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ABSTRACT 

BACKGROUND  

In Western Australia (WA) little is known about the occupational needs of people at 

the end of life and their primary carers. The role of occupational therapy (OT) in 

addressing these needs is not documented and the palliative services provided by 

occupational therapists (OTs) are poorly understood. To address this gap there were 

several aims of the study. First, to ascertain the number of OTs working in this field 

across a range of service delivery locations in WA. Second, to explore the self-care, 

leisure and productive occupations of dying people through carers’ reports of their 

daily experiences and reflections on their occupational needs. Finally, to understand 

the role of OT in meeting these needs, this research aimed to document the unique 

kinds of services provided by Western Australian OTs who provide palliative care to 

a range of service delivery locations in WA. 

 

METHODS  

A mixed methods approach in two stages was used to achieve the research 

objectives. In stage one an email survey was conducted to identify preliminary data 

that informed the substantive component of the research. This survey determined 

the number of OTs providing services to people who were dying in WA and the 

types of services provided, and then calculated a ratio with the number of people 

dying from conditions considered amenable to palliative care. In stage two, semi-

structured interviews were used to gather information from carers (n = 10 

metropolitan, n = 4 rural) and occupational therapists (n = 13 metropolitan, n = 5 

rural). Data were analysed qualitatively using grounded theory to develop 

categories. Themes were defined using the constant comparison method. 

 

RESULTS 

The survey of OTs indicated that 6.15 full time equivalent OTs were employed to 

provide palliative services in Western Australia. Compared with the number of 
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people who died from conditions considered amenable to palliative care over a one 

year period in WA, this is represented as a ratio of one occupational therapist per 

875 people. Two key themes emerged from the interviews with carers, 

disengagement from occupations with resultant occupational deprivation and 

disempowerment. The interviews with OTs illustrated that the occupational needs 

of dying people and their carers were not addressed adequately in palliative care 

service delivery. Furthermore OTs have limited opportunities to both contribute to 

the care of dying people and address their core business of ‘occupation’. 

CONCLUSION 

The research demonstrated that Western Australian OTs have limited opportunity 

to address the occupational needs of people at the end-of-life and their primary 

carers. Palliative services currently focus on pain and symptom management for 

their clients. While this is to a large extent understandable, carers also reported the 

importance of engaging in meaningful and satisfying occupations throughout the 

palliative period for the dying person and themselves. Occupational Therapists are 

well placed to address these needs but face a number of personal and 

organisational challenges in achieving this goal. For change to occur, issues of 

education and professional development, organisational and policy management 

would need to be addressed.  
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GLOSSARY OF TERMS 

Diseases amenable to palliative care 

Cancer, heart failure, renal failure, liver failure, chronic obstructive pulmonary 

disease, motor neurone disease/amyotrophic lateral sclerosis, Parkinson’s disease, 

Huntington’s disease, Alzheimer’s disease and HIV/AIDS (McNamara, Rosenwax, 

Holman, 2006). 

 

End of life care 

End of life care combines the broad set of health and community services that care 

for the population at the end of their life. Quality end of life care is realised when 

strong networks exist between specialist palliative care providers, primary 

generalist providers, primary specialists and support care providers and the 

community working together to meet the needs of people requiring care (Palliative 

Care Australia, 2008a).  

 

Interdisciplinary team 

The interdisciplinary team approach acknowledges the diverse skill base and 

understandings that each profession offers when caring for patients or clients. It 

seeks to use these in the most effective manner possible to achieve the best 

possible health outcomes for the patient or client. A variety of team members may 

make up the team (O’Reilly, 2010). 

 

Multidisciplinary team 

A multidisciplinary team consists of a mix of health care disciplines. Team members 

share common goals, collaborate and work together in planning and delivery of 

care. Members of a multidisciplinary team could include general practitioners, 

surgeons, medical or radiation oncologists, palliative care specialists, pastoral care 

workers, nurses, social workers, occupational therapists, physiotherapists, 

dieticians, volunteers, pharmacists or care assistants (Palliative Care Australia, 

2008a). 
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Palliative approach 

This approach aims to promote both physical and psychological well-being. It is a 

vital and integral part of all clinical practice, whatever the illness or its’ stage, 

informed by a knowledge and practice of palliative care principles and supported by 

specialist palliative care (Addington-Hall and Higginson, 2001). 

 

Palliative care  

Palliative care is specialist care provided for all people living with, and dying from an 

eventually fatal condition and for whom the primary goal is quality of life (Palliative 

Care Australia, 2008a). 

 

Palliative phase 

During the palliative phase, a disease is deemed to be incurable and progressive, 

and the goals of care are modified in favour of comfort, quality of life and dignity. 

Length of survival is no longer the sole determinant of treatment choice and life-

prolongation is advised to be a secondary objective of medical treatment 

(Department of Health and Human Services, Tasmania, n.d.). 

 

Primary carer 

The primary carer is generally in the close kin network of the patient and is usually 

self-identified. The primary carer can be the patient’s spouse, child, another 

relative, family member or friend. They may be supported by other carers, but 

generally will take a primary role in the co-ordination and delivery of care and 

support to the patient. This person provides for the practical needs of the patient 

and takes on additional tasks that may be of a technical nature, to provide ongoing 

care for the patient, e.g. the administration of medications. They provide the 

primary support role for the patient at all levels of need (Palliative Care Australia 

2005a). 
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Specialist palliative care 

Specialist palliative care services are provided by an interdisciplinary team of 

specialist palliative care professionals whose substantive work is with patients who 

have an eventually fatal condition. Specialist palliative care services are provided in 

care settings including community, home, hospitals, aged care homes, hospices and 

palliative care units (Palliative Care Australia, 2008a). 

 

Symbolic interactionism 

All individuals are socially constructed and make sense of the world due to the 

process of social interaction (Mead, 1962). 
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ABBREVIATIONS AND ACRONYMS 

 

ABC radio Australian Broadcasting Commission (radio) 

ADL  Activities of Daily Living 

COPM  Canadian Occupational Performance Measure 

DOHWA Department of Health Western Australia 

FTE  Full Time Equivalent 

HREC  Health Research Ethics Committee 

JHCHREC Joondalup Health Campus Health Research Ethics Committee 

ICD-10-AM International Classification of Diseases, 10
th

 Revision 

  (Australian Modification) 

LISA  Lung Impaired Support Association 

MOHO  Model of Human Occupation 

NPCS  National Palliative Care Strategy 

OT  Occupational Therapy 

OTs   Occupational Therapists 

OTAL  Occupational Therapy Australia Limited 

UK  United Kingdom 

WA  Western Australia 

WACHS West Australian Country Health Service 

WHO    World Health Organisation 
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1.1 BACKGROUND 

Every year in WA approximately 6,000 people die as a result of illnesses that are 

potentially amenable to palliative care (McNamara, Rosenwax, Holman & 

Nightingale, 2004). The demand for palliative care services is increasing as health 

care services respond to increasing rates of life-limiting illnesses, changing patterns 

of disease, an ageing population and the increasing age of caregivers (Davies & 

Higginson, 2004; Palliative Care Australia, 2005a; World Health Organisation, 2004). 

To meet the needs of people who are dying, adequate resources are required 

across the range of services provided to this group of consumers (Palliative Care 

Australia, 2008). However, in WA not all people diagnosed with a life-limiting illness 

are able to access palliative care. Referral to specialised palliative care services may 

not always occur at the appropriate time and geographical location may also limit 

access to these services (Department of Health Western Australia, 2005). 

Acting as part of an interdisciplinary team, OTs have an essential role in caring for 

people at the end of life and contributing to the support of primary carers of people 

who are dying. International studies recognise the unique OT contributions made to 

assist individuals to manage symptoms, complete self-care tasks as well as enabling 

valued roles in leisure and productive occupations (Cooper, 2006a; Ewer-Smith & 

Patterson, 2002). In Australia, however, palliative occupational therapy is under 

researched and is a relatively new area of occupational therapy practice. In WA 

there are few OTs employed in palliative care and when compared with the ratio of 

OTs providing services to dying people in other countries, such as Canada, this 

number is very low (Halkett, Ciccarelli, Keesing, & Auon, 2010). Consequently, the 

issues of access and referral to OT continue to be problematic and OT appears to be 

somewhat invisible in the arena of palliative care. 

According to the World Federation of Occupational Therapists “Occupational 

therapy is a client centred profession concerned with promoting health and well-

being through occupation. The primary goal of occupational therapy is to enable 

people to participate in the activities of everyday life” (World Federation of 

Occupational Therapists, 2011, p. 1). This definition holds true for OTs practising in 
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the field of palliative care. While the overall focus of care may shift from curative 

treatment, the philosophy of OT remains constant; OTs are concerned with 

maximising the client’s functional, psychological and social skills, within their chosen 

environment (Armitage & Crowther, 1999; Cooper, 2006b).  

It is widely recognised that dying people have very complex needs, not only medical, 

but also psychological, social and spiritual needs (Department of Health Western 

Australia, 2008; McNamara, 2001; Palliative Care Australia, 2009; Steinhauser et al., 

2000). Occupational therapists possess unique professional skills that complement 

other members of the palliative care team to meet these complex needs, with 

resultant satisfactory outcomes for dying people, their carers and families. Yet, in 

WA, few people benefit from these OT services (Keesing & Rosenwax, 2011). There 

are many potential explanations for this, including, models of service delivery, 

organisational barriers and a lack of understanding by others in the health care 

team about the OT role. A lack of promotion and education by OTs themselves to 

the wider community about their contributions to palliative care services also exists 

(Halkett, et al., 2010). It is important and timely, therefore, to investigate why 

referral and access to OT or other allied health practitioners does not occur 

consistently as part of the overall management of a life-limiting condition. 

In order to provide suitable and accessible OT services to palliative care consumers, 

it is also essential to investigate the specific occupational needs of people who are 

dying and their primary carers. This is an area of palliative care that is relatively 

under researched, but vital to OTs providing services to this group. The dying 

person’s chosen place of care and place of death may also vary throughout the 

palliative period and it is therefore important to examine these occupational needs 

across the variety of contexts of care. Current and future OT services may then be 

directed to meet the expressed needs of dying people and their carers.  

In summary, this research aims to explore the contributory factors that influence OT 

services for people who are dying in WA. The research objectives focus on the 

experiences of people who are dying and their primary carers as well as the current 

practices of OTs working in this area. 
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1.2 RATIONALE 

This research is significant for several reasons. Firstly, the study supports the 

National Health Priorities, two of which are cardiovascular health and cancer 

(Commonwealth Department of Health and Family Services, 1997, 1998). While a 

person with a diagnosis of terminal cancer has historically been considered as 

suitable for palliative care, there is also evidence that palliative care services should 

be offered to a much wider group of consumers, including those with non-

malignant diseases (McNamara, Rosenwax, & Holman, 2006). This study will 

contribute to the growing body of knowledge regarding the experiences of people 

with both cancer and non-malignant diseases in WA.  

