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Abstract 

Person-centred care (PCC) is currently considered best practice for the delivery of 

dementia care. Patients with a diagnosis of dementia often require a multidisciplinary treatment 

team approach across health and medical disciplines. Despite broad recognition of PCC as 

optimal dementia care, there are challenges translating PCC frameworks into routine clinical 

care. This thesis aims to investigate how clinicians’ individual psychological variables influence 

the provision of dementia care. Existing frameworks of PCC focus on implementing changes 

using a top-down approach within an organisation. This thesis provides a unique contribution to 

the literature by investigating how individual clinician factors influence the provision of care. 

Further, the identification of modifiable psychological variables provides direction for the 

development of required clinical intervention to enhance clinicians’ capacity to provide PCC.  

This body of research consists of three distinct research phases that produced five papers 

for publication. Each phase of research was guided by the previous stage, involving a review, 

two quantitative studies and one qualitative study. The first research phase consisted of a 

narrative review of the literature to identify the potential psychological variables of clinicians 

that may influence the provision of dementia care. This review showed that establishing a 

meaningful connection with patients who have a diagnosis of dementia is an important aspect in 

the delivery of PCC. The review also synthesised evidence-based research about death anxiety, 

ageism and coping strategies in the context of Terror Management Theory. Based on these 

findings, an argument was put forward that people with dementia elicit higher levels of death 

anxiety in clinicians based on patients being (a) older in age, and (b) having a degenerative 

condition, which may influence the provision of PCC. A model describing the possible influence 

of psychological variables on the provision of PCC was proposed for further examination. 
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The second phase of research consisted of two quantitative studies that investigated 

aspects of the proposed model from the narrative literature review. This phase consisted of an 

experimental study and a survey that produced two subsequent papers for publication. The first 

study was an examination of the relationship between death anxiety and fear towards patients 

based on the age and illness of the patient. Participants were 94 undergraduate nursing students 

who were presented with a fictional patient varied by age (29 years or 71 years) and illness 

(arthritis, cancer or dementia). The results showed that higher levels of death anxiety were 

associated with the older dementia condition compared to the other conditions, supporting the 

model proposed in the first phase of research. Greater fear was also associated with the dementia 

target patients. The second quantitative study examined the relationship between psychological 

variables such as death anxiety, coping strategies, and depersonalisation of a patient by clinicians 

who provide care to patients with a diagnosis of dementia. A study sample consisted of 119 

participants (83% female, Mage = 40.27, SD = 12.78) across disciplines including nursing, 

psychology, occupational therapy, social work, physiotherapy, medicine, dietetics and other 

allied health professionals. Mediation analysis showed that death anxiety had a significant 

positive effect on depersonalisation via coping strategies; however, there was no direct effect of 

death anxiety on depersonalisation. A direct relationship was found between death anxiety and a 

measure of patient engagement. These findings were interpreted in the context of the proposed 

model of PCC.  

The final phase of research was an exploration of the aspects of the provision of care 

from the perspective of clinicians who routinely provide dementia care. Specifically, the aim was 

to identify factors that influence the provision of care and what skills are used to establish 

effective, meaningful connections with patients who have a diagnosis of dementia. A qualitative 
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inquiry was conducted using semi-structured interviews for 12 nurses and allied health 

professionals employed at specialist older persons mental health services (inpatient and 

community). Thematic analysis was conducted across participant interviews. All participants 

discussed the importance of establishing an effective therapeutic relationship with patients who 

have a diagnosis of dementia. The results showed that factors which influence the delivery of 

dementia care include limited control for patient outcomes, societal views, own biases, and 

emotional challenges. Strategies used to manage these barriers include acceptance, use of 

reflective practice and workplace supports, and self-care practices. The final paper produced as 

part of this research details the qualitative inquiry regarding the skills needed to establish a 

meaningful connection with patients who have dementia, relevant to PCC. A thematic analysis 

identified five themes: empathy, unconditional positive regard, congruence, psychological 

flexibility and communication. 

Taken together, the findings from these studies make a unique contribution to the 

literature about the influence of psychological variables on the provision of dementia care. 

Several theoretical, clinical and policy implications from this research are discussed, including 

recommendations about the use of clinical interventions and training to enhance the quality of 

dementia care. The use of the clinical psychology intervention, Acceptance and Commitment 

Therapy (ACT), may be relevant to enhance the psychological flexibility of clinicians providing 

dementia care. Finally, skills training using known person-centred counselling principles may 

also be useful in promoting the translation of PCC principles into routine clinical care.  

Keywords: dementia; person-centred care; death anxiety; therapeutic alliance; 

psychological flexibility  
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1 

Chapter 1: Introduction 

1.1 Background 

Dementia care is at the forefront of health agendas across the globe and will become 

more critical with the projected rise in prevalence (World Health Organization [WHO], 2018). 

Person-Centred Care (PCC) is considered best practice for health and medical professionals 

when providing care in a dementia setting (Fazio et al., 2018). Empirical research has found that 

use of PCC is associated with better patient outcomes for people with dementia including 

enhanced quality of life and maintenance of self-esteem (Epp, 2003; Kim & Park, 2017) (see 

Chapter 2.3.2 Empirical Evidence Supporting the Use of Person-Centred Care). Further to this, 

those providing care to patients with a diagnosis of dementia show PCC is associated with their 

own reduction in stress, burnout and job dissatisfaction (Barbosa et al., 2015). There are varied 

definitions of PCC within the literature and differences in what PCC looks like in clinical 

practice. The consensus among researchers in this area is that establishing a meaningful 

relationship is a critical aspect in the provision of PCC (Fazio et al., 2018). 

Barriers to the provision of PCC exist at micro and macro levels spanning from an 

individual’s attitudes and beliefs, to workplace demands, and to more broad societal issues such 

as ageism. Indeed, high workloads and poor organisational culture are well established as 

restricting PCC practice (Chenoweth et al., 2010). Less is known about what occurs at an 

individual level for health and medical professionals providing care to patients with a diagnosis 

of dementia. Patients with a diagnosis of dementia generally present with complex physical, 

emotional and psychological needs that entail cross-disciplinary support involving different 

clinical training backgrounds.  
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A trend observed for health and medical professionals is that they often emotionally 

disengage from their patients with a diagnosis of dementia (Kitwood, 1997). The focus of care 

shifts from establishing a meaningful relationship to adopting a more task-oriented approach. 

This presents a challenge for health and medical professionals attempting to provide PCC 

because the patient relationship is considered a necessity of PCC practice. There is a limited 

understanding within the current literature about how psychological variables influence the 

provision of PCC and relational engagement with patients who have dementia. There is also a 

lack of consensus about the theoretical framework that underpins the delivery of PCC.  

The current literature supports an overhaul of current health systems that reduce health 

and medical professionals’ capacity to engage in meaningful relationships with patients who 

have a diagnosis of dementia (Fazio et al., 2018; Kitwood, 1997). An identified area to expand 

the current knowledge base and enhance the quality of care is exploring the individual 

psychological variables that impact the provision of PCC. 

1.2 Terminology 

People with a diagnosis of dementia are often discriminated against (WHO, 2015a). 

Researchers and clinical providers are moving towards more appropriate language when 

referencing people with a diagnosis of dementia. Historically, well-intended researchers have 

used demeaning language, such as the use of the term ‘demented patients’. The understanding of 

appropriate language use has evolved throughout this thesis project; therefore, earlier 

publications may reference now outdated terms when discussing dementia. In 2018, Dementia 

Australia developed guidelines about the approach to language use when referring to dementia 

and those who have a diagnosis of dementia (Dementia Australia, 2018a). The Dementia 

Australia guidelines state that the use of the term ‘dementia patient’ is appropriate in a medical 
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setting. The focus of this thesis is about the care provided by health and medical professionals to 

people with a diagnosis of dementia and is therefore relevant to medical/clinical settings. As 

such, ‘dementia patient’ or ‘patient with a diagnosis of dementia’ has been used for the review of 

the literature (Chapter 2) and discussion chapter of this thesis (see Chapter 9). The use of 

language varies across each of the publications presented in this thesis, depending on what was 

considered the most appropriate language at the time the manuscript was submitted for 

publication and the publication guidelines specific to each journal.  

Health and medical professionals who provide care to patients with a diagnosis of 

dementia include but are not limited to: psychologists, nurses, occupational therapists, speech 

pathologists, physiotherapists, social workers and other specialists such as geriatricians and 

psychiatrists. This cluster of professionals who provide dementia care will be referred to as 

‘clinicians’ throughout the remainder of this thesis. There is some variance about the terms used 

to describe clinicians across each of the publications dependent on the journal guidelines. 

1.3 Contribution of Thesis 

This thesis by published works contributes to the knowledge of factors that support the 

provision of PCC by clinicians to people with a diagnosis of dementia. It makes an original 

contribution to this field by providing a proposed theoretical model to understand the current 

workforce trends, identifying potentially modifiable psychological factors of clinicians that 

impact the care provided to patients with a diagnosis of dementia, and provides 

recommendations about clinical interventions that could enhance the quality of care. This thesis 

draws on theory and research from social psychology, positive psychology and clinical 

psychology along with cross-disciplinary research to propose a model of psychological variables 

of clinicians that influence dementia care. Aspects of this model are subsequently examined 
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through empirical studies. This thesis identifies specific modifiable psychological variables that 

facilitate establishing an effective relationship with patients who have a diagnosis of dementia. 

The final contribution is providing clear clinical recommendations about possible clinical 

interventions that could modify the psychological variables of clinicians to enhance the provision 

of PCC. The proposed recommendations are drawn from existing clinical psychology 

interventions and may be relevant to institutions or health care providers.  

1.4 Aims 

The overarching aim of this thesis was to identify factors that may influence the type of 

care provided to patients with a diagnosis of dementia by clinicians. The focus was on individual 

psychological variables rather than broader social-structural factors such as religion or the 

organisational culture related to PCC practice. The purpose was to identify factors that support 

clinicians engaging in a meaningful relationship with their patients, consistent with PCC 

principles. The aim was to better understand the psychological processes involved in providing 

dementia care and to be able to make recommendations about how to strengthen care practices.  

1.5 Structure of the Thesis 

This thesis is submitted in the format of a thesis by published works. The structure of this 

thesis is presented in Figure 1.1.  
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Figure 1.1 Research Phases, Aims and Overall Thesis Structure 
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A mixed-methods design was used across the thesis to address the aims of the thesis 

appropriately. The thesis included a review of the current literature to develop the proposed 

model, two quantitative studies testing aspects of the proposed model, and a qualitative inquiry 

using semi-structured interviews with clinicians routinely providing dementia care. As part of the 

thesis submission, there are four separate studies presented as five journal articles. Three of these 

journal articles have been published, one has been accepted for publication, and a final paper is 

currently under review. Each paper provides an individual contribution to the literature regarding 

the provision of dementia care. Taken together, the five papers investigate several aspects of the 

provision of care and guide clinical recommendations to enhance the quality of care and future 

research initiatives. 

Following the Introduction (Chapter 1), a review of the literature is presented (Chapter 2) 

summarising current issues within the dementia-care workforce and a description of the 

provision of care. The history, measurement and models of PCC are examined, followed by the 

presentation of relevant theoretical frameworks from social psychology and positive psychology. 

The literature review provides a rationale for the investigation of clinicians’ own psychological 

factors that influence the provision of PCC. Current gaps within the existing literature are 

identified, and five research aims for this thesis are proposed. Chapter 3 describes the research 

methodology used in this thesis across each of the studies. Justification is also provided for the 

use of a mixed-methods research design for this thesis based on the findings from Chapter 2. 

Chapter 4 is the first published paper of this thesis and is a narrative literature review of 

specific psychological factors of clinicians that may influence the provision of PCC. Using the 

findings from the review, a proposed model of the relationships between individual 

psychological variables and the provision of care is presented in this chapter. 
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Chapter 5 is the second published article in this research series. This paper presents a 

quantitative experimental study of undergraduate nursing students testing the aspect of the 

proposed model featured in Chapter 4. The study investigates how nursing students’ responses to 

a fictional patient vary depending on the (a) age and (b) illness of the patient presentation. This is 

relevant to dementia, given it is a degenerative condition that characteristically occurs later in 

life. Following this, Chapter 6 consists of a further article that has been submitted for peer 

review. The paper outlines a quantitative survey of clinicians who routinely provide care to 

patients with a diagnosis of dementia. The study examines the relationship between 

psychological variables of clinicians and aspects of dementia care. This study builds on the 

findings from Chapter 5 and further explores aspects of the proposed model presented in Chapter 

4. 

Chapter 7 presents the first of two qualitative articles based on the findings from one 

study. The qualitative paper has been accepted for publication. The study consisted of semi-

structured interviews with 12 clinicians who were employed across two specialist older person’s 

mental health services (inpatient and community). Thematic analysis was conducted and 

identified several themes of factors that influence the provision of care to patients with dementia. 

The following chapter presents a second thematic analysis that was conducted based on the data 

from this qualitative study (Chapter 8). This paper focused on identifying the skills that 

participants described using to establish effective therapeutic relationships with patients who 

have a diagnosis of dementia.  

The final chapter (Chapter 9) is the discussion and conclusion to the thesis. In this 

chapter, the results of each paper are discussed and synthesised in relation to the thesis aims. 

Theoretical, clinical and policy implications of the findings of this thesis are presented. The 
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strengths and limitations of the thesis are then discussed. Finally, future research 

recommendations are made, followed by concluding statements about the thesis contributions to 

the literature. 

1.6 The Use of Personal Reflexivity 

I have utilised personal reflexive language throughout this thesis where relevant. Prior to 

this thesis, I had only used third-person language in writing when referencing my own thoughts 

or actions in research, for example, use of the term ‘the author’ rather than ‘I’. Similarly, when 

commencing clinical practice in psychology, I was initially uncomfortable with the use of self-

disclosure with patients. Both my clinical and academic training had given me the impression 

that I needed to be slightly detached from my research or patients to be a professional. This 

experience of gaining confidence over time with the clinical use of self-disclosure is common 

(Davidson, 2019). Over time, my clinical experiences showed me that patients respond well to 

the use of self-disclosure when it is specifically used to enhance their therapeutic gains. Given 

this thesis focuses on the development of effective therapeutic relationships with patients who 

have a diagnosis of dementia, it felt natural to include aspects of self-disclosure as part of 

building a relationship with the reader. 

Simultaneous to my growth as a clinician I noticed that I, too, felt more personally 

connected to my research project. Part of the research for the literature review involved reading 

books on philosophy about what it means to be young or old, well or unwell and the experience 

of being alive or dead. These topics made me reflect on existential questions about my own death 

and dying. A product of this process was the desire to have a voice within this body of work. 

Further to this, one of the goals that I had when commencing this project was to ensure that the 

clinicians providing dementia care had ‘a voice’ in this research. Typically, the use of passive, 
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third-person language is considered appropriate in academic writing (Lerner, 2001). This is less 

so for qualitative inquiry, where personal reflexivity is encouraged to add richness to the data 

(Shaw, 2010). Therefore, personal reflexivity is used to provide my own clinical voice 

throughout this thesis where appropriate. The aim is that the use of this language adds richness to 

the presentation of the thesis and provides a sense of connection throughout. 
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Chapter 2: Literature Review 

2.1 Chapter Overview 

This chapter provides an overview of relevant literature regarding the potential impact of 

clinicians’ own psychological variables on the care that they provide to patients with a diagnosis 

of dementia. Further, the literature in this review also examines how clinicians are impacted by 

providing dementia care. This literature review critically examines existing models of dementia 

care and empirical research in this area. Current gaps within the literature are highlighted, and 

justification for this thesis is provided. This chapter also demonstrates the relevance of this 

research to the field of clinical psychology. 

The first section of this chapter provides an overview of dementia as well as 

considerations for the future dementia-care workforce. The following section is an overview of 

PCC, including the history related to the development of this approach to care, existing models 

and scales of measurement, empirical evidence supporting PCC use, and barriers to the provision 

of PCC. Two theoretical models (existential frameworks) are then presented that are relevant to 

the psychological factors that might influence the type of care provided to patients with a 

diagnosis of dementia. Psychological factors that potentially enhance the quality of care are 

discussed within the context of available clinical psychology interventions. Empirical evidence 

supporting the potential impact of psychological variables on care is presented, followed by an 

examination of identified gaps within the literature in this area. The possible outcomes of 

enhancing the quality of care are presented regarding benefits for patients with a diagnosis of 

dementia and those providing care. Finally, the five research aims of this thesis are presented. 
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2.2 Dementia 

2.2.1 Overview of Dementia 

Dementia is the overarching term used to describe a cluster of symptoms caused by 

disorders that affect a persons’ cognitive function (American Psychiatric Association [APA], 

2013). Symptoms of dementia include the loss of cognitive function such as thought process and 

reasoning ability beyond what is expected from normal ageing (WHO, 2019a). The Diagnostic 

and Statistical Manual of Mental Disorders (5th ed.; DSM-5) provides an overview of dementia 

and the impact on a person’s thinking, behaviours, memory and functional ability (APA, 2013). 

Common types of dementia include Alzheimer’s disease, Vascular dementia, Dementia with 

Lewy bodies, Front Temporal Lobar Degeneration, Huntington’s disease, and Alcohol-related 

dementia. These are neurodegenerative disorders that cause progressive and irreversible changes 

to the brain. Common symptoms associated with dementia conditions include a decline in 

memory and learning, and variances in attention or alertness (APA, 2013).  

Dementia ranges in severity, usually starting from mild cognitive impairment then 

progressing to greater disability. As degeneration occurs over time, people with dementia 

typically become more reliant on their carers and clinicians within the health care system. Varied 

biological and environmental factors contribute to the development of the different conditions 

that underlie dementia. Each of these subtypes or underlying conditions, such as Alzheimer’s 

disease, is defined with their own etiology and set of symptoms. People with a diagnosis of 

dementia also commonly experience comorbid mental health issues and behavioural and 

psychological symptoms of dementia, referred to as BPSD (Regan, 2016). BPSD are non-

cognitive neuropsychiatric symptoms such as apathy and irritability that commonly occur 

irrespective of the underlying subtype (Cerejeira et al., 2012). Existing medical treatments can 
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only slow the rate of degeneration caused by dementia, and there is currently no known cure 

(WHO, 2019a).  

2.2.2 Prevalence of Dementia 

Dementia Australia (2020) reported that there are close to 459,000 people in Australia 

living with dementia. This figure is projected to increase to over 1 million people by the year 

2058. Dementia is also the second leading cause of death within Australia (Australian Bureau of 

Statistics [ABS], 2019). Dementia typically occurs later in life, with the rate of incidence 

increasing over the lifespan. Almost one in ten Australians aged 65 years and over has dementia, 

increasing to three in ten for the over 85 years cohort (Brown et al., 2017). Dementia is 

considered the single greatest cause of disability in Australians aged 65 years and above 

(Australian Institute of Health and Welfare [AIHW], 2012).  

Advancements in medicine, public health literacy, and infrastructure mean that people are 

now living longer (Gawande, 2014). Further to this, there is significant population growth, 

particularly in low- to middle-income countries around the world (WHO, 2019a). Given that 

more people are now living longer, incidences of dementia will likely rise over time, consistent 

with estimates reported by Dementia Australia (2020). This trend is also reflected across the 

globe, with an estimated 50 million people currently living with dementia worldwide (WHO, 

2019a). It is anticipated that the global prevalence will reach as high as 152 million by 2050 

(WHO, 2019a).  

In 2015, the estimated global cost of dementia on social and health care systems was over 

US$818 billion, which is expected to rise almost threefold by 2030 (Alzheimer’s Disease 

International [ADI], 2015). The cost incurred is primarily due to the complex physical and 

psychological needs of people with dementia. People with dementia have degenerative 
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symptoms, along with the growing reliance on health care providers as the illness progresses 

(GBD 2016 Dementia Collaborators, 2019). The increased projected prevalence of dementia and 

the associated high economic burden suggest that there are global financial challenges ahead to 

meet the demand within health care systems.  

2.2.3 Global Health Care Considerations for Dementia 

In 2018, the WHO developed a position paper based on current issues within health care 

systems and potential areas for advancement to meet the future needs of people living with 

dementia. WHO recommended that a systematic and unified approach between countries is 

needed to meet the future demand on health sectors. One area identified by WHO for action is 

improving the diagnosis, treatment, care and support for people living with dementia. This is 

relevant to those employed in the provision of care in a dementia setting. The WHO paper also 

outlined human rights considerations for people with dementia. This is critical given that people 

living with dementia are considerably more vulnerable to potential human rights violations, due 

to being both older and heavily reliant on health care providers. WHO (2018) uses Australian 

recommendations for the provision of dementia care (Australian Health Ministers Advisory 

Council, 2015; Australian Human Rights Commission, 2012; Guideline Adaption Committee, 

2016) as a guide for other countries to draw upon. These recommendations include:  

• People with dementia are valued and respected, including their right to choice, 

dignity, safety (physical, emotional and psychological) and quality of life. 

• People with dementia, their carers and families receive care and support services 

when needed without discrimination.  

The dementia-care workforce ranges from staff that provide direct care, such as bathing 

and feeding, to clinicians for specialist services. The training that clinicians receive to enable 
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effective delivery of dementia care varies across a clinicians’ country of practice, educational 

institution, and their specific discipline of practice, such as psychology. WHO (2018) highlights 

the importance of cross-disciplinary research to enhance the quality of care rapidly and suggests 

that transferable skills are needed that can be applied across different health care settings. An 

example of this could be identifying factors that improve care that can be generalised across 

health and medical disciplines.  

2.2.4 The Current Health Care Climate of Dementia Care 

It is estimated that there are currently 1.6 million people within Australia who are 

involved in the care of a person with dementia in some capacity (Dementia Australia, 2020). 

Patients with a diagnosis of dementia usually require a multidisciplinary treating team to manage 

their physical and psychological health needs. These can be clinicians employed specifically in 

an aged or dementia-care setting, or clinicians that provide incidental treatment such as a nurse in 

an emergency room. Recently, there has been an increase in the number of full-time equivalent 

clinicians per 100,000 Australians (AIHW, 2018). However, there has been a decline in 

clinicians working within the aged-care sector (Senate Community Affairs Committee 

Secretariat, 2017).  

2.2.4.1 Barriers in the Health Care Sector Regarding Dementia Care 

Barriers to attracting and retaining clinicians to aged care include workplace conditions, 

such as staff ratios and remuneration (Senate Community Affairs Committee Secretariat, 2017). 

Poor staff conditions are associated with an increased risk of burnout. Burnout is ‘an 

occupational phenomenon’ and syndrome resulting from chronic workplace stress (WHO, 

2019b). Burnout is argued to occur across three dimensions, which are (a) loss of personal 

satisfaction, (b) emotional exhaustion and (c) depersonalisation (Maslach et al., 1986; WHO, 
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2019b). Burnout also has an effect on the type of care provided to patients. For example, 

depersonalisation is considered the consequence or response to emotional exhaustion and 

presents in clinicians as cynical behaviours or detachment from colleagues and patients (Maslach 

et al., 1986). The emotional and physical demands of providing care to patients with a diagnosis 

of dementia are recognised as a challenge for clinicians (Josefsson, 2012). Similarly, prospective 

or training clinicians also state that the anticipated physical and emotional demands are a 

deterrent for working with patients with dementia (McKenzie & Brown, 2014). There is also a 

perception that working within aged care is seen as a less-skilled area of practice (Senate 

Community Affairs Committee Secretariat, 2017). Discrimination towards people with dementia 

based on them typically being (a) older in age, and (b) having a degenerative condition may 

explain these perceptions about the provision of aged care and dementia care.  

2.2.4.1.1 The problem with being “Old”. Ageism is discriminatory behaviours or 

prejudice towards people based on their age (Martens et al., 2004). Ageism has been found in 

clinicians across disciplines and health care settings (Bodner et al., 2018). Older people often do 

not receive the same care as younger people, as exemplified in Ben-Harush et al.’s study (2016) 

that found older people often receive inappropriate or lower quality care compared to younger 

people. In addition, research indicates that clinicians adjust their speech similar to what would be 

used with a child during older persons’ care (Samuelsson et al., 2013), which can be associated 

with poor outcomes for dementia patients (Williams et al., 2009; Williams et al., 2017). One 

explanation for discrimination towards older people is that ageism is influenced by other 

underlying psychological variables. For example, Harris and Dollinger (2010) surveyed 265 

undergraduate students and found that students’ high in ageing anxiety rated the average 70 year 

old and themselves at 70 years of age more negatively than respondents with less ageing anxiety. 
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Therefore, individuals’ own attitudes towards ageing might influence their attitudes and 

behaviours towards older people.  

2.2.4.1.2 The problem with being “Ill”. A person’s health status is also associated with 

discriminatory attitudes and behaviours. A study by Pyszczynski et al. (1995) found that people 

distance themselves from fictional target persons with cancer and rate their own personalities as 

more discrepant from cancer patients, compared to other (less life-threatening) health conditions, 

such as a sprained ankle. Interestingly, Gekoski and Knox (1990) presented the idea that negative 

attitudes towards older people come from the view that older people are of ill health, rather than 

discrimination based on their age. The authors conducted a study of 120 undergraduate students 

to determine whether negative attitudes towards older people were based on the stereotype of ‘ill 

health’ or related to their age. Participants were presented with a fictional target manipulated by 

age (young, old) and health status (poor, average, excellent). A moderate effect was found for 

age, suggesting participants reported more negative attitudes towards the older target person 

compared to the younger target. A strong effect was found across all dimensions of the measure 

for health status. Specifically, the results showed that only target persons in the poor health 

condition were seen negatively regardless of age. The authors concluded that negative attitudes 

towards older people were based on the perception that they are of ill health, rather than their 

age. This is relevant for people with dementia, given that the condition is degenerative with no 

known cure. The assumption that dementia is a less attractive area of work may be influenced by 

biases and attitudes towards people with dementia. 

2.2.4.2 Attracting Clinicians to Dementia Care 

A report produced by the Senate Community Affairs Committee Secretariat identified 

strategies to attract more clinicians to work within aged care, such as changes to workplace 
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conditions and promoting aged-care placements for students in health and medical training 

programs (Senate Community Affairs Committee Secretariat, 2017). At present, aged-care 

coursework and placements vary significantly across institutions. Specific to dementia, it was 

identified in the report that there is a lack of dementia-specific training for the health and medical 

workforce. Specifically, clinicians are generally underskilled and, in turn, unable to manage the 

complex needs of dementia patients effectively. This also included difficulty in providing 

effective support around issues of death, dying and grief. Given the high mortality rate of 

dementia within the Australian community for patients over the age of 65 years, more specialist 

training is required. The Senate Community Affairs Committee Secretariat report acknowledged 

the current gaps between training opportunities and the skills necessary to provide high-quality 

dementia care. From a strategic perspective, PCC may be considered to bridge these gaps for 

clinicians providing care to patients with a diagnosis of dementia, as discussed in the following 

section. 

2.3 Person-Centred Care 

PCC is the broad term used to describe when a person is placed at the centre of their own 

care (Fazio et al., 2018; Kitwood, 1997). Currently, PCC is considered best practice when 

providing care to patients with a diagnosis of dementia; however, this often does not translate 

into actual clinical practice based on reports by people with dementia and their families (Granbo 

et al., 2019; Reilly & Houghton, 2019). To better understand the issues with implementing PCC 

into clinical care, the origins of PCC, models and measurement of PCC and barriers in the 

provision of PCC are reviewed in the following subsections. 
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2.3.1 History of Person-Centred Care 

PCC was popularised in counselling psychology by humanistic psychotherapist, Carl 

Rogers. Rogers (1980) states that establishing a meaningful relationship between a therapist and 

a client is critical in the provision of psychological care. Rogers believed that the medicalisation 

of psychological conditions and taking a position of power over clients is dehumanising to 

clients, thereby reducing their capacity for change. He believed that patients tend to self-actualise 

and work towards positive change that could be facilitated by having a meaningful and effective 

therapeutic relationship (Rogers, 1980). Rogers (1961) considered that all successful 

interpersonal relationships held the same blueprint that underpins successful therapeutic 

relationships. 

Aligned with Rogers’ (1961, 1980) position, Hubble, Duncan and Miller (1999) 

discussed the elements of successful psychological therapy and what supports positive change 

for clients. Hubble et al. (1999) used the ‘common factors’ research of Lambert (1992) to 

support the idea that the relationship between a client and therapist was foundational for any 

therapeutic change. Lambert (1992) compared client outcomes and found that different factors 

were associated with a greater degree of positive change. The factors investigated were client 

and extratherapeutic factors such as social support, the therapeutic relationship, expectancy and 

placebo effects and techniques unique to different therapeutic modalities, for example, cognitive 

behaviour therapy. Lambert (1992) found that the therapeutic relationship accounted for 30% of 

the variance of change in client outcomes compared to 40% explained by client and 

extratherapeutic factors, and 15% explained by expectance and specific techniques, respectively. 

Hubble et al. (1999) reflected on the importance of psychologists having the skills necessary to 

establish a successful therapeutic relationship, as it was initially considered more influential than 
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the therapy modality itself. Later, Duncan, Miller, Wampold and Hubble (2010) provided further 

clarification about their interpretation of the research conducted by Lambert (1992). Duncan et 

al. (2010) state that specific therapeutic modalities are important; however, a sound therapeutic 

relationship is foundational for an intervention to be successful. Duncan et al. (2010) 

acknowledge the contributions of Rogers in the development of PCC practice and the importance 

of establishing a relationship with clients. They also recognised the earlier work of Saul 

Rosenzweig (1936, p. 413), who observed that there could be an “indefinable effect of a 

therapist’s personality” that supported client change.  

In 1997, Thomas Kitwood published his seminal work titled Dementia reconsidered: The 

person comes first. This is acknowledged as one of the most widely accepted sources on the 

application of PCC principles in a dementia context. Kitwood’s conceptualisation of person-

centred dementia care focuses on treating the person with dementia as a valued individual, 

upholding their rights and dignity and providing the opportunity for meaningful relationships 

(Kitwood, 1997). These principles also align closely with the Australian guidelines for the 

provision of dementia care (WHO, 2018). The core objective of Kitwood’s (1997) 

conceptualisation is to preserve the dementia patient’s own sense of self, which includes who 

they are as people, their values, beliefs and experiences. Kitwood argues that given the 

deterioration associated with dementia, people rely more heavily on the relationships with others 

to affirm their sense of self, referred to as personhood. He defined personhood as: “the status that 

is bestowed upon one human being, by others, in the context of relationship” (Kitwood, 1997, p. 

8). 

Kitwood (1997) suggested that personhood is continuously reinforced by providing the 

opportunity for choice, the use of abilities, the expression of feelings, and living in the context of 
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relationships with others. Interpersonal connection allows personhood to remain even when there 

is cognitive decline. His description of interpersonal connection was developed from the 1922 

work of Martin Buber, which was translated from German to English in 1937. Buber (1937) 

suggested that there were two ways of approaching relationships: I–It and I–Thou. I–It is relating 

to people with detachment, instrumentality, distance, coolness and avoiding risk or vulnerability. 

Conversely, I–Thou relationships mean moving towards another person or god, involving self-

disclosure and spontaneity. Buber asserted that all people have a primary need for relationships 

and that we need to be the recipient of I–Thou relationships to have a sense of self. Kitwood 

(1997) argued that relationships which strengthened personhood provide new positive 

experiences in place of memory loss associated with dementia, as illustrated in the quotation, 

“Memory may have faded, but something of the past is known; identity remains intact, because 

others hold it in place; thoughts may have disappeared, but there are still interpersonal processes; 

feelings are expressed and meet a validating response” (Kitwood, 1997 p. 69). 

Kitwood (1997) put forward that love should always be at the centre of dementia care, 

followed by providing a person with dementia with comfort, attachment, inclusion, occupation 

and identity to support personhood. He suggested that personhood could be achieved through 

positive interactions between a person with dementia and those providing their care. Kitwood 

listed 12 types of interactions that maintain personhood, shown in the table below (see Table 

2.1). 
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Table 2.1 Definitions of the 12 Interactions that Promote Personhood 

Interactions promoting 
personhood 

Definition 

Recognition Acknowledgement of the person with dementia as a person, known by 
name, affirmed in his or her own uniqueness. 

Negotiation Person with dementia is consulted about their preference, desires and 
needs rather than using assumptions. 

Collaboration Working together with a shared, defined aim. 
Play Exercises that promote spontaneity and self-expression. 
Timalation Activities that promote sensory stimulation rather than cognitive 

stimulation. 
Celebration Sharing of joyful experiences. 
Relaxation Meeting social needs through shared relaxation. 
Validation Use empathy to attempt to understand a person with dementia’s 

experience. 
Holding Providing a safe psychological space whereby a person with dementia can 

be vulnerable and emotionally contained by the person providing care. 
Facilitation Enabling the person with dementia to do things that they would not 

otherwise be able to do. 
Creation Responding to a person with dementia when they spontaneously show 

interest or an ability to engage, e.g., they start to dance. 
Giving Responding to a person with dementia when they present an invitation to 

engage emotionally, such as expressing concern, affection or gratitude. 
Source: Kitwood (1997, pp. 90–92). 

Kitwood proposed that those providing care to people with dementia need to be able to 

recognise when there is an opportunity for positive interaction and respond appropriately. 

However, he stated that these conditions were often not provided and that the personhood of 

people with dementia was undermined. He described this social trend as malignant social 

psychology, whereby people engage in behaviours that disempower and depersonalise people 

with dementia. In Kitwood’s (1997) text, he uses the terms ‘depersonalisation’ and 

‘dehumanisation’ interchangeably. This concept refers to the process whereby people with 

dementia are seen as “not real people” or as less of an individual human being (Kitwood, 1997, 

p. 12). Kitwood identified 17 types of disempowering behaviours that contributed to the 
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depersonalisation process as part of the malignant social psychology trend. These are presented 

in Table 2.2 (Kitwood, 1997, pp. 46–47). 

Table 2.2 Definitions of the 17 Elements of Malignant Social Psychology 

Elements of malignant 
social psychology 

Definition 

Treachery Using forms of deception in order to distract or manipulate a person, or 
force them into compliance. 

Disempowerment Not allowing a person to use the abilities that they do have; failing to 
help them to complete actions that they have initiated. 

Infantilization Treating a person very patronizingly (or ‘matronizingly’), as an 
insensitive parent might treat a very young child. 

Intimidation Inducing fear in a person, through the use of threats or physical power. 
Labelling Using a category such as dementia, or ‘organic mental disorder’, as the 

main basis for interacting with a person and for explaining their 
behaviour. 

Stigmatization Treating a person as if they were a diseased object, an alien or an 
outcast. 

Outpacing Providing information, presenting choices, etc., at a rate too fast for a 
person to understand; putting them under pressure to do things more 
rapidly than they can bear. 

Invalidation Failing to acknowledge the subjective reality of a person’s experience, 
and especially what they are feeling. 

Banishment Sending a person away, or excluding them—physically or 
psychologically. 

Objectification Treating a person as if they were a lump of dead matter: to be pushed, 
lifted, filled, pumped or drained, without proper reference to the fact that 
they are sentient beings. 

Ignoring Carrying on (in conversation or action) in the presence of a person as if 
they were not there. 

Imposition Forcing a person to do something, overriding desire or denying the 
possibility of choice on their part. 

Withholding Refusing to give asked-for attention, or to meet an evident need. 
Accusation Blaming a person for actions or failures of action that arise from their 

lack of ability, or their misunderstanding of the situation. 
Disruption Intruding suddenly or disturbingly upon a person’s action or reflection; 

crudely breaking their frame of reference. 
Mockery Making fun of a person’s ‘strange’ actions or remarks; teasing, 

humiliating, making jokes at their expense. 
Disparagement Telling a person that they are incompetent, useless, worthless, etc., 

giving them messages that are damaging to their self-esteem. 
Source: Kitwood (1997, pp. 46–47). 
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These were behaviours where generally well-intended carers may inadvertently reduce a 

person’s sense of personhood or self. Kitwood used his PCC principles and the elements of 

malignant social psychology to develop an observational measure of PCC provision called 

Dementia Care Mapping (DCM; Kitwood & Bredin, 1992). DCM was later revised in 2005 by 

Bradford Dementia Group (see section 2.3.2.1). 

Kitwood (1997) argued that many of the elements that foster malignant social psychology 

of dementia (see Table 2.2) occur because the condition of dementia is associated with 

degeneration of the brain. He suggested that many people distance themselves from people with 

a diagnosis of dementia and adopt the medical model of care because dementia is a condition that 

is seen to have an organic or biological basis. Kitwood (1997) theorised that the medical model 

restricted a patients’ sense of ‘self’ and meant that others also saw them as ‘less human’. The 

depersonalisation of patients results in less individualised care and a loss of ‘selfhood’ for a 

patient.  

Overall, there has been a shift in health and medical disciplines towards the medical 

model (Leedham-Green et al., 2020; Treiber & Jones, 2015). This trend, referred to as the care–

cure dichotomy, means that clinicians are now often socialised to value occupational roles where 

they can ‘cure illness’ and ‘save lives’ rather than traditional ‘care’ roles (Stevens & Crouch, 

1995; Treiber & Jones, 2015). Leedham-Green et al. (2020) suggested that clinicians adopt a 

medical lens as a consequence of forming their own professional identity. Similar to Rogers’ 

(1980) viewpoint, Kitwood (1997) stated that clinicians working under a medical model of 

disease management tend to move away from PCC principles. This presents a challenge for 

patients with a diagnosis of dementia because this trend potentially reduces a clinician’s capacity 
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to provide PCC. This has potential implications for both patients with a diagnosis of dementia 

and the clinicians providing care, as discussed in the following subsection.  

2.3.2 Empirical Evidence Supporting the Use of Person-Centred Care 

The consensus is that PCC is beneficial for people with dementia and those providing 

their care (Barbosa et al., 2015; Epp, 2003; Fazio et al., 2018; Kim & Park, 2017). Current 

definitions and models of PCC are usually derived from the work of Kitwood; however, a 

variance can be observed across the literature regarding how PCC is defined and presented as a 

model. In relation to patients with a diagnosis of dementia, PCC has also been shown to reduce 

symptoms of BPSD such as agitation, depression and sleep disruption (Epp, 2003; Kim & Park, 

2017; Li & Porock, 2014), and improve the quality of life and maintenance of self-esteem (Epp, 

2003; Kim & Park, 2017).  

In 2014, Li and Porock conducted a narrative review investigating the effectiveness of 

PCC interventions that aim to shift the culture of long-term care facilities to align with PCC 

principles. The authors identified nine articles specific to dementia and concluded that there was 

evidence supporting that PCC in long-term care facilities achieved through changes to the 

organisational culture around the provision of dementia care was effective in (a) enhancing 

psychological wellbeing, and (b) reducing BPSD and the use of psychotropic medication 

prescription for patients. Organisational culture change occurred from adaptations to the physical 

environment of the care facilities, staff training, and change of management systems within an 

organisation. Li and Porock highlighted that typically organisation culture change studies tended 

to focus on adapting the physical environment and often overlooked the importance of staff 

training and shifting organisational processes to promote PCC practice. Further, the authors 
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found inconsistencies in current research pertaining to the definition, measurement and rigour of 

study design as areas for future research development. 

Subsequently, in 2018, Fazio and colleagues reviewed the principles of PCC against 

current research studies of dementia care. Part of this paper included a narrative review of the 

relevance of selfhood in PCC. The authors concluded that there was sound evidence that people 

with dementia can retain aspects of their sense of self and personal identity despite a cognitive 

decline. In line with Kitwood’s (1997) suggestion about maintaining self through personhood, 

Fazio et al. (2018) concluded that PCC principles were relevant in the provision of dementia 

care. Specifically, Fazio et al. (2018) recommended that those providing care know the person 

with dementia (past and present) and establish nurturing, authentic relationships. 

For those providing care to patients with a diagnosis of dementia, PCC may also have 

positive effects, reducing stress, burnout and job dissatisfaction (Barbosa et al., 2015). Barbosa 

and colleagues (2015) conducted a systematic review of the literature examining the relationship 

between wellbeing and burnout outcomes for clinicians using PCC when working with patients 

who have a diagnosis of dementia. The authors identified seven papers that fulfilled their 

research criteria, with five of the studies supporting overall improvements in clinician wellbeing 

when using PCC. This included post-intervention reduction in depersonalisation (a form of 

burnout; Passalacqua & Harwood, 2012), reduced stress (Finnema et al., 2005), and enhanced 

job satisfaction (Schrijnemaekers et al., 2003). A problem that Barbosa et al. (2015) identified 

with the articles reviewed were the inconsistencies in the measurement of wellbeing outcomes 

except for burnout. Methodological issues identified included difficulty distinguishing the 

aspects of PCC interventions that resulted in change and limited change maintained at follow-up 

testing. One of the challenges in generalising PCC research is the inconsistency across existing 
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literature about how PCC is defined and applied (Fazio et al., 2018). Currently, there is not a 

universal model, intervention or scale of measurement of PCC. The following subsection 

discusses the current models of PCC and measures of PCC that exist within the literature. 

2.3.2.1 Models of Person-Centred Care 

Various descriptions of PCC are used throughout the current literature. This is partly due 

to gaps between Kitwood’s (1997) clear conceptualisation of what constitutes PCC and the 

practical implementation of his principles in clinical practice (Dewing, 2008). To advance 

Kitwood’s (1997) ideas into clinical practice, researchers and clinicians have developed different 

definitions and conceptualisations of PCC, and also measurement tools for implementation 

within dementia settings. 

Two comprehensive literature reviews have examined different conceptualisations 

(definitions and models) of PCC. Kogan and colleagues (2016) conducted a systematic literature 

review to investigate the current provisions of PCC in the United States of America, to examine 

specific descriptions of PCC that exist within the literature, and to identify important elements in 

the provision of quality PCC. Close to 3,000 articles were identified in the search. The authors 

used the systematic review findings to generate 17 central principle values of PCC across the 132 

articles reviewed that could be consolidated into six key principles: 

1. holistic or whole-person care 

2. respect and value 

3. choice 

4. dignity 

5. self-determination 

6. purposeful living (Kogan et al., 2016). 
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The authors also determined a total of 15 unique definitions of PCC for older people 

across these articles. The core principles of PCC identified from this review are consistent with 

Kitwood’s (1997) proposed principles of PCC. 

A further literature review was conducted by Fazio and colleagues in 2018. The authors 

reviewed the major models and methods of measurement of PCC to date. This was not a 

systematic review; however, they provided critical analysis regarding current gaps within the 

literature in relation to the conceptualisation and measurement of PCC. The authors concluded 

that evidence continues to support the general principles of PCC as best practice within dementia 

care. The authors made six practice recommendations based on the overarching principles of 

PCC that were observed across studies in their review. These recommendations were to:  

1. know the person living with dementia 

2. recognise and accept the person’s reality 

3. identify and support ongoing opportunities for meaningful engagement 

4. build and nurture authentic, caring relationships 

5. create and maintain a supportive community for individuals, families, and staff 

6. evaluate care practices regularly and make appropriate changes (Fazio et al., 2018).  

Fazio et al. (2018) highlighted that the variance between definitions and models of PCC 

limit the scope of generalisations that can be drawn scientifically from current PCC research. 

Although factors of personhood, such as dignity and holistic care, are described in these models, 

the importance of developing care relationships is perhaps underrepresented. Currently, there are 

three widely recognised models of PCC that emphasise the importance of developing a 

relationship with patients who have a diagnosis of dementia. These include the VIPS framework, 
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the Person-Centred Nursing Framework, the Sense Framework, and establishing ‘authentic 

partnership’, as discussed below.  

The VIPS framework is a widely recognised model of delivering PCC and was developed 

by Brooker in 2003a. The model suggests that the following are necessary for the provision of 

PCC:  

1. Valuing the person 

2. providing Individualised care 

3. taking on the Perspective of the person with dementia 

4. providing a positive Social environment that promotes wellbeing [capitalisation used 

to explain the shorthand name ‘VIPS’]. 

This framework uses a top-down approach to enhancing PCC practice (micro-level) by 

shifting the organisational culture (macro-level) towards PCC principles. The VIPS framework 

consists of guidelines to develop an organisational culture that empowers and supports frontline 

staff (clinicians) in the delivery of PCC. The VIPS model was developed from Kitwood’s (1997) 

original PCC framework and is designed to enhance the delivery of PCC by supporting the 

patient’s ‘personhood’. Despite the VIPS model primarily targeting changes at an organisational 

level, clinicians are encouraged to routinely reflect on their adherence to the VIPS framework. 

According to the VIPS framework, empathy and communication skills are required for 

individual clinicians to provide PCC. There is merit in extending the VIPS framework to better 

understand how to implement PCC into clinical practice at an individual level (Brooker & 

Kitwood, 2019; Røsvik et al., 2013). An example of this would be to extend our understanding of 

the psychological factors of clinicians beyond empathy and communication skills that support 

the delivery of PCC.  
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The Person-Centred Nursing Framework developed by McCormack and McCance (2006) 

provides an overview of the prerequisite personal characteristics of nurses needed to provide 

PCC. These prerequisites are to (a) be professionally competent, (b) have developed 

interpersonal skills, (c) have a commitment to the job, (d) have clarity of beliefs and values and 

(e) knowing ‘self’ (self-awareness) (see Figure 2.1). This framework also states that a focus 

should be on engagement with patients with dementia and that nurses should adopt a sympathetic 

presence as a way to connect with patients. 

