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Abstract 

This thesis by prior publication uses a realist evaluation framework to analyse 

five research studies of dementia care to better understand what worked, for 

whom and why, to answer the research question: How are formal and informal 

carers enabled to manage the behavioural and psychological symptoms of 

dementia?  

Research into dementia care is crucial, with 400,000 people in Australia 

currently living with dementia, including 200,000 in residential aged care. 

Because the incidence of dementia increases with age, rural Australia is 

disproportionately affected when compared to urban areas, due to the growing 

ageing populations in rural regions. In addition, shortages in the rural health 

workforce adversely impact on services available to people with dementia and 

those who care for them. 

A key challenge in caring for people with dementia is the prevalence of 

behavioural and psychological symptoms that frequently cause distress for both 

formal and informal carers. The 2021 Australian Royal Commission into Aged 

Care Quality and Safety highlighted failings in dementia care, particularly the 

significant over-reliance on antipsychotic medications. Despite reports of 

serious adverse events and the limited effectiveness of antipsychotic 

medication, the uptake of non-pharmacological approaches is hindered in rural 

areas by a lack of training and appropriately skilled staff. Non-pharmacological 

methods of managing neuropsychiatric symptoms of dementia have been 

shown to be effective, and person-centred care is one of the fundamental 

therapeutic pillars.  

This thesis discusses the biopsychosocial-ecological factors influencing 

dementia care and presents an integrated body of work comprised of ten 

publications. The studies were conducted in home care, acute care and 

residential aged care to capture the diverse experiences of providing care to 

people with dementia across all of these settings. The strength of the thesis is 

that exploratory studies preceded the intervention studies to ensure that the 

implementation of interventions were contextualised to the study participants 
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and the study location for better application and sustainability of the research 

findings. 

The findings presented in the thesis and their immediate application in clinical 

practice demonstrates evidence of positive outcomes for people with dementia, 

especially in relation to decreasing inappropriate antipsychotic medication use. 

Interventions introduced included staff education and training in person-centred 

approaches to the care of people with dementia. The outcomes of the research 

are particularly important considering the findings and recommendations of 

2021 Australian Royal Commission into Aged Care Quality and Safety.  

The real world impact of the research such as improved rural work force skills, 

as well as the considerable academic impact of the studies is presented. This 

thesis adds to contemporary knowledge about best practice in dementia care in 

rural Australia through research demonstrating that formal and informal carers 

can be enabled to better manage the behavioural and psychological symptoms 

of dementia. In particular, the research contributes to the body of nursing 

knowledge by establishing that rural nurses can, and should, support improved 

models of care for people with dementia. 
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CHAPTER 1 - Introduction to the thesis  

This thesis by prior publication presents the findings from exploratory and 

intervention studies in dementia care in rural Australia, conducted from 2009 to 

2013. The integrated body of previously published research aims to identify how 

formal and informal carers of people with dementia in rural Victoria are enabled 

to manage the behavioural and psychological symptoms of dementia. Because 

there is no cure for dementia, and because of the profound impact of dementia 

on the person with the diagnosis and those who care for them, research to 

unravel the complexity of dementia care is critical. 

As the population ages around the world, so too does the prevalence of 

dementia, with the incidence of dementia increasing exponentially with age 

(Nichols et al., 2022). Worldwide it is currently estimated that around 55 million 

people have dementia, with this number predicted to increase to 152 million by 

2050 (Gauthier et al., 2021). In Australia it is estimated that over half a million 

people have dementia (Dementia Australia, 2022) with approximately 250 

people diagnosed with dementia every day (Brown et al., 2017). Jebelli (2017) 

posits that we now live in a world where everyone knows a family member or 

friend who is, or has been, affected by dementia. 

Because dementia disrupts memory and thinking, and eventually the ability to 

undertake self-care (Podgorski et al., 2021), the prevalence of dementia is only 

part of a broader story. For every person diagnosed with dementia, there is at 

least an equivalent number of carers (Brown et al., 2017). Up to 70% of people 

with dementia are cared for at home (Dementia Australia, 2022), with 

associated physical, psychological, emotional and financial costs (World Health 

Organisation, 2021).  

The increasing prevalence of dementia also means a corresponding increase of  

people with dementia in acute care settings with research showing there is a 

high risk of adverse events for this cohort when they are in acute care (Fox et 

al., 2020). Additionally, up to two thirds of people in residential aged care have 

a diagnosis of dementia (Dementia Australia, 2021), with staff reporting 

challenges in caring for them (Clemson et al., 2018) due to behavioural and 

psychological symptoms of the disease.  
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While dementia occurs in all geographical areas, it deserves even more critical 

attention in rural regions due to a higher ageing demographic, and therefore an 

increasing prevalence of dementia in comparison to metropolitan areas (Farugia 

et al., 2021). In tandem, rural regions have a long history of decreased access 

to health services and poorer staffing levels (Lea & Cruickshank, 2005; Thomas 

et al., 2015), meaning the challenges associated with dementia care are 

compounded in rural areas. 

How best to support people with dementia and their carers now and into the 

future is a challenge for all sectors of society, including governments, health 

care services, researchers, families and individuals with dementia. The World 

Health Organisation (WHO) (2021) has declared that the world is failing to 

address the challenges associated with dementia. The studies included in this 

thesis make a useful contribution to understanding and responding to the needs 

of people with dementia and their carers. 

Researcher motivation 

My passion for aged care, and dementia research in particular, occurred quite 

by accident. Like many people I experienced the impact of dementia early in 

life, when my grandmother came to live with my family during my childhood. 

Despite her many mishaps, such as frequently waking the household at 2am to 

insist we were all late for school or work, she was a much loved and valued 

member of our family, rather than someone to be pitied or tolerated. My mother, 

who would also succumb to dementia many years later, always demonstrated 

and encouraged us to accept my grandmother’s behaviour in good humour. 

I began working as a Registered Nurse in residential aged care (RAC) during a 

break between a role as a theatre nurse and taking up an ongoing role in 

nursing education. After a 15-year nursing career, my three month ‘temporary’ 

position in aged care became permanent when I recognised the need for staff 

education in residential care and the sense of satisfaction I derived from aged 

care nursing. Almost immediately I identified the overuse of antipsychotic 

medication for people with dementia in the facility where I was employed. I 

strove to introduce non-pharmacological methods of managing challenging 

behavioural and psychological symptoms of dementia (BPSD) through staff 
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awareness. I adopted my mother’s ethos and encouraged staff to focus on the 

person, rather than aspects of their dementia and to approach the management 

of BPSD in good humour.  

Six months after commencing employment in aged care I successfully applied 

for a grant to conduct a project focusing on community participation for people 

with dementia (Count Us In!). This project changed our workplace. Initially there 

was resistance by some staff and residents’ families to the idea of including 

people with dementia in the project, with many saying ‘Why bother, they won’t 

remember it’ or ‘Wouldn’t the money be better spent on residents who can 

appreciate the activities?’ What emerged during the life of the project, changed 

the minds of even the most hardened sceptics. A few weeks after participating 

in community activities, residents with dementia who had been non-verbal for 

many months suddenly started conversing with staff. Residents who previously 

displayed challenging behaviours, began to have a marked reduction in BPSD 

or complete resolution. Residents slept better and had improved appetites after 

participating in the project activities. Family members of residents with dementia 

began commenting that their loved one was more responsive when they visited. 

One staff member who had previously been opposed to the idea of the project 

commented ‘Who would have thought that something so simple could provide a 

reason to live?’ 

The project funders did not require an evaluative component, but changes in 

resident’s well-being was so marked that the usual assessments used to plan 

resident care and apply for funded care showed vast improvements. 

Improvements included a demonstrable reduction in BPSD and administration 

of antipsychotic medications. The Count Us In! project led to more successful 

project funding, and eventually my permanent transition from a clinical and 

management role into a research role with the University of Melbourne.  

The projects described in the thesis, and the publications included, were 

undertaken as part of my conjoint clinical practice and academic role with the 

University of Melbourne. Many of the projects would not have been possible 

without funding. Much of the research was enabled through successful 

application for grants authored by me and conducted as the principal 

researcher. The relevant funding bodies and amounts are shown in Appendix C. 
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Rationale for the research 

Dementia has social, economic, physical and psychological impacts for a 

person with dementia, the people who provide care for them and for society in 

general (World Health Organisation, 2021). Given the failure to find a cure for 

dementia, coupled with the rising prevalence and associated costs, research 

that improves the quality of life for people with dementia and those who care for 

them is crucial. The incidence of dementia increases with age and rural regions 

have an ageing population (Spelten & Burmeister, 2019). The increasing rates 

of dementia in rural areas, in tandem with rural workforce shortages (Jackson et 

al., 2019) means that interventions to improve dementia care should be 

targeted to rural Australia as a priority. 

My clinical background in aged care in rural Victoria provided insight into the 

challenges faced by formal and informal carers of people with dementia and the 

need for innovative and effective solutions for improved dementia care. Much of 

the research regarding dementia care at the time of the studies presented in 

this thesis was conducted in urban areas, and frequently conducted by 

researchers with no clinical experience in aged care settings. My experience 

and knowledge of aged care coupled with living and working in a rural area 

were the impetus for the studies included in this thesis. 

Aim of the thesis 

The integrated body of research in this thesis by prior publication aims to 

answer the research question ‘How are formal and informal carers enabled to 

manage the behavioural and psychological symptoms of dementia in rural 

Victoria?’ 
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Structure of the thesis 

This chapter provides the background to the importance of research in 

dementia care, including the rationale for conducting the research, the 

researcher’s motivation and the aim of the integrated body of research. The 

next chapter discusses the context of dementia care in Australia using 

Podgorski et al’s. (2021) biopsychosocial-ecological framework to highlight the 

individual, relationship, community and societal influences on people with 

dementia and those who care for them. The overall theoretical framework of the 

research, including the ontological, epistemological and methodological 

dimensions of the research will be presented in Chapter 3. Chapter 4 introduces 

the chapters with prior publications which are detailed in chapters 5 to 9. Each 

chapter with publications is analysed using a realist evaluation framework 

(Pawson & Tilley, 2010) to better understand how carers are enabled to 

manage BPSD. The concluding chapter of the thesis discusses the significance, 

implications and strengths and limitations of the research. The chapter structure 

of the thesis is shown below in Table 1. 
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Table 1: Structure of the thesis 

Chapter Topic 

1 Introduction 

2 Background and context of dementia care in Australia 

3 Theoretical framework 

4 Structure and content of chapters with prior publications 

 

 

5 

Exploratory study – informal carers of people with dementia in home care: 
 
Ervin, K., Pallant, J., & Reid, C. (2015). Caregiver distress in dementia in rural Victoria. Australasian 
Journal on Ageing, 34(4). https://doi.org/10.1111/ajag.12158 
 
Ervin, K, Reid, C., & Moore, S. (2015). What Do Rural Dementia Caregivers Find Stressful? Open 
Journal of Nursing, 05(04), 370–375. https://doi.org/10.4236/ojn.2015.54040 
 
Ervin, K., & Reid, C. (2015). Service utilisation by carers of people with dementia in rural Victoria. 
Australasian Journal on Ageing, 34(4). https://doi.org/10.1111/ajag.12162 

 

6 

Intervention study - formal carers of people with dementia in acute care: 
 
Ervin, K, & Moore, S. (2014). Rural nurses’ perceptions of a volunteer program in an acute setting: 
Volunteers delivering person-centred care for patients with dementia and delirium. Open Journal of 
Nursing, 04(01), 27–33. https://doi.org/10.4236/ojn.2014.41005 

 

7 

Exploratory study - formal carers’ knowledge of dementia care in residential 
aged care: 
 
Ervin, K., Finlayson, S., & Cross, M. (2012). The management of behavioural problems associated 
with dementia in rural aged care. Collegian, 19(2). https://doi.org/10.1016/j.colegn.2012.02.003 
 
Ervin, K., Cross, M., & Koschel, A. (2014). Barriers to managing behavioural and psychological 
symptoms of dementia: staff perceptions. Collegian (Royal College of Nursing, Australia), 21(3). 
https://doi.org/10.1016/j.colegn.2013.04.002 

 

8 

Intervention study – formal carers’ training in dementia care mapping in 
residential aged care: 
 
Ervin, K., & Koschel, A. (2012). Dementia care mapping as a tool for person centred care. Australian 
Nursing Journal (May 2012), 19(10). 

 

9 

Intervention study – formal and informal carers in residential aged care: 
 
Ervin, K., Cross, M., & Koschel, A. (2012). Reducing the use of antipsychotics in dementia care 
through staff education and family participation. Journal of Nursing Education and Practice, 3(6), 
70–83. https://doi.org/10.5430/jnep.v3n6p70 
 
Ervin, K., Cross, M., & Koschel, A. (2012). Working together in lifestory telling for residents in aged 
care facilities: A qualitative study of staff/family collaboration in aged care. Journal of Nursing 
Education and Practice, 3(6), 102–110. https://doi.org/10.5430/jnep.v3n6p102 
 
Ervin, K. E., Cross, M., & Koschel, A. (2012). Staff perceptions of families in rural residential aged 
care. Journal of Hospital Administration, 2(1), 59–67. https://doi.org/10.5430/jha.v2n1p59 

10 Conclusion 

 

 

https://doi.org/10.1111/ajag.12158
https://doi.org/10.4236/ojn.2015.54040
https://doi.org/10.1111/ajag.12162
https://doi.org/10.4236/ojn.2014.41005
https://doi.org/10.1016/j.colegn.2012.02.003
https://doi.org/10.1016/j.colegn.2013.04.002
https://doi.org/10.5430/jnep.v3n6p70
https://doi.org/10.5430/jnep.v3n6p102
https://doi.org/10.5430/jha.v2n1p59
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CHAPTER 2- Background and context of dementia care in Australia 

The previous chapter introduced the importance of dementia research and the 

motivation, rationale and aims of the thesis, as well as an overall view of how 

the thesis is structured. This chapter provides a descriptive overview and critical 

analysis of the factors impacting people with dementia and their formal and 

informal carers. Podgorski and colleagues’ (2021) biopsychosocial-ecological 

model of dementia care is used to describe the various dimensions of care.  

There are many biopsychosocial models that can be drawn upon to describe 

the factors that impact people with dementia and their carers, most of which 

were developed to fill gaps in biomedical models of care that ignored broader 

influences (Doom, 2020). Many of the biopsychosocial models capture the 

complexity of factors impacting on individuals at multiple levels but there is 

limited understanding by health care clinicians of perceived benefits in 

application to clinical practice (Ng et al., 2021). Bronfenbrenner’s model of 

bioecological systems theory (1974) is widely used, however the multiple layers 

of this model introduce a complexity that can be difficult to understand and 

apply (Ashiabi & O’Neal, 2015).  

Podgorski et al. (2021) developed a biopsychosocial-ecological model that 

considers factors at individual and relational levels of the social ecological 

environment that influence the well-being of people with dementia and those 

who care for them. Podgorski et al. (2021) acknowledge Bronfenbrenner’s 

(1974) ecological systems theory and its contribution to their framework. The 

biopsychosocial-ecological framework developed by Podgorski et al. (2021) is 

less complex than other biopsychosocial models and its specificity to dementia 

is congruent with the topic of the thesis. 

Podgorski et al. (2021) describe four basic dimensions of the model consisting 

of individual, relationships, community and society. I have included additional 

information in the model proposed by Podgorski and colleagues (2021) to show 

the influences on dementia care and the climate in which the research in this 

thesis was conducted in relation to the four dimensions (shown in Figure 1). The 

overarching influence of policy and legislation is depicted to illustrate the 

importance of these factors. 
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The dimensions illustrated in Figure 1 are further discussed, including the 

overarching policy and legislation governing aged care, individuals with 

dementia, their relationships and the community in which they live. Mitigating or 

restrictive influences of each dimensions in relation to dementia care are 

presented.  

While rurality is not the specific subject of any studies in the thesis it is the 

geographical context in which the studies were undertaken, that is perhaps not 

well represented by the biopsychosocial-ecological model. This is balanced by 

the analysis and discussion of the studies presented in the thesis using realist 

evaluation that emphasises the rural context. 

 

 

  

Figure 1: Context of dementia care (adapted from Podgorski et al., 2021) 
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Policy and Legislation 

Government policy and legislation are crucial contextual factors influencing 

aged care service delivery in Australia. Both legislation and policy support good 

practice but implementation of policy is problematic.  

Legislation 

The Aged Care Act 1997 (Aged Care Act, 1997) is the overarching legislation in 

Australia that outlines aged care providers’ responsibilities including the 

approval to provide care, funding, regulation, quality of care and the rights of 

people receiving aged care services in their home or residential care. Located 

beneath the Aged Care Act are a suite of principles including the User Rights 

Principles 2014 that contain Schedule 1 - the Charter of Aged Care Rights 

(User Rights Principles, 2014).  

This legislation and the sub-legislative principles support best practice in 

dementia care, that aims to optimise the quality of life for the person with 

dementia and those who care for them through individualised care (Laver et al., 

2016). The legislation also supports the nurses’ code of ethics (International 

Council of Nurses, 2012) which cites that in providing care, a nurse should 

“promote an environment in which human rights, values, customs and beliefs of 

the individual and family are respected” (p.2). However, despite supportive 

legislation, many of the policy reforms in aged care in recent decades have not 

supported the delivery of quality care. 

Policy 

Aged care in Australia is the responsibility of the Federal Government, which 

funds, accredits and regulates the sector (Swerisson, 2022a). Because of 

Australia’s significant ageing population and the demand for aged care services, 

policy reform has aimed at building a sustainable aged care system. Successive 

Australian Governments have reduced public sector aged care services while 

increasing the subsidisation of the private aged care sector (Topsfield, 2021). 

Currently, only nine percent of aged care services are government owned and 

operated (Swerisson, 2022b). Critics of privatisation argue that the private 

sector reduced staffing levels and skilled staff to increase profitability, with 

subsequent reduction in the quality of services provided (Kollmorgen, 2016). 
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The ramification of this is that people with dementia, who make up the vast 

majority of service users of aged care (AIHW, 2021b), are largely being cared 

for by unskilled staff (Eagar et al., 2020).  

Aged care policy reform has also aimed at deinstitutionalisation, that is justified 

by older people’s preference to remain in their home for as long as possible 

rather than entering residential aged care (RAC) (Davidson, 2015). Also 

underpinning policies of deinstitutionalisation, through home care, is a belief 

that creation of markets for aged care will ensure quality via consumer choice of 

provider and the services they offer (Henderson et al., 2016). Kullberg et al. 

(2018) posit that competitive markets are not suited to rural regions and actually 

undermine equity in access to care. 

Aged care legislation and codes of ethics in Australia supports high quality care 

for people with dementia. Similarly, policy to support more choice and control, 

such as increased home care, aligns with dementia care best practice principles 

of choice (Gilster et al., 2018).  However, implementation of policy into practice 

has been problematic (Sinclair et al., 2019). Without well planned policy 

implementation to support legislation there will be a continued struggle to 

provide quality care to people with dementia and their carers. 

Society 

Prevalence of dementia 

Dementia is the seventh leading cause of mortality globally (Gauthier et al., 

2021). Presently it is the second leading cause of death of Australians and the 

first leading cause of death for women in Australia (AIHW, 2021a). Dementia 

prevalence increases every year, predominantly because people now live 

longer, with Australia predicted to have over one million people with dementia 

by 2058 (Dementia Australia, 2022). 

Despite the billions of dollars spent on research globally every year, there is no 

cure (Pickett & Brayne, 2019). Australia’s expenditure on dementia in 2016 was 

estimated to be over $14 billion AUD (Brown et al., 2017) and the estimated 

global economic cost in 2019 was US$1.3 trillion (WHO, 2021). With no 

imminent cure for dementia, and increasing prevalence, governments and 

researchers all over the world are trying to determine the best method of caring 
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for people with dementia, in particular, how to manage the common behavioural 

and psychological symptoms of dementia (BPSD).  

Aetiology of dementia 

Dementia is a clinical syndrome that causes progressive cognitive decline 

(Cunningham et al., 2015). Cognitive decline includes difficulties with memory 

and language and changes in the person’s usual behaviour (Robinson et al., 

2015). Symptoms of dementia are usually gradual, persistent and progressive, 

which eventually interfere with a person’s ability to function without assistance 

(Duong et al., 2017).  

The vast majority of people with dementia will develop at least one 

neuropsychiatric symptom, also referred to as BPSD (Canevelli et al., 2013). 

Tible et al. (2017) list the severe forms of BPSD as apathy, anxiety, depression, 

hallucinations, delusions, sexual or social disinhibition, nocturnal disturbance, 

agitation and physical and verbal aggression. Oliveria et al. (2015) cite less 

severe symptoms such as wandering and repetitive questioning, and recognise 

that any BPSD can be distressing and challenging for carers.  

Cultural perspectives of dementia 

Duong et al. (2017) describe dementia as a devastating disease and this likely 

explains people’s fear of developing dementia and the stigma associated with 

diagnosis (Gove et al., 2016). Stigma, fear and shame related to a dementia 

diagnosis is common in countries like the United States, United Kingdom, 

Canada and Australia (Taylor, 2017), despite the prevalence of the condition. 

Hillman and Latimer (2017) argue that our experiences and understanding of 

dementia are culturally shaped and that burden and shame associated with 

dementia are absent in many cultures. Kontos and Martin (2013) further explain 

that gender, social class and ethnicity also influence the experience and 

interpretation of dementia. Anthropologists argue that our understanding of 

dementia is socially constructed and that many cultures do not consider 

dementia to be something that warrants medical intervention (Hillman & 

Latimer, 2017).  

While perceptions of ageing and dementia are not universal there is a prevailing 

narrative in Australia that older people create a burden (Pagone & Briggs, 
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2021). Further, dementia is feared more than failing physical health (Pagone & 

Briggs, 2021).  

Aged care system   

Australian Governments have been involved in the provision of aged care 

support since colonisation (Commissioners appointed to enquire, 1862) and the 

current mixed welfare system of care emerged in 1997. 

Commonwealth Government reform in 1997 saw Federal Government provide 

funding to all private, not-for-profit and public RAC facilities, as well as providing 

Community Aged Care Packages for support in the home (McIntosh & Phillips, 

2001). Further Commonwealth Government reform occurred in 2017, with 

increased funding to home care support (Berladii, 2017), as well as changes to 

the method of access to all aged care services. The current pathway to access 

aged care support in Australia is shown in Figure 2. 

 

 

Figure 2: Current aged care pathway in Australia 

 

The majority of Australians will have a need to navigate the aged care service 

system (AIHW,2021b), that has been criticised for being unnecessarily complex 

for older people and their carers to navigate (Pagone & Briggs, 2021). Council 

on the Ageing (COTA) (2018) report that the majority of people who try to 

access aged care services experience difficulty. This is concerning, as many 
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people accessing aged care services are often doing so at a time of crisis (Cash 

et al., 2016). The challenge of navigating access to care adds to the distress 

and anxiety already being experienced by carers (COTA, 2018).  

Staffing levels and skills in the aged care system 

Eagar et al. (2019) report that there is strong evidence of the link between staff 

ratios and good quality care in RAC. Despite this, very few countries in the 

world mandate minimum staff-to-resident ratios to ensure good quality care 

(Sutton et al., 2021). Prior to 2014, RAC in Australia was divided into low and 

high care (Australian Government, 2020). Predominantly untrained workers 

provided living support in low care settings, overseen by a nurse. High care 

staffing consisted of nurses providing medical and daily care needs (Australian 

Government, 2020). In 2014, the Federal Government dispensed with the 

distinction between high and low care, meaning that as residents’ care needs 

grew they did not have to transition from a low care facility to a high care facility 

(Australian Government, 2020). However, staffing and funding did not progress 

to keep pace with the changes (Eagar et al., 2020). Research into staffing in 

RAC reports a lack of staff to meet increasingly complex resident needs, with 

recommendations to improve staffing levels and the skill mix of staff (Eagar et 

al., 2020, p.508).   

Despite multiple inquiries and recommendations that staffing levels need urgent 

improvement (Pagone & Briggs, 2021), staffing levels in RAC will not become 

mandatory until late 2023 (Sutton et al., 2021). Sutton et al. (2021) also state 

that currently, only 3.8% of RAC facilities meet the mandated staffing levels to 

be introduced in 2023.    

Failures in the quality and safety of care have been frequently reported in the 

media, and many submissions to the Australian Royal Commission into Aged 

Care Quality and Safety detailed accounts of unsafe staffing levels and poorly 

trained and skilled staff to support quality outcomes for residents (Pagone & 

Briggs, 2021). Pagone and Briggs (2021) reported that poor quality of care was 

especially true for people with dementia, with poorly skilled staff unable to meet 

resident’s needs.  
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The COVID-19 pandemic has further exacerbated critical staff shortages in 

Australian RAC, with thousands of workers furloughed due to COVID-19 

infections (Tooby, 2022). This was a trend world-wide since the beginning of the 

pandemic (Abbasi, 2020) and has ramifications for the quality of care provided 

and the ability of aged care organisations to provide education, training and 

research when even basic staffing levels cannot be maintained.  

Research and evidence-based practice 

There is a dearth of dementia research despite dementia being one of the 

leading causes of death globally (Alzheimer’s Research UK, 2021). In addition 

to the lack of research in dementia there is also a concerning lack of evidence-

based practice in dementia care (Heale, 2020), thought to be due to limited staff 

training opportunities and a lack of staff confidence in implementing research 

evidence to manage complex BPSD (Clemson et al., 2018). 

The WHO has identified a need for improved translation of research evidence 

into practice in dementia care (Clemson et al., 2018). Specifically, there has 

been a call for intervention strategies to manage BPSD that exclude 

antipsychotic use (Laver et al., 2016). Evidence-based (tailored) interventions 

that include support for carers of people with dementia have been cited as 

required to reduce carer stress and delay institutionalisation of the person with 

dementia (Heale, 2020; Laver et al., 2014). Scales et al. (2018) recommend that 

all intervention strategies in dementia should be person-centred but despite 

successful studies there remains a reliance on task focused models (Fazio et 

al., 2018). 

Some of the reasons for the lack of research evidence in practice include a poor 

knowledge of how to find high quality research, an inability to critique or 

understand the findings and insufficient time to implement new ways of working 

(Khammarnia et al., 2015). However, Majid and colleagues (2011) found that 

research conducted in a clinician’s own workplace has far greater adoption and 

implementation into practice, suggesting a need for more widespread research 

interventions and translational studies. There is also proof that involving 

clinicians as research partners, rather than passive participants, helps to bridge 

the research–practice gap (Kristensen et al., 2015), which is why many 
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research institutes are embedding researchers in clinical settings (Moran et al., 

2019). 

Community 

Rural geographical location  

Rurality is defined by the AIHW (2021c) as regions outside major cities, that is 

further divided into inner regional, outer regional, remote and very remote 

(primarily based on road distance to major cities). Of Australians aged 65 years 

or older, 34% live outside of major cities (AIHW, 2021c).  

Rural regions have a higher prevalence of dementia per capita than urban 

regions, due to the ‘greying’ of rural areas in Australia (Spelten & Burmeister, 

2019) and the associated increased prevalence of dementia as people age 

(Nichols et al., 2022). Rural regions will continue to have many older people 

with dementia, but fewer services and skilled staff to provide the necessary 

care, due to staffing issues of recruitment and retention (Jackson et al., 2019).  

Skinner and Winterton (2018) have acknowledged the complexity of rural 

ageing, and the need for research, to better understand the impact of 

geographical isolation on older Australians. It is recognised is that people in 

rural Australia have poorer health, poorer access to health care and higher 

levels of economic disadvantage alongside increasingly ageing communities 

(Hancock et al., 2019). Previous research in rural regions also found multiple 

risk factors for dementia as a result of poor health behaviours, lifestyle and 

socio-demographic factors (Ervin, et al., 2015). The cumulative disadvantage in 

rural areas means communities are proportionally more affected by dementia 

than urban communities.  

Older people, including people with dementia and their families, have limited 

choices in service providers, contributing to an inequality between rural and 

urban regions (Henderson et al., 2016). In rural areas many home care services 

are unavailable or difficult to access due to distance, and services that are 

available may be of poorer quality than services in urban areas (Henderson et 

al., 2016). A number of factors contribute to this disparity, including the lack of 
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availability of health care staff and reluctance of aged care private providers to 

decentralise from urban areas (Baldwin et al., 2015; Bell, 2017).  

Similarly, RAC places have decreased in rural Australia due to a reduction in 

government funded facilities, without a corresponding increase in private sector 

RAC facilities (Henderson et al., 2016). The Victorian Parliamentary website 

(2020) shows that there is a mal-distribution of RAC facilities with only 32% of 

RACFs located in rural and remote regions. This means choice of aged care 

service provision is low or non-existent, and poor quality service provision 

simply has to be endured as there is no competition (Bell, 2017). 

In addition to poor access to most health services, rural people also experience 

a lack of access to dementia support services, and are often required to travel 

long distances for diagnostic and dementia specific services (Bauer et al., 

2019), increasing the distress already felt by many carers. Because of the lack 

of dementia specific accommodation in rural regions, people with severe BPSD 

are frequently relocated to larger centres (away from local family and friends) or 

placed in generic RAC, where the person with dementia may pose a danger to 

staff and other residents (Tible et al., 2017).  

Kendig and Phillipson (2014) identify one of the obstacles in providing rural 

dementia care is the dearth of training in dementia for rural health care workers. 

This is supported by other research that found that practitioners in rural areas 

lack experience in diagnosing and managing dementia (Farmer, 2021). Rural 

nurse participants in Henderson et al’s. (2016) study also identified deficits in 

their own knowledge in providing dementia care. 

Gardiner et al. (2021) state that the issues related to navigating the aged care 

system are complicated by the fact that many carers of people with dementia 

wait until they reach a crisis point before seeking assistance. The community 

dimension of Podgorski et al’s. (2021) biopsychosocial-ecological model very 

much highlights the impact of rurality on dementia care, from the lack of service 

provision, choice of services and dearth of rural staff training despite the 

increasing prevalence of dementia in rural Australia. This means there is an 

urgency in rural areas, compared to metropolitan areas, and a growing need to 

find solutions to the challenges of dementia care and implement evidence-
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based interventions that improve the quality of care for people with dementia 

and their carers. 

Relationships 

Singh et al. (2014) propose that the quality of life of people with dementia is 

inseparable from the quality of their relationship to their carers. Similarly, 

Truesdale and colleagues (2021) suggest that caregiving is relational and 

unable to be separated due to carers’ and care recipients’ experiences of each 

other. According to Smebye and Kirkevold (2013) very few studies have 

explored relationships as a variable in dementia care. While the individual and 

relationship dimensions of dementia care are difficult to view independently, 

Podgorski et al’s. (2021) biopsychosocial-ecological framework helps to clarify 

various aspects of relationships that influence dementia care.  

Informal carers 

Informal carers are defined as people, usually family members, who provide 

care and support to someone in their home, mostly in an unpaid capacity 

(Mohanty & Niyonsenga, 2019). The WHO (2021) have stated that in 2019, 

family members and friends (informal carers) of people with dementia provided 

an average five hours a day of care, and subsequently report overwhelming 

stress and pressure, emotionally and financially (Mohanty & Niyonsenga, 2019). 

Caregiving by family and friends is located in an historical context of affection 

and reciprocity (Truesdale et al., 2021) compared to formal caregiving where 

the interaction between the carer and care recipient is often completely 

pragmatic in nature. Informal carers have important historical knowledge of the 

person with dementia, that can be harnessed to positively influence the quality 

of care by tailoring care based on the person’s previous preferences and 

lifestyle (Singh et al., 2014). 

Pallant and Reid (2014) found that many informal carers value their caregiving 

role. The notion of caring, like our understanding and experience of ageing, is 

culturally shaped (Gunderman & Wolf, 2017). Caregiving experiences are not 

universal with carers reporting many different attitudes and experiences 

depending on the cultural context (Gunderman & Wolf, 2017). Carer stress has 
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been reported in all ethnic groups, genders, ages, economic status and 

relationships (Zarzycki et al., 2022), regardless of their motivation in providing 

care. Zarzycki and colleagues (2022) report that cultural values, such as 

reciprocity, that once fostered a motivation to perform a caring role may now 

serve as an additional source of stress. 

For many informal carers, the caring role evolves as an extension to their 

spousal role (Macdonald et al., 2019) or a sense of cultural or filial obligation 

(Brodaty, 2009; Morrisby et al., 2019). Regardless of their motivation, most 

informal carers report a huge impact on their lives as a result of their caring 

responsibilities, with many perceiving that they have no sense of control over 

their daily lives (Singh et al., 2014) which negatively impacts on their 

relationship with the person with dementia. An important factor in the 

relationship between a carer and a person with dementia is the presence and 

severity of BPSD. Herron and Wrathall (2018) state that BPSD, such as 

aggression, is experienced by carers in the context of a relationship, that can 

lead to physical, psychological and emotional harm for both the carer and the 

person with dementia.  

Low et al. (2015) report the adverse impact on informal carers and the people 

they care for when support services are not able to be obtained. In early 2021 it 

was reported that there were over 100,000 people in Australia on a waiting list 

for home care services (Atkin, 2021), meaning many informal carers were 

largely unsupported in their caring role. Duckett and Swerissen (2021) contend 

that there is too little support and poor access to timely services for informal 

carers. Despite this, government reforms continue to support increases in home 

care in preference to RAC for economic reasons (Visvanathan et al., 2019), 

without addressing the impact and access barriers for informal carers.  

Because of the challenges of meeting the needs of people with dementia, and 

the increasing severity and frequency of BPSD when needs are unmet (Herron 

& Wrathall, 2018), coupled with inadequate support, many informal carers 

relinquish full time physical care and admit the person with dementia to RAC 

(van Weel et al., 2019). In relinquishing full time physical care there is generally 

a belief that formal carers in RAC can better meet the needs of people with 

dementia. However, multiple inquiries into RAC show that staffing levels and 
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skills of staff are inadequate to meet the challenges of caring for people with 

dementia (Topsfield, 2021). 

Formal carers 

The term formal carer is usually associated with health professionals in settings 

such as hospitals or RAC facilities, acting in a paid capacity (Stephan et al., 

2018). Similar to informal carers, formal carers report that caring for people with 

dementia is challenging (Pennbrant et al., 2020). Brimelow et al. (2019) contend 

that the challenges faced by formal carers in RAC are predominantly related to 

the BPSD of people with dementia. Formal carers in RAC report a lack of skills 

and confidence in managing the unmet needs of people with dementia 

(Harrison et al., 2020) that are often displayed as BPSD, such as aggression 

and resistance to provision of care (Herron & Wrathall, 2018). Reports of 

insufficient staffing levels and skill mix to provide the required care for people 

with dementia in RAC (Eagar et al., 2020), is compounded in rural Australia 

through issues with staff recruitment and retention (Hussain et al., 2018). 

In both home care and RAC there has been a pervasive biomedical model of 

care, with a task focused culture of care delivery (Pagone & Briggs, 2021). 

Despite policy mandating person-centred care (Aged Care Quality and Safety 

Commission 2018, 2018; Australian Commission on Safety and Quality in 

Health Care, 2011), formal care workers continue to prioritise tasks rather than 

person-centred aspects of care, arguing that clinical care is their predominant 

duty (Ludlow et al., 2020).  

The value placed on tasks and efficiency means that important social, 

psychological and emotional aspects of care are neglected (Brownie & 

Nancarrow, 2013). For people with dementia, the unmet social, psychological 

and emotional needs are thought to be associated with BPSD. Person-centred 

interventions in dementia care settings, that hinge on nurturing relationships 

between staff and the person with dementia, have been shown to improve staff 

satisfaction and reduce BPSD (Brownie & Nancarrow, 2013). The basic 

foundation of person-centred care (PCC) is nurturing the ‘personhood’ of the 

person with dementia, which is described as the product of a relationship with 

others that is nurtured when they are valued and diminished when the 

relationship is depersonalised (Smebye & Kirkevold, 2013). 
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Smebye and Kirkevold (2013) found that when person-centred practices were 

implemented formal carers were able to include psycho-social needs as well as 

physical needs in their caring role. Similarly, Herron and Wrathall (2018) 

suggest that the BPSD that carers experience in dementia care are a result of 

structural factors of aged care settings that prevent people with dementia 

meeting their psychological needs and realising their potential.  

Intersecting formal and informal care relationships 

Good relationships between aged care staff and care recipients’ families are 

integral to dementia care. Lloyd and Stirling (2011) discuss the potential conflict 

that can arise between formal and informal carers when the latter seek 

dementia care support. Singh et al. (2014) write extensively about the factors 

that cause conflict between formal and informal carers in home care, including 

the perceived loss of control some informal carers feel when formal carers 

become involved in care. Some informal carers voice feeling stressed and 

demoralised by formal carers who do not demonstrate an understanding of the 

multiple responsibilities informal carers face (Singh et al., 2014). Conversely, 

when there is continuity in the provision of care, informal carers report being 

able to build rapport with formal carers which instils trust and confidence (Singh 

et al., 2014). 

A number of studies in Australia (Bauer et al., 2014; Nguyen et al., 2015) have 

explored the relationship between formal and informal carers in RAC. Nguyen et 

al. (2015) in particular, focus on relationships between formal and informal 

carers against the backdrop of dementia care. While both formal and informal 

carers acknowledge the importance of family involvement in dementia care 

(Cohen et al., 2014) there are issues that obstruct this, such as poor 

communication, lack of trust and attitudes of both formal and informal carers 

that can lead to conflict (Nguyen et al., 2015). This is problematic, as repeated 

studies show that individualised care and the quality of life for people with 

dementia is enhanced with continued family involvement in their care 

(Backhaus et al., 2020). Backhaus et al. (2020) emphasise the importance of 

interventions to increase family involvement in dementia care in RAC settings.  

The biopsychosocial-ecological framework helps to identify barriers and 

enablers in the relationship dimension of dementia care, especially when 
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changes related to BPSD are present. The importance of person-centred 

practices, especially when the person with dementia displays unmet needs is 

shown to be critical to good care. The complexity of the intersecting 

relationships between formal and informal carers is highlighted, including the 

need for informal carers to continue to support emotional, psychological and 

social needs of the person with dementia. 

Individual 

Podgorski et al. (2021) place the individual with dementia as central to their 

dementia care framework. A person’s identity is associated with the existence of 

memory, so the decline in memory experienced by people with dementia, leads 

to a loss of ‘self’ (Smebye & Kirkevold, 2013). In writing about the real, human 

impact Jebelli (2017) describes dementia as;  

…a merciless disease. It strips the mind of decades of stored 

memories that have been sculpted and embedded deep within our 

brains. Slowly and steadily, it erodes an individual’s autobiography, 

the very narrative that defines who we are (p.13). 

The erosion of a person’s character as a result of dementia, is frequently 

referred to as a ‘living death’, with carers reporting grief at the loss of the person 

as a result of dementia, despite no actual death (Cheung et al., 2018). The 

underpinning principle of dementia care is maintaining ‘personhood’ or ‘self’ 

through a focus on person-centred care. 

Person-centred care 

Although people with dementia have needs in relation to physical and social 

environments, social environments are perceived to have a greater impact on 

both the functional ability and quality of life for people with dementia (Sturge et 

al., 2021).  

Kitwood (1993) challenged the biomedical care of people with dementia and 

postulated that viewing the person, not their symptoms of dementia, was the 

basis for dementia care. As the seminal author of PCC in dementia care, 

Kitwood argued that the care of people with dementia should be based respect 

and dignity and on their intrinsic value as individuals (Kitwood, 1993). As such, 
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PCC is aimed at sustaining and/or restoring ‘self’ or personhood and this hinges 

on how people with dementia are treated. Smebye and Kirkevold (2013) write 

about Kitwood’s theory of ‘malignant social psychology’ where relationships can 

serve to devalue, diminish or dehumanise the person with dementia when they 

are infantilised, stigmatised, ignored or objectified. 

Brooke and Surr (2017) claim that PCC is located within the context of 

relationships and have trialled numerous interventions to provide evidence, 

including an evaluation tool called Dementia Care Mapping. Dementia Care 

Mapping (DCM) measures the quality of interactions with others from the 

viewpoint of the person with dementia (Brooker & Surr, 2017). While DCM is 

complex, it is a ‘gold standard’ measure of the effectiveness of PCC 

interventions (Santana et al., 2019).   

The work of dementia researchers highlights the importance not just of 

implementing PCC as best practice for the well-being of people with dementia, 

but also the necessity of measuring the effectiveness of this model of care. The 

dimension of the individual in the framework of Podgorski et al. (2021) shows 

that maintaining an individual’s sense of self is crucial to good dementia care. 

PCC provides a model of care to enhance personhood for the individual with 

dementia. DCM is an effective method to measure the success of tailored, 

individualised care by adopting the perspective of the individual and their 

response to external influences.  

Inappropriate use of antipsychotic medications 

Because current models of dementia care frequently lack a psychosocial 

approach, many people with dementia exhibit BPSD as a result of unmet needs. 