“Every person in Western Australia with life-limiting illness has a fundamental right 

to a palliative approach to care” (Department of Health Western Australia, 2005, p. 

1). However, it is known that access to services for people who are dying in Western 

Australia is inconsistent according to diagnosis, place of death and geographical 

location (Rosenwax & McNamara, 2006). These inconsistencies also apply to 

referral and access to OT services for people with palliative needs. It is not known 

how many OTs are currently employed in WA to deliver palliative services and the 

role of OT within the palliative care team is not adequately defined. Investigation of 

these issues is justified in order to plan and deliver future OT services for dying 

people. 

Secondly, the study will explore the occupational needs of people who are dying 

and their primary carers. These needs are underexplored, yet essential from an 

occupational therapy perspective, because they provide the foundation from which 

to direct care. Additionally, the contributions made by carers of individuals who die 

in their own homes are largely unrecognised (Stajduhar et al., 2010). According to 

Access Economics, in their report for Carers Australia (2010) the cost of this 

informal (unpaid) care in Australia is conservatively estimated at $40.9 billion. While 

this estimate includes all carers across a range of contexts, it can be postulated that 

without the enormous efforts provided by carers of dying people, there would be 

further significant economic pressures placed on the health care system. According 
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to the standards developed by Palliative Care Australia (2005b), carers of dying 

people must be considered as essential contributors to decision making and care 

planning and recognised as partners in the delivery of care in order to assist with 

the development and implementation of essential services to this group of people.  

Thirdly, OTs should continue to seek evidence for practice to justify and evaluate 

services to this group of consumers. There are few recent Australian studies that 

explore this area of OT practice. Additional research will help to determine the 

efficacy of an expanded interdisciplinary approach to the care of people who are 

dying, assist with curriculum and professional development and identify future 

directions for OT intervention in this field. 

1.3 OBJECTIVES 

1. Determine the proportion of Western Australians dying from conditions 

potentially amenable to palliative care and the number of OTs employed to provide 

these services. 

2. Explore the met and unmet needs of people who are dying and their primary 

carers during the palliative phase, with particular reference to self-care, 

environmental contexts and occupational needs. 

3. Examine the current status of OT services and models of practice in Western 

Australia with regard to working with people who are dying from the perspectives 

of policy, organisational issues and individual practices. 

4. Provide recommendations for future research, policy formulation and models of 

practice in order to facilitate continuous improvement in this area of service 

delivery. 
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1.4 STRUCTURE OF THESIS 

This thesis is presented as an exegesis; the first three chapters provide an 

introduction to the study, review of the literature and explanation of the methods 

used to undertake the research. Following this, the key findings are presented as 

two peer-reviewed, published articles. The first publication (chapter four) entitled 

‘Doubly deprived’: a post-death qualitative study of primary carers of people who 

died in Western Australia’, was accepted for publication on 18 March 2011 in the 

Journal of Health and Social Care in the Community. The second publication 

(chapter five) entitled ‘Is occupation missing from occupational therapy in palliative 

care?’ was accepted for publication on 11 July 2011 in the Australian Occupational 

Therapy Journal. 

The thesis concludes with a final chapter whereby the significant findings of the 

study are discussed using current local and international published evidence. The 

discussion outlines the implications for service delivery from an individual, policy 

and organisational perspective. Recommendations for further research are also 

provided in order to continue the investigations into this area of OT practice and 

implications for people who are dying and their carers. 
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2.1 INTRODUCTION 

This chapter outlines the main subject areas of the study, beginning with an 

examination of the literature regarding the role of OTs working with people who 

are dying and their carers from an historical and current viewpoint. The profession’s 

philosophy, evidence base and practices are discussed as well as the range of 

factors which influence OT practice in this field. Additionally, an overview of the 

many variables impacting the care of people who are dying has been provided 

including service delivery, access to OTs, and the specific contextual issues 

pertaining to WA. 

 

2.2 OCCUPATIONAL THERAPY IN PALLIATIVE CARE 

Since the establishment of the profession in the early twentieth century, 

occupational therapy practice has evolved as a result of many changes which have 

impacted the health of the world’s population. These include advances in medicine, 

pharmaceuticals and public health; the advent of new diseases; the state of the 

economy; the development of rapidly advancing technologies; an ageing 

population; an increased population; and the impact of community, societal and 

global issues, with the consequent development of the profession to incorporate 

these changes into daily practice (Baum & Christiansen, 1997; Kielhofner, 1992, 

1985). Traditionally associated with the rehabilitation of people with physical and 

mental health problems, OTs have also assisted individuals to meet their health 

needs in a variety of different settings including the domain of palliative care (Bye, 

1998; Dawson, 1982). 

Modern palliative care has been largely attributed to the work of Dame Cicely 

Saunders, who, in the 1960s established St Christopher’s Hospice in London 

(Kuebler & Berry, 2002; Woodruff, 2004). Dame Saunders believed that satisfactory 

care of people who were dying relied upon a multidisciplinary approach to provide 

pain and symptom management with a focus on patient centred care. This 

approach has developed over time and is now accepted internationally. The World 
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Health Organisation (WHO) in 2006 defined palliative care as a holistic form of care 

which “Improves the quality of life of patients and families who face life-threatening 

illness, by providing pain and symptom relief, spiritual and psychosocial support 

from diagnosis to the end of life and bereavement” (para.2). Palliative care focuses 

on managing symptoms and minimising pain rather than curing the disease. It 

involves the person who is dying, their carers and family and continues into the 

bereavement phase (Morgan, 1993; Old, 2007). A key principle of palliative care is 

the team approach for which occupational therapy has been recognised as a 

significant contributor (Doyle, 2006; George, 2000). 

According to Crepeau, Cohn and Schell  (2003) “Occupational therapy is the art and 

science of helping people do the day-to-day activities that are important and 

meaningful to their health and well-being through engagement in valued 

occupations” (p. 28). This definition holds true for OTs practising in the field of 

palliative care. While the overall focus of care shifts from curative treatment, the 

philosophy of OT remains constant; OTs are concerned with maximising the 

person’s functional, psychological, and social skills, within their chosen environment 

(Cooper, 2006b; Holland & Tigges, 1981; Pearson & Todd, 2007; Tigges & Marcil, 

1988). Occupational therapy, by the very nature of the profession, provides 

valuable assistance to people who are dying, their primary carers and families by 

facilitating occupational performance and modifying valued tasks and roles in order 

to meet unmet needs (Halkett, Ciccarelli, Keesing, & Auon, 2010). 

Historically, the services provided by OTs for people who were dying focused on 

assessment of the patient’s living situation and prescription of equipment to 

address environmental and functional barriers (Pearson & Todd, 2007). One of the 

first publications documenting occupational therapy practice for people who were 

dying was completed by Gammage, McMahon and Shanahan in 1976. These 

authors proposed that the role of OTs working in end-of-life care was not well 

defined and suggested that OTs should focus on the person’s adjustment to new 

occupational roles during the palliative period. They also recommended that in 
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order to develop competencies in the field, therapists themselves needed to engage 

suitable frames of reference and explore their own feelings about death and dying.  

The establishment of hospices in the United Kingdom (UK) and North America led 

to further opportunities for OTs (Flanigan, 1982; Folts, Tigges, & Weisman, 1986; 

McMichael, 1991; Pizzi, 1984; Tigges, Sherman, & Sherwin, 1984). Dawson (1982) 

challenged the profession to utilise the opportunities available in palliation and 

hospice care to create an ongoing role. Some of the additional services 

recommended at this time included training in activities of daily living (ADL), 

modifications to the home and group work using crafts and activities. Dawson also 

identified that the needs of people who were dying were not being met by the 

existing OT services and suggested a broader focus including strategies for the 

management of pain. The American Occupational Therapy Association (1986) 

supported the view that occupational therapy offered an essential service within 

hospice due to their complementary philosophical bases. Lloyd (1989) and Bennett 

(1991) added to the growing body of knowledge, suggesting that the range of 

services for people who were dying should include goal setting, education and 

support and the provision of opportunities for self-expression in order to maintain 

quality of life.  

The challenge to the traditional medical model and the introduction of a more 

holistic biopsychosocial model during the 1980s also influenced the development of 

palliative care. The change enabled consideration of the physical and biological 

symptoms of the disease but, more importantly, recognised the psychological, 

social and environmental concerns of individuals (Chochinov, 2007; Pizzi & 

Chromiak, 2001; Steinhauser et al., 2004). This development provided OTs with the 

opportunity to offer a broader and valued service for people who were dying. 

Several authors, including Norris (1999), Rahman (2000), Brandis (2000) and Cooper 

and Littlechild (2004) emphasised not just the physical aspects of care, but a range 

of strategies that focused on the occupational, environmental, psychological, social 

and spiritual needs of the person who was dying. Occupational therapists working 

in the UK and Canada began to document a variety of specific strategies to assist 
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dying people including relaxation training (Ewer-Smith & Patterson, 2002; Hindley & 

Johnston, 1999; Miller & Hopkinson, 2008; Penfold, 1996; Shearsmith-Farthing, 

2001), coping skills for breathlessness and fatigue, and management of 

lymphoedema (Cooper, 2006a, 2006c). Additional recommendations included 

energy conservation (Egan, 2003), positioning for function (Armitage & Crowther, 

1999) and a focus on the maximisation of a person’s occupational roles (Marcil, 

2006; Pizzi, 1984). 

Further opportunities for OT involvement in palliative care have been afforded as 

the individual’s home has become a more viable option as a place of death. In 

Australia, as has been the case in the UK and North America, there has been a 

gradual shift away from hospital-based care and many people are now able to die in 

their own homes with the support of specialist palliative care services. Home 

deaths have prompted a greater demand for community palliative care services and 

the engagement of multi-disciplinary teams that include OTs (Cooper, 2006a; 

Kealey & McIntyre, 2005; Mahmood-Yousuf, Munday, King, & Dale, 2008; National 

Gold Standards Framework Centre, 2009). While the benefits of this shift have 

purported to include cost-savings to hospital and primary health care budgets, 

there have been consequences for the families and carers of individuals who 

choose to die at home (O'Brien et al., 2011). The potential role of OTs in palliative 

care has diversified to include services to dying people, their carers and families, yet 

few studies have been published to reflect this change. 

