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Abstract 

 

Informal carers provide the majority of direct care to older Australians and play 

an essential role in assisting older people with complex care needs to remain living in 

their own homes.  With greater emphasis on the community as a more appropriate site for 

responding to and managing the needs of older people, carers are increasingly faced with 

systemic responsibilities, including coordination of fragmented services and providers 

across multifaceted health and aged care systems and negotiation of treatment and 

supports. Consequently, this work may be perceived by carers as burdensome. 

 The aim of this qualitative study was to explore the lived experiences of carers of 

community-dwelling older adults in undertaking the systemic work of caring. 

Specifically, the aim was to explore their experiences of managing and coordinating 

treatment and supports across multiple services and systems. The concept of Burden of 

Treatment was used to understand the work of navigating, negotiating and managing care 

of the older person, how carers made sense of this, and what personal resources they drew 

on.  

A descriptive phenomenological approach was taken to guide the research. Semi-

structured interviews were conducted with 16 carers of community-dwelling older adults 

with complex care needs. Giorgi’s phenomenological data analysis methods (1997) was 

utilised for the data analysis.  

 Two main themes were derived from the analysis, each comprising three sub-

themes. The first theme, Becoming part of the caring system, comprised: (a) Entering the 

caring system, (b) A sense of obligation and duty, and (c) Work at the nexus of present 

and future. The second major theme, Mastering the caring system, comprised: (a) Making 
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connections, (b) Activating the management plan, and (c) Voicing and advocating needs 

in the caring system. 

Participants felt a sense of expectation and responsibility from others, including 

family and health and aged care providers to take on the caring work. Many perceived 

they had no alternative but to respond to systemic demands when seeking to manage the 

needs of the older person and described the challenge of this work as managing multiple 

and complex organisational and administrative processes across different systems while 

locating, accessing and coordinating services for the older person. The findings showed 

an experience of being adrift and having to piece together disjointed pathways. 

Participants also described the work of trying to make systems more responsive to the 

older person for a better outcome. Furthermore, the findings illustrated the varied skills 

required to master the systemic work, including administrative, communication, 

advocacy, problem-solving and negotiation abilities. Some carers drew on personal 

resources, robustness and abilities while others often felt overwhelmed and unsure of how 

to proceed.  

The findings indicate that through addressing the systemic work placed on carers, 

the burden placed on them can be alleviated. From a system perspective, streamlining and 

reducing duplication of assessments, improving information access, improving 

communication and targeting partnerships between differing organisations can reduce 

system complexity which in turn will reduce the demands made on carers.  Consideration 

of models of system navigation, care co-ordination, and case management would support 

those who struggle to independently master the system. The findings also suggest that 

there is scope for health care professionals and service providers to better identify carer 

requirements and assess carer capacity to manage the work. Without investment to assist 

carers to do the increasingly complex work, there is a risk of disparity between those that 
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are equipped to access services and supports and those that will that continue to flounder 

and forego appropriate care for the older person and support for themselves. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



5 

Statement of Originality 

This work has not previously been submitted for a degree or diploma in any university. 

To the best of my knowledge and belief, the thesis contains no material previously 

published or written by another person except where due reference is made in the thesis 

itself. 

(signed)  

Rachel Quigley 

16th of January 2020 



6 

 

Conference Presentations 

 

Quigley, R., Foster, M., Harvey, D. & Ehrlich, C. (2018, September). Experiences of 

navigating the aged care landscape in Far North Queensland; a carers 

perspective. Paper presented at the meeting of National Conference for Rural and 

Remote Allied Health Professionals, Darwin, Australia.  

Quigley R. (2019, October). Exploring the systemic work among carers of older people 

with complex care needs in Far North Queensland; the carers experience. Paper 

presented at the meeting of Cairns and Hinterland Hospital and Health Service, 

Research and Innovation Symposium, Cairns, Australia 

Quigley, R., Foster, M, Harvey D & Ehrlich C. (2019, November). Systemic work of 

carers of community dwelling older people with complex care needs: A qualitative 

study of carers’ experiences. Paper presented at the meeting of Asia Pacific 

Conference on Integrated Care, Melbourne, Australia.  

 

 

 

 

 

 

 

 



7 

 

Table of Contents 
 

Abstract ........................................................................................................................ 2 

Statement of Originality ................................................................................................ 5 

Conference Presentations .............................................................................................. 6 

List of Tables .............................................................................................................. 12 

List of Abbreviations .................................................................................................. 13 

Acknowledgements ..................................................................................................... 14 

Researcher Statement .................................................................................................. 15 

Chapter One ................................................................................................................ 18 

Introduction and Background ...................................................................................... 18 

Rationale for the study ............................................................................................ 19 

The significance of informal carers in an ageing context. ..................................... 19 

Local study context. ............................................................................................ 22 

Carer recognition and support within a policy context. ........................................ 23 

Expectation to care. ............................................................................................. 29 

Statement of the Problem ........................................................................................ 30 

Significance of the Study ........................................................................................ 30 

Research Aim.......................................................................................................... 31 

Thesis Structure ...................................................................................................... 31 

Chapter Two ............................................................................................................... 33 

Literature Review ....................................................................................................... 33 



8 

 

Search Strategy ....................................................................................................... 33 

Search outcomes. ................................................................................................ 34 

The Physical and Psychological Impact of Caring ................................................... 46 

The Lived Experience of Caring .............................................................................. 49 

The Systemic Nature of Caring ............................................................................... 52 

Interactions at a system level. .............................................................................. 52 

The systemic work of managerial care. ................................................................ 57 

Rural and Remote Experience of Caring .................................................................. 61 

Consideration of Gender in the Caring Experience .................................................. 61 

Inclusion of Aboriginal and Torres Strait Islander Carers’ Experiences ................... 62 

Burden of Treatment ............................................................................................... 64 

Burden of Treatment research. ............................................................................. 64 

Chapter Summary ................................................................................................... 68 

Chapter Three ............................................................................................................. 69 

Methodology ............................................................................................................... 69 

The Theoretical Approach ....................................................................................... 69 

Burden of Treatment as a Conceptual Framework ................................................... 74 

Research Design and Setting ................................................................................... 76 

Sampling and Recruitment ...................................................................................... 77 

Inclusion and exclusion criteria. .......................................................................... 78 

Participants ............................................................................................................. 80 

Data Collection ....................................................................................................... 82 



9 

 

Data Analysis .......................................................................................................... 83 

Rigour and Trustworthiness..................................................................................... 88 

Credibility. .......................................................................................................... 88 

Transferability. .................................................................................................... 89 

Dependability. ..................................................................................................... 90 

Confirmability. .................................................................................................... 90 

Ethical Considerations............................................................................................. 91 

Unreasonable demands. ....................................................................................... 92 

Informed consent. ................................................................................................ 92 

Voluntary participation. ....................................................................................... 92 

Adverse consequences and risks from harm. ........................................................ 93 

Anonymity and confidentiality. ........................................................................... 93 

Data Management. .............................................................................................. 93 

Chapter Summary ................................................................................................... 94 

Chapter Four ............................................................................................................... 96 

Findings ...................................................................................................................... 96 

Theme One: Becoming Part of the Caring System ................................................... 96 

Entering the Caring System ..................................................................................... 97 

A Sense of Obligation and Duty ............................................................................ 102 

Work at the Nexus of Present and Future............................................................... 105 

Chapter Summary ................................................................................................. 108 

Chapter Five ............................................................................................................. 111 



10 

 

Findings .................................................................................................................... 111 

Theme Two: Mastering the Caring System ............................................................ 111 

Making Connections ............................................................................................. 111 

Activating the Management Plan ........................................................................... 120 

Voicing and Advocating Needs in the Caring System ............................................ 129 

Chapter Summary ................................................................................................. 133 

Chapter Six ............................................................................................................... 135 

Discussion and Conclusion ....................................................................................... 135 

Synthesis of Main Findings ................................................................................... 137 

Discussion of Main Findings ................................................................................. 138 

Implications for Policy and Practice ...................................................................... 148 

Policy implications. ........................................................................................... 148 

Practice implications. ........................................................................................ 150 

Recommendations for Future Research ................................................................. 153 

Study Strengths and Limitations ............................................................................ 154 

Conclusion ............................................................................................................ 155 

References ................................................................................................................ 156 

Appendices ............................................................................................................... 189 

Appendix A: Ethics Approval from Far North Queensland Human Research Ethics 

Committee and Griffith University Human Research Ethics Committee ................ 189 

Appendix B: Clinician Information Sheet .............................................................. 194 

Appendix C: Participant Information Form ........................................................... 195 



11 

 

Appendix D: Participant Consent Form ................................................................. 199 

Appendix E: Interview Guide ................................................................................ 201 

Appendix F: Carer Support Services Information Form ......................................... 203 

Appendix G: The coding framework ..................................................................... 204 

Appendix H: Example of Concept Map ................................................................. 206 

Appendix I: Home Visit Risk Assessment Checklist .............................................. 207 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



12 

 

 

 

List of Tables 

 

Table 1: Aged Care Reforms and Reviews, 2009-2019 

Table 2:  Study Characteristics of most Significant Literature Generated for Studies 

Relating to Informal Carers and Health/Aged Care Service Interaction 

Table 3: Participant Demographics  

Table 4: Data from Transcripts showing how the Data was Divided into Parts, 

Expressing the Statement and Reflection 

 

 

 

 

 

 

 

 

 

 

 

 



13 

 

 

 

List of Abbreviations 

 

ACAT    Aged Care Assessment Team 

ACHS    Adult Community Health Service 

ASPIRE study Analysing Sub-acute & Primary Care Interfaces Research 

in the Elderly  

CHHHS   Cairns and Hinterland Hospital and Health Service 

CHSP    Commonwealth Home Support Program 

GEM    Geriatric Evaluation and Management 

GP    General Practitioner 

HCP    Home Care Package 

My Aged Care (MAC) Commonwealth Access to Aged Care Services 

NDIS    National Disability Insurance Scheme 

RACF    Residential Aged Care Facility 

RAS    Regional Assessment Service 

 

 

 

 

 

 



14 

 

 

Acknowledgements 

 

I would like to express my deepest appreciation to all those who assisted with 

completion of this thesis. I would like to thank all the participants involved, without their 

stories this study would not have been achieved. 

I would like to acknowledge the support, encouragement, wisdom, expertise and 

guidance of my supervisors, Professor Michele Foster, Dr Desley Harvey, and Associate 

Professor Carolyn Ehrlich. I have been immensely privileged to have been able to work 

with you all. I thank you for your ongoing mentoring and support both academically and 

personally, for your continued inspiration and for challenging and extending me to ensure 

that I completed the research to the best of my abilities.   

I wish to thank both the Far North Queensland Hospital Foundation and the 

Nursing and Allied Health Scholarship and Support Scheme for their financial support 

through two research grants which allowed me time to conduct the study.  

 

 

 

 

 

 

 



15 

 

Researcher Statement  

 

Working as a physiotherapist within the field of gerontology, I have interacted 

with carers of older adults for many years.  Being part of a multidisciplinary Aged Care 

Assessment Team (ACAT) in a regional area of Queensland, Australia, I conducted 

comprehensive assessments of the frail aged with complex care needs for their eligibility 

to access commonwealth funded aged care programs such as Home Care Packages, 

residential respite and access to Residential Aged Care Facilities. As part of this holistic 

assessment it was important to include the carers of the older people who I was assessing, 

to gain accurate collateral information and also for them to be involved in accessing 

supports or programs for the older person they cared for, post approval. My interaction 

with carers at this time was often brief, and although I empathised with some of the 

struggles they faced and burdens they carried, I frequently presumed that this was their 

role, one they had accepted and just got on with. The patients themselves were the centre 

of the assessment process and the carers were facilitators of the care plan. 

I then worked within a hospital geriatric sub-acute unit. Part of my role was 

providing an intake assessment of patients on medical and surgical wards to assess for 

eligibility to be admitted onto the unit. In order to complete an accurate, comprehensive 

and holistic assessment it was vital to include collateral information from the carer. At 

this point I became more aware of how important the carer was to the whole story, how 

they were able to give insights to issues not reported on by the patient or recorded in 

medical notes, how valuable their input was, and what an integral part they play in the 

care of the older person.   

A significant part of the discharge planning process from the unit was the family 

meetings held to discuss goals achieved, ongoing issues, outstanding goals and 
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arrangements for the return home or in some cases the entry into residential care. It was 

during this time that I became more aware of the tasks and responsibilities the health 

professionals asked of carers and the importance of their involvement in a successful 

discharge home. In a region where access to services was often limited or where waiting 

lists to access services were extensive (especially for those patients assessed as having a 

high level of care needs) the carers were expected to fill these gaps in service delivery. 

As part of a multidisciplinary team with various discipline specific goals we were often 

asking the family member to move from being a ‘family member’ to a ‘carer’ and in doing 

so placed expectations on them from all the multidisciplinary team members, that 

included: supervising mobility, providing personal care, obtaining equipment, attending 

to wounds, managing medications and following up with formal services. Many patients 

could not continue to live at home unless their family member was willing, capable and 

accepting of this responsibility.  

It was at this time that I found myself taking my first real steps into research. A 

team of clinical and academic researchers was commencing a study examining the care 

transitions experiences of older people who transferred across different levels and 

locations of care, their carers and health and community service providers. I hesitantly 

and with some trepidation found myself part of the research team. The qualitative 

ASPIRE study (Strivens, Harvey, Foster, Quigley, & Wilson, 2015) involved conducting 

interviews with 19 patients from the geriatric ward and their carers. I was one of two 

researchers collecting the data. It was during the interviews with the carers that I began 

to understand more the carers’ perspective in this difficult journey transitioning through 

a complex health system. To sit with carers and see the journey from their viewpoint was 

enlightening.  I thought the team I had worked in was inclusive of family members – we 

consulted with the family before admission, we held family meetings, included family 
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members in goal setting, included them in discharge planning, and I felt, communicated 

well generally. However, what the carers were telling us was that they often felt excluded 

from the process, experienced poor communication and frequently struggled to manage 

the care of the family member. Many implied a burden of managing the health care 

relationships and interactions involving their family member. This was not explored fully 

within the scope of the ASPIRE study, but I felt strongly that this was something that 

should be considered in more detail. Although no longer working with either ACAT or 

on the geriatric sub-acute ward, I felt I owed it to the carers I had worked with previously   

to facilitate their experiences being heard and acknowledged. 
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Chapter One 

Introduction and Background 

 

Carers of older people with complex care needs are contending with an increasing 

burden of systemic work associated with the care of the older person. Systemic work 

refers to the system-wide work that arises when seeking to meet the needs of the older 

person across both the Australian health care and aged care systems. This work 

encompasses the intricacies of accessing, managing, and coordinating multiple services, 

providers, and supports required across these systems.  

Consumers and government policy emphasise community dwelling as a more 

appropriate option for longer term accommodation and support of the older person. 

Consequently, carers are faced with systemic responsibilities, including coordination of 

fragmented services and providers across multifaceted health and aged care systems and 

negotiation of treatment and supports. Currently there is limited understanding of the 

lived experience of the systemic work and the extent of burden placed on carers. This 

qualitative study will explore how carers experience and perceive the systemic work 

while interfacing with health and aged care systems.  

This chapter provides the rationale for the study including the importance of carers 

in an ageing environment and within the study context. In order to provide a contextual 

understanding, an overview of aged care policy is presented. The research problem is 

identified, the significance of the study is outlined, and the research aims stated. Finally, 

this chapter concludes with a description of the structure of the thesis. 
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Rationale for the study 

The significance of informal carers in an ageing context. 

Informal carers provide the majority of care to older Australians and play an 

essential role in assisting older people with complex care needs to remain living in their 

own homes. An older person with complex needs is defined as a person whose underlying 

co-morbidities and individual circumstances have a direct impact on their ability to 

function and maintain independence on a daily basis (Agency for Clinical Innovation, 

2014).  However, as the population ages, complexity increases, and the supply of informal 

carers diminishes, there is a significant risk of escalating work for carers of older adults.   

Globally more people are living to an older age. By 2050, it is estimated that there 

will be a population of more than 2 billion aged 60 years and over, and of those, 125 

million will be over the age of 80 years, with the pace of population ageing continuing to 

rise (World Health Organisation [WHO], 2019). In 2017, 15% of the Australian 

population (3.8 million) were over the age of 65 years and these figures are projected to 

double by 2057 (Australian Institute of Health and Welfare [AIHW], 2017). Additionally, 

the population of the very old (85 years and over) is expected to more than quadruple to 

1.8 million by 2050 (Australian Government, 2011a). Furthermore, as a result of advances 

in medical and surgical science and technology, the development of healthcare services, 

and the shift away from institutionalised care, a higher proportion of older people with 

severe or multiple impairments are living longer in the community and supported by 

informal carers (Collins & Swartz, 2011; Vreugdenhil, 2014).  

Informal care is usually provided by a family member or friend of the care 

recipient. The Carer Recognition Act in Australia (Parliament of Australia, 2010, p.3) 

defines a carer as “an individual who provides personal care, support and assistance to 
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another individual who needs it because that other individual; has a disability; or has a 

medical condition (including a terminal or chronic illness); or has a mental illness; or is 

frail and aged.” An aged person is defined as 65 years and older in non-Indigenous 

Australian populations and 50 years and older in Aboriginal and Torres Strait Islander 

populations (Australian Government, 2017). In 2015, 73% of older people who needed 

assistance were helped by an informal carer (AIHW, 2017). 

Despite the overall number of informal carers decreasing over the last three years, 

the latest figures released from the Australian Bureau of Statistics, based on the 2018 

Survey of Disability, Ageing and Carers (Australian Bureau of Statistics [ABS], 2019), 

reported 2.65 million Australians provided unpaid care to older Australians or those with 

a disability. The average age of carers was 54 years and, significantly, 20% of primary 

carers were aged 65 years or over and 37.4% of all carers had a disability themselves. 

Females provided the majority of care and two-thirds of the primary carers that did not 

live in the same household as the care recipient, were caring for a parent. Two-thirds of 

primary carers stated ‘family responsibility’ and one-third stated ‘emotional obligation’ 

as their reason for taking on a caring role (ABS, 2019).  

Social and demographic trends suggest that as the demand for informal carers 

continues to rise the relative availability of informal carers will decline (Australian 

Government, 2011a; Deloitte Access Economics, 2015; Parliament of Australia, 2009; 

Parliament of Australia, 2019). There are a number of factors driving this trend including: 

the increasing prevalence of single person households due to increased rates of separation 

and divorce and the decision of more people not to marry; the changing role of women 

with an increasing female workforce participation; decline in the propensity to care from 

family members, especially children; pressure on carers to remain in the workforce later 

into life, thereby reducing the time available for caring; and smaller family sizes 
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(Australian Government, 2011a; AIHW, 2017; Deloitte Access Economics, 2015; 

Parliament of Australia, 2009; Parliament of Australia, 2019). With a reduced pool of 

available informal carers, increasing complexity and duration of the caring work they face 

as life expectancy rises, the workload is set to increase for a smaller number of carers. 

Consequences of ignoring the workload placed on carers are significant for the carer 

themselves, the care recipient, and both the health care and aged care systems.  

Carers have a significant impact on the functioning of the aged care system. 

Financially, in Australia, carers make a substantial contribution. It is estimated that 

informal carers provide 1.9 billion hours of care each year, which if substituted for 

purchased services from formal providers, would equate to a cost of care in excess of 

$60.3 billion per annum in 2015 (Deloitte Access Economics, 2015). This care includes 

maintaining function, maintaining independence and dignity of the older person and 

improving community inclusion, which can delay entry into residential care, reduce 

hospitalisation and maintain quality of life (Australian Government, 2011a; AIHW, 2017; 

Carers Trust, 2015). Carers have also been acknowledged for the contribution they make 

to the sustainability of the health service through provision of care of the older person, 

who would otherwise access care through health services (Essue et al., 2010).   

Carers are relied on to support the viability of both the health care and aged care 

systems through their contribution of the caring work. Yet, carers are faced with 

managing systems that are inherently complex, multifaceted and fragmented with poor 

integration between the two (Parliament of Australia, 2009; Allen, Hutchinson, Brown & 

Livingstone, 2017). Confounding the issue of system complexity is the separation of 

funding, administration, and accountabilities, and how services are organised across the 

Australian health care and aged care streams. In Australia, the health care system is 

funded and administered by several levels of government including national, 
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state/territory and local and supported by private health insurance agreements (ABS, 

2012).  Aged care is funded through the Commonwealth, with various non-government 

organisations providing services locally. This means for older people with multiple health 

care and social care needs and their carers, receiving care that addresses all care needs 

becomes increasingly disjointed and problematic (Allen et al., 2017; Parliament of 

Australia, 2009).  

Often as people age, there is an associated increased prevalence of multiple 

chronic conditions and complexity. Functional and cognitive impairments become more 

prevalent and the older person can develop complex health states. These require increased 

health services and community supports across several sectors and at different time points 

where numerous specialists and health professionals may be involved (Araujo de 

Carvalho et al., 2017; Goodwin, Dixon, Anderson & Wodchis, 2014; Hudson et al., 2019; 

Wodchis, Dixon, Anderson & Goodwin, 2015). These interrelated medical, functional 

and psychosocial issues and resulting complex care needs, often mean older people are 

reliant on informal carers, who in turn typically face navigating complex, fragmented and 

multifaceted health care system and aged care systems (Australian Government, 2011a; 

Strivens et al., 2015).  

Local study context. 

The Cairns and Hinterland Hospital and Health Service (CHHHS) is located in 

the Far North of Queensland, Australia. In line with population ageing across the country, 

Cairns has a growing number of older people. In 2015, the population serviced by the 

CHHHS was 283,197, of which 11.6% were over the age of 65 years (Queensland 

Government Statistician’s Office, 2016). By 2026, it is projected that 24% of the CHHHS 

will be over the age of 60 years (Queensland Government, 2018). As a consequence, it is 
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projected that the demand for geriatric sub-acute services will grow by 53% within the 

health service (Queensland Government, 2018). The CHHHS currently provides geriatric 

services in acute, sub-acute and primary care settings. 

Following the establishment of a geriatric sub-acute ward within the Cairns 

Hospital, a study was conducted locally to examine the care transitions of older people 

who transferred across different locations and levels of care including the new geriatric 

sub-acute ward. The ASPIRE study (Strivens, et al., 2015) included the experiences of 

both older patients and their carers.   

The study found that older patients and their carers were dealing with complexity 

and fragmentation across the health system with disconnected transitions in care (Foster, 

Harvey, Quigley & Strivens, 2017). Specific concerns highlighted duplication of 

assessments, constant changes in service provision, and inaccurate transfer of information 

(Foster et al., 2017), as well as the expectations placed on the carers to take on the work 

(Harvey, Foster, Quigley, & Strivens, 2016). Findings also indicated that carer support 

was critical in addressing gaps and following up care for the older person, yet carers often 

felt ill-equipped to manage their increasing needs (Harvey et al., 2016).  The study alluded 

to the systemic work faced by carers, however did not specifically address the carers’ 

experience of this. Further research was required to explore the systemic work faced by 

carers in the work involved caring for an older adult.  

Carer recognition and support within a policy context.  

The significance of the work that informal carers provide is recognised in policy 

and legislation, both internationally (Knowles et al., 2016; Wiles, 2003), and in Australia 

(Essue et al., 2010; Ratcliffe, Lester, Couzner & Crotty, 2013). Table 1 outlines the 

national aged care reforms and reviews within the last 10 years that specifically relate to 

carers of older people. 



24 

 

Table 1 

Aged Care Reforms and Reviews, 2009-2019 

Date Report/ Reform Title Author/Department Purpose/Intentions Outcomes 

 

2009 

 

Who Cares…? Report 

on the Inquiry into 

Better Support for 

Carers 

(Parliament of 

Australia 2009) 

 

 

 

House of 

Representatives, 

Standing 

Committee on 

Family, 

Community, 

Housing and Youth 

 

Inquire and report on the challenges 

facing carers and their support 

needs 

 

Recommended: 

 Reform to address deficiencies in the 

systems of support for carers. 

 A national carer recognition legislation with 

a national carer strategy. 

2010 National Carer 

Framework 

(Australian 

Government 2010)  

Australian 

Government 

A response to the “Who Cares…? 

Report on the Inquiry into Better 

Support for Carers” 

 

To guide the development and 

implementation of policies, 

programs and services for carers 

over the next 10 years that improve 

the health and well-being of carers 

through recognition, support, 

education and training 

 

 

Introduction of: 

 The Carer Recognition Act 

 The National Carer Strategy  
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Date Report/ Reform Title Author/Department Purpose/Intentions Outcomes 

 

2010 

 

The Carer Recognition 

Act  

(Parliament of 

Australia, 2010)  

 

 

 

 

Australian 

Government  

 

To increase recognition of the role 

that carers play 

 

 

 

2011 The National Carer 

Strategy 

(Australian 

Government, 2011b) 

 

 

Department of 

Families, Housing, 

Community 

Services and 

Indigenous Affairs. 

 

To oversee that the broader reform 

agendas consider and support the 

role of carers in the care and 

support systems   

 

 

 

The National Carer Strategy Action Plan 2011-

2014  

2011 Caring for Older 

Australians, 

Productivity 

Commission Inquiry 

Report 

(Australian 

Government 2011a) 

 

Productivity 

Commission 

Develop detailed options for 

redesigning Australia’s aged care 

system to ensure it can meet future 

challenges 

Highlighted: 

 The lack of integration between the aged 

care and health system and the challenge for 

carers accessing services and information. 

 

Recommended:  

 A single, easily understood and navigable 

portal to access aged care 

 Establishing carer support centres to assist 

informal carers perform their caring role 
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Date Report/ Reform Title Author/Department Purpose/Intentions Outcomes 

 

 

2011-

2014 

 

The National Carer 

Strategy Action Plan 

(Australian 

Government 2011b) 

 

Department of 

Social Services 

 

To formalise the National Carer 

Strategy 

 

 

Government actions set out to provide for 

carers: 

 Recognition and respect  

 Information and access  

 Economic security 

 Services  

 Education and training 

 Health and wellbeing 

 

 

2012 Living Longer Living 

Better reforms  

(Australian 

Government, 2012) 

 

Australian 

Government 

A response to the Productivity 

Commission Report 

A structured 10-year reform 

program to introduce the Living 

Longer, Living Better (LLLB) 

reform packages and Bill 

 

Introduction of: 

 Living Longer, Living Better Bill  

 My Aged Care gateway - which aimed to 

provide centralised information about the 

aged care system and services through a 

user centred website and a national call 

centre along with a network of carer support 

centres. Became My Aged Care 

  

 

2013 Aged Care (Living 

Longer, Living Better) 

Bill 

(Parliament of 

Australia, 2013) 

Australian 

Government 

To provide greater recognition and 

support for carers 
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Date Report/ Reform Title Author/Department Purpose/Intentions Outcomes 

 

 

2015 

 

Integrated Plan for 

Carer Support 

Services. 

