 

[IS22]. On occasions the dyads valued intervention staff as a moderator, that made them 

feel more comfortable raising and addressing contentious issues during the sessions 

with their care partner, ‘With somebody else there, I think, she felt that she could say 

things that she couldn't with just the two of them’ [IS15]. 

 

c) Creating change 

Ways to develop and strengthen the dyads coping skills and to recognise and manage 

dementia symptoms and identify support services were incorporated throughout the 

intervention. Guided discussion with the dyads on changes in cognitive capacity 

highlighted areas of concern regarding medication management or driving and gave 

intervention staff the opportunity to offer practical solutions;  

‘...things like, today we were focusing on medication. He was trying to tell 
me what he takes. I only take three tablets. He toddled off and came back 
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and he's shaking his head. I said, ‘is everything okay?’ He said, ‘oh, I can't 
tell you where my medications are’. ‘Do you normally look after your 
medication?’ ‘Oh yes’. We went down that road [explained about 
prepacked medication dispensing systems]’ [IS09]. 

 

Intervention staff identified significant outcomes from key sessions in which the 

dyad compared a range of basic values, and those in which they discussed care giving 

networks. During the care values sessions each member of the dyad rating items of 

perceived value in relation to autonomy and family involvement. The aim of the 

sessions was to highlight preferences and discuss their importance.  For some dyads, 

this exposed major misalignments that had the potential to instigate breakdown in the 

caring relationship if not acknowledged, ‘Definitely sometimes there were some big 

gaping holes there in what one wanted and what the other was willing to put up with so 

it [discussing values] did help’ [IS10].  

 

The care preference sessions, during which preferred providers of specified 

personal and homecare tasks were identified, forced some caregivers to acknowledge 

the magnitude of the task facing them. This was particularly so if the caregiver or care 

recipient had designated the caregiver as the only or major provider of support, ‘...the 

carer thought she could do everything and just expected herself to do everything, so it 

was a real eye opener to her and she realised that she couldn't’ [IS15]. This then 

opened the door for a discussion on the feasibility of one person providing all or the 

majority of care, and the potential to involve others, ‘...by the end of that seven weeks, 

they'd gotten someone in to clean, so they were seeking help straight away’ [IS15]. 

 

Intervention staff also noted that a number of the caregivers initially appeared 

unaware of the extent of cognitive and consequent functional deterioration of their 

family member with dementia. Session participation proved a rude awakening for some 
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caregivers as the limitations of their care recipient were exposed. Generally, this 

occurred when the care recipient was unable to remember previous discussions or 

struggled with abstract concepts, ‘I think he [CG] got a bit of a shock. I don't think he 

realised how bad she was. ...she [CR] didn't understand a lot of it. Yeah, I think that was 

a bit of a shock to him’ [IS15].  

 

Whilst the intervention staff universally acknowledged that all dyads took away 

something of benefit, some dyads stayed with the program only for the time it took them 

to gain that benefit and then either physically or emotionally withdrew from the 

sessions: 

‘...he [CG] was looking for ways of ‘where do you go for help’. Once he knew 
that, I got the impression that's all he wanted to know. He wasn't really 
interested in any of the rest of it...it was the medications and respite services he 
was interested in’ [IS15].  

 

Challenges 

a) Talking about dementia 

Introducing the confronting issues of the behavioural and functional changes associated 

with dementia, or ‘talking about dementia’ with the dyads was challenging for all 

intervention staff. One reported the following comment from a caregiver at the end of 

the sessions, ‘She [CG] said it was too confrontational...it brought out emotions as 

things that [CR] then started to research and read’ [IS03]. Some dyads found talking 

about dementia so confronting they withdrew from the study, ‘The first one [dyad] I 

started we had two sessions and then the caregiver finished it because it was too 

depressing for him’ [IS22]. Over time, most intervention staff developed strategies to 

soften the impact whilst also getting the key messages across: 

 ‘...probably one of the most difficult things is reflecting on changes that can 
occur as the disease progresses. I didn’t hit them between the eyes; I always 
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softened it with talking about “…of course everyone’s unique and the 
progression varies for different people”’ [IS07].  
 

Talking about dementia provided an outlet for each member of the dyad to come 

to terms with changes in capacity, sometimes for the first time. Driving capacity was a 

contentious issue for most dyads:  

‘The other thing that came up in just about every single instance was the driving 
issue.  It came up time and time again, where the care recipient would all of a 
sudden say “well I’ll be able to drive again when these tablets kick in”, or 
“when I go back to driving”, and I could see the carer stiffen in fear that it still 
wasn’t a resolved thing.’ [IS07].  
 

Intervention staff found very low levels of understanding amongst the dyads of 

the potential impact of dementia on functional abilities in both the long and short term.  

Some described a care recipient as being ‘in denial’ regarding the progressive nature of 

their condition. This was particularly evident amongst the male care participants who 

when engaged in discussions on potential support networks failed to understand why 

these may be needed:  

‘...he [CR] was totally un-accepting that there was anything wrong...everything 
was going to be fine, it’ll all get better, I found it quite difficult at times trying to 
talk to the two of them because he would say but that’s never going to happen 
and it’ll be all right and don’t worry about that’ [IS10].  

 

In these instances, intervention staff were often required to imply future changes 

in functional ability could be related to a physical condition such as a heart attack, 

stroke or fall:  

‘…all of them you had to talk [to CR] as if, was just say for instance there was a 
car accident. You had to talk as if someone had broken their leg and it was 
physical [not cognitive change occurring]. None of them we could say about 
when you get, this happens, would you be happy to receive this because none of 
them [CR] would think that's [functional change] going to happen to them’ 
[IS11].   
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This approach proved to be more palatable and achieved the aim of considering 

the need for additional support and increasing support networks to reduce potential for 

overload. Most importantly, it ensured the care recipient remained engaged in the care 

planning conversations.  

 

b) Overcoming resistance 

A main focus of the intervention was on reducing the risk of dyadic relationship stress, 

and potential for breakdown of the care giving relationship, by encouraging dyads to 

expand their caring network beyond the primary family caregiver. Identifying and 

overcoming resistance to using formal support services proved an integral part of the 

intervention staffs’ role. For some this focused on reducing the dyad’s embarrassment 

that they required support and the perception they were asking for charity. Intervention 

staff reframed support services as a justifiable requirement if the dyads wanted to 

remain in their own homes: 

‘...“We’ve never asked anybody for help”, so I said it’s not actually asking 
people for help there's services there! We're paid to come into your home. You're 
actually giving someone employment if you want to look at it that way, and for 
the sake of you having these falls, because you're trying to clean the shower or 
lift the mats and vacuum under them’ [IS09].  
 

Concern regarding entitlement to support also manifested as a reluctance to 

access service providers for fear of rejection. Some intervention staff stated they had 

overcome this concern by initiating contact with a service provider: 

‘A couple of them I made the initial contact for them with the respite centres and 
things so that I just did the first couple of minutes – “hi I am from [community 
agency], I’m phoning on behalf of...he was just after information on such and 
such” and then here you go, hand the phone over. Just having someone making 
that first 30 seconds of conversation for them really is a help’ [IS10].   
 
The intervention staff became the compassionate human face of what for most 

dyads were anonymous providers of services: 
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 ‘I said okay, I’m a personal care worker. What if I was to come into your house 
three times a week for hygiene? How would you feel? They said oh you’re fine – 
we’d love to have you. I said but you didn’t know me. Initially you didn’t know 
me, and you’ve grown to respect and like me, and your husband [CR] is very 
comfortable with me’ [IS03].  
 
When explaining the services available from their own and other local 

community service providers most intervention staff stated they gave examples of the 

types of support provided to their routine aged care service clients: 

 ‘I always talked in the first person. Even if there was resistance, if I knew that 
they were engaged with me and they all were, I’d say someone like me, because 
that’s potentially what I could be doing. I could be the person showering them or 
taking them shopping or whatever’ [IS07].  
 

Another used a similar approach, ‘I made sure when we went through the 

services that I would say to them, well, today I did six showers, I took a lady shopping 

and a did a clean and whatever, just so that they know that yes, I do that...and we’re 

really not that scary’ [IS10]. 

 

c) Family dynamics 

A common challenge highlighted by intervention staff was the impact of relational 

factors, such as the strength of the pre-morbid relationship and other family dynamics, 

on the dyads’ receptivity or engagement with the session content. Some spoke of the 

distribution of power within the dyadic relationship and the effect this had on 

acceptance of preferences for independence or participation in key decisions: 

 '...where they were husband and wife dyads, they had all had long marriages – 
long, successful marriages –I think there’s a tendency in those marriages to have 
a dominant partner and a smaller subservient partner and sometimes some of 
their values just – whatever their real value was just gets squashed or you 
change it to accommodate the other person’ [IS07].  
 

Intervention staff often found these factors created difficulties for them in 

progressing key issues, in particular creating a better understanding of the others values 
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and preferences, ‘He said I don’t like to say too much.  I like to please my wife.  He said 

she’s always had the final decision, and if she wants to send me to a nursing home, I’ll 

go. If she wants to keep me here, I’ll stay’ [IS03]. They considered relational dynamics 

had a significant impact on the potential of the intervention to achieve meaningful 

outcomes for the dyad: 

 ‘...my final one, the carer was so strong in the relationship that I really don’t 
think that she understood or cared very much about the value thing. So she got 
more out about the preferences – the care preferences. I’m not even sure the 
word preference necessarily came into it. It was more about the care 
information, and I’ll decide what happens. So it was more the practical aspect of 
organising a plan’ [IS07]. 
 

Identifying alternative support structures with one dyad exposed family tension 

regarding the level of support expected from adult children and that provided:  

‘Opens a can of worms though at times. I asked [dyad] that was in there 
something about the family. Oh well, it just all gushed out. Never see the kids. 
How can you say they're going to look after me? They're never here. There was 
this real issue about one of the sons not visiting who obviously [CR] is very fond 
of and that really came out. From the first moment I met them, the family was all 
just rosy beautiful and they start to come out, all these feelings of anger and 
resentment’ [IS09]. 

 
This emerged as a common issue in what appeared to be a conflict in 

generational expectations of an adult child’s commitment to supporting ageing parents 

and the resentment that ensued when this was not reciprocated. 

 

Intervention modifications 

In addition to some minor formatting changes to some of the session tools, intervention 

staff considered a major area for modification to be reducing the length of the 

intervention, ‘...somehow I had the feeling it was too long, because we talk about it 

[forward planning] again and again and again and again’ [IS22]. They considered the 

repetition of content frequently had an adverse effect on their ability to sustain 
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engagement, ‘I think the values in that were good, but just going over them again that 

second time, they lost it. They just weren't interested once they'd done it.’ [IS15]. A view 

reiterated by another: 

‘I think some sessions went better than others, and if I reflect back I probably – 
there’s a definite slump in the middle, and I didn’t find when we talked about the 
values as engaging. The dyad was not as engaged as they were when we started 
to get onto care preferences. It picked it up certainly when we started to talk 
about care preferences’ [IS07].   
 
 
Intervention staff suggested the intervention could be streamlined without losing 

impact by removing duplicated content, ‘I just found doubling up with the circle 

diagrams and the ladders...was just going over information. I felt like session five and 

six overlapped a bit and I felt I could get both lots of material covered in those sessions’ 

[IS09]. They also suggested the inclusion of vignettes to illustrate key issues, ‘...instead 

of writing down their values, “what would you do if this happened”’ [IS15]. They 

considered this would maintain interest and improve input during the values sessions 

through an exploration of the impact of personal values on care choices or preferences. 

One intervention staff member, a leader of chronic condition self-management courses, 

suggested a more goal orientated approach would encourage the dyads to apply some of 

the strategies learnt in the intervention sessions, ‘...when we do the self-management, we 

have tasks every week and we come back and ask how did your task go?’ [IS11]. 

 

Training and support structures 

Training and support for intervention staff were important aspects of the project. During 

the intervention period they were encouraged to contact the researcher or the project 

training partners (dementia specialist, psychologist and social worker) in their specialist 

areas (dementia knowledge and strategies, communication skills and strategies, EDDI 

protocol and aims) at any time. The researcher also conducted individual weekly face-

 



      179 of 309 

to-face or phone meetings with each intervention staff member when they were 

delivering the intervention, and two group meetings were convened during the 

intervention period of the study.  

 

a) Strengths  

Of all the positive features of participation, the one cited most frequently by staff was 

the regular support they received, ‘I think the [weekly] phone call from you [the 

researcher] was just brilliant...because sometimes you gave us other paths that would 

help’ [IS11] and ‘What was helpful was that you [the researcher] were always available 

and we could talk afterwards so I could ask questions on how we should handle 

situations’ [IS22]. The staff also appreciated having ready access to specialist 

knowledge when they encountered difficult situations: 

‘...on the times when I did feel that I was out of my depth or I needed a sounding 
board, I did ring  you [researcher] several times, and I spoke to [Dementia 
Trainer] another time. She was excellent. I really valued the input she gave me 
on that particularly difficult one’ [IS07].  

 

The two group meetings provided an excellent forum for intervention staff to 

share individual experiences and strategies. It also kept them up-to-date with the 

progress of the study as a whole, ‘The second meeting we had, not the training but the 

meeting we had...you did tell us more about the project and how many dropped out, how 

many finished and the result. So I found it really interesting’ [IS22].  

 

b) Weaknesses 

The intervention staff did not consider the training they received to have been 

sufficiently comprehensive, ‘The course with you was great, but it didn’t – there was so 

much work, at the time it looked like there was so much to absorb...maybe for it to be 
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over a couple more days’ [IS03]. A number of staff stated they would have appreciated 

additional support with the first dyads they delivered the program to: 

 ‘I'm used to going out blind and then dealing with clients because, I mean, 
that's the nature of the business. That wasn't a factor. I think it was more 
delivering the material so, I mean, perhaps if the first time you went, you did go 
with someone that would have helped’ [IS09].  
 
Most of the staff expressed a preference for practical examples of correct session 

delivery and document completion to complement the training, ‘I think after the 

training we had some information about here and about there but about the real doing 

there was some missing for me - how to translate it, how the reality will be’ [IS22]. A 

view reiterated by another staff participant; 

 ‘...some examples of how to fill out the notes. That would have been handy. 
What to put in it, because I think that might have been the hardest problem was 
how to write the notes. ...maybe some example notes would help too, because 
then you can read through those before you actually give the session and get it a 
bit clearer’ [IS15].  
 

Conclusion 

A major aim of the ‘Shared Care’ study was to determine the effectiveness of working 

with dementia dyads in the early-stages of dementia and using an existing practitioner 

workforce to deliver the psychosocial intervention. The findings from the intervention 

evaluation questionnaires completed by the dyads and intervention staff were mostly 

positive. The strength of the intervention was supported by the fact that most dyads 

considered they were better informed on available support networks due to participation 

and identified practical outcomes from participation. Intervention staff considered that 

session goals were increasingly achieved as the dyads progressed through the 

intervention and the dyads remained engaged throughout the intervention process. The 

interviews with intervention staff enabled an examination of their experiences in 

delivering the intervention and the outcomes they observed for the dyads. It also 

highlighted weaknesses in the training and intervention processes. The extent of 
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concerns regarding intervention structure and length are discussed in Chapters 7 and 8. 

In the following chapter, the findings from qualitative interviews with a subset of 

control and intervention dyads are presented.   
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Chapter 6 

Dyad Post Intervention Qualitative Findings 

Introduction 

Following the quantitative data collection and analysis phase, additional information to 

clarify and explain further findings from the quantitative component of the study were 

collected from a subset of intervention and control group dyads. The findings from the 

qualitative interviews are presented in this chapter. The semi-structured interviews 

examined the experiences of the person with dementia and their caregivers in the early-

stages of cognitive/functional change. The dyads’ self-efficacy was explored in the 

theme ‘Getting on and Getting Help’ in relation to the strategies they used to adapt to 

the functional and cognitive changes they experienced and their help seeking 

behaviours. The impact of dementia on the dyads’ wellbeing is related in the theme 

‘Changing Times’, which encompasses their concerns and reactions to the dementia 

related changes they were experiencing. In this theme caregivers commented on the 

difficulty of watching their care recipient decline in health and capacity. The final theme 

‘Concord and Conflict’ emerged as the dyads spoke of some of the emotional effects 

they had experienced following diagnosis and indirectly discussed relationship issues. 

This theme is explored initially from the perspective of dyadic tolerance, gratitude and 

supportive informal networks, but predominantly focuses on tension between the dyads. 

It was clear that dementia was having a significant impact on the dyads’ lives and 

relationships and most were experiencing a major threat to identity. 

 

Method 

The sequential data analysis procedures of the explanatory mixed method design as 

articulated by Creswell and Plano Clark (2007) were utilised in this study. Qualitative 

interviews were conducted with selected dyads from both experimental and control 
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groups. The interview questions were semi-structured to ensure the same questions were 

asked of each dyad although flexibility occurred in the order of the questions, the pace, 

and additional probes [Appendix I - Dyad Qualitative Interview Guide]. Thematic 

analysis as described in the Methodology Chapter 3 (p 119) was used to interpret the 

dyads’ interview data (Braun & Clarke, 2006). It permitted an in-depth understanding of 

the dyads’ experiences of managing a progressive condition in respect to its impact on 

their self-efficacy and capacity for self-management, their dyadic relationship with 

respect to role and autonomy and subsequently their wellbeing. Substantial primary and 

secondary themes emerged early in the data collection period. Emerging issues were 

discussed with the researcher’s supervisors and following their input the data was 

classified into themes. Subsequent interviews facilitated cross case comparisons to 

confirm if the emergent themes were characteristic of the experiences of the majority of 

participants. Distinct incidents, anecdotes, or stated opinions about discrete topics were 

selected from the data to support and articulate the identified themes. Intervention group 

participant quotes are followed by the bracketed acronym InG CG (Caregiver) or CR 

(Care Recipient) including their participant number (#). Those of the control group 

dyads’ are designated as CoG CG/CR#. Interviews lasted between thirty and sixty 

minutes and were digitally recorded and transcribed verbatim to ensure an accurate 

record. 

 

Sample 

The sample size for the qualitative component was fourteen dyads, 16 per cent of the 

original sample, eight dyads from the control group and six from the intervention group. 

The disparity in sample sizes between the quantitative and qualitative components of the 

study is acceptable in an explanatory sequential mixed method design, in which priority 

is given to the quantitative phase of the study (Creswell & Plano Clark, 2007). The 
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sample was representative of both intervention and control groups and reflected 

differences in dyadic descriptive characteristics with respect to age, length of time since 

diagnosis for the person with dementia, dyad relationship (spousal/adult child/friend), 

period of caring. The breakdown for the intervention dyad sample was spousal (4), adult 

daughter/mother (1) and friends (1). Three of the caregivers were wife of the person 

they cared for (care recipient). The control group sample comprised spousal (6), 

niece/aunt (1) and friends (1). Three of the spousal dyads in this group were the husband 

of the care recipient.  

 

Findings 

The aim of the interviews was to clarify and explain some of the findings from the 

quantitative component of the study. They provided a greater understanding of the 

dyads’ experiences of managing a progressive condition, in relation to its impact on 

their self-efficacy and self-management competence, and subsequently on their 

wellbeing and the effect of role erosion and loss of autonomy on the dyadic relationship 

(Table 6.1). 