Occupational therapy, like any other area of health practice, relies upon a solid 

philosophy and evidence base to substantiate and justify chosen assessments and 

interventions (Cusick, 2001). There has been a paradigm shift in occupational 

therapy practice more recently, indicating a move away from the mechanistic 

approach of the 1960s to the so called ‘emerging’ paradigm of occupation 

(Whiteford, Townsend, & Hocking, 2000; Yerxa et al., 1989). The benefits of 

occupational engagement and participation on health and well-being have been 

well documented throughout the OT literature (Christiansen & Baum, 2010; 

Kielhofner, 1992; Law, 2002; Molineux, 2004; Wilcock, 1999, 2000), yet there are 
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only a few studies that have explored how a lack of occupational engagement 

impacts people who are dying. 

Research conducted by Unruh, Smith and Scammel (2000), supported the value of 

meaningful occupation as a strategy for coping with stress and postulated that this 

engagement assisted in contributing to the well-being and quality of life for people 

with advanced cancer. In their ethnographic study, Jacques and Hasselkus (1984), 

determined that a person’s participation in their own unique and everyday 

occupations continued to be important even when facing death and that these 

occupations helped to create a ‘good death’. Other authors who have 

acknowledged the contribution made by OTs towards improving quality of life for 

dying people include Liddle and McKenna (2000) and Marcil (2006). These authors 

suggested that OTs working in palliative care have much to offer dying people, their 

carers and families. 

In Australia, some gaps in the OT palliative care literature are evident. However,  

vanderPloeg (2001) introduced the concept of health promotion in palliative care, 

suggesting this was a useful approach that OTs could incorporate into practice to 

improve the quality of life of dying people. Another group of Australian authors, 

Lyons, Orozovic, Davis and Newman (2002) undertook a qualitative approach to 

examine the occupational experiences of a group of people attending a day hospice 

and concluded that such experiences assisted with the preservation of physical and 

mental functioning, helped to maintain social relationships and improved self-

worth. 

Halkett et al. (2010) documented a variety of issues pertaining to the employment 

of OTs in palliative care in WA, including insufficient funding, reduced 

understanding of the profession by others, lack of promotion of the role of the 

occupational therapist and limited research into the potential role of OT in the 

multidisciplinary palliative care team. Meredith (2010) found that a relatively small 

proportion of time (two to ten hours) was dedicated to palliative care in OT 

undergraduate education in Australia and many therapists felt ill equipped to work 

in the area.  
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There is also evidence to suggest there is a significant impact on OTs working in 

palliative care service delivery and recognition that it is a demanding and 

challenging field of practice (Bennett, 1991). The work sometimes leads to burnout 

(Cooper, 2006b). Practitioners become resolved to dealing with dying clients and 

must manage the intensity, urgency and continual exposure to death and grief 

(Prochnau, Liu, & Boman, 2003). Bye (1998) highlighted the conflict between 

practicing within a rehabilitation framework, yet enabling the client to prepare for 

death. Given these issues, coupled with comparatively few dedicated OT positions, 

it is not surprising that fewer OTs are currently working in this field. 

 

In the twenty first century, many new roles for OTs in palliative care have emerged 

including oncology rehabilitation and working with survivors of cancer (Harrison-

Paul & Drummond, 2006; Hindley & Johnston, 1999; Lowrie, 2006; Purcell, Fleming, 

Haines, & Bennett, 2009) and specialised palliative care for children (Tester, 2006). 

In 2005, The Canadian Association of OTs (2005) produced a position statement 

regarding end-of-life care with several recommendations. These included a 

commitment to improved access to OT services; professional development for both 

OT students and graduates; and advocacy for dying people and their carers. 

Additionally, research priorities were identified including occupation at the end-of-

life, spirituality, pain and symptom management, the psychosocial aspects of care, 

and service delivery including services delivered at home. 

 

In addition to the limited research that has been undertaken to examine the 

occupational experiences of people who were dying, few studies have examined 

the specific occupational experiences of carers of these people. Pickens, O’Reilly 

and Sharp (2010) suggested that the occupational needs of family caregivers in end-

of-life care were often unmet even though their needs may surpass those of the 

person who has died. Similarly, research conducted by Hasselkus and Murray (2007) 

and Hwang, Rivas, Fremming, Rivas and Crane (2009) concluded that carers of 

people with Alzheimer’s disease were unable to engage in meaningful occupations 

due to the demands of caring. 
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Much of the early literature published on the role of the occupational therapist in 

palliative care is descriptive in nature, with few studies focusing on an evaluation of 

practice.  It is imperative that the profession builds a substantial collection of 

reliable evidence in order to maintain and develop its role in this specialised area. 

Occupational therapists working with dying people employ a range of resources 

including various models of practice, assessment and evaluation tools, yet there are 

few studies that have explored or evaluated these models and tools in order to 

validate the effectiveness of practice in palliative care. 

A number of studies Bye (1998), Eva (2006), Pearson and Todd (2007) and 

Schleinich, Warren, Nekolaichuk, Kaasa and Watamabe (2008) have emphasised the 

need for further research in the measurement of outcomes, evaluation of services, 

and the development of an evidence base in order to build on the current body of 

knowledge in this area of practice. Models of occupational therapy form a scientific 

basis for practice; the choice of model may mean the difference between 

satisfactory and unsatisfactory outcomes for patients (Tornebohm, 1991). Lloyd 

(1989) utilised the Model of Human Occupation (MOHO) (Kielhofner, 1985) to 

direct practice, advocating its use to guide therapists when working with people 

who were dying. Norris (1999) assessed the effectiveness of the Canadian 

Occupational Performance Measure (COPM) (Law et al., 1998) for use in palliative 

care and concluded that it was not a suitable tool for use in this area, due in part to 

its limited capacity for evaluation of psychological difficulties. Further research and 

evidence will assist to substantiate and evaluate the role and efficacy of OTs 

working in palliative care. 

 

2.3 PALLIATIVE CARE IN AUSTRALIA 

Immigration in Australia has created cultural diversity. The challenge of health 

services is to meet the needs of all consumers while ensuring that the care of 

people who are dying meets a variety of needs and preferences (Department of 

Health Western Australia, 2008; Palliative Care Australia, 2005b). Individuals, 
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families and communities have different ways of coping with death, dependent in 

part by differing cultures, values and beliefs. Contextual factors also include 

awareness and preparation for death, place of death, availability of the health care 

system and ease of access to supports including palliative care (Kellehear, 2001; 

McNamara, 2001). 

Formal care for people, who are dying, including specialist palliative care, is 

relatively new in Australia. The past three decades have seen the emergence of 

different models of care together with the establishment of various organisations 

set up to develop policy, standards and guidelines to oversee these services 

(Aranda, 2000). Currently, the Australian Government provides funding via the 

Department of Health and Ageing to states and territories to administer palliative 

care services to hospitals, community settings and hospices (Commonwealth 

Department of Health and Aged Care, 2000). According to Currow, Abernethy and 

Fazekas (2004), McNamara and Rosenwax (2007) and Palliative Care Australia 

(2009), recent health reforms in Australia have meant that palliative care services 

are under review. The current systems of care are struggling to ensure that people 

who would have benefitted from palliative care services actually received these 

services.  

In the period between 1 July 2000 and 31 Dec 2002, only 68 per cent of people who 

died from cancer and just eight per cent of people who died from non-cancer 

conditions in WA received specialist palliative care. This data was extrapolated from 

the most recent research conducted in this state, which also determined that 

access to palliative care varies according to many factors including marital status, 

age and geographical location (Rosenwax & McNamara, 2006). Palliative Care 

Australia, in 2009, stated that there continued to be difficulties with access to 

palliative care services in Australia, especially for people residing in aged care 

facilities, children, those living in rural and remote areas and indigenous 

Australians. Additionally, it was noted that the provision of services varied 

according to diagnosis and socio-economic status. In view of these findings, it was 

recommended that significant changes should be made to these services including 
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improved access to palliative care, increased funding, additional workforce and 

improved professional development for the health professionals employed in this 

area. 

Historically, palliative care has been associated with patients with cancer; however, 

studies have indicated that many life-limiting and chronic conditions may also be 

amenable to palliative care. These conditions may include but would not be limited 

to; heart, lung, liver and renal failure, neurodegenerative diseases, stroke, 

HIV/AIDS, frailty and dementia (Addington-Hall & Higginson, 2001; Ahmed et al., 

2004; Auon, Kristjanson, & Oldham, 2006; Lynn, Chandry, Noyes Simon, Wilkinson, 

& Schuster, 2007). There is also an argument in the literature that many conditions 

identified as ‘chronic’ may benefit from a palliative approach to care (Fitzsimmons 

et al., 2007; Murray, Boyd, & Sheikh, 2005). The demand for palliative care services 

has increased as health care services respond to increasing rates of life-limiting 

illness (Palliative Care Australia, 2005a).  

Palliative care needs to be made available across the variety of settings in which 

people choose to die including hospice, hospital, residential aged care facility or the 

client’s own home, supported or not by community-based health practitioners 

(Rosenwax, McNamara, Blackmore, & Holman, 2005). Not all people with these 

conditions are routinely referred for palliative care in WA and it is not known if the 

people who received palliative care services had access to allied health 

practitioners, including OTs. Correspondingly, little is known about the range and 

type of services provided by OTs and other allied health practitioners and if the 

needs of their consumers are being met by existing services. 

Australian society faces ongoing challenges as a result of ageing populations, 

changing patterns of disease and the increasing age of caregivers (Davies & 

Higginson, 2004). It is anticipated that these changes will correlate to increasing 

numbers of individuals seeking palliative care services in the future (World Health 

Organisation, 2004). Stewart (2003) predicted that in Australia, the increasing need 

for palliation services for those with non-malignant disease will outweigh the 

availability of these services. This places the overall burden of care of these 
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individuals onto the existing services which are already experiencing difficulties 

coping with current demands. 

 

2.4 CONCLUSION 

The role of OTs in palliative care has grown and diversified since the initial 

engagement of therapists in the 1960s. Much of the OT research has centred on the 

physical and environmental concerns of people who are dying. In Australia, the 

occupational experiences of these individuals have been under explored and largely 

undocumented. It is essential to the growth and efficacy of the profession that 

further research in this area of service delivery is undertaken in order to develop 

and validate this field of practice. This research project aims to identify the current 

philosophy, models and practices of OTs working in this field in WA, within the 

Australian context of health care.  
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3.1 INTRODUCTION 

The study was conducted in two stages using a mixed methods approach to answer 

the research questions. Stage one aimed to scope the extent of the problem of 

adequate service provision by calculating the number of OTs who provided services 

to people who died of conditions considered amenable to palliative care in WA. The 

substantive component of the research was addressed in stage two which used in-

depth interviews to collect data from two groups of participants. Group one 

consisted of primary carers of people who had died from conditions considered 

amenable to palliative care (Fitzsimmons et al., 2007; McNamara, 2001; Tearfund, 

Cowley, Bliss, & Thistlewood, 2003) and group two consisted of OTs employed to 

provide services to this group of people in WA. 