(Australian 

Government, 2015a) 

 

 

 

Department of 

Social Services 

 

Outlined actions to recognise, 

support and sustain the vital work 

of unpaid carers. 

 

Recommended: 

 A Carer Gateway 

 The development of a service delivery 

model for an Integrated Carer Support 

Service (ICSS) 

 Implementation of the ICSS model 

2015 Carer Gateway  

(Australian 

Government, 2015a) 

 

 

Department of 

Social Services 

To provide practical advice and 

support to carers 

A website and phone service to assist carers 

access information and resources 

2015-

2020 

Integrated Carer 

Support Service Model 

(Australian 

Government, 2015b)  

 

 

Department of 

Social Services 

To introduce carers to a range of 

tailored supports and services to 

help them manage their daily 

challenges, reduce stress and plan 

for the future. 

 

 

 

 Phone based counselling services 

 Online peer support  

 Online coaching 

 Educational resources  

2016 My Aged Care 

(Australian 

Government 2019b) 

Australian 

Government  

Designed to be the main entry point 

to the aged care system in 

Australia.  

Facilitation of access to information on ageing 

and aged care for older people and their carers, 

needs assessment and support to find and 

access services 
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Date Report/ Reform Title Author/Department Purpose/Intentions Outcomes 

 

2017 The Tune Review 

(Legislated review of 

aged care) 

(Tune, 2017) 

Department of 

Health 

An independent review of the 

LLLB reforms 

Reported: 

 Areas of concern relating to ongoing 

duplication of assessments and accessibility 

of My Aged Care specifically for those with 

complex care needs 

 

Recommended:  

 Introduction of aged care system navigators 

and outreach services to assist with 

engagement with the system 

 

 

2018 The Royal 

Commission into Aged 

Care Quality and 

Safety 

(National Seniors 

Australia, 2019; 

Parliament of 

Australia, 2019) 

 

The Office of the 

Royal Commission 

To investigate issues within the 

sector and to put in place reforms to 

transform aged care services 

Publication of a specific background paper: 

“Carers of Older Australians” (Royal 

Commission, 2019a) highlighting the role of 

carers in supporting older people and 

discussing the needs of carers. 

Recommendations from the Royal Commission 

are yet to be finalised.  
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Despite the widespread reforms and initiatives to recognise and support carers, 

gaps in the support persist, particularly in relation to the systemic work. Additionally, 

there are numerous programs implemented that are designed to support carers, however, 

the workload for carers in sourcing, accessing and utilising them is unknown and may 

contribute in itself, to the level of burden.  

Expectation to care. 

 There is often an assumption that carers are willing, prepared, capable, and 

accepting of the responsibilities and roles expected of them in the care of older people 

with a complex array of both health and social support needs (Adelman, Tmanova, 

Delgado, Dion & Lachs, 2014; Bauer, Fitzgerald, Haesler & Manfrin, 2009; Cash, 

Hodgkin &Warburton, 2016; Dow & McDonald, 2007; Grimmer, Moss & Falco, 2004; 

Plank et al., 2012).  Carers are frequently perceived by health professionals as playing a 

critical role in the management of an older person within acute settings (Fry, Chenoweth, 

MacGregor & Arendts, 2015), sub-acute care (Digby & Bloomer, 2014) and in 

coordinating of health and support services in a primary health setting (Dawson et al, 

2017; Qualls, 2016).  

Carers are often relied on to provide a collateral medical history and relay other 

medical history including medication information in in-patient settings (Bookman & 

Harrington, 2007; Koren, Laidsaar-Powell, Tilden, Latt & Buttow, 2018). There is also 

an expectation of providing increased care post hospital discharge (Bauer et al., 2009; 

Grimmer et al., 2004; Pereira, & Rebelo Botelho, 2011; Slayter et al., 2019).  Relaying 

health and medical information between health professionals and service providers can 

be daunting. Carers feel a responsibility to be up to date on the patients’ medical 

conditions, past medical history and medications to be able to communicate this 

information across settings (Bookman & Harrington 2007; Bunn et al., 2017; Khabarov 
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et al., 2015; Moore & Cook, 2011). Moreover, this can be increasingly challenging as the 

health of the care recipient changes (Nahm et al., 2010).  How carers perceive and take 

on this component of the systemic work assumed of them is unknown.   

Statement of the Problem 

Carers are increasingly relied on to take on the care of older adults with complex 

care needs. There is an expectation from health professionals that carers are both willing 

and capable to manage the work. The shift towards community dwelling and away from 

institutionalised care means carers are now looking after older adults with increasingly 

complex health and aged care requirements. They are faced with coordinating fragmented 

servicers and providers, across disjointed health and aged care systems. The systemic 

work involved in ensuring appropriate services, supports and health care is in place may 

be considered burdensome for some carers. However, there is a limited understanding of 

the lived experience of carers of older adults with complex care needs and their perception 

of the work involved.   

Significance of the Study 

Carers play a vital role in both the Australian aged care and health care systems 

through the work they take on caring for older adults. However, emerging demographic 

and social trends indicate there will be greater numbers of people requiring higher levels 

of care with a smaller number of carers available. This will exacerbate the already 

reported burden on them. The systemic work associated with the role is also likely to 

impact on their ability to maintain the care work. The significance of this study is that it 

addresses the systemic work component of care.  

The proposed study is also significant in adopting the concept of Burden of 

Treatment to explore the systemic experiences of carers of older community-dwelling 
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adults with complex care needs. May et al. (2014) introduced Burden of Treatment as a 

model to investigate and better understand the dynamic between individuals with 

complex care needs, their social supports and health services. Initially developed to 

understand the work of patients with chronic conditions, it is based on the realisation that 

political ideals and technological advancements have created an expectation of self-care 

and shifted the burden of treatment to individual patients and their support networks (May 

et al., 2014). In seeking to meet the health and care needs of older people, carers may 

experience the systemic work of dealing with multiple services and providers across the 

different organisations, as burdensome. This study will contribute empirical evidence 

about the nature of systemic work and help to develop a conceptual understanding of 

these experiences as systemic burden.  

Research Aim 

 The aim of this study is to explore the carer’s lived experience of the systemic 

work involved in caring for an older adult with complex care needs. It is hoped that 

findings will inform changes in policy and practice that will alleviate the systemic work 

for carers, and in doing so reduce the burden on them.   

Thesis Structure 

 This thesis is organised in six chapters, including the Introduction, which has 

addressed the context and rationale.  

Chapter Two presents the review of the literature relating to the carers of older 

adults, including the impact of caring, carers’ experiences of supporting older people 

across health settings, the systemic work of caring, and the concept of Burden of 

Treatment and how this might be used to explore carers’ experiences in an alternative 

way to previous research. 
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Chapter Three provides a description of the methodological approach 

underpinning this study and provides a justification for the choice of descriptive 

phenomenology. Burden of Treatment as a conceptual framework is outlined. The chapter 

describes the methods used to conduct the study, outlines the data analysis, and discusses 

how rigour and trustworthiness are addressed in the study through the constructs of 

credibility, dependability, confirmability, and transferability. Ethical considerations are 

also addressed. 

Chapter Four is the first of two findings chapters.  Chapter Four presents the first 

theme of the findings of the thematic analysis, Becoming part of the caring system. 

Chapter Five is the second of the two findings chapters, Mastering the caring system.  

The themes are presented and accompanied by supporting excerpts from the participants’ 

interviews. 

The final chapter, Chapter Six, provides a synthesis of the main findings followed 

by a discussion of the findings in relation to the relevant literature. The chapter considers 

the implications for policy and practice and recommendations are made for future 

research. Finally, the strengths and limitations of the study are addressed.  
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Chapter Two 

Literature Review 

 

 This chapter provides a review of the relevant literature related to caring for an 

older adult. The significance of the role of informal carers, and the complexities of both 

the aged care and healthcare systems that are navigated as part of the systemic work, were 

outlined in Chapter one. This chapter addresses the empirical research to date on the 

impacts of caring and carer burden. The chapter then details both the lived experience and 

systemic nature of caring. The conceptual framework of Burden of Treatment is 

considered as an approach to explore the systemic care work. A final summary concludes 

the chapter, which highlights gaps in the knowledge base that informed this research.  

Search Strategy    

The preliminary literature review was completed in 2016 through a detailed search 

of several databases.  These included: CINAHL, Medline, Socindex, Pubmed, Scopus 

and the Cochrane library, as well as Google Scholar. Key words used to search for 

relevant literature included: ‘carer’, ‘caregiver’, ‘informal care’, ‘carer burden’, ‘burden 

of care’, ‘burden of treatment’, ‘treatment burden’ ‘consequences’, ‘impact’, 

‘experiences’, ‘aged’, ‘old’, ‘elderly’, ‘interaction’, ‘navigate’, ‘co-ordinate’, ‘interfaces’, 

‘health system’, ‘health service’, ‘health professional’, ‘aged care system’, ‘qualitative’, 

and ‘phenomenology’. The search was broadened or focused using truncation symbols 

and Boolean connectors AND, OR, NOT. In addition, bibliographies of the literature 

reviewed were searched, along with World Health Organisation reports, Australian and 

State Government reports, National and State policy documents, Australian Government 



34 

 

aged care websites, and carer websites. The initial search period included literature 

published between 2006 and 2016 and written in English. However, the search for 

relevant literature was not limited to the initial search but was updated via alerts 

throughout the study period.  

Search outcomes. 

 Initial searches incorporating the broad field of carer burden for carers of older 

adults generated 6,824 papers. Focussing the search to burden associated with health or 

aged care service interactions that had relevance to the research topic generated 33 papers. 

No articles were found that explored the experiences of carers of older adults in the 

systemic work they encounter using a phenomenological methodology. Table 2 highlights 

the significant literature found in relation to informal carers and their interactions with 

health and aged care services. A synthesis of these empirical studies derives the lived 

experiences, rural and remote experiences, and gender experiences of caring. This is 

followed by a discussion of the concept of Burden of Treatment.   
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Table 2 

Study Characteristics of most Significant Literature Generated for Studies Relating to Informal Carers and Health/Aged Care Service Interaction 

 

Authors & 

Year 

Country Design and 

Method 

Study Aim Sample 

Description 

and Setting 

Key Findings 

 

Abrahamson, 

Jensen, 

Springett & 

Sakel  

2017 

 

UK 

 

Qualitative 

design 

Semi-

structured 

interviews  

 

To explore the experiences of adults who 

have had a severe traumatic brain injury 

and their carers in the first month post-

discharge from in-patient rehabilitation 

into living in the community. 

 

 

9 carers of 

adults within 

a neuro-

rehabilitation 

unit 

 

 

 Carers felt unsupported during 

transitions 

 Carers struggled to accept a new role 

Andersen, 

Strøm, 

Korneliussen 

& Fagermoen 

2016 

Norway Qualitative 

design 

Semi-

structured 

interviews 

To explore experiences and views of carers 

of heart failure patients with regard to their 

need for knowledge, support and 

collaboration with health care 

professionals. 

 

19 carers of 

heart failure 

clients from a 

community 

setting 

 Willingness to assume responsibility 

 Insufficient information 

 Complexities in the health services 

Ballantyne, 

Cheek, 

Gillham & 

Quan  

2006 

Australia Narrative 

summary of 

focus 

groups, 

interviews 

& workshop 

Draws on 4 qualitative studies by the 

authors to consider information navigation 

N/A  Older people and their carers had 

difficulty in knowing where to access 

information and services  

 Focus on process of information is 

required 
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Authors & 

Year 

Country Design and 

Method 

Study Aim Sample 

Description 

and Setting 

Key Findings 

 

Bendixen, 

Kirkevold, 

Graue & 

Haltbakk 

2018 

 

 

 

Norway 

 

Qualitative 

design 

Semi-

structured 

interviews 

 

To describe carers’ experiences of 

attending to an older person with diabetes 

receiving home care services, including 

their interaction with formal caregivers 

 

 

8 carers of 

community 

dwelling 

older adults 

(≥ 75 years) 

 

 Responsibility to care 

 Security in self-management abilities 

& fear of health deterioration 

 Importance of competent formal 

health service providers  

Bookman & 

Harrington 

2007 

USA Culmination 

of 2 

qualitative 

studies with 

semi-

structured 

interviews 

To study the role of family caregivers of 

elderly patients that transverse health care 

and community care systems. 

50 carers of 

geriatric & 

palliative 

older adults 

from 2 in-

patient 

rehabilitation 

units 

  

 Lack of co-ordination with home care 

services & disconnection between 

organisations 

 Difficulty locating information and 

services 

 Need to be case managers and have to 

have many skills including advocacy 

 

Bragstad, 

Kirkevold & 

Foss 

2014 

Norway Qualitative 

design 

Semi-

structured 

telephone 

interviews 

To describe the informal caregivers’ 

experiences of influencing decision-making 

at and after hospital discharge for home-

bound older relatives. 

19 carers of 

older 

community 

dwelling 

adults  

 Intermediary between the care 

recipient and health services 

 Seek information and negotiate with 

health service providers 

 Have an advocacy role 

 Carers need skills including 

resourcefulness, persistency and 

strategic insight  
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Authors & 

Year 

Country Design and 

Method 

Study Aim Sample 

Description 

and Setting 

Key Findings 

 

Dawson et al. 

2017 

 

Australia 

 

Qualitative 

design 

Interviews  

 

To explore rural carers’ experiences of 

accessing care from a range of services for 

older people with mental health problems 

 

11 carers of 

older adults 

with mental 

health issues 

 

 

 Carers play a significant role in 

navigating services and 

operationalizing care  

Digby & 

Bloomer 

2014 

Australia Qualitative 

design 

Semi-

structured 

interviews 

To examine the experiences of carers of 

older patients in relation to communication 

with health professionals and their 

involvement in decision-making.   

8 carers of  

in an in-

patient sub-

acute GEM 

setting 

 Carers face challenges with 

communicating with health 

professionals  

 Burden and stress on carers is high 

 Decision-making can cause family 

conflict 

 

Dow & 

McDonald 

2007 

Australia Qualitative 

design 

Semi-

structured 

interviews 

To investigate the impact of 

Rehabilitation-in-the-home programs on 

informal carers 

24 carers of 

older adults 

on a home-

based 

rehabilitation 

program 

  

 Assumption to take on the care by 

health professionals & carers 

 Care work is arduous and relentless 

work  
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Authors & 

Year 

Country Design and 

Method 

Study Aim Sample 

Description 

and Setting 

Key Findings 

 

Essue et al. 

2010 

 

Australia 

 

Qualitative 

design 

Secondary 

analysis of a 

Semi-

structured 

interviews  

 

 

To explore caregiver issues associated with 

chronic conditions and the contribution 

carers make to the self-management 

partnership with the care recipient 

 

14 carers of 

patients with 

chronic 

disease 

 

 Carers work includes advocate, home 

helper, lifestyle coach and health 

information interpreter 

Funk, 

Dansereau & 

Novek 

2019 

Canada Qualitative 

design 

Semi-

structured 

interviews 

 

To explore how carers navigate health and 

social care systems, and their experiences 

of structural burden related to features such 

as complexity and fragmentation. 

32 carers of 

older adults 

(≥ 65 years) 

 Navigating formal systems places 

time and emotional demands on carers 

 Systems exacerbate stress and 

demands  

Funk, 

Stajduhar & 

Outcalt 

2015 

Canada Qualitative 

design 

Secondary 

analysis of 

4 interview 

studies 

To describe what carers learnt providing 

care for adults at end of life 

156 carers of 

adults at end 

of life 

 Learning how to access help from the 

health care system 

 Learning how to manage health care 

needs 
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Authors & 

Year 

Country Design and 

Method 

Study Aim Sample 

Description 

and Setting 

Key Findings 

 

Gill et al. 

2014 

 

Canada 

 

Qualitative 

design 

Semi-

structured 

interviews 

 

 

To explore care challenges of carers of 

older adults  

 

27 carers of 

older adults 

(≥ 65 years) 

 

 Poor communication with health 

services 

 Uncoordinated health services  

 Challenges with decision-making  

Giosa, 

Stolee, 

Dupuis, 

Mock & 

Santi 

2014 

 

Canada 

 

Qualitative 

design 

Semi-

structured 

interviews 

 

To explore carers’ experiences in 

supporting care transitions between 

hospital and home for medically complex 

older adults. 

 

12 carers of 

older adults 

following hip 

fractures or 

stroke 

 Carers required practical 

information, training and education 

 Managing family dynamics can be 

stressful 

Greenwood 

& Smith 

2015 

UK Systematic 

review 

To adult male carers’ experiences of 

accessing formal and informal support 

focussing on the barriers and facilitators.  

7 studies 

focusing on 

male carers 

of older 

adults 

 

 The work seen as their responsibility 

 Insufficient service information  

Hainstock, 

Cloutier & 

Penning 

2017 

Canada Qualitative 

design 

Semi-

structured 

interviews 

To explore how carers navigate and 

experience the transition from home care 

to residential care 

15 carers of 

older 

community 

dwelling 

adults  

 Carers take on work that includes 

information gathering, advocacy and 

system navigation 
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Authors & 

Year 

Country Design and 

Method 

Study Aim Sample 

Description 

and Setting 

Key Findings 

 

Harvey, 

Foster, 

Quigley & 

Strivens  

2016 

 

Australia 

 

Qualitative 

design, 

longitudinal 

case study 

Semi-

structured 

interviews 

 

 

To describe the care transition experiences 

of older people who transfer between 

subacute and primary care, and to identify 

factors that influence these experiences. 

 

19 carers of 

older adults 

from a sub-

acute unit  

 

 Lack of systemized linkages within 

and across levels of care disrupts 

coordinated care 

Heath, Carey 

& Chong 

2018 

Australia Qualitative 

& 

Quantitative 

study using a 

questionnaire 

 

To examine the role of carers and their 

decision-making regarding aged care 

services 

44 carers of 

adults ≥ 55 

years 

 Sense of guilt and responsibility 

 Description of caring tasks 

including administrative tasks and 

negotiating with providers 

Hounsgaard, 

Pedersen & 

Wagner 

2011 

Denmark Qualitative 

design 

Semi-

structured 

interviews 

To examine the lived experiences of 

female partners of patients with Parkinson 

disease living at home. 

10 carers of 

community 

dwelling 

adults with 

Parkinson’s 

Disease  

 

 Balance self-care needs with care 

 Making decisions about health care 
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Authors & 

Year 

Country Design and 

Method 

Study Aim Sample 

Description 

and Setting 

Key Findings 

 

Jamieson, 

Grealish, 

Brown & 

Draper 

2016 

 

Australia 

 

Qualitative 

design 

Semi-

structured 

telephone 

interviews 

 

To describe the experience of carers when 

the person with dementia transitions home 

from hospital. 

 

30 carers of 

people with 

dementia 

 

 Carer burden was experienced as a 

result of the complexity of service 

boundaries, including admission 

rules and geographic boarders 

 Lack of information adds to the 

burden of navigating care and 

support 

 

Jeffs et al. 

2017 

Canada Qualitative 

design 

Semi-

structured 

interviews 

To examine caregiver involvement in care 

transitions of patients being transferred 

from two acute care hospitals to a 

rehabilitation hospital. 

9 carers of 

older adults 

(≥ 65 years) 

of an 

orthopaedic 

in-patient 

unit 

 

 Carers had to monitor health care 

provision 

 Significant advocacy work 

 Work involved in navigating the 

health care system 

Khabarov, 

Dimitropoulos, 

& 

McGillicuddy 

2015 

Canada Qualitative 

design 

Semi-

structured 

interviews 

To understand what it means for family 

caregivers to be included in their relatives’ 

care and identify what type of care they 

are providing as well as the roles they 

assume or want. 

12 carers of 

adult 

neurology in-

patients  

 Establishing connections with 

health care staff 

 Passing on collateral information to 

health care staff 
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Authors & 

Year 

Country Design and 

Method 

Study Aim Sample 

Description 

and Setting 

Key Findings 

 

Knowles et al. 

2016 

 

UK 

 

Qualitative 

design 

Semi-

structured 

interviews 

 

 

To explore how carers of people with 

common long-term conditions 

conceptualised their caring. 

 

19 carers of 

adults with 

long term 

chronic 

conditions  

 

 Many tasks are seen as familial 

responsibilities 

 Often carers resisted a carer identity 

Kuluski et al. 

2018 

Canada 

& New 

Zealand 

Qualitative 

design 

Semi-

structured 

interviews 

To explore the unmet needs of caregivers 

of older adults with complex care needs 

receiving community-based care. 

80 carers of 

adults (≥ 50 

years) who 

were in 

receipt of 

community 

services 

 Carers felt unrecognized in their role 

 Carers had an obligation to care 

 Assumptions were made that they 

were willing and capable to take on 

the work 

 Carers coordinated care 

 Carers provided information about 

the adults’ needs 

 

Lafortune, 

Huson, Santi 

& Stolee 

2015 

Canada Qualitative 

design 

Focus 

groups & 

interview 

To explore system improvements of 

primary based care for older adults   

28 clients and 

carers (not 

separated 

out) 

 Poor system integration and poor 

communication between service 

providers  

 Difficulty in navigating the health 

care system 
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Authors & 

Year 

Country Design and 

Method 

Study Aim Sample 

Description 

and Setting 

Key Findings 

 

Lopez 

Hartmann et 

al.  

2016 

 

Belgium 

 

Qualitative 

design 

Semi-

structured 

interviews 

 

To describe how adult daughters 

experience caring for a frail older parent 

at home  

 

11 carers of 

community 

dwelling frail 

older adults  

 

 Caring was a natural process in life 

(duty, reciprocity, responsibility, 

gradual process 

 Taking on administrative tasks 

including coordinating 

appointments, searching for 

information and services 

  

Macleod, 

Tatangelo, 

McCabe & 

You 

2017 

Australia Qualitative 

design 

Semi-

structured 

interviews 

 

To examine the barriers and facilitators 

of service use among family caregivers of 

people with dementia. 

24 carers of 

community 

dwelling 

people with 

dementia 

 Inaccessibility of information about 

services and support 

 Having a case manager and central 

point of contact were facilitators in 

care 

McPherson, 

Kayes, 

Moloczij & 

Cummins 

2013 

New 

Zealand 

Qualitative 

design 

Focus 

groups & 

semi-

structured 

interviews 

To explore the connection between 

informal and formal cares and identify 

how a positive connection or interface 

might be developed and maintained. 

39 carers 

across a wide 

range of 

conditions  

 Engagement with formal services 

was difficult – a constant struggle 

 They had an advocacy role 

 Information pathways were difficult 

to navigate 
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Authors & 

Year 

Country Design and 

Method 

Study Aim Sample 

Description 

and Setting 

Key Findings 

 

Nahm, 

Resnick, 

Orwig, 

Magaziner & 

DeGrezia 

2010 

 

USA 

 

Qualitative 

design 

Opened- 

ended 

structured 

interviews 

 

To explore carers’ experiences with 

providing care to older adults over the 

first 6-month trajectory of hip fracture 

recovery and their support needs. 

 

10 carers of 

older adults 

(≥ 65 years) 

in an in-

patient 

setting 

following a 

hip fracture  

 

 

 Poor communication with health 

providers 

 Lack of information 

 Increased responsibilities 

 Following up health care was 

burdensome 

Plank, 

Mazzoni & 

Cavada 

2012 

Italy Qualitative 

design 

Focus 

groups & 

semi-

structured 

interviews 

To explore and understand the experience 

of new informal caregivers during the 

transition from hospital to home. 

18 carers of 

adults (≥ 40 

years) new to 

the caring 

role prior to 

hospital 

discharge  

 Cares had a significant sense of 

being responsible for everything 

including administrative tasks 

 Lack of information and preparation 
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Authors & 

Year 

Country Design and 

Method 

Study Aim Sample 

Description 

and Setting 

Key Findings 

 

Rosenthal, 

Martin-

Matthews & 

Keefe 

2007 

 

 

Canada 

 

Quantitative 

study  

 

To examine the managerial care of older 

adults 

 

5,496 surveys 

of adults 

using a Likert 

Scale  

 

 Care management includes the 

orchestration of care and financial 

and bureaucratic management  

Sims-Gould & 

Martin-

Matthews 

2010 

Canada Qualitative 

design 

Semi-

structured 

interviews 

To examine carers’ experiences of the 

home support services received by their 

elderly relatives. 

52 carers of 

older adults 

receiving 

home care 

services 

(mean age 85 

years) 

 

 Involved care management work 

including negotiating and 

coordinating services  

Tang, Chen, 

Cheng, Ngo & 

Mattison  

2018 

USA Qualitative 

design 

Semi-

structured 

interviews 

To understand the challenges faced by 

informal caregivers, specifically in the 

coordination of multiple caregivers 

involved in the care process. 

15 carers of 

adults from 

an out-patient 

setting 

 Tasks go beyond physical care and 

include managerial tasks, 

negotiating and co-coordinating care 

 Caregiving is integral to their family 

responsibilities 
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The Physical and Psychological Impact of Caring 

The impact that the role of caring has on both the physical and psychological 

health of carers has been thoroughly researched world-wide and within Australia, 

although at times results have been conflicting. Overwhelmingly, research to date has 

indicated that there are negative psychosocial and physical impacts on carers (Dow & 

Meyer, 2010). Studies that have considered impact are largely based on quantitative 

approaches and often involved surveys to measure the carer burden. Such studies often 

included comparisons of health between caregivers and non-caregivers (Chan A, 

Malhotra, Malhotra, Rush & Ostbye, 2013; Shu et al., 2017; Thomas, Saunders, Roland 

& Paddison, 2015). A meta-analysis of 84 studies looking at caregiving for the frail older 

adults (Pinquart & Sorenson, 2003) found that caregivers fared worse than non-caregivers 

with respect to levels of stress, depression, physical health, and subjective well-being. 