In turn, the impact of BPSD on carers means many people with dementia are 

prescribed antipsychotic medications, in an attempt to manage neuropsychiatric 

symptoms that are considered inappropriate (Oliveira et al., 2015). Although 

clinicians and researchers in dementia care warn against the use of 

antipsychotics and encourage the use of non-pharmacological methods of 

managing BPSD (such as cognitive therapy), there continues to be an 

overreliance on antipsychotic use (Ervin et al., 2019a).  
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Studies have found that up to half of residents with dementia in RAC are 

prescribed antipsychotics (Livingston et al., 2020). The reasons for 

antipsychotic medication use for people with dementia are multi-factorial but 

thought to be related to poor knowledge and skills of staff in RAC settings 

(Harrison et al., 2020) and attitudes of nurses in acute care settings (Green et 

al., 2016). Antipsychotics continue to be used in dementia care despite the risk 

of adverse effects, such as falls, over-sedation and increased confusion, and 

questionable efficacy (Kirkham et al., 2017). This issue was recently highlighted 

in Australia through the Royal Commission into Aged Care Quality and Safety 

(Pagone & Briggs, 2021) that included a recommendation to regulate the use of 

antipsychotic medication in RAC. Continued research, education and effective 

interventions are required to reduce antipsychotic prescribing rates and facilitate 

appropriate antipsychotic use. 

Summary of context of dementia care 

Podgorski et al’s. (2021) biopsychosocial-ecological framework helps to clarify 

the multiple factors that influence dementia care. Adapting the framework to 

include the overarching aged care policy and legislation and explanatory factors 

at society level, the prevalence of dementia and societal dimensions such as 

the aged care system and the staffing and skill level of formal carers within the 

system further elucidates the influences. The need for translational research, 

especially at a local level is highlighted, particularly in rural areas where 

dementia disproportionally effects communities. The relationship between 

formal and informal carers and the need for person-centred care, and 

evaluation of care, are shown to be individual level and relationship level factors 

to be considered in dementia care.   

Conceptual frameworks help to clarify influences on dementia care at a 

biopsychosocial-ecological level but can also be a useful lens to examine the 

effectiveness of research, in particular in understanding why an intervention 

worked, who it worked for, and under what circumstances. The next chapter 

further explores a theoretical framework to examine the results of the prior 

publications included in the thesis. 
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CHAPTER 3 - Theoretical framework  

The previous chapter described the influences on dementia care using 

Podgorski et al’s. (2021) conceptual framework. This chapter discusses the 

ontological, epistemological and methodological dimensions of the research, as 

well as the conceptual framework of person-centred care that informed the 

research methods utilised. As the principal researcher of the studies and 

primary author of the publications included in the thesis, it is necessary to locate 

myself paradigmatically to provide the ontological and epistemological positions 

that influenced the research methodologies.  

It has not been easy to align myself with a particular ontological or philosophical 

field, which could be explained by my epistemological orientation to 

pragmatism. As a nurse, a philosophical assumption or ontological perspective 

related to human agency such as that offered by critical realism, seemed a 

natural fit. Critical realism is a philosophical theory that has been described by 

Wikgren (2005) as the interaction between human agency and the world, 

developed from a range of other philosophical approaches including 

hermeneutics, positivism and pragmatism. 

A feature of critical realism is that ontology is viewed as distinct from 

epistemology, which means that scientific theory is based on the assumption 

that a mind-independent reality exists (Wikgren, 2005). Recent authors such as 

Archer et al. (2016) assert that critical realism is not a unified framework or set 

of beliefs but instead is a meta-theoretical position concerned with an account 

of science that is philosophically informed, that can then inform our empirical 

investigations. Archer et al. (2016) further posit that ontologically critical realists 

believe that reality exists, but that it operates independently from our knowledge 

or awareness of it and is therefore more concerned with agency, relations, 

structure and the nature of causation. 

Accounts of critical realism in practice by Price and Martin (2018) were 

attractive and compelling as an ontological orientation. Even more attractive is 

the critical realist (partial) separation from epistemological orientations. 

Although ontology and epistemology cannot be completely disentangled 

(Gunnarsson, 2017), the distinction allows greater freedom for the adoption of 
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epistemologies that intersect, but do not neatly conform. Gunnarsson (2017) 

also argues that the philosophy of critical realism encourages non-absolute 

approaches, that intersect well with the epistemological orientation of 

pragmatism.  

Pragmatism tends not to place great value on inquiry into the nature of reality if 

it has no consequences for human life (DeForge & Shaw, 2012). Pragmatists do 

not deny the value of philosophy, simply that discussion ends with 

acknowledging we all have experiences and world views that differ. While there 

are similarities, the difference between critical realism and pragmatism has 

been described by DeForge and Shaw (2012) in the primacy of considerations, 

where critical realists first focus on ontological considerations, pragmatists keep 

ontological considerations in the background of their inquiry. Pragmatists focus 

on inquiry that enacts practical change, with an emphasis on context, not on 

what lies below the surface of knowledge and reason. Patton (2005) contends 

that epistemologically, pragmatism is premised on the notion that research 

should focus on practical issues not on philosophical debates. Conversely, 

there is argument that the focus of pragmatism on ‘what works’ can erode its 

philosophical base (Hesse-Biber, 2015).  One nursing scholar, Younas (2020) 

has described pragmatism as an important factor in bridging the gap between 

nursing theory and practice, because it engages in inquiry-based practice for 

knowledge translation. 

Kelly and Cordiero (2020) also suggest that pragmatism is a worthy paradigm in 

health research, not only because the framework is anchored in practicality, but 

because it produces research that is contextually relevant and actionable. The 

principles of pragmatic inquiry include; inquiry as an experiential process, 

emphasis on actionable knowledge, and recognition of the links between 

experience, knowledge and action (Kelly & Cordeiro, 2020). A pragmatic 

approach in nursing research is espoused as enabling practical actions, being 

able to evaluate the usefulness of the actions and assimilate them into existing 

frameworks (Younas, 2020). Similarly Doane and Varcoe (2005) believe that 

pragmatism can assist nurses to develop knowledge that is grounded in 

practice. 
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Pragmatism as a research paradigm is rooted in the philosophy of pragmatism 

and encourages multiple methods of inquiry, using the approach that is most 

effective for the problem being investigated (Kaushik & Walsh, 2019).  It is often 

associated with mixed methods because the focus is on the real world 

outcomes of the research question rather than the methods (Hall, 2013). The 

methodological approach of pragmatism is based on the adequacy of the 

method to answer the research question and not enslaved to an approach 

aligned with the researcher’s philosophical commitment to a particular 

paradigm. Bryman (2006) explains that pragmatic research methods sideline 

epistemological and ontological arguments in favour of methodologies that may 

be quantitative, qualitative or mixed.  

The studies included in this thesis applied qualitative and quantitative methods, 

sometimes in a mixed method design. For all of the reasons cited by supporters 

of pragmatic approaches, the method chosen for each study was considered 

the best suited to investigate the problem being studied. The studies in this 

thesis focus on dementia, and as acknowledged by Aberdeen and Bye (2013), 

a great deal of gerontological studies in Australia lack a critical perspective. This 

is in part due to the biomedical or health related focus on ageing, rather than 

the psycho-social aspect of ageing research. The studies included here were 

informed by a psycho-social approach, specifically person-centred care. 

The adoption of person-centred care (PCC) approaches is described by 

Edvardsson (2015) as a response to the shortcomings of a biomedical model of 

care for people with dementia. The humanistic concepts of respect, 

understanding, self-determination and unconditional positive regard underpin 

PCC (Byrne et al., 2020). In Australia and the UK, PCC has been integral to 

legislative policy in aged care (Department of Health, 2009; Hunter & Doyle, 

2014) as an approach in which people are supported and enabled to contribute 

to their own care and are central to decision making. PCC is considered to 

afford dignity to the person with dementia and is considered humanistic and 

‘morally ethical’ (Mitchell & Agnelli, 2015).  

PCC involves knowledge of the individual and includes family and friends in 

helping to provide individualised care and prioritises the individual over task-

focused approaches (Rollin, 2011). The PCC nursing framework is comprised of 
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four interrelated constructs, that focus on the attitude of nurses (prerequisites), 

context (the environment), the range of activities (processes) and outcomes 

(McCormack & McCance, 2006). There is a plethora of literature on the 

importance of PCC and an abundance of instruments for measuring it (Tzelepis 

et al., 2015). The studies in this thesis were informed by a PCC framework in 

the intervention and/or the evaluation phases of the studies. Edvardsson (2015) 

espouses that collecting life stories is fundamental to PCC for people with 

dementia, and using PCC is essential to measure the effectiveness of 

interventions from the perspective of the person with dementia. The conceptual 

applicability of PCC has driven the emergence of academic interest and nursing 

practice (Edvardsson, 2015). 

 
Ontologically, PCC is aligned with critical realism, in that its focus is human 

agency and interaction, additionally, epistemologically PCC is concerned with 

outcomes for people, through knowledge that fits well with pragmatism. Frölich 

et al. (2018) contend that ontologically, the individual level is a significant 

feature of ontology and an appropriate focus for health care. O’Loughlin (2020) 

argues that PCC is an ontological shift from the biomedical model of care that 

requires a conceptual revision in health professional’s thinking about health 

care, as health cannot be understood in isolation from personal autonomy and 

broader social constructs. O’Loughlin also calls for critical analysis of the 

concepts of PCC to avoid health policy and practice being forced on health 

professionals and patients, without a clear understanding of implementation or 

the implications for practice. A potential method of critically evaluating PCC is 

realist evaluation. 

 
Realist evaluation has been previously described as theory driven approach to 

evaluation rooted in scientific realism (Salter & Kothari, 2014). Salter and 

Kothari (2014) cite that scientific realists hold the assumption that reality exists 

independent of a person’s perception of reality. Like critical realism, realist 

evaluation suggests that outcomes occur due to the interaction between social 

structures, mechanism, and human agency (McEvoy & Richards, 2006). 

Haynes et al. (2021) provide the following explanation of realist evaluation; 
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It comprises a clear philosophical foundation and view of causality, 

pragmatic mixed data collection methods, and a theory-driven 

approach in which hypothesised program theories are tested and 

refined. Realist evaluation is a theory-driven approach to 

evaluation that aims to explain why policies and programs work (or 

not), for whom, and under which circumstances. (p.1) 

 Realist evaluation is being increasingly utilised in health research because of 

its usefulness in providing information about how outcomes are produced by 

interventions, and how outcomes can be improved and adapted. Pawson and 

Tilley (2010) who developed realist evaluation recommend taking a pragmatic 

approach to data collection that usually results in the use of mixed methods. 

Using realist evaluation, both qualitative and quantitative data can be analysed 

for contextual factors, the mechanisms in operation and the emergent outcomes 

(Mukumbang et al., 2020).  

Flyn et al., (2019) provide a concise definition of the concepts used in realist 

evaluation, that are comprised of;  

(1) Context – includes aspects of implementation that are not part of an 

intervention but which interact, modify, influence, enable or act as 

barriers to effectiveness of the intervention.  

(2) Mechanisms – intended and unintended resources of a program and the 

cognitive, emotional and motivational responses of stakeholders. 

Described as underlying factors, processes or structures that operate in 

particular contexts.  

(3) Outcomes – The result of mechanisms having different effects on 

different stakeholders in different situations. Analysis is used to 

determine if hypothesised mechanism/contexts can be confirmed. 

(4) CMO (context-mechanism-outcomes) – A heuristic utilised to generate 

explanation of outcomes in the phenomena under study. CMO can be 

used for the entire program or only individual aspects and is used to 

refine theory about the final product of the study. 
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Pawson and Tilley (2010, p.57) explain that programs/interventions work 

(successful or intended outcomes) because they implement appropriate ideas 

or opportunities (mechanisms) to people in acceptable social or cultural 

conditions (context). Realist evaluation is useful as a lens to evaluate studies or 

individual programs to generate knowledge, including transferability of findings, 

translation and sustainability (Haynes et al., 2021). It illuminates essential 

contextual factors through logic of inquiry to answer what works, why it works, 

for whom and in what context (Salter & Kothari, 2014).  

An understanding of what works is achieved by identifying mechanisms 

associated with the study, the context under which the mechanism operates, 

and the outcomes produced. The standard realist position is that relationships 

between mechanisms and outcomes are not static but contingent on contextual 

factors, that Pawson and Tilley (2010) express as CMO.  

Flyn et al. (2019) argue that quantitative methods are better suited to identifying 

context and outcomes, and qualitative methods more effective for determining 

mechanisms and unanticipated contextual factors and outcomes. While realist 

evaluation is aligned with the ontology of critical realism (Porter & O’Halloran, 

2012) the principles are more closely shared with positivist ontology than 

interpretism, because interpretism does not always search for causal 

mechanisms. Critical realism (from which realist evaluation stems) originated as 

an alternative to positivism and interpretism (Pawson & Tilley, 2010; Porter & 

O’Halloran, 2012) drawing from both methodologies in its ontology and 

epistemology. Porter and O’Halloran (2012) argue that realist evaluation 

reduces findings to technocratic interpretations of human research. Similarly, 

Wickgren (2005) also argues that complex phenomena cannot be explained by 

mechanisms, that suggests a belief that realist evaluation diverges from 

pragmatism. Alternatively, Flyn et al. (2019) demonstrate a working example of 

how realist evaluation was used to identify components of realist program 

theory in terms of context, mechanisms and outcomes, placing emphasis on 

causative mechanisms.  

Pawson and Tilley (2010, p. xiii) argue that there is little point of evaluation if it 

is not used to provide practical understanding and inform the thinking of health 

practitioners, program participants and policy makers. Because the studies 
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presented in this thesis use qualitative and quantitative methods, realist 

evaluation seems suited to explore contexts and mechanisms that enable the 

outcome of formal and informal carer’s successful management of BPSD. While 

realist synthesis and realist evaluation share similarities, such as causal 

mechanisms to determine outcomes, realist synthesis tests a program theory 

through combination of secondary data collection of diverse studies or 

programs examining the same program theory (Greenhalgh et al., 2017). The 

aim of critically analysing the studies in this thesis is not to synthesis the 

findings, such as that utilised in realist synthesis, but to analyse each 

individually to identify contexts, mechanisms and outcomes to better understand 

what worked (or did not work), for whom and under what circumstances.  

Greenhalgh and Manzano (2021) acknowledge the difficulties in defining 

context in realist evaluation, which is generally limited to geography or the 

demographics of the population under study. More broadly, realist scholars 

contend that context can include social rules, interrelationships or values that 

either support or act as barriers to the study mechanisms (Pawson & Tilley, 

2010). Mechanisms in realist evaluation are unclear (Jolly & Jolly, 2014) and 

can be an intervention, a response to an intervention (Flynn et al., 2019) or 

future action to the intervention. Often mechanisms are an invisible driver 

(Westhorp, 2018) that requires analysis to discover why something works. 

Frequently mechanisms are identified as resources or reasoning or interrelated 

processes that operate at different times.  

Outcomes or outputs are simply the findings that can be explained by the 

mechanism or the context. Gilmore et al. (2019) stress that the importance of 

realist evaluation is in understanding the contextual factors that influence the 

success (or not) of interventions or programs. The theoretical framework and 

how the analysis is be applied and critically analysed to understand what 

worked for whom and in what circumstances are shown in Figure 3   
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Figure 3: How the realist evaluation theoretical framework is to be applied to the studies. 
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CHAPTER 4 - Structure of the chapters with prior publications 

The previous chapters have outlined the background of the research and the 

biopsychosocial-ecological influences on dementia care in Australia. The overall 

theoretical framework of the research has been presented, with an outline of 

how realist evaluation will be applied to the previously published studies. 

The successive chapters present the prior publications from the research. Each 

chapter includes a table that summarises and analyses the publications 

included in the chapter, applying realist evaluation. The impact of the research 

and its important contribution to contemporary dementia care is discussed in 

each chapter and the research outcomes are summarised in the concluding 

chapter.  

Contents of each chapter with prior publications 

The chapters with publications are structured to mirror the typical trajectory of 

dementia care, beginning with studies in home care, progressing to acute care 

and finishing in RAC. The majority of the studies presented are concerned with 

RAC, due to the high proportion of people with dementia in this setting and my 

familiarity with this setting as a gerontological nurse.  

The chapters with prior publications present the findings from individual 

research projects. Depending on the number of articles emerging from the 

research, a chapter may contain multiple publications, in other chapters only 

one publication.  

The first of these chapters (Chapter 5) presents the findings of an exploratory 

research study involving informal carers of people with dementia, meaning 

relatives or friends of people with dementia caring for them in their homes. 

Chapter 6 introduces the findings from an intervention study reporting nurses’ 

perceptions of caring for someone with dementia in an acute care setting.  

All chapters thereafter present research projects conducted in RAC. The first of 

the RAC chapters (Chapter 7) is an exploratory study of nurses’ knowledge of 

managing BPSD. Chapter 8 is comprised of one publication reporting findings of 

a small pre- and post-intervention study involving aged care nurses. The final 
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chapter with publications (chapter 9) includes three peer reviewed papers 

presenting the mixed methods results of an intervention study in RAC. 

All of the publications included in the thesis were from studies conducted in 

rural regions of Victoria. The first study presented in Chapter 5 was conducted 

in the Hume region, with all subsequent studies conducted in the Moira Shire or 

Moira and Benalla Shires (shown in Figure 4).  

 

 

 

Figure 4: Location of the studies in the thesis 

 

My contribution to each publication, and the research study, are shown in the 

author declarations in Appendix A. Briefly, I was the principal researcher of all 

the studies and primary author of all publications. Permission to reproduce the 

publications for this thesis (where required) are shown in Appendix B. All of the 

studies had ethics approval, which is shown in Appendix D. 

A hyperlink is included for access to the original publication in PDF format. The 

publications have been reproduced and inserted in each chapter as word 

documents to increase the font size and clarity of text for readability. The 

reference list for each publication can be found in Appendix E or in the original 

article PDF. 

HUME REGION 
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The academic impact, such as citations of the publications included in the thesis 

are shown immediately after each publication (sourced March 2022). The 

citation rate of each publication was obtained from Google Scholar. Read rates 

of the publications were sourced from Research Gate. A read is counted each 

time a publication summary or full text of a publication is viewed or the full text 

is downloaded.  

Because there are different methods of presenting the field weighting, they were 

sourced from two sites - Research Gate and Dimensions. The field weighted 

citation impact is the ratio of citations actually achieved based on the average 

citation rate in the research subject field and takes into account differences in 

research activities across disciplines. Altmetric indicators of social media 

attention about the publications are not included as they are not transparent and 

are easily manipulated and are therefore not a reliable indicator of 

dissemination (García-Villar, 2021). 

Journal rankings are sourced from SCImago. Journal rankings are calculated 

based on their impact factor within their disciplinary category and assigned a 

quartile to which the journal belongs – for example Q1 journals are the top 25% 

of journals. New journals can remain unranked for a significant period of time. 

The journals in which the studies are published were chosen in collaboration 

with co-authors to target the desired audiences (predominantly nurses; papers 2 

and papers 4 to 9). Papers 1 and 3 were submitted to a journal specific to 

ageing issues and paper 10 was submitted to a journal concerned with 

administration due to the study findings.   

This chapter has described the structure and content of the chapters with prior 

publications. The next chapter presents three peer reviewed publications from 

the results of a study of informal carers supporting a person with dementia.  
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CHAPTER 5 – An exploratory study of informal care of people with 

dementia in home care 

This chapter of the thesis includes three peer reviewed papers from a single 

mixed methods study conducted in the Hume region of Victoria, Australia. The 

findings from the study were divided for publication into three papers in order to 

expand on, and explore the diverse themes that emerged from the study.  

At the time of the study little was known about carers of people with dementia in 

rural contexts in Victoria. The aim of the study was to explore levels of distress, 

anxiety and depression experienced by rural informal carers of people with 

dementia who live at home. Further, the study investigated the type, severity, 

frequency and impact of any BPSD reported by these carers. To provide a more 

comprehensive understanding, use of support services by this cohort of rural 

informal carers was also explored. The study presented in this chapter focuses 

on the biopsychosocial-ecological dimension of relationships in dementia care. 
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Publication 1 
Ervin, K., Pallant, J., & Reid, C. (2015). Caregiver distress in dementia in rural 

Victoria. Australasian Journal on Ageing, 34(4), 235-240. 

https://doi.org/10.1111/ajag.12158 

 

The first publication in this chapter presents the findings of self-reported carer 

distress, anxiety and depression, measured by the Depression, Anxiety and 

Stress Scale (DASS) (Lovibond & Lovibond, 1995). Also reported in this paper 

are the results of the Neuro Psychiatry Inventory – Questionnaire (NPI-Q) 

(Cummings, 1997), which measures the type and severity of any BPSD 

displayed by the person being cared for, and its effect on their carer. The terms 

carer and informal carer are used interchangeably throughout the publication 

but in all instances the participants were informal carers of people with 

dementia. 

 

  

https://doi.org/10.1111/ajag.12158


46 | P a g e  
 

Research       
Caregiver distress in dementia in rural Victoria 
DOI: 10.1111/ajag.12158 Australasian Journal on Ageing, Vol 34 No 4 December 2015, 
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Kaye Ervin and Julie Pallant 

Rural Health Academic Centre, University of Melbourne, Melbourne, Victoria, 

Australia  

Carol Reid 

Goulburn Valley Family Care, Melbourne, Victoria, Australia 

_______________________________________________________________________________________ 

Aim: The aim of this study was to explore the levels of stress, anxiety and depression 

of informal carers caring for someone with dementia in a rural setting. 

Methods: Carers of people with dementia were recruited to complete a survey that 

incorporated the Depression Anxiety Stress Scales (DASS) to measure carer 

emotional well-being. The survey also included the Neuropsychiatric Inventory 

Questionnaire (NPI-Q), which assesses the presence and severity of behavioural and 

psychological symptoms of dementia (BPSD) of care recipients and their effects on 

the carer. 

Results: A total of 39 carers completed surveys. Almost half of the respondents 

reported levels of stress and depression in the moderate to severe range as measured 

on the DASS. BPSD exhibited by care recipients, such as agitation, anxiety, aggression 

and nocturnal disturbance, were associated with the level of stress reported by the 

carer as measured with the NPI-Q. 

Conclusion: Caring for care recipients who exhibit BPSD predisposes carers in rural 

areas to high levels of stress and depression. Regular, periodic screening of carers is 

required to detect abnormal levels of stress, depression and anxiety in order to enable 

timely introduction of interventions. 

 

Key words: behavioural and psychological symptoms of dementia, carer stress. 

 

Introduction 

It is estimated that there will be over 1.1 million people with dementia in Australia 

by 2050 [1]. Community care instead of institutional care is now widely promoted, 

and it is likely that informal caregivers will be increasingly required to provide the 

necessary support to enable people with dementia to remain at home [2]. The 

demands on carers as a result of their caring role are variously described in the 

literature as caregiver burden, carer burden, caregiver distress or carer stress. The 

terms are frequently used interchangeably and relate to the carer’s quality of life 
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and well-being [3]. Carer burden has been recognised in the research literature 

since the 1960s [4].  

Caregiver burden is defined as the subjective belief that emotional, physical, social 

and financial resources are inadequate to meet the demands of caregiving [5]. This 

burden is associated with poor health outcomes for carers, including high 

depression and anxiety rates and negative health behaviours [6]. Studies have 

recognised that despite the positive aspects of caring, caring can also be exhausting 

due to loss of sleep, physical demands and lack of social engagement [7]. Carers of 

people with impaired cognitive functioning that results in behavioural and 

psychological symptoms experience higher physical and emotional demands than 

carers of people without cognitive impairment [8]. 

Opinion is divided on whether there is an association between specific behavioural 

and psychological symptoms of dementia (BPSD) and caregiver stress. Some 

studies report a positive correlation between the severity of symptoms and the 

caregivers’ reported level of stress [9], while other studies have not found this 

association [10]. Symptoms such as aggression, agitation, wandering and nocturnal 

disturbance occur in as many as 80% of people with dementia [11] and are 

associated with decreased quality of life for the person with dementia and 

increased health-care costs [12]. A recent Australian study suggests that the stress 

and depression associated with caregiving for people with dementia causes some 

carers to contemplate suicide [13]. Despite this, many caregivers of people with 

dementia do not receive any assistance, such as community care [14]. 

Rural communities are recognised as being disadvantaged in terms of access to 

health care and scarcity of resources [15]. High rates of depression are also 

reported in rural areas [16], but this has not been explored in relation to 

caregivers in this setting. While some Australian studies have explored caregiver 

burden, none have been exclusively conducted in a rural setting. There is little 

knowledge of the experiences of rural caregivers, in particular rural caregivers of 

people with dementia. The aim of this study was to explore both the emotional 

well-being of rural caregivers of people with dementia and carer distress in 

relation to the BPSD exhibited by the person with dementia. 

Methods 

Procedure 

The participants in this study were informal carers of people with dementia 

residing in rural Victoria, Australia, predominantly in the Goulburn Valley region. 

Carers were recruited to participate through a variety of health service agencies, to 

capture a mix of those who utilised community services and those who did not. 

Staff from family care carer support services, home and community care services, 

and community nursing and medical clinics agreed to distribute surveys to known 

carers of people with dementia during the months of December 2012 and January 

2013. Staff were instructed to be sensitive and exclude carers who they felt would 

be further burdened by being asked to participate. No other exclusion criteria were 

provided to recruiting staff. Carers were not required to live with the care 
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recipient to be eligible for inclusion. Carers who agreed to participate were 

provided with a survey, an explanatory statement and a paid reply envelope. The 

study received approval from the University of Melbourne Human Research Ethics 

Advisory Group (No. 1328507.2). 

Materials 

The survey contained questions on the carer’s and care recipient’s demographic 

backgrounds, including age, gender, length of time as a carer, duration of 

symptoms and the type of dementia, if known. The Depression Anxiety Stress 

Scales (DASS-21) were also included in the survey. This 21-item self-report 

questionnaire is designed to measure the severity of a range of symptoms of stress, 

depression and anxiety. The participant is required to indicate the presence of a 

symptom over the previous week. Each item is scored from 0 (did not apply to me 

at all over the last week) to 3 (applied to me very much or most of the time in the 

last week). DASS scores can be categorised as normal, mild, moderate, severe and 

extremely severe. There is support for the validity of the DASS for use in both 

clinical and community settings in Australia [17]. Previous studies have 

demonstrated high internal consistency (Cronbach’s alpha scores of >0.7) and 

significant correlations between DASS scores and other measures. 

The survey also incorporated the Neuropsychiatric Inventory Questionnaire (NPI-

Q). The NPI-Q is a previously validated, self-administered questionnaire completed 

by participants about persons for whom they provide care. The NPI-Q measures 

behavioural changes in care recipients since diagnosis with dementia/memory 

problems. It contains 12 questions about the presence of symptoms of dementia 

exhibited by the person, such as nocturnal disturbance, aggression and anxiety. 

Carers are instructed to rate only symptoms that have been present in the last 

month. The scale rates the severity of symptoms from 1 (mild symptom that is 

noticeable but not a significant change), 2 (moderate symptom, significant but not 

a dramatic change) and finally 3 (severe symptom, a very marked or prominent 

dramatic change). For each symptom present, the informant is asked about the 

impact on them (caregiver distress) using a 5-point scale (0 – not at all distressing 

to 5 – extremely distressing, unable to cope.) The NPI-Q was chosen both for its 

brevity and for previous reviews rating it as the best measurement for the 

assessment of behavioural disturbances [18]. It provides a rating of caregiver 

stress related to dementia symptoms and is described as the most appropriate 

measure for both clinical and research use in an Australian context [18]. 

Statistical analysis 

Data analysis was undertaken using SPSS version 21. Descriptive statistics were 

generated for demographic characteristics and the DASS-21 and NPI-Q scales. 

Nonparametric tests were conducted due to non-normal distribution of scores and 

small sample size. Mann–Whitney U-tests were used to compare DASS scores 

across gender and sole carer status. The Kruskal–Wallis test was used to assess 

DASS scores in relation to the relationship between the carer and care recipient. 

Spearman’s rank-order correlation was used to assess the relationship between 

the length of time as a carer and DASS score. 



49 | P a g e  
 

 

Results 

Participant characteristics 

One hundred and seven surveys were distributed to 16 service providers. Service 

providers were asked to return unused surveys, but many of them destroyed 

unused surveys or did not comply with the instruction, so the response rate cannot 

be determined. Thirty-nine carers completed and returned questionnaires. 

Characteristics of the carers and care recipients are presented in Table 1. Carers 

were predominantly female (77%) and either daughters or wives of the care 

recipients. Time as a carer ranged from one to 15 years (median 4 years). Carers 

ranged in age from 43 to 87 years, with a median age of 66.5 years.  

Care recipients were a fairly even mix of men and women (46% and 54% 

respectively). The age of the care recipients ranged from 70 to 98 years (median 

age 82). Approximately half (46%) of the care recipients had a diagnosis of 

Alzheimer’s dementia. 

 

 

Level of depression, anxiety and stress in carers 

Table 2 shows the proportion of carers in each of the DASS-21 clinical categories. 

Almost half of the respondents (n = 19, 48%) reported stress levels within the 
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moderate to extremely severe range. Fifteen respondents (38%) reported 

moderate to extremely severe depression, and 10 respondents (28%) reported 

above-moderate anxiety levels.  

The final row in Table 2 shows the median score, interquartile range and range for 

each of the DASS-21 subscales. Mann–Whitney U-tests revealed no statistically 

significant difference between male and female carers on the three DASS-21 

subscales: stress (men: median = 21.1, n = 9; women: median = 19.6, n = 30; z = 

−0.35, P = 0.72), anxiety (men: median = 22.2, n = 9; women: median = 19.3, n = 30; 

z = −0.7, P = 0.50) and depression (men: median = 25, n = 9; women: median = 

18.4, n = 30; z = −1.5, P = 0.13). 

There was no statistically significant correlation between the time spent as a carer 

and the scores on the DASS-21 subscales (stress r = 0.17, anxiety r = 0.19, 

depression r = 0.20). A Mann–Whitney U-test revealed a significant difference in 

the stress levels of those who identified as sole carers (median = 20.32, n=31) and 

those who were not sole carers (median =10, n = 8) (z = −2.14, P = 0.032, r = 0.38). 

This indicates a moderate effect size using size using Cohen criteria [19]. There 

was no statistically significant difference between sole carers and non-sole carers 

on the subscales of depression (sole carers median = 21.1, n = 31; non-sole carers 

median = 15.4, n = 8; z = −1.28, P = 0.20) or anxiety (sole carers median = 20.7, n = 

31; non-sole carers median = 17, n = 8; z = −0.85, P = 0.39). A Kruskal–Wallis test 

showed no statistically significant difference in the levels of stress, anxiety or 

depression by the carer’s relationship to the care recipient (stress P = 0.48, anxiety 

P = 0.36, depression P = 0.84). 

NPI-Q symptoms of dementia and effect on carers 

The reported prevalence of each of the symptoms of dementia included in the NPI-

Q is shown in Figure 1. Care recipients’ symptoms are ordered from least to most 

prevalent as reported by carers. The most prevalent symptoms were anxiety, 

apathy/indifference and aggression, reported by over 70% of the sample of carers 

(see Table 3). More than half of the care recipients exhibited irritability/lability, 

appetite disorder, depression and nocturnal disturbance. 

The severity of care recipients’ symptoms is shown in Table 3. The results are 

shown in order of reported prevalence of symptoms. The two most prevalent 

symptoms, anxiety and apathy/indifference, were also rated as the most severe; 

46.8% of the care recipients were reported to exhibit severe anxiety and 53.3% 

severe apathy/indifference. More than half the sample (65.2%) reported severe 

nocturnal disturbance in the care recipient. 
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Carers were also asked to rate their level of distress associated with each of the 

symptoms exhibited by the care recipient. Distress ranged from 0 (not at all 

distressing) to 5 (extremely distressing, unable to cope). Figure 2 shows the carers’ 

mean levels of distress in relation to the symptoms exhibited. Anxiety, 

apathy/indifference and agitation/aggression of care recipients, as well as being 

highly prevalent, caused the highest levels of distress for their carers. 
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Discussion 

This rural-based study explored the emotional well-being of informal carers caring 

for a person with dementia and the level of carer distress associated with the care 

recipient’s BPSD. More than half (58%) of the carers in this sample reported 

moderate to severe levels of stress, 38% moderate to severe depression and 26% 

moderate to severe anxiety as measured with the DASS. 

The most prevalent reported BPSD of care recipients was anxiety (82%), with 

more than half of the recipients also reporting apathy, aggression, irritability, 

nocturnal disturbance, appetite disturbance and depression. As well as being the 

most prevalent symptom exhibited by care recipients, anxiety was also reported to 

cause the highest level of carer distress, closely followed by aggression, apathy and 

nocturnal disturbance. 

The overall high levels of stress, anxiety and depression reported by this sample of 

rural carers are consistent with the broader literature [7,14]. A study conducted in 

the USA found that 80% of carers of people with a cognitive deficit experienced 

high levels of stress and depression [20]. Of concern was that the US study also 

reported poor quality of life for the care recipients and early admission to 

residential aged care (RAC) related to carer stress [20]. 

The care recipients in this study were reported to exhibit multiple BPSD, which is 

also consistent with other findings. Common BPSD, such as agitation and anxiety, 

are reported to occur in as many as 80% of people diagnosed with dementia. In 

this study the high rates of severe BPSD reported also resulted in high rates of 

carer distress. The severity of BPSD is rarely measured or reported in informal 

settings, though monitoring them is a common practice in 

RAC settings. BPSD reported in this study, such as severe depression, nocturnal 

disturbance and anxiety, have been found by other studies to be predictors of carer 

distress and subsequent placement of the care recipient in long-term care [21]. 

More than half this sample of carers reported nocturnal disturbance on the part of 
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the care recipient, which one study considered the strongest predictor of 

placement in RAC among all symptoms of dementia [22]. A literature review 

conducted by Etters and colleagues also found a link between type of BPSD and 

level of carer stress [20]. In particular, Etters and colleagues found that agitation, 

irritability and nocturnal disturbance were strongly associated with high levels of 

carer stress, consistent with the findings of the current study. Our study also found 

apathy of the care recipient was highly distressing for carers, which has not been 

previously reported. It is not known why apathy is distressing for carers, but it 

may be a result of trying to engage the care recipient in activities and interests 

without success. 

Dementia is identified as a primary reason for carers to seek placement in RAC for 

care recipients [23]. Currently, more than 50% of all people in RAC have a 

diagnosis of dementia [24]. The tendency toward long-term placement of people 

with dementia is attributed to both the difficulty of managing BPSD and the 

duration of symptoms [25]. The length of time spent as a carer and the duration of 

care recipients’ symptoms in this study are also consistent with previous studies 

[7,26]. It should be acknowledged that the nature of dementia means that these 

carers provide constant supervision, in contrast to those caring for people without 

a cognitive impairment. It is recognised that the supervision required and the 

presence of BPSD result in high levels of stress for these carers [14]. The 

Australian Government, in recognition of the extra care required for people with 

dementia, recently increased the level of funding for people with dementia in 

residential aged care and those receiving home care [27]. Eligibility for the 

supplemental funding is determined by assessment of care recipients using the NPI 

(nursing home version). Extra financial resources, eligibility for which is 

determined using the same criteria, have not been extended to informal carers of 

people with dementia receiving carer payments unless they are also recipients of 

home care. 

The overall characteristics of the carers and care recipients in this rural sample are 

fairly consistent with findings from the broader literature. Carers in this study and 

other studies were predominantly women [7,28]; however, this study differs in 

that carers were most frequently daughters rather than wives [7,29]. Previous 

research studies report a relationship between the carer’s gender and early 

admission to long-term care, with women being more likely than men to 

experience high levels of stress that result in their relinquishing care [20,22]. This 

study found no relationship between carer gender and their level of reported 

stress, anxiety or depression, which may be due to the women in our study 

predominantly being recipients’ daughters, unlike in other studies. 

The findings from this rural study of carer stress, depression and anxiety support 

findings from previous studies conducted in metropolitan settings. Further studies 

are needed to assess service provision in rural areas and its effect on carer well-

being, given that access to services in rural areas is known to be difficult. 
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Limitations 

A limitation of the study was the relatively small sample size, although this is 

consistent with similar studies in the topic area [30,31]. There are a number of 

challenges involved in conducting research on caregiver stress in dementia. The 

carers themselves are frequently vulnerable, frail and elderly, and the nature of 

their role predisposes them to high levels of stress. The researchers felt there was 

an ethical requirement to instruct staff to be sensitive to carers’ needs and refrain 

from recruiting carers whom they felt would be particularly burdened by the task 

of completing the survey. 

The stigma of the diagnosis and term ‘dementia’ was also a potential limitation of 

the current study. Staff who recruited carers were frequently unaware whether the 

care recipient had received a formal diagnosis and refrained from inviting carers to 

participate if they felt it might cause offence. The recruiting staff also reported that 

some carers denied the care recipient had dementia, insisting that the recipient 

had ‘memory loss’ rather than dementia and therefore did not qualify for inclusion 

in the study. Further studies in dementia will need to address the stigma 

associated with the disease to reduce these limitations. This can perhaps be 

addressed by the use of alternative terms such as ‘memory loss’. Recruiting staff 

were not asked to record how many carers they approached or how many carers 

accepted or refused to accept surveys; for these reasons, in addition to the 

widespread non-return of unused surveys, the true response rate and therefore 

the generalisability of the results cannot be determined. 

Recommendations and practical implications 

Periodic screening by health service providers in the primary care setting is 

needed to identify carers at increased risk of distress associated with carer burden 

[20] in order to allow introduction of timely interventions, such as respite care, to 

ameliorate carer stress. The recent government introduction of further assessment 

of people with dementia is linked to financial incentives for the formal care 

provider. Despite increased funding, there are no directives to formal care 

providers to provide additional or improved services for people with dementia. 

The government program is likely to have little impact on informal carers’ levels of 

stress or the assistance they receive. 

Given that particular BPSD are also known to increase levels of distress, knowledge 

of the care recipient’s symptoms is important. Despite findings that there are 

positive aspects to the caring role, unremitting burden coupled with BPSD-linked 

distress often results in admission of care recipients to RAC. Early 

institutionalisation has important economic implications for costs associated with 

long-term care. People with dementia now live longer, suggesting that carer 

burden will increase in the future. Supporting carers emotionally and physically 

and encouraging utilisation of support services is essential to reduce carer stress, 

anxiety and depression and delay institutionalisation. 
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Key Points 
• Rural carers of people with dementia report high levels of stress 
and depression. 
 
• Some behavioural and psychological symptoms of dementia, 
such as agitation/aggression and anxiety, are highly prevalent 
and cause the highest levels of distress for carers. 
 
• Periodic screening of carers to detect stress and depression is 
required in rural community settings to enable introduction of 
timely interventions to assist them in their caring role. 
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The second publication presented in this chapter reports the findings of support 

service use by rural informal carers of people with dementia. To better 

understand use of support services in this rural region, the services available to 

carers in the Hume region were mapped prior to the development of the survey. 

The services were listed and carers were asked about their knowledge of the 

service, whether the support services had been offered to them and if they had 

used any services.  
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Aim: To explore the use of community and dementia-specific services by informal 
carers caring for someone with dementia in a rural setting. 
 
Methods: Carers of people with dementia were recruited through a variety of rural 
community services and invited to complete a survey related to the utilisation of 
community services. 
 
Results: A total of 39 carers completed surveys. Despite 84% reporting use of the 
Aged Care Assessment Service and 61% reporting provision of printed information on 
the services available, less than half of the carers utilised commonly available 
support services. Only 46% receive financial compensation for their carer role. 
 
Conclusions: Rural carers of care recipients with behavioural and psychological 
symptoms of dementia underutilise community services. Services that may assist with 
carer stress and depression and services that provide advice on the management of 
distressing behavioural and psychological symptoms of dementia were utilised by less 
than half of the carers surveyed. 
 
Key words: caregivers, health services for the aged, dementia, rural health. 

 
 
Introduction 
 
There are currently 300 000 people in Australia with dementia [1]. Although the 
incidence of dementia is reducing, the prevalence is not [2], meaning that people 
with dementia are living longer and the trajectory of care is increasing. 
 
The majority of people with dementia are cared for by a family member, in 
community settings [3]. It is also known that 25% of these carers provide more 
than 40 hours per week of direct care and continue to do so for many years [3]. 
Carers of people with dementia are known to have poorer health than carers of 
people without a cognitive deficit [4,5], including increased rates of stress and 
depression [6]. A recent Australian study reported that the stress associated with 
caring results in some carers of people with dementia contemplating suicide [1]. 
Despite this, for a range of reasons, many caregivers of people with dementia do 
not receive any assistance, such as community care [7].  
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Community care is defined as any type of assistance given to functionally impaired 
persons (or their carer) that promotes independent living in their own home [8]. 
Community care includes services such as home-delivered meals, personal care, 
nursing, allied health, cleaning, home modification, transport, day care and case-
managed packages of care [9].  
 
Dementia-specific services such as Aged Persons Mental Health Service (APMHS) 
and Dementia Behaviour Management Advisory Service (DBMAS) provide a 24-
hour service for formal and informal carers of people with dementia, for both 
advice on managing behavioural and psychological symptoms of dementia (BPSD) 
and crisis intervention. These services are available in the region in which the 
study was conducted. The reasons for carers’ non-use of services is increasingly 
being investigated [7,8], driven by studies that suggest carer stress predicts 
nursing home placement [10] and that the provision of services ameliorates 
caregiver burden [10–12]. In some rural areas, difficulty accessing services and 
resources has been identified [13]. 
 
The aim of this study was to determine overall service utilisation by carers, service 
utilisation by the smaller sample of carers reporting abnormal levels of stress, 
anxiety and depression and use of specific services to help manage the most 
prevalent BPSD by carers who report it. This study is part of a broader 2013 
exploratory, mixed methods study. The broader study utilised the Depression 
Anxiety and Stress Scale (DASS) to measure overall levels of carer stress and the 
Neuropsychiatric Inventory Questionnaire (NPI-Q) to measure levels of stress in 
relation to the BPSD exhibited by the care recipient. This study has the same 
sample of carers as the broader study. Reported here is service utilisation by 
informal carers of people with dementia in rural Victoria, which was not reported 
in the original study. Service utilisation by carers who reported moderate to severe 
levels of stress, anxiety and depression, and stress levels related to care recipients’ 
BPSD are also reported. 
 