3.2 MIXED METHODS RESEARCH DESIGN 

Mixed methods research uses a combination of quantitative and qualitative data 

collection methods and analyses in order to address the research question (Teddlie 

& Tashakkori, 2003; Whalley Hammell, 2004). This method is particularly useful 

when limited data exists on the subject as was the case with this research where 

little was known about both the number of occupational therapists working in 

palliative care in WA or the palliative care needs of dying people and their carers. 

Mixed methods research also enables the triangulation of results from different 

research methods. Triangulation contributes to the trustworthiness of the research 

findings (Taket, 2010) and is a method used to ensure rigour of the research design 

(Liamputtong & Ezzy, 1999). 

The literature provides many different views on the merit of mixed methods 

research, including the opinion that the research paradigms of qualitative and 

quantitative approaches are so inherently different that they should not be 

combined (Guba, 1987; Sale, Lohfeld, & Brazil, 2002). Discussion amongst 

researchers about this view in the 1980s gave rise to the ‘Incompatibility Theory’; 

whereby advocates of this theory argued that the epistemological bases of each 

research design could not (and should not) be used together (Denzin & Lincoln, 
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2000). In contrast, proponents of this research design consider the benefits from a 

pragmatic standpoint, that is, the researcher should use whatever means available 

with which to answer the research question. A mixed method design draws on the 

strengths of both qualitative and quantitative methods to answer a broad range of 

research questions. According to Hanson and colleagues (2005), describing and 

explaining social phenomena is a complex task and different methods are needed. 

Furthermore, integration of data occurs when the two sets of data are considered 

side by side in order to develop inferences about the results of the research and to 

answer the research question (Creswell, Plano Clark, Gutmann, & Hanson, 2003). 

In this study, an explanatory design using two sequential stages (Figure 3.1) was 

employed. According to Creswell, et al. (2003), this design uses results from the 

quantitative data collected to direct the sampling strategies (participants and 

techniques) that are used to collect the qualitative data. 

Figure 3.1    

Sequential Explanatory Design 

 

 

Source: Adapted from Creswell, J., Plano Clark, V., Gutmann, M., & Hanson, W. 

(2003). Advanced mixed methods research designs. In A. Tashakkori & C. Teddlie 
(Eds.), Handbook of mixed methods in social and behavioural research. (pp. 209-
240). Thousand Oaks: Sage Publications. 
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In this study a simple quantitative strategy was employed in stage one to collect and 

analyse numerical data to assist with the establishment of the determinants for the 

second stage, the potential size of the two groups of participants, sampling 

strategies and data collection methods. The second stage involved the use of 

qualitative methods to explore and analyse participants’ experiences using in-depth 

interviews. Following this, an interpretation of the results and integration of the 

data was completed from both stages and conclusions drawn. 

3.3 STAGE ONE 

3.3.1  OBJECTIVES 

1. Determine the number of OTs (FTE) providing palliative care services in WA in a 

one year period. 

2. Using published data on deaths from conditions amenable to palliative care 

(Rosenwax, McNamara, Blackmore, & Holman, 2005) calculate the ratio of OTs 

providing palliative care services in WA to the number of people who died of 

conditions amenable to palliative care in WA.  

3.3.2  QUANTITATIVE METHODOLOGY       

As indicated in Figure 3.1, the quantitative component of the study was minimal. 

This method was used to develop the data which informed the substantive 

qualitative part of the research. Quantitative research methods utilise various 

strategies to collect and analyse numerical data using statistical analysis in order to 

draw conclusions about the data and answer the research questions. This method 

enables the researcher to describe the characteristics of data and make 

generalisations about the population of concern, which contributes to the 

development of an evidence base for that particular phenomena (Schofield & 

Knauss, 2010).  

In this study, a brief survey to collect demographic and numerical information 

regarding OTs who worked with people who were dying (Appendix E) was used. 
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Although complex statistical analysis was not undertaken, the information collected 

assisted to inform the depth and breadth of the overall study.  

3.3.3  STUDY SAMPLE  

The number of people who died over a 2.5 year period (1 July 2000-31 December 

2002) with conditions considered amenable to palliative care provision was taken 

from a study conducted by Rosenwax, McNamara, Blackmore and Holman (2005). 

Given that there are no data available on the number of OTs employed to provide 

palliative care services to people in WA, a list was constructed using the WA Health 

Network (Department of Health Western Australia, 2008), Curtin University School 

of OT Fieldwork data base, Occupational Therapy Interest Groups and personal 

networks. This list represents a summary of the OTs known to be working in 

palliative care in WA as at September 2009. 

3.3.4  PROCEDURE 

In the Rosenwax et al. study (2005), the literature was reviewed and expert opinion 

sought through focus groups to produce a list of conditions potentially amenable to 

palliative care. These conditions are listed in Table 3.1. According to the Australian 

Bureau of Statistics (ABS) (2010), the number of all deaths occurring in WA 

remained relatively stable from year to year during the period 2000 (10,668 deaths) 

to 2009 (12,566 deaths), which allowed the use of data from the 2005 published 

study for the purpose of calculating the ratio of OTs providing palliative care 

services in WA to the number of people who died of conditions amenable to 

palliative care in WA.  
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Table 3.1.  

Frequency of the 10 conditions in the minimal estimate of Western 

Australia deaths from 1 July 2000 to 31 December 2002 (N= 13 453)  

 

Underlying Cause of Death,  
Part 1 of death certificate (ICD-1AMcodes) 

 Number and proportion 
of people who had the 
condition (%)a 
 

Neoplasm (ICD-10-AM C00_/D48) 8007 (59.5) 

Heart failure (ICD-10-AM I500, I501, I509, I110, I130, I132
b
) 2819 (21.0) 

Renal failure (ICD-10-AM N10, N11, N120, N131, N132, N180, N188, 
N189) 
 

1313 (9.8) 

Chronic obstructive pulmonary disease(ICD-10-AM J40, J42, J410, J411, 
J418, J430-J432, J438-J441, J448, J449) 
 

1286 (9.6) 

Alzheimer’s disease (ICD-10-AM G300, G301, G308, G309) 537 (4.0) 

Liver failure (ICD-10-AM K704c, K711c,K721, K729c)  424 (3.2) 

Parkinson’s disease (ICD-10-AM G20) 174 (1.3) 

Motor neurone disease (ICD-10-AM G122) 122 (0.9) 

Huntington’s disease (ICD-10-AM G10) 13 (0.1) 

HIV/AIDS (ICD-10-AM B20_/B24)   14 (0.1) 

a
 1256 people (9.3%) had more than one condition from the Minimal Estimate listed on Part 1 of the 

death certificate.  
b There were no recorded deaths from I132 (hypertensive heart and renal disease with both CHF and 
renal failure) during the study period.  
c Acute liver failure is not separated from chronic liver failure on the ICD-10-AM codes. 

     
 
Source: Rosenwax, L., McNamara, B., Blackmore, A., & Holman, C. (2005). 
Estimating the size of a potential palliative care population. Palliative Medicine, 
19(7), 556-562. doi:10.1191/0269216305pm1067oa. 
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3.3.5  EMAIL SURVEY  

Contact was made with the Occupational Therapists’ Registration Board of WA and 

the Department of Health WA; however, despite these attempts aimed at 

identifying OTs working in palliative care in WA it was not possible to determine the 

number of OTs working in the state, specific to this field.  A survey conducted by the 

Department of Health WA in 2007 identified a range of demographic data relating 

to the health workforce and employment of OTs in WA; however, this did not 

identify the specific area of practice (Chief Health Professions Office, 2008). 

A list of metropolitan and rural palliative care services was generated using the WA 

Health Network (Department of Health Western Australia, 2008), Curtin University 

School of Occupational Therapy Fieldwork data base as well as personal, 

professional and employment contacts. Occupational therapists employed by each 

service were identified and contacted via email and follow up phone call (Appendix 

E) and asked to complete a series of questions including demographic data, service 

type, hours of work and estimate the proportion of their caseload considered as 

palliative. The total full time equivalency (FTE) of OTs working in palliative care is 

represented in Table 3.2. 
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Table 3.2   

Number of OTs identified as working in palliative care in WA in 2009 

(N=29) 

Location 
Number    

of services 
Service Type 

Designated 
palliative beds 

Total 
FTE 

East metropolitan 2 Public 15 0.35 

North metropolitan 7 Public/Private 28 2.7 

West metropolitan 1 Public/Private 10 0.4 

South metropolitan 2 Public/Private N/D 0.8 

Peel region 2 Public/Private 7 0.6 

All metropolitan                    

(private OTs) 
3 Private N/D 0.5 

Rural 12 Public/Private N/D 0.8 

N/D: Not designated as palliative care beds. 

3.3.6  DATA ANALYSIS 

A frequency count of the number of OTs working in palliative care was determined 

using the results of the email survey. Using the figures provided in Table 3.2, a 

simple calculation was made to determine the ratio between the number of OTs 

providing palliative care in WA and the number of people who died from 

condition/s considered amenable to palliative care within a one year period. 

Initially, the number of deaths over a 2.5 year period (n = 13,453) was divided by 2.5 

to produce a figure of 5,381. This figure was then divided by the total number of 

OTs (FTE) working with dying people in 2009 (n = 6.15) to determine the ratio 

between these two groups. This figure and discussion regarding the results are 

presented in Chapter Five, page 82. 
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3.4 STAGE TWO 

3.4.1  OBJECTIVES 

1. Determine the met and unmet needs of people during the palliative phase, with 

particular reference to self-care, environmental contexts and occupational needs 

for; 

a) Primary carers of a family member who had died; 

b) The family member who had died (from the perspective of the primary 

carer). 

2. Describe the current philosophies and practices of occupational therapists 

employed to provide palliative care services in WA with regard to working with 

people who are dying and their primary carers, from policy, organisational and 

individual perspectives. 

3.4.2  QUALITATIVE METHODOLOGY 

Qualitative research methods employ strategies of data collection that involve the 

gathering and interpretation of words as opposed to numbers (Denzin & Lincoln, 

2000; Liamputtong, 2010; Sandelowski, 2000). Qualitative methods are useful to 

researchers studying human social experiences and behaviours as they allow 

opportunities to listen and observe the participant in their usual environment in 

order to understand and interpret the narrative data being collected (Carpenter, 

2004). This approach is also useful when a phenomenon is not well researched or 

understood, by allowing for explanation and interpretation of the data, rather than 

simple descriptions of the subject matter (Frank & Polkinghorne, 2010). 

There are a number of recent studies that examine the dying person’s experiences 

in the period leading up to death as well as the experiences of primary carers, for 

example, Funk and colleagues (2010) and Stajduhar, Allan, Cohen and Heyland 

(2008). However, very few of these studies examine the specific needs and wants of 

these groups of people from an occupational perspective (Keesing, Rosenwax, & 
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McNamara, 2011). Similarly, the experiences of OTs working in palliative care in WA 

are relatively under explored and few studies have been published that examine the 

services provided by OTs in WA (Halkett, Ciccarelli, Keesing, & Auon, 2010).  A 

qualitative approach using grounded theory was chosen in order to explore the 

experiences of the two participant groups, from their individual viewpoint during 

the dying person’s last year of life. 