Figure 2.1 The Person-Centred Nursing Framework 

 

 

Source: McCormack and McCance (2006). 
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patients. These principles need to be further developed in order to operationalise this framework 

into routine clinical care. For example, consideration of what clinical interventions or skills are 

required to enhance a clinician’s capacity to engage with patients, offer a sympathetic presence 

or develop ‘knowing self’. More research is needed to understand how these skills can be 

generalised across health and medical disciplines.  

The Senses Framework developed by Nolan and colleagues (2006) is another model of 

PCC developed from Kitwood’s (1997) ideas. This model focuses specifically on the relationship 

between a person with dementia and those who provide their care, including clinicians. The 

framework describes six specific domains that are to be met to foster effective working 

relationships, being a sense of security, continuity, belonging, purpose, achievement and 

significance. Nolan et al. (2006) argued that establishing each of these domains is mutually 

beneficial for patient and carer outcomes. The authors provide strategies to enhance each of the 

six senses for patients with a diagnosis of dementia and the clinicians providing care. For 

example, a patient’s sense of belonging can be enhanced by clinicians using a patient’s preferred 

name. The model suggests that strengthening the domains for clinicians also creates a mutually 

beneficial environment for those providing care. For example, a clinician’s sense of belonging 

can be enhanced by having a core team of consistent staff members. Nolan et al. (2006) stated 

that both clinicians and patients with a diagnosis of dementia had optimal outcomes when they 

both have each of these six senses met. Similar to the VIPS framework, the Senses Framework 

places emphasis on how organisational culture and processes support the delivery of PCC, such 

as clinical supervision and operational considerations. Again, there is limited exploration of the 

individual characteristics of clinicians or their individual skill set that may impact the care that 

they provide in this model. 
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In 2012, Dupuis and colleagues coined the term ‘authentic partnership’ to describe the 

relational engagement necessary between a person with dementia and a clinician. They identified 

that although patients with a diagnosis of dementia were ‘placed at the centre of care’ in PCC 

models, it is often tokenistic and often patients have limited influence over the care that they 

receive (Dupuis et al., 2012). The model states that people with dementia, their informal carers 

and clinicians are to all equally contribute to the care partnership. This occurs across three core 

principles being: to have genuine regard for self and others, synergistic relationships, and a focus 

on the process. Genuine regard for self and others involves demonstrating mutual value, concern 

and care towards all of those involved in the care partnership (person with dementia, their 

informal carers and clinicians). Synergistic relationships refer to the sharing of knowledge, 

continuous learning and collective wisdom that occurs from having all parties involved in the 

care process. Finally, focus on the process involves being open to continuous learning and 

unlearning as the partnership progresses, being flexible and responsive to change, learning from 

mistakes, and being open to creative and non-traditional ways to provide care. Dupuis et al. 

suggest that the aforementioned principles can be achieved when clinicians are connected and 

committed to the process, create a safe place for members of the partnership, value diverse 

perspectives, establish and maintain open communication, and conduct regular critical reflection. 

Further research is needed to identify the underlying psychological variables that allow a 

clinician to engage in this process. For example: exploring how a clinician demonstrates the 

capacity to develop synergistic relationships. 

Macdonald (2018) suggested that clinicians need to develop their own individual skills 

and mindset to promote the provision of effective relational dementia care. As such, a bottom-up 

investigation of the skills that facilitate establishing a therapeutic relationship with patients who 
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have a diagnosis of dementia may support the delivery of the aforementioned models. A further 

limitation on the current knowledge base is the measurement of PCC..  

2.3.2.2 Measurement of Person-Centred Care 

Similar to PCC models, there is variance across the current psychometric measures of 

PCC practice. Fazio et al. (2018) reviewed the current literature regarding PCC measures 

identifying a number of quantitative measures exploring critical features of Kitwood’s (1997) 

conceptualisation. Often these measures, like the models of PCC, placed less focus on the 

therapeutic relationship between a clinician and person with dementia than other aspects of PCC, 

such as personalising a care environment. The summaries of psychometric measures of PCC 

presented by Fazio et al. (2018) were not identified from a systematic review of the literature. 

Instead, Fazio et al. reported the findings from an earlier systematic review of PCC measures 

(Edvardsson & Innes, 2010) and included additional measures published since 2010 in the 

literature. However, it was unclear what process had been used (e.g., a systematic review) to 

source each of the additional measures identified in the Fazio et al. (2018) review paper.  

Edvardsson and Innes (2010) conducted a critical comparative review of published tools 

examining PCC for older people and people with dementia. The authors identified 12 separate 

tools in the literature and subsequently compared each for conceptual influences, perspectives 

studied and intended use, applicability, psychometric properties, and credibility. In 2016, 

Wilberforce and colleagues conducted a systematic review and critical appraisal of available 

measures examining PCC of older adults. The initial search of the systematic review yielded 

2,235 published papers. The authors identified 11 individual measures that met the eligibility 

requirements. A summary of the measures identified in the three review papers is presented 

below in Table 2.3. 
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Table 2.3 Summary of Person-Centred Care Measures Identified by Three Review Papers 

Name of 
measure 

First 
referenced in 
the literature 

Number of items and scale Conceptual origins Context 1 2 3 

Dementia Care 
Mapping 

Developed in 
2001, 
referenced as 
Brooker and 
Surr (2005) 

Four domains: 
1. mood enhancers (N = 6) 
2. behaviour categories 

(N = 23) 
3. personal detractions 

(N = 17), and personal 
enhancers (N = 17) 

Items are rated on a 2-point scale 
ranging between ‘detracting’ 
and ‘highly detracting’ for personal 
detractions and ‘enhancing’ and ‘highly 
enhancing’ for personal enhancers 

Concepts of 
personhood, malignant 
social psychology, 
positive person work 

Long-term aged-
care and residential 
care settings 

X  X 

Measure of 
Individualised 
Care 

Chappell et al. 
(2007) 

Three domains of individualised care:  
1. knowing the person (N = 13) 
2. autonomy (N = 15) 
3. communication (N = 18) 

Measured on 4-point, 5-point and 5-
point Likert scales, respectively.  

Individualised nursing 
care in long-term care 
facilities for people with 
dementia 

Residential and 
nursing home 
setting, long-stay 
hospital wards, 
sheltered housing, 
home services, and 
other long-term 
stay facilities 

X X X 
 

Family 
involvement in 
care 

Reid et al. 
(2007) 

Two domains:  
1. family perceived 

involvement (N = 20) 
2. the importance attached to 

family involvement (N = 18)  
Measured on 4-point Likert scales 

Measuring family 
perceived involvement 
in care of people with 
dementia  

Long-term care 
facilities  

X  X 

Person-Centred 
Care Assessment 
Tool (P-CAT) 

Edvardsson et 
al. (2010)  

Three domains: 
1. personalising care (N = 7) 
2. organisational support 

(N = 4) 
3. environmental accessibility 

(N = 2) 
Measured on 5-point Likert scales 

Personalisation, 
organisational support, 
environmental 
accessibility 

Long-term aged-
care and residential 
care settings 

X X  

Patient-Centered 
Family-Focused 
Care (PCFFC) 

Hannum Rose 
et al. (2007)  

N = 8, measured on a 5-point Likert 
scale 

Palliative care literature 
integrating ‘whole 
person’ perspectives 
with family-centredness 

Frail elders using 
veteran ambulatory 
care centres 

 X  

Person-Centred 
Health Care for 
Older Adults 
(PCHCOA) 

Dow et al. 
(2013)  

Eight domains, total scale (N = 31): 
1. involvement in care planning 
2. finding out goals 
3. supportive working 

environment 
4. co-ordinated contract 
5. meeting practical needs 
6. meeting communication 

needs 
7. getting to know the 

individual 
8. attitudes towards PCC 

Measured on 5-point Likert scales 

Policy-driven 
conceptualisation of 
person-centredness in 
hospital settings 

Hospital wards, 
rehabilitation and 
continence clinics 

 X  

Person-Directed 
Care 
measurement 
tool (PDC) 

White et al. 
(2008) 

Six domains, total scale (N = 50): 
1. knowing the person (N = 7) 
2. comfort care (N = 8) 
3. autonomy (N = 7), 

personhood (N = 7) 
4. support relations (N = 6) 

work with residents (N = 5) 
5. personal environment 

(N = 4) 
6. management(N = 6) 

Measured on 5-point Likert scales 

Personhood, 
autonomy/choice, 
knowing the person, 
comfort, nurturing 
relationships, physical 
and organisational 
environment 

Residential care, 
assisted living and 
home care settings 

X X X 

‘Untitled’ Terada et al. 
(2013)  

N = 8, measured on a 4-point Likert 
scale 
 

Environment, 
autonomy, social 
contact 

Long-term 
geriatric wards 

 X  
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Name of 
measure 

First 
referenced in 
the literature 

Number of items and scale Conceptual origins Context 1 2 3 

Personhood in dementia 
 

Person-centred 
Climate 
Questionnaire 
(PCQ)—staff 

Edvardsson et 
al. (2009) 

Three domains: 
1. safety (N = 5) 
2. everydayness (N = 5) 
3. community (N = 4) 

6-point Likert scale across  
 

Competency of staff, 
personalising care, 
personalising the 
environment, having 
choices, involvement of 
significant others 

Nursing homes, 
dementia-care 
wards and other 
long-term care 
facilities 

X X X 

Client-Centred 
Care 
Questionnaire 
(CCCQ) 

De Witte et al. 
(2006) 

N = 15, measured on a 5-point Likert 
scale 
 

Recognising 
personhood, respecting 
personhood, respecting 
autonomy 

Home care 
services; long-term 
hospital wards 

X X X 

Individualised 
Care Scale—
Nurse (ICS-N) 

Suhonen 
Alikleemola et 
al. (2012), 
adapted from 
Suhonen et al. 
(2005) 

Not provided Individualised care as 
an application of 
interactional models of 
nursing 

Long-term care 
wards  

 X  

Measures of 
Processes of 
Care—Adult 
(MPOC-A) 

Bamm et al. 
(2010) 

Not provided Client and family-
centred care in 
paediatric medicine 

Community 
orthopaedic 
services 
 

 X  

Client-Centred 
Rehabilitation 
Questionnaire 
(CCRQ) 

Cott et al. 
(2006)  

Not provided Client-centred 
occupational therapy in 
rehabilitation services, 
drawing on principles 
that promote autonomy, 
client strengths, choice 
and partnership 

Ward-based 
rehabilitation 
program 

 X  

The person-
centred inpatient 
scale or person-
centred impact 
scale 

Coyle and 
Williams 
(2002) 

Five domains (N = 20): 
1. personalisation 
2. empowerment 
3. information 
4. approachability/ 

availability 
5. respectfulness  

Measured on 5-point Likert scales 

Personalisation, 
empowerment, 
respectfulness, staff 
availability 

Ward-based X  X 

Person-Centered 
Practices in 
Assisted Living 
(PC-PAL) 

No longer 
accessible 
online 

Five domains, total scale (N = 62): 
1. workplace practices (N = 23) 
2. social connectedness 

(N = 16) 
3. individualised care and 

services (N = 8) 
4. atmosphere (N = 8) 
5. caregiver-resident 

relationships (N = 7) 

Not provided Assisted living   X 

Person-Centered 
Care Tracking 
Tool 

No citation 
provided 

Seven domains: 
1. explore goal 
2. identify baseline 
3. examine process 
4. create improvement 
5. engage 
6. monitor and sustain 
7. celebrate success 

Not provided Residential aged 
care 

  X 

Person-Centered 
Environment 
and Care 
Assessment Tool 
(PCECAT) 

Burke et al. 
(2016) 

Not provided Not provided Residential aged 
care 

  X 

Note. 1 = Edvardsson and Innes (2010), 2 = Wilberforce et al. (2016), 3 = Fazio et al. (2018). 

Although some measures were identified to have been subject to more rigorous property 

testing (e.g., the P-CAT and CCCQ) (Wilberforce et al., 2016), the commentary of each review 
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identified similar limitations across the use of existing PCC measures. Issues identified with 

existing measures of PCC included limited input from service users (older people/people with 

dementia) and their families; poor methodological quality in the testing of a measure’s 

properties; varied conceptualisations of PCC used across studies; and often limited explicit 

conceptual underpinnings provided as a rationale for item development (Edvardsson & Innes, 

2010; Fazio et al., 2018; Wilberforce et al., 2016). This issue exists across PCC measurement 

beyond that of older people or those with dementia. A recent systematic review of the 

psychometric properties of PCC measures developed for use with other demographics has 

demonstrated similar methodological weaknesses in scale development and properties (Louw et 

al., 2020). Louw and colleagues (2020) identified varied conceptualisations of PCC that underpin 

each measure as a limitation in being able to identify one single, reliable tool for assessing PCC 

in practice. Further, most of the identified psychometric measures overlook the clinician-patient 

relationship by focusing on the maintenance of personhood through shared decision-making, the 

autonomy of a patient, and the environment.  

DCM is currently one of the main PCC measures used. It is an observational measure 

developed from Kitwood’s (1997) conceptualisation of PCC. The DCM is a widely used protocol 

for assessing some of the relational aspects of PCC between patients and carers. The procedure 

for DCM (Brooker & Surr, 2006) involves two staff members from a dementia setting attending 

four-day standardised training in the delivery of DCM. These two ‘mappers’ would then return 

to their place of work to conduct a five-phase cycle of team briefing sessions with other staff, 

observing up to five patients with a diagnosis of dementia for up to six consecutive hours. Each 

team would then undertake data analysis, which would then be summarised into a report to 
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provide feedback to the team. Subsequently, an action plan would be developed aimed at 

enhancing PCC practice across their organisation.  

A criticism of the DCM is the resourcing required to successfully implement the DCM 

components, which can be costly and impractical in many settings (Dupuis et al., 2012; Surr et 

al., 2020). Further to this, there are currently mixed findings within the literature through 

randomised control trials about the effectiveness of PCC outcomes using DCM. For example, 

Surr et al. (2020) recently conducted a randomised control study of DCM across 50 care homes. 

The authors reported several problems with the effectiveness and implementation of DCM. 

Firstly, the results showed differences across the treatment conditions suggesting that the DCM 

program did not have a significant effect on the outcome measures for patients with a diagnosis 

of dementia, including agitation, other levels of BPSD measured, or the quality of life. Further, 

the authors stated that poor adherence across the care home settings who participated and the 

training required for DCM implementation rendered the program as ‘not cost-effective’. Dupuis 

et al. (2012) suggested that while the DCM promotes attending to the patient with dementia, it 

may not be an accurate measure of the actual therapeutic relationship or engagement. Fazio et al. 

(2018) suggested that the current gaps that exist within the literature include how to measure 

PCC effectively, an identification of the factors (i.e., psychological/internal or 

organisational/external) that make a difference to PCC, and how this translates into the delivery 

of clinical practice. One method to address the gaps within the literature could be to examine the 

individual psychological variables that support meaningful engagement with patients who have a 

diagnosis of dementia. Barriers to the provision of PCC in a dementia setting are discussed in the 

subsection below. 
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2.3.3 Barriers to the Delivery of Person-Centred Care 

Despite the broad acceptance of PCC as the best practice dementia care and evidence of it 

being mutually beneficial for both patients with a diagnosis of dementia and the clinicians 

providing care (e.g., Sjögren et al., 2015), often this does not translate into clinical practice. 

Funding that impacts on staff ratios and training is reported to limit the delivery of PCC 

(Chenoweth et al., 2010). Further to this, organisational culture, including the adoption of the 

care–cure dichotomy under the medical model towards patient care, can reduce the 

implementation of PCC (e.g., Dupuis et al., 2012). The lack of agreement about the definition, 

model and measurement of PCC creates confusion for clinicians attempting to provide PCC at an 

individual level (McCarthy, 2006). Kitwood (1997) also proposed that a carer’s own individual 

psychological development impacted the type of care that they provide to people with dementia. 

He was concerned about the little attention he perceived had been given to developing the 

attitudes and skills necessary for good psychological care for dementia patients. Kitwood (1997) 

suggested dehumanisation occurred, in part, as a defensive reaction to manage ‘universal fears’ 

that people with dementia activate in those around them. He described two main types of anxiety 

triggered by contact with people with a diagnosis of dementia: 

First, and naturally enough, every human being is afraid of becoming frail and highly 

dependent; these fears are liable to be particularly strong in any society where the sense 

of community is weak or non-existent. Added to that, there is the fear of a long drawn - 

out process of dying, and of death itself (…). Second, we carry fears about mental 

instability. The thought of being insane, deranged, lost forever in confusion, is terrifying. 

Many people have come close to this at some point, perhaps in times of great stress, or 

grief, or personal catastrophe, or while suffering from a disease that has affected mental 
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functioning. At the most dreadful end of these experiences lies the realm of ‘unbeing’, 

where even the sense of self is undermined. (Kitwood, 1997, p. 14) 

Interestingly, Rogers (1980) reflected on his own existential fears around death and his 

concerns about the possible deterioration of his mind. He wrote: 

So far as I am aware, my fears concerning death relate to its circumstances. I have a 

dread of any long and painful illness leading to death. I dread the thought of senility or of 

partial brain damage due to my stroke. My preference would be to die quickly, before it is 

too late to die with dignity. (Rogers, 1980, p. 88) 

Rogers’ (1980) reflections reinforce Kitwood’s (1997) argument about both universal 

anxieties being evoked when considering physical health decline, and the loss of a person’s sense 

of self through brain deterioration. Kitwood believed that these fears contributed to a clinicians’ 

capacity to provide effective PCC. The question then must be posed: what of the old and 

incurable? Existential inquiry provides a theoretical framework to understand the underlying 

mechanisms of Kitwood’s observation. The following section provides an overview of the 

universal fears, such as those described by Kitwood, that may affect care, such as fears regarding 

ageing and death. 

2.4 Fear About Death and Dying 

This section provides an overview of death anxiety, the association of death anxiety with 

patients who are terminally ill, and how death anxiety might influence the type of care that 

clinicians provide to patients with a diagnosis of dementia. Importantly, this variable is 

especially relevant to caring for people with dementia because they (a) are usually older in age 

and (b) have a degenerative condition, both factors that are likely to trigger death anxiety.  
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2.4.1 Death Anxiety 

Death anxiety is the fear of death and dying and is generally considered an innate quality 

that is a fundamental and universal part of the human experience (Tomer et al., 2007). Particular 

reasons why a person might be fearful of death vary from anxiety about the decomposition of the 

body after death, past regret or unfulfilled goals, concerns about missing interpersonal 

relationships (such as no longer being able to care for children), and the finality of death (Florian 

& Kravetz, 1983).  

Death anxiety is relevant for clinicians providing care to patients who are dying. 

Empirical studies have found a higher level of death anxiety in clinicians is associated with 

poorer communication with their patients about death and dying (Black, 2007; Deffner & Bell, 

2005) and greater levels of burnout (Guo & Zheng, 2019). Handagoon and Varma (2019) 

investigated death anxiety and empathy among physicians employed in Thailand. The authors 

found that physicians who scored higher on death anxiety were more likely to use disengagement 

coping. Interestingly, the relationship between death anxiety and empathy towards patients was 

mediated by coping strategies used. Physicians who reported higher levels of death anxiety were 

more likely to utilise any of the measured coping strategies (engagement or disengagement 

coping) which resulted in enhanced empathy. Death anxiety did not directly influence empathy. 

This suggests that higher levels of death anxiety prompt physicians to engage a form of coping 

strategy that influences their capacity to be empathic towards patients.  

In palliative care, Euzebio and Cruz (2019, p.1) reported that, “the process of caring for a 

patient without possibilities of cure is permeated by negative, conflicting feelings”. Empirical 

palliative care studies have found that lower levels of death anxiety have been associated with 

more positive attitudes towards care of the dying. Braun et al. (2010) conducted a cross-sectional 
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survey study of 147 Israeli nurses working in an oncology setting. The results showed that 

nurses’ fear of death (death anxiety) was associated with more negative attitudes towards caring 

for dying patients. These results were replicated more recently with a survey of 90 hospice 

nurses (Barnett et al., 2020). A longitudinal study by Thiemann et al. (2015) examined the 

association between medical students’ death anxiety, mental health (depression and anxiety) and 

personal concerns about the impact of providing palliative care. Death anxiety was found to be 

moderate and stable over time in medical students (N = 790) over a six-year period. Further, 

those students reporting higher levels of death anxiety also reported more symptoms of 

depression and anxiety and more concerns that palliative care will have a negative personal 

effect on them. The connection between death anxiety and palliative care suggests that other 

degenerative conditions with no cure, such as dementia, may be relevant to death anxiety also. 

Dementia is a somewhat unique condition in that it is both incurable and characteristically occurs 

later in life. Arguably, this may mean that dementia is potentially more triggering for death 

anxiety. Theoretical frameworks rooted in existential philosophy explain the underlying 

psychological mechanisms of death anxiety trends.  

2.4.2 Existential Frameworks 

Existentialism is the philosophical approach that explores the human experience 

promoting choice and coherence with our own sense of meaning and values (Tomer et al., 2007). 

To fully explore what it means to be alive, the event of death and dying also becomes relevant. 

Tomer et al. (2007) provided a comprehensive overview of existentialism and death. Existential 

inquiry makes two assumptions about the awareness of death: it helps us understand what is 

precious, unique and meaningful about living along with reminding us of the inevitability of 

dying. The authors state that death anxiety cannot be cured or alleviated, only managed through 
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avoidance or acceptance and meaning. Further, existential concerns can be a cause for 

dysfunction and distress for some, albeit unavoidable. 

Appleman (2014) explored how humans are plagued by their own cognitive capacities 

and a desire to search for transcendence beyond biological explanations for life. Appleman 

asserts that the true meaning of life is our own sense of meaningfulness that we create within 

ourselves and our own lives. He explained this using Charles Darwin as an example, stating that 

Darwin did not fear death because firstly, he viewed death as a natural process, and secondly, he 

created meaning for his life through his career and relationships with loved ones. Appleman 

(2014) wrote, “A beast condemned to be more than a beast: that is the human condition” (p. 12). 

Earlier publications by Ernest Becker (1971, 1973) presented a similar way of thinking 

about death. His Pulitzer-prize winning book The denial of death (1973) is widely regarded in 

academia as one of the most influential texts exploring death anxiety. Becker provides a 

Western-influenced interpretation, stating that human consciousness allows for individuality and 

a sense of symbolic identity, such as our names and life history. He believed that this “pulls 

humans out of the natural world” (Becker, 1973), giving us the sense that we are above or more 

godly than animals. At the same time, death is inescapable, and we are fated to the same ending 

of all other living creatures. He proposed that the lack of control that we have over our death 

creates an impending sense of terror. Becker (1973) refers to this as the ‘existential paradox’ and 

suggests that we use denial and repression to manage this dissonance. We create a shared reality 

where life is purposeful, and we are valuable, to provide us with a sense of permanence and 

control. This occurs across cultures where, Becker (1973) notes, the shared reality that living a 

moral and meaningful life provides some hope of immortality. Self-esteem is how closely a 

person’s image of themselves aligns with an ideal self-derived from cultural representations of 
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what it means to be a good or valued person (Becker, 1971). The ideal self is developed through 

childhood based mainly on the imitation of others and reinforced by social interactions 

(Tedeschi, 1986). Becker (1971) stated that the need for self-esteem is uniquely human because 

of our cognitive ability. He stated that the primary psychological function of self-esteem was to 

provide a buffer against any encountered anxiety. Becker (1973) drew on Freud’s 

conceptualisation of defense mechanisms and stated that people use self-esteem and culture to 

protect themselves from the unconscious terror around the inevitability and finality of death. 

Irvin Yalom (1980) described existentialism as concerns that are deeply rooted in an 

individual’s experience of being human. He identified four discrete, overlapping existential 

concerns being: death, freedom, isolation and meaninglessness. Yalom (1980) agrees that people 

manage these concerns through two forms of denial. Firstly, people hold a belief of their own 

‘specialness’ to provide a sense of purpose and meaning similar to the godlike transcendence 

from nature described by Becker (1973). Secondly, people hold a belief about an ‘ultimate 

rescuer’ who takes form in religion, a spouse or parent who provides you with care, or an 

invincible physician (Yalom, 1980). This lends itself to the belief that clinicians are responsible 

for maintaining lives and curing illness. 

Becker (1973) also described an important societal shift that sought to move (or confine) 

notions of death and dying from the community into hospitals or other institutions as a way of 

denying death. In 1945, most deaths occurred in the family home, often with loved ones present; 

however, this figure reduced to just 17% by the end of the 1980s (Gawande, 2014). The 

responsibility for curing illness and saving lives is readily adopted by clinicians seeking to 

enhance their own self-esteem (Stevens & Crouch, 1995), consistent with Becker’s original 

model (1971, 1973). In 1998, Merrill et al. investigated the death anxiety of doctors and students 
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(medical, nursing) and their attitudes towards providing care to terminally ill patients. The 

authors found that higher levels of death anxiety were associated with more intolerance for 

clinical uncertainty across all three groups. Further, those with a lower self-esteem rating also 

expressed greater death anxiety when caring for patients older in age. These results support 

Becker’s (1971, 1973) argument, that ‘curing’ illness may provide a buffer against death anxiety. 

Further, individual differences across strategies to reduce death anxiety, (e.g., coping strategies 

or self-esteem), may be relevant when providing care to patients who are old and ill. Becker’s 

(1971, 1973) work was instrumental in the development of two theoretical frameworks 

explaining fears of death and dying, as discussed below. 

2.4.2.1 Terror Management Theory 

In 1986, Greenberg, Pyszczynski and Solomon reviewed the literature on self-esteem and 

death anxiety. This led to the development of a theoretical framework based on Becker’s (1971, 

1973) assertions. Terror Management Theory (TMT) was the first social psychological theory to 

clearly define the mechanisms of death anxiety and how this relates to self-esteem and culture. 

TMT purports that instinctively people, like all animals, are programmed to survive. When 

people experience a reminder of death, it poses an existential threat. Therefore, people are 

motivated to avoid death-related reminders because it brings their own mortality into their 

awareness. TMT suggests that people experience cognitive dissonance between being primed to 

survive and being aware that they will inevitably one day die. Greenberg et al. (1986) suggested 

that we create a shared cultural worldview or perceived reality with others to gain a sense of 

control, significance and permanence. Some examples of shared cultural worldviews include 

religion, family-based narratives or rituals, adherence to social norms of a specific culture, and 

identifying with others in the profession which a person practices. The shared worldview is only 
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beneficial if we both fundamentally believe it as reality and perceive that we are valuable 

members within that reality. TMT states the self-esteem derived from our perceived value within 

the shared worldview provides an anxiety-buffer to death. The authors hypothesised that our 

need to defend our shared reality becomes more important when we are reminded of our own 

mortality. This means that when we have more awareness of death or dying, the salience of 

mortality increases, and we seek out experiences that affirm our worldview and our position in it 

in order to alleviate our anxiety about death and dying.  

In 1999, Pyszczynski, Greenberg, and Solomon further developed their theory to include 

the dual-process model of TMT. The dual-process model outlines two distinct strategies used by 

people when they are reminded about death. The strategies identified under this model are 

referred to as distal and proximal defenses. These strategies provide a buffer against the 

perceived threat of death. The authors stated that people adopt proximal and distal defenses to 

attempt to preserve their self-esteem and, ultimately, their wellbeing. Proximal defenses are non-

automatic responses to becoming conscious of a threat of death, for example, a news program 

discussing the prevalence of infectious disease within a person’s own community. The proximal 

defense system denies the threat of death and avoids the thoughts of death through avoidance 

(i.e., suppression or distraction), such as changing the television channel. Negative attitudes and 

behaviours towards older people may also provide an anxiety-buffer for death anxiety evoked by 

people older in age (Martens et al., 2004). These strategies provide relief from our death anxiety 

by giving us the sense that death is distant and pushes it out of our awareness (Pyszczynski et al., 

1999).  

The second type of defense in the dual-process TMT model is the use of unconscious and 

automatic strategies referred to as distal defenses. Distal defense strategies provide the sense of 
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‘death transcendence’ through the construction and adherence to our shared cultural worldview, 

such as going to church, spending more time with family, or devoting yourself to your work. 

Enhanced self-esteem that comes from being valued within your shared reality also works as a 

distal defense. More recently, the authors of TMT have considered if a third variable, close 

relationships, also impacts on death anxiety (Pyszczynski et al., 2015). It is suggested that having 

close, secure attachment may provide an anxiety-buffer when mortality is salient.  

TMT suggests that we deny our own mortality by pushing death out of society. An 

example of this could be the broad adoption of the medical model of care. Accordingly, 

clinicians providing treatment attain their own relief from death anxiety through the curing of 

disease. As medical physician Atul Gawande (2014) wrote, “Those of us in medicine don’t help, 

for we often regard the patient on the downhill as uninteresting unless he or she has a discrete 

problem we can fix” (p. 29). 

Terror management principles have been well supported by empirical studies since the 

original development of the model. Typically, studies induce the salience of mortality (referred 

to as mortality salience) by priming participants to be more aware of their own mortality by 

engaging in an activity that is related to death. A comprehensive review of studies using this 

strategy found that across 164 articles, the overall effect size was medium and positively 

significant, supporting the notion that mortality becomes more salient when presented with 

death-related stimuli (Burke et al., 2010). A study by O’Connor and McFadden (2012) suggested 

that older people with dementia evoke death-related thoughts, supporting Kitwood’s (1997) 

assertion that people with dementia are associated with death. The authors conducted an 

experimental study to measure death-related thoughts of undergraduate psychology and business 

students when presented with a fictional target person (O’Connor & McFadden, 2012). The 
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target person presented varied by age (29 years or 71 years) and illness (normal, unknown, 

arthritis or dementia). The authors found that participants reported greater levels of death-related 

thoughts when presented with the older target person compared to the younger target person. The 

older dementia target was associated with greater death-related thoughts compared to the 

younger dementia target person, and this difference was significant when compared to the 

normal and unknown health conditions. The older dementia target condition was associated with 

the highest level of death-related thoughts. Given the high association of death-related thoughts 

with an older dementia target, dementia may also be associated with ‘universal fears’ about death 

and dying.  

The association being older with dementia and death-related thoughts may also influence 

attitudes and behaviours towards people with dementia. For example, a study conducted by 

Martens et al. (2004) investigated the relationship between undergraduate psychology students’ 

responses to older people (e.g., ageism) when mortality salience was induced with reminders of 

death. The study surveyed 68 female students and asked each participant to rate how similar they 

perceived their personality is to an ‘average elderly person’. Participants who had rated 

themselves as more similar to older people were later more likely to avoid, and hold prejudice 

towards, older people when mortality was salient. The authors suggested that avoidance, 

prejudice and discrimination towards older people may provide a buffer to fear evoked when 

mortality is salient. This is consistent with the TMT construct, proximal defenses, whereby 

people use avoidance to manage exposure to death-related stimuli.  

In relation to the distal defenses of TMT, research has shown consistently that under 

conditions of increased mortality salience, people generally report a more positive appraisal of 

people who share their worldview and more negative views towards people who challenge their 
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worldview, such as having a different religion (Greenberg et al., 1990, 1994). In 1990, 

Greenberg et al. conducted three experimental studies investigating the effects of increased 

mortality salience and attitudes towards people with shared or conflicting cultural worldviews. 

The studies showed that when mortality salience was high, people tended to have more positive 

attitudes towards members of their shared cultural worldview (religion) and more negative 

appraisals about people from an opposing religion. Further, people also had stronger negative 

reactions to others who criticised their worldview when mortality was salient. This finding has 

been replicated through subsequent experimental studies (e.g., Greenberg et al., 1994).  

Complementary to this, increasing self-esteem, faith in one’s cultural worldview or 

attachment security (close relationships) can reduce the accessibility of death-related thoughts 

and anxious behaviours (Greenberg et al., 1992; Pyszczynski et al., 2015). Florian et al. (2002) 

conducted three studies examining the function of romantic relationships in the context of TMT. 

The authors found that when mortality was salient, people reported higher levels of commitment 

to their romantic partner. When a person was prompted to think about romantic commitment, 

there was a reduction in the effects of mortality salience. Finally, prompting thoughts about 

issues within romantic relationships led to higher accessibility to death-related thoughts 

(mortality salience) compared to other conditions, such as academic problems. The authors 

concluded that “close relationships not only protect individuals from concrete and actual threats 

and dangers but also provide a symbolic shield against the awareness of one’s finitude” (Florian 

et al., 2002, p. 538). Florian et al. suggested that individual differences across how people cope 

with mortality salience, and also the significance that they place on relationships versus 

academic achievement was relevant to their findings. The TMT research suggests that 

enhancement of close relationships along with self-esteem or engagement with activities from a 
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persons’ cultural worldview could provide some relief for death anxiety. An alternate view to 

TMT is that people are fundamentally motivated in life towards happiness rather than the 

avoidance of death (Shmotkin, 2005).  

2.4.2.2 Meaning Management Theory 

An alternative view of the relationship between death anxiety and meaning is derived 

from the positive psychology movement. The movement was driven by psychologists including 

psychologists such as Carl Jung (1875–1961), Abraham Maslow (1908–1970) and Vicktor 

Frankl (1905–1997), who were dissatisfied with the medicalisation of psychotherapy and focus 

on neurosis. Since the 1990’s, contemporary positive psychology has been promoted by Martin 

Seligman, who posited that the negative focus of research in psychology had led to a distorted 

view of what constituted normal human experience. Positive psychology reorientated the 

discipline towards the improvement of ‘normal’ lives through the identification and nurturance 

of a person’s character (Seligman, 2002). The goal of therapy moved towards identifying 

strengths and establishing meaning within a person’s life rather than purely curing mental illness. 

Seligman (2002) wrote, “Positive emotion alienated from the exercise of character leads to 

emptiness, inauthenticity, depression and, as we age, to the gnawing realization that we are 

fidgeting until we die” (p. 8). 

In this quotation, Seligman (2002) is making two main points. Firstly, short-term positive 

emotions will not provide a deep level of happiness. Secondly, to achieve a true sense of 

happiness, one must work towards identifying authentic meaning within one’s life. Positive 

psychology agrees with TMT that there is an underlying mechanism to strive to survive, but add 

that humans are also driven to seek meaningfulness in their lives in the pursuit of happiness 

(Wong, 2007).  
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Following on from positive psychology principles, the Meaning Management Theory 

(MMT; Wong, 2007) provides an alternate explanation of death anxiety based on existential 

theory. Like TMT, MMT theory proposes that particular events can elicit more awareness of 

death, but the fundamental difference is that MMT does not argue that this always leads to 

avoidance. MMT suggests that being aware and accepting of death promotes psychological 

growth through the enhanced search for meaning. One key component of the MMT is the 

concept of death acceptance, which is the acceptance of our own mortality to invest our time and 

energy into what is important to us rather than defending against the inevitability of death 

(Wong, 2007). Wong identified three possible forms of death acceptance being: 

1. neutral acceptance: facing death rationally as an inevitable end of every life 

2. approach acceptance: accepting death as a gateway to a better afterlife 

3. escape acceptance: choosing death as a better alternative to a painful existence. 

Death acceptance and death anxiety are considered discrete concepts rather than opposite 

ends on a spectrum. Ray and Najman (1975) conducted a survey study with undergraduate 

sociology students (N = 206) comparing results on a newly developed death acceptance 

questionnaire with existing death anxiety measures. Surprisingly, the results indicated that death 

acceptance was positively correlated with death anxiety, suggesting that people can be 

simultaneously anxious about death, and also be accepting of it. Ray and Najman also proposed 

‘death denial’ as a third factor that might influence the expression of death anxiety. Wong (2007) 

argued that death acceptance is an adaptive response that reduces the dysfunction that can be 

associated with death anxiety and leads to improved wellbeing. Neutral acceptance has been 

found to comprise components that promote a person to identify with their own culture, leave a 

legacy or complete a perceived purpose in life. This process of meaning management is to seek 
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out and make sense of identity, values and purpose while living with happiness regardless of 

death and suffering. These principles overlay with Eastern-based philosophies such as 

Buddhism, with regard to human suffering and acceptance (Michaud, 2020). MMT presents the 

dialectic paradigm that avoidance and acceptance can co-exist to positively influence motivation. 

Consistent with Rogers’ (1980) assertion of PCC, MMT views patients as having the 

ability to take action, make deliberate choices and utilise autonomy that promotes positive 

change. For clinicians, the concept of meaning management may need to be extended beyond the 

medical model lens. In MMT, the point of intervention is not attempting to reduce the fear of 

death but instead attempting to enhance psychological resources to promote acceptance and 

growth. One could assume that creating therapeutic relationships with patients may be enough to 

provide meaning and alleviate death anxiety. This is a complex issue for clinicians providing 

medical care because they may experience death anxiety without their medical model defense, 

thus removing their coping resources. Therefore, the challenge for clinicians becomes how to 

manage the dissonance between engaging with patients and their own expectations about how 

they present themselves as competent clinicians. The following section provides an overview of 

some of the psychological coping strategies that people utilise to manage feelings of anxiety or 

distress. 

2.5 Psychological Coping Strategies 

Personal psychological coping styles or strategies are adopted to manage the demands of 

stressful events, when they occur, and determine the physical and psychological outcomes for the 

person using them (Lazarus, 1966). According to TMT and MMT, people are driven to use their 

coping mechanisms to manage their awareness of death. TMT suggests that denial, repression 

and other forms of avoidance are used to escape reminders of death. The subsection below 
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provides an overview of the psychological coping strategy called experiential avoidance that may 

be relevant to how clinicians cope with the demands of providing care in a dementia setting. 

2.5.1 Experiential Avoidance 

Experiential avoidance is considered a maladaptive coping strategy whereby a person 

tries to avoid uncomfortable experiences including thoughts, feelings, memories and physical 

sensations (Harris, 2019). Although avoidance may provide some short-term relief from a 

stressor, it is associated with poorer long-term personal outcomes. For example, Spira et al. 

(2007) investigated levels of experiential avoidance and depression in family carers of people 

with a diagnosis of dementia. The results showed that carers who scored higher in experiential 

avoidance reported greater depression symptomology. In another study, Braun et al. (2010) 

investigated the relationship between death avoidance (experiences related to death) with death 

anxiety and attitudes towards providing palliative care. The results showed that death avoidance 

mediated the effects between fear of death and clinicians’ attitudes towards providing palliative 

care. Specifically, nurses who reported higher death anxiety were more likely to report death 

avoidance, resulting in more negative attitudes for providing palliative care. Braun and 

colleagues suggested that clinicians’ coping strategies might influence the relationship between 

death anxiety and the care provided to terminally ill patients. Experiential avoidance may 

underlie death avoidance, however, there are no studies known to the author investigating these 

relationships. A further gap within the literature is research investigating the relationships 

between death anxiety, clinician coping strategies (e.g., experiential avoidance), clinician 

outcomes (e.g., wellbeing) and the provision of PCC for dementia patients. Therefore, further 

examination of how clinicians cope with the demands of care is warranted.  
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Broadly, there is a direct association with experiential avoidance and clinician burnout 

(Iglesias et al., 2010). Studies examining the relationship between coping strategies and burnout 

have typically found that those higher in experiential avoidance report higher levels of emotional 

exhaustion and depersonalisation (e.g., Iglesias et al., 2010). The emotional labour theory, 

presented below, provides a theoretical framework to understand the association between 

avoidance and poor clinician outcomes.  

2.5.1.1 Emotional Labour Theory 

The managed heart by Arlie Russell Hochschild (1983) is an arguably controversial 

thesis that built on the works of philosopher and social theorist, Karl Marx. Hochschild (1983) 

used Marx’s anticapitalist labour workforce principles and observed the challenges for workers 

who are required to suppress emotions to present in a socially desirable way. She highlighted the 

emotional energy required to communicate an image of a person inconsistent with our private, 

true self. She stated: 

The labor requires one to induce or suppress feelings in order to sustain the outward 

countenance that produces the proper state of mind in others (…) the worker can become 

estranged or alienated from an aspect of the self—either the body or margins of the 

soul—that is ‘used’ to do the work. (Hochschild, 1983, p.7) 

In 2012, Hochschild updated the original thesis to the form of a book. She described two 

ways in which people induce or suppress emotions: surface acting and deep acting. She defined 

surface acting as a superficial outward expression of emotions that are inconsistent with a 

person’s true self. Deep acting is the process that requires the most ‘emotion work’, where a 

person attempts to pull together what is actually felt and what is presented over a long period, 
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challenging the true self. Hochschild asserts that emotion work leads to dysfunction within a 

worker, including increased burnout.  

The medical model may provide some relief to an existential threat by giving a sense of 

curing illness and saving lives. A further challenge for clinicians is when they are encouraged to 

engage in meaningful connections with patients who may evoke existential dread. Drawing on 

emotional labour theory, the confusion about a clinician’s role and managing their own 

existential concerns appears increasingly complex. Similar to the conclusions drawn from TMT 

and MMT, a clinician’s ability to therapeutically engage with patients may be a reflection of 

their own personal coping resources (Kitwood, 1997). MMT purports that acceptance-based 

strategies, such as death acceptance, may reduce the impact of death anxiety. Menzies and 

Menzies (2018) recently hypothesised that individuals with more adaptive psychological 

resourcing might have better capacity to adopt an approach of death acceptance. Fortunately, 

coping straegies are considered modifiable psychological variables that can be developed 

through clinical psychology interventions. The subsection below discusses a more adaptive 

coping strategy called psychological acceptance. 

2.5.2 Psychological Acceptance 

Psychological acceptance is a psychologically adaptive approach to coping whereby a 

person develops acceptance of unwanted private experiences that are outside of their control 

(Hayes et al., 1996). Developing psychological acceptance allows a person to acknowledge and 

allow negative thoughts, feelings, sensations and other experiences while bringing their focus to 

working towards meaningful goals. Opposite to psychological acceptance is experiential 

avoidance, where a person actively attempts to avoid or control unwanted psychological 

experiences, similar to the process outlined in TMT. Psychological acceptance and experiential 
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avoidance are considered opposites on a spectrum and are components of a person’s degree of 

psychological flexibility (Harris, 2019). Psychological flexibility is the dynamic process that 

allows a person to adapt to situational demands, prioritise mental resources, shift perspectives 

and manage competing life demands (Harris, 2019). Researchers (e.g., Menzies & Menzies, 

2018; Wong, 2007) have theorised that more sophisticated psychological strategies, such as 

psychological flexibility, may underlie a person’s capacity to engage in neutral death acceptance; 

however, this has not yet been formally investigated. Of note is that psychological acceptance is 

a potentially modifiable psychological variable that can be enhanced through Acceptance and 

Commitment Therapy (ACT)-based clinical techniques (Harris, 2019). The following section 

provides an overview of ACT therapy and the empirical data that support the use of ACT to 

manage death anxiety.  

2.6 Acceptance and Commitment Therapy 

2.6.1 Overview of Acceptance and Commitment Therapy 

Harris (2019) provided an overview of the development and intended use of ACT. ACT 

is a psychological intervention that aims to enhance psychological acceptance and promotes 

action through behaviours that are consistent with the person’s values. Similar to MMT, the 

concept is grounded in Eastern philosophy and assumes that pain is a normal part of the human 

experience; however, suffering does not need to be. ACT was derived from Relational Frame 

Theory (RFT) that provided a framework to understand the linkages between how language and 

cognitive processing can influence our emotions and behaviour (Harris, 2019). According to 

RFT, associations with the meaning of words and our disposition to problem-solve result in 

complex neural relationships that guide our behaviours. ACT moves away from traditional 

medical models of psychological treatment that focus on pathology or symptom reduction. 
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Instead, the focus is on developing psychological health through the enhancement of 

psychological flexibility.  

Enhanced psychological flexibility allows a person to discard attachment to language and 

unhelpful thoughts while engaging in the present moment (Harris, 2019). ACT proposes six core 

components that can support the development of psychological flexibility: 

1. defusion—alleviating unhelpful attachment to thoughts, images and memories 

2. acceptance—accepting unwanted experiences rather than engaging in avoidance 

3. contact with the present moment—bringing full awareness to the present moment 

with openness to fully engage with what you are doing 

4. the observing self—contact with the stable sense of self or perspective, which is 

distinct from the thoughts or feelings and has been referred to as ‘wise mind’ in other 

clinical therapy interventions 

5. values—clarification about where meaning is obtained in one’s life 

6. committed action—taking active behavioural steps towards living in accordance with 

values and to lead a meaningful life (Harris, 2019).  

These concepts are represented visually in the ACT ‘Hexaflex’ in Figure 2.2 below 

(Harris, 2009). 
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Figure 2.2 The Acceptance and Commitment Therapy Hexaflex 

 

Source: Harris (2009). 

2.6.2 Empirical Evidence for Acceptance and Commitment Therapy in Managing Death 

Anxiety 

Emerging research for ACT to manage death anxiety is promising. Empirical studies in 

palliative care have shown ACT-based interventions reduce death anxiety for older people 

(Bayati et al., 2017) and women with HIV in Iran (Mirzaeidoostann et al., 2019). In 2019, Safari 

Mousavi and colleagues investigated the impact of an ACT-based intervention on death anxiety 

for 30 women with Multiple Sclerosis. An eight-session ACT intervention was shown to reduce 

death anxiety significantly in this sample at post-test. Secinti and colleagues (2020) found that a 

six-weekly, two-hour group therapy ACT program reduced cancer survivors’ fear of cancer 

recurrence and improved psychological wellbeing by reducing depression and anxiety. Latent 

growth mediation models showed that change in psychological flexibility mediated the effect of 

the ACT intervention on fear of cancer reoccurrence, depression and anxiety. Specifically, the 
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enhanced psychological flexibility was the critical aspect of the ACT intervention influencing 

change for these patients. Secinti and colleagues (2020) also examined the contribution of a 

specific component of ACT: mindfulness. This is the skill of being able to be present in the 

moment and be fully aware of your experiences such as thoughts, feelings, sensations and urges 

(Harris, 2009). The study found that the mindfulness component did not impact the reduction in 

death anxiety.  

