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Summary 
Background: Changes in societal culture, demographics and illness patterns have 

necessitated a reorientation in approaches to care of those with life limiting illness.  

Present systems of care predicated on professional input are unsustainable and have 

been associated with limits in access to services and a fragmentation of care processes. 

A public health approach to palliative care (PC) that re-orientates care towards the 

public, as drivers in identifying care priorities and partners in finding solutions to care 

issues, is widely advocated.  A central tenet of such a collaborative approach is a 

consensus as to the meaning and remit of PC.  Research to date looking at public 

knowledge and attitudes to PC has measured levels of knowledge focusing on older 

populations. There has been a lack of studies gauging the understanding of PC by 

younger adult populations. Investigating this population will help to tailor education 

and policy interventions aimed at empowering young people as citizens, advocates 

and mediators in the care of those with life limiting illness.  

  

Aim: To examine young people’s knowledge, attitudes and perceptions of palliative 

care within the context of a public health approach. 

 

Methods: An explanatory mixed methods two-phased design study was undertaken 

with university students aged 18-29 years and was based on a broad socioecological 

perspective.  Phase one, an online survey (n=859), underpinned by the Theory of 

Planned Behaviour and a review of the literature, measured attitudes and perceptions 

of PC, knowledge was also measured using a validated scale (PaCKS). Phase two 

further explored perceptions of PC and employed semi-structured interviews with a 

purposive sample of survey respondents who agreed to be interviewed (n=24).  



 

xv 
 

 

 

Findings: Phase One: Just over eight in ten respondents (83%, n=710) had heard of 

the term PC.  Sixty-eight per cent wanted to know more about PC with only 36% 

(n=313) reporting that they knew where to find relevant information. Phase Two: 

qualitative exploration demonstrated issues relating to terminology, with participants 

relating PC with end of life care and a subject for consideration later in life. 

Participants rarely recounted the benefits of early initiation of PC and the 

rehabilitative aspects of PC. Prior experience and exposure to PC was an important 

factor in shaping attitudes and, while welcoming the opportunity to discuss PC, 

protective subjective norms prohibited more open discussion. 

  

Conclusions: Young people in the study demonstrated a readiness to engage with PC. 

They suggested future public health approaches to PC aimed at engaging young 

people should ensure the dissemination of early and accurate information relating to 

populations that may require PC, the timing, delivery and outcomes of care.  The 

results of this study suggest how public health initiatives can target the societal norms 

that, in aiming to protect young people, fail to recognise their potential as assets in 

positively influencing the environment in which people with life limiting illness live 

and die.                                  
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Glossary 
Palliative Care: Palliative care is an approach that improves the quality of life of 
patients and their families facing the problem associated with life-threatening illness, 
through the prevention and relief of suffering by means of early identification and 
impeccable assessment and treatment of pain and other problems, physical, 
psychosocial and spiritual. WHO (2002) available at: 
https://www.who.int/cancer/palliative/definition/en/ 

Specialist Palliative Care: can help people with more complex palliative care needs 
and is provided by specially trained multi-professional specialist palliative care teams 
who are generally based in a hospice, an NHS specialist palliative care unit or an acute 
hospital, but whose expertise should be accessible from any care setting and at any 
time. Scottish Partnership for Palliative Care (SPPC) available at:  
https://www.palliativecarescotland.org.uk/content/what_is_palliative_care/ 

Generalist Palliative Care: care provided by health and social care professionals 
who, although not engaged full time in palliative care, apply the principles of 
palliative care in the course of their work. Some health and social care professionals 
providing general palliative care will have additional training/education and 
experience in palliative care SPCC: available at:  https:/ 
/www.palliativecarescotland.org.uk/content/publications/A-Road-Less-Lonely-
WEB.pdf 

A Palliative Approach: the palliative approach aims to promote physical and 
psychosocial 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. National Council for Hospice and Specialist Palliative Care Service, 1995 
in National Clinical Programme for Palliative Care. Available 
at:https://www.hse.ie/eng/services/publications/clinical-strategy-and-programmes/ 
palliative-care-glossary-of-terms.pdf 

Health Promoting Palliative Care (HPPC) and specifically the idea of 
‘compassionate communities’ advocates the reorientation of professional services 
to form community partnerships and engage in end of life issues by promoting the 
recognition that dying, death and loss is ‘everyone’s responsibility’ (Kellehear 2013 
p1071). 

End of Life Care: defined by the National Council for Palliative Care, the lead 
charity for Dying Matters, as ‘care that helps all those with advanced, progressive, 
incurable illness to live as well as possible until they die. It enables the supportive and 
palliative care needs of both patients and family to be identified and met throughout 
the last phase of life and into bereavement. It includes management of pain and other 
symptoms and provision of psychological, social, spiritual and practical.’ Hospice 
UK (2018) https://www.dyingmatters.org/page/glossary  

A Public Health Approach to Palliative Care:  an approach to care that requires the 
co-ordinated collaboration of all publics* with a common goal to enable optimal 
wellbeing for those affected by life limiting illness, frailty and death.    
*includes professional, governmental and lay perspectives   

https://www.who.int/cancer/palliative/definition/en/
https://www.palliativecarescotland.org.uk/content/what_is_palliative_care/
https://www.palliativecarescotland.org.uk/content/publications/A-Road-Less-Lonely-WEB.pdf
https://www.palliativecarescotland.org.uk/content/publications/A-Road-Less-Lonely-WEB.pdf
https://www.palliativecarescotland.org.uk/content/publications/A-Road-Less-Lonely-WEB.pdf
https://www.hse.ie/eng/services/publications/clinical-strategy-and-programmes/%20palliative-care-glossary-of-terms
https://www.hse.ie/eng/services/publications/clinical-strategy-and-programmes/%20palliative-care-glossary-of-terms
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Chapter 1 - Introduction to the Study 
 

1.0  Introduction 

This chapter will provide context and a framework for locating the thesis in current 

global, national, academic and policy advocacy for a public health approach to 

palliative care. The origins and influences on palliative care (PC) evolution that 

warrant its inclusion as a public health priority are discussed and the development of 

public health approaches to PC are outlined.  Current models informing public health 

approaches to PC are critiqued. Within this context, justification for this study is made 

and aims and objectives stated. The chapter concludes with an outline of the thesis 

structure. 

 

1.1  Background 

Palliative care has been described as one of the most neglected dimensions of global 

health today, receiving little attention within the World Health Organization’s global 

health coverage agenda (Horton 2018). Consequently, global health interventions, 

outcome indicators and investment that will ensure dignified care at the end of life 

have been found to be lacking (Knaul et al. 2018). To ensure PC’s rightful place 

within universal health coverage, the development of a public health approach has 

been advocated in policy, academia and increasingly in practice (World Health 

Alliance 2014, Sallnow et al. 2016, Whitelaw and Clark 2019).  Horton (2018) has 

argued that a shared understanding of where PC is positioned in society is required 

among different members of the public, lay and professional, if PC is to gain its 

rightful place within universal health coverage. 
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1.2  Origins of palliative care – building a public health approach 

While the definition of PC is perceived as evolving with various interpretations (see 

Appendix 1), it is most commonly defined as: 

an approach to care that improves the quality of life of patients and 
their families facing the problems associated with life-threatening 
illness, through the prevention and relief of suffering by means of 
early identification and impeccable assessment and treatment of pain 
and other problems, physical, psychosocial and spiritual”.                        
     (WHO) Sepulveda et al. 2002 

Within this statement, the focus of palliative care  is on the  patient and family, while 

the full definition (see Appendix 1) also places emphasis on the responsibility of 

public health systems  to monitor the environments in which people with life limiting 

illness live (Cohen and Deliens 2012). Modern palliative care emerged in response to 

what was perceived as the neglect of dying people under the dominant biomedical 

model that framed health care in the mid twentieth century (Moore 2004). The 

palliative care movement in the UK, established by Dame Cicely Saunders, identified 

the end of life as a distinct area of care that required a different approach to the 

predominantly curative approach to care at the time (Marinho and Aran 2010, 

Seymour 2012). A holistic approach was advocated, one that recognised the 

interdependence of the physical, social, psychological and spiritual domains of the 

person in providing total care at the end of life (Clark 1999, Marinho and Aran 2011). 

This divergence from the biomedical model of care separated palliative care from 

other care specialties and hospices were created that operated as an independent 

institution outside of the health care system caring for those in the last months and 

days of life (Ho 2016). With a focus on treating patients with terminal cancer, 

standards of care were developed, the principles of which were then translated across 

different settings both community and hospital leading to specialist PC practice (Clark 
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et al. 2011, Abel et al. 2013, Abel and Kellehear 2016). What may be seen as a 

professionalisation of care at the end of life was created, leading to a perceived 

distancing of death and dying from the community in which people with life limiting 

illness spent most of their time (Rosenburg et al. 2016). 

 

Palliative Care evolved as both a social movement and a medical specialty in the 

1970’s with three key international policy resolutions that reinforced the importance 

of PC at a global level (Clark et al. 2015).  Firstly, a United Nations resolution calling 

for PC to be recognised as a human right (United Nations 2000), secondly the 

inclusion of essential medicines used to treat symptoms at the end of life was included 

in the 18th WHO Essential Medicines List (WHO 2013). The third, considered most 

influential in terms of advocacy, was by the World Health Alliance (WHA) who 

advocated for PC to be included as an essential component of comprehensive health 

care (WHA 2014). This resolution of the 67th World Health Assembly identified the 

disparity in PC need and access as a public health and human rights issue and called 

on governments to integrate PC into health policies (Zaman et al. 2017). 

  

1.3  Palliative care development 

Palliative Care has become one of the fastest growing developments in health care 

(Sallnow and Paul 2015).  Changes in patterns of illness, demographic changes, 

including an ageing population, and a culture demanding better care through all life 

transitions lies at the core of PC development (Cohen and Deliens 2012, Dzingina and 

Higginson 2015, Clark et al. 2015), This is clearly highlighted in a recent paper by  

Sleeman et al. (2019) who undertook a secondary analysis of global mortality data to 

determine the future global burden of health-related suffering. Using the construct of 
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serious health related suffering as a marker of need for PC (Knaul et al. 2018), they 

combined mortality projections with physical and psychological symptom prevalence 

in 20 conditions associated with a high PC need. They estimated that by 2060 48 

million people will die per year with serious health related suffering. The evidence 

suggests this will increase most rapidly among the over 70-year-old population, with 

dementia having the highest proportional increase (Sleeman et al. 2019). This 

represents an 87% increase from 26 million people in 2016. On a national level a 

study in England and Wales, using mortality data, estimated that if present mortality 

trends continue there will be a 42% increase in people requiring PC, the main illnesses 

relating to cancer and dementia (Etkind et al. 2017). In Ireland the estimate of PC 

need is highest in Europe at 80% (Kane et al. 2015). However, the projected need may 

be underestimated by studies based on mortality data which have not considered co-

morbidities, with multimorbidity affecting one in four people and set to rise (Barnett 

et al. 2012, Sleeman et al. 2019). This is likely to increase given the ageing population 

in which multimorbidity is most common (Barnett et al. 2012, Gillies 2016, Sleeman 

et al. 2019).  

 

1.4  Addressing the unmet palliative care need  

Recent emerging empirical evidence relating to the benefits of PC have demonstrated 

that the quality of life of those with life limiting illness may be improved with PC 

interventions (Temel 2010, Kavalieratos et al. 2016). A study using death records of 

advanced cancer patients (n=2497) in a city in the UK demonstrated that longer 

duration of palliative care was associated with improved end of life quality indicators 

(Zeigler 2018).  Early referral to palliative care was also shown to have some potential 

in lengthening survival (Irwin et al. 2013) and reducing health care costs (Higginson 
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et al. 2014, Reid et al. 2019), all of which resonate with a public health mission of 

improving health and promoting wellbeing (Gómez -Batiste et al. 2012). Yet it is 

estimated that of the 40 million people who need palliative care only 14% receive that 

care and it is predominantly in high income countries (Reid et al. 2019). Such vast 

levels of unmet need has prompted advocacy on a global level for alternate models of 

palliative care to be created that are not predicated on prognoses of terminal illness. 

Instead, models should be created that  recognise the ‘uncertainty’ that surrounds the 

frailty that may accompany old age and present day chronic illness patterns  (Kimbell 

et al. 2015).  

 

1.5  Global, international and national policy advocacy 

The WHA resolution (2014) increased expectation with regard to a more integrative 

approach to PC at the level of civil society but progress has been slow, due in part to 

the lack of an accountability framework (Knaul et al. 2018). However, increased 

monitoring of progress is evident with PC being included in the WHO Programme of 

Work (Centeno and Arias-Casais 2019). Another key development in PC recognition 

is its’ inclusion in the recent Astana Declaration (WHO 2018), stipulating that PC 

should be universally accessible. Central to this declaration was the claim that health 

for all had to be with all, where communities are involved in designing and controlling 

health systems (Rajagopal 2019). A resolve to promote health literacy and ensure 

communities have reliable information was also included in the declaration. This 

underpinned the importance of the public being health literate to understand PC, not 

solely as recipients of information but having the capabilities relating to accessing, 

understanding and applying that information (Sorenson et al. 2012). 
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National strategies aimed at informing palliative care development with a public 

health emphasis have emerged with increasing frequency in recent years (DHSSPS 

2008, NCPC 2010, DHSSPS 2010, DHSSPS 2011). For example, The End of Life 

Care strategy (DoH 2008) in the UK emphasised the fundamental human rights aspect 

of PC and the need to integrate PC into public health policy (Seymour 2012).  A main 

area addressed within this strategy was raising the profile of end of life care within 

the public domain (DHSSPS 2008). This is similar in Northern Ireland where the 

palliative care strategy emphasised a greater need for professional and public 

understanding of PC and the need to promote more open discussions about PC 

(DHSSPS 2010).  

 

Furthermore, in the Health Strategy for Northern Ireland Bengoa et al. (DHSSPS 

2016) recognised a significant untapped potential to advise and engage with health 

and social care within communities and highlighted the urgency of including 

communities in all aspects of care. The Health and Wellbeing 2026: Delivering 

Together Plan (DoH 2017) reinforced the need for a public health approach which 

will expand and develop the role of the community and voluntary sector in delivering 

palliative and end of life care in Northern Ireland.  

 

Global recognition relating to the scale of PC need and inadequate access has 

prompted calls for public health approaches, strategies and frameworks to be devised 

to address the ‘access abyss’ that exists (Knaul et al. 2018). However, a public health 

approach to PC is an abstract construct that appears to merge two fields that 

independently have struggled with identity and boundary definitions.  
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1.6  Defining public health 

The World Health Organization’s definition of public health refers to the ‘art and 

science of preventing disease, prolonging life and promoting health through the 

organised efforts of society’ (Acheson 1988). In a report aiming to ‘reconnect’ public 

health with elements of PC relating to population health Gillies (2016) identified 5 

components of public health within the WHO (1988) definition, namely: 

 

1. As a science it implies an evidence base. 

2. As an art it recognises the complexity of human experience where ‘action and 

advocacy’ (p19) may be needed depending on specific contexts and cultures. 

3. An inherent sharing of responsibility. 

4.  Collaboration between individuals, populations and governments. 

5.  A need for governance, evident in the use of the term organised. (Gillies 

2016). 

 

While traditional approaches to public health have focused on sanitation and disease 

control in response to priorities of the time, a ‘new’ public health approach has 

evolved in response to ‘multifactorial aetiologies’ (Kellehear and Sallnow 2012 p 3). 

This required that the focus of public health had to change from a singular biological 

cause to using health promotion, health education, population health and, in 

particular, the social context of health to address societal health needs (Kellehear 

2005, Cohen and Deliens 2012, Sallnow et al. 2016). Julio Frenk, a leader in global 

health, in a paper debating ‘new’ approaches suggested that public health should look 

on the term public, not as services, property or problems but as a level of analysis that 

operates at a population rather than an individual level (Frenk 1993).  
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Critically, public health has the capability to incorporate different priorities as and 

when they develop.  Rao et al. (2002), in a seminal paper arguing for PC to be 

considered a public health priority, identified high burden, major impact at an 

individual and societal level and potential for preventing suffering associated with 

illness as characteristics warranting a public health approach. As demonstrated in 

sections 1.3 and 1.4, PC displays all these features. However public health has been 

slow in adopting PC as an exigent health issue, apparent in the lack of attention given 

to PC within research and academic literature (Lupu et al. 2013, Rao 2015, Abel and 

Kellehear 2016). Still in its infancy, a public health approach to palliative care is 

unchartered territory for professionals and lay people with PC and public health 

disciplines individually characterised by a level of obscurity relating to philosophical 

underpinning, roles and responsibilities (Seymour 2012). 

 

1.7  Public health approaches to palliative care 

Understanding public health as a linking of holistic domains helps provide some 

similarity between the two disciplines. Public health may be seen to link the 

‘biological basis of health and disease with the social and political processes of 

society’ (Coid 2003 S4). A public health approach to palliative care may then be 

understood as the collective counterpart of individual care as advocated by key 

authors in the field (Cohen and Deliens 2012, Sallnow et al. 2016). 

 

Gómez-Batiste et al. (2012) identified conceptual transitions in PC in the 21st century 

(Fig 1.1) that warrant a public health approach.   Key changes relate primarily to a 

shift away from PC’s traditional focus on malignancy and terminal care to more 
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chronic illness. A shift is also apparent in viewing the patient as the recipient of 

specialist clinical services to a palliative care approach. However, widening the 

application of PC to chronic diseases makes the differentiation of PC from general 

care difficult and has resulted in debate over populations, contribution and timing of 

palliative care (Pastrana et al. 2008, Junger et al. 2012, Van Mechelen 2012, Hui et 

al. 2013, Meghani 2004, Zwakman et al. 2018). A public health approach as 

advocated in Figure 1.1 may help resolve this debate in its ability to link communities 

and services. 

 

In their analysis of 25 years since the inception of the Catalonia project, the first PC  

programme to be integrated into a health system, Gómez-Batiste et al. (2016) 

identified a population based and community orientated approach to PC as the most 

notable conceptual transition in PC over the  decade. The public are being asked to 

participate in planning for their care and making decisions relating to the health of 

their communities. This is enabled by a planned, integrated, systematic approach 

which replaces fragmented individual systems (Gómez- Batiste et al. 2012).  
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Figure 1.1 Key conceptual transitions in Palliative Care in the 21st century  

 

 

1.8  Public health approaches to palliative care 

Cohen and Deliens (2012) describe a public health approach to the end of life as 

‘’the efforts organised by society to optimise the circumstance of the 
dying and all those involved through collective or social actions.“  
        (p11)  

Public Health Palliative Care International (PHPCI 2019) expand this definition to 

include the health promoting aspect of public health and the equal partnership of the 

community in providing care. An added proviso is that, just as health is considered 

the responsibility of everyone, so should care giving, dying, death and loss (PHPCI).  

“A public health approach to palliative care is a health promotion 
approach to end of life care, one that views the community as an equal 
partner in the long and complex task of providing quality health care 
at the end of life. Just as health, according to WHO, is ‘everyone’s 
responsibility’ so too is death, dying, loss and care”. (PHPCI 2019) 

Notable in both definitions is the emphasis on end of life and the dying, yet as 

identified in Figure 1.1, PC has changed from a focus on terminal illness to 

progressive chronic disease, not specifically, but including the end of life. A public 
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health approach to palliative care within these definitions appears synonymous with 

a public health approach to end of life. This may be confusing for the public who are 

deemed central to this approach. 

 

While a public health approach to PC has been loudly endorsed at global international 

and regional levels (Sallnow et al. 2016), there is a lack of theoretical and practical 

clarity as to exactly what the merging of these two disciplines means and a dearth of 

empirical evidence to determine how the public views their role within a public health 

approach (Seymour and Cassel 2016, Seymour 2018). Aiming to provide some 

conceptual clarity, Dempers and Gott (2017) undertook an integrative review of the 

literature to identify studies that explicitly claimed to support a public health approach 

to palliative care. Eighteen studies were extracted by the search, three overarching 

themes were identified, namely: a Health Promotion Approach which was the most 

common interpretation of a public health approach to PC, a World Health 

Organization Approach focused more on global initiatives  and a Population Based 

approach which consisted of three studies focusing on epidemiology and did not fit 

easily into either of the other themes. The authors suggested that studies should 

identify explicitly which public health approach they use, but there is considerable 

overlap making differentiation difficult (Dempers and Gott 2017). In a recent paper 

debating public health approaches to PC, Whitelaw and Clark (2019) refer to the 

WHO approach as practice driven and the populationbased approach as 

methodological.  Both sets of authors agreed on the third approach as a health 

promotion approach focused on social capital, compassionate communities and 

‘salutogenic notions’ (Dempers and Gott 2017, Whitelaw and Clark 2019 p6).  
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Depicted in Figure 1.2 are the three types of approach deemed public health 

approaches to PC and demonstrating the overlapping nature of these approaches. 

 

Figure 1.2  Public health approaches to palliative care adapted from Dempers and Gott 

(2017) and Whitelaw and Clark (2019)  (in italic font)  

 

 

 

Dempers and Gott’s (2017) review of public health approaches to PC have identified 

a public health approach to PC as context driven with the choice of approach 

determined by global, national and local priorities. Two public health models have 

been developed and relate to the three approaches outlined in Figure 1.2.  The Public 

Health Model devised by the World Health Organization (Stjernsward et al. 2007)   

and the New Essentials Model (Abel et al. 2018) based on a social model of care 

termed Health Promoting Palliative Care developed by sociologist Allan Kellehear 

(Kellehear 1999). The basis of both models is the assumption that a public health 

approach to palliative care upholds the central role of the community as both drivers 

Health promotion 
appproach 

Community assets 

Population based 
approach

(methodology)
Epidemiology 

WHO approach 
(practice driven 

approach)
National systems

Integration, service 
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in PC development and creators of environments that contribute to well-being for 

those affected by life limiting illness.  

 

1.8.1 World Health OrganizationPublic Health Model 

The first model, developed as part of a public health strategy for palliative care, was 

devised by Stjernsward et al. (2007). The public health model of palliative care 

(WHO 2007) advocated community ownership as a first and essential step to the 

successful integration of PC from the level of specialist practice to civil society.  

Stjernsward et al. (2007) suggested that in order to effectively integrate palliative care 

into a society and change the experience of patients and families, the following four 

components must be addressed: (1) education of healthcare workers and the public, 

(2) implementation of palliative care services at all levels throughout society, (3) 

appropriate policies, and (4) adequate drug availability. Whitelaw and Clark (2019) 

contend that these pillars may be viewed in two ways; as specific independent 

functions or a more systematic and planned approach to PC. Community 

empowerment in terms of knowledge and access to services was significant in this 

public health model and differs from other PC advocacy from the WHO which was 

based on more traditional public health methods (Sallnow 2018). Flexibility and 

cultural sensitivity were suggested by Stjerrnsward et al. (2007) where different target 

audiences would require education to increase their awareness and change their 

attitudes, knowledge and skills related to palliative care.  This model has been used 

as a framework for both the design and evaluation of PC programmes in lower income 

countries, with particular attention to the pillar relating to drug availability (Leon et 

al. 2011, Grant et al. 2011, Logie et al. 2012). 
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1.8.1.2  Health Promoting Palliative Care – The New Essentials Model  

Health Promoting Palliative Care (HPPC) is a social model of care that draws on the 

principles of PC and health promotion in order to reorientate public and professional 

thinking regarding death, dying, loss and care (Kellehear 1999).  The assumptions of 

HPPC are that life limiting illness is a social problem with medical parts rather than 

the well-recognised converse (Zaman et al. 2017). Studies to date that have been 

aligned with HPPC have varied widely in both methodology and target population, 

demonstrating the breadth of the construct of PC. Initiatives based on this approach 

highlight the importance of viewing the public as key assets in creating environments 

that enhance living with life limiting illness. Examples of international and national 

initiatives aiming to enhance public involvement with PC include: 

 

1.  The creation of opportunities for open discourse on death and dying via 

mediums of death cafes, death conversation menus and facilitated 

conversations (Benzein et al. 2008, Patterson and Hazelwood 2014, 

Mcloughlin et al. 2016).  

2. Internationally developing social capital through training of volunteers to 

reach out to individual communities and facilitating communities in 

developing and sustaining initiatives relevant to the particular need of that 

community (Kumar 2007, Grant et al. 2011, Sallnow 2018). 

3. The creation of compassionate communities with evidence building as to the 

cost benefit in relation to some interventions (Abel et al. 2018).  

 

The centrality of the community as particpators in creating posiive environments is 

evident in these approaches. A systematic review, undertaken to look at evidence 
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relating to a public health approach to end of life, focusing on community engagement 

reported positive outcomes in terms of a reduction in carer fatigue, building of 

networks and a decrease in isolation of carers and patients (Sallnow et al. 2015). A 

model of HPPC named Health Promoting Palliative Care - The New Essentials has 

recently been developed and recognises the need for a multisystem approach to PC 

(Abel et al. 2018). The goals of the model are considered public health goals, designed 

for impact on populations that link community development and social ecology with 

palliative care across services (Kellehear 2018, personal communication). 

 

1.9  Barriers to a public health approach 

Central to both models is a systems approach, however, this can only work when there 

is a shared understanding and common goal. This should be articulated in a common 

language. However, language can exclude and excuse those not directly involved in 

care from engaging with PC (O’Connor et al. 2010). The language can create a power 

differential separating PC between disciplines as well as between professional and the 

lay public (O’Connor et al. 2010).  If viewed solely as a specialist practice as in the 

definition of PC used by CAPC (2011, Appendix 1), the community sits outside the 

service as consumers who feedback to the specialist team. If associated exclusively 

with incurable illness and the end of life, people may be dissuaded from seeking care 

early on in the belief that their needs are incongruent with PC (Knaul et al. 2018). As 

discussed in the beginning of the chapter, the origins of contemporary palliative care 

lie in hospice programmes, therefore, the practice of PC has been shaped by meanings 

and understandings of death and dying (Rumbold 1998, Rosenburg 2007).  

Unsurprisingly, this association with death and dying has been shown to influence 

public perceptions of PC, regarding it as a system of care delivery involving hospices 
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and specialists with a singular focus on terminal illness (Barclay et al. 2011, 

Mcloughlin 2012, Kavalieratos 2015).  Palliative care as synonymous with death was 

a prominent theme in recent studies involving patients with advanced cancer and their 

families (Zimmermann et al. 2016, Collins et al. 2017). The mention of PC 

engendered feelings of fear, helplessness, dependency, and disempowerment 

(Zimmermann et al. 2016, Collins et al. 2017). The negativity associated with PC was 

not restricted to those with advanced cancer but reported across illnesses and 

individuals, health care workers and patients alike (Golla et al. 2014, Kavalieratos et 

al. 2014, Davison et al. 2016, Fox et al. 2016). 

 

1.9.1 Young people as a cohort of the public 

A public health approach to PC in advocating the community as an integral part of 

care might assume a public that understands what PC is and could see how PC relates 

to their lives. Research to date, gauging what the public know about PC, has focused 

on older adults, despite advocacy for the targeting of young people (McIlfatrick et al. 

2013, 2014). Yet young people have been found to represent a significant cohort of 

active caregivers (Burns et al. 2010) with differing needs and expectations. 

Addressing a youth conference on palliative care Clark (2015) proposed that the 

critical engagement with young people is opportune given the escalating palliative 

care needs within society. Young people in this study is used interchangeably with 

young adults and refers typically to persons aged 18-30 years.  

 

As carers, patients and future professionals, they have, or potentially will have, 

responsibility for health care decisions at an individual and community level. 

Research to date looking at young people’s knowledge of PC has focused on students 
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on health care courses, with a view to future caring roles. This fails to recognise that 

as citizens living in communities, they are co-creators of communities in which 

people with life limiting illness live and die.  Seymour (2018) observes what she sees 

as the beginning of a trend in palliative care research to include young people, to 

better prepare them to deal with issues in families and communities that relate not just 

to the end of life but to living with life limiting illness. The need for young people to 

develop a comprehensive understanding of PC has been advocated, however, research 

to date has focused on older populations (McIlfatrick et al. 2013). 