3.4.3  THEORETICAL PERSPECTIVE- GROUNDED THEORY 

Grounded theory was first documented by two sociologists, Barney Glaser and 

Anselm Strauss in the 1960s and is now used across a range of disciplines to 

examine social situations and interactions and provides an analysis or ‘theory’ 

regarding the phenomena of concern (Glaser & Strauss, 1967; Stanley & Cheek, 

2003; Walker & Myrick, 2006). This methodology utilises a variety of data collection 

methods, including, in-depth interviews, field notes, observations and written 

reports.  

 

Drawing on the concept of symbolic interactionism, grounded theory assumes that 

people order and make sense of their world according to their individual needs and 

experiences. It is assumed therefore, that people sharing a common circumstance 

will also share some common meanings related to that circumstance. It is this 

assumption that allows the development of a ‘theory’ related to the group that is 

‘grounded’ in the data collected (Corbin & Strauss, 2008; Skeat, 2010). 

 

The foundation premises of symbolic interactionism are based on the work of  

George Herbert Mead (1962) and Herbert Blumer (1969) who postulated that all 

individuals are socially constructed and people make sense of the world due to the 

processes of social interaction. Researchers use this premise to investigate how 

people create meaning during social interaction and how this contributes to the 

development of self or "identity", and how they interact with others (Annells, 

1996). The concept of symbolic interactionism was used to understand and make 

sense of the participants’ dialogue during interviews and to commence the initial 

formation of themes and codes. 
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Grounded theory methods of research employ an inductive approach to explain the 

subject matter; theories about the data are developed from the observations, 

discussions and dialogue obtained throughout the data collection. This method 

utilises the practice of ‘coding’ to interpret and refine the data in order to confirm 

the developing theory (Liamputtong & Ezzy, 1999; Patton, 2002).  

 

This approach was chosen as a logical basis for identification and interpretation of 

an individual’s experiences with death and dying as each experience is unique to 

that person. It allowed an understanding of the participants’ responses to 

questions, their use of language and expression and how the experience of death 

and dying impacted their thoughts, actions and interactions with others. In the 

context of this study, grounded theory permitted an exploration of the everyday life 

situations of each participant carer, what do people do each day? What are the 

processes that cause people to behave in a particular way? What difficulties do they 

have undertaking activities? How do these difficulties impact their daily routine? 

Similarly, this approach was used to explore the experiences of OTs working in 

palliative care. What services do OTs provide? How do OTs decide what services to 

provide? What models do they use to drive the therapeutic process? What are the 

difficulties experienced in this area of practice?  

 

3.5 SAMPLING AND RECRUITMENT METHODS 

3.5.1  CARERS 

Theoretical sampling is a tool used by qualitative researchers that allows decisions 

regarding the selection of participants and exploration of the data to change 

throughout the data collection period. As data is collected and analysed, decisions 

about whom to interview and questions to be asked are based on the emerging 

themes of the study (Charmaz, 2000; McCann & Clark, 2003). This strategy assists 

the researcher to develop inductive concepts regarding the phenomena, allowing 

comparison and contrast between the data collected, leading to the ‘theory’. 
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Theoretical sampling was used to identify carers (as proxies for people who had 

died) living in metropolitan and rural locations in WA. Advertisements were placed 

in the newsletters of the following publications: 

 Health Advisory Council of WA 

 Carers WA  

 Country Women’s’ Association of WA 

 Regional newspapers including Southern Gazette, Avon Advocate, Collie Mail 

 LISA news (newsletter of the Lung Impaired Support Association of WA) 

 Local newspapers; Southern Gazette, Canning Times 

Additionally, recruitment flyers were provided to contacts at the Cancer Council of 

WA, West Australian Country Health Service (WACHS), local shopping complexes 

and libraries. An interview with ABC radio was also completed. Copies of these 

advertisements can be found in Appendix F. 

Sampling was refined and directed as the study progressed and each transcript was 

analysed to identify potential themes; this assisted with the recruitment of carers 

who had obtained services, cared for individuals with a non-cancer diagnosis and 

those living in rural locations. These were important differentiations in the data 

collection as they lead to further questions; and to determine any differences 

between participants according to the types of services obtained, the diagnosis of 

the dying person and where they lived. A summary of participant demographics of 

this group is found in Chapter Four. 

3.5.2  INCLUSION AND EXCLUSION CRITERIA-CARERS 

Inclusion criteria stipulated that each participant carer had experienced the death of 

a person from four months to two years previously or who was currently caring for a 

person who was determined (by their medical practitioner) to be in their last year of 

life. Cause of death/diagnosis was due to a condition amenable to palliative care. 

Despite extensive attempts, no carers were recruited who were currently caring for 

a person who was dying. 
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Carers were excluded if the bereavement was less than four months or greater than 

two years. This time frame was chosen because issues of grief and loss as a result of 

recent death may create additional stress for the carer, if more recent (Addington-

Hall, Fakhoury, & McCarthy, 1998; B. McNamara & Rosenwax, 2007). Two years 

post death may create issues relating to recall of events. Two carers were excluded 

using these criteria. 

3.5.3  OCCUPATIONAL THERAPISTS 

A theoretical sampling technique was also used to identify OTs and OT Heads of 

Services working in metropolitan and rural locations in WA. Participants were 

initially recruited from the WA Health Networks data base and the Curtin University 

School of Occupational Therapy Fieldwork data base, Occupational Therapy Interest 

Group (Aged Care) and existing fieldwork contacts via email, telephone contact and 

newsletter advertisements. A summary of participant demographics of this group is 

found in Chapter Five. 

3.5.4  INCLUSION AND EXCLUSION CRITERIA-OTs 

OTs were included if they had been registered for at least one year by the 

Occupational Therapists Registration Board of WA. There were no exclusion criteria 

as it was recognised that particularly in rural areas, OTs may have worked across a 

range of service delivery contexts and may not be included in the established 

palliative care team. 

3.6 ETHICS AND INFORMED CONSENT 

Ethics approval for the study was obtained on 10/11/2008 by the Human Research 

Ethics Committee (HREC) of Curtin University and the Department of Health 

Western Australia (DOHWA) Research Committee on 23/12/2008. Further approval 

was obtained from the Joondalup Health Campus Research Ethics Committee 

(JHCHREC) on 20/2/2009 (Appendix G). Each participant was provided with an 

information sheet outlining the risks and benefits of the study as well as information 
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regarding access to counselling services, should the interview cause distress 

(Appendices H and I). 

Participants were required to provide written consent for the study and were 

advised that they may withdraw at any time, should they wish (Appendix J). They 

were also informed that at no time would they be identifiable to anyone other than 

the researcher as all names and details were de-identified using synonyms. 

Embarking on this study raised many questions for the researcher; how to remain 

objective during the interview process, how to phrase questions so as to avoid 

undue distress for the participants and manage personal responses to the 

participants ‘stories’ and experiences. Participants were advised that they could 

stop the interview at any time or take a break if needed. They were also informed 

that counselling was pre-arranged with a bereavement support service if they 

experienced any further difficulties at a later date (this service was not accessed 

during the period of the study). Many carers were able to identify natural supports 

(e.g. family, friends) that they were able to talk with and discuss issues that were 

raised as part of the interview. 

Consideration was also given to the environment with efforts made to minimise 

distractions and allow sufficient time to complete the interview. Several strategies 

were utilised to manage these issues including regular debriefing with peers and 

research supervisors, whereby difficulties relating to the interview process, 

bracketing and reciprocity were managed. This occurred during regular discussions, 

listening repeatedly to interviews, reviewing memos and whilst refining codes and 

themes. 

For all interviews, an initial period of rapport building was included, this was based 

on the premise that all participants were unknown to the researcher and it was felt 

that providing an opportunity to engage in (non-directed) conversation gave each 

participant and the interviewer a chance to commence building trust. The subject 

matter discussed in the interviews was extremely personal, sometimes resulting in 

emotional distress, crying, pausing and apologies for becoming upset. Using a range 

of verbal and non-verbal strategies, it was anticipated that each participant felt 
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comfortable to disclose their experiences and were assured that the information 

was kept confidential and secure. 

3.7 DATA STORAGE 

All data obtained as part of the study was stored in accordance with Section 2.6 

‘Manage storage of research data and records’ of the Australian Code for the 

Responsible Conduct of Research (National Health and Medical Research Council, 

2007). All raw data (interview transcripts, demographic details, consent forms) 

collected during the study were kept in a locked filing cabinet in a locked facility at 

Curtin University for a period of five years. 

Electronic data including digital media files were stored on the researchers’ 

computer and this was protected with a password. These digital files will be 

destroyed at the conclusion of the project. 

 

3.8 DATA COLLECTION 

3.8.1  IN-DEPTH INTERVIEWS 

In-depth interviews are used throughout qualitative research studies because they 

provide an extended opportunity for the participant to share ideas, experiences and 

feelings about a particular subject. The interviewer (researcher) assists with the 

promotion of dialogue by providing non-verbal cues, active listening and asking 

open-ended questions in order to facilitate the flow of conversation. The aim of this 

type of interview is to elicit the individuals’ own attitudes, perceptions and opinions 

about a subject that holds meaning for them and provides individual subjective 

responses (Serry & Liamputtong, 2010). This approach to interviewing was chosen 

to ascertain the participants’ own unique experiences and reflections regarding 

their roles as carers or occupational therapists and their individual experiences 

about death and dying. 
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3.8.2  INTERVIEW GUIDE 

An interview guide was developed following consultation with peers, research 

supervisors, literature review and reflection on clinical experience. Many qualitative 

researchers advocate the use of a semi-structured guide as a framework to facilitate 

extended responses, yet ensure that all the essential issues are raised and discussed 

(Patton, 2002). 

Data were collected from participant carers during the in-depth interview using this 

semi-structured guide (Appendix K) in order to facilitate extended responses. 

Interviews were conducted in mutually agreed private locations where interruptions 

were likely to be minimal. These locations included carers’ homes and meeting 

rooms at health services. One carer was interviewed in the meeting room at a local 

support centre; another was interviewed in a meeting room at her place of 

employment. Travel to several rural locations was also completed in order to carry 

out interviews with four carers and five OTs living in rural towns in WA. 

Participant carers were asked to provide basic demographic information. Questions 

were asked of the carer regarding their own experiences as well as the met and 

unmet needs of the person for whom they have cared. These questions focused on 

the self-care, environmental contexts and occupational needs of the individual they 

cared for during their last year of life. In addition, questions were also asked about 

the carers’ own routine, day to day activities and any changes to their lives as a 

result of the caring role (Appendix K). 