 
Table 6.1 

Dyad Interviews - Mapping Quantitative and Qualitative Outcome Measures  

Quantitative Outcome Measures Qualitative Themes 

1. Self-Efficacy 1) Getting on and Getting Help 

 
a) Effective Strategies – Managing Change 
b) External support – Formal Support Services 

2. Wellbeing (Depression & 
Quality of Life) 

2) Changing Times  
a) Concerns/early changes 
b) Reaction to changes 
c) Impact on life 

3. Dyadic Strain 3) Concord and Conflict 
a) Tolerance/Gratitude  
b) Supportive informal networks 
c) Tension  
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Self-Efficacy 

Self-efficacy is by definition concerned with an individual’s assessment of their ability 

to perform a specific task or action. In this study, self-efficacy was conceptualised as the 

dyads’ perceived ability to undertake self-management behaviours in relation to 

dementia symptom management and support service acceptance and uptake. These 

domains were measured at three time points in the quantitative component of the study 

using a Self-Efficacy Questionnaire. The dyads’ self-efficacy ratings were supplemented 

by self-reported measures of community service awareness and uptake collected via a 

Service Use Questionnaire. There were no significant differences in self-efficacy 

between the two groups during the course of the study. However, positive trends in 

aspects of self-reported self-efficacy, service awareness and uptake were noted for both 

groups during the study period. Service uptake and awareness occurred at a higher rate 

and across a broader range of services for intervention group dyads. In the interviews, 

the dyads’ self-efficacy was explored in more detail in relation to the strategies they 

used to adapt to the functional and cognitive changes they experienced and their help 

seeking behaviours.  

 

Getting on and Getting Help 

The theme associated with the dyads’ self-efficacy or self-management perceptions and 

actions is named ‘Getting on and Getting Help’. It was difficult not to be aware of the 

losses the dyads had experienced, with deteriorating short-term memory a significant 

cause of concern and distress. There did not appear to be any major differences between 

the groups in the strategies they used to optimise personal functioning. A central 

concern was how to compensate or address cognitive losses as well as how best to 

sustain function. Accepting changes owing to chronic illness is an important element of 

self-efficacy. Adapting to memory loss, or forgetfulness as most of the dyads termed it, 
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was mentioned by both control and intervention group dyads. The majority of care 

recipients recounted the difficulties they experienced in keeping track of items and 

appointments. It was also evident that most caregivers found the repetitive questioning 

as a result of their care recipients short-term memory loss to be draining, ‘One day she 

[CR] asked me sixteen times in about two hours what we’re doing that afternoon’ [CoG 

CG120].  It was therefore not surprising in discussing their symptom management self-

efficacy that both control and intervention group dyads primarily focused on memory 

management strategies. All of the dyads maintained some form of written reminder 

system, a diary, notebook or calendar. They considered them a simple but effective 

strategy. For two non-resident dyads, the care recipient’s diary supported a long-

distance relationship and enabled the care recipient to maintain their autonomy. Both 

caregiver and care recipient entered social and medical appointment details and the care 

recipient referred to it on a daily basis. Diary use was reinforced for one care recipient 

during her caregiver’s daily phone calls, ‘...when I ring at night I ask her what's on the 

next day, and I get her to read it out to me. It's just that reinforcement seems to make it 

stay in her mind about what's going on’ [CoG CG07]. Reminder notes were a common 

strategy to ensure the care recipient was aware of and completed key tasks and 

activities, ‘...if I'm going out for any length of time I'll leave a note of if there's anything 

he's got to do, where I’ll be and when I’ll be back, because he doesn’t always remember 

what I've said’ [InG CG82].  

 

A number of dyads had found that a structured routine improved the functional 

capacity of the care recipient so they could participate in daily life in spite of their 

memory loss, ‘...[CR] likes to know in the morning so that he can put it in his brain and 

know that it’s there and work around it’ [CoG CG157]. Several dyads also mentioned 

they had found routines or strategies originally developed to manage other long-term 
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health conditions to be equally appropriate for managing memory loss. This was the 

case for a dyad in which the care recipient also had poor vision, ‘I put things back where 

they belong, because other than that I cannot find them’ [CoG CR57], to which her 

friend added ‘Something that we all say we should do, but she’s found, because her 

sight’s not so good, that she has to do it’ [CoG CG57].  

 

A strong sense of self-efficacy leads to feelings of control, and willingness to 

take on and persist with new and difficult tasks. Most dyads had developed a repertoire 

of coping strategies to integrate their impairment into everyday life and thereby adapt to 

dementia. These ranged from strategies to support personal control to those aimed at 

reducing the potential for unpredictable situations or the person with dementia 

becoming overwhelmed. The automatic dialling function on their home and mobile 

telephones enabled the care recipient to obtain direct access to support and emergency 

contacts, ‘...my son-in-law has rigged it up that he's [CR] got his mobile phone and he's 

only got to press one button, the red button on his phone and it will ring mine’ [InG 

CG82].  

 

If self-efficacy is not encouraged, the functional capacity of the person with 

dementia can deteriorate further. Maintaining involvement in everyday life was 

important for the care recipients. The majority credited their caregivers and social 

networks with enabling them to manage day-to-day life effectively. One care recipient 

struggled to overcome word finding difficulties as she spoke of the huge emotional 

boost a recent visit to a friend had provided, ‘...one of my friends from thirty-two years, 

we went up to see their place, and she didn’t want me to leave all day...and we finished 

up having tea. She made me feel like people’ [CoG CR155]. Another care recipient 
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greatly appreciated the support and companionship of his fellow vintage car club 

members in bringing a sense of normality to his life: 

 ‘To go to the club I go - we go in my car……somebody else 
drives so I can sit in the passenger seat and it's just like - they’re 
like it doesn’t matter you know. You talk four of us in a car and 
that's a two hour - an hour or two hour run.  So that's part of the 
evening, talking and laughing’ [InG CR82].  

 

Self-efficacy is supported by collaboration (Chou, Ditchman, Pruet, Chan, & 

Hunter, 2009), but at times dyads in both groups found their self-efficacy capacity 

compromised due to differences in opinion regarding the acceptability of symptom-

management strategies. One caregiver wife found her husband’s need for a strict routine 

to enable him to manage his increasing memory loss difficult to abide by, ‘...we’ve set 

up more routines and lots of timing things and keeping to strict routines. I’ve always 

been one to do things on the spur of the moment, so I find it very restrictive’ [IntG 

CG149]. A control group care recipient was not keen to have a symbol of her memory 

deficits displayed in the form of visible memory jogging devices, in spite of evidence 

that such prompts were required. This conflict became apparent when her caregiver 

mentioned his desire to implement some reminder strategies, one of which included a 

whiteboard noting the day’s activities. A strategy that was strongly rejected by his wife: 

‘No, I don’t think it’s necessary. I don’t want to be dependent 
on anything. I’m sorry. I know I sound horrible, but I want 
to try and remember things for myself. I don’t want no 
whiteboard stuck up in my house to remind me that at 10:30 
I’ve got to be ready for bible study’ [CoG CR120] 

 

The dyads’ self-efficacy was also compromised by poor symptom management 

knowledge. People are empowered and motivated to manage their health problems 

when they feel confident in their ability to achieve this goal. It appeared that in this 

respect the control group dyads’ were less well informed on the range of symptoms 

associated with dementia and therefore found them difficult to respond to, ‘...is it 
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similar to how people go through - they find it difficult to speak and getting 

words?...Have you got any suggestions?’ (CoG CG155).   

 

In the quantitative findings, it was apparent that the dyads self-efficacy in 

awareness and access of community services improved over time. Formal community 

service uptake, as measured by the Service Use Questionnaire, increased during the 

period of the study for dyads in both groups. Although at a higher level for those in the 

intervention group.  During the interviews service use was mentioned by only one of the 

control group dyads who made a brief reference to the regular support she received from 

formal service providers, ‘Homecare do the cleaning for me and [Community Service 

Provider] do the shopping - or take me shopping and Meals on Wheels’ [CoG CR07].  

Intervention group dyads’ identified a wide range of services accessed on a regular or 

occasional basis, but predominantly focused on the emotional and practical support they 

received from respite and carer support groups. Spending time with others experiencing 

similar problems appeared to be a major factor in improving self-esteem and self-

efficacy for the intervention group dyads. The group process and the support and 

information they received were considered to be very helpful. The benefits of centre 

based respite services were noted by both members of the dyad. The care recipients 

enjoyed the interaction, ‘Going to these [Provider Name] meetings [Respite], that's 

important. I look forward to those. They're two or three times a week. It's very important 

that I can go to those.’ [InG CR115]. Their caregivers were grateful for the break it 

provided, ‘...when [CR] goes out to different things, then I can get a few things done 

around the house or go and do some extra shopping or something like that.  It gives me 

about two or three hours where I can do a couple of things myself’ [InG CG149]. 

Knowing her husband was safe whilst she was at work was the most important aspect 

for one caregiver, ‘...he (CR) goes to respite [centre] now while I'm at work. I'm 
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satisfied that he's being looked after while I'm at work’ [InG G CG107]. Caregivers’ also 

considered support groups to be beneficial in terms of emotional support and the advice 

they provided on additional services. Some were attended by the caregiver alone and 

provided an opportunity for them to debrief and for peer support: 

 ‘One might come in [to the group] and be shattered. By the time 
it goes right round the group, you think I'm not so bad off after 
all. I've found more information from other people in groups than 
- people coming up to me later and saying I heard you say such-
and-such. I did this when that happened; that sort of thing; telling 
me where respite was and stuff like that’ [InG CG115].  
 
Other dyads attended support meetings together and valued them as an 

opportunity to extend their social networks as well as gain information on additional 

support services: 

‘This meeting we go to once a month, this memory loss cafe, as 
they call it, they’re very, very good too, they will also give you a 
few little brochures or something each time, they’ll put you in a 
new direction or something like that.  It’s handy just to have them 
to talk to; we correspond via email and that sort of stuff, so that’s 
very handy’ [InG CG149]. 
 

 
Wellbeing 

There were no significant differences in wellbeing between the groups across the period 

of the study, as reported in Chapter 4, but trends were evident in individual domains 

between the groups and across time, which stimulated further examination in the 

interviews. There were a number of indicators that suggested improvements in this 

domain occurred amongst the intervention dyads, although they did not show a 

statistically significant improvement in this area. A different picture on the impact 

dementia was having on their life emerged in the interviews. This was particularly 

evident in respect to maintaining autonomy, relinquishing driving and real or perceived 

stigma. 
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Changing Times 

The impact of dementia on the dyad’s wellbeing is demonstrated in the theme 

‘Changing Times’ which encompasses their concerns and reactions to the dementia 

related changes they were experiencing. Most dyads were trying to continue with life as 

best they could, maintain routine activities and remain engaged with their community. 

Others preferred to withdraw so that their limitations were not widely exposed. Even in 

the early-stages of dementia, it was apparent that cognitive and functional deficits in 

relation to disorientation in time and place, anxiety, fatigue, word finding difficulties, 

lack of motivation and short-term memory loss, were having an adverse effect on the 

dyads’ autonomy. One care recipient was frustrated regarding her inability to 

communicate effectively and was concerned how others related to her because of this, 

‘You don’t know how to talk...I’m not being myself because friends don’t know what to 

say or do, they’ve never had anything like this’ [CoG CR155]. Another who had 

previously worked long hours in physically active employment was frustrated by his 

lack of motivation to tackle basic home tasks, ‘... the lawns got to be mown. I can't get 

the motivation to go out there and mow it’ [InG CR107]. Caregivers commented on the 

functional deterioration of their care recipient, the resulting increase in their 

responsibilities and expressed frustration regarding the impact memory loss had on their 

life on a daily basis, ‘Five or six years ago she (CR) was a different person, she could 

cook anything...now it’s just not there’ [CoG CG155]. In some instances, the care 

recipients increasing disorientation meant they were no longer able to function in 

unfamiliar environments. Some caregivers also found the unpredictability regarding 

progressive changes in function a concern, ‘...he’s [CR] started to get lost [when 

driving], he goes up to his brothers about once a fortnight and I sometimes wonder if 

he’ll get home’ [CoG CG 82]. Social and recreational outlets were diminishing for a 

number of dyads as the care recipient found it increasingly difficult to participate in 
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social situations. Several care recipients mentioned that previously enjoyed activities 

had become difficult or impossible to participate in as a result of short-term memory 

loss, ‘I don’t remember a thing about the movie if I go to it. So I don’t worry about going 

to movies anymore’ [CoG CR120].  

 

It was evident that the dyads’ identity and autonomy were threatened by the 

onset of dementia. This had occurred directly through the care recipients’ loss of skills 

and indirectly through the loss of social roles and contact for both members, with the 

threat of further changes to come. Decreases in individual autonomy as dementia 

severity increased had led to role imbalance amongst some dyads. The negative impact 

of loss of independence or autonomy were mentioned by both members of the dyad, ‘I'd 

lost a lot of confidence, not only in driving the car, in cooking the vegetables and stupid 

little things; things that I'd been doing for years and years’ [CoG CR144]. Caregivers 

also expressed concern regarding the increasing dependency of their care recipients and 

its impact on their independence: ‘At the moment, I go off and he [CR] stays here [at 

home] but it will come to the time when I can't go off, he'll have to come with 

me ...that's what I'm not looking forward to, when I can’t go out’ [InG CG107]. A 

concern echoed by another spousal caregiver: 

 ‘...before, both my girls would say we're going shopping Mum, 
come with us, and we had a day out together. I feel as if that 
freedom is not as much there now, because I'm always worried 
about being away for the whole day, so to speak. I can't go out and 
be away for the whole day. I've got to watch the time and make sure 
I'm not away too long, that sort of thing. So that freedom is not 
there so much now’ [InG CG115].  
 

Role redistribution was occurring or had already occurred for most dyads. Most 

resident caregivers were required to monitor the hygiene and medication needs of their 

care recipient and provide prompts to ensure their needs were met. In addition, some 
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male caregivers were taking on domestic tasks such as cooking or cleaning, which for 

their generation are firmly located in the female domain, ‘I’ve been doing a lot more. I 

cook the meals. I get her breakfast, get her tea’ [CoG CG120]. Caregivers spoke of the 

impact of additional or expanding tasks on their wellbeing, ‘[CR] doesn’t drive any 

more. So I found that very encroaching on my time. I found that I couldn’t do anything 

that I really wanted to do, I had to - all of a sudden - wind my life completely around’ 

[InG CG149]. Some caregivers had taken on tasks which had long been the 

responsibility of the care recipient member of the dyad and in which they had little 

experience or confidence. This generally had a negative effect on their wellbeing as they 

struggled to manage new complex tasks, ‘...the money stuff, [CR]’s always done that. 

I've never done it. So I've found that really, really hard, all the paperwork. I've found 

that really difficult’ [CoG CG115].  

 

The level of autonomy the person with dementia was able to retain was not only 

related to their functional decline but was also strongly related to the level of risk their 

caregiver found acceptable and was prepared to tolerate, ‘I can’t see why I can’t do the 

junk mail [delivery], but I wasn’t allowed to do it anymore...that annoyed me’ (CoG 

CR107).  Overly protective family members and lack of autonomy were identified by 

the care recipients as sources of frustration, creating feelings of disempowerment. 

Particularly when important decisions regarding their capability were made in 

consultation with other family members and health professionals, but without reference 

to them. This was most commonly discussed in relation to driving, which most had not 

relinquished voluntarily. Driving is important in supporting independence and social 

connectedness, but is also a vital component in maintaining a sense of self, an important 

aspect of wellbeing. Regret regarding the loss of independence and social identity was 

very evident in this care recipient’s comment on the loss of her driver’s licence:  
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‘When your privileges [driving licence] are taken away from 
you, it’s devastating. I just can’t get in the car and go. 
Sometimes, you’d like to just go walking through a shopping 
centre, just browsing. You’re not looking for anything. You’re 
not wanting to buy anything. You’re just browsing and just 
enjoying your look through. You know what I’m talking about. 
Now, all of that’s taken from me’ [CoG CR120].  

 
 

The dyads’ wellbeing was also affected by the stigmatising nature of a diagnosis 

of dementia or memory limitations. Whilst none of the dyads directly referred to the 

concept of stigma, it was apparent that they were aware of or had experienced it in their 

concern about others reactions to their own or their care recipients behaviour. When 

asked how family and friends reacted to their memory loss it appeared that few had 

shared their diagnosis beyond close family. Some even found it difficult to refer to 

dementia when speaking with the researcher, ‘Oh, well our daughter knows that he's, 

that he doesn't, you know, but we never, you know we haven't really sat down and 

discussed. Well they know that he forgets and, yeah’ [InG CG159]. Most dyads were 

extremely selective, particularly initially, with who and how they shared the diagnosis: 

 ‘I only told a couple of people at senior citizens, two - three people 
there, two people don’t care, well, they’ve got their own problems, 
that’s why I told them and the third one, she said that she wouldn’t 
pass it on to anyone. That’s good - well, sort of its good, yes’ [InG 
CR149].  
 
 
One care recipient refused to share her diagnosis, as she was concerned of the 

effect of widespread disclosure on her status within the small retirement community in 

which she and her husband lived: 

‘I said to [CG], if you don’t tell anybody, nobody will know. I tried 
to keep it quiet, because the last thing you want is going through 
the neighbourhood, Violet’s1 [CR] got dementia, or Violet’s got 
such-and-such, or Violet’s got something else or the other. Then 

1 CR Pseudonym  
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that brings your standard down. You feel as if you’re just like a 
leper’ [CoG CR120].  
 
 
In their perception of dementia as stigmatising a number of control group dyads 

strongly associated dementia with mental illness. This also affected their decision to 

confide in others, particularly when their memory concerns first emerged. Some reacted 

by keeping silent, ‘... I felt that I couldn't tell anybody that I wasn't remembering things. 

I was very worried about it, but I didn't tell anybody. I felt they might have taken me 

away’ [CoG CR144]. However, another caregiver shared his wife’s diagnosis widely to 

overcome such misconceptions, ‘...we tell most people, because she’s not just funny in 

the head, sort of thing. It’s a medical condition rather than just being a - years ago, they 

used to say a person’s carried on and a bit nutty, sort of thing’ [CoG CG155]. 

 

Dyadic Relationship 

In this study, stress was explored from the perspective of relational or dyadic strain. In 

the quantitative component of the study, the degree to which the dyad’s relationship was 

influenced by participation in the study was measured at each time point with respect to 

the positive and negative aspects of providing/receiving care. The only significant 

difference noted was in control group caregivers’ increase in positive dyadic interactions 

over time. Relationship supporting processes in close and long-term relationships 

involve dyadic problem-solving, growing commitment, interdependence, and 

willingness to sacrifice. The quality of the dyadic relationship is known to have a 

profound impact on a dyad’s capacity to effectively manage the changing situations they 

encounter as the disease progresses or perceive these changing situations as stressful. It 

was apparent from intervention evaluation feedback that the intervention dyads’ 

relationship had an impact on their capacity to work together to manage the challenges 
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they experienced living with dementia. This concept was therefore examined in more 

detail in the qualitative interviews. 

 

Concord and Conflict 

The theme ‘Concord and Conflict’ emerged as the dyads’ spoke of the emotional impact 

post diagnosis, and indirectly discussed relationship issues. This is explored initially 

from the perspective of tolerance and gratitude but predominantly in relation to tension 

between the dyad. Less obvious, but very important in achieving a balanced view of life 

with dementia, was the satisfaction of supporting a loved one, ‘At the moment he comes 

and goes [cognitively]...He always knows us; always knows the family’ [InG CG115]. 

Others reacted to their limitations with humour, ‘She'll say, I told you that. Did you? 