 

Young people at University form a significant sector of the young public that are 

experiencing societal changes relating to health and illness. While recognising that 

young people at University may not be representative of all young adults, they are an 

easily identifiable, accessible group that represent a significant sector of young adults 

(Haase et al. 2004). It is the University students’ representation of that significant 

sector of the young public that is the impetus for their inclusion as a population for 

this study.  

 

As indicators of future societal trends in attitudes these young adults will face the 

most exigent societal health issues (Weiss and Lupkin 2010, Rashedi et al 2015). 

Determining the knowledge and attitudes of PC among this group and exploring their 

perception of PC can identify present understanding and inform future public health 

direction. In this study knowledge of PC refers to ‘knowledge claims’ (Boliani and 

Braianu 2018 p9), what the young people knew or thought they knew about PC. 

Perceptions related to how PC is construed by this population and the foundation of 

that construction which may or may not be based in reality.  It is the combination of 
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perceptions and knowledge which can be seen to determine attitudes (Mejer et al 

2015) towards PC. This study, in employing a mixed methods approach to 

investigation, aims to determine what young people know of palliative care, what 

their attitudes and perceptions towards it are and to explore with them their perception 

of future engagement with palliative care.  

 

1.9.2  Conclusion 

Professor Carlos Centeno, at the recent European Association of Palliative Care 

Congress (EAPC), in Berlin accepted his award for contributions to the EAPC and 

spoke of an urgency in moving from identifying PC need to action that integrates PC 

not only in health systems but in society itself (Centeno and Arias-Casais 2019). This 

integration and movement from patienthood to citizenship (Rajagopal 2019) lies at 

the centre of a public health approach to palliative care. Concerns over how these 

fields may combine, while debated in academia, are mediated by a public health ethos 

that is shared by PC: 

“public health has at its core an intentional decision to make a 
difference and a shared commitment to care”  (Frenk 2018 p854) 

Therefore, in the centre of Dempers and Gott (2017) illustration of public health and 

palliative care paradigms should lie the person; the role of palliative care is to ensure 

that any approach individual or collective has the person as the central focus of care. 

With this focus, the marrying of palliative care and public health should be seamless. 

However, convincing the public that a public health approach is not merely a solution 

to a supply and demand issue may be more problematic. The public should be engaged 

as partners in finding solutions with honest dialogue throughout. A necessary starting 

point is to target specific populations, quantifying what their understanding of PC is, 
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how it has developed and what factors sustain and alter attitudes and perceptions of 

PC.   

 

1.9.3  Aims and objectives of the study 

Aim:  To examine young people’s knowledge, attitudes and perceptions of palliative 

care within the context of a public health approach. 

1. To explore the literature relating to young people’s knowledge, attitudes and 

perceptions of palliative care.   

2. To identify the relationships between knowledge, attitudes and perceptions 

of palliative care among a cohort of young people. 

3.  To determine the relationships between attitudes, subjective norms, 

perceived behavioural control and behavioural intention as they relate to 

palliative care.  

4. To explore perceptions of palliative care and identify perceived barriers and 

facilitators to enhancing public knowledge of palliative care 

5. To identify the key determinants to enable a public health approach to 

palliative care with this population.  

 

1.9.4  Outline of the Thesis 

The thesis consists of five chapters, summarised in Table 1.  
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Table 1  Chapters and content summary 

Chap-
ter Title Chapter Content 

1 Introduction Places the study in context and outlines the rationale for the 
study and structure of the thesis 

2 Literature 
Review 

Provides a systematic search and narrative literature review 
with thematic synthesis.  The first section provides the broad 
context of the study through a review of the empirical data 
relating to public knowledge, attitudes and perceptions of PC. 
The second section includes studies that have explored young 
people’s knowledge, attitudes and perceptions of PC. Results 
are discussed in this chapter, supported by appendices 
detailing extracted study highlights 

3 Theory Presents the theoretical underpinning of the study which is 
Social Ecological Theory within which the Theory of Planned 
Behaviour is embedded.  

4 Methodology Identifies the research design and the methods employed. The 
rationale for using a two-phase sequential design is presented. 
Each phase is discussed sequentially with integration points 
clarified. The processes used to address rigour are presented, 
concluding with consideration of key ethical issues 

5 Survey 
Findings 

This chapter provides a detailed account of the findings from 
a cross sectional survey and details the statistical tests that 
were undertaken. The results of descriptive and inferential 
statistical testing of the survey data are presented. Issues of 
reliability and validity are addressed throughout. Results from 
an Exploratory Factor Analysis of items based on the Theory 
of Planned Behaviour are presented. Relationships are 
identified and causal effect between constructs demonstrated   

6 Qualitative 
Findings and 
Joint Display 

Presents the findings from in-depth interviews with 24 
participants. Analysis followed the ‘framework’ method of 
thematic analysis, findings are presented under the identified 
themes and evidenced by qualitative data. The chapter 
concludes with a joint display of key findings from both data 
collection phases, demonstrating the utility of the sequential 
mixed methods approach in addressing the study aim 

7 Discussion Builds on the integration evident in the joint display and 
presents a discussion of the main study findings supported by 
relevant literature. A refined theoretical model based on study 
findings and adapted from the underpinning theories is 
presented. Study strengths and limitations are highlighted and 
the study’s contribution to knowledge, theory and methods is 
discussed. Recommendations for public health practice and 
proposals for further research are presented 
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Chapter 2 – Literature Review  
  

2.0  Introduction  

This chapter presents a review of the current empirical research relating to young 

people’s knowledge, attitudes and perceptions of Palliative Care (PC). The chapter is 

divided into two sections. Section one provides the broad context of the study in a 

review of the empirical literature relating to the public’s knowledge, attitudes and 

perceptions of PC that was not limited to specific age categories. As the focus of the 

study was on young people as one population of the general public, 

investigating  this  broader perspective of the public was necessary to determine (a)  

the existing views of the younger cohorts (18-30yrs)  within these studies undertaken 

with the general public and (b) how the views of the 18-30 year olds relate to the 

general public. The second section reviews studies that looked specifically at young 

people’s knowledge, attitudes and perceptions of PC and were undertaken with 

student samples.  The review structure, search strategy, table of reviewed studies and 

narrative discussion based on themes collated from the literature are presented in each 

section. The review concludes with a synthesis of the main findings based on the 

literature from both sections. 

 

2.1  Challenges in determining inclusion and exclusion criteria 

Badger et al. (2000) suggest that good practice in undertaking literature reviews is to highlight 

the challenges anticipated at the outset of the review. In this review challenges related 

primarily to the selection of studies that met the inclusion and exclusion criteria.  As 

discussed in the previous chapter (Chapter 1, Section 1.3) PC is variously understood 

in terms of populations that may require PC, timing of PC  and where care is delivered 
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and who delivers care (Meghani 2004, Pastrana et al. 2008, Junger et al. 2012, Van 

Mechelen et al. 2012, Hui et al. 2013, Zwakman et al. 2018). This made decisions on 

inclusion and exclusion criteria difficult with the added consideration of young people 

having potentially multiple roles as carers, professionals and patients. The difficulty 

in population definition in PC reviews was recognised by Zwakman et al. (2018) who 

recommended the ‘Palliative Care Literature rEview iTeraTive mEthod’ (PALETTE) 

as an iterative process to reviewing literature on PC. PALETTE had not been 

published at the beginning of the search. However, the breadth and depth of what 

could potentially be included under the term palliative care and the publication of 

multiple studies within the time frame of this study necessitated an iterative process 

of data selection. 

 

2.2  Key search terms  

This section outlines the search process and selection process for inclusion in the first 

section of the review. From January to March 2017 literature was sourced from four 

electronic databases, CINAHL, Embase, Ovid (Medline) and Cochrane Library using 

the relevant MESH terms and key words.  Using the predefined search terms, grey 

literature, in the form of empirical studies from non-peer reviewed publications was 

included. Reference lists from relevant articles were cross-checked and pertinent 

journals hand searched. The publication lists of lead authors were also reviewed. 

Google and Google Scholar, considered powerful adjuncts to other database searches 

(Haddaway et al. 2015), were also used to enhance the search. The search was 

supplemented by weekly alerts relating to key author publications from the Lancet, 

Researchgate and Twitter.  Journals alerts from subject specific journals such as 

Progress in Palliative Care and Palliative Medicine ensured the researcher kept up to 
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date with current studies. Eight studies in total were added to the review with the final 

study added in July 2019.  Six studies were added in the first section and two in the 

second section, highlighting the recent global interest in the public’s knowledge, 

attitudes and perceptions of palliative care.  

 

Key search terms (Table 2.1) were informed by relevant studies including a 

systematic review of a ‘new’ public health approach to palliative care undertaken by 

Sallnow et al. (2015) and a paper written for the Scottish government on the merging 

of public health and palliative care (Gillies 2016). The terms were adapted for each 

individual database.   

 

Table 2.1  Key search terms 

Palliative Care 

Terminal Care 

Palliat* or 

‘End of life ‘mp. 

terminal   or ‘end 

of life care or ‘care 

of the dying’ or’ 

hospice care’ 

AND Public* OR public view OR 

public opinion OR public 

aware* OR public 

perception* OR public 

behavio* 

AND Knowledge OR 

attitude* OR 

perception* OR view* 

OR opinion* or 

understanding. Or 

belief* OR behavio* 

 

The inclusion and exclusion criteria were based on the review aim which was to 

identify the knowledge attitudes and perceptions of PC of young people. Specific 

challenges relating to the choice of most relevant studies is highlighted in section 2.1. 
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Table 2.2  Inclusion and exclusion criteria for review 

Inclusion criteria Exclusion criteria  

Empirical studies in the English language 

(no translation funding for this study) 

Empirical studies to include public 

knowledge or attitude, perception or belief 

in relation to PC. 

Dated from 2007 when a public health 

strategy for PC was first developed. 

Studies with participants aged ≥ 18yrs. 

International and national opinion polls 

Studies that include the general public 

which may include but are not defined by 

their age health care status such as patient 

carer or health professional.  

Studies not in the English Language 

Studies that were published prior to 

2007 

Studies that focus on paediatric 

palliative care deemed by WHO (2002) 

as different in practice and policy 

 

Studies that focus on a specific age or 

health status category.   

 

Rigour and transparency in the search process was guided by the step wise process of 

the Preferred Reporting Items for Systematic Reviews and Meta-Analyses (PRISMA) 

(Moher et al. 2009) (see Figure 2.1). 



 

25 
 

 
  

 

Figure 2.1  PRISMA chart depicting search process (adapted from Moher et al. 2009) 

 

2.3  Results of systematic search  

A total of 2377 studies were identified through data base searching. A search of the 

Cochrane Palliative Care Library produced no systematic reviews on the database that 

related to the knowledge, attitudes and perceptions of PC among young people. 

Twenty potential studies were retrieved from grey literature. Following the removal 

of duplicates, managed through Refworks bibliographic manager, 1908 records were 
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reviewed at title. The researcher then reviewed 335 abstracts for suitability against 

the inclusion/exclusion criteria. Following this, 305 articles were removed with 

reasons and are displayed on the PRISMA chart.  A total of 19 empirical studies were 

included in the first section of the review. A data extraction table that gives a summary 

of the studies including aim, design, sample key findings and limitations is presented 

in Appendix 2.  Following familiarisation with the full text articles, a quality appraisal 

tool the Critical Appraisal Tool (CASP 2019) was used to assess the methodological 

rigour of the studies.  This tool provides a guide to appraisal of different study designs, 

however, it does not include a scoring system. While a narrative review can contain 

quality scoring, the purpose of this review was to develop an understanding of the 

empirical studies (Aveyard et al. 2016) rather than compare methodological rigour. 

Braun and Clark’s (2006) thematic analysis was used for managing and analysing the 

literature data. The studies were read, and temporary codes were assigned to studies. 

The researcher then identified patterns across these codes and placed them in a matrix. 

From this matrix subthemes and themes were developed (see Table 2.3).  

 

Table 2.3  Themes and Sub-Themes  

                                                                                                        

Awareness, knowledge and understanding of PC  

Perceived aims of palliative care 

Demographic influences  

Confidence in knowledge 

Contextual and cultural influences on knowledge, attitudes and perceptions of PC 
Culture 
Attitudes, perceptions and misperceptions relating to PC  

Perceived value of PC 

Strategies to enhance palliative care knowledge and promote positive attitudes  
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2.4  Section One: Overview of studies  

The reviewed studies geographical spread demonstrates the global interest in the 

public’s understanding of PC. Included are studies from Canada (1), India (2), 

Sweden (1), Japan (3), Ireland (1), United Kingdom (2), Italy (1), the USA (7) and 

New Zealand (1). The majority of the studies involved quantitative research, namely 

a survey approach (n=13) (Joseph et al. 2009, Benini et al. 2011, Center to Advance 

Palliative Care (CAPC) 2011, Hirai et al. 2011, The Regence Foundation 2011, 

MacLeod et al. 2012, Akiyama et al. 2016, Kozlov et al. 2017,  AIIHPC 2018, Shalev 

et al. 2018, Westerlund et al. 2018, Huo et al. 2019, Trivedi et al. 2019)  Four studies 

related to evaluation of interventions that provided pre-intervention information on 

knowledge and attitudes to PC (Sato et al. 2009, Akiyama et al. 2016, Chandra et al. 

2016, Kozlov et al. 2016a).  Two papers were part of a mixed methods study 

presenting quantitative and qualitative data (McIlfatrick et al. 2013, McIlfatrick et al. 

2014). Two studies were part of a nationwide study in Japan called the Outreach 

Palliative Care Trial of Integrated Regional Model (OPTIM) (Hirai et al. 2011, 

Akiyama et al. 2016).  The largest sample of participants in the reviewed studies was 

3445 in a nationwide study in the USA (Trivedi 2019). The smallest sample was 152 

participants in a study of community dwelling adults measuring PC awareness in the 

USA (Kozlov et al. 2016a). Younger ages (18-24yrs) were not asked to participate in 

studies in Japan (Sato et al. 2009, Hirai et al. 2011, Akiyama et al. 2016)  smaller 

numbers were recorded when samples were not adjusted or weighted to ensure 

representation of the population (McIlfatrick et al. 2013, Westerlund et al. 2018). The 

ages ranged from 18yrs to 89+ yrs.  The participants were more likely to be female 

where samples were not adjusted for representativeness.  
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2.4.1  Awareness, Knowledge and Understanding of PC  

Awareness of palliative care was measured in thirteen of the reviewed studies (Joseph 

et al. 2009, Benini et al. 2011, CAPC 2011, The Regence Foundation 2011, Hirai et 

al. 2011, MacLeod et al. 2012, McIlfatrick et al. 2013 , Chandra et al. 2016, Kozlov 

et al. 2016a, Kozlov et al. 2017,  Roulston 2018,  Westerlund et al. 2018, Trivedi et 

al. 2019).  The studies revealed a variable level of awareness, across geographical 

locations (see Figure 2.2). The levels of reported PC awareness ranged from no 

awareness among a sample of 145 households in a community in India (Chandra et 

al. 2016) to 85% of respondents in Northern Ireland reporting some awareness and 

understanding of PC (AIIHPC 2018). The differences may be explained in part by 

socio-demographics, as the sample population in the AIIHPC (2018) study were from 

areas that are at the top of the Economist Intelligence Unit Quality of Death Index 

(EIU 2015). The samples for Chandra et al.’s (2016) study were recruited from an 

Indian community with limited health resources. Figure 2.2 is a visual presentation of 

the reported awareness levels measured in percentage across reviewed studies.  
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Figure 2.2 Reported awareness levels of palliative care across reviewed studies 

 

 

Notable in this description of PC awareness is the unchanged picture in national polls 

in the USA over eight years as evidence in opinon polls and national studies; CAPC 

2011, The Regence Foundation 2011 Trivedi et al. 2019. It is not clear why the USA 

has such low levels of awareness given that they rate highly in the EIU Quality of 

Death Index (2015); in ninth place with regard to community engagement and 

awareness of PC. It may be that PC in this index was measured as engagement with 

end of life rather than the broader construct of PC.  

 

While it was difficult to differentiate awareness and knowledge of PC in the reviewed 

studies, most studies determined whether populations had heard of PC initially and 

asked participants to rate their level of knowledge (Benini et al. 2011, Hirai et al. 

2011,  McIlfatrick et al. 2013, Roulston 2018,  Kozlov et al. 2017, Westerlund et al. 

2018, Huo et al. 2019, Trivedi et al. 2019.). In a study undertaken by the AIIHPC 
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(2018) in the Republic of Ireland and Northern Ireland (n=1501), awareness and 

understanding was assessed in a joint statement ‘which of the following best describes 

your level of awareness and understanding?’   Results of this survey identified 15% 

of the sample population who reported no understanding and awareness of PC. 

However, in studies where questions relating to awareness of the term and knowledge 

of the concept of PC were asked separately, lower levels of knowledge were reported 

(Benini et al. 2011, McIlfatrick et al. 2013, Westerlund et al. 2018).  In a study 

conducted in Northern Ireland looking at public awareness of PC, the majority of 

respondents reported that they had heard of PC (83% n=500) (McIlfatrick et al. 2013).  

However, over half of the sample claimed to have little knowledge of PC (n=336 

56%).  While the authors acknowledge that their study population was recruited from 

a relatively informed group of the public who are part of the Patient and Client 

Council, and so were perhaps more aware of current trends in health, the confidence 

in their knowledge remained low.  

 

A similar dichotomy between awareness and knowledge was reported among the 

Italian general public where 59% of the 1897 adult subjects surveyed had heard of 

PC, however, only 23.5% reported an adequate or precise idea of the meaning of PC 

(Benini et al. 2011). Similarly, in Canada levels of knowledge differed significantly 

to overall awareness with 58% awareness but only 16% who reported they knew what 

PC entailed (Rouslton 2018 S11). An explanation for this mismatch may be that 

policy advocacy (see Chapter 1, Section 1.7) to integrate PC into broader society has 

placed the term into the public domain, but the public has not perceived it as 

immediately relevant and, therefore, have not actively looked for an understanding of 

it. 
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Westerlund et al.’s (2018) study was reported as the first Swedish nationwide study 

to look at public awareness of PC. The authors were unsure how a sensitive topic like 

PC might be received by the general public and used a European data collection 

agency with a representative national sample aged 18-66yrs who had previously 

consented to receive surveys (Westerlund et al. 2018). This sampling resulted in the 

omission of older ages and may have negatively impacted the reported levels of 

awareness and decreased the generalisability of the findings. This perceived 

sensitivity surrounding the subject of PC may have resulted in samples for other 

studies being accessed from populations that had already agreed to take part in 

surveys (McIlfatrick et al. 2013, 2014, Kozlov et al. 2016a, Kozlov et al. 2017, 

AIHPC 2018, Westerlund et al. 2018). 

 

Demographic variables such as age, gender, education, geographic region and 

socioeconomic status were analysed in many of the studies to determine their 

associations with awareness and knowledge of PC. Inter-study results demonstrated 

that palliative care knowledge and awareness were statistically significantly higher 

among older age groups (Benini et al. 2011, MacLeod et al. 2012, McIlfatrick et al. 

2013, Kozlov et al. 2017, Westerlund et al. 2018, Huo et al. 2019). A translated 

version of McIlfatrick et al.’s (2013) survey to determine the public’s knowledge and 

awareness of PC was used by Westerlund et al. (2018) to determine PC awareness 

and knowledge in Sweden. Findings indicated that 41% (n=827) of the sample 

reported no awareness of PC with 43% (n=863) reporting some awareness and 

understanding. Analysis of 74% of the sample that were non-responders revealed that 

younger people were significantly less likely to complete the survey (Westerlund et 
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al. 2018). Young people were not only less likely to participate in the study but 

reported less awareness with 65% of respondents in the 18-24yrs age bracket 

reporting no awareness of PC.  The modal age group of the sample in McIlfatrick’s 

(2013) study was 60-69yrs. Only three young people aged 17-20yrs took part in the 

survey. No information was available as to why young people did not participate, if 

it related to the topic of PC and how that level of participation compared to studies on 

other health issues. 

 

2.4.2  Perceived aims of palliative care 

Knowledge of PC was measured in nine studies using both predefined categories and 

open ended questions (Benini et al. 2011, McLeod et al. 2012, McIlfatrick et al. 2013, 

Chandra et al. 2016, Kozlov et al. 2016a, Kozlov et al. 2017, Shalev et al. 2018, 

Westerlund et al. 2018, Huo et al. 2019). Tools that measured knowledge of PC 

focused on a wide range of possible goals of care.  These perceived goals, when 

measured using predefined categories, were reported by participants as ‘pain relief,’ 

‘comfort care’ and ‘maintaining dignity at the end of life’ (Benini et al. 2011, 

McIlfatrick et al. 2013, McIlfatrick et al. 2014, Westerlund et al. 2018). Differences 

across countries were noted with ‘end of life care’ as the most often cited goal in 

Westerlund et al.’s study (61%) in Sweden whereas ‘comfort care’ was cited by 82% 

of the sample in McIlfatrick’s study (2013) in Northern Ireland. This may have been 

an issue relating to the translation of McIlfatrick’s tool (2013) used by Westerlund et 

al. (2018), as ‘end of life care’ was not an option in the original survey. Instead care 

before death was listed which would be interpreted differently. This highlights the 

importance of language when determining knowledge of PC. A further consideration 
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is that almost 30% of the participants in McIlfatrick et al.’s (2013) study had a health-

related background and may have been more familiar with terminology.  

 

In studies where participants were asked to define or explain their understanding of 

PC in their own words, similar but broader goals of care were reported, focusing on 

the timing and characteristics of care.  Namely, PC was care that could not cure, 

delivered at the end of life that aimed to increase quality of life, manage symptoms, 

maintain dignity and enable a peaceful death (Benini et al. 2011, McIlfatrick et al. 

2013, Westerlund et al. 2018, Shalev et al. 2018). Benini’s et al.’s study (2011) of the 

Italian general public (n=1897) reported an understanding of PC focused on incurable 

and terminal illness, reported by some particpants as care that lacked validity because 

it does not cure (Benini et al. 2011). Survey findings from participants in Sweden 

characterised PC as compassionate, empathetic care that promoted human connection 

(Westerlund et al. 2018).  

 

However, participant definitions of PC across studies placed PC firmly at the end of 

life and was reinforced in some studies by questions that focused on incurable illness 

and the dying phase (Benini et al. 2011, MacLeod et al. 2012). Yet viewing PC as end 

of life care was considered a misperception in a study of New York residents (n=800) 

(Shalev et al. 2018). Two questions in the state poll related to PC. The first requested 

a definition of PC prompted by ‘palliative care is a type of medical care that is gaining 

popularity’. The authors used the World Health Organization (2002) definition of PC 

(see Appendix 1) to structure the analysis of the data and measured responses against 

the definition’s main pillars. Symptom management (26%) and comfort care (22%) 

were deemed key components of PC by the participants. The authors reported that the 
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most popular misperception about PC was that it was associated with end of life care 

(n=85, 73.9 %). The least mentioned component of PC was that it affirms life (1%). 

 

The public perception of PC as synonymous with both end of life and terminal care 

was evident in studies undertaken in developed countries (CAPC 2011, Hirai et al. 

2011, Regence Foundation 2011, MacLeod 2012, McIlfatrick et al. 2013, 2014, 

Shalev et al. 2018, Westerlund et al. 2018, AIIHPC 2018). This is not surprising given 

the history of PC, the focus on end of life in many policy documents and the 

embedding of PC services in developed countries (see Chapter 1, Sections 1.1 and 

1.3). 

 

While interpretation of what represented PC knowledge was variable in the reviewed 

studies, only one psychometrically validated tool was found that measured PC 

knowledge among the lay public.  The Palliative Care Knowledge Scale (PaCKS), 

developed by Kozlov et al. (2016b), was used to determine the general public’s 

knowledge of PC in the USA. This scale has undergone significant psychometric 

testing, including confirmatory factor analysis that identified all 13 items measuring 

a singular construct of PC knowledge (Kozlov et al. 2016b). The scale contains 13 

statements relating to the holistic domains of PC and scores range from 0-13 with a 

true/false and ‘I don’t know’ added to a later version of the scale (Kozlov et al. 2017). 

In a study undertaken with community dwelling adults (n=301) to determine their 

knowledge, a Cronbach’s alpha of .94 on the PaCKS was reported demonstrating 

excellent internal reliability (Kozlov et al. 2017). The mean PaCKS score reported 

following analysis was 5.25 (SD=4.77). The authors reported this as a low level of 

knowledge which was even lower in the 18-24yrs age group M=3.22) and the 25-
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34yrs old age group (M=4.40, p<.01).  The finding that younger age negatively 

impacts PC knowledge was also supported by the data in many of the reviewed studies 

(Hirai et al. 2011, Benini et al. 2011, MacLeod et al. 2012, McIlfatrick et al.’s 2013, 

Westerlund et al. 2018, Huo et al. 2019). It is significant that the PaCKS was the only 

validated tool found by the researcher measuring lay knowledge of PC. It also 

questions the generalisability of data from the other tools that have not undergone 

significant psychometric testing. However, PaCKS has not been tested outside its 

country of origin to determine its cross-cultural validity.  

 

Neutral responses were more commonly reported than incorrect answers on the 

PaCKS tool (Kozlov et al. 2017).  The question that yielded the greatest proportion 

of ‘I don’t know’ (57%) and incorrect answers (18%) on the PaCKS was the question 

relating to PC being exclusively for those in the last six months of life. Young people 

(18-34yrs) had the highest level of neutral and incorrect answers to this question. A 

similar increased proportion of neutral answers was reported in a study carried out for 

Hospice New Zealand (MacLeod et al. 2012). The study investigated the knowledge 

of PC and hospice services among a representative sample of New Zealanders 

(n=1011). Younger populations (aged 18-30yrs) were less accurate and reported more 

neutral responses to statements about PC than those >30yrs (MacLeod et al. 2012). 

 

2.4.3  Demographic influences on knowledge, attitudes and perceptions of PC 

In studies where samples were not adjusted to ensure representativeness, females were 

more likely to participate (McIlfatrick et al. 2013, McIlfatrick et al. 2014). Females 

also demonstrated significantly better knowledge of PC (Hirai et al. 2011, Benini et 

al. 2011, MacLeod et al. 2012, McIlfatrick et al. 2013, Westerlund et al. 2018, Huo et 
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al. 2019). A cross sectional national survey in Japan (Hirai et al. 2011) was undertaken 

to investigate awareness of PC and the influence of demographic variables and cancer 

related experiences on ‘readiness’ or acceptance of PC among the general public 

(Hirai et al. 2011). Two stage random sampling in 4 regional areas yielded an almost 

50% (n=3984) response rate.  Sixty-three percent (n=2012) of respondents claimed to 

have no awareness of PC. Females were found to have more PC awareness than males 

(χ2 =55.09, df =1, p<0.001). Interestingly, unlike other national studies, the age of 

participants did not emerge as a significant predictor of awareness or knowledge. The 

reason for this may be that the survey did not include participants under the age of 

40yrs. Other studies have identified significantly less awareness and knowledge of 

PC among those under 40yrs (Benini et al. 2011, MacLeod et al. 2012, McIlfatrick et 

al. 2013, Westerlund et al. 2018, Huo et al. 2019).  

 

Higher education attainment impacted knowledge of PC with University level 

education showing a significant positive association at p<0.05 compared to secondary 

school (Benini et al. 2011, Hirai et al. 2011, Kozlov et al. 2017, Westerlund et al. 

2018, Trivedi et al. 2019, Huo et al. 2019).  In a study of adults in the USA (n=3194), 

surveyed as part of a Health Information National Trends Survey (HINTS), PC 

awareness, knowledge level and source were investigated (Trivedi et al. 2019). 

Multivariate analysis demonstrated that having an education higher than high school 

was one of the most significant predictors of PC knowledge (some college: p=0.004, 

and college or higher: p<0.001). This was a consistent finding in the reviewed studies 

(Hirai et al. 2011, Benini et al. 2011, MacLeod et al. 2012, McIlfatrick 2013, 

Westerlund et al. 2018, Shalev et al. 2018). While demographics were reported as 

significant determinants of PC knowledge, several authors noted the yet unexplained 
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variability within demographic groups (Kozlov et al. 2016a, Huo et al. 2019). 