Participant OTs were asked to provide demographic information including length of 

time practicing as an OT, usual place of work and experience working with people 

who were dying. Additional questions focused on models and philosophy of 

practice, types of services provided, what changes (if any) they would suggest to 

existing palliative care services and their own practice (Appendix L).  Each interview, 

of approximately 60-90 minutes was recorded using a digital recording device and 

transcribed verbatim, with assistance from a paid transcriber. 
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Pilot interviews with one (non-participant) carer and one (non-participant) OT were 

completed in order to identify any difficulties or issues related to the types of 

interview questions, interviewing style as well as the structure and flow of the 

interview. Interview guides were modified to reflect this feedback and refine the 

interview questions. 

3.8.3  INTERVIEW PROCESS 

Previous clinical experiences were drawn upon in order to prepare for each 

interview. Reflections on these clinical experiences and the recognition that this 

area of practice is largely under researched were factors that contributed towards 

the pursuit of research in this field. Acknowledgement was made that each 

participant had previously provided an intensive caring role for a person who died, 

or had provided OT services for a person who died. Each participant had their own 

‘story’, each had positive and negative experiences as a result of their role and 

consequently each interview was tailored to the individual participant, 

acknowledging the range of experiences and potential difficulties. Strategies to 

facilitate discussion included the use of prompting questions, note taking, 

observation of non-verbal behaviour, open-ended and reflective questioning, and 

preparation of the environment were all considered in order to elicit comprehensive 

responses. 

 

3.9 DATA ANALYSIS 

3.9.1   CODING 

A key principle of grounded theory involves the use of constant comparative 

analysis. Data collection and analysis occur concurrently, allowing the researcher to 

compare incidents, identify similarities and patterns in the data and begin to 

develop categories (Patton, 2002). Each interview was read line by line, several 

times, in order to understand and make sense of the data. Short phrases, words and 

key concepts were then clustered into categories with similar ideas.  
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Initially, ‘open’ coding involves scrutinising the incidents and dialogue and 

developing the concepts into categories and sub categories. These categories are 

given labels and as further data are added to the overall analysis, additional 

categories are defined. 

Following this, a process of ‘axial’ coding is used to link the categories and 

subcategories together, allowing the key themes of the research to emerge from 

the data. Examples of the coding process are outlined in Table 3.3. 
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       Table 3.3  

      Examples of the coding process 

Transcript Open Code Axial Code 

   
CARERS 
 

  

The self-care thing was really hard to 
watch… to have to accept help with his self-
care because that was part of his dignity …it 
wasn’t that he couldn’t handle us seeing him 
naked or anything like that it was just like, 
you know, I can’t do this for myself. Because 
that’s the feeling because I can’t do anything 
for myself, I’m hopeless. 
 

Hard to accept help, 
need to keep dignity, 
helplessness of not 
being able to do for 
self 

Reduced 
occupational 
performance 

So he very much wanted to be in control of 
his faculties and he was fully aware and alert 
and he was really compromised by the 
medication. We wanted to advocate for him 
but it was difficult, feeding that information 
to the doctor to say ‘look the Temazapam’s 
knocked him out, we think it’s really not 
helping’ and the doctors come in and said 
‘look, this is best practice’. 
 

Wanting to feel in 
control, difficulty 
explaining needs and 
wants, wanting to 
respect patients’ 
wishes 

Difficulty with 
communication 
amongst key parties, 
disempowerment as 
a key party 

It was Jane who had actually done the home 
visits, so we knew where to go for a chair 
and equipment but I wasn’t there to talk 
with her, then they dropped off the 
equipment but that was all. 
 

No time with OT, 
unable to provide 
sufficient resources 

Equipment focus, 
limited opportunity 
to focus on 
occupation 

I would have had a couple of nights that I 
needed some space to sit, twiddle your toes 
you know something like that so you have to 
think about how they’re going to be able to 
sustain that. 

 
 
 
 

 

Difficulty balancing 
roles as carer, 
needing respite from 
carer role 

Occupational 
imbalance  
 
 
 
 



Chapter Three                                                          Research Design 

 

        Page 54 
 

Transcript Open Code Axial Code 

  
OTs 
 

  

I see a lack of co-ordination of different 
services so there is lots of that for chronic 
disease management, which become 
palliative in the end in the community. 
 

Lack of co-ordination 
between services 

Poor co-ordination 

I think we need to be more person centred. I 
think the palliative care brief is very holistic 
and takes into account the emotional, 
spiritual, cultural needs of the person more 
so than the average medical model. 
 

Value of person 
centred care versus 
medical model 

Current practices are 
not person centred 

We liaise a lot with (community nursing 
service) in terms of people going home and 
us missing them here so we do follow up and 
provide home visiting services and 
equipment but more at that sort of level 
rather than being involved and supporting 
the families or the person through the 
occupational issues that they want to 
address. 
 

Provision of services 
focuses on 
equipment and 
modifications, not 
related to 
occupational issues 

OT services focus on 
equipment 

What happens is when we see these patients 
they’re usually very ill, almost to the end 
stage of their life and so it’s really it about 
making their care comfortable, helping their 
families to try and deal with this person 
that’s very sick in their home situation. So 
really it’s a lot about equipment 
prescription, organising support or whatever 
or linking in some services that might not 
already be there. So our role here tends to 
be more of an end stage role which is very 
limiting, that’s the unfortunate thing too, 
that we find we don’t get called in early 
enough. 

Limited role due to 
late referral, 
equipment and 
organising support 
only 

Frustrations with 
current opportunities 
to work with people 
with palliative needs 
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3.9.2  MEMOS 

Memos are an important tool used as part of the grounded theory process (Stanley 

& Cheek, 2003). Memos were used in this study as a method of organising and 

tracking the data. These were very useful in keeping a systematic record of the data 

and decisions made during the progress of the study. 

3.9.3  THEORETICAL SATURATION AND SAMPLE SIZE 

It is not usually possible to determine the expected sample size when undertaking a 

grounded theory study (Corbin & Strauss, 2008). This is because data saturation is 

only evident when no new categories or themes emerge. The intention of this study 

was to identify the thoughts and experiences of a range of primary carers and OTs 

who had experience with death and dying. It is acknowledged that that these 

experiences are unique, according to a multiplicity of factors and the strategy of 

theoretical sampling assisted with saturation of the data.  

 

3.10  TRUSTWORTHINESS 

Trustworthiness in qualitative research refers to the rigour of the research design 

and process (Johnson & Turner, 2003). Four key criteria are used to demonstrate 

trustworthiness in this study; credibility, transferability, dependability and 

confirmability.  

 3.10.1  CREDIBILITY 

 Credibility refers to the ‘fit’ between what participants verbalise and what the 

researcher represents as an accurate description of the content (Sandelowski, 

1986). Member checking was completed with all participants by providing a 

transcript of their interview, together with instructions to read carefully and advise 

the researcher of any errors. Two participants identified errors in the transcripts 

which were corrected following a further review of each interview (listening to 
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transcripts again). Preliminary themes of the research were also sent to each 

participant with instructions to review these and make further comment. These 

responses were considered as part of the overall development of themes. 

3.10.2  TRANSFERABILITY 

Qualitative researchers must identify the generalisability of the research to other 

readers. Can the research be replicated in another setting? Do the findings ‘fit’ with 

the readers’ own experiences? Could the conclusions be reasonably applied to 

another setting? According to Koch (1994), the responsibility in answering these 

questions is required of the reader of the research, however, the author must 

ensure the context is adequately described in order to provide as much information 

as possible to ensure that a decision can be made about transferability. A range of 

factors must be included when considering the transferability of this research to 

other locations. These include the provision of rural and remote services, models of 

care, availability of resources and the context of care. Of particular note is the 

dearth of OTs employed in WA that provide care within community based palliative 

care services. However, it is felt that the steps in the research process have been 

described explicitly and within the boundaries of confidentiality and a thorough 

rationale has been described for decisions made. 

3.10.3 DEPENDABILITY 

Methods of addressing and ensuring dependability are vital to ensure that the 

decisions made as part of the research process are rational and clearly documented. 

This process in known as an ‘audit trail’ (Ritchie, 2001). This strategy has been 

implemented from the commencement of the study through to the conclusion with 

the use of a diary, documentation of meetings with research supervisors and 

written rationale for the decisions made regarding codes and summaries of 

interviews. 
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3.10.4  CONFIRMABILITY  

Confirmability is described by Tobin and Begley (2004) as the method by which the 

research findings can be directly related to the data, rather than simply a reflection 

of the researchers’ own ideas and biases. Several strategies were employed to 

ensure confirmability of the study. These included discussion and documentation 

with the research supervisor and peers regarding decisions related to recruitment of 

participants, interviewing strategies, analysis of transcripts and confirmation of 

codes and themes. Theoretical sampling throughout the data collection also 

assisted in the refinement, direction and development of themes throughout the 

research period. 

 

3.11  LIMITATIONS 

Several limitations were acknowledged as part of the study. The number of deaths 

used to calculate the ratio of OTs providing palliative care services in WA to the 

number of people who died of conditions amenable to palliative care in WA was 

taken from a study that utilised data from the period 2000 to 2002. However, this 

was the most recent population based summary of people who were identified as 

potentially being able to benefit from palliative care. Additionally, the data set 

provided limited information about these potential recipients of palliative care and 

is diagnosis based, rather than based on individual (expressed) needs. 

The list of OTs in Western Australia was developed using a brief (non-standardised) 

tool and relied upon recipients responding with some accuracy regarding their 

current work. The response rate for the survey was noted to be 14 (from a potential 

17 metropolitan-based OTs surveyed). Rural therapists responded at a rate of 9 

(from a possible 12 OTs surveyed). It is therefore noted that potentially, there were 

other therapists in WA providing palliative care services that were not captured in 

the study sample. 
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Recruitment of participant carers was also difficult for two main reasons. First, 

many people find it difficult to discuss their experiences with death and dying and 

this can be particularly difficult when discussing personal details regarding the care 

and death of a loved one. Extensive advertising was conducted to overcome this 

issue. Second, theoretical sampling was required to ensure that participants were 

recruited on the basis of emerging themes and therefore, recruitment was directed 

to this end. 

A further limitation identified was gender imbalance; many more female carers (n = 

13) were recruited than male carers (n = 1). It was also very difficult to recruit rural 

carers (n = 4 rural, n = 10 metropolitan). Therefore, comparisons relating to gender 

and carers’ location were not possible. 