Then we go and check on the calendar and there it is. So far it hasn't been a major 

problem’ [CoG CR154]. Most of the dyads demonstrated relational resilience by 

identifying ways in which to work together to absorb any difficulties they experienced, 

‘...we've worked out a system between ourselves, this goes here and that goes there and 

don't move it, that's where you leave it, so that I know as well’ [CoG CG07]. Two 

spousal caregivers were keen for their husbands to retain their pre-morbid hobbies or 

social activities. This was not without difficulty and both expressed concern as to how 

long they could continue, ‘He still thinks he can do things that he can't do anymore... 

when I know he's outside - I'm forever on tenterhooks’ [InG CG115]. The majority of 

care recipients acknowledged the additional pressure they put upon their caregivers and 

expressed gratitude for the support. One was particularly appreciative as her caregiver 

travelled some distance to support her, ‘...she's [CG] got extra work in coming down 

and organising me.  So, yes, she's got that extra burden which I appreciate, and she's 

got to come all the way down from [suburb] which is a fair way’ [CR07].  
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There were underlying currents of resentment and tension between the dyads in 

relation to the impact that decreasing cognitive capacity and increasing functional needs 

were having on their relationship. One caregiver husband found communication 

frustrating and also appeared resentful of his wife’s increasing dependence upon him,‘... 

she just tries to tell me something and just gives up…I said, you’ve got to live with your 

problem sometimes, and do the best you can’ [CoG CG155]. It was evident that the 

unpredictability, constant redirection and re-organisation of their life caused by the 

symptoms of dementia, had caused anxiety and uncertainty for most of the dyads. Some 

were fortunate in that they had not experienced significant role redistribution, but for a 

number of dyads the erosion of long standing roles was causing tensions, ‘There’s one 

thing that does upset [CR] a lot - is that she used to do all the bill-paying and all that...I 

do that now’ [CG120]. The resentment or resignation of some dyads appeared to hark 

back to their pre-morbid relationship. One wife expressed frustration regarding her 

husband’s refusal to acknowledge the impact his functional decline had on their shared, 

but more specifically her own life, ‘...he just lives. He doesn’t try and cope…Well I've 

always done all the business, [CR] worked and I did everything else’ [InG CG82]. One 

care recipient wife lamented the loss of her homemaker role and expressed 

dissatisfaction with how her husband was managing it, ‘Then he’s [CG] helping me 

cook meals and everything. The house was always clean, and everything. I wouldn’t like 

to say that now to this house’ [CoG CR155]. Two care recipients were resentful over 

what they considered to be an over emphasis of their limitations. One appeared shocked 

as to how her husband represented her through her memory failings and expressed 

frustration that her previous significant role within the family was no longer recognised 

or appreciated ‘I get frustrated with [CG] - at times, very frustrated. Because he knows 

whatever happens - I was always busy and always did everything for the family, always 

did everything for [CG], always did everything for everybody else’ [CoG CR120]. 
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Another stated sharply after his wife had listed his shortcomings, ‘Why don’t you stop 

talking for a bit? You're not the issue. No, you’re only the outsider’ [InG CR82].  

 

Conclusion 

The interviews provided a rich description of the dimensions of dyadic care giving, 

identifying the strengths and resources of the dyads. A central concern was how to 

compensate or address their losses as well as how best to sustain function. There did not 

appear to be any major differences between the groups in the strategies they used to 

optimise personal functioning. Most had developed a repertoire of coping strategies to 

integrate their impairment into everyday life and thereby adapt to dementia. However, 

the intervention group dyads greater knowledge and utilisation of services was evident 

from the descriptions they provided of services used and benefits gained. From a 

wellbeing and relational strain perspective, it was difficult to distinguish between the 

two groups. Dementia was evidently having an impact on the dyads wellbeing to 

varying degrees, although some were displaying greater resiliency. Even in the early-

stages of dementia, it was apparent that cognitive and functional deficits in relation to 

disorientation in time and place, anxiety, fatigue, word finding difficulties, lack of 

motivation and short-term memory loss were having an adverse effect on the dyads 

autonomy. Their wellbeing was also affected by the stigmatising nature of a diagnosis of 

dementia or memory limitations. Dyads from both groups appeared to be experiencing 

relational strain as a result of living with dementia, whilst also displaying aspects of 

positive relational adaptation. However, the majority of dyads identified ways in which 

they worked together to absorb the difficulties they experienced. The following chapter 

links the qualitative and quantitative findings to the theoretical framework and discusses 

the study findings in the context of relevant contemporary literature. 
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Chapter 7 

Discussion 

Introduction 

Dementia is a progressive, life limiting condition which, as cognitive and functional 

capacities decline has a detrimental impact on the health and wellbeing of both the 

person with the condition and their family networks (AIHW, 2012). The ‘Shared Care’ 

study was designed to test and evaluate the effectiveness of a community based dyadic 

psychosocial intervention using an exploratory sequential mixed-methods and quasi-

experimental design. It aimed to establish the effectiveness of working with dyads in the 

early-stages of dementia and to determine the feasibility of using community aged care 

practitioner staff to deliver the intervention. The dissertation introduced the key issues 

that shaped the study, the Australian aged care policy, demographic and service context. 

Chapter Two reviewed the literature on the psychological and practical elements 

required by dementia dyads’ to manage the demands of a progressive condition and 

provided a historical overview of psychosocial intervention research. Chapter Three 

outlined the studies methodological considerations, its design, outcome measurement 

and ethical considerations.  

 

The quantitative findings were presented in Chapter Four, commencing with 

descriptive data in relation to dyad and intervention staff demographic characteristics, 

followed by the pre and post-intervention statistical analysis and findings across the 

study’s primary and secondary outcome measures. Significant differences and trends 

between the groups in self-efficacy, dyadic relationship, wellbeing, care values and 

preferences and service uptake and awareness, were examined to determine the changes 

and relationships at three time points. Quantitative and qualitative data from 

intervention group dyads and intervention staff were presented in Chapter Five to 
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identify the acceptability of the intervention and the extent to which it was delivered as 

intended. Chapter Six reported on the qualitative findings from semi-structured 

interviews with a subset of dyads. The interviews examined in more detail the 

experiences of the person with dementia and their caregivers in the early-stages of 

cognitive/functional change with a specific focus on aspects that related to the studies 

primary (self-efficacy, wellbeing and dyadic strain) and secondary (values & 

preferences, service use) quantitative measures.  

 

In this chapter the effectiveness of working with dyads in the early-stages of 

dementia is discussed, initially from the challenges associated with identification, 

recruitment and retention of participants (people with dementia and their caregivers) 

followed by a critical review of intervention outcomes. It links the qualitative and 

quantitative findings to the theoretical framework and examines the study in the context 

of relevant contemporary literature. Finally, the study strengths and limitations are 

explored, leading into the final chapter in which the conclusion and implications for 

future research are outlined. 

 

Research Question 

The research question for the ‘Shared Care’ study was, ‘How effective are self-

management and empowerment approaches in assisting community based individuals 

aged over 65 years with early-stage dementia and their primary caregivers to manage 

the consequences [or symptoms] of dementia?’.  

 

Study Summary 

To date, little research has been devoted to the effectiveness of psychosocial 

interventions using a dyadic approach in improving outcomes for those in the early-
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stages of dementia and their caregivers (Moon & Betts Adams, 2012). Ideally, the care 

continuum for people with dementia should be seamless, and they should be supported 

to remain at home where that is possible and desirable (Access Economics, 2009b).  

However, the complexity of the Australian health and aged sector often makes it 

difficult and stressful for people with dementia and their caregivers to comprehend and 

therefore appropriatetely identify and access available services (Lloyd & Stirling, 2011; 

Runge et al., 2009).  

 

The ‘Shared Care’ study comprised the development, implementation and 

evaluation of a community based early intervention for older people with early-stage 

dementia and their family caregivers (the dyad). The study was conducted across two 

coastal and two metropolitan regions in South-East Queensland, Australia. Ninety-six 

dyads (approximately two-thirds of the proposed sample size) agreed to participate and 

provided informed consent. Twenty-three community practitioner staff were recruited 

from two community-service organisations providing services within the intervention 

regions, and trained to deliver the intervention. A quasi-experimental non-equivalent 

group pre-test and post-test design permitted participant allocation to intervention and 

control groups, by region as opposed to random assignment on study entry. Thus 

ensuring intervention and control group dyads were geographically distant from each 

other and minimising possible cross contamination. The ‘Follow-up Explanatory 

Design’ variant of the explanatory sequential mixed method approach guided data 

collection and analysis (Creswell & Plano Clark, 2007). Analysis of the first database 

(the quantitative data) was used to direct the analysis of the qualitative data collected 

during interviews with selected dyads and intervention staff (Creswell & Plano Clark, 

2011). Over a seven to ten month period of participation, specific changes were 

anticipated to occur between the two study groups across the main outcome variables of 
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self-efficacy, dyadic relationship, wellbeing and secondary measures of service 

uptake/knowledge and dyad congruence in care preferences and values. Little is known 

or reported on the disease or intervention experience from the perspective of the person 

with early stage dementia due to a reliance on proxy reports (van Gennip, Pasman, 

Oosterveld-Vlug, Willems, & Onwuteaka-Philipsen, 2014). Therefore, this study 

provided a valuable insight into the illness experience from the perspective of the care 

recipient. 

 

A proactive approach with interventions offered at the beginning of the 

disease/care trajectory is seen as an effective strategy to prevent or delay progression 

into a more dependent or critical period (Bates et al., 2003; Moon & Betts Adams, 

2012). This study concentrated on the empowerment aspects of early intervention as 

reflected in the self-efficacy model of psychosocial adaptation (Bandura, 1977). 

Utilising self-efficacy as a theoretical framework in this early-stage dementia dyadic 

study permitted its examination as a construct from the perspective of the person with 

dementia. A key feature of the ‘Shared Care’ study was using an existing aged care 

service workforce to initiate an early connection between the dementia dyads and 

community service providers. Working with older people with dementia has 

traditionally been seen as a less desirable option and often considered to be the poor 

relation to acute health care (Pusey & Richards, 2001). The development of a partnered 

intervention utilising practitioner staff provided an opportunity to challenge this 

assumption. It was anticipated that the adoption of an exchange model of practice, in 

which dementia dyads and aged care practitioners work together to achieve the best care 

outcomes, would be beneficial and empowering for the dyads and also enhance job 

satisfaction for intervention staff (Nolan et al., 2002). 
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Discussion 

Dyad Recruitment and Retention 

As previously noted, the period of early cognitive change is an ideal early-intervention 

period. However, connecting with people living with early-stage dementia and 

encouraging their participation in the ‘Shared Care’ study proved challenging. Difficulty 

in recruitment of participants to research projects is not in itself an unusual experience, 

recruitment is often constrained by the cost of recruitment activities and the limited 

availability of participants (Lipsey & Hurley, 2008). A review of recruitment literature 

highlights that approximately 50 to 80 per cent of research studies across a wide range 

of disciplines fail to achieve their projected study sample size (Treweek et al., 2010). 

This problem is further accentuated for special populations and low or insufficient 

enrolment of participants is particularly prevalent in dementia studies (Grill & 

Karlawish, 2010). Participant recruitment and retention issues are however deemed a 

pertinent aspect of the ‘Shared Care’ study to discuss in more detail, as the issues 

experienced; inappropriate referrals, stigma and dyadic conflict regarding participation, 

were strongly related to the study focus. Firstly, the study was seeking people in the 

early-stages of cognitive change and secondly it was dyadic in nature. A review of the 

issues encountered and the likelihood of them being addressed in the short-term is 

discussed below.  

 

Participant recruitment and retention was systematically tracked throughout the 

study. The USA trial of EDDI also experienced slow recruitment and was unable to 

recruit their projected sample size (Zarit, 2005). As with the USA EDDI study, the small 

sample size in the ‘Shared Care’ study mostly related to identifying appropriate 

participants, rather than with acceptability of the intervention. The study aimed to 

recruit 150 dyads over a 12-month period, an ample timeframe considering the size of 
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the recruitment area and the percentage of older people in each of the regions. However 

the refusal rate was high, 175 dyads were referred and met the study entry criteria, but 

79 (45%) declined to take part. Although a large percentage, this was not as high as that 

experienced in the USA EDDI study in which 64 per cent of initial referrals did not 

participate in the study (Zarit, 2005).  

 

Participants were primarily recruited to the ‘Shared Care’ study via outreach 

recruitment activities or newspaper articles [Appendix A – Recruitment Trends], few 

referrals came from health and aged care providers and none were received from GP 

Practices or Aged Care Approval Teams (ACAT). Despite clear reference to early-stage 

memory loss/dementia in the study recruitment literature provided to health and aged 

care providers, several referrals from these sources were inappropriate. The cognitive 

impairment of the person with dementia referred was found on initial contact to be too 

high to enable their active participation in the study. A higher level of knowledge of 

dementia was assumed amongst staff within community health and aged care service 

organisations, but this appeared misplaced.  

 

The original USA trial of EDDI noted similar issues in that service provider 

referrers did not understand or observe the study eligibility requirements and referred 

people who either did not meet the study criteria or had limited interest in participating 

(Zarit, 2005). Another common obstacle to referral by health and aged care staff was 

time constraints with encouraging research participations low on the agenda when 

service demands were high. Some organisations’ also exhibited a level of protective 

paternalism (Bucci et al., 2014), making the decision to decline on behalf of their 

service users by refusing the researcher permission to distribute promotional material 

within retirement villages or service sites accessed by the eligible population. Having a 
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key contact at a referral site appeared to improve referral frequency and the prospect of 

appropriate referral. This strategy has been noted to be effective in improving both the 

number and quality of referrals from service organisations’ to research studies (Blanton 

et al., 2006; Deakin University, 2012). However, establishing and maintaining the close 

relationship required to ensure staff engagement was time-consuming for the researcher, 

particularly in organisations’ with multiple service sites and where staff turnover was 

high.  

 

A review of recruitment sources indicates community presentations and 

Community Forums were the most effective referral sources. They were non-threatening 

and informative and attendees frequently ‘spread the word’ to others in their social 

networks who met the inclusion criteria. Whilst time-consuming to organise they were 

relatively cheap to deliver, the community service providers and church parish centres 

involved donated their time and premises to support a welcome local community 

information initiative. These are therefore recommended as worthwhile recruitment 

strategies to future researchers in the dementia early-intervention field. Collaborating 

with an academic institution that provided early-intervention clinical services proved to 

be advantageous for the USA EDDI study team. They found that their recruitment rates 

improved in the latter stages of the project, after partnering with a University Memory 

and Aging Centre (Zarit, 2005). However, similar structures did not exist in the regions 

covered by this study; smaller memory clinics were included as recruitment sources but 

provided few referrals. The development of dementia registers from previous studies 

and GP client bases is also seen to be an effective mechanism in identifying a broad 

population for dementia studies (Iliffe et al., 2011). However, dementia registers take 

time and resources to implement and whilst under development are not yet widely 

available in Australia.  
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Recruitment was also compromised by the dyadic nature of the study, which 

required the person with dementia to have a primary caregiver willing to participate 

with them. The largest group (n=22) to opt out after initially expressing interest in 

participating in the study were people with dementia, predominantly women (n=19), 

without a suitable study partner. This is an intractable recruitment challenge given that 

on average women have longer lifespans than men and are thereby more likely to reach 

an age of high risk for dementia (Commonwealth of Australia, 2010). A shortage of care 

providers for woman may also be attributed to the timing of their dementia coinciding 

with the loss of their spouse as a potential caregiver (ABS, 2013). 

 

Stigma 

Public impressions of dementia heavily influenced dyad participation in the Shared Care 

Study. It was evident throughout the study that the dyads’ were not only affected by the 

disease itself but also by the reaction of others, including family and friends. Stigma is 

known to deter people with dementia from discussing their condition, and consequently 

from obtaining the help they need (Batsch & Mittelman, 2012; de Boer et al., 2007; 

Garand et al., 2009; Katsuno, 2005). Stigma had affected the dyads’ decision confide in 

others, to seek help when their memory concerns first emerged, and also prompted them 

to voice myths associating dementia with mental illness. Some dyads had lost friends 

and social outlets as a result of stigma, an issue frequently recounted by people with 

dementia even in the early stages (Batsch & Mittelman, 2012; Garand et al., 2009; 

Katsuno, 2005; Phillipson, Magee, Jones, & Skladzien, 2012; van Gennip et al., 2014).  

 

Disagreement between the person with dementia and their caregiver regarding 

participation was a barrier to enrolment, an issue common to dyadic studies (Grill & 

Karlawish, 2010). A number of people with dementia and caregivers initially expressed 
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interest in participating but later declined further involvement. It was apparent that on 

reflection they were fearful of associating with a study on dementia. Caregivers 

expressed apprehension regarding the negative reaction of their care recipient friend or 

family member to their memory deficits being exposed through participation. Keeping 

dyads enrolled in the study was also problematic and stigma continuing to have an 

impact past recruitment. Two dyads in the intervention group and one in the control 

group stated they found talking about dementia and associated deficits confronting, and 

withdrew from the study.  

 

It was evident from comments made by dyads during the recruitment phase, 

during intervention sessions and in the qualitative interviews that their psychological 

and social wellbeing had been affected by stigma, either real or perceived. These 

responses highlight the fact that a key challenge in intervening early with people with 

dementia is how to refute stigma myths and accommodate a positive perspective to 

adjustment to declining function (Behuniak, 2011; de Boer et al., 2007). How this may 

be achieved in the early-stages of a progressive life-limiting neurological condition is a 

dilemma that challenges dementia researchers and practitioners (de Boer et al., 2007; 

Iliffe et al., 2008). It is important to strike a balance between not raising expectations or 

minimising difficulties while at the same time offering hope and not limiting potential 

(Mountain & Craig, 2012). However, tensions continue to exist between exposing 

cognitive deficits in order to address them with meaningful strategies and in creating 

acceptance and acknowledgement of the changes experienced (de Boer et al., 2007; 

Iliffe et al., 2008; Martin et al., 2013; Mountain & Craig, 2012). It is disappointing that 

stigma remains common in spite of widespread efforts to improve understanding of 

dementia amongst the general public (Batsch & Mittelman, 2012; Phillipson et al., 

2012).  
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 The non-participation reasons noted in this study, inappropriate referrals, dyadic 

conflict regarding participation and stigma, align very closely to those of a recent 

advanced care planning intervention study for people with early-stage dementia 

conducted in USA (Hilgeman et al., 2014). How to address the fundamental recruitment 

and retention issues affecting dementia studies and their ensuing impact continues to be 

debated. Some of the recruitment and retention difficulties experienced in this study 

may be lessened if the strategies described above are adopted. But perhaps the 

significant impact that stigma has on the decision to engage in research activities 

associated with dementia may prove insurmountable, until dementia treatment options 

improve (Burgener & Berger, 2008). 

 

Empirical Findings– Evidence and Synthesis 

Four hypotheses were formulated for this study. The predicted outcomes were: a) the 

dyads’ confidence in their ability to manage the future demands of dementia (symptom 

management self-efficacy), b) the dyads’ knowledge of available support services and 

confidence in assessing them as required (service self-efficacy), c) the degree to which 

the dyads’ relationship has been affected by living with dementia (positive dyadic 

interactions/dyadic stress), and d) changes in wellbeing (QoL/depression). Two 

secondary outcomes measuring service uptake and awareness and the dyads values and 

preferences also contributed to the hypotheses. In this section, the main findings are 

reviewed for each hypothesis followed by a discussion of findings and analysis of the 

implications of these findings with reference to current literature. 

 

Participation in the psychosocial intervention was responsible for some 

significant increases in routine community services awareness and uptake amongst the 

intervention group dyads, but did not have the same magnitude of effect on the dyads 
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self-efficacy, dyadic relationship and wellbeing. Whilst only a few comparisons reached 

statistical significance, most changes were in the desired direction of better outcomes 

associated with participation in the intervention group. The trends amongst the 

intervention dyads were also supported and/or clarified by the intervention evaluations 

and intervention staff qualitative interviews (see Table 5.6: Intervention Staff Interviews 

- Qualitative Themes, pg. 169) and dyad qualitative interview data (as noted in Table 

6.1: Dyad Interviews - Mapping Quantitative and Qualitative Outcome Measures on pg. 

185). 

   

Self-Efficacy – Hypothesis 1 & 2 

The dyads perceived ability to manage the demands of living with dementia was 

examined from two perspectives. At each time point both members of the dyad were 

asked to rate their level of certainty in managing problems related to dementia 

symptoms (e.g. memory loss, wandering or behaviour problems) and perform various 

activities (e.g. access supportive service). The dyads actual service uptake and 

awareness were also measured. 

 

a) Self-Efficacy – Symptom Management 

Hypothesis 1: The intervention group dyads’ confidence in their ability to manage the 

current and future demands of a progressive disease will increase or remain stable.  

 

Self-efficacy is by definition concerned with an individual’s assessment of their 

ability to perform a specific task or action (Gilliam & Steffen, 2006). Symptom 

management self-efficacy is considered a critical domain for dementia dyads as it 

reflects a need for the broad range of skills and abilities required to manage a 

progressive condition (Gallagher et al., 2011). Overall, it appears that Hypothesis 1 was 
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at least partially met in that the intervention group caregivers’ rated their ability to 

manage the current and future demands of a progressive disease higher than that of the 

control group dyads, although not to a significant degree. However, the intervention 

group care recipients did not show a similar improvement in the qualitative measures.  