Findings in Trivedi et al.’s (2019) study investigating PC knowledge and awareness 

in a sample of US citizens suggested that demographic variables impacted knowledge 

but did not explain fully differences within demographic groups. The categorisation 

of age in this study was also thought to mask subtle differences in age groups (Trivedi 

et al. 2019).  They advocated that future studies should nest ‘individual factors within 

the broader set of structural variables’ (Trivedi et al. 2019 p5).  Controlling for 

variables such as education may allow other significant predictors of knowledge to be 

identified. Targeting specific subgroups of the population based on age as a 

continuous variable might make differences within categories more explicit.  

 

2.4.4  Confidence in knowledge   

Huo et al. (2019) used a nationally representative sample of adults (n=3194) to 

determine how knowledge was associated with misperceptions relating to PC. 

Participants were asked to self-report a level of knowledge relating to PC and the 

results were categorised into three groups: no knowledge, inadequate knowledge and 

adequate knowledge. Data relating to goals, misconceptions and information sources 

were investigated to determine relationships with level of knowledge.  The findings 

demonstrated that those who had adequate knowledge still had misconceptions 

relating to PC in three areas: PC is the same as hospice care (30%) PC means 

abandoning curative care (15%) and associating PC automatically with death (40%). 

The authors contend that this shows an overconfidence in PC knowledge (Huo et al. 

2019). However, it could be debated that the question relating to death was measuring 

an attitude to PC rather than knowledge. With many of the reviewed studies there was 

a lack of distinction between attitudes and knowledge. Further qualitative inquiry 
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might have given some insight as to the source of the associations with PC upon which 

attitudes are built.   

 

Huo et al. (2019) reported significant differences in misperceptions reported by 

participants based on self-reported level of knowledge, with those with knowledge 

having less misperceptions (Huo et al. 2019).  However, this was only in the strongly 

agree category. Analysis of the statistical results presented identified little difference 

between other categories. A possible explanation may be that increased knowledge 

leads to greater confidence in that knowledge. This was a finding in Kozlov et al.’s 

(2016a) randomised intervention trial which used a short video and an information 

page to inform particpants about key aspects of PC.  Using a two by two between 

subjects design, community particpants (n= 152) were allocated to either a video or 

information page intervention or to a control group for each intervention. The PaCKS 

tool (Kozlov et al.  2016a) was used to test knowledge both prior to and after the 

intervention. The scores, as measured by PaCKS, were significantly higher for both 

intervention groups compared to the control groups (F (1, 139) = 11.1, p<0.001). This 

represents a small but statistically significant improvement. Confidence in knowledge 

was also measured prior to and following each intervention (1-10 scale against each 

knowledge statement). Mean confidence scores were calculated for each participant 

pre- and post- intervention. The increase in confidence in knowledge was significantly 

higher in the intervention groups compared to the control groups (intervention and 

control comparison: F (1, 136) = 113.11, p<0.001).  There was no significant 

difference in confidence between interventions. Whilst limitations existed relating to 

other variables that may have impacted knowledge such as the tool itself, this gives 

insight into how a small amount of information can impact confidence in knowledge.  
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2.5  Contextual and cultural influences on knowledge, attitudes and perceptions 

of Palliative Care 

Primary sources of information on PC reported by participants were family, friends, 

news media (TV, radio and newspapers) and working in a health care setting. A close 

friend or relative having received care was reported as a primary source of PC 

knowledge in the USA, Northern Ireland, Canada and Sweden (The Regence 

Foundation 2011, McIlfatrick et al. 2013, Roulston 2018, Westerlund et al. 2018).  

Interestingly, 34% percent (n=693) of the sample in Westerlund et al.’s (2018) study 

who had heard of PC did not know the source of their knowledge whereas only 5% in 

McIlfatrick’s study were unsure. The skewed sampling resulted in a much lower mean 

age of the population in Sweden than the modal age reported in NI (NI modal 60-

69yrs, Sweden 47yrs). This might account for the high level of uncertainty over 

knowledge sources as direct experience of PC has been shown in other studies to 

increase with age (MacLeod et al. 2012, Rouslton 2016). Those with experience of 

PC in a professional or personal capacity were found to have more knowledge and 

more positive attitudes to PC (Hirai et al. 2011, McIlfatrick et al. 2013, McIlfatrick et 

al. 2014, Rouslton 2016, Kozlov et al. 2017, Westerlund et al. 2018). Respondents in 

Hirai et al.’s study (2011) who had knowledge of PC were significantly more likely 

than those who had no knowledge to report that pain and distress would be relieved 

by PC (p<0.001). However, they also reported that PC was specifically for the 

terminally ill (p<0.01). Hirai et al. (2011) contended that, as attitudes are reinforced 

by actual experience, it would suggest that PC in Japan is being provided in the latter 

stages of advanced illness.  
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Within the reviewed studies, experience of cancer was measured as a potential 

variable of PC experience and an indicator of PC knowledge (Hirai et al. 2011, Huo 

et al. 2019). The association of PC with cancer was a finding in both phases of 

McIlfatrick et al.’s study (2013, 2014). Yet personal and family history of cancer was 

not found to be a significant indicator of PC knowledge nor attitudes in a national 

survey of adults in the USA (Huo et al. 2019). Attitudes to PC, measured by 

statements relating to curative aspects of care and proximity of PC to death, were 

found to not be significantly impacted by cancer experience. The authors contended 

that the broad nature of the question relating to personal and family history of cancer 

should have focused on those with advanced cancer (Huo et al. 2019). However, this 

reinforces the association of PC to one illness, failing to recognise the breadth of 

illnesses to which PC could apply and is contrary to the inclusivity advocated in PC 

definitions (see Appendix 1).  The data for this study were from the National Cancer 

Institute Health Information Trends Study (2018) which helps to explain the focus on 

cancer.   

 

McIlfatrick et al.’s study (2014), the only qualitative paper selected for inclusion in 

this section of the review, identified experience in a professional or personal capacity 

as a key source of knowledge of PC. Participants who had personal experience of care 

or who worked as volunteers or health professionals were deemed to have the greatest 

insight into PC. While no central source of information was identified, the participants 

suggested that information relating to PC should be accessed through the health 

system (McIlfatrick et al. 2014). Health care professionals were perceived as best 

placed to disseminate this information (Benini et al. 2011, McIlfatrick et al. 2013, 
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McIlfatrick et al. 2014, Westerlund et al. 2018, AIHPC 2018, Shalev et al. 2018, Huo 

et al. 2019).  

 

2.5.1  Culture  

Cultural influences on how the public perceives PC were highlighted in studies in 

India where the goals of PC were understood in line with predominant illness, 

resources and need (Chandra et al. 2016, Joseph et al. 2009). Palliative Care was 

referred to as ‘end of life care/ home care/ care for bedridden people/community-

based care’ (Chandra et al. 2016 p471).  Patients with fractured femur and 

tuberculosis were perceived as requiring PC. The focus of palliative care in developed 

countries, however, was mainly on cancer care (Regence Foundation 2011, Hirai et 

al. 2011, Akiyama et al. 2016) with some realisation that shifting trends in illness 

pattern allows PC to ‘go  into other illnesses as well’ (McIlfatrick et al. 2014 p276). 

A cross sectional study undertaken by Joseph et al. (2009) investigated the knowledge 

of and attitude towards PC of people living in urban and rural areas in India (n=350). 

A screening question was used to determine if the participants had heard of PC, it was 

found that 13.4% (n=47) had heard of PC: Thirty eight of the sample resided in urban 

areas and nine resided in rural areas,  awareness  of PC was found in urban areas 

(p<0.0001). Those who had not heard of PC were then excluded from the main study. 

All study participants claimed that PC was for people with chronic illness, attitudinal 

differences were apparent between rural and urban areas, urban residents felt 

information relating to PC awareness should be widely available, whereas rural 

residents felt this should only be given at diagnosis. Although a small sample, this 

study demonstrated the cultural and contextual influences on knowledge of PC. 

Interestingly, perhaps related to a cultural issue, only the most senior member of the 
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house had the opportunity to take part in the study. The younger participant may have 

given different insights especially in relation to when and to whom information 

relating to PC is given.  

 

Chandra et al. (2016), in what was considered a ‘Health Awareness Campaign’ to 

improve awareness and perceptions of the community about PC, undertook a pre- and 

post-intervention survey of citizens in a rural village in India. The intervention aimed 

to impact knowledge and attitudes to PC by the use of theatre, talks given by health 

professionals and written information. The respondents reported no awareness of PC 

prior to the intervention. This increased to 62.8% following the intervention, 

measured by pre- and post-questionnaires. The expectation that PC would mean an 

increase in health resources supplied to the community may have caused an 

unexpected finding in Chandra et al.’s (2016) study. The initial interest and positive 

attitude to PC declined after the intensive campaign when participants realised that 

volunteers from their own community would be primarily involved in delivering PC. 

The authors contended that the pre-intervention enthusiasm may have been unreliable 

as the participants did not know what PC meant (Chandra et al. 2016). This indicates 

that rather than the name PC engendering negative perceptions it is how people are 

first introduced to the subject and develop understanding specific to that culture.  A 

follow up study might have provided some insight into why attitudes became less 

favourable regarding community involvement. Participants may have assumed a 

complete withdrawal of service and a lack of trust in members of their own 

community in carrying out that care. The magnitude of PC needs in India (Joseph et 

al. 2009, Chandra et al. 2016) has prompted a different interpretation of PC than that 

found in countries with wider access to health care resources.  This study gives insight 
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into an approach to awareness raising that perhaps reflects the recent transitions in PC 

which are more focused on chronic illness and collective social action as outlined 

previously in Chapter One. It also highlights the difficulties in galvanising community 

support if it is equated with service withdrawal. While there were differences in terms 

of resource allocation the importance of the health professional was highlighted in 

studies from various countries.  As described by a participant in McIlfatrick’s study, 

PC was considered as a service that was ‘too relevant and too important to just depend 

on the man in the street’ (McIlfatrick et al. 2014 p277). 

 

2.6  Attitudes and perceptions of Palliative Care 

Attitudes regarding the value of PC as an important component of health care was 

investigated in many of the reviewed studies (CAPC, 2011, The Regence Foundation 

2012, Hirai et al. 2011, MacLeod et al. 2012, McIlfatrick et al. 2013, 2014, Roulston 

2016, Shalev et al. 2018). A national opinion poll undertaken in the USA (n=1000) 

found that only 44% of the population saw PC as a health priority with 46% unsure 

whether it was or not (The Regence Foundation 2011). A definition closely aligned 

with the pillars of the WHO definition (2002) was provided which resulted in 96% of 

the sample feeling it was important. Nineteen percent of this sample was aged 

between 18 to 29 years. However, no details were available on how various age 

groups responded to PC being a health care priority. In two studies in the USA 

participants were given a definition of PC and asked if they would recommend it to a 

loved one, the majority agreed or strongly agreed (Shalev et al. 2018 (91% n=727), 

CAPC 2011 (82%)). MacLeod et al. (2012) found that public support for PC as an 

essential part of medical services was found to be higher in older age groups (51% as 

compared to 41%). This is perhaps not surprising given that younger people were 
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unsure of the concept of PC (MacLeod et al. 2012) and may not have seen it as an 

immediately relevant and pressing health issue. 

 

Barriers to public understanding and awareness of PC was measured directly in three 

studies (McIlfatrick et al. 2013, McIlfatrick et al. 2014, Westerlund et al. 2018). 

Barriers were identified that related to the context of PC, its alignment with death and 

dying and the feelings of fear and uncertainty that accompany this context. Data 

elicited from interviews and open-ended questions showed fear of dying and death 

and a societal taboo to openly discuss these issues as a major barrier to increased 

awareness of PC (McIlfatrick et al. 2013, McIlfatrick et al. 2014, Westerlund et al. 

2018). A more societal openness to allow discussion of PC was advocated in order to 

begin the process of normalising death and dying (McIlfatrick et al. 2014, Shalev et 

al. 2018, Westerlund et al. 2018). 

  

2.7  Strategies aimed at enhancing public knowledge and attitudes    

Recommendations derived from each of the reviewed studies was for the need for 

more public education regarding PC to address identified knowledge deficits. 

Suggested strategies to enhance PC knowledge related to information dissemination 

via media such as TV advertisement, brochures, pamphlets, publicity campaigns and 

the internet (McIlfatrick et al. 2013, McIlfatrick et al. 2014, Westerlund et al. 2018, 

Huo et al. 2019). As part of a survey of the Canadian public (n=1540) participants 

were asked about conducting a public awareness campaign to inform Canadians about 

PC. Eightyfive percent agreed that a public awareness campaign should be conducted. 

Young people (aged 18-34yrs) were more likely to advocate for costs to be kept at a 

reasonable level relating to promoting public awareness (Roulston 2018). The 
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collaboration of public health and PC with a common goal to inform the knowledge 

base and help change the attitudes of the general public towards PC has been 

advocated internationally (McIlfatrick et al. 2013, McIlfatrick et al. 2014, Chandra et 

al. 2016, Westerlund et al. 2018). 

 

As part of the nationwide OPTIM study in Japan (see Section 2.1), a three-year 

intervention involved the dissemination of information about PC, knowledge about 

opioids and sense of security among patients with cancer (Akiyama et al. 2016). The 

intervention consisted of the distribution of fliers, posters, and public lectures 

undertaken by professionals which were made available to the general public, patients 

and carers in four regions of Japan. Perceptions of receiving PC at home improved 

significantly among participants with more positive perceptions relating to four areas 

of care, these included: pain relief at home (P<0.01), ability of services to respond to 

sudden changes (P<0.01), availability of medical staff (P<0.01) and the perception 

that care undertaken at home would incur significant burden (P<0.04). Findings 

suggested that personal relevancy may have been a determinant in exposure to 

information on PC, participants with cancer related experiences among the general 

public cohort had greater exposure to information (P<0.01).  However, despite this 

sustained and intensive campaign 68.4% of the general population cited no exposure, 

defined as not having seen written material on PC nor participated in a lecture. This 

may have been because they did not see it as an immediately relevant issue that 

warranted a readiness to receive the information. The authors noted a limitation of the 

study was the lack of a control group to take account of other variables such as the 

Ministry of Japan having launched a campaign to promote PC in these regions which 

may also have contributed to the significant improvement in perceptions of PC 
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(Akiyama et al. 2016). The long-term effect of this intensive intervention had not been 

determined to identify if these changes were sustained. Findings from a study 

undertaken by Sato et al. (2009), also in Japan, looking at the long-term impact of a 

population based educational intervention, aiming to affect knowledge of PC, 

demonstrated opinions and views reverted to original six months after the 

intervention. Sato et al. (2009) suggested that other approaches, rather than 

information, are needed to achieve sustainable attitude change and positive 

perceptions of PC.  

 

2.8  Conclusions 

A variable level of knowledge of PC was evidenced in this review of the literature. 

Despite PC being defined in policy as an approach to care that focuses on holistic care 

early in the disease trajectory of chronic and acute illness (WHO 2002), PC was 

viewed by the public predominantly as ‘end of life care,’ ‘comfort care’ and as ‘an 

illness issue.’ Knowledge of PC was derived from an ad hoc variety of sources, most 

often from friends and family.  Palliative Care was generally perceived as non-

curative care focusing on symptom control to improve quality of life (MacLeod 2012, 

CAPC 2011, Regence Foundation 2011, Hirai et al. 2011, Benini et al. 2011, 

McIlfatrick et al. 2013, 2014, Shalev et al. 2018, Westerlund et al. 2018). Levels of 

knowledge and attitudes were impacted by individual level factors such as 

demographics, experience, fear of death and perceptions of immediate relevance. 

Structural level influences on knowledge were also apparent in differing health 

systems, national cultures and history of PC. 
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Young people aged 18-29 years were invited to take part in most of the survey-based 

studies with the exception of the OPTIM study in Japan (Hirai et al. 2011, Akiyama 

et al. 2016).  However, when their inclusion was not part of a stratified sampling 

strategy, their participation was lower than other populations (McIlfatrick et al. 2013, 

2014, Westerlund et al. 2018). Young people were found to be less aware of PC than 

older populations and were significantly more likely to report no awareness. 

(Westerlund et al. 2018, Shalev et al. 2018). Analyses of non-responders found that 

younger people were less likely to take part in surveys on PC (Westerlund et al. 2018). 

They were also more likely to have neutral views (MacLeod et al. 2012). They were 

found to have less experience of PC (McIlfatrick et al. 2013, AIIHPC 2018, 

Westerlund 2018) yet their experience with death was comparable to older 

generations when measured (MacLeod et al. 2012). Their knowledge base was less 

certain and perceptions less accurate than older populations (MacLeod et al. 2011, 

Benini et al. 2011, McIlfatrick et al. 2013, McIlfatrick 2014, Kozlov et al. 2017, 

Westerlund et al. 2018).  They were less likely to place value on PC (MacLeod 2012) 

and wanted more modest spending on any public health campaigns to disseminate 

information on PC (Roulston 2018). However, when provided with more information 

on PC younger people were equally likely to see the importance of PC to themselves 

and their loved ones (CAPC 2011, The Regence Foundation 2011, Shalev et al. 2018). 

 

2.9  Section two Young adults’ knowledge, attitudes and perceptions of Palliative 

Care – Search process 

In this section of the review a systematic search of the literature was also undertaken 

to further collate and analyse the empirical data related to young adults (aged 18-

30yrs), knowledge, attitudes and perceptions of PC. To determine current 
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understanding and coinciding with the first published public health strategy for PC, 

literature was sourced from January 2007 to 2017 on three electronic databases 

CINAHL, EMBASE and OVID in consultation with a senior subject librarian. This 

was supplemented by grey literature and the reference lists of pertinent studies.  The 

search process was refined by searching three main categories ‘palliative care’, 

‘knowledge, attitudes and perceptions’ and ‘young adult' as per the study aims. 

 

Table 2.4  Key search terms 

Key terms and Boolean phrases 

MH Palliative care  
AND 
MH Terminal care, 
AND    Palliat*  
“palliative care or 
terminal or end of life 
care, or care of the 
dying  or hospice care” 

 MH knowledge AND 
MH Attitude*  AND 
MH Perception* AND 
Behavio* mp 
Knowledge or attitude or 
perception or opinion or 
view  or belief  
 
 

MH Young adult 
MH Student* 
“Student or young 
people or University 
student or undergrad* 
or college student.” 

 

To enhance the rigour of the review, the selection process followed the PRISMA 

guidelines and is displayed in Figure 2.3. Database searches of Ovid, Embase and 

Cinahl undertaken Jan-Mar 2017 with regular updates, identified 2095 studies. A 

further 4 empirical studies were identified through hand searching. While recognising 

that those in health and allied health may be a more informed group, studies were 

included with medical, nursing and allied health students as their views informed the 

majority of studies relating to young people’s views of PC and it was anticipated that 

they might form a significant part of the student body from where the study sample 

was recruited (see Chapter 4, Section 4.8).  
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Table 2.5  Inclusion and Exclusion criteria 

Inclusion criteria Exclusion criteria 
Studies that provide empirical data on the 
knowledge, attitudes and perceptions of young 
people regarding palliative care 
Empirical studies involving participants aged ≥ 18 
and between 18-30yrs.  
Studies from 2007 -2019 
 

Studies not in the English language 
Studies focusing on young people as 
carers, patients or trained 
professionals  
Studies focusing on symptom control 
and technical knowledge of PC  
Empirical studies that focus solely on 
attitudes to death and dying 
Intervention studies  

 

 

Figure 2.3  Student Knowledge, Attitudes and Perceptions of Palliative Care. Adapted 
PRISMA Chart (Moher et al 2009) 
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2.9.1  Results  

There were 2610 studies identified through database searching with a further two 

studies included in updates of the review. Based on the inclusion and exclusion 

criteria (Table 2.5), the final number of reviewed studies was twelve. Despite search 

terms that included young adult and young people, the study population of the 

reviewed studies was almost exclusively University students with one study including 

college students and newly graduated students (Rahman and Khan 2017). Facets of 

PC such as ‘end of life care’, ‘death and dying’ and ‘advanced care planning (ACP)’ 

were recognised as a significant component of PC and health care students’ views 

have attained global research interest (Webb and Tucker 2009, Beall and Broeseker 

2010, Smith Stoner et al. 2011, Mutto et al. 2010, Adesina et al. 2014, Kavalieratos 

et al. 2015, Hagelin et al. 2016, Henoch et al. 2017). However, this review looked at 

PC as a singular construct, of which individuals may have acquired knowledge, 

developed attitudes and can relate perceptions.  As with section one the extracted 

studies were quantitative except for one qualitative study exploring the views of 

palliative care among third year nursing students. The majority of studies examined 

the perspectives of students on health and allied health courses with medical students 

from the UK, Germany, Pakistan and Saudi Arabia (n=5) nursing students from the 

UK and India (n=2) and allied health students from Canada and the UK (n=3) forming 

the participants in the review. Two studies surveyed students from across disciplines. 

Rahman and Khan (2017) surveyed students and graduates in the city of Bangladesh 

who were aged 20-28yrs (n=3152), this formed the largest survey sample in this 

section.  A study examining familiarity with terminology related to advanced care 

planning provided insight into young people’s familiarity with the term PC (Tripken 

et al. 2017). The smallest sample in the surveys related to dietetic students in Northern 
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Ireland (n=30). Females were predominant in the studies as would be expected in 

health care. A table of extracted studies is presented in Appendix 3 and followed the 

same analysis process as Section 2.3 with two themes and three subthemes. 

 

Table 2.6 Themes and Subthemes   

Themes and subthemes  

Knowledge, awareness and understanding of PC  

Influences on knowledge and awareness of PC       

Theory practice gap            

Factors influencing attitudes to PC 

Death anxiety  

 

2.9.2  Knowledge, awareness and understanding of PC 

Knowledge levels in studies were measured by a range of self-report instruments. 

Surveys of knowledge in countries with less developed PC systems tended to focus 

on awareness, philosophy and populations of care (Sadhu et al. 2010, Daud et al. 2012 

Jahan et al. 2013). Two studies were found based in Bangladesh and the USA that 

investigated PC knowledge, attitudes and perceptions with young people at college 

and University that did not focus solely on health care (Rahman and Khan 2017, 

Tripken et al. 2017).  A short survey in Dhaka, capital city of Bangladesh, was 

undertaken to determine the perceptions of the ‘young generation’ (aged 20-28yrs) 

regarding PC.  The sample comprised of college students (n=483), University students 

(n=2431) and graduates (n=238). Of those surveyed (n=3152), 40% had heard of PC.  

Of those who had heard of PC, 46% claimed to have a clear idea about what PC 

involved.  The source of information for most participants was the internet (62%), 
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this differs from reports in section one where family and friends were considered a 

primary source of information. The authors claim that female participants were 

comparatively less aware of PC than males, which may imply a cultural difference as 

studies in countries with more health resources reported females as having more 

knowledge of PC (see Section 2.4.2). As these participants were all University 

students, education bias may not explain this difference. The short survey did not 

allow for contextual factors to be explored. While this large study population had a 

gender representation of 55% male and 45% female, the particpants were urban 

dwellers and as highlighted in Joseph et al.’s (2009) study in section one, significant 

disparity in knowledge of PC between urban and rural dwellers was isdentified , 

which could affect the generalisability of the study.  

 

The term palliative care was unfamiliar to participants in a study of undergraduate 

and graduate students in the USA (n=310) (Tripken et al. 2017). In order to determine 

knowledge of advanced care planning, participants were asked to complete an online 

survey which included a range of terms such as palliative care and hospice care.  

Sixty-eight percent of the participants indicated they were ‘not very’ or ‘not at all’ 

familiar with the term PC. Younger age groups (18-24yrs) were less familiar 

p<0.0001. However, participants who had talked to loved ones about end of life care 

and those with personal experience of serious illness, were significantly more familiar 

with the term (P<0.001) (Tripken et al. 2017).  Fifty-six percent and 57% of 

participants respectively did not know if PC was appropriate at any stage in a serious 

illness or if it could be delivered alongside curative treatment. It is not clear from the 

profile of the students how many were studying health related courses, who 

potentially may be more familiar with the terminology. It would also have been 
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interesting to discover the factors that prompted discussions about end of life with 

36.5% of these young people. The terminology associated with PC caused confusion 

in the understanding of PC goals among student cohorts in health and allied health 

courses in India (n=326) (Sadhu et al. 2010) and among medical students in Saudi 

Arabia (n=73) (Jahan et al. (2013).  Similar questions were used in both studies to 

measure attitudes to the philosophy of PC.   However, there seemed to be differences 

in understanding as to whether PC hastens or delays death among study participants 

(Jahan et al. 2013). It would appear there might have been some confusion relating to 

what was deemed ‘philosophy’ of PC, the aim of which is neither to hasten death nor 

prolong life (WHO 2002).  

 

2.9.3  Influences on knowledge, attitudes and perceptions of PC 

As with the studies in the first section of the review, it was found that young people’s   

knowledge and attitudes to PC were focused almost exclusively on the end stage of 

life and care of the dying (Sadhu et al. 2010, Daud et al. 2012, Feuz et al. 2015, Watts 

et al. 2014, Thiemann et al. 2015, Barclay et al. 2015).  In a study at a UK higher 

education institution, third year nursing students (n=11) were interviewed about their 

understanding of PC. It was found that PC was reported as comfort and compassionate 

care. This care was focused at the very end of life with a primary goal of a ‘good 

death’.  Participants recalled that in early stages of their course they had perceived 

that PC was only for patients with cancer and this had been reinforced by early 

teaching and learning experiences. However, professional educational experiences, 

both didactic and experiential, which promoted critical thinking were perceived by 

participants as expanding their perception relating to the scope of care (Watts 2014). 

Despite the opportunity for widening their perspective on PC, three key tenets of PC 
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were missing in the accounts – the spiritual component, the social component and the 

initiation of PC early in an illness. It is acknowledged that this is a small study in one 

institution and that the inclusion of self-selecting participants may be seen to represent 

a more interested group. However, the in-depth nature of the interviews enabled a 

look beyond the philosophy of PC to examine perceptions and their origin.  

 

The influence of the curriculum in shaping knowledge and attitudes to PC as 

exclusively for people with cancer was also found in a study among nursing students 

in India (n=83). Forty-three percent of the sample were familiar with PC and gained 

this knowledge by attending modules in cancer care (Karkada et al. 2011). 

Furthermore, PC as ‘an alternative treatment for advanced cancer patients’ was 

considered one of the holistic concepts of PC in a study undertaken with radiotherapy 

students (n=61) in Canada (Feuz et al. 2015 p 275). However, the association of PC 

with cancer was not limited to health care students. The majority of participants (78%) 

understood PC as care exclusively for cancer patients in Rahman and Khan’s (2017) 

study of young people in Bangladesh.   

 

2.9.4  Theory practice gap 

The theory practice gap alluded to in Watt’s (2014) study was also a finding in a study 

of radiation therapy students (n=61) in Canada (Feuz et al. 2015). In this study 

knowledge, attitudes and beliefs regarding PC were investigated using a 

questionnaire, vignettes and free response questions.  Whilst responses to the 

statements based on the core principles of PC as outlined in the WHO (2002) 

definition were generally positive, data collated from free text questions on defining 

PC did not highlight many of the same principles.  The fact that PC neither hastens 
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nor postpones death and the benefits of early initiation was suggested by only two 

respondents. The authors, while unable to undertake inferential analysis due to small 

numbers, contended that the differences in the quantitative and qualitative data point 

to the complexity of research in this area that cannot be fully explored by quantitative 

methods alone. They recommend future research should use methods that allow for 

discrepancies in the data to be explored in order to get a more comprehensive 

understanding of knowledge and beliefs regarding PC (Feuz et al. 2015). 

 

2.9.5  Factors influencing attitudes to PC  

Friends and family as primary sources of information on PC were reported in a sample 

of medical students in India (n=450) with 76% referring to friends and family 

experience as their primary knowledge source. Personal care experiences with friends 

and family also influenced the understanding of 23% of participants in a pilot study 

undertaken with dietetic students in Northern Ireland (O’Kane et al. 2011).  