Finally, it is also noted that it is very difficult to obtain a true understanding of a  

dying person’s perspectives of their own experiences, as only carers were 

interviewed (as proxies for the person they cared for). However, several recent 

studies support the use of carers as reasonable and reliable substitutes for the dying 

person (Klinkenberg et al., 2003; Kutner, Bryant, Beaty, & Fairclough, 2006). 
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6.1 INTRODUCTION 

In the 21
st

 century it is expected that occupational therapy will continue to grow 

and practices will diversify in response to the multitude of factors impacting the 

world’s population. Changes to patterns of disease, the environment and 

availability of resources are all expected to influence the health, wellness and 

lifestyles of people living in different communities across the world. The 

profession’s ability to respond to these changes will dictate the areas of OT practice 

in the future. Research into current and emerging practice areas enables OTs to 

develop and validate roles in the many areas of service delivery.  

This research investigated existing OT services and identified the occupational 

needs for people who are dying and their primary carers in WA. The research 

determined that comparatively few OTs are currently employed to provide 

palliative care services in WA. The study also identified four significant themes 

following interviews with carers of dying people and OTs currently providing 

services to this group of consumers. Dying people and carers experienced 

disengagement from meaningful occupations as well as disempowerment when 

engaging with service providers. Occupational therapists described frustrations 

with the lack of opportunity to contribute to services for dying people and their 

carers and occupational difficulties were not adequately addressed in palliative 

care. 

Discussion will proceed on these research findings specific to the dying person, 

their primary carer, OTs and their employing organisations, and the influence of 

current policies and models of care on the delivery of palliative care services. 

Recommendations for further research are discussed. 
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6.2 IMPLICATIONS FOR DYING PEOPLE AND THEIR CARERS 

DISENGAGEMENT 

The carers who participated in this study provided a wealth of information and 

insight into the daily life of the dying person and their own lives during the 

palliative period. They reported that it was essential for the dying person to 

maintain a regular daily routine, contribute to their own personal care tasks, 

undertake regular hobbies and interests and participate in productive occupations 

within the limits of their illness and for as long as possible. These occupations 

assisted the person to experience a sense of personal achievement and well-being, 

provided social opportunities with their family, friends and local community and 

contributed towards a ‘quality’ end of life. While death is always the eventual 

outcome for a person with a terminal disease, it is the quality of the individual’s life 

during the palliative phase that enables the dying person to have their needs met 

as well as delivering satisfactory outcomes for the primary carer (Jo, Brazil, Lohfeld, 

& Willison, 2007; Mangan, Taylor, Yabroff, Fleming, & Ingham, 2003; Randall Curtis, 

Engelberg, Wenrich, & Au, 2005). 

However, pain and symptoms associated with their illness often means that these 

occupational goals are very difficult to achieve. It seems that services, when 

engaged, concentrate primarily on medication, pain relief and physical assistance 

for the personal care of the dying person. Understandably, a focus on pain and 

symptom management is essential due to the nature of the terminal illness. 

However, additional support is not offered to enable the dying person to engage in 

many of their desired and meaningful occupations often resulting in boredom, 

frustration, reduced occupational performance and disengagement from significant 

others, usual environments and their local communities. 

The primary carers interviewed in this study were impacted by a loss of 

engagement in their own usual occupations, citing numerous difficulties 

maintaining and balancing their dual roles as both an individual and that of carer 

for a person who is dying. Carers are expected to provide intensive and ongoing 
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care for the dying person, often with little or no assistance, and with little 

consideration of their personal needs. There are few opportunities or time to enjoy 

hobbies, interests, maintain paid employment, socialise with friends, take a holiday 

or get enough sleep. These activities provide routine as well as feelings of increased 

personal satisfaction. Caring for a person who is dying is a highly complex and 

demanding task; carers are often required to be available on a twenty four hour per 

day basis which forces them to relinquish many previous, precious roles and 

responsibilities. However, several carers also reported little acknowledgement for 

their significant contribution to the care of the dying person, thus prompting the 

concept of ‘double deprivation’. Not only are carers deprived of their usual roles 

and contributions as individuals, but also deprived of recognition for the substantial 

contributions they make to the lives of dying people. This concept of double 

deprivation is explored in depth, in Chapter Four. 

For carers, disengagement and deprivation may also contribute to significant 

problems with their physical and psychological health including disruption to sleep, 

changes in metabolism, anxiety, depression, burnout and substance abuse 

(Ferrario, Cardillo, Vicario, Balzarini, & Zotti, 2004; Funk, Allan, & Stajduhar, 2009). 

Participant carers identify some of these difficulties as a result of the demands 

placed upon them as a carer of a person with palliative needs. In the longer term, 

carers also reported a range of difficulties returning to their previous occupations 

following bereavement such as resuming paid and volunteer employment, social 

and leisure opportunities and sustaining valued friendships. These activities also 

assist carers to maintain a sense of contribution, self-worth and personal fulfilment.  

There is minimal published research available that studies the impact of this 

occupational disengagement for carers of dying people. However, Hasselkus and 

Murray (2007), Hwang and colleagues (2009) and Proot et al. (2003) provide 

supporting evidence of the impact of this phenomenon on carers who provide long 

term assistance to people with Alzheimer’s disease. These carers all experience 

activity restrictions, social deprivation and a lack of meaningful roles and habits as a 

result of the caring role. It can be postulated, therefore, that the carers in this study 
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may also experience similar difficulties as a result of the intensive and unremitting 

nature of their caring responsibilities.  

There are significant consequences for individuals who experience prolonged 

disengagement from their usual daily activities and roles and this may contribute to 

further difficulties including occupational deprivation. The effects of occupational 

deprivation on other (marginalised) groups of people have been studied elsewhere. 

The findings include a negative impact on ones’ sense of well-being, as well as 

physical and mental health difficulties and reduced community participation 

(Stadnyk, Townsend, & Wilcock, 2010; Thibeault, 2002). There are various 

contributory factors to explain these findings and the personal experience of 

occupational deprivation is not unique to carers. Molineux and Whiteford (1999), 

Whiteford (2005; 2010) and Wilcock and Townsend (2000) have provided various 

examples of people who experience occupational deprivation including individuals 

impacted by geographical isolation, adverse employment conditions, sex-role 

stereotyping, prisoners and refugees.  

Polatajko et al. (2007) concluded that occupational deprivation may result in 

enduring consequences, including changes to physical and mental health, social 

isolation and the resultant negative impact on one’s sense of well-being. Further 

research is required to explore the impact of disengagement and deprivation for 

dying people and their carers in order to improve and direct supports accordingly. 

The impact of occupational deprivation for people who are dying and their carers is 

discussed in Chapter Five. 

Participant carers experiencing these difficulties stated that they were not 

acknowledged by existing services nor does there appear to be adequate assistance 

to help them manage these problems in the short or longer term. Most palliative 

care services in WA are hospital based, where the social and occupational needs of 

dying people and their carers are not a high priority. These contributory factors may 

assist to explain some of the difficulties currently experienced by consumers in this 

care context. 
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DISEMPOWERMENT 

The current system of palliative care in WA is based on the medical model. 

Decisions about type of care, place of care and specific strategies for pain and 

symptom management are largely directed by the health care team, which 

primarily consists of medical and nursing staff. While some of the physical care 

needs including pain and symptom management are met, carers state that often 

neither they nor the dying person are considered as central to decision-making 

when choices are made about care. Referral for palliative care services often does 

not occur or occurs too late in the disease process, making it very difficult to plan 

and co-ordinate care. This often results in a crisis for the dying person, their carer 

and family, with a resultant presentation at the emergency department of the 

hospital. Choices about place of care and place of death are often not respected, 

because the carer’s skills and capacity to look after the dying person are 

underestimated. The expressed wish of dying at home often does not occur, with 

carers reporting great sadness and disappointment with this outcome. 

The participant carers of this study reported that their role was largely 

unrecognised. According to Palliative Care Australia “Carers must be recognised as 

both a key partner in the care team and a recipient of care in accordance with the 

palliative care service provision model” (Palliative Care Australia, 2010, p. 1). 

Organisations that provide palliative care need to embrace the importance of being 

‘family centred’ with the delivery of these services. Dying people, their carers and 

families must be considered as key stakeholders in the continuum of care with 

assistance by the health care team to make decisions affecting this care (Grande et 

al., 2009; Linderholm & Friedrichsen, 2010; Mehta, Cohen, & Chan, 2009; Morris & 

Thomas, 2001). Many carers reported poor communication and co-ordination 

between themselves and palliative care services resulting in frustration, feelings of 

disempowerment and overall dissatisfaction with the health services that provide 

care to the dying person. 

The majority of dying people and their carers did not receive services from allied 

health professionals as part of their care. Few were aware of the role of these 
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professionals specific to the palliative care team and most did not understand the 

role of the occupational therapist in palliative care. Many dying people did not 

receive OT, but for those who did, the service primarily focused on discharge 

planning from hospital, home modifications and provision of assistive equipment 

and aids for their home such as hospital beds, shower chairs, toilet raisers and 

pressure care devices. There were minimal opportunities for follow up visits from 

the occupational therapist. For those people who died at home, OT was not offered 

as part of the community (public) palliative care service. While some people and 

their carers were able to obtain private OT services in their home, the focus of 

these services remained primarily on equipment provision and home modifications.  

 

6.3 IMPLICATIONS FOR OCCUPATIONAL THERAPISTS 

LACK OF OCCUPATIONAL FOCUS IN PALLIATIVE CARE  

Occupational therapists are highly skilled professionals who assist people to engage 

in their chosen occupations within the limits of illness. Achieving goals around ones’ 

self-care, leisure and productivity are all important domains of the occupational 

therapist. However, this research indicates that within the context of palliative care 

in WA, the role of the occupational therapist is misunderstood, undervalued and 

often absent from the interdisciplinary team. Results of the survey completed in 

late 2009 indicated that there were very few OTs working in palliative care in WA. 

Of the 6.15 full time equivalent OTs working in WA, the majority worked in hospital 

services, where, according to the participant OTs, there was minimal opportunity to 

provide a comprehensive and occupation-focused service.  

The OTs interviewed in this research expressed dissatisfaction with the current 

model of care as it directed their services towards discharge planning and the 

provision of equipment and home modifications. This resulted in restrictions 

regarding the provision of a holistic approach to dying people. The limitations of the 

practice context, available resources and personal ideologies prevented them from 
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providing additional interventions such as pain and stress management, strategies 

for managing breathlessness and fatigue, positioning for comfort and activity, and 

the provision of assistance/education to carers.  

When combined with the existing roles of environmental modifications, and 

provision of equipment, the use of these interventions complements the existing 

services provided by other members of the team and assists the dying person to 

remain engaged in their chosen occupations with a possible higher level of choice. 

What does the person enjoy doing each day? What gives them satisfaction and a 

sense of personal achievement within the limits of their illness? What are their 

goals and desires as they reach the end of life? These questions create 

opportunities for OTs to assist dying people and their carers to meet their goals of 

occupational engagement. 