 

In this study there were small but noticeable between and within group 

differences in the dyads’ symptom management self-efficacy perceptions, although not 

all were in the hypothesised direction. Intervention group care recipients’ symptom 

management self-efficacy diminished gradually over time, ending at a lower rate to that 

noted by control group care recipients whose ratings remained stable over time. It is 

speculated that the drop in self-efficacy experienced by intervention group care 

recipients was related to initial denial followed by increasing awareness, as a result of 

participation in the intervention, of the progressive impact of the disease on their 

functional and cognitive capacity. This supposition can be supported by the intervention 

staff experiences, as related in the qualitative interviews. The dyads levels of 

understanding of the impact of dementia on functional abilities in both the long and 

short-term were generally low on commencing the intervention.  

 

The qualitative interviews conducted with dyads from both groups also 

identified a paucity of strategies utilised to manage dementia or memory loss on a daily 

basis. Dyads from both groups tended to use basic problem-focused approaches to 

manage memory loss. Intervention staff also described some care recipients’ as initially 

being ‘in denial’ regarding the progressive nature of their condition. These findings are 

not uncommon, anosognosia, or a lack of awareness of deficits, is a common response 

to dementia related adversity (Hilgeman et al., 2014). In this study it was particularly 

evident amongst male care recipients. When engaged by intervention staff in discussion 
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on future care needs and the need to broaden their support networks they frequently 

failed to accept the need for additional assistance. Short-term denial or disengagement 

coping strategies are common amongst people in the early-stages of dementia and are 

considered to serve as protective mechanisms against the stressors of dementia (Bunn et 

al., 2012; Hilgeman et al., 2014; Li et al., 2013; Williamson, 2008). However, as was 

the case with some of the dyads in this study, a lack of insight on the part of the person 

with dementia can create tension between them and both informal and formal caregivers 

(Cantley, 2001).  

 

Unfortunately, it was not possible to compare the care recipient self-efficacy 

outcomes from the ‘Shared Care’ study with the USA trial of EDDI conducted by 

Whitlatch, or the broader dementia psychosocial literature. Self-efficacy was not 

directly measured in the Whitlatch study and comparing the care recipient outcomes 

from this study with those of other psychosocial interventions proved difficult. It 

appears that within dementia research self-efficacy is viewed exclusively from the 

perspective of the caregiver of the person with dementia (Fortinsky et al., 2002; 

Gallagher et al., 2011; Semiatin & O’Connor, 2012). Little is known or reported on the 

illness experience from the perspective of people with dementia as most quantitative 

research uses proxy reports to measure psychosocial outcomes for the person with 

dementia (Dawson, Powers, Krestar, Yarry, & Judge, 2012). Care recipients with 

dementia are almost solely represented by professional or family caregivers, an 

approach which displays a lack of acknowledgement of the autonomy of people with 

dementia whose opinions may or may not align with those of their caregivers (Higgins, 

2013). A self-management intervention pilot study for people with early-stage dementia 

currently in progress in the UK will go some way to addressing this deficit (Quinn et al., 

2014).  
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Although self-efficacy of people with dementia has not been addressed in 

dementia research, the application of self-efficacy in individuals with chronic physical 

health conditions has been widely explored in the field of chronic condition self-

management, (Marks, Allegrante, & Lorig, 2005c; Mountain & Craig, 2012; Quinn et 

al., 2014). A large scale review of chronic condition self-management programs found 

that focused self-management programs improved symptom management self-efficacy 

amongst individuals with physical long-term health conditions (de Silva, 2011). A 

recent psychosocial intervention study with older people with chronic physical 

conditions (diabetes, COPD) also reported increases in their self-efficacy (Jonkers, 

Lamers, Bosma, Metsemakers, & van Eijk, 2012). Although the authors recommended 

the self-efficacy findings be interpreted with caution due to the use of a general rather 

than task specific self-efficacy measure and small effect sizes, despite a large sample 

size (n=136) (Jonkers et al., 2012).  

 

Differences in outcomes between this study and those conducted with other 

long-term conditions are more likely to be related to the additional challenges associated 

with managing a progressive neurological condition, rather than intervention 

inadequacies (Martin et al., 2013). The stigma associated with dementia has been noted 

to result in poor adjustment to illness and social isolation, both of which have the 

capacity to reduce self-efficacy amongst people with dementia (Martin et al., 2013). 

Changes in social and financial status which occur as a result of age can also have a 

negative impact on perceived self-efficacy in older people (Bandura, 1994; Trouillet et 

al., 2009). This is supported by recent self-efficacy research in which older people 

expressed a loss of confidence in their ability to actively cope with stressors and 

dissatisfaction with the support provided by their social networks (Trouillet et al., 2009).    
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Intervention group caregivers showed a different trajectory. Their symptom 

management self-efficacy ratings increased slightly post-intervention and again at the 

three month follow up. Proactive coping is known to act as a buffer or prevent the 

negative effects of the gradual degradations which occur with chronic progressive 

conditions associated with ageing (Mak & Sörensen, 2012). The caregivers’ symptom 

management self-efficacy improvement is therefore considered to be as a result of self-

efficacy beliefs developed through the knowledge and practical strategies obtained 

during the intervention sessions. The facilitated discussions, which occurred during the 

intervention sessions, provided an opportunity for intervention staff to identify gaps in 

the dyads’ knowledge of dementia and improve their symptom management. 

Intervention staff were then able to initiate practical management solutions to symptoms 

and/or behaviours of concern (medication/financial management or driving) and provide 

support to the dyads in applying them. These improvements in symptom management 

self-efficacy are compatible with those that emerged from a recent systematic review of 

twenty-four successful psychosocial interventions conducted with caregivers of people 

with dementia (Van Mierlo et al., 2012). In the ‘Shared Care’ study, the control group 

caregivers’ self-efficacy in symptom management increased at three months (T2), but 

had reduced marginally by T3. The peak at T2 could be related to the service 

information the control group dyads received, the effects of which diminished over 

time.  

 

b) Self-Efficacy – Support Services 

Hypothesis 2: The intervention group dyads’ knowledge of available services to support 

them and confidence in accessing them as required will improve.  
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It appears that participation in the study intervention had a direct and indirect 

effect on the intervention dyads community support service self-efficacy. Their self-

efficacy in community support service access therefore improved as hypothesised.  

 

Awareness of community services and levels of uptake are generally low in 

older people and lowest amongst dementia dyads (Górska et al., 2013; Milne, Guss, & 

Russ, 2013; Peel & Harding, 2013). It was therefore important to establish if the dyads’ 

confidence to find and arrange support services in the community to supplement their 

own care differed between groups (Fortinsky et al., 2002). It was gratifying to note that 

support service self-efficacy amongst the intervention group dyads improved over time. 

Although few statistically significant differences in community service uptake were 

noted between the groups. Notable trends towards sustained uptake of services and 

reduction in unmet need amongst the intervention group dyads’ following the 

intervention were evident, in comparison to control group dyads. This positive finding, 

whilst small, is further supported by the outcomes from the Service Use Questionnaire. 

The Service Use Questionnaire provided additional confirmation of the dyads’ 

awareness and uptake of community based services as well as service acceptance and 

levels of unmet need. Most intervention dyads identified increased service use as a 

result of participation in their intervention evaluation responses and in the qualitative 

interviews. The majority of intervention group dyads’ considered they were better 

informed on available support networks due to participation and also expressed an 

increased awareness of their partner’s preferences regarding external care. It was also 

evident in the practical aspects of change, including completion of Enduring Power of 

Attorney, home modifications and relocation plans, noted by intervention staff.  

 

 



      217 of 309 

These findings compare favourably with a recent psychosocial intervention 

study for care giving dyads with mild to moderate symptoms of dementia, which found 

no changes in the dyads self-efficacy as a result of intervention participation (Judge, 

Yarry, Looman, & Bass, 2012). Unfortunately, self-efficacy is almost exclusively 

explored from a general rather than task specific perspective in intervention studies 

(Jonkers et al., 2012). This makes it difficult to compare the support service self-

efficacy findings from this study with those of other intervention studies. However, an 

examination of the service knowledge, uptake and acceptance literature shows the 

intervention dyads’ service self-efficacy to be markedly better than that experienced by 

the majority of dementia dyads. A large quantity of recent literature has focused on the 

difficulties that older people, and in particular community dwelling dementia dyads, 

experience in navigating the complex array of health and social support services 

(Cornally & McCarthy, 2011; Peel & Harding, 2013; Toot et al., 2013). In general, they 

report a lack of awareness or confidence in community support services and/or 

reluctance on the part of the person with dementia to accept support from individuals 

outside of the family. It was apparent that the detailed knowledge and support received 

by the intervention group dyads increased their confidence and therefore self-efficacy 

and that without this actual service uptake would have remained low. 

 

Dyadic Relationship – Hypothesis 3 

Hypothesis 3: The Intervention Group dyads’ positive relationship interactions will 

improve or remain stable and levels of relationship strain will decrease or remain stable  

 

The ethics review panels expressed concern during the initial development stage 

of the study that participating in open discussions on current and future care needs 

during intervention sessions would increase tension between the dyad. This concern was 
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supported by previous research by the USA EDDI research team in which they noted 

increases in caregiver overload in dementia interventions featuring future planning 

discussions between care partners (Zarit et al., 2003). However, as the intervention 

dyads did not experience higher levels of relationship strain to those of the control 

group dyads it is deemed that Hypothesis 3 was met. 

 

The degree to which participation in the study had an impact on the dyad’s 

relationship as reported by each dyad member, was measured across two relational 

aspects; dyadic strain, e.g. ‘I felt angry towards my care partner’, and positive dyadic 

interactions; e.g. ‘I felt closer to my care partner than I have in a while’. Dyadic strain 

reduced for intervention dyads over the three time points. Dyadic strain also reduced for 

control group caregivers; however, this was in direct contrast to control group care 

recipients who experienced increasing rates of strain at each time point. Positive dyadic 

interaction levels were highest amongst intervention group dyads at baseline, and 

remained so throughout the study. Intervention group dyads were closely aligned in 

their ratings. These findings align with those of the USA EDDI study (Zarit, 2005).  

 

It is argued that the structure and content of the intervention greatly contributed 

to these positive outcomes amongst the intervention group dyads. The provision of a 

safe place for each member of the dyad to speak openly about his or her fears and 

difficulties and an emphasis on sharing experiences, reduced the potential for tension to 

arise. Intervention staff were able to examine how care related issues were expressed 

and handled by each care partner in the individual session and prepare them so they felt 

comfortable in raising and discussing them with their care partner in the following 

shared session. These findings align with other psycho-educational interventions which 

found individual sessions better able to identify and respond to specific issues faced by 
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the caregiver and person with dementia, and were therefore more effective in improving 

wellbeing outcomes than those delivered in group settings (Olazarán et al., 2010; Parker 

et al., 2008; Peacock & Forbes, 2003; Selwood et al., 2007; Sörensen et al., 2002).  

 

The dyadic relationship may also have had an impact on the generally positive 

outcome; as the majority of dyads were spousal. Marital cohesion, characterised by 

intimacy and emotional support, has been noted to be an important factor in predicting 

positive dyadic relationship outcomes and wellbeing for spousal caregivers of people 

with dementia (Fauth et al., 2012; Martin et al., 2009; Norton et al., 2009). However, 

the stability of the intervention group dyads relationship measures could equally be 

related to the qualities and skills of the intervention staff. This aspect will be discussed 

further in the ‘Community Staff Involvement’ section.  

 

Wellbeing – Hypothesis 4 

Hypothesis 4: The intervention group dyads’ wellbeing (QoL/mood) will be enhanced 

or remain stable  

 

Overall, there were few differences between the groups in how they rated their 

wellbeing so it cannot be said that Hypothesis 4 was met. However, a strong ceiling 

rate, in which the majority of dyads rated their wellbeing highly at each time point, had 

an impact on this measure so the results should be interpreted with caution.  

 

Wellbeing is generally described as a multidimensional construct which 

comprises both objective components, how aspects of our life compare to others, and 

subjective in how we feel about life (National Seniors, 2014). The aspects of wellbeing 

measured in this study related to QoL and mood. The care recipient QoL measure also 
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included a ‘self-esteem’ domain, which encompassed thoughts and feelings about 

themselves, sense of accomplishment, and decision-making. There was little 

opportunity to detect change because of high baseline scores. Mean scores for all 

participants were predominantly in the mid-range for each of the QoL domains and 

scores for both groups fluctuated only slightly across time. Negative affect declined 

marginally for care recipients and caregivers in both groups across time. Intervention 

group caregivers showed a slight improvement in positive affect over time compared to 

a decline amongst control group caregivers. Both care recipient groups experienced a 

decline in positive affect over time. Intervention and control group care recipients’ rated 

their self-esteem highly at baseline but levels for both groups declined slightly over 

time. Again, there was little opportunity to detect change because of high baseline 

scores. Intervention group caregivers had a higher depression rating than the control 

group caregivers at baseline and both caregiver groups showed a gradual increase in 

depressive symptoms over time. Intervention group care recipients had a lower rate 

baseline rate of depressive symptoms than control care recipients but showed a sharp 

increase over time. Control group care recipient depressive symptoms remained 

relatively stable throughout the study period.  

 

The USA EDDI study also found minimal differences between the groups in 

QoL and mood (Zarit, 2005). Higher levels of depression are commonly found amongst 

people in the early-stages of dementia, but tend to decline along with cognitive capacity 

(Dawson et al., 2012). Bosboom and Almeida (2014) hypothesised that increasing 

cognitive deficits are offset by decreasing awareness of impairment, which override the 

impact of cognitive changes, and therefore how people with dementia perceive their 

quality of life. However, whilst dyads’ in both groups appeared to experience an 

increase in depressive symptoms over time, the ratings were not high enough to indicate 
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clinical depression. In the CESD a total Score of 16 or higher for older people is 

considered a high risk for depression, a score of 23 or higher is considered depressed 

(Radloff & Teri, 1986). Both intervention and control group dyads remained below 16 

for the duration of the study.  

 

The mixed method approach enabled a broader exploration of the dyads’ 

wellbeing to gain a more meaningful explanation beyond that provided by quantitative 

measures. It was not surprising to discover that living with dementia was having an 

impact on QoL and mood for the majority of caregivers and for intervention group care 

recipients. It is common for the person with dementia to experience a reduction in 

wellbeing as a result of managing and coping with the cognitive, functional, emotional, 

and behavioural symptoms of their condition (Judge, Yarry, Looman, & Bass, 2012). 

Changes in capacity and interest in participating commonly occur as cognitive and 

functional impairment increases, but the dyadic relationship has a more insidious 

influence on the level of autonomy and independence the person is willing or able to 

exercise (Menne & Whitlatch, 2007). Autonomy and decision-making are factors that 

contribute to quality of life, and therefore how the person with dementias preferences in 

these aspects are recognised and supported will have an impact on their general 

wellbeing (Menne & Whitlatch, 2007). It was evident from the dyad interviews that 

these factors were already under threat as the care recipients’ functional capacity was 

starting to diminish. The intervention staff also noted that it was difficult for some dyad 

members to respect and/or share the others care related decisions as the balance of 

power within the relationship was more strongly imbued in one member and therefore 

decision making was a unilateral rather than a shared pursuit for the dyad. 

Unfortunately, these aspects also increase the likelihood for secondary risks to 
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wellbeing such as social isolation, lack of social support, or caregiver health problems 

(Martin et al., 2009).   

 

Community Service Staff Involvement 

A secondary aim of this study was to determine the feasibility of using community aged 

care practitioners as intervention staff. Professional research staff delivered the USA 

EDDI intervention and a key feature of the ‘Shared Care’ study was using an existing 

aged care workforce to initiate an early connection between the intervention group 

dyads and community service providers. Twenty-three community practitioners, 

Registered Nurses (n=3) and Personal Care Workers with a vocational education 

Certificate III in Aged Care (n=20) were recruited from two Queensland community-

service organisations of which 16, (70%) were deemed competent to deliver the 

intervention protocol post training.  

 

The practical aspects of using community aged-care practitioners in intervention 

delivery are discussed in this section in order to explore the benefits and limitations of 

collaborative research in community based service settings. Several factors are noted to 

be important in ensuring effective intervention delivery by practitioner staff,  purposeful 

recruitment and in-depth training, a detailed protocol manual, strong commitment from 

key participants and comprehensive implementation monitoring (de Vos et al., 2013; 

Hilgeman et al., 2014; Ka`opua, 2003; Vernooij-Dassen & Moniz-Cook, 2014; Waldorff 

et al., 2012). In addition, as Callahan et al. (2011) warn, there are many external forces 

that influence the success and relevance of implementation projects.  
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Organisational Culture and Workplace Constraints 

Difficulty in gaining full support from key stakeholders (executive, service managers 

and practice staff) and finding room in the work schedule for research activities are 

common experiences in research in practice settings (Harrop et al. 2012; Kitson, 2009; 

Verhoef et al. 2010). These issues had an impact on intervention staff recruitment and 

retention in the ‘Shared Care’ study. It became apparent early in the study that the 

capacity and enthusiasm to engage in research activities was not shared by all levels of 

staff within one of the participating service organisations. Gaining access to staff 

involved navigating a succession of ‘gatekeepers’, a prolonged and on occasion 

circuitous exercise. At some service sites a lack of recognition by site managers of the 

relevance of the study greatly hindered practitioner recruitment and participation. 

Difficulty in engaging practitioners in research activities when they perceive the 

research as having little practical value in their everyday work has been noted across a 

broad range of practice sectors and settings (Marlow et al., 2013; McDermott, West, 

Brose, & McEwen, 2012; Zemlin, 2014). 

 

The pressure to meet government funded service outputs and limited staff 

numbers reduced the capacity of a number of service sites to encourage service staff 

involvement in anything outside of funded service provision. This is partly related to the 

convention of output based service funding practices in Australian Aged Care service 

provision but also to the workforce recruitment and retention difficulties which are 

endemic in the Australian aged care service sector (Access Economics, 2010; 

Productivity Commission, 2011b). One of the main sources of intervention staff attrition 

at the main recruitment service organisation once they were trained and deemed 

competent was related to these competing demands. Influential champions of the 

intervention within both service organisations proved helpful in gaining and maintaining 
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the support of other key staff, addressing challenges to implementation as they arose, 

and in providing ongoing support for the study, but at some sites within the main service 

organisation workplace demands dominated and no staff were recruited. These 

experiences indicate that little has changed since Beattie et al. (1996) noted the impact 

‘the politics of collaboration’ had on practice based research, in that they, ‘...operate on 

the individual and institutional levels and can have debilitating effects on the research 

enterprise’ (Beattie et al., 1996, p. 682). 

 

Staff Selection & Participation 

The goals of the Early Diagnosis Dyadic Intervention were to develop positive 

communication patterns between the family caregiver and care recipient, increase 

knowledge and understanding about available services, preferences for care and care 

values, and increase the care recipient’s active participation in his/her current and 

ongoing care. A key aim was for both members of the dyad to feel listened to and part of 

the forward planning process. Consequently, the intervention staff needed to be skilled 

in establishing an early rapport with the dyad and maintaining that rapport throughout 

the intervention sessions. The characteristics and knowledge of the intervention staff 

were therefore critical elements in the ‘Shared Care’ study intervention delivery.  

 

To ensure the aged care service practitioners had the appropriate balance of 

personal attributes, skills and experience to enable meaningful intervention delivery (see 

Table 3.4, pg. 89), the researcher liaised with service managers to identify staff 

members that possessed the focused attributes/personal characteristics. The practitioners 

selected to deliver the intervention exemplified these characteristics and proved 

favourable to the dyads, so their involvement yielded maximum benefits. They were 

predominantly mature women and their empathy and compassion proved to be one of 
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the great strengths of the project. It made them readily acceptable to the dyads who 

considered them a credible source of information and support. This finding is supported 

by previous research focused on upskilling paraprofessional staff supporting older 

people. Older people commonly turn to paraprofessional staff for assistance and 

reassurance in both community and institutional settings as they are generally perceived 

as less threatening than health care professionals (Chapman & Law, 2009).  