Other quantitative studies focussed on levels of carer burden at different stages of a care 

recipients’ impairment (de Almeida Mello et al., 2016), and in relation to the difficulty of 

caring tasks required (Giovannetti et al., 2012). Findings indicated the more difficult the 

care task and the more impaired the care recipient was, the greater the carer strain.  An 

Australian population-based cohort study (Kenny et al., 2014) considered carer burden in 

relation to the working status of the carer, and found those carers who were working 

whilst providing high levels of care were at risk of substantial negative health impacts.  

Many quantitative studies have focused on a specific health outcome such as 

depression and anxiety. A meta-analysis of 55 studies (del-Pino-Casado, Cardosa, Lopez-

Martinez & Orgeta, 2019) found a positive association between subjective caregiver 

burden and depressive symptoms. An Australian study (Aggar, Ronaldson & Cameron, 

2011) explored the relationship between resentment of taking on the caring role with 

anxiety and depression in carers. The findings showed that those carers who resent having 
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to care for their frail older relative were more susceptible to anxiety and depressive 

symptoms. Subsequently, a UK based study (Rand, Malley & Forder, 2019), looking at 

quality of life and carer burden, explored reasons for caring and the impact on levels of 

burden. Findings showed that where people became carers because service providers had 

suggested they do, carer burden was greater than in those that took on the role because 

they had time to care. 

Additionally, a community survey also conducted in Australia (Butterworth, 

Pymont, Rodgers, Windsor & Antsey, 2010), found that increased anxiety and depression 

were positively associated with lack of positive support and greater conflict within the 

family. However, this study also found no association between carers’ poor mental health 

with either duration of caring role, hours of care provided, or care recipients health 

condition. In contrast, a study by Loi et al. (2015) within Australia, found that patient 

diagnosis did have an impact on levels of burden. Moreover, the carers of people with 

physical conditions including: chronic obstructive airways disease, fragility, and visual 

impairment had greater rates of depression than those carers of people with mental health 

conditions, including dementia.  

Additional reported negative health consequences for carers have included: poor 

quality of life, stress-related disorders, frustration, anger, sleep disruption, 

musculoskeletal disorders, and pain (Adelman et al., 2014; AIHW, 2015; Deloitte Access 

Economics, 2015; Newell, Allore, Dowd, Netinho & Asselin, 2012; Tooth et al., 2008). 

As a whole, findings from all these studies have indicated that caring creates stress and 

burden and has detrimental consequences on the health of the carer. 

Conversely, some studies have described the positive impacts of caring. This 

includes positive impacts on sense of worth and accomplishment, and strengthening of 

relationships (Roth, Fredman & Haley, 2015; Toljamo, Perala & Laukkala, 2012). An 
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Australian health survey by Racliffe et al. (2013) found that for the majority of older 

people living in the community, a caring role was associated with a relatively high quality 

of life. Many saw the role as a rewarding and positive aspect of their life irrespective of 

the extent of their caring responsibility such as the type of tasks performed by the carer 

and the health needs of the person they cared for. A Finnish study of 209 carers of elderly 

home care clients similarly found the majority of carers felt caregiving to be worthwhile, 

valued themselves in the role, and felt they coped well as a caregiver (Toljamo et al., 

2012). All care recipients received home care services and the majority of carers in this 

study felt supported by family and by the home support services they received. Despite 

this, 23% of participants still found the role too demanding.   

In an attempt to reduce the factors creating stress, further quantitative studies have 

defined carer burden and described factors that increase the risk of experiencing burden 

(Adelmann et al., 2014; Bastawrous, 2013; Bastawrous, Gignac, Kapral & Cameron, 

2015; Hunt, 2003; Newell et al., 2012; Schulz & Sherwood, 2008).  Many studies have 

focused on tools to measure care burden determinants, impacts, and interventions (Aggar 

et al., 2011; Aminzadeh, Byszewski & Dalziel, 2006; Butterworth et al., 2010; Campbell, 

Freytes & Hoffman, 2015; Chan, A., et al., 2013; de Almeido Mello et al., 2016; 

Giovannetti et al., 2012; Jowsey, McRae, Gillespie, Banfield & Yen, 2013; Kenny et al., 

2014; Savundranayagam, Montgomery & Kosloski, 2011). The limitation of quantitative 

studies, however, is that they often fail to capture the complexity and important contextual 

elements of caregiver experiences (Bastawrous, 2013; El Masry, Mullan & Hackett, 

2013). The design of these quantitative studies was inclined to measure variables relating 

to carer burden hypotheses, and in doing so potentially missed issues caregivers found 

important (El Masry et al., 2013). It is therefore of importance to consider carer 

experience studies.   
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The Lived Experience of Caring  

 A plethora of studies have explored carers’ lived experiences of caring for older 

adults. A significant proportion of these studies have focused on the carers’ experiences 

of managing a particular disease of older age.  

For carers of older adults with cancer, there was a varied array of studies. In the 

UK, Epiphaniou et al. (2012) explored the experiences of cancer caregivers in coping 

with caregiving-related challenges and stress, and how they accessed psychological 

support from professionals, family and friends with the study aim to develop a theory for 

psycho-educational interventions. An Australian study (Heynsbergh, Botti, Heckel & 

Livingston, 2018), found carers of oncology patients had difficulty accessing appropriate 

information including timing, source and reliability of the information. The inadequate 

provision of information was a barrier to managing the patients’ needs effectively.  

Likewise, Shaw et al. (2013) also within Australia, interviewed new carers of patients 

with gastrointestinal cancer. They found carers had significant information and support 

needs, access to support was limited by caregivers’ lack of understanding of the health 

system, and that carers viewed their role as part of family responsibility.   

Studies on caring for stroke patients are also prolific within the literature. Within 

the UK, Cecil and colleagues (Cecil, Thompson, Parahoo & McCaughan, 2012) found 

carers of stroke survivors had to: change their lifestyle, manage both physical and mental 

health well-being of the care recipient, deal with health professionals, access services, 

deal with inadequate information, and manage sharing care between family members. The 

paper highlighted factors that supported the caring role and facilitated coping strategies. 

A US study (Lutz, Young, Cox, Martz & Creasy, 2011), examined the needs of caregivers 

of stroke patients as they transitioned from acute care to rehabilitation, and then home. 

Findings suggested carers did not have a good understanding of the role to which they 
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committed, they were often unprepared to take on the role, and were ill-equipped for the 

discharge home. A recent Australian study (Denham et al, 2019) found carers of stroke 

survivors were challenged in accessing community supports, experienced poor 

communication with health professionals, received inadequate information including type 

and timing, were left without guidance, were unprepared for the caregiving role, and 

found difficulty in finding and accessing services. The authors advocated for programs 

and resources for carers that related to their unmet needs in social, information and service 

access domains.   

Lived experiences of caregiving in relation to heart failure patients are also well 

documented. One such study (Gusdal, Josefsson, Adolfsson & Martin, 2016) described 

the carers’ experiences, needs and ways in which they handled healthcare. Carers found 

difficulty communicating with health care providers and received poor information. They 

found the additional work of caring including managing the care recipients’ health, as 

burdensome.  However, they also took strength from adopting an advocacy role. A 

systematic review of caregivers’ experiences of caring for patients with heart failure 

(Kang, Li & Nolan, 2011) concluded that carers face multiple challenges, including 

monitoring of the care recipients’ health, and that healthcare systems were ill-equipped 

to facilitate the involvement of informal carers.  Wingham and colleagues (Wingham et 

al., 2015) in the UK, explored the needs of carers in heart failure management. They 

found carers needed to develop skills to undertake difficult discussions about the role, to 

be able to communicate with health professionals and to engage with social support and 

formal services. Importantly, the study results informed development of a carer resource.  

Lived experiences of carers of patients with Parkinson’s disease also provides 

insight to the nature and burden of caring. Hounsgaard et al., (2011) considered the impact 

on carers of a change in lifestyle with taking on the role, taking responsibility for 
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medication management, and making care decisions when caring for a partner with 

Parkinson’s disease. A UK study (Hurt, Cleanthous & Newman, 2017) found similar 

results, whereby carers had to manage health and medications, forward plan, and access 

services. The experiences of carers were also explored in a further UK study (McLaughlin 

et al., 2011). Findings suggested that carers of patients with Parkinson’s disease, 

experienced communication with health and social care professionals on an ad-hoc basis 

resulting in carers being unaware of accessible services. Carers described taking on the 

role as burdensome due to the physical and emotional demands of the care recipients with 

an overall lack of support.  

With respect to older adults, many studies have focused on the carers’ experiences 

of dementia. An Australian study (Bloomer, Digby, Tan, Crawford & Williams, 2016) 

explored the experiences of family carers of dementia patients who were hospitalised. 

Issues identified were conflicting wishes amongst family members, disempowerment by 

the health care system when not included in decision-making or treatment decisions, and 

incorrect assumptions made by health professionals about the relationship between the 

person with dementia and the carer, including whether they were prepared to continue in 

the caring role. The authors concluded that there should be good communication between 

the clinicians and the carer. Dementia carers’ experiences of formal care systems were 

explored in an Australian study (Singh et al., 2014). Findings suggested carers faced 

challenges gaining a dementia diagnosis, accessing appropriate medical treatment, and 

accessing appropriate specialist care.  There were also issues with accessing nonmedical 

support services, poor information provision, and confusion resulting from a dual stream 

of community service provision between national, state and local systems resulting in 

multiple providers. This was seen negatively, as carers had to manage an unnecessarily 

complicated and overlapping service system. The authors proposed that to sustain 
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informal care for dementia patients, carers required better, more responsive and flexible 

services, more responsive and appropriate information, as well as improved access to 

medical services.  

On the whole, research on carer lived experiences of managing care, supporting 

transitions and interfacing with health and aged care systems has largely involved 

exploratory qualitative studies. Many of the carer experience studies have focused on a 

description of the degree of burden and impact of burden on the carer (physical and 

mental) as a result of the specific disease pathology. These studies have described 

managing symptoms and medications, seeking diagnosis or treatments, and dealing with 

specific behaviours associated with the disease such as behaviours and psychological 

symptoms of dementia or falls in Parkinson’s disease. They have also described the 

experience of managing tasks of caring which included; attending to personal needs, 

assisting with Instrumental Activities of Daily Living, assisting with health management, 

as well as managing advanced technical procedures and providing emotional support. 

Although some studies have alluded to the systemic care work associated with caring, it 

was often in relation to a specific disease. The majority of the studies described carer 

burden but did not consider the workload of caring at a more systemic level. This 

represents a gap in the literature and empirical knowledge relating to carers’ experiences, 

and specifically in relation to managing the multiple services and the interactions that are 

part of the work of responding to the needs of community dwelling older people.  

The Systemic Nature of Caring 

Interactions at a system level.  

The focus on broader systemic work of carers is still emerging. A recent study by 

Funk et al. (2019) considered the structural burden relating to navigating formal care 
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systems in Canada. The carers in that study experienced demands in terms of time 

investment and emotional energy as they worked to navigate the barriers and challenges 

inherently created by formal health care and social care services. The findings described 

the work involved in accessing and co-ordinating formal assistance and the emotions 

generated by this work, with the focus of the study on the navigational aspect of the 

systemic work. The authors concluded that system navigation work was a structural issue 

rather than an individual-level problem of skills and learning. Similarly, a study by 

Bookman and Harrington (2007) described the role of family caregivers of elderly 

patients who transversed both health care and community care systems within the USA. 

The findings detailed the challenges encountered by carers in the multitude of navigation 

and negotiation tasks surrounding interactions. Although this could be conceived as work 

burden, this concept was not explored from the carers’ perspective.  

Several studies, both internationally and within Australia, have considered the 

work involved in supporting older people through their interactions with health and aged 

care systems, with the majority of these carer experience studies focussing on the 

challenges associated with specific diseases. Andersen et al. (2016), examined the 

experiences of collaboration with the health service in Norway, of carers of heart failure 

patients’, in the context of shift in responsibility to care from hospital to a community 

setting. Findings suggested carers navigated a blurred health care system with insufficient 

information and that an improvement in collaboration with community services was 

needed to improve outcomes for heart failure patients and carers alike.  

Within Australia, the study by Dawson et al. (2017) explored carers’ experiences 

of accessing and navigating mental health care that included acute and primary care 

settings, and incorporated health, aged and social care providers. Carers were seen as 

service navigators in a complex landscape that, through its complexity, contributed to 
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navigational challenges.  Within the dementia field, an Australian study (Singh et al. 

2014), explored the interface between formal care systems and informal care. The study 

focused on issues of access to care and use of formal services. Authors identified that the 

management and funding of services across national and state levels of government and 

provision of services through for-profit and non-profit organisations caused confusion for 

carers due to a complicated and overlapping formal service system. Three key points were 

highlighted where changes to policy and practice within the formal care system could 

improve the capability of informal carers to continue to care for the dementia care 

recipient. These were when seeking a diagnosis, when care needs change and where there 

is unstainable carer burden.  

Carers’ lived experiences of interfacing with health systems has also been 

described for carers of stroke survivors. A Canadian study (White et al. 2007) explored 

caregivers’ perceptions regarding barriers and facilitators to undertaking the post-stroke 

caring role in relation to the health care system. Findings suggested improved 

collaboration with the health care team, improved care co-ordination, improved 

information access, and improved community support as facilitators to care. These studies 

that pertain to carer experiences of caring for patients with specific diseases do, however, 

have similarities in that informal carers have to navigate complex health and aged care 

systems where information is often inadequate and lack of collaboration between sectors 

is problematic.   

Further systemic work of interfacing with health systems or health professionals 

was explored through carer experiences in relation to change in care settings for the older 

adult. Digby and Bloomer (2014), in an Australian study, explored the experiences of 

carers when their relative was an in-patient in a geriatric evaluation and management 

facility. The challenges faced by carers included communicating with health 
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professionals and being asked to contribute to care decisions and partake in discharge 

planning. The study found that the burden associated with caregiving continued despite 

hospitalisation of their relative. Different carer perspectives were experienced in a UK 

study (Lowson et al., 2013), where carers of older adults found themselves sidelined when 

their relative was admitted to hospital, where their ability to make or influence decisions 

was vastly reduced. Similar issues were identified in a Canadian study (Khabarov et al., 

2015), where carers of adults on a neurological ward found structural and systemic 

barriers affected the perceptions of accessibility and interaction. Poor communication and 

conflicting information led to misunderstanding of treatment goals and frustration for 

carers against the background of an environment they had difficulty in navigating. A 

systematic review (Beardon, Patel, Davies & Ward, 2018) of informal carers’ 

perspectives on the delivery of acute care for dementia patients identified issues with 

carers needing to advocate for the care recipient to ensure their needs were met and having 

to navigate systems and processes of care. Informal carer experience was positively 

viewed when carers were informed, involved, and supported during the hospital 

admission. 

Systemic work associated with care transitions has been well documented in the 

literature. The study by Jeffs et al. (2017) explored the role of carers in interfacility 

transitions between an acute care hospital and a rehabilitation hospital in Canada. The 

findings revealed carers took an active advocacy role, which included ensuring the care 

recipients’ needs were met and that the care recipients’ preferences were listened to. 

Carers also had to navigate the health care system, which included how to coordinate 

services on discharge from the rehabilitation hospital, as well as provide information 

about the care recipient to health care professionals.  The authors posited that informal 

caregivers were being relied upon as adjunct members of the health care team. 
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Several other studies have focused specifically on the experience of carers 

managing the transition from hospital to home (Allen, Hutchinson, Brown & Livingston, 

2018; Byrne, Orange & Ward-Griffin, 2011; Giosa et al., 2014; Glenny, Stolee, Sheiban 

& Jaglal, 2013; Toscan, Mairs, Hinton & Stolee, 2012). The study by Bragstad et al. 

(2014) found within the Norwegian health system carers took on all consuming roles as 

intermediaries between the older care recipient and the health services at the point of 

discharge from hospital to home. Carers viewed understanding the health care services as 

essential to the caring role, yet they perceived health care as unpredictable and at times 

too complex to grasp. The findings indicated that carers took on substantial 

responsibilities and needed to be willing and able to cooperate with formal services to 

ensure the older relative receives the required care. Within Australia, Grimmer et al. 

(2004), explored the experiences of becoming a carer for an elderly person after discharge 

from an acute hospital admission. Findings indicated that carers felt their role had been 

imposed on them without real choice and undertook the caring role through a sense of 

family duty. They were provided with limited information on how to care for their elderly 

relative and struggled with inadequate organisation of community supports after patient 

discharge.     

While on the whole, the studies reviewed have revealed potential challenges for 

carers in the systemic work they face at those points on the continuum, the work involved 

across the entire journey has not been fully explored. Yet, older people and their carers 

experience many points of contact with multiple services and providers across the 

continuum. In the study by Strivens et al. (2015) in Australia, it was found that older 

adults could experience up to seven transitions across settings within one episode of care. 

The number of transitions experienced increased at each change in the care recipient’s 

health trajectory. At each transition throughout the continuum there was the potential for 
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carers to interact and negotiate with multiple health professionals and service providers.  

This systemic work associated with negotiating services and care processes and co-

ordinating services or care has been conceptualised by Rosenthal et al. (2007) as 

managerial care. 

The systemic work of managerial care. 

For carers of older people who were routinely interfacing with multiple services 

and providers, it is often difficult to locate and access the most appropriate services. Wiles 

(2003), explored carers’ experiences of accessing formal support for elderly adults in 

Canada. Overwhelmingly, carers reported uncertainty about existence of services, who to 

ask about services, what kind of services were available, and who would provide them. 

Carers had to learn what they were eligible for, and be persistent, assertive, and well 

organised to get effective support. Another Canadian study (Charles, Bremault-Phillips, 

Parmar, Johnson & Sacrey, 2017) explored how to support carers of seniors with complex 

needs. Findings indicated that carers had no centralised point to access services and 

knowledge of resources available was often gained through spread of rumours.    

These findings are echoed in an Australian study (Cheek et al., 2006) that found 

carers of older adults had difficulty in accessing care. Carers in this study often relied on 

informal networks, such as someone in the industry or someone who had been through 

the same experience, to access the system, which they described as a maze of services. 

Carers had a differing perspective in a study conducted in New Zealand (McPherson et 

al., 2014). Findings indicated that carers experienced a constant struggle to access 

services once located, with providers acting as gatekeepers. Carers perceived an attitude 

from service providers that they do not have a right to services but needed to deserve 

them.  
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Many studies substantiated that the sheer number and variety of services is often 

overwhelming for carers and the task of navigating across health care and aged care 

systems to locate and access appropriate services places considerable demands on carers 

(Funk et al., 2019). Locating and accessing services was found to increase carer stress in 

studies by Bookman and Harrington (2007) and Rosenthal et al. (2007). 

Accessing appropriate information is also part of the systemic managerial care 

work. Ballantyne et al. (2015) argued that managing the vast amount of information 

pertaining to both the aged care and health care systems within Australia was problematic 

for carers of older adults. Carers were confused by the lack of accessible information in 

a useful form, the process of obtaining information was driven by luck rather than design, 

having connections or inside information provided access to information, and in general 

information provision was ad hoc rather than being systematically accessible. Macleod et 

al. (2017), had similar findings, also in an Australian study, which looked at barriers and 

facilitators of service use among carers of people with dementia. Carers found that a main 

barrier to accessing services was the inability to find information about the relevant 

services. In their Canadian Study, Funk and colleagues (Funk et al., 2019), reported that 

carers of older adults needed to be resourceful to gather the information required. Carers 

who were persistent, confident and adept at utilising both social networks and the internet 

to gain information were more successful.    

In relation to information management, many studies have reported on the work 

involved for carers in relaying medical information between themselves and health care 

providers. Bookman and Harrington (2007) argued that the family caregiver was critical 

in relaying medical information. This type of information included: describing the 

trajectory of an older person’s condition, providing details about their history and 

medications including allergies, and handing over results of tests and investigations. 
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Similar results were found in a UK study (Bunn et al., 2017) that reported carers of 

dementia patients had a significant role in keeping records of tests results and medication, 

as well as actively transferring information between health care providers and different 

services. Likewise, a study of carers of older adults in New Zealand (Wong-Cornall, 

Parsons, Sheridan, Kenealy & Peckham, 2017) found that carers had an active role in 

supporting the transfer of health information from one provider to another and from one 

health care event to another. They filled in gaps in their family member’s health record, 

especially with new service providers, and relayed important health information at times 

of emergency such as on admission to hospital.  It is at these points of change in the health 

and function of the older adult that carers had a specific responsibility to relay information 

about care needs.   

With greater emphasis on the community as a more appropriate site for managing 

and coordinating complex care needs, carers of older community-dwelling adults are 

faced with the increasing work of care co-ordination, and with that, assume a greater sense 

of responsibility for care (Bauer et al., 2009; Bookman & Harrington, 2007; Charles et 

al., 2017; Coffey & McCarthy 2012; Collins & Swartz, 2011; Giosa, et al., 2014; Levine, 

Halper, Peist & Gould, 2010; Plank, Mazzoni & Cavada, 2012).  Moreover, co-ordination 

tasks are time consuming for carers, who often have to juggle these with other 

responsibilities such as care-giving related activities along with their own day to day 

responsibilities such as work or family commitments. Nahm and colleagues (Nahm et al., 

2010), found that carers of older adults that had sustained a hip fracture were 

overwhelmed by the requirements to manage a multitude of caregiving activities that 

included arranging health care appointments, providing transport and providing physical 

care, whilst managing their own work and other family responsibilities.    
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Care co-ordination also requires carers to manage and monitor formal services. A 

Canadian study (Sims-Gould & Martin-Matthews, 2010) described how carers of older 

adults monitored the care provided by formal home care services, how they had to liaise 

with the service provider, and co-ordinate work between multiple workers. A different 

perspective was taken by Tang et al., (2018), who, in their study in the US, found carers 

faced challenges co-ordinating care between different family members. Care co-

ordination tasks also involved managing appointments (Bookman & Harrington, 2007; 

Bunn et al., 2017; Dawson et al., 2017; Lopez-Hartmann et al., 2016; Wiles, 2003) 

managing financial matters, and completing relevant paperwork (Funk et al., 2019).  

Managerial care also incorporated negotiating and communicating with health 

professionals, as well as being an advocate for the older adult. Bookman and Harrington 

(2007) described the carer monitoring the older adult’s health then advocating for care 

when required, especially where concerns were held over appropriateness and quality. 

Findings also suggested advocacy was required during care transitions and when seeking 

support services. However, studies have found communicating with health professionals 

was challenging (Digby & Bloomer, 2014; Khabarov et al., 2015; Lowson et al., 2013). 

In in-patient settings, carers reported feeling overwhelmed and anxious around seeking 

out information from staff, understanding terminologies, understanding the roles of 

different staff, knowing who to ask, and receiving meaningful information.  

On the whole, studies of carers’ lived experiences of systemic work have focused 

on describing the tasks involved in managerial care. This was often at a specific point in 

time, such as during transition from hospital to home, within an in-patient setting or 

within primary care. There has been less emphasis on developing a more comprehensive 

picture of the systematic work of caring for older people, particularly the extent of work 

across different systems of care. Moreover, studies that have shown how the structural set 
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up of aged care and health care systems can generate systemic work have originated 

mainly from Canada and the US (Bookman & Harrington, 2007; Funk et al., 2019; Moon, 

2016; Qualls, 2016; Taylor et al., 2017). Within Australia, there is a need to explore this 

broader systemic work in meeting the needs of older adult in the community.  

Rural and Remote Experience of Caring 

 The experiences of regional and rural based carers were, on the whole, unreported. 

The study by Dawson et al. (2017), although set within a rural and remote setting, 

focussed on sourcing and accessing services specifically for those carers looking after an 

older person with mental health issues. Findings indicated that a rural setting ameliorated 

some of the difficulties the carers experienced including co-ordinating services. The study 

by Harvey et al. (2016), was conducted within a regional setting but focused on 

experiences of transitions between care settings, and not specifically on the experience of 

carers managing systemic work. Consideration of inclusion of rural and remote carers is 

warranted, as remoteness leads to poorer health outcomes (Australian Government, 2009) 

often as a result of fewer health services available, reduced accessibility to certain medical 

treatments, and for carers, scarcer support services. Carers living in rural and remote areas 

often experience: social isolation, geographic barriers in accessing health and social 

support services, lack of transportation, and lack of information (Carers Australia, 2019). 

Little is known of the lived experiences of regional and rural carers in the systemic work 

they manage across the aged continuum.  

Consideration of Gender in the Caring Experience 

Throughout carer experience studies in Australia and internationally, carer 

participants were predominately female. Females do constitute the highest proportion of 

carers both in Australia (ABS, 2019) and elsewhere (Greenwood & Smith, 2015; Neufeld, 
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Harrison, Stewart & Hughes, 2008). However, ABS data taken from the 2018 Survey of 

Disability, Ageing and Carers, reported that within the over 75-year age group, males 

represented the larger number of carers (ABS, 2019). This emphasises the importance of 

capturing the experiences of male carers. 

A systematic review of barriers and facilitators for male carers in accessing formal 

and informal support (Greenwood & Smith, 2015), found very few studies investigating 

male carers experiences, and those that were included were set in the USA and were 

published before 2009. The findings indicated, however, that male carers had higher 

levels of unawareness around services, and a greater unwillingness to relinquish 

responsibility of care to formal services. Additionally, unsatisfactory experiences with 

support services historically, may have impacted on willingness to access services in the 

future. 

The literature suggested that there were different experiences associated with 

gender roles (Greenwood & Smith, 2015; Kenny, King & Hall 2014; Sanders & Powers, 

2009), and that male carers had different response strategies to carer burden (Greenwood 

& Smith, 2015; Sanders & Powers, 2009). Yet, male carer experience was limited and 

was specifically scarce in the experience of the systemic work involved in the caring role.    

Inclusion of Aboriginal and Torres Strait Islander Carers’ Experiences 

Few studies of carer experiences incorporated the views of Aboriginal of Torres 

Strait Islander people. Within the CHHHS, 14% (1 in 7) of the resident population 

identify as Aboriginal or Torres Strait Islander, and these numbers are expected to 

increase to 16% by 2026 (Queensland Government, 2018).  Aboriginal and Torres Strait 

Islander Australians were more likely to be unpaid carers for a person with a disability 

than were non-Indigenous Australians (Hunter, Gray & Crawford, 2016). Approximately 

12.4% of Aboriginal and Torres Strait Islanders are reported as carers, yet statistics on 
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informal caring in Aboriginal and Torres Strait communities are likely to be 

underestimated, as many people from these communities may not identify as a ‘carer’ 

(Hill, Cass, Newton & Valentine, 2012). This was supported in a study by Smith et al. 