 

The centrality of experience in fostering positive attitudes to PC and increasing 

knowledge was evident throughout the reviewed studies (Feuz et al. 2015, Thiemann 

et al. 2015, Barclay et al. 2015, Hagelin et al. 2016 and Tripken et al. 2017). Personal 

and professional experience were reported to be both a key influence on the attitudes 

towards PC and a modifier of anxieties associated with it (Anneser et al. 2014, Barclay 

et al. 2015). In a study in Germany, undertaken with a sample of medical students 

(n=709), personal or professional experience of PC was found to lower anxiety levels 

(Mean 4.99 ±2.34 versus Mean 5.47±2.5 p<0.05). The particpants attributed greater 

importance to palliative care with increased experience (Anneser et al. 2014). 

Experiences of PC in a private context lowered anxieties slightly further than 
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professional experience and appeared to have the most lasting effects (Anneser et al. 

2014). However, other factors may have contributed to the lowering of anxieties 

relating to PC, such as support systems and ethnicity which were not measured in this 

study.  

 

The impact of experience on attitudes was demonstrated in a longitudinal study 

undertaken with Cambridge University medical students (n=1027) (Barclay et al. 

2015, Thiemann et al. 2015). Over the course of medical training, attitudes to 

palliative care was assessed annually using a validated questionnaire by Sullivan et 

al. (2003) which looked at three domains: doctor’s responsibility, personal impact and 

psychological aspects. Participants were found to have a generally positive view of 

PC at the beginning of their course that persisted into the final years. However, 

attitudes towards the personal impact of PC measured by 3 statements relating to PC 

being depressing, dreading having to engage with families and guilt after a patient’s 

death were reported as ‘neutral at best.’  There was a small but significant increase in 

the number of participants agreeing that PC is depressing in the first three years of 

core science study (OR =1.917; 99% CI 1.325, 2,772; P<0.001) (Barclay et al. 2015 

p 235, 237).  In the clinical years, statistically significant positive changes in attitude 

were noted in the doctor’s responsibility and psychological aspects. However, there 

was no change in personal impact of PC. While the first two domains related to 

clinical experience regarding truth telling and the treatment of psychological issues, 

the personal impact reflected attitudes that were perhaps more engrained and difficult 

to impact. This might explain why there was no major change in attitudes 

demonstrated over six years of study, despite significant clinical experience (Barclay 

et al. 2015). 
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2.9.6  Death anxiety impacting attitudes to palliative care  

Participants across health care disciplines had broadly positive views of PC seeing it 

as an important part of their future work (Karkada et al. 2011, Barclay et al. 2015 and 

Feuz et al. 2015). However, there was also an associated anxiety concerning future 

caregiving (Anneser et al. 2014, Barclay et al. 2015, and Thiemann et al. 2015). 

Reporting another part of the Cambridge longitudinal study, Thiemann et al. (2015), 

measured death anxiety, psychological health and attitudes to PC among medical 

students (n=790).  Data were collected using three validated tools:  the revised Collett-

Lester Fear of Death Scale (Lester 1990) measuring death anxiety relating to one’s 

own death and the death of others. Secondly, the Hospital Anxiety and Depression 

Scale (HADS) measured psychological health and, thirdly, Sullivan’s (2003) attitudes 

to PC scale. The personal impact of providing PC was associated with greater anxiety.  

In one statement relating to dealing with families at the end of life anxiety was 

reported in 16.4% of 790 students in the low death anxiety group by comparison to 

49.6% in the high death anxiety group P<0.001.  Participants who agreed that PC was 

depressing also had higher levels of death anxiety (P<0.001). The study sample in 

both studies is taken from one University with a particularly high academic entry level 

and may not be considered as representative of the student population (Thiemann et 

al. 2015). The authors also recognised the limitation of not including ethnicity and 

religious orientation as possible variables in determining the level of death anxiety. 

Personal experience was not measured in this study but has been shown to impact 

understanding of PC.  However, a significant strength of the study is the longitudinal 

design which demonstrated a moderate degree of death anxiety that did not change 

significantly over the years (score 85-88, range 28-140). Alternatively, it could be 
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considered that the factors that influence and sustain these attitudes have not been 

targeted for change within the medical curricula. 

 

Female participants were more likely to anticipate stress in their future roles within 

PC (Anneser et al. 2014). In determining the concerns of medical students regarding 

PC, Anneser et al. (2014) found that most students were moderately concerned with 

being confronted with dying and death but that female students had higher stress 

levels. The authors recommended gender sensitive teaching strategies to address this 

issue, however, there were no significant gender differences in attitudes to PC noted 

in Barclay’s (2015) study.  

 

2.9.7  Key commonalities and contrasts between sections of the review 

Watts (2014) maintained that PC has become a ‘contested concept’ (p285) evident by 

the variability in meaning attributed to PC in policy, practice and academia. 

Significant homogeneity was evident in the view of PC as a professional service 

aiming to improve quality of life through symptom control, delivered to those at the 

end of life in cases of life limiting illness.  However, the source of knowledge differed. 

The internet, as a source of PC knowledge was more prevalent in younger age groups 

in section one and in the only study that measured knowledge and perceptions of PC 

among young people who were not on health-related courses in section two (Rahman 

and Khan 2017).  This differed significantly from the wider public review where the 

proportion of participants citing the internet was lower: McIlfatrick et al. (2013) 5.8% 

(n=35), Roulston (2018) 11% (n=146) and Westerlund et al. (2018) 7.4% (n=150). 

Knowledge sources impacting perceptions of PC may explain the differences in 

perception of the populations of care in low income countries in sections one and two 
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and emphasises the importance of accurate information being publicly available.  In 

the first section, PC was understood and described by authors as care for all chronic 

conditions (Joseph et al. 2009, Chandra et al. 2016). However, in the studies looking 

specifically at younger cohorts the association was primarily with cancer (Karkada et 

al. 2011, Rahman and Khan 2017). The difference may be attributed to the source of 

knowledge such as newspapers and television in section one whereas the internet and 

a cancer module as part of nurse training were main sources in section two.  

 

Whilst there was some understanding that PC should be initiated at diagnosis among 

some more informed groups (McIlfatrick et al. 2014, Watts et al. 2014), the 

experiences reported related most often to the dying phase. Studies identified in 

section one identified gender was a significant determinant of knowledge, attitudes 

and perceptions of PC (see Section 2.4.1). However, the gender difference was not as 

clearly defined in studies with young people.  There was no difference reported in a 

longitudinal study in Cambridge (Barclay et al. 2015, Thiemann 2015) and better 

diffusion of knowledge among men in one study (Rahman and Khan 2017). How 

much this has to do with culture, both within a particular organisation (Cambridge 

University) or society (India) should be explored to identify how gender norms are 

represented in knowledge and beliefs related to PC. 

 

Experience was a central theme in both sections whether in the context of learning or 

in a personal context. Studies in the first section demonstrated that more exposure to 

information on PC led to greater perceived knowledge and more positive opinions. 

Participants in section two were mostly studying health care courses, therefore, the 

focus was on future caring roles, however, the personal and the professional were seen 
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to overlap with one informing the other. This highlights the need for viewing young 

people as firstly members of the public within communities who bring their 

experiences to their courses and who develop their attitudes from what is personal to 

them. However, highlighted in this review is the lack of consideration of the young 

person as embedded within communities, instead the focus is on future caring. 

Perhaps that is why attitude change in the reviewed studies of both sections was 

difficult to achieve and hard to sustain.  

 

Interpersonal and intrapersonal influences were significant in determining attitudes to 

PC in both sections of the review.  Health systems, culture and organisations, all part 

of the context of the studies, impacted both participant knowledge and study focus.  

The review of the literature has identified that the young public are an under 

researched group with regard to PC. Studies undertaken with University students have 

focused on education with a view to future careers. However, no study was found that 

provided a comprehensive understanding of this populations’ knowledge, attitudes 

and perceptions of PC. Section 2.10 presents a synthesis of review findings from both 

sections of the review. 

 

2.10  Synthesis of findings from both sections of the review 

The WHO (2002) definition was cited in many of the studies and used as a guide for 

tool development and data analysis (Karkada et al. 2011, Benini et al. 2011, Jahan et 

al. 2013, Feuz et al. 2015).  However, the variability in how the definition was 

operationalised was influenced by factors such as individual experience, national 

culture, health systems and individual author position. Despite challenges to collate 

information on these differing influences, an important insight was provided into the 
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context that influences knowledge of PC, attitudes towards PC and how these are 

measured.  

 

The understanding of palliative care across reviewed studies was generally limited to 

the end of life, most often in the last days and weeks of life, undertaken primarily by 

health care professionals. There was little understanding and experience of PC 

instigated at diagnosis and delivered alongside curative treatment. The association of 

PC with cancer was a finding in studies across both sections of the review (Karkada 

et al. 2011, McIlfatrick et al. 2013).  

 

It was found that goals of care related to improved quality of life through symptom 

control, providing comfort and maintaining dignity for those in the final stages of 

illness and their families. The association of palliative care with death and dying was 

viewed as a barrier to public engagement with the subject  (McIlfatrick et al. 2013, 

McIlfatrick et al. 2014, Westerlund et al. 2018, Shalev et al. 2018) and a source of 

anxiety among those studying for careers in health care (Anneser et al. 2014, 

Thiemann et al. 2015). Experience of PC, whether in a personal capacity or as part of 

a course, increased knowledge, had the potential to lessen anxiety and influenced 

attitudes (Hirai et al. 2011, McIlfatrick et al. 2013, Barclay et al. 2015, Feuz et al. 

2015, Roulston 2018).  

 

Demographics impacted knowledge of PC with older age, increased education and 

females having better knowledge and attitudes to PC. However, the differences in 

knowledge within demographic groups indicated that other factors were impacting on 

knowledge, attitudes and perceptions. In the second section of the review, individual 
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level factors such as experience, beliefs and death anxiety were also found to impact 

attitudes and knowledge, while wider societal factors such as health systems, culture 

and media were reported as significant in both sections. While comparing levels of 

awareness and knowledge of PC across countries where PC is less developed may 

seem problematic, low awareness was not found to be an issue solely of resources, 

with countries with high level of resources also demonstrating low level of PC 

awareness (CAPC 2011, Huo et al. 2019, Trivedi 2019). 

 

 In countries with less developed health systems the inclusive nature of PC across 

illnesses was apparent. Significant population need and the newness of the concept 

allowed for a broader definition of PC which focused on care for the chronically ill 

and not solely on the imminently dying.  This broader perception of PC meant that a 

social focus of palliative care was promoted with health care students supporting 

community knowledge of PC (Kakarda et al. 2011, Daud et al. 2012). The social 

aspect of care was seen as a gap in knowledge in studies with nursing and health 

science students (Watts 2014, Feuz et al. 2015).  

 

Awareness raising and the promotion of PC was approached in lower resourced 

countries from a health perspective, knowing about PC was associated with overall 

health awareness and literacy (Joseph et al. 2009, Chandra et al. 2016).  This differed 

from higher resource rich countries, especially those with private health systems 

where the public were considered as consumers of a service, with their 

participationbeing required to support, inform and access the clinical service, not to 

participate in its delivery. The health focus apparent in some studies in lower 

resourced countries may be seen as more in line with a public health approach with 
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the emphasis on engaging the public viewing PC as a concern of individuals and 

communities. While most studies used survey approaches to data collection, only one 

scale had undergone, and met the standards for, psychometric scale development 

(Kozlov et al. 2016b). This scale was used to measure PC knowledge in two studies 

(Kozlov et al. 2016a, Kozlov et al. 2017). While issues of validity were addressed in 

many of the reviewed studies reliability testing was not undertaken on the tools.   

 

The reviewed studies highlighted the complexity in determining PC knowledge and 

attitudes with the predominant use of quantitative methods limiting the understanding 

of contextual and subjective influences on knowledge attitudes and perceptions of PC. 

Inconsistencies and discrepancies between the philosophy of PC and its translation 

into practice were identified (Watts 2014, Feuz et al. 2015) but could only be partially 

explained by studies using one method of data collection. Studies using a mixed 

methods design and those with multiple phases gave some insight into how 

interventions and surveys were developed, however, the lack of integration at the level 

of analysis in the published studies missed opportunities to provide a more 

comprehensive picture of the understanding of PC (CAPC 2011, McIlfatrick et al. 

2013, 2014, Roulston 2018, Akiyama 2016).  

 

Awareness, knowledge and attitudes were terms that were often used interchangeably 

within studies (MacLeod et al. 2012, AIHPC 2018,). Statements measuring 

knowledge in one study were used to measure attitudes in another (Hirai et al. 2011, 

Kozlov et al. 2016a, Kozlov et al. 2017). The lack of a standard measurement term 

presents difficulties in explaining how knowledge of PC has developed within 

countries and how that has changed over time (CAPC 2011, The Regence Foundation 
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2011, Kozlov et al. 2017, Triveldi et al. 2018). The use of theory as a guide to 

measuring concepts and determining relationships was missing in the reviewed 

studies.  

 

Studies which have provided insight into young people’s knowledge, attitudes and 

perceptions of PC have focused on measuring levels of awareness and components of 

knowledge within broad population studies or in relation to future caring roles. 

Despite advocacy for the targeting of young people, only one short survey in 

Bangladesh was found that investigated the knowledge and attitudes to PC that was 

not focused on students in health care (Rahman and Khan 2017).  No study was found 

that explored the underlying beliefs that inform the perceptions of PC. Yet knowledge 

attitudes and perceptions of PC can be seen to affect whole systems from the person 

with life limiting illness to the care giver through the service and to national and 

international policy (Benini et al. 2011).  How these individual and structural 

influences relate to each other is not known and how these may predict future 

engagement with PC, a necessary prerequisite to a public health approach, has not 

been determined.  
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Chapter 3 - Theoretical Framework 
  

3.1  Introduction 

This chapter presents the theoretical framework that has guided the study.  The 

chapter begins with a justification for the choice of theory that informed the study.  

The overarching theoretical perspective of the study is introduced, and a rationale for 

its application to this study is provided. It is argued that combining a theory of 

individual health behaviour with a socio-ecological perspective provides a novel 

theoretical framework to guide the investigation of the knowledge, attitudes and 

perceptions of young people towards PC. 

 

3.2  Choice of theoretical framework 

The researcher’s choice of a theory provides structure to the entire 
dissertation. It provides a common world view or lens from which to 
support one’s thinking on the problem and analysis of data              
     (Osanaloo and Grant 2014 p15) 

 

The literature in chapter two identified limited public knowledge of PC with less 

awareness, knowledge and engagement among young people (Roulston 2018, 

Westerlund et al. 2018). Yet, as demonstrated in the first chapter, a public health 

approach to PC has at its core the engagement of all communities. A theoretical 

perspective was, therefore, needed to explore the foundation of what young people 

know about PC, what influences theiperceptions and attitudes and to understand what 

inhibits and what would promote future engagement with PC.  The narrative synthesis 

in Section 2.8 identified a lack of theoretical guidance in the reviewed studies and a 

lack of definition of terms that identified exactly what was being measured in terms 
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of attitudes, knowledge and perceptions and the interplay between these components. 

Prestwich et al. (2017) identified the benefits of theory in providing a ‘common 

language’ in explaining constructs and their relationships. A theory was required that 

would act as an organisational framework having sufficient breadth to understand and 

explain the complexity inherent in measuring attitudes to PC and depth to allow for 

the identification of determinants that might inform future public health approaches 

for this population of young people.  

 

3.3  An ecological perspective  

Ecological theory is thought to form the basic paradigm of public health practice in 

asserting that environmental factors primarily determine individual behaviour (Cohen 

et al. 2000). The term ecology is derived from the biological sciences and traditionally 

referred to interrelations between organisms and their environment (Sallis et al. 2008). 

The domain of social ecology emerged in the 1960s with specific attention given to 

people, their environment and the interaction of both (Stokols 1996). Core 

characteristics of a socio-ecological approach identified by Stokols et al. (2013) are 

outlined with particular consideration of their application to this study: 

 

• Social ecology looks at human environments as multidimensional involving 

individuals, groups and populations.  The literature points to the need for 

individual and aggregate level analysis when determining lay attitudes to and 

knowledge of PC.   

• Social ecology draws on the main tenets of systems theory allowing for 

understanding of people and their environment. ‘Each level can be thought of 

as a level of influence and a point for intervention’ (Simons-Morton et al. 2012 
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p106). Multiple level interventions are thought to be more powerful than 

single level, therefore, when policies support the change it is more likely to be 

sustained (Sallis et al. 2008). In the innermost levels lie the intrapersonal and 

interpersonal levels relating to knowledge, attitudes, perceptions and beliefs, 

the variables of interest in this investigation. 

• Social ecology emphasises how knowledge can be brought together across 

disciplines to gain a better understanding of how people are influenced by 

their environments. This transdisciplinary orientation is important in this 

study which aims to develop an approach crossing the disciplines of PC and 

public health. 

 

The holistic and transdisciplinary position of social ecology fits with the holism that 

underpins a public health approach to palliative care (Sallnow and Paul 2015). A 

social ecological perspective attempts to understand the interrelations among 

personal, social and environmental factors in health and illness (Stokols 1996 

Vantamay 2009).  The application of socio-ecological thinking to health issues dates 

back several decades (Minkler 1999), starting with a challenge to the idea that 

behaviour, and how it is manifest in chronic disease, was generally under the control 

of the individual (Simons-Morton et al. 2012). Academic literature began to look at 

health choices and individual behaviour within a broad social context influenced by 

experience, social norms, values, and social environment such as churches, schools, 

universities and neighbourhoods (Simons-Morton et al. 2012). With such broad 

application, socio-ecological perspectives have become widely used in various 

disciplines such as public health, psychology, sociology and education (Best et al. 

2003).  Such perspectives support the notion that the relationship between the 
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individual and the social context is constantly dynamic, shaped and constituted by 

social, cultural, economic, political, legal, historical and structural forces (Burke et al. 

2009). Each person reacts in a unique way to the environment and the environment in 

turn provides ‘opportunity, context and feedback’ which influences behaviour 

(Simons-Morton et al. 2012 p240).  These influences interact with each other at 

different ecological levels (Sallis et al. 2008).  

 

3.3.1  Socio-ecological Models  

Influential developmental psychologist Bronfenbrenner (1979) in his book entitled 

‘The Ecology of Human Development’ looked at behaviour as occurring within 

multiple systems. He theorised that the individual and the environment interacted on 

four different levels: a) the microsystem, b) the mesosystem, c) the exosystem and d) 

macrosystem. Table 3.31 presents a chronological summary of the major socio- 

ecological models focusing on health behaviours. 
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Table 3.31  Socio-Ecological models designed to explain behaviour  

Bronfenbrenner systems that impact human behaviour 
Bronfenbrenner 
(1979)  
Ecology of Human 
Development  

Human behaviour occurs within multiple systems. 
1. Micro -immediate environment home, neighbourhood  
2. Meso -2 or more interacting microsystems e.g.  home and 

school  
3. Exo - external environments impacting immediate context  
4. Macro influences (broader social and cultural influences) 

Moos 1980) 
Socialecological 
Model 
 

Four categories  
       1. Physical environment  
       2. Organisational setting 
       3. Sociocultural characteristics of people in the environment  
       4. Social climate – social support  

McLeroy et al. (1988)  
Ecological Model of 
Health Behaviour 

Five nested sources of influence 
1. Intrapersonal 
2. Interpersonal 
3. ommunity 
4. Organisational  
5. Public policies 

Stokols et al. (1992, 
1996)  
 
Social Ecological 
Model for Health 
Promotion 
 

Four assumptions on which the model is based:  
     1.  Health behaviour influences; physical, social and personal 
     2. Environments are multidimensional. Human-environment  
       interaction 
     3. Occur at varying levels, individuals, families, cultural groups, 
      populations   
     4. Reciprocal influence between people and their environment 

Cohen et al. (2000) 
A structural model of 
health behaviour 

Influences on behaviour of entire population: 
1. Availability of products  
2. Physical structures  
3. Social structures   
4. Media and cultural  

Simons – Morton, et 
al. (2012) 
The Social 
Ecological Model in 
Behaviour Theory in 
Health Promotion 
Practice and 
Research  

Ecological perspective built around seven levels of influence. 
1. Intrapersonal 
2. Interpersonal 
3. Organisational 
4. Community 
5. Public Policy 
6. Physical Space  
7. Culture. (further detail in Figure 3.1) 
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Bronfenbrenner’s theory created the building blocks for theoretical models that depict 

a socio-ecological perspective (Simons-Morton et al. 2012). These models provide 

visual depictions of a socio-ecological perspective and frameworks for the selection 

of relevant constructs and a basis for empirical investigation (DiClemente et al. 2009). 

Two basic principles underlie the socio-ecological models, multiple levels of 

influence and interactions across these levels (Ding et al. 2012). Socio-ecological 

models offer a framework to address social and physical environments at different 

levels and to focus on different targets for intervention at the individual, 

organisational and systems level (Best et al. 2003, Emmons 2000). This holistic 

framework fits with the holism that underlies both palliative care and public health 

(Huang et al. 2014, Sallnow et al. 2016). 

 

While Bronfenbrenner (1979) led the way in applying socio-ecological thinking to 

real life situations, this work was primarily concerned with child development and 

social impacts on individual behaviour (Hickey et al. 2013). Other theorists began to 

explore his approach and apply this perspective to investigate how settings might 

determine behaviour linked to chronic illness such as smoking, diet and physical 

activity (Simons-Morton et al. 2012).   Bronfenbrenner’s levels of analysis were then 

adapted to suit the complexity inherent in addressing public health concerns (Simons-

Morton et al. 2012). A criticism of Bronfenbrenner’s analyses was that they focused 

too much on the individual and that it lacked specificity to guide intervention 

(McLeroy et al. 1988).  In an attempt to address these limitations, McLeroy et al. 

(1988) proposed a nested model which focused on both individual and social factors, 

with an important distinction that interventions strategies differed from intervention 

targets. They proposed that the targets of the intervention should include knowledge, 
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attitudes, skills, compliance and behavioural norms (McLeroy et al. 1988). The socio- 

ecological framework was further developed and refined for health educators, 

researchers and practitioners (Stokols et al. 1992). Emphasising a population 

approach, Cohen et al. (2000) developed a socio-ecological model of health behaviour 

based on structural variables (see Table 3.1) which they proposed offered a 

framework for PC intervention that had potential for substantial community benefits 

but might not be apparent at the level of the individual. While the impact of media is 

significant within Cohen et al.’s (2000) model, and was significant in how the public 

support promoting PC (McIlfatrick et al. 2013, Yoshida et al. 2015, Westerlund et al. 

2018), it has been argued that the relationship between the structural variables is 

unclear (Sallis et al. 2008).  

 

The most contemporary theoretical adaptation of the socio-ecological model was 

undertaken by Simons–Morton with fellow theorists McLeroy and Wendell (2012). 

This model extended the five nested levels of influence devised by McLeroy (1988) 

to incorporate social influences of culture and physical environment making it better 

able to accommodate the diversity of public health concerns (Simons-Morton et al. 

2012). As culture emerged as a significant influence on knowledge, attitudes and 

perceptions of PC in the literature and is seen to impact issues related to death and 

dying (O’Gorman 1998, Cox et al. 2012),  it was important that culture was an explicit 

dimension within the model chosen for this study. Hence, Simons-Morten’s model 

was chosen as a broad theoretical perspective to guide the study.  
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3.3.2  Application of the socioecological model (SEM) 

The potential of the SEM as a broad framework for investigation is evident in the 

diversity of studies that have used the SEM. Examples relate to  immunisation use 

during a flu pandemic (Kumar et al. 2012), reasons for choosing a career in nursing 

(Hickey et al. 2013) and  fruit and vegetable uptake (Robinson 2008). An alternative 

use of the model was employed by Piano-Clark and Ivankova (2016) who used the 

model as a practical way to navigate the mixed methods process.  The authors 

identified the dynamic, collaborative and multilevel nature of mixed methods that 

made the SEM an appropriate tool for the practical application of the mixed methods 

process.   Holt-Lunstad (2018) identified the SEM as a means of framing evidence to 

move their variable of interest ‘social connection’ towards its recognition as a public 

health priority. An important determining factor in the choice of theory for this study 

was that the theory would reflect the evolving and collaborative nature of a public 

health approach to PC. 

 

Despite this diversity and potential for evidence building, there has been limited use 

of theories and models based on the socio-ecological perspective in research focusing 

on end of life care (Huang 2014).  Scherrens et al. (2018) included socio-ecological 

theories in their search of behavioural theories in end of life research, however, none 

were found that fulfilled the search criteria. Only one study was found by the 

researcher in this study that used the socioecological model as a theoretical 

framework, this was not included in Scherrens et al.’s review (probably as it was not 

published work). Huang’s (2014) multistage study aimed to determine end of life 

preferences among city dwelling Taiwanese adults and understand what influenced 

these preferences (Huang 2014). The findings of Huang’s (2014) study demonstrated 
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the utility of the SEM as a broad theoretical framework in determining cultural values, 

community values and intrapersonal and interpersonal influences on end of life 

preferences.   Despite the acceptance of the SEM as a model and framework on which 

to base behaviour change, it is more often referred to than applied in research literature 

(Glanz and Bishop 2010). The model in Figure 3.1 (adapted from Simons-Morton et 

al. 2012) uses an onion shape to depict the embedded nature of the levels of influence 

and their application to this study.  

 

Figure 3.1  Concentric layers of the Socio-ecological model (SEM) 

 

 

Key to socio-ecological thinking is the bidirectional influence of individual and 

broader systems (Minkler 1999). As demonstrated in the first two chapters a public 

health approach to PC acknowledges the importance of all systems with a collective 

goal of ensuring quality of care for those with life limiting illness.  The depiction of 

the SEM as concentric circles highlights the common centre point of the intrapersonal 

level where beliefs and attitudes impact and are impacted by every other level.  Young 

people’s attitudes and perceptions may be affected by family and friends, churches, 
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workplaces, schools and universities which in turn can be affected by policies and 

culture at both national, international and global levels (Gysels et al. 2012, Smith 

Stoner et al. 2011, Barclay et al. 2015).  

 

Pardeck (1988) identified the outer layer of ecological models as less specific and less 

amenable to evaluation. While it is essential to consider the outer layers of the model 

such as organisation, culture and physical environment, social determinants on 

behaviour may only be addressed when there are clear parameters of what is being 

measured (Minkler et al. 1999). Objective measurement of the influence of the 

community, organisations, policy and culture is difficult, however, this study 

employed a mixed methodology which allowed for consideration of these aggregate 

level concepts and determination of the present and potential influence on the 

knowledge, attitudes and perceptions of PC. As depicted in the concentric model 

(Figure 3.1), influences can occur at all or at different social levels. At each level 

relevant theoretical perspectives can be integrated (Sallis et al. 2008, Reeves et al. 

2008, Simons-Morton et al. 2012). This complementary use of theories is 

recommended by Glanz and Bishop (2010), in their review of the role of behavioural 

science in public health interventions they identified the SEM as a promising but 

underused theory. A possible explanation is the lack of specificity as to the 

relationship between and importance of variables within the model which warrant the 

integration of other theories to address specific domains (Elder et al. 2006). 

 

However, the integration of other theories should provide specific guidance that 

cannot be gained from a broad ecological stance (Elder et al. 2006).  Specific guidance 

was required in this study at the intrapersonal and interpersonal level (Figure 3.1) to 
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determine the cognitions underpinning the attitudes, knowledge and perceptions of 

PC.  However, young people’s attitudes towards PC may not necessarily be the same 

as their attitudes towards actively engaging with the subject as identified in social 

opinion polls that identify a dichotomy between feeling positive about discussing 

issues such as death and dying and actively planning for the end of life (NatCen 2012). 

Therefore, a theory that measured the individual cognitions that influence and predict 

intention to engage in information seeking and discussions on PC would allow for the 

targeting of specific determinants to enable a public health approach.  