 

Intervention staff adherence to the research protocol and competence in 

intervention delivery are regarded as essential in obtaining valid results in tests of 

intervention feasibility and efficacy (Ka`opua, 2003); thus, the study training and 

support structures dually focused on fortification of adherence and enhancing 

competence among those recruited to deliver the intervention. It is not unusual for  

practitioners to experience resistances and barriers to learning related to negative 

experiences in learning and practice situations (Zemlin, 2014) and this was evident in 

the study training sessions. Participation involved a considerable cultural shift for some 

intervention staff as they were required to rethink their current practice. A number of 

practitioners, both Registered Nurses and Personal Care Workers, initially expressed 

misconceptions regarding dementia progression, dyadic relationships and the benefits of 

a participatory model of care. Their perceptions of people with dementia and the role of 

the family caregiver appeared to be coloured by the behaviours of people with mid-to-

late stage dementia and the highly stressed carers commonly encountered in their daily 

practice. Poor dementia knowledge is unfortunately commonplace amongst community 

aged care practitioners and these findings are comparable with two recent Australian 

surveys of dementia knowledge conducted in health and aged care settings (Robinson et 

al., 2014; Smyth et al., 2013). Smyth et al. (2013) found health care staff knowledge of 

dementia progression and symptom management to be poor, even among direct care 
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staff. Similar results to those reported by Robinson et al. (2014) from a survey of nurses 

and care staff working in residential aged care, a care setting with a high proportion of 

people with dementia. A key indicator of practitioner change is the extent to which they 

are willing to compromise by abandoning, at least in part, usual patterns of practice and 

opinions of worthwhile strategies (Palinkas et al., 2008; Verhoef et al., 2010). It was 

evident that change had occurred in the ‘Shared Care’ study with noticeable 

improvement in intervention staff dementia practice and understanding; this is discussed 

in more detail in the following ‘Knowledge Translation’ section. 

 

In addition to the focused training and support, the intervention protocol was 

clearly documented in the intervention manuals provided to the intervention staff. These 

including specific instructions on session delivery and use of session tools. However, a 

small percentage of the intervention staff experienced difficulty in adhering to the 

protocol, and struggled to conceptualise key aspects of the intervention. The difficulties 

they experienced were generally related to how the dyads’ values regarding autonomy 

or safety may influence their desire to support or reject their care partner’s preferences. 

The impact of this varied depending on the dyads they were supporting. Spousal dyads 

were generally more closely aligned in their care values and preferences so this did not 

create a problem. Difficulties in this area were more likely to occur with adult 

children/parent dyads, and it was evident in at least one case that the dyad was not 

experiencing the full value of the intervention due to poor delivery. Regular contact with 

the researcher did however enable most of these issues to be identified at an early stage 

and resolved through guided discussion. Such issues are not uncommon when working 

with lay or paraprofessional staff, and may be resolved through more stringent selection 

processes, focused training and supervision (Burgio et al., 2001; de Vos et al., 2013; 

Horner, Rew, & Torres, 2006; Waldorff et al., 2012). Observing an experienced 
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practitioner prior to delivering the intervention on their own has proved an effective 

strategy in improving intervention staff confidence and competence and thereby 

supporting intervention fidelity (McDermott et al., 2012). Pairing new intervention staff 

with an experienced mentor is an option for future EDDI delivery.  

 

Knowledge Transfer 

Results from this element of the study suggest that the experience of being involved in 

research was mostly positive for the intervention staff. Selective recruitment and 

focused training of community service practitioners proved to be an effective and 

efficient means of delivering the intervention. One of the most significant benefits of 

practitioner staff involvement in the study was engaging with dementia dyads at the 

beginning of the disease process prior to the emergence of significant stressors. The best 

indication of effective engagement by intervention staff was demonstrated by the 

retention and satisfaction of dyads that were initially reluctant to discuss differing 

values and preferences and/or experienced difficulty in resolving conflicts. The increase 

in service uptake amongst the intervention group dyads can also be attributed in no 

small part to the intervention staff.  

 

The intervention staff valued the additional supervision and training they 

received and spoke of the skills they had developed and continued to use after the 

research had ended. A number of the intervention staff considered participation had 

made them more confident in routine interactions with dementia dyads. They also 

considered that with training and support they, as community service practitioners, were 

capable of delivering the intervention as documented. These positive participation 

outcomes for intervention staff closely align with those identified by other studies 

involving practitioners in intervention research (Ka`opua, 2003; Marlow et al., 2013). 
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The experience and impact of being involved in research may also increase the 

practitioners understanding of the processes involved thereby supporting knowledge 

translation (Marlow et al., 2013; Zemlin, 2014). 

 

Strengths and Limitations of the Thesis 

Strengths 

Few dementia interventions have focused on people in the early-stages of the dementia 

and their caregivers, although it is at this stage that strategies to diminish the known 

negative effects of reduced quality of life and increasing stress associated with disease 

progression may prove effective. The ‘Shared Care’ study provided an opportunity to 

extend current knowledge in early psychosocial intervention. To work with both 

members of the dementia dyad, the person with dementia and their caregiver, to enable 

them to come to terms with the diagnosis, learn about the disease and learn strategies to 

address the emotional and practical issues they can expect to experience along the 

disease trajectory. The intervention is innovative in its focus on early-diagnosed people 

with dementia as active participants and decision makers within a single dyad of care 

and represents a bold step from more typical interventions that focus solely on the 

family caregiver or person with dementia. A key focus of the intervention was on 

reducing the risk of dyadic relationship stress, and potential for breakdown of the care 

giving relationship, by encouraging dyads to expand their caring network beyond the 

primary family caregiver. In addition, the study provided a valuable opportunity to 

retrospectively assess the findings from the USA EDDI study and compare them with 

the outcomes from the Australian study. This provided new evidence-based knowledge 

for improving community service practice and following minor modifications in 

intervention length, it will result in a best practice model of dyadic early-intervention 

support.  
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The knowledge and skills of the community aged care service staff participants’ 

were also considered a study strength, they were openly acknowledged and appreciated 

by the intervention group dyads. These positive outcomes for staff and the dyad indicate 

that with focused selection, training and support community aged care practitioners 

have the capacity to deliver a psychosocial intervention protocol in a way that is 

meaningful and acceptable to the target group.   

 

A further strength of the thesis was the quasi-experimental design, which 

supported a more flexible approach to sample selection and allocation (Goy et al., 

2010). The study’s mixed method approach enabled a comprehensive evaluation of 

study outcomes and therefore yielded a greater understanding of effective recruitment 

and intervention features and practices (Acton & Kang, 2001; Elvish et al., 2013; Goy et 

al., 2010; Orrell, 2012; Thompson et al., 2007).   

 

Limitations 

The 'Shared Care’ study offers a new perspective on early-intervention with dementia 

dyads conducted in a community environment. As a direct consequence, the study 

encountered some limitations. Primarily, the thesis was limited by the characteristics of 

the sample, a similar limitation to that experienced by the USA EDDI study (Zarit, 

2005). The sample of dementia dyads was relatively small despite extensive recruitment 

efforts, making it difficult to draw comparisons between the two groups. A larger 

sample may have also have enabled in-depth comparisons between the different types of 

dementia and exploration of intra-dyadic processes. As a result, the study was 

underpowered, and only preliminary conclusions can be made. The lack of statistical 

significance amongst the quantitative findings should therefore be considered with 

caution.  
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Recruitment difficulties are inherent to research with people with dementia. 

Nevertheless, replication of the study in a larger sample is needed to draw final 

conclusions on the effectiveness of the intervention on these outcomes. Future research 

in this area would therefore benefit from a larger and more representative sample of 

people with dementia and dyadic relationships. This may be possible through greater 

participation in recruitment by health and community support agencies and a longer 

recruitment period. A key cause of attrition once a dyad was recruited had to do with the 

length of the program. In most cases, couples who completed the values sessions 

(Sessions 2 & 3) continued through most or all scheduled sessions. On completion of 

the USA EDDI study, the intervention protocol was reviewed and session numbers 

reduced, using feedback from intervention staff and participants, it is proposed that the 

number of sessions be reduced further.  

 

Whilst the studies quasi-experimental design was considered a strength, there 

are also known threats to internal validity; selection-maturation and instrumentation, 

associated with this design that could be considered limitations. These were addressed 

through pre and post-test measurement of care recipient cognitive capacity and the 

inclusion of other potential maturation variables as covariates in the analysis. 

Randomising the intervention and control regions also assisted in mediating this threat. 

To reduce the instrumentation threat, the study measures had good internal and external 

reliability, and the research assistants who collected the data at each time point were 

trained in the administration of the measures to ensure they were administered correctly. 

 

A small percentage of the intervention staff experienced difficulty in adhering to 

the protocol, and struggled to conceptualise key aspects of the intervention. This could 
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be considered a limitation as it had an impact on intervention delivery for at least one 

dyad and may have negatively affected the outcomes of the study. 

 

Conclusion 

The ‘Shared Care’ study is significant as it provided an opportunity to extend our 

knowledge of effective dyadic early psychosocial intervention structures. The aim of 

psychosocial intervention in the early-stages of dementia is to develop the coping 

resources of the dyad, to not only provide immediate benefits but also maintain well-

being as the condition progresses (Clare et al., 2010). Whilst the quantitative findings of 

the effectiveness of the intervention in improving outcomes for participating dyads were 

not conclusive, it was evident that the structure and content of the psychosocial 

intervention and the characteristics and skills of the intervention staff contributed to the 

positive outcomes related by the intervention group dyads and intervention staff. The 

dyads capacity to adapt to behavioural and functional changes improved through 

participation in the intervention. These are important elements in empowering dementia 

dyads’ and fostering their appropriate identification of, and access to support throughout 

the disease continuum. Reviewing the staff involvement highlighted the effect sector 

and organisational context and priorities have on facilitating or impeding collaborative 

research within practice settings. While the challenges experienced in this study in 

implementing a dementia intervention research project within the Australian community 

service sector cannot be generalised, certain aspects can be applied to other projects in 

practice settings. These include, adapting knowledge to the local context, assessing the 

barriers and supports to participation, selecting, tailoring and implementing the 

intervention, monitoring intervention delivery and evaluating outcomes (Ka`opua, 2003; 

Marlow et al., 2013). 
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Little is known or reported on the disease or intervention experience from the 

perspective of the person with early stage dementia (van Gennip et al., 2014). A reliance 

on proxy reports in quantitative intervention studies made it difficult to compare the 

findings from the care recipient measures in this study with contemporary psychosocial 

research. Therefore, this study also provided a valuable insight into the illness and 

intervention experience from the perspective of the care recipient.  
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Chapter 8  

Conclusions and Recommendations 

Study Conclusion 

The strength of the ‘Shared Care’ study’s psychosocial intervention was supported by 

the fact that the majority of intervention group dyads’ identified practical outcomes 

from participation. Participation in the in-home intervention program was responsible 

for increases in routine community services awareness and uptake among the 

intervention group dyads. Whilst only a few comparisons reached statistical 

significance, most changes were in the desired direction of better outcomes associated 

with participation in the intervention group. The provision of a safe place for dyad 

members to speak openly about fears and difficulties, and an emphasis on sharing and 

shared experiences, marks this intervention out from many others. The dyads considered 

they were better informed on available support networks due to participation and 

expressed an increased awareness of their partner’s preferences regarding external care. 

Although there were still concerns about the future there was a sense the intervention 

group dyads had gained resources and knowledge to enable them to adapt, stay positive 

and cope better than before. These results suggest that the greater awareness of future 

care needs and information gathering provided by the intervention sessions were 

important in initiating the development of future care plans and in most cases sustaining 

their implementation. These are important elements as dementia dyads commonly 

experience poor wellbeing because of difficulty in identifying and accessing appropriate 

support along the disease continuum. Receiving assistance with routine tasks also 

supports dyadic cohesion in that it permits them to share meaningful activities rather 

than be overwhelmed by task-orientated responsibilities.   
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Participation in the intervention did not have the same magnitude of effect on 

the dyads relationship and wellbeing outcomes. This may be related more to the 

challenges associated with living with dementia than the quality of intervention content 

and delivery. Three key messages related to dementia intervention research have been 

presented by high profile commentators in the field (Brodaty, 2007; Charlesworth, 

2001; Mittelman, 2008; Pinquart & Sörensen, 2006; Zarit & Femia, 2008b; Zarit & 

Leitsch, 2001) that are also pertinent to this study. Firstly, they caution of the difficulty 

in achieving significant improvements in participant wellbeing due to the degenerative 

nature of dementia (Iliffe et al., 2008; Smits et al., 2007; Sörensen et al., 2002; Zarit & 

Femia, 2008a). As Pinquart and Sörensen (2006, p. 591) note, ‘...even the best 

intervention has only a limited effect on some stressors, such as the progression of AD 

[Alzheimer’s disease]’.  Although the participating dyads were in the early-stages of 

dementia, it was evident from the dyad interviews they found living with the condition 

stressful. Therefore, the modest changes the intervention had on the dyads relationship 

and wellbeing must be considered in the context of the stressors associated with living 

with a progressive degenerative condition. 

 

The second is that change is relative; it may be that the effect of the intervention 

was that the intervention group dyads did not deteriorate as rapidly or they experienced 

less distress than those in the control group. The enduring and changing nature of 

dementia may mean that follow-up periods greater than 12 months are required in order 

to measure change effectively (Fortinsky et al., 2014; Pusey & Richards, 2001). 

Fortinsky et al. (2014) argue that longer follow is required when intervening early due 

to the difficulty in detecting significant changes in wellbeing and self-efficacy whilst the 

cognitive symptoms of the person with dementia remained stable. Minimal changes in 

cognitive and functional abilities may also have had an impact on the dyads opportunity 
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to utilise skills learnt or put into practice plans developed during intervention 

participation. Cooke et al. (2001) postulate a delay exists between intervention receipt 

and measurable change in behaviour or psychological wellbeing, as participants require 

time to absorb the content of the intervention and put into practice any skills they may 

have acquired. From the perspective of this study, it may be that little change was 

observed across the dyads outcome measures during the 8-10 month observation period 

because the cognitive capacity of the care recipients remained relatively stable. An 

additional challenge in influencing caregiver wellbeing is that the impact of care giving 

is perceived differently by spousal and adult children caregivers and between sexes 

(Pinquart & Sörensen, 2006). Unfortunately in this study it was not possible to explore 

differences in outcomes across dyadic relationships (spousal, adult children/parents, 

friends), due to the small numbers in some groups.   

 

An important final message is the relevance of intervention outcomes to people 

living with dementia. Opinions regarding indicators of success for intervention research 

including people living with dementia are changing. Goy et al. (2010) consider clinical 

significance to be a more important indicator of dementia psychosocial intervention 

effectiveness than statistical significance. Clinically significant outcomes, indications or 

practical value as a result of psychosocial intervention include, participant acceptance 

and expert opinion on acceptability, and outcomes that improve everyday life for the 

participants (Goy et al., 2010; McLaren et al., 2013). The outcomes from the ‘Shared 

Care’ study could be considered to have been clinically significant or of practical value 

to the participants. Intervention group dyads and intervention staff both reported 

satisfaction with the intervention structure and that the intervention could be delivered 

in a community setting. The information, advice, and referral support provided to the 

intervention dyads had an impact on their daily life through improved service uptake 
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and awareness. These are critical elements in empowering dementia dyads and fostering 

appropriate identification of and access to support along the disease continuum 

(Vernooij-Dassen & OldeRikkert, 2004; Vickrey et al., 2006). However, for some 

dyads, the gradual acceptance of dementia hindered their active participation and such 

acceptance may need to take place first before they consider participating in a future 

planning intervention such as EDDI (Zarit, 2005).  

 

Recommendations 

Several of the study findings and experiences are notable, particularly as they relate to 

implications for community practice, future dyadic research, and public policy for 

community-based care for people with dementia and their family caregivers. 

 

Implications for Future Practice 

The findings of the ‘Shared Care’ study have implications for psychosocial 

interventions delivered in community practice settings. Locating the intervention within 

a community service organisation and utilising the staff currently employed by the 

organisation, RNs and Personal Care Workers, as intervention staff improved outcomes 

for both staff and dyads. The knowledge and skills of the community aged care service 

staff participants’ were acknowledged and appreciated by the dyads. The psychosocial 

intervention was central to assisting dyads to recognise early changes and the effects of 

functional and cognitive changes on their current and future support needs. The 

intervention staff also enjoyed the experience of being involved in research. 

Intervention staff valued the additional supervision and training that they received and 

spoke of the skills that they developed and how they had continued to use these after the 

research had ended. A number of the intervention staff considered their exposure to the 

expectations and values of people with dementia and their caregivers and how these are 
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expressed and negotiated had assisted them in their routine practice interactions with 

dementia dyads in the later stages of dementia. These positive outcomes for staff and the 

dyad indicate that with focused selection, training and support, community aged care 

practitioners have the capacity to deliver a psychosocial intervention protocol in a way 

which is meaningful and acceptable to the target group.   

 

Early-intervention dementia services are not commonly provided by the same 

organisations that provide supportive community services for dyads in the mid to late-

stage of dementia (Standing Committee on Health and Ageing, 2013). This results in the 

dyad having to re-negotiate their care needs with new agencies during a stressful period 

of change and deterioration, or more commonly delaying access to formal community 

support until a crisis occurs (Witucki Brown et al., 2007). The implications of the 

current study with its emphasis on forward planning and early introduction to 

community service providers have the potential to alleviate this situation. These aspects 

are considered critical in empowering dementia dyads and fostering appropriate 

identification of and access to support along the disease continuum (Vernooij-Dassen & 

OldeRekkert, 2004; Vickrey et al., 2006).  

 

Implications for Future Research 

The research findings also have implications for future research. The intervention did 

not measurably improve care recipient or caregiver wellbeing outcomes compared to 

dyads in the control group. It is possible that outcomes did not change over time in 

either group as during the 8-10 month data collection period the care recipients did not 

experience measurable cognitive decline that would have changed and challenged their 

care needs. Furthermore, the neuropsychiatric symptoms that are the key precipitator for 

increased levels of caregiver burden and depressive symptoms did not occur. A longer 
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follow-up period may have overcome this important study limitation. A longitudinal 

methodology could therefore improve on this study by allowing changes over time and 

causal relationships between the variables of the model to be explored. In addition, a 

larger sample would permit an analysis of within group hypotheses in relation to the 

effect of relational characteristics (spousal, adult child/parent, friends) on dyadic 

adaptation in respect to their reported self-efficacy and wellbeing. 

 

One of the challenges in intervening early with dementia dyads is how to 

accommodate a positive perspective to the adjustment of declining function. How this 

may be achieved in the early-stages of a progressive neurological condition with an 

invariably fatal outcome is a dilemma (Iliffe et al., 2008). Tensions exist between 

exposing cognitive deficits in order to address them with meaningful strategies and 

acceptance/acknowledgement of the changes experienced (Martin et al., 2013; 

Mountain & Craig, 2012). Therefore, a strong emphasis needs to be placed on 

maintaining activities and working with the strengths of the person with dementia. 

Future research with early-stage dementia dyads needs to strike a balance between 

offering hope and maximising potential whilst not minimising the difficulties they can 

expect to experience (Mountain & Craig, 2012).  

 

The dyadic psychosocial intervention used in the current study is currently being 

revised in response to intervention staff and dyad evaluation responses. The intervention 

sessions will be condensed to reduce duplicate content and intervention staff training 

and support structures strengthened. A Queensland Not-for-Profit multicultural 

community service provider has expressed interest in implementing the revised 

intervention with their culturally and linguistically diverse (CALD) clients and staff. 