Method 
 
Participants 
 
Participants in the study were informal community carers of people with dementia 
who were engaged with Family Care Carer Support Services, Home and 
Community Care Services, or Community Nursing or who attended a medical clinic 
in the research area between December 2012 and January 2013. The services vary 
greatly in the number of clients they provide services to, some being located in 
small rural communities and others in larger regional centres. Participants were 
not asked to disclose which service they received the survey from, so the total 
number of participants from each participating service is not known. 
 
Recruitment 
 
A total of 17 services were approached and 16 agreed to recruit participants. Most 
of the services were located in the Goulburn Valley Region in Victoria. Services 
were asked to estimate the number of surveys they would require for the target 
group, with 107 surveys being provided overall. Recruitment was opportunistic 
and limited to carers utilising the services in the two-month recruitment period. 
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Staff from each of the services identified carers of people with dementia and 
invited them to participate by providing them with a survey and reply paid 
envelope. Recruitment was not limited to carers of clients with an official diagnosis 
of dementia. Staff could therefore recruit only known carers of people with 
dementia who regularly used their service, with whom they were familiar. Staff 
who recruited participants included practice nurses in medical clinics, community 
health nurses, and welfare workers in community support settings. The survey 
was printed in English, so carers who were unable to read, write or understand 
English were excluded. Staff were instructed to be sensitive and exclude carers 
who they felt would be further burdened by being asked to participate. Each 
survey was accompanied by a plain language statement, which described the study 
and contact numbers of both researchers involved in the project. Carers were also 
provided with a list of contact details of carer support services in their area. The 
anonymous surveys took approximately 15 minutes to complete. 
 
Ethical approval 
 
The study had approval from the University of Melbourne Human Research Ethics 
Advisory Group (No. 1328507.2) and was conducted in accordance with the 
National Statement on Ethical Conduct in Human Research. 
 
Survey content 
 
The survey asked basic demographic questions about the carers and care 
recipients. Seventeen common community services were listed with response 
alternatives including: (i) ‘I do or have used this service’; (ii) ‘This service has been 
offered but I have not used it’; (iii) ‘I have not used this service’; and (iv) ‘To my 
knowledge this service is not available’.  
 
The DASS 21 and NPI-Q were also included in the survey. Briefly, the DASS is a 
validated self-reported 21-item scale that measures respondents levels of 
depression, anxiety and stress [14,15]. The NPI-Q is a previously validated 12-item 
measure of care recipients’ symptoms and carers’ distress in relation to the 
symptoms exhibited [16]. Both measures have been widely used in Australian 
settings. 
 
Previous survey results 
 
A report of the larger showed that many respondents had moderate to severe 
levels of stress (48%), anxiety (25%) and depression (38%) [17]. In addition, the 
broader study showed that particular BPSD of care recipients, such as aggression, 
as well as being highly prevalent, caused high levels of distress for carers. In the 
current study, general service use is reported for the whole sample, but further 
analyses included only participants with moderate to severe levels of stress, 
anxiety or depression and those who reported stress related to BPSD. 
 
Previous studies have found a correlation between poor service utilisation and 
high stress for carers. Some of the services in the region such as APMHS and 
DBMAS provide assistance to carers to assist with managing problematic BPSD, so 
this analysis aimed to determine whether appropriate services were being utilised 
by carers with high levels of stress caused by care recipients’ BPSD. 



61 | P a g e  
 

 
Statistical analysis 
Data analysis was undertaken using SPSS version 21. Because of the small sample 
size, analysis was limited to descriptive statistics. 
 
Results 
 
Participants 
One hundred and seven surveys were distributed to 16 service providers. Service 
providers were asked to return unused surveys, but many of the services 
destroyed unused surveys or did not comply with the instruction, so the response 
rate is unable to be determined. Altogether, 39 carers of people with dementia 
returned surveys. Demographics of the carers and the person with dementia have 
previously been reported in this journal [17] but briefly, carers were 
predominantly women and a third of the sample identified as daughters. A further 
18 were spouses, 11 wives (28%) and 7 husbands (18%). The remainder (21%) 
were friends, nieces, nephews, sons or sisters. Length of time as a carer ranged 
from 1.0 to 15.0 years (median 4.1 years). Most of the participants in the study 
were sole carers (79%). A third (33%) of carers surveyed did not visit the same 
medical practitioner as the person they cared for. 
 
Care recipients were fairly equal numbers of both genders, 18 men and 21 women. 
Forty-six per cent were reported as having a diagnosis of Alzheimer’s disease, 43% 
did not know the type of dementia and 10% reported various other types such as 
Parkinson’s dementia or vascular dementia. Respondents reported that the care 
recipients’ symptoms had been exhibited for an average of 4.6 years (range 1.0–
15.0 years). 
 
Service utilisation 
Of the 17 services listed, carers used between 2 and 12, with an average of 6.8 
services. Table 1 shows the common services offered in the research area and 
respondents’ reported use and non-use of these services. Apart from holidays with 
the care recipient in a specialised setting, very few respondents reported not 
utilising services offered or having no knowledge of the services. Holidays were 
the least utilised service, followed by the DBMAS (four users) and APMHS (five 
users). The most used service was the Aged Care Assessment Service (84%) 
followed by printed information on dementia and the services available (61%). 
Less than half the respondents (46%) reported receiving financial compensation, 
such as a carers’ pension or having legal administration or guardianship for the 
person with dementia. 
 
Participants’ scores on the DASS 21 have previously been published in this journal 
[17]. The responses of participants who reported moderate to severe depression 
(38%), anxiety (25%) and stress (48%) were further analysed to determine 
service utilisation. The results of this analysis are shown in Table 2. The services 
listed are those considered most appropriate for carers reporting depression, 
anxiety and stress. Less than half of the respondents (20–46%) with self-reported 
moderate to severe depression, anxiety and stress utilised services that may be of 
assistance. The most used service was support groups, followed by respite care. 
Carers reporting moderate to severe levels of anxiety utilised services less often 
than those with depression or stress. 
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Table 3 shows the use of services by carers for care recipients who reported 
distressing BPSD measured by the NPI-Q. Scores on the NPI-Q, severity of reported 
behavioural disturbance, and carer stress have been reported previously for the 
larger sample. Briefly though, the original study reported a very high prevalence of 
problematic BPSD in care recipients, such as anxiety (82%), aggression (69%) and 
nocturnal disturbance (60%) [17]. In addition, carers frequently reported that the 
most prevalent symptoms were also the most severe when measured with the NPI-
Q. The original study found that more than half of the carers rated BPSD in the 
severe category for symptoms such as nocturnal disturbance and anxiety, with all 
other BPSD rated as severe by at least 30% of the carers. The current study 
explored service use associated with distressing BPSD. The most prevalent 
symptom of care recipients was anxiety (82%) with 12% of carers of people with 
symptoms of anxiety utilising either APMHS or the DBMAS. Carers most frequently 
utilised both of these services if the care recipient exhibited hallucinations, with 
26% utilising APMHS and 20% utilising DBMAS. 
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Discussion 
 
The aim of this study was to explore overall service use by carers of people with 
dementia in a rural area. Further analysis was undertaken to explore service use 
by the smaller sample of carers reporting moderate to severe levels of depression, 
anxiety and stress, and when care recipients exhibited distressing BPSD. 
 
Apart from receiving printed information and utilising the Aged Care Assessment 
Service, less than half of the carers in this study utilised services. Carers’ own poor 
mental wellbeing or care recipients’ distressing BPSD did not influence service use. 
Services such as APMHS or DBMAS, which could advise carers on the best 
management of distressing BPSD exhibited by care recipients, were poorly utilised. 
Services that may have benefited carers reporting high levels of depression, stress 
or anxiety, such as counselling, support groups and respite, were also rarely 
utilised. 
 
A recent Australian study [8] found that supporting carers emotionally and 
practically is a key strategy to prevent institutionalisation of care recipients. The 
same study reported that carers, care recipients and service providers all wanted 
people with dementia to remain at home for as long as possible [8]. Previous 
studies have recognised that caring for someone with dementia is much more 
stressful than caring for someone without a cognitive deficit [5] and that care 
recipients with dementia are more likely to be institutionalised as a result of carer 
stress [4]. Provision of services has also been identified by earlier studies as 
ameliorating the stress felt by carers and delaying institutionalisation [18,19]. 
 
This study indicates that less than half the carers of people with dementia in the 
region are receiving support services. Of concern is the fact that less than half of 
the carers are receiving financial compensation for their caring role, despite 
financial constraints being identified as an element in carer stress [20]. In addition, 
less than half the carers had guardianship or legal administration rights for the 
person they cared for. This suggests that people with dementia in the region have 
no legally responsible representation to support their rights or advocate on their 
behalf to ensure their needs are met. 
 
Very few respondents reported being offered services and refusing them, 
suggesting that for the vast majority, the services are acceptable. Previous studies 
report underutilisation of services for several reasons including lack of knowledge 
of the services, hours of service provision, and cost or lack of availability [7]. Only 
small numbers reported no knowledge of the services available. 
 
Rural communities are recognised as being disadvantaged in terms of access to 
health care and scarcity of resources [13]. All the services listed in the survey are 
available in the region, suggesting that the problem of underutilisation of services 
lies with referral mechanisms. 
 
This study included an unusually high number of non-spousal carers: more than 
half (54%) were not spouses and identified as mainly daughters (33%), the other 
21% being sons, nieces, nephews and friends. This sample composition could 
account for the secondary finding that almost one third (31%) of the carers and 
care recipients did not share the same GP. This finding may help to account for 
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poor service utilisation, as a previous study found GPs are identified by carers as 
their main source of referral [21]. In this study, more than half of the carers had no 
formal relationship with the care recipient’s GP, and thus stress and depression 
may have gone unrecognised. Additionally, care recipients’ GPs have no formal 
obligation to their carers. 
 
The Australian government recently introduced a financial supplement for clients 
with dementia currently receiving case-managed packages of care (home care) 
[22] in recognition of the extra care required for these clients. This extra financial 
assistance has not been offered to informal carers of someone with dementia. 
Despite increased funding, home care providers have not been directed to provide 
increased or improved services for these clients, so there is likely to be little 
impact on carers or their well-being. 
 
The reported prevalence of BPSD of care recipients in this study and the levels of 
depression, anxiety and stress of their carers suggest that greater support is 
required. Poor service utilisation by carers, for whatever reason, increases the risk 
of institutionalisation of the care recipient due to associated stress. Any study of 
carers and carer stress must also address the effect of carer stress on the care 
recipient. Supporting carers emotionally and physically and encouraging 
utilisation of available support services available are essential to reduce carer 
stress, anxiety and depression and delay institutionalisation of care recipients. 
 
Limitations 
 
This research had some limitations. Researchers advised staff recruiting 
participants to avoid distributing the survey to carers they felt would not cope well 
with completing it. This was an ethical consideration, as carers are often frail older 
people, and the researchers did not wish to increase their burden. 
 
Some staff of the services also reported reluctance to distribute the survey to 
carers if the care recipient did not have an official diagnosis of dementia, fearing it 
may cause offence. The survey explicitly stated it was a study of carers of people 
with dementia. Staff reported some carers refused the survey, stating that the care 
recipient had memory loss, not dementia. The stigma associated with the term 
‘dementia’ should be considered in future research. Staff members were not asked 
to record how many carers refused to participate. Hence the true response rate, 
and therefore generalisability of the results, cannot be determined. 
 
For better estimates of carer stress and service use; however, the small sample size 
of the study is consistent with studies of a similar nature [23,24] and possibly 
related to difficulty recruiting already overburdened carers. 
 
Practical implications 
 
Improving utilisation of services by carers is essential, not only for the carer’s well-
being but also to prevent early institutionalisation of the care recipient. There 
needs to be greater awareness of the stress, depression and anxiety experienced 
by carers of people with dementia and that provision of services may ameliorate 
this. Periodic screening of carers by GPs and primary care service providers to 
detect depression and abnormal levels of stress and anxiety is required. Identifying 
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the type and severity of the BPSD of the care recipient is also essential to tailor 
appropriate interventions and services. Services to assist carers are available in 
the region studied, but their poor utilisation suggests that referral networks 
among primary care providers need strengthening. 
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Key Points 
• Rural carers of people with dementia report 
poor utilisation of commonly available  
community and dementia-specific services. 
 
• Services that may assist carers who report 
stress and depression and those that could 
assist with managing BPSD in care recipients 
are poorly utilised. 
 
• Tailored service provision and increased 
referral to services for carers and care 
recipients are required in rural community 
settings. 
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The final publication in this chapter presents the qualitative findings of the 

research project. The aim of including open ended questions was to identify 

other contextual factors that may not have been captured by the DASS or NPI-

Q. Open ended questions also allowed the carers to elaborate on their answers 

to the DASS and NPI-Q and provide further context of their experiences in 

caring for a person with dementia. 
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________________________________________________________________________________ 

Abstract  
This study aimed to determine what carers of people with dementia in rural 
Australia found stressful in their caring role. It was part of a broader mixed 
methods study exploring carer depression, anxiety and stress and utilisation 
of formal community support services. The findings suggest that carer stress 
varies among individuals, but that a predominant source of stress is the 
unremitting burden experienced when caring for someone with dementia. 
Improved utilisation of support services in rural areas and tailoring services 
to individual carers dependent on the source of stress is recommended.  
 
Keywords 
Caregiver Burden, Rural, Dementia 

1. Introduction 
The number of people with dementia in Australia is predicted to exceed 1 million 
by the year 2050 [1]. Changes to cognitive function in dementia include alterations 
in memory and personality and the emergence of behavioural and psychological 
symptoms, such as aggression, agitation, wandering and sleep disturbance [2] [3]. 
The behavioural and psychological symptoms of dementia (BPSD) present 
challenges for those caring for someone with dementia, regardless of the setting. 
Community care provided by informal caregivers who are usually family members, 
is increasingly utilised with 70% to 80% of people with dementia now being cared 
for at home [4]. Recent figures show that use of long term care has decreased in 
the last decade in Australia [5]. 
 
Carers of people with dementia are reported to have poorer health than carers of 
people without a cognitive deficit [6] [7], due to sleep deprivation, physical 
demands and social isolation associated with the caring role [8]. Dementia carers 
experience higher rates of depression, anxiety and stress than other carers [9] 
[10].  
__________________ 
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A recent study found that the stress associated with caring for someone with 
dementia results in some carers contemplating suicide [11]. 
 
Some studies have found a positive correlation between the severity of BPSD and 
the well being of carers [3][10]. Despite this, many dementia carers do not receive 
any assistance in their caring role [12] and paradoxically, dementia specific 
community services report poor utilisation and short or non-existent waiting lists 
[13]. A recent randomised clinical trial reported that a psychological support 
program for dementia carers dramatically reduced carer depression and anxiety, 
which in turn allowed the dementia patient to remain at home for longer [4]. The 
study tailored the support program to identify each dementia carer’s source of 
stress in their caring role [4]. 
 
 Factors other than the severity of BPSD, such as financial burden, lack of access to 
formal care and support and lack of social engagement has been poorly researched 
in rural Australia. There are very few, if any, studies which report dementia carers 
personal stresses associated with the caring role in a rural specific area. As part of 
a broader study, which explored dementia carer stress, depression, anxiety and 
service utilisation, this paper reports what dementia carers found particularly 
stressful about their caring role. 
 
Background 
The study was conducted in North Eastern Victoria where there was anecdotal 
evidence of dementia carer stress and poor referral mechanisms. The findings 
reported here were part of a broader, exploratory mixed methods study, which 
explored the emotional wellbeing of rural dementia carers and carer distress in 
relation to the BPSD exhibited by the person with dementia. The study also 
determined the utilisation of services by dementia carers and appropriateness of 
use. 
 
The broader study incorporated the Depression, Anxiety and Stress Scale (DASS) 
and the Neuro-Psychiatric Inventory Questionnaire (NPI-Q). Briefly the DASS is a 
validated self reported 21 item scale that measures respondents levels of 
depression, anxiety and stress [14] [15]. The NPI-Q is also a validated tool with 12 
items that measure care recipients symptoms and carer distress in relation to the 
symptoms [16]. Both measures have been widely used in Australian research. In 
addition to these tools, 17 common community services were listed and 
respondents were provided with responses that ranged from 1) I do or have used 
the service; 2) this service has been offered but I have not used it; 3) I have not 
used this service; and 4) to my knowledge this service is not available. 
 
The full results of the broader study have been previously reported [10] [13], 
which showed that many of the respondents had moderate to severe levels of 
stress (48.7%), anxiety (25.6%) and depression (38.5%). In addition, particular 
BPSD of care recipients, such as aggression, was highly prevalent and caused high 
levels of distress for carers. Of the sample of carers who reported moderate to 
severe depression, anxiety and stress, less than half utilised commonly available 
services. 
 
The results reported here are from the same sample of dementia carers as the 
broader study. Reported here are the carers written responses to an open ended 
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question, “Is there anything at all you find particularly stressful in your role as a 
carer?”, which has not previously been reported. 
 
2. Methods 
 
2.1. Participants 
 
Participants in the study were informal community carers of people with dementia 
in rural Victoria. Carers were opportunistically recruited through a variety of 
agencies, including Family Care Carer Support Services, Home and Community 
Care Services, Community Nursing and through medical clinics. There were 16 
services who agreed to recruit participants for the study. Carers who used these 
services between the months of December 2012 and January 2013 were invited to 
participate through provision of a plain language statement outlining the study 
aims and a survey. They were asked to complete the survey and to return it in a 
paid envelope (included). Staff employed at each service, recruited participants for 
the study by identifying carers. The staff were requested by the researchers, to be 
sensitive and to exclude carers who they felt would be further burdened by 
participating. 
 
2.2. Data Analysis 
 
As part of a larger survey participants were asked to elaborate on anything they 
found particularly stressful in their caring role. The short written responses were 
analysed collaboratively by both researchers plus an independent researcher 
experienced in qualitative data analysis. No software was used in the analysis due 
to the small number and length of the responses. All researchers examined the 
written responses and identified recurrent themes, which are illustrated by quotes. 
 
Two researchers were nurses, one from Australia and one from Canada, and the 
third researcher an Australian Social Worker. The Canadian researcher had no 
prior knowledge of the study before analysing the responses and was therefore not 
biased by the findings from the broader study. Throughout the process of analysis, 
data and emerging themes were clarified in discussions between the researchers. 
Rigor was enhanced through the researchers’ perspectives of professional 
experience with caregivers of people with dementia. 
 
2.3. Ethical Approval 
 
Ethical approval to conduct the project was granted by the University of 
Melbourne Human Research Ethics Advisory Group (No. 1328507.2). The project 
was conducted in accordance with the Declaration of Helsinki Ethical Principles for 
Medical Research Involving Human Subjects. 
 
3. Methods 
 
Thirty nine dementia carers completed the survey and responded to the question 
by elaborating on aspects that they found stressful in their caring role. Carers were 
predominately of female gender (n = 30, 77%) and identified as daughters or wives 
of the care recipients, with only 9 male carers. Twenty respondents were 65 years 
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and under and 19 were over 65 years of age (ranged from 43 to 87 years). The 
median time spent as a carer was 4 years (ranged from 1 - 5 years). 
 
Four main themes were identified from the text analysis which included carrying 
the load, the impact of the behavioural and psychological symptoms of dementia 
on the carer, carers feelings of powerlessness and inadequacy in their caring role 
and grief and loss of the care recipients character and their relationship. Many of 
the respondents identified more than one theme as a cause for their stress. 
 
3.1. Carrying the Load 
 
Carrying the load was the area most frequently cited by respondents as 
particularly stressful in their caring role. Fifteen carers of varying ages, both 
genders and from all locations mentioned this aspect of caring, while many spoke 
about their struggle to maintain balance in their lives. Two carers identified feeling 
resentful of being put in a position to have to assume the caregiving role. The 
unremitting nature of the caring role was experienced as a heaviness, a load to 
carry that was difficult and lonely, punctuated by lack of sleep and feelings of being 
unappreciated and unrecognized for all of their efforts. Concomitant with this was 
the feeling that “life has changed” for the carers. They experienced a sense of loss 
of their own personal independence and no time for their previous activities as 
well as feelings of being confined by the carer role that they had assumed, of 
previous activities or time alone for the carers. Carers frequently expressed that 
“the job is never done” and that it was hard to do it alone. Common responses 
included statements such as: 
 
There are no breaks or holidays…being a carer is the loneliest job in the world. 
I am not able to go anywhere or do very much, I don’t feel part of the real world. 
I am unable to get time to myself—mum is demanding more and more attention. 
 
3.2. The Impact of the Behavioural and Psychological Symptoms of Dementia 
on the Carer 
 
Behavioural and psychological symptoms of dementia (BPSD) were cited as a 
cause of stress to carers by a third of the respondents. Symptoms such as 
aggression or anger and repetitive questioning by the care recipient were 
mentioned most frequently by carers as sources of stress. Written responses 
included; 
 
When he can’t get his own way—like he wants to go out and I don’t he gets very 
angry. 
Having to deal with the aggression shown by my mother at times towards me, for no 
reason. 
Constant repetitiveness of day, time and questions. 
 
3.3. Carers Feelings of Powerlessness and Inadequacy in Their Caring Role 
 
Many of the carers expressed feeling inadequate in their role as a carer and guilt or 
powerlessness in being unable to relieve symptoms or perceived suffering of the 
care recipient. Others expressed discouragement regarding the lack of progress in 
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treating this illness. Carers of both genders and with varying relationships to the 
care recipients identified feelings of futility. 
 
I don’t know how to ease her symptoms. 
I don’t get to spend as much time as I would like with my father. 
I don’t like watching my husband suffer. 
 
 
3.4. Grief and Loss of the Care Recipient’s Character and His or Her Previous 
Relationship 
 
Many of the respondents cited grief related to the loss of the person, or loss of the 
person’s previous characteristics and their previous relationship. When writing 
about the care recipient, many respondents wrote in the past tense. 
 
The gradual change in the person’s character, especially losing them already to have 
clear conversations. 
I … have found it hard sometimes because of the closeness to the person you are 
caring for. I am so sorry for her as she was a very outgoing person. 
Changes in personality. 
 
4. Discussion 
 
The findings from this small project support previous findings from carer studies, 
that the stress of the caring role is multi-factorial and varied among carers. This 
demands that support for dementia carers should also be varied and tailored to 
individual carers, dependent on their individual source of stress. 
 
The unremitting burden of the carer role in dementia care was strongly identified 
in this study, and has been identified by other studies [8]. The social isolation that 
results is well recognised [17] and frequently a cause for resenting the carer role. 
One study, in a similar setting, found that carers do perceive positive aspects to the 
caring role as well [8], and not all carers in this study cited lack of their own 
personal time as problematic. However, the constant nature of the role which 
results in carers feelings of loss of control and isolation is universally recognised 
by other studies [18]-[21]. 
 
The stress caused by the behavioural and psychological symptoms of dementia 
(BPSD) of the care recipients, supports the findings from the broader study [10] 
[13]. Opinion is divided as to whether certain types of behavioural and 
psychological disturbance in care recipients is are associated with caregiver stress. 
Some studies found a correlation between the severity of the BPSD and dementia 
carer stress, while others did not find this association [22]. Aggression, agitation 
and nocturnal disturbance occurs in as many as 80% of people diagnosed with 
dementia [2]. Each of these behaviours was mentioned by respondents in this 
study. BPSD has been identified in other studies as a strong predictor of carer 
stress which results in placement of the care recipient in long term residential care 
[23]. A literature review also found a strong link between the type of BPSD and 
carer stress [18], so it may be that many carers in this study were not subjected to 
the type of BPSD that is particularly stressful, that the carers had resilient 
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characteristics or coping styles, or that the BPSD had not reached a severity to 
cause distress. 
 
Feeling of inadequacy in the carer role was cited by respondents in this study as a 
cause for stress. There is not a great deal of literature on carers’ feelings of 
inadequacy, though many publicly available websites for carers, cite feeling 
inadequate as a common concept. A previous Australian study found that carers of 
people with dementia were vulnerable to criticism and feelings of inadequacy in 
their role [24]. Interestingly, this study [24] did not find a correlation between the 
severity or type of BPSD of the care recipient and carers feelings of inadequacy. 
Once again, although caring for others can be associated with positive feelings [8] 
if it is felt to be obligatory or the role exceeds the resources of the carer, feelings of 
inadequacy may result [24]. Other studies have found that powerless and 
inadequacy may be related to the carers’ personal characteristics and coping style, 
and therefore not common to all carers [25].  
 
Grief and loss of the characteristics of the person with dementia and the previous 
relationship with the carer was also identified by the participants in this study as a 
source of stress. Alzheimers Australia (2014) recognises this as a common feeling 
among dementia carers. One recent study referred to this loss as “pre-death” grief 
and noted that as a scholarly point of view, it is an emerging concept [26]. The grief 
cited by respondents and supported by the literature review [26] refers to carers 
witnessing the changes and losses in the person with dementia. Presumably, the 
closer the previous relationship, the greater the amount of stress felt by the 
dementia carer. 
 
5. Limitations 
 
The small sample size and the constraints presented by the brevity of the 
responses should be acknowledged as a limitation to the findings. As with all 
research studies, the application of the findings can only be decided by the end 
user. 
 
6. Implications for Practice 
 
Community care for people with dementia is increasing, with less people being 
admitted to long term care in Australia [5]. This means the number of carers in the 
community is increasing. Given that more than half of carers in this study cite the 
unremitting burden of providing care and loss of their lifestyle as stressful, access 
to respite care must be improved. Increasing the provision of respite services 
makes good economic sense, if it delays or prevents the admission of people with 
dementia into long term care. In addition, the poor utilisation of dementia specific 
services, suggests that referral pathways require improvement, or further research 
to determine if the existing services are appropriate, accessible and acceptable to 
carers. 
 
The variation in causes of stress for dementia carers’ demands that support must 
be tailored to identify each dementia carer’s source of stress in their caring role. 
Support programs should not be “one size fits all” but will require adaptations for 
each individual carer to adapt to the trajectory of the illness of the care recipient. 
In addition, training and education provided to dementia carers must consider the 
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coping style of the carer, the nature of BPSD of the care recipient and the need to 
foster positive aspects of the caring role. 
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A summary of the publications from this chapter is presented in Table 2 with the 

realist evaluation framework. The final section of the chapter is further 

discussion regarding the context, mechanisms and outcomes of the study.
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Table 2: A summary of the publications in Chapter 5 using a realist evaluation framework 

Publication Context  Mechanism Outcome Hypothesis generated (CMO) 

Ervin, K., Pallant, J., & Reid, 

C. (2015). Caregiver 

distress in dementia in 

rural Victoria. 

Australasian Journal on 

Ageing, 34(4).  

 

 

 

 

 

 

Rural informal 

carers 

(predominantly 

non-spousal) 

caring for 

people with 

dementia in the 

Hume region 

Victoria, 

Australia. 

 

 

39 carers completed a 

survey that included the 

Depression Anxiety and 

Stress Scale (DASS) and 

the Neuropsychiatric 

Inventory Questionnaire 

(NPI-Q). 

Analysis of survey responses 

identified high levels of stress, anxiety 

and depression in carers (particularly 

those who identified as female or sole 

carers). Additionally, survey 

respondents identified anxiety, 

aggression, apathy and nocturnal 

disturbance of people with dementia 

as major causes of stress.  

Administration of the DASS 

and NPI-Q to rural informal 

carers helps to identify 

carers’ experiences and the 

type and severity of BPSD 

and its impact on them. This 

could enable implementation 

of targeted person-centred 

interventions for the 

management of BPSD. 

Ervin, K., & Reid, C. (2015). 

Service utilisation by 

carers of people with 

dementia in rural 

Victoria. Australasian 

Journal on Ageing, 

34(4).  

39 carers completed a 

matrix regarding services 

utilised in their care role. 

 

 

 

Analysis of survey responses 

identified that carers who reported 

moderate to severe BPSD in the 

person with dementia rarely used 

services to support them. Carers 

reporting higher levels of distress also 

reported lower levels of support 

service use. 

Identifying the support 

services used by rural carers 

of people with dementia is 

essential to enable 

appropriate utilisation of 

services to assist carers to 

manage BPSD in the person 

they care for which may 

subsequently reduce their 

own stress, anxiety and 

depression. 

Ervin, K, Reid, C., & Moore, 

S. (2015). What Do 

Rural Dementia 

Caregivers Find 

Stressful? Open Journal 

39 carers completed open 

ended questions in a 

survey regarding sources 

of stress when caring for a 

person with dementia. 

Analysis of survey responses 

identified that some carers report 

sources of stress related to 

unremitting responsibility, the impact 

of BPSD, feelings of inadequacy in 

Identifying sources of stress 

for rural carers of people with 

dementia may enable 

targeted person-centred 
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of Nursing, 05(04).  caring for the person with dementia 

and grief related to personality 

change.  

psychological support for 

carers to ameliorate stress. 
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Discussion – Chapter 5 

The rural context of this study provided an opportunity to better understand the 

experience of providing care to a person with dementia in rural Australia. The 

study provided a snapshot of carer well-being, the prevalence of BPSD and 

service use in the Hume geographical region to better inform service delivery to 

this cohort.  

The mechanism of the research was a survey, and although it was mostly 

quantitative in nature, open ended questions were included. Using a mixed 

methods research approach aligns with a pragmatic methodology (Biesta, 

2010). The strength of the study was that the survey used two previously 

validated measurement tools, the DASS (Lovibond & Lovibond, 1995) and the 

NPI-Q (Cummings, 1997). The DASS provides a very clear indication of carer 

psychological well-being, while the NPI-Q provides nuanced information about 

the type of BPSD experienced and the effect of the BPSD on the carer. Both of 

these tools have been well tested in an Australian context (Mortby et al., 2018; 

Oei et al., 2013; Shaw et al., 2017) meaning that as researchers we could be 

sure that our results would be reliable and valid.  

Clinicians at Goulburn Valley Family Care were partners in the research project, 

and they were interested in carers use of various support services to inform 

their service delivery and identify any existing gaps. By mapping the services 

available and including a matrix in the survey, service use (or not) was able to 

be ascertained. 

The open-ended questions of the survey provided greater contextual 

information to understand individual carer’s experiences. With hindsight, it may 

have been useful to incorporate a more robust qualitative framework, such as 

interviews. Interviews facilitate a deeper understanding of context and 

mechanisms (Ambert et al., 1995). Narrative data, apart from the brief 

responses in the survey, may have provided greater insight into underlying 

mechanisms (such as the relationship between the carer and care recipient) by 

describing and understanding the context from the participant’s point of view 

(Dennis, 2014). Conducting interviews with carers in addition to surveys is an 

important consideration for any future research. 
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The study presented in this chapter showed a negative correlation between 

service use and informal carer well-being; those who reported less service 

utilisation reported higher levels of distress. This finding is concerning in light of 

the most recent statistics, that show that there are over 62,000 people in 

Australia waiting for their approved Home Care Package (Coulter, 2022). Media 

reports in the Hume region cite a lack of service providers and staff shortages 

for care in the home, that has reached crisis point for many carers (Ortolan, 

2022). Currently in Australia, there is a general preference of older people to 

remain at home for as long as possible (Australian Institute of Health and 

Welfare, 2021c). Older adults remaining at home may influence the rate of 

people with dementia in home care, which is known to be more stressful for 

carers (Harrison et al., 2019). Compounding carer stress is the lack of support 

services available.  

Cheng’s (2017) research shows that caring for someone with dementia is far 

more challenging than caring for someone without dementia, which indicates a 

need for increased access to support services. Research conducted by 

Visvanathan et al. (2019) has shown the impact of long waiting times for aged 

care services in the home is associated with premature transition into RAC, as 

well as avoidable admission to acute care when a carer is unable to cope. 

Additionally, rates of admission to acute care are higher for people with 

dementia than those without dementia receiving home care (van Weel, et al 

2019). 

While Pallant and Reid (2014) report positive experiences of being a carer, 

many carers of people with dementia report predominantly negative 

experiences (Lindeza et al., 2020). A recent study by Johansson et al. (2021) 

found carers of people with dementia experienced significant burden, such as 

social isolation and poorer physical health. An important contextual factor found 

in the study presented in this chapter was that most carers were non-spousal 

carers. Johansson et al. (2021) argue that spousal and non-spousal carers 

experiences differ and that services should be tailored to account for the 

relationship differences. The differences between spousal and non-spousal 

carers highlights the importance of considering the dimension of relationships in 

a biopsychosocial-ecological model of dementia care. 
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The findings of the research presented in this chapter also show poorer well-

being for sole or female carers of people with dementia. This could serve as a 

warning signal to primary care providers that this demographic require 

screening to determine the need for further support. Additionally, the outcome 

or finding that particular types of BPSD are reported to cause greater stress for 

carers could also be an indicator that increased support for the carer may be 

required if the care recipient displays these BPSD. Measuring carers use of 

support services potentially helps to detect gaps in appropriate use of services 

to support them. Measuring service use also helps service providers to identify 

any possible need for improved referral systems. 

The COVID-19 pandemic has reduced the level of services available to carers 

with concurrent increases in the incidence of BPSD (Suárez-González et al., 

2021) and corresponding higher rates of distress for carers (Wei & Kumfor, 

2022). The effects of the pandemic on people with dementia and their carers, 

coupled with long waiting times for services is likely to have exacerbated the 

high rates of carer distress reported in the prior publications presented in this 

chapter. This means research into the experiences of carers of people with 

dementia in home care, such as the research presented in this chapter, is 

increasingly relevant in the current context of aged care policy and reduced 

service access. 
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Dissemination of the study findings in Chapter 5 

The research study introduced in this chapter has also been presented at two 

international conferences, which are shown in Table 3.  

 

Table 3: Conference presentations of the study in Chapter 5 

Title of presentation Speaker Conference Year Country/City  

 

Caregiver burden in 

dementia  

 

Ervin, K.  

 

Primary 

Health Care 

Conference 

  

 

2017  

 

Dubai  

UAE  

 

 

Invited 

speaker 

  

 

Caregiver burden in 

dementia in Victoria, 

Australia  

 

Ervin, K.  

 

Alzheimer’s 

Congress  

 

2016  

 

London  

England  

 

Invited 

speaker  

 

 

Additionally, there were project reports and publications in other media reporting 

on the research: 

Ervin, K., Reid, C. & Millen, K. (2016). Project takes note of older people needs. 

Health Victoria, 8(11).  

 

Ervin, K., Reid, C., and Gill, M. (2014). Evaluating the care journal.  Report to 

Hume region community Health Services, Carer & Primary Care. 

 

Ervin, K., & Reid, C. (2013). Carer Burden and service utilisation. Report to 

Hume region Health Services, Carer & Primary Care Services. 
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Practical outcomes of the study in Chapter 5 

The findings of the study in this chapter resulted in further funding to develop 

resources to assist carers of people with dementia. An electronic resource 

called “The Care Journal” was developed and is available to carers on the 

Goulburn Valley Family Care website to download free of charge (Ervin & Reid, 

2013). The Care Journal lists care pathways and all support services available 

to carers in the Hume region. Anecdotally, Goulburn Valley Family Care report 

that the journal is well utilised and has been adopted by other regions. 

Additionally, a project report was provided to services in the region to raise 

awareness of carer well-being and the need for improved referral to support 

services for dementia care. 

Stakeholder and community engagement resulting from this project included a 

partnership with clinical and executive staff of Goulburn Valley Family Care and 

engagement with 15 service providers who recruited the 39 carers of people 

with dementia.  
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Chapter 5 summary 

The aim of realist evaluation is not that it produces truth, but that it creates 

potentially useful knowledge, and can therefore inform practical action (Pawson 

& Tilley, 2010). What becomes clear from applying the realist evaluation 

framework to this study is that carer stress, the type and severity of BPSD and 

service utilisation must firstly be measured. Realist evaluation clarified that 

mechanisms measuring carer stress, BPSD of people with dementia and use of 

support services provides a clearer picture that may enable action to improve 

management of BPSD to reduce carer stress. 

Administration of a validated tool such as the DASS is necessary to reliably 

measure carer distress to plan interventions to support them. Further, 

administration of the NPI-Q is required to provide nuanced information about 

type, severity, and impact of BPSD on carers to implement targeted person-

centred interventions to enable rural carers to better manage BPSD. Introducing 

or increasing support services may assist rural informal carers to manage any 

BPSD exhibited by the person they provide care for.  

The study presented in this chapter, as reported in the three publications, is 

important in view of contemporary aged care policy. The increase in home care 

subsidies in Australia, in preference to RAC, has and will continue to increase 

the number of informal carers supporting people with dementia in the home. 

Current policy aiming to increase home care has other implications, such as 

increasing numbers of people with dementia being admitted to acute care. 

Caring for a person with dementia in an acute care setting also presents 

challenges for formal carers (nurses). The following chapter presents the results 

of qualitative research regarding dementia care in an acute hospital setting in 

rural Victoria. 
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CHAPTER 6 - Formal carers of people with dementia in acute care: 

An intervention study 

The previous chapter reported on a study that explored stress, depression and 

anxiety of informal carers of people with dementia in rural Victoria. It also 

reported the type, severity and frequency of BPSD in care recipients and 

explored carers use of support services. Due to the challenges faced by 

informal carers, people with dementia are admitted to acute care facilities at 

higher rates than those without dementia (van Weel et al., 2019).  

This chapter presents the results of a qualitative study about dementia care in a 

rural acute care setting. The location of the study was the Moira Shire in 

Victoria. The aim of the study was to introduce volunteers trained in PCC to 

support people with dementia admitted to acute care settings. This was 

translational research of a previous study undertaken by Bateman et al. (2016), 

that was adapted to better suit the smaller rural context. It focuses on the 

biopsychosocial-ecological dimensions of the individual and society in rural 

dementia care and is analysed using a realist evaluation framework to show 

how context and mechanisms influenced the outcomes of the research.   
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Publication 4 
Ervin, K, & Moore, S. (2014). Rural nurses’ perceptions of a volunteer program 

in an acute setting: Volunteers delivering person-centred care for patients with 

dementia and delirium. Open Journal of Nursing, 04(01), 27–33. 

https://doi.org/10.4236/ojn.2014.41005 

 

 

The publication in this chapter reports on rural nurses’ perceptions of the 

introduction of volunteers trained in PCC to support people with dementia in the 

acute care setting. The study described in this chapter introduced the 

intervention to ameliorate the challenges faced by nurses in acute care settings, 

while concurrently providing evidence-based support for people with dementia 

in the form of PCC. Interviews with rural acute care nurses at the study site 

were used to gather data that was thematically analysed. 

 

  

https://doi.org/10.4236/ojn.2014.41005
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 ABSTRACT  

Community volunteers were recruited and trained to deliver person-centred 

care to patients with dementia or delirium in an acute hospital setting, in a 

small rural Australian hospital. The volunteer program was grounded in 

action research methodology, and modelled on a previous research project. 

As a form of evaluation, interviews were conducted with nursing staff eight 

weeks after implementation of the volunteer program to explore their 

opinions. Data were analysed through a collaborative process and findings 

revealed strong benefits from the perspectives of the nursing staff. These 

benefits included overall improved patient care and improved time 

management for nursing tasks. 

 KEYWORDS 

 Acute Setting; Dementia; Person-Centred Care; Volunteers 

 
 1. INTRODUCTION  

The prevalence of dementia in Australia is expected to increase from 257,000 in 
2010 to over 1.1 million in 2050 [1]. In line with the projected increase in 
dementia prevalence, there is a predicted increase in the demand for dementia 
care services and shortages in the supply of care for people with dementia [2]. 
Thus planning now, to accommodate demand for services in the future, is essential 
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for delivering care that meets the needs of this vulnerable population. Additionally, 
it is predicted that there will be an uneven ageing distribution across regions 
within Victoria, Australia, with greater increases in rural Victoria [2].  The Access 
Economics report recommends that there should be an aim of improving the 
quality of life for all people in Victoria living with dementia, including their families 
and carers [2].  
 
It is currently estimated that 50% of all people admitted to acute care settings have 

some degree of cognitive impairment [3]. Occupation of hospital beds by people 

with dementia and cognitive impairment is well recognised [4-6], as it is the 

potential for adverse outcomes for these patients in this environment [5,7]. A 

diagnosis of dementia or delirium is reported to positively correlate with an 

increased rate of falls and associated with re-source utilisation in the acute care 

setting [8]. Presently, families and other carers report widespread dissatisfaction 

with general hospital care for confused older people [9], largely related to unmet 

needs of the person with dementia. Indeed, given the aging population and the 

concomitant increase in the prevalence of dementia, it is imperative that 

approaches to sensitive and client-centred care must be developed to meet these 

unmet needs. 

 A previous study reported environmental challenges in caring for people with 

dementia in an acute care setting, in particular wandering behaviour against a 

backdrop of time pressures and competing demands [10]. These challenges are 

further described by a more recent study [11] in which nurses in acute care 

settings reported insufficient resources to provide the necessary care required by 

people with cognitive deficits.  

The utilization of trained “sitters” for people experiencing agitation, wandering 

and confusion has been identified as an important adjunct to care for people with 

dementia and delirium in an acute medical or surgical set-ting [4,10]. While the 

literature does not further elaborate on the definition of a trained “sitter”, it can be 

assumed or is quite possible that this refers to volunteers. Volunteers are defined 

as people who perform an activity in which time is given freely to benefit another 

person, cause or group [12]. While there are over six million volunteers in 

Australia, a past survey found that only 12% of these were in the health sector 

[13]. Given the decreasing resources in the health sector, volunteers are 

increasingly being utilised to play a crucial role. In addition, it has been identified 

that there is tremendous scope for further development of the volunteer role, 

including training and development [13].  