 

3.4  Social cognition models  

Nested within social ecology is social cognitive theory that explains how people 

regulate their behaviour, the central tenet of which is reciprocal determinism and 

centres on the idea that the person, the behaviour and the environment interact, each 

influencing the other (Simons-Morton et al. 2012). Social cognitive theorists have 

focused attention on variables that explain behaviour that previously might have been 

attributed to socio-demographics. From a public health perspective, this is particularly 

important as psychological variables are more readily changed than socio- 

demographic variables (Armitage and Conner 2000). As identified in the literature 

review (Chapter 2, Section 6.0), demographic variables accounted for differences in 

knowledge relating to PC, however, within demographic groups differences were 

apparent (Kozlov et al. 2017). The choice of theory was based on uncovering the most 

salient cognitions relating to young people’s knowledge, attitudes and perceptions of 

PC, to determine their relationship with each other and how broader variables impact 

their intention to engage with PC.   
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In a systematic review of behavioural theories employed in end of life care research 

Scherren’s et al. (2018) looked at theories that explain or change behaviour related to 

end of life. The review identified 13 different behavioural theories, the most common 

theories were: The Theory of Planned Behaviour (Ajzen 1991) (9 studies), 

Transtheoretical model (Prochaska and DiClemente 1983) (8 studies) and the Health 

Belief Model (4 studies).  All but three studies used a single theory and were focused 

on the individual rather than broader more structural variables. This is despite 

evidence that a combination of theories might provide a more comprehensive 

understanding of health behaviour (Noar and Zimmermann 2005).   

 

Only nine studies were found in Scherren’s et al.’s (2018) review that measured the 

full constructs of the underlying theory and over half of the studies focused on 

advance care planning (ACP).  The authors suggested a plausible explanation may be 

that the behaviour measured in ACP is more concrete and manifest than in other areas 

of end of life care (Scherrens et al. 2018).  When dealing with a concept such as PC 

that is variously defined (see Appendix 1) the associated behaviour becomes less 

explicit and tangible. The emphasis is then on developing understanding as to what 

determines behaviour and how that understanding can form the basis of effective 

interventions (Zhou et al. 2010). Examples of social cognitive models are presented 

with a rationale for the choice of the Theory of Planned Behaviour (Ajzen 1999) as a 

best fit for the present study. 

 

3.4.1  Transtheoretical Model  

Researchers have posited that there are different stages in how health behaviours are 

contemplated, acted upon and maintained (Prochaska and DiClemente 1983). The 
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Transtheoretical model (TTM) describes behaviour change over time through five 

stages: pre-contemplation, contemplation, preparation, action and maintenance 

(DiClemente et al. 1991). From the perspective of social cognition this model 

proposes that at different stages different cognitions will be important (Conner and 

Norman 2005). Kavalieratos et al. (2015) used this theory as a lens through which 

they analysed the knowledge on and attitudes and perceptions of students to advance 

care planning. The TTM has been used most frequently in combination with the 

Theory of Planned Behaviour, specifically at the data analysis stage (Sutton 2015). 

However, there is little information indicating how people transition between stages 

(Armitage 2006). The theory’s focus on decision making of the individual (Prochaska 

and DiClemente 1992) makes it less applicable to this study as attitudes to PC and 

decisions to engage with PC may not have been made consciously. The inability of 

the theory to consider duty, habit and social conditions in explaining behaviour is 

considered a limitation of the theory (Prestwich et al. 2017).   

 

3.4.2  Expectancy Value Theory 

Social cognitive theorists regard behaviour as a “function of the subjective value of 

an outcome and of the subjective probability that a particular action will achieve that 

outcome” (Rosenstock et al. 1988 p176).  These theories may be seen as ‘models of 

prediction’ as they have been built on correlational research (Prestwich et al. 2017). 

The likelihood of achieving value from something and that, in turn, governing 

behaviour is Expectancy Value Theory (EVT). In this theory behaviour is explained 

through an understanding of the attitudes and beliefs that form the cognitive 

component of behaviour towards objects and actions (Simons-Morton et al. 2012). 

Two theories based on expectancy value assumptions were identified that could help 
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explain influences on palliative care knowledge, attitudes and perceptions at the 

interpersonal and intrapersonal level: The Health Belief Model (Rosenstock 1974) 

and the Theory of Planned behaviour (Ajzen 1991). 

 

3.4.3  The Health Belief Model  

The Health Belief model (HBM) (Rosenstock 1974), is one of the most widely used 

conceptual frameworks for understanding human behaviour (Armitage and Conner 

2000, Champion and Skinner 2008). The underlying assumption of the Health Belief 

Model is that a person’s behaviour will be determined by perceptions of susceptibility 

or likelihood of getting an illness, perceived severity, and perceived benefit, perceived 

barriers and health motivation and cues to action (Champion and Skinner 2008). Later 

revision of the model included self-efficacy as a separate independent construct 

(Rosenstock et al. 1988).  Figure 3.2 shows the main constructs in the model. 

 

Figure 3.2 The Health Belief Model, adapted from Strecher and Rosenstock (1997) 
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The Health Belief Model gives no clear guidelines on how the constructs link 

together, the six constructs of the model have been operationalised as a chain of 

independent variables (Abraham and Sheeran 2005, Champion and Skinner 2008). As 

such the construct validity is difficult to establish, it is not clear if one of the variables 

could mediate the effect of another.  This lack of specificity has led to lack of rigour 

in the measurement of constructs (Champion and Skinner 2008). The variables within 

the model have been shown to correlate weakly with behaviour and there is a lack of 

evidence of discriminant validity between HBM constructs and those of other models 

(Sheeran and Abraham 1996). The main weakness of the model lies in the variability 

and lack of homogeneity in how the constructs are operationalised, making prediction 

of behaviour difficult (Champion and Skinner 2008. The HBM has been criticised for 

oversimplifying the health related processes by failing to account for behaviour that 

is socially orientated, portraying people as ‘asocial economic decision makers’ 

(Abraham and Sheeran 2015 p 35). The ecological stance of this study attributes great 

importance to the social dimension of people, the lack of a normative concept makes 

this model less suited to the present study. Abraham and Sheeran (2015) identified a 

lack of clarity within the HBM model as to how and where interventions might exert 

their effects. Janz and Becker (1984), in an analysis of the HBM in the first ten years, 

claimed that the model is predicated on the premise that cues to action are ‘widely 

prevalent’ (p44)  and will be less useful for explaining behaviour in studies such as 

the present study where cues are much less overt. While intervention development 

was not an aim of the study, this study would hope to provide evidence upon which 

to base future interventions; informing a public health approach would require 

specific information on how and which specific populations could be targeted. As 

such culture has been identified as an important issue relating to PC knowledge and 
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attitudes, the lack of its explicit consideration within the model (Poss 2001) may make 

the model less applicable to this study. National issues of culture and cultural norms 

surrounding death and dying are seen to impact how PC is both perceived and 

facilitated (Zaman et al. 2017, Westerlund et al. 2018). 

 

3.5  The Theory of Planned Behaviour (TPB) 

This section will provide a review and rationale for the selection of the Theory of 

Planned Behaviour (Ajzen 1991) as a theoretical underpinning for this study. 

Strengths and limitations of the theory are outlined with a rationale for choosing TPB 

as part of a mixed theory approach.  The Theory of Planned Behaviour (TPB) (Ajzen 

1991) is viewed as an extension of the Theory of Reasoned Action (TRA) (Fishbein 

and Ajzen 1980)which in its original format looked to attitudes towards a behaviour 

and subjective norms as predicting intention to engage in the behaviour (Fishbein and 

Ajzen 1975, Ajzen and Fishbein 1980, Fishbein and Ajzen 2010). Recognising that 

many behaviours are not under the control of the individual, the concept of perceived 

behavioural control was introduced to the TPB as a further predictor variable of 

intention and behaviour (Armitage and Conner 2000). The TPB (Ajzen 1991) 

proposes that the immediate antecedent of behaviour is the intention to perform the 

behaviour. In framing intention, the theory postulates that people take into account 

three ‘conceptually independent types of consideration’ (Albarracin and Ajzen 2007 

p5). The first refers to the salient beliefs relating to undertaking a behaviour which 

cumulatively form positive or negative attitudes towards the behaviour. The second 

consideration relates to the normative beliefs relating to expectations of important 

others such as family friends or more global societal acceptance, these form the 

subjective norm. The third relates to factors that hinder or facilitate the behaviour 
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which form perceived behavioural control (see Figure 3.3). In essence, the more 

favourable the attitude and the stronger the subjective norm and perceived capabilities 

to undertake the behaviour the stronger should be the individual’s intention to perform 

the behaviour (Ajzen 2012). The relative weight of these determinants changes 

depending on the behaviour being measured and the population (Fishbein and Ajzen 

2010).  

 

The theory recognises the potential for environmental and other structural variables 

that may inhibit a person from acting on their intentions and/or having actual control. 

However, as with this study, measures of actual control may not be available and 

perceived behavioural control is used as an alternative (Fishbein and Ajzen 2010).  

Figure 3.3 below depicts the main constructs of the latest version of the theory and 

their relationship to one another. This latest version of the theory  includes feedback 

loops (not depicted in Figure 3.3), thus unforeseen conseqeunces of a particular 

beahviour can change the behavioural, normative and control beliefs (Fishbein and 

Ajzen  2010). This will then impact future action and intentions (Conner and Sparks 

2015). Therefore, a person’s perception of engaging in palliative care could be altered 

by previous engagement with the subject.The latest version (depicted in Figure 3.3) 

also includes background factors which relate to factors that may influence beliefs 

such as health systems, personality, knowledge etc but which have not been 

empirically tested. This is the same model as  Fishbein and Ajzen’s (2010) model of 

behavioural prediction. This was confirmed by Professor Ajzen via personal 

communication and will be referred to in this study as  the Theory of Planned 

Behaviour.  
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Figure 3.3  The Theory of Planned Behaviour Ajzen (2017) 

 

 

Table 3.2  Operational Definitions for TPB Constructs 

Operational definitions of TPB constructs   

 

Beliefs:  are formed through association of an object with particular characteristics or attributes, they 

can be acquired directly through exposure, indirectly through friends, media and outside sources or 

‘self-generated through inference processes.’ (Fishbein and Ajzen 2010 p 96)  

Attitudes Subjective positive and negative perceptions relating to engaging in the behaviour and 

evaluations of the consequences (Ajzen 2015)  

Subjective Norm: refers to the expectations (injunctive norm) and behaviours (descriptive norm) of 

important referent others (Ajzen 2015)  

Perceived Behavioural Control: presence or absence of factors that can influence a person’s ability to 

engage in the behaviour (Ajzen 2015) 

'Behavioural intentions are indications of a person's readiness to perform a behaviour. 

This readiness to act can be operationalised by asking whether people intend to engage in the 

behaviour, will try to engage in the behaviour and indeed if they are willing to engage in the behaviour. 

These various expressions of behavioural readiness are best considered manifest indicators of the same 

latent construct i.e. intention’ (Ajzen 2015 p1122) 
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3.5.1  Empirical evidence supporting the Theory of Planned Behaviour 

The Theory of Planned Behaviour (Ajzen 1991) has become one of the most popular 

and influential theories for predicting human social behaviour (Ajzen 2011). It has 

been used to predict behaviour with regard to health service utilisation ( Francis et al. 

2004, Dwyer et al. 2005, Andrykowski et al. 2006, Enquidanos et al. 2011), 

environmental behaviour (de Leeuw et al. 2015) and many other behaviours that cross 

disciplines and fields of research (Fishbein and Ajzen 2010). As identified in Section 

3.2 the TPB was identified as the most frequently used behavioural theory in a 

systematic review of end of life care research (Scherrens et al. 2018). The TPB was 

chosen as a theoretical framework for this study to develop an understanding of the 

knowledge, attitudes and perceptions of palliative care and the thought processes that 

result in the formation of these constructs. 

 

The TPB has been applied to a variety of health behaviours and is supported by several 

meta-analyses (e.g. Armitage & Conner 2001, Albarracin et al. 2001, Rivis and 

Sheeran 2003, Albarracin et al. 2004, Schwenk & Möser 2009,  McEachan et al. 2011, 

Haus et al. 2013, Overstreet, Cegielski & Hall, 2013, Steinmetz et al. 2016). The 

prediction of intention is the core tenet of the theory which aims to explain and predict 

rather than change behaviour, as such the theory helps determine the beliefs that 

require changing in order to change intentions. In Armitage and Conner’s (2001) 

meta-analytic review of the TPB, intention was the strongest predictor of behaviour, 

this was also confirmed in a meta-analysis undertaken by McEachan et al. (2011) 

where the TPB was shown to explain 19.3% of the variance in behaviour and 44.3% 

variance in intention. The subjective norm-intention was stronger in this analysis than 

in Armitage and Conner’s (2001). This was also a finding by Conner and Sparks 
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(2005) who undertook a meta-analysis of the relationships in the TRA and TPB to 

health behaviours. They determined, by means of regression analyses, that Perceived 

Behavioural Control, Attitude and Subjective Norms were significant predictors of 

intention together explaining 32.3% of the variance in intention. The large percentage 

of variance explained by the model constructs support the TPB as a relevant theory 

and workable model to determine target constructs that might change health related 

behaviours (McEachan et al. 2011).  

 

Unlike the HBM, statistics demonstrate that the relationship between TPB constructs 

of Attitude, Subjective Norm and PBC are clear and, while they overlap, they are 

clearly distinguishable from each other (Kaiser et al. 2007), thus, enhancing the 

scientific rigour in construct measurement. As a purpose of this study is to explain 

influences at the intrapersonal and interpersonal levels that impact intention to engage 

with PC, a guiding model was required whose constructs significantly predicted 

intention at these levels.  Addressing criticism of the TPB’s failure to provide a sound 

basis for intervention, Ajzen (2015) claims the theory was never meant to provide 

data on specific strategies to enable behaviour change.  Instead it provides guidance 

on beliefs that require changing to produce change in the models three main constructs 

of Attitude, Subjective Norm and Perceived Behavioural Control.  The integration of 

the SEM with the TPB in this study goes some away in addressing the shortfall in the 

TPB with the socio-ecological perspective relating to broader structural variables that 

need to be considered to ensure that change is sustainable.   

 

A meta-analysis of intervention studies that used the TPB undertaken by Steinmetz et 

al. (2016) confirmed the TPB as an effective theory on which to base interventions 
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with mean effect sizes of .50 (considered medium as per Cohen 1988). This study 

examined interventions across a range of behavioural domains and, therefore, claims 

a high level of generalisability (Steinmetz et al. 2016).  The authors stated their 

surprise at finding that belief constructs (behavioural, normative and control), seen as 

the main route to changing intention ,were rarely measured in studies, yet  the TPB 

postulates that changing attitudes and beliefs is the main way of changing motivation 

or intent (Steinmetz et al. 2016).  The authors identified that interventions designed 

using the TPB that were undertaken with the general public and with groups were 

more successful than those undertaken in private with the most successful being with 

online interventions. This is relevant to this study as the literature in Chapter 2 

highlighted the internet as an important communication tool for young people 

(Mohamadali 2015, Rahman and Khan 2017).  

 

3.5.2  Applying the Theory of Planned Behaviour to the present study 

The TPB was chosen for this study to measure variables at the intrapersonal and 

interpersonal level that influence knowledge, attitudes and perceptions of PC. It could 

be argued that using the TPB nested within the SEM addresses what Fishbein and 

Ajzen (2010) consider as a lack of communication between the aggregate and 

individual level of analysis in determining behavioural intention. An objective of this 

study was to identify key cognitions relating to young people’s, knowledge, attitudes 

and perceptions of PC. The TPB proposes that when people are confronted with 

engaging with something new, they will evaluate the consequences of that 

engagement, consider what others would do or want them to do and whether they 

have the ability to do it (Fishbein and Ajzen 2010).  In the background are those 

variables that have been identified from the literature that may influence the beliefs; 
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these background variables are the predictor variables measured in the analysis.  

Fishbein and Ajzen (2010) contend that whether or not a belief is affected by a 

background variable is an empirical question (Figure 3.3 depicted with broken lines).  

This study used a mixed methods approach to empirically identify the effect of 

predictors on beliefs relating to PC and determine if the constructs of Attitude, Social 

Norm and Perceived Behavioural Control mediated these effects.  

 

3.5.3  Rationale for using the Theory of Planned Behaviour with an aggregate 

behaviour 

When considering the TPB as a useful model for this study the researcher struggled 

with the compatibility premise relating to the behaviour upon which the theory is 

predicated (Fishbein and Ajzen 1975). As identified in chapters one and two, PC is 

an evolving and multifaceted concept variously understood and operationalised. 

Therefore, knowledge, attitudes and perceptions could not be related to one particular 

manifest and overt behaviour but rather a set of behaviours was identified that related 

to the domain of PC.  Ajzen and Fishbein (2005) refer to this as the principle of 

aggregation where investigators are interested in a broad ‘multiple index of 

behaviour’ p182. In this study this relates to information seeking, discussion with 

family and friends and general interest in getting more information on PC. While not 

specifying one particular behaviour in terms of Target, Action, Context and Time may 

be seen as a possible violation of the principle of compatibility (Ajzen and Fishbein 

1980, Kaiser et al. 2007), the reduction of PC to one behaviour might give a narrowed 

view of PC which is not in keeping with the study aims. Ajzen and Fishbein (2005) 

contended that ‘broad behavioural dispositions’ (p 182) can be useful and can obtain 

high correlations between attitudes towards objects and behaviours. 
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An advantage of the TPB is the clear guidelines on how to measure variables (French 

and Hankins 2003, Conner and Sparks 2005). Studies using the TPB have identified 

age as a moderator of TPB construct relationships (changes strength of relationship 

between constructs) with the TPB having been widely applied in student samples 

(McEachan et al. 2011).  The subjective norm was identified as stronger with younger 

samples than attitudes or perceived control (McEachan et al. 2011). The subjective 

norm is made up of two components: what important others (referents) feel the person 

should do (injunctive norm) and what important referents do (descriptive norm) 

(Fishbein and Ajzen 2010, Ajzen 2012).  Focusing on injunctive norms requires an 

element of analysis to decide what others might want and the motivation to comply, 

where relating what others do is more likely to identify belief sources (Gibbons et al. 

2009). A meta-analysis undertaken by Rivis and Sheeran (2003) proposed the addition 

of the descriptive norm as an additional predictor variable predictor variable with the 

other TPB constructs.  However, Fishbein and Ajzen (2010) in their latest model of 

behavioural prediction recommended the inclusion of a measure of descriptive and 

injunctive norms as parts of the subjective norm. They highlighted the need for 

identification of salient beliefs to form an ‘index of normative beliefs’ (p152), which 

will provide pathways to understanding and change. This was found to be particularly 

pertinent with younger populations where peer pressure and normative influence is 

stronger (Rivis and Sheeran 2003, McEachan et al. 2011). The scale items and further 

exploration of normative beliefs at interview will elicit both descriptive and injunctive 

norms relating to the intention to engage with the subject of PC. 

 

The Theory of Planned Behaviour (Ajzen 1991) has been criticised for not including 

other variables that could more fully explain intent (Sniehotta et al. 2014). Head and 
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Noar (2014) advise that the use of meta-analyses should inform such additions or 

indeed omissions of variables. They compiled a list of meta-analytic studies that have 

identified variables such as anticipated regret, moral norms and self-identity that show 

associations that are at least equal to the recognised TPB variables (Head and Noar 

2014 p44).  Addressing the issue of variable addition, Ajzen (2015) asserts that the 

theory is open to the inclusion of other variables if empirical evidence warrants their 

inclusion. Their addition should, however, be balanced against parsimony which has 

been a significant asset of the TPB (Fishbein and Ajzen 2010, Conner 2015). 

Additional variables such as knowledge, demographics, familiarity and experience of 

PC sit outside the theory’s main constructs as background variables (see Fig 3.3) and 

were used to empirically determine their influence on intention.  

 

3.6  Conclusions 

In this chapter the researcher has outlined how theory will inform the methodology of 

the study (Chapter 4) thereby enhancing study rigour (Alvai et al. 2018). A pragmatic 

approach (Chapter 4, Section 4.2) has been employed, one that views theory as a 

reduction of reality which, if used effectively, can help find solutions to real problems 

(Kok and Ruiter 2014).  Ajzen (2016) contends that many past unsuccessful 

campaigns aimed at the public have failed to undertake essential preliminary work 

needed to identify cognitions and what influences them so as to ensure that targets of 

interventions focus on the most salient beliefs for that population that relate to the 

proposed behaviour. This study, within the context of a public health approach to PC, 

has integrated two theoretical models with an aim to provide the most comprehensive 

understanding of the knowledge, attitudes and perceptions of PC held by the young 

public.  
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Chapter 4 – Methodology 
 

4.0  Introduction 

This chapter presents a detailed account of the methodology of the study, starting with 

the philosophical underpinning that guided the choice of research design and 

subsequent methods of data collection. The rationale for a mixed methods approach 

as the best approach to meeting the aims and objectives of this study is presented.  

The instruments used for data collection are described and the process outlined. 

Measures undertaken to enhance rigour, reliability and validity are detailed 

throughout this chapter, in the discussion of individual data collection methods and 

separately in terms of application to this mixed method study. Data analysis strategies 

are outlined and ethical considerations that underpinned the study are presented. 

 

4.1 Reflexivity in the research process 

The researcher comes to the research process with views and ideas developed and 

impacted by past experiences and multiple societal influences and does not enter the 

process ‘with a clean sheet’ (Denscombe 2007 p68). Reflexivity in research primarily 

relates to self awareness and critical reflection throughout the research process 

(Musgrave 2019). As such reflexivity relates to: 

how thinking comes to be, how it is shaped by pre-existing knowledge, 
and how research claims are made.” (Whitaker and Atkinson 2019 
p1) 

 
The researcher in this study was aware of the multiple lens from which she embarked 

on the study and how these could potentially impact the research process. With a 

background in caring for the seriously ill, death, dying and bereavement had been a 
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part of her everyday work. The researcher was aware that most people would not have 

this familiarity. Having experience as a nurse teacher the researcher was aware of a 

lack of emphasis on PC in nurse education. As a daughter in a caring capacity the 

researcher experienced the fear that the term palliative care engendered.  As a 

community member and working with a wide variety of communities, the researcher 

became aware of the limited knowledge within the community of PC. As a mother 

she recognised the untapped potential of young people to influence how palliative 

care is realised within the community. Figure 4.0 presents what Brookfield (2002) 

refers to as the ‘autobiographical’ lens that is a key element in critical reflection.  

 

Fig. 4.0 Autobiographical lens of the researcher 

  

 

Self awareness, working in a team with a wealth of diverse experience, being 

challenged on interpretation and maintaining a reflexive journal helped to mitigate 

potential biases that could emanate from these multiple lenses.  

 

Research Process

Nurse / Nurse 
Lecturer 

Carer 

Mother

Community Member 
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4.2  Research paradigm 

The previous three chapters outlined the rationale for the study, identified the gap in 

the literature and how theory guided the research process. At the outset of the 

methodology it is important to identify the philosophical assumptions or paradigms 

that guided the development of the research aims and objectives and resultant 

methodological decisions (Morgan 2007). 

 

This is considered particularly important in mixed methods studies that have the 

potential to form the basis of social change (Mertens 2007).  Paradigms have been 

variously defined in the literature, more broadly they are seen as ‘world views’ or 

assumptions about reality (social ontology), ways of knowing (epistemology) and 

value systems (axiology) (Patton 2002). Methodological assumptions are also 

considered important, these do not just address methods but address the researcher’s 

belief that they have employed the best methods that will capture the reality of the 

human experience being measured (Guba and Lincoln 2005).  As such these 

perspectives can be seen as a guide to enquiry along the research process (Shannon–

Baker 2016, Corry et al. 2019).  

 

Traditionally paradigms in research have assumed either a positivist or post positivist 

stance using quantitative methods of inquiry, or a constructivist paradigm using 

qualitative methods (Maxwell 2011). Purists see these as competing and exclusive 

entities that cannot and should not be mixed, one highlighting the richness of 

qualitative data while the other upholds generalisability of data as the strength of a 

study (Sandelowski, 2000, Tubey et al. 2015). In this way paradigms may be 

considered prescriptive in ruling in and out particular methods of data collection and 
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modes of interpretation (Feilzer 2010). However, this may also make them restrictive 

in possibly forcing people to go with a set of ‘core ideas’ (Maxwell 2011 p27). 

 

Another school of thought is that paradigms should be seen as tools that are used in 

the research process but are not exclusive and should be flexible (Biesta 2010, 

Freshwater and Cahill 2013).  Pragmatism has emerged as a new paradigm and looks 

at what best answers the research questions and aims using diverse methods (Morgan 

2007). Pragmatism is seen as ‘outcome orientated’ (Johnson and Onwuegubzie 2004 

p18), focusing on problem solving and the product of research (Biesta 2010). In 

breaking down hierarchies of ways of knowing that dominate the constructivist and 

positivist paradigm, pragmatism can find meaning within and across both paradigms 

without claiming to be an all-encompassing world view (Biesta 2010). In their paper 

on the redundancy of positivism as a paradigm for nursing research, Corry et al. 

(2019) recognised the rising popularity and influence of pragmatism but claim that its 

tenets are unclear and make it difficult to see it as a separate paradigm.  Indeed 

Sallnow (2018) suggested that the idea of an end result justifying a method has been 

the reason why pragmatism has been considered atheoretical. Morgan (2007) 

advocated that pragmatism could be considered be as an alternate approachrather than 

a paradigm.  

 

In this study the researcher has approached the research based on a pragmatic 

approach. The researcher believed there is no one fixed reality but that there are 

elements of reality that can be measured, however, rarely are issues requiring 

investigation in the world of health and social science straightforward as they involve 

people who by nature are multidimensional.  
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4.3  Philosophy of mixed methods approaches  

Sandelowski (2000) suggested that mixed methods studies are not mixtures of 

paradigms rather the paradigms are reflected in the methods that are combined and 

the rationale for why and how they are combined. She contended that combinations 

at a paradigm level are not real combinations rather it is framing the investigation in 

two different and distinct worldviews. This is apparent where researchers can use the 

same tool with two views, it is in the ‘treatment’ of the data that the paradigmatic 

stance of the researcher is evident (Sandelowski 2000 p247). A researcher from a 

purely post positivist stance may regard the data from a validated and reliable scale 

measuring PC knowledge as producing valid data on which associations of variables 

can be determined and theory deduced. However, from a constructivist viewpoint that 

scale will be used to get an essential baseline of knowledge from which to explore the 

social experience on which that knowledge was founded and is nurtured. 

Understanding, therefore, results from combination not at paradigm level but at the 

level of methods, allowing for the scope of the study to be expanded (Sandelowski 

2000). 

 

The literature review (Chapter 2) demonstrated how engagement with palliative care 

was context driven with individual and more global factors impacting how knowledge 

is acquired and attitudes develop. In a developing public health approach with an 

emphasis on populations, the layers of influence on groups and individuals can be 

explained in part by looking at cause, effect and prediction (quantitative/post positive 

paradigm), this provides a measure of the magnitude of the issue to the relevant 

population. However, the linkage with palliative care necessitates a different but 

complementary paradigm, one that ensures that issues related to palliative care are 
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understood at a contextual level and are not reduced to a commonality 

(Qualitative/constructivist). Cohen and Deliens (2018), at the first research 

conference on ‘A Public Health Approach to Palliative Care’, described the shifting 

of paradigms within paradigms, where public health historically had a solely 

epidemiological focus and palliative care an individual patient-doctor focus. The 

merging of these disciplines requires a shift or blurring of boundaries to provide the 

most comprehensive approach to caring for those with life limiting illness. Research 

using mixed methods was advocated by Cohen and Deliens (2018) as a way of 

addressing the complexity of combining the differing perspectives of public health 

and PC. The present study used a mixed methodology supported by a pragmatic 

approach wherein the individual paradigms of positivism and constructivism were 

‘honoured individually’ (Sallnow 2018 p51).  