Discussions have included the potential to extend the reach of the intervention to 
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support caregiving dyads living with a variety of chronic conditions (e.g. dementia, 

cardiovascular disease, arthritis, chronic obstructive pulmonary disease). The aim is to 

develop a hybrid intervention that incorporates cultural adaptation to enhance program 

fit, while also maximising fidelity of dyadic implementation and program effectiveness. 

The modified program proposes to acknowledge the diversity and complexity of CALD 

communities and break down the barriers they experience in accessing mainstream 

services and support.  

 

Implications for Policy 

There are also implications for policy that merit consideration. It is always preferable to 

intervene before rather than after a crisis point has been reached (Mak & Sörensen, 

2012). Caregivers of people with dementia frequently delay accessing formal 

community support until a crisis occurs. This is commonly related to a lack of 

awareness of community support services and/or reluctance on the part of the person 

with dementia to accept support from individuals outside of the family (Scourfield, 

2006; Winch, 2006). Post intervention evaluations completed by each member of the 

dyad show the intervention increased their knowledge of and acceptability of 

community services. An additional anticipated long-term benefit of participation is that 

it will be less stressful for the dyad when they access higher-level services due to a 

better understanding of services and staff. Dyads and intervention staff reported 

satisfaction with the EDDI content and structure, particularly the in-home setting of care 

delivery.  

 

These acceptability results strongly suggest that the practitioner guided 

intervention model has demonstrated benefits, whilst delivery by paraprofessional staff 

made it cost effective to implement. From a policy perspective the obvious benefits of 
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improving skills and knowledge while motivating and empowering the person with 

dementia and the person/people most closely involved with them, are not only improved 

quality of life but also a reduction or delay in the need for extensive (and expensive) 

formal and informal caring support.  

 

The next steps are broader dissemination of the findings from this study through 

the development and publication/presentation of papers in peer reviewed journals and 

Australian industry specific forums and journals. 
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Appendix A – Recruitment Trends   

Recruitment Sources Org/Pres/Pub. Referred  Recruited  
Recruitment Period 
Start End 

Community Presentation 47 99 28 Oct 09 Aug 11 

Media 20 49 27  Sept 09 Jul 11 

Community/Health Serv. Org. 6 34 21 June 09 Aug 11 

Community Forum 5 21 9 Sept 09 March 11 

Dementia Specific Org. 3 5 5 June 09 Aug 11 

Carer Forum 6 8 4 June 10 June 11 

Other (Friend) 2 2 1 June 09 Aug 11 

Brochure 750 1 1 June 09 Aug 11 

 Total 219 96   
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Appendix B - Promotional Material – Dyad Recruitment Brochure 
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Appendix B - Promotional Material – Example Community Forum Poster 

 

 

 

 

 

 

 

 

 

 

 

 

 

Appendix B - Promotional Material – Example Newspaper Advertisement  
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Appendix B - Promotional Material – Health Professionals Information Flyer  
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Appendix C – Consent Documents 

 

 

 

 

INFORMATION SHEET: Older People and their Caregivers 
Title of Project: SHARED CARE: An early-intervention, self-management 

and empowerment approach to dementia care in the community. 
 

Who is conducting this research? 

Investigators: Mrs Gillian Stockwell 
Student Investigator 
Business Direction Manager Spiritus 
Ph: 07 3421 2832 
Email: gstockwell-smith@spiritus.org.au  

Prof Wendy Moyle 
School of Nursing 
Griffith University 
Ph: 07 3735 5526 
Email: W.Moyle@griffith.edu.au  

Dr Ursula Kellett 
School of Nursing 
Griffith University 
Ph: 07 3735 55227 
Email: U.Kellett@griffith.edu.au  

Prof Henry Brodaty 
School of Psychiatry  
University of New South Wales 
Tel: 02 9385 9060  
Email: H.Brodaty@unsw.edu.au  

Please retain this sheet for future reference or should you wish to contact the 

researchers. 

 

Why is this research being conducted? 

The financial and psychological costs associated with caring for people with dementia 

and supporting their caregivers are known to be high. In 2003 it was estimated that 

175,200 people in Australia were affected by dementia, of which two thirds were aged 

80 or over (Access Economics, 2006; AIHW, 2004; AIHW, 2007). These numbers are 

projected to increase dramatically in the coming years and emphasise the need for 

interventions to address the negative effects of reduced quality of life and increasing 

stress for those affected by dementia and their family caregivers. This project focuses on 

the development, implementation and evaluation of a person and family centred 

community based early-intervention program. It aims to establish the program’s 

effectiveness in improving the well-being, self-esteem and sense of self-efficacy in 

managing the consequences of dementia in older people with a recent diagnosis of early 

dementia and their primary caregivers.  

 

 

mailto:gstockwell-smith@spiritus.org.au
mailto:W.Moyle@griffith.edu.au
mailto:U.Kellett@griffith.edu.au
mailto:H.Brodaty@unsw.edu.au
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This project is being conducted by Gillian Stockwell-Smith under supervision of Prof 

Moyle, Dr Kellett and Prof Brodaty, for fulfilment of research higher degree 

requirements in a Doctor of Philosophy.  

 
The basis by which you will be selected or screened 

You will be asked to participate in this study if you; live in Brisbane, the Sunshine Coast 

or the Gold Coast, have been diagnosed with or have symptoms of early-stage dementia, 

aged over 65 years and are living at home [or in a Retirement Village Independent 

Living Unit] and have a family caregiver also willing to participate in the study.  

  

What you will be asked to do 

The person with dementia and their family caregiver will be randomised into one of two 

groups. They will either take part in an in-home early-intervention program aimed at 

improving communication skills or be allocated to a control group. All participants will 

be asked to complete a set of questionnaires on entry to the study. These will be 

repeated after four months and seven months. You will be asked about your well-being 

and mood, the services and help you may be getting and the experiences you have had 

in recent weeks. In addition some participants will be invited to take part in an interview 

with the researchers before the study commences and at the end of the study. During the 

interviews you will be asked about living with dementia and how you have managed 

any challenges you may have experienced. The interviews will last between 30 minutes 

and an hour and will be audio taped. Only the research team will have access to the 

audiotape, which will be erased following transcription.  

 

The expected benefits of the research 

It is anticipated that the findings from this research will result in evidence based 

knowledge for improving community service practice and identify the components of a 

best practice model of dementia early-intervention support.  

Consent to participate  

Participation in this study is entirely voluntary and participants are not under any 

obligation to consent to participate in this study. Your decision whether to participate in 

the research or not will not affect any existing relationship you have with Spiritus or 

Griffith University. 
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Risks to you 

We do not anticipate any risk to any participant as a result of his/her participation in this 

study as the study asks participants only to reveal during the interviews/sessions what 

they feel comfortable stating. If during the interviews/sessions participants feel 

uncomfortable, the researcher will stop the interview to give the participant time to 

consider whether they wish to continue. If participants feel that they need to talk with 

someone further about any of the issues raised, the researcher will provide the details of 

one of the free counselling services such as Lifeline or suggest that you visit your 

Medical Practitioner.  

 

Your Confidentiality 

Any computer files or documents arising from this study will not contain any 

identifying data and confidentiality will also continue to be maintained during and after 

completion of the study. The data collected from this study will be reported in general 

terms and will not involve any identifying names. All data collected will be stored in a 

locked filing cabinet in the School of Nursing and Midwifery, Griffith University, 

during the study and for the next 5 years before being destroyed.  

 

Feedback  

A brief report of the general findings from the study will be made available to you at the 

end of the study.  

 

Your participation is voluntary 

Your participation in this project is voluntary. If you wish, you can discontinue your 

participation in this project at any time without comment or penalty. Your decision to 

withdraw will not affect any existing relationship you have with Spiritus or Griffith 

University. 

The ethical conduct of this research 

Griffith University conducts research in accordance with the National Statement on 

Ethical Conduct in Research Involving Humans. If potential participants have any 

concerns or complaints about the ethical conduct of the research project they should 

contact the Manager, Research Ethics on +61 7 3735 5585 or research-

ethics@griffith.edu.au  

 

  

 

mailto:research-ethics@griffith.edu.au
mailto:research-ethics@griffith.edu.au
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Privacy Statement  

The conduct of this research involves the collection, access and / or use of your 

identified personal information. The information collected is confidential and will not 

be disclosed to third parties without your consent, except to meet government, legal or 

other regulatory authority requirements. A de-identified copy of this data may be used 

for other research purposes. However, your anonymity will at all times be safeguarded. 

For further information consult the University’s Privacy Plan at 

www.griffith.edu.au/ua/aa/vc/pp or telephone (07) 3735 558 Griffith University thanks 

you for your assistance with this research project.   

 

The researchers and the university gratefully acknowledge your time and contribution to 

this project. 

 

 

 

 

http://www.griffith.edu.au/text/ua/aa/vc/pp
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CONSENT FORM: Older People and their Caregivers 
SHARED CARE: an early-intervention, self-management and empowerment 

approach to dementia care in the community 
Investigators: Mrs Gillian Stockwell 

Student Investigator 
Business Direction Manager Spiritus 
Ph: 07 3421 2832 
Email: gstockwell-smith@spiritus.org.au  

Prof Wendy Moyle 
School of Nursing 
Griffith University 
Ph: 07 3735 5526 
Email: W.Moyle@griffith.edu.au  

Dr Ursula Kellett 
School of Nursing 
Griffith University 
Ph: 07 3735 55227 
Email: U.Kellett@griffith.edu.au  

Prof Henry Brodaty 
School of Psychiatry  
University of New South Wales 
Tel: 02 9385 9060  
Email: H.Brodaty@unsw.edu.au  

 
I have read the Information Sheet and understand that: 
This research is to establish the Shared Care Program’s effectiveness in improving well-being, self-
esteem and sense of self-efficacy in managing the consequences of dementia in older people with a recent 
diagnosis of early dementia and their primary caregivers; 
I may be asked to participate in an eight session in-home program facilitated by an experienced 
community service facilitator.  
I may be asked to participate in an individual interview with one of the researchers or a research assistant. 
The interview will be audio taped. 
I understand that participation is voluntary and I can discontinue the participation at any time without 
comment or penalty; 
No loss of benefit or treatment will be occur if I withdraw from the research;   
I understand that any reports or publication resulting from this study will be reported in general terms and 
will not involve identifying features;  
The data will be kept confidential at all times and stored in a locked filing cabinet in the School of 
Nursing and Midwifery for a period of 5 years before being destroyed;        
A report of the research findings will be made available to me on completion of the study; 
I understand that I can contact the investigators on the contact details given, or I also can contact the 
Manager, Research Ethics, at Griffith University Human Research Ethics Committee on 3735 5585 (or 
research-ethics@griffith.edu.au) if I have any concerns about the ethical conduct of the project. 
I have read the Information Sheet and the Consent Form. I agree to participate in this research and give 
my consent freely. I understand that the study will be carried out as described in the Information Sheet, a 
copy of which I have retained. I realise that whether or not I participate is my decision and this will not 
affect my association with the researchers or Spiritus in any way. I also realise that I can withdraw 
consent for participation in the study at any time and that I do not have to give any reason for 
withdrawing. I have had all questions answered to my satisfaction. 
 
Name of Participant………………………………..Signature of Participant ………………………… 
Date ……………………………………………… 
Name of Consenting Family Member/Health Attorney and Relationship to Participant 
………………………………………………………………………………………………………… 
Signature of Family Member …………………………Date………………………………………… 

GStockwell-Smith      Last Updated: 4-Mar-16
  

mailto:gstockwell-smith@spiritus.org.au
mailto:W.Moyle@griffith.edu.au
mailto:U.Kellett@griffith.edu.au
mailto:H.Brodaty@unsw.edu.au
mailto:research.ethics@griffith.edu.au
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Extended Consent   
The research team recognises that in addition to the immediate benefit to Spiritus & Griffith 
University in understanding the value of person and family centred community based early-
intervention programs, an aggregation of this data could also be most beneficial to a wider 
audience. The research team would like to seek your permission to use the data you have 
provided to add to this body of knowledge. 
 
We would appreciate your permission to use your data [interviews, surveys etc.] in the 
following ways: 
 
For authorised members of Griffith University Research Centre for Clinical & Community 
Practice Innovation (RCCCPI) staff to access the data you have provided in this research for the 
purpose of further research.        Y/N 
 
For my data to be stored in the RCCCPI databank and used for the purpose of research other 
than the purpose for which it was originally collected           Y/N                                                                                          
 
In giving permission for my data to be used in other projects:  
 
I understand that my data will be stored as non-identifiable 
 
I understand that the data will be used only for the purposes of research that has received ethical 
review  
 
I understand that my identity will not be disclosed at any time including in any written or verbal 
publication 
 
I understand that my data may be used for a purpose other than the purpose for which is was 
originally collected 
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INFORMATION SHEET: Intervention Staff 
Title of Project: SHARED CARE: An early-intervention, self-management 

and empowerment approach to dementia care in the community. 
 

Who is conducting this research? 
Investigators: Mrs Gillian Stockwell 

Student Investigator 
Business Direction Manager Spiritus 
Ph: 07 3421 2832 
Email: gstockwell-smith@spiritus.org.au  

Prof Wendy Moyle 
School of Nursing 
Griffith University 
Ph: 07 3735 5526 
Email: W.Moyle@griffith.edu.au  

Dr Ursula Kellett 
School of Nursing 
Griffith University 
Ph: 07 3735 55227 
Email: U.Kellett@griffith.edu.au  

Prof Henry Brodaty 
School of Psychiatry  
University of New South Wales 
Tel: 02 9385 9060  
Email: H.Brodaty@unsw.edu.au  

 
Please retain this sheet for future reference or should you wish to contact the 

researchers. 
 

Background 
The financial and psychological costs associated with caring for people with dementia 
and supporting their caregivers are known to be high. In 2003 it was estimated that 
175,200 people in Australia were affected by dementia, of which two thirds were aged 
80 or over (Access Economics, 2006; AIHW, 2004; AIHW, 2007). These numbers are 
projected to increase dramatically in the coming years and emphasise the need for 
interventions to address the negative effects of reduced quality of life and increasing 
stress for those affected by dementia and their family caregivers. This project focuses on 
the development, implementation and evaluation of a person and family centred 
community based early-intervention program. It aims to establish the program’s 
effectiveness in improving the well-being, self-esteem and sense of self-efficacy in 
managing the consequences of dementia in older people with a recent diagnosis of early 
dementia and their primary caregivers.  
 

This project is being conducted by Gillian Stockwell-Smith under supervision of Prof 
Moyle, Dr Kellett and Prof Brodaty, for fulfilment of research higher degree 
requirements in a Doctor of Philosophy.  
 

What participation in this study involves 
This study involves older people (65 and over) with early-stage dementia, who are 
living at home and their family caregiver taking part in an in-home early-intervention 
program. The Shared Care Program has been developed to enable a person with 
dementia to actively participate in their disease management and long term care plans. It 
aims to reduce future stress by improving communication skills and increasing the 
understanding of the care values and preferences of the person with dementia whilst 
they are still able to voice their concerns and preferences. The program encourages the 
development of positive communication between the person with dementia and their 

 

mailto:gstockwell-smith@spiritus.org.au
mailto:W.Moyle@griffith.edu.au
mailto:U.Kellett@griffith.edu.au
mailto:H.Brodaty@unsw.edu.au
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caregiver (The Dyad) and increases their knowledge and understanding about available 
services. The Shared Care Program consists of eight in-home sessions each lasting 60 – 
90 minutes.  
 

Staff participation in this project will involve: 
• Participation in a total of twelve hours training conducted by a dementia 

specialist. The training will focus on dementia education and staff will learn, and 
have the opportunity to practice, strategies to develop and maintain therapeutic 
relationships with the intervention dyads. These sessions will be arranged with 
Spiritus who have agreed for staff to be released to attend the sessions.  

• Being assigned to the role of Shared Care Program Facilitator who will be 
responsible for providing the in home sessions for several dyads (people with 
dementia and their family caregivers). The Facilitator will provide support to the 
family with reference to a treatment manual.  The manual provided a step-by-
step description of the protocol for each session.  

• Completion of an evaluation form after each program session to establish; 
perception of the dyad’s performance; and perceptions of own performance, 
whether session goals were met, the acceptability of the sessions to the dyad and 
own level of enthusiasm and level of control of the sessions.  

• Attendance at regular support meetings during the course of the study. The 
meetings will be a forum for staff to debrief and problem solve and also to 
provide clarity and consistency in responding to common and specific issues that 
occur during the intervention sessions.   

 

The researchers will assist staff with each of the above stages and will be available 
throughout the project to answer questions or to assist staff with any component of the 
study.   
 

The expected benefits of the research 
The Shared Care Program does not propose to dictate how a person with dementia and 
their caregiver should act in the future but intends to serve as an empowerment tool to 
help caregivers make their personal and very difficult decisions a little easier and with 
greater confidence. With this structured, partnered format, the hope is that caregivers 
will be better equipped to make care-related decisions and actions in the later stages of 
the disease trajectory when the care recipient is less able to actively contribute. It is 
anticipated that the findings from this research will result in evidence based knowledge 
for improving community service practice and a best practice model of dementia early-
intervention support.  
 

 

Consent to participate  
Participation in this study is entirely voluntary and participants are not under any 
obligation to consent to participate in this study. Your decision whether to participate in 
the research or not will not affect any existing relationship you have with Spiritus or 
Griffith University. 
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Risk 
We do not believe there are any risks involved in this project. The participatory benefit 
of community service staff involvement in early-stage psychosocial interventions with 
people with dementia and their caregivers will be early exposure to their expectations 
and values and how they are expressed and negotiated, which can assist them in future 
interactions with people in the later stages of dementia. The researchers will be 
available to discuss the project and to monitor the program sessions throughout the 
project time period. 
 

Confidentiality 
Any computer files or documents arising from this study will not contain any 
identifying data and confidentiality will also continue to be maintained during and after 
completion of the study. The data collected from this study will be reported in general 
terms and will not involve any identifying names. All data collected will be stored in a 
locked filing cabinet in the School of Nursing and Midwifery, Griffith University, 
during the study and for the next 5 years before being destroyed. A brief report of the 
general findings from the study will be made available to you at the end of the study.  
 

Consent to Participate 
We hope you will participate in this project as we believe the project has the potential to 
extend the current range of dementia support available in the community. However, you 
are not under any obligation to participate in this research. Non-participation will not 
affect your employment. You may request to withdraw at any time without needing to 
provide a reason. No loss of benefit that you would be entitled to within your 
employment will occur as a result of your withdrawal. 
 

The ethical conduct of this research 
Griffith University conducts research in accordance with the National Statement on 
Ethical Conduct in Research Involving Humans. If potential participants have any 
concerns or complaints about the ethical conduct of the research project they should 
contact the Manager, Research Ethics on +61 7 3735 5585 or research-
ethics@griffith.edu.au  
 

Privacy Statement  
The conduct of this research involves the collection, access and / or use of your 
identified personal information. The information collected is confidential and will not 
be disclosed to third parties without your consent, except to meet government, legal or 
other regulatory authority requirements. A de-identified copy of this data may be used 
for other research purposes. However, your anonymity will at all times be safeguarded. 
For further information consult the University’s Privacy Plan at 
www.griffith.edu.au/ua/aa/vc/pp or telephone (07) 3735 558 Griffith University thanks 
you for your assistance with this research project.   
 

The researchers and the university gratefully acknowledge your time and contribution to 
this project. 
  

 

mailto:research-ethics@griffith.edu.au
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CONSENT FORM: Intervention Staff 
SHARED CARE: an early-intervention, self-management and empowerment 

approach to dementia care in the community. 
Investigators: Mrs Gillian Stockwell 

Student Investigator 
Business Direction Manager Spiritus 
Ph: 07 3421 2832 
Email: gstockwell-smith@spiritus.org.au  

Prof Wendy Moyle 
School of Nursing 
Griffith University 
Ph: 07 3735 5526 
Email: W.Moyle@griffith.edu.au  

Dr Ursula Kellett 
School of Nursing 
Griffith University 
Ph: 07 3735 55227 
Email: U.Kellett@griffith.edu.au  

Prof Henry Brodaty 
School of Psychiatry  
University of New South Wales 
Tel: 02 9385 9060  
Email: H.Brodaty@unsw.edu.au  

I have read the Information Sheet and understand that: 

• This research is to establish the Shared Care Program’s effectiveness in improving the well-
being, self-esteem and sense of self-efficacy in managing the consequences of dementia in 
older people with a recent diagnosis of early dementia and their primary caregivers; 

• I understand that I will participate in a total of twelve hours training conducted by a 
dementia specialist & psychologists.  