Specific to the care of people with dementia, a randomised control study (Losada et al., 

2015) showed an ACT-based intervention to be as effective as cognitive behaviour therapy for 

family caregivers in reducing dysfunctional thoughts. Further, only the ACT intervention was 

successful in reducing experiential avoidance. The focus of ACT interventions thus far has been 

limited to informal, or family, caregivers of people with dementia. For clinicians working in 

dementia care, most studies have investigated the effectiveness of mindfulness as a standalone 

intervention for improving wellbeing and reducing burnout and death anxiety; however, 

mindfulness alone may be insufficient in managing the complex relationships between death 

anxiety, death acceptance and self-esteem (Bianco et al., 2019). The existing literature suggests 

that research understanding the relationship between death anxiety and the provision of care 

provided to patients with a diagnosis of dementia could also be useful in understanding the 

mechanisms of clinical care (e.g., Bianco et al., 2019; Semenova & Stadtlander, 2016). 

2.7 Summary of the Literature Review Findings 

The definition, models and skills that underpin PCC are inconsistent or undeveloped 

across existing literature (Fazio et al., 2018). The relationship between a person with dementia 

and the clinician providing care is essential in the delivery of PCC (Brooker, 2003a, 2003b; 

Fazio et al., 2018; Kitwood, 1997) but has often been overlooked in recent models of PCC 
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practice. The process of shifting towards task-oriented care under a medical model reduces 

patient functioning and wellbeing (Epp, 2003; Kim & Park, 2017; Li & Porock, 2014). Through 

this process, patients are at greater risk of experiencing dehumanisation and discrimination 

(Kitwood, 1997), thereby contravening the Australian human rights guidelines for people with a 

diagnosis of dementia (WHO, 2018). Conversely, establishing effective therapeutic relationships 

with patients has been found to enhance their sense of self (Kitwood, 1997) and capacity for 

change (Rogers, 1980). Therefore, having the skills to develop effective therapeutic relationships 

may also be crucial in the delivery of PCC in clinical practice. Currently, the understanding of 

clinicians’ individual psychological factors that influence care, such as death anxiety and coping 

strategies, and the skills needed to develop therapeutic relationships with patients with a 

diagnosis of dementia, is underdeveloped. 

Clinicians are generally trained to hold a shared worldview that illness is to be cured, and 

their role is to ‘save lives’ (Leedham-Green et al., 2020; Stevens & Crouch, 1995; Treiber & 

Jones, 2015). Potentially, patients presenting with a diagnosis of dementia may induce mortality 

salience and potentially activate death anxiety in carers and clinicians due to their status as ‘old’ 

and ‘incurable’ (O’Connor & McFadden, 2012). Depending on a clinician’s endorsement of the 

medical model to provide a buffer against their own death anxiety, dementia may challenge their 

self-esteem or meaning within the world (Pyszczynski et al., 1999; Wong, 2007). A clinician 

may then be faced with using avoidance or acceptance strategies to manage the death-related 

threat elicited by working with patients who have dementia. Focusing on symptoms and 

therapeutic outcomes may provide clinicians with a brief sense of purpose and control; however, 

this may risk dehumanising the patient (Kitwood, 1993, 1997). This could result in more 

negative attitudes towards patients, less positive attitudes about the provision of care of dementia 
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patients and disengagement from the emotional relationship (Handagoon & Varma, 2019). Being 

unable to ‘cure’ patients promotes disengagement, which could continue to undermine the 

perceived value a clinician has in the context of care with dementia patients (Pyszczynski et al., 

1999; Yalom, 1980). Coping strategies used to manage fears about death, such as experiential 

avoidance and psychological acceptance, may also be relevant to clinician burnout (Iglesias et 

al., 2010) and the type of care that they provide (Kitwood, 1997). Developing our understanding 

of the underlying psychological variables that affect the provision of PCC may provide answers 

to enhance PCC practice and be mutually beneficial for patients and clinicians. 

2.8 Limitations of Prior Research 

The current gaps within the literature have been discussed in the body of this literature 

review and are reiterated here. Firstly, there is a lack of consensus about the model (i.e., Senses 

Framework and VIPS framework) and measurement of PCC (e.g., DCM). This can cause 

confusion for clinicians attempting to adhere to PCC principles (McCarthy, 2006). Despite the 

recognition of the importance of having a therapeutic relationship with dementia patients, there is 

limited understanding of how to establish these relationships beyond overhauling organisational 

culture in a care setting. Interventions that use a top-down approach to shifting organisational 

culture may not be practical in many settings, including for those clinicians who provide 

incidental treatment to people with a diagnosis of dementia. Further, existing models focus 

heavily on organisational processes and have not defined the individual psychological variables 

that impact a clinician’s ability to establish a relationship beyond empathy and communication 

(Brooker, 2003a). Thus, it is argued that research investigating the influence of clinician 

variables on the provision of care is warranted. Currently, inconsistencies in the measurement of 

PCC and the robustness of study designs limit the scope to which empirical study findings can be 
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generalised. The most widely endorsed measurement of PCC, DCM, has limitations and perhaps 

overlooks specific characteristics of individual clinicians in their provision of PCC. Given the 

anticipated increase in dementia prevalence, there is a need for rapid cross-disciplinary skill 

development to enhance the quality of PCC. The current knowledge base around death anxiety 

and coping strategies suggests that dementia would likely pose complex issues for health and 

medical clinicians providing care; however, to the author’s knowledge, no previous research has 

investigated this in a dementia setting.  

2.9 Rationale for the Thesis 

The purpose of this thesis is to develop a comprehensive understanding of the 

relationship between modifiable psychological variables of clinicians and the delivery of PCC 

with dementia patients. Providing clearly defined psychological variables, such as death anxiety 

and experiential avoidance/psychological acceptance, that may influence the type of care given, 

within an evidence-driven theoretical framework (based on TMT and MMT principles), may 

assist clinicians in understanding and applying effective mechanisms of PCC delivery. In 

addition, identifying skills that underpin the delivery of the relational aspects of PCC may 

support the delivery of currently endorsed models at an individual level, such as the VIPS 

framework (Brooker, 2003a).  

This thesis seeks to establish a way forward in supporting clinicians in developing the 

skills necessary to have effective relationships with their patients who have a diagnosis of 

dementia. This is potentially mutually beneficial for the patients and the clinicians providing 

care. This chapter provided a broad overview of the theoretical frameworks and existing 

conceptualisations of PCC. Further review of the literature is required to provide a detailed 
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account of how individual psychological variables, such as death anxiety, may influence the 

provision of dementia care. 

2.10 Research Aims 

The purpose of this thesis is to develop a comprehensive understanding of the 

relationship between modifiable psychological variables of clinicians and the delivery of PCC 

with dementia patients. Specifically, this research aims to: 

1. provide a detailed description of how individual psychological variables relate to each 

other and may also influence the provision of dementia care, and generate a model 

depicting the possible relationships between each of the individual psychological 

factors and the delivery of PCC 

2. test aspects of the proposed model developed from the detailed description (in 

research aim 1) 

3. scope the factors that currently influence the type of care provided by clinicians to 

patients with a diagnosis of dementia in a clinical setting 

4. explore the key components of developing a meaningful relationship with patients 

who have a diagnosis of dementia 

5. provide recommendations for clinical interventions that may be required to enhance 

the quality of care for patients with a diagnosis of dementia. 

2.11 Chapter Summary 

This chapter detailed a review of the literature relevant to the provision of PCC in a 

dementia setting. Importantly, the review identified current gaps within our knowledge base, 

including the need for more research identifying the influence of clinicians’ individual 

psychological variables (e.g., death anxiety and coping strategies) on the care provided to 
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patients with a diagnosis of dementia. Further, additional research is needed to investigate the 

underlying skills, beyond empathy and communication, that translate existing models of PCC 

(i.e., VIPS framework and Senses Framework) into clinical practice in dementia settings. The 

following chapter describes the methodology used in this thesis, including a justification for 

adopting a mixed-methods approach. 
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Chapter 3: Methodology 

3.1 Chapter Introduction 

This chapter provides an overview and justification of the methodology used to address 

the aims of this thesis. A mixed-methods research design was used, comprising both quantitative 

and qualitative methods to investigate how psychological factors influence the type of care 

provided by clinicians to dementia patients. The details of each phase of research are discussed 

in this chapter, including information about the design of each of the studies, participants, 

procedure and approach to the analysis of the data. The thesis is comprised of the following: 

• A narrative review of the literature regarding potential psychological variables that 

impact the care provided to people with a diagnosis of dementia. Variables reviewed 

included death anxiety, experiential avoidance/psychological acceptance, ageism and 

burnout. This review extends the literature review of this thesis (see Chapter 2) by 

providing a detailed description of each of these variables and the proposed 

relationship pathways between these variables on the provision of PCC. The review 

of the literature informed the development of a proposed theoretical model of how 

each of the psychological variables may affect the type of care provided to patients 

with a diagnosis of dementia. 

• A quantitative experimental study assessing the influence of age and illness 

(independent variables) on death anxiety (dependent variable). Specifically, this paper 

examined nursing students’ level of death anxiety following the presentation of a 

fictional target person who varied by age (29 years or 71 years) and illness (arthritis, 

cancer or dementia). 
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• A quantitative cross-sectional survey study investigating the impact of clinicians’ 

level of death anxiety and experiential avoidance on patient engagement and level of 

burnout with respect to dementia care.  

• A qualitative study examining allied health and nursing professionals’ care practices 

for patients with a diagnosis of dementia. This included factors that influence the type 

of care provided to patients and challenges in the provision of dementia care. 

• A qualitative study identifying specific skills used by allied health and nursing 

professionals to establish a therapeutic relationship with patients who have a 

diagnosis of dementia. An effective therapeutic relationship is understood to underpin 

the provision of PCC (Kitwood, 1997). 

3.2 Research Design 

This thesis consisted of three distinct research phases. The first phase involved the review 

of the literature that is presented in Chapters 2 and 4. The purpose of the literature review was to: 

• investigate the current knowledge base of PCC for patients with a diagnosis of 

dementia 

• determine which psychological variables had previously been examined in relation to 

PCC 

• present existing theoretical frameworks from clinical, positive and social psychology 

that can explain current trends in dementia care 

• generate a model of the potential individual psychological processes that influence 

PCC for dementia patients.  

The first published paper presents a detailed description of the psychological variables of 

clinicians that may influence the provision of PCC. Further, the review provides an original 
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model depicting the possible relationship pathways between each of these variables and PCC. 

After completing the first published paper (Chapter 4), I reflected on the current gaps within the 

literature to establish research aims and the general direction of this thesis. The literature 

reviewed suggested that further investigation regarding the influence of death anxiety for patients 

with a diagnosis of dementia was warranted. Further, the review indicated that there was a lack 

of understanding of the necessary skills and potential barriers in establishing a therapeutic 

relationship with patients who have a diagnosis of dementia.  

While I was conducting the narrative literature review, I was also completing my clinical 

training (a component of the PhD in Clinical Psychology). I was impressed with the training I 

received from my institution regarding facilitating therapeutic relationships with clients and 

believed that this would be equally relevant across other disciplines involved in dementia care. 

The next stage of research for this thesis was an investigation of the proposed relationships 

between psychological variables and PCC in dementia settings as per the model generated in 

Chapter 4.  

An experimental quantitative study was used to assess the impact of age and illness of a 

fictional target person on death anxiety. The findings from this study supported the first part of 

the model proposed in the literature review (Chapter 4) whereby people with dementia are likely 

to elicit the salience of mortality based on both them being characteristically older in age with a 

degenerative or terminal condition.  

A quantitative online survey study was used to test the further aspects of the proposed 

model, namely the influence of death anxiety and coping strategies (experiential 

avoidance/psychological acceptance) on clinicians' level of patient engagement and burnout in 

the context of dementia care. The findings supported the notion that death anxiety would be 
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relevant to professionals’ wellbeing and care; however, it became evident as part of the thesis 

literature review (Chapter 2) that it would be challenging to find an appropriate quantitative 

measure to examine PCC appropriately. This is due to variations in the measurement and 

conceptualisation of PCC as a construct across the literature (Edvardsson & Innes, 2010; Fazio et 

al., 2018; Wilberforce et al., 2016). Further, I wanted to ensure that the relationship aspect of the 

provision of PCC was appropriately encapsulated in this investigation. I was unable to source a 

measure that was consistent with my understanding of an effective therapeutic relationship based 

on my clinical training and decided that an exploratory study to better understand the nuances of 

therapeutic relationships in dementia care was necessary.  

During my third clinical placement as part of the clinical program, I had the opportunity 

to provide psychological care in an aged-care facility that also housed a dementia-specific ward. 

Over the course of the placement, I was able to observe how different clinicians engaged 

patients. Noticing the individual differences between professionals across disciplines further 

guided my decision-making regarding how to investigate PCC in this thesis. For the third phase 

of research, I decided to use a qualitative approach to explore aspects of PCC relevant to allied 

health and nursing professionals who already provide care to patients with a diagnosis of 

dementia. Using a semi-structured interview technique, I was able to gather rich data from 12 

allied health and nursing professionals working across two specialist older people’s mental 

health services (inpatient and community) about the skills and challenges in establishing a 

relationship with patients with a diagnosis of dementia.  

3.3 Rationale for the Mixed-Method Design 

Quantitative data was used in this thesis where there were validated and reliable measures 

available for the relevant psychological variables such as death anxiety, experiential 
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avoidance/psychological acceptance, and burnout. Creswell and Plano Clark (2017) suggested 

that mixed-methods design is appropriate when one data source is insufficient, the research 

question is exploratory or a study is attempting to add breadth to the current knowledge base. A 

range of methodologies was used to encapsulate the relationship aspect of PCC. It has been 

established that there are issues with the definition and measurement of PCC (e.g., Fazio et al., 

2018). Varied measurement of PCC also limits the generalisations that can be made using the 

existing measures (Fazio et al., 2018). In addition, existing quantitative measures of PCC often 

overlook the relationship aspect of PCC and/or are difficult to administer at an individual level 

(Brooker & Kitwood, 2019; Røsvik et al., 2013). For this reason, I adopted a mixed-methods 

approach to explore the individual factors that influence the type of care clinicians provide to 

patients with a diagnosis of dementia. Qualitative analysis was also used to explore the skills that 

clinicians use to establish therapeutic relationships with patients with a diagnosis of dementia. 

Greene (2007) states that a mixed-methods approach “actively invites [us] to participate in 

dialogue (…) multiple ways of seeing and hearing, multiple ways of making sense of the social 

world, and multiple standpoints on what is important and to be valued and cherished” (p. 20). 

The use of one-on-one interviews was adopted because this qualitative analysis was largely 

exploratory. Guest et al. (2017) recommends to use of one-on-one interviews rather than a focus 

group to generate a broad range of items in qualitative research. 

Therefore, a mixed-method design was conducive to exploring the relationship aspects of 

PCC from the participants’ point of view. It allowed participants to express what skills they 

considered necessary for establishing a relationship based on their own clinical experiences. This 

also reduced the risk of missing new information in this exploratory study by using existing, 

potentially insufficient measures. A broad research aim was introduced in the introductory 



70 
 

 

chapter (Chapter 1). This broad research aim was narrowed to five specific research aims, which 

were presented across both reviews of the literature (Chapters 2 and Chapter 4). Five individual 

papers (presented in Chapters 4 to 8) address the specific research aims of this thesis. 

3.4 Literature Review Research Phase: Methodology 

The published narrative literature review presented in Chapter 4 was designed to address 

the first aim of the thesis—provide a detailed description of how individual psychological 

variables relate to each other and may also influence the provision of dementia care, and generate 

a model depicting the possible relationships between each of the individual psychological factors 

and the delivery of PCC. As discussed in the literature review provided in Chapter 2, there are 

recent systematic reviews that investigate PCC (Fazio et al., 2018; Kogan et al., 2016). The 

identified gap in the literature related to distinguishing individual psychological variables and 

possible theoretical frameworks to generate a proposed model of PCC. This research was 

exploratory and draws from several areas of research rather than focusing only on PCC. For this 

reason, a systematic review was not appropriate, as the narrative literature review (Chapter 4) 

drew from separate areas of research and the findings were synthesised to present an original 

idea. Therefore, a systematic review would not have been sufficient in detailing a novel research 

idea. In addition, several recent systematic reviews had been conducted about aspects of PCC.  

To address the first research aim, I began by reviewing peer-reviewed published articles 

and books on PCC. This was achieved by using key search terms such as ‘person-centred care’, 

‘dementia care’, ‘older persons care’, and ‘person-centred counselling’. I read broadly and then 

dedicated more attention to publications that were repeatedly mentioned in the literature (e.g., 

Brooker, 2003a, 2003b; Kitwood, 1997). I then explored theoretical frameworks relevant to 

death anxiety in books and published articles; read more broadly about philosophical views 
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regarding therapeutic relationships, PCC and death; and considered individual psychological 

factors known to clinical psychology that may be relevant in the provision of a therapeutic 

relationship. Although this was not a traditional systematic literature review process, I read 

broadly and had discussions with my panel about each concept until I was confident that I had 

appropriately considered the existing literature on PCC and death anxiety. I also participated in 

two clinical training workshops to further my understanding of the psychological variables 

included in the proposed model of PCC. One workshop was conducted by Russ Harris for 

Acceptance and Commitment Therapy (ACT). The second training was a workshop for clinical 

interventions for death anxiety conducted by Rachel E. Menzies and Ross G. Menzies. I engaged 

with clinically trained psychologists and experienced researchers to ensure that I had 

appropriately considered each of the psychological variables presented in the model, such as 

ageism and professional wellbeing. The published paper that addresses the first research aim is 

presented in Chapter 4: 

McKenzie, E. L., Brown, P. M., Mak, A. S., & Chamberlain, P. (2017). ‘Old and ill’: 

Death anxiety and coping strategies influencing health professionals’ well-being and 

dementia care. Aging and Mental Health, 21(6), 634–641. 

http://doi.org/10.1080/13607863.2016.1144711 

3.5 Testing Aspects of the Proposed Theoretical Model of PCC Research Phase: 

Methodology 

The second research aim was to develop an understanding of the relevance of specific 

psychological variables in the proposed model through original empirical studies. To address this 

research aim, two separate quantitative studies were conducted. Each study sought to test a 

unique part(s) of the proposed model.  
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The objective of the first study was to determine if exposure to people with a diagnosis of 

dementia induces mortality salience and activates death anxiety. I was building on an existing 

study by O’Connor and McFadden (2012), who had found that older people with dementia were 

associated with greater death-related thoughts (mortality salience) than younger people or those 

with normal or unknown health conditions. O’Connor and McFadden had not measured death 

anxiety. In the original study, undergraduate psychology students were presented with a fictional 

target person. The targets used in the original study varied by both age (29 years or 71 years) and 

illness (normal, unknown, arthritis and dementia). The illness conditions ‘normal’ and 

‘unknown’ did not yield significant results and were removed from my study. To make 

generalisations about death anxiety specific to dementia, I added in a third illness variable: 

‘cancer’. Cancer is a health condition that has been found previously to be effective in activating 

mortality salience because it is often considered a terminal condition (Routledge et al., 2004). 

Incorporating the ‘cancer’ target meant that I would then be able to establish if higher levels of 

death anxiety were activated when the fictional patient was a) older in age, b) had a terminal 

illness (cancer/dementia) or was c) both old and terminally ill. 

The second purpose of this study was to explore whether death anxiety should be treated 

as a state or trait psychological variable. Prior to this study, research had suggested that death 

anxiety was a trait variable, meaning that an individual would have the same amount of death 

anxiety anytime they became aware of their own mortality (Sliter et al., 2014). In the theoretical 

model generated in the literature review, I had raised the various studies supporting death anxiety 

as state-based (Fortner & Neimeyer, 1999; Neimeyer & Moore, 1994; Bodner, Shrira, Hermesh 

et al., 2015) or trait-based (Sliter et al., 2014). In particular, Sliter et al. (2014) put forward a 

strong argument that death anxiety may be trait-based, and I believed this warranted further 
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investigation. Understanding the state or trait nature of death anxiety was important in guiding 

the second online survey study.  

Participants in this study were undergraduate nursing students. These participants were 

selected because they are potential future providers of care to patients with a diagnosis of 

dementia. Further information regarding the recruitment process and online questionnaire used in 

this experiment are shown in Appendices A to E. The methodology for this quantitative study is 

provided in more detail in Chapter 5. The peer-reviewed article for this study is published as: 

McKenzie, E. L., & Brown, P. M. (2017). Nursing students’ death anxiety and fear 

towards dementia patients. Australasian Journal on Ageing, 36(3), E32–E35. 

http://doi.org/10.1111/ajag.12414 

The second quantitative survey study aimed to investigate how individual psychological 

variables might influence the care provided to patients diagnosed with dementia. These findings 

were also used to address aspects of the fifth aim of the thesis in providing recommendations for 

clinical interventions that may be required to enhance the quality of care. This study investigated 

the relationship between clinicians’ death anxiety, experiential avoidance/psychological 

acceptance, burnout and aspects of care provided to patients with a diagnosis of dementia. The 

previous study indicated that older people with dementia might elicit higher levels of death 

anxiety compared to the younger persons and other non-terminal illnesses. Based on these 

results, I was interested in exploring if higher levels of death anxiety were associated with other 

psychological variables (e.g., coping strategies) of clinicians once presented with a patient with 

dementia. For this study, all participants experienced the same testing conditions, firstly reading 

a target vignette about an older person with dementia. Theoretically, this should induce the 

salience of mortality consistent with the findings from my first study and that of O’Connor and 
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McFadden (2012). To ensure that the participants had identified that the target character was an 

older person with dementia, the participants completed a check where they had to recall the 

target’s age and illness. Participants then responded to a series of validated psychometric 

measures of death anxiety, experiential avoidance/psychological acceptance, burnout and patient 

engagement.  

The challenge for this study was the lack of reliable measurement of PCC, as previously 

discussed. Two measures were initially selected to include in the survey as having potential face 

validity in the measurement of some aspects of patient engagement: The Patient–Provider 

Orientation Scale (PPOS: Krupat et al., 1999) and the Interpersonal Reactivity Index (IRI: Davis, 

1983). These measures were included to assess some aspects of the relationship between 

professionals and patients with dementia; however, these were later deemed insufficient to 

encompass all aspects of orientation towards a therapeutic relationship appropriately. An 

exploration of the data showed that the subscales for the IRI were only correlated with each 

other, and none of the other measures included in the survey. In the final data analysis, I used the 

PPOS subscale ‘caring’ to assess patient engagement, as it was the most representative of the 

relationship aspect of PCC (see Shaw et al., 2012). An example item from this subscale is:  

“Humour is a major ingredient in a clinician’s treatment of the patient”. Although higher scores 

on the PPOS scale have been associated with having less of a medical focus during treatment 

consultations and greater emphasis on building rapport (Shaw et al., 2012), it was unlikely that 

the relationship aspect of PCC could be adequately measured with an existing psychometric test. 

Also, other items on this scale related more to the general principles of PCC, such as ‘valuing the 

person’ (VIPS; Brooker, 2003a) rather than the relationship. An example of this from the scale is 

the item stating, “a treatment plan cannot succeed if it is in conflict with a patient’s lifestyle or 
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values”. Therefore, the use of the PPOS caring subscale was to provide additional exploratory 

information about patient engagement rather than rigorously assessing the relationships between 

death anxiety and burnout with PCC.  

In addition, professional burnout has been associated with the type of care that health and 

medical professionals provide to their patients (Niven, 1994). Specifically, the depersonalisation 

subscale on this measure is a component of burnout occurring when a clinician emotionally 

distances themselves from patients due to burnout (Maslach, 2001). Depersonalisation is 

considered a significant determinant of the type of care provided by clinicians to patients, with 

greater levels of depersonalisation associated with suboptimal care (Shanafelt et al., 2002). For 

this reason, I was most interested in investigating the relationship between depersonalisation 

with the other individual psychological variables such as death anxiety and experiential 

avoidance/psychological acceptance. Given the challenges with the measurement of PCC across 

the literature (Fazio et al., 2018), I determined that existing measures would not be sufficient in 

analysing the relational aspects of PCC, thus I sought to explore this aspect of PCC through 

qualitative analysis.  

This study provided data to address the fifth aim of the thesis regarding the provision of 

recommendations for possible clinical interventions that could enhance the quality of care. This 

was largely due to the inclusion of the measure of experiential avoidance/psychological 

acceptance. Clinical interventions to enhance psychological acceptance already exist within the 

literature (Harris, 2019; Hayes et al., 1996). Therefore, existing clinical ACT-based interventions 

may have a place in enhancing the quality of dementia care provided by clinicians.  

The findings from this quantitative study were useful in addressing the third aim to scope 

the factors that currently influence the type of care provided by clinicians to patients with a 
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diagnosis of dementia in a clinical setting. The limitations around the scale of measurement of 

PCC within the model supported the use of a mixed-methods design and guided the final phase 

of research discussed in the next section. The methodology for this quantitative study is provided 

in more detail in Chapter 6. Further information regarding the recruitment process and the online 

survey used are shown in Appendices F to Appendix L. The article is currently under review for 

publication: 

 McKenzie, E. L., & Brown, P. M. (2020). The influence of death anxiety and experiential 

avoidance on depersonalization and patient engagement in a dementia setting. [under-

review for publication with Death Studies]. University of Canberra. 

3.6 Exploration of PCC Research Phase: Methodology 

The final phase of the research consisted of a qualitative study that produced two distinct 

published journal articles. The study addressed the three final aims of the thesis, which were to: 

3. scope the factors that currently influence the type of care provided to patients with a 

diagnosis of dementia in a clinical setting 

4. explore the key components of developing a meaningful relationship with patients 

who have a diagnosis of dementia 

5. provide recommendations for clinical interventions that may be required to enhance 

the quality of care for patients with a diagnosis of dementia. 

The final study consisted of 12 one-on-one semi-structured interviews with allied health 

and nursing professionals who routinely provide care to patients with a diagnosis of dementia. 

These interviews were analysed using qualitative thematic analysis to produce two distinct 

articles. For consistency, I personally conducted each of the individual interviews and audio 

recorded the content. An independent professional transcription service transcribed the data. I 
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reviewed all the transcribed data and generated initial codes using the methods outlined by Braun 

and Clarke (2015). To achieve this, I developed the initial thematic codes for the data by 

reviewing the whole data as per the Braun and Clarke method (2015). The first step was 

familiarisation with data, followed by generating initial codes. These codes were then developed 

into themes for further analysis. After I had generated the initial thematic codes, the written 

transcripts and thematic codes (with examples) were sent to my primary supervisor to review to 

ensure that coding was consistent and that the themes generated were reflective of the whole data 

set. 

Rose and Webb (1998) state that establishing trustworthiness, credibility and 

transferability are critical in qualitative research. After considering each of these 

recommendations, I was satisfied that I had met Rose and Webb’s guidelines for qualitative 

analysis. Trustworthiness was determined by the adherence to the Braun and Clarke (2015) 

method and the use of a second researcher to review the thematic analysis against the raw 

interview data. Credibility was met because each of the coded themes was found across most, if 

not all, of the participant interviews rather than selecting more obscure categories for analysis. 

Finally, transferability was supported because the responses were consistent across health 

disciplines and level of experience. Generally, the themes occurred across almost all the 

interviews regardless of the participant’s discipline, length of employment, or age. Mixed 

inductive and deductive analysis was used with the data. Initially, I had only intended to analyse 

the data to answer the research aims mentioned previously without trying to make the data fit 

into an existing model. As the thematic analysis progressed, I was aware that many of the 

participant responses were consistent with the challenge of providing care with limited treatment 

outcomes relevant to the medical model, coping strategies and Rogerian counselling skills 
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(Rogers, 1957). This obviously influenced the final thematic coding structure, however it 

remained representative of the full dataset. 

The first thematic analysis that I conducted aimed to identify factors that influenced the 

type of care provided to patients with a diagnosis of dementia in a clinical setting. My initial 

impression after conducting the literature review was that PCC and task-oriented care were 

dichotomous (the care–cure dichotomy) and would not co-occur. Therefore, I was surprised that 

the results received in this first thematic analysis revealed endorsement for both establishing a 

relationship with patients with a diagnosis of dementia while adhering to task-oriented aspects of 

care. The results of this analysis suggested that further investigation was warranted to determine 

the necessary skills required to build a therapeutic relationship with patients. The methodology 

for this qualitative study is provided in more detail in Chapter 7. Further information regarding 

the recruitment process and interview protocol are shown in Appendices M to P. The peer-

reviewed article for this study has been accepted for publication: 

McKenzie, E. L., & Brown, P. M. (in press, 2020a). The provision of person-centred 

dementia care in the context of mental health co-morbidities: “It can be upsetting and 

distressing and it’s incredibly sad”. Australasian Journal on Ageing. 

The final analysis was the exploration of skills deemed necessary to engage patients with 

a diagnosis of dementia in a therapeutic relationship. I thoroughly enjoyed the process of 

analysing the data and writing the subsequent article for this part of the thesis project. On 

reflection, I felt that this article was perhaps the most important part of the project because it 

provided clear strategies for using clinical psychology principles to enhance the quality of PCC 

for patients with a diagnosis of dementia. The credibility of the analysis is supported by the 

themes identified that have been previously found in existing literature, such as the importance 
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of empathy and communication to engage patients with dementia. The novel aspect of my 

qualitative study is identifying Rogerian counselling principles and psychological flexibility 

(relevant to psychological acceptance and ACT therapy) as themes identified by clinicians. The 

methodology for this qualitative study is provided in more detail in Chapter 8. Further 

information regarding the recruitment process and the interview protocol are shown in 

Appendices M to P. The peer-reviewed article for this study has been published: 

McKenzie, E. L., & Brown, P. M. (in press, 2020b). “Just see the person who is still a 

person (…) they still have feelings”: Qualitative description of the skills required to 

establish therapeutic alliance with patients with a diagnosis of dementia. International 

Journal of Mental Health Nursing. http://doi.org/10.1111/inm.12782 

3.7 Ethical Considerations  

All participants of the aforementioned studies self-selected to participate in this research. 

All participants were provided with a written participant information form detailing the study, 

including their right to withdraw from the study at any time without penalty. The potential risk 

for harm to participants was considered low given that participation was voluntary. However, 

two studies did contain survey items that asked participants questions specifically about their 

attitudes and feelings towards death. As such, each participant was provided the telephone 

contact details for two mental health crisis services should they experience distress as a result of 

research participation. Each participant provided informed consent to this information before the 

quantitative study or face-to-face interview commenced. Each study received institutional ethics 

approval through the University of Canberra Human Research Ethics Committee prior to the 

commencement of each phase of research. Additional ethical approval was received for the 

interview phase of research because the participants were recruited through the two local 
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hospitals, which mandated that the study also adhered to the governing body’s ethical standards. 

The data collected were stored in accordance with the University of Canberra’s Management of 

Research Data and Primary Research Materials Policy. All participant data, including direct 

quotations, were stored separately to the identifiable participant information, such as consent 

forms or contact information.  

3.8 Chapter Summary 

This chapter described each of the three phases of research used in this thesis project. A 

mixed-methods design was used to sufficiently address the six research aims (Creswell & Plano 

Clark, 2017). The first phase of research was to conduct a comprehensive literature review that 

could identify the relevant psychological variables that may influence PCC for the subsequent 

analyses. The second phase of research consisted of two quantitative studies that investigated 

different aspects of the proposed model in phase one of the research project. These were original 

studies that used existing, validated psychometric measures to examine death anxiety, 

experiential avoidance/psychological acceptance, patient engagement and burnout. The final 

research phase was a qualitative study that produced two peer-reviewed published articles. All of 

the qualitative data was analysed using inductive and deductive procedures in accordance with 

the Braun and Clarke (2015) thematic analysis method. The first article explored the factors that 

influenced the type of care provided to patients with dementia from the perspective of allied 

health and nursing professionals. The second article identified skills that may be necessary to 

establish an effective therapeutic relationship with patients who have a diagnosis of dementia. 

Each phase of the research project was relevant to the field of clinical psychology and supported 

the clinical recommendations about how to enhance the quality of dementia care. 
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Chapter 4: Paper 1 

‘Old and ill’: Death anxiety and coping strategies influencing health professionals’ well-

being and dementia care 

4.1 Chapter Introduction 

This chapter presents the first article of this PhD, providing a narrative review of the 

literature exploring how clinicians’ own psychological variables might influence the provision of 

dementia care. Based on the literature reviewed, a model is proposed for the relationships 

between specific psychological variables and the provision of dementia care. This paper has been 

published in the Aging and Mental Health; the format of the paper is in accordance with the 

manuscript submission guidelines for this journal. 

4.2 Declaration for Thesis Chapter 4 

4.2.1 Declaration by Candidate 

In the case of Chapter 4, the nature and extent of my contribution to the work was the 

following: 

Nature of contribution       Extent of contribution  

Design and undertaking of review and writing of paper   90%  

The following co-authors contributed to the work:  

Name Nature of contribution Extent of 

contribution 

Contributor a 

student at UC 

Patricia Brown Theoretical considerations, 

editing 

5% No 
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Anita Mak Theory and terminology of 

health and well-being measures  

3% No 

Peter Chamberlain Editing, clinical psychology 

input 

2% No 

 

Candidate’s signature:        Date:  18/09/2020 

4.2.2 Declaration by Co-Authors 

The undersigned hereby certify that: 

1. The above declaration correctly reflects the nature and extent of the candidate’s 

contribution to this work, and the nature of the contribution of each of the co-authors;  

2. They meet the criteria for authorship in that they have participated in the conception, 

execution, or interpretation, of at least that part of the publication in their field of 

expertise;  

3. They take public responsibility for their part of the publication, except for the 

responsible author who accepts overall responsibility for the publication;  

4. There are no other authors of the publication according to these criteria;  

5. Potential conflicts of interest have been disclosed to (a) granting bodies, (b) the editor 

or publisher of journals or other publications, and (c) the head of the responsible 

academic unit; and  

6. The original data are stored at the University of Canberra and will be held for at least 

five years from 18/09/2020. 
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Patricia Brown:     Date:   18/09/2020 

Anita Mak:        Date:   18/09/2020 

Peter Chamberlain:    Dr Peter Chamberlain passed away prior to submission of this thesis. 
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4.3 Abstract 
Objectives: This paper examined the psychological factors that influence the well-being of health 
professionals who work with people with dementia and the types of care (person-centred or task- 
oriented) provided to these patients. 
Methods: The literature was reviewed to identify the factors influencing the well-being of, and types 
of care provided by, health professionals working with people experiencing dementia. 
Results: Based on our review of the literature, we propose that approaches to care and the well-being 
of health professionals working with dementia patients are influenced by the characterisation of  
dementia as a terminal illness that typically occurs in older people. Drawing upon terror management  
theory, we argue that exposure to dementia patients is likely to promote awareness of one’s own  
mortality and death-related anxiety. A theoretical model is presented which posits that health  
professionals working in dementia care draw on experiential avoidance to manage this anxiety. Both 
death anxiety, and coping strategies, such as experiential avoidance, used to manage this anxiety  
may influence health professionals’ approaches to care of, and attitudes towards, dementia patients.  
We also suggest a bi-directional relationship between health professionals’ approaches to care and  
well-being. 
Conclusion: Recommendations are made regarding future directions for research and implications for 
training of health professionals providing direct service or consultation in dementia care. 

 
  
4.4 Introduction  
Person-centred care (PCC) is currently accepted as the best practice 
for working with dementia patients. This approach to care seeks to 
enhance the well-being and empowerment of people with dementia 
and their families, regardless of their level of cognitive functioning 
(World Health Organisation [WHO], 2012). PCC has been found to 
reduce aggression in patients (Duxbury, Pulsford, Hadi, & Sykes, 
2013), and is also associated with greater quality of life (Burgener & 
Dickerson Putman, 1999). PCC was identified as a global focus by 
the WHO (2012), identifying the need to improve the quality of care 
for people with dementia. The current focus on this illness is 
associated largely with the anticipated rise of dementia cases, which 
are projected to increase to over 135 million by 2050 (WHO, 2015). 
Expenditure on dementia is significant with the worldwide costs 
estimated to be in the order of US$604 billion in 2010 (WHO, 2012). 
Both the expected increase in the global prevalence of dementia and 
associated costs to the health care system warrant further research 
to advance current care practices to effectively meet the future 
demand. 

Quality Dementia Care Standards (2007) published by 
Alzheimer’s Australia suggest that a range of health professionals 
are required to meet the specialised needs of those with dementia,                                   
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including professionals from nursing, general practice, geriatric 
psychiatry or clinical psychology, physiotherapy, podiatry, speech 
pathology, and occupational therapy. Although direct paid carers 
provide a considerable amount of are for people with dementia, the 
role of allied health professionals becomes more critical as the illness 
progresses. Thus, further exploration of the potentially modifiable 
factors that influence the care provided to dementia patients by 
health professionals is required, such as strategies to enhance PCC 
practice. Despite the positive outcomes of PCC with dementia 
patients, health professionals treating people within this population 
generally focus on symptomology and daily living needs (task-
oriented care (TOC)) rather than PCC (Edvardsson, Winblad, & 
Sandman, 2008; Lee, Volans, & Gregory, 2003). Whilst we 
acknowledge that there are many issues within the aged-care sector 
that impact negatively on service delivery (e.g. funding and staff 
levels, e.g. Chenoweth, Jeon, Merlyn, & Brodaty, 2010), the focus of 
this paper is on potentially modifiable psychological variables that 
influence care provided to patients with dementia. This is particularly 
relevant, given many health professionals will incidentally treat 
patients with dementia without working specifically in aged-care. In  
this paper, we examine, via a review of the relevant literature, how 
psychological factors, such as death anxiety (DA), ageism and  
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experiential avoidance (EA) adopted by health professionals 
influences their well-being and the type of care (TOC versus PCC) 
they provide to dementia patients. The aim is to identify areas of 
research that can guide future cost-effective initiatives to enhance 
the quality of care provided by health professionals working in a 
dementia care setting. 
 
4.5 Health professionals in aged-care and 
dementia care  
The recruitment and retention of health professionals within aged- 
and dementia-care is a global challenge. Dementia care has been 
widely cited as both emotionally and physically demanding on care 
staff, resulting in carers adopting coping strategies such as denial 
and disengagement (Mitchell & Hastings, 2001). This is supported by 
the burnout literature which has revealed that health care workers 
often respond with emotional disengagement when job pressure 
reaches a critical point (Niven, 1994). Thus, high emotional demands 
and a tendency to disengage under emotional distress could explain 
the type of care dementia patients receive. This has negative 
personal outcomes for the health professionals also, as they 
experience higher levels of psychological dysfunction, such as stress 
and burnout (Bassal, Czellar, Kaiser, & Dan Glauser, 2015), when 
unable to provide the care that is congruent with their emotions 
towards a patient (cf., emotional labour theory, Hochschild, 1983). 
 
4.6 Care for dementia patients: person-centred 
versus task-oriented 
PCC for dementia patients has been influenced largely by the efforts 
of Kitwood (1993, 1995). Kitwood argues that carers need to fulfil the 
psychological needs, or ‘personhood’, of people with dementia, being 
their sense of identity, attachment, psychological comfort, and sense 
of inclusiveness. Personhood is enhanced when health professionals 
form close, respectful relationships with dementia patients. 
     Alzheimer’s Australia (2003) recommended that service providers 
base the provision of dementia care on particular core principles: 
valuing the worth of every person, relating to the person rather than 
the illness, maximising autonomy, independence and participation, 
responding to the needs of the whole person, providing an 
environment and experience that are enriching and meaningful, and 
recognising the importance of working in partnership with family and 
friends of the person with dementia. These core principles are 
grounded in the concept of PCC. Likewise, in the United Kingdom, 
the second key standard stipulated in the National Service 
Framework for Older People (Department of Health [DH], 2001) is 
the application of PCC. 
     Several professional frameworks of PCC for dementia currently 
exist, each sharing a number of key characteristics. However, there 
is a dearth of evidence about how best to translate the PCC 
framework into mainstream professional practices (Edvardsson et al., 
2008). PCC is well supported in the literature as good practice that 
benefits dementia patient outcomes. Research has revealed that 
PCC has a greater success in managing aggressive behaviours 
compared to restraint or medication (Duxbury et al., 2012), reduces 
patient levels of discomfort, reduces aggression (Sloane et al., 2004) 
and increases quality of life (Burgener & Dickerson-Putman 1999). 
Clustered randomised control trials have found PCC to be a useful 
intervention to reduce the occurrence and severity of behavioural and 
psychological symptoms of dementia, including agitation (Chenoweth 
et al., 2009), depression and psychosis (Rokstad et al., 2013). 

Notwithstanding these benefits, professionals who work with older 
people remain influenced by biases and stereotypes that impact on 
their expectations of ageing and the people they care for (Coles, Byles, 
Dow, & Tavener, 2013). This presents a challenge for health providers 
seeking to implement PCC policies in the workplace. 

Health professionals are reported to pathologise dementia patients 
and subsequently respond by providing task-oriented care (TOC: 
Borbasi, Jones, Lockwood, & Emden, 2006), where staff focus 
primarily on the immediate daily living needs of the patient, 
disregarding important psychosocial needs (Brooker, Woolley, & Lee, 
2007). This is consistent with the biomedical model, viewing dementia 
as a pathological, organic condition that progresses through stages 
resulting in the patient being viewed through their presenting 
symptomology (Lyman, 1989). TOC approach allows staff to withdraw 
into emotional non-involvement from their patients with dementia 
(Kitwood, 1993). Reinforcing this is Davis’ (2004) concept of viewing 
the person as ‘lost’ in the illness, reducing moral obligations to the 
patient and the perceived necessity for PCC. 

An additional complexity for health professionals treating dementia 
patients is that the treatment plan often requires a multi-disciplinary 
approach across the health professions such as nursing, psychology, 
medicine, physiotherapy, occupational therapy, and social work. 
McBee (2003) recognised the issues for professionals trained in 
‘curing’ illness, by noting that chronic illness, pain and disability 
associated with ageing can evoke frustration and a sense of 
helplessness. Moreover, illnesses that are associated with greater 
mortality often result in health professionals reflecting on, and 
responding to, their own feelings about death. DA is a common 
response, and refers to an individuals’ level of fear of death and the 
process of dying, such as life ending and decomposition of the body 
(Becker, 1973). Given dementia is associated with mortality and older 
age, we propose that the DA experienced by health professionals may 
be relevant to the care provided to dementia patients. 

This paper explores the influence of psychological factors, such as 
DA, ageism and EA on health professionals’ well-being and the type of 
care they provide to dementia patients. We discuss each of these 
psychological variables (DA, ageism, EA) in the context of terror 
management theory (TMT) (Greenberg, Pyszczynski, & Solomon, 
1986). We argue that a health professional’s level of DA is activated by 
the ‘old’ and ‘ill’ characteristics of patients with dementia, because it 
brings death to into our awareness. This activates implicit negative 
attitudes towards dementia patients based on their chronological age, 
termed ageism (Martens, Greenberg, Schimel, & Landau, 2004). 
Accordingly, health professionals who experience DA will be motivated 
to decrease that anxiety, and may employ coping strategies such as 
EA to manage their discomfort. Hayes, Luoma, Bond, Masuda, and 
Lillis (2006) define EA as the process whereby a person is unwilling to 
remain in contact with a private experience, such as emotions, 
thoughts, or memories, and initiates steps to modify the form or 
frequency of that experience. Use of EA to manage DA might, in turn, 
influence how health professionals engage with dementia patients such 
as the type of care provided and their level of ageism. Health 
professionals with higher levels of EA may engage in TOC for 
dementia patients if the emotional demands, such as death-related 
anxiety, are perceived as high. This is particularly relevant, given that 
EA strategies are associated with staff burnout in health professionals 
(Karekla & Panayiotou, 2011). DA and EA will be discussed further 
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below in relation to TMT and the care health professionals provide to 
patients with dementia. We propose a model illustrating how DA might 
influence health professional’s level of ageism, burnout and well-being, 
and their approach to caring for dementia patients, such as adopting a 
TOC or a PCC. 