 

4.4  Defining mixed methods 

Defining mixed methods research is important as it distinguishes mixed methods from 

other approaches and indicates the relative importance of central concepts of the 

mixed methods approach (Piano Clark and Ivankova 2016). In this study the 

composite definition compiled by Johnson et al. (2007) is used as it specifies methods 

and proposed integration but is flexible and can be applied across disciplines. Mixed 

methods research is defined as:  

the type of research in which a researcher or team of researchers 
combines elements of qualitative and quantitative research 
approaches for the purposes of breadth and depth of understanding 
and corroboration.    (Johnson et al. 2007, p123) 

This differs from multimethod research in which different approaches are used to 

collect the data but may or may not be integrated (Johnson et al. 2007, Anguera et al. 
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2018). Piano Clark and Creswell (2017) identify the core characteristics of a mixed 

methods study to include: 

 

• Data from both quantitative and qualitative methods are collected and 

analysed in response to questions and hypotheses in a rigorous manner. 

• Integration of both data and results is evident. 

• Research designs are used to provide rationale and measures to conduct the 

study. 

• Procedures are framed in theory and philosophy. 

 

An explanation for how this study meets these core characteristics is outlined: 

 

4.5  Choice of mixed methods design 

While many mixed methods designs have been identified, Creswell and Piano Clark 

(2018) contend that it is more beneficial to focus on three basic designs, the concurrent 

design, the explanatory sequential design and the exploratory sequential design. One 

of these designs is found in every mixed methods study either implicitly or explicitly 

(Creswell 2014).  A basic diagram of each is depicted below with the intent of each 

identified.  
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Figure 4.1 Basic mixed methods design logics (Piano Clark and Ivankova 2016)  

 

Key decisions that are specific to mixed methods research and the choice of design 

involve timing, integration and priority (Piano Clark and Ivankova 2016). The choice 

of design depends upon the purpose of mixing the methods. For example, 

triangulation of data may be most important, the purpose of the mixing of methods 

whether it is to complement, develop, initiate or expand the data.  Figure 4.1 illustrates 

recommended basic design choices based on the purpose of using mixed methods as 

a research process (Onwuegbuzie and Collins 2007).  

 

Table 4.1  Matrix Crossing purpose of mixed methods research by time orientation 

Purpose Concurrent design appropriate? Sequential Design appropriate? 

Triangulation  X 

Complementary    

Development X  

Initiation   

Expansion X  

 From: Onwuegbuzie and Collins (2007) p292 
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As identified in Chapter 1 an objective of the study was to identify determinants to 

enable a public health approach, therefore, the choice of design focused on explaining, 

developing and expanding the data. Sequential designs are best suited to studies where 

development is the purpose as one phase builds on the other and gives the opportunity 

to explain and expand on issues highlighted in the preceding phase (Creswell and 

Piano Clark 2017). Sequential designs are less suited where triangulation of the data 

is a purpose of the mixed methods as one phase influences the other resulting in a lack 

of independent assessment of the phenomena being measured which is deemed a 

hallmark of triangulation (Green and McClintock 1985).  

 

4.6  An Explanatory sequential mixed methods design 

An explanatory sequential design was chosen as the mixed method design for this 

study. This design involves collecting quantitative and qualitative data in two 

consecutive phases within the one study (Ivankova et al. 2006). Timing refers to the 

chronology of data collection efforts and can be sequential or concurrent 

(Onwubeguzi and Collins 2007). Sequential timing was deemed appropriate for this 

study as the purpose of the study was to firstly gain an insight into the knowledge and 

attitudes of PC from a population perspective and to explore, build and develop this 

information through individual interviews. This ‘chain of evidence’ means the 

quantitative element, with emphasis on cause and effect, providing robust evidence 

that links variables, while the qualitative element provides context building and 

developing understanding to the links in the chain (Eckert 2013 p79).  In this study, 

equal priority was given to each phase of data collection with the view that the 

combined results would address the research aim in a more comprehensive manner. 

The choice of sequential explanatory design sets out the parameters for where and 
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how integration will take place (Fetters et al. 2013). A visual representation of the 

design is presented in Table 4.2 demonstrating where integration of methods has taken 

place which will be discussed later in this chapter and is detailed in Chapter 6.  While 

depicted as a purely linear process Section 4.26 demonstrates how at times the 

researcher returned to the quantitative data and back to the qualitative data to gain as 

comprehensive a picture as possible.  

Table 4.2 Explanatory sequential mixed methods design based on Ivankova et al. 2006 



 

99 
 

 
  

4.7  Advantages and limitations of mixed methods and sequential designs 

The advantages of the mixed methods and sequential designs are outlined and the 

challenges inherent in this choice are presented. Mixed methods: 

 

• Allows for clarification and further probing of discordant results from preceding 

phase (Fetters et al. 2013). The literature identified a difference between the data 

elicited from categorical and free response questions (Feuz et al. 2015).  

• Can help to determine the construct and content validity of tools (Piano Clark 

and Creswell 2017). A tool that has previously only beenused once in the USA is 

being used for this study while items developed by the author make up the other 

scale. 

• Combines the strengths and minimises the weakness of both approaches, giving 

a more comprehensive understanding of the issue under investigation (Morgan 

2007). 

• In a sequential design one researcher can carry out the study (Piano Clark and 

Ivankova 2016). 

• Helps develop broader skill sets for the researcher and allows multiple 

publications (Piano Clark and Creswell 2017). 

• Limitations of mixed methods research relate mainly to the wide array of research 

skills required to undertake a study using a variety of methods (Bazeley 2018). 

The researcher attended summer schools on statistical methods, seminars and 

workshops relating to qualitative methods. This was augmented by extensive 

reading and the use of YouTube tutorials facilitated by key authors. 

• The explanatory sequential design presents some challenges relating to the length 

of time taken to collect data and to reconnect with participants from the first 
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phase. The researcher, as advised by the reference group for the study, realised 

the importance of making immediate contact with interview participants.    

 

4.8  Research setting and sample 

The research setting for the present study was a regional University in the United 

Kingdom comprised of six campuses and a population of 25,270 (19/12/17). As a 

civic university widening access and contributing to the economic, social and cultural 

development of the region is prioritised. Key characteristics of the university 

population were: students aged 18-29yrs accounted for 73% of the University 

population, 45% male and 55% female; 78% undergraduates; 30% Faculty of Life 

and Health Sciences; 27% Faculty of Arts, Humanities and Social science; 23% Ulster 

Business School; 92% White ethnicity, 12% reported no religious affiliation. 

Seventy-one percent are full time students with 29% on part time courses. Chapter 5 

section 1 gives more details on the demographics of the university students (Chapter 

5 Figure 5.2). 

 

In their typology of mixed methods sampling designs Onwuegbuzie and Collins 

(2007) outlined 24 sampling methods that might be used in mixed methods research. 

Eighteen are probabilistic and 9 are non-probabilistic, the vast majority of qualitative 

and quantitative studies use non-probabilistic sampling irrespective of design, or 

purpose (Onwuegbuzie and Collins 2007). Stratified sampling would have been a 

preferred method of sampling, the researcher found it was not administratively 

possible to stratify the sample within the organisation. A census strategy was used 

whereby each 18-29yr old (inclusive) student registered at the University got an 

opportunity to participate in the study. The student email database was used as the 
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sampling frame, this contained an up to date list of the names, date of birth and email 

details of all students currently registered within the University.  

 

Using Raosoft software and based upon the target population size of 18,407 students 

aged 18-29yrs, (Ulster University 19/12/2017), a power calculation was undertaken. 

Based on a margin of error of 5% and a confidence level of 95% the required sample 

was 377. The inclusion criteria were that participants should be: 

 

• Currently registered at the University 

• Aged 18-29 years 

• Willing to participate 

 

The age of 18-29 yrs was chosen based on Arnett’s theory of emerging adulthood 

(Arnett 2000). The period of late teens till late twenties was and is evidenced by Arnett 

as a distinct period ‘demographically, subjectively and in terms of identity 

exploration’ (Arnett 2000 p469). Arnett identified a key feature of emerging 

adulthood is that it is a time when world views are explored. Seen as a period of more 

openness and diversity (Arnett et al. 2014), where the structures of adult life may not 

have yet been developed, and distinct from adolescence and adulthood, this age group 

was deemed to be the best population to give insight into beliefs about emerging PC. 

Arnett (2014) identified five characteristics that are particular to this age group 

namely: exploring identity, uncertainty, self-focus, feeling in-between and open to 

possibilities and optimism. The openness to explore new ideas was important to this 

study as the literature identified PC as a subject with which young people were less 

likely to engage with or know about (McIlfatrick et al. 2013, Westerlund 2018, Hou 
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et al. 2019). Being an ‘in-between’ group that share many of adolescence and adult 

characteristics this group was thought to provide more insight into views across 

generations.  

  

4.9  Quantitative phase – Survey tool development and testing 

The quantitative phase of data collection involved the online distribution of a 42 item 

questionnaire (see Appendix 9).  The questionnaire comprised of three sections. 

  

• Section one used a validated survey tool specifically devised for the general 

public called the Palliative Care Knowledge Scale (PaCKS) (Kozlov et al. 

2016b).  Permission to use the tool was granted by the lead author (see 

Appendix 10). The scale was devised to measure palliative care knowledge 

among the lay public and had proven psychometric properties (confirmatory 

factor analysis which demonstrated excellent fit indices, CFI = 0.97, TLI = 

0.96, RMSEA = 0.031, and 90% confidence interval (CI 90%) = (0.00, 0.049) 

(Kozlov et al. 2017). The scale consisted of 13 statements, validated through 

expert consensus and related to populations, timing and delivery of care. 

Confirmatory factor analysis identified a single factor deemed to be palliative 

care knowledge. Kozlov et al. (2016b) further developed the tool to include 

an ‘I don’t know’ option and undertook further testing in the form of 

Cronbach’s Alpha. The Cronbach α of their sample of the general public 

(n=301) was α = .94 demonstrating very good reliability (Kozlov et al. 2017). 

 

• Section two of the questionnaire aimed to identify attitudes and perceptions of 

palliative care These were measured using ‘The attitudes to Palliative Care 
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Index’ (See section 4.10 development details).  The 16 statements were 

devised from a comprehensive review of the literature (Mcloughlin 2011, 

Benini et al. 2011 McIlfatrick et al. 2013, 2014, Kozlov et al. 2016b)  and 

related to the Theory of Planned Behaviour (Ajzen 1991) constructs of 

Attitude, Subjective Norms, Behavioural Control and Behavioural Intention  

(Chapter 3, Section 3.5). A five point likert scoring system ranging from 

strongly disagree to strongly agree was used to determine levels of agreement 

on each of the items. 

 

• Section three of the questionnaire explored demographic variables and 

previous exposure to PC  in terms of familiarity and experience with care and 

services, highlighted in previous research as important determinants of 

knowledge, attitudes and perception of PC (Hirai 2011, McIlfatrick et al. 

2013, Barclay et al. 2015, Feuz et al. 2015,  Kozlov et al. 2016a  Kozlov et al. 

2017).  The survey also facilitated the purposeful selection of participants 

who, on completion of the survey, volunteered to take part in the one to one 

interviews.   

 

Qualtrics software was used to manage and design the questionnaire 

(www.qualtrics.com).  The first page of the survey assessed eligibility to participate, 

those not eligible were thanked for their interest. 

 

4.10  Development of the attitudes to Palliative Care Index 

Seventeen items in total were included in the development of this index relating to 

behavioural intention, attitudes to PC, subjective norms and perceived behavioural 
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control, which included one question on self-reported knowledge.  In order to discover 

which variables formed coherent yet independent subsets a choice of statistical 

techniques was required that would summarise the data to reveal patterns and 

relationships (Tabaschnik and Fidell 2007). Principal components analysis (PCA) and 

factor analysis are two statistical techniques used for this purpose. While there is 

debate if PCA is a factor analysis it is generally considered weaker as it does not 

differentiate between shared and unique variance but reports all the variance related 

to the variable potentially producing inflated values of variance (Costello and 

Osborne 2005). In Common Factor Analysis the shared part of the variance is 

separated from the unique and error variance to reveal the factor structure (Costello 

and Osborne 2005).  

 

The two main techniques of common factor analysis are Exploratory Factor Analysis 

(EFA) and Confirmatory factor analysis (CFA). Confirmatory factor analysis 

confirms hypotheses and uses path analysis to diagrammatically represent factors and 

variables (Yong and Pearse 2013). Exploratory factor analysis is used to understand 

the structure of a group of variables (Field 2018) and may be seen as the starting point 

in developing a new metric (Yong and Pearce 2013). As this was a new tool the 

decision was made to use Exploratory Factor Analysis as a means of identifying the 

factor structure of the items.  

 

4.10.1  Process of tool development Exploratory Factor Analysis 

Requirements for factor analysis 

The recommended sample size for EFA is at least 300 participants (Hair et al. 2010) 

or a ratio of 10 respondents to each statement (Kline 2014).  Larger sample size 



 

105 
 

 
  

diminishes the error in the data and so EFA works better with larger data sets (Yong 

and Pearce 2013).  This study’s sample satisfies both requirements.  A sample of 859 

respondents in this study is considered a large sample size and suitable for EFA. 

 

Factor extraction method 

In SPSS Principle Components Analysis (PCA) is the default for factor extraction. As 

discussed above PCA was not used in this extraction to ensure that the reported 

variance was that which referred to the factor. Maximum likelihood (ML) and 

Principal Axis Factoring (PAF) are two of the most commonly used factor extraction 

techniques (De Winter and Dodou 2012) and both were used for this study to yield 

estimates of the factor loadings. A study undertaken to look at factor recovery by PFA 

and ML as a function of factor pattern and sample size found that PAF is preferred 

for variables with few items per factor and unequal loadings as in this data set (De 

Winter and Dodou 2012). Thompson (2004) recommends applying several estimation 

methods and finding if there are significant differences, this concurs with Yong and 

Pearse (2013) who contend that researchers often use more than one data extraction 

and rotation technique based on pragmatism rather than theoretical reasoning. 

 

Number of factors retained 

The purpose of many extraction methods is to remove as much common variance in 

the factor as possible (Child 2006). While factors with eigenvalues over 1 are 

generally considered suitable for extraction, studies have highlighted the inaccuracy 

of this method (Velicier and Jackson 1990). The scree test, a plotted graph of the 

eigenvalues, is considered a more reliable method of determining the number of 

factors to retain especially in large samples (Costello and Osborne 2005). A scree plot 
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of eigenvalues, Kaiser Normalisation (eigenvalues greater than 1) and theoretical 

considerations were used to determine the number of factors in this study. (Figure 4.2 

Scree plot). As can be seen from this plot, a four factor model was extracted. 

 

Figure 4.2  Scree plot showing the number of extracted factors 

  
 

Field (2018) contends that factor loading can be thought of as a Pearson’s correlation 

between the factor and variable (Field 2018). The larger the loading the more that the 

variable has contributed to that factor. Any correlation r should be >.3 any lower 

would show a very weak correlation. (Tabachnick and Fidell 2007). This would also 

demonstrate a lack of ‘patterned relationships’ (Yong and Pearce 2013). While some 

researchers recommend only interpreting factor loadings greater than 0.4 (Hair et al 

2010) others choose the lower level of 0.3 (Field 2018). Given the large sample size 

the decision was made to retain items with loadings >0.3.  

 

  



 

107 
 

 
  

Rotation 

The goal of rotation is to simplify and clarify the data structure (Costello and Osborne 

2005). Varimax is the most common method of rotation (Field 2018). This is an 

orthogonal rotation method in which the factors are seen as having no correlation. 

Orthogonal rotation is seen to produce more results that are easier to interpret (Field 

2009), Varimax rotation was chosen for this factor analysis. For items to be labelled 

as a factor they should have at least three variables, any less and they have to be 

interpreted with caution (Tabaschnick and Fidell 2007). However, a factor with two 

variables is considered reliable when they highly correlate with each other (De Winter 

and Dodou 2012). It is recommended that factors with only two variables be tested 

using the Spearman Brown test (Eisinga 2012). 

 

A four factor model comprising 16 items emerged from the data, accounting for 50% 

of the data variance.  The four factors mapped onto the TPB model of: Attitude, 

Subjective Norm, Perceived Behavioural Control and Intention. One item (Q26, ‘I 

would look for information about PC on the internet’) was removed due to failure to 

load onto any construct. While this could be considered a theoretically-relevant 

question relating to Subjective Norm, the alpha value of the factor was significantly 

reduced by the addition, it was therefore, deleted from the index. 

 

4.11  Face and content validity of the total questionnaire 

Expert opinion on the content and structure of the questionnaire was sought from 

within the supervisory team (n=3, expert researcher in Palliative Care, national lead 

researcher in palliative care in Ireland; expert in public health policy) and from young 

people from a range of univeristies in the 18-29 age bracket (n=5) and palliative care 
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and public health  practitioners (n=2) who formed part of an informal reference group. 

The young people gave advice relating to the design of the survey, methods of 

recruitment, the incentive and the timing of the survey.  The survey was reviewed by 

three prominent authors in the area of public health and palliative care; Dr. John 

Rosenburg, Dr. Kathleen Mcloughlin and Dr. Libby Sallnow.  Email contact was also 

made with Professor Icek Ajzen who provided advice and clarity to the researcher’s 

understanding of the TPB and its application to this study (Ajzen 1991).  

 

4.12  Pilot study 

Prior to data collection, the questionnaire was piloted using the same administrative 

process as the main study with a sample of PhD students within the Institute of 

Nursing and Health Research. Participants were made aware that they were to take 

part in a pilot study only. Forty-nine students were invited to participate and 27 

students took part in the pilot.   

 

4.13 Modifications due to pilot study 

Generally, the feedback was very positive with comments such as ‘Very clear 

instructions and questions. Very professional look and feel’.  As the knowledge 

component of the tool was developed in the USA (PaCKS Kozlov et al 2017) with 

different culture and health systems participants were asked to feedback on any 

language or conceptual difficulties in completing the questionnaire. The researcher 

had several conversations with pilot study participants who fed back their feelings 

and thoughts on completing the questionnaire. Feedback identified some uncertainty 

as to the prism upon which knowledge was being measured. 
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The tool was reviewed by researchers and key authors in the areas of public health 

and palliative care. Suggestions were made to add in a question regarding caring at 

the end of life for which an ethical amendment was given clearance by the Ulster 

University Institute of Nursing and Health Research Governance Filter Committee 

(Appendix 4).  The respondents were asked to feed back any difficulties they 

encountered in accessing the survey or in the question format. A Not Applicable 

option was added when asking participants about end of life experience and the 

restriction to allow more than one answer was relaxed (Appendix 9). 

 

4.14  Data collection 

Following permission from the relevant authorities, an invitation email containing a 

link to the Participant Information Sheet (Appendices 6 and 7) and survey was sent 

out by IT staff using the University Email System. The initial invitation emails were 

sent out on 11th of October 2017 followed two weeks later by a reminder email (see 

Appendix 8). The link to the participant information sheet and questionnaire was 

made available for a further two weeks with the survey closed down on the 6th of 

November. The survey was held on www.qualtrics.com on a password protected 

account. Survey uptake was monitored.  

 

4.15  Recruitment strategies  

A range of strategies were undertaken to boost response to the survey (see Table 4.3). 

 

  

http://www.qualtrics.com/
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Table 4.3 Additional recruitment strategies undertaken to boost response 

Additional recruitment strategies  
• Researcher made contact with student groups and organisations in the 

University prior to the launch of the study to promote interest in taking part. 
• The researcher met with the University social media and communication 

teams prior to the study to discuss the advertisement through social media. 
Meetings with the Faculty social media administrator and an advertisement 
for social media was devised using approved University picture and logos.  

• Informal discussions with groups of students.  
• Fliers and posters were placed throughout the University (see Appendix 11) 
• Researcher visited regional campuses and posted fliers in the general 

student area. 
• A QR code was placed on fliers and posters allowing for easy access to the 

survey. 
• Researcher made contact with Students Union, Sports Clubs, Faith based 

organisations and the International Department within the University and 
was given permission to leave fliers in the communal areas.  

• The University Facebook and Twitter accounts were both used to advertise 
the study (see Appendix 12). 

• A reminder email was sent by IT staff two weeks after the initial email of 
invitation (Appendix 8). 

 
 
4.16  Data quality assurance 

As proper handling of the missing data is essential (Garson 2015) the data were 

analysed to determine the nature of the missing data. Nine hundred and twelve 

respondents answered the survey, two of these responses had inserted ages that were 

not within the defined category of 18-29yrs and were, therefore, removed leaving a 

total of 910 responses to the first section of the survey which was the Palliative Care 

Knowledge Scale (PaCKS). Eight hundred and fifty-nine surveys were complete 

leaving 51 participants with missing data.  

 

In order to minimise the potential of missing data, participants had to complete each 

section before going to the next section.  This resulted in (1) questionnaires exceeding 

20% being excluded (Hair et al 2010) and (2) missing data being limited to the latter 
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section of the questionnaire. This meant the missing data were in sections and of a 

non-random nature, therefore, Littles Missing Completely At Random test would not 

have been an appropriate test for this data. Inputting values was also not considered 

as some of the missing data were demographic and sections were omitted as opposed 

to individual items. The sections amounted to more than 20% of the individual 

respondent’s data which Hair (2010) recommends should be removed if power is not 

affected.  Therefore, all questionnaires with more than 20% missing data were 

excluded. 

 

List wise deletion used by default in SPSS was considered as it automatically will not 

include missing items in the analysis up to around 5% (Pallant 2016), this method is 

considered one of the simplest and easiest justified methods with large samples and 

low amounts of missing data (Cheema 2014).  

 

It was decided, in consultation with the statistician, to remove cases with the missing 

values from the analysis as the statistical power was well above the minimum required 

(n=377) and the missing cases had no demographic results inputted. This represented 

a total of 5.65% (n=51) of the total sample being removed from subsequent analysis.  

This left 859 cases with complete data and it was on this data set that analysis was 

undertaken.   

 

4.17  Descriptive and inferential analyses 

Descriptive statistical analysis was used to describe participants’ characteristics and 

record participants’ familiarity with PC. The mean scores on each of the thirteen items 

on the PaCKS tool were presented along with standard deviation, skew and kurtosis 
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for each item. An aggregate total score was computed, this was scored as per 

instructions from the authors with correct scores gaining a score of 1 and incorrect 

scores awarded 0.  

 

Inferential chi square, t-test and one-way ANOVA were undertaken to look for 

differences between demographic groups, and relationships between familiarity and 

experience with PC and the PaCKS tool.  Individual scores on the Attitudes scale were 

presented with skew and kurtosis, composite scores on the four factors of Attitude, 

Social Norm., Behavioural Control and Intention were presented. 

 

Multiple regression was used to explore the relationships between variables. It is 

considered an advanced technique that helps explore the predictive ability of 

independent variables on dependent variables (Pallant 2016). The use of multiple 

regression had a dual purpose in helping avoid multiplicity and providing a more 

focused inferential analysis of the dataset (Pallant 2016, Slater 2018 personal 

communication). It is recommended that the choice of predictor variables entered into 

the regression model should have a sound theoretical base (Field 2018), informed by 

previous findings. The literature informing the study highlighted the importance of 

experience of palliative care, age, religion, gender and education and familiarity with 

palliative care as predictors of positive attitudes to PC (Hirai et al. 2011, McIlfatrick 

et al. 2013, 2014, Kozlov et al. 2017, Trivedi et al. 2018). These are contribution 

factors in the TPB (Ajzen 2017) and have been measured in the survey.  

 

Four constructs were entered into subsequent logistic models:  Knowledge, Perceived 

Behavioural Control, Attitude and Subjective Norm. These constructs were predictor 
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variables and helped address the aim and objectives of the study of determining 

knowledge, attitudes and perceptions of PC. 

 

In order to provide statistically relevant subsamples, the following demographics 

were recoded as dichotomous; gender, ethnicity, mode of study, level of study, 

Faculty of study and religion, with continuous variables of age, total PaCKS scores 

Attitude, Subjective Norm and Perceived Behavioural Control. The other predictor 

variables included experience operationalised as; caring for someone at the end of 

life, knowing someone or having personal experience of services, familiarity with the 

term. While predictors were chosen based on sound theoretical reasoning, their order 

of importance is considered variable in the literature, therefore, they were not entered 

into the model in any specific order.  

 

As collinearity can be an issue and undermine results if not addressed, the data were 

examined for issues of multicollinearity within each model. The Variance Inflation 

Factor (VF) and Tolerance, widely used measures of the amount of multicollinearity, 

were computed (O’Brien 2007). The VF values were well below the recommended 

threshold of 10 with the largest VF of 3.4 relating to age when level of study is the 

dependent variable. Tolerance levels were also well above 0.2 for all items. An 

inspection of the correlation coefficient chart revealed all co-efficients were below 

0.7 with the highest correlation (r =.565) relating to knowing someone who has 

required or accessed the service and PaCKS scores.  Each of the constructs of 

knowledge (PaCKS), Attitude, Subjective Norm and Perceived Behavioural Control 

were entered separately into regression models to determine predictor importance. 

Field (2018) recommends reporting Beta co-efficient, Standard Error, Confidence 
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Intervals, significance and R2 for each model. Pallant (2016) also highlights the 

importance of the Part correlation co-efficient in explaining the unique variance of 

the particular variable to the factor and how the variance would be affected by its 

deletion.  These have been included in the results tables in Chapter 5, Section 5.7.  

 

Linear regression allowed for the identification of significant predictor variables 

(p<0.05) and guided further testing. Chi square tests for independence, Pearson’s 

correlation, Independent t-tests and One Way Analysis of Variance (ANOVA) were 

undertaken with different groups according to their measurement type. Strength of 

difference was determined through post hoc tests. To measure effect size, Cohen’s d 

was used as a standard measure of mean difference based on standard deviation units 

(Cohen 1988) (see Appendix 21).  

 

4.18  Phase Two Qualitative phase 

This qualitative phase explored the context of PC knowledge and attitudes and 

perceptions relating to present and future engagement with PC. In this phase a 

qualitative approach using one to one interview was employed to explore further the 

perceptions of palliative care, validate the results of the survey and develop 

understanding. The choice of interview as a method of data collection was made in 

line with the guiding theory of planned behaviour where salient beliefs that inform 

attitudes, social norms and behavioural control belong to individuals rather than 

groups (Fishbein and Ajzen 2010). In areas of enquiry that involve sensitive issues 

interviews are recommended as an appropriate method of data collection where 

discussion may be more difficult in group interviews (Green and Thorogood 2004).  
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4.19 Sampling and recruitment  

The sample for interviews was drawn from self-nominating volunteers from phase 1 

who returned their expression of interest form to the researcher indicating their 

interest in taking part in a follow up interview (Appendix 13). Building on phase 1 

inclusion criteria: 

• registered student at Ulster University and aged 18-29yrs 

• participants had to have completed the online survey  

• willing to provide written and verbal consent.   

 

In order to increase uptake, participants were advised in the PIS that if they took part 

in an interview, they could be entered into a separate draw for travel vouchers worth 

£100. At interview participants were asked if they wished for their name to be entered 

into the draw. A nested sampling relationship was chosen for the study as the sample 

for the qualitative phase represented a subset of those who participated in the 

quantitative phase (Onwuegbuzie and Leech, 2005 Onwuegbuzie and Collins 2007). 

This was a non-probability convenience sample and is frequently used in mixed 

methods studies with embedded sampling (Teddlie and Yu 2007). There was a total 

of 78 participants who initially volunteered to take part in the interviews through the 

survey. Four participants gave incorrect or incomplete email addresses. Participants 

who returned their expression of interest form via the Qualtrics link (Appendix 13) 

were contacted by email to thank them for their interest, it was explained that the 

research aim was to gather the views of the population across disciplines and they 

would be contacted in the forthcoming weeks.  
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All potential participants were contacted and invited to participate in the study and 

volunteers were stratified according to phase one demographic distribution. 

Comparisons and contrasts are central to qualitative analysis techniques (Ritchie and 

Spence 1994) and are at the centre of framework analysis which was used as an 

analytic process in this study (Ritchie and Spence 1994, Teddlie and Yu 2009). As 

part of the integration process the focus of sampling followed from preliminary 

analysis of the first phase.  

 

4.20  Interview setting 

To maximise participation across campuses and modes of study, the researcher had 

made it clear in the initial invite (Appendix 6) that interviews could take place face to 

face on campus, by telephone, Skype and WhatsApp. Participants were sent an email 

asking them to indicate what mode of interview would be most suitable. They were 

also provided with a list of dates and times that the researcher would be visiting the 

campuses for face to face interviews. Sampling continued over 4 months as this 

included the Christmas break, no new particpants were recruited in the last week 

which left a total of 24 particpants out of the total sample contacted who agreed a time 

and mode of interview and were sent Participant Information Sheets (PIS Appendix 

7). 