(2011), who found Aboriginal carers perceived their caregiving role as a natural extension 

of family life with cultural and family responsibilities to kin and not as a specifically 

identified role.  

The study by Strivens et al. (2015), on care transitions in regional Queensland, 

which included Aboriginal and Torres Strait Islander carers, found caring tasks amongst 

the Indigenous carer participants were usually shared among various family members, 

making it difficult to identify any single person who qualified as the primary carer. Co-

ordinating care amongst family members can be stressful (Rosenthal et al. 2007), which 

may add to the burden of work. Aboriginal and Torres Strait Islanders lived experiences 

of the systemic work of caring for an older adult are unknown and hence inclusion of 

Aboriginal and Torres Strait Islander carers’ perspectives is warranted. 

It is evident from the literature that carers of older people with complex care 

needs, may find navigating health and aged care systems and services, interacting and 

negotiating with health professionals and service providers, and managing and co-

ordinating care as burdensome. Some carers however, may have the capacity through 

their ability or readiness to address demands, to persevere despite significant workloads, 

and these carers may not experience caring work as a burden. While there is increasing 

recognition of carers’ roles in supporting older people, less attention is directed to 

understanding how their roles and responsibilities in this context, and the systemic work 

involved with caring may significantly increase the burden placed on them.  
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Burden of Treatment 

The concept of Burden of Treatment is still relatively new and ongoing work 

continues to define and better understand the causes, impacts, measures, and levels of 

treatment burden among patients and their carers. A better understanding of Burden of 

Treatment could significantly improve how treatment and interventions are managed for 

those patients where the workload exceeds their capacity to cope (May et al., 2014; 

Shippee et al., 2012; Eton et al., 2015). Furthermore, a deeper understanding of how 

carers manage the systemic workload and the levels of burden this creates, could 

significantly improve how supports and services are delivered for those involved in caring 

for older adults with complex care needs. 

Burden of Treatment research. 

Several bodies of work have further supported the Burden of Treatment theory. In 

Scotland, Mair, Gallacher and Jani (Gallacher et al., 2014; Gallacher et al., 2018; 

Gallacher et al., 2011; Gallacher et al., 2013; Jani et al., 2013) have based their work on 

studies around specific chronic diseases such as stroke and heart failure and the 

experiences of polypharmacy amongst patients with chronic disease. Findings from these 

studies indicate a burden of work involved in: navigating health care systems, managing 

relations with health care providers, sourcing and managing information, understanding 

health conditions and treatments, monitoring health status, seeking diagnosis, managing 

medications, and completing paperwork and administrative tasks as managing 

appointments.  

From these studies, Gallacher et al., (2018) developed a framework of treatment 

burden and patient capacity, capacity being defined as a variety of physical, psychological 

and social factors. Six factors that influenced patient capacity to manage work were 
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identified: personal attributes and skills, physical and cognitive abilities, support network, 

financial status, life workload, and environment. Patient characteristics that positively 

influenced capacity included: resilience, independence, past knowledge, determination, 

and cognitive capabilities such possessing a good memory and problem-solving skills, 

whilst those characteristics that negatively influenced capacity included: disorganisation, 

and poor engagement with health services. This capacity fluctuated as a result of changing 

circumstances (Gallacher et al., 2018). However, this work has focussed on the patient 

work, patient capacity, patient experience, and patient outcomes. The importance of carer 

capacity to manage the workload, including their skills and characteristics required for 

the work, as well as their experience of the type of work, has not been reported in this 

context. Yet exploring this from the carer’s perspective would provide an understanding 

of the specific skills and personal attributes required of carers in their capacity to manage 

the systemic work. 

Another body of work of relevance is that of Eton and colleagues in the US (Eton 

et al., 2012; Eton et al., 2013; Eton et al., 2015; Ridgeway et al., 2014), which focuses on 

studies involving multi-morbid chronic disease patients. They have conceptualised 

Burden of Treatment comprising three components. The first component relates to the 

work patients must do to care for their health, which included; self-management activities, 

maintaining medical appointments, learning about health conditions and treatments, 

managing medication, organising medical equipment and devices, and monitoring health 

status. The second component relates to challenges or stressors that exacerbated the 

burden felt, and included; interpersonal and financial challenges, confusion with regards 

to information, health care provider obstacles such as poor communication, lack of care 

co-ordination, and lack of care continuity. The third component includes the impacts of 
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burden and considered social activity limitations, and the physical and mental exhaustion 

of self-care (Eton et al., 2015).  

The model, developed through qualitative interviews and focus groups with 

chronically ill patients, was intended to be used as a framework for measuring treatment 

burden from a patient-self reporting perspective, as well as a tool for clinicians to use 

with patients to discuss levels of burden and better align care plans (Eton et al., 2015). 

Understanding the concepts of this model from the carer perspective, such as the work of 

carers in managing appointments, monitoring the health status of the older adult, sourcing 

and managing services and supports, communicating with health care professionals, and 

the impact this work has on carers, is a valuable focus for further exploration.  

Within Australia, the work of Sav and colleagues (Sav et al., 2013a; Sav et al., 

2013b; Sav et al., 2013c; Sav et al., 2016; Sav et al., 2017) is worthy of note.  Their work 

has been based on studies of people with a variety of chronic diseases from across the 

lifespan. A concept analysis and literature review (Sav et al., 2013b) was undertaken to 

describe the ways in which treatment burden has been conceptualised, and included 

literature across a diversity of chronic conditions and included carers within the 

participants. Findings reported that treatment burden was a cyclic and dynamic process, 

a multidimensional concept, and comprised both subjective and objective elements. 

Further work by this team (Sav et al., 2013a) has developed a concept of four interrelated 

components of treatment burden these being: financial burden, time and travel burden, 

medication burden, and health care access burden. Considering these components, 

findings of studies (Sav et al., 2013a; Sav et al., 2013b; Sav et al., 2013c; Sav et al., 2016; 

Sav et al., 2017) have indicated that patients and carers experienced lack of support and 

lack of continuity of care, poor collaboration and communication with professionals 

involved in their healthcare, and difficulty in sourcing information. Additional work 
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included, monitoring and understanding health status and treatments, medication 

management, and managing appointments.  

The work by Sav and colleagues (Sav et al., 2013a) in the study examining the 

treatment work of people with a variety of chronic conditions and comorbidities did 

incorporate the views of carers. However, the focus of that study was chronic disease 

across the lifespan and the carers were those of patients aged 16 to 83 years of age. This 

is significant as the needs and treatment management of younger patients will be different 

to those of the older adult and therefore the work of the carers may incorporate different 

components.  

Further qualitative studies have added to the conceptualisation of Burden of 

Treatment but primarily focused on specific chronic diseases such as Chronic Obstructive 

Pulmonary Disease (COPD) (Harb et al., 2017) post kidney transplant (Lorenz et al., 

2019), and heart failure (Nordfonn et al., 2019). These studies were based on the patient’s 

perspective of the burden of work associated with those specific diseases. A systematic 

review (Lippiett et al., 2019) of experiences of burden of treatment of COPD and lung 

cancer, did include papers that included carer experiences. Findings were synthesised 

from both the patient and carer perspectives, however those findings specific to carer 

experiences included; carers being compelled to take on the work, their identity 

inexorably shifting from family member to carer, and the work being cognitively 

demanding.  

A review of the literature has ascertained that carers of older adults are faced with 

significant work of negotiating, accessing and coordinating services and supports for the 

care recipient. However, there was little consideration of this work from a systemic 

perspective or that the burden presents as the systemic Burden of Treatment. Given the 

existing literature on caring experiences and the work specific to Burden of Treatment, 
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this study will provide an alternative perspective of systemic work for carers of older 

adults.        

Chapter Summary 

The review of literature in this chapter has identified a plethora of studies 

examining carer burden and lived experiences of caring. Many studies described the 

interactions experienced between carers and the health professionals and aged and health 

care services they interface with. The literature revealed that as well as physical caring 

work, carers faced an array of tasks that could be conceptualised as managerial care. 

However, managerial care and interactions experienced as part of the systemic work 

across the continuum are limited. There was a noticeable gap in the literature of the 

experience of carers within a regional Australian setting and inclusion of Aboriginal and 

Torres Strait Islander people, in relation to the systemic work of caring for community-

dwelling older people. Furthermore, the review highlighted the potential contribution of 

using the Burden of Treatment perspective to uncover the intricacies of systemic work 

and how carers make sense of the coordination and navigation work they undertake to 

meet the needs of the older person. The following chapter details the methodology and 

research design and procedure.   
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Chapter Three 

Methodology 

 

Choice of methodology, specifically what is most appropriate for the context and 

aims of the research, is an important element of research design and rigour (Hayles, 

Harvey, Plummer & Jones, 2015). There are many approaches to qualitative inquiry; 

however, studies that are firmly anchored in a methodological school of thought with a 

clear statement of the philosophical underpinnings of the method, produce a much higher 

quality outcome (Liamputtong, 2013; Lopez & Willis, 2004; Mills & Birks, 2014). 

Chapter three provides a description of the methodology underpinning the proposed 

study. 

The chapter begins by outlining the theoretical approach of phenomenology and 

justification for choice of descriptive phenomenology, which is grounded in the lack of 

existing knowledge of carers’ lived experiences of the systemic work involved in caring 

for an older adult. The chapter outlines the study design and methods, which encompasses 

participant sampling and recruitment, data collection processes and data analysis. The 

constructs of credibility, dependability, confirmability and transferability are discussed in 

the context of establishing the rigour and trustworthiness of the data and findings of the 

study. Attention to ethical considerations forms the final part of the chapter.  

The Theoretical Approach  

 Phenomenology is the systematic reflective study of the lived experience and can 

be used as a methodology to generate new knowledge around a particular phenomenon 

without pre-supposing knowledge of those experiences (Converse, 2012; Usher & 
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Jackson, 2014).  Phenomenology is increasingly utilised in health sciences and health care 

research (Dowling, 2007; Dowling & Cooney, 2012; Lopez & Willis, 2004; Penner & 

McClement, 2008; Priest, 2004; Usher & Jackson 2014; Wall, Glenn, Mitchinson & 

Poole, 2004) and is especially suited for clinicians that place high value on understanding 

the patient experience (Usher & Jackson, 2014).  Phenomenology can be considered to 

be both a research method and a philosophy (Dowling, 2007; Dowling & Cooney, 2012; 

Usher & Jackson 2014). However, when applying phenomenology as a method, it is 

important to understand the philosophical underpinnings (Converse, 2012; Lopez & 

Willis, 2004; Penner & McClement, 2008; Priest, 2004; Giorgi, 2008).  

    Phenomenology as a philosophy was described in the late 19th and early 20th 

centuries by philosophers such as Husserl, Merleau-Ponty, Heidegger and Gamar, and 

since then developed into newer forms by methodologists such as Van Manen, 

Moustakas, Smith, Colazzi, and Giorgi (Dowling, 2007; Dowling & Cooney, 2012). 

There are a number of different schools of phenomenology but they all fundamentally 

share the interest in understanding of what constitutes our lived world and to identify the 

lived perspectives of others (Usher & Jackson, 2014). Across these schools, there are 

several reiterations of the methodology, but they reflect two main ideologies: descriptive 

phenomenology and interpretive phenomenology. Of note is a third school of 

phenomenology, The Dutch School of Phenomenology, described by Dowling and 

Cooney (2012). This combines both descriptive and interpretive phenomenology and is 

based on the works of van Manen and Smith. 

Phenomenology as a philosophy was extensively recorded by Edmund Husserl 

(1857-1938), who is frequently credited with developing the phenomenological 

movement with the publication of his book “Ideas: General Introduction to Pure 

Phenomenology” in 1913 (Converse, 2012; Dowling & Cooney, 2012; Liamputtong, 
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2013; Lopez & Willis, 2004; Usher & Jackson, 2014). Husserl’s approach to 

phenomenology is known as descriptive or eidetic phenomenology.  

Husserl strived for philosophy to be as rigorous as the sciences, and to be 

acknowledged as such, recognised the need for methodological principles that could be 

followed (Giorgi, 2008). Principles integral to Husserlian phenomenology include the 

notion of essence (true meaning), phenomenological intuiting, and phenomenological 

reduction (Dinkel, 2005). Husserl’s concept of essence was the study of things as they 

appeared, in order to arrive at an essential understanding of human consciousness and 

experience (Dowling, 2007). Husserl believed the world could only be known through 

people’s thoughts (Dowling & Cooney, 2012) and to understand social reality was 

through an understanding how human consciousness is experienced (Liamputtong, 2013). 

That is, subjective information of the phenomenon, as perceived by those experiencing it 

as it occurs, is required to bring out the essential components of the experience specific 

to that group of people. In other words, finding the true meaning occurs by taking the 

experience back to its core or essential structure (Dowling & Cooney, 2012; Lopez & 

Willis, 2004; Usher & Jackson, 2014).  

Phenomenological intuiting describes an eidetic understanding of what is meant 

in the description of the phenomenon under investigation (Dowling, 2007). This process 

occurs when researchers immerse themselves in the participant’s description of the 

phenomenon in order to gain an in depth understanding of the experience. In other words, 

the researcher reads and re-reads the data collected to ensure a comprehensive 

understanding of the participant’s lived experience. 

Phenomenological reduction aims to isolate the core meaning of the phenomenon 

by stripping away all prior understandings of the phenomenon and approaching it with a 

fresh and open attitude, therefore allowing unexpected meanings to emerge (Chan, Z. 



72 

 

C.Y., Fung & Chien, 2013; Usher & Jackson, 2014).  In qualitative research, it is the 

researcher who is the instrument for data collection and analysis and if they are unaware 

of their own preconceptions and beliefs, it is impossible for them to be totally objective 

(Chan, Z. C. Y., et al., 2013). To achieve phenomenological reduction, the researcher 

must firstly be aware of their own perceptions and thoughts, reflect on their motives and 

behaviours, and consider decisions made during the research process (reflexivity), then 

put aside all prior knowledge, preconceptions and biases about the phenomenon in order 

to study the true essential of the experience and not to influence the object of the study. 

This process is known as bracketing.  Bracketing can be used to highlight and put on hold 

our everyday assumptions (Converse, 2012; Dowling & Cooney, 2012; Lopez & Willis, 

2004, Penner & McClement, 2008; Wall et al., 2004; Chan, Z. C. Y., et al., 2013).  

Although there is no set method for undertaking bracketing (Wall et al., 2004), 

Chan, Z. C. Y. and colleagues (2013) suggest the researcher should be aware of its 

significance throughout the research process. Bracketing should be an iterative, reflexive 

journey of preparation, action, evaluation and feedback that allows the researchers to 

understand the impact of their experiences rather than trying to exclude them (Ahern, 

1999). Suggestions to achieve bracketing include: mental preparation through assessing 

if the researcher is able to bracket their assumptions and being open-minded to findings 

(Chan, Z. C. Y. et al., 2013), being aware and stating the researcher’s previous knowledge 

experience and beliefs (Kleiman, 2004; Penner & McClement, 2008), keeping a reflective 

diary (Chan, Z. C. Y. et al., 2013; Penner & McClement, 2008; Wall et al., 2004), and 

discussing the data collection and analysis process with mentors (Penner & McClement, 

2008). Through bracketing, it is implied that no assumptions of carers’ experiences are 

made because eidetic phenomenology focuses on a description rather than an explanation 

of individuals’ lived experiences (Dowling & Cooney, 2012). 
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Martin Heidegger (1889-1976) modified the work of Husserl and challenged the 

assumptions that describing the experience was sufficient and rejected the idea of 

bracketing (Dowling & Cooney, 2012). Heidegger’s approach to phenomenology is 

known as interpretive or hermeneutic phenomenology. The core concept is that meanings 

are not always apparent to the participants but can be gleaned from the interpretation of 

the narratives produced by them (Lopez & Willis 2004). The researcher transposes their 

insights and interpretation of the narrative into meaningful text (Kleiman, 2004). It is the 

researchers’ knowledge base that leads the inquiry and is essential to the process (Lopez 

& Willis, 2004). 

It is important to achieve coherence between the underpinning philosophical 

methodology and the aims of the research. Choosing phenomenology and deciding on a 

specific phenomenological approach should be based on the research objectives (Willis, 

Sullivan-Bolyai, Knafl & Cohen, 2016; Usher & Jackson, 2014). Phenomenology does 

not look for cause and effect relationships nor aim to develop a theory. In a broad sense 

phenomenology helps researchers explore and understand everyday experiences and 

describe what all participants have in common as they experience the phenomenon 

(Creswell, 2013).  From these individual descriptions the researcher produces the 

structures of the experience (Moustakas, 1994). Interpretive phenomenology is best suited 

for research where the researcher utilises their knowledge of the subject and interprets the 

meaning of the experience given by participants. Conversely, descriptive phenomenology 

demands the researcher bracket their own knowledge to let the true meaning of the 

phenomenon emerge (Giorgi, 1997). It focuses on the generation of new knowledge as 

free as possible from presuppositions (Matua & Van Der Wal, 2015).  

The aim of this study was to describe and not interpret the experiences of carers. 

The researched aimed to explore the lived experience of carers of older adults with 
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complex care needs in order to understand and to give meaning to the phenomenon of 

their caring role. As such, descriptive phenomenology was considered the most 

appropriate methodology of qualitative enquiry. Furthermore, descriptive 

phenomenology is valuable when there is no previous research knowledge (Giorgi, 1997). 

There is no known literature on the lived experiences of the systemic work from the 

perspective of the carers of older adults with complex care needs. Through applying a 

descriptive phenomenological methodology, a new and clear understanding can be found. 

Subsequently, by having a deeper understanding of their experiences managing the needs 

of the older person across multiple services and systems, clinicians are better positioned 

to support and deliver interventions that are the most effective and meaningful to carers. 

Burden of Treatment as a Conceptual Framework 

Burden of Treatment was first described in the late 2000’s by May, Montori and 

Mair (2009). Concurrent with the prevalence of chronic disease, where patients 

increasingly present with multiple co-morbidities and health care complexities, and where 

health services faced the demands of this growing population with scarce resources, May 

and colleagues (2009) posited that the work of managing patients with chronic and 

complex care needs had shifted increasingly to the community setting. This created a 

growing burden on patients and their carers to manage healthcare requirements (May et 

al., 2009). The onus of responsibility placed on patients and their carers to meet these 

requirements resulted in poor adherence, wasted resources, and poor outcomes as patients 

and their carers struggled to cope with the complexity of treatment, and normalise this 

into daily life (May et al., 2009).  

This shifted the focus to burden of treatment, which May and colleagues (2009) 

argued differed from burden of illness, by putting the spotlight on the workload associated 

with treatment. The concept was further expanded through incorporating the ideas of 
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patient and carer capacity into the model. Shippee et al. (2012) theorised that it was the 

imbalance between workload and capacity – where workload exceeded capacity (skills, 

resources, knowledge, networks, readiness to address demands) - that created the 

challenges for patients to manage health outcomes. These concepts were developed into 

the theory of Burden of Treatment (May et al., 2014). While there have been several 

iterations of the model, generally, this approach puts the focus on what people do as part 

of the care work; the nature of the work that is delegated by the system to patients and 

carers and the capacity to deal with these demands; and what resources people draw on 

to do the practical work of care (May et al., 2014). 

The Burden of Treatment theory considers the capacity of individuals, which 

includes their relational networks, to manage systemic work (May et al., 2014). 

Functional performance, described as the potential to do the work, by patients and their 

relational networks, is influenced by the degree to which they possess the cognitive and 

material capacity to meet the demands placed on them by the healthcare system. Patients 

must engage and mobilise co-operation of others from their informal networks (their 

social skill) and mobilise information and material resources (their social capital) in order 

to develop structural resilience to complete the work. The greater this structural resilience, 

the greater the possibility for compensating a diminished functional performance, or in 

other words the greater the capacity to absorb the adversity (May et al., 2014).  

Four types of patient work have been described: 1) sense-making, whereby 

patients (and their social networks) conceptualise the expected work through identifying 

and understanding the work required of them, and planning the tasks; 2) cognitive 

participation, which is the work required to build and maintain their relational networks; 

3) collective action, which involves enacting the delegated work, and; 4) reflexive 

monitoring, which involves appraising the performed work. This capacity and workload 
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demands are in themselves influenced by the complex behaviours of healthcare systems 

and incorporates how patients and their networks navigate and negotiate healthcare 

services, which provides an understanding of variations in healthcare utilisation (May et 

al., 2014). 

Burden of Treatment is an emergent concept that has been receiving increasing 

consideration within the literature. However, the conceptual and empirical work in 

relation to burden of treatment has been developed through understanding the patient 

perspective, and specifically patients dealing with chronic disease. For carers of older 

people with complex health and aged care needs specifically, the systemic work involved 

in coordinating and interacting with a range of services, care settings and health 

professionals to access treatment and support could be perceived as treatment burden. To 

that end, the concept of Burden of Treatment Theory (May et al., 2014), was considered 

an appropriate means to explore the work of carers who support older people with 

complex care needs.  

Research Design and Setting 

In this qualitative study, a descriptive phenomenological approach was used to 

explore carers’ lived experiences of the systemic work associated with meeting the 

treatment and support needs of older adult with complex care needs residing in the 

community. Choosing a data collection method is dependent on the chosen qualitative 

methodology. Usher and Jackson (2014) suggest audio-taped interviews with persons that 

have lived through the experience under investigation as the most common form of data 

collection in a phenomenological study. Liamputtong (2013) also proposes that in-depth 

interviews are appropriate within a phenomenological methodology, as they allow 

participants to tell their stories in greater depth. In this study, in-depth, semi-structured 

interviews were the method chosen to explore carers’ lived experiences of systemic work. 
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The study was framed by the three research questions: 

1. What do carers of older people with complex care needs describe as the work and 

responsibilities of navigation and coordination of health care and aged care supports? 

2. How do carers perceive their personal capacities and resources to meet the demands 

of navigation and coordination of health care and aged care supports? 

3. What sense do carers of older people with complex care needs make of the work of 

navigation and coordination of health care and aged care supports? 

 

 The study was conducted in the Cairns and Hinterland Hospital and Health 

Service. Cairns is a regional centre in Far North Queensland, Australia, and in 2015 had 

a population of 283,197 of which 11.6% were over the age of 65 years (Queensland 

Government Statistician’s Office, 2016) The Cairns region has one of the highest 

Indigenous populations in regional Australia, and in 2013 the Aboriginal and Torres Strait 

Islander population of the CHHHS region was 30,723 persons (Queensland Health, 

2016). Cairns was therefore a relevant site for Aboriginal and Torres Strait Islander 

inclusion. 

Research that involves humans must be reviewed by a Human Research Ethics 

Committee and not undertaken until approval has been granted. Ethics approval for this 

research was obtained from both the Far North Queensland Human Research Ethics 

Committee (HREC/17/QCH/72-1155) and Griffith University Human Research Ethics 

Committee (GU:2017/698) (Appendix A).  

Sampling and Recruitment  

A purposive sampling method was used to recruit eligible carers of older adults 

with complex care needs to the study. Purposive sampling enables the researcher to 

intentionally recruit participants to study the phenomenon in question (Creswell, 2013). 
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The participants were chosen because they had a lived experience of caring for an older 

community-dwelling adult which enabled exploration of how they experienced and made 

sense of the systemic work involved and what this might mean about the concept of 

Burden of Treatment.  Recruitment also aimed to ensure inclusion of diverse lived 

experiences based on duration of caring role, carer gender, carer relationship with older 

person, carer living arrangements with care recipient and ethnicity. 

Inclusion and exclusion criteria. 

Carers of community-dwelling older adults (≥ 70 years for non-indigenous and              

≥ 50 years for indigenous) who had complex care needs were recruited for the study.  

Inclusion Criteria. 

To be included in the study the carer had to be: 

 18 years and over. 

 Deemed to have capacity to provide informed consent.  

 Able to participate in the interviews using English language. However, English 

did not have to be their first language. 

 The carer of the older person who has transitioned through acute and primary care 

in the last six months. This was to ensure experiences of acute and primary care 

interactions were included within a reasonable time frame so they could be 

recalled.  

Exclusion Criteria. 

A nominated carer was ineligible to participate in the study if: 

 Less 18 years of age. 
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 Older adult was not community-dwelling i.e. resided in a Residential Aged Care 

Facility (RACF) or was inpatient.  

 A paid carer (not including Carer Payment or Carer Allowance) or volunteer carer 

through charity organisations. 

 Deemed to be cognitively impaired and unable to have capacity to understand the 

study and consent. 

 Unable to converse in English. 

Participants were recruited through three key organisations within the CHHHS, 

known to have high contact with carers meeting the eligibility criteria. The organisations 

included: Far North Queensland Aged Care Assessment Team, Cairns Adult Community 

Health Service, and Cairns Commonwealth Home Support Program. 

The recruitment process involved three steps. Firstly, the researcher met 

individually with clinicians of each organisation to discuss the aims of the research, 

answer questions, and clarify inclusion/exclusion criteria. The key purpose of the meeting 

was to discuss a preferred approach for recruitment and what was required of clinicians 

to facilitate participant recruitment. The clinicians were provided with the Clinician 

Information Sheet, a written summary about the study, and information about the 

eligibility of participants to be recruited and the recruitment process (Appendix B). The 

researcher also provided copies of the Participant Information Form to be used with 

potential participants (Appendix C).  

Secondly, the participating clinicians from each of the organisations were asked 

to identify eligible participants through their routine daily clinical contact and provide a 

written and verbal explanation of the study to eligible participants.  Where potential 

participants were identified, clinicians were asked to gain verbal consent from these carers 

to pass on contact details so that the researcher could be in contact about the study.   
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Thirdly, all participants who ‘consented to contact’ were contacted by the 

researcher via telephone. During this contact, further details about the research were 

provided and participants had an opportunity to ask questions. At this point, the time 

required to complete the interviews and plans for using the results were discussed, as 

suggested by Creswell (2013). If carers were willing to participate in the study, 

participants were asked to indicate verbal consent, with the written consent completed 

prior to the interview. A suitable date and location for the interview was confirmed during 

this contact with participants who consented. At the face to face meeting, prior to 

commencement of the interview, the Participant Information Form and the Participant 

Consent Form (Appendix D) were reviewed, and written consent obtained. There are no 

specific numbers for sample sizes in qualitative research, however, Creswell (2013) 

suggests that a sample size of five to 25 participants is appropriate in phenomenological 

studies. In this study, sample size was based on the literature and the concept of saturation. 