 
4.7 Death Anxiety  
Feifel’s (1956, 1965) research in geriatrics and mental illness 
stimulated interest in attitudes towards death. Feifel (1965) reported 
that health professionals caring for patients were fearful of death. His 
study of 40 physicians revealed that, despite having less frequent 
death-related thoughts, they reported higher levels of DA compared to 
non-professional groups. This resulted in his controversial hypothesis 
that physicians enter medicine as a means of managing their own 
heighted fears around death (Feifel, 1965). Contemporary literature, 
however, suggests that many health professionals are motivated more 
by the desire to cure illness and ‘save lives’ than the traditional patient 
caring approach to care (Stevens & Crouch, 1995). 
     Simultaneously to Feifel’s research, Becker published a number of 
papers discussing human behaviour and death, integrating several 
principles from the social sciences. Becker (1973) argued that superior 
human cognitive abilities are responsible for our awareness of our own 
mortality, resulting in feelings of vulnerability and consciousness of our 
body as fallible. Subsequently, a trajectory of thought begins with a 
consideration of the aversive events that exist in the world, and the 
realisation that these experiences eventually end in death. The result is 
a fear of death and susceptibility to stimuli associated with dying. DA is 
multidimensional and is viewed as having two primary determinants: 
fear of death such as fears of being forgotten, of separation, darkness 
and decomposition of the body; and fear of dying including fears of 
pain, suffering and sensory loss. While both dimensions explain 
aspects of death-related fears, the two constructs also operate 
uniquely on outcome measures such as health professionals’ 
recommendations for care in a palliative setting (Werner & Carmel, 
2001). Research has found that people, generally, are primarily 
concerned by their fear of dying (Carmel & Mutran, 1997; Werner & 
Carmel, 2001). However, fear of death in health professionals is 
positively associated with recommendations for life-prolonging 
treatments for their terminally ill patients (Werner & Carmel, 2001), 
congruent with the medical model (Krakowski, 1971; Stevens & 
Crouch, 1995). 
     There is some inconsistency in the literature around the nature of 
DA, and whether it is a state or trait characteristic. Sliter, Sinclair, 
Yuan, and Mohr (2014) reviewed the literature and found that a 
person’s level of DA is relatively stable, regardless of exposure to 
death cues, reductions in state/trait anxiety and depression, across 
time and following interventions that address anxiety related to death. 
However, Fortner and Neimeyer (1999) reported that DA in older 
people was associated with physical health and place of residence. 
Specifically, higher levels of DA related to having more physical health 
problems and living in an institution, such as a nursing home, 
compared to those living independently. Research pertaining to the 
relationship between age and DA is mixed. A study by Neimeyer and 
Moore (1994) found that DA decreases across the lifespan, which 
contrasted with a Bodner, Shrira, Hermesh, Ben-Ezra, and Iancu 
(2015) study that found fear of death positively correlated with health 
professionals’ subjective nearness to death. Subjective nearness to 

death is how closely a person perceives they are to death and dying, 
which would likely increase with age based on higher mortality later in 
life. Regardless of the stability of DA or association with age and 
subjective nearness to death, its existence has implications for health 
professionals working with dementia patients. Becker’s contributions 
were the foundation for TMT, which seeks to explain the process 
whereby people seek to manage their sense of mortality and fear of 
death. 
 
4.8 Terror Management Theory 
TMT describes the conflict that people experience between wanting to 
live and the awareness of the inevitability of death (Greenberg et al., 
1986). According to TMT, when people are presented with reminders of 
death, they are motivated to push these thoughts out of their 
awareness to avoid acknowledging their own mortality. The theory 
posits that older people present an existential threat based on our fears 
about death, because they are a reminder that the body is fallible and 
death is inescapable (Martens, Goldenberg, & Greenberg, 2005). 
Related to DA, ageing anxiety is the fear related to anticipated aversive 
losses (physical, mental, personal) associated with the ageing process 
(Lasher & Faulkender, 1993). Ageing anxiety has been found to 
moderate the relationship of DA on ageism, whereby a positive 
relationship exists between DA and ageism when ageing anxiety is low 
(Bodner, Shrira, Bergman, Cohen-Fridel, & Grossman, 2015). 
     It is argued that often our anxiety about both death and ageing is 
experienced at an unconscious level (Martens et al., 2005). 
Experimental studies have routinely included death thought-provoking 
activities to increase participant awareness of their own mortality. This 
is referred to as mortality salience (MS), whereby people’s sense of 
mortality is experienced at a conscious level. 
     According to TMT, when people experience the threat of death, they 
adopt strategies to reduce their anxieties. Pyszczynski, Greenberg, and 
Solomon (1999) proposed a dual-process model of proximal and distal 
defenses to buffer a threat of death, in order to preserve psychological 
well-being. First, the non-automatic thought processes of proximal 
defenses occur directly after a person experiences a conscious threat 
of death. These allow a person to deny the threat of death through a 
variety of strategies such as suppression or distraction from conscious 
thoughts of death. Latency and cognitive load studies support the 
concept of proximal defense mechanisms and the involuntary nature of 
DA (Greenberg, Pyszczynski, Solomon, Simon, & Breus, 1994). 
Proximal defenses such as suppression and distraction strategies 
reduce our DA by providing a sense that death is distant.  
     Distal automatic defenses, however, occur at an unconscious level 
in response to death-related thoughts. These defenses increase 
positive thoughts by constructing a ‘death-transcending reality’ 
(Pyszczynski et al., 1999). Death-transcending reality gives a sense of 
meaning to a person and their life to reconcile the inevitability of death. 
This is achieved through adherence to specific belief systems and 
values relative to individual cultural worldviews. 
     According to TMT, a person’s cultural worldview is a shared 
perception of reality that gives a sense of meaning, orderliness, 
stability, and symbolic immortality such as a legacy or afterlife (e.g. 
religious beliefs). Arguably, the biomedical model is a cultural world 
view, providing a medical reductionist and symptom-focused meaning 
to illness and ageing. The biomedical model provides a sense that 
illness is treatable modern medicine, and thus death is avoidable. An 
example is the shift to the care-cure dichotomy (Stevens & Crouch, 
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1995) whereby health professionals have been socialised to value 
saving lives and curing illness, rather than caring for patients. 
     Similarly, adoption of a TOC to care may serve as a distal defense 
whereby a health professional gains a sense or orderliness and 
stability by prioritising ‘practical issues’ when treating a patient rather 
than engaging with the patient on a deeper level (e.g. PCC). Thus, 
focusing on the symptomology of illness and use of TOC may give 
health professionals a sense of control over the illness and the ageing 
process. In order to maintain psychological well-being, people are 
motivated to take self-protective action when death is salient (Hayes et 
al., 1996).  
     Self-esteem is also described in TMT as a buffer to death-related 
anxiety. Self-esteem is enhanced when a person holds a sense of 
personal value through the belief that their cultural worldview is 
relevant, and that they are also living in accordance with that worldview 
(Pyszczynski, Greenberg, Solomon, Arndt, & Schimel, 2004). The 
suggestion that health professionals value a medical model worldview 
is supported by the care-cure dichotomy literature (Stevens & Crouch, 
1995) whereby health professionals could be motivated to enhance 
their self-esteem through ‘curing’ patients in line with a medically 
focused worldview. 
     Accepting the proposition that holding a shared cultural worldview 
and higher levels of self-esteem buffer anxiety associated with death, 
TMT suggests that individuals experiencing high MS (and associated 
DA) would strive to validate their worldviews to maintain their sense of 
self-esteem. For example, Krakowski (1971) suggests that doctors 
manage their fear of death through professional success. This strategy 
would also increase hostility towards others who impinge on these 
worldviews (Greenberg, Simon, Pyszczynski, Solomon, & Chatel, 
1992). Bodner, Shrira, Hermesh, et al.’s (2015) investigation of the 
association in psychiatrists between DA and attitudes towards their 
patients with borderline personality disorder (BPD) revealed that 
psychiatrists with higher levels of DA experienced more negative 
feelings towards their patients. The authors interpreted these findings 
as psychiatrists experiencing a sense of professional ‘impotence’ when 
DA is high, subsequently responding to their patients with negative 
emotions. These findings support TMT principles and possible 
implications for health professionals such as experiencing hostility 
towards patients who evoke DA.  
     People with dementia are often referred to as being ‘lost in their 
illness’, which can challenge cultural views around the meaning of life, 
sense of stability and symbolic immortality (Greenberg et al., 1992). 
Given dementia is a progressive, terminal illness, people with dementia 
also threaten our worldview that disease can be cured and death 
overcome. Behuniak (2011) examined the manner in which people with 
Alzheimer’s disease have been socially constructed as ‘zombies’ or 
‘the living dead’, with references to a loss of self, loss of ability to 
recognise others, epidemic threat, and death preferable to becoming 
an animated corpse. These notions of dementia illustrate the widely 
held perception that dementia is associated with death, and the 
tendency to dehumanise people with the illness. 
     TMT postulates that terminal illnesses, particularly occurring in older 
people, will increase the salience of mortality. Cancer research has 
supported this argument, reporting that people distance themselves 
from targets with cancer, and rate their own personalities as more 
distinct from cancer patients, compared to other less life-threatening 
health conditions such as a sprained ankle (Pyszczynski et al., 1995). 
The authors interpreted these findings through TMT, whereby people 
distance themselves from others who present an existential threat such 

as people with a terminal illness. This is particularly problematic for 
older people who are typically stereotyped as experiencing physical 
and mental decline (Nelson, 2011). Thus, task-oriented care may be 
adopted by health professionals to validate the medical-model 
worldview, particularly when working with terminally ill patients such as 
dementia patients. Pyszczynski et al’s. (2004) summary of empirical 
evidence related to self-esteem and TMT found that when mortality is 
salient, people are motivated to engage in self-esteem enhancing 
defenses. We suggest that this tendency could mean that the health 
professionals treating dementia patients may be more likely to engage 
in TOC (distal defense) to buffer DA in accordance with the shared 
cultural worldview of the medical model. 
     TMT purports that our fear of death underlies ageism (Martens et 
al., 2004). Our perceptions of older people activate death-related 
thoughts that result in prejudice (Martens et al., 2004). We associate 
negative feelings and ascribe negative traits to older people because 
they remind us of our own mortality (Nelson, 2011). Furthermore, those 
who have a greater DA show more negative views of older people 
(Bodner, Shrira, Hermesh, et al., 2015). Given the strong evidence to 
support implicit societal preference for youth compared to older people 
(Nosek, Banaji, & Greenwald, 2002), health professionals may also 
experience ageism towards dementia patients because this validates 
pre-existing negative views they hold towards older people.  
     Bergman and Bodner (2015) investigated the attitudes and 
compassion of young adults towards older people. Participants were 
presented (via videos) of older people depicted as either fit or with 
physically incapacitated behaviour. They found that higher levels of 
ageism were associated with reduced compassion towards the older 
person. Moreover, when higher ageism occurred in response to the 
incapacitated older person (activating MS), respondents had a greater 
desire for distance from the older person and were less inclined to 
provide help/assistance. This has implications for health professionals 
who experience ageism in response to encountering a patient who is 
an older person with reduced physical capabilities, potentially 
increasing the desire for distance and less compassion (related to care 
provided) and reducing the efficacy in providing assistance (relevant to 
self esteem as professional) to that patient. Bergman and Bodner 
(2015) summarised their findings as an example of ageism reducing 
compassion towards an older person as a result of activation of MS 
when viewing the physical incapacitation of an older person, supported 
by existing research (Hirschberger, Florian, & Mikulincer, 2005).  
     Specific to dementia, researchers have explored whether attitudes 
towards people with dementia are based on assumptions about age, 
illness, or a combination of both factors. O’Connor and McFadden 
(2012) surveyed 248 undergraduate psychology students, comparing 
death-thought accessibility and emotions towards people based on 
target age and health conditions. Students were randomly assigned to 
a vignette describing ‘John’ who was either 29 years old and 
healthy/unknown health condition/rheumatoid arthritis/Gilson’s disease 
(fictional condition with symptoms of Alzheimer’s disease) or 71 years 
old and healthy/unknown health condition/rheumatoid 
arthritis/Alzheimer’s disease. Older targets generated a greater death-
thought accessibility (related to increased mortality salience), and more 
empathy and pity, compared to younger targets. In comparison to other 
health conditions, dementia targets were associated with greater 
death-thought accessibility, and greater empathy, fear and pity than 
targets in healthy/unknown health conditions. Finally, older dementia 
targets generated the greatest pity of all conditions, and more death-
thought accessibility than the younger dementia target. The authors 
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concluded that the results supported TMT, with respondents showing 
greater death-thought accessibility with respect to older people with a 
chronic illness such as dementia. Thus, the age and health status of a 
patient may activate our level of DA. In turn, DA in health professionals 
may influence the care that they provide to dementia patients.  
 
4.9 DA influence on well-being and approaches to 
care 
Oncologists with lower DA have been found to relate more effectively 
to their patients. Peck’s (2009) study of 114 oncology social workers 
examined how their own fear of death might impact on the manner in 
which they communicate and care for patients with cancer. The results 
revealed that participants with higher levels of anxiety about their own 
death were less likely to disclose treatment planning information to 
their patients. This suggests an association between professionals’ 
own DA and how they engage with their patients. Furthermore, a 
reduced capacity to communicate with patients impinges on good PCC 
practice. A key model of PCC is the Person-Centred Practice 
Framework developed by McCormack and McCance (2006). The 
model details prerequisite personal characteristics required by a health 
professional to provide PCC and include effective interpersonal skills to 
achieve engagement with the dementia patient. Given DA has been 
found to influence communication and care for patients with a terminal 
illness, it is plausible that a similar effect could occur for health 
professionals providing care for dementia patients. A review of burnout 
and compassion fatigue among hospice caregivers by Keidel (2002) 
states that burnout occurring from anxiety reduces the quality of care, 
often with care staff blocking effective interpersonal relationships due 
to burnout. This is relevant to health professionals because effective 
communication and engagement underpin the delivery of PCC. 
     Difficulty in managing workplace stress may be exacerbated when 
patient death is salient and workers have a greater DA. Sliter et al. 
(2014) found that DA was related to increased burnout and reduced 
work engagement in firefighters. Higher levels of DA strengthened the 
association between MS and burnout when engaging with injured or 
dying patients. DA was also found to moderate the relationship 
between death-related cues and burnout, where firefighters who were 
high in DA experienced higher levels of burnout in response to death-
related cues, compared to firefighters lower in DA. Given mortality is 
salient when working with ‘old’ and ‘ill’ patients including those with 
dementia, adaptive coping strategies will be instrumental in mitigating 
health professionals’ occupational health in a dementia setting. 
 
4.10 Experiential avoidance  
Kitwood (1993) suggests that carers of people with dementia may take 
a medical-based, task-oriented approach to manage a lack of personal 
resources to engage effectively with their patients. Lazarus (1966) 
defined coping as the manner in which an organism approaches and 
responds to situations that are stressful. The response to a stressor 
can also determine the psychological and physical outcomes beyond 
the magnitude of the stressful event. Lazarus and Folkman (1984) 
proposed two primary categories of coping: problem-focused and 
emotion-focused. Problem-focused coping is an active response to a 
situation; for example, problem solving, managing or changing the 
situation, seeking practical support, or action planning. Emotion-
focused coping involves attempts to control emotions that occur in 
response to a stressful experience with strategies such as minimising, 
self-control, seeking social support, avoidance, self-blame, venting, 

positive reappraisal and distancing. Avoidance-focused coping was 
proposed as a third category of coping by Carver, Scheier, and 
Weintraub (1989), referring to the action or cognitive changes made to 
avoid a stressful experience. These include distraction, denial, 
behavioural and mental disengagement, and alcohol and drug use 
(Carver et al., 1989).  
One particular avoidance-focused coping strategy that can be drawn 
upon to manage distress by disengaging from, or changing the form of, 
the challenging event is EA (Allen & Leary, 2010). Despite the overlap 
between coping styles, EA has been demonstrated to be an 
independent construct. Karekla and Panayiotou (2011) examined 
whether coping constructs predicted psychological distress and well-
being, reporting that people high in EA tend to use avoidant and 
emotion-focused styles of coping that attempt to circumvent internal 
experiences. 
     Given EA is a coping strategy employed to alter unwanted 
experiences (thoughts, feelings, sensations), we suggest that health 
professionals utilise EA as a proximal defense to manage their death-
related anxiety when exposed to patients who increase the salience of 
mortality, such as dementia patients. EA as a coping strategy is 
associated with poorer psychological outcomes such as depression, 
anxiety, and behaviours such as smoking which also impact on 
psychological well-being (Hayes et al., 1996). People high in EA are 
more likely to employ strategies of denial, self-destruction, behavioural 
disengagement, venting, self-blame and social support in response to 
stressful situations (Hayes et al., 1996). Venting, disengagement and 
self-blame have been associated with greater emotional exhaustion 
and depersonalisation (Doolittle, 2007), and also relate to staff burnout 
(Karekla & Panayiotou, 2011). Conversely, people lower in EA tend to 
use more psychologically adaptive strategies such as positive 
reframing and acceptance (Hayes et al., 2006). 
     Health professionals, particularly those working with dementia 
patients, who experience high emotional demands in the workplace, 
characteristically utilise personal resources and strategies to reduce 
their stress. Adopting TOC allows these health professionals to avoid 
any negative or confronting emotional demands, including DA, by 
focusing on the daily routine and symptomology of dementia patients. 
In addition to reducing a carer’s ability to emotionally connect with 
patients, EA is also associated with reduced mental health in dementia 
carers, even after controlling for problem behaviours of care-recipients 
(Spira et al., 2007). 
 
4.11 Psychological acceptance 
Psychological acceptance is an adaptive approach to coping that 
involves a willingness to experience psychological events without 
avoidance, whilst remaining effective, such as being engaged in an 
activity (Hayes et al., 1996), and is related to less emotional exhaustion 
at work (Noone & Hastings, 2011). Moreover, interventions to enhance 
psychological acceptance have been found to reduce symptoms of 
depression and anxiety, fatigue and EA, while improving positive 
mental health (Fledderus, Bohlmeijer, Pieterse, & Schreurs, 2012). 
Therefore, enhancing psychological acceptance in health professionals 
may reduce the need to utilise the maladaptive strategies such as EA, 
which is closely associated with DA. By extension, this clinical strategy 
is also likely to reduce the need for health professionals to adopt TOC 
to manage their DA when treating dementia patients. 
     Enhancing psychological acceptance is a key component of 
psychological interventions based on Acceptance and Commitment 
Therapy (ACT; Hayes et al., 2006). ACT-based interventions have 
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been found to enhance health professionals’ well-being. Noone and 
Hastings (2009) investigated the influence of an ACT-based 
intervention for care staff of people with an intellectual disability. Staff 
reported reduced distress and improved psychological well-being after 
receiving the intervention, compared to a control group. Staff who 
received the intervention also reported more workplace stress after 
receiving the intervention, indicating an increased capacity to tolerate 
greater workplace stress without the use of avoidance strategies. 
Research in the area of mindfulness, an ACT-based intervention, also 
supports the usefulness of an ACT intervention for health professionals 
experiencing high levels of DA. Niemiec et al. (2010) found that under 
conditions of MS, individuals lower in mindfulness exhibited higher 
worldview defenses and self-esteem striving, relevant to TMT. 
Furthermore, higher levels of mindfulness predicted less suppression 
of death-related thoughts following MS. These findings indicate that 
ACT-based interventions might enhance the self-management of DA 
and reduced reliance on distal (TOC) and proximal (EA) defenses 
through psychological acceptance which, in turn, may promote PCC. 
 
4.12 A model of death anxiety and experiential 
avoidance influencing health professionals’ well-
being and approaches to dementia care  
Based on our review of the literature, we propose that approaches to 
care and the well-being of health professionals working with dementia 
patients are, in part, influenced by the characterisation of dementia as 
a terminal illness that typically occurs in older people. Age and illness 
have both previously been associated with greater levels of MS and 
DA. In line with the findings of O’Connor and McFadden (2012), an 
older person with a diagnosis of dementia activates greater DA 
compared to older age or a diagnosis of dementia alone. Thus, it can 
be argued that the age and health status of a dementia patient initiates 
beliefs associated with being ‘old’ and ‘ill’ which, in turn, may activate 
DA in health professionals. To manage this anxiety, proximal defenses 
(EA) and distal defenses (medical-model worldview, TOC) are initiated. 
     Adopting EA in the presence of death-thought provoking stimuli 
reduces anxiety about our own mortality. As outlined above, EA is a 
coping strategy used to alter an unwanted experience through methods 
such as distraction and suppression, equivalent to what TMT defines 
as a proximal defense. Similarly, the maintenance of a medical-model 
worldview and adoption of TOC could be considered distal defenses 
because it can provide health professionals with a sense of order and a 
shared worldview. 
    Adopting a task-oriented or biomedical approach to care allows 
health professionals to focus on daily tasks and the symptomology of 
patients. This validates self-esteem by living in accordance with one’s 
worldview (curing patients) and also reinforces the cultural worldview 
that medicine prevents death which gives the health professional a 
sense of control. Kitwood (1995) noted that health professionals 
treating dementia patients project their own anxieties and disabilities 
onto patients until they have developed acceptance and view the 
person as an equal, allowing for empathic identification. On this basis, 
we propose that DA will promote EA, and subsequently influence the 
type of care provided to the patient (TOC).  

     EA is incongruent with the principles of PCC, and occurs when a 
person disengages or changes the form of a stressful event. Thus, EA 
is likely to result in TOC rather than PCC. People who have a greater 
tendency to engage this approach are likely to adopt various 
maladaptive avoidance coping behaviours that are associated with 
poor psychological health outcomes such as depression, anxiety, 
burnout and stress. Therefore, a health professional employing EA 
(proximal defense) to manage DA would most likely experience 
reduced well-being and increased stress and burnout. Furthermore, we 
propose a bi-directional relationship between health professional well-
being and the type of care provided to a dementia patient. Adopting 
TOC has been associated with poor psychosocial outcomes based on 
emotional labour theory (Bassal et al., 2015; Hochschild, 1983). A 
distressed health professional has less capacity to engage with a 
patient on a person-centred level (Keidel, 2002). Our proposed model 
suggests that higher EA employed to manage DA would directly 
influence ageism, type of care provided to dementia patients, and the 
well-being of health professionals (shown in Figure 4.1). Consistent 
with previous research (Bodner, Shrira, Bergman, et al., 2015; Martens 
et al., 2004), we also propose that DA has a direct effect on ageism.  
     We suggest that enhancing psychological acceptance will reduce 
the reliance on EA, and provide health professionals with a more 
adaptive coping approach. We also propose that psychological 
acceptance will reduce the impact of DA on the manner in which health 
professionals care for patients with dementia. Similarly, increased 
psychological acceptance could promote the adoption of increased 
PCC to care for dementia patients. Finally, psychological acceptance 
could also enhance the psychological well-being of care staff, reducing 
the incidence of burnout and perceived stress. At the broad industry 
level, this would enhance the quality of care consumers (dementia 
patients) receive and result in a possible reduction in the financial costs 
associated with burnout. 
     In addition to the organisational issues associated with the aged-
care sector, we argue that EA reduces the effective translation of 
knowledge into practice for PCC. We suggest that health professionals 
treating dementia patients are unable to effectively engage in a PCC 
framework if they have insufficient adaptive personal resources to 
manage the stress and anxiety associated with death. Accepting this 
premise suggests that initiatives should be developed that equip health 
professionals with effective and adaptive coping strategies to cultivate 
psychological acceptance and reduce EA around mortality concerns. 
Such a strategy is expected to enhance the level of care received by 
dementia patients, improve job satisfaction and attitudes towards 
dementia patients, and facilitate the development of care environments 
in which PCC frameworks can be successfully implemented into 
practice. Previous research has found ACT-based interventions to be 
useful in reducing stigma and burnout in drug and alcohol professionals 
(Hayes et al., 2004). 
     At present, there is limited understanding on how best to translate 
PCC models into the workforce. Future research should explore the 
influence of individual attributes of health professionals, such as coping 
strategies and DA, on the type of care dementia patients receive. 
Furthermore, investigation of acceptance-based interventions with 
health professionals working in a dementia care setting is warranted to 
determine the efficacy of promoting psychological acceptance in health  
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professionals, and how this influences approaches to care. Strategies 
to promote psychological acceptance in the workplace has a sound 
evidence-base, particularly in clinical psychology. Previous research 
supports the use of clinical interventions to reduce health professionals’ 
burnout, whilst enhancing their ability to provide PCC. Future research 
should investigate the effectiveness of acceptance-based clinical 
interventions for health professionals in a dementia-setting. Such 
interventions may have a place in education institutions to provide 
training for prospective health professionals to manage the potential 
future demands involved in working in dementia care. 
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Chapter 5: Paper 2 

Nursing students’ death anxiety and fear towards dementia patients 

5.1 Chapter Introduction 

This chapter presents the second article of this PhD, investigating levels of death anxiety 

elicited by older people with dementia. Specifically, the study examines how the death anxiety of 

nursing students varies when presented with fictional patients varied by age and illness. This 

paper has been published in the Australasian Journal on Ageing; the format of the paper is in 

accordance with the manuscript submission guidelines for this journal. 

5.2 Declaration for Thesis Chapter 5 

5.2.1 Declaration by Candidate 

In the case of Chapter 5, the nature and extent of my contribution to the work was the 

following: 

Nature of contribution       Extent of contribution  

Design and undertaking of study and writing of paper   93%  

The following co-author contributed to the work: 

Name Nature of contribution Extent of 

contribution 

Contributor a 

student at UC 

Patricia Brown Study design, theory, statistical 

analysis, editing 

7% No 

 

Candidate’s signature:        Date: 18/09/2020 



94 
 

 

5.2.2 Declaration by Co-Author 

The undersigned hereby certify that: 

1. The above declaration correctly reflects the nature and extent of the candidate’s 

contribution to this work, and the nature of the contribution of each of the co-

authors; 

2. They meet the criteria for authorship in that they have participated in the 

conception, execution, or interpretation, of at least that part of the publication in 

their field of expertise;  

3. They take public responsibility for their part of the publication, except for the 

responsible author who accepts overall responsibility for the publication;  

4. There are no other authors of the publication according to these criteria;  

5. Potential conflicts of interest have been disclosed to (a) granting bodies, (b) the 

editor or publisher of journals or other publications, and (c) the head of the 

responsible academic unit; and  

6. The original data are stored at the University of Canberra and will be held for at 

least five years from 18/09/2020.  

 

Patricia Brown:     Date:   18/09/2020 

 

 

 



95 
 

 

DOI: 10.1111/ajag.12414 
 

 
Brief Report                  
Nursing students’ death anxiety and fear towards 
dementia patients 
 
Ellen L McKenzie and Patricia M Brown 
Centre for Applied Psychology, University of Canberra, 
Canberra, Australian Capital Territory, Australia 
 
5.3 Abstract 
 
Objective: This study investigated the relationship between death 
anxiety (DA) and fear towards patients according to the age and 
illness of the patient. 
Methods: A sample of 94 undergraduate nursing students from an 
Australian university were presented with a hypothetical patient, 
who varied by age (29 years or 
71 years) and illness (arthritis, cancer or dementia). They then 
completed measures of DA and fear towards the patient. 
Results: Older patients with dementia were associated with higher 
DA compared to all other conditions. Greater fear was associated 
with patients in the dementia target condition. 
Conclusion: The findings from this study are consistent with 
terror management theory; specifically, older age and terminal 
illness are associated with greater DA. 
Implications are discussed regarding the quality of care 
provided to older people with dementia. 
 
Practice Impact: Findings of the present study can be 
used to guide practical applications for industry and 
educational institutions to attract nurses and prospective 
nurses to dementia care. The findings also could enhance 
the quality of care provided to dementia patients, 
including the practice of person-centred care. 
 
Key words: aged care, death anxiety, nursing, older people, 
terror management. 
 

5.4 Introduction 
Complex health issues for people with dementia are associated 
with both illness and being older in age. The role of nurses and 
allied health professionals become more critical as the illness 
progresses. Nurses and midwifes currently make up the largest 
portion of the Australian health workforce, followed by medical 
practitioners and psychologists [1]. This trend is continued in the 
aged care sector [2]. Advances in medicine mean that people are 
now living longer; however, older age is associated with age-
related health problems such as terminal conditions (e.g. cancer, 
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dementia) and non-terminal conditions (e.g. arthritis) [3]. 
Increased life expectancy combined with the current and 
projected shortage of nurses within aged care means that 
dementia and aged care pose the greatest future workforce 
demand for nurses within the Australian health-care system [4]. 
Strategies to attract and retain nurses to work within aged care, 
and, specifically with dementia care, will be critical in meeting 
future demands. Dementia is currently the second leading cause 
of death in Australia [5]. A nurse’s chosen area of work and the 
type of care provided to patients may be influenced by awareness 
of the high mortality rates in dementia patients despite being 
frequently exposed to the death of patients within other clinical 
work. McKenzie et al. [6] argue that psychological factors (e.g. 
death anxiety (DA), fear) are important determinants of health 
professionals’ approach to working with dementia patients based 
on the premise that dementia patients are older in age and likely 
to have a terminal illness. 
 
Death anxiety is defined as an unpleasant emotion resulting from 
existential concerns that are provoked by contemplation of the 
death of the self or others [7]. More simply, it is emotional 
discomfort triggered by the awareness, and fear, of one’s own 
death and mortality. Death anxiety has been found to have a 
direct negative impact on nurse capacity to perform in their role 
effectively. Nurse fear of death is one of many psychological 
variables associated with greater emotional exhaustion and 
depersonalisation, factors of burnout, which would likely impact 
on the quality of care patients receive [8]. Sliter et al. [9] found 
that higher DA in nurses was associated with greater burnout and 
reduced engagement with patients. A review of 15 studies 
published between 1990 and 2012 investigated nurse attitudes 
towards death and how this anxiety influenced nursing care 
provided to patients [10]. The review highlighted that nurses with 
higher DA reported lower intentions to discuss death and dying 
with patients and were less likely to have a positive attitude 
towards providing end of life care to a patient [10]. These findings 
can be interpreted through the framework of terror management 
theory (TMT) which argues that people who are older and/or have 
a terminal illness may pre- sent an existential threat to others 
because they remind them of their own mortality [11]. Terror 
management theory asserts that DA is experienced at a 
conscious level, referred to as mortality salience, when a person 
is exposed to death-related cues. McKenzie et al. [6] suggest that 
a health professional’s DA (anxiety specific to thoughts of death 
and dying) may be activated by contact with/encounters with 
dementia patients due to their age (older person) and having and 
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terminal illness (dementia), subsequently affecting emotions 
experienced towards, and care provided to, these patients. 
 
A study by O’Connor and McFadden [12] explored differences in 
mortality salience and fear towards target persons of varied age 
(29 or 71 years) and illness (normal/no illness, unknown, arthritis 
or dementia). They found evidence of higher mortality salience for 
participants responding to a target person who was older and had 
dementia (measured via the recall of death-related words) 
compared to all other conditions. One explanation for this finding 
is that greater fear is experienced due to people with dementia 
activating higher levels of DA. O’Connor and McFadden 
highlighted one limitation of their study was that dementia was not 
compared to another terminal illness, such as cancer. 
Presumably, both dementia and cancer would be associated with 
greater DA due to the association of mortality with both illnesses, 
based on TMT principles. Further exploration is warranted to 
determine whether psychological factors (DA, fear) elicited by 
people towards dementia patients differ due to the patient being 
older in age, having a terminal illness, or a combination of both in 
dementia care. Given aged care and dementia provided the 
greatest deficit of nurses within the health-care system, it is 
important to understand the psychological factors associated with 
caring for older patients with dementia for this group of health 
professionals, as these may impact on the care provided. 
 

5.4.1 Present study 
This study aimed to investigate the association between the age 
and illness status of hypothetical target patients and the 
psychological factors of DA and fear associated with the target in 
a sample of nursing students. Target patients were varied by age 
(young, old) and illness (arthritis, cancer and dementia). This 
study differs from O’Connor and McFadden [12] with the 
investigation of cancer against other health conditions, and a 
broader age range of participants. Younger onset dementia is the 
diagnosis given to those under the age of 65 years who meet the 
criteria of a dementia condition, and currently affects 
approximately 25, 100 people in Australia [13]. Therefore, a 
young dementia condition was included in this study. 
 
Participant age was an additional factor included to explore 
differences between younger (25 years and below) or older (26 
years and above) participants, as DA has been found to have a 
positive association with health professional’s subjective nearness 
to death [14]. It was hypothesised that higher DA would be 
associated with older and terminally ill patients (old/cancer, 
old/dementia) compared to younger and non-terminally ill patients 
(young/arthritis). In addition, it was predicted that there would be 
no difference in DA between old, terminally ill conditions 
(old/cancer, old/ dementia) given both are anticipated to be 
associated with death. It was expected that the older patients with  
a terminal illness (old/cancer, old/dementia) would be associated 
with greater DA than the young patients with a terminal illness 
(young/cancer, young/dementia) based on TMT principles. 
Finally, it was hypothesised that greater fear would be associated 
with the terminal illness (cancer, dementia) conditions compared 

to a non-terminal illness (arthritis) following O’Connor and 
McFadden’s findings [12]. 
 
5.5 Methods 
5.5.1 Participants 
Participants were 94 undergraduate nursing students recruited 
from a regional Australian university. Eighty two participants were 
female (87%) and 12 were male (13%). Participants’ age ranged 
from 19 to 59 years (M = 29.69, SD = 10.64). The study was 
approved by the Human Research Ethics Committee of the 
University of Canberra (Approval No.: HREC 14-52). 
 

5.5.2 Procedure and design 
The study employed a between participants experimental design. 
Participants completed the online survey which included 
demographic information followed by a vignette of a hypothetical 
patient. The patient varied by age (29 or 71 years) and illness 
(arthritis, cancer or dementia). Participants then completed a 
manipulation check where they were asked to recall the age and 
illness of the person in the vignette. Finally, participants 
completed measures of DA and fear towards the target. 
 

5.5.3 Measures 
 

5.5.3.1 Death anxiety 
Death anxiety was measured using a subscale, death of self, from 
version 3.0 of The Collett-Lester Fear of Death Scale [15,16]. The 
measure consists of seven items each asking participants to 
report ‘How disturbed or anxious are you’, with respect to specific 
fears related to experiencing death such as ‘the total isolation of 
death’. Responses were made on a 7-point scale (1 = not at all to 
7 = very). Cronbach’s alpha for this study was 0.92, comparable 
to the Cronbach’s alpha in the original scale of 0.91 [16]. 
 

5.5.3.2 Fear towards the target 
Three items were used to measure fear (afraid, fearful and 
anxious) towards the target [12]. Responses were made on a 7-
point scale (1 = strongly disagree to 7 = strongly agree). 
Reliability analysis was satisfactory for the current study with a 
Cronbach’s alpha of 0.90, comparative to the original study of 
0.86 [12]. 
 

5.5.4 Data screening and descriptive statistics 
All data were analysed using SPSS version 22.0 software. 
Eight participants failed the manipulation check and were 
removed from the subsequent analyses. A median-split was 
. 
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conducted to form two categories for participant age: 
younger age (25 years and below, n = 43) and older age (26 
years and above, n = 42), for subsequent analyses. 
 
A  2 x 3 x 2 factorial analysis of variance was conducted to 
analyse participants’ level of DA associated with targets varied by 
age (young, old) and illness (arthritis, cancer, dementia), and 
across participant age (younger, older). 
 
A  2 x 3 x 2 factorial analysis of variance was conducted to 
analyse participants’ level of fear associated with targets varied 
by age (young, old) and illness (arthritis, cancer, dementia), and 
across participant age (younger, older). 
 
5.6 Results 
Death anxiety associated with targets varied by age and 
illness 
The ANOVA revealed no main effect for target age, F(1,72) = 
0.006, P = 0.937, target illness, F(2, 72) = 0.663, P = 0.518, and 
participant age, F(1, 72) = 0.030, P = 0.863. However, a 
significant interaction was found between target age and target 
illness, F(2, 72) = 4.074, P = 0.021, g² = 0.102, shown in Figure 
5.1. Furthermore, a significant interaction was found between 
target illness and participant age, F(2, 72) = 3.444, P = 0.037, g² 
= 0.087. 
 
Planned comparisons tested the prediction that higher DA would 
be associated with the older dementia condition compared to the 
younger dementia condition and that there would be no difference 
between the older terminal illness conditions (cancer vs 
dementia). The results indicated that greater DA was associated 
with the older dementia condition (M = 4.68) compared to the 
younger dementia condition (M = 3.07), t(79) = 2.488, P = 0.015. 
Furthermore, a planned comparison showed the difference in DA  
associated older dementia (M = 4.68) and older cancer (M = 3.47) 
conditions approached significance, t(79) = 1.872, P = 0.065. 
 
 
Figure 5.1 Death anxiety across target illness conditions for both 
target age conditions   Young    Old 

 

Pairwise comparisons were used to follow up the significant 
interaction between target illness and participant age. Younger 
age participants (25 years and below, M = 4.08) reported greater 
DA compared to older age participants (26 years and above, M = 
2.60) in the arthritis target condition; F(1, 72) = 4.749, P = 0.039. 
No other comparisons were statistically significant. 
 
Fear associated with targets varied by age and illness 
The ANOVA revealed no main effect for target age, F(1, 73) = 
0.038, P = 0.846, or participant age, F(1, 73) = 1.285, P = 0.261. 
However, a main effect was found for target illness, F(2, 73) = 
3.642, P = 0.031, g² = 0.091. There were no significant interaction 
effects. 
 
Planned comparisons tested the prediction that greater fear would 
be associated with the terminal illness conditions (cancer, 
dementia) compared to arthritis. The results indicated that greater 
fear was associated with cancer (M = 2.37) and dementia (M = 
2.47) conditions compared to the arthritis condition (M = 1.56), 
t(83) = -2.792, P = 0.0007. 
 
5.7 Discussion 
This study found higher levels of DA in nursing students were 
associated with older terminally ill patients, consistent with TMT. 
These findings suggest that a diagnosis of a terminal illness, such 
as dementia, may evoke more DA compared to a non-terminal 
illness towards an older people. The older dementia target was 
associated with the highest level of DA overall, suggesting that 
both the age and diagnosis for a person with dementia may 
present a unique association for bringing mortality into 
awareness. The present study also found nursing students 
expressed greater fear towards targets with a terminal illness 
compared to a non-terminal illness. Fear experienced towards a 
person with dementia may relate to the perceived association with 
death. 
 
Psychological factors, such as DA and fear, may influence the 
type of care health professionals provide to people with dementia 
due to these patients typically being older in age and having a 
terminal illness [6]. Specifically, if people with dementia activate 
high levels of DA, this may impact upon health professional’s 
capacity to engage with these patients [9,10]. Furthermore, higher 
levels of fear elicited by people with dementia may also be 
relevant to the type of care health professionals provide. Current 
literature recommends a person-centred care approach for 
working with people with dementia which is largely built on 
developing close, meaningful relationships with the patient 
[17,18]. Therefore, DA and fear associated with people with 
dementia may reduce a health professional’s capacity to provide 
person-centred care to these patients. One explanation is that 
health professionals may disengage emotionally from their 
patients (through experiential avoidance) to buffer the impact of 
DA, which reduces both capacity to
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engage effectively with patients and to provide person-centred 
care [6]. 
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Findings of the present study can be used to guide practical 
applications to attract nurses to dementia care, and also 
improve the quality of care provided to people with dementia. 
Intrinsic rewards associated with being effective in a caring 
role have been found to attract nurses to dementia and aged 
care [19]. Therefore, enhancing the quality of care nurses can 
provide to people with dementia may mean that dementia care 
is a more attractive area for nurses to work. Interventions 
aimed to influence health professionals’ psychological 
variables might be useful for the recruitment and retention of 
staff, and also to optimise the quality of care provided to 
people with dementia. Strengthening psychological 
acceptance, an adaptive coping approach to experience 
psychological events without avoidance [20], may buffer the 
effect of DA on care for people with dementia. 
 
5.8 Conclusion 
This study found that DA was activated to a higher degree 
when faced with a hypothetical patient who is older and has a 
terminal illness such as dementia. This effect was independent 
of the perceiver’s own age. Terminally ill patients were also 
associated with greater fear. These negative psychological 
responses are relevant to the care provided by health 
professionals to older patients with dementia. Future research 
should examine these variables in practicing health 
professionals across disciplines and investigate how this 
association relates to the type of care provided to people with 
dementia. 
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Chapter 6: Paper 3 

The influence of death anxiety and experiential avoidance on depersonalization and 

patient engagement in a dementia setting 

6.1 Chapter Introduction 

This chapter presents the third article of this PhD, assessing the relationships between 

psychological factors proposed in the theoretical model presented in Paper 1, Chapter 4. 

Specifically, levels of death anxiety and a coping strategy of clinicians’ were examined in 

relation to their reported engagement with patients and depersonalisation. This paper has been 

submitted, and is under review, for publication in Death Studies; the format of the paper is in 

accordance with the manuscript submission guidelines for this journal.  
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The Influence of Death Anxiety and Experiential Avoidance on Depersonalization and 

Patient Engagement in a Dementia Setting 

6.3 Abstract 

Death anxiety is widely considered to influence the care clinicians provide to their patients. 

This study aimed to investigate the impact of death anxiety and maladaptive coping 

(experiential avoidance) on clinicians’ (health and medical professionals) level of 

depersonalization and their engagement with patients who have a diagnosis of dementia.  

Results from a survey of clinicians showed that death anxiety had a direct effect on 

engagement with patients, and an indirect effect on depersonalization via experiential 

avoidance. Clinical implications of these findings are discussed and recommendations 

made for training initiatives to enhance clinician wellbeing and improve the quality of 

dementia care. 

 (limit 100/100 words) 

Keywords: death anxiety, dementia, older adults, workplace. 
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The Influence of Death Anxiety and Experiential Avoidance on Depersonalization and 

Patient Engagement in a Dementia Setting 

6.4 Introduction 

The fear of death or dying, referred to as death anxiety, is considered a fundamental part 

of the human experience (Tomer et al., 2007). Death anxiety has been found to influence the type 

of care that medical and health professionals, referred to here as clinicians, provide to their 

patients (Bodner et al., 2015; Cheong et al., 2020; McKenzie et al., 2017; Nia et al., 2016). It has 

been proposed that patients, especially those who are older or have a terminal illness, can elicit 

clinicians’ fears about death by reminding them of their own mortality (McKenzie et al., 2017). 

The activation of awareness of death is referred to as increased salience of mortality and can be 

understood in the context of Terror Management Theory (TMT: Greenberg et al., 1986).  

TMT argues that we all have an underlying existential fear of our own death. Reminders 

of death activate this fear of our own mortality (mortality salience) and death anxiety. Studies 

have found that patients who are older and/or with dementia (McKenzie & Brown, 2017), have a 

terminal illness (Nia et al., 2016), or elevated risk of death such as suicide risk (Bodner et al., 

2015) elicit higher levels of death anxiety. Research has also shown that higher levels of death 

anxiety may impact on the care a clinician provides to their patients (Cheong et al., 2020; Nia et 

al., 2016), such as withdrawing from the relationship or holding more negative attitudes about a 

patient (Gurdogan et al., 2019). Arguably, within TMT, this represents an attempt by clinicians 

to alter their engagement with patients to cope with their heightened sense of existential threat 

triggered by patient interactions.  

Dementia is a degenerative condition that characteristically occurs later in life and has 

been associated with higher levels of death anxiety compared to conditions affecting a younger 
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person or a person with a non-terminal illness (McKenzie & Brown, 2017). Therefore, clinicians 

providing treatment may experience increased mortality salience when presented with a patient 

who has a diagnosis of dementia. This may activate a clinician’s own death anxiety resulting in a 

disengagement from patients in care as a way of coping.  

 Person-centred care (PCC) is currently endorsed as best practice when providing care to 

patients with a diagnosis of dementia (Fazio et al., 2018). PCC relies on a clinician valuing a 

patient and engaging in a meaningful relationship with them (Kitwood, 1997); however, this 

often does not translate to clinical practice (Granbo et al., 2019; Reilly & Houghton, 2019). 

McKenzie et al. (2017) proposed a model which argues that patients with a diagnosis of 

dementia may trigger a clinician’s existential fears of death. Once mortality is salient, death 

anxiety may reduce a clinician’s capacity to provide effective PCC if the clinician lacks the 

personal resources or adaptive coping strategies to manage their death anxiety. It is suggested 

that clinicians might adopt coping strategies, such as the maladaptive coping strategy called 

experiential avoidance, to manage their death-related anxiety.  

Experiential avoidance is a coping strategy used to reduce unwanted thoughts, feelings 

and sensations by withdrawing or disengaging from the experience (Harris, 2019). McKenzie et 

al. (2017) argue that clinicians adopting experiential avoidance are less resourced to cope with 

their death anxiety, consistent with the literature on maladaptive coping (Hayes et al., 1996). The 

assumption is that clinicians providing care without adaptive psychological resourcing will be 

less able to provide PCC to patients with a degenerative condition such as dementia (Alavi & 

Hosseini, 2019).  

The death anxiety and experiential avoidance associated with providing care in a 

dementia setting may increase clinician burnout; however, this has not yet been tested. 
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Depersonalization is a component of burnout occurring when a clinician emotionally distances 

themselves from patients (Maslach, 2001). Given depersonalization involves emotional 

distancing from patients, it is possible that clinicians higher in experiential avoidance also are 

more likely to experience depersonalization. Depersonalization is considered a significant 

determinant of the type of care provided by clinicians to patients, with greater levels of 

depersonalization associated with suboptimal care (Shanafelt et al., 2002).  

This study examined how death anxiety and experiential avoidance influence a clinician’s 

capacity to engage with their patients and their own experience of depersonalization when 

working with patients who have a diagnosis of dementia. The first aim of our study was to 

determine if death anxiety impacted on an aspect of person-centred care, patient engagement, 

and if this effect was mediated by a clinician’s own coping strategy, such as experiential 

avoidance. The second aim was to determine the impact of death anxiety and experiential 

avoidance on clinician depersonalization. Again, we wanted to determine whether the 

relationship between death anxiety and depersonalization was mediated by experiential 

avoidance. We tested two hypotheses: 

H1: Death anxiety would negatively predict patient engagement and this relationship 

would be mediated by experiential avoidance.  