There is also evidence of individual benefit for volunteers engaged in meaningful 

activity that benefits a vulnerable population [14,15]. There is an evidence of 

improved outcomes for patients with a cognitive impairment in an acute setting, 

when emotional security and support are provided through a person-centred care 

volunteer program [16]. Person- centred care (first described by Kitwood [17]) is 

considered the gold standard model of care for people with dementia [18]. 

Kitwood [17] identified and described the key needs of attachment, comfort, 

identity, inclusion and occupation as essential to good dementia care. These needs 
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translate to knowledge and value of a person’s past, a focus on their abilities and 

fostering choice and communication.  

This study is a qualitative evaluation of a volunteer project in an acute hospital 

setting. Volunteers were recruited from the community, trained in person-centred 

practices, and utilised to provide person-centred care for people with dementia or 

delirium in a small rural hospital. The project itself was modelled on a previous 

research project implemented in a larger regional hospital [16]. Nursing staff 

working in the acute setting were recruited to undertake interviews with the 

principal researcher as a form of evaluation of the volunteer program. 

Background  

The volunteer project was grounded in action research theory. Action research is 

known by many other names, including participatory research, collaborative 

inquiry, emancipatory research, action learning, and contextual action research, 

but all are variations on a theme. Put simply, action research is “learning by 

doing”—a group of people identify a problem, do something to resolve it, see how 

successful their efforts were, and if not satisfied, try again. It has previously been 

described as; “There is a dual commitment in action research to study a system 

and concurrently to collaborate with members of the system in changing it in what 

is together regarded as a desirable direction. Accomplishing this twin goal requires 

the active collaboration of researcher and client, and thus it stresses the 

importance of co-learning as a primary aspect of the research process” [19]. 

A local, active community volunteer reads a newspaper article about utilising 

volunteers to support care for people with dementia and delirium in an acute 

setting [16]. The volunteer approached the principal researcher suggesting that a 

similar program could be implemented at our local hospital. The volunteer also 

accessed the project report from the original author. A conversation en sued 

between the principal researcher and nursing staff of the acute care setting. 

Nursing staff agreed that there was a need for support for people admitted with 

dementia and/or delirium. Concerns were mainly centred around safety for these 

patients, falls being a common occurrence with subsequent injury and increased 

length of stay. Nursing staff also identified that increased confusion frequently 

occurred in patients with dementia due to being admitted to an unfamiliar 

environment. There was a perception that nurses have a limited capacity to 

provide the required cognitive stimulation and unremitting emotional support that 

these patients require, in a busy acute hospital setting. The resources required 

(such as a sitter or nurse special) to address these issues were frequently 

unavailable. Staff agreed that trained volunteers would ameliorate the risks to the 

patients, but that this required the services of a “dedicated” staff member to 

oversee and implement the change. State funding from a dementia training study 

centre, to translate previous research into practice, provided the financial 

resources necessary to facilitate the introduction of a volunteer program.  

The principal researcher (and project coordinator) is a registered nurse, who 

works as a research academic with the University of Melbourne. The principal 

researcher recruited the volunteers through articles in the local media, as usual 
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standard practice for volunteer recruitment for the organisation. An advisory 

committee was convened to guide the project implementation. The advisory 

committee consisted of nine members, the director of clinical services, the nurse 

unit manager, four senior nursing staff members, an occupational health and safety 

representative of the health service, and a volunteer as well as the principal 

researcher. The advisory group adapted guidelines, policies and a resource 

manual, from a previous research project with the authors permission [16] to 

guide the role and duties of the volunteer workers in the current project. A training 

schedule for volunteer training, specific to the needs of the organisation was also 

developed, which focused on person-centred practices in delivering care for people 

with dementia. Alzheimers Victoria also provided resources, such as a training 

DVD on person-centred care developed for student health service staff. Volunteer 

training was delivered by a local education service provider over a two day period. 

At completion of the training, the volunteers undertook the necessary security 

checks, and were provided with a uniform and identification. 

Recognising that staff involvement was critical to the success of the program, prior 

to the implementation, the project coordinator attended staff handover times to 

enlist their support to explain the roles and responsibilities of the volunteers to 

potential patients and their carers. A referral guideline (adapted from a previous 

project [16]) had been developed by the advisory committee for staff to refer 

eligible patients into the program, and this was explained to nursing staff. Since 

staff would responsible for distribution, an information booklet (adapted from a 

previous project [16]) and consent to participate in the program were also 

explained to staff. There were posters in the acute ward which provided staff with 

the researchers contact details should they require further information. 

Once training for the volunteers and staff education was completed, the program 

was implemented. At the time of training, volunteers indicated their availability for 

allocated shifts at the hospital. Based on previous research studies [16] and in 

consultation with the nursing staff, volunteer shifts were organised around patient 

meal-times (0830 - 1230 hours and 1630 - 1900 hours). There were ten 

volunteers, who agreed to fill these time slots from Monday to Friday. Volunteers 

commenced on the acute ward, with the principal researcher physically present for 

their first two allocated shifts. After this time they carried out their duties 

independently, but the researcher was contactable by telephone, should they 

require assistance or clarification of their role. 

 In keeping with the principles of person-centred care, where the emphasis is on 

the person and not on the task, volunteers collect information about patients, 

either by asking the patient themselves (if they have mental capacity) or by asking 

their carer/family members. The information collected relates to patient 

preferences, life histories and personal interests, in order to build on the patients 

strengths. This allows the volunteers to engage patients in meaningful activities 

tailored to their interests and preferences. This approach to dementia care is based 

on theoretical rationale [20], including emotion oriented approach (e.g., 

reminiscence and validation therapy); cognition oriented approach (e.g., reality 

orientation); and stimulation oriented approach (e.g., recreational therapies and 
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multisensory stimulation). A resource box is available to the volunteers which is 

stocked with puzzles, books and items of interest. 

 In consultation with the advisory group and due to the small number of 

participants, the project was to be evaluated using qualitative methodology. The 

principal researcher conducted interviews with nursing staff who consented to be 

involved. 

2. METHODS  

Evaluation of the project was in keeping with action re- search methodology, 

which incorporates testing of concepts, concrete experience and observation and 

reflection [21]. The project was evaluated using semi structured interviews to 

explore nurses opinions of the implementation of the volunteer project in their 

work setting. 

 2.1. Interviewer  

The principal researcher conducted the interviews. The interviewer is also a 

registered nurse who has an existing relationship with the staff interviewed 

through education and research programs. She does not work clinically with the 

staff, nor have a position of influence within the organisation. The interviewer has 

previous qualitative research experience. 

2.2. Participants  

Purposive sampling was used, in that nurses who worked in the acute setting were 

invited to undertake the interviews. Nurses were invited by email and through 

flyers placed in their internal mailboxes, which outlined the time commitment, the 

interview questions to be asked, and clearly indicated that their participation was 

voluntary and anonymous to other staff and management of the hospital. Their 

willingness to participate in an interview was considered consent.  

There were 16 eligible nursing staff during the two week time period that 

interviews were conducted. Permanent night duty staff were excluded due to their 

lack of involvement in the program, and a further four staff were on planned leave 

(a total of eight staff). Of the 16 eligible staff, 15 consented to interviews, a 

response rate of 93%. The reason for non participation was not sought. All of the 

nursing staff were female, nine were senior registered nurses (employed as after 

hours managers), four were registered nurses and two were enrolled nurses. 

Registered nurses in Australia undertake a three year baccalaureate to practice. 

Enrolled nurses undertake one year of undergraduate training, with a further six 

months of training required to administer medications. 

2.3. Setting  
 
All of the interviews were conducted during the nurses working hours, in a private 
area of their workplace. Only the interview participant and the interviewer were 
present.  
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2.4. The Interview Schedule  
 
The interview schedule was very open ended, with only four questions. It was 

developed by the project co ordinator and intended only to gain staff perceptions. 

The first asked them to clarify their role on the acute ward, the second asked them 

their opinion of the program and the third asked their advice on ways the program 

could be improved. The final question invited the participants to share any other 

thoughts or opinions they had about the program. The interviews were recorded 

with participants consent, and most were of very short duration of less than five 

minutes. The interviews were transcribed verbatim and participants confirmed 

that they were accurate. 

2.5. Data Analysis  

The transcribed interviews were analysed collaboratively by the project 

coordinator and an independent researcher, experienced in qualitative 

methodology. No data software was used in the analysis due to the small number 

and length of the interviews. Both researchers read the transcripts and identified 

key words and recurrent concepts. The short interviews did not warrant a more 

intensive analysis. The concepts identified by the analysis are sup-ported by 

quotes which illustrate how the concepts were derived.  

2.6. Ethical Approval  

Ethical approval to evaluate the project through qualitative interviews was 

granted by the University of Melbourne Human Research Ethics Advisory Group 

(No. 1339378). The interviews were conducted in accordance with the Declaration 

of Helsinki Ethical Principles for Medical Research Involving Human Subjects. 

3. FINDINGS  

The intention of the interviews was to evaluate nurses’ perceptions of the 

utilisation of volunteers in an acute setting. Complex and diverse responses to 

interview questions were not expected, and were not elicited. Responses were 

unequivocally positive, the volunteers were valued by staff for the relief of 

unremitting attention required by patients with confusion or cognitive deficits of 

dementia or delirium. Respondents perceived benefits for patients as well in 

provision of cognitive stimulation and improved safety. When offering suggestions 

for improvement, respondents most frequently wanted the program extended to 

cover weekends and offered to other patients. 

3.1. Improved Time Management for Other Tasks 
 
The unremitting support required by nurses to care for patients with confusion 

was frequently cited by respondents. They identified that patients with dementia 

and delirium require increased time for explanations and reinforcement of 

instructions, something which volunteer presence ameliorated the constant need 

for. A lack of resources, especially the time required and the competing demands of 

other patients was also commonly mentioned. Comments included:  
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These patients are really hard work. We spend a lot of unnecessary time with them 

just trying to explain things, which they forget again three seconds later. Having 

volunteers here means they can reinforce things like “don’t try to get out of bed”. 

 …I find it’s a real relief for my staff because they can go and do the jobs that they 

need to do without having to spend so much time with one person. What’s been good 

is that it’s freed up out time to continue with our other work and we’re happy to 

know that the patients are being looked after.  

…those patients are quite disruptive often and they take up a lot of our time just 

redirecting and the things that volunteers do is engage them, and keep them 

occupied so that we’re not spending excessive time with them. That gives us time to 

go on with our other work. 

3.2. Increased Patient Stimulation  

The majority of respondents cited the benefit to patients from having volunteer 

assistance. They identified a need for activities that weren’t medically or nursing 

oriented, which staff themselves did not have time to provide in their current 

environment. Support and comfort for con-fused patients was also identified as 

being provided by volunteers. Comments included:  

Reading the newspaper to them, it keeps them more focused on everyday situations, 

where the nurses don’t sit there and do that with them. They don’t have time to do 

that and I think all those things are worthwhile.  

We can’t read newspapers to them or anything like that. It’s just good that volunteers 

can come in and help and spend quality time with patients, explain things that they 

might get confused about and reinforce things that they might forget… it’s good 

continuity because they have the same volunteer for a long period… having the same 

person to talk to, I’m sure it helps.  

We don’t have time to do what they do. They spend one on one time with people who 

really need their company. The volunteers help them pass the time. 

3.3. Patient Safety 

 Increased patient safety was a common response from respondents when asked 

about the benefits of the pro-gram. The nurses responded that they had greater 

peace of mind knowing that patients with delirium and dementia were at lowered 

risk of injury because the volunteers were there supervising them. The continual 

presence of a volunteer at busy times was perceived to ameliorate the risks to 

patients with confusion. Comments included: 

 We are a small, busy hospital, we can be very busy and it just really helps with the 

higher risk patients, and it’s also a great support and comfort for them as well.  

We can get on with our work knowing those people are safe, where before it was a 

constant concern, you know, like “will they fall out of bed while I’m in the next room?” 

Now we have peace of mind that that won’t happen. 

3.4. Extension of the Program When asked about potential improvements to the 

pro-gram respondents frequently mentioned extending the program to include 
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weekends, not just week days. Additionally, extending the program to include 

other patients who may benefit from the company and stimulation was also a 

frequently occurring concept. Comments included:  

We are a seven day a week, twenty four hour service after all. Their confusion doesn’t 

stop at five pm Friday. We’d like it too but it doesn’t. After having volunteers here all 

week, we really feel it on weekends now.  

Others have suggested they’d like to see it extended over weekends. Yeah, weekend 

would be good, obviously because we’ve got less people around so that would help… 

The other thing is, sometimes volunteers come in and can’t see that patient because 

they have family there, but we may have someone else that would benefit, that 

doesn’t have dementia, but would benefit from a volunteers company.  

Weekends would be good and visiting people who don’t have dementia, just those 

who are lonely or have no one visiting. 

4. DISCUSSION 
  
The findings from this small project indicate that the utilisation of volunteers 
benefits patients with delirium and dementia by providing increased cognitive 
stimulation and improved patient safety through the constant presence of 
volunteers at busy times. Nurses also perceived that volunteers relieved them of 
the unremitting cognitive support required by patients with delirium and 
dementia and “freed them up” for other tasks. Nurses suggested extending the 
volunteer program to seven days per week and to include patients without 
cognitive impairment.  
 
The improved patient safety perceived by nurses in this project is consistent with 

other research findings [4, 10]. The confusion related to delirium and dementia 

limits the individuals understanding of their own physical limitations, which often 

results in falls or other harm [8] and this was recognised by the interview 

participants in this study. Participants identified that they feared patients would 

come to harm while they spent time attending to other tasks or other patients. 

Indeed, hospitals have been described as “dangerous places” for patients with 

dementia [22]. All of the participants interviewed in this study support the notion 

that an alien environment, such as a hospital, presents dangers for patients with a 

cognitive impairment.  

The concept of safety overlapped with the findings of being nurses being “freed up” 

to attend to other tasks. Participants identified that the continual presence of the 

volunteers during busy times, afforded them (the nurses) the opportunity of 

attending to other tasks. This finding has also been previously recognised in the 

literature, with nurses reporting the difficulty of competing demands in this setting 

[10,11]. Acute care settings are structured and organised in ways which leave little 

time for providing emotional or cognitive support for patients, the focus being task 

oriented. There are many “tasks” required in acute care settings, often time 

sensitive, such as the ad-ministration of drugs, the measurement of vital signs and 

emergency care. Provision of cognitive stimulation and emotional support, 

required by patients with dementia or delirium, is seen as secondary to potential 
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life threatening situations. The reality of these competing demands is stressful for 

nurses [10] which the participants in this study articulated. The result of attending 

to more urgent needs of non cognitively impaired patients, results in un-met needs 

for patients with dementia or delirium, and is a source of dissatisfaction [9]. 

While staff in this study acknowledged the need for cognitive stimulation for 

patients, they also acknowledged their limitations in providing it, due to time 

constraints in the acute care setting. Interview participants recognised that 

volunteers provided patients with much needed stimulation that was not technical 

nor explicitly nursing oriented, such as reading the newspaper or playing games. 

This important adjunct to care has also been previously recognised as essential to 

the provision of high quality care for patients with dementia [4]. It is well 

recognised that cognitive stimulation prevents further decline and potential 

problematic behavioural and psychological symptoms, such as wandering and 

verbal disruption [23]. Cognitive stimulation is also recognised to be more 

effective when it is tailored to individuals needs and preferences [24] in a person-

centred care model, as it was in this study.  

The provision of volunteers trained in person-centred practices was shown to be 

effective in this study for patients and staff. Although previous studies also show a 

benefit for the volunteers themselves [15] it was not measured in this study due to 

financial and time constraints, but is a potential consideration for further re-

search. 

It is predicted that the need for volunteers, especially in rural areas in Australia 

will continue to grow [13], and further that hospital administrators need to 

recognise this rich resource. Like this study, previous studies have found that the 

utilisation of volunteers has a positive impact on patient quality of care and staff 

time management [13]. 

Methodological Considerations  

This study focused on the perceptions of nursing staff regarding the 

implementation of a volunteer program in their workplace. It is limited by the 

small sample size, despite the high participation rate, and the findings may not be 

generalisable. Ultimately it is the readers who judge whether our findings can be 

transferred to another context, which is why a detailed description of the actual 

volunteer program is provided. 

 Perceptions of the patients themselves were not sought due to their cognitive 

deficits, which make their observations and perceptions potentially unreliable. In 

addition patients, carers and families were not invited to participate in interviews, 

as the number was so small, they would have been highly identifiable. Carer and 

family perceptions of the volunteer program is an area of further research, as the 

program progresses and the numbers are large enough to preserve their 

anonymity. 
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5. CONCLUSION  

The implementation of a volunteer program to deliver care to patients with 

dementia or delirium appears to provide numerous benefits for staff, volunteers, 

and patients alike. Nursing staff perceived the program to be overwhelmingly 

positive. Volunteers are a rich resource, which can be readily utilised to 

supplement the scarce resources available in most health settings. Volunteers 

provide a cost effective solution to address the identified needs in caring for 

patients with dementia and delirium in an acute setting.  
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The publication presented in this chapter is shown in Table 4 with the realist 

evaluation framework of context, mechanisms and outcomes which is further 

discussed to understand what worked, for whom, and why it worked. 

  



97 | P a g e  
 

Table 4: A summary of the publication in Chapter 6 using realist evaluation framework 

  

Publication Context  Mechanism Outcome Hypothesis generated (CMO) 

Ervin, K, & Moore, S. (2014). 

Rural nurses’ perceptions of a 

volunteer program in an acute 

setting: Volunteers delivering 

person-centred care for patients 

with dementia and delirium. 

Open Journal of Nursing, 

04(01). 

https://doi.org/10.4236/ojn.2014.

41005 

 

Introduction of ten 

volunteers trained 

in person-centred 

care into a rural 

acute care setting 

in Moira Shire, 

Victoria, 

Australia. 

Rural acute care nurses’ 

participation in an 

interview with the principal 

researcher. 

 

Analysis of interview transcripts 

identified that formal carers 

(nurses) perceived that trained 

volunteers enabled increased 

safety of people with dementia in 

acute care settings. Nurses also 

perceived that the introduction of 

volunteers had a positive impact 

on nurses’ workload. 

Implementation of a volunteer 

program to deliver person-

centred support to people 

with dementia in acute care 

settings is perceived by rural 

nurses as enabling improved 

care of people with dementia 

and BPSD. 

https://doi.org/10.4236/ojn.2014.41005
https://doi.org/10.4236/ojn.2014.41005
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Discussion - Chapter 6 

The context of this study was the recruitment and introduction of ten volunteers 

trained in PCC into a rural acute care setting. This study was based on previous 

research that demonstrated benefits to nurses, people with dementia and 

visitors when volunteers were introduced in acute care settings (Bateman et al., 

2016). 

The mechanism of the study was formal carers’ participation in an interview. 

This pragmatic approach, described by Allmark and Machaczek (2018) is based 

on the premise that the method (mechanism) was adequate to answer the 

research question. Only the perception of nurses was sought for various 

reasons including; people with dementia may not be reliable in the information 

they provide due to their cognitive deficits, carers were not always present to 

observe the effects of the intervention and volunteers may have been positively 

biased due to their role in the study. While a major limitation of the study is that 

it did not seek the experiences of people with dementia, and most people with 

dementia can participate (Smebye et al., 2012), it was beyond the scope of this 

study to include this due to the nature of the information required.  

A longer time frame for the research presented in this chapter may have 

enabled multi-methods data collection to better explore the mechanisms and 

outcomes of the research, including the effects on people with dementia. 

Mechanisms such as quantitative data collection on outcomes like the rate of 

falls and delirium, may have provided more robust evidence on the benefits of a 

volunteer intervention for people with dementia in acute settings. 

Pritchard et al’s. (2021) broader research indicates that interventions such as 

the one presented in this chapter can be embedded in other settings. While the 

training of volunteers was not evaluated in this study, research by Eggenberger 

et al. (2013) found that the mechanism of training was crucial to success of a 

volunteer program. A more recent systematic review (Saunders et al., 2019) 

found that the addition of volunteers in acute care played a valuable role in 

supporting nurses and also contributed to improved outcomes for older people. 
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Research into the potential value of volunteers in helping to manage BPSD is 

important, because the rising prevalence of dementia means admission rates to 

acute care facilities are also increasing (Fox et al., 2020; Jackman et al., 2020). 

In 2017 to 2018 there were 93,800 hospitalisations of people with a diagnosis of 

dementia in Australia (AIHW, 2021a). People with dementia in acute settings 

are generally older, require more hours of nursing care than other patients, and 

have longer hospital stays with poorer outcomes (Mukadam & Sampson, 2011).  

Studies have demonstrated that people with dementia admitted to acute care 

facilities have increased risks of adverse events, such as falls and increased 

confusion (Røsvik & Rokstad, 2020). BPSD are common in an acute care 

settings due to the combination of illness (with pain or infection) and unfamiliar 

surroundings, increasing confusion for the person with dementia (Saunders et 

al., 2019). BPSD presents considerable challenges for acute care staff 

(Butcher, 2018) and Yous et al. (2019) found that nurses in acute care also 

report a lack of confidence and time in caring for people with dementia. The 

research study in this chapter was informed by this contextual backdrop.  

The implementation of the volunteer program for people with dementia, 

described in this chapter, was very successful. Implementation of any 

intervention in a health service setting is complex (Ervin et al., 2017) but this 

project had the support of nursing and executive staff and the introduction of the 

volunteers was carefully planned. Analysis of the interviews showed that rural 

nurses perceived that implementing a volunteer program to provide PCC for 

people with dementia was valuable. One of the outcomes cited by nurses 

included the perception that volunteers provided nurses some release from 

having to provide constant supervision for people with dementia and BPSD to 

ensure their safety. Concerns about the safety of people with dementia, and the 

need for close supervision in acute settings is justified by Butcher (2018) who 

proposed that people with dementia experience more adverse clinical incidents. 

George et al. (2013) attribute adverse events in acute settings to insufficient 

staff to meet the needs of people with dementia, especially those exhibiting 

BPSD.     
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Nurses perceived that the implementation of a volunteer program also provided 

more time to attend to other tasks in the acute setting, rather than one-on-one 

supervision of people with dementia for management of their BPSD. Analysis of 

the interviews identified that nurses believed there was a benefit to people with 

dementia when trained volunteers were present, by providing stimulation 

through person-centred activities. The provision of activities served to meet 

needs such as alleviation of boredom and BPSD such as wandering. Some 

nurses stated that they were mostly unable to meet the need for cognitive 

stimulation due to time constraints and competing demands. This outcome is 

supported by the broader literature with George et al. (2013) stating that there is 

far more emphasis placed on medical care compared to psychological care for 

people with dementia in acute care settings. The emphasis on medical care 

ignores the broader social influences on dementia, identified in Podgorski et 

al’s. (2021) framework, which includes the contexts of individuals, relationships, 

community and society. The research presented in this chapter did consider 

broader societal influences by recruiting community members and training them 

to individualise care to the person with dementia.   

Haynes et al’s. (2021) explanation of using realist evaluation to determine what 

works for whom and why, shows that introduction of volunteers trained in PCC 

for people with dementia works for rural nurses because they perceive it 

provides a safer environment for the person with dementia. Realist evaluation is 

a useful lens to evaluate studies or individual programs to generate knowledge, 

including transferability of findings, translation and sustainability (Haynes et al., 

2021). Pawson and Tilley (2010) argue that programs and interventions work 

because they implement appropriate ideas or opportunities (mechanisms) to 

people in acceptable social or cultural conditions (context). The intervention in 

this study was acceptable to nurses due to the benefit they derived and the 

project became a sustained program in the rural health service where it was 

undertaken.  

The COVID-19 pandemic has increased the challenges for nurses caring for 

people with dementia in an acute care setting, as cognitive deficits related to 

dementia prevent many from being able to comply with infection control 

measures (Cipriani et al., 2022). To protect people with dementia from COVID-
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19 exposure in acute settings, research shows that nurses have resorted to 

physical restraint, which predisposes people with dementia to adverse effects 

such as pneumonia, deep vein thrombosis and pressure injuries (Okuno et al., 

2021). While the research described in this chapter has contemporary 

application in usual acute care contexts, a volunteer program could be an 

invaluable intervention in the context of the challenges of COVID-19 to minimise 

BPSD and the subsequent risk of harm or infection for people with dementia 

requiring hospitalisation.  
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Dissemination of the study findings in Chapter 6 

The research study introduced in this chapter has also been presented at two 

national conferences and one regional conference, which are shown in Table 5.  

 

Table 5: Conference presentations of the study in Chapter 6 

Title of presentation Speaker Conference Year Country/City  

Dementia care in 

acute and 

community settings: 

research and 

innovation 

 

Ervin, K.  

Rural 

Ageing 

seminar 

series 

2014 Shepparton, 

Australia 

Event 

facilitator 

Utilising volunteers 
to deliver person 
centred care for 
people with dementia 
in an acute setting  

 

Ervin, K.  

 

National 

Dementia 

Congress 

 

2014 

 

Melbourne, 

Australia 

 

Peer 

reviewed 

abstract 

accepted 

Utilising volunteers 
to deliver person 
centred care for 
people with dementia 
in an acute setting  

 

Ervin, K. 

 
National 
Dementia 
Research 
Forum  
 

 

2013 

 

Brisbane, 

Australia 

 

Peer 

reviewed 

abstract 

accepted 

 

Additional outputs from the research were publications in other media and 

reports: 

Ervin, K. (2014).The value of volunteers in rural health. Partyline. November 

(51) 

Ervin, K. (2013). Volunteers improving dementia care in acute settings: 

Delivering person-centred care to people with dementia/delirium in an acute 

care setting. Report to the Dementia Training Study Centre. 

Cobram Courier (2013). Extra care for patients. Wednesday January 16th. 

Cobram Courier (2013). Satisfied volunteers. Wednesday April 10th. 
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Practical outcomes of the research study in Chapter 6 

Stakeholder and community engagement as a result of this project included ten 

community members and 15 acute care nursing staff of the small rural health 

service as well as the eight members of the advisory committee. One of the 

input dimensions of the ARC framework is research income that was used to 

provide training for the ten community volunteers.  

An additional impact was the perceived benefit to people with dementia in an 

acute care setting, with nurses reporting that trained volunteers improved the 

safety and well-being of people with dementia. For this reason, the project 

became an embedded program that has been sustained since the project was 

completed in 2014. 
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Chapter 6 summary 

This was a successful translational study introducing trained volunteers in an 

acute care setting to provide person-centred support to people with dementia. 

Rural nurses in acute care in this study greatly valued the introduction of trained 

volunteers to assist people with dementia. Nurses reported an amelioration of 

the challenges of caring for people with dementia as a result of the intervention 

and perceived greater levels of safety for people with dementia and BPSD as a 

result of the project. 

The research project showed considerable impact with research activities such 

as training of community members and outputs such as publications and 

presentations. Additionally, the project demonstrated real world benefits for 

people with dementia and acute care nurses resulting in a sustained program. 

Dementia incidence is increasing, with subsequent increases of people with 

dementia being admitted to acute care settings while concurrently rural settings 

continue to suffer from workforce shortages. The realist evaluation framework 

identified that rural formal carers (nurses) have fewer challenges in caring for 

people with dementia when volunteers are introduced to enable person-centred 

support to people with dementia and BPSD in acute care settings. 

The research described in this chapter reported on the contribution of 

volunteers in the care of people with dementia and BPSD in acute care settings. 

The next chapter of the thesis presents the findings of an exploratory study of 

nurses in managing BPSD in RAC. 
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CHAPTER 7 – An exploratory study of formal carers’ knowledge of 

dementia care in residential aged care  

The previous chapter described an intervention in dementia care in an acute 

hospital setting which found that nurses (formal carers) perceived volunteers to 

be beneficial in providing person-centred support. This chapter presents two 

peer reviewed publications from a single mixed methods study conducted in 

RAC. The publications describe an exploratory study that aimed to determine 

RAC staff knowledge of behavioural and pharmacological management 

strategies for residents with dementia. Barriers to the use of various behaviour 

management techniques and the use of resources to assist behaviour 

management were also explored. The motivation for the study in this chapter 

was quality improvement audits in the region that showed high rates of 

antipsychotic medication use for people with dementia in RAC. The study was 

conducted in the Moira and Benalla Shires in rural Victoria.  

The biopsychosocial-ecological focus of the study was individual and 

relationship factors – formal carers and their response to people with dementia 

who exhibit BPSD. An analysis of the study is provided using a realist 

evaluation framework to explore the contexts and mechanisms that influenced 

the outcomes of the study. 
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Publication 5 
Ervin, K., Finlayson, S., & Cross, M. (2012). The management of behavioural 

problems associated with dementia in rural aged care. Collegian, 19(2), 85-95. 

https://doi.org/10.1016/j.colegn.2012.02.003 

 

 

The first publication in this chapter presents the quantitative findings from a 

survey that used a range of questions to explore formal carers’ knowledge of 

pharmacological and common non-pharmacological behaviour management 

strategies for people with dementia. It reports the results of responses from a 

convenience sample of staff from six rural RAC facilities, including their 

perception of barriers to using the various behaviour management strategies 

and the resources available to them. 

  

 

  

https://doi.org/10.1016/j.colegn.2012.02.003
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Summary 
 
Background: In Australia 60—80% of all residents in aged care facilities have a 
cognitive impairment related to dementia with this figure predicted to increase. 
The associated behavioural and psychological disorders associated with dementia 
frequently result in the prescription of antipsychotic drugs to assist in limiting 
disruptive or concerning unmet needs behaviour. Antipsychotic prescription rates 
in aged care facilities are estimated to be as high as 80% despite the well known 
adverse effects in this population. Person centred care approaches to management 
of behavioural and psychological symptoms of dementia (BPSD) has not been 
widely implemented despite its reported effectiveness. Other interventions aimed 
at reducing antipsychotic use in aged care has been limited and the barriers to the 
use of non pharmacological strategies are poorly researched. 
 
Methodology: In this study a 43 point questionnaire was distributed to 6 rural aged 
care facilities to assess nurses’ knowledge of non pharmacological and 
pharmacological interventions, and the frequency, perceived barriers and efficacy 
of both strategies. Resources and information bases utilised in behaviour 
management was also explored. 
 
Findings: The results indicated that staff have a good knowledge of possible 
underlying causes of BPSD, but a poor understanding of appropriate methods of 



108 | P a g e  
 

management and resources available to assist them. Time constraints were 
frequently cited by respondents as problematic in managing behavioural 
problems. The results of this study suggest the need for utilisation of tools to assist 
nurses to identify target behaviours, implementation of appropriate management 
and access to the resources available. 
 
© 2012 Royal College of Nursing, Australia. Published by Elsevier Australia (a division of Reed 
International Books Australia Pty Ltd). All rights reserved. 
 
___________________________________________________________________________________ 
 

 
Introduction 
Behavioural and psychological symptoms of dementia (BPSD) have been identified 
as the primary difficulty when caring for elderly people with dementia. The 
literature definition of BPSD varies and defines the symptoms as behavioural 
problems, behaviours of concern, behavioural disturbance, unmet needs behaviour 
and challenging behaviours. The International Psychogeriatric Association have 
adopted the definition of BPSD as ‘‘Symptoms of disturbed perception, thought 
content, mood or behaviour that frequently occur in patients with dementia’’ 
(Finkel, Costa e Silva, Cohen, Miller, & Sartorius, 1996). These symptoms vary, and 
can be defined as those that are disruptive or stressful to caregivers such as pacing, 
wandering, agitation, verbal and physical aggression, refusing care and screaming 
(Ray, Taylor, Lichtenstein, & Meador, 1992). BPSD are a predictor of burden of care 
and of psychological distress and depression among carers (Black & Almeida, 
2004). In Australia 60—80% of all residents in residential aged care facilities 
(RACF’s) have dementia (Crotty et al., 2004), with this figure predicted to increase. 
Many studies have focused on strategies to limit the difficulties associated with 
BPSD in aged care facilities. Environmental modifications and caregiver skill 
development have been shown to have an effect (Fletcher, 2008), however the 
outcomes of many interventions are controversial with the literature reporting 
mixed findings. It is recognised that there is a dearth of evidence in the 
effectiveness of current accepted methods of managing BPSD (Devanand & Lawlor, 
2000; Lawlor, 2002). The most promising method of managing of BPSD is the 
person centred approach to care. The person centred approach was first described 
by Kitwood (1997) and research in this area continued by Brooker (2004), among 
others. Briefly the key elements of person centred care can be described as the 
value base of personhood, individualised assessment and care, taking the 
perspective of the person with dementia and providing a supportive social 
psychology (Brooker & Surr, 2005). Despite evidence of its effectiveness in the 
literature (Baker & Edwards, 2002), the person centred approach to care is at odds 
with the predominantly task focused methods of care employed in residential aged 
care (Ellard, Taylor, Parsons, Thorogood, 2011; Smith, 1991), and as such, there 
has not been the expected uptake of this model. Research conducted overseas 
which aimed to change the focus from task to person centred was not successful 
(Berkhout, Boumans, Van Breukelen, Abu-Saad, & Nijhuis, 2004) presumably 
because the task oriented model is deeply entrenched, as it is in the Australian 
setting. 
 
The prevalence of BPSD in residents with dementia is estimated to be as high as 
70—80% by some authors (Margallo-Lana et al., 2001; Zimmer, Watson, & Treat, 
1984), while others argue it affects all persons diagnosed with dementia (Savva et 
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al., 2009). This high prevalence of BPSD is thought to underlie the frequent use of 
antipsychotic medication in aged care settings (Avorn et al., 1992; Crotty et al., 
2004; Ray, Federspiel, & Schaffer, 1980). Antipsychotic prescription rates in 
RACF’s generally are estimated to be as high as 80% (Margallo-Lana et al., 2001) 
despite the well known adverse effects (Beers, 1997; O’Mahony and Gallagher, 
2008). Activities focused on the quality use of medicines in local rural RACF’s 
revealed antipsychotic prescription rates consistent with those reported in the 
literature. Previous studies in Australia (Crotty et al., 2004) identified the need to 
reduce the use of antipsychotic drugs and evaluate other non pharmacological 
methods for managing or modifying BPSD in aged care settings. Importantly, 
recent studies have identified the significant influence nurses have on prescribing 
patterns in the aged care setting (Jutel & Menkes, 2008). 
 
The influence of non pharmacological measures in managing BPSD and the 
relationship to prescribing rates is poorly researched. Non pharmacological 
interventions have been described by various authors as non medication based 
interventions which focus on particular domains influencing behaviour in people 
with dementia, including cognitive, emotional and environmental domains (Camp, 
Cohen-Mansfield, & Capezuti, 2002; Dorenlot, 2006). 
 
In Australia, the National Prescribing Service (NPS) recommends non 
pharmacological strategies for managing problem behaviours in preference to and 
as an adjunct to antipsychotic use (National Prescribing Service, 2007a). All 
publications from the NPS undergo expert review of the content. The National 
Dementia Behaviour Advisory Service, a panel of specialists in old age psychiatry, 
recommend preferred strategies for BPSD which are described as behavioural, 
cognitive, stimulation and emotional (National Dementia Behaviour Advisory 
Service, 2003). These strategies are also supported by the Royal Australian College 
of General Practitioners, whose publication provides advice on simple behavioural 
interventions (The Royal Australian College of General Practitioners, 2007). This 
simple framework for managing BPSD has been superseded in the literature by the 
person centred approaches to care for people with dementia, but there has been a 
lag in the clinical uptake. The language used in many residential aged care settings, 
and the practice of separating the person and the behaviour are more in keeping 
with the earlier framework. 
 
Experts in dementia care in Australia have expressed alarm at existing trends in 
the residential aged care setting, where antipsychotics are increasingly seen as a 
first line treatment of BPSD and used as a form of chemical restraint for people 
with dementia who exhibit behaviours such as calling out, wandering or agitation 
(Byrne, 2011). 
 
The importance surrounding the identification of the perceived barriers and 
enablers that exist in relation to the use of non pharmacological strategies is 
essential for determining the most appropriate intervention that will address the 
high rates of antipsychotic drug use in residential aged care settings. 
 
Aim 
 
The aim of the research study was to determine residential aged care staff 
knowledge, and appropriate implementation of behavioural and pharmacological 
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management for residents with dementia, the barriers to the use of various 
behaviour management techniques and the use of resources to assist behaviour 
management. 
 
Method 
 
A convenience sample of staff from six rural residential aged care facilities were 
invited to participate in the study. The six facilities were chosen due to an existing 
relationship with researchers from the University of Melbourne’s Rural Health 
Academic Network, which provides research and education within the prescribed 
region. The towns in which the facilities were located varied in population from as 
little as 1500—14,000 people, but all relied on agriculture as the main industry. 
 
Previous research and quality improvement activities had identified a potential 
gap in knowledge of aged care staff in managing residents with dementia. The 
facilities were a mix of high care public and private sector and varied in the 
number of residents housed in each. Four of the facilities catered to 30 residents 
while the remaining two housed 16 and 100 residents each. None of the facilities 
were described as dementia specific, but at least half of the residents in each 
facility had a diagnosis of dementia. No information was sought from staff 
regarding previous training in dementia care. Staff were informed about the 
project and recruited by a poster display and email invitation. Completion of the 
questionnaire was considered consent to participate. A questionnaire was 
subsequently administered at each workplace by research staff, under exam like 
conditions to ensure that there was no exchange of information between staff 
which may have altered the results. 
 
The survey instrument 
 
No appropriate validated measurement tool was able to be sourced to elicit the 
required information. The survey tool was developed over several iterations with a 
project panel comprised of a general medical practitioner, an aged care nurse 
practitioner candidate, a psychologist, a psychiatric nurse and a quality manager. 
The project panel met several times over a period of ten weeks, to review the 
literature regarding recent trends in dementia management in residential aged 
care, and to develop scenarios based on commonly observed resident behaviour, 
reported by staff as problematic. The eventual scenarios described were based on 
actual reported behaviour of residents within the region. 
 
A literature review and several government and expert publications related to 
BPSD defined five frequently utilised strategies for managing BPSD including; 
pharmacological management, behaviour oriented management, cognitive 
oriented management, stimulation oriented management and emotional oriented 
management. The evidence for many non pharmacological interventions is limited, 
however, good clinical practice and expert services suggests that they can be 
useful. To ensure clarity a definition of each of these strategies was provided to 
each participant and are outlined in Table 1. 
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The definitions used and its framework is more in keeping with the current 
language used in residential aged care facilities, and better suited the task focus 
clinically employed. 
 
The questionnaire consisted of 43 questions. The first section collected 
participants basic demographic information. The rest of the questionnaire was 
designed to elicit information relating to RAC staff knowledge of the five 
pharmacological and non pharmacological strategies to manage BPSD in aged care 
residents and the perceived barriers to using each of the strategies. Frequency of 
use, perceived efficacy and appropriateness of the currently utilised and 
recommended strategies and, resources and information bases utilised for 
managing resident’s BPSD was also explored. Participants were asked to rate each 
domain by provision of a Likert scale for each item. The participant was also 
encouraged to leave comments in relation to the described strategies by inclusion 
of open ended questions. 
 
To identify actual knowledge, two scenarios were described and staff were asked 
to list all strategies they would employ in the long and short term management of 
the residents. The scenarios described were considered typical of the types of 
BPSD exhibited in RACF’s by people with dementia, which require intervention. 
The first scenario described a male resident with moderate to severe behavioural 
and psychological symptoms of dementia (BPSD), including verbal and physical 
aggression and resistance to care. The second scenario described a female resident 
with mild BPSD whose behaviour included nocturnal wandering with calling out 
and intruding into other residents rooms. The scenarios used were real cases and 
chosen for their differences based on the description of the seven tiered model 
indicating the severity of BPSD and their recommended interventions (Brodaty, 
Draper, & Low, 2003). 
 
The survey was pretested to ensure clarity and participant understanding. It was 
trialled in two aged care facilities with a similar demographic and characteristics 
to those included in the study. Tool validation was appropriate as the tool was 
developed and reviewed by a panel of experts from a wide range of specialities; the 
tool was pretested to ensure appropriateness and effectiveness. As another 
relevant and validated tool was not available in the literature and because the 
information was sought to determine local rural knowledge with an aim of 
facilitating local solutions, the tool was developed and validated this way. 
Consistent responses during the pretesting phase and obtained from the study 
participants indicated reliability of the tool. Psychometric testing of the tool is not 
appropriate in this case, as a resulting score that implies an outcome, is not the aim 
of this tool or this study. A copy of the questionnaire can be obtained from the 
corresponding author. 
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Statistical analysis 
 
The Stata version 8.0 analysis software package was used for data management 
and descriptive statistics. 
 
Ethics 
The research study was approved by the University of Melbourne Human Research 
Ethics Committee. 
 
Results 
 
Response rate and demographics 
 
The number of participants who completed the questionnaire was 130, giving a 
response rate of 53%. The demographics of the participants, including their age, 
gender and training was similar at each site (Table 2). Datum was combined to 
produce the described sample. 
 
 

 
 
 
Overall management of dementia 
 
From the scenarios described in the survey instrument, the responses provided by 
the participants are reported in Table 3. 
 