Saturation occurs and data collection is ceased when there is enough data to build 

comprehensive and convincing theory (Morse, 1995). In order to explore diverse caring 

experiences, it was estimated that a sample of 15-20 participants would be required. The 

data were analysed sequentially as recruitment occurred allowing for the immersion in 

the data and identification that further recruitment would not add significantly new 

information. At this point recruitment was ceased.  

Participants 

Table 3 outlines the demographics of the 16 participants recruited. 
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Table 3 

Participant Demographics 

Participant code 

 

Age Ethnicity Living arrangements Duration of caring role Relationship to older 

person  

Employment 

status 

A01 70 Caucasian Co-resident >6 years Daughter Retired 

B02 76 Caucasian Co-resident <6 months Husband Retired 

C03 62 Torres Strait Islander Co-resident 4 years  Daughter Full-time 

D04 89 Caucasian Co-resident >5 years Husband Retired 

E05 56 Caucasian Not co-resident >2 years Son Full-time 

F06 57 Asian Co-resident >3 years Wife Part-time 

G07 84 Caucasian Co-resident >2 years Wife Retired 

H08 66 Caucasian Co-resident 2 years Husband Part-time 

I09 71 Caucasian Co-resident 5 years Husband Retired 

J10 90 Caucasian Co-resident 5 years Husband Retired 

K11 59 Caucasian Not co-resident 6 years Daughter Retired 

L12 79 Caucasian Co-resident 9 months Wife Retired 

M13 43 Torres Strait Islander Co-resident 3 months Sister Unemployed 

N14 46 Torres Strait Islander Co-resident 3 years Daughter Full-time 

O15 58 Asian Co-resident unknown Wife Part-time 

P16 53 Aboriginal Co-resident 2 months  Son Unemployed 

 

Note. Co-resident refers to where the carer lives with the older adult. 
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Data Collection 

Semi-structured interviews with participants were conducted with the aid of an 

interview guide. An interview guide helps ensures consistency in data collection while 

still allowing flexibility to pursue the detail that is relevant to each individual participant 

(Arthur, Mitchell, Lewis & McNaughton Nicholls, 2014). The guide should facilitate 

interviews that capture how people, who have directly experienced the phenomenon, 

perceive, describe, feel, judge, remember, make sense of, and talk about the phenomenon 

with others (Patton, 2002). 

The topics included in the guide were informed by the literature review and key 

conceptual ideas linked to the Burden of Treatment perspective. As a framework, the 

Burden of Treatment theory, guided interview questions with a focus on the systemic 

work experiences of carers when addressing the needs of older people, and their capacity 

of participants to manage that work.  

 The guide was organised around four key topic areas: 1) context of caring; 2) 

experiences of interactions with services and providers; 3) navigation and coordination 

experiences; and 4) resources and capacity (Appendix E). 

Participants were interviewed on one occasion, between November 2017 and 

September 2018. The primary mode of interview was face to face, however, participants 

were informed that a telephone interview was available if preferred. Nonetheless, all 

participants were interviewed face to face. Interviews were conducted in various locations 

in consideration of participants’ preferences, including in the home, work place, at a 

community health centre and hospital, and on two occasions in an outdoor setting of the 

participants’ choice. During the first two interviews conducted, the care recipient attended 

the interview, or the carer attempted to include them in the interview. In consultation with 
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the advisory team, it was decided that this could unduly influence the responses given by 

the participants and therefore subsequent interviews were arranged at a time and location 

that allowed the carer to be interviewed privately. During some subsequent interviews, 

the process was stopped momentarily and then recommenced to allow the carer to assess 

the older person who needed assistance.   

Consent was gained from participants to audio-record the interviews. The duration 

of interviews ranged from 16 minutes to one hour and 40 minutes  

At the conclusion of each interview there was an opportunity for debriefing and 

discussion.  Some of the participants sought advice on how to go about accessing services 

and some participants were clearly confused about the aged care process. For these 

participants, they were provided with a specifically developed Carer Support Services 

Information Form (Appendix F) that had useful contact numbers for organisations that 

could assist with their queries or provide the appropriate support  

Data Analysis 

The data analysis method guided by Giorgi (1997) was used to analyse the data. 

Based on Husserlian phenomenology, the methods of Giorgi have been used extensively 

by qualitative health researchers (Dowling, 2007). Giorgi’s method consists of firstly 

dividing the original descriptions into units; secondly, transforming the units into 

meanings as expressed by the researcher; and thirdly, combining the descriptions to 

form a general description of the experience (Dowling, 2007). The method involves 

bracketing assumptions and preconceived beliefs, immersing oneself in the data, and 

presenting the experiences as themes in the data. Giorgi’s methodology allows for 

variations within the procedure and the interpretation of each step of the process is 

neither exclusive or exhaustive (Giorgi, 1997). For this study, the following steps were 

adopted: 
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Collection of verbal data. 

Semi-structured interviews were completed with each participant on one 

occasion. Once completed, the interviews were transcribed by this researcher, which 

allowed deep immersion into the data. Transcripts were de-identified and allocated a 

code number.  

Reading the data. 

The transcripts were read in their entirety several times to get a sense of the whole. 

The dividing of the data into parts.  

All transcripts were re-read. Initially three transcripts were selected to divide into 

meaning units. For each of these, every stand-alone statement was marked with a double 

slash to indicate a break and to organise the data into manageable units.   

Organisation and expression of raw data into disciplinary language.  

Once each meaning unit was identified, it was converted into statements of the 

researchers own language and reflections made on the meaning of statements. Table 4 

provides an example. This was achieved through intuiting, describing and analysing each 

unit of data.  This allowed the statements to move from what the participant said to what 

they meant.  
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Table 4  

Data from Transcripts showing how the Data was Divided into Parts, Expressing the Statement and Reflection 

Meaning Unit Disciplinary Language Reflection of Meaning 

(A01) 

Participant: Well, umm how did that come about….ummm…there’s 

been so much stuff happening I sort of half forget…// ummm I can’t 

remember, I think there was some other service that came around but 

I really can’t remember// but I had to contact them the second time//.. 

that’s right we had another assessment at that time… it must have 

been when you broke your hip, yeh that’s right transition care 

(laughs) we’ve had a whole army of people coming through here 

trying to help us. Transition Care from the hospital when she broke 

her hip// 

 

 

Overwhelmed by different 

providers 

 

Uncertainty around contact 

with providers 

Having to make contact 

 

Inundated with people 

trying to help 

 

 

 

Lots of assessments and contact with 

different providers is causing confusion 

 

Do all these services trying to help imply that 

none were successful? 

 

(J10) 

And we have been living here for 3 years, 2 months, and I’ll even tell 

you the days minutes and hours. I’m not happy, //but I see it as my job 

to look after my wife //and in this much I’m being selfish, in as much 

as I see myself as being the best in the circumstances, the best carer 

she can get. // 

 

Unhappy change 

 

Feels a personal 

responsibility to care 

 

See self as best carer 

 

 

 

 

Moral obligation? Onus of responsibility  

 

(K11) 

It was a real pain because to be honest I've had views that mum had 

some form of dementia since about 2007 when it was quite clear that 

her forgetfulness was less than just old age, you know, I mean, it was 

kind of like becoming obvious to me but because I was probably one 

of the nearest and dearest, I saw it and other people didn't and I got 

mum to the doctors and they trotted through their normal dementia test 

and that test is absolutely nowhere near precise or you know// 

Researcher: was that at the GP? 

 

Disbelieved 

 

 

 

 

System failure to recognise 

the issues 

The daughter has knowledge about her mum 

in regard to cognition but feels disbelieved 

by the system - work involved in trying to 

pass on the information to the medical 

professionals 

 

Frustration here that the system is failing to 

see the problems and not picking up what 

the issues are. 
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Meaning Unit Disciplinary Language Reflection of Meaning 

 

Participant:  yes at the GP, this is in Sydney, so that test, mum 

watches the news religiously, 4 or 5 times a day, so does she know 

who the Prime Minister is? yes, she does, does she know the date? 

yes she does, can she remember 5 objects and re-count them 2 

minutes later? No, but overall, she was passing that test quite well, so 

you know, it was basically “oh she’s done quite well there’s not an 

issue”. // 

  

(K11) 

Participant: about 2011, you know, when my dad died, and shortly 

after that mum broke her ankle and I got work to agree for me to 

work out of a different office, so that I could keep an eye on her with 

a broken ankle and make sure she got everything and then you know, 

sort of like, you would come home from work and she’d accuse you 

of saying something or doing something and like, “she’s off again”// 

Researcher: how prepared do you think you were to become a 

carer? 

Participant: Well the hard yards was that I had been a nurse many 

years ago, working with dementia, so I had seen it, and also I had 

worked with the elderly in day care centres, you know when they 

come in for day care, and had seen dementia there, so I wasn't 

unaware of dementia, I was quite, you know, aware of it and because 

mum had always had an issue about dying, you know it was one of 

her big fears, I always thought that would be a kind thing to happen 

to mum, that she wouldn't actually know about her own demise, when 

she actually came to pass, you know, so I always thought that would 

be a kind release for her.// 

 

 

 

 

 

Adapting work practice to 

take on caring 

responsibilities 

 

 

 

 

 

 

Dementia knowledge and 

understanding 

 

 

 

 

Having to negotiate with work to be able to 

work in a different office so she could 

incorporate caring role 

 

 

 

 

 

 

Drawing on existing knowledge and 

experience to understand the system 
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From the three selected transcripts, 554 individual statements were retrieved. 

These statements were then grouped into sub-sets with any statements not relevant to the 

study being set aside. The sub-sets were refined and grouped together to develop a coding 

framework (Appendix G) that consisted of 15 codes comprising of 54 sub-nodes. Each 

code was given a definition and explanation of which sub-sets constituted each code. All 

16 transcripts were then coded within the framework, with the assistance of NVivo© 

software, and rigorously checked to ensure that no significant statements were missed 

from the framework. 

Expressing the themes of the phenomenon. 

The data at each sub-node were then analysed with reference to the research 

questions, with the supplementary data from the field notes, to develop themes. The 

analysis process included asking questions of the data such as: What is this person trying 

to tell me? What is this person doing? What is this saying? What does it represent? What 

is this an example of? What do I see is going on here? What is happening? What kind of 

events are at issue here? What is trying to be conveyed? As well as finding connections 

between codes, looking for repetitions and patterns, crystallising codes into conceptual 

themes, and describing its characteristics and boundaries. Each node and its sub-nodes 

were summarised, and a diagrammatic representation created to assist with connecting 

the meaning units in the data. See Appendix H for an example of one of these concept 

maps. The summaries themselves were then synthesised into emergent themes and sub-

themes. These themes provided an exhaustive description of the lived experiences of 

carers of older adults with complex care needs in the systematic work of caring.  
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Rigour and Trustworthiness 

Within qualitative research, trustworthiness is taken to mean the rigour of the 

research demonstrating the reliability and validity of the research process. Without 

methodological rigour the research is at risk of losing its scientific worth (Birks, 2014). 

Guba and Lincoln (1982) summarise four criteria to ensure trustworthiness as credibility, 

transferability, dependability and confirmability. 

Credibility. 

A qualitative study is credible when it presents an accurate interpretation of 

human experience that people who also share that experience would immediately 

recognize; that is, the findings make sense and there has been demonstrated 

methodological accuracy, authenticity and transparency (Baillie, 2015; Krefting, 1991). 

Justification of methodological choices strengthens credibility (Liamputtong, 2013). 

Various qualitative methodologies were discussed with the advisory team and descriptive 

phenomenology was chosen as the most appropriate methodology for exploring the lived 

experiences of carers in the systematic work they face. A justification for using 

phenomenology has been provided. Credibility was strengthened through the selection of 

a widely accepted phenomenological data analysis methodology (Giorgi, 1997) that 

aligned with descriptive phenomenology. The data were explored for depth and 

understanding, and the researcher’s experiences were bracketed as to not to impose 

assumptions on the findings. Bracketing was achieved in three ways. Firstly, to 

demonstrate self-awareness, a Researcher Statement outlining and reflecting on prior 

experiences and assumptions has been included at the start of the thesis (page 15). 

Secondly, field memos and a reflective diary were kept throughout the study period to 
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remain focused on participant accounts. Thirdly, data collection and analysis was 

discussed regularly with the advisory team to ensure the data was not presented with bias.  

Credibility was also achieved through purposefully recruiting participants that had 

a lived experience of caring for adults with complex care needs. Where participants are 

selected for their knowledge and unique characteristics, credibility is attained 

(Liamputtong, 2013). Credibility can be further enhanced by the interviewing technique 

(Krefting, 1991). Using semi-structured interviews allowed for flexibility in questioning 

and the systematic approach taken to the interviews, based on the guide, provided a 

logical rationale for the topic.  

A further technique to promote credibility was debriefing with the researcher’s 

advisory team. Peer debriefing is a technique that is used to promote credibility 

(Amankwaa, 2016; Baillie, 2015; Creswell & Miller, 2000; Guba & Lincoln, 1982).   By 

seeking assistance from peer de-briefers, researchers add credibility to a study (Creswell 

& Miller, 2000). Regular supervision meetings were conducted with the researcher’s 

advisory team during fieldwork and the analysis process. Supervisors assisted with advice 

on methodological steps and ensured the analytical processes of the research were 

consistently sound.   

Transferability. 

Transferability is the potential for findings to be transferred to another setting 

(Baillie, 2015; Creswell & Miller 2000; Guba & Lincoln, 1982). The research included 

detailed information about the phenomenological methodology, selected participants, 

research design, context, setting and methods to allow others to assess how transferable 

the findings are to other settings.  

 



90 

 

Dependability. 

Dependability relates to the consistency of findings (Amankwaa, 2016; Krefting, 

1991), that the research has been conducted in a dependable way (Amankwaa, 2016; 

Baillie, 2015) and there has been procedural precision, in other words that there has been 

demonstration of procedural logic throughout the research study (Birks, 2014). The 

research adhered to the philosophical and analytical methodologies proposed. The 

research design was well documented, and all decisions made through data collection and 

analysis were recorded. Field notes were taken both on processes and analytical thinking 

throughout the study. Records were made of the rationale for choices and decisions made 

throughout the study. Mechanisms were established to logically and securely store, 

retrieve analyse and review data and findings.  These processes provided a thorough audit 

trail which is a technique for establishing dependability. (Amankwaa, 2016; Baillie, 2015; 

Creswell & Miller 2000; Guba & Lincoln, 1982; Krefting, 1991; Liamputtong, 2013). 

The audit trail demonstrated the accuracy of the findings and established that the 

interpretations and conclusions were supported by the data (Krefting, 1991).  

Confirmability. 

 Confirmability relates to the extent the findings are shaped by the researcher’s 

position and influence (Amankwaa, 2016; Baillie, 2015). The researcher’s role should be 

explicit and compatible with the research orientation (Baillie, 2015). The researcher’s 

position, background and biases were disclosed in relation to work, experience and prior 

assumptions. A common technique utilised to establish confirmability is that of 

reflexivity (Amankwaa, 2016; Baillie, 2015; Creswell & Miller 2000; Guba & Lincoln, 

1982; Krefting, 1991). Baillie (2015) describes the process as critically reflecting on 

oneself by recognising and addressing the researchers’ effect and influence on the 
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research. Although no longer working within one of the teams identified to assist with 

recruitment (ACAT), a relationship existed between clinicians of this team and the 

researcher. This relationship was not clinical in nature as the researcher no longer was 

involved in clinical service delivery or assessment of older adults within the Health 

Service. However, clinicians within the ACAT team were well known to the researcher. 

On reflection, this insider status may have facilitated gaining consent from this 

organisation to assist with the recruitment process. However, this relationship was 

managed during the recruitment process. No influence was exerted on specific clinicians 

to recruit participants. Of the sixteen participants recruited from across the three 

organisations only four were recruited via ACAT identification.     

Furthermore, in order to ensure the findings of the research emerged from the 

participant’s viewpoints rather than from the researchers own assumptions and 

influences, a reflective journal was kept detailing critical thinking and reflective practice 

as well as reflection and discussion with the advisory team. An example of this was 

reflecting on how a disproportionate number of supporting quotes from one participant 

had been selected, which could have distorted the findings towards preconceptions of how 

the findings should have been presented. These quotes were reviewed, and alternative 

excerpts used as supporting evidence.  

Ethical Considerations 

The study was informed by and adhered to the key principles of good ethical 

practice outlined in the 2007 National Statement on Ethical Conduct in Human Research 

(Australian Government, 2007). These principles include research merit and integrity, 

justice, beneficence and respect. Webster, Lewis and Brown (2014, p.78) summarise: 

 Research should be worthwhile and should not make unreasonable demands on 

participants 



92 

 

 Participation in research should be based on informed consent 

 Participation should be voluntary and free from coercion or pressure 

 Adverse consequences of participation should be avoided, and risks of harm 

known 

 Confidentiality and anonymity should be respected 

 

Unreasonable demands. 

The interviews were conducted on one occasion only, at a time and location of the 

participants’ choice.   

Informed consent. 

All participants were provided with detailed verbal information about the research 

study by the recruiting clinician and provided with a Participant Information Form. The 

study information was reviewed with the researcher at the face to face meeting before 

written consent was obtained.  

Voluntary participation. 

Voluntary participation was ensured in two ways: the involvement of clinicians 

outside of the research team to forward names of interested carers to the researcher; and 

further consenting to participate in the study at the face to face interview with the 

researcher. This provided participants with two opportunities to decline involvement if 

they wished. Participants were advised that their participation was voluntary, that they 

could withdraw at any time without giving a reason, and that refusal to participate would 

not have any impact on current or future access to services or health care. 
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Adverse consequences and risks from harm. 

There was an acknowledgment that sharing of experiences around the potential 

burden associated with the caring role may have been emotional or distressing for 

participants. A Carer Support Services Information Form with contact names and 

numbers of organisations that offer support, counselling and service access (such as My 

Aged Care, Carers Queensland, ACAT and community health) was developed. During 

the interviews, at any time information was disclosed that identified care or support needs, 

the researcher provided the participant with the information form. Enquiries were also 

made to see if the carer would like information passed onto other sources such as their 

GP. A debrief with all participants at the end of the interview helped determine their 

emotional status and determine if the information sheet was required.  

Anonymity and confidentiality.  

Permission was sought for each interview to be recorded via a digital recording 

device. The data collected were transferred onto an electronic file and the audio tapes 

were deleted. All data were de-identified by allocating a participant code. Participant 

codes were stored separately from the transcripts and any identifying information about 

the participant. Participants were assured that anonymity would be maintained in any 

conference papers or publications.  

Data Management.  

All data were stored electronically in a password protected research file. All 

paper-based data have been stored securely in a locked cabinet in the researcher’s office 

within the Cairns Hospital. Data will be retained for five years then destroyed as per the 

ethics requirements 
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Additional ethical considerations for respectful engagement with Aboriginal and 

Torres Strait Islander people were addressed. Cultural content, practices and values were 

respected and upheld and the core values and ethics in Aboriginal and Torres Strait 

Islander research: Spirit and Integrity, Cultural Continuity, Equity, Reciprocity, Respect 

and Responsibility (Australian Government, 2018a) were adhered to. In particular, 

Aboriginal and Torres Strait Islander people were offered the opportunity to have an 

Aboriginal and Torres Strait Islander Liaison Officer or Health Worker review the 

Participant Information Form and explain the research in a way that was meaningful to 

them. They were offered the opportunity to have an Aboriginal and Torres Strait Islander 

Liaison Officer or Health Worker present during the interview, however, the four 

Aboriginal and Torres Strait Islander participants in the study declined the offer.   

Researcher safety was addressed by utilising a Home Visit Risk Assessment 

Checklist (Appendix I) prior to meeting at the carer’s home address. 

Chapter Summary 

 Chapter three discussed the underpinning philosophy of the phenomenological 

research reported on in this study. Descriptive phenomenology based on the work of 

Husserl as the chosen methodology was justified. The chapter described the methods used 

to conduct the study into carers’ lived experience of the systematic work of caring for an 

older adult with complex care needs. Burden of Treatment theory is explored as a 

conceptual framework to guide the focus of the study.  Details of participant selection and 

recruitment were provided and continued with the data collection and the 

phenomenological analysis methods based on Giorgi’s methodology.  Trustworthiness 

and rigor of the study were discussed, and the chapter concluded with strategies that 
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address ethical considerations. The following two chapters outline the findings of this 

study.  
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Chapter Four 

Findings 

 

Theme One: Becoming Part of the Caring System 

This chapter presents the first theme of the findings of the thematic analysis. The 

findings address the research question pertaining to how carers of older adults make sense 

of the systemic work and to what extent this is a burden to them. The analysis also 

explores the personal characteristics and capacity of carers required to meet the demands 

of the systemic work. The theme, becoming part of the caring system, encapsulates the 

experiences of participants as they transition from the role of spouse, child or sibling to 

one of a carer of an older person with complex care needs. Consistent with the focus of 

this study and the concept of Burden of Treatment, becoming part of the caring system is 

specific to navigating and co-ordinating work that is embedded in these participants’ 

experiences of the caring role, rather than personal care work of the older person, such as 

assistance with activities of daily living.  

This first theme describes the gradual realisation of being in the caring system and 

the impact on existing relationships and the personal sacrifices made by participants as 

they gradually increase the work they do.  It captures the expectations participants feel 

are placed on them by themselves, but also family and health and aged care systems, and 

the sense of responsibility and obligation that accompanies the systemic nature of caring 

work. Finally, it reveals the challenges of systemic caring work and how some come to 

terms with their roles. These thematic dimensions are represented in three sub-themes: i) 
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entering the caring system, ii) a sense of obligation and duty, and; iii) work at the nexus 

of present and future. 

Entering the Caring System 

This first sub-theme accounts for the participants’ experiences of an inevitable 

shift in work challenges and relationship boundaries with the older person, as the work 

demands heightened with the increased needs of the older person. This was exemplified 

by participants’ gradual realisation of entering into the caring system. The caring system 

is a conglomeration of many different systems that coalesce around the increased care 

needs of the older person. The caring system described by participants is implicit in the 

interface work that they managed because of the inevitable interaction between both the 

health care and aged care systems and needs of the older person requiring care and 

supports. The caring system was both virtual and unique for each participant in that it had 

uncertain boundaries and no distinct entry point. For most participants, there was a 

growing awareness of becoming part of the caring system rather than a defined temporal 

point where things changed, “Where does it separate from being a, calling in to seeing 

your parents and then where does it change for you being a carer? I don’t know” (E05).  

The shift in the relationship as participants changed from being a family member 

to a carer was often felt as a sense of loss. For those participants who used to visit their 

family member for pleasure, the reason for visiting changed to one of necessity and 

focused on jobs to be achieved on the visit such as taking the older person to medical 

appointments: 

I’d be somewhere with mum on an appointment, to an actually necessary 

appointment, rather than just what we used to do, which was going shopping for 
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clothes for an afternoon. All the clothes shopping has gone, every time I turn up 

to see mum its business. There is a reason for my visit, it’s not just like, hey let’s 

just go around the sales... We haven’t done that in ages, so everything that I do 

for the last year has been has all been business. You know, it’s all been necessary 

appointments, you know, we’ve actually had to go somewhere, we’ve not done… 

I can’t think we’ve done anything for fun (K11).  

Participants experienced the move into the caring system as a natural progression 

as they took on more tasks to assist the older person. As the care needs of the older person 

increased, more work was required to maintain the stability of keeping the older person 

at home. Participants started out completing tasks that a spouse/child would do for the 

older person but gradually the work increased in intensity, including taking on more 

intense systemic work. For most it was a gradual transition from that of family member 

relationship to one of a carer: 

Through a process of gradual creep, as she became less able to do things for 

herself or advocate for herself or she became a little bit less understanding and a 

bit more confused, that you know it’s just a general creep, that you kind of don’t 

realise you’re a carer until you’re halfway in it and then this is the real deal, this 

is full on (K11). 

The acceptance that they were in the role came for some with, and for some without, a 

self-identified label of carer. Some participants actively avoided the identity of carer: 

I don’t want to be known as mum’s carer because I knew from when I was 

working, if they [older person] had a carer, they [service providers] rely on the 

pecking order of priority, than if they didn’t have a carer. So, if I’d taken the 
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carer’s allowance, even though I would have given it to mum, more money in her 

purse, they [service provider] would have me down as a carer, “oh well you’re the 

carer”. “no, no, I’m not I’m her daughter” (K11). 

Other participants found the status of carer was important in accessing supports in the 

aged care system, “I did ring one number and because I wasn’t registered [as a carer] they 

more or less said no I wasn’t eligible. I should have said, “but I am a carer”, but I didn’t 

know” (G07).  All participants reached a point of acceptance of being a carer. Although 

some did not want to accept the official title of ‘carer’, all acknowledged they had taken 

on this role, “you’ve gotta [sic] accept it and that’s all there is about it” (D04).  

Realisation of being in the caring system and taking on more systemic work often 

occurred when the status quo was disrupted.  For example, when a sudden health event 

occurred with the older person, such as a fall or the worsening of an existing health 

condition, that required hospitalisation. A hospital admission could shift momentum 

whereby there was a perception by participants that the health system labelled them as 

the older person’s carer.   Likewise, participants perceived that the aged care system 

considered the spouse/child as a carer when there was a need for the older person to access 

services. Some participants experienced being part of the caring system as a negative shift 

and were resigned to an altered life and future, “I’m doing it [the work] and God forgive 

me, I hope it doesn’t last for too much longer” (J10). 

Alternatively, other participants experienced becoming part of the caring system 

as a positive shift, specifically, as a challenge they readily accepted and knew they could 

cope with. One participant talked about having the expertise and abilities to flourish, “I 

have the skills and capability [to do the caring work]” (K11). They would rise to the 

challenge of being able to take on the work, determined to succeed in the job: 
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I don’t get into that “poor sorry me” thing, this is what’s happening and just get 

on and do it, sort it. It’s…you’ve got to be mentally and physically there and 

capable to keep going and if you start on all this intangible and everything else 

and feeling sorry for yourself, you’ll end up in a heap (H08).  