H2: Death anxiety would positively predict depersonalization and this relationship 

would be mediated by experiential avoidance.  

6.5 Method 

6.5.1 Research design 

This study used a cross-sectional correlational design whereby participants self-selected 

to complete an online survey. Mixed purposive and convenience sampling was used to recruit 
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health and medical professionals (e.g. psychologists, nurses, doctors, social workers, 

occupational therapists, physiotherapists, specialists such as psychiatrists and geriatricians) who 

routinely provide clinical care to patients with a diagnosis of dementia. Researchers engaged 

community organisations, hospitals, aged-care facilities, and other professional groups within 

Australia to promote the study. Social media platforms of the first author, such as twitter and 

LinkedIn, were used to share the survey to other professionals which resulted in further 

information sharing across social media consistent with snowball recruitment. The University of 

Canberra, Australia, Human Research Ethics Committee approved this study [HREC - 

20180390]. 

6.5.2 Participants and study procedures 

Participants of this study were 132 health and medical professionals who reported either 

having regular clinical contact or could potentially have clinical contact incidentally with 

patients who have a diagnosis of dementia. Thirteen cases were removed due to large amounts of 

missing data. Missing data analysis revealed that subsequent missing data was missing 

completely at random; therefore, listwise deletion was used. The final sample consisted of 119 

participants (83% female, Mage = 40.27, SD = 12.78, 63% Australian born). Thirty percent of 

the sample were nurses, followed by psychologists (23%) and occupational therapists (13%). The 

remainder of the sample included social workers, physiotherapists, doctors, dieticians, and other 

allied health professionals. Participants had, on average, 11.64 years of clinical experience (SD = 

10.88). On average the percentage of dementia patients as part of overall workload was 42.3%.   

Participants were invited to complete an online survey generated using Qualtrics software 

(www.qualtrics.com). Participants were offered entry to a prize draw for the chance to win one 

of four gift vouchers valued at $100 in recognition of their time. Participants completed 
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demographic questions and were then presented with a fictional case vignette describing an older 

patient with a diagnosis of dementia adapted from O’Connor and McFadden (2012).  The 

purpose of presenting the vignette was to induce mortality salience and activate participants’ 

death anxiety (see McKenzie & Brown, 2017). Participants completed a salience check whereby 

they were asked to recall the age (any answer of 70 years and above was accepted) and illness 

(dementia; and/or any form of dementia e.g. Alzheimer’s disease, was accepted) of the person in 

the vignette to ensure that each participant was aware that the fictional target was an older person 

with a diagnosis of dementia.  

Participants then completed a number of measures including: death anxiety, experiential 

avoidance, patient engagement, and burnout (depersonalization). Death anxiety (DA) was 

measured using the seven item subscale ‘death of self’ taken from Version 3.0 of the Collett-

Lester Fear of Death Scale (Collett & Lester, 1969; Lester & Abdel-Khalek, 2003). A higher 

score on this scale indicates a greater level of death anxiety. Experiential avoidance (EA) was 

measured using the seven item Acceptance and Action Questionnaire-II (AAQ-II) (Bond et al., 

2011). A higher score on this scale indicates a greater level of experiential avoidance. Patient 

engagement (PE) was measured using the nine item caring subscale of the Patient-Practitioner 

Orientation Scale (PPOS) which shows the extent a clinician values the relationship with patients 

(Krupat et al., 1999). A higher score on this scale indicates greater endorsement of patient 

engagement. Depersonalization (DEP) was assessed with the use of the five item 

depersonalization subscale of the Maslach Burnout Inventory – Human Services Survey (MBI-

HSS), which measures the extent to which a clinician reports restricted feelings or less personal 

responses towards a patient or their treatment (Maslach & Jackson, 1981). A higher score on the 
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MBI-HSS subscale depersonalization indicates a greater level of depersonalization experienced 

by the clinician.  

6.6 Results 

Six cases were removed having failed the salience check leaving a total of 113 

participants for the subsequent analyses. Table 1 reports descriptive statistics for all key variables 

along with intercorrelations and Cronbach’s alpha coefficients for scale variables. All reliability 

coefficients were comparable to the original studies.  

Table 6.1 Descriptive statistics, Cronbach’s alpha coefficients and intercorrelations for key 

variables 

Variable Mean SD α AGE RAT DA EA  PE 

RAT 40.70 36.48 - .204* -    

DA 2.81 1.13 .84 -.211* -.021 -   

EA 16.00 7.48 .90 -.289** .004 .337*** -  

PE 4.84 0.71 .67 .083 .010 -.322** -.180 - 

DEP 0.90 0.87 .70 -.411*** -.210* .141 .303** -.078 

Note: AGE = participant age, RAT = ratio of patients on caseload with diagnosis of dementia, DA = death anxiety, EA = experiential avoidance, 
PE = patient engagement, DEP = depersonalization. DA can range from 1-7, EA from 7-49, PE from 1-6 and DEP from 0-6. 
N = 102 (listwise), * p<.05 ** p<.01 *** p<.001 

Two hierarchical multiple regression analyses assessed effects of DA and EA on patient 

engagement and depersonalization while controlling for covariates of age (AGE) and ratio of 

dementia patients in caseload (RAT), see Table 2. The proposed mediator (EA) was entered at 

the final step of the analysis. For patient engagement, DA was a significant negative predictor at 

step 2 and step 3. For depersonalization, AGE, RAT and EA were all significant predictors in the 

final model.  
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Table 6.2 Hierarchical regression of predictors of patient engagement (PPOS Caring) and 

depersonalization (MBI) 

 Patient Engagement 

(N =108) 

Depersonalization 

(N = 103) 
Step/Predictor β ΔR2 sr2 β ΔR2 sr2 

1  .005   .143***  

AGE 
.057 

 .003 -.327***  .102 

RAT .031  .001 -.136  .018 

2  .061**   .002  

AGE .005  <.001 -.317**  .091 

RAT .040  .002 -.137  .018 

DA -.252*  .061 .042  .002 

3  .002   .056**  

AGE -.010  <.001 -.263**  .060 

RAT .045  .002 -.151  .022 

DA -.235*  .047 -.029  .001 

EA -.055  .002 .255**  .056 

Overall R2  .068   .200***  

* p < .05 ** p < .01 *** p < .001 

Mediation analysis was conducted to examine the potential indirect effect of DA on patient 

engagement and depersonalization via EA, while controlling for previous covariates (AGE and 

RAT). 1 Given that EA was not a significant predictor of patient engagement, indirect effects of 

 
1 Mediation analysis conducted using PROCESS 3.5 Software © 2012-2020 by Andrew F. Hayes. Available at www.afhayes.com.                   

The analysis used 5000 bootstrap samples. 
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DA on patient engagement via EA was not tested. While DA did not have a significant total (B = 

-.022, 95% biased bootstrapped CI [-.713, .126]) or direct (B = -.026, 95% biased bootstrapped 

CI [-.171, .126]) effect on depersonalization, it did have a significant indirect effect via EA (B = 

.055, 95% biased bootstrapped CI [.001, .120]). 2 Higher DA was associated with higher EA 

which in turn was associated with greater depersonalization. 

6.7 Discussion 

This study examined the influence of clinician death anxiety on patient engagement and 

depersonalization in the context of dementia care and whether these relationships were mediated 

by experiential avoidance. The first hypothesis was partially confirmed with results showing a 

direct negative effect of death anxiety on patient engagement whereby clinicians reporting higher 

death anxiety reported lower levels of being able to engage with patients in a care relationship. 

However, contrary to our hypothesis, this relationship was not mediated by experiential 

avoidance. While death anxiety was significantly positively related to experiential avoidance, 

there was no significant relationship between experiential avoidance and patient engagement. 

The second hypothesis was partially supported. Death anxiety had a significant positive indirect 

effect on depersonalization via experiential avoidance. Specifically, higher death anxiety was 

related to increased experiential avoidance which in turn was related to higher depersonalization.  

Our findings support the notion that death anxiety may impact upon the type of care that 

clinicians provide to a patient with a diagnosis of dementia. Death anxiety was negatively related 

to patient engagement. This is clinically relevant across disciplines given many professionals are 

often required to meet the physical, psychological and emotional needs of a patient with 

dementia. Interestingly, this effect was not mediated by clinician’s own level of experiential 

 
2 Hayes (2014) argues that indirect effects can be assessed in the absence of a significant total effect. 
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avoidance. This could be partly explained by the measure selected to represent the patient 

engagement. Currently there is no consensus around the measurement of PCC due to multiple 

definitions, models and measurements existing in the literature (Fazio et al., 2018; Louw et al., 

2020). The PPOS caring subscale does examine aspects of patient engagement; however, this 

scale does not address all of the relational components of PCC. We chose a measure which 

assessed engagement with a patient; however, this is arguably only one aspect of PCC which also 

includes prioritisation of the relationship over medical needs and characteristics or skills a 

clinician may use to engage a patient such as humour or warmth. It is also possible that the 

relationship between death anxiety and patient engagement is mediated by other psychological 

variables such as mental health or meaning in life (Ding et al., 2020).  

In relation to the results for depersonalization, our findings suggest that death anxiety can 

influence the type of coping strategy employed by clinicians which can, in turn, impact clinician 

burnout. Death anxiety was positively related to depersonalization via its influence on 

experiential avoidance. However, there was no direct effect of death anxiety on 

depersonalization. This suggests that when death anxiety is high, clinicians may be more likely 

to engage maladaptive coping strategies (experiential avoidance) in order to cope with this 

anxiety.  Such a coping strategy may result in greater levels of depersonalization. This is 

significant given previous research has found a relationship between greater levels of clinician 

depersonalization and reduced quality of care provided to patients (e.g. Shanafelt et al., 2002). It 

should be noted, however, that levels of depersonalization in this study were quite low.  

The clinical implications of this study are that both death anxiety and experiential 

avoidance could potentially be addressed through training initiatives. Training specifically 

targeting the reduction of death anxiety (Sheykhi et al., 2019) as well as enhancing a clinician’s 
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own capacity to cope without experiential avoidance (Harris, 2009) may reduce clinician burnout 

and enhance the quality of care provided to patients who have a diagnosis of dementia. 

Furthermore, clinicians experiencing less death anxiety may be better able to engage their 

patients in a more meaningful relationship, consistent with PCC principles. 

6.8 Limitations and Recommendations 

A limitation of our study was a relatively small sample size which meant we were unable 

to analyse the data across participant groups for potential differences such as between each of the 

participant health and medical disciplines. Participants self-selected in this study: therefore there 

are possible biases in the sampled population. Further to this, generally the reported levels of 

depersonalization were low and patient engagement was high. This could be explained by social 

desirability effects of the participants who self-reported in this study. Also, only a small amount 

of variance in patient engagement was explained indicating further research is needed to 

understand what factors influence this variable. We also only asked participants to provide their 

country of birth and were unable to explore potential differences that may be found across 

locales from which participants were clinically trained or may be currently practicing within 

their field. This was a cross-sectional study which also limits causal inferences. Future research 

should include a longitudinal study examining changes in these variables and their relationships 

over time. Furthermore, qualitative research may be useful to better understand components of 

PCC particularly given the current challenges in using existing measures of PCC for research. A 

clinical training program intended to reduce clinicians’ own level of death anxiety and 

experiential avoidance could strengthen the wellbeing of the dementia care workforce and 

promote the adoption of PCC by clinicians. Future research should develop and evaluate the 
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efficacy of clinical training or interventions to enhance PCC delivered to patients with a 

diagnosis of dementia.  
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Chapter 7: Paper 4 

The provision of person-centred dementia care in the context of mental health co-

morbidities: “It can be upsetting and distressing and it’s incredibly sad” 

7.1 Chapter Introduction 

This chapter presents the fourth article of this PhD, a qualitative study investigating the 

factors that influence the provision of dementia care from the clinician’s perspective. This paper 
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7.3 Abstract 

Objective 

To explore health professionals’ (clinicians) approach to the provision of care in a dementia 

setting.  

Methods  

Participants were clinicians from two older persons’ mental health services (community and 

inpatient). Participants completed an interview about strategies to engage with, and barriers to 

providing person-centred care to, consumers with a comorbid diagnosis of dementia. Thematic 

analysis was used to interpret the data.  

Results  

Three main themes were developed through analysis of the interview data. These centred around 

(1) overall approach to care (synthesis of care and cure principles), (2) the challenges in the 

provision of care, and (3) coping strategies to manage care demands.  

Conclusion  

Developing a relationship with a patient and attending to their medical needs were seen as 

optimal care, relevant to both person-centred and task-oriented approaches to dementia care. 

Clinicians also highlighted the importance of their own personal resources and attitudes in 

shaping the type of care provided. 

 

Keywords: Dementia, Geriatrics, Ageing, Delivery of Health Care. 
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The provision of person-centred dementia care in the context of mental health co-

morbidities: “It can be upsetting and distressing and it’s incredibly sad” 

7.4 Introduction 

Dementia poses a national health crisis with close to 459,000 Australians currently with 

the condition and almost 1.6 million people nationally who are involved in the care of a person 

living with a diagnosis of dementia. [1, 2] Patients with a diagnosis of dementia become more 

reliant on health and medical professionals, such as nurses and allied health staff, as the 

degeneration of the condition progresses. Given dementia generally occurs later in life and is 

associated with greater mortality, patients often present with complex physical and psychological 

needs. [3] Frequently co-occurring conditions and symptoms add to this complexity. A 

significant portion of people with a diagnosis of dementia also experience a mental health 

condition or the co-occurrence of behavioural and psychological symptoms of dementia (BPSD). 

[4, 5] BPSD are a subset of twelve symptoms, such as agitation and disinhibition that commonly 

co-occur in patients with dementia. [5] These co-occurring conditions often pose diagnostic 

challenges for clinicians as there is generally an overlap in symptomology. [4] Understanding 

how clinicians manage the complex competing needs of a patient living with dementia and 

possible co-morbid presenting issues such as mental health issues and BPSD may inform future 

practice initiatives and is the fundamental aim of this paper.  

Current evidence supports the approach of person-centred care (PCC) when providing 

care to patients who have a diagnosis of dementia. [6] PCC is the broad term whereby a patient is 

placed at the centre of their own care. PCC is associated with reduced incidence of BPSD [e.g. 7] 

and enhanced wellbeing in patients relevant to mental health. [7, 8] The concept of PCC was 

largely developed by Thomas Kitwood. [9] He believed that forming a meaningful relationship 
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between a carer/clinician and a person with dementia was fundamental in the provision of PCC. 

Kitwood asserted that working under a medical model of care dehumanises patients and can 

prompt clinicians to emotionally distance themselves from, and restrict their capacity to form 

meaningful connections with patients. He described this move away from PCC principles to a 

focus on symptom management and activities of daily living as ‘task-oriented care’: TOC. [9, 

10] Evidence of this is shown whereby health and medical professionals are now generally 

socialised to focus on ‘saving lives’ and devalue the conventional ‘care’ role, referred to as the 

care-cure dichotomy. [11] 

A recent review of PCC by Fazio and colleagues found that PCC varied in definition, 

model and measurement across existing literature. [8] Fazio et al. agreed with Kitwood’s 

contention that a meaningful relationship was still a core component of PCC. [8, 9] However, 

many models of PCC studies show a shift towards focusing on other aspects of the PCC model 

such as: maintaining dignity and valuing the person with dementia. [12] It is acknowledged that 

there are models developed specifically to provide a framework for clinicians to establish a 

relationship with patients who have diagnosis of dementia, such as the Senses Framework. [13] 

One difficulty associated with current models of PCC is the implementation of PCC frameworks 

into routine clinical practice. Research shows that although clinicians may fundamentally agree 

with the principles of PCC, translating the principles from the existing frameworks into clinical 

practice at an individual level can be difficult. [16] Fazio et al. suggest more research is needed 

to identify the factors that influence care and how these in turn influence the delivery of PCC in 

clinical practice. [8] 

Kitwood believed that individual psychological factors of clinicians could influence the 

type of care patients with a diagnosis of dementia receive. [9] He suggested that clinician’s 
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struggle implementing PCC because treating patients with a diagnosis of dementia can trigger an 

individual’s existential concerns or ‘universal fears’ about mortality. He argued that individual 

clinicians may lack the personal resources to emotionally cope with the demands of care. 

Death anxiety refers to a person’s level of fear of death and the process of dying. [15] It 

is a psychological construct that has been found to influence the type of care that clinicians 

provide to their patients including emotional disengagement. [16] Theoretical models of death 

anxiety in social psychology suggest that disengagement occurs as a means for clinicians to cope 

with their own fears of death [e.g. 15]. The expression of death anxiety, once triggered, can be 

influenced by a person’s adaptive or maladaptive coping styles, such as psychological 

acceptance or experiential avoidance. [9, 17, 18] Psychological acceptance is considered the 

opposite of experiential avoidance and is an adaptive coping strategy whereby a person accepts 

(rather than avoids) all of their experiences such as thoughts and feelings. [19] The way in which 

clinicians cope with death anxiety might influence the type of care that they provide to their 

patents. [18] This is especially relevant in dementia care because older people with a diagnosis of 

dementia tend to elicit higher levels of death anxiety compared to younger people, or those with 

less serious health conditions such as arthritis. [17] 

 Given the association between comorbid issues (mental health conditions and BPSD) 

and death anxiety with dementia, further examination of clinicians’ individual coping styles is 

warranted. As mentioned, Kitwood and Fazio et al suggest that more exploration of individual 

factors that influence PCC is needed, including variables that may impact the formation of 

meaningful connections in care. Given the challenges in measuring and conceptualising PCC, an 

exploratory approach in understanding these factors is necessary. To that end, qualitative enquiry 

allows for participants to have a voice in the research and is valuable for exploratory studies.[21] 
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This study aims to investigate factors that influence the type of care provided by 

clinicians for older people with complex dementia presentations such as comorbid mental health 

and BPSD, and the challenges faced in providing that care. Qualitative enquiry was used to 

provide a voice for clinicians to describe care and the challenges through their own clinical 

experiences.  

7.5 Method 

7.5.1 Participants 

The study sample was clinicians employed in one of two multidisciplinary teams in one 

district in Australia (community or inpatient hospital setting) specialising in treating older people 

with a mental health diagnosis. Frequently, patients treated by participants also, but not always, 

had a comorbid diagnosis of dementia. For example: a patient may be accessing mental health 

treatment for pre-existing bipolar disorder and also have a comorbid diagnosis of dementia. 

Patients who accessed support from the community team were generally living at home or within 

a residential aged-care facility.  The sample consisted of twelve participants, with a 3:1 ratio of 

community to inpatient staff.  Ten participants were female and two were male (6:1). 

Participants’ age ranged from 24 to 64 years (M = 47.3).  In relation to employment, registered 

nurses accounted for the highest number of participants (n = 4, 33%), followed equally by 

occupational therapists and psychologists (each n = 3, 25%), and one social worker and one 

allied health assistant (each n = 1, 9%).  The majority of participants were born in Australia (n = 

8, 66%), followed by Asia, Africa, United Kingdom, and America (each n = 1, 9%).  

Participants’ length of time employed in their current role ranged from 3 months to 9.5 years (M 

= 4.2 years), with years of clinical experience ranging from 1 to 25 years (M = 15.2).  Finally, 

the ratio of patients who had a diagnosis of dementia compared to their overall caseload varied 
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from 1:5 to 2:3.  An average of 38% of the participants’ caseload represented patients with a 

diagnosis of dementia. 

7.5.2 Interview 

The semi-structured interview consisted of 11 questions (see Table 7.1). The interviewer 

invited each participant to elaborate on aspects of their responses relevant to the study aim in 

addition to the 11 structured interview questions.  After the initial three interviews, both 

members of the research team reviewed the interview questions and participant responses to-date 

and were satisfied with the quality of the data in relation to the study aim. Thus, no amendments 

were made to the protocol for subsequent participant interviews. After twelve interviews had 

been conducted, the authors were satisfied that they had reached sufficient data for the 

subsequent exploratory qualitative analysis. 
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Table 7.1 Questions from the interview protocol 

Item Question 

1 Please describe your role at (insert place of employment) 

2 Please describe the type of care you provide for patients with a co morbid diagnosis of dementia 

3 Think about when you provide care to patients with a co morbid diagnosis of dementia—what do 

you see as the priorities when you are providing this care? 

4 Is this any different to the care you would provide to patients with other health conditions such as 

cancer? Are there different priorities? 

5 Describe some of the factors that impact on the type of care you provide patients with dementia? 

6 What are the most important considerations in role, responsibility, and approach to care for all (insert 

discipline) when providing care to patients with dementia? 

7 What are the most rewarding aspects of providing care to patients with dementia? 

8 What are the most challenging aspects of providing care to patients with dementia? 

9 What strategies do you use to cope with the demands of working with patients who have a co morbid 

diagnosis of dementia? 

10 Is it necessary to develop a relationship with patients who have a diagnosis of dementia? If so, how 

would you engage with a patient on an emotional level? 

11 Is there anything else you think is relevant or important in the care of patients with a diagnosis of 

dementia? 

 

7.5.3 Procedure 

Participants were recruited using self-selection purposive sampling to participate in a 
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study about the provision of dementia care.  All clinicians employed at two older persons’ mental 

health services were invited to participate via an email flyer.  Participants contacted the chief 

researcher directly to schedule an individual face-to-face interview.  The interviews were 

conducted in either an office space at the participants’ work site or in a clinical space. Interviews 

were audio recorded for transcription.  All interviews were administered by the chief researcher 

(female, first author) who is a clinically-trained psychologist with experience conducting 

research interviews. The interviewer was not previously known to the participants. Length of 

time for the interviews ranged from approximately 20 to 65 minutes each.  Entry into a prize 

chance draw was offered in recognition for participants’ time.   

7.5.4 Ethics Approval 

 The researchers received ethical approval for this study through the institutional research 

ethics committee [HREC 17-204]. Participation was voluntary and interview responses were de-

identified and stored confidentially. Informed consent was received by each participant prior the 

commencement of their interview.  

7.5.5 Data analysis 

Each interview was audio recorded and transcribed by an independent professional 

transcription service. Data was analysed with a semantic approach to thematic analysis using 

NVivo 12 Plus Software. This means that the themes were identified explicitly from the 

responses provided by participants. [22] The first author conducted the initial thematic analysis 

as per the Braun and Clark method. [22] Initially it was planned to solely use inductive 

procedures but it is acknowledged that prior knowledge about psychological variables and 

dementia care may have led to some deductive procedures. Initially, the first author familiarised 

themselves with the data.  
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Initial coding was developed from recurring themes that emerged in the data. The first 

author used Rose and Webb’s principles of qualitative enquiry to guide the analysis. [23] Rose 

and Webb state that themes need to be: trustworthy, credible and transferable. The inductive 

procedures supported that the coding was trustworthy and credible because the similarities were 

found across all participants in their responses. Transferability of the coding is shown by the 

consistencies in responses across participants regardless of their discipline or location of practice 

(community or inpatient setting). The first author was aware of individual psychological 

concepts of death anxiety and psychological acceptance which may have resulted in deductive 

procedures also. It is argued that this lends to the transferability of the data because the themes 

that emerged are also consistent with existing literature about death anxiety, coping resources 

and dementia. Once the initial themes were generated, the second author reviewed each of the 

original interview transcripts and the proposed themes for inter-rater reliability. The second 

author viewed the results as an iterative process to ensure the analysis was consistent and 

reflective of the whole dataset.  The final coding was refined by both authors.  

7.6 Results 

Three themes and eight subthemes were identified from the data: as shown in Table 7.2. 

Three main themes were developed through thematic analysis of the qualitative data: (1) overall 

approach to care, (2) challenges in the provision of care, and (3) strategies to cope with the 

demands of care. 
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Table 7.2 Themes and subthemes generated from the data using thematic analysis 

Theme Subthemes 

 

Approach to Care 

 

§ Synthesis of PCC and TOC as an approach to 

care 

 

Challenges in the provision of care 

 

§ Limited control of patient outcomes 

 § Societal views 

 § Own biases 

 § Emotional demands 

 

Strategies to cope with the demands of the role 

 

§ Acceptance of challenging aspects of care  

 § Reflective practice and workplace supports 

§ Self-care practice 

 

7.6.1 Theme 1: Approach to Care: Synthesis of PCC and TOC as an approach to care 

Participants’ approach to patient care was interwoven through each of the interview 

responses rather than in response to one specific interview item. Importantly, all participants in 

this study stated that their approach to care draws on both traditional PCC and TOC principles 

rather than a discrete approach. For example, one participant who generally focused on TOC 

principles (management through medication, medical model conceptualisation of patients, and 

focus on functional capacity) in their interview did also acknowledge the use of PCC in their 

routine practice with patients with a diagnosis of dementia as demonstrated in the following 

quote: 
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“You're often doing risk assessments in terms of actual physical health and functioning. 

But then in a more therapeutic sort of side, then I guess with any other client, you'll be trying to 

build rapport” – Participant Seven (Community Team) 

Furthermore, participants recognised the importance of developing a relationship with 

their patients with a diagnosis of dementia whilst ensuring that their medical needs are met, as 

illustrated in the following quote: 

“I think it’s really important [we] advise about best medications [however] if you haven’t 

got a relationship then they're not likely to listen”- Participant Three (Community Team) 

All respondents considered that establishing therapeutic rapport, to varying degrees, is 

necessary to be able to meet the patients’ medical needs, as above.  

7.6.2 Theme 2: Challenges in the provision of care 

Challenges in care provision identified by participants included four subthemes: 

perceived limited control of patient outcomes including limited efficacy of any treatments; 

broader societal views about clinicians’ utility in a dementia setting; participants’ own biases 

towards ageing and dementia/illness; and the emotional demands of the provision of care when 

working with patients who have a diagnosis of dementia.  

7.6.2.1 Subtheme 1: Limited control of patient outcomes  

One barrier identified by participants was the culture of ‘curing’ patients while working 

within a medical model for a condition that involves a decline in cognitive ability and 

psychological changes.  A clinician’s own perception of dementia care was found to influence 

whether they disengaged from the patient versus being motivated to engage with the patient. 

Participants recognised the cognitive dissonance that they experienced between the limitations in 

treatments they can provide and personal expectations of providing treatment, such as the 
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limitations of treating people with a degenerative condition, as illustrated in the following 

extract: 

“In other medical professions it’s a bit like, people die and that’s okay but mental health is like, 

no, we can’t let people die, that’s the last thing we want to do” - Participant Two (Community 

Team) 

Several participants indicated feeling less able to provide meaningful levels of care as 

degeneration of dementia in their patients worsened. 

“Whatever you try, whatever you do, they can try but they might not want to, they might not be 

able to make those sort of gains (…) what you don’t want is to get into that hopelessness. It’s 

like well we’ve tried everything” - Participant Four (Community Team) 

 The limited efficacy of treatments and the inability to ‘cure’ patients as the dementia 

progresses appears to elicit a sense of hopelessness in the participants. Some clinicians were able 

to use the limited therapeutic gains as an intrinsic motivation factor as illustrated by the 

following quote: 

“I think the most frustrating thing is when you’re doing the same thing for so long, or trying to 

change it to help the person, but they’re just not getting anywhere (…) that frustration is also the 

challenge and the reason that I enjoy it to try and figure out how to help someone” - Participant 

Two (Community Team) 

 The aforementioned quotes illustrate the challenge clinician’s experience in the provision 

of care when treatments for patients with a diagnosis of dementia with co-morbid presentations 

are limited in terms of therapeutic gains.  

7.6.2.2 Subtheme 2: Societal views 

A number of participants reflected that providing dementia-related care translates to 
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perceptions of less clinical competence, which is extended to broader community expectations 

of, and reinforcement about, the efficacy of treatment and the subsequent value of a professional 

working in dementia care.   

“I had a lot of questions from people and allied clinicians [asking] ‘what is there for you to do 

there? What would you possibly be doing there?’ (…) That was really indicative of people’s 

attitudes” - Participant Twelve (Inpatient Team) 

This demonstrated the limited recognition of skills when working in dementia care, 

which might also reinforce workforce challenges around the attraction and retention of skilled 

staff.   

7.6.2.3 Subtheme 3: Own biases 

Another barrier in the provision of care identified was that clinicians’ feel challenged by 

their own attitudes and biases towards patients with a diagnosis of dementia. These include 

ageism, emotional responses to providing care to patients with a diagnosis of dementia, and the 

management of dementia-specific symptoms (i.e. BPSD).  One participant identified that 

perceptions about a patient can be influenced by their age and condition:  

“Assumptions, biases straightaway. Because I think the moment you hear someone has, you 

know, we suspect it’s dementia or they’ve got a diagnosis of dementia, straightaway that affects 

how you perceive the person, whether you want it to or not” - Participant Twelve (Inpatient 

Team) 

 This is an example of how perceptions of dementia as a condition might trigger personal 

biases. 

7.6.2.4 Subtheme 4: Emotional demands 

Many participants highlighted the sadness and hopelessness they feel working with 
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patients with a diagnosis of dementia, illustrated by the following quote:  

“It can be upsetting and distressing and it’s incredibly sad” - Participant Twelve 

(Inpatient Team) 

This sadness is further compounded by the clinicians’ perceived inability to ‘cure’ the 

patient with a diagnosis of dementia, as also illustrated in the subtheme (see below) limited 

control of patient outcomes. One participant stated: 

“You can’t keep fixing things. It sounds terrible doesn’t it? I think that’s the worst thing. You 

can’t fix it, it’s cruel” - Participant Nine (Inpatient Team) 

The impact of emotional demands can affect clinicians’ own wellbeing and possibly lead 

to emotional exhaustion from managing these demands when working with patients who have a 

diagnosis of dementia.  

“Sometimes I feel like I don’t have anything left to give [my] family at the end of the day if they 

ring up with a problem, like I really don’t want to know about that” - Participant Six 

(Community Team) 

In addition to the emotional demand of providing end-of-life care, clinicians are also 

required to respond appropriately to what can be significant physical, psychological and 

behavioural changes in a person with dementia.  Management of these symptoms can impact on 

the emotional and physical wellbeing of clinicians: 

“I have to be honest, sometimes I get driven mad myself by just not remembering the basic stuff 

which sounds really silly, it’s not often I get like that, but I think some patients that come with 

dementia, they can wear you down. And you just think, my God,– it’s cruel for them, it’s cruel 

for their families to watch this disease because it’s so – it’s horrible, it is a horrible disease” - 

Participant Nine (Inpatient Team) 
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The presence of BPSD is also considered to have an emotional impact on treating 

clinicians and is linked to the type of care they provide to patients who have a diagnosis of 

dementia.  

“They might be intimidating and they might be aggressive so that would affect how I might be 

able to provide care to, their inability to, perhaps, communicate to me what’s going on for them, 

what their needs are would affect how I can engage with them, [and what] I can provide for 

them” - Participant One (Community Team) 

The aforementioned examples of emotional demands show potential barriers in the 

provision of PCC. Some of these vary due to differences in how clinicians perceive and respond 

to a patient with a diagnosis of dementia.  This presents complexities as the dementia condition 

itself and may trigger emotional demands that lead to emotional exhaustion.  Fortunately, 

clinicians operating in this space identified several strategies used to cope with the demands of 

their role.  

7.6.3 Theme 3: Strategies to cope with the demands of the role 

Participants reported that both internal and external factors provide coping mechanisms 

to manage the demands of working within a dementia setting.  These included: acceptance of 

challenging aspects of care, use of reflective practice and workplace supports, and self-care 

practice.  

7.6.3.1 Subtheme 1: Acceptance 

Using an acceptance approach to manage potential barriers in the provision of PCC was 

identified across the majority of interviews.  Participants generally endorsed psychological 

acceptance as an adaptive means of coping with the demands of care, including limitations 

around treatment outcomes as illustrated below:  
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“I just get to the point some days and I think we’ve done as much as we can and we can’t 

do anymore” – Participant Eleven (Inpatient Team) 

Another participant discussed the use of acceptance to manage the emotional demands of 

providing care to patients with a diagnosis of dementia in the following quotation: 

“I acknowledge my emotions as well. I’ll come in and have a little cry and I don’t think 

there’s anything wrong with that. I mean not necessarily in front of everybody but I just 

acknowledge that [it] really breaks my heart to see that and that is terrible and how sad” – 

Participant Eight (Community Team) 

This shows how individual differences in treating clinicians’ perception of care 

experience can result in distress and hopelessness that could possibly mean disengagement from 

the patient versus being motivated to engage in the care experience despite the inherent 

associated frustrations.  

These factors could typically cause a treating professional to emotionally disengage from 

patients with a diagnosis of dementia due to frustration, poor personal resources, or limited 

understanding of these factors as illustrated by the following: 

“And mostly it [BPSD’s] happens when [the patient with a diagnosis of dementia’s] 

physical needs have been met because if you want to go to the toilet or if you're really 

uncomfortable, if you're hungry, if you're thirsty, you cannot engage” - Participant Ten 

(Inpatient Team) 

This quote shows how the clinician understands and accepts BPSD as a form of 

communication in dementia as more adaptive than viewing BPSD as a behavioural issue that 

could elicit frustration or disengagement.  
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7.6.3.2 Subtheme 2: Reflective practice and workplace supports 

Reflective practice allows participants to examine the dyadic effect of their own 

behaviour on a patient and vise versa, for example, being aware of one’s professional boundaries 

in the provision of dementia care, as illustrated in the following quote:  

“And being aware of, I guess, your boundaries and – yeah, professional boundaries and what you 

feel comfortable working with - some people do have some really confronting and challenging 

behaviours and, I guess, a bit of personal reflection about your skills and what you feel confident 

to manage and respond to is really important” - Participant Eleven (Inpatient Team) 

Reflective practice operates through informal and formal processes.  One formal process 

described by participants is the use of workplace supports such as supervision, team discussions, 

and training.  

“I think we’re very lucky here, we’ve got a very good team I like to debrief about things later 

(…) I’ll just have a chat to one of the other clinicians or the case manager. Luckily this team’s 

very open to that” - Participant Three (Community Team) 

“I find a multidisciplinary team is really valuable in terms of, I guess, like, peer support and 

supervision and the ability to kind of debrief and talk through patients’ cases and work 

collaboratively with people” - Participant Eleven (Inpatient Team) 

Importantly, these quotes suggest that workplace support can influence the culture and 

attitudes of staff towards patients and expectations around the provision of dementia care.  

7.6.3.3 Sub-theme 3: Self-care 

The final strategy to manage demands by clinicians in dementia care is the use of self-

care.  These skills are crucial in reducing emotional exhaustion and capacity to engage 

effectively with patients who have a diagnosis of dementia.  Participants identified a range of 
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self-care strategies that they use to support their clinical practice, including exercise, recreational 

activities, family time, coffee breaks, music, and mindfulness practice.   

“I have found in the past, going to the gym on the way home from work is good because it kind 

of separates work and home, you're doing something in the - in between or putting music on in 

the car or practising mindfulness” - Participant Six (Community Team) 

This highlights different strategies that individual treating clinicians and their workplace 

can promote to enhance the provision of PCC for patients who have a diagnosis of dementia and 

reduce the risk of emotional exhaustion in clinicians.  

7.7 Discussion 

The aim of this study was to investigate the factors that influence the type of care 

clinicians provide to patients who have a diagnosis of dementia. Specifically, we sought to use 

qualitative enquiry to explore how clinicians approach the care of patients with dementia and 

comorbid issues (mental illness and BPSD) and identify some of the challenges in the provision 

of care.  

The main finding from this study was that clinicians providing care to patients who have 

a diagnosis of dementia viewed a good therapeutic relationship with patients as a necessity to 

meet subsequent medical treatment needs, consistent with Kitwood’s original model. [9] 

Participants described the relationship as fundamental to the delivery of medical treatment and 

being able to provide the more TOC aspects of care, such as: activities of daily living and basic 

care needs. The results showed that clinicians do have the capacity to engage relationally with 

their patients while working under a medical model, whilst adhering to patients’ most basic 

needs. Participants also reported that they were more able to engage with patients who had a 

diagnosis of dementia if they viewed BPSD as a form of communicating an unmet need, 
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consistent with prior research. [24] This supported the importance of clinicians having the 

interpersonal skills to engage and respond to patients’ affective needs, as highlighted by the 

authors. The general consensus across the interviews was that the relationship needs to be 

established first to ensure the required medical care can be delivered. This is a shift towards the 

traditional ‘care’ aspect of the care-cure dichotomy in clinical practice, which is relevant when 

providing care to patients who have a degenerative condition and cannot be ‘cured’. [11] Hence, 

future training initiatives should work to combine TOC and PCC principles to ensure that staff 

are appropriately trained and are aware of how to develop a meaningful connection to 

subsequently manage a patient’s medical needs.  

The challenges described by participants in this study in the provision of care included 

perceived limited control of patient outcomes including limited efficacy of any treatments; 

broader societal views about clinicians’ utility in a dementia setting; participants’ own biases 

towards ageing and dementia/illness; and the emotional demands of the provision of care. Each 

of these themes is relevant to the social psychology theories about death anxiety and all relate to 

internal psychological variables as purported by Kitwood. [9] For example: the perception that 

clinicians have limited control over patient outcomes may trigger one’s own worries about 

mortality because they are unable to ‘cure’ the dementia and thus experience a sense of 

helplessness. [18] Treatment limitations may reduce perceived sense of competence and thereby 

restrict motivation to engage in PCC, relevant to the care-cure dichotomy. [11, 25] Therefore, 

clinicians need to be aware of their own psychological processes in order to manage these 

competing barriers in the provision of care.  

Arguably, this means that clinicians working in dementia care need to be some of the 

most psychologically equipped clinicians, rather than less skilled professionals generally held by 
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societal assumption. The 2017 report commission by the Parliament of Australia stated that 

current health and medical professionals are generally under skilled and unable to effectively 

manage the complex needs of patients with a diagnosis of dementia. [26] Providing additional 

training particularly around managing clinicians’ own psychological responses in the provision 

of dementia care may be part of the up-skilling process, including the enhancement of adaptive 

coping resources. 

In the present study, factors that the clinicians identified as enhancing their capacity to 

provide quality care included: acceptance; use of reflective practice and workplace supports; and 

self-care practice. The results in this study showed that psychological acceptance occurs through 

the acknowledgement that patients have a degenerative condition and that this will ultimately 

affect treatment outcomes. By accepting the course of dementia, clinicians were able to address 

the emotional demands of providing end-of-life care. Furthermore, psychological acceptance 

meant that clinicians tended to humanise their patients. Therefore, psychological acceptance may 

be an important factor in the delivery of PCC to deal with the complex emotional and practical 

demands of providing care for patients with a diagnosis of dementia.  

The present study showed reflective practice was an asset in the delivery of clinical care. 

Reflective practice requires attunement to self and patients, and continuous personal and 

professional development to reduce risk of emotional exhaustion. [27, 28] Based on the 

challenges in the provision of care identified by participants in this study, reflective practice 

should target their own perceptions about death, dying, helplessness as a clinician, and their 

emotional responses. Clinicians need to be informed of how their own biases and other 

challenges of the role can impact on care, and become skilled in using individual (acceptance, 

self-care, reflective practice) and workplace supports to mitigate and manage the demands. 
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Employers or clinical supervisors can assist this process by encouraging clinicians to reflect on 

potential barriers in the provision of care and make recommendations about the use of self-care, 

seeking workplace supports, and continued reflective practice. Clinical psychology may have 

utility in enhancing psychological acceptance using principles of the Acceptance and 

Commitment Therapy, which is an evidence-based therapy that works to reduce experiential 

avoidance and develop psychological acceptance. [19]  

The present study was limited by participants self-selecting to be included in the study 

which may mean those who participated may have been more interested in this area of research 

and held some bias in their responses. No doctors, including psychiatrists, participated in this 

study likely as a result of self-selection bias. Thus less is known about doctors’ approaches to 

care which could potentially differ from this study sample. The study size is quite small; 

however, the authors considered the numbers sufficient for an exploratory, descriptive study. The 

ratio of patients with a diagnosis of dementia was self-reported by participants without 

clarification about whether formal assessments had been completed. Thus there may be 

variability in each participant’s report of the number of patients with a diagnosis of dementia on 

their caseload, and also in their responses about how they work with patients with a diagnosis of 

dementia based on how each diagnosis was determined. The study did show that clinicians 

working with patients who have a diagnosis of dementia and co-morbid presentations found it 

complex to manage the degeneration of the condition, as well as fostering good therapeutic 

alliance. This suggests that both interpersonal and discipline-specific skills are necessary to be 

effective in a dementia setting. Therefore, future research should target the ‘what’ and ‘how’ 

skills are acquired to develop a therapeutic alliance with patients who have a diagnosis of 

dementia.   
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7.8 Implications 

§ Staff typically engaged in combined PCC and TOC practice rather than a distinct 

approach. We recommend that training is needed to integrate these two approaches across 

health and medical disciplines. 

§ Psychological acceptance is utilised to manage emotional demands and symptomology 

including BPSD and possible death anxiety.  

§ Future research should focus on ways to develop treating clinicians’ skills in establishing 

therapeutic rapport with patients who have a diagnosis of dementia.  
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Chapter 8: Paper 5 

‘“Just see the person who is still a person (…) they still have feelings”: Qualitative 

description of the skills required to establish therapeutic alliance with patients with a 

diagnosis of dementia 

8.1 Chapter Introduction 

This chapter presents the fifth article of this PhD, a qualitative study exploring the skills 

used by clinicians to engage patients with a diagnosis of dementia in an effective therapeutic 

relationship. This paper has been published in the International Journal of Mental Health 

Nursing; the format of the paper is in accordance with the manuscript submission guidelines for 

this journal.  
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8.4 Abstract 

Establishing a relationship is considered the foundation of providing person-centred care (PCC) 

when working with a person who has a diagnosis of dementia. Currently, there is a lack of 

consensus about the how to develop this relationship. This aim of this study was to explore the 

key skills adopted by clinicians to establish an effective care relationship, referred to as 

therapeutic alliance, specific to working with patients who have dementia. Participants were 

clinicians (nursing and allied health professionals) from two older person’s mental health service 

teams (inpatient and community) who routinely provided clinical care to patients with a 

diagnosis of dementia. Participants self-selected from a purposive sample to complete a 

semi-structured interview about their provision of care to, and strategies used to engage with, 

people with a diagnosis of dementia. Exploratory qualitative thematic analysis was conducted 

using mixed inductive and deductive procedures. Five themes were identified as the 

interpersonal skills used to develop relationships with patients including the following: empathy, 

unconditional positive regard, congruence, psychological flexibility, and communication. 

Findings from this study provide direction for training of clinicians employed in a dementia 

setting and can also be generalized to other non-specific clinical settings where clinicians may 

incidentally provide treatment to patients with a diagnosis of dementia. 

Keywords: delivery of health care | dementia | nursing | qualitative research | therapeutic 
alliance 
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8.5 INTRODUCTION 

The World Health Organisation (WHO) currently estimates the global prevalence of dementia to 

be around 50 million people, and this is expected to increase threefold by the year 2050 based on 

the 2015 reported statistics (World Health Organisation 2019). Dementia is considered a global 

public health priority with a focus on enhancing the quality of dementia diagnosis, treatment, and 

care within our health and social systems (World Health Organisation 2019). Given the physical 

changes and multi‐morbidity associated with older age and dementia as a degenerative condition, 

dementia will become increasingly relevant within healthcare systems (World Health 

Organisation 2019). The complex physical, medical, and emotional needs of people living with 

dementia mean that often a range of clinical skills are required in the provision of treatment. One 

consistent theme across various treating disciplines is the acceptance of person‐centred care 

(PCC) as the best approach to the provision of dementia care (Fazio et al. 2018). 

 

8.6 BACKGROUND 

8.6.1 Person‐centred dementia care 
The development of PCC within dementia is largely built on the work of Thomas Kitwood 

(1997) who proposed that people with dementia need to be treated as a person of value with their 

own preferences rather than simply focusing on symptoms associated with the condition. This 

includes principles such as focusing on providing individualized care plans, incorporating family 

and other carers in the care planning, and providing the person with dementia with a sense of 

security and choice (Brooker 2003; Brownie & Nancarrow 2013; Fazio et al. 2018; 

Kitwood 1997). PCC has been widely supported in the literature with studies showing improved 

clinical outcomes for people living with dementia when provided with care consistent with that 

of PCC principles (Ballard et al. 2018; Chenoweth et al. 2019; Fazio et al. 2018; Stokes 2017). 

For example, PCC is associated with reduced behavioural and psychological symptoms of 

dementia (Ballard et al. 2018; Stokes 2017), and enhanced quality of life (Ballard et al. 2018; 

Chenoweth et al. 2019). Despite wide acceptance of PCC as the best‐practice approach to care, 

PCC principles often do not translate into actual care provided based on reports from people 

living with dementia and the people providing support to a person who has a diagnosis of 

dementia (e.g. Granbo, Boulton, Saltvedt, Helbostad, & Taraldsen 2019; Reilly & 
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Houghton 2019). This could be partly due to limited understanding about how to practically 

translate PCC principles into clinical care and across disciplines (Brooker 2003; Fazio et 

al. 2018). A review of PCC models of care (Brownie & Nancarrow 2013) found that several 

models outlined the desired outcomes or goals of PCC such as inclusion of the person with 

dementia and fostering a sense of autonomy; however, these models use mixed approaches to 

achieving PCC and often overlooked the underpinning skills or strategies needed to achieve 

these outcomes. Thus, one proposed approach to overcome this issue is to focus on 

understanding how to develop and maintain quality relationships with a person with dementia in 

order to facilitate the PCC outcomes in care (Smebye & Kirkevold 2013). 