Of 130 responses to Scenario 1, 90% of participants identified the exclusion of 
delirium as an underlying cause of the behaviour as an important part of a 
management plan (see Table 3). In addition, 27% of respondents recommended 
use of antipsychotic medications to manage the described moderate to severe case 
of BPSD. Of the 130 participants (100%) who reporting using non pharmacological 
management in Scenario 1, 85% reported they would use behaviour oriented 
methods of management and 58% cognitive oriented strategies. A further 45% of 
responses related to the use of stimulation oriented strategies and 34% reported 
the use emotion oriented interventions as appropriate. Respondents reported 
using combined strategies for resident management. 16% of participants 
recommended further resources such as staff education or referral to expert 
services to assist with management of BPSD. 
 
The responses to Scenario 2 followed a similar pattern in both type and number, 
and are reported in Table 3. 
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Pharmacological management of problem behaviours in RAC 
 
Psychotropic or antipsychotic medication use 
 
Psychotropic or antipsychotic medication is frequently used as a strategy in the 
management of BPSD in the aged care setting. Often, the administration of these 
drugs is at the discretion of the nurse. 55% of participants reported administering 
medications as part of their role within the RAC. The frequency of administering 
antipsychotic medication was reported by 56% of the sample as once or twice per 
month. 
 
Participants who administered medications were also asked how often they 
requested a resident’s doctor to prescribe antipsychotic medication. 28% of 
respondents reported that they sometimes did and 1% reported that they 
frequently did. The remainder reported either never asking or that it was not 
applicable to their level of training. 
 
The factors limiting the use of pharmacological management of problem 
behaviours 
 
RAC staff were asked to report on limitations to the use of antipsychotic 
medication. The items for consideration were: effectiveness, the time to administer 
the medication, colleague opinions, knowledge, training, experience and 
confidence in administration and monitoring of effects of antipsychotics. The 
percentage responses are shown in Fig. 1. 
 
As shown in Fig. 1 a predetermining factor that limits the use of the 
pharmacological strategy for behaviour management in RAC facilities was not 
identifiable. However, unlike non pharmacological strategies, time was not seen as 
a deterrent to use. 
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Participants were asked to comment further on any additional barriers they felt 
resulted in the limitation of the pharmacological behaviour management strategy. 
37% reported adverse drug reactions; 23% resident refusal to comply with 
administration, 23% lack of effectiveness and 23% staff knowledge. 
 
Participant were asked what influenced their use of ‘as required’ antipsychotic 
drugs, 62% reported never using antipsychotics for the safety of others, while 26% 
sometimes did. Of the 125 respondents, 74% of RAC staff reported never 
administering antipsychotics in response to workload demands. The majority of 
respondents also reported that there was not an expectation in the organisation or 
pressure by co workers to administer antipsychotic drugs. 
 
 

Non pharmacological strategies 
 

As with the pharmacological strategies, the frequency, effectiveness and 
limitations to the use of non pharmacological strategies for management of BPSD 
was explored. Of 130 responses, the most significant response rates for frequency 
of use and reported effectiveness of the strategies are reported in Table 4. The 
non-pharmacological strategies are comprised of behaviour, cognitive, stimulation 
and emotion oriented management strategies. Overall, participants reported 
frequent use and high efficacy of the non pharmacological methods. Behaviour 
oriented strategies described as interventions such as redirecting residents, or 
modifying the environment (listed in Table 1) were most frequently employed by 
staff (89%). Although cognitive, stimulation, and emotion oriented strategies were 
employed less often, the perceived effectiveness of all strategies was similar. 
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The perceived effectiveness of non pharmacological strategies, for the 
management of BPSD, is outlined in Fig. 2. Pharmacological strategies are 
perceived as being the least effective of each of the strategies employed, with only 
25% reporting effectiveness. Furthermore greater numbers (26%) reported that 
pharmacological strategies were not effective compared to much lower numbers 
for each of the other strategies (5—14%). More than half of the respondents 
perceived that each of the non pharmacological strategies were effective (56—
74%). 
 
 

 
 
 
The limitations to the use of non pharmacological strategies were further 
investigated by exploring the perceived impact of the effectiveness of the strategy, 
time, colleagues opinion, knowledge, training, experience and confidence. These 
results are presented in Fig. 3. Time is the only significant limitation reported for 
all non pharmacological strategies. Behaviour oriented strategies were perceived 
as having the greatest time limitation with 53% of respondents reporting this as a 
barrier to its use. More than 50% of respondents reported the use of both 
cognition oriented and stimulation oriented strategies as being limited by time, 
and a further 44% reporting the same limitation for emotion oriented strategies. 
Only very small numbers of respondents reported other limitations to use of the 
various non pharmacological strategies. Approximately a quarter of respondents 
recorded neutral answers when asked about limitations. For each of the non 
pharmacological strategies listed participants were asked to comment further on 
the barriers to using these strategies. In keeping with earlier results, time and 
effectiveness of the strategy were perceived as the greatest barriers to 
implementation of the strategy. 
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Appropriateness of strategies 
 
Participants were asked to report the perceived appropriateness of different 
management techniques for each of the residents described in Scenario 1 and 
Scenario 2. The results for each scenario are reported in Fig. 4. Greater than half of 
the respondents reported that pharmacological strategies were appropriate. 56% 
reported that pharmacological management was appropriate for the resident 
described in Scenario 1 with severe BPSD compared to 58% who reported that 
pharmacological management was appropriate for the resident described with 
mild BPSD in Scenario 2. Greater than 70% of respondents reported that all other 
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non pharmacological strategies were appropriate in the management of residents 
for both Scenario 1 and Scenario 2. 
 

 
 
 
Resources 
 
The final area of behaviour management explored was staff awareness and use of 
resources available to them. Two resources were described. The Dementia 
Behaviour Advisory Service (DBMAS) and TIME for dementia website. DBMAS is a 
24 h telephone service which provides advice and education for carers. Despite 
posters and advertising material displayed advertising DBMAS in each facility, 
85% of respondents reported they had not used the service. 14% reported that 
they had heard of the service but not used it, with only 1 participant reporting to 
have used the service and finding it helpful. TIME for dementia (an acronym for 
training, innovation, mentoring and education) is an educational website that also 
incorporates a chat room for carers to discuss their experiences and ask for advice 
in managing residents with BPSD. 84% of participants reported that they had 
never heard of the TIME for dementia website. 7.1% reported that they had used 
the website with half of those reporting that they found it informative. 
 

Discussion 
 
As hypothesised, none of the respondents used the terminology relating to the 
person centred care approach, nor the associated principles of comfort, identity, 
inclusion, attachment or occupation. The responses to the scenarios indicated 
familiarity with the dated framework of pharmacological and non pharmacological 
strategy domains. The lack of person centred thinking and practice by staff is 
further demonstrated by the qualitative responses suggesting that resident’s needs 
for meaningful occupation and identity is not part of the nursing role. 
 
The majority of participants completing the questionnaire demonstrated a good 
knowledge of excluding other possible causes of behaviours of concern in 
residents with dementia as a basis for management. This is supported by the 
National Prescribing Service recommendation that good practice includes ruling 
out underlying causes that may cause pain or discomfort (National Prescribing 
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Service, 2008c). Experts, as well as expert services (Galik, 2010) also recommend 
screening for delirium or other possible physical causes of BPSD. Anecdotal 
evidence suggests that this is not always incorporated into practice despite the 
existing knowledge, which may be a reflection of reported time constraints 
experienced by staff in these settings. 
 
A previous study recommends that staff employed in aged care facilities require 
further education to recognise when antipsychotic therapy may be appropriate 
(Nishtala, McLachlan, Bell, & Chen, 2008), a deficit also identified by this study. In 
this study staff did not differentiate use of antipsychotic medication in the 
management of a resident with mild or severe BPSD, reporting that it was 
appropriate for the management of both. For the resident described in Scenario 2 
in the survey, evidence suggests (National Prescribing Service, 2008b) that 
antipsychotic medication would not be appropriate in management of this 
residents BPSD yet 58% of respondents reported that it was appropriate or very 
appropriate. Despite this low level of knowledge the majority of staff reported high 
levels of confidence and experience in the use of antipsychotic drugs. Only 27% of 
staff reported their knowledge as a limitation to using antipsychotics. The majority 
(62%) also reported that they would not administer antipsychotic medications 
when a residents behavioural disturbance jeopardised the safety of others, despite 
this being an indication for its use (Whyte, 2010). Literature suggests that 
residents who display agitation and aggression should be referred to expert 
services (Brodaty et al., 2003). Very few of the respondents identified referral to an 
expert despite suggesting that antipsychotic medication was an appropriate 
method of management. This is in keeping with concerns voiced by experts, that 
more and more residential aged care facilities are initiating antipsychotic drugs as 
a first line response for residents who exhibit BPSD (Byrne, 2011). 
 
‘As required’ dosing of antipsychotic medication should be avoided on a regular 
basis (National Prescribing Service, 2008b), yet all participants in this study who 
administer medications reported this practice. Despite the reported high rates of 
administration, 20% of the study participants reported a perceived lack of efficacy 
of antipsychotic drugs, which may be indicative of their inappropriate use for the 
targeted behaviour. The inappropriate prescription and administration of 
antipsychotic drugs in residential care is consistent with findings from other 
studies (Gallagher, Barry, & O’Mahoney, 2007). 
 
RAC staff in this study reported using a wide range techniques to manage BPSD. 
Good practice guidelines support the use of a wide range of non pharmacological 
management techniques as a first line approach (Fossey et al., 2006; Galik, 2010) 
but further recommend the necessity of tailoring interventions based on resident’s 
personalities and target behaviours. There must be a good knowledge of the 
residents past history and personality for strategies to be effective, and for 
meaning to be attributed to the behaviour (Camp et al., 2002; Fossey et al., 2006). 
 
Recognition of the type of BPSD is the first and most important step in devising a 
management plan and this is facilitated by the use of a standardised assessment 
scale (Lawlor, 2002). BPSD is now accepted as an important therapeutic target. 
Management strategies, including pharmacological and non pharmacological 
treatments, together with carer-focused training and education approaches, can be 
effective in decreasing BPSD (Lawlor, 2002). Training and staff support has also 
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been shown to reduce the need for antipsychotics in residents with dementia 
(Fossey et al., 2006; Gallagher et al., 2007). 
 
Studies suggest that nurses influence the prescribing of medication (Jutel & 
Menkes, 2008). In this study, overall 28.9% of staff who administer medications 
report influencing their prescription by requesting resident’s doctors to prescribe 
it. Those with higher levels of training reported asking for prescription of 
antipsychotics to manage behavioural problems more (81%) than those with less 
training (21%). The results suggest that staff with higher levels of training 
do influence the prescription of antipsychotic drugs in rural aged care settings. 
 
Time is reported as the dominant factor in limiting non pharmacological strategies 
and this is consistent with other findings. Higher nursing staff levels are reported 
to be a significant predictor of low antipsychotic use (Nishtala et al., 2008). 
Guidelines acknowledge that working with people with dementia can be 
immensely challenging particularly where there is inadequate staff numbers or 
staff well trained in supporting people with dementia (NICE-SCIE, 2006). Similarly, 
time is also acknowledged in the literature as a perceived barrier to the use of 
person centred care (National Ageing Research Institute, 2006). High proportions 
of participants responded neutrally when asked about limitations to each of the 
non pharmacological strategies. Given that the average length of experience was 
greater than 16 years, information and experience of the respondents should not 
have been a reason for lack of a strong opinion either way, suggesting a lack of 
engagement instead. 
 

Overall, participants reported high levels of confidence, experience, knowledge and 
training in the use of non pharmacological strategies. Furthermore, these 
strategies were used frequently (daily or more than once per day) and were 
reported to be effective or very effective by the majority of participants. 
Conversely, literature suggests that these techniques are seldom used by 
residential aged care staff because of lack of knowledge or skills (Brodaty et al., 
2003). The perceived high level of knowledge may also explain the lack of 
utilisation of expert services and resources which are available to staff. This 
project demonstrates that the perceived level of knowledge is higher than the 
actual level of knowledge and competence when measured. Although many 
educational tools exist to increase knowledge of person centred approaches to 
care, the rural locations and computer competence at the project sites is 
prohibitive (Koschel et al., 2011). Much of the face to face delivery of person 
centred approaches to care is clustered in metropolitan centres, which may explain 
the lag in clinical uptake in rural locations. 
 
Overall there was no correlation or differences in the management of residents 
with BPSD between groups based on years of experience or scope of practice, apart 
from those reported in administration of antipsychotic drugs. 
 

Limitations of the study and further recommendations 
 
Although a panel of experts in measurement tool construct and aged care were 
involved in the development of the tool, and the tool was pretested, this is the first 
instance of a large study involving this researcher developed tool. As discussed, 
psychometric analysis of the tool is not appropriate in this case or for the purpose 
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of this study, however as the tool develops and becomes transferrable to a larger 
sample with specific outcome measures; the psychometrics of the tool will become 
important. The construction of the measurement tool was modelled on effective 
survey tool design (De Vaus, 2002). Despite all of these validation processes, the 
items included in the survey were not evaluated by a panel of experts in the field of 
BPSD. This was predominantly due to cost constraints and the limited project 
timelines. 
 
Respondents were not asked which shifts they predominantly worked which may 
have a marked bearing on their responses to the type of strategies they commonly 
used. For example, it is unlikely that a night shift worker would employ stimulation 
oriented strategies. This omission may have introduced bias in the study. 
 
All of the participants in the study were employed in rural aged care facilities, and 
as such the results are not generalizable either to metropolitan facilities or 
facilities outside the prescribed region studied. However, one would expect 
transferability of results. The study does demonstrate that there are significant 
knowledge gaps in dementia care relating to BPSD, which are not recognised by 
staff, who reported perceived high levels of competence and knowledge and this 
warrants further investigation on a larger more generalizable sample. 
 

Based on this research study, it would be useful for staff to implement one of the 
many tools available to assist identification of individual residents target 
behaviour (Brodaty et al., 2003; Crotty et al., 2004; Ray et al., 1992). This would 
enable tailored management of each behaviour identified specific to the individual, 
especially recognition of BPSD which are unlikely to respond to antipsychotic 
medication (National Prescribing Service, 2007b, 2008c). 
 

Educational interventions to reduce antipsychotic drug use should be delivered to 
staff, on site on a regular basis, which have been demonstrated to be more effective 
than single education sessions, which have little or no impact 
(O’Connor & Ames, 2008; O’Sullivan, 2010; Ray, Blazer, & Schaffer, 1987). Given 
the high proportion of residents in residential aged care settings who exhibit BPSD, 
staff competence and knowledge requires consideration at all levels of government 
to ensure the implementation of evidence based best models of care for this 
vulnerable group (State Government Victoria, 2006). 
 

Research demonstrating the effectiveness of the currently accepted methods of 
managing BPSD, and specifically the effect of tailored non pharmacological 
strategies in reducing antipsychotic use and overall resident outcomes needs to be 
more widely disseminated to rural and remote areas (Morgan, Semchuk, Stewart, 
& D’Arcy, 2002; Stewart, Werezak, & Morgan, 2004). Similarly, utilisation of on line 
learning tools requires increased competence in information 
technology (Koschel et al., 2011). 
 
Lack of delirium screening in practice, although frequently assumed to stem from a 
lack of knowledge, may in fact be a consequence of time constraints as this study 
demonstrated that staff knowledge is not a deficit. Analysing the root cause of 
omissions in care should be routinely undertaken across the broad spectrum of 
dementia care to identify the real causes of deficits (Joint Commission Resources, 
2001). Staff of rural residential aged care facilities would also benefit from the use 
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of established, uniform, clearly defined pathways for dementia care (Brodaty et al., 
2003). 
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The second paper presented in this chapter reports on the qualitative findings 

about barriers and enablers to the use of non-pharmacological methods of 

managing BPSD, from the perception of nurses in RAC. The themes that 

emerged from the descriptive analyses of the brief open-ended responses to 

the survey used in the study are presented in this publication. The examples 

given are exemplar quotations and a limitation of the publication is that the 

quotations are not attributed to individuals to indicate responses from multiple 

participants.  
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Summary 

Background: Residential aged care facilities are increasingly using pharmacological 

methods of managing BPSD such as antipsychotics, despite little evidence of 

effectiveness and high rates of adverse effects. Non pharmacological approaches to 

management of behavioural and psychological symptoms of dementia (BPSD) have 

not been widely implemented in residential aged care, despite reported 

effectiveness of these strategies. Residential aged care staff opinions on the 

effectiveness of non-pharmacological approaches to dementia care and any 

limitations to their use are not well documented. 

Methodology: This is the qualitative arm of a broader research project. A 43-point 

questionnaire was distributed to 6 rural aged care facilities to explore nurses’ 

perceptions of the limitations of five commonly employed non pharmacological 

and pharmaco-logical interventions in managing BPSD. 

Findings: Staff reported that some non-pharmacological methods of managing 

BPSD were not the role of nursing staff. This suggests that other interventions such 

as increased staffing levels would not be effective in facilitating non 

pharmacological approaches to managing BPSD. 

© 2013 Australian College of Nursing Ltd. Published by Elsevier Ltd. 
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Dementia is an umbrella term that refers to symptoms caused by changes in 

cognitive function. These can include alterations in memory, personality and 

behaviour. It is estimated that around 250,000 people in Australia have dementia. 

As Australia’s population ages, more people will be affected by dementia (Access 

Economics, 2009). Sixty to eighty percent of all residents in aged care facilities in 

Australia have a diagnosis of dementia, and this figure is predicted to increase 

(Crotty, Whitehead, & Lange, 2004). 

Behavioural and psychological symptoms of dementia(BPSD) such as aggression, 

agitation, wandering and sleep disturbance occur in as many as 80% of people 

with dementia (Margallo-Lana et al., 2001; Zimmer, Watson, & Treat,1984) and are 

associated with increased care giver burden, decreased quality of life for the 

resident, and increased healthcare costs (O’Neil et al., 2011). The unmet, and 

frequently unknown, needs of residents with dementia provide challenges for care 

in the residential aged care setting. 

It is recommended that a non-pharmacological approach to BPSD should be 

considered before resorting to any type of pharmacological interventions. 

However, pharmacological approaches are often used as first-line treatment 

(Byrne,2011). Antipsychotic medications are commonly used to reduce the 

frequency and severity of BPSD despite little evidence that such interventions are 

effective, and potential side effects are frequent and hazardous (O’Neil et al.,2011). 

Of increasing concern is the prescription of these medications without attempting 

other treatment options. 

A number of non-pharmacological therapies are avail-able for people with 

dementia exhibiting BPSD. These management strategies include: behavioural, 

cognitive, stimulation and emotion oriented strategies (National Prescribing 

Service, 2008). It has also been suggested that caregiver and residential care staff 

education and training, may have a positive impact on the management of BPSD in 

the aged care setting (Fossey et al., 2006; Selwood,Johnston, Katona, Lyketsos, & 

Livingston, 2007). 

For many years, behavioural therapy has been based on the principles of 

conditioning and learning theory using strategies aimed at suppressing or 

eliminating challenging behaviours. A shift in strategy has become prominent 

recently with the use of non-aversive methods in helping to develop more 

functional behaviours. Moniz-Cook et al.(1998) suggest that behavioural analysis is 

often the starting point of most other forms of therapeutic intervention in this 

area. Furthermore, it is suggested that modern behavioural approaches can be 

wholly consistent with person-centred care. The effectiveness of behavioural 

http://dx.doi.org/10.1016/j.colegn.2013.04.002
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therapy has been established for dementia in only a small number of studies. 

However, many have presented case studies testifying to the efficacy of 

behavioural therapy, and stress that any behavioural therapy should be 

personalised to the individual (Fossey et al., 2006; O’Connor & Ames, 2008). 

Person-centred care is a holistic alternative to conventional care practices, which 

incorporates all or some of the non-pharmacological strategies listed above. 

Central to the approach is the philosophy that the client has human needs, and the 

acknowledgement of these needs can alleviate cognitive and functional 

deterioration (Kitwood, 1997).Consequently, the nature of the caregiver/client 

relation-ship will impact on care and subsequent BPSD depending on whether the 

person is being respected or depersonalised in care. Use of person-centred care, is 

becoming more common in residential care, because it can reduce need-driven 

dementia-compromised behaviours and help maintain personhood (Fossey et al., 

2006; Kitwood, 1997; Vernooij-Dassen, Vasse, Zuidema, Cohen-Mansfield, & Moyle, 

2010).A number of studies report a reduction in agitation in residents, when an 

individuals’ care is personalised on the basis of an individuals’ preferences and 

needs (Edvardsson,Winblad, & Sandman, 2008; Fossey et al., 2006). 

One of the criticisms of person centred care practices is the time required to plan 

and implement the care. Time constraints to good resident care in residential aged 

care (RAC) settings are well recognised (Boldy & Grenade, 2001,chap. 3; 

Manthorpe & Watson, 2003) and a constant source of stress. Demands on staff 

include the provision of assistance for residents with cognitive impairment and 

other limiting physical conditions. These demands are compounded when staff 

encounter BPSD especially resistive behaviours, noncompliance and outright 

aggression. The literature reports (Nishtala, McLachlan, Bell, & Chen, 2008a, 

2008b) that time is the dominant factor in limiting behavioural interventions. 

Authors argue that the resources required to implement many of the strategies far 

exceed that are which available in most RAC facilities (Hersch & Falzgraf, 2007; 

Turner, 2005).The limitations, including time, which impact on the management of 

BPSD in residential care are poorly researched and reported. Effective behaviour 

management techniques are shown to impact on all areas of care (Hickson, 

Worrall,Wilson, Tilse, & Setterlund, 2005; Pearson & Chalmers, 2004)and are 

therefore an essential staff skill in RAC settings. 

In this paper we report the findings of the descriptive analysis of the short answer 

responses to a survey that was designed to determine RAC staff knowledge and 

appropriate implementation of behaviour management for residents with 

dementia. There were limitations to the use of common methods of managing 

BPSD identified by staff in this qualitative arm of the study that were not reported 

in the findings from the survey, nor are they reported as a barrier in contemporary 

literature. 

The survey used in this study explored dementia care regarding the use of 

pharmacological, behavioural, stimulation, emotional and cognitive oriented 

strategies. Pharmacological strategies, as the name suggests involve the use of 

drugs, most notably antipsychotic drugs in the management of BPSD. Behavioural 

strategies to manage BPSD involve redirecting residents, providing distraction 
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from negative behaviour and increased signage in the facility. Stimulation oriented 

activities involve engaging the resident in exercise, cooking and gardening. 

Emotional oriented strategies are largely focussed on reminiscing with the 

resident, looking at photographs of people familiar to them and discussing past 

interests and family. Finally, cognitive oriented strategies engage residents by the 

use of clocks, calendars and games. The quantitative arm of the study is reported in 

full in Collegian 2012 (Ervin, Finlayson, & Cross,2012). 

Aim 

The aim of the qualitative data collection was to further explore RAC staff 

perceptions of the limitations to five commonly used methods of managing BPSD, 

pharmacological therapy and behavioural, emotional, cognitive and stimulation 

therapies. 

Method 

Sample and recruitment 

This was a convenience sample of staff from six rural residential aged care 

facilities. Staff were informed about the project and recruited by a poster display 

and email invitation. Staff who consented to participate attended a session devoted 

to further information about the study and completed a 43 point survey related to 

the 5 commonly accepted domains of behaviour management for BPSD. 

Measure and analysis 

For each of the five behaviour modification strategies (pharmacological, 

behavioural, cognitive, emotional and stimulation) seven different limitations 

based on the literature were identified. The limitations explored included staff 

ratings of the effectiveness of the strategy, the time taken to implement the 

strategy, and each participant’s own knowledge, training, experience and 

confidence in using the strategy. In addition participants were asked about their 

colleague’s opinions and practices as a limitation to their own application of the 

strategy. Respondents were asked to record their perception of each strategy on a 

scale of 0(not at all a limitation) to 4 (very strong limitation). The quantitative 

responses identified staff perceptions of limitations and are published elsewhere 

(Ervin et al., 2012). For each of the five behaviour modification strategies 

respondents were given the opportunity to express their opinions by open ended 

questions. Following each of the five scales respondents were asked to ‘Please list 

any other barriers or limitations to the use of this strategy’. The responses to these 

questions are reported here. 

General comments regarding BPSD were also elicited on completion of the survey 

by asking ‘We are interested in any other comments you may have regarding 

management of residents with behaviour problems or any comments regarding 

this questionnaire’. 

The qualitative responses were analysed by a process of collaborative analysis, by 

the principal researcher and an independent experienced qualitative researcher, 

using a descriptive interpretive approach. A descriptive interpretive approach 
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seeks to establish a coherent, inclusive account of a culture from the point of view 

of those being researched, (in this case, aged care nursing as perceived by nurses) 

(Bryman & Burgess, 2002). The collaborative analysis of the data was a process of 

assigning codes to tracts of written responses or key words (text) which was then 

further analysed to generate themes by discussing different researcher’s 

perspectives, comparing insights, resolving differences and collectively refining the 

themes (Morse, 2008;Sillito, Wishart, & Gatin, 2008). The themes generated are 

described under each of the pre identified five domains in the results section. 

The short written answers in pre themed domains did not warrant a more 

intensive analysis, such as that used in summative analysis, where researchers 

seek more nuanced or ambiguous aspects in data that are diverse, complex or 

sensitive (Rapport, 2010).  

Ethics 

The research study was approved by the University of Melbourne Human Research 

Ethics Committee. 

Results 

One hundred and thirty staff responded to the survey. The majority (93%) were 

female, with a mean age of 41 years. On an average respondents reported 19.3 

years of experience. A quarter of the workforce reported being a Division1 

registered nurse (25%), 22% reported being a Division 2medication endorsed 

registered nurse, 26% reported being a Division 2 registered nurse, 11% reported 

being a personal care attendant and 13% reported being a student or an activities 

coordinator. 

Antipsychotic use in dementia care 

Fifty-two respondents gave further responses to antipsychotic use as a behaviour 

management strategy for BPSD. There were four themes identified from the key 

words used by participants including adverse drug effects, noncompliance, lack of 

effectiveness of antipsychotics and requirements for further staff education. 

Adverse drug effects for residents were reported as a limitation to using 

antipsychotic medications as a behaviour management strategy. Respondents 

were concerned with issues such as drowsiness and falls resulting from 

antipsychotic drug administration. Responses included: 

‘‘Risk factors associated with antipsychotics include falls, decreased mobility and 

weight loss due to drowsiness’’. 

Participants also identified that a limitation to administering antipsychotics was 

non compliance or the resident’s refusal to actually consume the drug. 

‘‘Some residents are reluctant to take medication’’ 

The lack of effectiveness of antipsychotics and participants’ own need for further 

education to allow them to safely administer and monitor the drug’s effect were 

recur-ring themes. Responses included the following statements: 

‘‘I do not give out medication on a regular basis and am not confident with this’’ 
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‘‘Antipsychotics sometimes work and at other times aren’t effective’’ 

Behaviour oriented strategies in dementia care 

Forty-three respondents volunteered responses to behaviour oriented strategies 

for managing BPSD. The identified themes from the key words in this section 

included perceptions of time constraints, the knowledge and education of staff in 

the ability to effectively use the strategy and the lack of effectiveness of the 

strategy as an intervention in BPSD. Time constraints as a limitation to using 

behaviour oriented strategies included responses related to inadequate 

staff/resident ratio’s and the occurrence of two or more residents exhibiting BPSD 

at the same time. Examples include: 

‘‘Time limitations, not enough time and staff to cover for 1:1 time for patients’’ 

‘‘Staff numbers and time taken to use this strategy is a major limitation’’ 

‘‘1:1 time. I feel others miss out while time is devoted to the person with behaviour’’ 

Staff education as a limitation to using behaviour oriented strategies was often 

cited, responses relating to skill mix of staff was also included in this category. 

‘‘Nurses need more training in behaviour management’’ 

‘‘The skill mix of the team is sometimes a problem’’ 

Lack of effectiveness of using behaviour oriented strategies, included the residents 

comprehension and cooperation as a limitation to its use. 

‘‘Very difficult to know which strategy will work with each client’’ 

‘‘Resident may not comprehend and family may not con-sent to participation’’ 

‘‘Depends on day and time. What works once doesn’t work again. They get tired of 

some strategies being too frequently used. Sometimes improvisation works’’ 

Cognitive oriented strategies in dementia care 

Forty-eight respondents provided a qualitative response to the limitations 

associated with cognitive oriented strategies. Themes in this section emerging 

from the key words included the use of Diversional therapy or activity 

programmes for residents and the education and experience of staff in use of the 

strategy as an intervention. Again, the time required to implement the strategy was 

a theme, as was the cooperation of the resident. 

Participants recorded responses related to the provision of Diversional therapy 

and frequently stated that they did not view cognitive oriented strategies as a 

nursing responsibility, but viewed it as part of the Diversional therapy role. 

Responses included: 

‘‘Diversional Therapy (DT) is responsible for these therapies as nursing staff are too 

busy with personal care. Behaviours increase in severity on weekends when DT is 

absent’’ 

‘‘Diversional therapy are involved with this not nursing staff’’ 
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Education, experience and training recorded as a limitation to using cognitive 

oriented strategies were grouped together. Responses in this category included: 

‘‘I have no experience’’ 

‘‘Lack of experience’’ 

‘‘Need education in this strategy’’ 

Resident’s refusal to comply or participate in cognitive oriented strategies was 

reported as a limitation including the advanced cognitive deficits of residents as a 

prohibiting factor. 

‘‘Sometimes the residents refuse to participate’’ 

‘‘Residents cognitive ability and attention span can limit this intervention’’ 

‘‘Residents who have advanced dementia do not respond to these strategies’’ 

Time was again a key theme as the prohibiting factor in using cognitive strategies 

to manage BPSD in their practice. 

Stimulation oriented strategies in dementia care 

Overall 47 participants reported limitations to the use of stimulation oriented 

strategies with frequently occurring keywords related to the themes of the 

provision of Diversional therapy in managing BPSD, the requirement of further 

staff education, a perceived lack of effectiveness of the strategy and time 

constraints. Responses were similar to that recorded for cognitive oriented 

strategies, but far greater numbers reported time as a limitation for this strategy. 

Responses included: 

‘‘Time — too busy’’ 

‘‘Lack of staff and time’’ 

‘‘Time is a huge constraint for nurses’’ 

‘‘Lack of staff and time’’ 

Participants reported this strategy as being ineffective and similar to cognitive 

strategies also viewed this strategy as the responsibility of the Diversional 

therapist (DT), examples include: 

‘‘No time for nurses to do this strategy, the domain of DT’s. Evenings are worse as 

nurses are busy and many residents are sundowners’’ 

Again respondents reported that staff required further education to effectively use 

stimulation oriented strategies. 

Emotion oriented strategies in dementia care 

When asked to further describe limitations to emotion oriented strategies to 

manage BPSD, 39 participants responded. Four themes were identified. The theme 

of time as a barrier to the use of this strategy emerged again as did the perceived 

ineffectiveness of the strategy. Key words used by participants identified a theme 
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of causing increased agitation and distress to residents when this strategy was 

employed. Advanced cognitive impairment of residents also emerged as a theme 

which limited the use of this strategy. As with all the other non pharmacological 

strategies, time is recorded most often as the major limitation to use of this 

strategy. Responses recorded, included: 

‘‘Always very busy and rushed attending to personal care needs. Only get very limited 

1:1 time’’ 

‘‘Lack of staff numbers to allow time for these strategies’’ 

Unlike the other strategies, emotion oriented strategies were not reported as the 

responsibility of the Diversional therapist. Responses reported ineffectiveness of 

this strategy as well. Some participants elaborated to comment that they felt it 

often caused distress or increased BPSD to talk about the resident’s former life. 

‘‘Sometimes when talking about spouses the demented person thinks they are still 

alive and starts looking for them’’ 

‘‘Some residents become upset talking about family. We have to be mindful of past 

history’’ 

Resident’s poor cognition was identified as a limitation to this strategy, with 

respondents reporting that those with advanced dementia or cognitive impairment 

did not recognise familiar people in photographs or respond to mention of their 

names thereby presenting a major barrier to its use. Examples include: 

‘‘Usually patients are not cognitively able to communicate these memories, those that 

can seem to become depressed from such discussions and therefore it is avoided’’ 

‘‘In severe dementia they don’t even recognise familiar people’’ 

Overall comments regarding management of BPSD 

At the completion of the survey participants were invited to comment generally 

about management of residents with BPSD. Eighty-one of the 130 participants 

responded, giving their opinion about the management of BPSD. There were five 

major themes identified in the responses to this open ended question, with two 

themes that had not previously been identified. Time constraints to the use of non 

pharmacological interventions and the need for staff education were recurring 

themes. The need for residents to have meaningful occupation through the 

provision of more robust Diversional therapy programmes was the third identified 

theme. Key words relating to screening residents for other possible causes of BPSD 

were themed as exclusion of delirium. A theme which had not emerged in earlier 

parts of the survey was the need for expert dementia specific facilities to manage 

some residents. 

Many participants identified time constraints as a major issue in effectively 

managing BPSD, with comments such as: 

‘‘The greatest impact on good outcomes for behaviour management is time limits. 

Nurses are always under pressure to hurry. We need more staff allocated to spend 

time with residents who have behaviour problems’’ 
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‘‘The biggest problem is time constraints, if we had more staff then we could spend 

more time with people with behaviours. For one staff member to be devoted to caring 

for a behaviour management problem leaves the rest of the ward short’’ 

The need for further staff education in the use of all strategies was frequently 

reported by participants, with comments such as: 

‘‘We need more training, by the right people, closer to home and at no cost’’ 

Respondents reported that they felt more activities were needed for residents and 

usually commented that more Diversional therapy hours would help manage 

residents with BPSD. Exclusion of other causes of behaviours such as delirium 

screening was also identified as important to staff in managing BPSD. One 

participant commented: 

‘‘The first response to behaviour is excluding other causes’’ 

Although it was not mentioned by participants in other areas of the survey, a 

strong theme emerged that residents with severe BPSD should be managed in 

purpose built, dementia specific facilities. Examples of such comments: 

‘‘Aggressive residents are inappropriately placed in facilities who cannot manage. 

Problem behaviours affect all other residents. Some young staff are intimidated and 

afraid of aggressive residents’’ 

‘‘Residents with behaviours disrupt all residents in the facility and should be in 

dementia specific units’’ 

Discussion 

The qualitative responses in this study support previous research studies, and the 

quantitative findings which indicate that time is the greatest barrier to nurses 

using non pharmacological strategies to manage behavioural and psychological 

symptoms of dementia. Time is also cited as a barrier in other nursing domains 

such as effective pain management (Takai, Yamamoto-Mitani, Okamoto, Koyama, 

&Honda, 2010). The quantitative arm of the study revealed that RAC staff have a 

good understanding of the processes required for managing BPSD, including 

screening for delirium (Ervin et al., 2012). Anecdotal evidence, however, suggests 

that this is not always translated into practice. Failure to achieve this may be 

explained by the reported time constraints experienced by RAC staff. Similarly, 

many respondents reported the necessity of tailoring strategies to suit the 

individual exhibiting BPSD, but also reported that time precluded the basic 

preparation essential to achieve this. This finding is also supported in the 

literature (National Ageing Research Institute, 2006) and a common criticism of 

person-centred care practices (Brooker, 2004; National Ageing Research Institute, 

2006). This may explain why relatively high proportions of respondents reported 

various non pharmacological strategies as being ineffective for managing BPSD — 

the strategies had not been tailored for the individual based on past interests and 

lifestyle, because this information had not been gathered. Previous studies indicate 

that tailored behaviour management strategies are more effective (Fossey et al., 

2006). Staff rarely used person-centred care terminology, indicating a lack of these 
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practices, which was hypothesised in the quantitative arm of this study (Ervin et 

al., 2012). 

Respondents cited adverse drug effects as a limitation to administering 

antipsychotics. This perception is supported by the literature, with studies 

showing high rates of adverse effects for this population (O’Mahony & Gallagher, 

2008;O’Neil et al., 2011). Despite the reported high rates of antipsychotic 

administration (Margallo-Lana et al., 2001) both worldwide and within the local 

research area, participants in this study reported a lack of efficacy as a limitation to 

its use. Staff concerns about adverse effects and lack of efficacy are totally at odds 

with the reported rates of administration (Ray, Blazer, Schaffer, & Federspiel, 

1987;Westbury, Jackson, Gee, & Peterson, 2009) and the assertion that staff rely on 

antipsychotics as a first line management of BPSD (Byrne, 2011). Studies have also 

demonstrated that staff have a poor knowledge of appropriate use of 

antipsychotics (Ervin et al., 2012). Staff reported that they would treat BPSD which 

is unlikely to respond to antipsychotics and also reported withholding 

antipsychotics when BPSD indicate its use. It is reasonable to assume that poor 

staff knowledge of appropriate use of antipsychotics may underlie the high rate of 

administration, despite the reported limitations to its use. 

Responses to the limitations of all non pharmacological interventions were similar, 

with respondents citing a need for more education and training, effectiveness of 

the strategy as low and time constraints. Previous studies demonstrate that the 

effectiveness of these strategies is dependent on tailoring it to the individual, so it 

follows that staff education on how to tailor strategies for person centred care is 

essential. This is compounded by the time required to work with residents and 

their families to gather the required information. Time constraints were often 

voiced as a reflection of general poor staffing levels in RACFs and unworkable 

nurse/patient ratios. Time constraints may therefore also contribute to the high 

use of antipsychotic administration, with studies recognising that increased staff 

levels have a direct correlation with reduced antipsychotic use (Nishtala et al., 

2008a,b). 

The most important finding from this arm of the study is that frequently care staff 

viewed cognitive and stimulation management strategies as being outside their 

usual role, and the domain of Diversional therapy staff. Exercise, recreational and 

group activities, which are so important ineffective management of BPSD may be 

overlooked by some care staff in this study who view their role as a primarily 

medically oriented model of care. It also suggests that improved nurse/patient 

ratios or increased staff levels in RACFs would not improve the uptake of these 

strategies, as many nurses do not view these strategies as an integral part of their 

role. It would be necessary to educate staff on person-centred philosophies of care 

to enact change in their practice of managing BPSD. 

The reported lack of expert dementia specific facilities by respondents and the 

need for this are poorly researched or reported in the literature. Staff expressed 

that many residents with BPSD would benefit from specialised dementia specific 

services, and that their presence in generic aged care facilities was unsettling both 

for staff and other residents. Brodaty, Draper, and Low (2003)’s hierarchy lists the 



134 | P a g e  
 

types of BPSD which would benefit from specialised services. The lack of 

specialised services in rural locations is well documented (Adams et al., 2009; 

D’Souza, 2000). Only three percent of the aged care beds available in the research 

area are designated as dementia specific while Brodaty estimates that eleven 

percent of people with dementia will exhibit severe to very severe BPSD requiring 

specialised care, suggesting that staff concerns expressed in this study are justified. 

Limitations 

The qualitative data reported here was part of a broader study, and used a survey 

design with open ended questions. This method of data collection may have limited 

the researcher’s ability to explore the identified concepts in more depth. Recorded 

interviews, as a follow up may yield richer data. 

Recommendations 

Further research into BPSD needs to focus on the impact of person centred care, 

and the resources required in RAC settings to implement it effectively. The role of 

ancillary staff such as Diversional therapists or activities staff, volunteers and 

families as an adjunct to managing BPSD also requires further research. The time 

constraints and staffing levels in RACFs also require discussion in all nursing 

domains and not just dementia care, as evidence for arguing for increased funding 

and perhaps as a basis leading to political activism. Although adverse effects of 

antipsychotics in aged care settings are widely reported, the reasons for high 

prescription and administration rates in this setting require research from large 

studies to determine the underlying reasons. 
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Publication 6 metrics 
 

 

Journal ranking = Q1 

 

 

Read rate = 45 

 

Citation rate = 43 

 

Field weight (nursing)  

 

Dimensions field weight 

 

 

 

Both of the publications in this chapter are shown in Table 6 with the realist 

evaluation framework highlighting context, mechanisms and outcomes. 

Discussion of the combined outcomes of both papers is provided in the 

subsequent section of this chapter.  
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Table 6: A summary of the publications in Chapter 7 using a realist evaluation framework 

Publication Context  Mechanism Outcome Hypothesis generated (CMO) 

Ervin, K., Finlayson, S., & 

Cross, M. (2012). The 

management of behavioural 

problems associated with 

dementia in rural aged care. 

Collegian, 19(2). 

https://doi.org/10.1016/j.colegn.

2012.02.003 

 

Rural residential 

aged care nurses 

in the Moira and 

Benalla Shires, 

Victoria, 

Australia. 

130 formal carers 

completed quantitative 

survey questions about 

the management of BPSD 

under exam-like 

conditions. 

Analysis of survey responses 

identified that formal carers 

(residential aged care nurses) 

have good knowledge about 

possible underlying causes of 

BPSD in people with dementia 

but gaps in understanding 

appropriate management and the 

resources available. Time 

constraints are perceived as a 

barrier to managing BPSD.  

Determining rural residential 

aged care nurse’s knowledge 

of BPSD helps to identify 

gaps in knowledge that can 

then be addressed to enable 

improved management of 

BPSD in people with 

dementia. 

 

  

Ervin, K., Cross, M., & Koschel, 

A. (2014). Barriers to managing 

behavioural and psychological 

symptoms of dementia: staff 

perceptions. Collegian (Royal 

College of Nursing, Australia), 

21(3). 

https://doi.org/10.1016/j.colegn.

2013.04.002 

 

Rural residential 

aged care nurses 

in the Moira and 

Benalla Shires, 

Victoria, 

Australia. 

130 formal carers 

completed an open-ended 

question in a survey 

regarding barriers to non-

pharmacological methods 

to manage BPSD. 

