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development of the Guidelines, this did not form part of the work contained in 

this thesis.  
 
This PhD work begins with the development and validation of the Needs 
Assessment Tool: Progressive Disease - Cancer (NAT: PD-C) (Chapter 4 and 
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drafting the manuscript. All authors contributed to the final manuscripts.   
 

Study 3 (Chapter 6, 7 & 8) make up Phase 4 of the wider program. I 
developed the protocol with input from the multi-disciplinary team. I was 
responsible for implementing the protocol, supervising research staff, liaising 
with site investiogators and overseeing data collection, analysing data (with 
assistance from statisticians on the advisory team) and writing up the 
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SYNOPSIS 

There is an expectation that palliative care will be available to all people suffering from 

life-limiting illnesses such as cancer. However, a disparity exists between this 

perception and current experiences in end-of-life care. It has been recommended that 

palliative care be provided according to the individual needs of the patient, caregiver 

and family, so that the type and level of care provided, as well as the setting in which it 

is delivered, are dependent on the complexity and severity of individual needs, rather 

than prognosis or diagnosis. This dissertation examines a strategy to facilitate this 

needs-based approach to the delivery of palliative care to people with advanced cancer 

in Australia. The overall aim of this research was to develop and examine the feasibility 

and efficacy of an intervention to assist in the allocation of palliative care resources 

according to need, within the context of the population of people with advanced cancer.  

 

Chapter 1 describes how changes in attitudes towards death and dying, changes in 

demography and an increase in burden of diseases such as cancer have facilitated an 

increasing interest in the area of palliative care. The fundamental role that palliative 

care plays in caring for the dying and the benefits of this care for people with life-

limiting illnesses, their caregivers and the system as a whole are outlined. Chapter 2 is 

a comprehensive review of the current literature describing the utilisation and referral 

patterns of specialist palliative care services, from an international perspective. 

Specifically, this chapter reviews international health system structures and funding, 

models of palliative care services and the personal and external factors that may 

influence service utilisation, in order to provide evidence for the inequitable and ill-

timed delivery of care that is currently in use. In addition, the reasons for referral to 

specialist palliative care services, as well as the source and timing of referrals and the 

barriers to referral, are explored.  

 

Chapter 3 outlines the alternative needs-based approach to the delivery of palliative 

care, outlining the importance and benefits of people receiving care according to the 

complexity and severity of their needs, independently of diagnosis or prognosis. The 

use of guidelines and referral pathways has been suggested as one way to determine 

who would benefits most from receiving palliative care; hence the Palliative Care 

Needs Assessment Guidelines were developed. The Palliative Care Needs 

Assessment Guidelines aim to provide advice to those caring for people with cancer 

and their families to ensure that they are offered the most appropriate care to meet 
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their specific needs. The various barriers to the uptake of guidelines are outlined, and 

the need for strategies to improve compliance with guidelines is acknowledged. The 

chapter outlines the benefits of using a needs assessment tool to improve compliance 

with guidelines, and this is accompanied by a review of available needs assessment 

tools for people with cancer and their caregivers to ascertain the suitability of these 

tools to complement the Guidelines.  

 

The results of the review support the development of a new needs assessment tool to 

accompany the Palliative Care Needs Assessment Guidelines, and Chapters 4 and 5 

outline the results of two preliminary validation studies conducted in the early stages of 

this PhD to assess the psychometric qualities of this new tool. Chapter 4 is a peer-

reviewed published article describing the development and pilot testing of the Palliative 

Care Needs Assessment Tool (PC-NAT), which has since been renamed the Needs 

Assessment Tool: Progressive Disease - Cancer (NAT: PD-C). This pilot study was 

conducted in a simulated setting and aimed to test the PC-NAT for use by different 

health professionals who have contact with advanced cancer patients, in terms of its 

clarity, content, face validity, acceptability and inter-rater reliability. The study provides 

preliminary support for the psychometric properties of the tool including clarity, content 

validity, acceptability and inter-rater reliability. Chapter 5 describes a validation study to 

confirm the reliability, validity and acceptability of the NAT: PD-C in a clinical setting, in 

this case, a specialist palliative care service. The study offers further psychometric 

evidence for the NAT: PD-C and suggests that the NAT: PD-C is a highly acceptable 

and efficient tool that can be used by health professionals with a range of clinical 

expertise to identify patients‘ and their caregivers‘ levels of concern about physical and 

psychosocial aspects, thereby facilitating a better match of types and levels of services 

and resources to the types and levels of needs identified. 

 

The need for further evaluation of the Palliative Care Needs Assessment Guidelines 

and NAT: PD-C to assess patients and their caregivers at multiple time points and 

determine the validity and responsiveness of the NAT: PD-C is acknowledged. Chapter 

6 provides an outline of the methods adopted for this prospective, multi-site, multi-

discipline longitudinal study. Recruitment sites and procedures, study participants and 

interview measures are described in this chapter, along with the proposed intervention 

and analyses. Chapter 7 is the first of two evaluation results chapters. This chapter 

describes the impact of using the Palliative Care Needs Assessment Guidelines and 
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NAT: PD-C on patient outcomes. The participant profile is described and any changes 

in the patients‘ unmet needs, depression, anxiety and quality of life that occurred as a 

result of the intervention are discussed. Chapter 8, the second evaluation results 

chapter, discusses the impact of the intervention on patient service use and referral 

patterns. Information on service utilisation was obtained from interviews, completed 

NAT: PD-Cs and audited medical records. This chapter also describes the suitability of 

the research design in terms of its strengths and weaknesses, as well as the 

implications of potential biases on the applicability and generalisability of the findings.  

 

Finally, Chapter 9 examines the findings of the overall research in light of the original 

aims of the project. It also discusses strategies for ensuring the successful 

dissemination and implementation of the resources within clinical settings. 

 