8.6.2 Therapeutic alliance 
The term therapeutic alliance first came to prominence in the 1950s by Carl Rogers who 

developed person‐centred care counselling as part of the humanistic psychology movement. 

Rogers (1957) suggested that an effective partnership between a therapist and client was 

essential in order to achieve therapeutic outcomes. This concept can be extended to dementia 

care. A recent review of PCC by Fazio et al. (2018) acknowledges the importance of clinicians 

developing effective, authentic relationships with people living with dementia. Furthermore, an 

effective care relationship between a clinician and a person with a diagnosis of dementia is 

deemed necessary to address other aspects of care such as treatment of medical needs 

(Brooker 2003; McKenzie & Brown, under‐review). 

Many researchers consider relational aspects of PCC to be the most fundamental component of 

dementia care (Nolan et al. 2004, 2006). The importance of interpersonal relationships is also 

recognized in Kitwood’s model of PCC via ‘personhood’, which he defined as 'a standing or 

status that is bestowed upon one human being, by others, in the context of relationship and social 

being. It implies recognition, respect and trust' (Kitwood 1997, p. 8), signifying the importance 

of interpersonal connection. 

Clinicians working within a dementia setting also view forming a relationship as an important 

aspect of care (McKenzie & Brown, under‐review). A recent qualitative study of experienced 

clinicians working with people with dementia reported that the relationship between the clinician 

and a person with dementia was imperative in order for clinicians to successfully deliver 

subsequent treatment (McKenzie & Brown, under‐review); however, less is known about 
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specific skills required, and strategies used, to establish a relationship with a person with 

dementia. 

Kitwood’s model (1997) states that people with dementia require ‘love’ from the people around 

them providing care to support their sense of comfort, attachment, inclusion, occupation, and 

identity. Nolan et al. (2006) further developed Kitwood’s ideas with a model of relational care, 

called the Senses Framework. The Senses Framework describes six specific domains, which are 

to be met to foster effective working relationships, being a sense of: security, continuity, 

belonging, purpose, achievement, and significance. Nolan and colleagues assert that all members 

receive benefit when each of these six needs is met within their relationships with each other. In 

2012, Dupius and colleagues coined the concept of an ‘authentic partnership’ used to describe 

the relational engagement necessary between a person with dementia and a clinician, built on 

three principles of having genuine regard for self and others, synergistic relationships, and a 

focus on the process, which mirrors the concept of therapeutic alliance in counselling and 

psychology literature (Rogers 1957). Further research is needed to identify what specific skills or 

clinician qualities are needed to provide care in line with the aforementioned models of PCC, 

such as the Senses Framework (Nolan et al. 2006), or to develop authentic partnership (Dupius et 

al. 2012). For example, how does a clinician provide a patient with a diagnosis of dementia with 

a sense of security, or how do they demonstrate the capacity to develop synergistic relationships? 

Macdonald (2018) suggests that clinicians need to develop their own individual skills and 

mindset to promote the provision of effective relational dementia care. 

Research studies that sought to identify strategies used by clinicians to develop a relationship 

with a person who has a diagnosis of dementia have demonstrated the following: the use of 

affective attunement, knowledge of the person with dementia, observation, and drawing on own 

skills from childhood and motherhood to engage people with dementia (Haggstóm & 

Norberg 1996); non‐verbal communication (Egan 2013); taking on the perspective of the person 

with dementia (Brooker 2003; Brooker & Latham 2015); and viewing traditional task‐oriented 

aspects of care such as dressing, bathing, and feeding to be key opportunities to connect with 

people with dementia, recognizing and supporting selfhood by learning about each patient, and 

witnessing and responding to distress (Watson 2019). The variance across different strategies 

proposed here could be partly attributed to significant differences across population samples, 

including participants from management, direct care workers, and health professionals. More 
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clarity is also needed regarding the fundamental modifiable skills that allow a clinician to adopt 

these strategies. For example, what modifiable skills do clinicians need to affectively attune to a 

person with dementia? As a result, more research is needed to determine the skills relevant to 

those providing direct clinical care (such as nurses and allied health professionals), to strengthen 

the training of nurses and allied health professionals to adequately provide more effective care. 

8.6.3 The present study 
The present study aimed to identify the specific skills used by clinicians (nurses and allied health 

professionals) to establish therapeutic alliance with patients who have a diagnosis of dementia. 

We conducted qualitative in‐depth interviews with nurses and allied health professionals, and 

used a thematic analysis approach to identify recurring themes across participants’ responses. A 

qualitative approach was adopted in order to ensure in‐depth information about the experiences 

of clinicians working with patients with a diagnosis of dementia. 

8.7 METHODS 

8.7.1 Design 
Researchers adopted the Braun and Clarke (2006; Braun et al. 2015) method of semantic 

thematic analysis, using mixed inductive and deductive procedures. NVivo 12 Plus software 

(https://www.qsrinternational.com/nvivo/home) was used for data management. All of the 

interviews were transcribed verbatim by an independent transcription service from the original 

interview audio recordings. The first author read each interview line by line to identify words or 

statements that were relevant to the research question. An iterative approach was used to cluster 

participant words and statements together under different categories using the NVivo program, 

which were then refined until clear, distinct factors were identified across the data. Rose and 

Webb (1998) have stated that establishing trustworthiness, credibility, and transferability is 

critical in qualitative research. Recurrent patterns of responses supported the trustworthiness and 

credibility of the coding system with similarities found across participant responses. 

Transferability of the themes generated in this study was supported by consistencies of responses 

across participant reports regardless of discipline, and consistency with existing literature about 

skills used to engage patients in a therapeutic relationship, such as Rogerian counselling 

principles. Initially, the intention had been to use an inductive approach solely for coding, with 

no testing against any pre‐existing model. We acknowledge that the first author was familiar 
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with Rogerian counselling principles, and therefore, we consider this may have lead to both 

inductive and deductive procedures for coding once the thematic analysis had commenced. The 

second author had no knowledge of the Rogerian principles and reviewed the coding against the 

original participant transcripts to validate the themes generated. The second author was satisfied 

that the finalized analysis was consistent and reflective of the data. 

8.7.2 Sampling and data collection 
Participants were clinicians (nurses and allied health professional) who were employed in either 

an outpatient or community multidisciplinary older person’s mental health specialist team in 

Australia. The mental health services provide care to older patients with mental health issues 

including dementia. Many patients in these services have a co‐morbid diagnosis; for example, 

clinicians might provide care to an older patient with bipolar disorder who also had a diagnosis 

of dementia. Purposive sampling was used, and potential participants included nurses and allied 

health professionals who frequently provide clinical care for patients with a diagnosis of 

dementia. Participants were recruited with an email invite sent to their work email address by the 

organization team leaders. The email invitation outlined the aim of the study, criteria for 

participation (employed at one of the recruitment sites with clinical experience in the provision 

of care to people living with dementia), and that all participants would be offered entry into a 

prize chance draw to win one of four available $100 shopping vouchers in recognition of their 

participation. 

Twelve participants self‐selected to complete individual face‐to‐face interviews with the primary 

researcher and first author. After the twelve interviews had been conducted, the authors agreed 

that sufficient data were achieved appropriate for an exploratory study. 

Most participants were female, born in Australia, and working within an outpatient team. 

Overall, clinicians in this sample were considered experienced in providing care to people living 

with dementia, with a significant portion (~38%) of their current caseload consisting of people 

with dementia. Participant demographics are fully presented in Table 8.1 below. 
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Table 8.1 Participant Demographics 

Demographics Number of 
participants (% of 
total N) 

Mean (SD) Range 

Age (years) 
 

47.33 (12.6) 24 – 64 

Gender 

Male 

2 (17%) 
  

Female 10 (83%) 

Profession 
   

Registered nurse 4 (33%) 

Occupational therapist 3 (25%) 

Psychologist 3 (25%) 

Social worker 1 (8.5%) 

Allied health assistant 1 (8.5%) 

Country of birth 
   

Australia 8 (66%) 

Asia 1 (9%) 

United Kingdom 1 (9%) 

Africa 1 (9%) 

I I - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - -.- - - - - - - - - - - - - - - - - - -
I 

- - - - - - - - - - - - - - - - - - - - - -.- - - - - - - - - - - - - - - - - - - - -. 
I I 

I I 

- - - - - - - - - - - - - - - - - - - - - -•- - - - - - - - - - - - - - - - - - - - -•- - - - - - - - - - - - - - - - - - - L - - - - - - - - - - - - - - - - - -

- - - - - - - - - - - - - - - - - - - - - -~- - - - - - - - - - - - - - - - - - - - -· 
I I 

I - - - - - - - - - - - - - - - - - - - - - -.- - - - - - - - - - - - - - - - - - - - -
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-------------------------------------------1 
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- - - - - - - - - - - - - - - - - - - - - -.- - - - - - - - - - - - - - - - - - - - -. 
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ean (SD

) 
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erica 
1 (9%

) 

Tim
e em

ployed in 
current role (years) 

 
4.18 (3.72) 

.25 ‐ 9.5 

Y
ears of clinical 

experience 

 
15.17 (9.81) 

1 ‐ 35 

Ratio of patients w
ith a 

diagnosis of dem
entia 

 
.38 (.15) 

.2 ‐ .65 

Each participant w
as interview

ed by the prim
ary researcher, a clinically trained psychologist, and 

experienced research interview
er, at either their w

orkplace or another clinical setting close by at 

the participants’ convenience. Interview
s w

ere recorded and ranged in length from
 20 to 65 m

in; 

how
ever, the quality of responses provided by participants did not appear to be influenced by the 

length of the interview
 and w

as usually reflective of the participants’ level of experience. 

D
uring the face‐to‐face interview

, participants responded to sem
i‐structured questions (see 8.13 

A
ppendix for the list of interview

 item
s) about how

 they engage w
ith people w

ith dem
entia and 

w
ere asked to describe specific strategies that they use to foster rapport. Participants w

ere 

prom
pted by the interview

er to provide a m
ore detailed illustration of their response to ensure 

sufficient detail w
as given in response to the research question. The research team

 review
ed all 

participant data follow
ing the third interview

 and agreed that the interview
 item

s covered the 

research question and w
as successful in eliciting quality data from

 participants. Therefore, the 

original protocol w
as used for the rem

aining interview
s. 

8.7.3 Ethics approval 
The researchers sought ethical approval for the study through the institutional hum

an research 

ethics com
m

ittee [H
REC 17‐204]. Inform

ed consent w
as obtained from

 each participant prior to 

the com
m

encem
ent of each interview

, w
ith participation being voluntary and confidential. 
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8.8 RESULTS 

Responses provided by all participants highlighted an overarching theme referred to as 

therapeutic alliance whereby participants identified the importance of strong working 

relationships between the person with dementia and clinicians. The responses identified several 

interpersonal skills and qualities required for establishing a relationship with a person with 

dementia. Five themes were identified within the data, which describe the interpersonal skills 

needed to establish therapeutic alliance with a person with dementia: empathy, unconditional 

positive regard, congruence, psychological flexibility, and communication (verbal and 

non‐verbal), summarized in Table 8.2 below. 

Table 8.2 Description of themes 

Theme name Description Example quote 

Empathy The recognition and response 
to another person’s experience 
across four domains: 
emotional/affective 
understanding, cognitive 
identification of their 
experience, behavioural 
expression, and moral empathy 
being an altruistic desire to 
relieve another person’s pain 
or distress (Jeffrey, 2016) 

'Whether they can talk or 
they can't talk, they can trust 
you, they feel safe and 
secure. That’s the vital thing, 
being safe and secure and 
feeling it' 

Unconditional positive 
regard 

This term refers to a clinicians’ 
capacity for warmth, 
acceptance, and affirmation 
towards a patient (Farber & 
Doolin 2011; Rogers 1957), in 
a genuine congruent way. 

Participant discussing a 
patient refusing care: 

'And then just if she’s not, 
the idea will be whether we 
can have the conversation 
today or whether it’s the next 
time. It’s a non‐judgmental 
conversation. It’s like, what 
got in the way, what was it 
about that morning? Were 
you really anxious, did you 
have a terrible night’s sleep? 

--------------------------1----------------------------1---------------------------
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Theme name Description Example quote 

Do you think it was a good 
idea at the time to go for 
coffee but now you can’t face 
it? If you can’t face it why 
can’t you face it?' 

Congruence Refers to a clinician being a 
congruent, genuine, integrated 
person (understands and is 
unified within themselves) 
who is aware of both 
themselves and their 
experience (Rogers 1957). 

'The most important part of 
treatment is your therapeutic 
relationship. I understand 
that you’ve got to keep that, 
you can’t go home and like, 
cry about everybody; you 
wouldn’t be able to do your 
job. But I think ‐ and I know, 
the most important things is 
authentic care' 

Psychological flexibility Broadly refers a person’s 
ability to be present in the 
moment, aware of the current 
situational demands, and to be 
able to change or persist in 
behaviours that support their 
primary goal/values relevant to 
the situation (Kashdan & 
Rottenberg 2010). 

'I'm still learning but I think 
it is more of an acceptance 
(…). I'm going to have to just 
do things intuitively and just 
relax a bit about not going in 
with my eight week thing and 
trying to force that on people. 
So it’s a strategy of 
acceptance for me that I need 
to well, I need to go with the 
flow a little bit' 

Communication Verbal and non‐verbal forms 
of conveying and receiving 
information between people. 

'Communication can be 
number one no matter who 
you're looking after' 

Each of these five themes, described below, contributes a unique aspect relevant to establishing a 
relationship with a person with dementia. 

8.8.1 Theme 1. Empathy 

In this study, empathy was identified as a factor necessary in effectively engaging people living 
with a diagnosis of dementia during treatment, consistent with humanistic approaches to 
counselling (Rogers 1957). Most participants either explicitly cited empathy as a skill needed 

--------------------------r----------------------------r---------------------------

--------------------------L---------------------------L--------------------------

--------------------------1----------------------------1---------------------------
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when providing care within a dementia setting, or appeared to demonstrate empathy in their 
responses to interview questions. 

One participant specifically stated that empathy towards people with dementia was a key 
necessity in the provision of care. 

“We have to be specific [with dementia care]. It’s not a job, it’s a lot of empathy, a lot                
of your time, you know, you can't just walk away 

Many other participants expressed different forms of empathy towards people with dementia. For 
example, one participant described their emotional empathic response towards people with 
dementia who experience a decline in their functional abilities: 

“ [The decline] breaks my heart to see that and that is terrible and how sad. 

Another participant provided an example of understanding from a patient’s perspective, 
reflecting on the following: 

“They [people living with a diagnosis of dementia] could be really previously high 
functioning, and suddenly they have this emptiness, all the family is going away, all 

relationship[s] breakdown, they're losing the capacity, losing their independence, every day 
every chore is starting to get a bit more of a chore for them (…) So rapport is so important with 
this cohort, I guess regardless of the stage of dementia, I will always try that as a first protocol. 

A further example of empathy is shown below, with a participant describing what people with 
dementia ‘deserve’ regardless of their condition: 

“Just see the person who still is a person, not like ‘this is the demented people, we can do 
nothing about it’ (…) they are a person, they still deserve to be happy, they still deserve to have a 

good quality of life and, they still have feelings 

The aforementioned statements support the idea that empathy has clinical utility to establish 
therapeutic alliance by connecting with a person with dementia, through the process of first 
attuning to the person’s experience and then responding in an effective way. 
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8.8.2 Theme 2. Unconditional positive regard 

Many participants specifically stated that a warm approach was necessary to engage with a 
person with dementia and that people with dementia responded best to this approach to care, 
consistent with establishing therapeutic alliance. The quotation below is from one participant 
who reported that a person with dementia, despite significant impairment in the person’s 
memory, was able to respond best to clinicians who demonstrated warmth: 

“I think she remembered who was kind to her and who wasn’t kind, I mean all the nurses are 
kind, it’s hard to explain, but the kinder – it’s funny they [people living with a diagnosis of 

dementia] pick up on the kindness 

This suggests that individual characteristics of clinicians, such as unconditional positive regard, 
can be identified by people living with dementia perhaps even for those who experience 
cognitive decline as part of the condition. Further to this, several participants also recognized 
acceptance as having an important role in how they approach care for a person with dementia. 
This included acceptance of a person with dementia as a ‘person’ and also acceptance of their 
symptoms of dementia, as illustrated in the following quote: 

“If they [people living with a diagnosis of dementia] feel like they're a nuisance, if you 
communicate frustration, it just leaves them with a bad feeling about themselves and the world 

and everything 

Acceptance of a person with dementia could be challenged by the combined emotional and 
physical demands that impact the provision of care for clinicians; however, many participants 
suggested that engaging with a person with dementia is mutually beneficial for clinicians and 
people with dementia, as shown below: 

“People have got to believe that you’re really bothered about them [people living with a 
diagnosis of dementia], that you care. I mean care in a professional sense, and I think if you can 

establish that kind of relationship with people, it so much more comfortable for both of you 

Therefore, clinicians who accept and engage with people with dementia may find they are more 
able to manage the physical and emotional demands of the role. 

8.8.3 Theme 3. Congruence 

This theme was identified across several participant interviews, usually when participants were 
reflecting on their own thoughts, sensory experiences and feelings, and how each of these might 
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impact on the type of care that they provide to people with dementia. For example, the quotation 
below describes how behavioural and psychological symptoms of dementia can have an 
emotional or physical effect on the support a clinician provides to a person with dementia. 
Furthermore, congruence occurs when a clinician is aware of how these changed behaviours can 
impact on the clinician’s own emotional response, that is reduce a sense of frustration. 

“I think working with patients [people living with a diagnosis of dementia] who have 
behaviours can be really challenging but there are often genuine reasons why behaviours occur. 

So, in some respects, that doesn’t make it quite as challenging 

This demonstrates how mindful attunement to self (congruence) allows a clinician to process 
their own experience and work effectively with a person with dementia by synthesizing their 
individual experiences with their environment. 

Participants also identified how a genuine, congruent desire to establish a relationship with their 
patients supported the development of therapeutic alliance. The following quote from one 
participant illustrates how a clinician’s authentic emotional response to connectedness with a 
person with dementia can influence the type of care they provide: 

“I have seen beautiful moments, I have had people, even people who have got severe dementia 
will respond well to tender loving care. I worked here and some of our patients with dementia 
could be here up to six months and when I walk in there they come and give you a hug and say 

where have you been and I can tell you – and this makes your day 

This is an example of how a clinician is attuned to both their own experience and how that 
translates into the provision of care. Specifically, meaningful connections are supported when a 
clinician is aware of their own personal experiences (i.e., thoughts, feelings, urges) and have a 
genuine interest in forming relationships with people who are living with dementia. 

8.8.4 Theme 4. Psychological flexibility 

Many participants in the present study described psychological flexibility being an advantage to 
attune and respond appropriately to engage a person with dementia. Generally, these statements 
referred to situations whereby clinicians needed to be adaptive and often creative in how they 
delivered care to people with dementia who all had their own individual needs, restricted 
capacity to communicate with the clinician, competing physical and emotional goals, and often 
changeable presentations such as expression of behavioural and psychological symptoms of 
dementia. One participant described a specific situation where a person with dementia’s needs 
changed day to day perhaps dependent on external factors such as sleep: 
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“You'll be monitoring their [people living with a diagnosis of dementia] mental health or their 
mental state as well because sometimes you can have a plan set in place where you had a client 
booked in to go to see the GP and then I rang the client up the day before and said ‘are you still 

willing?’ And they're like ‘yeah, yeah, yeah’ but then when you get there on the day, they 
haven’t had a good night sleep or something like that, they don’t [want] to go 

This demonstrates the need to be able to be aware and recognize the need to respond to the 
changing needs of a person with dementia, which can often be influenced by external factors or 
symptoms characteristic of the condition of dementia. Another participant described the need for 
psychological flexibility as an important part of establishing therapeutic alliance with a person 
with dementia to alleviate concerns around security or safety. By being adaptive and flexible in 
the clinicians approach to care, they were able to attune to the emotional experience (being 
scared) of the person living with dementia and the respond appropriately, as shown below: 

“I think I find it could be very scary for that person. So first of all it’s trying to build a rapport. 
I work with that person. If that person is tired I allow that person to rest, if that person is up and 
walking around I follow the person and I just, if they allow me, if they feel comfortable, hold 

their hand, make a cup of tea, sit down, observe the change in behaviour 

Participant responses describing flexible delivery of care demonstrate how psychological 
flexibility allows a clinician to deliver effective PCC that fits the person with dementia based on 
their own individual, and possibly changing, needs. 

8.8.5 Theme 5. Communication 

All participants identified that both verbal and non‐verbal communication impacted on the 
relationship between clinician and a person with dementia. Furthermore, many participants 
indicated that effective communication could be achieved despite a person with dementia having 
significant compromised functioning as a part of their condition. Effective verbal communication 
included the use of reflective listening skills (Gordon 1970; Rautalinko & Lisper 2004; 
Rogers 1961) such as repeating what a person with dementia has previously said, as illustrated in 
the following quotation: 

“If you're listening to someone and then they're talking about something and if you can 
mention it [and] reflect it to them again, you can see their face sort of brighten up a little bit and 

they're like ‘yeah he is listening, he’s not just nodding and that sort of stuff 

Another form of effective verbal communication described was the use of consistent, repetitive 
reassurance for the patient to support their own sense of security and safety. For example: 



161 
 

 

“We continually reassure that they're [people living with a diagnosis of dementia] safe here in 
hospital, nothing’s going to happen to you. Because I guess they don’t know what’s going on, 

they don’t know 

This highlights how verbal communication can be used to effectively engage a person with 
dementia in a working relationship with a clinician, whilst also fostering the person with 
dementia’s own sense of security relevant to the cognitive decline associated with dementia. 

Non‐verbal communication was also reported by most participants, focusing primarily around 
the use of touch and facial expressions when engaging with a person with dementia. Many 
participants stated that they routinely use touch and eye contact to engage and connect with 
patients. An example quote is shown below where one participant states how non‐verbal skills 
have clinical applications and warrant further research investigation: 

“You sit and you talk to them [people living with a diagnosis of dementia] and then maybe 
you look at them and maybe you touch them and you might stroke their arm. There will be some 

massive thesis about the power of touch and the power of communication 

This supports the notion that non‐verbal communication strengthens engagement with a person 
with dementia. Furthermore, it is likely that the combined use of effective verbal and non‐verbal 
skills is required to effectively connect with people with dementia. This is demonstrated in the 
following quotation of one participant’s description of how a person with dementia responded to 
clinicians based on different approaches in verbal and non‐verbal communication: 

“Depending on how they approached her she would either accept or not accept their 
explanation. Most times she didn’t because it would be offhand about what they'd [the clinician] 

said to her. Rather than having eye contact with her and giving her reassurance it was like, 
‘you're in such and such facility’, and that was it, and so she would then pick up a cup of tea and 

chuck it or knock the bookshelf down or something 

This highlights the importance of clinicians using both verbal and non‐verbal skills when 
communicating with people with dementia. The ability to assess and reassess the effectiveness of 
different communication skills requires flexibility from a clinician, which is discussed in further 
sections of this study below. 

Together, the principles of empathy, unconditional positive regard, congruence, psychological 

flexibility, and communication are important contributors towards effectively engaging people 

living with dementia in a care relationship with a clinician. In turn, these are consistent with the 

ideology that underpins PCC. 
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8.9 DISCUSSION 

The aim of this study was to investigate the skills clinicians use to establish therapeutic alliance 

with patients with a diagnosis of dementia. The main finding from the present study was the 

identification of five themes pertaining to these skills: empathy, unconditional positive regard, 

congruence, psychological flexibility, and communication. Three themes related to Rogers’ 

(1957) components of therapeutic alliance (congruence, unconditional positive regard, and 

empathy), which are well established within counselling literature as effective strategies to 

engage patients in care within psychology and counselling (Egan 2013). These three themes are 

also consistent with the theoretical framework of many current PCC models, such as the VIPS 

framework (Brooker 2003), that suggests an empathic and supportive relationship can be 

established through taking on the perspective of the person with dementia (Brooker 2003; 

Brooker & Latham 2015). Across disciplines, empathy is the most widely recognized skill as 

being important to establishing a care relationship (Brown et al. 2020; Guven Ozdemir & 

Sendir 2020); however, the importance of congruence and unconditional positive regard are not 

widely recognized outside of the discipline of psychology. 

Many definitions and interpretations of what empathy is exist within the literature (Batson 2009; 

Bohart & Greenberg 1997; Duan & Hill 1996). In this study, participant responses describing 

empathy aligned with Jeffrey’s (2016) definition whereby empathy is the recognition and 

response to another person’s experience across four domains: emotional/affective understanding, 

cognitive identification of their experience, behavioural expression, and moral empathy, being an 

altruistic desire to relieve another person’s pain or distress. A recent study by Guven Ozdemir 

and Sendir (2020) identified that nurses typically held a sound capacity for affective empathy; 

however, many at times be restricted in their ability to demonstrate this cognitively or 

behaviourally due to insufficient training or workforce demands. The ability to recognize and 

respond to each of these aspects of the patient’s experience may be strengthened by developing 

one’s skill in: perspective taking to understand a patient’s experience, mindfulness to promote a 

clinician’s capacity to remain present to each aspect of empathy, and psychological flexibility in 

order to appropriately respond to the client at each point in time. Given that the majority of 

participants identified the need for, or actually expressed, empathy towards people with 

dementia, it suggests that it is an essential component in the provision of care, consistent with the 

Rogerian client‐centred framework. 
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In relation to unconditional positive regard, participants identified that an approach towards 

patients of warmth, regardless of symptomatic decline, was a core component of establishing 

therapeutic alliance. This mirrors Kitwood’s original work (1997) on PCC in dementia, whereby 

a patient is placed at the centre of care and is valued regardless of their level of functioning. 

Providing unconditional positive regard towards patients also creates space for a patient to 

develop a more positive sense of self, security, trust, and autonomy (Iberg 2001), consistent with 

the goals of PCC (Kitwood 1997). Clinicians require skills of acceptance, being present and 

attuned to themselves and the patient, and the ability to communicate their regard for a patient 

through verbal and non‐verbal behaviours. These skills are needed to communicate unconditional 

positive regard to a patient (Iberg 2001). The use of reflective practice and development of 

psychological flexibility in a clinicians’ thinking may facilitate unconditional positive regard 

also as the concept is fluid, and clinicians need to continuously consider if they are truly 

accepting particular attitudes or behaviours of the patient. Participants identified that this 

becomes particularly relevant when responding to behavioural and psychological symptoms of 

dementia and that these symptoms have been previously considered challenging for clinicians to 

manage (Dupuis et al. 2012). 

Participants identified that congruence occurred when they were attuned to the dyadic 

relationship between their own experiences and the experience of the patient, consistent with 

Roger’s (1957) conceptualization. Congruence is an individual psychological characteristic of a 

clinician that is necessary in order to demonstrate the skills of unconditional positive regard and 

empathy (Brodley 1998). Therefore, clinicians need to have a genuine interest in their patients in 

order to express positive regard and empathy in their contact with people with dementia. 

Motivation to connect with patients and engage in the therapeutic relationship could be 

reassessed throughout treatment through self‐reflection and clinical supervision (McCormack et 

al. 2013; Taylor 2000). Greenberg and Geller (2001) provide a detailed description of strategies 

to develop congruence within clinicians, suggesting that clinicians need to be present and attuned 

to each moment, and remain open to their own experiences in knowing how to appropriately 

respond to the demands of any interaction with a patient. 

Further, this ability to respond to the demands of a patient is also relevant to the theme of 

psychological flexibility, whereby a clinician needs to take a flexible, iterative approach to care 

depending on the patient’s changing needs. Psychological flexibility is the overarching concept 



164 
 

 

in psychological therapy called Acceptance and Commitment Therapy (ACT) and is considered 

necessary for adaptive psychological functioning (Hayes et al. 1999). Psychological flexibility 

allows a person to adapt to situational demands, prioritize their mental resources, change 

perspectives, and cope with competing demands (Harris 2019). The primary aim of ACT is to 

enhance psychological acceptance. The therapy teaches skills to experience and cope with 

painful or distressing experiences such as thoughts, feelings, and sensations, whilst finding 

meaning in our lives (Harris 2019). ACT skills are also potentially useful for clinicians in 

developing skills of empathy, unconditional positive regard, and empathy because the skills 

encourage a clinician to have awareness of themselves and to be attuned to the present moment. 

All participants referenced some need to be present in the moment, to attuned to their 

experiences and the external demands, and to respond appropriately in order to establish 

therapeutic alliance, consistent with the definition of psychological acceptance (Kashdan & 

Rottenberg 2010). This individual psychological skill enables a person to be able to adapt and 

respond appropriately across settings, and also promotes a person to be aware, open, and 

committed to behaviours that are consistent with their own values, relevant to clinician 

congruence. Therefore, the development of psychological flexibility may also underpin the 

effectiveness of other skills used to engage patients in therapeutic alliance. 

Verbal and non‐verbal communication skills are also widely cited as important in developing any 

therapeutic relationships (Egan 2013), but are particularly relevant in dementia given the 

cognitive decline and associated language and speech difficulties often occurring in the 

condition. Communication skills are routinely taught in nursing and allied health courses, which 

may additionally benefit from further dementia‐specific training initiatives. A recent review by 

Brown and colleagues (2020) identified interventions that support development of effective 

communication and empathy in the provision of PCC with patients who have a diagnosis of 

dementia, which could be implemented as core components of nursing and allied health training. 

Our findings provide a set of potentially modifiable skills used by experienced clinicians 

working to engage a person with dementia in an effective working relationship. Consistently, 

therapeutic relationships are considered a fundamental part of the provision of PCC; however, 

translating abstract concepts such as dignity and respect into measurable and modifiable care 

outcomes is a challenge. Furthermore, individual clinicians may themselves lack the 

interpersonal skills and qualities to deliver care that foster therapeutic alliance for people with 
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dementia. The significance of our findings is that it provides a basis to develop a clinician’s 

skills to assist in the translation of PCC models to clinical practice. Previously, it has been 

asserted that clinicians may fundamentally agree with PCC principles but struggle in the delivery 

of care (McCarthy 2006). Fortunately, each of the themes identified in the present study are 

routinely provided in discipline specific training, such as nursing, psychology, social work, and 

counselling. Therefore, for example, developing Rogerian counselling skills and psychological 

flexibility through acceptance and commitment therapy may lead to enhanced care outcomes. 

Further research is needed to explore the effectiveness of specific training strategies to enhance 

clinician congruence, unconditional positive regard, empathy, communication, and psychological 

flexibility, and how to appropriately apply these within a dementia setting. 

The findings of this study provide a strong basis for future training initiatives through 

development of the aforementioned modifiable skills of clinicians. This could strengthen the 

quality of care provided to people living with dementia by enhancing clinicians’ capacity to 

develop therapeutic alliance with a person with dementia. A limitation of the current study is that 

the sample was from one region in Australia, which limits our ability to generalize these results; 

however, each of the themes identified is global concepts. Participants self‐selected to be in the 

study and may have had their own bias in wanting to participate in the study. The sample size for 

this study was modest; however, it was deemed sufficient for an exploratory qualitative study. 

Finally, participants were from specialist teams focused on the treatment of older people and 

dementia care; therefore, more research is needed to understand the relevance of these skills and 

qualities in clinician populations who incidentally provide treatment to people living with 

dementia, such as a nurse working in the emergency department who comes into contact with a 

person with dementia following a fall. Professionals across nursing and allied health disciplines 

are often required to meet the complex physical and psychological needs of a person with 

dementia, many of which are employed outside of a dementia‐specific setting. Future research 

should investigate whether the modifiable factors identified in this study are relevant to 

clinicians establishing rapport when providing incidental treatment through a non‐specialist 

service. 

8.10 CONCLUSION 

Nursing and allied health clinicians working with people with a diagnosis of dementia described 

the skills of empathy, unconditional positive regard, congruence, psychological flexibility, and 
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verbal and non‐verbal communication as important in establishing an effective therapeutic 

relationship. These skills are consistent with the principles of humanistic psychology. The results 

of this study suggest that Rogerian counselling skills combined with acceptance and commitment 

theory training may be useful for clinicians to develop the necessary skills to establish effective 

therapeutic alliance with people living with dementia. 

8.11 RELEVANCE FOR CLINICAL PRACTICE 

Findings from this study indicate that the quality of care provided by clinicians could be 

enhanced by strengthening their skill set to an effective working relationship with a person with 

dementia. Nurses and allied health professionals are generally responsible for the provision of 

care to patients with a diagnosis of dementia and may benefit from training that enhances these 

skills in order to provide quality PCC. Furthermore, improvements in care standards by 

strengthening these modifiable skills could support the implementation of PCC principles within 

clinical care, associated with better outcomes for people with dementia. 
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Appendix 

List of interview items. 

1. Please describe the type of care you provide for patients with dementia [people living 

with dementia]? 

2. Think about when you provide care to patients with dementia [people living with 

dementia] ‐ what do you see as the priorities when you are providing this care? 

3. Is this any different to the care you would provide to patients with other health conditions 

such as cancer? Are there different priorities? 

4. Describe some of the factors that impact on the type of care you provide to patients with 

dementia [people living with dementia]? 

5. What are the most important considerations in role, responsibility, approach to care for 

all (insert profession) when providing care to patients with dementia [people living with 

dementia]? 

6. What are the most rewarding aspects of providing care to patients with dementia [people 

living with dementia]? 

7. What are the most challenging aspects of providing care to patients with dementia 

[people living with dementia]? 

8. What strategies do you use to cope with the demands of working with dementia patients 

[people living with dementia]? 

9. Is it necessary to develop a relationship with a dementia patient [people living with 

dementia]? If so, how would you engage with a patient on an emotional level? 

10. Is there anything else you think is relevant or important to the care of patients with 

dementia [people living with dementia]?  
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Chapter 9: Discussion and Conclusions 

9.1 Chapter Introduction 

This chapter summarises the contribution of the thesis to existing literature. Firstly, the 

research aims are reviewed, followed by a summary of the results presented in the five individual 

publication articles. These findings are then synthesised to assist a general discussion about the 

critical contributions of this project, including the theoretical, clinical and policy implications of 

this thesis. The strengths and limitations of this body of work are discussed, and 

recommendations are made to extend the knowledge base in this area of research in the future. 

Finally, concluding statements are provided to summarise the findings of the thesis. 

9.2 Review of Findings and Contributions 

Below is a summary of the research aims of the thesis that were addressed across a series 

of quantitative and qualitative studies. The major findings for each of the individual publication 

articles are presented and then integrated to provide a synopsis of the key contributions of the 

thesis. In the literature review (Chapter 2) and methodology (Chapter 3), current issues regarding 

PCC literature were discussed. These issues include varied conceptualisations of PCC, 

difficulties with the measurement of PCC and the focus on organisational change to support the 

delivery of PCC, which is often challenging in many clinical settings. In these chapters, it was 

highlighted that a current gap within the literature is a clear description of the skills necessary for 

clinicians to establish relationships with patients who have a diagnosis of dementia. Thus, it was 

decided to use a mixed-methods approach to address the research aims of the thesis adequately. 

A focussed narrative review of the literature was used to provide a detailed account of individual 

psychological variables, such as death anxiety and coping strategies, that may influence the 

delivery of PCC in dementia settings (Chapter 4). Two quantitative studies were conducted to 
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investigate the theorised relationships between variables presented in the review paper (Chapters 

5 and 6). Two exploratory qualitative studies were undertaken with clinicians to identify factors 

that influence the delivery of care to patients with a diagnosis of dementia and the skills that 

underpin the provision of PCC (Chapters 7 and 8). These qualitative studies also ensured that 

clinicians were given a voice in this research.   

9.2.1 Summary of the Findings 

The overarching aim of this thesis was to identify the individual psychological variables 

that impact clinicians providing PCC to patients with a diagnosis of dementia. This included an 

identification of the skills that underpin effective engagement with patients. This overarching 

research aim was addressed through five specific research aims: 

1. provide a detailed description of how individual psychological variables relate to each 

other and may also influence the provision of dementia care, and generate a model 

depicting the possible relationships between each of the individual psychological 

factors and the delivery of PCC (Paper 1 in Chapter 4) 

2. test aspects of the proposed model developed from the detailed description (in 

research aim 1) (Papers 2 and 3 in Chapters 5 and 6, respectively) 

3. scope the factors that currently influence the type of care provided by clinicians to 

patients with a diagnosis of dementia in a clinical setting (Paper 4 in Chapter 7) 

4. explore the key components of developing a meaningful relationship with patients 

who have a diagnosis of dementia (Paper 5 in Chapter 8) 

5. provide recommendations about clinical interventions that may be relevant to enhance 

the quality of care (Paper 5 in Chapter 8, and Chapter 9). 
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These five research aims were addressed within the five individual publication articles. 

Four of these articles have been published in peer-reviewed journals, and a further paper is 

currently under peer-review for consideration for publication. The research was conducted in 

three distinct phases, a review of the literature (phase 1), two quantitative studies (phase 2) and a 

qualitative study (phase 3), with each phase guiding and informing the details of the next phase 

of research. The findings for each of these research phases and associated papers are discussed in 

detail in the following subsections.  

9.2.1.1 Paper 1 in Chapter 4: ‘Old and ill’: Death anxiety and coping strategies 

influencing health professionals’ well-being and dementia care.  

The first stage of research for this thesis consisted of a narrative review of the existing 

literature aimed to both address the first research aim and to: 

• investigate the current knowledge base of PCC for patients with a diagnosis of 

dementia 

• determine which psychological variables had previously been examined in relation to 

PCC 

• review existing theoretical frameworks that can explain current trends in dementia 

care 

• generate a model of the potential individual psychological processes that influence 

PCC dementia care.  

Based on the findings of the literature review, it was argued that approaches to care for 

clinicians working with patients with a diagnosis of dementia are influenced by the notion that 

dementia is a terminal illness typically occurring in older people. The combination of patients 

being ‘old and ill’ may evoke clinicians’ death anxiety. Evidence from studies included in the 
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review showed that death anxiety could influence the type of care that clinicians provide to 

patients, with this relationship interpreted in the context of TMT (Greenberg et al., 1986). It was 

proposed that clinicians’ coping strategies, such as experiential avoidance or psychological 

acceptance, might mediate the relationship between death anxiety and care outcomes. It was also 

suggested that care outcomes, such as the provision of PCC, might affect a clinicians’ own 

wellbeing. The literature presented in the review supported the assumption that a bi-directional 

relationship exists between the provision of PCC and clinician burnout. The literature reviewed 

was used to generate a potential theoretical model (presented in Figure 9.1) of how individual 

psychological variables, such as death anxiety, coping strategies, and ageism may influence the 

type of care that clinicians provide to patients with a diagnosis of dementia.  

Figure 9.1 Proposed Model Illustrating the Influence of Death Anxiety and Experiential 

Avoidance on Clinicians’ Wellbeing and their Approaches to Care when Working with Dementia 

Patients 

The proposed model suggests that older people with dementia would increase the salience 

of mortality and be associated with higher death anxiety compared to younger patients or patients 

with another non-terminal health condition. It was argued that coping strategies (experiential 

avoidance/psychological acceptance) would mediate the relationship between death anxiety and 

the provision of PCC, such that higher death anxiety may lead to experiential avoidance as a way 
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Specifically, this study investigated the impact of people with dementia being 

characteristically (a) older in age, and (b) having a degenerative condition on death anxiety. 

Ninety-four undergraduate nursing students were assigned to a vignette of a hypothetical patient 

who varied by age (29 years or 71 years) and illness (arthritis, cancer or dementia). The 

participants’ death anxiety and feelings towards the target person, including fear, were measured 

after exposure to the hypothetical patient. While there were no main effects for age or illness of 

the target person, a significant interaction was found between age and illness. Specifically, being 

older in age and having a degenerative or terminal illness (cancer and dementia) were associated 

with significantly higher levels of death anxiety compared to other conditions. Interestingly, the 

difference in death anxiety between the older/cancer target condition and older/dementia 

condition was approaching significance, indicating that older people with dementia may be 

associated with death anxiety above and beyond that of older people with cancer. The results also 

showed that significantly higher levels of fear were reported for degenerative/terminal conditions 

(cancer and dementia) compared to arthritis.  

These findings supported the first part of the proposed model generated from the 

literature review. Specifically, patients who are older in age and have a degenerative or terminal 

condition, like dementia, may induce mortality salience and elicit death anxiety. These results are 

also consistent with TMT (Greenberg et al., 1986). Based on these findings, a further study was 

designed to examine further aspects of the proposed model developed in the first stage of 

research.  
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strategies (experiential avoidance) to deal with the anxiety. In turn, experiential avoidance was 

associated with higher levels of depersonalisation in care. This is important given 

depersonalisation can reduce a clinician’s capacity to engage in a meaningful relationship with 

patients (Kitwood, 1997; Maslach, 201; Shanafelt et al., 2002). A direct negative relationship 

was also identified between death anxiety and patient engagement, although this relationship was 

not mediated by experiential avoidance. It appears that higher levels of death anxiety are 

associated with lower levels of patient engagement. These findings supported aspects of the 

proposed model from Paper 1 (Chapter 4). Specifically, death anxiety was found to influence a 

clinician’s capacity to engage with patients either directly or via coping strategies. The direct 

relationship between death anxiety and patient engagement suggests that awareness of mortality 

(and associated anxiety) is relevant to the provision of dementia care. Further, how a clinician 

copes with death anxiety can influence their own wellbeing and potentially reduces their capacity 

to provide PCC, consistent with the proposed model. 

One limitation of the study was selecting an appropriate measure of PCC that examined a 

clinicians’ capacity to engage in a meaningful relationship with patients who have a diagnosis of 

dementia. The association between results on the patient engagement measure and death anxiety 

provided interesting discussion; however, this measure of patient engagement did not fully 

encapsulate all the relational aspects of PCC. On reflection of my own clinical experiences with 

psychology clients, the measures of PCC discussed in Chapter 2 do not describe the nuances of 

establishing a meaningful therapeutic relationship. The findings from this study did provide 

evidence that death anxiety relates to aspects of relational dementia engagement. Based on these 

findings, I sought to explore the relational aspects of PCC further. Therefore, a qualitative 

approach was adopted for the final stage of research (phase 3). 
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9.2.1.4 Paper 4 in Chapter 7: The provision of person-centred dementia care in the 

context of mental health co-morbidities: “It can be upsetting and distressing and it’s 

incredibly sad”. 

This article aimed to address the third research aim of the thesis and explore factors that 

influence the provision of dementia care. Additionally, it was intended that the results of this 

study would inform aspects of the final research aim and provide clinical recommendations to 

enhance the provision of PCC in dementia care. Participants consisted of 12 allied health and 

nursing professionals working in a mental health service for older people (inpatient and 

community). These clinicians also routinely provide care for patients with a comorbid diagnosis 

of dementia. Semi-structured interviews were conducted with all participants. An exploratory 

thematic analysis was conducted to identify factors that influence the type of care clinicians 

provide to patients with a diagnosis of dementia and the possible challenges in the provision of 

care. The themes generated in the analysis provided insight into how clinicians approach the care 

of patients, the challenges faced in the provision of dementia care and coping strategies used to 

manage care demands.  

The main finding from this study was that clinicians generally endorsed the use of both 

person-centred and task-oriented principles of care. Specifically, clinicians stated that a 

relationship needed to be established with patients who have dementia prior to being able to 

attend to the more task-oriented aspects of care, such as attending to activities of daily living and 

symptom management. This theme is illustrated in the following quotation, “I think it’s really 

important [we] advise about best medications [however] if you haven’t got a relationship [with 

the patient] then they’re not likely to listen”. The challenges identified with the provision of 

dementia care included limited control of patient outcomes, societal views, own biases and 
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emotional demands. Societal views and own biases related to broad assumptions that clinicians 

and the wider community hold about the provision of dementia care. Clinicians stated that 

generally, their area of practice was considered less skilled than other areas of clinical practice. 

There was also recognition that their own individual assumptions or biases might influence the 

type of care provided, such as their perceptions of ageing or BPSD symptomology. The other 

two themes pertain to internal emotional responses that clinicians experience as part of providing 

dementia care. The sub-theme, limited control of patient outcomes, related to the sense of fear or 

helplessness that clinicians experience as part of providing care to older patients with a 

degenerative condition. This quotation illustrates this theme: 

Whatever you try, whatever you do, they can try but they might not want to, they might 

not be able to make those sort of gains (…) what you don’t want is to get into that 

hopelessness. It’s like well we’ve tried everything.  

The emotional demands sub-theme described the affective experience of clinicians 

providing care to patients with a diagnosis of dementia. This theme showed that clinicians were 

often ‘sad’ and ‘overwhelmed’ with the disability that occurred from the degeneration of 

dementia. A quotation describing a clinicians’ emotional response to the provision of care is as 

follows: “it’s cruel for them [people with dementia]; it’s cruel for their families to watch this 

disease because it’s so—it’s horrible, it is a horrible disease”. These results suggest that the 

clinicians’ own emotional experience associated with limitations in their ability to ‘cure’ the 

condition and deal with the degenerative effects of dementia present a challenge for those 

providing care. 