Analysis of survey responses 

identified that formal carers 

(residential aged care nurses) 

perceive that some non-

pharmacological methods of 

managing BPSD in people with 

dementia are ineffective or not 

part of their role. Time constraints 

are perceived as a barrier to 

managing BPSD. 

 

 

Rural residential aged care 

nurses may be enabled to 

better manage BPSD using 

non-pharmacological 

methods if they perceived it 

was part of their role and had 

improved knowledge in 

utilising these methods 

effectively. 

  

https://doi.org/10.1016/j.colegn.2012.02.003
https://doi.org/10.1016/j.colegn.2012.02.003
https://doi.org/10.1016/j.colegn.2013.04.002
https://doi.org/10.1016/j.colegn.2013.04.002
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Discussion – Chapter 7 

This mixed methods study aimed to identify causal factors in high rates of 

antipsychotic use, through a survey of staff knowledge of managing BPSD. 

Analysis of the study is structured using Pawson and Tilley’s (2012) realist 

evaluation framework to further understand the context, mechanisms and 

outcomes. 

The context of this study was 130 formal carers (predominantly registered and 

enrolled nurses (see p.128 of the publication)) in six rural RAC facilities in the 

Moira and Benalla Shires in Victoria. Both Moira and Benalla Shires were 

included due to a pre-existing research relationship in both regions, and to 

increase the sample size.  

The mechanism of the study was a survey to determine the knowledge of formal 

carers in strategies to manage BPSD. The survey achieved this in two ways; 

firstly, vignettes provided concrete examples of the severity of BPSD so no 

allowance was made for subjectivity by the participants. One vignette provided 

an example of mild BPSD and the other of someone displaying severe BPSD 

(see Ervin et al., 2012c, p.87). The second mechanism was that the survey was 

administered under exam-like conditions to prevent participants discussing or 

researching the appropriate method of management. All participants completed 

the survey in the presence of the principal researcher. Additionally, examples of 

each non-pharmacological strategy were provided to participants to facilitate a 

common understanding of the strategy described. 

Open ended questions were included in the survey for participants to comment 

on any aspects of dementia care or BPSD that was not captured by quantitative 

responses. In realist terms, the survey was aiming to identify the causal forces 

that lay behind identified patterns (Gilmore et al., 2019), meaning, how were 

carers managing BPSD and why were they using those practices?  

Observational studies of non-pharmacological strategies in practice could have 

been utilised as well as in-depth interviews with staff, but pragmatically surveys 

were considered to be the most efficient and effective method to answer the 

research question. Because the survey was lengthy, a financial incentive was 
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used an additional mechanism to maximise participation rates, that means cost 

may limit the ability of other researchers to replicate the study. The survey was 

also developed by the research team as no previously validated tool could be 

sourced to gather the local level data we wished to explore, that may limit the 

use of the survey in other settings.  

Realist evaluation of the study helps to demonstrate that the survey identified 

that most staff had a good knowledge of other possible causes of BPSD, such 

as pain or discomfort. However, there were knowledge gaps in the use of 

antipsychotic medication to manage BPSD and a self-reported need for further 

education and training in the use of non-pharmacological strategies. Analysis of 

the surveys also identified a lack of awareness of resources to assist staff in 

managing BPSD. Poor clinician knowledge of antipsychotic use has been cited 

by Kirkham et al. (2017) as a reason for the high rates of use in managing 

BPSD. These findings are supported by a more recent study by Pennbrant et al. 

(2020) who posit that there is evidence that nurses in RACFs lack knowledge of 

how to manage BPSD.  

The recency of the study by Pennbrant et al. (2020) illustrates that staff training 

in managing BPSD is an unresolved issue in RACFs. Additionally, the findings 

and recommendations of the Australian Royal Commission into Aged Care 

Quality and Safety (Pagone & Briggs, 2021) found the need for improved 

methods of managing BPSD by provision of skilled staff in RACFs.  

Another finding of the study in this chapter was that staff perceived a lack of 

time and poor staffing levels hindered their non-pharmacological management 

of BPSD. Tampi et al. (2016) report that although there are many non-

pharmacological methods of managing BPSD, that are safer and more effective 

than antipsychotics, they are rarely used due to time constraints. The 

perception of time constraints as a barrier to managing BPSD, has also been 

found in multiple other recent studies (Jennings et al., 2018; Roe et al., 2020). 

Both Pagone and Briggs (2021) and Eagar et al. (2020) have communicated the 

urgency in improving staffing levels and skills in RACFs to better manage 

BPSD, which also demonstrates that this issue is unresolved . 

 



139 | P a g e  
 

The perception of some staff in the study in this chapter was that non-

pharmacological strategies of managing BPSD was not their role. This is 

concerning as it suggests that increased staffing levels may not resolve the 

under-utilisation of behavioural strategies, and that high rates of antipsychotic 

medication use may persist as a consequence. BPSD often occurs as a result 

of unmet psycho-social needs (Westaway et al., 2018), but a staff focus on 

tasks and efficiency means that important social, psychological and emotional 

aspects of care are neglected (Brownie & Nancarrow, 2013). The HALT study 

(Brodaty et al., 2018) successfully trained nurses to manage BPSD using 

person-centred approaches, rather than pharmacological management, 

demonstrating the need to better train nurses in psycho-social strategies as part 

of their role.  

The study presented in this chapter is important as 68% of people in RACFs in 

Australia have moderate to severe BPSD (Dementia Australia, 2022). 

Additionally, up to 42% of people with dementia will be prescribed antipsychotic 

medications at some point in their dementia trajectory, despite the known risks 

(Westaway et al., 2018).  Risks in antipsychotic use include sedation, falls, and 

higher mortality rates, confounded by the  uncertainty of their effectiveness 

(Crugel et al., 2012). Experts in dementia have proposed a need for stricter 

regulation in the use of antipsychotics in managing BPSD (G. Byrne, 2018; 

Hollingworth et al., 2011). 

Reliable and abundant evidence exists related to the inappropriate and over-

use of antipsychotics in RAC in Australia (Harrison et al., 2020) and world-wide 

(Ralph & Espinet, 2019). Due to over-use, the US and the UK governments 

have introduced regulation of antipsychotic use in federal legislation (Ervin et 

al., 2019a). Regulation of antipsychotic use in RAC was also a recommendation 

of the recent Australian Royal Commission into Aged Care Quality and Safety 

(Pagone & Briggs, 2021).  

Regulation limiting the use of antipsychotic medication in dementia care is 

important but the study presented in this chapter, and more recent studies 

(Brodaty et al., 2018; Pennbrant et al., 2020) demonstrate a need for continuing 

education in non-pharmacological approaches to dementia care.  
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Dissemination of the study findings in Chapter 7 

The research study introduced in this chapter has also been presented at two 

national conferences that are shown in Table 7.  

 

Table 7: Conference presentations of the study in Chapter 7 

Title of presentation Speaker Conference Year Country/City  

What helps or 

hinders nurses’ 

management of 

behaviour problems 

in aged care 

residents? A 

research study. 

 

Ervin, K.  

Change 

Champions, 

Whose 

Challenging 

Behaviour 

2010 Sydney, 

Australia 

Peer 

reviewed 

abstract 

accepted 

What helps or 

hinders nurses’ 

management of 

behavioural and 

psychological 

symptoms of 

dementia in rural 

aged care? 

 

Ervin, K.  

Australian 

Nurses 

Federation, 

Professional 

Issues in 

Practice 

 

2011 

 

Melbourne, 

Australia 

 

Peer 

reviewed 

abstract 

accepted 

 

Additionally, there were publications in other media reporting on the research: 

High Drug Use for Dementia. (2010). Report on Change Champions 

Conference. Australian Nursing Journal, 17(11).  

 Ervin, K. (2012). What helps or hinders nurses’ management of behaviour 

problems in aged care residents? A research study. Hume Region Memory 

Lane Café Report. Session Five: 13th February   
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Practical outcomes of the research study in Chapter 7 

Community and stakeholder engagement for the study included 130 direct care 

staff of six RAC facilities. Importantly the findings of the exploratory study 

presented in this chapter informed the intervention studies presented in 

chapters 8 and 9 of the thesis. 
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Chapter 7 summary 

The realist evaluation framework enabled hypothesis generation from the study 

which suggests that determining knowledge gaps in formal carers’ management 

of BPSD may enable targeted educational interventions for improved 

management of BPSD. Additionally, mechanisms identifying causation such as 

perceived time constraints and low staffing levels enables focused interventions 

to address them. Rural RAC nurses may be enabled to better manage BPSD 

using non-pharmacological methods if they perceived it was part of their role 

and had improved knowledge in utilising these methods effectively. 

The next chapter in the thesis presents the results of a small pre- and post- 

intervention study that introduced Dementia Care Mapping (DCM) training for 

RAC staff (formal carers) and measured their perceptions of PCC pre- and post- 

training.    
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CHAPTER 8 – Intervention study of formal carers’ training in 

Dementia Care Mapping in residential aged care 

The previous chapter introduced the findings from an exploratory study of RAC 

staff knowledge about the management of BPSD. Also reported in the previous 

chapter was RAC staff perceptions of barriers and enablers to using non-

pharmacological methods of managing BPSD. This chapter presents a pre- and 

post-intervention study of staff perceptions of PCC and antipsychotic use for 

people with dementia. The intervention was staff training in Dementia Care 

Mapping (DCM) (University of Bradford, 2022) and the research was conducted 

in the Moira Shire in rural Victoria. 

The aim of the research in this chapter was to determine if PCC could be 

embedded in RAC through staff training in DCM. Further, the study aimed to 

determine if there was a subsequent reduction in antipsychotic medications 

used for management of BPSD following staff training in DCM. The intervention 

used in the study was informed by the results of the study in Chapter 7 that 

showed gaps in staff knowledge about non-pharmacological methods of 

managing BPSD. 

An analysis of the findings is provided using a realist evaluation framework that 

highlights the importance of context and mechanisms in the research outcomes. 

The biopsychosocial-ecological focus of the study is the individual and 

relationships in RAC.  
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Publication 7 
Ervin, K., & Koschel, A. (2012). Dementia care mapping as a tool for person 

centred care. Australian Nursing Journal (May), 19(10), 32-35. 

https://www.researchgate.net/publication/227706750_Dementia_care_mapping

_as_a_tool_for_person_centred_care 

Reprinted with permission of the Australian Nursing & Midwifery Journal 

(ANMJ). 

 

 

The publication presented in this chapter reports on the results of the person-

centred care assessment tool (P-CAT) and the results of the Drug Use 

Evaluation (DUE) of antipsychotics administered at three RAC facilities. Both 

the DUE and the P-CAT were administered pre- and post-training of 12 staff in 

DCM. 

 

  

https://www.researchgate.net/publication/227706750_Dementia_care_mapping_as_a_tool_for_person_centred_care
https://www.researchgate.net/publication/227706750_Dementia_care_mapping_as_a_tool_for_person_centred_care
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A VICTORIAN STUDY THAT IMPLEMENTED PERSON CENTRED CARE IN 
RURAL RESIDENTIAL AGED CARE FACILITIES THROUGH STAFF TRAINING IN 
DEMENTIA CARE MAPPING FOUND AN 11% REDUCTION IN ANTIPSYCHOTIC 
USE AFTER THREE MONTHS. 
 

Background 
 
In Australia 60-80% of all residents in residential aged care facilities have a 

diagnosis of dementia (Crotty et al 2004) and this figure is predicted to increase. 

 

Neuropsychiatric symptoms, frequently referred to as behavioural and 

psychological symptoms of dementia (BPSD) among nursing home residents with 

dementia has a prevalence of about 80% (Ballard et al 2001; Zuidema et al 2007). 

BPSD represents a serious challenge to professional caregivers (Brodaty et al 

2003) resulting in job dissatisfaction and absenteeism. The prevalence of serious 

BPSD in residents with dementia is as high as 70% (Zimmer et al 1984) and 

thought to underlie the frequent use of antipsychotic medication in aged care 

settings (Crotty 2004). 

 
Current management 
 
Recently, experts in dementia care have expressed concern at the antipsychotic 

prescription rates (Byrne 2011) in aged care settings, and suggest they are 

regularly employed as first line management of BPSD, despite well-known adverse 

effects (Crotty et al 2004; Folsom et al 2004). Education of staff has been shown to 

reduce the need for antipsychotic medications (Ervin et al 2012; Fossey et al 2006; 

Lawlor 2002). 
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A number of factors have been identified as fundamental to the success of effective 

management of BSPD including a person centred approach to care (Crotty et al 

2004; Fossey et al 2006; Kitwood 1997; State Government Victoria 2006). 

 
Although the principles of person centred health care and evidence for use has 

been the subject of government initiatives for many years (National Ageing 

Research Institute 2006), uptake in the aged care sector has been slow. This may 

be related to the predominant task focus of care in this setting, and lack of other 

perceived “workable” models of care. 

 

Dementia care mapping 

 

The seminal work of Tom Kitwood (1997) in person centred care in dementia, is 

defined as: “an approach to care that consciously adopts the patient’s perspective”. 

Kitwood was the originator of Dementia Care Mapping (DCM), a process that 

attempts to help care practitioners put themselves in the place of people with 

dementia when evaluating the quality of care. It is a form of empirical testing of 

person centred care, through observation of a resident’s relative state of wellbeing. 

 

DCM is used both as an instrument for developing person centred practice and as a 

tool in research (Brooker and Surr 2005). DCM can be used to improve the quality 

of person centred care practice at a number of different levels. It also fits well into 

continuous quality improvement cycles that underpin many of the systems for 

clinical governance in health care settings. 

 

Brooker (2004) cites 34 international studies where DCM has been used as an 

observational tool, with evidence of influencing multiple outcomes for residents 

with dementia. DCM has established credibility as a practice development tool 

(Edvardsson and Innes 2010). 

 

Aim 

 

The aim of the project was to embed person centred practices in rural residential 

aged care facilities through staff training in DCM. Training and practice in DCM was 

hoped to improve wellbeing for residents with dementia, and staff awareness of 

the therapeutic change afforded by a person centred approach to care. 

 

Method 

Measurement tools: 

 

Two previously validated tools were employed to detect changes. The first was the 

Drug Usage Evaluation (DUE) of antipsychotic use in the management of dementia. 

DUE is a tool developed by the National Prescribing Service (2007) which 

measures prescription rates and best practice in the use of antipsychotics through 
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audits of residents’ medical records. DUE of antipsychotics was measured for all 

residents diagnosed with dementia and prescribed antipsychotics, in all 

participating facilities before and after DCM training to detect changes. 

Antipsychotic prescribing rates are frequently used as a proxy measure of resident 

wellbeing. 

 

The second tool was the Person centred Care Assessment Tool (PCAT) (Edvarsson 

and Innes 2010). PCAT measures the extent to which care in the facility is 

perceived by staff as being person centred. The questionnaire consists of 13 

statements about care and takes less than five minutes to complete. The 

questionnaire and a plain language statement were distributed to all staff of the 

aged care facilities by the manager of the facilities. Return of the surveys was 

anonymous and voluntary. PCAT surveys were distributed before DCM training 

and again 12 weeks post training to detect changes in perceived care. 

 

Participants and training 

 

Twelve staff were recruited by poster displays in three residential aged care 

facilities (RACFs). Training was voluntary and facilitated by managers of each of 

the RACFs. DCM was delivered locally by trained staff from the University of 

Bradford, United Kingdom. The training took place over three consecutive days 

with a required pass in a final examination. 

 

Results 

Antipsychotic use: 

 

Antipsychotic prescription rates for residents with a diagnosis of dementia, during 

the project period, are shown in GRAPH 1. Overall, across the three sites there was 

a rate of 52% of residents with a diagnosis of dementia prescribed antipsychotic 

drugs prior to DCM training. Three months post training 41% of residents were 

prescribed antipsychotics, an 11% decrease. 
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Person-centred care assessment tool: 
 
The PCAT provides staff with 13 statements to which they report whether they 

agree or disagree. The statements are provided in both positive and negative 

contexts. GRAPH 2 provides a comparison of staff pre and post who agreed with 

the positive statements. There was an increase in all the reported domains. 

The second part of the survey reports negative perceptions to person centred 

practices and the results are shown in GRAPH 3. There was a positive shift in staff 

perceptions of care practices, with less staff agreeing with the negative statements. 
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Discussion 

 

Dementia care mapping is a method in which care plans are based on systematic 

observation of the actual care that takes place. An observer continuously observes 

an average of five residents with dementia for a period of time in communal areas 

of care facilities. After each five minute time period, the observer records what has 

happened to each participant through predetermined coding. DCM employs 

behaviour category codes, wellbeing/ill values, personal detractions and personal 

enhancers to code this behaviour. The results of the observation are fed back to 

staff. Feedback is aimed to raise awareness regarding the interdependency of their 

behaviour and that of residents. Feedback occurs in a non threatening way and 

does not serve as a staff evaluation tool. The negative and positive events recorded, 

serve to motivate staff to improve competencies and performance. It allows for 

timely initiation of tailor made psychological interventions for residents, to ensure 

positive long term effects of care. 

 

DCM is a commercial product, with training only available through Bradford 

University (in Australia this is available through McCarthy Psychology Services). 

DCM was provided locally to staff at no cost and without travel required to access 

and learn these skills. None of the staff at the participating facilities had previously 

undertaken training in DCM. 

 

Dementia care mapping is grounded in the person centred theory of care. Few 

other models exist, with such strong evidence of meeting the emotional and 

physical needs of residents through staff training. DCM turns the philosophy of 

person centred care into concrete, observable actions: it became evident to those 

undertaking the mapping or analysing results, what constitutes person centred 

care and what does not. 

 

The results of the PCAT in this project, demonstrated a positive shift in staff 

perceptions of the care afforded to residents following training in DCM. Previous 

research projects (Edvardsson et al 2008; Fossey et al 2006) using DCM also 

demonstrate a change in staff practice which was more inclusive of people with 

dementia. Facilities which employed staff skilled in DCM demonstrated a 

dramatic increase in resident wellbeing, which was maintained over time. In 

addition many innovative interventions arose as a result of DCM observations 

which improved residents’ wellbeing. 

 

Another Australian study (Fossey et al 2006) reported training and support for 

health personnel in person centred care and the use of alternatives to drugs for 

agitated behaviour in dementia reduced antipsychotic drug use by 19.1%. 

Similarly this study found an 11% reduction in antipsychotics overall when staff 

were provided with training in person centred care. 
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Conclusion 

 

DCM is wholly about meeting the needs of older people with dementia. The focus 

of DCM is residents’ overall wellbeing, which can only be achieved where needs are 

met. The process of DCM raises staff awareness of what constitutes quality care 

through concrete, observable resident outcomes. It enables staff to assess care 

delivered through the residents’ perspective, and then modify care according to 

outcomes. There is ample evidence in the literature to suggest markedly improved 

quality of life for residents with dementia in facilities where DCM is utilised. 
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Publication 7 metrics 
 

Journal ranking = N/A 

 

Read rate = 877 

 

Citation rate = 15 

 

 

Field weight (nursing)  

 

Dimensions field weight 

 

 

 

The study is presented in Table 8 below using a realist evaluation framework 

and the context, mechanisms and outcomes are further discussed. 

 

  



152 | P a g e  
 

Table 8: A summary of the publications in Chapter 8 using a realist evaluation framework 

Publication Context  Mechanism Outcome Hypothesis generated (CMO) 

Ervin, K., & Koschel, A. (2012). 

Dementia care mapping as a 

tool for person centred care. 

Australian Nursing Journal 

(May), 19(10). 

Rural residential 

aged care nurses 

in the Moira 

Shire, Victoria, 

Australia. 

 

Antipsychotic 

drug use for 

people with 

dementia in 

residential aged 

in Moira Shire, 

Victoria, 

Australia. 

A pre- and post-

intervention audit using 

Drug Usage Evaluation 

(DUE) of antipsychotics for 

people with dementia in 

three residential aged care 

facilities. 

 

Pre- and post-intervention 

measurement of staff 

perceptions of person 

centred care, using the 

person-centred care 

assessment tool (P-CAT).  

 

Training in Dementia Care 

Mapping (DCM). 

12 rural residential aged care 

nurses undertook three days of 

DCM training. 

 

Pre- and post-intervention audit of 

appropriate antipsychotic use for 

people with dementia in rural 

residential aged care showed an 

11% reduction post training 

intervention. 

 

Analysis of pre- and post-survey 

responses to the P-CAT showed 

an increase in positive 

perceptions of PCC and decrease 

in negative perceptions by nurses 

in rural residential aged care.  

Rural residential aged care 

nurses have improved 

perceptions of PCC following 

an educational intervention in 

DCM. 

 

Inappropriate antipsychotic 

use in BPSD is reduced after 

rural residential aged care 

staff education in DCM. 
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Discussion – Chapter 8 

There were two facets to the context of the study presented in this chapter. 

First, the formal carers (RAC nurses) in three RACFs in the Moira Shire in 

Victoria and secondly, appropriate antipsychotic drug use in these RACFs.  

The realist evaluation identifies three mechanisms of the study; the pre- and 

post-measurement tools; the P-CAT and the DUE, and the DCM training. The 

strength of the study was that the P-CAT had been validated in Australian 

settings (Edvardsson et al., 2010) and the DUE of antipsychotics audit tool had 

been developed by a panel of experts for the National Prescribing Service 

(National Prescribing Service, 2007). This meant that as researchers we could 

be confident that our results would be reliable. DCM was and is an evidence-

based intervention widely used to support PCC (Santana et al., 2019). In 

addition, DCM has also been used extensively in research studies as an 

outcome measure when interventions have been introduced for people with 

dementia (Surr et al., 2018).  

Realist evaluation of the study showed that the mechanisms used in the study 

were able to influence outcomes. Analysis of the DUE audit at all RACFs post 

the DCM intervention showed a reduction in antipsychotic prescribing for 

residents with dementia. There was also an overall positive trend in RAC staff 

perceptions of PCC following DCM training. This suggests that the DCM training 

had a positive impact on antipsychotic prescribing for people with dementia and 

staff perceptions of PCC. These findings are important, as Kong and Kim (2021) 

and Oppert et al. (2018) have identified that barriers to practicing PCC include 

task-focused attitudes, beliefs and the culture of nurses within aged care 

settings. 

PCC has long been recognised as an effective approach in dementia care 

(Kitwood & Bredin, 1992) and methods to implement PCC have been the 

subject of multiple research studies over many decades (Chenoweth et al., 

2014; Fossey et al., 2006; Sköldunger et al., 2020). PCC is also the foundation 

of Standard 1 of Aged Care Quality and Safety Standards (Australian 

Government, 2021) and the recommended approach to care by peak bodies in 

dementia (Dementia Australia, 2020b). PCC has been described as an 
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approach to care that is holistic and integrative and includes the individual, 

carers and family (Kim & Park, 2017). Training interventions, such as DCM are 

essential to facilitate greater uptake of PCC. Griffiths et al. (2019) state that 

RACFs that employ staff skilled in DCM demonstrate a dramatic increase in 

resident wellbeing, which is maintained over time. 

The reduction in antipsychotic medication use following the DCM training is also 

a critical finding. The over-reliance and inappropriate prescribing of 

antipsychotic medication for people with dementia, to manage BPSD, has been 

described in Chapter 7 of the thesis and in multiple studies in Australia 

(Brimelow et al., 2019; Scales et al., 2018; Tampi et al., 2016). Due to 

significant adverse events for people with BPSD prescribed antipsychotics, 

most experts recommend that antipsychotics should be reserved only for people 

with BPSD that present a danger to themselves or others (Oliveira et al., 2015). 

Reporting successful interventions in reducing inappropriate antipsychotic use 

is essential to ongoing efforts to improve the care of people with dementia. 

Confounding influences impacting on the study presented in this chapter mean 

the results should be interpreted with caution. To highlight the importance of 

context, the rural RACFs in this study experienced catastrophic flooding prior to 

post intervention data collection that resulted in two of the RACFs being 

evacuated. This meant that post intervention the P-CAT could only be 

administered at one facility as the staff of the other facilities were not available. 

As a result, the findings of the P-CAT post intervention were indicative of staff 

perceptions at one facility only. 

A limitation to research translation or replicability of the study presented in this 

chapter is DCM training. DCM is a trademarked training program, licensed to 

McCarthy Psychology Services in Australia. Without a significant source of 

funding it may be prohibitive for other researchers or organisations to access; at 

the time of the study the cost of DCM training was approximately $2000AUD 

per person. Implementation of training into practice should also be considered 

when investing in DCM training. The method of DCM involves staff observation 

of residents for lengthy periods of time and would therefore need support and 

planning for implementation. Other studies in the region have found that training 

does not necessarily translate to practice (Ervin & Jeffery, 2015). 
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An additional limitation to research translation is that the DUE for evaluating 

antipsychotic medication use is no longer available, it was a comprehensive 

audit that measured prescription rates and best practice in the use of 

antipsychotics through audits of residents’ medical records. It is not known 

whether an equivalent tool exists and the NPS has been defunded (Consumers 

Health Forum of Australia, 2022).  

The study presented in this chapter also employed the P-CAT, that is still freely 

available. It is a simple 13 item questionnaire that aims to measure the extent to 

which staff in RAC perceive care as being person-centred (Brugnolli et al., 

2020). Exploring staff perceptions is important to inform future interventions in 

PCC. 

Because the confounding influences on the study meant that only trends could 

be reported, the results were submitted to a non-peer reviewed journal. As the 

predominant readers of the journal are non-academics the DUE results were 

presented as pre- and post-prescribing rates only, and excluded the other 

parameters for brevity and understanding. Despite the limitations, the study 

results did show positive trends that were worthy of sharing with the nursing 

industry as a potential method of increasing PCC and decreasing inappropriate 

antipsychotic prescribing. 
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Dissemination of the study findings in Chapter 8 

The findings from this research study were also presented at a regional 

conference, shown in Table 9 below. 

 

Table 9: Conference presentation of the study in Chapter 8 

Title of 

presentation 

Speaker Conference Year Country/City  

 

Using 

Dementia Care 

Mapping as a 

tool in person-

centred care 

 

Ervin, K.  

Koschel, A. 

 

Hume 

Region 

Aged Care 

Forum 

 

2012 

 

Benalla, 

Australia 

 

Peer 

reviewed 

abstract 

accepted 
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Practical outcomes of the research study in Chapter 8 

The most important impact of this study was the research income that funded 

the staff training. Staff training in DCM was delivered on site which removed the 

need for travel to access the training and the usual high cost of the training. The 

funding also allowed backfill of the staff positions for the three-day duration of 

the training. DCM training as part of the research activity improved workforce 

quality through the skills gained, and consequently improves the standard of 

dementia care. While modest, there was also a benefit to people with dementia 

and BPSD by reducing inappropriate prescribing of antipsychotic medications. 

A pragmatic approach to research includes the dissemination of results to end-

users. The results of the study in this chapter of the thesis were submitted to an 

industry journal, rather than an academic journal, with wide nursing readership. 

The read rate of the publication in this chapter far exceeds the usual read rate 

of peer reviewed publications.  
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Chapter 8 Summary 

Antipsychotic drug use in dementia care for the management of BPSD 

continues to be problematic and unresolved (Pagone & Briggs, 2021) and so 

interventions aimed at reducing inappropriate prescribing of antipsychotics 

continue to be important. DCM is still widely utilised in research and in practice 

with positive findings reported in results.  

The greatest research impact was the benefit of staff training facilitating 

improved workforce skills that may not have been possible without the research 

income. As well, dissemination of the results in a nursing industry journal 

achieved a high read rate. 

The outcome of increased positive perceptions of PCC when DCM is 

introduced, indicates that DCM has a high potential for enabling improved 

management of BPSD for formal carers in rural aged care settings. The next 

chapter in the thesis presents the results from another intervention study in 

dementia care in RAC settings in rural Victoria. 
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CHAPTER 9 – An educational intervention for formal and informal 

carers in residential aged care 

The study introduced in the previous chapter demonstrated that staff training in 

Dementia Care Mapping (DCM) in RAC had a positive impact on the outcomes 

of dementia care. This chapter of the thesis reports on a controlled before and 

after study that evaluated the impact of interventions on antipsychotic 

medication use in RAC and is comprised of three publications. 

The aim of the research study in this chapter was to determine if an educational 

intervention for RAC staff could reduce inappropriate antipsychotic medication 

prescribing for people with dementia. Three RACFs participated in the study, 

with one acting as a control group and two implementing the educational 

intervention. One of the intervention sites also introduced family participation in 

lifestory work, to assess whether this additional engagement further 

impacted antipsychotic use during the study period. The findings of this aspect 

of the study are presented in the first publication in this chapter. 

 A secondary aim of the study was to explore staff opinions of working with 

families to identify any potential barriers that could hinder person-centred care, 

and a survey of staff at all three sites was conducted. The results of the staff 

survey are presented in the second publication in this chapter. The final 

publication in this chapter is the findings of semi-structured interviews with 

formal and informal carers regarding their perceptions of the lifestory 

intervention. The study design is shown in Figure 5 to provide clarity about the 

various measures and interventions used in the study. 
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Figure 5: Design of the study in Chapter 9 
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The study was conducted in the Benalla and Moira Shires in Victoria, and 

originated due to previous research (described in Chapter 7) that demonstrated 

that nursing staff had knowledge gaps in appropriate antipsychotic use and low 

awareness of resources available to staff in managing BPSD. An earlier study 

(Ervin, et al., 2012d) had also demonstrated that family participation was 

beneficial in RAC.  

The focus of the study is the biopsychosocial – ecological dimension of 

relationships; namely the relationship between formal and informal carers of 

people with dementia. The study is analysed using a realist evaluation 

framework to better understand the context and complex mechanisms used, 

which influenced the outcomes. 
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Publication 8 
Ervin, K., Cross, M., & Koschel, A. (2012). Reducing the use of antipsychotics in 

dementia care through staff education and family participation. Journal of 

Nursing Education and Practice, 3(6), 70–83. 

https://doi.org/10.5430/jnep.v3n6p70 

 

 

The first publication presented in this chapter reports the pre- and post-

intervention results of antipsychotic medication use across three RAC facilities. 

The controlled before and after study introduced an educational intervention at 

sites one and two, plus a lifestory work intervention at site one, with no 

intervention at the control site. The publication uses terminology, such as 

‘elderly’ which is no longer recommended in APA guidelines. 

 

  

https://doi.org/10.5430/jnep.v3n6p70
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www.sciedu.ca/jnep    Journal of Nursing Education and Practice, 2013, Vol. 3, No. 6 

                     ORIGINAL RESEARCH 

 

 

Abstract 
Background: The widespread use of antipsychotic medication to treat the 
behavioural and psychological symptoms of dementia in residential aged care 
facilities is a world wide concern. Despite evidence of the numerous adverse 
effects of antipsychotic drugs, and the efficacy of non-pharmacological approaches, 
prescription rates are increasing in aged care. 
 
Methods: This controlled before and after study aimed to investigate if an 
education intervention with family participation in dementia care improved the 
use of antipsychotic drugs. Antipsychotic use was measured by audit of residents’ 
clinical records. Three similar rural residential aged care facilities (RACF’s) 
participated in the study. At site 1 and 2 staff undertook training in dementia care 
using an on-line learning tool and peer reviewed literature on the use of 
antipsychotic drugs in dementia. Additionally, family members participated in 
‘resident life story telling’ at site 2. Site 3 acted as the control. 
 
Results: At sites 1 and 2, twenty five staff (25%) volunteered to participate in 
training. No training was provided at the control site. Across the three sites 47 
residents had a clinical diagnosis of dementia with 30 of this group prescribed 
antipsychotic medication at baseline. At the intervention sites the use of 
antipsychotic medication reduced from 85% to 69% at site 1 and from 50% to 
38% at site 2. At the control site medication use increased from 61% from 69%. 
 
Conclusion: Dementia education for staff, especially with family participation in 
resident life story telling, may reduce antipsychotic medication use in residential 
aged care. Additionally, positive clinical implications such as reduction in falls 
were observed. The encouraging findings of this small study support further 
investigation in a larger sample. 
 
Key words 
 
Antipsychotic, Dementia, Residential aged care 

 

http://www.sciedu.ca/jnep
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1 Introduction 
 
Currently in Australia 85,200 residents in aged care facilities have a cognitive 
impairment related to dementia [1]. This figure is predicted to increase [2], which 
will inflict a tremendous burden on resources within institutionalised care [3]. 
 
The use of antipsychotic medication in the aged care settings for behavioural 
problems associated with dementia is widespread, and the practice frequently 
questioned [4-6]. Prescription and administration of antipsychotic drugs 
frequently results from aggressive resident behaviours, such as hitting, kicking, 
swearing and physically non aggressive behaviours, such as pacing, restlessness 
and calling out [2, 7]. Agitated behaviours among elderly persons with dementia 
are hypothesised as resulting from an interaction among lifelong habits and 
personality, current physical and mental conditions, and environmental factors [8]. 
 
The adverse affects of antipsychotics in this population are well documented [4, 9-
11] and include an increased risk of falls, over sedation, decreased cognition and 
increased morbitity. The reason for adverse effects in this population are 
multifactorial and include the pharmacokinetic changes that occur with ageing 
(changes in drug absorption, distribution, metabolism and elimination), as well as 
drug-disease interactions due to multiple comorbidities and drug-drug 
interactions because of polypharmacy [12]. Despite these risks, there is expert 
opinion that antipsychotics are increasingly being used as a first line treatment [6]. 
 
Many studies worldwide have focused on interventions aimed at limiting 
antipsychotic use in dementia care [9, 13-15]. An Australian literature review [16] 
identified that interventions tailored to the individual’s background and 
preferences was beneficial in reducing unmet needs behaviours for people with 
dementia. 
 
Person-centred care has emerged as the most promising trend for dementia care 
and has been described as the gold-standard model for care of people with 
dementia [17]. Person-centred care shifts the focus from the behaviour of the 
person with dementia to a holistic view of what may be causing or contributing to 
the behaviour. The seminal work of Tom Kitwood [18] in person centred care in 
dementia, is defined as “An approach to care that conciously adopts the patient’s 
perspective” [19]. Kitwood [18] went on to propose that caregiving for a person 
with dementia must involve some understanding of their life experience. In the last 
decade, there has been a core of consensus that person-centered care involves 
valuing and using people’s subjective experience regardless of cognitive ability, 
and acknowledging that the person should be the focus of care delivery and not the 
disease or illness [20]. Focusing care delivery on patient needs and preferences is a 
useful way to define person-centred care [21]. Literature identifies that respect for 
patients needs and preferences as the most consistent element of definitions of 
person-centred care [22]. In addition, increasing research supports the utility of 
developing partnerships with patients and families to deliver person-centred care 
[23]. Family participation is an essential component of person-centred care, and 
enables interventions to be tailored to residents with dementia. This is particularly 
important, as those affected are frequently unable to communicate their life 
history, needs and preferences. Previous research [18, 24] identified that working 
with families, and collaboration with the sufferer were essential aspects of good 
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dementia care. In addition, life story work has been shown to be an effective 

intervention in dementia [25] and an essential component of person-centred care. 

 

Lifestory telling is also commonly referred to as narrative medicine, memoir 
writing and biographical work, and is the intentional or planned effort to 
encourage people to think about, remember, share and record information about 
themselves [25]. Lifestory telling involves recording relevant aspects of a person's 
past and present life with the aim of using this life story to benefit them in their 
present situation [26]. Training in person-centred care practices and the 
promotion of good practice in the care of patients with dementia with behavioural 
symptoms, has been shown to reduce the need for antipsychotic medications in 
residential aged care settings [9] . 
 
Previous research and quality improvement activities conducted locally at several 
rural residential aged care facilities [27] revealed high rates of antipsychotic drug 
use. Anecdotally nurses in these facilities reported high rates of serious 
behavioural and psychological symptoms of dementia (BPSD). Given the evidence 
of the adverse effects of antipsychotics and the success of person-centred care 
practices [9, 17, 28], this study introduced an intervention aimed at addressing 
both. 
 
Aim 
The aim of this research was to evaluate if an intensive staff education program, 
including family participation, improved clinical outcomes for residents with 
dementia who had been prescribed antipsychotics. The primary outcomes 
presented include drug usage evaluation of antipsychotics for residents with a 
diagnosis of dementia. After the initial data collection of residents with a diagnosis 
of dementia, the study focussed only on residents prescribed antipsychotics to 
treat BPSD, the type and dose of the antipsychotic prescribed, the exclusion of 
reversible causes of BPSD, documented evidence of response and adverse effects of 
antipsychotics, review or withdrawal of treatment, concurrent drugs and the 
presence of other diseases which may be a contraindication to use of 
antipsychotics. 

 

2 Method 
 
2.1 Setting 
This was a multi site controlled before and after exploratory study. Three 
residential aged care facilities (RACF’s) were invited to participate in the study. All 
three RACF’s were thirty bed publicly funded high care facilities in rural settings in 
Victoria, Australia. The facilities were located within 70km of each other, but no 
staff members were employed at more than one site. Additionally each facility was 
serviced by different prescribers. None of the facilities were dementia specific, but 
on average at least half of the residents had a clinical diagnosis of dementia. This 
was a convenience sample of RACF’s known to the researchers through the Rural 
Health Academic Network. The network embeds researchers in rural health care 
facilities for the purpose of researching local issues, and providing education and 
mentoring. 
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2.2 Participants 
Participants in this study were residents of aged care facilities with a clinical 
diagnosis of dementia who were prescribed antipsychotic drugs. In addition, staff 
of the residential aged care facilities who consented to participate in this study 
undertook an education package. Residents with dementia were identified by a 
nominated representative at each of the facilities. Consent to participate was 
obtained from the legally responsible representative of each participant. All staff 
who consented to undertake education were also included in the study. 
 
2.3 Intervention delivery 
Following initial data collection, two of the residential aged care facilities were 
randomly assigned to receive an educational intervention, known as Site 1 and Site 
2. At both sites 1 and 2 staff were invited by email and poster display to participate 
in a three day program of dementia education. Site 1 staff also underwent one 
additional day of training targeted to work with residents families to collect and 
collate resident’s life stories to facilitate person-centred practices. It was 
hypothesized that family participation would result in more positive outcomes 
than just education alone. The final RACF was assigned to be the control site where 
no education or life story intervention was undertaken. 
 

2.4 Intervention component - Dementia education 
Consenting staff were introduced to an online learning tool – TIME for dementia. 
The TIME for dementia (an acronym for training, innovation, mentoring and 
education) website was developed by a collaboration of experts in dementia care 
and consists of ten core modules that are accredited by the Royal Australian 
College of Nursing [29]. Users read the materials and gain dementia specific 
knowledge. This was a facilitated group learning process, with participating staff 
attending a dedicated learning venue one day per week as a group, with 
supervision by an expert teacher in dementia care. Participants were asked to 
answer a series of questions intended to test knowledge in each module. The 
modules relate to the aetiology of common types of dementia, diagnostic 
processes, treatment and intervention options, lifestyle issues, impact of 
diagnosis, person centred care and key issues and controversies of dementia and 
dementia care. There is also an online discussion forum in which participants are 
able to discuss issues with other users and ask experts for advice. The discussion 
forum is an enduring resource which staff can voluntarily use at any time. 
Although staff were encouraged to undertake discussion with other TIME for 
dementia users, this was purely voluntary both during and after the project and 
not an integrated strategy of the educational intervention. 
 

The online learning tool was also supplemented with literature from the National 
Prescribing Service (NPS). Participants were provided with five publications [30-
34] related to the role of antipsychotics in managing BPSD, common adverse 
effects and contraindications. All aspects of best practice in dementia care were 
outlined in the publications, including exclusion of underlying causes or 
contributing factors and differentiation of delirium. The NPS literature undergoes 
expert review by individuals or panels to ensure the content is current and within 
best practice guidelines. The literature was distributed to participants, by the 
expert teacher, while in the group learning setting. Each publication theme and the 
contents were discussed with participants in relation to their own experience and 
practice. 
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2.5 Intervention component - Life story telling 
Twelve participating staff members (of a possible 44 staff) at site 1 also undertook 
a one day training course in lifestory work and its benefits. An experienced 
palliative care nurse who trains and oversees a memoir writer’s service facilitated 
this training, focussing on life story telling for residents. The education session 
included information on barriers and enablers to collecting life stories. 
 
Staff were encouraged to employ the ‘Discovery Tool’ a document developed by 
the Australian Aged Care Standards and Accreditation Agency Limited [35] 
intended to collect resident’s preferences, background social and lifestyle 
information. Staff were then supported to collate and present the information in a 
user friendly format in consultation with and approved by the resident or their 
responsible person. 
 
2.6 Outcomes 
The major outcome for this study was a reduction in and improved therapeutic 
prescribing of antipsychotic medication for residents diagnosed with dementia. 
Audits of resident’s medical and nursing notes demonstrated evidence of cessation 
of antipsychotics, reduced dosage of antipsychotics, with greater compliance to 
specified therapeutic guidelines for antipsychotics, documented response and 
possible adverse effects of antipsychotics and improved review of therapy. 
 
2.7 Measures 
Although many tools exist to measure the effects of interventions on the wellbeing 
of residents with dementia, proxy measures, such as antipsychotic prescribing 
rates are frequently employed [20]. The Australian National Prescribing Service 
(NPS), in an effort to promote rational use of medicines, has developed Drug Usage 
Evaluation (DUE) for a number of medications commonly used in residential aged 
care settings [36], including antipsychotic medications. The DUE tool was utilised 
in this study. 
 