 

4.21  Data collection tool – the interview schedule  

An interview schedule (see Appendix 15) was developed based on the quantitative 

data, gaps in the literature and underpinned by the study’s theoretical framework. The 

schedule was designed to explore understanding of PC from the individual perspective. 
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Knowledge sources, perceptions of PC, attitudes and social norms, perceived barriers 

and facilitators to engagement with PC were addressed within the schedule. 

 

4.22  Data collection process 

Semi structured interviews were undertaken between November 2017 and March 

2018. Consent was given and recorded prior to all interviews (see Appendix 16). The 

interview started with a question that asked if the participants had heard of PC prior to 

the survey. This had a dual purpose, in this area where the participants were perhaps less 

sure of their knowledge, the question allowed the respondents to feel confident in the 

answer and provided the direction for further discussion. Rapport was established 

through the shared experience of the survey. The schedule was adapted throughout as 

the researcher developed her interview skills and as participants provided new insights.  

Probes were used during the interviews to clarify the meanings of responses and 

develop the discussion (see Appendix 15), these also were adapted throughout. 

Interviews lasted between 20 and 50 minutes approximately and the interviews were 

digitally recorded. To enable the researcher to describe the characteristics of those 

who participated, each participant was asked if they were willing to provide brief 

demographic variables such as age, gender, religion, ethnicity, level, mode and course 

of study. This was recorded on a separate sheet linked with a code to maintain 

anonymity (see Appendix 17). The interviews were transcribed by the researcher with 

the help of a university approved transcriber who signed a confidentiality agreement 

(see Appendix 20).  

 

As the researcher is considered the instrument for data collection and analysis in 

interviews (Merriam and Tisdell 2015), preparation training in qualitative research 
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techniques was undertaken through attending a course on practical qualitative 

interviewing skills and extensive reading on the subject. Field notes were taken and 

the researcher made reflective notes on the interview immediately after the interviews.  

 

4.23  Pilot study  

Two interviews acted as a pilot study, one with a participant with some knowledge of 

PC and one participant without any prior knowledge or experience of PC. One 

interview was undertaken face to face and one on Skype. Participants provided 

feedback on researcher technique, sound quality and body language. Feedback 

indicated that modifications to the interview technique were required relating to 

listening and avoiding validating the interviewees responses.  The pilot was useful in 

making the researcher aware of herself as the instrument of data collection. Honing 

of listening skills was developed through the process. There were no issues identified 

in the pilot regarding the interview schedule.  

 

4.24  Data analysis  

Framework analysis (FA) (Ritchie and Spencer 1994) was the analytic method chosen 

to manage and analyse the data from the interviews. As a process it provides a means 

to analyse data in a systematic, open and trustworthy way (Ritchie and Spencer 2002). 

Based on Braun and Clark’s thematic analysis (Braun and Clark 2006), framework 

analysis adds a further dimension to the transparency and traceability to the raw data 

in the creation of thematic matrices (Srivastava and Thomson 2009). Framework 

analysis involves a five-step process: 1. Familiarisation, 2. Identifying a thematic 

framework 3. Indexing, 4. Charting 5. Mapping and Interpretation (Ritchie and 

Spencer 1994 2002).  This choice of technique to manage and analyse the data was 
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made on the basis that FA is not aligned to a particular epistemological or 

philosophical stance (Gale et al. 2013).  As identified in Section 4.2 this study does 

not adhere to a particular paradigmatic stance, the nature of the data and the time scale 

of the study required a method that balanced depth and breadth of data. The literature, 

the survey and the underpinning theory identified specific areas that warranted further 

exploration and development. Ritchie and Spencer (1994) identified stages in the 

analytic process that FA can help address. These stages are addressed in relation to 

this study aims and objectives: 

• Contextual: What exists in reality? This provided data on how participants 

perceive PC at an individual level related to individual experiences and realities  

• Diagnostic. What influences young people’s attitudes to PC, what are barriers to 

engagement with PC at an individual and community level? 

• Evaluative: What perpetuates positive attitudes, what makes young people wish 

to engage with PC? 

• Strategic: What do they want to know about PC? How can that information reach 

them? How on a wider strategic level might more knowledge of PC affect 

communities or promote community cohesion?   

The application of this framework to the analysis of the qualitative data for this study 

is described in section 4.22. 

 

4.25  The framework process 

Step 1: Familiarisation and transcription. All interviews were transcribed verbatim, 

this gave the researcher an opportunity to become immersed in the data. Moser and 

Korstjens (2018) contend that an ‘iterative approach and emergent design’ (p15) 

epitomises qualitative research requiring analysis to be undertaken while data 
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collecting.  Preliminary analysis of recordings, field and reflective notes allowed for 

the adjustment of the interview schedule with the inclusion of further probes.  

Transcripts were read and re-read, and preliminary notes placed in margins. The 

advantage of one researcher undertaking the analysis meant that she had an overall 

view of the data and was able to make a list of preliminary codes of which there were 

initially 72. 

 

Step 2: Identifying a framework 

Developing categories can be informed by both the raw data and the a priori concerns 

of the researcher (Ritchie and Spencer 1994). This helps to focus the framework on 

the research aims while incorporating the interests of the researcher and the 

participants (Robinson et al. 2016).  The researcher attempted to base the framework 

categories around the interview schedule which was underpinned by TPB and socio- 

ecological theory. Managing complexity of the data while maintaining openness to 

the unexpected was the aim of categorisation at this stage (Robinson et al. 2016). The 

matrix initially represented the substantive content of the interviews (Ritchie et al. 

2014), however, the researcher found herself quickly moving to interpretation and 

having to pull back to firstly categorise the data.  

 

Step 3: Indexing  

The researcher met with a member of the supervisory team (FH), codes were 

compared and discussed. A challenge noted was the overlapping nature of the data, 

this was also found by Parkinson et al. (2016) who claim that the use of framework 

analysis with data relating to feelings and emotions presents particular difficulties in 

categorisation. The constructs of the Theory of Planned Behaviour had sufficient 
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breadth for categorising the information elicited at interview with data distinct from 

these constructs forming two additional categories.  

 

Step 4: Charting 

This stage involved the summary and charting of the data within the categories 

allowing between and across case analyses.  The challenge here was to condense in 

such a way to retain the main point of the summary without losing the voice of the 

participant (Ritchie et al. 2013). The researcher attempted to make the summaries 

concise without becoming over condensed that might result in the summary lacking 

the ‘richness to fully convey meaning’ (Ritchie et al. 2013 p309).  

 

Step 5: Mapping and Interpretation 

The researcher read across the data in each case to check that she got a sense of the 

interview for that particular participant, this test of authenticity is recommended by 

Ritchie et al. (2014). The researcher then looked between themes looking for patterns, 

first attempts at explanation were drafted by the researcher and discussed with the 

supervisory team. Attempts were made to reach consensus in interpretation and the 

naming of themes and subthemes. This process was challenging with such a diverse 

team with different paradigmatic stances, styles and levels of imagination.  

Qualitative research is not accessing experience directly; rather, our 
findings are a consequence of intersubjective meaning making 
through imagination, interpretation and conceptual input, which we 
use in all qualitative research.  (Parkinson et al. 2016 p23) 

An excerpt from the thematic matrix is found in Appendix 18. Chapter 6 displays the 

themes, subthemes and discusses the interpretation mapping to the theoretical 

framework. 
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4.26  Advantages and limitations of Framework Analysis (FA) 

Framework analysis (FA) may be seen to be overly structured or mechanical if 

interpreted as five rigid stages (Parkinson et al. 2016). However, its flexibility enables 

an iterative movement back and forth between the stages. Categorising the 

overlapping data was problematic with the greatest challenge an agreed interpretation, 

however, that is not an issue exclusive to FA (Bazeley 2018). As a novice researcher 

with limited time and resources, FA offered a structured means of managing the data 

and allowed for collaboration with the supervisory team (Ward et al. 2013, Gale et al. 

2013). The transparency offered by FA and the audit trail to the raw data helps 

mitigate some of the criticisms of subjectivity that are associated with qualitative 

research, particularly in the integration of the data (Srivastava and Thomson 2009, 

Gale et al. 2013, Ward et al. 2013, Parkinson et al. 2016). Further issues relating to 

rigour in the qualitative findings are discussed in Section 4.27. 

 

4.27  Integration 

Integration is the centre and essential component of mixed methods research 

(Tashakkori and Teddlie 2009, Sandelowski et al. 2012, Fetters et al. 2013, Leeman 

et al. 2015, Bazeley 2018). It involves the merging of quantitative and qualitative 

approaches and mining of the data to produce deeper insight into the research topic, 

the aim being to achieve an end product that is more comprehensive than the sum of 

individual parts (Creswell and Piano Clark 2017, McCrudden and McTigue 2018 

Bazeley 2018).  
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However, while integration may be considered mixed methods greatest asset, it also 

presents significant challenges (Tunarosa and Glynn 2017) with many studies failing 

to produce evidence of integration that goes beyond tool development (Fetters et al. 

2013). Most studies report the qualitative and quantitative separately with little 

attention to how findings combine (Archibald et al. 2015). Integration in this study 

was apparent from the design of the research aims and objectives which were 

informed by socio-ecological theory, that like mixed methods, is dynamic and multi-

layered (Piano Clark and Ivankova 2016). Integration of the data occurred throughout 

the process and is displayed in Table 4.2 demonstrating integration from study 

inception (Chapters 1-3), through the data collection methods and analysis (Chapters 

4-6). The final integration is reported using the joint display (Chapter 6, Tables 6.2-

6.5) and narrative discussion in Chapter 7. 

 

4.28  Trustworthiness in qualitative data 

It is generally agreed that observing appropriate quality in each strand of quantitative 

and qualitative methods is the first step to assuring quality in a mixed methods study 

(Piano Clark and Ivankova 2016). Section 4.1 provided detail of reliability and 

validity steps undertaken to ensure quality in the measurement and interpretation of 

the survey data. While debated that the same quality criteria should apply to 

qualitative data (Morse et al. 2008), trustworthiness is generally considered a more 

appropriate measure of rigour in qualitative research incorporating strategies to ensure 

credibility, transferability, dependability and confirmability and reflexivity (Lincoln 

and Guba 1985 Korstjens and Moser 2018). The Framework Analysis process 

addresses many of these criteria as identified in Table 4.4. 
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Table 4.4  Strategies used to address trustworthiness in the qualitative study phase 

Credibility: Investigator triangulation: emergent themes based on the raw data were 

discussed with a supervisory team with a wealth of experience in qualitative research. 

Prolonged engagement: The researcher had undertaken considerable field work prior to the 

survey in discussions with student organisations and groups and was familiar with the 

context of the University. The quantitative phase provided empirical evidence that 

informed the interview schedule, sampling strategies and analysis. As part of the 

familiarisation process the researcher listened to audio recordings and re-read transcripts. 

Transferability:  The researcher collected demographic data and details of the interview 

context (see Table 6.1) the thematic matrix provided the ‘thick description’ needed to 

interpret the data relating to other contexts (Korstjens and Moser 2018 p120)  

Dependability and confirmability: This was assured through the FA process as outlined 

in section 4.26 which provided an audit trail with a thematic matrix developed (see 

Appendix 18). 

Reflexivity: A journal was kept by the researcher and was used to document how personal 

roles, assumptions and prejudices (Parahoo 2014) may have influenced the research 

process. Fassinger and Morrow (2013) highlight the importance of researchers recognising 

and articulating potential biases held by the researcher. The researcher, as neither a 

practicing clinician nor academic, was able to explore the issue of palliative care from a 

more public base with no conflict in interest while acknowledging the influence of her 

multiple personal and professional roles and experiences.   

 

4.29  Rigour in mixed methods 

Issues of validity and quality assurance within mixed methods remain a debated issue 

(Teddlie and Tashakkori 2010, O’Cathain 2010, Creswell 2015). The metainferences 

which are the conclusions drawn from the qualitative and quantitative data (Teddlie 

and Tashakkori 2010) should be of high quality, yet there is no consensus in the 
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literature as to what constitutes high quality metainferences (Creswell and Piano 

Clark 2017). Ivankova (2014) pays particular attention to the design of the mixed 

methods study in addressing rigour, advising particular strategies that address unique 

design features. Addressing quality while using an explanatory mixed methods 

design, Ivankova (2014) identifies additional strategies that aid credibility of 

metainferences which were used in this study namely: 

1. Applying a systematic procedure for selection of participants in the qualitative 

phase, this has been reported in Section 4.19 with participants recruited 

through the survey.  

2. Elaborating on unexpected or discordant quantitative results, this has been 

undertaken and is presented as a joint display at the end of the findings chapter 

(section 6.6).  

3. Observing interaction between qualitative and quantitative study strands, this 

represents the nonlinear process that occurred when analysis of the qualitative 

data prompted a return to statistical analysis for further explanation (Ivankova 

2014). This process can help achieve ‘interpretive rigour’ of the 

metainferences and indicates a deeper level of integration (Teddlie and 

Tashakkori 2009, Ivankova 2014).  

 

4.30  Ethical considerations 

Non-Maleficence: The safety and welfare of survey respondents, interview 

participants and the researcher was paramount with particular steps undertaken to 

ensure all, commencing with the securing of a full ethical approval. Ethical approval 

for the study was secured on the 9th of August from Ulster University Institute of 
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Nursing and Health Research Governance Filter Committee. The researcher had 

undertaken the online Research Integrity Course as a pre-requisite to approval.   

 

Informed consent: Consent to take part in phase 1 of the study was presumed on 

submission of the questionnaire and respondents were made aware of this on the 

invitation email, PIS and questionnaire. (See Appendices 7, 14 and 16). No 

identifying data were recorded on the questionnaire. Full written and verbal consent 

was obtained from each participant prior to their taking part in interviews. All 

participants were provided with a written explanation of the research outlining the 

voluntary nature of taking part and their right to withdraw from the study at any time.   

 

Benefience: Parahoo (2014) reflects on beneficence in a research project as 

benefitting the individual and society as a whole. While less attention is given to the 

role of beneficence over non-malificence (Dodd and Epstein, 2012), in this study the 

methodology had the potential to increase awareness through the study design and 

chosen census sampling technique. On successful completion of this PhD project, the 

researcher also hopes to gain a qualification. The findings will inform future 

initiatives aimed at engaging young people in the subject of PC, the benefits of 

increased knowledge on attitudes to PC have been demonstrated in the review of the 

literature in Chapter 2.   

 

Confidentiality: The research team did not have access to any participants’ 

identification relating to the survey. Details for the draw were given via a separate 

link. Digital-recordings and transcripts were number coded to ensure confidentiality. 
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Demographic questionnaire responses were also number coded; while names were 

used in the course of the interview, these were removed in transcription.   

 

Minimising risk and inconvenience: The interview participants were offered choices 

in terms of time and mode of interview. Face to face interviews were undertaken at 

individual campuses to minimise any inconvenience to the participants. Skype 

interviews were undertaken at a time convenient to the participants. The University’s 

lone researcher policy (Ulster University 2016) was adhered to by the researcher.   

 

Distress: Palliative care is a sensitive topic with dying and death associated with the 

term, it was considered an ethical imperative that a distress protocol be devised and 

a leaflet that signposted support services be developed (Appendix 19). The 

researcher has a nursing background and has completed counselling training, 

therefore, had developed skills in recognising and monitoring signs of distress The 

participants were reassured at the beginning of the interview that they could stop the 

interview at any time and they did not have to answer any questions with which they 

were uncomfortable. Participants were given a list of contact details for support 

organisations attached to the PIS for both phases.  

 

Data Storage, Maintenance & Disposal: Data w e r e  stored in accordance with 

the university regulations on storage of research data and the Data Protection Act 

(1998). Participants were informed of this. All data were saved on password 

protected computer files and on an encrypted hard drive in the researcher’s office. 

Digital recordings were stored in an encrypted computer file and transcripts stored 

in a locked cabinet in the Chief Investigator’s Office. On completion of the study 
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data will be stored in the University for 10 years and then destroyed in accordance with 

University Policy.  

 

Ethical considerations relating to online technologies as a method of data collection: 

It is recognised that some online platforms such as Skype reserve the right to retain 

information that indicates illegal activity or may contravene copyright law (Lo 

Lacono et al. 2016).  Whilst this study focus did not anticipate these discussions, 

participants were made aware that information would be kept confidential except that 

which related to illegal activity. A Skype account and a WhatsApp account were 

created for the research study and were closed at the end of the study ensuring that the 

participants’ online details are deleted from that account. Lo Lacano et al.  (2016) 

advocate this as a way of maximising anonymity but in the present era of data 

surveillance complete anonymity cannot be guaranteed.  
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Chapter 5 – Survey Findings 
 

5.0  Introduction   

This chapter presents a description of the survey data followed by a presentation of 

the results of inferential testing of the data in line with the research objectives.  The 

presentation of the findings is split into three sections:  Section 1: Respondent 

characteristics and familiarity and experience of PC.  Section 2: Descriptive and 

inferential analysis of the first scale measuring knowledge of PC (PaCKS) (Kozlov et 

al. 2016a, 2017a) Section 3: Descriptive results from the sixteen items relating to 

attitudes to PC. The results of an exploratory factor analysis of attitudes about 

palliative care scale underpinned by the four constructs of the Theory of Planned 

Behaviour (Ajzen 1991) is presented. A conceptual model representing respondents’ 

knowledge, attitudes and perceptions of PC as predictors of intention to engage with 

PC is presented to conclude the findings of this phase.  

 

5.1  Section 1:  Respondent characteristics 

A total of 859 students completed the questionnaire, the majority were female (75% 

n=648), white ethnicity (94%) and the average age was 21.6 years (SD 2.9 range 18-

29 years).  Seventy-three percent (n=627) of the respondents affiliated themselves 

with a religion while 27% claimed to have no religion. The majority of the respondents 

were undergraduate (85%) on fulltime courses (89%) with 44.5% in their first year. 

Respondents from the Faculty of Life and Health Sciences formed half (50%) of the 

sample, with respondents from the Business School having the lowest proportion of 

respondents (12%).  Table 5.1 provides the demographic profile of the respondents. 
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Table 5.1  Demographic profile of respondents  

 

Demographic Characteristics Percentage (%) Frequency 
( ) Gender 

Male 24.1 207 
Female 75.4       648 
Other 0.2 2 
Rather not say 0.2 2 

Age group (years) 
18-21 60.7 521 
22-29 39.3 338 

Current level of study 
 Undergraduate           84.6    727 

Postgraduate taught e.g. MSc 9.8 84 
Postgraduate research e.g. PhD 5.6 48 

Mode of study 
 

 
Full time        89.2    766 
Part Time 8.3 71 
Sandwich 2.6 22 

Current year of study 
1st Year          44.5     382 
2nd Year 22.5 193 
3rd Year 19.6 168 
4th Year 11.6 100 
Other 1.9 16 

Faculty of study 
 Faculty of Computing and Engineering  

and the Built Environment 
16.6 

 
143 

Faculty of Arts, Humanities  
and Social Sciences 

20.8 
 

179 

Ulster Business School 12.3  
106 

 
Faculty of Life and Health Sciences 50.2 

 
431 

Race 
White 94.4 811 
Other Ethnicity 5.6 48 

Religion 
 
 

No Religion 27.0 232 
Catholic 44.9 386 
Protestant 18.9 163 
Other 9.1 78 
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For in-depth analyses of demographics groupings, cross tabulation and chi square tests 

were undertaken. As 75% of the sample population was female, cross tabulation and 

chi square were used to investigate the association between gender and faculty of 

study.  Cross tabulation showed a gender difference between faculties of study (see 

Figure 5.1).  Findings revealed that males constituted 45% of the respondents in the 

faculties of Engineering, Computing and the Built Environment, Arts, Humanities and 

Social Sciences and the Ulster Business school compared to 21% of the respondents in 

Life and Health Sciences (see Figure 5.1). A chi square test indicated a significant 

association between gender and Faculty of study χ2 (3, n=859) = 90 p<0.001). The 

association was of moderate strength Cramer’s V = .323).  The largest proportion of 

male respondents was based in the faculty of Computing, Engineering and the Built 

Environment (55%) with the smallest proportion in the Faculty of Arts, Humanities 

and Social Sciences (14%). Figure 5.1 displays the gender dispersion throughout the 

four faculties. 

 

Figure 5.1  Gender and faculty of study 
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A chi square test with Yates continuity correction indicated a small significant 

difference between gender and reporting on religious affiliation with females more 

likely than males to have reported a religious affiliation, 78% v 56% respectively (χ2 

(1, n=859) = 39 p<0.001, phi =.210.). A chi square test revealed no significant 

difference in age of respondents between faculties (p=.202). 

 

5.2  Summary of demographics and comparison with University demographics 

The demographics of the study sample showed a predominantly female sample of 

undergraduate students on full time courses, with fifty percent of the sample 

undertaking courses in the Faculty of Life and Health Sciences.  Forty-five percent of 

the sample were in their first year of study. In comparison with statistics from the 

University from which the sample was recruited (19/12/17), this study had an over-

representation of females and a greater percentage of students not reporting being 

affiliated with a religion. Comparative figures for ethnicity and mode of study were 

broadly similar to the overall University statistics (Figure 5.2). Population statistics 

available from Northern Ireland Statistics and Research Agency (NISRA) showed that 

young people aged 18-29yrs made up 15.64% of the population.  Males and females 

in the 18-29yrs age group were almost equal in proportion at 50.7% and 49.3% 

respectfully (NISRA 2017).  
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Figure 5.2  Comparison of characteristics of achieved sample with University population  

 

Faculty of Computing, Engineering and Built Environment (CE and BE), Faculty of Arts, Humanities and Social Sciences (AH 

and SS), Faculty of Life and Health Sciences (L and HS) 

 

5.3  Familiarity and experience of Palliative Care  

Three questions elicited information on respondent’s familiarity and experience of 

caring at the end of life.  

Table 5.2  Familiarity and Experience of Palliative Care  

Survey Item % (n=) 

 Yes No  

Before completing this survey had you 
ever heard of palliative care? 

82.7 (710) 

 

17.3 (149) 

 

 

 Yes No I don’t know 

Have you, or anyone close to you, such as 
a friend or family member, required or 
had access to palliative care? 

42.4 (364) 36.0 (301) 22.6 (194) 

 Yes No Prefer not to say 
Have you cared for someone at the end of 
life? 
 

32.8 (282) 62.9 (540) 4.3 (37) 
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The majority of the respondents (83%, n=710) had heard of palliative care prior to 

completing the survey. Forty-two percent (n=364) of  the respondents had required 

or had accessed PC for themselves or their family. Almost 33% of respondents had 

cared for someone at the end of life.  Inspection of the cross tabulation matrix with 

faculty of study and analysis of all faculties through a chi square test for independence 

indicated a moderate association between faculty and having heard of PC prior to the 

survey χ2 (1, n=859=35, P< 0.001, Cramer’s V=.202.) with the Faculty of Life and 

Health Sciences having the highest percentage of respondents having heard of PC.    

 

A higher proportion of females had heard of PC (86%, n=560/648) than males 7 1 % ,  

n=147/207) which demonstrated a small significant association χ2 (1, n=859= 25, 

p<.001, Phi =.174). 

 

Those who had cared for someone had done so in a personal capacity (78%, n=219), 

in a professional capacity (40% n=112) or in both a personal and professional capacity 

(10% n=30).   A chi square test of independence revealed a small association between 

Faculty and end of life care experience χ2 (3, n=859) =21, p<.001, Cramer’s V=.156) 

indicating that those in the Faculty of Life and Health Sciences had more 

experience of end of life care.  A chi square test revealed an association between end 

of life care and gender χ2 (1, n=859) =5.8, p=0.02). Twenty-three percent (n=194) of 

the respondents were unsure whether they or someone they knew had required or had 

accessed PC.  
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5.4  Section 2: The Palliative Care Knowledge Scale (PaCKS) descriptive analysis 

The Palliative Care Knowledge Scale (Kozlov et al. 2016a, 2017a) is a scale with 13 

items relating to knowledge of PC in statement format. Respondents were asked to 

identify statements as True, False or ‘I don’t know’.  

Table 5.3  Descriptive statistics of Palliative Care Knowledge Scale (PaCKS) 

Palliative Care Knowledge Scale 
(Correct answers in blue) 

True 
% (n) 

False 
% (n) 

Don ‘t know 
% (n) 

One goal of palliative care is to address any 
psychological issues brought up by serious illness. 

60.3 (518) 9.7 (83) 30.0 (258) 

Stress from serious illness can be addressed by 
palliative care. 

63.2 (543) 9.1 (78) 27.7 (238) 

Palliative care can help people manage the side 
effects of their medical treatments. 

70.0 (601) 8.1 (70) 21.9 (188) 

When people receive palliative care, they must 
give up their other doctors. 

1.7 (15) 69.8 (600) 28.4 (244) 

Palliative care is exclusively for people who are in 
the last six months of life. 

12.6 (108) 52.6 (452) 34.8 (299) 

Palliative care is specifically for people with 
cancer. 

2.3 (20) 85.0 (730) 12.7 (109) 

People must be in the hospital to receive palliative 
care. 

2.4 (21) 79.9 (686) 17.7 (152) 

Palliative care is designed specifically for older 
adults. 

3.5 (30) 80.4 (691) 16.1 (138) 

Palliative care is a team-based approach to care. 65.2 (560) 2.6 (22) 32.2 (277) 

One goal of palliative care is to help people better 
understand their treatment options. 

51.9 (446) 14.3 (123) 33.8 (290) 

Palliative care encourages people to stop 
treatments aimed at curing their illness. 

4.9 (42) 68.1 (585) 27.0 (232) 

One goal of palliative care is to improve a person’s 
ability to participate in daily activities. 

59.0 (507) 10.5 (90) 30.5 (262) 

Palliative care helps the whole family cope with a 
serious illness. 

81.5 (700) 2.7 (23) 15.8 (136) 
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5.4.1 Descriptive analysis of PaCKS 

The questions that were most frequently answered incorrectly were a goal of PC is to 

help people better understand their treatment options and palliative care is exclusively 

for people in the last six months of life. Approximately 35% were unsure as to whether 

PC is exclusively for those in the last 6 months of life, cross tabs by gender identified 

no significant difference according to gender (p=.124). Table 5.3 differentiates the 

incorrect answers and the ‘I don’t know’ responses. There were low levels of incorrect 

answers on this scale ranging from 1.7% (n=15) of respondents who felt that when 

people receive PC they must give up their doctors to 14.3% (n=123) for answers 

related to a goal of PC being to help people understand their treatment options. 

Respondents were much more likely to not know the answers to the questions than 

give an incorrect answer, demonstrating a knowledge deficit rather than inaccurate 

knowledge.  

 

The percentage of respondents that answered ‘I don’t know’ ranged from 12.7% (PC 

is specifically for people with cancer) to 35% (Palliative care is exclusively for people 

in the last 6 months of life). The majority of respondents recognised that palliative 

care is not solely for cancer patients (85%, n=730) and is not specifically designed for 

older people (80%, n=691). Respondents recognised that PC could help the whole 

family cope with a serious illness (81.5%, n=700). 