The thematic analysis also provided insight into the strategies adopted by clinicians to 

manage the care demands. These strategies included an acceptance of challenging aspects of 
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care, reflective practice and workplace support mechanisms and self-care practice. Workplace 

supports occur at an organisational level and were found to have a positive outcome for 

clinicians when the workplace culture provided the opportunity to debrief, consult and 

collaborate. Similarly, reflective practice was useful for clinicians to understand their own 

personal boundaries and manage the challenges of providing ongoing care. Often, reflective 

practice occurred through formal workplace systems such as supervision, team meetings and 

training. In this study, self-care strategies included individualised routines or practices initiated 

by clinicians to help them cope with the demands of providing dementia care. Examples of self-

care practices included exercise, spending time with family, and mindfulness. The final coping 

strategy identified was the use of acceptance. The use of acceptance as a coping strategy was 

described as useful in managing all the challenges (limited control for patient outcomes, own 

biases, societal views and emotional demands) identified by clinicians who participated in this 

study. Acceptance was particularly useful in the management of the more emotional aspects of 

care, such as helplessness associated with treatment limitations and the emotional demands of 

care. An example quotation illustrating the use of acceptance to manage treatment limitations 

was, “I just get to the point some days, and I think we’ve done as much as we can and we can’t 

do anymore”. Clinicians using acceptance as a strategy to cope appeared to be initiating this 

themselves. Acceptance was not discussed in relation to workplace culture, suggesting that 

acceptance may be an individual coping variable.  

These findings highlighted the importance of engaging patients with a diagnosis of 

dementia in a meaningful relationship prior to being able to attend to other medical or physical 

needs. Reported difficulties in managing the limitations for treatment outcomes are consistent 

with the rationale for the model in Paper 1 (Chapter 4). The medical model may provide a shared 
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worldview for clinicians to manage death anxiety. Thus, limitations in treatment outcomes could 

reduce the anxiety-buffer of having a shared worldview and leave clinicians more vulnerable to 

the experience of death anxiety. Further to this, acceptance was identified as a coping strategy to 

manage the demands of dementia care, which is also consistent with the model that argued 

psychological acceptance mitigates the effects of death anxiety. The challenges and coping 

strategies used provide insight into workforce demands and the resourcing needed to successfully 

cope with the demands of providing dementia care (see section 9.3.2). Further analysis was 

required to understand how these clinicians established effective therapeutic relationships with 

patients who have a diagnosis of dementia. 

9.2.1.5 Paper 5 in Chapter 8: “Just see the person who is still a person (…) they still 

have feelings”: Qualitative description of the skills required to establish therapeutic 

alliance with patients with a diagnosis of dementia.  

This published article detailed the second thematic analysis conducted with the 

qualitative data from interviews with clinicians. The purpose of this analysis was to identify the 

skills used by clinicians to establish effective therapeutic relationships with patients who have a 

diagnosis of dementia, relevant to research aim four. The findings were also used to address the 

final research aim and develop recommendations about clinical interventions to enhance the 

quality of dementia care. Inductive and deductive procedures were used to identify five distinct 

themes within the data relating to interpersonal skills used to develop a therapeutic alliance with 

patients: empathy, unconditional positive regard, congruence, psychological flexibility and 

communication. Three of these themes (empathy, unconditional positive regard and congruence) 

are consistent with the skills described by Rogers (1980) as a necessity in the provision of PCC. 
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Descriptions of the themes of empathy, unconditional positive regard and congruence are 

outlined below. 

The theme of empathy was identified across the majority of participant interviews. Some 

clinicians explicitly mentioned the importance of empathy such as, “it’s not a job, it’s a lot of 

empathy, a lot of your time, you know, you can't just walk away”. Other participants 

demonstrated empathy towards people with a diagnosis of dementia in the language and 

approach taken towards patients. A quotation illustrating this approach is as follows: 

They [people living with a diagnosis of dementia] could be really previously high 

functioning, and suddenly they have this emptiness, all the family is going away, all 

relationship[s] breakdown, they’re losing the capacity, losing their independence, every 

day every chore is starting to get a bit more of a chore for them. 

A further theme identified in this study was unconditional positive regard. Clinicians 

discussed the importance of maintaining a warm, accepting approach regardless of a patient’s 

decline. Acceptance was found to be mutually beneficial for clinicians providing care, illustrated 

in the following quotation: 

People have got to believe that you’re really bothered about them [people living with a 

diagnosis of dementia], that you care. I mean care in a professional sense, and I think if 

you can establish that kind of relationship with people, it so much more comfortable for 

both of you. 

Accepting challenging aspects of a patient’s presentation and their functioning was considered 

useful in establishing a meaningful connection and in managing the emotional and physical 

demands of care. 
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The third theme identified in the analysis was congruence. Clinicians described being 

mindfully attuned to themselves or ‘self’ (congruence) allowed them to process their own 

experiences (thoughts, sensations, urges, emotions) while working effectively with a person with 

dementia. Clinicians also identified that having a genuine, congruent desire to establish a 

relationship with their patients supported the development of therapeutic alliance: 

I have seen beautiful moments, I have had people, even people who have got severe 

dementia will respond well to tender loving care. I worked here and some of our patients 

with dementia could be here up to six months and when I walk in there they come and 

give you a hug and say where have you been and I can tell you—and this makes your 

day. 

The final two themes identified in the thematic analysis have been previously identified 

within existing literature as necessary for the delivery of PCC in dementia settings. The first of 

these two themes is psychological flexibility. Psychological flexibility is the dynamic process 

that allows a person to adapt to situational demands, prioritise mental resources, shift 

perspectives and manage competing life demands (Harris, 2019). This is a modifiable 

psychological variable that allows a clinician to be flexible in their approach to care. Clinicians 

demonstrated their capacity for psychological flexibility when they described being aware of the 

changing needs of a person with dementia and adapting their provision of care accordingly. A 

quotation illustrating the use of psychological flexibility and behavioural care outcomes is shown 

below: 

I think I find it could be very scary for that person. So first of all it’s trying to build a 

rapport. I work with that person. If that person is tired I allow that person to rest, if that 

person is up and walking around I follow the person and I just, if they allow me, if they 
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feel comfortable, hold their hand, make a cup of tea, sit down, observe the change in 

behaviour. 

Importantly, clinicians demonstrating capacity for psychological flexibility were better able to 

attune to the needs of a patient and then use this to guide the provision of care. 

The final theme generated from the thematic analysis was communication. Clinicians 

described the importance of both verbal and non-verbal strategies to engage with patients who 

have a diagnosis of dementia. Interestingly, the effectiveness of clinicians’ communication skills 

was described as having a significant influence on patient outcomes, for example: 

Depending on how they approached her, she would either accept or not accept their 

explanation. Most times she didn’t because it would be offhand about what they'd [the 

clinician] said to her. Rather than having eye contact with her and giving her reassurance 

it was like, ‘you're in such and such facility’, and that was it, and so she would then pick 

up a cup of tea and chuck it or knock the bookshelf down or something. 

Thematic analysis identified five individual skills necessary to develop relationships with 

patients who have a diagnosis of dementia from the perspective of clinicians who routinely 

provide this care. These findings support the conceptualisation of PCC used to generate the 

proposed model in Paper 1 (Chapter 4). This model was developed under the assumption that 

individual psychological skills, such as psychological flexibility, are relevant in the provision of 

dementia care. This description of PCC goes beyond providing PCC by including people with 

dementia in their treatment planning. The findings from this study show that interpersonal skills 

are necessary to enable the delivery of PCC. Further, the psychological coping strategies that a 

clinician has (e.g., psychological flexibility) are relevant to their ability to engage in a 

meaningful connection, consistent with the proposed model. 
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9.2.2 Integration and Synthesis of the Findings 

This body of research addressed the main research aim of the thesis, which is to identify 

individual psychological variables of clinicians that influence the provision of PCC in a dementia 

setting. The design of the research at each stage of the thesis evolved over the course of the 

project, guided by the outcomes of the previous research phases. Each phase of research makes 

an original contribution to the existing knowledge base in this area. The contributions of the 

findings of the thesis are discussed below. 

The literature review was conducted in the first stage of research as part of this thesis. 

The review provided a summary of existing theory and evidence relevant to the provision of 

PCC. Based on these findings, an argument was put forward that patients with a diagnosis of 

dementia may induce mortality salience based on them being (a) older in age, and (b) having a 

degenerative condition. It was suggested that to manage the death anxiety associated with 

mortality salience, clinicians needed adaptive coping strategies to have the capacity to engage in 

meaningful connections with patients. The review findings led to the generation of an original 

model of how individual psychological variables (death anxiety, ageism, coping strategies such 

as experiential avoidance/psychological acceptance, wellbeing and burnout) may relate to the 

provision of dementia care (Paper 1). Previous research had shown relationships that exist 

between some of these variables (e.g., Bodner, Shrira, Bergman et al., 2015; Iglesias et al., 2010) 

or had inferred that possible relationships exist but had not yet been tested (Kitwood, 1997; 

O’Connor & McFadden, 2012; Menzies & Menzies, 2018). The novel aspect of the review was 

bringing each of these individual psychological variables together in the context of the provision 

of dementia care by clinicians. I suggest that clinicians providing dementia care are unable to 
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effectively engage in a PCC framework if they have insufficient adaptive personal resources 

(coping) to manage the stress and anxiety associated with death. 

The second phase of research tested aspects of the proposed model (Paper 1) via two 

quantitative studies. The association of clinician death anxiety with patients who are (a) older in 

age, and (b) present with a degenerative or terminal condition (dementia, cancer) had not 

previously been confirmed (Paper 2). Prior research (O’Connor & McFadden, 2012) had 

suggested that older patients with dementia were associated with greater death-related thoughts 

by clinicians; however, the authors had only speculated that this, in turn, could represent a 

relationship between older dementia patients and increased death anxiety in others. Also, 

O’Connor and McFadden (2012) had recommended that future research should incorporate a 

further health condition (degenerative or terminal condition, e.g., cancer) to support their 

assertions about death anxiety and patient illness. Testing an association between patient age and 

illness with nursing students’ death anxiety was essential to demonstrate that death anxiety is 

specifically relevant to the care that dementia patients receive. Theoretical principles of TMT 

support the notion that people with dementia might elicit higher levels of death anxiety in 

clinicians based on their age and illness which are associated with increased mortality salience 

(Greenberg et al., 1986); however, this had not yet been tested in the existing literature. 

Therefore, a unique contribution of this study is providing evidence supporting the notion that 

people with dementia are associated with higher levels of death anxiety in others, based on their 

age and illness. 

Study Three demonstrated that death anxiety in clinicians was associated with other 

variables relevant to the provision of dementia care, such as depersonalisation and patient 

engagement. Establishing a relationship between death anxiety, coping strategies (experiential 
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avoidance) and depersonalisation provided evidence to further support the original model (Paper 

1). Furthermore, these findings aligned with Kitwood’s (1997) assertion that an exploration of 

how the individual psychological variables of clinicians’ influence dementia care was warranted. 

In contrast, the existing research base had primarily focused on addressing the provision of PCC 

at an organisational level and overlooked the influence of individual psychological factors of 

clinicians. This study uniquely provided insight into the relationship between individual 

psychological variables of clinicians and their capacity to deliver PCC in a dementia setting and 

demonstrated impacts of death anxiety on patient engagement, experiential avoidance and 

depersonalisation.  

The third research phase was to use a bottom-up approach to investigate the factors that 

influence the provision of PCC and the skills necessary to engage in an effective relationship 

with patients who have a diagnosis of dementia. Previously, research has underemphasised the 

relationship aspect of PCC (Brownie & Nancarrow, 2013) or lacked direction about the specific 

skills required to successfully deliver PCC at an individual level (e.g., Dupuis et al., 2012). 

Exploring these constructs is important in order to enhance the quality of dementia care. Also, 

this inquiry may support the translation of existing models of PCC into routine clinical care. The 

findings from the qualitative phase of the research highlight the importance of clinicians 

establishing meaningful therapeutic relationships with patients who have a diagnosis of dementia 

(Papers 1, 4 and 5). Initially, I conceptualised PCC and TOC as opposing concepts (Paper 1); 

however, clinicians who routinely provide care indicated that PCC and TOC are instead both 

useful aspects of care (Paper 4). Specifically, both PCC and TOC are important in the provision 

of holistic dementia care whereby a relationship is first established (PCC principles) in order to 

deliver medical needs and managed symptoms (TOC principles).  
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Other factors identified as influencing the provision of PCC included psychological 

acceptance and perceived limited control for patient outcomes (Paper 4). Identification of these 

factors provides context for the emotional challenges in the provision of dementia care. In 

particular, the clinician responses stating that acceptance is useful in managing the emotional 

challenges of the provisions of care provide direction for clinical implications of the study 

findings. Further, the awareness that clinicians are confronted by limitations in their ability to 

‘cure’ dementia is consistent with the theoretical framework of the original model (Paper 1).  

The final part of the third phase of research sought to identify skills used to establish 

therapeutic relationships with patients who have a diagnosis of dementia (Paper 5). The skills 

identified are grounded in existing research theories and models of PCC. The VIPS framework 

had indicated that empathy through perspective-taking enhanced the quality of PCC provided 

(Brooker, 2003a; Brooker & Latham, 2015). Further to this, the use of verbal and non-verbal 

communication strategies has been previously found to be important in dementia care (e.g., 

Dupuis et al., 2012). The factors of empathy, unconditional regard and congruence are consistent 

with Rogers’ description of therapeutic alliance factors in counselling (Rogers, 1980). Given that 

many of these themes already exist within the dementia or PCC literature, the credibility of the 

qualitative analysis findings in this thesis is strengthened. 

The novel aspect of Paper 5 is the identification of psychological flexibility as a factor 

that assists in the development of therapeutic relationships. Existing dementia research, at times, 

has referenced aspects of psychological flexibility. An example of this is the recommendation 

that clinicians are ‘present’ or ‘attuned’ to patients who have a diagnosis of dementia, consistent 

with skills taught in psychological flexibility (Harris, 2019). However, the idea of being able to 

be present and responsive to patients’ needs had not been operationalised with a clear, 
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modifiable variable, such as psychological flexibility. The identification that ‘acceptance’ (a sub-

skill of psychological flexibility) was considered a factor that influences the delivery of care 

(Paper 4) also validates the finding that psychological flexibility aids relationship development 

with patients who have a diagnosis of dementia (Paper 5).  

A mixed-methods approach was used to meet an identified gap within the literature and 

examine the relational aspects of PCC in dementia. Qualitative inquiry allowed for an 

exploration of what a meaningful connection with dementia patients looks like from the 

perspective of clinicians routinely providing this care. These findings provided two unique 

contributions: clinical implications about the skills that underpin the delivery of PCC and 

theoretical implications about how PCC is conceptualised. 

The second reason for adopting a qualitative approach for the final study was to provide 

clinicians who routinely provide dementia care with an active voice in the research. One of my 

personal goals when conducting this research was to ensure that I accurately portrayed the care 

experience and provided recommendations that had a practical clinical application. The themes 

that were identified through qualitative analysis (Papers 4 and 5) were consistent across the 

different health and medical professional disciplines of the participants. This finding suggests 

that the results identified are likely fundamental experiences in the provision of care and skills 

needed to establish relationships regardless of professional background. Rose and Webb (1998) 

provide guidelines to demonstrate effective qualitative analysis, including the need to establish 

trustworthiness, credibility and transferability in results. Consistencies in participant responses 

across professional disciplines that also mirror existing concepts (e.g., therapeutic alliance) 

support the validity of the qualitative inquiry. 
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Overall, this thesis provides original contributions to the literature regarding the influence 

of clinicians’ own individual psychological variables on the provision of care. These 

contributions have several theoretical, clinical and policy implications, as discussed in the 

following section. 

9.3 Implications of the Findings 

The findings in this thesis have several theoretical, clinical and policy implications, 

which are described in the following subsections. 

9.3.1 Theoretical Implications 

9.3.1.1 Death Anxiety as a Construct 

Death anxiety has been regarded as a universal part of the human experience (Becker, 

1973), yet research into how this fear is managed is still in the stage of infancy. TMT (Greenberg 

et al., 1986) and MMT (Wong, 2007) suggest that people are fundamentally driven to survive 

and possibly create meaning when presented with their own mortality. Indeed, the way in which 

people cope with death anxiety has consequences. Findings from this thesis demonstrated that 

although death anxiety did not have a direct effect on depersonalisation, there was a significant 

indirect relationship via coping strategies (experiential avoidance/psychological acceptance) 

(Paper 3). Therefore, the way in which an individual copes with the reminder of their own 

mortality can determine what follows next. Theoretically, then, it could be argued that the goal is 

not to reduce death anxiety rather to adaptively cope with it. According to TMT and MMT, death 

anxiety can occur mainly at an unconscious level. TMT argues that when mortality is salient, 

people use distal (e.g., avoidance) and proximal (e.g., adherence to cultural worldview) strategies 

to manage their death anxiety. Thus, people potentially deploy existing coping strategies when 

mortality salience is high and without much awareness. The challenge is equipping people with 
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sufficient adaptive coping strategies to manage events that increase the salience of mortality, for 

example, working with patients with a diagnosis of dementia.  

MMT suggests that death acceptance may be the antidote to death anxiety (Wong, 2007). 

This process is where a person experiences both the fear of death and acceptance of the 

occurrence of death concurrently. Menzies and Menzies (2018) recently hypothesised that 

individuals with more adaptive psychological resourcing might have more capacity to adopt 

death acceptance. The findings of this thesis suggest that psychological acceptance (a 

subcomponent of psychological flexibility) may be an underlying psychological resource that 

promotes adaptive death anxiety management. Specifically, psychological acceptance can 

promote positive outcomes (e.g., reduced depersonalisation) even when death anxiety is high.  

Relevant also to the conceptualisation of death anxiety, the findings in this thesis add to 

the supporting literature for the argument that death anxiety is a state-based variable. 

Specifically, the level of death anxiety evoked is dependent on a particular stimulus or death-

promoting event. The study presented in Paper 2 showed that death anxiety was highest after 

participants were presented with a patient who was both older in age and had a degenerative or 

terminal condition. Previous research has suggested that death anxiety may be trait-based, with 

individuals having a predetermined level of death anxiety (Sliter et al., 2014); however, the 

results of study 1 suggested death anxiety could change dependent on the stimulus present. 

Theoretical frameworks of death anxiety, such as TMT, would suggest that a person who is older 

or who had a degenerative or terminal condition may evoke death anxiety by increasing mortality 

salience. Conversely, an argument could be put forward that an underlying level of death anxiety 

becomes salient in different contexts, such as being presented with an older person with 

dementia. Further research is needed to substantiate the underlying mechanisms of death anxiety, 
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including its status as a state or trait-based variable. A significant contribution of this thesis to 

the literature is finding that both age and illness combined produced higher levels of death 

anxiety than age or illness alone. This has implications for how researchers and clinicians 

conceptualise death anxiety. One explanation is that there is perhaps a cumulative effect that can 

occur when presented with death-related stimuli and the subsequent experience of death anxiety. 

Alternatively, the combination of age and illness for some conditions, like dementia, may be 

uniquely associated with higher levels of death anxiety. Importantly, this thesis found that people 

with dementia elicit high levels of death anxiety, which has implications discussed in the 

following subsection.  

9.3.1.2 Death Anxiety in the Context of Dementia 

As previously mentioned, the findings of this thesis supported the proposed model that 

higher levels of death anxiety were associated with patients who were (a) older in age, and (b) 

had a degenerative or terminal condition (Paper 2). Interestingly, older dementia patients elicited 

the greatest level of death anxiety compared to other conditions, and that the difference between 

older cancer and older dementia conditions was approaching significance. This highlights the 

importance of investigating how death anxiety and other individual psychological variables 

influence the attitudes and behaviours towards people who have a diagnosis of dementia more 

broadly. Assuming the assertion of existentialists is correct and death anxiety is a universal fear, 

then the relationship between death anxiety and dementia is relevant far beyond the scope of 

clinicians providing care. 

The existence of discrimination towards older people based on their age as a response to 

death anxiety (ageism) is well documented (Martens et al., 2004). There is a trend to ‘push death 

out of the community’, away from homes and into hospitals (Gawande, 2014). Our general 



194 
 

 

discomfort with older people or people who are considered ‘ill’ can be understood in the context 

of death anxiety. Studies examining increased mortality salience demonstrate that there are 

attitudinal and behavioural consequences when people are prompted to be aware of their own 

mortality (e.g., Greenberg et al., 1992). Mortality salience studies have found that when people 

are triggered by death-provoking events, people tend to be harsher or more judgemental of 

stimuli (including people) that are seen to threaten their worldview. This could be expressed or 

experienced as ageism. If people are naturally primed to survive (e.g., Becker, 1973), then people 

with dementia may pose an existential threat. Evidence for this trend emerged from the 

qualitative analysis in this thesis, whereby individual biases and societal views shaped the care 

provided to people with dementia (Paper 4). This included the perception that providing 

dementia care was seen as a less skilled or redundant area of practice. 

A potential consideration is that people with dementia are marginalised, discriminated 

against or potentially even abused or neglected due to the perceived existential threat that they 

trigger as a result of heightening awareness of one’s own mortality. Kitwood (1997) argued that 

people with dementia were discriminated against through the elements of malignant social 

psychology (e.g., ignoring), attacking their sense of ‘self’. The consequence of these behaviours 

is the total dehumanisation of people with dementia. Kitwood suggested that the dehumanisation 

process was a systemic issue and was not restricted to those providing direct care. Unfortunately, 

people with a diagnosis of dementia are typically vulnerable. Dependency associated with the 

condition and complex physical and psychological needs means that they require exceptional 

care. Kitwood suggested that the elements of malignant social psychology and subsequent 

dehumanisation exacerbate the dementia symptomology. In contrast, Kitwood suggested that 

positive interactions for people with dementia with others maintained personhood despite the 
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neurological degeneration that occurs over time with the condition. Kitwood indicated that 

people with dementia often have the awareness that malignant social psychology behaviours are 

directed towards them, which leads to greater disability. Certainly, recent evidence supports the 

idea that people with dementia retain a sense of ‘self’ despite degeneration that occurs with the 

condition (Fazio et al., 2018). Thus, casual infringements on the sense of ‘self’ for people with 

dementia in the community are equally relevant. An example could be a shop assistant who 

hurries a person with dementia along through the checkout or a mother who pulls her child away 

from a person with dementia in a grocery aisle out of fear that they will become aggressive. To 

be faithful to Kitwood’s conceptualisation of establishing personhood, this requires that all 

people accordingly treat people with dementia with respect and as people.  

9.3.1.3 The Medical Model and Dementia Care 

The biomedical model focuses on the pathology and symptomology of illness (Lyman, 

1989). Kitwood (1997) stated that focusing on the task-oriented aspects of dementia care (i.e., 

symptom management and activities of daily living) allows a clinician to withdraw emotionally 

from patients who have dementia. In some traditional descriptions of PCC, establishing a 

meaningful connection with patients has been polarised from the medical model (e.g., Rogers, 

1980). Thus, the medical model is often used to explain why clinicians may not establish 

meaningful connections with patients who have a diagnosis of dementia. There is a social trend 

for clinicians to gravitate towards areas of ‘curing’ illness and adopting less focus towards the 

traditional ‘care’ aspects in a clinician’s role (Stevens & Crouch, 1995; Leedham-Green et al., 

2020); polarising these two concepts is an extreme conceptualisation of how care is provided. 

This creates the assumption that ‘care’ is a passive approach to treatment and overlooks a 

patient’s medical needs. Further, this perception suggests that those oriented towards the medical 
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model or ‘cure’ component minimise emotional connection with patients. Indeed, taking a purely 

medical model approach has implications for those receiving care, including a reduction in PCC 

skills (e.g., Kitwood, 1997). 

In Kitwood’s (1997) conceptualisation of PCC, he stated that the provision of PCC 

included acknowledging the biomedical components of dementia, such as the degenerative 

processes, symptoms and biological basis. Kitwood suggested that a dialectic exists whereby the 

provision of PCC in a dementia setting consists of both the acknowledgement of the biological 

components of dementia while providing a relationship that promotes the maintenance of 

personhood. This definition of PCC was supported in the findings of this thesis. Clinicians 

working with patients who have a diagnosis of dementia endorsed combining the elements of the 

traditional person-centred and task-oriented principles of care (Paper 4). The findings of this 

thesis suggest that this occurs in a sequential order whereby establishing an effective relationship 

with a person with dementia allowed for the subsequent medical needs to be met. For clinicians, 

some of the difficulty around implementing PCC principles may be a lack of understanding 

about how to synthesise these two approaches to care. Consistent with Kitwood’s model of 

maintaining personhood, I suggest that the sequence (establishing meaningful connection 

followed by meeting medical care needs) is cyclical, and connection needs to be re-established 

prior to the provision of medical aspects of care. Having the necessary relational skills such as 

empathy, unconditional positive regard, congruence, psychological flexibility and 

communication could assist in this process (Paper 5).  

A further challenge for clinicians is to be both optimistic about their influence over the 

condition of dementia (through maintenance of personhood and medical intervention) while 

accepting that there will be limitations in treatment outcomes. I argue that clinicians may manage 
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their death anxiety by holding a shared worldview with other clinicians that focuses on the 

‘curing’ of illness, for example, the medical model (Paper 1). Previous research has found that 

clinicians with higher levels of death anxiety tend to have a lower tolerance for clinical 

uncertainty (Merrill et al., 1998). Further, this uncertainty places clinicians at greater risk of 

withdrawing or disengaging from patients, consistent with the description of depersonalisation 

(Kitwood, 1997; Maslach, 2001). The findings of this thesis support these arguments, showing 

that death anxiety and coping strategies influence a clinician’s capacity to engage in a care 

relationship via depersonalisation (Paper 3). Further, patient engagement was associated with 

death anxiety; however, it was not mediated by coping strategies (Paper 3). 

9.3.1.4 Conceptualisation of the Relational Aspects of PCC 

The findings of this thesis support the view that an effective therapeutic relationship is 

central to the provision of dementia care (Fazio et al., 2018; Kitwood, 1997). All clinicians in the 

qualitative study described the importance of establishing a meaningful connection with patients 

who have a diagnosis of dementia (Paper 4). The findings of this thesis also have implications 

for understanding what skills are required to establish an effective therapeutic relationship, 

including empathy, unconditional positive regard, congruence, psychological flexibility and 

communication (Paper 5). These skills are not a substitute for Kitwood’s recommended 

requirements of a caregiver providing care (i.e., recognition, collaboration and validation) 

(Kitwood, 1997). Instead, I suggest that the skills identified in this thesis operationalise 

Kitwood’s recommended requirements of a caregiver. For example, a clinician would need 

empathy to appropriately validate a patient’s experience and psychological flexibility to 

collaborate in care. Therefore, this research provides a way forward to translate Kitwood’s 

original conceptualisation of meaningful therapeutic connections into routine clinical practice.  
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9.3.1.5 Summary of the Findings in Relation to the Proposed Model 

As discussed, aspects of the proposed model from Paper 1 (Chapter 4) were supported 

through the studies conducted in this thesis. Specifically, older patients with a diagnosis of 

dementia were found to be associated with greater levels of death anxiety based on age and 

illness (Paper 2). Clinician’s level of death anxiety influenced their capacity for patient 

engagement, and this was mediated by their coping strategies when specifically investigating the 

outcome of depersonalisation (Paper 3). Clinicians identified limitations regarding treatment 

outcomes (relevant to the medical model), and emotional demands were barriers to the provision 

of PCC. This was often managed through acceptance strategies consistent with the proposed 

model (Paper 4). Finally, clinicians described the skills needed to establish meaningful 

connections with patients that have broadened our understanding of the conceptualisation of 

PCC. Further research is needed to replicate these results and to further examine the full model 

proposed in Paper 1 (Chapter 4). Further research could examine the relationship between death 

acceptance with death anxiety, psychological flexibility including psychological acceptance, and 

the provision of PCC.   

9.3.2 Clinical Implications 

The findings from this body of research have several clinical implications, including the 

influence of individual psychological factors of clinicians on the provision of PCC, the 

importance of the therapeutic alliance, and the type of training clinicians receive, to provide 

dementia care. 

9.3.2.1 Individual Psychological Factors and Dementia Care 

The identification of clinicians’ individual psychological variables that influence the 

delivery of dementia care was a primary aim of this thesis. Historically, PCC interventions have 



199 
 

 

addressed the provision of care at an organisational level. The purpose of identifying individual 

psychological variables was to complement existing organisational interventions (e.g., VIPS 

framework; Brooker, 2003a) and provide a direction for enhancing the quality of care of 

clinicians providing incidental dementia care. Ideally, dementia care training would encompass 

both training at an organisational and individual level (such as enhancing psychological 

flexibility) to maximise PCC outcomes. Situations where individual psychological factors should 

be considered to enhance the delivery of PCC include: when there is a lack of funding or 

resourcing within an organisation to deliver an organisational intervention, when an individual is 

working within an organisation not supportive of organisational change or when an individual is 

working independently. A further circumstance where it may be beneficial to be aware of 

individual psychological variables is when a clinician is not receptive in training or supervision 

to an organisational intervention. In this case, the findings of this thesis support the development 

of additional training provisions that enhance psychological flexibility for individual clinicians 

who are not responsive to other interventions such as the VIPS framework training. Kitwood 

(1997) had suggested that both individual and organisational factors influence the provision of 

PCC. Therefore, individual and organisational interventions are complementary in the provision 

of dementia care.  

The findings of this thesis identified two key individual psychological factors that relate 

to the provision of PCC: death anxiety and psychological flexibility. The implication of 

identifying death anxiety and psychological flexibility as determinants of the delivery of 

dementia care is that these are both considered universal psychological variables meaning that all 

clinicians would experience death anxiety and psychological flexibility at varied levels. This 

suggests that the findings of this thesis could be relevant to clinicians across multiple 
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professional disciplines and demographics. Previously, research in the provision of dementia 

care was often generated in discipline-specific silos (WHO, 2018), which limited the 

generalisation of results and slowed knowledge translation. Given the urgency in identifying 

ways to enhance the quality of care to meet future demands, research improving the quality of 

care across disciplines is vital. 

Death anxiety was found to be relevant specifically to dementia compared to other 

possible patient presentations (Paper 2) and influenced a clinician’s capacity to engage in a care 

relationship and contributed to depersonalisation (Paper 3). Further, clinicians identified that 

their own perception of limited control of patient outcomes influenced the type of care provided 

to dementia patients (Paper 4), with this perception previously positively associated with having 

higher levels of death anxiety (Merrill et al., 1998). The findings of this thesis suggest that 

developing clinician coping strategies (psychological flexibility) may be a way forward in 

mitigating the influence of death anxiety on the provision of care. In addition, these findings also 

provide clinicians with an alternative to maladaptive coping strategies, such as experiential 

avoidance, when managing the some of the challenges in the provision of dementia care.  

Another finding in this thesis with clinical relevance is that clinicians reported that 

perceived limited control for patient outcomes ultimately influenced the type of care provided to 

patients with a diagnosis of dementia (Paper 4). Therefore, clinicians require resourcing to be (a) 

able to manage potentially higher levels of death anxiety elicited by patients with a diagnosis of 

dementia, (b) optimistic and open to the effectiveness of treatment outcomes and (c) accepting of 

possible limitations for patient outcomes. Arguably, clinicians would require a degree of 

psychological flexibility in order to combine all these elements of care. 



201 
 

 

Psychological flexibility is a modifiable psychological variable. As previously 

mentioned, this variable can be enhanced through existing, evidence-based clinical psychological 

interventions (Harris, 2019). Psychological flexibility promotes psychological acceptance and 

attunement to the present moment, both relevant to the management of death anxiety and the 

skills required to establish a meaningful connection with patients who have a diagnosis of 

dementia. The following subsection discusses the clinical implication of the thesis findings in 

relation to establishing a therapeutic alliance with patients who have a diagnosis of dementia. 

9.3.2.2 The Importance of Therapeutic Alliance. 

Therapeutic alliance is a well-established concept within clinical psychology (e.g., 

Rogers, 1980). This thesis suggests that much of what is known about therapeutic alliance within 

the psychology discipline may be relevant across other disciplines in the provision of dementia 

care. Research described in the literature review of this thesis (Chapter 2) found that empathy, 

unconditional positive regard and congruence accounted for a portion of significant change for 

clients receiving psychological therapy (9%, 6.3% and 5.7%, respectively) (Laska et al., 2014). 

The findings of this thesis suggest that these skills, in addition to psychological flexibility and 

communication, are important components of the therapeutic relationship for patients with a 

diagnosis of dementia regardless of discipline (e.g., allied health and nursing). Kitwood (1997) 

suggested that people with dementia who are engaged in meaningful connections have better 

outcomes. Additionally, clinicians providing care consistent with their own values (see 

emotional labour theory, Hochschild, 1983, 2012) display better wellbeing, such as reduced 

burnout. Therefore, providing clinicians with training opportunities to develop the appropriate 

skills necessary to cope with death anxiety and develop effective therapeutic relationships will 

have a positive outcome for both those patients with dementia receiving care, and the clinicians 
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within the dementia-care workforce. This may result in lower staff turnover and improved 

organisational outcomes (e.g., WHO, 2019b).  

9.3.2.3 Training Clinicians to Provide Dementia Care 

The following clinical implications for training to enhance the quality of dementia care 

are perhaps the most important aspect of this thesis. These recommendations are based on 

existing evidence-based interventions or practices that can be utilised by clinicians across 

disciplines. The goal of these recommendations is to: (a) provide clinicians with the 

psychological strategies to manage death anxiety, (b) reduce the barriers or challenges in the 

provision of PCC for patients with a diagnosis of dementia, (c) provide the skills needed to 

develop an effective therapeutic relationship with patients who have a diagnosis of dementia (d) 

and promote workplace longevity by maintaining clinician wellbeing. The clinical 

recommendations for training clinicians are as follows: 

• the development of psychological flexibility (including psychological acceptance and 

attunement) through established ACT techniques 

• clinical training for the development of empathy, unconditional positive regard, 

congruence and communication—skills that are routinely taught as part of clinical 

training for clinicians, including in psychology. A focus on skill development in this 

area could be incorporated into existing training programs and further developed 

through clinical supervision 

• psychoeducation about self-care strategies for clinicians 

• use of reflective practice strategies and workplace supports. 

Aspects of the aforementioned clinical recommendations have been previously identified 

as useful to those providing care to patients with a diagnosis of dementia. For example, Kitwood 
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(1997) suggested that adaptive resourcing allowed for a person to appropriately respond to the 

needs of a person with dementia and experiential resourcing allowed a person to attune to the 

present moment. Arguably, Kitwood’s message had been lost because these recommendations 

did not use language that was widely understood or was not easily operationalised through the 

then existing evidence-based interventions. Brooker and Kitwood (2019) suggested that 

meditation, psychotherapy and reflective practice are useful for those providing care to patients 

who have a diagnosis of dementia. These recommendations are useful, although perhaps lack 

detail about what psychotherapy would entail. The novel aspect of the clinical implications of 

this thesis is the identification of clear clinical recommendations for clinicians providing care. 

Developing a training program specific to dementia that encompasses each of these clinical 

recommendations could enhance the quality of care within the dementia workforce. Further, 

these recommendations provide a possible way forward in translating existing PCC models into 

routine clinical practice. 

Currently, clinical skills training for health and medical students vary. Specific 

institutions and disciplines may place more emphasis on the adoption of care through a medical 

model lens (e.g., Leedham-Green et al., 2020). The findings in this thesis suggest that clinical 

training should encourage students to develop their skills through a mixed framework of the 

medical model and PCC principles. The medical model is considered an important aspect of a 

clinician establishing their professional identity; however, it should be balanced with having the 

appropriate clinical training to value meaningful connections with dementia patients and also 

provide the skills necessary to establish these relationships. The findings of this thesis suggest 

that training institutions should foster psychological acceptance via psychological flexibility 

training in order to equip clinicians with the psychological skills to cope when providing care to 
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patients with terminal or degenerative conditions or older people. Psychological acceptance can 

be enhanced through ACT interventions (Harris, 2019). Providing people with the fundamental 

coping strategies necessary to manage death anxiety, such as enhancing psychological 

acceptance, may increase a person’s capacity to manage situations where mortality is salient 

even without their awareness. ACT-based skills training as a core component of clinical training 

programs could provide future clinicians with the psychological resourcing to provide quality, 

relational care with all patients. 

9.3.3 Policy Implications 

During the final stages of writing this thesis, the world encountered the global pandemic 

of COVID-19. COVID-19 is a highly contagious condition presenting with flu-like symptoms 

and is particularly dangerous, often fatal, for older people (Oke & Henegan, 2020). COVID-19 

appears to have triggered death anxiety across the world, with people engaged in protests and 

hoarding of grocery items. Like many, I have been fixated on news broadcasting for updates of 

new incidence rates of COVID-19 in my region and the daily death tolls. COVID-19 has swept 

through residential aged-care facilities in hotspot regions, and sadly, many people have died. I 

have had an eerie feeling while finishing the thesis that there would be more public uproar at 

government management of COVID-19 if the deaths that have occurred were affecting a younger 

demographic. I raise this point not to trivialise the unfortunate suffering that has occurred; 

however, I feel it is necessary to put this research in the context of the current global climate.  

Older people and those with dementia are marginalised (WHO, 2018). The issues within 

the dementia workforce have been extensively covered, including the fact that overall, the sector 

is underfunded, understaffed and undervalued (Senate Community Affairs Committee 

Secretariat, 2017). Remuneration is lower for clinicians working within aged care and dementia 
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care compared to other sectors, which perpetuates the idea that dementia care is a less-skilled 

area of practice. This rhetoric is echoed in the current dementia-care workforce with clinicians 

who participated in the qualitative interviews for this thesis, highlighting the influence of societal 

views and their own biases influencing the care provided to patients with a diagnosis of dementia 

(Paper 4). Given death anxiety is high when presented with older people with degenerative or 

terminal conditions (Paper 2), it is possible that death-related fear influences policy and higher-

level decision-making about the sector and funding. Thus, promoting a philosophy of death 

acceptance in the broader community may be a catalyst for implementing the sector changes that 

have been recommended. Further to this, identification of the individual psychological variables, 

such as death anxiety, that influence attitudes and behaviours towards people with dementia 

provides direction for future public health initiatives. Specifically, mental health literacy 

programs about dementia for the public should address aspects of death anxiety in order to 

promote Kitwood’s (1997) principles. This could support a shift of death into the community 

(e.g., not in hospitals) and integrate older people into the community. Addressing death anxiety 

within the general population could reduce fear towards, and normalise, death and ageing. 

9.4 Strengths and Limitations 

A strength of both the narrative review (Paper 1) and the clinical recommendations of this 

thesis is the argument that the modification of universal psychological variables (death anxiety 

and psychological flexibility) can enhance the quality of dementia care. This means that the 

quality of care could be improved across disciplines in an all-encompassing intervention 

program. This would reduce the costs and other resourcing required in developing a program to 

promote PCC across professional disciplines. This is consistent with the WHO (2018) call for 

cross-disciplinary research to enhance the quality of care rapidly. A limitation of the narrative 
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review was that the literature included was not identified through a systematic review process. 

The purpose of using a narrative approach rather than a systematic review process was 

necessary, as this research was exploratory and draws from several areas of research rather than 

focusing only on PCC.  

A strength of the first study (Paper 2) was the use of an experimental design. The 

sampled population in this study (nursing students) was both a strength and potential limitation. 

The sample represents a group of perspective clinicians who may provide care to patients with a 

diagnosis of dementia in the future; however, may not reflect the same characteristics of those 

who routinely provide clinical care to patients with a diagnosis of dementia across disciplines.   

A strength of the second study (Paper 3) was the inclusion of clinicians across 

disciplines, meaning that several areas of health and medicine were represented in the sample. A 

limitation of this study was the relatively small sample size, which limited the generalisability of 

the results. Further to this, the study had insufficient numbers to compare these variables across 

professional disciplines, also limiting the generalisability of the findings. Another potential 

limitation of this study was that the research was conducted cross-sectionally which limits 

inferences regarding causality. Longitudinal research is needed to further clarify the proposed 

causal relationships presented in the theoretical model in Paper 1. Finally, future research should 

investigate the relationship between the measures investigated in this study such as death 

anxiety, experiential avoidance and depersonalisation with other psychological variables 

identified as potentially relevant to PCC (Paper 1) such as ageism.  

A strength of the qualitative study (Paper 4 and Paper 5) was that it provided clinicians 

who deliver care to people with dementia a voice in the research. I have been motivated 

throughout this process to ensure that the research conducted would reflect the care experiences 
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of the clinicians providing the actual care to patients with a diagnosis of dementia. During my 

discussions with the clinicians who participated in the qualitative study, a concern was raised 

that clinical research could be skewed by researchers who have limited clinical experience. I was 

open with the clinicians that although I have a sound foundation of clinical experience in 

providing psychological treatment, I was acutely aware of my own limited clinical experience in 

dementia. I assured the clinicians who participated in this research that my goal was to gain more 

knowledge based on their valuable clinical experiences in this area. A potential limitation of the 

present study was a lack of consultation with people with dementia and their families about the 

study aims, design and findings. Future research should provide an opportunity for people with 

dementia and their families to be involved throughout the research process to strengthen the 

credibility to the findings.  

A further strength the third study was that the findings could be understood in the context 

of existing research which supports the credibility of the qualitative inquiry. For example, the 

qualitative analysis of skills that are used to establish therapeutic relationships, such as empathy 

and unconditional positive regard, have been previously regarded as necessary relational skills in 

person-centred counselling. The factors found to influence the provision of care identified in the 

first qualitative study (i.e., limited control for patient outcomes and societal views) are consistent 

with existing theory, such as death anxiety as part of TMT. Similarly, the findings of this thesis 

complement the key existing conceptualisation and model of PCC developed by Kitwood and 

Brooker (Brooker, 2003a; Brooker & Kitwood, 2019; Kitwood, 1997). A further strength of the 

third study was that qualitative inquiry provided a platform for clinicians to describe the 

necessary skills to establish therapeutic relationships based on their own clinical experiences. 

Although clear themes emerged from the participant responses, a modest sample size of the 
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qualitative study (N = 12) may limit the generalisation of these results. However, the qualitative 

analysis does provide an exploratory investigation of the skills required to establish effective 

therapeutic relationships with people who have a diagnosis of dementia.  

A limitation of the third study was the underrepresentation of medical professionals or 

doctors participating in the qualitative study. This limits the generalisation of results across 

professional disciplines. Psychiatrists included in the sample population were invited to 

participate; however, no interest was received. The medical model tends to have more relevance 

to those in the medical profession (Gawande, 2014); therefore, the results of the qualitative 

inquiry may lack considerations about the more medicalised aspects of care. 

A strength of the thesis overall was that the clinical implications involve training 

clinicians with psychological strategies and skills that already exist within the literature and have 

a strong evidence-base. This means that clinical recommendations could be easily developed into 

a training program for clinicians providing care, across disciplines.  

9.5 Future Research Directions 

This thesis provides a foundation for understanding the influence of psychological 

variables on the provision of PCC for clinicians. Future research should be used to address the 

following: assess the theoretical and clinical implications in broader research; target 

methodological weaknesses of the thesis studies; and extend the generalisability of these results. 

This includes further testing of the aspects of the model investigated in this thesis and extending 

this to examine the full proposed model. 

To further examine the theoretical and clinical implications of this study, future research 

should investigate the effectiveness of clinical recommendations such as skill development and 

ACT-based interventions on enhancing the quality of care. Given the challenges in measuring 



209 
 

 

PCC, a mixed-methods approach will likely be needed to determine the impact of these clinical 

interventions on care practice initially. A randomised-control trial would be needed to eliminate 

potential limitations of study design and strengthen the creditability of the findings. A further 

theoretical consideration also would be the assessment of death acceptance in connection with 

death anxiety and psychological acceptance, relevant to MMT (Wong, 2007). It is possible that 

psychological acceptance is the underlying psychological variable that enables a person to 

engage in death acceptance strategies; however, this was not examined in this body of work. 

Further research should also investigate the relationship between other psychological coping 

resources and a clinician’s capacity to engage within a PCC relationship with patients who have 

a diagnosis of dementia. Interacting psychological resources such as a person’s sense of meaning 

and tendency to orient towards happiness versus suffering (referred to as subjective-wellbeing) 

during times of perceived threat (e.g. death anxiety activation) should also be considered (i.e. 

Shmotkin, 2005; Shrira et al., 2011). For example, Shmotkin and Shrira (2013) suggest that 

individual differences in adversity experienced in a person’s life and their own coping resources 

may influence how a person appraises and reconstructs their perception of their own aging and 

mortality. These psychological processes may be underpinned by a person’s level of 

psychological flexibility (Lifshitz et al., 2020), relevant to the research conducted as part of this 

thesis. The relationship between death anxiety, psychological flexibility, and additional coping 

resources warrants further investigation. Additionally, future research should also aim to address 

the findings of this thesis while building on the methodological limitations identified across these 

studies. For example, a larger-scale longitudinal study of the full proposed model across different 

disciplines would strengthen findings in this area and allow for more rigorous testing of the 

proposed causal pathways. Additionally, future research should investigate the possibility of a 
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moderation effect of experiential avoidance on the provision of PCC (e.g., Levin et al., 2012). 