DUE is an evidence-based quality improvement methodology, designed to improve 
the quality, safety and cost-effectiveness of drug use [37, 38]. DUE involves an 
initial four step process of: 1. identification of a quality use of medicine problem 
e.g. low concordance with an accepted prescribing guideline, 2. collection of 
baseline data to quantify the problem, 3. feedback of results (evaluated data) to 
prescribers and other stakeholders, and 4. implementation of an intervention to 
improve practice [39]. DUE practitioners in Australia formed state-based special 
interest groups that carried out multisite audits of drug use. Based on an 
assessment of the achievements, barriers and enablers of state-based projects, the 
NPS in 2003 funded and coordinated the state Therapeutic Advisory/DUE groups 
to work collaboratively to address quality use of medicine issues at a national level 
for hospitals in Australia [39]. 
 

DUE of antipsychotics, facilitates collection of information by audit of resident’s 
clinical records. The information collected relates to the type of drug and dosage 
prescribed as well as evidence of individual contraindications to prescribing (such 
as pre existing medical conditions and concurrent drugs) and the response to 
treatment. The tool also seeks to verify that staff has excluded other reversible 
causes of behavioural and psychological symptoms of dementia (such as pain, 
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constipation or infection) and evidence of adverse drug effects by examination of 
resident’s medical and nursing records. Other evidence of best practice in relation 
to prescribing (such as frequent review or withdrawal of therapy) is also sought by 
the same method. A DUE of antipsychotics was undertaken at each of the 
participating facilities prior to the education intervention and was repeated 14 
weeks after the final education sessions. The DUE audit of residents medical and 
nursing records was undertaken by the principal researcher and a nursing staff 
member designated by each facility manager. All residents with a diagnosis of 
dementia and prescribed antipsychotics to treat BPSD were included in the DUE 
audit at all three sites. All 3 sites used an electronic patient history known as 
Management Advantage to record residents data. 
 
 

2.8 Ethics 
The research project was approved by the University of Melbourne Human 
Research and Ethics Committee (Project No 1033333.1). All research was 
conducted in accordance with the Declaration of Helsinki Ethical Principles for 
Medical Research Involving Human Subjects. 
 
2.9 Statistical analysis 
Statistical analysis was undertaken using SPSS Version 17. Given the small sample 
size univariate descriptive statistics are presented. 
 

3 Results 
3.1 Staff participants 
Twelve staff from site 1 and 13 staff from site 2 (approximately 25% of the 
intervention sites workforce) volunteered to undertake the training offered. Of the 
25 staff who undertook the training, 24 were enrolled nurses with basic 12 month 
undergraduate training and one activities co ordinator who had undertaken a 6 
month training certificate to practice. There was one male staff member at site 2, 
all others female. 
 

All staff (100%) from both sites who volunteered to participate completed the 
training and achieved the required certificate indicating a good knowledge of the 
material presented in the TIME for dementia learning tool. All staff participating 
received the NPS literature related to antipsychotic use and discussed the content 
in relation to their own practice in a group setting. The same staff from site 1 
(100%) who had undertaken training in lifestory work, collected and presented 
one residents life story in collaboration with the resident’s family member(s). The 
resident’s legally responsible person nominated who the staff should work with to 
collate the life stories, and this varied for each resident. The collaborators for the 
life story work are shown in table 1. All staff reported collecting the resident 
information by utilising the ‘Discovery Tool’ with the nominated story teller. There 
was frequently additional material supplied by the story tellers to supplement the 
information collected. The resident’s legally responsible person then approved the 
content to be included and the method of presentation. Presentation varied from 
posters, booklets and quilts depicting the residents life. These were then displayed 
in the resident’s aged care facility with the aim of informing other staff, volunteers 
and visitors of the residents life history with a ‘human’ perspective. The small size 
of the facilities and resident allocation practices meant that all staff work with all 
residents daily when on duty. 
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Staff who participated were paid at their usual hourly rate of pay for all education 
undertaken and were allowed 8 hours in total to independently collect and collate 
life stories. There was no staff attrition for the life of the project. 
 
3.2 Resident participants 
Residents with a clinical diagnosis of dementia were recorded at the three sites. 
There was 100% participation rate for inclusion in the study by the resident’s 
legally responsible person. Site 1 recorded an overall rate of 13 residents, both pre 
and post the intervention. At site 2 there were 16 residents pre the intervention 
and 13 post the intervention. The control site had 18 residents’ pre intervention 
and 16 post intervention. Of the 47 residents diagnosed with dementia, 30 were 
identified as having currently prescribed antipsychotic drugs at time 1 data 
collection, and 24 of a possible 42 residents at time 2. The results for each of the 
three sites are shown in table 1. Antipsychotic drug use was reduced at both sites 
where an education intervention was introduced, but increased slightly at the 
control site where no staff education occurred. The largest decrease (16%) was at 
site 1 where families were invited to participate in resident life story telling. 
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After the initial data collection, all future data related only to those residents 
prescribed antipsychotics. All residents with a diagnosis of dementia who were not 
prescribed antipsychotics were further excluded from the study.  
 
The majority of residents prescribed antipsychotic drugs were females more than 
75 years of age, and the results are shown in table1. The majority of residents 
prescribed antipsychotic drugs across all three sites were prescribed atypical 
antipsychotic agents both before and after the intervention. The most common 
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atypical antipsychotic prescribed was Risperidone. Of the 23-30% prescribed 
conventional antipsychotics, the most common was Haloperidol. 
 
The DUE specifies whether the antipsychotics prescribed comply with current 
therapeutic guidelines. To achieve compliance Risperidone dosages are 
recommended to be 0.5-2mg orally, daily in 1 or 2 divided doses or, Olanzapine 
should be prescribed at dosages between 2.5 – 10mg orally, daily in 1 or 2 divided 
doses or, Haloperidol 0.5mg orally at night up to 2mg twice a day. All other 
antipsychotic drugs or in doses other than those recommended are considered to 
be outside the therapeutic guidelines for treatment of BPSD. 
 
Compliance with therapeutic guidelines for medication treatment of BPSD 
increased post intervention from a baseline of 37%, increasing compliance to 67%. 
When the data were stratified, the greatest increases in compliance were observed 
at the intervention sites. This data are shown in Figure 1. 
 

 

 
 

The Antipsychotic DUE tool measured actual practices against best practice 
criteria, such as documented evidence of excluding reversible causes of BPSD, 
evidence of resident’s response to antipsychotic drugs, evidence of adverse effects 
of antipsychotic drugs, documented review of antipsychotic therapy in the 
previous 6 months and attempted withdrawal of antipsychotics. The results for all 
practices pre and post the education intervention are shown in table 2. A 
comparison of results shows that while evidence of increased best practice 
occurred at sites 1 and 2 across most domains, it remained steady or with only 
slight improvements at the control site. 
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Data collected and collated on falls rates across the 3 research study sites are 
demonstrated in Table 3. All facilities participating have mandatory reporting of 
falls, and there is also a falls data base in each resident’s electronic history. As with 
all other data presented only residents prescribed antipsychotics for BPSD are 
included, not the falls rate per facility overall. In addition, the data only reflect how 
many residents prescribed antipsychotics experienced at least one fall. It does not 
report the number or frequency of falls for each resident, only the incidence 
related to residents prescribed antipsychotics, thus the total could be much higher. 
While the rate of falls for residents prescribed antipsychotics at both sites 1 and 2 
decreased, they increased at the control site. 
 
Concurrent prescription of benzodiazepines for residents prescribed 
antipsychotics was also measured. Overall benzodiazepine prescription rates 
increased from 37% to 46%. There was not a corresponding increase at site 1 
however, instead benzodiazepine use decreased. The results for the 3 sites are 
shown in Figure 2. 
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4 Discussion 

The results of this study suggest that education of staff in the care and treatment of 
people with dementia may improve practices related to antipsychotic use; 
furthermore this is enhanced when families are invited to participate in care. The 
education intervention (TIME for dementia and NPS literature) at sites one and 
two resulted in a reduction of antipsychotic use and improved therapeutic 
compliance. The addition of family participation at site one, through resident 
lifestory telling, suggests that this intervention increases effectiveness, rather than 
education of staff alone. Lifestory telling as a sole intervention was limited by the 
absence of a demographically similar RACF in the rural location. 
 
This finding is in keeping with other studies [8, 40, 41]. It is proposed that family 
participation results in more individualised, or tailored care for people with 
dementia, with needs and preferences better identified and meaning attributed to 
various behaviours. This has been demonstrated as especially beneficial by other 
studies [8, 16]. The office of the Inspector General to the Department of Health and 
Human Services in the United States recently released a report that called on 
families to support their loved ones with dementia in nursing homes, in order to 
advocate on their behalf [42]. This report, purporting the benefits of family 
participation, related specifically to the use of antipsychotic drugs in elderly people 
with dementia. 
 

Given the widespread concern on the use of antipsychotics for people with 
dementia [4] disappointingly this study confirms that high proportions of those 
diagnosed with dementia are prescribed and administered such drugs in rural 
RACF’s in Australia. Notably, concerns have been voiced at the increased risk of 
adverse effects in aged populations [42, 43]. This study also found that more than 
75% of residents prescribed antipsychotics were more than 75 years of age, and 
therefore at greater risk of adverse effects due to the physiological changes of 
ageing, high rates of concurrent prescribing of drugs and multiple comorbidities. 
 
Use of antipsychotics has been strongly linked to a risk of falls for elderly people 
[44], especially when doses exceed the recommended therapeutic prescribing 
guidelines [36, 45, 46]. The results of this study support this existing evidence. At 
site 1 where there was greatest reduction in overall antipsychotic use, and greater 
compliance with therapeutic guidelines and best practice, the falls rate reduced 
from 91% to 55%, a 36% reduction. Similarly, there was a 15% reduction in falls at 
site 2, where antipsychotic use was also reduced. However, at the control site 
where antipsychotic use increased falls increased by 16%. These data pertain only 
to residents with a diagnosis of dementia who are prescribed antipsychotics, not 
the overall resident’s population. 
 

Most residents in this study were also prescribed atypical antipsychotics, such as 
Respiridone and Olanzapine, despite long standing evidence in literature which 
concludes that the adverse effects of atypical antipsychotics offset their advantages 
in older adults with dementia [43, 47, 48]. The high rate of deaths in this 
population group related to antipsychotic drugs has prompted “black box 
warnings” in the U.S., cautioning about the risk of death when taken by elderly 
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people with dementia [42]. Similar cautionary advice has been circulated in 
Australia, through the National Prescribing Service [33]. Olanzapine is not 
approved in Australia by the Therapeutic Goods Administration for prescription in 
patients with BPSD, and such prescribing is considered “off-label” or not indicated 
for use. 
 

Therapeutic guidelines for antipsychotic drug use recommend that the lowest dose 
possible be used for balancing efficacy and side effects. Studies suggest there is a 
very narrow effective dose range for antipsychotics, above which efficacy does not 
increase but side effects do [49, 50]. In this study, it was demonstrated that 
compliance with therapeutic guidelines increased where education was delivered. 
Although compliance increased also at the control site, greater levels of compliance 
was observed at the education sites, with a 27% increase at site 1, 22% increase at 
site 2 and 15% increase at the control site. Increased compliance at the control site 
may be attributable to increased general awareness, a factor found in another 
study associated with therapeutic prescribing guideline compliance [51]. There are 
no published studies on the influence of education and subsequent compliance 
with prescribing guidelines of antipsychotic drugs, but similar studies on the 
influence of antibiotic prescribing guidelines has been shown to have an effect 
[52]. Most studies describing compliance with prescribing guidelines, focused on 
education for the prescribers themselves. This study differed in that the focus of 
the education intervention was nurses in the aged care setting. Nurses were 
targeted due to literature suggesting that nurses influence prescribing in aged care 
settings by requesting medications to treat and manage various conditions, 
including BPSD [53] and confirmation of this practice has been obtained from the 
results of a previous research study within the same settings [27]. 
 
There were positive changes to the best practice criteria at both intervention sites, 
while the control site remained stable across most domains. Guidelines 
recommend that staff in aged care facilities should exclude other possible causes of 
behavioural disturbance as a first step [36, 54]. Auditing through DUE showed 
there was a 65% increase in evidence that staff had actively excluded other causes 
of behaviour at site 1 and a 20% increase at site 2 (making site 2 100% compliant). 
There was a 1% change at the control site. Medical conditions which could present 
as, or worsen, BPSD commonly include infection, pain and constipation [55]. 
Unfortunately, people with dementia often cannot communicate these conditions. 
Experts in dementia care have recently voiced concern that these simple measures 
are being neglected as standard care, with antipsychotics being prescribed as a 
first line treatment [6]. This study appears to support evidence of this practice. At 
site 1, which originally recorded an 85% prescribing rate for psychotropics, 
dropped to 69% when staff excluded possible reversible causes for 87% of the 
residents following education to support and promote this practice. 
 

There was also an increase in nursing staff recording evidence of response to 
psychotropic drugs and evidence of adverse effects at both intervention sites, 
which remained stable or decreased at the control site. In order to review 
antipsychotic therapy effectively it is crucial this information is available. 
Accordingly there was a large increase in the review of antipsychotic therapy at 
the corresponding sites. Review of therapy increased 55% at site 1 and 35% at site 
2, but remained unchanged at the control site. Guidelines advocate that 
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antipsychotics should be reviewed after a specified period [56] to ascertain if there 
has been a response or clinical improvement of BPSD [48]. 
 

Trial discontinuation of antipsychotic drugs is indicated for most residents with 
dementia, as studies have shown that some BPSD are self limiting [57] and 
withdrawal of antipsychotics does not result in worsening behavior [58]. Only site 
2 demonstrated evidence of these best practice criteria, either pre or post the 
intervention. Staff at site 1 articulated during interviews that barriers existed 
where they were reliant on others to undertake practices such as this, that 
withdrawal of medications was beyond their scope of practice and they had little 
influence in facilitating this. This barrier to educational interventions has also been 
identified by another recent study which found numerous barriers to 
implementing learning such as issues with GPs and other colleagues [59]. 
 
Despite good evidence that prescribing benzodiazepines for this age group is just 
as much, or more harmful than antipsychotics, concurrent prescribing is 
widespread [60] further increasing risks of adverse reactions [61]. Residents 
prescribed antipsychotics, who were also prescribed benzodiazepines were 
recorded at all sites, with only site 1 showing a reduction in concurrent 
prescribing. Both the control site and site 2 had an increase in benzodiazepine 
prescription. 
 

There is also evidence that reduction in antipsychotics frequently results in 
increased prescribing of other drugs such as benzodiazepines [62] and although 
this occurred at site 2, it appears that family participation may have influenced 
better management overall at site 1, excluding the need for alternative medication. 
 

The study is limited to reporting trends and highlighting differences of clinical 
importance due to its small size. The numbers do not reach statistical significance; 
however, it seems reasonable that there is theoretical generalizability as the 
results obtained here support other empirical findings. Attrition through death of 
residents would have further decreased the sample size if those participants data 
were removed. As most of the attrition was at site 2 and the control site for 
residents prescribed antipsychotics, and none at site one for residents prescribed 
antipsychotics, removal of this data for participants deaths would have biased the 
results more favourably to site one. Reduction in antipsychotic use may be 
attributed to deaths at site two and the control site, but not at site one. Although 
removing data of residents who died would have strengthened the research 
results, statistical power would have been further decreased, and the study would 
not have been a true reflection of this common confounder in these setting. 
 
Staff participation in the educational intervention was voluntary, so only small 
numbers received the training at each site. Furthermore, no senior nursing staff 
members participated in the training at either site, increasing the chance of 
barriers to translating the training into practice. Previous research does however 
suggest that nurses at all levels influence prescribing patterns in aged care settings 
[27]. Further research in this setting demonstrated sustained reductions in 
antipsychotic use [28] which continued to decrease with education aimed at this 
specific cohort. 
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Due to the barriers related to translating training and education into practice 
identified by both this study and others [59] a whole staff approach to education 
would be more useful. Numerous other studies [61, 63] identified that involvement 
of a pharmacist in the intervention was beneficial for outcomes and sustainability. 
Targeting the GP prescribers alone appears to have little effect [7] as does single 
education visits. 
 

Use of the National Prescribing Service literature regarding best practice in 
antipsychotic use seems to be an effective tool, which could be supplemented with 
pharmacist involvement and feedback in conjunction with GP’s, which has proven 
successful and cost effective [63]. Teaching non pharmacological management of 
BPSD, especially through person-centred care has proven to have positive 
outcomes [9]. 
 

Overuse and inappropriate use of antipsychotics in aged care settings may most 
effectively be addressed by government regulation for prescribing of these drugs, 
as has taken place in overseas settings [6, 42]. At a minimum, aged care facilities 
should be required to provide evidence of robust person-centred behaviour 
management strategies and investigation of other possible underlying causes of 
BPSD prior to prescription of antipsychotic drugs. 
 
Antipsychotic medications are not a substitute for behavioural management 
strategies and have limited efficacy in reducing BPSD. Overuse of antipsychotics is 
multifactorial, with cascade effects throughout whole organisations and as such 
only a whole organisation approach is likely to be effective. Residents and their 
families are essential collaborators and participants in this process. 
 

This study suggests that there is evidence that a dementia education intervention 
may influence the prescribing of antipsychotics in small rural aged care facilities, 
and this is enhanced by person-centred practices. The influence extended to not 
only the prescribing rates, but the practices of nursing staff in delivering evidenced 
based best care for residents prescribed antipsychotics. No other confounding 
influences have been identified for the 14 week period of the study. Specifically no 
other staff education was provided, there were no major changes to the facility 
environment and the prescribers at time 1 and time 2 were the same at each site. 
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Abstract 
Introduction: The cognitive deficits associated with dementia often preclude 
residents in aged care facilities from being able to communicate their life histories, 
preferences and needs and staff typically rely on family to provide this 
information. This project explored the opinions of staff and families of 
participating together in the process of life storytelling for residents. 
Methods: Staff and families of residents with dementia in one aged care facility 
were invited to participate in lifestory telling. Semi structured interviews were 
then conducted with staff and families to explore their perceptions of working 
together. 
Results: Negative aspects reported by staff was the perception that some families 
expectations of care were too high, while family members reported a lack of 
communication with staff. 
Conclusions: Life story telling for residents provided a positive experience for 
participants, with reports that the process itself improved their relationships by 
increasing understanding. 
 

Key words 
Dementia, Family perceptions, Life storytelling, Residential aged care, Staff 

perceptions, Staff/Family relationships 

1 Introduction 
The aim of this project was to explore staff and family perceptions of working 
together to undertake lifestory telling for residents with dementia, and whether 
lifestory telling as an intervention improved care. 
 
Lifestory telling is also commonly referred to as narrative medicine, memoir 
writing and biographical work, and is the intentional or planned effort to 
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encourage people to think about, remember, share and record information about 
themselves [1]. 
 
Lifestory telling involves recording relevant aspects of a person's past and present 
life with the aim of using this life story to benefit them in their present situation 
[2]. The potential benefits as an intervention for people with dementia and their 
families have been recognised for some time, in terms of promoting individualised 
care, improving assessment, building relationships between care staff and family 
carers as well as improving communication [3, 4]. 
 
The benefits for individuals, families/friends and for staff providing care include 
improving understanding of the individual, promoting relationships and 
facilitating delivery of person-centred care [5]. Previous research suggests that 
lifestory work resulted in improved understanding of patients, relatives and family 
carers by staff. The experience of doing life story work was overwhelmingly 
positive and there was some evidence that the delivery of care had become more 
person-centred as result [6]. 
 

The person-centred model of care is espoused as the gold standard model for aged 
care settings [7, 8] where the focus shifts from task to the subjective perception of 
care from the residents view point. Person-centred practices hinge on having a 
good knowledge of the resident [8-10]. 
 
Residents diagnosed with dementia are frequently unable to express their needs 
and preferences [11-13] due to the associated cognitive deficits. Staff must then 
rely on family members to provide information about the resident to ensure care is 
tailored to the individual. It is important to understand staff and family 
perceptions of working together in lifestory work to explore barriers and enablers 
to this intervention for residents with dementia. 
 
Conceptual framework 
Narrative theories provided the conceptual framework for this study. Narrative 
approaches can include autobiography, biographies oral history and auto 
ethnography [14]. Narration is part of everyday life and people have a desire to tell 
their stories and it is the stories people tell themselves and others, about their past 
and present lives, which helps to make sense of their life experiences. A person’s 
identity is what provides the person with a sense of continuity, a sense of 
coherence and a sense of self. Drawing together the different life experiences helps 
to shape and give meaning to life as a whole, and this is called the Theory of 
Narrative Identity [15, 16]. 
 

2 Method 
 
2.1 Setting 
The site was a 30 bed publicly funded rural residential aged care facility, in which 
50% of the residents had a diagnosis of dementia. The site is located in an 
agricultural district approximately one hours’ drive from the nearest major 
regional centre. There were 44 staff employed at the facility at the time of the 
project intervention and interviews. 
 
 



181 | P a g e  
 

2.2 Recruitment 
Prior to the intervention of lifestory telling, an information session outlining the 
broad project aims and processes, and in particular the process of life story telling, 
was held for staff, residents and their families and volunteers. Invitation to 
participate was by poster display in the facility, information at resident/relative 
and staff meetings and by mail out to each residents’ responsible person. 
 
2.3 Intervention 
Twelve staff members from the RACF voluntarily undertook a one day training 
course in lifestory telling and its benefits. The staff who undertook the training 
were eleven Endorsed Nurses and one Activities Coordinator (two staff members 
worked in both roles). Endorsed nurses in Australia undertake a one year 
undergraduate diploma to practice and Activity Coordinators a 26 week certified 
course. 
 
A palliative care nurse who trains and oversees a memoir writer’s service 
facilitated this training focusing on life story telling for residents. The education 
session included information on barriers and enablers to collecting life stories. 
 
Staff were encouraged to employ the ‘Discovery Tool’ a proforma developed by the 
Australian Aged Care Standards and Accreditation Agency Limited [17] intended to 
collect resident’s preferences, background social and lifestyle information. 
 

Staff then conducted lifestory telling activities with consenting resident’s families 
and collated and presented the information in a user friendly format (including 
posters, quilts and booklets) in consultation with, and approved by, the resident or 
responsible person. In all there were 12 families who consented to participate in 
lifestory telling (one lifestory telling activity for each trained staff member). The 
information collated was then available to all staff and volunteers of the facility. 
 
2.4 Interview participants 
Twelve weeks after the life story telling intervention was completed, recorded face 
to face interviews were conducted with participants who volunteered to attend. 
The participants were a sample of staff who had attended the training sessions and 
those who had not, plus family members of residents and volunteers from the 
RACF. Staff and volunteers who had not undertaken the training were invited for 
their unbiased view of observed changes in care following the lifestory telling 
intervention. 
 

2.5 Design 
A qualitative research design was utilised to elicit the required data. A semi-
structured interview with a topic guide containing open ended questions was used. 
This method defines areas to be explored but also allows both the interviewer and 
interviewee to diverge from the main topics in order to pursue an idea in more 
detail [18]. Due to the small number of participants and size of the small rural 
town, all efforts are made to protect identities, and so demographics of the 
participants are not provided. 
 
2.6 Analysis 
Interviews were transcribed verbatim from the recordings and analysed to identify 
themes in the interviews. Thematic analysis is a method for identifying, analysing, 



182 | P a g e  
 

and reporting patterns (themes) within data [19]. Once the interviews were 
transcribed, two researchers independently immersed and familiarised themselves 
with the data. They then began to generate initial codes from the data. This 
approach reduces the data. Codes are then grouped into broader themes allowing 
the interviews to be described and summarised. One independent researcher, not 
associated with the project used SPPS version 15, while the principal researcher 
themed the interviews by hand. The researchers then came together and discussed 
the themes until consensus was reached between the researchers and the data 
could be reduced no further. 
 
Ethics approval 
The research project was approved by the University of Melbourne Human 
Research and Ethics Committee (Project No 1033333.1). 
 

3 Results 
 
3.1 Participants 
There were ten participants who consented and were available to be interviewed. 
Five interview participants were staff who had undertaken training in lifestory 
telling and participated in the intervention, three were staff members who had not 
participated in the training or intervention and one family member who had 
consented to, and been involved in the lifestory telling intervention. The final 
participant was a volunteer in the facility who was not involved in the training or 
intervention. Family members and volunteers are referred to as non staff due to 
identification. 
 

3.2 Themes 
Data from interviews about life story telling identified four themes. 
 
3.2.1 Staff/family relationships and communication 

The element of relationships and communication held both negative and positive 
perceptions. The negative views of staff and non staff were expressed mostly from 
those who were not involved in the intervention. One staff member commented: 
 
“…it doesn’t work with families….they have all these different expectations. We have 
meetings with families to try to be realistic but it doesn’t work.” 
 
And 
 
“The hardest thing to deal with is the family, it’s not so much the resident, it’s the 
family.” 
 
Staff members who were involved in lifestory telling, held more positive 
perceptions and commented: 
 

“The family responded to me in a very positive way, they felt more confident in me 
and we have developed rapport. Even if I wasn’t caring for their mum on that shift, if 
there was anything they wanted done, they’d seek me out.” 
 
And 
 



183 | P a g e  
 

“Listening, listening to the patient, listening to the person, to what they have to say. 
We don’t usually listen.” 
 
And 
 
“I definitely talk to the family more, and spend a bit more time with the resident 
themselves.” 
 
A non staff member, who did not participate in the intervention, commented that 
communication between staff and families is poor: 
 
“It doesn’t matter how many times I tell them, they just don’t listen” 
 
While other non staff involved in lifestory telling, commented on the relationship 
with staff: 
“They’re great, just the friendliness I think, they’re all good, and yet you get some 
people complain, I don’t know why.” 
 
3.2.2 Care needs insight and strategies 

There were many staff and non staff comments about improved care that resulted 
from the lifestory telling, and a change in strategies to overcome behavioural and 
psychological symptoms of dementia related to better understanding. One non 
staff participant commented; 
 
“The story’s the girls did, I think were great, they hung them up on the walls and 
everyone loves them because you get some insight into their background.” 
 
Staff members involved in the training and intervention commented that; 
 
“The family have a lot of input that can help bring the person back to you. It can help 
you organise activities that they may be interested in, or that might spark something 
in them.” 
 
And 
 
“Through his story I understood what he needed, not what we wanted, it’s what he 
needed. It’s had a major impact.” 
 
And 
 
“If she’s agitated I try to talk about the good old days when she used to help her 
father with the horse and cart doing deliveries. I wasn’t privileged to that 
information before. It helps manage her behaviour”. 
 
Other staff who were not involved in the training and intervention held differing 
views about the benefits of lifestory telling for residents. One responded: 
 
“Nothing’s changed. I can’t see any difference [in care practices]” 
 
while another commented; 
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“Staff have more of an understanding of the person and start to see them as more 
human. Staff are more proactive with the dementia patients, there’s more 
awareness.” 
 
3.2.3 Staff training 

Both staff and non staff perceived the lifestory telling training to be valuable and 
something which should be continued and extended to all staff. Some comments 
were; 
 
“I think it [lifestory telling] should be mandatory training. That’s my opinion.” 
 
And 
 
“It was inspiring [the training]. It gave you a little boost. It gave me insight into how 
to get people to open up.” 
 
“I think it’s a valuable program, it’s a pity more staff didn’t participate.” 
 
And 
 
“The more we got [lifestories] the better it would be. It helped us understand these 
people and the memoir writing seemed to spark the whole place up. It was great, 
really great, I loved it, particularly finding out what people did in a former life prior 
to coming here” 
 
A non staff member commented on the lifestories and said; 
 
“I see the staff read them and say ‘Oh, I didn’t know that’. It would be good if all staff 
did this training.” 
 
Another staff member who did not participate in the lifestory telling training or 
intervention commented; 
 
“They reckon it’s fantastic, everyone that I’ve spoken to, they reckon it was really 
good, they were very happy from my understanding.” 
 
3.2.4 Family participation 

All interview participants commented on the issue of family participation, both 
positively and negatively. While most welcomed the participation of families, some 
found it problematic to gain families cooperation, while another expressed that the 
involvement of families was damaging for residents with dementia. 
 
“We invite families to special events, we encourage all families, and a lot of families 
chose not to come.” 
 

And 
 
“I had difficulty getting photo’s from the family, I asked them at the beginning, and 
they were always busy or couldn’t find them….as far as getting resources from them, 
it was very difficult.” 
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One staff member, who was not involved in the intervention, commented; 
 
“To tell the truth, every time the family comes in, behaviour [of residents] gets worse. 
Participation of families is a negative thing.” 
 
Positive perceptions included; 
 
“It helped us understand not just the people, but their families. We need to get them 
involved in things they can be involved in.” 
 
And 
 
“The family knows that person better than the nursing staff, nobody knows those 
people better than their own family. The more information you gather about a 
resident, the more knowledge you have to equip you to deal with adverse situations.” 
 
A non staff participant commented; 
 

“Everyone’s made welcome, it’s great.” 
 

4 Discussion 
This project reports a small study of staff, volunteer and family perceptions in one 
rural aged care facility which employed life story telling for its residents with 
dementia. The small size of the study is acknowledged; however, the findings need 
to be seen in the light of previously published work in this area. This study 
employed a qualitative methodology, to generate a better understanding of the 
perceptions of staff and families in collaborating to tell residents life stories. 
 
McKeown et al’s [20] literature review of life story telling describes many methods 
of using life story work. Predominantly the method used was staff collaboration 
with families or significant others through an interview format, as was the 
methodology of this study (though staff in this study received formal training to 
facilitate this). No single approach has been assessed as more effective, and is 
described as irrelevant given the aim. 
 
The results were biased towards those who had participated in the lifestory telling 
project, with more respondents from this group. This group perceived greater 
benefits to the care provided to residents as a result of the intervention, compared 
to those who did not. Those who did not participate in the training and 
intervention reported that there was minimal or no difference in the care of 
residents following the lifestory telling project. This is an important finding, as 
most qualitative studies focus only on the participants of the storytelling itself. It 
remains unanswered whether the benefit of improved resident care through 
lifestory telling extends only to the staff who participated, through improved 
insight which is not transferrable to other staff of the facility, or if it is a misplaced 
perception of the effects. Staff who did participate in the training and intervention 
reported increased understanding and improved relationships with families, which 
in itself is a basis for greater uptake of this work. 
 

This modest also study found that residential aged care staff (RAC) believed there 
are differing and competing expectations between staff and families in RAC 
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settings, and furthermore that families expectations are too high. Staff report that 
they placed high importance on getting to know residents and their families and 
that lifestory telling increased understanding between staff and families, gave staff 
a better understanding of residents, fostered a closer relationship and increased 
families confidence in staff of the facility. Previous research reports that residential 
aged care settings are not conducive to constructive staff/family relationships [21, 
22]. A good relationship between staff and families in residential aged care 
facilities (RACF’s) is essential to the provision of high quality care. Family and 
friends of residents are an extension of the person and their establishment of 
personhood which has long been recognised in the literature [9]. Lifestory telling 
provides a possible conduit to establishing constructive relationships in this 
setting. 
 
Proponents of lifestory telling support the finding from this study, that the act of 
collaborating in life story work improves relationships between staff and family 
members [20]. Staff members who did not participate in the training and 
intervention of lifestory telling reported antagonistic attitudes towards families, 
and perceiving no benefit from families participation in resident care. 
 

In this study and others [20, 23, 24] the value of life story telling was seen 
predominantly in its capacity to humanize residents, described as having a better 
knowledge or understanding of the resident as a person – which is the very 
essence of person-centred care. Several studies have used life story telling with an 
aim of preserving the identity or personhood of the older person [3, 23, 24] which 
is again the aim of person-centred care [12]. 
 
Staff who participated in the lifestory telling described that life story telling 
allowed them to understand the person they were caring for in the context of their 
past and helped to explain present behaviour patterns (observed in residents with 
cognitive decline associated with dementia). This understanding also extended to 
families, with staff describing a better understanding of the residents families and 
their expectations, which has also been found in other studies [2, 23, 25]. Staff 
valued the life story telling not only as a resource to get to know the resident 
better, but as an enjoyable activity for all concerned. 
 
Without exception previous research makes reference to life story work in helping 
staff to understand the resident, and viewing them as an individual. Life story 
telling is also reported to lead to more individualised care [26, 27] and 
identification of psychosocial needs that would otherwise remain hidden [28]. This 
factor is essential in the care of people with dementia who exhibit behavioural and 
psychological symptoms. This benefit was not reported by staff members who did 
not participate in the training and intervention. 
 
Overall, the study demonstrated that the act of participating in lifestory work 
results in improved staff perceptions of families and the benefits of their 
participation in care. Furthermore, there was a perception among intervention 
participants that lifestory work improved resident care. 
 

5 Conclusions 
Findings from this study highlight the importance of lifestory work not only for the 
benefit of person-centred care practices, but for the flow on effect on staff/family 
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relationships. Staff of RAC facilities and families working collaboratively to tell the 
stories of older people may help foster understanding between the parties, 
resulting in closer relationships. Further research, on a larger scale is needed to 
provide evidence of the positive changes that may assist in shaping and providing 
care and services for residents and their families in RAC facilities. 
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Abstract 
Objective: The aim of the project was to identify staff opinions of families in rural 
residential aged care, in light of the negative perceptions reported in the literature, 
to determine any similar opinions which may be barriers to introducing increased 
person-centred care practices. 
Method: A convenience sample of staff from three rural aged care facilities 
voluntarily participated in a quantitative survey by completing and returning a 
questionnaire on their opinion about working with families in aged care settings. 
Results: Forty six staff responded (46.9% return rate); with 85% of staff reporting 
that families should be encouraged to participate in the care of their relatives. 
However, the findings also report 87% of staff perceived that family members 
were hostile without good reason and 76% report families were angry with aged 
care workers and undermined their treatment efforts. 
Conclusions: Although numerous studies exploring staff/family relationships in 
Australian and overseas settings are reported in the literature, this is the first rural 
focused study of its kind. Family participation in all aged care settings is essential 
for provision of person-centred care practices. Current negative perceptions of 
families expressed by rural aged care staff requires further research to explore 
possible solutions to improving staff/family relationships. 
 

Key words 
Aged care, Family participation, Person-centred care, Residential care, Staff/Family 

relationships 

1 Introduction 
A good relationship between staff and families in residential aged care facilities 
(RACF’s) is essential to the provision of high quality care. Family and friends of 
residents are an extension of the person and their establishment of personhood 
which has long been recognised in the literature [1] and the subject of debate in 
philosophy and law. Personal identity is constituted in, and sustained through, our 
relationships with others [2]. RACF’s settings have grappled with the idea of 
personhood in resident care, possibly due to the predominant historical, task 
focused models of care employed. In recent years there has been a shift in 
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government policy in the aged care setting in Australia to embrace person-centred 
care and ‘humanise’ work practices [3]. 
 
An essential aspect of person-centred care is an in depth knowledge of the person 
being cared for [4] and the consideration of the residents broader relationships 
with family and friends. Previous research reports that residential aged care 
settings are not conducive to constructive staff/family relationships [5, 6]. When 
considering the fundamental involvement of families that is necessary to achieve 
person-centred care in the RAC setting, the element of relationships requires 
further exploration to better understand barriers which may exist. 
 
This research project aimed to identify staff opinions of working with families in 
RAC settings to identify any potential barriers in these rural settings, which may 
hinder person-centred practices. None of the previous studies accessed were 
explicitly described as rural, and the authors hypothesised that the relationships in 
rural settings would not reflect the results found in the literature. It was assumed 
that the social proximity of staff and families in these small Australian townships 
would translate into more favourable staff perceptions than those described in the 
literature. 
 

2 Methodology 
 
2.1 Setting 
The consenting facilities were three publicly funded 30 bed high care facilities. The 
three facilities were chosen due to their similarity and an existing relationship 
with researchers from the University of Melbourne’s Rural Health Academic 
Network, which provides research and education within the prescribed region. The 
towns in which the facilities were located varied in population from as little as 
5,000 – 14,000 people, but all relied on agriculture as the main industry [7]. 
 

2.2 Recruitment 
This was a small exploratory, cross-sectional convenience sample of residential 
aged care staff who were recruited for the quantitative study. All staff of the 
facilities was invited to voluntarily participate by poster displays and emails 
informing them about the process and aim of the quantitative study. Short 
questionnaires, developed by the researchers, were distributed to all staff by their 
own managers by attaching them to payslips or placing them in staff mail boxes. 
Consent was implied by anonymous return of the completed questionnaire. The 
questionnaires were distributed at each facility on the same day, with a four week 
return date for inclusion in the study. 
 

2.3 Measurement tool 
The questionnaire used sought demographic information about the participant’s 
age, years of experience, level of training and the predominant shifts worked. 
Furthermore, staff opinions about working with families were explored by 
modification of a previously validated tool used in the mental health field in 
Australia [8]. The scale sought responses to 20 statements about families and 
working with families on a 5-point scale from ‘strongly disagree’ to ‘strongly 
agree’. The scale was initially designed to study the opinions of mental health 
workers. In this study, where the words “Mental Health Workers” appeared they 
were replaced with “Aged Care Workers”. The questionnaire was also reduced 
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from 40 statements to 20 statements for brevity and relevance to the aged care 
setting. The statements included in the questionnaire can be seen in the results 
section. An open ended question was also included at the end of the questionnaire 
inviting comments from staff about working with families. 
 
Although the tool has not been validated in this setting, to our knowledge no other 
suitable tool existed to determine the required information. This tool was chosen 
because it explored attitudes and perceptions of staff working with families 
within an Australian health service setting. 
 

The questionnaire was pretested with a similar participant group, in another 
setting, to ensure clarity and participant understanding. Consistent responses 
during the pretesting phase and obtained from the study participants indicated 
reliability of the tool. This was a small exploratory study conducted at a local level 
to inform local practice. Psychometric testing of the tool is not appropriate in this 
case, as a resulting score that implies an outcome, was not the aim of this study. 
Further studies would require psychometric testing of the modified tool. The 
results were not intended to be generalized beyond the study population. A copy of 
the questionnaire can be obtained from the corresponding author. 
 

2.4 Statistics 
Data from the survey was analysed using SPSS version 17 software. Given the small 
sample size univariate statistics are reported. 
 
2.5 Ethics 
The research project was approved by the University of Melbourne Human 
Research and Ethics Committee (Project No 1033333.1). 
 

3 Results 
 
3.1 Participants 
Staff who responded to the survey included registered nurses, enrolled nurses and 
one personal care attendant. In Australia basic undergraduate training for 
registered nurses is a three year baccalaureate degree, for enrolled nurses a one 
year diploma and for personal care attendants a 26 week certificate course. 
Publicly funded aged care facilities offer eight hour shifts, morning afternoon and 
night. 
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The eligible sample size was 98 care staff, of whom 46 (46.9%) returned 
completed questionnaires. 
 
As shown in Table 1, the sample consisted of staff with a mean age of 46 years, who 
had an average of 19 years of experience. The majority (80.4%) worked as 
enrolled nurses, and predominantly (41%) worked a mixture of shifts. Despite 
their proximity, none of the staff reported working in more than one facility. There 
was no correlation between the designation of staff and their responses to the 
statements in the survey, nor did responses differ greatly between facilities and 
thus results were pooled for presentation. 
 
3.2 Survey results 
The statements about working with families presented in the survey were a 
combination of positive and negative statements. The fourteen negative 
statements and staff responses to the statements are shown in Table 2. There were 
only three negative statements that the majority of staff disagreed with, most 
responses indicating staff have a negative perception of working with families. 
There were only a small number of neutral responses to the statements. 
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Table 3 illustrates the six positive statements presented to staff and their 
responses to them. Three of the statements staff agreed with except 83% of 
respondents felt that staff were blamed when things go badly for the resident, and 
87% believe that family members are hostile without good reason. There was one 
statement about the ease of deciding which family members to work with which 
staff opinions were evenly divided on. 
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The overall negative perceptions expressed by staff to the statements in Table 2 
and Table 3 are also supported by some qualitative responses reported by staff in 
the open ended section, with one respondent saying: 
 
“Some families can be very stressful to deal with. It doesn’t matter what staff do, it 
won’t be right……….” And 
 
“Some family members are difficult to deal with. There needs to be mutual respect 
between staff and residents families as well as trust”. 
 
Respondents to the open ended questions also commented on hostility and anger 
towards staff by residents and their families, with comments such as: 
 
“Abuse (mainly verbal) from families is increasing, this is difficult for staff to cope 
with, there is minimal support for staff when this occurs” and, 
 
“….you can receive a lot of abuse from some families; you just have to keep your 
cool….” 
 
Another respondent reported: 
 

“Families only want what is best for the resident but may not always express this 
without hostility or criticism”. 
 
Although the survey responses indicated that staff perceived families to be able to 
manage the problem behaviours of their relative some respondents to the open 
ended question did not always agree that families are experts at managing their 
relatives, with one respondent commenting: 
 
“Families sometimes lack insight into the level of care that is needed to maintain 
resident’s needs.” 
 
Staff positively reported that families should be encouraged to participate in the 
care of their relative. As can be seen in Table 3, eighty five percent report that 
families should be encouraged to participate in care, and the majority also 
responding that there should be routine consultations with families (83%) and 
aged care workers have a responsibility to families and not primarily to the 
resident (72%). 
 
Qualitative responses overall support this opinion, with one respondent reporting: 
 
“Families need to feel welcomed and encouraged to share info and care of residents 
with aged care staff”. 
 