• I agree to the recording of training session role play scenarios I take part in and their use in 
other training sessions. I understand I have the right to withdraw this permission at any time.  

• I understand that I will be asked to fulfil the role of Shared Care Program Facilitator and be 
responsible for providing the in-home sessions for several dyads (people with dementia and 
their family caregivers). 

• I understand that I will be required to complete an evaluation form after each program 
session.  

• I understand that I will be required to attend regular support meetings during the course of 
the study.   

• I understand that participation is voluntary and I can discontinue the participation at any 
time without comment or penalty; 

• I understand that any reports or publication resulting from this study will be reported in 
general terms and will not involve identifying features;  

• The data will be kept confidential at all times and stored in a locked filing cabinet in the 
School of Nursing and Midwifery for a period of 5 years before being destroyed;        

• A report of the research findings will be made available to me on completion of the study; 
• I understand that I can contact the investigators on the contact details given, or I also can 

contact the Manager, Research Ethics, at Griffith University Human Research Ethics 
Committee on 3735 5585 (or research-ethics@griffith.edu.au) if I have any concerns about 
the ethical conduct of the project. 

I have read the Information Sheet and the Consent Form. I agree to participate in this research 
and give my consent freely. I understand that the study will be carried out as described in the 
Information Sheet, a copy of which I have retained. I realise that whether or not I participate is 
my decision and this will not affect my association with the researchers or Spiritus in any way. I 
also realise that I can withdraw consent for participation in the study at any time and that I do 
not have to give any reason for withdrawing. I have had all questions answered to my 
satisfaction. 
 
Name of Participant………………………………..Signature of Participant …………………… 
 
Date ………………………………………………… 

 

mailto:gstockwell-smith@spiritus.org.au
mailto:W.Moyle@griffith.edu.au
mailto:U.Kellett@griffith.edu.au
mailto:H.Brodaty@unsw.edu.au
mailto:research.ethics@griffith.edu.au
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SCIFPID: __________  

 

Please will you take the time to complete the following information 

Sex  Male  Female   
Age 15 – 19               20 – 24                25 – 29                

30 – 34               35 – 39                40 – 44                

45 – 49               50 – 54                55- 59                 
60 – 64      

Level of 
Education 
(Tick highest 
level attained & 
include name of 
qualification) 

Primary School 
(1-7)    Jnr. Secondary 

(Yr10)  Snr. Secondary (Yr 
12)  

TAFE Cert (I-IV)  Diploma/Grad Dip  Degree or higher    

Qual.: ……………… Qual.: ……………………. Qual.: ………………… 

Professional 
Qualifications 

Registered 
Nurse   Enrolled Nurse   Endorsed Enrolled 

Nurse  

Other (Name Profession)  
Employment  
Type 

 
Permanent         
 

 
 

 

 
Fixed Term Contract      

 
Casual         
 

 
 

 
Employment  
Status 

 
Full  Time 
 

 
 

 
Part Time 
 

 
 

 
Part Time/Casual approx hrs per week_______            
 

 

Yrs. worked in 
Aged Care  

 
Years:_________       Months:__________ 

Yrs. worked in 
caring for 
People with 
Dementia  

 
Years:_________       Months:__________ 

 
Job Position 

 
Registered 
Nurse   

 
 

 
  Personal Care Worker 
 

 
 
Other (Please Name) 
___________________ 

 
 

 

THANKYOU 
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Appendix D - Intervention Protocol 
 

No. Session Name Session Type Session goals and objectives 
1 Information  Joint • Learn about changes that can be expected with memory 

loss 
• Learn about communication skills 
• Learn about services that are available 
• Discuss the importance of future planning 
TOOL #1:  Service Use Questionnaire 

2 Care Values 
1 

Individual • Explore individual care values 
• Begin process of planning for the needs of a person with 

memory loss 
TOOL #2:  Care Values Ladder 

3 Care Values 
2 

Joint • Openly discuss care values 
• Use communication skills in discussing care values 
• Begin joint planning for the needs of a person with 

memory loss 
TOOL #2:  Care Values Ladder 

4 

 

Care 
Preferences 1 

 

Individual • Discuss memory loss changes 
• Discuss individual preferences for care:  formal and 

informal helpers 
• Think about the preferences of the other  
• Discuss ways to share preferences with the other 
• Probe & explore individual preferences and how these 

preferences may be shared with the other 
TOOL #3/4:  Circles Diagram & Help Preferences 

5 Care 
Preferences 2 

Joint • Talk together about consequences of memory loss 
• Discuss similarities and differences in care preferences 
• Try to reach agreement and/or understanding of care 

partners care preferences. 
TOOL #3:  Circles Diagram 

6 

 

Challenges  Individual/ 
Joint 

• Review care preferences 
• Examine sources of formal & informal help (individually) 
• Identify barriers & solutions to getting help (individually) 
• Jointly discuss care preferences 
• Jointly explore barriers & identify solutions 
TOOL #5/6:   Barriers & Solutions Worksheet & Care Plan 
Worksheet 

7 Final Review Joint • Review past discussions 
• Identify unresolved issues 
• Review where they can go to get help they need 
TOOL #7:  Helpers Worksheet 
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Appendix E- Example Intervention Session Tools – Sessions 2 & 3 Care Values Ladders  

       

 

 

 

 

 

 

 
 

 
 

 

 

 

  
Key 
Black Txt Standard Value 
Red Txt Additional Narrative 
Blue Txt Different rating to Care Partners 
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Appendix E - Example Intervention Session Tools – Sessions 4 & 5 Circles Diagrams  
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Appendix E - Example Intervention Session Tools – Sessions 6 & 7 Care Plan and 

Helpers Worksheets  
            Dyad: ___201_________                                                                                  Session: __7_____ 

CARE PLAN WORKSHEET 
ACTIVITY Name Agree/ 

Disagree 
Barriers to getting 

help Solutions 

a. Taking 
medications 

Jane (CG) 
or pharmacy Agree 

 Current chemist 
does not provide 
Webster Pack 

 

 Investigate if other 
local pharmacists  
provide and deliver 
Webster packs 

b. Housework Jane or 
Spiritus Agree 

 Reliability and 
continuity of service 
provider 

 Recognising when 
increased help is 
needed 

 Find a reliable provider 
 Check with provider if 

increased help is 
available if required 

 Having someone 
trusted (Alice) tell us 
when we are struggling 
and need more help 

c. Shopping for 
food 

Jane, son / 
Alice,  

village bus 
or shops 

that deliver 

Agree 

 Someone else 
doing the shopping 
– enjoy going to the 
shops to see what 
the specials 
are/new products 

 Having someone take 
to the shops  

 Use village bus or 
council cab service 

d. Cooking or 
preparing food 

Jane or 
MOW/ 

frozen meals 
Agree 

 Restricted range of 
meals 

 Quality of Meals on 
Wheels service 

 Currently use 
occasionally 

 Check the quality of 
MOW service with 
village neighbours 

e. Laundry Jane or 
Spiritus Agree 

 Having difficulty in 
hanging 
out/bringing in 
washing 

 Recognising when 
increased help is 
needed  

 Accepting 
assistance 

 Community service 
providers can assist 
with this 

 They can hang out 
under cover and bring 
in later in the day or the 
next day 

 Having someone 
trusted (Alice) tell us 
when we are struggling 
and need more help 

f. Transport 

Jane, Alice, 
RV bus, 
HACC 

transport 
service 

Agree 

 HACC service Ok 
for planned trips but 
not for 
urgent/unplanned 
trips as they need 
24hrs notice 

 Taxi Vouchers – check 
eligibility criteria 

 Friends in village will 
assist with transport in 
an emergency 

 HACC transport service 
for routine trips 

g. Finances/legal 
matters 

Jane or 
John  Agree 

 Recognising when 
additional help is 
needed 

 Accepting 
assistance 

 Having someone 
trusted (Alice) tell us 
when we are struggling 
and need more help 

 

h. Eating Jane Agree 

 Recognising when 
additional help is 
needed 

 Accepting 
assistance 

 Having someone 
trusted (Alice) tell us 
when we are struggling 
and need more help 

 Ask for help from long 
term friends 

i. Dressing Jane or Agree  Recognising when  Using known service 
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ACTIVITY Name Agree/ 
Disagree 

Barriers to getting 
help Solutions 

community 
service 
provider 

help is needed 
 Accepting 

assistance 

provider (Spiritus) 
 Having consistent staff 

– 1-3 staff you both feel 
comfortable with 

 Alice feels more 
comfortable with 
mature/female staff 

 Having someone 
trusted (Alice) tell us 
when we are struggling 
and need more help 

j. Bathing 

Jane or 
community 

service 
provider 

Agree 

 Loss of privacy 
 Recognising when 

help is needed 
 Accepting 

assistance 
 Not knowing when 

they will be coming 

 Using known service 
provider (Spiritus) 

 Having consistent staff 
– 1-3 staff you both feel 
comfortable with 

 Cyril feels more 
comfortable with 
mature/female staff 

 Having someone 
trusted (Alice) tell us 
when we are struggling 
and need more help 

k. Toileting 

Jane or 
community 

service 
provider 

Agree 

 Loss of privacy 
 Recognising when 

help is needed 
 Accepting 

assistance 

 Using known service 
provider (Spiritus) 

 Having consistent staff 
– 1-3 staff you both feel 
comfortable with 

 Cyril feels more 
comfortable with 
mature/female staff 

 Having someone 
trusted (Alice) tell us 
when we are struggling 
and need more help 

l. Help during 
the night 

Jane or 
community 

service 
provider 

Agree 

 Loss of privacy 
 Recognising when 

help is needed 
 Accepting 

assistance 

 Using known service 
provider (Spiritus) 

 Having consistent staff 
– 1-3 staff you both feel 
comfortable with 

 Cyril feels more 
comfortable with 
mature/female staff 

 Having someone 
trusted (Alice) tell us 
when we are struggling 
and need more help 

m. Doing 
enjoyable 
things 

Jane or MaD Agree 

 Cyril not wanting to 
go to MaD 

 Jane unable to 
drive Cyril to MaD 

 Friends ‘drifting 
away’ if support 
needs increase 

 Friends provide 
transport and 
encouragement to 
attend 

n. Feeling 
restless or 
bored 

Jane, son 
or village 
friends 

Agree 

 Recognising when 
help is needed 

 Reluctance to ask 
Family/Friends for 
help 

 Support from long term 
friends – Alice/Bob 

 Walking with friends in 
the village 

 Having someone trusted 
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ACTIVITY Name Agree/ 
Disagree 

Barriers to getting 
help Solutions 

 Availability of 
family/friends when 
assistance required 

(Alice) tell us when we 
are struggling and need 
more help 

o. Feeling sad or 
upset 

Jane or 
village 
friends 

Agree 

 Recognising when 
help is needed 

 Reluctance to ask 
Family/Friends for 
help 

 Availability of 
family/friends 
when assistance 
required 

 Having someone trusted 
(Alice) tell us when we 
are struggling and 
need more help 

 Ask for help from long 
term friends 

 

p. Getting in/out 
of bed 

Jane or 
community 

service 
provider 

Agree 

 Loss of privacy 
 Recognising when 

help is needed 
 Accepting 

assistance 
 Finding support 

aids 

 Investigate  
 Having consistent staff – 

1-3 staff you both feel 
comfortable with 

 Cyril feels more 
comfortable with 
mature/female staff 

 Having someone trusted 
(Alice) tell us when we 
are struggling and 
need more help 

 See helpers worksheet 
for organisations 

q. Making doctor 
appointments Jane Agree 

 Nil  Jane already does this 

r. Being with 
you during the 
day 

Jane, village 
friends or 

community 
service 
provider 

Agree 

 Loss of privacy 
 Recognising when 

help is needed 
 Accepting 

assistance 

 Cyril will accept if Jane 
needs help 

 Having consistent staff 
– 1-3 staff you both feel 
comfortable with 

 Cyril feels more 
comfortable with 
mature/female staff 

 Need to have a rapport 
with the person – not 
talk all the 
time/prepared to be 
quiet 

 Having someone 
trusted (Alice) tell us 
when we are struggling 
and need more help 

s. Being with 
you when 
outside the 
house 

Jane or 
village 
friends 

Agree 

 Loss of privacy 
 Recognising when 

help is needed 
 Accepting 

assistance 

 Cyril will accept if Jane 
needs help 

 Having consistent staff 
– 1-3 staff you both feel 
comfortable with 

 Cyril feels more 
comfortable with 
mature/female staff 

 Need to have a rapport 
with the person – not 
talk all the 
time/prepared to be 
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ACTIVITY Name Agree/ 
Disagree 

Barriers to getting 
help Solutions 

quiet 
 Having someone 

trusted (Alice) tell us 
when we are struggling 
and need more help 
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Dyad: ___141 Session: __7 

HELPERS WORKSHEET 

Helper 
What this helper can do for my care partner and 

me. 
Where I can find this help. 

Aged Care 
Assessment Service 

Ph: 1800 200 422 

 Assessment for community support (Community Aged 
Care Package or Extended Aged Care at Home (EACH) 
Dementia Package. 

 Referral to CACP & EACH service providers 

Alzheimer’s Australia 
Ph: 1800 100 500 

 Counselling services 
 Behaviour management support - 1800 699 799 
 Information and advice  
 Carers group 

Alzheimer’s 
Association Ipswich  
Ph: 07 3812 2253 

 Centre based Respite 
 Overnight Respite – Respite Cottage 
 Emergency Respite 

Carers Queensland 
Ph: 1800 242 636 

 Information and advice 
 Carer support groups 

Commonwealth 
Respite and Carelink 

Centre 
Ph: 1800 052 222 

 Service and Service Provider information  
 Emergency respite contact 

Multilink Community 
Care Woodridge 

Ph: 07 3808 4463 

 Centre based Respite 
 Overnight Respite – Respite Cottage 
 Emergency Respite 

Spiritus Logan 
Branch 

Ph: (07) 3299 9600 

Already receiving:  
 Domestic Help 
Other assistance:  
 Personal Care 

In Home Aids 

 Home Health Aids – Website: 
http://www.homehealthaids.com.au/   

 Independent Living & Mobility –Website: 
http://www.independentliving.com.au/a/Independent-
Living-and-Mobility--mobility-scooters-wheelchairs-
walkers-lift-chairs   Address: The Zone, Corner of 
Kingston & Compton Rds, Underwood, Qld 4119 ( 
behind WOW Sight and Sound) 

 Independent Living Centre Of Qld (LifeTec)  
     ADDRESS: Level One, Reading Newmarket cnr 

Newmarket &      Enoggera Rds, Newmarket QLD 4051, 
Ph:  (07) 3552 9000, WEBSITE: www.lifetec.org.au  

Medical Aid Subsidy 
Scheme - (MASS) – 

Brisbane 
Ph: (07) 3250 865 

Medical Aid Subsidy Scheme (MASS) provides assistance 
for the provision of endorsed aids and equipment to eligible 
Queensland residents who suffer permanent or stabilised 
disabilities. Such aids and equipment may include the 
supply of oxygen, mobility aids and continence aids. 
Website: http://www.health.qld.gov.au/mass/  

Appendix E - Example Intervention Session Tools – Session 5 Help Preferences  

  

       

http://www.homehealthaids.com.au/
http://www.independentliving.com.au/a/Independent-Living-and-Mobility--mobility-scooters-wheelchairs-walkers-lift-chairs
http://www.independentliving.com.au/a/Independent-Living-and-Mobility--mobility-scooters-wheelchairs-walkers-lift-chairs
http://www.independentliving.com.au/a/Independent-Living-and-Mobility--mobility-scooters-wheelchairs-walkers-lift-chairs
http://www.lifetec.org.au/
http://www.health.qld.gov.au/mass/
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Appendix E - Example Intervention Session Tools – Sessions 6 & 7 Barriers and 

Solutions Worksheet 

 Dyad: 201          Session: 6 
BARRIERS AND SOLUTIONS WORKSHEET 

PAID HELPERS 
What is difficult about getting help and how can I overcome it? 

 

BARRIER SOLUTIONS 

A. Medication 

 Current chemist does not provide 
  Arranging delivery of prescriptions from GP to 

chemist for Webster Pack 
 Cost 
 Webster Pack pick up 

 Find a chemist who provides & delivers Webster 
pack  

 Check with GP if they will send prescriptions to 
chemist 

 Find a cheaper chemist 

B. Housework  

 Reliability and consistency of service provider 
 Range of equipment required 
 Flexibility in when service provided 
 Recognising when increased help is needed  
 Accessing more support when required 

 Find a reliable provider 
 Check with provider if increased help is available if 

required 
 Use a private cleaner. Ask neighbours if they can 

recommend a private cleaner 
 Having someone trusted (Friend/family 

member/GP) tell us when we are struggling and 
need more help 

C. Shopping for food 

 Not being able to go shopping – see what the 
specials are/new products 

 Having service provider/friend take to the shops  
 Use HACC transport or council cab service 

D. Cooking/Food Prep 

 MOW - Restricted range of meals 
 MOW/Frozen Meal Delivery Service - Quality of 

meals 
 Food allergies/preferences not accommodated 
 Cost 

 Currently have frozen meals occasionally 
 Trial MOW/Frozen Meal Delivery services to see 

what the quality and cost is like 

E. Laundry 

 Personal preferences on how laundry is done/ hung 
out/ironed 

 Recognising when increased help is needed 

 Delegate heavier laundry items – sheets & towels, 
jeans – to helper 

 CG to do lighter & personal laundry 
 Having someone trusted tell us when we are 

struggling and need more help 

F. Transport 

 HACC service OK for planned trips but not for 
urgent/unplanned trips as they need 24hrs notice 

 Taxi Vouchers – check eligibility criteria 
 Friends will assist with transport in an emergency 
 HACC transport service for routine trips 

 G.  Financial/legal matters 

 Cost 
 Availability 

 Free financial advice services available from 
Centrelink 

 Free legal advice available from Queensland Aged 
and Disability Advocacy Service 
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BARRIER SOLUTIONS 

 H.  Eating 

 Recognising when help is needed 
 Feeling uncomfortable with service staff coming into 

do this 
 Accepting assistance 

 Having someone trusted tell us when we are 
struggling and need more help 

 Using known service provider (Name) 
 Having consistent staff – 1-3 staff you both feel 

comfortable with 

I. Dressing/Undressing 

 Recognising when help is needed 
 Feeling uncomfortable with service staff coming into 

do this 
 Accepting assistance 

 Using known service provider (Name) 
 Having consistent staff – 1-3 staff you both feel 

comfortable with 
 [CR/CG] feels more comfortable with mature/female 

staff 
 Different staff to those that do the cleaning 
 Having someone trusted tell us when we are 

struggling and need more help 
J. Bathing/Showering  

 Loss of privacy 
 Recognising when help is needed 
 Accepting assistance 
 Not knowing when they will be coming 
 lack of staff consistency  
 Availability of service when assistance required 

 Using known service provider (Name) 
 Having consistent staff – 1-3 staff you both feel 

comfortable with 
 [CR/CG] feels more comfortable with mature/female 

staff 
 Different staff to those that do the cleaning 
 Having someone trusted tell us when we are 

struggling and need more help 
 Check with provider if increased help is available if 

required 
K.  Going to the toilet 

 Loss of privacy 
 Recognising when help is needed 
 Accepting assistance 
 Not knowing when they will be coming 
 lack of staff consistency 
 Availability of service when assistance required 

 Using known service provider (Name) 
 Having consistent staff – 1-3 staff you both feel 

comfortable with 
 [CR/CG] feels more comfortable with mature/female 

staff 
 Different staff to those that do the cleaning 
 Having someone trusted tell us when we are 

struggling and need more help 
 Check with provider if increased help is available if 

required 
L. Help during the night  

 Loss of privacy 
 Recognising when help is needed 
 Accepting assistance 
 Availability of service when assistance is required 