Further investigation is needed of additional psychological variables that may influence the 

provision of PCC such ageism and clinician wellbeing. Further, future research studies should 

aim for sufficient power to include comparisons across clinician disciplines (e.g., doctors versus 

psychologists) and to examine cross-cultural influences (country of birth, country of practice or 

clinical training). Future research that provides a longitudinal study of clinical psychological 

variables while considering potential demographic and cross-cultural factors will enhance the 

generalisability of these results. 

9.6 Overall Contribution of the Thesis and Conclusion 

This thesis aimed to identify the individual psychological variables of clinicians that 

impact the provision of PCC to patients with a diagnosis of dementia. This included the 

identification of the skills that underpin effective engagement with patients. This thesis has 

demonstrated that death anxiety is associated with people with dementia based on them being (a) 

older in age, and (b) having a degenerative condition, which combined may trigger mortality 

salience in clinicians providing care. Clinicians who are higher in death anxiety may deploy 

experiential avoidance coping strategies, which, in turn, results in greater depersonalisation. 

Death anxiety was found to directly reduce patient engagement likely resulting in suboptimal 

care and poorer patient outcomes. Several factors influence the care provided to patients with 

dementia, many of which are also relevant to death anxiety. The development of psychological 

acceptance and other practices (i.e., reflective practice and self-care) may assist in managing the 

challenges associated with providing care. Clinicians who routinely provide care to patients with 

dementia identified five clinical skills that assist with establishing effective therapeutic 

relationships with patients including empathy, unconditional regard, congruence, psychological 
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flexibility and communication. Finally, clinicians providing care to patients with a diagnosis of 

dementia affirmed Kitwood’s (1997) view that patients with dementia are people and that 

establishing a therapeutic relationship is central in the delivery of their care. 

Enhancing the quality of dementia care is relevant now more than ever given projected 

increases in the global prevalence of dementia (WHO, 2019a). Existing PCC literature has 

identified that providing clinicians with the required skills to engage in meaningful relationships 

with patients is a way forward. This thesis provides clear recommendations about existing 

evidence-based training that could arguably enhance clinician wellbeing and their delivery of 

PCC. Further, an important implication of this research is providing specific strategies to 

translate PCC principles directly into clinical practice. The intention is that these clinical 

implications can lead to the development of interventions that enhance the quality of care for 

those living with a diagnosis of dementia.  
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Appendix A: Study 1 – Approaches to Care – Recruitment Flyer (Version 1) 

Approaches to Care - Research Opportunity 

 

We invite all undergraduate nursing students at the University of Canberra to participate in a research 
study investigating approaches to care.  

 

This is an online survey questionnaire, and takes approximately 15 minutes to complete.   

 

Participants go into the draw to win great prizes! Available prizes include; 

2x iTunes vouchers and 2x Westfield shopping vouchers - each voucher is valued at $50.  

 

This is an anonymous and confidential survey.  

 

To participate, simply click on the link;  

http://canberrahealth.az1.qualtrics.com/jfe/form/SV_b3NPFNdZ46O7wJD 

 

If you have any questions about the survey, you can contact the researchers:  

 

Ellen McKenzie      Dr Patricia Brown      

Ellen.mckenzie@canberra.edu.au  Tricia.Brown@canberra.edu.au      

(02) 6201 5343     (02) 6201 5362 

 

Thank-you! 
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Appendix B: Study 1 – Approaches to Care – Recruitment Flyer (Version 2) 

 

 

Approaches to Care - Research Opportunity 

We invite all undergraduate nursing students at the University of Canberra to participate in a research 
study investigating approaches to care. 

 

This is an online survey questionnaire, and takes approximately 15 minutes to complete. 

 

Participants go into the draw to win great prizes! Available prizes include; 

2x iTunes vouchers and 2x Westfield shopping vouchers - each voucher is valued at $50. 

 

Participants enrolled in Winter Term units: Psychology 101 (4309) or Psychology 102 (4310) will also be 
eligible for 5% unit course credit for completing the survey. 

The survey is anonymous and confidential—participants’ student numbers will not be stored with their 
responses. 

 

To participate, simply click on the link; 

http://canberrahealth.az1.qualtrics.com/jfe/form/SV_b3NPFNdZ46O7wJD 

 

If you have any questions about the survey, you can contact the researchers: 

 

Ellen McKenzie      Dr Patricia Brown 

Ellen.mckenzie@canberra.edu.au    Tricia.Brown@canberra.edu.au 

(02) 6201 5343       (02) 6201 5362 

 

Thank-you!  

UNIVERSITY OF 
CANBERRA 
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Appendix C: Study 1 – Approaches to Care – Participant Information Form (Version 1) 

Participant Information Form 

  

Approaches to Care  

Researchers 

 Principal Researcher: Ellen McKenzie 

 Faculty of Health, University of Canberra 

ph: 6201 5343      email: Ellen.Mckenzie@canberra.edu.au 

  

Co-Researchers: Dr Patricia Brown (Ph.D) 

Faculty of Health, University of Canberra  

ph: 6201 5362      email: Tricia.Brown@canberra.edu.au 

  

Project Aim, Outline and Benefits 
 

The aim of the study is to investigate nursing students’ approaches to care.  Participants will be asked a series of questions that 
explore their approach to caring for patients, and to quantify their feelings and attitudes towards, intentions to work with, and 
their perceptions of patients. The study also asks questions related to anxiety and avoidance of end-of-life, and how they cope 
with problems in their life. The study aims to investigate factors that influence approaches to care.  

  

Participant Involvement 
 

Participants (approx. 300) for this project will be recruited from undergraduate nursing students at the University of Canberra. 
Participation will involve completion of an anonymous online questionnaire. Results will form part of a thesis to be completed by 
students studying the Doctor of Philosophy in Clinical Psychology at the University of Canberra. 

Participants will be asked to complete one online questionnaire of approximately 15 minutes duration. By participating in this 
study, nursing students at the University of Canberra can choose to enter the draw for to win prizes. Available prizes are; two 
Westfield vouchers each valued at $50, and two iTunes vouchers each valued at $50. Each student will only be eligible to win 
one prize in total. Participation in this study is voluntary. Participants are free to withdraw their participation at any time without 
penalty. 

It is expected that the completion of the questionnaire will not present any risks or harm to the participants. If some participants 
feel uncomfortable answering questions, they should leave the question blank. Counselling services can be attained from the 
University of Canberra’s counselling service (ph: 6201 2531) or Lifeline (ph: 13 11 14).  



256 
 

 

Confidentiality, Anonymity and Data Storage 
 

The identities of participants are confidential. No identifying information will be collected. No one, other than the researchers, 
will have access to data collected. All data will be secured, stored and disposed of according to University guidelines (stored at 
the University for 5 years). No individual data will be disclosed. 

  
Ethics Committee Approval 
 

 This study has been approved by the University of Canberra Committee for Ethics in Human Research. 

   

Queries and Concerns 
 

A summary of the study’s results will be available to interested participants from early January, 2015, from Ellen McKenzie 

(ph: 6201 5343, email: Ellen.McKenzie@canberra.edu.au).  

Any queries about the project can be directed to the principal researcher Ellen McKenzie (Ellen.Mckenzie@canberra.edu.au) or 
associate researcher Dr Tricia Brown (Tricia.Brown@canberra.edu.au). 
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Appendix D: Study 1 – Approaches to Care – Participant Information Form (Version 2) 

Participant Information Form 

  

Approaches to Care  

Researchers 

 Principal Researcher: Ellen McKenzie 

 Faculty of Health, University of Canberra 

ph: 6201 5343      email: Ellen.Mckenzie@canberra.edu.au 

  

Co-Researchers: Dr Patricia Brown (Ph.D) 

Faculty of Health, University of Canberra  

ph: 6201 5362      email: Tricia.Brown@canberra.edu.au 

  

Project Aim, Outline and Benefits 
 

The aim of the study is to investigate nursing students’ approaches to care.  Participants will be asked a series of questions that 
explore their approach to caring for patients, and to quantify their feelings and attitudes towards, intentions to work with, and 
their perceptions of patients. The study also asks questions related to anxiety and avoidance of end-of-life, and how they cope 
with problems in their life. The study aims to investigate factors that influence approaches to care.  

  

Participant Involvement 
 

Participants (approx. 300) for this project will be recruited from undergraduate nursing students at the University of Canberra. 
Participation will involve completion of an anonymous online questionnaire. Results will form part of a thesis to be completed by 
students studying the Doctor of Philosophy in Clinical Psychology at the University of Canberra. 

Participants will be asked to complete one online questionnaire of approximately 15 minutes duration. By participating in this 
study, nursing students at the University of Canberra can choose to enter the draw for to win prizes. Available prizes are; two 
Westfield vouchers each valued at $50, and two iTunes vouchers each valued at $50. Each student will only be eligible to win 
one prize in total. Participation in this study is voluntary. Participants are free to withdraw their participation at any time without 
penalty. 

Participants enrolled in Winter Term units: Psychology 101 (4309) or Psychology 102 (4310) will also be eligible for 5% unit 
course credit for completing the survey.  
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The survey is anonymous and confidential—participants’ student numbers will not be stored with their responses.  

It is expected that the completion of the questionnaire will not present any risks or harm to the participants. If some participants 
feel uncomfortable answering questions, they should leave the question blank. Counselling services can be attained from the 
University of Canberra’s counselling service (ph: 6201 2531) or Lifeline (ph: 13 11 14).  

Confidentiality, Anonymity and Data Storage 
 

The identities of participants are confidential. No identifying information will be collected. No one, other than the researchers, 
will have access to data collected. All data will be secured, stored and disposed of according to University guidelines (stored at 
the University for 5 years). No individual data will be disclosed. 

  
Ethics Committee Approval 
 

 This study has been approved by the University of Canberra Committee for Ethics in Human Research. 

   

Queries and Concerns 
 

A summary of the study’s results will be available to interested participants from early January, 2015, from Ellen McKenzie 

(ph: 6201 5343, email: Ellen.McKenzie@canberra.edu.au).  

Any queries about the project can be directed to the principal researcher Ellen McKenzie (Ellen.Mckenzie@canberra.edu.au) or 
associate researcher Dr Tricia Brown (Tricia.Brown@canberra.edu.au). 
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Appendix E: Study 1 – Approaches to Care – Survey 

This section asks for some background information about you 

 

 Age:___________ 

Gender:___________ 

Country of Birth:____________________ 

First spoken language:________________ 

You are now in your   1st     2nd 3rd     4th      other     year of your degree 

 

 

 

 

 

 

A  
Name: John Roberts 

 
Age:  29 

 
Family: married, two children 

 
Hobbies/Interests: walking, traveling, and watching football 

 
Place of Occupation: Rodin Manufacturing Company 

 
Place of Birth: Perth, Western Australia 

 
                            Health: Recently received a physical exam–diagnosed with rheumatoid arthritis 
                            Symptoms: Progressive mobility loss; joint pain; stiffness 

 
B  

Name: John Roberts 
 

Age:  29 
 

Family: married, two children 
 

In this questionnaire you are asked a number of questions which relate to your 
perceptions of, treatment for, and interactions with people with an illness. We 
will present you with a vignette of person, and ask you questions related to this 

person. 
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Hobbies/Interests: walking, traveling, and watching football 
 

Place of Occupation: Rodin Manufacturing Company 
 

Place of Birth: Perth, Western Australia 
 
                            Health: Recently received a physical exam–diagnosed with early onset Alzheimer’s disease 
                            Symptoms: Progressive memory loss; dementia; disorientation 
 

C  
Name: John Roberts 

 
Age:  29 

 
Family: married, two children 

 
Hobbies/Interests: walking, traveling, and watching football 

 
Place of Occupation: Rodin Manufacturing Company 

 
Place of Birth: Perth, Western Australia 

 
                             Health: Recently received a physical exam-diagnosed with cancer 
                             Symptoms:  Immune suppression; weight-loss, fatigue 
 

D  
Name: John Roberts 

 
Age:  71 

 
Family: married, two children 

 
Hobbies/Interests: walking, traveling, and watching football 

 
Place of Occupation: Rodin Manufacturing Company 

 
Place of Birth: Perth, Western Australia 

 
                            Health: Recently received a physical exam–diagnosed with rheumatoid arthritis 
                            Symptoms: Progressive mobility loss; joint pain; stiffness 

  
E  

Name: John Roberts 
 

Age:  71 
 

Family: married, two children 
 

Hobbies/Interests: walking, traveling, and watching football 
 

Place of Occupation: Rodin Manufacturing Company 
 



261 
 

 

Place of Birth: Perth, Western Australia 
 
                            Recently received a physical exam–diagnosed with Alzheimer’s disease 
                            Symptoms: Progressive memory loss; dementia; disorientation 
 

F  
Name: John Roberts 

 
Age:  71 

 
Family: married, two children 

 
Hobbies/Interests: walking, traveling, and watching football 

 
Place of Occupation: Rodin Manufacturing Company 

 
Place of Birth: Perth, Western Australia 

 
                             Health: Recently received a physical exam-diagnosed with cancer 
                             Symptoms:  Immune suppression; weight-loss, fatigue 
 

*Participants randomly presented with one of the six vignettes* 

 

 

 

 

 

 

How old is John?                                          ________________________________ 

 

How many children does John have?           ________________________________ 

 

What is John’s diagnosis/illness?                 ________________________________ 

   

Name one of John’s symptoms?                  ________________________________ 

[Manipulation Check] - Please answer the following questions about the vignette 
you just read about John. 
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What would be your main priorities, as a nurse that you could professionally 
provide for John? 
1_________________________ 

2_________________________ 

3_________________________ 

4_________________________ 

5_________________________ 

 

What do you see your role, as a nurse, in providing support for John (if any)? 

___________________________________________________________________ 

 

What, if anything, would be a barrier for you to provide support for John? 
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  Strongly  

Disagree  

                 Strongly 

             Agree 

1 Admiring 1 2 3 4 5 6 7 

2 Fond 1 2 3 4 5 6 7 

3 Inspired 1 2 3 4 5 6 7 

4 Proud 1 2 3 4 5 6 7 

5 Respectful 1 2 3 4 5 6 7 

6 Angry 1 2 3 4 5 6 7 

7 Ashamed 1 2 3 4 5 6 7 

8 Contemptuous 1 2 3 4 5 6 7 

9 Disgusted 1 2 3 4 5 6 7 

10 Frustrated 1 2 3 4 5 6 7 

11 Hateful 1 2 3 4 5 6 7 

12 Resentful 1 2 3 4 5 6 7 

13 Uneasy 1 2 3 4 5 6 7 

14 Envious 1 2 3 4 5 6 7 

15 Jealous 1 2 3 4 5 6 7 

16 Pity 1 2 3 4 5 6 7 

17 Sympathetic 1 2 3 4 5 6 7 

18 Compassionate 1 2 3 4 5 6 7 

19 Soft-Hearted 1 2 3 4 5 6 7 

[Feelings/Fear Towards the Target] - Please rate what feelings you have 
towards John for each of the following adjectives. Indicate your responses for 

each item on the scale from strongly disagree to strongly agree 
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20 Warm 1 2 3 4 5 6 7 

21 Tender 1 2 3 4 5 6 7 

22 Moved 1 2 3 4 5 6 7 

23 Afraid 1 2 3 4 5 6 7 

24 Fearful 1 2 3 4 5 6 7 

25 Anxious 1 2 3 4 5 6 7 

 

 

 

 

 Strongly 
Disagree 

     Strongly 
Agree 

26 I would be willing to 
work with a patient 
like John. 

 

1 2 3 4 5 6 7 

27 I am interested in 
working with patients 
like John.  

 

1 2 3 4 5 6 7 

28 It is likely that I will 
work with patients 
like John. 

 

1 2 3 4 5 6 7 

29 I would dislike 
working with patients 
like John. 

 

1 2 3 4 5 6 7 

[Willingness to Work with Dementia Patients] - The following items are about 
what you think of a future career working with patients like John. Indicate how 

you would feel using the following scale. 
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30 I plan on working with 
patients like John. 

 

1 2 3 4 5 6 7 

31 I would enjoy working 
in with patients like 
John. 

1 2 3 4 5 6 7 

 

 

 

 

 

 

 

 

 

                 Strongly  

             Disagree  

                 Strongly 

             Agree 

32 Valuing the worth of every 
patient like John 

1 2 3 4 5 6 7 

33 Relating to the illness, 
rather than to John 

1 2 3 4 5 6 7 

34 Reducing John’s personal 
freedom and 
independence  

1 2 3 4 5 6 7 

35 Responding to John’s  
holistic needs 

1 2 3 4 5 6 7 

36 Supporting John’s 
independence and 
participation 

1 2 3 4 5 6 7 

[Person-Centred Care] - The following items are about your attitudes towards 
care for patients, specifically like John. Indicate how important you think each 

of the following items would be if you were treating John. 
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37 Providing an environment 
and experience that are 
enriching and meaningful 
for John  

1 2 3 4 5 6 7 

38 Importance of working in 
partnership with John’s 
family and friends  

1 2 3 4 5 6 7 

39 Learning about John, as a 
person, prior to his illness  

1 2 3 4 5 6 7 

40 My role is limited – John is 
likely to be ‘lost’ in his 
illness 

1 2 3 4 5 6 7 

41 Focusing on the medical 
aspects of John’s condition 

1 2 3 4 5 6 7 

42 Addressing John’s basic 
daily needs 

1 2 3 4 5 6 7 

43 Involving John in all aspects 
of his care plan  

1 2 3 4 5 6 7 

44 Pharmaceutical treatment  1 2 3 4 5 6 7 

45 Connecting with John on an 
emotional level 

1 2 3 4 5 6 7 

46 Exploring John’s spiritual 
needs 

1 2 3 4 5 6 7 

47 Managing John’s physical 
symptoms 

1 2 3 4 5 6 7 
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                    Strongly  

                Disagree  

                Strongly    
Agree    

48 My painful experiences and 
memories make it difficult 
for me to live a life that I 
would value 

1 2 3 4 5 6 7 

49 I’m afraid of my feelings 1 2 3 4 5 6 7 

50 I worry about not being able 
to control my worries and 
feelings 

1 2 3 4 5 6 7 

51 My painful memories 
prevent me from having a 
fulfilling life 

1 2 3 4 5 6 7 

52 Emotions cause problems in 
my life 

1 2 3 4 5 6 7 

53 It seems like most people are 
handling their lives better 
than I am  

1 2 3 4 5 6 7 

54 Worries get in the way of my 
success 

1 2 3 4 5 6 7 

 

 

 

 

 

 

 

[Experiential Avoidance] - The following items are about how you deal with 
problems. Indicate how much these statements describe you on the scale 

below from strongly agree to strongly disagree. 
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55 BUR _ _ D 

56 PLA _ _ 

57 _ _ OK 

58 WAT _ _ 

59 DE _ _ 

60 MU _ _ 

61 _ _ NG 

62 B _ T _ LE 

63 FL _ W _ R 

64 GRA _ _ 

65 K _ _ GS 

66 KI _ _ ED 

67 TAB _ _ 

68 W _ _ DOW 

69 SK _ _ L 

70 TR _ _ 

71 P _ P _ R 

72 COFF _ _ 

 

 

[Death-Thought Accessibility] - We are pre-testing this questionnaire for 
another study. Please complete the following by filling letters in the blanks to 
create words.  Please fill in the blanks with the first word that comes to mind.  

Write one letter per blank.  Some words may be plural.   

E.g. _ _ OK could be BOOK, COOK, LOOK. There are no right or wrong answers. 
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                 Not at all                   Very 

     

73 The total isolation of death 1 2 3 4 5 6 7 

74 The shortness of life 1 2 3 4 5 6 7 

75 Missing out on much after 
you die 

1 2 3 4 5 6 7 

76 Dying young 1 2 3 4 5 6 7 

77 How it will feel to be dead 1 2 3 4 5 6 7 

78 Never thinking or 
experiencing anything 
again 

1 2 3 4 5 6 7 

79 The disintegration of your 
body after you die 

1 2 3 4 5 6 7 

 

 

 

 

 

 

 

 

[Death Anxiety] - The following items relate to how you feel about different 
aspects of death such as your own death and the death of others. Read each 
item and answer it quickly. Do not spend too much time thinking about your 

response. We want your first impression of how think right now. Indicate your 
answers on the scale below from not at all disturbed/anxious to very 

disturbed/anxious. 

 

How disturbed or anxious are you about; 
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THANK-YOU VERY MUCH FOR ANSWERING THESE QUESTIONS 

 

If answering any of the questions caused you any distress, please contact the 
University counselling service (ph: 6201 2531) or Lifeline (ph: 13 11 14). 

 

 

If you have any other questions or concerns about the survey please email the 
researchers: Ellen McKenzie (Ellen.McKenzie@canberra.edu.au) or                      

Dr Tricia Brown (Tricia.Brown@canberra.edu.au) 
. 
 

If you would like to receive a summary of the results of this study please email 
Ellen McKenzie (Ellen.McKenzie@canberra.edu.au) 

 
 
 
 
 

To Enter the Prize Draw: 
Please click on the link below. You will be taken to a separate survey where you 

can leave your email address to allow you to enter the draw for a $50 iTunes 
voucher or a $50 Westfield shopping voucher(please note that your email will be 
stored separately from this survey and will not be used to identify your responses 

to this survey). Winners will be notified by email. 
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Appendix F: Study 2 – Coping with Care – Individual Clinician Recruitment Email 

 
Dear _________________ 
  
 
I am a psychologist and PhD candidate in clinical psychology at the University of Canberra. 
I would like to invite you to participate in a brief online survey about your attitudes towards 
and coping strategies to manage providing care to patients who have a diagnosis of dementia. 
Expertise in the area in not required, however, we are interested in your valuable experiences. 
The hope is that this research will assist to strengthen training to provide quality dementia care 
and also provisions to support treating health professionals' well-being. 
 
The survey takes approximately 30 minutes to complete online (see attached information sheet 
for survey link). Alternatively I am very happy to arrange a time to administer the survey 
questions directly to you over the telephone or skype, at your convenience.  
 
You are welcome to disseminate the attached information sheet among interested peers.  
 
Please do not hesitate to contact me if you wish to discuss further via email or telephone 0412 
856 988. 
I am happy to provide a copy of any future publications from the research at your request also. 
 
 
Thank you in advance for your consideration of this request.  
 
Kind regards, 
Ellen 
 
Ellen McKenzie 

PhD in Clinical Psychology Candidate 
Registrar in Clinical Psychology 
BSc Psych (Hons) MClin Psych Assoc MAPS 
 
Centre for Applied Psychology | Faculty of Health 
University of Canberra 

  
0412 856 988     ellen.mckenzie@canberra.edu.au 
  
Australian Government Higher Education (CRICOS) Registered Provider number: #00212K 
  
NOTICE & DISCLAIMER: This email and any files transmitted with it may contain confidential or copyright materials and are for the attention of 
the addressee only. If you have received this email in error please notify us by email reply and delete it from your system. The University of 
Canberra accepts no liability for any damage caused by any virus transmitted by this email. 
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Appendix G: Study 2 – Coping with Care – Manager/Service Recruitment Email 

 

Dear [Name], 

 

 

I am a psychologist and PhD candidate in clinical psychology at the University of Canberra.  I am writing to you in 

relation to a research project I am hoping to promote through your team.  The project has received ethics approval 

through the University of Canberra Human Ethics Research Committee. 

 

 

I would like to invite you to participate in a brief online survey about your attitudes towards and coping strategies 

to manage providing care to patients who have a diagnosis of dementia.  Your expertise and experience will be 

valuable.  The study is looking at how individual psychological variables might influence type of care provided but 

also other outcomes such as burnout and wellbeing for professionals' providing care to patients who have a 

diagnosis of dementia. The study is not investigating organisational practice or policy. 

The hope is that these results will guide future practice to promote care delivery and healthy workforce initiatives. 

We are interested in health and medical professionals such as: doctors, nurses, allied health assistants, social 

workers, psychologists, occupational therapists, speech therapists, exercise physiologists, and physiotherapists. 

 

 

*Please note the study closes on 15th March 2019* 

 

 

Participants would be able to access the survey online at any time and takes approximately 30 minutes to 

complete. Participants go in the draw to win one of four $100 Westfield shopping vouchers All data is de-identified 

and we need about 200 participants for this study. 

 

 

I have attached the recruitment flyer for you to disseminate if you feel your staff may be interested in 

participating. I am also happy to provide some feedback about the results if you and your team are interested and 

to contact individual staff members if you are able to provide contact details. 

 

 

Please contact me if you would like to discuss further via email or telephone 0412 856 988. 

 

 

Thank you in advance for your consideration of this request. I hope to hear from you soon. 

 

 

Kind regards, 

Ellen  
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Exciting Research Opportunity! 
Effective Coping when Providing Care to Patients with a Diagnosis of 

Dementia 

vVe are calling for all medical and health professionals' who provide direct care 
to patients with a diagnosis of dementia 

Participants are asked an online survey to explore psychological variables that support effective ~ tient care by followin11 the 
link http://canberrahealth.az1 .qualtrics.com/jfe/form/SV Se Tn48 oQ 1 L 8Efk1 

Alternatively, you can contact the research team for a face-to-face interview to answer the survey questions. 

✓Weare interested in your attitudes and coping strategies that support effective patient care 

✓ This is also an opportunity to contribute to the body of research in this area 

All11111·tichrnnts are eligible to enter a drnn ce Jnize llrnw to win one of a total off our $100 Westfiehl 
sltOJIJlingv oud 1ers as compensation for you time [approximately 30 minutes to complete ,11rvey] at your 

convenience. 
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Appendix I: Study 2 – Coping with Care – Recruitment Post for Australian Nursing and 

Midwifery Association (ANMF) 

All health and medical professionals who have contact with patients who have a diagnosis of dementia 
are invited to complete an online survey to help explore the psychological variables that support 
effective patient care.  

This research aims to identify how health and medical professionals’ attitudes and coping strategies 
support effective patient care to help inform the use of person-centered care with patients and improve 
the wellbeing of health care providers and their patients.   

The study is being led by PhD candidate and practicing psychologist Ellen McKenzie, based at the 
University of Canberra.  The online survey asks participants to respond to questions related to their 
attitudes, coping strategies and general wellbeing when caring for patients who have a diagnosis of 
dementia.  

Participants can complete the 20 minute online survey by clicking the link below: 
http://canberrahealth.az1.qualtrics.com/jfe/form/SV_8eTn48oQ1L8Efk1 

The survey closes the 31st of December.  Participants who complete the survey can choose to enter a 
prize draw for your chance to win 1 of 4 $100 Westfield gift voucher.   
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Appendix J: Study 2 – Coping with Care – Social Media Promotion 

RESEARCH OPPORTUNITY: Seeking all medical and health professionals’ who may 

specialize or incidentally treat patients who have a diagnosis of dementia. 30 minute only survey: 

Inkd.in/whbvBcf. #Alzheimer #research #Dementia #dementiacare 
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Appendix K: Study 2 – Coping with Care – Participant Information Form 

 

Participant Information Form 
 
Project Title 

Coping	with	Care	

 
Researcher 

Ellen	McKenzie	

Faculty	of	Health,	University	of	Canberra	

0412	856	988							

Ellen.Mckenzie@canberra.edu.au	

 
 
Supervisors 
Dr Patricia Brown (PhD) 

(02)  6201 5362       

Tricia.Brown@canberra.edu.au  

 

Dr Kristen Murray (PhD) 

(02) 6201 2950       

Kristen.Murray@canberra.edu.au 

 

Project Aim 

The aim of the study is to investigate different psychological variables of medical and health professionals’ providing care for patients with a 

diagnosis of dementia. You will be asked a series of questions that explore different stressors and coping strategies, attitudes towards patients, 

and engagement with patients.  

Benefits of the Project 

The information gained from the research will be used to better understand how to foster quality dementia care and staff wellbeing.   

  

* 
UNIVERSITY OF 
CANBERRA 

DISTINCTIVE 8Y DESIGN 
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General Outline of the Project 

The project will recruit approximately 200 participants from various government and non-government organisations. Participants are invited to 
participate in an online survey consisting of demographic questions, several different measures examining psychological variables, and three 
open-ended questions. Alternatively, a participant may request a face-to-face interview to have the survey administered by a project 
researcher.  

Results will form part of a thesis to be completed for the Doctor of Philosophy in Clinical Psychology at the University of Canberra by the Chief 
Investigator. The data will be published in manuscript form; however, no identifiable individual data will be published.  

Each participant will have the option of entering a draw for the chance to win one of a total four $100 Westfield shopping voucher. All winning 
participants will be notified by email after the prizes are drawn. Email address entries as stored separate to survey results to protect 
confidentiality. Participants are free to withdraw their participation at any time without penalty. All responses to this study are anonymous and 
no identifying material will be published. 

It is expected that the completion of the interview will not present any risks or harm to the participants. If some participants feel uncomfortable 
answering questions, they can request to pass that item. If a participant is distressed by engaging in the study, they are able to contact the 
Crisis Assessment and Treatment Team (24/7) on 1800 629 354 or Lifeline (ph: 13 11 14).  

Participant Involvement 

Participants who agree to participate in the research will be asked to: 

1. Complete the survey consisting of demographic questions, several measures and open-ended questions. It is anticipated that the 

survey will take approximately 40 minutes to complete; 

2. Provide an email address if they wish to enter the prize chance draw; 

3. Contact the research and/or supervisory team if they have any questions about the research. 

 

Participation in the research is completely voluntary and participants may, without any penalty, decline to take part or withdraw at any time 

without providing an explanation or refuse to answer a question.  

Confidentiality 

Only the researcher/s will have access to the individual information provided by participants. Privacy and confidentiality will be assured at all 

times. The research outcomes may be presented at conferences and written up for publication. However, in all these publications, the privacy 

and confidentiality of individuals will be protected. 

  

* 
UNIVERSITY OF 
CANBERRA 

DISTINCTIVE 8Y DESIGN 
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Anonymity 

All reports and publications of the research will contain no information that can identify any individual and all information will be kept in the 

strictest confidence. 

Data Storage 

The information collected will be stored securely on a password protected computer throughout the project and then stored at the University 

of Canberra for the required five year period after which it will be destroyed according to university protocols.  

Ethics Committee Clearance 

The project has been approved by the Human Research Ethics Committee of the University of Canberra (HREC—2018-0390).  

Queries and Concerns 

Queries or concerns regarding the research can be directed to the researcher and/or supervisor. Their contact details are at the top of this 
form. You can also contact the University of Canberra’s Research Ethics & Integrity Unit. You can either contact Mr Hendryk Flaegel via phone 
02 6201 5220, Ms Maryanne Simpson via phone 02 6206 3916 or email humanethicscommittee@canberra.edu.au. 
 
If you would like some guidance on the questions you could ask about your participation please refer to the Participants’ Guide located at 

http://www.canberra.edu.au/ucresearch/attachments/pdf/a-m/Agreeing-to-participate-in-research.pdf  

  

* 
UNIVERSITY OF 
CANBERRA 

DISTINCTIVE SY DESIGN 
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Appendix L: Study 2 – Coping with Care – Survey 

 

Demographics 

This section asks for some background information about you  
 
Age:  
 
Gender:  
 
Country of birth: 
 
First spoken language: 
 
Profession:   
 
Length of employment in current role: 
 
Length of clinical experience in profession                 years           months 
 
Hours of work per week in profession 
 
Hours spent working directly with a patient who has a diagnosis of dementia per 
week 
  
 
 

 

 

 

 

 



286 
 

 

Vignette – Taken from O’Conner & McFadden (2012) 

You will now be presented with a case vignette of a hypothetical 
patient. You will be asked questions related to their presentation 
such as their diagnosis.  
 

Name:                          John Roberts 
 
Age:                              71 
 
Family:                        married, two children 
 
Hobbies/Interests:      walking, traveling, and watching football 
 
Place of Birth:             Perth, Western Australia 
 
Recently received a physical exam–diagnosed with Alzheimer’s disease 
 
Symptoms:                  Progressive memory loss; dementia; disorientation 
 
 
 

[Manipulation Check] - 

 
How old is John (approximate)? ________________________________  
 
What is John’s diagnosis/illness? ________________________________  
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[Death Anxiety] - The following items relate to how you feel about 
different aspects of death such as your own death and the death of 
others. Read each item and answer it quickly. Do not spend too 
much time thinking about your response. We want your first 
impression of how think right now. Indicate your answers on the 
scale below from not at all disturbed/anxious to very 
disturbed/anxious.  
How disturbed or anxious are you about; 
 
 

  
                                                     Not at all                                                Very 
 

 
1 
 

 
The total isolation of death 

 
1 

 
2 

 
3 

 
4 

 
5 

 
6 

 
7 

 
2 
 

 
The shortness of life 
 

 
1 

 
2 

 
3 

 
4 

 
5 

 
6 

 
7 

 
3 
 

 
Missing out on much after you die 

 
1 

 
2 

 
3 

 
4 

 
5 

 
6 

 
7 

 
4 
 

 
Dying young 
 

 
1 

 
2 

 
3 

 
4 

 
5 

 
6 

 
7 

 
5 
 

 
How it will feel to be dead 

 
1 

 
2 

 
3 

 
4 

 
5 

 
6 

 
7 

 
6 
 

 
Never thinking or experiencing 
anything again 
 

 
1 

 
2 

 
3 

 
4 

 
5 

 
6 

 
7 

 
7 
 

 
The disintegration of your body 
after you die 
 

 
1 

 
2 

 
3 

 
4 

 
5 

 
6 

 
7 
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[Experiential Avoidance] - The following items are about how you 
deal with problems. Indicate how much these statements describe 
you on the scale below from strongly disagree to strongly agree. 

 

  
                                  Strongly                                                     Strongly 
                                  Disagree                                                       Agree 
 

 
8 
 

 
My painful experiences 
and memories make it 
difficult for me to live a 
life that I would value 
 

 
1 

 
2 

 
3 

 
4 

 
5 

 
6 

 
7 

 
9 
 

 
I’m afraid of my 
feelings 
 

 
1 

 
2 

 
3 

 
4 

 
5 

 
6 

 
7 

 
10 
 

 
I worry about not being 
able to control my 
worries and feelings 
 

 
1 

 
2 

 
3 

 
4 

 
5 

 
6 

 
7 

 
11 

 

 
My painful memories 
prevent me from having 
a fulfilling life 
 

 
1 
 

 
2 

 
3 

 
4 

 
5 

 
6 

 
7 

 
12 
 

 
Emotions cause 
problems in my life 
 

 
1 

 
2 

 
3 

 
4 

 
5 

 
6 

 
7 

 
13 

 

 
It seems like most 
people are handling 
their lives better than I 
am 
 

 
1 

 
2 

 
3 

 
4 

 
5 

 
6 

 
7 

         



289 
 

 

14 
 

Worries get in the way 
of my success 

1 2 3 4 5 6 7 

Burnout [items 15 - 36] – Maslach Burnout Inventory 

Maslach Burnout Inventory  

 Authors: Christina Maslach, Susan E. Jackson, Michael P. Leiter, Wilmar B. Schaufeli, 
& Richard L. Schwab 

Recognized for more than a decade as the leading measure of burnout, the Maslach Burnout 
Inventory (MBI) incorporates the extensive research that has been conducted in the more than 
25 years since its initial publication. The MBI Surveys address three general scales: 

• Emotional Exhaustion measures feelings of being emotionally overextended 
and exhausted by one's work 

• Depersonalization measures an unfeeling and impersonal response toward 
recipients of one's service, care treatment, or instruction 

• Personal Accomplishment measures feelings of competence and successful 
achievement in one's work. 

Forms include: 

MBI-Human Services Survey (MBI-HSS): The original measure that was designed for 
professionals in the human services. Copyright © 1981 by Christina Maslach & Susan E. 
Jackson – 22 items, 6 point scale. 

http://www.mindgarden.com/117-maslach-burnout-inventory 
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[Patient Engagement] - The following items are about your 
opinions related to care. Indicate how much these statements 

describe you on the scale below from strongly agree to strongly 
disagree. Please insert your health profession into the blank space 

for each item i.e. nurse, doctor, or psychologist.  

 

                                               
                                 Strongly Agree                               Strongly Disagree 
                                                                                                                                                                                                                                           

 
37 

 
The ______ is the one who 
should decide what gets 
talked about during a visit.  

 
1 

 
2 

 
3 

 
4 

 
5 

 
6 

 
38 

 

 
Although health care is less 
personal these days, this is a 
small price to pay for 
advances.  

 
1 

 
2 

 
3 

 
4 

 
5 

 
6 

 
39 

 

 
The most important part of 
the medical visit is the 
physical exam/interview.  

 
1 

 
2 

 
3 

 
4 

 
5 

 
6 

 
40 

 

 
It is often best for patients if 
they do not have a full 
explanation of their medical 
or mental health condition.  

 
1 
 

 
2 

 
3 

 
4 

 
5 

 
6 

 
41 

 

 
Patients should rely on their 
______s’ knowledge and 
not try to find out about 
their conditions their own.  

 
1 

 
2 

 
3 

 
4 

 
5 

 
6 

 
42 

 

 
When _______s ask a lot of 
questions about patient’s 
background, they are prying 
too much into personal 
matters.  

 
1 

 
2 

 
3 

 
4 

 
5 

 
6 
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43 

 

 
If _____s are truly good at 
diagnosis and treatment, the 
way they relate to patients is 
not that important. 

 
1 

 
2 

 
3 

 
4 

 
5 

 
6 

 
44 

 
Many patients continue 
asking questions even 
though they are not learning 
anything new. 

 
1 
 

 
2 

 
3 

 
4 

 
5 

 
6 

 
45 

 

 
Patients should be treated as 
if they were partners with 
the _______, equal in power 
and status. 

 
1 

 
2 

 
3 

 
4 

 
5 

 
6 

 
46 

 

 
Patients generally want 
reassurance rather than 
information about their 
health. 

 
1 

 
2 

 
3 

 
4 

 
5 

 
6 

 
47 

 

 
If a _______’s primary tools 
are being open and warm, 
the doctor will not have a lot 
of success. 

 
1 
 

 
2 

 
3 

 
4 

 
5 

 
6 

 
48 

 

 
When patients disagree with 
their _______, this is a sign 
that the doctor does not 
have the patient’s respect 
and trust. 

 
1 

 
2 

 
3 

 
4 

 
5 

 
6 

 
49 

 

 
A treatment plan cannot 
succeed if it is in conflict 
with a patient’s lifestyle or 
values. 

 
1 

 
2 

 
3 

 
4 

 
5 

 
6 

 
50 

 

 
Most patients want to get in 
and out of the ______’s 
office as quickly as 
possible. 
 

 
1 

 
2 

 
3 

 
4 

 
5 

 
6 

 
51 

The patient must always be 
aware that the _______ is in 

 
1 

 
2 

 
3 

 
4 

 
5 

 
6 
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charge.  
 
 

52 
 

 
It is not that important to 
know a patient’s culture and 
background in order to treat 
the person’s illness. 

 
1 

 
2 

 
3 

 
4 

 
5 

 
6 

 
53 

 

 
Humour is a major 
ingredient in the ______’s 
treatment of the patient. 

 
1 

 
2 

 
3 

 
4 

 
5 

 
6 

 
54 

 

 
When patients look up 
medical information on their 
own, this usually confuses 
more than it helps. 
 

 
1 

 
2 

 
3 

 
4 

 
5 

 
6 

 

 

Type of Care  

 

Please provide a response to the following open-ended questions:  

 

 
55 

 
Please describe the type of care you provide to a patient with a diagnosis of dementia. 

 
56 

 

 
Does this type of care differ from the type of care you provide to a patient with a different 
diagnosis such as cancer? If so, please describe the differences. 

 
57 
 

 
Please describe the most effective strategies you use to engage/establish rapport with a 
patient who has a diagnosis with dementia. 
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Appendix M: Study 3 – Providing Older Persons’ Mental Health Care – Recruitment 

Flyer 

 

  

Exciting Research Opportunity! 

Providing Older Persons' Mental Health Care 

We are calling for all medical and health 1>rofessionals' from the Older Persons Mental Health 
team to 1rnrticipate in this study 

Participants are asked to complete a face-to-face interview with Chiefinvestigator, Ellen McKenzie 
(psychologist), regarding care provided to dementia patients and how you cope with the demands of your 

role. 

✓ We are interested in your valuable clinical experiences 

✓ This is also an opportunity to contribute to the body of research in this area 

Participants also receive 2 x adult Hovts movie tickets as compensation for you time [ approximately I 
hour interview], conducted at your convenience. 
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Appendix N: Study 3 – Providing Older Persons’ Mental Health Care – Participant 

Information Form 

Participant Information Form 

  

Providing Older Persons’ Mental Health Care 

Researchers 

Chief Investigator: Ellen McKenzie 

Faculty of Health, University of Canberra 

Ph: 0412 856 988      email: Ellen.Mckenzie@canberra.edu.au 

  

Co-Researchers: Dr Patricia Brown (PhD) 

Faculty of Health, University of Canberra  

Ph: 6201 5362      email: Tricia.Brown@canberra.edu.au 

  

Project Aim, Outline and Benefits 
 

The aim of the study is to investigate medical and health professionals’ care for dementia patients.  Participants will be asked a 
series of questions that explore their approach to caring for patients, barriers to providing care, challenging and rewarding aspects 
in your role, and also how you cope with the demands of your role. Participating in this study means that you are contributing to 
the body of research understanding how to foster quality dementia care and staff wellbeing.   

 

 Participant Involvement 
 

Participants (approx. 10 - 16) for this project will be recruited from the ACT Health Older Persons Mental Health team. 
Participants will be asked to attend a face-to-face interview, answering questions pertaining to patient care. The interview will be 
recorded on an audio recorder at time of interview, however, participants voices and other personal information will not be used 
anywhere. Audio recordings will be transcribed to written format and audio recordings will be destroyed as per University of 
Canberra data collection and storage policy.  

Results will form part of a thesis to be completed by students studying the Doctor of Philosophy in Clinical Psychology at the 
University of Canberra. The data will be published in manuscript form; however, no identifiable individual data will be 
published.   

UNIVERSITY OF 
CANBERRA 
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Each participant will receive 2 x adult Hoyts movie tickets as compensation for their time. Movie tickets will be issued regardless 
of whether the participant completes the full interview. Participation in this study is voluntary. Participants are free to withdraw 
their participation at any time without penalty. Note that this is an anonymous study—participation personal details, such as 
name, will be stored separate to participant responses.  

It is expected that the completion of the interview will not present any risks or harm to the participants. If some participants feel 
uncomfortable answering questions, they can request to pass that item. If a participant is distressed by engaging in the study, they 
are able to contact the Crisis Assessment and Treatment Team (24/7) on 1800 629 354 or Lifeline (ph: 13 11 14).  

Confidentiality, Anonymity and Data Storage 
 

The identities of participants are confidential. The only identifiable information that will be collected is participants name and 
contact details, however, this will be stored separately from all interview responses. No one, other than the researchers, will have 
access to data collected. All data will be secured, stored and disposed of according to University guidelines (stored at the 
University for 5 years).  

  
Ethics Committee Approval 
 

 This study has been approved by the University of Canberra Committee for Ethics in Human Research [HREC ]. 

   

Queries and Concerns 
 

Chief Investigator: Ellen McKenzie 

Faculty of Health, University of Canberra 

Ph: 0412 856 988      email: Ellen.Mckenzie@canberra.edu.au 

  

Co-Researchers: Dr Patricia Brown (PhD) 

Faculty of Health, University of Canberra  

Ph: 6201 5362      email: Tricia.Brown@canberra.edu.au 

 

If you have any ethical concerns for this study, you can contact the University of Canberra Committee for Ethics in Human 
Research by email: 

humanethicscommittee@canberra.edu.au 

UNIVERSITY OF 
CANBERRA 
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Appendix O: Study 3 – Providing Older Persons’ Mental Health Care – Consent Form 

 

 

 

 

Consent Form 

  

Providing Older Persons’ Mental Health Care 

 

Participant Name: 

 

If you have read the Participant Information Form (attached) and agree to participate in 
this study including use of audio recording, please sign below: 

 

______________________________  ________________________ 

Signature      Date 

[Please note: you are able to withdraw consent from this study at any time, without penalty] 

 

 

 

 

 

 

UNIVERSITY OF 
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Appendix P: Study 3 – Providing Older Persons’ Mental Health Care – Interview 

Protocol 

 

 

 

 

Providing Older Persons’ Mental Health Care 

 

Interview Protocol 

Demographics 

Age: 

Gender: 

Country of Birth: 

First Spoken Language: 

Profession as per employment at Older Persons MH: 

Length of time employed in this role: 

Years of clinical experience: 

Contact with dementia patients (current) as a percentage of total patients: 

 

Qualitative Items  

  

• Please describe your role at (place of employment)? 

 

• Please describe the type of care you provide for patients with dementia? 

 

UNIVERSITY OF 
CANBERRA 
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• Think about when you provide care to patients with dementia - what do you see as the 
priorities when you are providing this care?  

 
• Is this any different to the care you would provide to patients with other health conditions 

such as cancer? Are there different priorities? 

 
• Describe some of the factors that impact on the type of care you provide to patients with 

dementia? 

 
• What are the most important considerations in role, responsibility, approach to care for 

all (insert profession) when providing care to patients with dementia? 

 

• What are the most rewarding aspects of providing care to patients with dementia? 

 

• What are the most challenging aspects of providing care to patients with dementia?  

 
 

• What strategies do you use to cope with the demands of working with dementia patients? 

 

• Is it necessary to develop a relationship with a dementia patient? If so, how would you 
engage with a patient on an emotional level? 

 

• Is there anything else you think is relevant or important to the care of patients with 
dementia? 