Whatever the level of acceptance, the participants acknowledged they now had a job to 

do, to fulfil the role description, and just to get on with it, “I just took up the role and do 

what you got to do” (A01). 

Most participants talked about being time poor and often having to find time for 

numerous tasks. This may be things the carer needed to do for themselves, such as 

banking, medical appointments and hairdressers, but was often time needed to catch-up 

with administrative tasks or collect medications or scripts for the older person:  

Well I wait [for]the day when I know, in the afternoon when a lady comes from 

the village, that’s when I take advantage of half an hour to whip up and get her 

script or get the food. So, I just use my time as best I can (J10). 

Male spousal participants talked about having to learn and take over tasks 

historically performed by their wives such as cooking, cleaning and laundry and doing 

these in addition to their own designated tasks. Participants described the work of juggling 

care with their own commitments and how their lives now revolved around the work 

involved in caring, “In between I have to do other stuff, you know, personal stuff like go 

and get my haircut, go and get petrol, go and get air, go to the bank, go to the chemist” 

(A01).  

Lifestyle activities were significantly affected. Many participants discussed how 

they had to forgo retirement plans, “I feel a bit cheated in life, you know…. I think, now 
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at a time when I could come and go when I wanted to, I can’t” (L12). Consequently, 

participants felt they had lost their freedom and had sacrificed doing things that they 

needed to do within their own lives to focus on the work involving in caring for the older 

person:  

No freedom. You know you just can’t go anywhere, you know we used to travel 

a little bit and you can’t do anything like that now and you’ve got to be careful. 

Well there’s lots of things we can’t do because we’ve got appointments you know 

(B02). 

Participants reflected on how their own relationships with others took a back seat 

and how their own private lives were disrupted. For some participants, the work had 

socially isolated them from friends and other family, “I just had to give up everything, I 

couldn’t go anywhere, I couldn’t do anything, you know? I didn’t want my friends to 

come around here…. Yeah, I’ve got no private life, nothing” (P16). 

For employed participants there was often a necessity to adapt how they managed 

their employment. However, changing work practices entailed work in liaising with 

colleagues to arrange cover or negotiating with managers to get approvals. Participants 

described adapting work practice to take on caring responsibilities, including working 

from home, working in other offices, and switching working hours, “Mum broke her 

ankle and I got work to agree for me to work out of a different office, so that I could keep 

an eye on her with a broken ankle and make sure she got everything” (K11). 

For a few, the caring work was so encompassing that continuing employment was 

untenable. Some participants were forced into early retirement and sacrificed career 

opportunities:  
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I mean it was an unfortunate point in time as far as my career obviously was 

concerned but at the time I was just hit 65 and had no intention of retiring at 65 

and there was a lot of opportunity where I was but there was no [alternative] (I09). 

Most participants had been taking on the work of looking after the older adult with 

an imperceptible increase of work until a trigger point occurred, which brought an 

awareness of entering this unknown system. This trigger point was usually at the interface 

with either the health care or aged care system as a result of a critical health event or when 

the participant sought to access services. For some, entering this system was perceived as 

overwhelming and a struggle they wanted to end. For others there was the perception they 

had the capacity to meet the challenges of being in the system. Participants also reflected 

on how entering into the caring system required adapting to a carer lifestyle. Adapting to 

a carer lifestyle was a process of achieving balance. A balance between the worry and 

caregiving responsibilities with participants own self-care needs and between their own 

paid work or activities with providing care work. The sense of obligation and duty for 

taking on the caring responsibilities is explored in the second theme, a sense of obligation 

and duty. 

A Sense of Obligation and Duty 

 Participants had a strong sense of duty and obligation towards maintaining the 

health and well-being of the older person. Many participants perceived they would be 

failing in their existing relationship if they failed to take on the work required to meet the 

needs of the older person. As the older person’s needs increased, and their capacity to 

meet those needs decreased, participants felt a sense of responsibility to become the 

resource needed to meet those demands. This responsibility came with being in a 

relationship with the older person and the accompanying expectations. Participants based 
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this on beliefs, values and attitudes of society, family, and themselves regarding what is 

expected: 

I feel it’s a duty, my duty, I married my husband, I took a vow for better for worse, 

in sickness and in health. I took that vow and I stick to that vow… I mean to me 

it’s my duty as his wife (F06).  

For many the sense of duty was a reciprocal part of a loving relationship: “[older person 

-wife] looked after me for 64 years, I’ve looked after her for 3 so that’s a pretty good 

exchange” (J10). For some participants, the onus of work was seen to be theirs alone, an 

obligation to manage alone, and as such, there was some reluctance to accept help, “Well, 

it’s part of the job isn’t it? That’s how I see it. You can’t expect anyone else to do it” 

(A01). 

For some participants there was a hesitancy to become part of the caring system. 

The reasons included that services or supports would increase their workload as a result 

of more appointments and waiting for providers to come to the house, “I don’t want any 

other help because, you know, you have to put things in the diary don’t you. Sitting around 

waiting for them…” (A01). For others there was a reluctance to enter the system because 

this came with a perceived sense of being a burden or being dependent on, the system, “I 

try not to depend on the system……. I certainly don’t like to be a user or depend on 

anything” (F06). Some participants resisted help from others as they saw themselves as 

being able to provide the best care for the older person by the person that knows them 

best, “I’m quite certain I can look after her better than she can be looked after in a 

retirement village facility because there she would be one of who knows how many 

people, with me it’s a one for one” (J10), or by not trusting a service provider to provide 

good care,  “I like to care for my husband myself, I don’t trust anybody caring for him” 

(F06). 
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A few participants, specifically spousal carers, resisted assistance because they 

wanted to spend time with their spouse before they died rather than accessing services, 

support or long-term care: 

I don’t want to get away from my husband. I don’t know how long left I’ve got 

with my husband. I want to spend all my time with my husband, I don’t want to 

go away from him. I don’t want to have a break from him… I don’t want to be 

gone and then he dies. I would feel horrified. I would be so upset with myself that 

I wasn’t there, you know, that I … so that’s why I want to spend every minute 

with him (F06). 

Some participants that managed the care independently, experienced a sense of 

achievement in their success of doing the work without the need for help: 

I haven’t had to ask for any extra help … if I wasn’t as capable [of doing the work] 

I mean there would be all sorts of problems. I can imagine it [caring] would be a 

nightmare certainly for [other] carers (B02). 

Those participants who felt they were managing the work independently attributed this to 

being physically fit enough for the work, having the energy to do the work, and having 

the time to do the work, “I thought no, I’ll be right, you know? I can – I’m still relatively 

quite young. I’ve got the energy. I can still continue doing what I’ve been doing” (N14). 

Participants entered into the caring system under a sense of responsibility and 

duty. For many, this was done with some hesitancy as they came to terms with accepting 

help. The obligation they perceived in having to manage the work themselves, along with 

the apprehension of the workload associated with engaging with services, created a sense 

of resistance to seeking services and supports for the older person. However, for many 

there was a realisation that the workload was likely to increase as the older persons’ care 
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needs escalated and a plan for the future was required. This is explored further in the third 

sub-theme, work at the nexus of present and future. 

Work at the Nexus of Present and Future 

Becoming part of the caring system was accompanied by responsibility for the 

wellbeing of the older person. This third sub-theme, work at the nexus of present and 

future, represents the here and now of dealing with systems of care and the pressure of 

having to put things in place in the event of change. Specifically, participants expressed 

worry about what would happen to the older person if they were unable to provide the 

care and they experienced pressure to plan for the future. This pressure emanated from 

participants’ own concerns about not having something in place if their ability to care 

changed, but also from family: 

My son, as an aside, used to sit in our lounge room and say, “mum and dad, you’ve 

got to have a plan”. He didn’t know what the plan should be, but we had to have 

a plan, and that would have satisfied him (J10).   

Future planning was time consuming work that involved arranging and 

completing Enduring Power of Attorneys, guardianships and other legal documents, and 

considering accommodation options. The nature of this work meant carers were 

negotiating decisional and financial complexities that were part of dealing with health 

and aged care systems. Some participants in their future planning work, commenced 

preparation for the older person’s move into residential care. This incorporated 

completion of paperwork for entering a facility, “you think it’d be easy putting an old 

person into an old people home, but it isn’t, you know, all these agencies that want forms 

or doctor’s assessments” (P16) and work connected to visiting different Residential Aged 

Care Facilities to assess their suitability, “we realised that she’d probably might be better 
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in a nursing home. So, I was looking around at nursing homes and trying to work out 

where I wouldn’t mind my mum being” (K11). 

Most participants acknowledged they needed to forward plan. Some had 

knowledge about how they would go about this and had started the process: 

The thing in the back of my mind is they [friends of carer] keep saying you need 

to start organising those things while he’s still capable. So, I’m going through that 

process now having meetings with…with my siblings (E05). 

Others had an idea of what needed to be done but hadn’t made a start: 

I’ve gotta [sic] ring My Aged Care and ask for a referral to ACAT that’s for 

another assessment and they will have a look at respite, residential temporary 

residential or permanent residential and other services you know like physio and 

all that sort of stuff. So I haven’t done that yet (A01). 

In some cases, participants took each day as it came and dealt with the work as it arose: 

What does the future hold, no-one knows but you’ve just got to deal with it when 

you get there… you just have to deal with the thing [now] and I think it’s a good 

mind set to get into like, don’t go jumping ahead of things, Okay [older person] 

may have issues later on but let’s worry about today and make sure [older persons] 

good today (H08). 

For most participants, work at the nexus of present and future involved 

formulating a management plan for the older person. This plan included how they would 

manage the job of finding, accessing and arranging services, how they would go about 

obtaining tests, assessments specialist appointments, diagnoses and appropriate care, and 

how they would manage the health and wellbeing of the older person.  
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Importantly, the work of formulating and managing a plan was dependent on 

personal capacity to adapt and work through the challenges. Participants described, to 

various extents, capacity to carry out the demands of managing a plan for the future. Here 

the balance was between the participants’ workload of demands and their capacity to meet 

the demands. One aspect of capacity that participants referred to, was having the 

appropriate skills to manage particular, but not all, aspects of the systemic work. Many 

participants described these as skills they had acquired through their careers, “I had quite 

well-developed research skills to be honest, I mean that came with my previous career, 

so I was pretty, I mean to be honest, I’m probably not your average Joe Blow in terms of 

resourcing (K11), and “My background is that I’m an administrator anyway, mainly 

obviously on the finance side of it, that’s what I’m qualified as, I’m used to having to do 

[administration work] a bit” (I09), and their education, “I’ve got a degree and I’ve got a 

masters, so, and I worked in human resources, and so computers was my tool for work” 

(K11). 

According to participants, the capacity to succeed in tackling the organisational 

and financial management side of the systemic work was reliant on organisational, 

computer, financial, administrative, research and managerial skills, “it’s not a big deal 

[the co-ordinating work] because I’m, that’s what I spent my life doing, being an 

administrator” (I09), “I’m a very organised person” (F06) and “because I am an 

accountant I’ve always managed our finances…… I feel I’m very lucky, I probably have 

a bit of an advantage over some of the other carers” (G07). 

They also perceived that their own personal characteristics influenced their ability 

to tackle the systemic work. Personal characteristics they described as being 

advantageous included resilience, being adaptable and flexible and open to change, and 

able to take on a challenge, “I don’t mind change and I get in there and get things done, 
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and if I don’t know how to do it I find out how to do it, that’s how I’m made” (E05) and 

“I’ve always been independent that’s the way… you just dealt with things and worked 

around it and if you need help you go and organise it” (H08). 

Adequate understanding of health conditions was another characteristic that 

impacted on participants’ capacity to understand and navigate through the health care 

system, and to be able to communicate appropriately with health professionals: 

I had been a nurse many years ago, working with dementia, so I had seen it, and 

also I had worked with the elderly in day care centres, you know when they come 

in for day care, and had seen dementia there, so I wasn’t unaware of dementia, I 

was quite, you know, aware of it (K11), 

Likewise, a working knowledge of the health care or aged care systems minimised the 

difficulties of navigation and communication:  

I can understand why other people, find it really difficult as well too, if they didn’t 

have that sort of health sort of background as well and know maybe sort of where 

to look as well. It would be very difficult (N14). 

Both these examples point to health literacy as being a requisite resource for carers who 

are undertaking systemic work and specifically, in aiding their capacities to navigate and 

communicate effectively.  

Chapter Summary 

This chapter described the first theme of the findings relating to the experiences 

and perceptions of carers about managing the systemic work associated with the care of 

older community-dwelling people.  The first major theme becoming part of the caring 

system addresses the aim of the study through exploring how carers make sense of the 
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systemic work and how they perceive their personal capacities to meet the work demands. 

This highlights some of the conceptual ideas relating to Burden of Treatment with regards 

to the complicated and time-consuming nature of working across multiple interfaces and 

the capacity of individuals to interact with and utilise healthcare services (May et al. 

2014). The findings explored how participants perceived their capacity to manage the 

systemic work and meet the demands placed on them by both the health care and aged 

care system. The balance between workload demands and capacity including skills, 

knowledge, and readiness to take on the work, is an integral component of Burden of 

Treatment (Gallacher et al., 2018; May et al., 2014, Shippee et al., 2012).    

The theme reinforces the notion of burden for carers doing systemic work by way 

of a sense of obligation and duty expressed by some, and eventually for most carers, a 

realisation that they had become part of the caring system.  Importantly, the findings in 

this theme challenged the notion of a singular system for carers to understand and 

navigate as it showed the difficult work involved in working with complexity and working 

with often disconnected systems such as the health care and aged care systems. The sense 

of entering the caring system was associated with the roles and expectations of being in 

an existing relationship with the older person. In that respect, some carers perceived that 

they had no choice or alternative but to respond to the demands that the caring system 

makes on them. Notably, there were positive and negative perceptions and experiences 

among carers. Some carers were more proactive or better equipped to respond to the 

responsibilities and demands, and indeed saw value in being identified as a carer, 

particularly for access.  Alternatively, others expressed a sense of resignation and 

reluctance.  Some of the influential factors distinguishing these responses appeared to be 

capacity, such as life skills, but also a sense of meaning that participants made of the role.  
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The findings also show an experience of being adrift in a system, involving 

multiple interfaces such as health and aged care, with few obvious directions or entry 

points to facilitate the work of carers in addressing the needs of the older person.  

Consequently, it is interesting to consider how carers do the systemic work that comes 

with being a carer in a caring system and in particular the work of meeting the needs of 

the older person.  These issues are addressed in the next chapter with the presentation of 

the second main theme: mastering the caring system. 
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Chapter Five 

Findings 

Theme Two: Mastering the Caring System 

 This chapter presents the second theme of the findings of the thematic analysis.  

The theme, mastering the caring system, elaborates further on the systemic work and 

specifically on the demands of being part of the caring system, as described by 

participants in the previous chapter. It encapsulates the work participants face in 

managing multiple and complex organisational and administrative processes and 

information across different systems such as health care and aged care while locating, 

accessing and coordinating services for the older person. The theme describes how 

participants strive to make the caring system responsive to their needs to ensure successful 

outcomes for both themselves and the older person.  These thematic dimensions are 

represented in three sub-themes: i) making connections, ii) activating the management 

plan; and iii) voicing and advocating needs in the caring system. 

Making Connections 

Participants, on becoming aware that they were in the caring system, described 

the work of having to gain knowledge of and understand all the relevant systems that they 

interfaced with in meeting the older person’s needs, which for participants in this study 

included: the aged care system and the health care system. A challenging aspect of this 

work involved understanding eligibility and access across the different systems: 

...at the moment I’m trying to think what’s going to happen and I’m trying to find 

out what NDIS [National Disability Insurance Scheme] is going to do, and Age 
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Care. Age care is just moving away and they’re [health service staff] telling me 

to go to NDIS and it’s like, well, I’m not sure what support NDIS have, so to 

speak, what’s under their umbrella, what services do they have... Age Care and 

NDIS are not together. They’re two different companies, which I didn’t know 

(M13). 

Another challenging dimension of the work involved understanding the various 

organisations and providers within these different systems and their particular sector, “I 

didn’t realise in the start, [service provider] you know, wasn’t part of the government. It’s 

part of [church] and then [another provider] that’s another private organisation as well, 

so I didn’t really understand that at the beginning” (E05). This represents vital cognitive 

work for participants in that working out the various services and systems involved 

making sense of roles and responsibilities in relation to the scope of services and 

associated costs, and the process of access:  

You’d come and try and work out sort of how it [Commonwealth aged care 

services] would work cost wise, and what you might get, and when the services 

are going to be available, and who the provider was going to be, and whether it 

was going to be something that mum wanted or not (K11). 

Participants described a disorderly and ad hoc process of picking up information 

as they navigate these complex systems, working out access, eligibility and details about 

services and costs as they go along, “If I look back at the whole, at the moment I’ve 

blundered my way through [the aged care system] on my own, picking up what people 

have been saying, bit here, bit there” (E05). 
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In the absence of a clear pathway, participants described a process of piecing information 

together to get a clearer picture of the organisational and service landscape:  

You don’t get a course in how it [aged care system] runs, and I’m sure they’ve 

[aged/health care staff] all been on courses, and how it works and how it’s 

financed, and they’ve been on a whole course on how it’s run. I’ve not been on 

any course and I’ve had to piece it up (K11). 

Furthermore, the absence of central points of references within these systems 

meant that all participants were confronted by a maze of different services provided by 

various organisations and no clear direction as to where to go. Consequently, as one 

participant described, a lot of the work of locating and accessing services could be like 

bouncing around in a pinball machine: 

…you tend to be like a pinball machine, you’re just bouncing off people and 

you’re not really sure whether you are going the right route… if there’s no manual 

[for navigating through aged care] I can follow, and if it is sort of bouncing off a 

pinball machine, well then so be it (I09).   

For some participants, navigating both the aged care and health care systems was 

insurmountable if not for the contact, assistance and guidance of health care staff. For 

some participants contact with hospital staff provided assistance with navigation through 

the hospital system and facilitated access to assessments once back in the community, 

“It’s such a big help to have those people in the hospital when you’re in big trouble to 

help you there and when you come home well you can get your assessment and those 

people guide you” (A01). 
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For the four Aboriginal and Torres Strait Islander participants, contact with community 

health staff was a key means of accessing support:  

[support worker] put me in touch with [community health nurse] you know, and 

then from there things started happening because [community health nurse] just 

went and did everything for me, got all the forms… what I was saying, if it wasn’t 

for [community nurse], you know, I’d, I’d be still here, you know, scratching my 

head, you know (P16). 

From the participants’ perspectives, the burden of mastering the caring system 

was exacerbated by the disconnection between the aged care and health care systems and 

between organisations that operate within these different systems:  

If you are just looking at the system there is a huge amount of disconnect within 

themselves… they’ve got systemic problems between the hospitals, the doctors, 

ACAT and, you know, the care providers, they’ve got systemic problems between 

all that provision to the elderly (K11). 

Participants generally identified their GP as a source of reliable information and 

utilised their assistance to move forward within the system, “he’s [GP] very good and at 

least pushing us off in the right direction, giving us pieces of paper… if he’s not too busy 

he’ll phone up and do initial paperwork” (I09). 

The number of service providers and supports required heightened participants 

disconnect between systems for the older person. Further, there was a sense of frustration 

among participants that the onus was on them to make the connections and to know who 

to contact to achieve outcomes, “all these services exist in this government framework, 
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but you’ve actually got to navigate it and join the dots and come up with something that 

works for you, otherwise you’re going to come up with nothing” (K11). 

A significant component of the connection work was managing information in 

relation to the services and organisations. This included sourcing, deciphering and using 

the information. Most participants expressed frustration about not knowing where to go 

to get the information they needed, “I have absolutely no idea where to go, what I’m to 

do or whom I’m to see with regards to what mum can get” (C03) and described the process 

of sourcing information as, at times unsuccessful, and frequently time consuming, “You 

just haven’t got time to sorta [sic] be wasting hours a day trying to get in touch with 

someone to get advice” (H08). 

Using personal connections such as family or friends was a way that participants 

obtained information and knowledge of the system. They often followed advice of family 

and friends who had been through the system themselves or who had ‘insider information’ 

on a particular service, or used personal contacts to access information needed to 

negotiate a way through systems, “My cousin looked after her mum, she was the CEO at 

[name of provider], so she knew all the little erks and perks [idiosyncrasies] and things 

like that, what she could get and what she couldn’t get” (C03) and, “I’ve got a nephew 

and a good friend that works up there [hospital] and a nephew of mine, he said, “you 

know, I, I’ll send someone around there, you know, to, to help you out” (P16). 

Some participants had been directed to the My Aged Care website by health 

professionals or friends. However, participants who reported interacting with the site also 

reported difficulty in accessing the required information: 
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…the hardest bit I think is the My Gov site. I think the My Aged Care site and 

trying to look at – or Human Services I think it is, or My Aged Care website as 

well. Which was a little bit hard to sort of navigate (N14). 

While computer skills were useful to source information from the internet, “I looked 

around … sort of heard a little bit and googled a little bit on [service provider] … and 

what they offered” (N14), accessing online information for some participants without 

appropriate skills or easy access to computers, was not a feasible option: 

…a lot of elderly people, they prefer face to face and Centrelink has been pushed 

onto the internet and you keep getting told, “oh go and log onto ‘My Care’ or this 

or that and allowances and stuff and it’s just not user friendly (H08). 

Participants were conflicted about the opportunities that a hospital admission 

presented to source information. Many participants described receiving information 

whilst the older person was in hospital, although participants also sensed a missed 

opportunity for obtaining information while connected with the hospital due to a lack of 

awareness: 

I suppose it’s difficult, I probably haven’t asked a lot of questions that I should 

have. I remember when mum first left [hospital ward] we were in a room with a 

round table and there was [sic] all sorts of people in there, the doctors and the 

nurses and the lady that came out to check the house to make sure that mum was 

okay that things weren’t in the road, and all that sort of stuff. I think look there 

was that many people there and it was good and I should have probably said “what 

can I get?” but I didn’t. I suppose, I don’t say, maybe I didn’t know what I was 
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going to expect when I got home. I don’t know, I think had I asked I probably 

would be a lot more informed but maybe I was too shy or something (C03). 

The contrasting view was that a hospital admission was not the most appropriate time to 

receive information about community services or supports. It was perceived as 

overwhelming, particularly when they were making sense of the health and functional 

status of the older person and dealing with the uncertainty about needs and services on 

discharge:  

The other problem I think you could have is being overwhelmed, like someone 

[in hospital] coming along with a book like that “oh this is all the assistance”, and 

you think we have to get the lady home and then get back to normal, but normal’s 

going to be changed a little bit and without a mountain of information you’re 

trying to digest and there’s no way on God’s earth you’re gonna, [sic] it’s like all 

these things everyone gives you all these brochures, forms and everything else 

and you sorta [sic] sit down and think “Erm, OK”  (H08). 

Participants had varying abilities to seek answers and source information. Some 

participants reflected on their perseverance in in tracking down information and often 

acknowledged that their own skills in research made this work more attainable: 

If I want to find out about something I normally do… so if I want to find out 

something one way or another I’ll find it out or get onto the hospital or social 

workers or someone and just track [information] down (H08). 

For many participants, the work of managing information was not only about sourcing 

information but also understanding the information they obtained and using it in a 

constructive manner. This reinforced the importance of health literacy, as exemplified in 
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the first major theme, becoming part of the caring system. However, the difficulty in 

piecing together information to enable them to move forward in the system was 

compounded by receiving vague answers to queries or struggling to decipher acronyms, 

which was common systemic language, “It [finding out about services] was just kind of 

like nobody could give you positive firm answers, it was all vague” (K11), I’ll be honest 

with you; they use all these acronyms that you don’t understand” (E05) and “they mention 

words like ACAT, but it takes a while for you to actually grasp what it’s actually about, 

and it’s like they, they bandy this jargon around, but it’s not actually laid out” (K11). 

Not all information that participants obtained was perceived as useful. Participants 

described information overload where they were inundated with phone numbers or details 

of providers and were confused as to where to start: 

Well they give you all these phone numbers to ring, actually I find it quite 

confusing because there is just so many, you ring this person for that and someone 

else for something else. There’s phone numbers all over the place, I don’t know 

what the hell I’m doing! … you’ve got all these pamphlets and leaflets and stuff 

all over the place, you know, you’ve got to sort out what the hell you want… It’s 

too much I think, if it was in one booklet, listed this, this department, this number 

and so forth, not 500 bits of paper floating around you know. It just confuses me 

(A01). 

Other participants described the work of filtering the information they needed to obtain 

what was relevant for them: 

It is the wrong type of information. It’s not concise, it throws paper at you, copious 

amounts of paper, and what’s actually very useful is probably half a page, you 
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know, in terms of genuinely relevant, useful information without pecking around 

just anybody and everybody and just going round in circles (K11). 

Having fragmented sources of information created work as participants spent time and 

effort contacting numerous organisations, which was exacerbated by the siloed nature of 

organisations that were unable to provide information outside of their own service. 

Participants described their organisational skills including keeping diaries, files or 

making lists, to assist with organising and keeping track of information and phone 

numbers:  

I just try to put the phone numbers that are important to us in here at the front [of 

diary] and that’s the only way you can keep track of all this stuff you know, that’s 

how I feel about it anyway (A01). 

Participants’ experiences of making connections between the aged and health care 

systems, gaining information and knowledge, and working out pathways to take, raises 

the importance of personal resilience and health literacy levels as critical aspects of 

navigation and access. Having a poor level of knowledge and understanding of systems 

and fewer administration and organisational skills did make mastering the caring system 

more challenging for the participants in this study, however capacity and resilience to 

move ahead contributed to successes in navigation of the system. Notably, in the absence 

of personal skills, use of personal connections or staff within the aged and health care 

systems was demonstrated to facilitate and, in some cases, undertake co-ordinating the 

work for the participants. Mastering access to the aged and health care systems and 

making connections within and across them, in some respects addressed the macro 

systemic work that care work and the caring system demanded. Once information was 

obtained and there was a clearer understanding of the path ahead, participants generally 
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embarked on the co-ordinating, communicating and administrative work of putting into 

place appropriate services and supports and managing the health and well-being of the 

older person. This work is explored further in the second sub-theme, activating the 

management plan. 