 Stay overnight at Cottage Base Respite Centre. 
 Using known service provider (Name) 
 Having consistent staff – 1-3 staff you both feel 

comfortable with 
 [CR/CG] feels more comfortable with mature/female 

staff 
 Having someone trusted (Insert name) tell us when 

we are struggling and need more help 
 Check with provider if increased help is available if 

required 
M. Doing enjoyable things  

 [CR] not wanting to go to Day Centre/Social Outing 
 [CG] unable to drive [CR] to Day Centre/Social 

Outing 

 Service providing transport and encouragement to go 

N.  When he/she feels restless/bored 

 Recognising when help is needed 
 Accepting assistance 
 Availability of service when assistance required 

 Having someone trusted (Insert name) tell us when 
we are struggling and need more help 

 Using known service provider (Name) 
 Having consistent staff – 1-3 staff you both feel 

comfortable with 
 Check with provider if increased help is available if 

required 
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BARRIER SOLUTIONS 

O.  When he/she feels sad/upset 

 Recognising when help is needed 
 Accepting assistance 
 Availability of service when assistance required 

 Having someone trusted (Insert name) tell us when 
we are struggling and need more help 

 Using known service provider (Name) 
 Having consistent staff – 1-3 staff you both feel 

comfortable with 
 Check with provider if increased help is available if 

required 
P.  Getting in/out of bed 

 Recognising when help is needed 
 Accepting assistance 
 Availability of service when assistance required 

 Having someone trusted (Insert name) tell us when 
we are struggling and need more help 

 Using known service provider (Name) 
 Having consistent staff – 1-3 staff you both feel 

comfortable with 
 Check with provider if increased help is available if 

required 
Q.  Making doctor’s appointments   

R. Be with [CR] during the day 

 Lack of tolerance regarding CG outings if they take 
them away from the house for long periods    

 Recognising when help is needed 
 Accepting assistance 
 Loss of privacy 

 [CR] will accept if [CG] needs help 
 Having consistent staff – 1-3 staff you both feel 

comfortable with 
 [CR] feels more comfortable with mature/female staff 
 Need to have a rapport with the person – not talk all 

the time/prepared to be quiet 
 Having someone trusted (Insert name) tell us when 

we are struggling and need more help 
S. Be with [CR] when outside the house 

 Lack of tolerance regarding CG outings if they take 
them away from the house for long periods    

 Loss of privacy 
 Recognising when help is needed 
 Accepting assistance 

 [CR] will accept if [CG] needs help 
 Having consistent staff – 1-3 staff you both feel 

comfortable with 
 [CR] feels more comfortable with mature/female staff 
 Need to have a rapport with the person – not talk all 

the time/prepared to be quiet 
 Having someone trusted ([Insert Name]) tell us when 

we are struggling and need more help 
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Dyad:      201           Session: 7    
BARRIERS AND SOLUTIONS WORKSHEET 

FAMILY AND FRIENDS 
What is difficult about getting help and how can we overcome it? 

BARRIER SOLUTIONS 
C. Shopping for Food 
 Recognising when help is needed 
 Reluctance to ask Family/Friends for help 
 Accepting assistance 

 Having someone trusted (Carol) tell us when 
we are struggling and need more help 

 Ask for help from long term friends 

F. Transport 
 Reluctance to ask Family/Friends for help 
 Recognising when help is needed 
 Accepting assistance 

 Having someone trusted (Carol) tell us when 
we are struggling and need more help 

 Ask for help from long term friends 

G.  Financial/legal matters 
 Nil 

 

M. Doing things I enjoy 
 Friends ‘drifting away’ if support needs 

increase 
 Cyril not wanting to go to MaD 
 Jane unable to drive Cyril to MaD 

 Friends from MaD provide transport and 
encouragement to go 

N. When feeling restless/bored 
 Recognising when help is needed 
 Accepting assistance 
 Availability of family/friends when assistance 

required  

 Support from long term friends – Carol/Bob 
 Walking with friends in the village 
 Having someone trusted (Carol) tell us when 

we are struggling and need more help 

O. When feeling sad/upset 
 Recognising when help is needed 
 Reluctance to ask Family/Friends for help 
 Availability of family/friends when assistance 

required 

 Having someone trusted (Carol) tell us when 
we are struggling and need more help 

 Ask for help from long term friends 
 

R. To be with during the day 
 Recognising when help is needed 
 Accepting assistance 
 Availability of family/friends when assistance 

required 

 Having someone trusted (Carol) tell us when 
we are struggling and need more help 

 Ask for help from long term friends 

S. Be with when outside the house 
 Recognising when help is needed 
 Accepting assistance 
 Availability of family/friends when assistance 

required 

 Having someone trusted (Carol) tell us when 
we are struggling and need more help 

 Ask for help from long term friends 

WHO ARE IMPORTANT TO YOU? 
John (Son), Chris (Grandson), Carol (Friend), Bert (Carol’s ex-husband/long term friend),  
Gerald (Son in Law of Carol) 

ENDURING POWER OF ATTORNEY 

WHAT ARE THE BARRIERS TO ASKING OTHERS FOR HELP? 
Recognising support is need, acknowledging the support is required for Jane’s sake, Jane accepting 
other people coming in, consistency of helpers – having to explain tasks to multiple staff/end up 
doing if for them, quality of care – needs to be someone both get along with. 

In place. 
Appendix F – Intervention Staff/Research Assistant Safety Guidelines 

Shared Care Study 
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Safety Guidelines 

Prior to visiting a dyad; 

• Make an appointment prior to visiting the dyads in their own homes. 

• When arranging the first visit ask questions about pets, children, other potential 

visitors etc. 

• The details of the appointment are to be recorded (with the branch staff for 

intervention staff and the researcher for the data collection staff) so that your 

whereabouts are known and if necessary an alarm can be raised if you do not return 

or contact your designated person at the agreed time. 

• After the visit return to the office or telephone the designated person to report that 

the visit(s) have been completed. 

 

When visiting dyads at home; 

• Do not to enter the house if you have any concerns for your safety, for example if 

somebody in the house appeared to be aggressive or under the influence of alcohol 

or drugs.  

• Have a plan in place for getting out of the home safely. On the first visit look for 

exits and ways out in an emergency. 

• Keep your car keys and mobile phone on your person at all times. 

• Take in only what is necessary for the visit, i.e. phone, and paperwork but not a 

handbag/wallet/briefcase etc. 

• If worried about your personal safety, leave immediately.   

Report any incidents or concerns regarding personal safety issues 

to Gillian Stockwell-Smith, 0416 032 560  
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Appendix G - Recruitment Activities 

1. Media 

1. Queensland Seniors Newspaper (Gold Coast, Brisbane & Sunshine Coast 

Editions) monthly issues between Sept 2009 – July 2011 (Ad and Editorial) 

2. Anglican Focus (Brisbane Diocese)  July – October 2010 issues (Ad & 

Editorial) 

3. Bowls Plus Qld Magazine Gold & Tweed Coasts – Feb/March 2010 issue (Ad & 

Editorial) 

4. Bay FM Radio Highlighting  the issue of early-stage memory changes and 

promoting the project and Cleveland Community Forum April 2010 

2. Community Forum 

1. Gold Coast – Palm Beach 25.11.10 

2. Brisbane South – Cleveland 29.04.10 

3. Brisbane North – Kenmore 12.10.10 & Bribie Island 22.02.11 

4. Sunshine Coast – Maroochydore 15.03.11 

3. General Community Presentation - When does forgetfulness become concerning? 

- Highlighting early memory changes and difference between age related and more 

significant memory changes, promoting project. 

1. Legacy Group – Currumbin, 22nd February 2010  

2. Bellflower Ex-Services Club – Sippy Downs, 10th March 2010 

3. Legacy Group – Southport, 11th March 2010 

4. Iona Retirement Village – Brookfield, 16th March 2010 

5. Optimists Club – Cornubia, 25th March 2010 

6. Senior Citizens Club – Broadbeach, 6th May 2010 

7. Senior Citizens Club – Carina, 8th June 2010 

8. Aveo Retirement Village – Robina, 22nd June 2010 
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9. Manly Gardens Retirement Village – Manly, 19th July 2010 

10. Noyea Riverside Retirement Village -  Mt Warren Park, 21st July 2010 

11. The Plains Retirement Village – Eight Mile Plains, 26th July 2010 

12. Aveo Retirement Village – Carindale, 9th August 2010 

13. Jubilee Community Care Client Group – Indooroopilly, 19th August 2010 

14. Tricare Retirement Village – Mt Gravatt, 23rd August 2010 

15. Hearing Loss Group – Cleveland 9th October 2010 

16. Janoah Gardens Retirement Village – Manly, 26th October 2010 

17. Arthritis Support Group – Sunnybank, 27th October 2010 

18. Palm Lake Resort Retirement Village – Carindale, 4th November 2010 

19. Bribie Island Retirement Village – Bribie Island, 12th November 2010 

20. RSL Care Retirement Village – Caboolture, 18th November 2010 

21. Kawana Waters Parish – Bokarina, 10th December 2010 

22. Veterans Wives Support Group – Brisbane, 7th February 2011 

23. Aveo Retirement Village – Aspley, 24th February 2011 

24. Compton’s Retirement Village  – Caboolture, 25th February 2011 

25. Village Life Retirement Village – Caboolture, 25th February 2011 

26. Probus Club – Mt Omaney, 8th March 2011 

27. Sunnymeade Retirement Village  – Caboolture, 9th March 2011 

28. Slimming Group  – Mitchelton, 10th May 2011 

29. Parkinson’s Group  – Helensvale, 25th May 2011 

30. River Glen Retirement Village – Waterford, 8th June 2011  

31. Parkinson’s Group – Cleveland, 16th June 2011 

32. Asbestos Support Group  – Maroochydore, 4th July 2011 

33. Moreton Shores RV  – Thornlands, 5th July 2011 

34. Asbestos Support Group  – Chermside, 8th July 2011 

 



280 of 309 

35. Asbestos Support Group  – Robina, 13th July 2011 

36. Asbestos Support Group  – North Lakes, 21st July 2011 

37. Currimundi Lakes RV  – Currimundi, 27th July 2011 

38. Asbestos Support Group  – Robina, 4th August 2011 

39. Asbestos Support Group  – Northlakes, 16th August 2011 

40. Asbestos Support Group  – Capalaba, 23rd August 2011 

4. Alzheimer’s Australia Carer Group Presentations – Content: Spiritus 

Community Services and Research Activities: Service outlets, programs and 

overview of government funded programs, promoting project. 

1. Alzheimer’s Australia Dementia Café – Mt Gravatt, 27th April 2011 

2. Alzheimer’s Australia Dementia Café – Nerang, 23rd May 2011 

3. Alzheimer’s Australia Dementia Café – Enoggera, 8th June 2011 

5. Health Professional Presentations – Content: Early-stage memory changes, 

common types of dementia, promoting project 

1. Community Health Team – Eight Mile Plains, 22nd June 2010 

2. Jenoah Gardens RAC/RV Staff – Manly, 30th June 2010 

3. Social Workers, Prince Charles Hospital  – Chermside, 2nd February 2011 

4. Allied Health Staff, Brighton Community Health  – Brighton, 1st March 2011 

6. Carer Forums - Trade Table with information on project  

1. Commonwealth Carer Respite Centre Carer Forum – Robina, 9th March 2010 

2. Carer Health and Wellbeing Conferences – Brisbane, 11th June 2010 

3. Commonwealth Carer Respite Centre Carer Forum – Robina, 17th August 2010 

4. Commonwealth Carer Respite Centre Carer Forum – Labrador 21st January 2011 

5. Commonwealth Carer Respite Centre Carer Expo – Robina, 12th May 2011 

6. Commonwealth Carer Respite Centre Carer Expo – Southport, 23rd June 2011 
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7. Community Service Organisations – Provided with information on the project for 

staff and brochures to distribute to clients, requested permission to recruit within 

retirement villages 

1. Spiritus (Anglicare Southern Queensland) 

2. Queensland Health 

3. Jubilee Care 

4. Blue Care 

5. Caritas 

6. RSL Care 

8. Dementia Services 

1. Alzheimer’s Australia 

2. Alzheimer’s Association of Queensland 

3. Gold Coast Hospital - Memory Clinic 

4. Currumbin Clinic – Memory Clinic 
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Appendix H - Intervention Staff Workshop Lesson Plan – Day 1 
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Appendix H - Intervention Staff Workshop Lesson Plan – Day 2 
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Appendix I - Intervention Staff Qualitative Interview Guide 

Overview 

Semi-structured interviews will be conducted with intervention staff on 

completion of the intervention period. All intervention staff will be invited to participate 

in an interview once they have completed their allocated dyads. The interviews will last 

approximately one hour and will be audio recorded to ensure an accurate record. The 

interviews will provide an opportunity to conduct a process evaluation of training, 

intervention delivery and support practices. This will enhance the data collected by the 

post session evaluation questionnaires and reflective comments the intervention staff 

complete on each dyad and may assist in identifying improvements to the current 

intervention, training and support structures.   

 

The interview questions are semi-structured to ensure the same questions are 

asked of each participant although flexibility may occur in the order of the questions, 

the pace, and additional probes. The questions will focus on facilitator staff motivation 

for participation, experiences (positive & negative) of participation, the impact 

participation in the project has had on them personally and professionally, the strategies 

(if any) they developed to manage different expectations/capacity amongst the dyads 

they supported, significant outcomes (good & bad) they considered the dyads 

experienced.  

 

Initial contact 

1. Contact Intervention staff to arrange interview.  

2. Explain the interview is not mandatory but appreciate their feedback/experiences 

in delivering the intervention.   

3. Advise the interview will be recorded 
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Before Beginning the Interview 

1. Summarize the project. 

2. Check that the interviewee has read and understood the participant information 

sheet 

3. Ask if the interviewee has any questions. 

4. Emphasise the confidentiality policy: written and oral reports and other material 

coming out of this project will present only grouped data and information. ‘Your 

responses will be kept confidential and your name will not appear in any of the 

material from this project’. 

5. Advise the interviewee that they may decline to answer any questions or 

discontinue the interview at any time without comment or penalty  

 

Introduction 

The interview usually takes about an hour, but it can be anywhere between 30 

minutes and an hour and a half and will focus on what you thought of the Shared Care 

Project.  

 

I’ll be asking you questions about your experience of participating in the 

project. If the training and support you received helped you in delivering the 

intervention and what support and strategies you have found useful when delivering 

the program. This will assist in identifying improvements to the current intervention, 

training and support structures.  I’d also like to know if you noticed any significant 

changes/outcomes (good & bad) in your dyads during or by the time they finished the 

program. 
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Questions 

1. What made you want to be part of the project? 

2. Was it [being part of the project] what you expected? 

3. Did the training prepare you for your first visit? 

• What was it like when you went to your first dyad? 

4. Would it have helped to have more support with your first visit (first dyad)?  

• Perhaps a mentor (experienced facilitator) to help you plan the first visit 

(contact dyad and arrange visit/prepare documents)  

• An experienced facilitator to go with you to show you how to conduct the 

first session? 

5. How did you manage the delivery of the program? 

• How did you prepare for each session and did they go as planned? 

6. Did this change over time? 

• Session by session did you add/remove anything or did this depend on the 

dyad? 

7. When things didn’t go well what did you do? 

8. How useful did you find the project manuals?  

• Would it have helped to have the IF Manual and Clinical Notes books 

combined?  

• Did any of your dyads use their manuals? 

9. Which dyad (or individual) do you feel you got the best result from/got the most out 

of the program? 

• Can you give me some examples of their reaction/outcome? 

10. Which dyad (or individual) do you feel you got the worst result from/did not get 

anything out of the program? 

• Can you give me some examples of their reaction/outcome? 

11. Would it have helped you to have a flow chart showing the route the dyad take into 

and through the project? 

• Show dyad progression through project flow chart 

12. Did you find it difficult to fit in with your other work? 

• Was it difficult to arrange dyad visits with office staff? 

• Did scheduling staff put limitations on your availability? 

13. Would you do it again? 

• Why?  
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• Why not? 

 

End of interview 

Thank you for taking the time to speak with me about your experiences; 

• Ask if the Intervention Facilitator has any questions 

• Advise them they will receive a copy of the project summary on completion 

of the project (approx. March 2012) 
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Appendix I - Dyad Qualitative Interview Guide 

Overview 

Semi-structured interviews will be conducted with a purposive sample of carers 

and care recipients from both intervention and control groups (n=12). Dyads will be 

invited to participate after the final quantitative data collection period. Interview 

participants will be selected during the course of the study data collection period. Care 

will be taken to ensure that the sample reflects differences in dyadic characteristics with 

respect to age, length of time since diagnosis for the person with dementia, 

caregiver/care recipient relationship, period of caring. The interviews will last 

approximately one hour and will be audio recorded to ensure an accurate record.   

 

The interviews will provide an opportunity to explore the meaning that the dyads 

ascribe to self-management and identify the strategies they currently and have 

previously used. This will enhance the data collected by the quantitative measures on 

self-reported self-efficacy and knowledge. The interview questions will focus on the 

impact a diagnosis of dementia has had on the dyad and the strategies they have 

developed to manage changes associated with dementia/memory loss. A better 

understanding of strategies used, their effectiveness and perceptions of self-management 

in early-stage dementia may substantiate or expand on the findings from the qualitative 

measures, self-efficacy, wellbeing and relationship strain. The interview questions are 

semi-structured to ensure the same questions are asked of each participant although 

flexibility may occur in the order of the questions, the pace, and additional probes.  
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Initial contact 

1. Contact control/intervention group participants to arrange interview.  

2. Explain that in addition to the three interviews conducted by the project research 

assistants and that the information collected will be used in conjunction with 

other information they have provided.   

3. Advise the interview will be recorded 

 

Before beginning the interview 

1. Summarize the project. 

2. Check that the interviewee has read and understood the participant information 

sheet 

3. Ask if the interviewee has any questions. 

4. Emphasise the confidentiality policy: written and oral reports and other material 

coming out of this project will present only grouped data and information. ‘Your 

responses will be kept confidential and your name will not appear in any of the 

material from this project’. 

5. Inform the interviewee that they may decline to answer any questions or 

discontinue the interview at any time without comment or penalty  

 

Commencing the interview 

The questions are grouped into three subsections; role definition, interaction 

with co-workers/residents, career development/expectations. 
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Introduction 

We would like to know more about your experience of living with memory 

loss/diagnosis of early-stage dementia. The information we collect will provide us 

with additional information that will be used in conjunction with other information you 

have provided. I’ll be asking you about how memory loss has affected your lives and 

those around you and the support and strategies you have found useful. This will give 

us better understanding of how people cope in early-stage dementia which will assist in 

improving to the current intervention.  The interview usually takes about an hour, but it 

can be anywhere between 30 minutes and an hour and a half. 

Questions 

1. What was it like when you received a diagnosis of dementia/started to experience 

difficulties with your memory/judgement? 

2. How has it [dementia/ memory loss] affected your lives [include Family Caregiver]?  

Prompt: Could you share an experience that best describes what it means to live with 

dementia/memory loss?  

3. How do you perceive people around you [Family members/friends/strangers] cope 

and react to your diagnosis/memory loss?  

Prompt: How many people know/do you tell them 

4. What are the sorts of things that have helped you to live with dementia/memory 

loss? Prompt: Emotional and practical strategies e.g. External – Information, 

support, advice, services. Internal - changes to routine, notebooks, support from 

family members and/or friends 

5. Has life changed for you (both) and if so how?  

Prompt: What was important to you before your diagnosis/started to experience 

memory loss and what is important now?  

6. What advice would you give to a friend that has just been diagnosed with 

dementia/is starting to experience memory loss? – Getting on and Getting Help 
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End of interview 

Thank you for taking the time to speak with me about your experiences; 

• Ask if the Dyad have any questions 

• Advise them they will receive a copy of the project summary on completion 

of the project (approx. March 2012) 
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