One staff member expressed at it was difficult to ascertain the level of involvement 
families wished to have, and possible reasons for this: 
 
“It is difficult to tell the level of involvement families are willing to have with their 
relative. I feel mainly due to lack of innovation to do so; lack of education and lack of 
initiative from the family and management.” 
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There were 32 (69.5%) responses reported by staff when invited to comment on 
working with residents families. Responses generally supported the opinions 
expressed in the questionnaire. There were six comments, however, that related to 
lack of support from management for staff when families were perceived as 
problematic. The examples were not isolated to one facility but common to all and 
included: 
 
“Not enough support from management for staff who care for difficult residents and 
family members” 
 
“I don’t think staff get enough support from management when dealing with difficult 
families” 
 
“There is minimal support for staff when abuse occurs” 
 

4 Discussion 
The response rate to this study was low (47%); however this is not dissimilar to 
other Australian studies surveying nurses [9-12]. Recruitment of participants is 
important for controlling bias and obtaining a representative sample, however 
rural research is notorious for small sample sizes and resultant difficulty in 
showing statistical significance [13]. The authors of this study opine that the low 
response rate whilst consistent with others could be biased by those with a 
negative attitude to families completing the survey [14]. 
 
Despite this study’s low response rate, the results are consistently the same, that 
nursing staff in aged care facilities view families negatively. To ameliorate non 
response bias, two non-respondents from each site (10% of non-respondents 
overall) were surveyed as a control method. This is a common method of 
controlling bias in questionnaires when response rates are low, to determine if 
those who did not respond differed greatly in their opinion from those who did 
[15, 16]. The six non respondents who participated in this exercise demonstrated 
that their opinions did not vary from those who did respond to the survey in the 
first instance with 83% (n=5) agreeing that families who do not initiate contact 
with staff want it anyway, and that many families are angry and frustrated with 
aged care workers. The same percentage agreed that the interests of residents are 
at odds with those of his/her family, 66% (n=4) disagreed that family members are 
never hostile without good reason and 50% (n=3) agreed that working with 
families is a battle. Although this does not allow generalization of how the entire 
sample might have responded it does lend some validity that non respondents to 
the questionnaire share similar opinions on working with families to those who 
did respond. 
 
The authors assumed that the perceptions of staff in rural locations would not 
reflect the negative findings in the literature, due to the social proximity of staff 
and families in these settings. The fact that the findings do not differ from 
metropolitan settings, or studies undertaken worldwide, suggests that it may be 
the structure of the facilities and/or work processes which facilitate the negative 
attitudes of staff. 
 

The study aimed to explore staff opinions about working with families in rural 
residential aged care, as a possible barrier to person-centred care. The results 
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demonstrate that high proportions of aged care staff do perceive families as 
problematic to work with, and that staff frequently encounter angry and hostile 
exchanges with residents’ families. Despite this staff reported that relatives were 
knowledgeable about their relatives and should be encouraged to participate in 
their care. 
 
Staff demonstrate an awareness that relatives possess knowledge about residents 
and in theory welcome their participation, which could potentially be used to 
improve care (i.e. through life story telling for residents with dementia), but that 
this may be precluded by an underlying hostile relationship between staff and 
families. Furthermore a number of staff provided qualitative accounts of an 
expressed a perceived lack of support from management when they encounter 
problematic, hostile and angry families. 
 

Aged care staff’s theoretical support of family participation has already been 
identified [5, 6, 17] by other studies and supported by this study. Despite the 
earlier findings of research, the recency of this study suggests little has changed in 
staff/family relationships in the aged care setting. 
 
Staff in this study recognise the value of families intimate knowledge of the 
resident’s and their potential to improve care. Families remaining involved and 
participating in care has been shown to be beneficial to residents with and without 
cognitive impairment, in previous studies [18-20]. Even very early studies [21] 
suggest that maximum family involvement is a powerful treatment resource. 
 
Like other studies [6] this study reports that aged care staff perceive families as 
being difficult to work with. There is evidence that developing care partnerships 
with families reaps benefits for residents and staff alike [20], suggesting a 
necessity for staff and families to find solutions to the existing barriers of working 
collaboratively. In addition, another study found that where families had good 
relationships with staff, care for residents was perceived as higher quality [22]. 
One study reports that a good knowledge of the resident minimizes the likelihood 
of difficulty in working with them and their families [23]. The underlying reasons 
for staff perceptions in this study were not explored by the tool utilized. 
 
Of greatest concern was the finding in this study that rural aged care staff 
frequently encounter hostile situations with families, and that families were 
perceived as being angry and frustrated with them. Maas [24] study reports that 
anger and hostility was increased when relatives felt excluded from care in 
institutionalized settings. Alternatively another study concluded that increased 
family participation may result in decreased satisfaction because they see 
firsthand problems with nursing home care and because a meaningful caregiving 
role after institutionalization is not facilitated by nursing homes [25]. Hostility and 
aggression towards nurses is well recognized in the literature [26] and like this 
study it is suggested that managers offer little support for staff affected. It is also 
implicated as a major factor in declining retention rates. 
Recent research suggests that staff in aged care facilities could be assisted in their 
roles if debriefing and pastoral care was available, and recognition given to 
stressful relationships with families [5]. 
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If staff in aged care settings hope to provide optimal care to residents through a 
model of person-centred care, then it is crucial that they develop good 
relationships with families. The cognitive deficits associated with dementia in aged 
care settings often exclude residents as true partners in care, and staff are wholly 
reliant on families to provide essential information. Good relationships and 
collaboration with families may also increase staff retention, increase families 
perception of the quality of care provided, reduce hostility towards care staff and 
improve overall resident outcomes. 
 
The authors assumed that staff/family relationships in rural RACF’s would be 
perceived favourably by staff. As no other published studies have a rural focus, this 
study adds an important dimension to the current literature. The negative 
perceptions expressed suggest that it would be useful for all RACF’s to employ a 
measurement tool to monitor their performance in relating to families, and 
establish more effective ways of forming partnerships in care. This study also 
supports the emerging literature that aged care staff require skills, not only in care, 
but also staff- family- resident dynamics, conflict resolution and customer service 
[5]. 
 

5 Limitations 
This study has limitations which must be considered when interpreting the 
findings. The validity of the measurement tool has not been tested in this setting 
and a larger study of this kind would demand psychometric testing of the tool to 
allow external validity and generalisability of the results. 
 
The convenience sampling strategy limits the ability to make generalisations to 
wider aged care settings. The small sample size means that the views expressed 
here cannot be assumed to be shared by all aged care staff, even within the 
facilities surveyed. 
 
The theoretical support of other findings does imply usefulness as a pilot study for 
a larger research project and may provide a useful framework for change in similar 
Australian settings. As with all research studies, the reader will be the final arbiter 
of the research’s broader transferability and relevance. 
 

6 Conclusion 
The significant opinion among rural aged care staff that working with families in 
residential aged care is problematic has clear implications. Providing person-
centred care for residents is more than an ideal expressed in government policy as 
a preferred model of care. The cognitive deficits commonly associated with 
residents demands the participation of their families to achieve this. The current 
climate of staff/family relationships in the aged care setting requires thorough 
research to definitively identify causes of dissatisfaction and hostility, and explore 
factors which may enable both parties to overcome these barriers. 
 
The issues raised in this study, and identified by other studies, requires attention. 
Aged care settings cannot hope to provide a gold standard of care for residents 
until person-centred care, in collaboration with families can be achieved. 
Determining staff perceptions of working with families, by utilising a similar tool 
will at least help RACF’s begin to monitor their performance in staff/family 
relationships. 
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Journal ranking = Unranked 
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Citation rate = 1 

 

  

Field weight (nursing)  

 

Dimensions field weight 

 

 

The study is further analysed using Pawson and Tilley’s (2010) realist 

evaluation framework to better understand what worked, for whom and why. 

Realist evaluation helps to understand what mechanisms or how context 

influenced the outcomes of the study. The publications using the realist 

evaluation framework are shown in Table 10 below. 
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Table 10: A summary of the publications in Chapter 9 using realist evaluation framework 

Publication Context  Mechanism Outcome Hypothesis generated (CMO) 

Ervin, K., Cross, M., & Koschel, 

A. (2012). Reducing the use of 

antipsychotics in dementia care 

through staff education and 

family participation. Journal of 

Nursing Education and Practice, 

3(6), 70–83. 

https://doi.org/10.5430/jnep.v3n

6p70 

 

Rural aged care 

nurses from 2 

RACFs in the 

Moira Shire, 

Victoria, 

Australia. 

 

Antipsychotic 

drug use for 

people with 

dementia in RAC 

in Moira and 

Benalla Shire, 

Victoria, 

Australia. 

Rural RAC staff 

participation in an 

educational intervention at 

two research sites and an 

additional lifestory work 

intervention at one site.  

A control site (Benalla 

Shire). 

A pre- and post-

intervention audit using 

Drug Usage Evaluation 

(DUE) of antipsychotics for 

people with dementia in 

three residential aged care 

facilities. 

 

Analysis of the DUE audits 

showed that at the sites where an 

educational intervention in 

dementia care were introduced 

there was a reduction in the 

inappropriate use of antipsychotic 

and a reduction in falls for people 

with dementia.  

 

Analysis of DUE audits showed 

that at the control site, where no 

interventions were implemented, 

antipsychotic use increased. 

Inappropriate antipsychotic 

use for BPSD is reduced 

after rural residential aged 

care staff education in 

dementia care. 

 

Inappropriate antipsychotic 

use for BPSD is further 

reduced when lifestory work 

is included as an intervention. 

Ervin, K., Cross, M., & Koschel, 

A. (2012). Working together in 

lifestory telling for residents in 

aged care facilities: A qualitative 

study of staff/family 

collaboration in aged care. 

Journal of Nursing Education 

and Practice, 3(6), 102–110. 

Rural RAC 

nurses in the 

Moira Shire, 

Victoria, 

Australia. 

 

Rural informal 

carers of people 

12 rural RAC staff 

members participation in a 

lifestory work intervention  

 

10 semi structured 

interviews with rural formal 

and informal carers about 

Analysis of the interviews showed 

that rural RAC staff and families 

who participated in lifestory work 

held positive perceptions about 

the intervention and expressed 

that there were benefits for 

people with dementia, and 

improved relationships between 

The perceived benefits of 

lifestory work seem to be 

limited to those who 

participated in the 

intervention, with non-

participants perceiving little or 

no benefit for residents 

following the intervention. 

https://doi.org/10.5430/jnep.v3n6p70
https://doi.org/10.5430/jnep.v3n6p70
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https://doi.org/10.5430/jnep.v3n

6p102 

 

with dementia in 

residential aged 

care in the Moira 

Shire, Victoria, 

Australia. 

 

the benefits or challenges 

of lifestory work. 

staff and families of people with 

dementia. 

Non-participants in lifestory work 

perceive that there were little or 

no benefits for residents as a 

result of the intervention. 

Participants in the 

intervention expressed a 

more person-centred 

approach to BPSD through 

improved knowledge of the 

person with dementia. 

Ervin, K., Cross, M., & Koschel, 

A. (2012). Staff perceptions of 

families in rural residential aged 

care. Journal of Hospital 

Administration, 2(1), 59–67. 

https://doi.org/10.5430/jha.v2n1

p59 

 

Rural residential 

aged care nurses 

in the Moira and 

Benalla Shire, 

Victoria, 

Australia. 

 

46 formal carers’ (nurses’) 

completion of a survey 

about working with 

families in RACFs. 

Analysis of survey responses 

show that rural formal carers have 

negative perceptions about 

informal carers (family members) 

of people with dementia. 

Rural RACF staff’s 

predominantly negative 

perceptions of families is a 

barrier to person-centred 

practices that enable 

improved management of 

BPSD for people with 

dementia. 

 

 

  

https://doi.org/10.5430/jnep.v3n6p102
https://doi.org/10.5430/jnep.v3n6p102
https://doi.org/10.5430/jha.v2n1p59
https://doi.org/10.5430/jha.v2n1p59
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Discussion – Chapter 9 

The context of the study presented in this chapter was three rural RACFs. The 

RACFs were chosen because they were all same sized, publicly funded 

facilities.  

Realist evaluation of the study identifies six separate mechanisms of the study. 

The mechanisms were; the use of a control site, Drug Usage Evaluation (DUE) 

of antipsychotics, an exploratory survey of staff about their opinions of working 

with families, the educational intervention (TIME for dementia), the lifestory 

work intervention and qualitative interviews with formal and informal carers 

about benefits of the lifestory work intervention.  

The use of a control site as a mechanism of the study increased the likelihood 

that any changes to outcome measures were a result of the intervention. 

Controlled study designs are considered the ‘gold standard’ in evidence-based 

research (Malay & Chung, 2012), so this was an important mechanism 

employed in the study to increase the validity of the results.  

Drug Use Evaluation (DUE) for antipsychotics and the dangers related to 

antipsychotic medication use has been described in the Chapter 8, and 

appropriate antipsychotic use was the major outcome measure for the study 

presented in this chapter. Pre- and post-evaluation of antipsychotic use 

demonstrated a reduction in inappropriate use at the sites where an intervention 

was implemented. Due to the high rate of falls for people prescribed 

antipsychotics (Janus et al., 2017), this outcome was also measured against the 

control, with a corresponding reduction at the intervention sites. 

The exploratory survey of staff about their perception of families in RAC was an 

important mechanism to detect any barriers to working with families of people 

with dementia to introduce PCC. Identifying barriers to practice is an important 

consideration in the implementation of any new ways of working (Ervin & 

Jeffery, 2015). Previous research by Bauer and Nay (2011) had reported 

relationships between staff in RAC and residents’ families were strained. 

Because of social cohesiveness (Moran & Mallman, 2019) and social proximity 

of people in small rural locations (Crowden, 2010), it was hypothesised that the 

results from Bauer and Nay’s (2011) study would not be applicable in rural 
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settings. However, analysis of the surveys identified significant barriers, which is 

a crucial finding. PCC for people with dementia relies on positive relationships 

between RACF staff (formal carers) and families (informal carers). The 

importance of PCC in managing BPSD has been discussed in Chapter 8 of the 

thesis. 

In the study presented in this chapter, lifestory work was introduced as a 

mechanism for staff to engage with residents’ families to foster PCC. Related 

research found that residents benefited from interventions that improved 

relationships between staff and families (Ervin et al., 2012d). Lifestory work is 

acknowledged as a valuable tool in introducing PCC for people with dementia 

(Gridley et al., 2020).  

Interviews with RAC staff and family members at the site where lifestory work 

was introduced showed positive perceptions about the benefits of lifestory work. 

However, an important finding from the study was that RACF staff who were not 

participants in the intervention perceived no benefits, suggesting active 

participation was the key to enabling improved understanding of BPSD. A great 

deal of research links BPSD with unmet needs of the person with dementia 

(Michelet et al., 2021; Tible et al., 2017). Further, BPSD may be a result of 

lifelong habits (Cohen-Mansfield et al., 2015), and so knowing a person’s 

history may help uncover the reason for the BPSD. 

The study had a number of limitations. With hindsight, a stepped wedge cluster 

research design (Hemming & Taljaard, 2020) may have yielded more reliable 

evidence of the effects of the intervention. Future research could consider an 

alternate study design to better account for multiple mechanisms.  

The DUE for antipsychotics is no longer available, and therefore the study 

would be difficult to replicate. The DUE was used because it measures multiple 

factors in appropriate prescribing (such as dose, concurrent medications and 

trial of cessation) rather than just prescribing rates that are potentially 

misleading by not giving a full account of antipsychotic use. An equivalent 

comprehensive evaluation of antipsychotic use has not yet been developed. 

An ethical consideration of the study was that care needed to be taken not to 

overstate the risks of antipsychotic use, and therefore ‘demonise’ use, when 
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antipsychotics can be a useful adjunct to managing severe BPSD (Lai et al., 

2022). Antipsychotics can be useful when BPSD poses a threat to the resident’s 

safety or the safety of others (Tampi et al., 2016). The risk was balanced by 

providing literature on indicators for appropriate antipsychotic use.  

Although the educational intervention used in the study is no longer available, 

there are various dementia training modules that could be utilised if replicating 

the study (Dementia Australia, 2020a). Education modules developed by 

experts are critical to ensuring evidence-based practice. 

The outcomes of the study in this chapter demonstrate positive changes to the 

appropriate pharmacological management of BPSD when education, coupled 

with methods of increasing PCC, is introduced. The staff survey used in the 

study provided important information on perceptions of families in RACFs that 

need to be addressed to increase models of PCC. 
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Dissemination of the study findings in Chapter 9 

The project in this final chapter with publications has also been presented at 

multiple international, national and regional conferences, which are shown in 

Table 11. 

 

Table 11: Conference presentations of the study in Chapter 9 

Title of 

presentation 

Speaker Conference Year Country/City  

Reducing 

antipsychotic 

prescription 

rates through 

family 

participation in 

dementia care. 

Ervin, K. Consumers 

Reforming 

Healthcare - 

DoH 

2011 Melbourne, 
Australia 

Invited - 

Plenary 

session 

Reducing the 
use of 
antipsychotics in 
dementia care 
through staff 
education and 
family 
participation.  

Ervin, K. 
 

Second 
international 
conference 
on ageing, 
(Ageing and 
Society) 

2012 Vancouver, 
Canada 

Peer 

reviewed 

abstract 

accepted 

Reducing the 

use of 

antipsychotics in 

dementia care 

through staff 

education. 

Ervin, K., 

Cross, M., 

Koschel, 

A. 

International 

Federation 

on Ageing- 

11th global 

conference 

on ageing. 

2012 Prague, 

Czech 

Republic 

Peer 

reviewed 

abstract 

accepted 

Understanding 

people with 

dementia. 

Ervin, K., 

Finlayson, 

S. 

Improving 

the patient 

experience, 

DHHS 

2012 Melbourne, 

Australia 

Invited 

speaker 

Reducing the 

need for 

antipsychotics in 

rural residential 

aged care. 

Ervin, K. National 

Dementia 

Congress 

2012 Melbourne, 

Australia 

Peer 

reviewed 

abstract 

accepted 
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Reducing the 
use of 
antipsychotics in 
rural residential 
dementia care 
through staff 
education and 
family 
participation. 

 

Ervin, K.  

 

22nd Annual 

Tri State 

Conference 

 

2013 

 

Albury, 

Australia 

 

Invited 

speaker 

Families are 

forever: Family 

participation 

improving 

resident care. 

Ervin, K. Better 

Practice – 

Aged Care 

Standards 

and 

Accreditation 

Agency 

2013 Melbourne, 

Australia 

Invited 

Speaker 

Staff family 

relationships in 

residential aged 

care. 

Ervin, K. Australian 

College of 

Nursing and 

Midwifery 

2016 Melbourne, 

Australia 

Peer 

reviewed 

abstract 

accepted  

 

An additional research output was a report to the funding body of the research: 

Ervin, K., Cross, M., & Finlayson, S. (2011). Reducing the need for 

antipsychotics in rural residential dementia care through family participation. 

Report to Dept of Health Statewide Quality and Safety Branch. 
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Practical outcomes of the research study in Chapter 9 

Aside from the project benefit to people with dementia of a reduction in 

inappropriate prescribing of antipsychotics, there were also benefits afforded 

through the research income. The funding facilitated training in dementia care 

for 25 RACF staff across two facilities and a further 12 staff in lifestory work. 

The training, which may not have been possible without research funding, lead 

to improved workforce skills in caring for people with BPSD, as well as 

strategies for communicating with families. Delivering the educational 

intervention locally also overcame barriers to education experienced by rural 

people, such as cost and travel (Spiers & Harris, 2015).  
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Chapter 9 summary 

For the study presented in this chapter, use of a control site provided greater 

evidence of causation than just a pre- and post-study design. The educational 

intervention was the likely mechanism for reducing inappropriate prescribing of 

antipsychotics for people with dementia. There was increased effectiveness 

when lifestory work was included.  

Identifying barriers to RAC staff working with families is essential to develop 

strategies to facilitate PCC for people with dementia in rural RACFs. 

Interventions to increase PCC, such as lifestory work, potentially only provides 

benefits to those who participate with no ripple effects for other staff in RACFs 

in managing BPSD in people with dementia.  

The study presented in this chapter is important as inappropriate antipsychotic 

drug use in dementia care continues to be problematic and unresolved. RACF 

staff education in dementia care, and interventions to strengthen staff and 

family relationships remain essential to person-centred practice for people with 

dementia. 

The following concluding chapter of the thesis will discuss the implications, 

strengths and limitations of the integrated body of research presented in this 

thesis. The importance of realist evaluation to assist in understanding the 

conceptual backbone and contemporary nature of the studies is justified, as well 

as the further impacts of the research and contribution to knowledge.  
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CHAPTER 10 – Discussion and conclusion 

The integrated body of research in this thesis by prior publication set out to 

answer the research question: How are formal and informal carers enabled to 

manage the behavioural and psychological symptoms of dementia in rural 

Victoria? 

The settings of the research varied from home care to acute care and 

residential aged care settings in rural Victoria. A discussion of the factors that 

influence dementia care in Australia was structured using Podgorski et al’s. 

(2021) biopsychosocial – ecological framework which identified dimensions 

consisting of individual, relationships, community, and society. Each of the 

studies presented in the thesis was analysed using Pawson and Tilley’s (2010) 

method of realist evaluation. 

Discussion 

The discussion of the context of care in Chapter 2 highlighted that although 

current legislation supports important principles in dementia care, such as 

choice and control, implementation of policy into practice has not met 

expectations and has served to further erode equitable access (Kullberg et al., 

2018). This is particularly true in the rural context (Farugia et al., 2021) which 

has practice implications such as poor recruitment and retention of formal care 

staff and lack of staff skilled in dementia specific care (Saurman, 2016), despite 

the increasing prevalence of dementia in rural regions.  

The Nurse’s Code of Ethics also supports best practice principles in dementia 

care by promoting a respect for the values, customs and beliefs of individuals 

and families (International Council of Nurses, 2012). While most aged care 

organisations and states of Australia have a code of conduct for workers, 

predominantly aged care workers are not nurses and are therefore not bound 

by the code of ethics (Bernoth et al., 2014) which diminishes the principles of 

this important tenet of care. 

Chapter 2 discussed the societal dimensions of care for people with dementia 

including a stigma and fear of a diagnosis that often deter help seeking or use 

of support services, especially for rural people (Dellemain & Warburton, 2013; 
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Hicks et al., 2021). This stigma leads rural people with dementia and their 

families to rely on informal networks for support rather than outside services 

(Judd et al., 2006; Morton et al., 2021), that may not sufficiently meet their 

needs and leads to carer stress and burnout, which was found in the first study 

presented in this thesis in Chapter 5. The current aged care system in Australia 

is also problematic in its complexity of access (Pagone & Briggs, 2021) with 

insufficient provision of services even when informal carers of people with 

dementia do manage to navigate the system and ask for help (COTA, 2018) . 

The current lengthy waiting periods for services (Visvanathan et al., 2019) adds 

to the already stressful circumstances that many informal carers’ experience. 

The development of the ‘Care Journal’ (Ervin & Reid, 2013) in response to 

findings from Chapter 5 aimed to ameliorate the complexity of navigating 

services in the rural area to assist carers of people with dementia. 

Podgorski et al’s. (2021) biopsychosocial – ecological framework enabled an 

understanding of the influences of the rural context of dementia care, and rural 

ageing. The ageing demographic in rural regions in Australia compared to urban 

areas is accompanied by an increased prevalence of dementia (Nichols et al., 

2022), that demands urgent solutions to the scarcity of services for rural people. 

Although dementia occurs in all geographical areas, rural people experience 

significant cumulative disadvantage which impacts on access to dementia care 

(Bernoth et al., 2012), and this is increasing (Baldwin et al., 2013). All of the 

studies presented in this thesis were undertaken within the context of rural 

dementia care aimed at exploring issues with a rural focus or introducing 

interventions aimed at ameliorating obstacles in rural dementia care. Using the 

community dimension of Podgorski et al’s. (2021) biopsychosocial-ecological 

model highlights the impact of rurality on dementia care, particularly the dearth 

of rural staff training in dementia care. 

Biopsychosocial relationships, including relationships between formal and 

informal carers of people with dementia was a focus of much of the research 

included in this thesis. The studies in Chapter 9 highlighted the necessity of 

good staff and family relationships in providing dementia care, that has been 

found in previous research (Bauer et al., 2014; Gilster et al., 2018). The 

relationship between a formal carer and the recipient of care and their family is 

central to all health care encounters, regardless of the setting (Kerasidou et al., 
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2021). While the studies in this thesis presented evidence that barriers exist in 

staff and family relationships (Chapter 9) it also presented evidence that simple, 

low cost interventions can improve relationships and/or the quality of care 

provided to the person with dementia.  

A biopsychosocial model is a way of understanding health and health outcomes 

from an individual to a societal level (Braveman & Gottlieb, 2014). Podgorski et 

al’s. (2021) biopsychosocial-ecological model shows the importance of the 

individual as a dimension of dementia care. It is the impact of dementia on an 

individual’s identity that is the foundation of all evidence-based dementia care. 

Critics of biomedical models of health care such as Healy (2016) reject the 

treatment of illness, disease or suffering without including the psychological and 

social effect on the individual. A person-centred approach to care considers all 

aspects that influence or impact on an individual (Ludlow et al., 2020) and 

person-centred frameworks informed the methodology of all of the studies 

presented in this thesis, as well as being an explicit mechanism of many of the 

studies.  

The biopsychosocial – ecological framework proved useful to structure, explain 

and understand the broader intersecting influences on dementia care in 

Australia. Any research or health care is incomplete without consideration and 

understanding of the influences beyond simple biological effects of illness 

(Healy, 2016).  

Realist evaluation 

Analysing the research studies in the thesis using a realist evaluation approach 

helped to understand the conceptual backbone and contemporary nature of the 

studies in terms of the context, mechanisms, and outcomes. The overarching 

context of rurality and the formal and informal carers within this context remains 

applicable to contemporary dementia care. In fact, the increasing prevalence of 

dementia in the rural context means the studies in this thesis remain relevant to 

rural dementia care and the findings can inform practice and provide solutions 

for positive impact for formal and informal carers in a rural setting. The studies 

presented in the thesis also include the various contexts of dementia care 

including home care, acute care and residential care providing perspectives on 
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issues and/or solutions in each context rather than being limited to one setting 

in recognition that dementia impacts broadly in all health care sectors.  

Summary of findings 

The thesis included five separate studies and multiple outcomes are reported. A 

summary of the research outcomes for each chapter with publications analysed 

using realist evaluation is shown in Table 12 below.  
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Table 12: Summary of the realist evaluation outcomes of the studies in the thesis 

Chapter Outcome 

 

 

 

5 

Administration of the DASS and NPI-Q to rural informal carers 
helps to identify carers’ experiences and the type and severity of 
BPSD and its impact on them. This could enable implementation of 
targeted person-centred interventions to manage BPSD. 
 
Identifying the support services used by rural carers of people with 
dementia is essential to detect gaps in service use to assist carers 
to manage BPSD in the care recipient, that may subsequently 
reduce their own stress, anxiety and depression. 
 
Identifying sources of stress for rural carers of people with 
dementia may enable targeted person-centred psychological 
support for carers to ameliorate stress. 

 

6 

Implementation of a volunteer program to deliver person-centred 
support to people with dementia in acute care settings is perceived 
by rural nurses as enabling improved care of people with dementia 
and BPSD. 

 

7 

Determining rural residential aged care nurses’ knowledge of 
BPSD helps to identify gaps in knowledge that can then be 
addressed to enable improved management of BPSD in people 
with dementia. 
 
Rural residential aged care nurses may be enabled to better 
manage BPSD using non-pharmacological methods if they 
perceived it was part of their role and had improved knowledge in 
using these methods effectively. 

 

8 

Rural residential aged care nurses have improved perceptions of 
PCC following an educational intervention in DCM. 
 
Inappropriate antipsychotic use in BPSD is reduced after rural 
residential aged care staff education in DCM 

 

 

 

9 

Inappropriate antipsychotic use for BPSD is reduced after rural 
residential aged care staff education in dementia care. 
Inappropriate antipsychotic use for BPSD is further reduced when 
lifestory work is included as an intervention. 
 
The perceived benefits of lifestory work appear to be limited to 
those who participated in the intervention, with non-participants 
perceiving little or no benefit for residents following the intervention. 
 
Participants in the intervention expressed a more person-centred 
approach to BPSD through improved knowledge of the person with 
dementia 
 
Rural RACF staff’s predominantly negative perceptions of families 
is a barrier to person-centred practices that may enable improved 
management of BPSD for people with dementia. 
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Each chapter of the thesis with publications, reported on the academic research 

impact aside from the immediate research outcomes. All of the studies 

presented were either exploratory studies to inform future interventions, or 

intervention studies aimed at translating research evidence into practice in rural 

dementia care. The focus on practical application is perhaps due to my 

gerontological nursing background and my ideological alignment with 

pragmatism, which Younas (2020) described as an important factor in bridging 

the gap between nursing theory and practice. Kelly and Cordiero (2020) also 

suggest that pragmatism produces research that is contextually relevant and 

actionable. The discussion of the theoretical framework of the thesis also 

identified that one of the aims of realist evaluation is to provide practical 

understanding and inform the thinking and knowledge-sharing of health 

practitioners, program participants and policy makers for improved outcomes 

(Pawson & Tilley, 2010), in other words to have ‘real world’ impact.  

Contemporary issues 

The research in this thesis should also be viewed against the backdrop of the 

impact of the COVID-19 pandemic, which had particular detrimental effects on 

people with dementia and their carers (Giebel et al., 2021; Greenberg et al. 

2020). The high levels of stress, depression and anxiety of carers found in the 

study presented in Chapter 5 is likely further compounded by the COVID-19 

pandemic. There are greater rates of social isolation and poorer psychological 

health for carers as a result of the public health restrictions in Australia in 2020-

21 (Wei & Kumfor, 2022). Rates of BPSD have also increased for people with 

dementia during the COVID-19 pandemic (Suárez-González et al., 2021), 

increasing the challenges for carers. Due to COVID-19 public health measures, 

the need for mechanisms to measure carer well-being, the prevalence of BPSD 

in care recipients and their access to service support is more critical now than 

ever. 

People with dementia in acute care settings are particularly vulnerable to 

COVID-19 as they may be unable to comply with instructions for infection 

prevention, and family support is also limited due to infection risk (Page et al., 

2021). The introduction of trained volunteers, such as that described in Chapter 
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6 may be more urgent to increase the safety of people with dementia in acute 

care.  

There is also evidence that the COVID-19 pandemic, that has necessitated 

physical distancing and infection control measures, including a reduction of 

visits from family and friends and social activities has led to worsening of BPSD 

for people with dementia in RACFs (Keng et al., 2020). This means that nursing 

staff in RACFs may be more challenged in meeting the needs of people with 

dementia since the studies in this thesis were conducted. Additionally, staffing 

levels have further decreased in many RACFs as a result of the pandemic 

(Karvelis, 2022) compounding formal carer’s abilities to manage BPSD. 

Krzyzaniak et al. (2021) reports that staff and family relationships in residential 

care have deteriorated in response to restrictions on family visits implemented 

by the Australian Government during the pandemic, with increased hostility 

exhibited by families. This suggests interventions to increase positive 

relationships between staff and families are still required, perhaps more urgently 

than at the time of the study presented in Chapter 9. 

The Australian Royal Commission into Aged Care Quality and Safety 

Despite the research in this thesis being conducted from 2010 to 2015 the 

broader issues and structural concerns affecting dementia care identified in the 

studies; such as carer distress, poor service utilisation, lack of skilled staff, gaps 

in staff knowledge about dementia and poor management of BPSD have not 

been resolved. Issues of quality and safety in dementia care have been the 

subject of over 30 major inquiries in aged care in the past two decades (Office 

of the Royal Commission, 2019). 

The Australian Royal Commission into Aged Care Quality and Safety (Pagone 

& Briggs, 2021) identified all of the concerns identified in the studies included in 

the thesis, with recommendations such as reduced complexity in navigating 

pathways to aged care services, resources to reduce waiting times for services, 

increased staffing levels, improved staff skill mix, education in dementia care 

and regulation of antipsychotic medication use. Few, if any, of the 

recommendations have been implemented, meaning that the issues that 

motivated the studies included in the thesis remain unresolved. It also means 

that the research presented in this thesis can inform contemporary dementia 
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care, as it is unchanged. The Australian Government recently pledged $522 

million to aged care reform in response to the Aged Care Royal Commission 

recommendations (Department of Health, 2022). Experts claim more than $10 

billion is required to implement the recommendations, signifying that the 

pledged funding will result in little change (Duckett et al., 2021).       

Of the 148 recommendations in the final report by Pagone and Briggs (2021), 

63 of the recommendations are directly related to the research in this thesis. 

The recommendations included but were not limited to; individualised care for 

older people based on their preferences which promotes dignity, acknowledging 

and respecting older people’s relationships, increased support for informal 

carers including the establishment of dementia support pathways, restricting the 

use of antipsychotic medications in dementia care, the promotion of volunteers, 

and ongoing dementia training for all aged care workers. The recommendations 

also included improved networks between research academics and aged care 

organisations to improve the delivery of care and enable translation of research 

evidence into practice. 

Strengths of the thesis 

Realist evaluation  

The mechanisms of the various studies presented in the thesis are key to 

understanding what works for whom and why and more importantly, why they 

remain relevant. Utilising validated tools to explore and measure elements of 

dementia care is essential to reliability and validity of the findings. The DASS 

(Lovibond & Lovibond, 1995) is still widely used and provides an accurate 

measure of carer well-being that must first be measured in order to be acted 

upon. Similarly, the NPI-Q is recognised as a reliable and comprehensive 

measure of BPSD and the effect on carers (Kaufer et al., 2000). A measure 

such as the NPI-Q is critical to targeting effective interventions to manage 

BPSD, and when used as a repeated measure can identify the effectiveness of 

any interventions introduced. Mechanisms to better understand service use by 

carers of people with dementia helps to identify gaps in service use and to 

further explore why services are or are not used to inform interventions for 

improved management of BPSD. 
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In RAC, measuring the knowledge of formal carers and barriers to evidence-

based dementia care is fundamental to implementing effective interventions that 

improve practice or models of managing BPSD. Interventions introduced should 

not only be evidence-based but rigorously evaluated for effectiveness. 

Evaluation also helps researchers and practitioners understand weaknesses in 

interventions or their implementation. Understanding the knowledge gaps for 

staff in RAC (Chapter 7) informed the intervention studies in Chapter 9 (Ervin, 

Cross, et al., 2012a, 2012b) showing the value of exploratory studies.  

Primarily, exploratory research identifies problems or questions within a specific 

context so that solutions are ‘place-based’. Casula et al. (2021) contend that 

exploratory research is very closely aligned with pragmatism in that it generates 

insights that allow further investigation and introduction of interventions. The 

strength of this thesis is the exploratory studies that preceded the intervention 

studies to ensure the interventions were targeted. 

Although the study regarding dementia care in an acute setting presented in 

Chapter 2 of the thesis was translational research, evaluation remains essential. 

Realist evaluation helps to understand causal factors to detect positive, 

negative or unintended consequences of any interventions implemented, and 

identify the intervention outcomes. With increased admission of people with 

dementia to acute care setting (Butcher, 2018), interventions such as the one 

presented in Chapter 6 continue to provide critical solutions to improved 

dementia care and management of BPSD in the acute care context.  

Research impact 

Penfield et al. (2014) argue that there are various forms of research impact, 

from intellectual contribution to socioeconomic impact beyond academia, 

though these authors also acknowledge that there are many limitations to 

assessing impact. Traditionally academic impact has been derived through 

citation metrics but more recently various other frameworks have been 

developed in recognition that metrics alone cannot convey the full impact of 

research (Penfield et al., 2014). The Australian Research Council (ARC) 

provide a broad framework for reporting research impact including inputs, 

activities, outputs, outcomes and benefits (Australian Research Council [ARC], 

2019). The studies included in this thesis align with the ARC ultimate research 
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outcome of having a clear and identifiable benefit to the Australian public (ARC, 

2021). 

One of the input dimensions of the ARC framework is research income. The 

individual funding grants that enabled the research projects totalled 

$160,000AUD. The funding was awarded to me as scholarships or as the 

principal investigator and predominantly spent on staff training. Research work 

and staff training are an ARC activity dimension of impact, as is community and 

stakeholder engagement. The various projects included multiple community and 

stakeholder engagement and training programs. In total there were 59 staff or 

community members who engaged in training in dementia care and multiple 

episodes of engagement with organisations within the region. The funding 

allowed training to be delivered locally removing barriers to education such as 

cost of training and travel to access it. This means the research enabled 

important training of staff and community members in dementia care that might 

otherwise not have been possible. The provision of evidence-based education 

and training for improved workforce knowledge led to better practice and 

positively impacted on managing BPSD.  

The academic outcomes of the research, including the quantity of publications 

and conference presentations, is also underlined by quality, demonstrated by 

the citation rates of the publications. Importantly, the recency of the citations 

(nine out of ten have been cited in the past two years) demonstrates that the 

studies remain applicable to contemporary dementia practice. The combined 

academic impact from the ten publications included in the thesis are shown in 

Table 13. 
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Table 13: Summary of the combined academic impact of the publications in the thesis 

 

Outcomes Total 

Citations 158 

Reads 1569 

Field weighted 

(nursing) 

Higher than 63% of other nursing publications 

Dimensions field weight 2.73 times more citations than average 

Conference 

presentations 

16 (4 international, 9 national and 3 regional) 

 

The studies included in this thesis show evidence of broad academic 

dissemination of the research findings, as well as the more discrete but 

important impacts related to inputs, activities and outputs of the various 

projects. The publications reveal individual project benefits such as improved 

antipsychotic prescribing for people with dementia in RAC, and perceived 

improved care for people with dementia in acute care settings. Both of these 

findings have distinct benefits for people with dementia in the rural regions of 

the study, by reducing the risk of known adverse effects of antipsychotics and 

reducing potential risks to people with dementia in acute care. Further, the 

dissemination of the findings regarding carer distress resulted in funding to 

develop resources to support them. Whether the positive findings of the studies 

were sustained could be determined by future research.  

The training interventions delivered to staff and engagement with organisations 

across the region as research partners facilitated the translation of research 

evidence into practice. This is important in light of Majid et al’s. (2011) research 

which found that local level research has far greater adoption and 

implementation into practice. Kristensen et al. (2015) also found that involving 

clinicians as research partners, rather than passive participants, helps to bridge 

the research–practice gap.  

The rural context of the research presented in this thesis is important. There is 

evidence of the need for health research to be undertaken with and for rural 

people (Wong Shee et al., 2022) for the ability to promote evidence-based 
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practice with additional broader benefits of staff retention. Webster et al. (2011) 

propose that research on topics relevant to rural practice drives positive practice 

change. The studies included in this thesis demonstrate the importance of 

strong partnerships and knowledge of context for local level research. 

Limitations of the thesis 

The thesis includes a diverse range of research projects, with an equally 

diverse range of findings. It was important however, to include projects from the 

various settings to give a comprehensive view of the impact of dementia, 

particularly the impact of BPSD, across informal and formal care settings. 

Because context is so crucial the findings may not be applicable to metropolitan 

settings or indeed other rural settings, but the intention was to inform practice at 

a local level that potentially limits generalisability. 

Recommendations for future research 

The Australian Royal Commission into Aged Care Quality and Safety (Pagone 

& Briggs, 2021) provided clear recommendations regarding the need for 

research in the delivery of aged care, including the aged care workforce, as well 

as the need for networks between academics and aged care organisations to 

assist in the translation of evidence into practice. This recommendation may be 

facilitated if some research funding to universities was targeted to aged care to 

embed researchers to investigate the reasons underlying poor quality care and 

practices. 

The final report by Pagone and Briggs (2021) also included a recommendation 

that a condition of approval for aged care providers should be the provision of 

education in dementia care for all aged care workers. It is essential that 

research evidence is utilised in developing the education programs and that 

evaluation is conducted to assess the benefits and effectiveness of the 

education in terms of improved outcomes for residents, such as a reduced 

incidence of BPSD for people with dementia.  

Other recommendations by Pagone and Briggs (2021) include the need for 

aged care workers to undertake training in trauma informed care, increasing the 

uptake of telehealth for improved access to health care, quality use of 
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medicines and utilising other health professionals such as Nurse Practitioners to 

improve aged care delivery. Demonstrating ongoing commitment and 

awareness of issues in aged care, I have been the principal researcher of 

multidisciplinary exploratory studies in all these areas of care (Ervin et al., 

2019b; Ervin, et al., 2021a; 2021b; 2021c) but these publications are not 

included in this thesis. The exclusion of the multidisciplinary studies conducted 

is a limitation of the thesis. Having embedded researchers in rural aged care will 

continue to facilitate high quality, local level research with immediate 

applicability. 

Conclusion 

The issues identified by the Australian Royal Commission into Aged Care 

Quality and Safety in 2021 in regard to dementia care, show that the 

management of BPSD remains problematic for both formal and informal carers. 

The COVID-19 pandemic has compounded many of the issues identified in the 

thesis; with increasing frequency and severity of BPSD, increased isolation and 

stress of informal carers, greater risks to people with dementia in acute care 

settings and lower levels of staffing in RAC. These issues should also be 

considered recognising that the prevalence of dementia is increasing in rural 

Australia.  

The research projects included in the thesis demonstrate that small rural 

research projects can facilitate evidence-based practice in dementia care, and 

thereby enable improved management of BPSD by formal and informal carers. 

The thesis also contributes to the body of nursing knowledge having been 

shaped by experiential nursing challenges of dementia care. The research was 

conducted by a nurse as the principal researcher and included nurses as 

research partners and participants. The thesis establishes that rural nurses can, 

and should, support evidence-based models of care for people with dementia 

and their carers.  
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