Activating the Management Plan 

The formulation of management plans concerning the care of the older person was 

only one part of the systemic work for carers. Participants talked about the day to day 

work of enacting a management plan and primarily the coordination involving multiple 

service systems. This work was typified by multiple interactions and scheduling work 

such as arranging specialist appointments, obtaining tests, arranging and co-ordinating 

assessments, seeking diagnoses, facilitating appropriate health care, following up with 

referrals, test results and assessment outcomes, managing appointments, liaising with 

health professionals and negotiating with service providers to access and co-ordinate 

support and care services. For participants, this work required understanding, following 

and adhering to clinically-driven processes and procedures associated with health care 

and aged care systems. 

The burden of referral and appointment work. 

The work of managing referrals and appointments to obtain a diagnosis or access therapy, 

services or supports was challenging and required effort and time, “It was really hard to 

try and push for a referral [to see a specialist]” (N14). In some cases, it involved 

contacting organisations to ensure referrals had been sent and received between different 

organisations and checking on the progress of referrals: 
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I had to chase it up at one stage, as they had sort of… we were waiting on … a 

rail and I knew they [service making the referral] said it was only going to take a 

couple of days and I waited for two weeks or so, so I just chased it [referral] up 

(I09). 

The work involved in attending assessments and arranging appointments placed a 

significant time burden on participants but was seen as a necessity to access care and 

obtain a diagnosis for the older person as well as enabling them to keep track of the older 

person’s health:  

Some of the appointments that Mum had were with the specialist, with the reviews 

with them, which I felt that ‘oh, look, I have to be there as well’, so I’m on the 

same page as well, with what was happening (N14). 

Participants felt inundated with the amount of appointments they had, which at times 

became overwhelming for some, “Last year I would say was one of the worst, worst years 

of my life because I spent practically all year going to the doctors, going to the hospitals, 

going to the GPs” (F06) and: 

Some days we might have three appointments, another day we might not have any 

but then there’ll be the next day there will be two or one or three or something 

like that. That’s what it’s like four, five days a week (B02). 

The scheduling work of appointments was a challenge. Some participants tried to 

schedule appointments at week-ends where possible, to avoid disruptions to paid work, 

but many acknowledged they had taken time off paid work to take the older person to 

appointments. From participants’ perspectives, the scheduled time of appointments was 
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often inappropriate in terms of the older person’s routines and needs and reflected a 

system-driven rather than patient-centred approach: 

…the hospital appointments because they usually give you an eight o’clock in the 

morning and I think, “you’re kidding me?” Do you know how long it takes me to 

get him organised in the morning? You need to give, [pause in thought] and all 

the hospital appointments are eight, nine o’clock in the morning. For elderly 

people, they really need to have later appointments because it’s very difficult for 

them to get organised early in the morning (F06). 

Employed participants talked about trying to arrange appointments for the older 

person at weekends to avoid having to take time off from their work. Even when 

participants did manage to find weekend appointments, they found that they have often 

used most of their sick leave entitlement to care for the older person as well: 

I try and make an appointment Saturday morning, so I don’t have to miss too much 

work cos [sic] one stage there when mum first came out, [of hospital] I had 

something like about 2 months off, lucky I had plenty of sick leave, I had 2 months 

off to care for mum (C03). 

Attached to the notion of time burden of systemic work for participants was one 

of wasted time. Participants felt the pressure of completing multiple assessments to 

determine eligibility for, and access to, at times, just one service and compounding this 

was the frustration that the outcome was for some, being placed on a waiting list. Further 

frustrations were participating in assessments that repeated questions and gathered the 

same information, “They will send someone round for another assessment; you get lots 

of assessments on a regular basis … I think there is a lot of repetition” (A01). 
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The burden of co-ordination work. 

As the older person went through the numerous assessments, the participants met 

with many different providers, which generated further work of having to weigh up what 

was offered.  They described having to work out what was being offered and by whom, 

the difference between providers, understanding costs, comparing services for value and 

appropriateness and finally, making decisions about what providers to opt for: 

…you just don’t know what’s what. You don’t know where you should go and 

that. I’d think they’d [service providers] all be much the same, I don’t think there’s 

much difference in them. But we’ve just gotta [sic] make up our minds, like we 

would have just stayed with the hospital one, [service provider] but I don’t know 

whether they would do as much as the other ones (D04). 

Participants’ choice of providers was greatly influenced by recommendations, or 

by having family who work at certain providers. Many participants used their personal 

connections to facilitate access to service provision. They gratefully accepted assistance 

from family and friends and felt justified in pulling a few strings to use the connections 

they had, “Well it turns out that [name of person that works at a service provider], is a 

friend of my friend! Which made it very easy [to access the service]” (G07). 

Co-ordination work also included managing the health of the older person, such 

as monitoring health status and arranging routine care with GP’s. In times of acute need, 

this included dealing with ED and hospital presentations. For some participants, the older 

person being in hospital gave them a break from their usual caring tasks, but for a few, 

hospitalisation created an increased workload. Participants described the demands of 
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frequent hospital visiting, which was tiring, time consuming, and costly with regards to 

transport and parking fees:  

I just found it very, very tiring, but you knew that she had no-one there if you 

didn’t go and visit her. And to do that two or three times a day, every single day 

for weeks at an end, I just, I, I just used to go home and want to go to bed, ready 

for the next day (I09). 

Some participants struggled to be included in hospital care planning: 

The trouble is it was very hard to be there when the doctors were there, cos [sic] 

you just never know when the doctors turn up. You know I try and get there before 

10:30, half the time the doctors have already come you know, and then if the 

doctor hasn’t come yet, I said “when’s the doctor planning to come?” “aargh 

probably after 2” and I’m sitting waiting and I think “no I have to go home now 

and come back again” (F06). 

Conversely, for those who did meet with hospital staff, it created more work by way of 

the various disciplinary discussions about treatments, management, discharge planning, 

changes to medication, equipment needs and home modifications: 

the day of discharge [from hospital] I had to meet with quite a few people. There 

was the social worker, a lady who was talking about compression stockings and 

the pharmacist, so I had to speak to all those people so, I was there for about an 

hour and a half talking to all those different people on discharge. There was the 

social worker, she wanted to know if we wanted respite and all that stuff and I 

think she mentioned all, all this [My Aged Care information]. Then [Occupational 

Therapist] about the compression stockings and also about the incontinence, 
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incontinence materials, like she suggested a couple of things you could put on the 

bed, waterproof sheets you put on the bed and these different types of pads you 

can get, one with tabs and all that stuff. And then the pharmacist, big changes to 

the medication list (A01).   

Co-ordinating work remained ongoing even when participants were linked in with 

a particular service or supports and increased with involvement of several different 

providers – the more services that were accepted, the more work there was to co-ordinate 

and negotiate the services. Even with designated providers involved with providing 

formal care, participants often spent time calling the service provider to find out when 

they were attending and who would be attending to the care of the older person and 

ensuring each new formal carer was aware of the management plan including all the care 

needs of the older person when there was a change in staff or rosters: 

… if it’s a new girl I will have to tell her, this is what you use to scrub his back 

with, this is what you use to put the cream on his face, then you have to put the 

drops in his eyes and you have to put this and this… and so you have to tell them 

and it takes time and you’re rushing to go to work (F06). 

Participants also spent time negotiating with providers to arrange increased 

services or changes in service provision. This included negotiating with service providers 

around what care could be provided and how the care should be delivered especially 

within the confines of the funds of a care package:  

if I did have a lunch break or take an extended lunch for another half an hour to 

speak with [service provider], and going through, say, Mum’s budget and, what 

we’ve got in place for Mum. Other times would be over the phone or I’d take a 
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day off as well, just to try and – yeah.  Otherwise it’s just too distracting, and you 

wanted to be, you want to be in that, you know, that, mindset or that – yeah. So 

sometimes I would take a day off as well, too, and sit down and go through stuff 

like that [service provision] with [service provider] (N14). 

Co-ordinating work extended to organising the sharing of care of the older person within 

the wider family network. This work included organising respite or family supports in 

order to be able to attend to other family obligations or carry out additional caring 

responsibilities, “I’ve got to have, organise for someone to come here and, and that’s got 

to suit my sister’s time, as well, you know, when she can come here and do it” (P16).  

Even when participants had the opportunity for respite, the time away was often disrupted 

with ongoing issues with services or providers that required managing. One participant 

recalled the time she was on holiday and had to sort out issues with the Meals on Wheels 

for her mother whilst overseas: 

Mum was getting very unhappy with the Meals on Wheels, I had to go on holiday 

and I said, “well we’ll sort it out when I get back” and that was about a 5-week 

holiday over in England and within the first week after I’d got off shore, she’d 

rang up… and cancelled them…I had to sort out another provider (K11). 

Some participants were accepting of what services were offered and felt that they were in 

no position to negotiate for more care. However, others spent time trying to negotiate to 

increase services or prioritising services within budget confines: 

I asked [service provider] that they come and do personal care every day – so 

Monday to Sunday, really, for her. So, and then we were having nurses come in 

as well. So, I asked – I think maybe a nurse – you know, at that time thinking 
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because they can accompany Mum, they can let me know what’s going on as well. 

Being on a Level Three [care package], there’s not much money, as well. So, I 

basically said to [service provider] look, you know, we might have to just go back 

to how it was before, just using the other workers – support workers (N14). 

The readiness to negotiate was based on a carer’s capacity. Some carers had 

difficulty being able to negotiate themselves and so relied on health professionals they 

had prior contact with, to assist with negotiating with organisations and service providers 

on their behalf, “that’s why having [community nurse] around has been a big help for me, 

you know? Because she really, she does all that [co-ordination and negotiation] for me, 

you know? It’s really stressful, you know” (P16). 

The burden of administrative work. 

Participants talked about background administrative work to the systemic work, 

that was laborious, at times superfluous, time consuming, and, for a few, stressful. This 

involved the administrative tasks associated with accessing services, dealing with other 

organisations such as Centrelink, insurance companies and utility companies, as part of 

working across systems to meet the needs of the older person:  

I mean there’s a lot of paperwork, there’s a whole heap of paperwork, I mean the 

paperwork is unbelievable it drives me crazy, I get so stressed just filling out a 

form, I said “look you just fill out the form for me.” … Just rubbish, fill in this, 

fill in that, fill in this, fill in that, it’s just basically a whole lot of rubbish, rubbish 

paperwork, unnecessary garbage you know (F06). 
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Additional administrative work involved organising family meetings, dealing with banks 

to sort out financials, and completing legal matters such as organising wills, Enduring 

Power of Attorneys, and Guardianships:  

 [The bank] said “I’ll send you a Power of Attorney” and I said, “okay”, which 

was another, we’d already filled in one for general things and, this was another 

one that was coming from the bank… I had three attorneys, Power of Attorney to 

fill in (L12). 

For those participants seeking the carers’ payment or allowance, there was a significant 

associated workload involved. Some participants had difficulty finding information about 

payments and allowances, often hearing about it from friends and family, or relying on 

health care staff:  

Well my daughter put that [carers allowance] into place. Well she said, “mum, 

you should get a carers allowance.” … [carer’s daughter] had worked for [NGO 

service provider] for about 10 years… so I was lucky I had somebody that… I 

wouldn’t have known about the Carers Allowance otherwise (G07) and: 

My GP is really good, he’s really good. He’s very supportive with me. He was the 

one that actually helped me and filled out the form for me to get the Carers 

Pension. I didn’t even know the carer’s pension existed (F06). 

 Those with personal capacity to navigate the internet did they own research of 

websites, “I started … putting my claim in and doing the online application [ for carers 

pension] And then put all the documents needed and required ... I did all that” (M13). 
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Securing appropriate accommodation, and at times relocating, generated 

significant work for some participants. This for some included the added work of moving 

interstate to be nearer other family supports. Six participants moved locations to be able 

to provide the care. In one case, a daughter-carer built accommodation specifically to co-

reside and others had given up their own homes to move in with the older person. Many 

spouse carers found they had to sell the family home and move into more suitable 

housing, “We had a 3-storey house, which was completely unsuitable, so I had to sell our 

house and find something suitable” (G07).  

As well as all the co-ordination, communication and administrative work that was 

involved in activating the management plan, participants also alluded to the advocacy 

work undertaken. This often accompanied the caring role with older persons, particularly 

in getting both the health and aged care systems to understand and respond to their needs. 

Participants became the bridge between these multiple systems and the older person 

which ensured appropriate care. The nature of this work is explored further in the third 

sub-theme, voicing and advocating needs in the caring system. 

Voicing and Advocating Needs in the Caring System  

Advocating on behalf of the older person to ensure the most appropriate health 

care and supports was important work described by participants. Keeping on top of the 

health and medical conditions of the older person was part of the overall sense of 

responsibility that carers expressed, which also included the sense of obligation to take 

on the caring. For participants, keeping track of the older person’s health, including their 

current medical status, often meant attending and participating in specialist, GP and other 

health professional appointments with the older person: 
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I make an appointment and go with Mum to her GP, then, having a look at okay, 

renal saw her and, we’ll keep her still on whatever, you know? … I do try to keep 

in the loop … as to what’s going on (N14). 

As well as receiving health information, participants perceived that they had an 

informant role. This included providing information on health conditions and medical 

status of the older person to health professionals including maintaining an up to date 

medication list:  

I always used to write it [medications] down on a list and what the latest was and 

I took that up the hospital when I went you know, when she first got admitted and 

passed that round everybody that was interested (A01). 

Participants ensured they were present at assessments, so the correct information was 

relayed, “I have to answer the questions [that the GP asks]. He’ll [older person] give a 

rough sort of idea but perhaps he misses things out” (L12). 

Where service providers were involved in the care, participants felt the 

responsibility of supplying relevant information about the older person to them and 

updating as required, to ensure appropriate care could be provided to the older person, 

“with [service provider] I’d had a chat with them, I’d produced a two-page sheet of all 

mum’s numbers and tablets and contacts, emergency contacts, you know, they had 

everything” (K11). Additional advocacy work included providing collateral history and 

evidence to ensure the holistic picture was seen and that the older person received the 

support they required, “I laid out very blatantly that mum had no support whatsoever and 

was suffering these massive delusions, confabulations, feeling unsafe in her home you 

know, the full monty. And made it blatantly obvious that she was on her own” (K11). 
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The work of advocacy was often amplified at the point of ED presentations or 

hospital admissions for some participants:  

 They [hospital staff] ask plenty of questions or I give them the answers before 

they ask the questions about what happened you know, et cetera, et cetera, what 

the damage is. I had to point out a big laceration on her arm, nobody was looking 

at that (A01). 

In such cases, some participants perceived that the older person was not listened to when 

in hospital, or due to specific personal circumstances was compromised in regard to 

understanding their treatment and discharge planning. In these situations, the participants 

felt strongly that they should be present to advocate on behalf of the older person: 

…she’s got a bit of a short-term memory loss… I feel she sometimes doesn’t 

answer the questions or gives them the answers they want rather than the correct 

answers, easy answers. And I felt, someone should have made more of an 

assessment as to how much she needed a carer and how important it should be 

that a carer was with her when they decided what was best for her… maybe it’s 

just me feeling I should be more involved and selfish, but I did feel, knowing her 

as I do, and the problems that she has, I did think that maybe someone should have 

tried to find out, investigate that area a little more and find out how important it 

was that her carer should be present (I09). 

Notably, participants’ advocacy was their effort to get the system to work for the older 

person rather than expecting the older person to fit the system. At times, participants felt 

the assessments were ineffective and the system was not responsive to the issues the 

participant was raising. In these situations, they felt the onus was on them to prove the 

issues rather than the system picking up the concerns:  
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…most of the assessment was about mum’s physical needs, it wasn’t about her 

ability to cope on her own, none of that really came out… I’ve had to prove the 

bit that they can’t see. It [cognition] wasn’t being picked up on the test, it wouldn’t 

be picked up physically, it wasn’t being picked up medically…So they’ve got no 

system for picking up [cognitive issues] (K11). 

Participants also utilised expertise from family, friends and health professionals 

within their network to assist with the advocacy work for the benefit of the older person: 

when we were discharged, [from hospital] on the discharge papers it said there 

would be a follow up in three months, it was nearly four and we hadn’t heard, so 

mentioned it, anyway we mentioned it to [physio] and she said that’s not right so 

she made some noises and very quickly we got an appointment to, we went to see 

him [geriatrician] last week (B02). 

There was a significant workload associated with dealing with the aged care and 

health care systems to achieve desired outcomes and to make them responsive to the needs 

of the older person and the participants themselves. One component of this was seeking 

a diagnosis and treatment plan for the older person. Participants experienced difficulty 

convincing health professionals to acknowledge there was a problem with the health of 

the older person, “I said look, you know, you’re [GP] looking after Mum, but I need to 

explore other options for Mum, and find out what’s actually going on for her” (N14). 

Participants described advocating for referrals and appointments with specialists, 

arranging referrals for further tests and consultations and chasing up test results and 

assessment outcomes: 

I went to see her doctor on my own because I knew [GP] had a concern about 

dementia and I said, “mum has lost the plot, this is what she’s doing. I need to see 
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a specialist geriatrician.” … and so [GP] referred me to the geriatrician at the 

memory clinic. So, that was sort of wheels in motion (K11). 

In many of these examples, participants perceived a lack of understanding of the problems 

from assessors and health care staff and a sense of being disbelieved by the system.  

Chapter Summary 

 This chapter described the second major theme and sub-themes relating to the 

systemic work experiences and perceptions of carers associated with the care of older 

community-dwelling people.  The theme of mastering the caring system addresses the 

aim of the study through the participants’ description of how carers describe the work of 

navigation and coordination of health care and aged care supports. The theme highlights 

the shift in responsibility onto patients and carers, as May and colleagues (2014) have 

argued, for managing care, coping with the complexity of care needs, and dealing with 

health and aged care services. The subthemes, making connections and activating the 

management plan, demonstrate the complexity of the caring system the participants had 

to navigate through. Notably, participants had to piece together disjointed pathways in a 

system that was driven for, and by, organisations and their procedural needs rather than 

for the client and their carer.  

The findings illustrate the varied skills required to master the caring system that 

include organisational, administrative, communication and negotiation abilities. These 

skills are similar to the skills recognised in the study by Funk et al. (2019), that reported 

carers had to be confident at asking questions, be resourceful and adept at seeking 

information. As discussed in the previous findings chapter, some carers had the resources, 

resilience and capacity to be able to master the caring system, yet for others the demands 

made on them were perceived as at times overwhelming and they were left confused and 
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unsure about to proceed. For participants with higher health literacy levels or previous 

jobs that required these skills, the work, although still challenging, was attainable. For 

others with less experience, less skilled and with less confidence, there was a sense of 

reliance on others to guide and assist them to receive the information and supports they 

required.  Sub-theme three, voicing and advocating needs in the caring system, highlights 

the often overlooked yet vital role carers play in ensuring the needs of the older person 

are heard. In a health system that is both clinically focused and procedurally driven, often 

the older person has little recognition and is dependent on an advocate for having their 

needs met (Bookman & Harrington, 2007). As the findings indicate, in this context, the 

carer more likely becomes the bridge between the systems and the older person.  

The next chapter is a discussion of the findings of this study in relation to current 

literature. Policy and practice implications are also outlined, along with recommendations 

for future research. The chapter concludes with the strengths and limitations of the study.  
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Chapter Six 

Discussion and Conclusion 

 

The purpose of this study was to explore the lived experiences of carers of 

community-dwelling older persons with complex care needs as they take on the systemic 

work of navigating, negotiating and managing care of the older person. Policy reforms in 

relation to aged care, comprising greater consumer choice (Australian Government, 

2019b; Faulkner, 2016; Tune, 2017), combined with the increasingly complexity of older 

people’s needs, is changing the nature and experience of caring. Further, there is now 

greater emphasis on the community as a more appropriate setting for the living 

arrangements of the older person (Australian Government, 2012; Cash et al., 2013; 

Faulkner, 2016; Jeon & Kendig, 2016; Royal Commission, 2019b). Consequently, caring 

responsibility and workload is shifting more onto informal carers, who are also 

increasingly relied on to provide direct care to older Australians to assist them to remain 

living at home.  As such, carers have greater demands placed on them regarding 

navigating and co-ordinating the care of the older person across complex health and aged 

care systems, but the burden of this systemic work is likely to be experienced and 

responded to differently by carers.  

On the whole, research on carer burden has focused on quantitative studies 

looking at burden determinants, impacts of burden, and interventions to alleviate burden, 

without considering carer experience. Studies that consider carer experiences tend to 

describe the burden of care relating to specific diseases or at a specific point across the 

care continuum. These studies reveal potential challenges for carers but fail to capture the 

nature and demands of the systemic work carers undertake and the associated interactions 
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that are part of managing multiple services and providers across many different interfaces. 

Studies exploring this dimension of caring do address the broader work of managing care 

but with a focus on descriptions of managerial tasks such as co-ordination and negotiation 

of services rather than carers perceptions of the burden of this workload.  

The current study that comprises this thesis is novel in so much as the systemic 

work was considered through the conceptual framework of Burden of Treatment. Burden 

of Treatment theory considers the dynamic between individuals with complex care needs, 

their social supports and health services with a focus on the consequences for, primarily 

patients, managing the treatment of chronic disease (Eton et al., 2012; Gallacher et al., 

2013; May et al., 2014). Burden of Treatment was used here as a focus to consider the 

work placed on carers, as a direct result of entering and interacting with the systems that 

were designed to provide support and assistance. Accessing services for the older person 

should alleviate the stress and workload for those looking after them, paradoxically 

though, it is the work required to locate and put those services in place that creates 

additional burden. The Burden of Treatment theory provided a framework to explore the 

systemic work entailed for carers and to consider what capacities carers demonstrated that 

facilitated this specific work.  

Using a Husserlian phenomenological approach, and guided by Giorgi’s (1997) 

methodology, the experiences of participants were explored to elicit a deep understanding 

of the systemic work of caring for an older person with complex care needs. In doing so, 

this thesis draws together components of the workload of carers previously described 

across the literature. However, it provides a more comprehensive picture of the system 

complexity facing carers in their work of caring for older community-dwelling adults 

with complex care needs using the Burden of Treatment perspective. 
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 Synthesis of Main Findings 

Three overall key conclusions can be drawn from the analysis on the systemic 

work for carers. Firstly, a striking feature of carers’ experiences was assuming the caring 

role, in most cases, by expectation. By virtue of this role, they entered the caring system, 

which was constituted by the procedures and complexities of interfacing with aged care 

and health care systems and services. The experiences of many participants indicated that 

they entered into the caring system due to a sense of responsibility and obligation to the 

older person and this placed further pressure on them to master this system or fail as a 

carer.  

Secondly, participants entered into the caring system that was virtual in nature. It 

had no distinct entry point or associated work manual, and yet participants were expected 

to understand where they needed to go, what they needed to do, and how they needed to 

do it. In the experience of these participants, the caring system comprised both the aged 

care and health care systems, accentuating the burden of work that participants had to 

endure to navigate and manage treatment, services and supports for the older person. 

Many participants felt thrust into the systemic work, with little to no guidance about how 

to deal with the complexity facing them. Therefore, this work required more of carers by 

way of gaining knowledge of the aged care and health care systems. Yet, participants 

generally felt directionless and uninformed in a system that had multiple interfaces, 

numerous blockages and minimal access to assistance with navigating and understanding 

the system.  

Thirdly, the burden of systemic work involved in managing care was substantial 

and required carers to have skills across many domains and the capacity to deal with 

system demands. In this case, health literacy, finance, communication, administration, 

research, negotiation, and information management, in addition to the capacity to 
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problem-solve and reason with dual systems and multiple services and providers were 

important.  Another facet of participants’ systemic work experience involved advocacy 

and voicing the needs of the older person to ensure their needs were met.  

Despite their unique experiences, it was evident that all participants were 

challenged by the complexity of the caring system and the work, which was far more 

sophisticated than simply navigation of various organisations and services. Further, 

according to the experiences of participants in this study, the caring system is in some 

sense disposed to create disparities, as carers’ specific capacities were integral to 

mastering the systemic work. These main analytical findings and associated key messages 

are discussed in this chapter, with reference to the literature and implications for policy 

and practice. The chapter also addresses recommendations for future studies and some of 

the methodological limitations of the study.   

Discussion of Main Findings 

 System complexity for participants in this study originated from the numerous 

government and non-government organisations, services and providers across aged care 

and health care systems, and the plethora of assessments to access care or supports. 

Notably, complexity was associated with the lack of clear transparency on how the 

organisations, services and providers across these systems functioned. These findings 

resonate with other research that describes barriers to accessing care that are system-

induced or structural in origin, including: lack of process information, poor service co-

ordination, organisational boundaries specifically between health and aged care, and the 

presence of numerous organisations with differing eligibility criteria and funding 

arrangements (Bookman & Harrington, 2007; Charles et al., 2017; Dixon-Woods et al., 

2005; Funk et al., 2019; Taylor & Quesnel-Vallee, 2017). As the health needs of the older 
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person become more complex, a multifaceted system response is required. New 

organisations and services are developed which inevitably creates changes in pathways, 

increases boundaries between the different organisations, impacts on continuity of care 

and raises issues of communication and transfer of information between them. Yet, based 

on participants’ reports, it appears that as the systems become more cumbersome, there 

fails to be a commensurate investment in assisting the carers to do the increasingly 

complicated work involved to manage the care of the older adult.  

The work of accessing entry to aged care supports for many participants was 

overwhelming. Few of the participants referred to the My Aged Care portal as a point 

where they had found information or independently accessed entry into the aged care 

system, despite its function as a gateway for obtaining information about, and access to, 

aged care services (Tune, 2017). Participants who were aware of My Aged Care struggled 

to navigate the website and found it ineffective for their needs. For most, sourcing 

information about services and access to those services came via ad hoc interactions with 

health care staff both in primary care, or when the older person encountered a hospital 

admission, or from informal sources such as family and friends. The complexity of the 

systemic work was amplified for participants when information they required was scarce, 

over-abundant, irrelevant, vague, conflicting or undecipherable. This is also a consistent 

theme in the literature.  The acquisition of useful information for carers of older adults 

has been found elsewhere to be sporadic and challenging (Ballantyne et al., 2005; 

Bookman & Harrington, 2007; Charles et al., 2017; Cheek et al.,2006; Dawson et al., 

2017; Funk et al., 2019; Lilly et al., 2012; Macleod et al., 2017; Mastel-Smith & Stanley-

Hermanns, 2012; Moon, 2016; Singh et al., 2014). 