Participant OTs questioned their role in the palliative care service stating that they 

are restricted in providing an occupation-focused service. Many stated that this was 

unsatisfactory from their own professional, philosophical and ethical viewpoint. 

Few opportunities were provided to dying people and their carers that enabled 

engagement in occupations that were considered important to them. Many OTs 

working in the palliative care system practiced according to a ‘mechanistic’ 

paradigm with little evidence of engagement in the contemporary or ‘emerging’ 

paradigm of occupation (Kielhofner, 2008; Wilcock, 1999). 

According to some OT literature, the profession continues to experience difficulties 

identifying a core philosophy from which to base occupational therapy practice 

(Fortune, 2000; Gray, 1998; Wilcock, 1999, 2001). For the individual OTs 

interviewed in this study, many recognised this as a potential problem, yet few 

were able to suggest solutions; it was a result of factors beyond their influence, 

such as working in a hospital, and there was little they could do to change their 

practices. They were not prepared to challenge the pre-existing, and long-held, 

view of the OT role in palliative care in WA. Despite recent moves from within the 

profession to ensure OTs practice with ‘occupation’ as the central focus, it appears 
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that in this area of service delivery there are numerous policy, organisational and 

individual barriers that prevent the provision of an occupation driven service.  

FRUSTRATION WITH LACK OF OPPORTUNITY TO CONTRIBUTE 

Occupational therapists reported frustration regarding their perceived and actual 

roles within palliative care services. Contributory factors included resource 

constraints, insufficient time available to work with individuals and a narrowly 

defined role in service delivery which concentrates on discharge planning and 

equipment prescription rather than providing a more holistic approach. Existing 

organisations in WA are not currently prepared to create further opportunities for 

OTs to work in additional acute and community settings.  

Occupational therapists stated that there were few opportunities for on-going 

education and professional development at an undergraduate and postgraduate 

level in the field of palliative care. This contributed to feelings of being under 

prepared and ill-equipped to work in this area. This also resulted in a lack of 

promotion of the broader OT role; that of enabling people to engage in meaningful 

occupation. Within their current professional capacity, many OTs experienced 

difficulty supporting the dying person to achieve this occupational aim. A lack of 

published evidence to support the potential role was also viewed as a barrier to OT 

practice.  

The OTs identified in this study were employed in hospital and residential aged care 

settings and, except for private practitioners, there were no positions based in the 

community. Having identified the significant gap of no community-based OTs 

employed to provide services to dying people and their carers in the palliative 

period, and the paucity of OTs in palliative care generally, it is important to 

understand the implications for future service delivery.  

6.4 IMPLICATIONS FOR SERVICE DELIVERY 

The implications for service delivery are considerable for both consumers and 

providers of palliative care services in WA. It is estimated that by 2016, the demand 
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for palliative care services will far outweigh the availability of these services 

(Department of Health Western Australia, 2008). Consequently, existing and 

proposed policies must inform both models of service delivery and organisational 

strategies for all palliative care services. As detailed by the participant carers and 

OTs, this research identified many gaps in existing services. These disparities must 

be addressed at a policy, organisational and individual level in order that 

improvements are made to meet the needs of dying people and their carers in the 

future.  

The Australian Government in 2010 endorsed the National Palliative Care Strategy 

(NPCS) as the preferred guide to policy development and service delivery for 

palliative care in Australia. The strategy targets four key areas which seek to direct 

the delivery of palliative care services in Australian states and territories. These are 

as follows: 

1. Awareness and understanding: To significantly improve the appreciation of dying 

and death as a normal part of the life continuum. To enhance community and 

professional awareness of the scope of, and benefits of timely and appropriate 

access to palliative care services; 

2. Appropriateness and effectiveness: Appropriate and effective palliative care is 

available to all Australians based on need;  

3. Leadership and governance: To support the collaborative, proactive, effective 

governance of national palliative care strategies, resources and approaches; and 

4. Capacity and capability: To build and enhance the capacity of all relevant sectors 

in health and human services to provide quality palliative care. (Australian 

Government Department of Health and Ageing, 2011). 

While this strategy aims to provide a comprehensive approach to the delivery of 

palliative care services to individuals living in Australia it is imperative that 

organisations and individuals that deliver these services continue to provide 

feedback about the implementation of the strategy. Data were collected for this 
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study in 2009, so it is not possible to comment on the effectiveness of the NPCS for 

dying people and their carers in WA. However, the participant carers in this study 

reported that existing referral pathways and systems within palliative care services 

and organisations did not appear to meet the expressed needs of dying people and 

themselves. Clearly the problem of access and referral for palliative care services, 

including OT, creates a fundamental block and one that needs to be addressed as a 

priority. 

In addition to this strategy, Palliative Care Australia, in 2005, also identified the 

‘Standards for Providing Quality Palliative Care for all Australians’. Thirteen 

standards are detailed with a recommendation to accrediting bodies to assess 

palliative care services based on these standards. The standards are consistent with 

the NPCS but also recognise the importance of access and referral to holistic and 

highly co-ordinated care; collaboration and communication with the dying person, 

their carers and families; and specific reference to supporting the health workforce 

in this field. In WA, palliative care services are structured according to the ‘Palliative 

Model of Care’ (Department of Health Western Australia, 2008). This model 

recommends the involvement of allied health professionals at all levels of palliative 

care in both hospital and community based services, yet the results of this research 

indicate that very few OTs are currently employed in palliative care in WA.  

According to international literature and Palliative Care Australia, allied health 

professionals perform essential roles in the interdisciplinary model of palliative care 

(Berry & Kuebler, 2002; Cooper, 2006b; George, 2000; Palliative Care Australia, 

2011). These health professionals, including OTs, assist to maximise the dying 

persons’ physical, psychological, social and spiritual potential as well as support 

carers throughout the palliative period. Increasingly, individuals are choosing their 

place of care and place of death to be at home or hospice with the support of 

specialist palliative care services (Gomes & Higginson, 2008; Higginson & Sen-

Gupta, 2000; McNamara & Rosenwax, 2010; Thomas, Morris, & Clark, 2004). 

Occupational Therapists are recognised as invaluable resources to assist in meeting 
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the needs of people who die at home (Cooper, 2006a; Egan, 2003; Kealey & 

McIntyre, 2005; National End of Life Care Programme, 2010). 

Australians live in an ageing society where it is anticipated that there will be 

increased demand for palliative care services. The age of primary caregivers will 

also increase (Davies & Higginson, 2004; Stewart, 2003). Changes to desired place 

of care, place of death and demographics are likely to affect existing and proposed 

services with a resultant impact on all levels of service delivery in WA.  

While dedicated OT positions exist in specialist oncology and inpatient palliative 

care services, a gap in OT services is evident for individuals who remain at home 

throughout the palliative period or who choose to die at home. Participant OTs 

reported that the poor timing of referrals and demands of time and limited 

resources sometimes meant that the OT was involved late in the disease process or 

not at all. Provision of OT services for the dying person, once discharged from 

hospital, was minimal and often provided by another OT as part of the ‘home 

visiting’ team. This generalist approach contrasts with models of service delivery in 

many other countries including the UK, Canada, USA, and some states of Australia 

where community based OTs are employed to provide specialist palliative care 

services in the clients’ own home or hospice setting (Frost, 2001; Kealey & 

McIntyre, 2005; Lyons, 2002; Pickens, O'Reilly, & Sharp, 2010). While a 

rationalisation of resources is required to meet health budget demands, in WA 

there has not been a corresponding organisational shift to create sufficient OT 

positions to meet the demands of dying people and to ensure adequate access to 

OTs in both the acute and community care contexts. 

From an organisational perspective, it is essential to ensure that the managers of 

OT services within hospital and community palliative care organisations translate 

the intentions of policy towards increasing the number and availability of OTs for 

people with palliative needs. Presentations provided by OT staff to a range of 

health professionals may assist to increase others’ understanding of their current 

and potential roles in the palliative care team. In addition, following recruitment of 
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these staff it is incumbent on organisations to provide suitable education, training 

and support for these professionals to undertake their roles.  

Participant OTs reported that they must take responsibility for the education of the 

wider community about their role, and the contributions they can make, with 

regard to the care of dying people, their carers and families. This can be achieved 

by continued research and publication in OT and non-OT journals, increased 

participation at relevant conferences and representation at organisations that 

contribute to policy development including Palliative Care Australia and the various 

consumer groups including the Health Consumers Council of WA and Carers WA. 

Occupational Therapy Australia Limited (OTAL) may also contribute to the 

dissemination of information with the publication of a position statement that 

advocates for employment of OTs in palliative care settings.  

Occupational Therapy special interest groups, non-government organisations and 

voluntary bodies are stakeholders that can also be utilised to further develop the 

community’s knowledge about OT in this area. These agencies provide an 

opportunity to disseminate information to consumers and the public about the role 

of OT in this area of service delivery. Occupational therapists must also 

acknowledge their professional responsibilities to the palliative care field by 

delivering services that are supported with recent and valid research as well 

undertaking relevant professional development activities. 

6.5 RECOMMENDATIONS FOR FURTHER RESEARCH 

This research raises further questions regarding the contributions made by OTs to 

the care of dying people. Of particular interest are the contributions of OTs 

employed across a range of different care contexts; the dying person’s home, 

residential aged care services, hospice and hospital. How might these contributions 

be evaluated? For existing services, what generic or unique tools are being used 

within the different care contexts? What differences in practice exist between OTs 

working in rural and metropolitan services? Further research is essential to 

determine if additional and diversified roles for OTs in palliative care services in WA 
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may assist to meet the occupational needs of people who are dying and their carers 

in the future. 

6.6 SUMMARY AND CONCLUSION 

This research identified and explored the many difficulties experienced by people 

who are dying and their carers, including disengagement and deprivation from their 

usual occupations during the period of care, and for carers, sometimes long after 

the bereavement period. Carers expressed their frustration with attempts to 

engage timely and suitable services for the dying person and strived for recognition 

as a key stakeholder in the continuum of care. Occupational therapists possess an 

ideal set of professional skills that contribute a unique role within the 

interdisciplinary team of palliative care. This role includes assistance for the 

management of pain and other symptoms, provision of equipment, positioning for 

comfort and activity, management of stress, breathlessness and fatigue, and 

environmental modifications in order to facilitate and participate in desired and 

meaningful occupations. 

Occupational therapists work with dying people and their carers to prevent further 

problems including disengagement from usual roles and activities during the 

palliative period, potentially contributing to occupational deprivation; this is not 

currently a recognised role within the current services. Existing policies and 

standards purport to include allied health professionals as part of the model of 

care. This research has determined that in WA, few OTs are employed to deliver 

palliative care services and the role of the OT is largely unrecognised and 

undervalued. 
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