 Participants in this study had to master more than just navigational work. Findings 

indicate participants were faced with a progressive journey that required cognitive and 
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physical work across multiple levels that addressed all aspects of the care work. An aspect 

of systemic work carers faced was dealing with the onus of responsibility placed on them. 

Participants had to work through the sense of duty of becoming a carer, whether they 

wanted to or not, and fear of failure in their relationship if they were unable to manage 

the care. This supports previous studies that identified that taking on carer duties may 

arise from a sense of responsibility, reciprocity, obligation or guilt (Bragstad et al., 2014; 

Cash et al., 2013; Egdell 2013; Eifert, Adams, Dudley & Perko, 2015; Grimmer et al., 

2004; Heath et al. 2108; Lopez-Hartmann, Wens, Verhoeven & Remmen, 2016; Strom et 

al., 2015). Additionally, participants had to deal with the expectations from family and 

health professionals of taking on the role. Often there was a presumption from clinicians 

that the spouse or child of the older adult would automatically be the carer. This was 

specifically noticeable where having a carer facilitated discharge from hospital. This 

aligns with previous literature whereby health professionals have made assumptions that 

family members will willingly undertake this role. (Cash et al., 2016; Dow & McDonald, 

2007; Grimmer et al., 2004; Guberman, Lavoie, Pepin, Lauzon & Montejo, 2006; 

McPherson et al., 2014). 

As participants had to apply their knowledge and skills to understand and work 

through the caring system, it can be assumed that systemic work was also cognitive in 

nature and required a level of literacy. In this case, it involved comprehending how both 

the aged care and health care systems functioned and interacted and the role they played 

in those interactions, and putting this understanding to appropriate use to ascertain what 

was needed for the older person. This aligns with the Burden of Treatment theory, where 

May et al., (2014) describe the cognitive work of building networks, which includes 

healthcare and other professionals. Furthermore, Gallacher et al. (2018) describe the 

impact that cognitive abilities, amongst others, have on the capacity of patients to 
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understand health management, gather information and interact with health and social 

care professionals. Participants in this study had to piece together information they 

gathered and logically work out what they needed to access, where they needed to go to 

gain access and know the process of access for each particular service or support. This 

finding is consistent with literature that examines how carers of older adults have to 

understand health and aged care systems in order to facilitate access to services (Bragstad 

et al., 2014; Funk et al., 2015; Singh et al., 2014) and navigate service delivery systems 

(Bunn et al., 2017; Byrne et al., 2011; Funk et al., 2019; Hainstock et al., 2017; Jeffs et 

al., 2017; Lafortune et al., 2015; Qualls, 2016). Further, literature on carers of older adults 

has examined how carers are required to manage information (Abrahamson, Jensen, 

Springett & Sakel, 2017; Allen et al., 2017; Allen et al., 2018; Ballantyne et al., 2005; 

Cameron, Tsoi & Marsella, 2008; Cheek et al., 2006; Funk et al., 2015) and access 

services (Dawson et al., 2017; Funk et al., 2019; Funk et al., 2015; McPherson et al., 

2014; Prorok, Hussain, Horgan & Seitz, 2017; Rosenthal et al., 2007; Singh et al., 2014; 

Wiles, 2003). The cognitive nature of the work for the participants also related to 

formulation of present and future management plans for the older person. This included 

monitoring the health of the older person, taking action when needed for admissions to 

hospital and reviews by GPs, as well as planning for future care needs. Consequently, it 

entailed having a working understanding of their health conditions and health trajectories. 

This finding also resonates with previous studies describing the importance of having an 

understanding of medical and health status of the older person (Bookman & Harrington, 

2007; Bragstad et al., 2014; Grimmer et al., 2004; Neufeld et al., 2008; Strom et al., 2015; 

Tang et al., 2018). 

The cognitive load of managing and navigational work was only one dimension 

of the work participants had to master. Participants had to physically take on a range of 
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co-ordination tasks such as organising assessments and follow-ups and managing 

appointments. This required organisational and time management skills. Those with these 

skills had a greater capacity to master the work.  These managerial tasks carers of older 

adults take on have been described previously in relation to co-ordinating care for the 

older adult (Funk et al., 2019; Qualls, 2016; Rosenthal et al., 2007; Tang et al., 2018; 

Taylor & Quesnel-Vallee, 2017; Wong-Cornall, et al., 2017) and managing appointments 

(Bookman & Harrington, 2007; Bunn et al., 2017; Dawson et al., 2017; Lopez-Hartmann 

et al., 2016; Wiles, 2003).  

Another skill set that was required by participants was possessing good 

communication skills. This involved having confidence to negotiate with both healthcare 

staff and service providers to access the right care. Even with services in place, 

participants had to ensure the most appropriate care was provided. Previous research has 

also shown that carers of older adults need to have good communication skills to 

adequately communicate with service providers to ensure there was correct information 

exchange, as well as enabling participation in decision-making (Bendixen et al., 2018; 

Essue et al., 2010; Qualls, 2016). Similarly, the literature supports the importance of good 

communication skills for the interactions with staff, particularly in facilitating access to 

care, resolving issues around the care of the older adult (Bragstad et al., 2014; Creasy et 

al., 2013; Digby & Bloomer, 2014) and negotiating care and services for the older adult 

(Funk et al., 2015; Lowson et al., 2013; McPherson et al., 2014; Taylor & Quesnel-Vallee, 

2017; Wiles, 2003).  

A component of the work of carers, which is often critical but generally 

overlooked, is that of advocacy. The experiences of participants in this study indicated 

that a substantial proportion of their time was involved in trying to make the system 

responsive to their (and the older person’s) needs. Further, being able to advocate with 
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health professionals on behalf of the older person, required skill and confidence.  For 

some participants, struggling to get a diagnosis for the older person prevented progression 

within the system. The necessity for carers to assume an advocacy role has been reported 

in the literature. Bookman and Harrington (2007) described that advocacy played a role 

when the older adult was attending follow-up medical appointments post hospital 

discharge. The older patients themselves were often overwhelmed by the large amount of 

new information but carers were able to ask questions the older patient had not raised, 

request additional tests or request second opinions. Bragstad et al. (2014) found carers of 

older adults were able to achieve more favourable outcomes for their relatives through 

advocating for their rights and wishes in the discharge process from hospital. The 

literature also highlights advocacy as an important skill for carers wanting to acquire 

information about healthcare options (Essue et al., 2010), gain entry to services (Funk et 

al., 2019), or ensure the most appropriate care in an in-patient setting (Jeffs et al., 2017). 

Notably, the advocacy role positioned carers as the key person responsible for linking the 

older person, their health details and medication lists, with the health staff and aged care 

providers (Bookman & Harrington, 2007; Funk et al., 2019; Lowson et al., 2013; Stein-

Parbury et al., 2015; Wong- Cornall et al., 2017).  

Financial management was a further skill whereby there was a necessity for 

participants to understand the costs of formal care, both within the community and 

residential settings. Participants had to prioritise care within budgeted contracts, monitor 

expenditure, and financially plan for transitions into residential aged care facilities. They 

also were tasked with the administrative work of applying for subsidies and payments, 

completing applications, and completing paperwork for organisations. These findings are 

consistent with previous evidence whereby participants were required to have skills in 
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financial management and administration (Funk et al., 2019; Kulusaki et al., 2018; Plank 

et al., 2012; Tang et al., 2018). 

The workload involved in accessing services and dealing with providers was 

prohibitive for some participants in this study due to lack of personal resources and 

capacity, thereby discouraging them from pursuing services, or hindering or delaying 

access. This raises some concern as to whether the systems that are designed to address 

older people’s needs and to support carers in their roles could create inequalities for those 

participants that do not have the capacity or resources to navigate complex systems. 

Previous studies have also highlighted how system organisation can lead to inequalities 

for access (Dixon-Woods et al., 2005; Funk et al., 2019; Taylor & Quesnel-Vallee, 2017). 

Participants who had skills developed from previous life experiences, education, and 

professional careers seemingly had some advantage, as this gave a level of confidence to 

challenge barriers in the system and to utilise skills to progress through the system. 

Furthermore, participants’ capacity was demonstrated in several ways. For participants 

who had prior experience of managerial tasks, research, or high-level negotiation, 

resourcefulness was derived from taking on the challenge themselves, setting out to 

problem-solve and actively seeking information and knowledge. This reflects existing 

studies that found system navigation was easier for those with more expertise and 

confidence (Funk et al., 2019; Wuest, 2000).  

Similarly, participants with prior system knowledge or career related knowledge 

were also able to use the information to their advantage. Having system knowledge has 

proved to be successful in accessing care. Singh et al. (2014) found previous experience 

with the way support services operated provided carers with an advantage for negotiating 

future services. Wohlgemouth et al. (2015) described how having knowledge of the health 

system through working in the health area provided a significant advantage as carers were 
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able to speak the same language as care providers, and by using professional connections 

through the workplace they were able to access expert help. However, recent research 

also shows that there is a highly dynamic interaction between personal capacity and 

context. For example, a recent study by Funk and colleagues (2019) found that system 

knowledge was not always advantageous due to every case being unique, along with the 

overriding consistent change in the service landscape. The implications of this, from a 

practice perspective, is to ensure health professionals keep carers abreast of current 

information about health care and support service options.   

A study aim was to explore diverse carer experiences, and this included the 

experiences of Aboriginal and Torres Strait Islander carers. Notably, results were similar 

across all participants with no separate themes emerging from those of Aboriginal and 

Torres Strait background and no suggestion that they were having greater difficulty in 

navigating the systems as a result of their ethnicity. However, all four Aboriginal and 

Torres Strait Islander participants in this study had identified themselves as carers and 

had good support networks. These participants successfully demonstrated, how using 

connections facilitated access to care. However, the literature had indicated that many 

Aboriginal and Torres Strait Islanders do not identify as carers and are less likely to be 

paid carers. For those people access to services and networks may be a different 

experience.   

Drawing on use of personal connections such as family and friends, and utilising 

social groups to source information, was evident for many of the participants. For those 

participants who were lacking knowledge of the systems or possessed fewer skills to 

navigate through, capacity came from the ability to use personal connections to access 

services.  For those participants, networks of social and professional support were key to 

coping with systemic work. This supports existing evidence that social or relational 
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networks can help with the workload of negotiating systems for improved access to care, 

through transmission of advice and information about services (Dixon-Woods et al., 

2005; Funk et al., 2019; Hainstock et al., 2017; Shim, 2010; Richards, Reid & Watt, 2002) 

and reduce workload (McIntyre, Ehrlich & Kendall, 2018; Sav et al., 2016).   

The majority of participants in this study were able to mobilise health 

professionals and personal networks to assist with the navigation process or facilitate 

access to services.  The existence of these relational networks acted as collective agents 

to negotiate and navigate healthcare services, as proposed by May et al. (2014). May and 

colleagues (2014) suggest that strengthening such relational networks around the 

chronically ill is likely to improve effective healthcare utilisation. This study has shown 

that relational networks and connections can be used to influence service access and 

utilisation for carers of the older adult with complex care needs. May and colleagues 

(2014) additionally propose that patients and their relational networks can act as 

collective agents to undertake the multiple tasks shifted to them by the healthcare system. 

This study highlighted the enormity of the tasks created by being part of the caring system 

that the participants were tasked with, and how for some reliance on relational networks 

improved their capacity to accomplish the work.  

A proposition of Burden of Treatment theory (May, 2014) is that an individual’s 

capacity to engage in the system work is constituted by three components: their functional 

performance, their relational network’s social skill, that is their ability to generate co-

operation and co-ordination of others, and their social capital, that is the extent to which 

they access information and material resources. Furthermore, improving social skill and 

social capital more likely equips patients and their networks to achieve outcomes. In 

relation to the participants in this study who were caring for older people in the 

community, the ability to access resources and utilise personal networks was important 
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in lessening the burden that accompanied systemic work of accessing services and 

supports. This aligns with the findings from the study by McIntyre et al. (2018) that 

considered the workload of informal carers of patients with traumatic brain injury and 

found that entire relational networks had greater inherent capacity to perform the required 

work.  May and colleagues (2014) suggest, however, that utilising collective resources 

requires a high skill level and accounts for disparities in access to care. Overall, 

participants in this study demonstrated various degrees of capacity and a range of skills 

to tackle the caring system and as such had varying success in mastering the system.  

Burden of Treatment has been a useful conceptual approach in bringing to light 

the nature of carers’ systemic work. To date the focus of Burden of Treatment has been 

on the work shifted to patients in managing their chronic diseases. This study has 

uncovered how the complexity of the aged care and health care systems and the escalating 

needs of the older person have shifted the workload onto their carers.  

Furthermore, this study has strengthened the theory pertaining to the interacting 

components of capacity and workload. The Burden of Treatment theory surmises that it 

is the imbalance between workload and capacity – where workload (the weight of 

enacting specific tasks, as well as implementing and maintaining them alongside the 

demands of other aspects of daily life), exceeds capacity (skills, resources, knowledge, 

networks, readiness to address demands) - that creates the challenges for patients to 

manage health outcomes. In relation to this study, the workload for the carer in entering 

and mastering the caring system, was a huge demand. Carers were faced with 

implementing and maintaining a caring system that by necessity needed to surround the 

older person. The weight of this work was intensified by the complexities of the system. 

Each participant in this study, was challenged by the system demands but for those with 

reduced capacity the workload was overwhelming. 
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Implications for Policy and Practice 

There are a number of policy and practice implications that derive from the 

findings. Importantly, the findings highlight both the timeliness and opportunities 

inherent in the recent national policy announcements in Australia. This includes the 

Integrated Carer Support Service and additional budget commitment to new services for 

carers announced by the Australian Government. More importantly, given these new 

initiatives are very early in implementation, the findings of this thesis provide timely 

insights into specific areas for improvement in support for carers. This section identifies 

the main implications for policy and practice that stem from the findings.  

Policy implications. 

The findings raise the issue of whether there should be stronger and more explicit 

recognition of the burden of systemic work faced by carers as a consequence of policy 

implementations across the aged care and health care sectors. Although the Carer 

Recognition Act (Parliament of Australia, 2010) comes with obligations for public service 

agencies and associated agencies to take measures to recognise, include and support 

carers, the findings indicate that incentivising active steps to reduce the systemic burden 

on carers created by increased structures and bureaucratic systems would be 

advantageous. The findings reinforce the importance of a coordinated policy response 

that addresses the maze of procedures, information and assessments across multiple 

organisations, services and providers associated with aged care and health care systems. 

Changes in funding structures or provision of funding that brings together siloed services 

is paramount in reducing complexity. Within the current landscape, barriers could be 

alleviated through improving communication between organisations, hospitals and 

community services, reducing duplication of assessments, providing transparency in 



149 

 

processes and providing clear, relevant and consistent information to carers. Partnerships 

and links between different organisations both within and across health and aged care 

systems also need to be incentivised to ensure structures adopt a more holistic approach 

to carers and the needs of the older person. Additionally, policies aimed at incentivising 

organisations to provide expanded services, which could reduce the number of overall 

services the older person and their carer need to access, would reduce system complexity. 

The pooling of funding across sectors to address health and social care needs that reduces 

fragmentation of care within an integrated system has been implemented extensively 

within the UK (Goodwin & Smith, 2011). 

Despite moves to simplify the aged care system through initiates such as My Aged 

Care and the Carer Gateway the findings suggest that for some, having access to a system 

navigator or case manager would be beneficial. The concept of system navigators is not 

new. Within the state of Queensland where the current study was conducted, Nurse 

Navigators were introduced in 2016 to assist patients and carers with navigation and 

access issues (Hudson et al. 2019). Furthermore, system navigation has been 

recommended for older adults in literature focussing on chronically ill older adults 

(Manderson, McMurray, Piraino & Stolee, 2012), community dwelling older adults (Funk 

et al., 2019; Lafortune et al., 2015) and older adults with dementia (Macloed et al., 2017). 

This indicates that the approach of funding system navigators is important, although as 

the findings of the current study testify, it is best conceptualised as one part of a nested 

system of support for carers, as navigation itself does not address the underlying reasons 

for service fragmentation that creates the need for that assistance with navigation. In that 

respect, it would be considered part of a more comprehensive policy and organisational 

approach to supporting carers of community dwelling older people. Given the diversity 

of carers’ capacities, it is also worthwhile to consider variations of navigation models for 
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their effectiveness, such as peer navigators (Aged Care Alternatives, 2019; Community 

Care and Wellbeing, 2019) or link workers such as the initiative model in the UK, where 

non-clinical practitioners are embedded in the GP practice and have a focus on social 

prescribing (National Health Service [NHS], 2019).  

A further policy consideration concerns the benefits of previously endorsed care 

co-ordination/case management models within existing aged care services. The changes 

to the funding of aged care services in Australia over the last few years has resulted in 

removal of funding for case management within the Commonwealth Home Support 

Program (CHSP). Aged Care Assessment Teams (ACAT), Regional Assessments 

Services (RAS) and CHSP teams are well placed and have the expertise to provide a more 

comprehensive case management service for those that are struggling to navigate aged 

care and health care systems. Including case management funding to CHSP, ACAT and 

RAS provides the opportunity to provide this resource within existing services that 

potentially will reduce assessment duplication and facilitate transfer of information. 

Furthermore, providing additional funding for specific case management/care co-

ordination within Commonwealth Home Care Packages that does not take away from 

funds that provide direct care provision for the older adult in receipt of the package, would 

enable those carers to be supported with systemic work.  

Practice implications. 

The findings suggest carers feel overwhelmed by the number of duplicated 

assessments and poor communication of assessment outcomes between organisations and 

services. Consideration needs to be given to ways of improving transfer of information 

between organisations involved in the care of community dwelling older people. 

Exploring ways that patient records, specifically My Aged Care and My Health Record, 
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are integrated and accessible to health and social care providers, clients and carers could 

help facilitate a more seamless co-ordinated care approach.  

The findings also raise the issue of ensuring carers are willing to take on the work 

of caring and are able to manage the systemic work associated with the role. Provision of 

a more detailed assessment of carer’s preferences to take on the caring work and an 

assessment of their capabilities and capacity to do so would provide more insight about 

what can be reasonably expected of carers. The current My Aged Care in Australia places 

greater emphasis on assessment of the older person’s met and unmet needs as a basis for 

support recommendations. A met need is described as one where a service or informal 

arrangement is in place (Australian Government, 2018b). This model of assessment 

fundamentally presumes that the carer of an older person will be willing and have the 

capacity to provide care of the older adult and as such, fewer formal services are likely to 

be allocated. The findings of this study suggest there is benefit in extending the 

assessments of older persons’ needs to include more comprehensive assessments of carers 

needs across all levels of Commonwealth aged care assessment services (Regional 

Assessment Service Assessment by a Home Support Assessor and a Comprehensive 

Assessment by an Aged Care Assessment Team). This potentially has a two-fold benefit.  

First, carers’ preferences are likely to be given recognition in so much as, for those not 

wanting or able to take on the work this is factored into the older person’s assessment and 

appropriate formal services allocated. Secondly, a more seamless process with reduced 

duplication of assessment can occur if for those carers requiring assistance with systemic 

work, the need for formal support can be assessed and arranged at that point eliminating 

the need for a further separate carer assessment on another occasion.   

Further opportunity to assess a carers preference for caring and their capacity and 

capabilities to do so could also be facilitated through the primary care system in Australia, 
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namely, the Over 75’s Health Assessment. The Over 75’s Health Assessment is an 

assessment designed to provide an in-depth assessment of a patient aged 75 years and 

over (Australian Government, 2019a).  It aims to provide a structured means of detecting 

health issues and conditions that could be either preventable or treatable in order to 

improve health and/or quality of life of the older adult (Australian Government, 2019a). 

By including a carer assessment component, this tool would have the potential to identify 

those carers that are struggling to navigate the aged care and health care systems and 

provide opportunity to reduce workload burden and improve capacity.   

Health professionals working with carers of older people need to be inclusive of 

carers but also cognisant of not making assumptions about carers. Inclusion of carers in 

care planning and communication within an in-patient setting provides a valuable 

opportunity for information exchange and building capacity through access as 

participants in the current study indicated. This could also involve family meetings given 

the importance and reliance of personal networks that was also highlighted.  Furthermore, 

the findings suggest that there is scope to improve how health professionals engage and 

communicate with carers at critical points. Unfortunately, carers might not always be 

comprehensively assessed for their capacity including their health, skills, resources, 

social supports, emotional needs, financial circumstances, competing caring or work 

obligations, relationship with the care recipient or other family dynamics – all factors that 

could impact on their capacity to provide care. Therefore, strengthening how 

professionals can effectively acknowledge and build on the capacity and capabilities of 

carers will go some way to improving the support for carers to take on systemic work. 

The study findings also suggest that caring responsibilities gradually increase over time 

and, as such, capacity to sustain the workload may change. This means that health 

professionals and service providers might consider ways to maintain awareness of carers 
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needs and monitor the changing capacities of carers to assume responsibilities for 

complex systemic work.  

At a more local practice level, a Queensland Health Carer Charter could be 

developed to bring carer consideration to the forefront of health professional decision-

making. This could include statements targeted at carers in appropriate language that 

includes how the health service would address: recognising carers, valuing carers, 

informing and advising carers, involving carers in the care and treatment of the person 

they care for, involving carers in the planning, development and evaluation of services 

and health initiatives and providing useful contact information for services and resources 

that can be tailored for the local context. Such a charter could be promoted in a similar 

way to the Australian Charter of Health Care Rights through visible posters and detailed 

booklets provided to all health service consumers with a directive from Queensland 

Health that each Hospital and Health Service distributes and implements the charter.  

Recommendations for Future Research 

In this study, the experience of carers was explored at a single point in time 

through semi-structured interviews. Given the nature of the systemic work for carers 

revealed by the findings, scaled up prospective longitudinal research would be of benefit 

to examine: 1) the nature of systemic work and workload over time how this changes with 

carers capacities and capabilities; and 2) the intersectionality of systemic work to uncover 

how social structural features such as geography, race, gender and socioeconomic status 

feature in the caring experience and outcomes. 

In terms of practice-relevant research, further investigation of system navigator 

and case management models would be of benefit. Acknowledging there has been 

previous research into case co-ordination within Australia, this previous research has 
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mainly considered care co-ordination or case management within the health context. 

Novel models of system navigation based in the social care system that focus on social 

prescribing such as the link workers and social prescribing workers from the UK warrants 

trials in the Australian context. These models that provide service linkage and cross 

sectoral partnerships could reduce the need for system navigation.  

Study Strengths and Limitations 

Recruiting participants who had recent interactions with health professionals 

within the health care system and specifically acute care, was a strength of this study. 

Accordingly, data collected in the study were obtained from participants with lived, recent 

experience of interacting with the health and aged care systems from the perspective of a 

carer. 

A further strength of this study is that it is one of the few studies to include Burden 

of Treatment from the perspective of a carer.  

The adherence to the methodology of descriptive phenomenology utilising 

Giorgi’s analysis methodology was an additional strength. The professional and 

theoretical lens for the design and methods used to conduct the research have been 

outlined to demonstrate reflexivity in generating the findings and analysis. The study 

utilised rigorous qualitative techniques such as detailed audit trails and justification for 

decision-making. This enables other researchers to determine the applicability of the 

findings to other settings and contexts. 

However, the study has some limitations. Firstly, carers were specifically 

recruited who had experienced contact with health care systems and these may differ from 

other carers who only interacted with the aged care system. It is not known if this 

interaction with health care systems facilitates or adds to the burden of aged care 
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interactions. This needs to be explored further within a wider group of caring experiences. 

Secondly, it was beyond the scope of this study to investigate the structural barriers 

impacting on Aboriginal and Torres Strait Islander health outcomes. Although this study 

failed to identify any notable differences between Aboriginal and Torres Strait Islander 

participants as compared to non-Indigenous participants, this does not mean that such 

differences do not exist. The reasons for this remain unclear but possibly the interview 

questions did not elicit responses that related to potential barriers due to their ethnicity. 

The issue of complexities of access to care for vulnerable populations that experience 

additional barriers requires more specific investigation.  

Conclusion 

 This thesis has presented an in-depth exploration of the experiences of carers in 

the systemic work involved in caring for an older adult with complex care needs. The 

workload of informal carers is set to increase as they are progressively relied on to take 

on the care of the older adult. As such, the cognitive and physical demands placed on 

carers as they manage the workload associated with the caring system and its complexity, 

becomes overwhelming. The study has revealed the capacity, including skills and 

resources that carers require, to enable them to complete the systemic work of caring.   

Through an understanding of the work involved, recommendations have been made to 

ease the burden carers face and in doing so could facilitate and sustain the important role 

of caring for an older adult with complex care needs.   
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Appendix G: The coding framework 

Becoming a Carer 

 Taking on tasks

 Identifying as carer

 Shift in relationship

 Responsibility & obligation

 Accepting the role

Having a job 

 Meeting responsibilities of having a job

 Utilising life skills

 Managing the care independently

 Burden of time

Adapting to a carer lifestyle 

 Making personal changes

 Accessing family support

 Managing the wider family

 Losing your identity

 Managing perceptions

Accepting help 

 Making plans

 Triggers for increased care

 Identifying need for help

Finding the help 

 Using personal connections

 Finding services

 Accessing services

 Managing information

Managing the care 

 Managing routines

 Providing physical care

 Assisting with therapies

 Assisting with social interactions

 Worrying about well being

 Experiencing stress

 Managing medications

Obtaining assessments, tests and diagnosis 

 Seeking medical answers

 Dealing with assessments

 Making the system understand the needs

Navigating the system 

 Understanding the system or services



205 

 Guidance through the system

 Connecting siloed services

 Playing the system

Co-ordinating care 

 Arranging care

 Chasing up

 Managing appointments

Interacting with staff 

 Negotiating care

 Inclusion in assessments and plans

 Having appropriate communication

Work of advocacy and information relaying 

 Being an advocate

 Relaying & communicating information

 Keeping on top of health and medical conditions

Financial management 

 Managing costs

Completing administration 

 Managing paperwork

 Managing legal matters

 Managing pensions

 Arranging residential care

Work of hospitalisation 

 Physical difficulties

 Time

 Managing tasks

Influences on care 

 Enablers to care

 Barriers to care
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Appendix H: Example of Concept Map 
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Appendix I: Home Visit Risk Assessment Checklist 

 

 