 

5.4.2  Scoring on PaCKS  

As PaCKS (Kozlov et al. 2017) is considered a knowledge questionnaire and in 

keeping with the scoring syatem of the authors, a score of 0 was given to both the ‘I 

don’t know’ and to incorrect responses. A score of 1 was given to correct responses. 
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The potential range of scores was from 0-13. The mean PaCKS score was 8.87 (SD 

3.41, range 0-13), This displays a moderate amount of knowledge about PC among 

this sample.  The median was 10 and the skewness -1.092 with a kurtosis of .700.  

demonstrating normality in the data set. Mean scores across demographic variables 

(age, gender and Faculty) are displayed in Table 5.4.
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Table 5.4 PaCKS scores relating to respondent demographics 

Demographics 
Percentage % 

Mean 
(PaCKS 
scores) 

Standard 
Deviation 

Gender    
Male 24.1 8.3 3.9 
Female 75.4 9.0 3.2 
Other 0.2 12.0 1.4 
Rather not say 0.2 4.0 5.7 
Age group (years)    
18-21 60.7 8.7 3.4 
22-29 39.3 9.2 3.4 
Current level of study    
Undergraduate 84.6 8.8 3.5 
Postgraduate taught e.g. MSc 9.8 9.4 3.1 
Postgraduate research e.g. PhD 5.6 9.6 3.0 
Mode of study    
Full time 89.2 8.9 3.4 
Part Time 8.3 8.6 3.3 
Sandwich 2.6 8.0 3.8 
Year of study    
1st Year 44.5 8.9 3.1 

    2nd Year  22.5 9.0 3.5 
3rd Year 19.6 9.1 3.5 
4th Year 11.6 8.2 4.0 
Other 1.9 7.6 4.7 

Faculty of study    
Faculty of Computing and 
Engineering and the Built 
Environment. 

16.6 8.2 3.8 

 
Faculty of Arts, Humanities and 
Social Sciences 

 
20.8 

 
8.3 

 
3.3 

 
Ulster Business School 12.3 8.2 3.6 

 
Faculty of Life and Health 
Sciences 

 
50.2 

 
9.5 

 
3.2 

Ethnicity    
White 94.4 8.9 3.4 
Other Ethnicity 5.6 8.1 4.3 

  Reported religion 

 
   

Religion 73.0 8.6 3.6 
No Religion 27.0 9.0 3.4 
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5.4.4  Palliative Care Knowledge Scale (PaCKS) regression model 

The decision to use linear regression as a gateway to inferential analysis is discussed 

in detail in Chapter 4 (Section 4.17). Informed by relevant literature and theory, the 

following predictor variables for linear regression were entered into the model: 1. 

Experience of EOLC 2. Having heard the term PC prior to the survey 3. Having 

required or accessed PC 4. Gender 5. Age 6. Religious Affiliation 7. Ethnicity 8. 

Mode of study 9. Level of study 10. Year of study and 11. Faculty of study.  The data 

were examined for issues of multicollinearity (Field 2018), the Variance Inflation 

Factor (VF) and Tolerance, (O’Brien 2007) were computed. The VF values ranged 

from 1.08-1.54 well below the VF values of 10 that might indicate multicollinearity 

(Pallant 2016).  Tolerance levels were also well above 0.2 for all items (.650-.945).  

No issues of multicollinearity were detected that might reduce the power of the 

regression model, allowing for the isolation of independent variable association with 

the PaCKS scores. 

 
 

As no issues of multicollinearity were noted and the central theorem applies to the 

normality of this large data set (Field 2018), PaCKS was entered as a dependent 

variable into the linear regression model with eleven predictor variables as identified 

in section 5.4.4. This first model revealed four statistically significant predictors at 

p<.05 level (see Table 5.5).  
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Table 5.5  Parameter estimates for regression model with knowledge as dependent 

variable 

Predictor variables 
P<0.05 

B 
Unstandardised 

Co-efficient 
SEB β P 

95% CI  
 
 
 

Lower      Upper 

Part 

Constant  (PaCKS) 4.246 1.008  0.000 2.264    6.219  

Had you heard of PC 
before completing the 
survey? 

4.015 .285 .446 0.000 3.455    4.575 .406 (16%) 

Faculty of study .489 .205 .072 0.017 .017         .088 .069 

Have you cared for 
someone at the end of 
life? 

.485 .225 .067 0.031 .044        .925 .062 

Has anyone close to 
you required or had 
access to PC? 

.882 .223 .128 0.000 .446       1.321 .114 (1%) 

Model Knowledge of PC (PaCKS) as dependent variable R square =.297 30% variance (approx.) 

1Field (2018) recommends that when reporting regression Beta co-efficients, standard error, confidence intervals, 

significance and R2 for each model is reported. Pallant (2016) also highlights the Part co-efficient as important in 

explaining the unique variance of the particular variable to the factor, this has also been included with variance 

calculated by squaring the Part co-efficient.  

 

 

The strongest predictor of PC knowledge as measured by PaCKS related to 

respondents having been familiar with PC prior to the survey and having known 

someone who has accessed or required PC. The relationship between knowledge as 

measured by PaCKS and respondents having heard of PC before the survey was 

investigated using Pearson product-moment correlation coefficient which revealed a  

positive correlation (r= .510; 95% CI 426-.579), considered a medium effect size 

( Cohen 1988 p25), this indicates that the two variables share approximately 26% 

of variance in common. Those respondents who had heard of  PC prior to the survey scored 

better on the PaCKS than those who had not, suggesting that previous familiarity with the 

term PC was a strong influence on knowledge.   
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As the literature indicates that there is some difference between males and females in 

respect of their knowledge and awareness of palliative care, an independent samples 

t-test was conducted to determine if there was a significant gender difference in 

knowledge scores.  There was a significant difference in scores by gender (t (304) = 

2.385, p=.018) with females (M=9.04 SD .127) scoring higher than males (M=8.34 

SD 3.852). The magnitude of the difference in the means however, was small 

(Cohen’s d=0.198). 

 

Education level emerged as a significant indicator of knowledge of PC throughout the 

literature (Chapter 2, section 2.4.1). In order to establish if this remained a significant 

variable with this population of students, a dichotomous variable of postgraduate and 

undergraduate was created, and an independent t-test undertaken. This test was 

significant with a small effect size (Cohen’s d= 0.211) (see Table 5.6 for mean 

values).  

 

Table 5.6  PaCKS scores related to education level 

 Level Of Study N Mean Std. Deviation Std. Error 
Mean 

PaCKS_Total 
p=0.035 

Undergraduate 727 8.76 3.46 .13 

Postgraduate 132 9.45 3.07 .27 
 

 

A one-way between group analysis of variance (ANOVA) was undertaken to explore 

the impact of knowing someone who had received or accessed PC o knowledge of PC 

as measured by PaCKS.  Differences in mean PaCKS scores were noted in relation to 

those respondents who knew someone who had accessed PC, those who did not and 

those who were unsure. The lowest score was attributed to those who were unsure if 
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they knew someone who had accessed PC. There was a statistically significant 

difference at p<0.05 in PaCKS scores for the three levels. The actual difference 

calculated using eta squared was large (Cohen 1988).  Eta squared = SS 1559/ TS 9999 

=0.155. Post hoc Tukey tests revealed significant differences between all three 

groups. Therefore, knowing someone who had accessed or required PC increased 

knowledge of PC as measured by PaCKS.  

 

Analysis of the descriptive statistics showed a mean difference in the PaCKS score 

based on Faculty. A one-way ANOVA was undertaken to determine the association 

of Faculty of study on knowledge of Palliative Care as determined by the PaCKS 

scale. The Levene’s test demonstrated a homogeneity of variance at a significance of 

.132. There was a statistically significant difference (p<.05) in the PaCKS scores for 

the four groups F (3, 855) = 9.73 p<0.001), the effect size calculated using eta squared 

was .034 which Cohen (1988) classifies as a small effect size. Post hoc Tukey’s 

Honest Significant Difference comparisons revealed that the respondents in the 

Faculty of Life and Health Sciences scored significantly higher than those in the other 

four faculties. There was no significant difference in means between the other groups. 

 

5.4.5  Self-reported knowledge  

Self-reported knowledge of PC, measured with a ten-point scale, revealed a mean 

score of 4.2 (range 0-10) with the most frequently self-reported knowledge scores 

between 2 and 6 demonstrating respondents’ perception of a low level of knowledge 

regarding PC. The strength of the association between self-reported knowledge of 

palliative care, measured via a scale of 1-10, and knowledge of palliative care score 

on the PaCKS tool was also tested using Pearson’s product moment correlation, this 



 

143 

 
  

revealed a moderate positive correlation (r= .562, 95% CI .512 -.,612, n=859, P<.001) 

indicating that the two variables share approximately 32% of the variance in common. 

These results indicate that higher knowledge of the PaCKS is associated with higher 

self-report of knowledge of palliative care. This adds to the validity of the PaCKS 

tool. 

 

Figure 5.3  Self –Reported knowledge of Palliative Care 

 

 

 

 

 

 

 

 

 

 

 

5.5  Section 3 Items relating to attitudes to Palliative Care  

The second section of the survey comprised 16 items measuring attitudes and 

beliefs about PC.  The statements were devised using a 5-point Likert scale ranging 

from strongly disagree to strongly agree.  Table 5.7 provides a descriptive summary 

of these data.  

  

Mean SD  Skew Kurtosis 

4.19 2.356 -0.018 -0.863 
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Table 5.7  Items relating to Attitudes to Palliative Care 

 
Attitudes to Palliative Care  

Strongly 
disagree 

% 
(n) 

Somewhat 
disagree 

% 
(n) 

 
Neither 

% 
(n) 

Somewhat 
Agree 

% 
(n) 

Strongly 
agree % 

(n) 
Mean SD Skew Kurtosis 

Thinking about palliative care makes 
me feel uncomfortable. 

 
31.8 
(273) 

 
24.1 
(207) 

 
23.7 
(204) 

 
18.0 
(155) 

 
2.3 
(20) 

 
 

2.35 

 
 

1.17 

 
 

.32 

 
 

-1.71 

It is important to find out about 
palliative care so that I can plan 
ahead.  

 
2.4 
(21) 

 
8.7 
(75) 

 
26.7 
(229) 

 
44.4 
(381) 

 
17.8 
(153) 

 
 

3.66 

 
 

.95 

 
 

-.59 

 
 

.12 

Palliative care is a taboo subject in 
our society. 

 
9.5 
(82) 

 
20.4 
(175 

 
30.7 
(264) 

 
30.5 
(262) 

 
8.8 
(76) 

 
 

3.09 

 
 

1.11 

 
 

-.20 

 
 

-.71 

My family would worry that I was 
seriously ill if I wanted to know 
more about palliative care  

 
25.1 
(216) 

 
20.4 
(175) 

 
22.7 
(195) 

 
22.8 
(196) 

 
9.0 
(77) 

 
 

2.70 

 
 

1.31 

 
 

.13 

 
 

-1.18 

My friends would have no interest 
in finding out about palliative care.  

 
8.6 
(74) 

 
21.4 
(184) 

 
35.5 
(305) 

 
26.9 
(231) 

 
7.6 
(65) 

 
 

3.03 

 
 

1.06 

 
 

-.12 

 
 

-.58 

I am afraid to find out more about 
palliative care in case I end up 
needing it 

 
 

47.3 
(406) 

 
 

22.4 
(192) 

 
 

14.7 
(126) 

 
 

12.3 
(106) 

 
 

3.4 
(29) 

 
 

2.02 

 
 

1.19 

 
 

.88 

 
 

-.41 

My friends would think that 
palliative care is too depressing to 
discuss. 

 
12.5 
(107) 

 
21.8 
(187) 

 
24.4 
(210) 

 
32.4 
(278) 

 
9.0 
(77) 

 
 

3.04 

 
 

1.18 

 
 

-.20 

 
 

-.95 

I have never heard the subject of 
palliative care discussed in the 
media  

 
 

8.8 
(76) 

 
 

21.0 
(180) 

 
 

14.4 
(124) 

 
 

31.4 
(270) 

 
 

24.3 
(209) 

 
 

3.41 

 
 

1.30 

 
 

-.38 

 
 

-1.08 
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If I need information about 
palliative care for a family 
member, I know where to find 
that information.  

 
 

16.6 
(143) 

 
 

32.1 
(276) 

 
 

14.8 
(127) 

 
 

25.5 
(219) 

 
 

10.9 
(94) 

 
 
 

2.82 

 
 
 

1.28 

 
 
 

.18 

 
 
 

-1.18 

I cannot see how palliative care is 
relevant to me as a young person  

 
34.1 
(293) 

 
31.4 
(270) 

 
18.5 
(159) 

 
13.2 
(113) 

 
2.8 
(24) 

 
 

2.19 

 
 

1.13 

 
 

.64 

 
 

-.56 

I want to know more about 
palliative care. 
 

 
1.6 
(14) 

 
5.8 
(50) 

 
24.7 
(212) 

 
41.9 
(360) 

 
 26.0 
(223) 

 
 

3.85 

 
 

.93 

 
 

-.62 

 
 

.15 

I would only want to know more 
about palliative care if I was 
terminally ill. 

 
 

24.9 
(214) 

 
 

27.7 
(238) 

 
 

16.5 
(142) 

 
 

21.1 
(181) 

 
 

9.8 
(84) 

 
 

2.63 

 
 

1.32 

 
 

.31 

 
 

-1.14 

I would look for information about 
palliative care on the internet. 

 
2.2 
(19) 

 
5.9 
(51) 

 
12.0 
(103) 

 
40.9 
(349) 

 
39.2 
(337) 

 
 

4.09 

 
 

.97 

 
 

-1.15 

 
 

1.05 

Palliative Care is a subject my 
immediate family would discuss  

 
15.8 
(136) 

 
22.7 
(195) 

 
24.7 
(212) 

 
25.8 
(222) 

 
10.9 
(94) 

 
 

2.92 

 
 

1.25 

 
 

-.03 

 
 

-1.04 

I would attend an information 
session on palliative care at the 
University.  

 
10.0 
(86) 

 
22.6 
(194) 

 
31.2 
(268) 

 
26.4 
(227) 

 
9.8 
(84) 

 
 

3.03 

 
 

1.13 

 
 

-.08 

 
 

-.76 

I would like to know what initiatives 
are taking place in my community 
regarding palliative care. 

 
2.8 
(24) 

 
9.7 
(83) 

 
35.6 
(306) 

 
39.5 
(339) 

 
12.5 
(107) 

 
 

3.49 

 
 

.93 

 
 

-.40 

 
 

.05 
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The skew and kurtosis of all items were within an acceptable range demonstrating 

normality of distribution. Over half (56%, n=480) of the sample disagreed with the 

statement that thinking about PC made them feel uncomfortable, with 24% in the 

neutral category. When asked if friends would find PC too depressing to discuss 41% 

(n=355) agreed or strongly agreed.  Almost 70% (n=598) of respondents were not 

afraid to find out more about PC in case they ended up needing it, while approximately 

16% (n=135) were fearful.  A majority (62%, n=534) felt that it was important to find 

out about PC to enable forward planning. There were similar proportions of 

respondents who agreed, disagreed and were neutral to the statement that PC was a 

taboo subject in society. 

 

A similar split response was reported regarding friends wishing to find out more about 

PC, respondents also reported they viewed PC as relevant to them (66%, n=563) 

and almost 70% wanted to know more about PC.  Only 8% did not want to know 

more about PC with over half of respondents (53%, n=452) disagreeing with the idea 

that they would only look for information on PC if they were terminally ill.   In the 

event of needing information about PC for a family member almost 50% of the sample 

did not know where to find the information.  Respondents were equally divided over 

PC being a subject their family would discuss.  

 

More than half of the sample (56%, n=479) agreed that they had never heard the subject 

of PC discussed in the media, however, 80% (n=686) of the respondents agreed that 

they would look for information on the internet.  Fifty-two percent (n=446) would like 

to know what initiatives regarding PC are taking place in their community whereas a 
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smaller percentage 36% (n=280) would attend an information session on PC that 

would take place in the University. 

 

5.6  Section Four: Results from Exploratory Factor Analysis (EFA) 

A principle axis factor analysis with varimax rotation was undertaken on 17 items 

underpinned by the Theory of Planned Behaviour (Ajzen1991) to identify the key 

dimensions underlying young people’s beliefs about palliative care. This included the 

16 items in Table 5.7 and the knowledge self-report item.  The 17 items were 

subjected to factor analysis and the data were assessed for suitability for factor 

analysis. The determinant was .049 indicating that multicollinearity was not an issue 

(Field 2018). The Kaiser-Meyer-Olkin (KMO), a measure of sampling adequacy, was 

.776 (‘merititorius’), well above the minimum criteria of 0.5 (Kaiser and Rice 1974).  

Inspection of the anti-image matrix showed KMO values for individual items all 

exceeded 0.5, demonstrating an adequate sample size and the Bartlett’s test of 

Sphericity was statistically significant (Chi square 2386.910, df=120, p<0.0001). The 

skew and kurtosis of each of the 17 items were within an acceptable range of +/-2 

(Field 2009) (see Table 5.8). 

 

A scree plot of eigenvalues, Kaiser Normalisation (eigenvalues greater than 1) and 

the four factors of the TPB (Ajzen 1991) were used to determine the number of 

factors.  
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Figure 5.4  Scree plot of eigenvalues identifying number of extracted factors 

 
 

Following inspection of the Eigenvalues and scree slope, the decision to retain the 

four factor structure was informed by the theoretical underpinning of the study.  The 

TPB is a four factor model with constructs of Attitude, Subjective Norm and 

Perceived Behavioural Control seen as predicting Intention to perform a behaviour 

(Ajzen 1991), thus, a four factor solution was chosen. Given the large number of 

responses (n=859), the decision was made to retain items with loadings >0.30 This 

resulted in the deletion of item 26 that asked respondents ‘if they would look for 

information about PC on the internet’ as it did not reach 0.3 threshold. Where items 

had cross factor loadings above .30 on more than one factor the item was grouped 

according to the largest factor loading and theoretical relevance.  As displayed in 

Table 5.9 the four factors had eigenvalues greater than Kaiser’s (1960) criterion of 1 

and together explained 50.49% of the variance.  
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Table 5.9 identifies the factor loadings on each of the four factors, the eigenvalues of 

each factor rotated, percentage variance and Cronbach’s alpha for each factor. While 

the Cronbach’s alpha is low (Attitude .531, Subjective Norm .569) in relation to two 

of the factors it is almost at the threshold of .6 which is considered good for a new 

tool with a large sample, undertaken within the realm of social science (Kline 1999). 

Subjective Norm contains only two items, this is acceptable with EFA where there is 

sound theoretical basis for including the items (Field 2018). Subjective Norms 

relating to friends and families (normative beliefs and the motivation to comply with 

them) are believed to be important indicators of intention to engage in a behaviour 

(Ajzen 2015), therefore, the items relating to this factor were retained. The reliability 

was checked with Spearman-Brown test and produced a similar reliability estimate as 

Cronbach α= 0.57. 
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Table 5.8 Summary of Exploratory Factor Analysis on Attitudes to Palliative Care Items 

 

Attitude items 

Highlighted in blue factor loadings >.30  

Factors and factor loadings 

Factor 1 
Intention 

Factor 2  
PBC 

Factor 3  
Attitude 

Factor 4 
Subjective Norm 

Thinking about palliative care makes me feel uncomfortable. -.214 -.083 .520 -.084 

Palliative care is a taboo subject in our society. .194 -.063 .375 .175 

My family would worry that I was seriously ill if I wanted to know more about palliative care. -.035 -.071 .437 .158 

My friends would have no interest in finding out about palliative care. -.303 -.089 .091 .651 

I am afraid to find out more about palliative care in case I end up needing it. -.140 -.129 .507 .104 

My friends would think that palliative care is too depressing to discuss. -.029 -.108 .351 .528 

If I need information about palliative care for a family member, I know where to find that information. .010 .542 -.115 -.055 

I cannot see how palliative care is relevant to me as a young person. -.447 -.281 .226 .126 

I want to know more about palliative care. .776 .006 -.144 -.042 

I would only want to know more about palliative care if I was terminally ill. -.540 -.077 .281 .057 

I would attend an information session on palliative care at the University. .636 .224 .089 -.132 

I would like to know what initiatives are taking place in my community regarding palliative care. .665 .093 .096 -.048 
How knowledgeable are you about PC? .157 .742 .005 .128 

It is important to find out about palliative care so that I can plan ahead. .366 -.005 -.057 -.035 

I have never heard the subject of palliative care discussed  in the media. -.032 -.388 .074 .062 

Palliative care is a subject my immediate family would discuss. .089 .364 -.101 -.145 

Eigenvalues                3.54 1.88 1.54 1.11 

%  of variance                                                                 22.15 11.77 9.60 6.96 

Cronbach’s alpha    α                                                        .744 .615 .531 .569 
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Presented below are the results from the Exploratory Factor Analysis presented with 

Cronbach’s alpha scores and construct definitions. 

 

FACTOR 1 - Intention α =.744 

Intention Immediate antecedent of behaviour is the intention to perform the behaviour 

(Ajzen 2015). This relates to the objective to engage in the behaviour in the future 

(Truong 2009). 

• I want to know more about palliative care. 

• I would only want to know more about palliative care if I was terminally ill.  

• I would attend an information session on palliative care at the University. 

• I would like to know what initiatives are taking place in my community 

regarding palliative care. 

• It is important to find out about palliative care so that I can plan ahead. 

• I cannot see how palliative care is relevant to me as a young person  

 

FACTOR 2 - Perceived Behavioural control α 0.615 

Perceived Behavioural Control: is thepresence or absence of factors that can influence 

a person’s ability to engage in the behaviour (Ajzen 2015). 

• I have never heard the subject of palliative care discussed in the media.  

• If I need information about palliative care for a family member, I know where 

to find that information.  

• Palliative care is a subject my immediate family would discuss.  

• How knowledgeable are you about palliative care?  
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FACTOR 3 - Attitude. α = 0.531  

Attitude isSubjective positive and negative perceptions relating to engaging in the 

behaviour and evaluations of the consequences (Ajzen 2015). 

• Thinking about palliative care makes me feel uncomfortable.  

• Palliative care is a taboo subject in our society.  

• I am afraid to find out more about palliative care in case I end up needing it.  

• My family would worry that I was seriously ill if I wanted to know more about 

palliative care 

 

FACTOR 4 - Subjective Norm α 0.567  

Subjective Norm refers to the expectations and behaviours of referent groups (Ajzen 

2015) and social pressure to engage in the behaviour (Austvoli-Dahlgren et al. 2012). 

• My friends would think that palliative care is too depressing to discuss.  

• My friends would have no interest in finding out about palliative care. 

 

Table 5.9 presents the descriptive analysis of the three constructs; Attitude, 

Behavioural Control and Subjective Norm that make up the Attitudes to Palliative 

Care Index. The mean and standard deviation of the three constructs are presented.  
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Table 5.9  Descriptive analysis of constructs of Attitude, Subjective Norm and Perceived 

Behavioural Control 

 

Placing these results in context of the Likert scale gives an indication as to the 

subjective meaning of the scores. The attitude mean score was 3.45, indicating 

attitudes that bordered between neutral and positive. The subjective norms scale 

indicated borderline between negative and neutral at 2.95. The construct of PBC with 

a score of 3.46 again indicated scores ranging from neutral towards positive.  

  

Construct  N Actual 

Range 

Mean 

Total 

SD Skew Kurtosis 

Attitude 859 4-20 13.8 3.0 -.2 -.5 

Subjective Norm 859 2-10 5.9 1.8 -.1 -.3 

Perceived Behavioural Control 859 3-20 10.4 3.4 -.2 -.5 
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Table 5.10  Descriptive analysis of mean construct scores across demographic variables 
Demographics Attitude Subjective Norm PBC 

 Mean 

(13.8) 

Standard 

Deviation 

Mean 

(5.9) 

Standard 

Deviation 

Mean 

(10.4) 

Standard 

Deviation 

Gender  

  Male  13.7 3.0 5.8 1.7 10.5 3.5 

  Female 13.9 3.1 6.0 1.9 10.4 3.3 

  Other  17.5 .7 6.5 0.7 14.0 .7 

  Rather not say (n=2) 16.0 2.8 8.5 2.1 11.3 5.3 

Age (years)  

  18-21 14.0 3.0 6.0 1.8 9.9 3.2 

  22-29 13.7 3.2 5.9 2.0 11.1 3.6 

Current level of study  

  Undergraduate  14.0 3.0 6.0 1.8 10.2 3.3 

Postgraduate taught e.g. MSc 13.4 3.0 6.1 2.1 11.6 3.5 

  Postgraduate research  e.g. PhD  13.1 3.5 5.1 1.8 11.0 3.8 

Mode of study 

  Full time     13.9 3.0 5.9 1.8 10.3 3.4 

  Part Time             13.0 3.2 5.9 2.0 10.7 3.2 

  Sandwich             14.3 2.7 5.7 2.0 11.0 3.3 

Current year of study  

  1st Year             14.1 3.0 6.0 1.9 10.4 3.4 

  2nd Year            13.8 3.0 5.9 1.9 10.0 3.4 

  3rd Year             13.6 3.0 5.9 1.4 11.0 3.4 

  4th Year           13.5 2.9 6.0 1.5 10.0 3.2 

  Other                  12.3 3.0 5.6 1.9 10.8 4.0 

Faculty of study  

Faculty of Computing, 

Engineering and the Built 

Environment 

13.3 3.0 5.9 1.7 9.8 3.2 

Faculty of Arts, Humanities and 

Social Sciences 

13.8 3.1 5.9 2.0 9.9 3.4 

Ulster Business School  13.9 3.1 6.0 1.7 9.8 3.4 

Faculty of Life and Health 

Sciences 

14.1 3.0 6.0 1.9 11.0 3.4 

Race  

White           13.9 3.1 5.93 1.9 10.4 3.4 

Other Ethnicity    13.5 2.7 5.9 1.7 10.5 2.8 

Reported Religious affiliation 

Religion  13.8 3.1 6.0 1.9 10.5 3.4 

No  religion  14.0 3.1 5.8 1.9 10.4 3.5 
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5.7  Linear regression  

As this study aimed to determine the associations between knowledge, attitudes and 

perceptions as well as intention, the constructs of Attitude, Subjective Norm, 

Perceived Behavioural Control and Knowledge, as measured by PaCKS, were entered 

separately into linear models to determine significant predictors and inform the final 

linear model. As indicated in the PaCKS regression there were no issues of 

multicollinearity in the data set and construct skew and kurtosis was within normal 

range (see Table 5.9).  

 

Table 5.11  Parameter estimates for regression model with knowledge as dependent 

variable 

 

Linear model with Knowledge as dependent 32% variance R2 =0.321 

 

When the variables of Attitude, Perceived Behavioural Control (PBC) and Subjective 

Norm were entered into the model, the percentage variance explained increased from 

30% in the original model to 32% (Table 5.6) with Attitude and PBC significant 

predictors. Faculty of study and caring for someone at the end of life did not reach 

Predictors 
P<0.05 

B 
 SEB β P 95%CI 

Lower   Upper 
Part 

% variance 

Constant 
3.020 1.088  .006 0.884  5.153  

Had you  heard of PC 
before completing the 
survey? 

3.562 .296 .395 .000 2.982  4.142 342 (11%) 

Has anyone close to 
you required or had 
access to PC? 

.551 .230 .080 .017 .101   1.003 .086 

Attitude (total) 
.097 .034 .088 .004 .030     .164 .081 

PBC 
.150 .035 .149 .000 .081     .218 .121 (1%) 

Subjective norm not associated at .074 
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statistical significance in the second model. Both Perceived Behavioural Control and 

having heard of PC prior to survey completion significantly predicted respondents’ 

knowledge of PC as measured by PaCKS (p<0.001).  Having heard of PC prior to 

completion of the survey uniquely explained 11% of the variance in the PaCKS 

scores.  

 

A Pearson’s product moment correlation was used to explore the strength of the 

relationship between attitude to PC and PaCKS scores. There was a small positive 

correlation (r=.146, n=859, p<0.001), this indicates that the two variables shared 2% 

of variance in common. A greater share of the variance was computed when the 

construct scores of PBC was correlated (r=.372, n=859, p<0.001), demonstrating a 

14% common variance between the two scores showing that those who perceived 

more control in terms of information and discussion had more knowledge of  PC. 

 

5.7.1  Attitude construct 

Total Attitude Score was entered as the outcome variable into a regression model 

resulting in only two items relating to the level and year of study. reaching statistical 

significance. The predictor variables without the three constructs of Attitude, 

Subjective Norm and Perceived Behavioural Control explained only 3% of the 

variability in attitude scores. When the three constructs and PaCKS were included the 

variance improved from 3% to 16%. Subjective Norm uniquely explains 8% of the 

total variance in attitudes to PC (See Table 5.12). 
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Table 5.12  Parameter estimates for regression model with attitude as dependent 

variable 

Predictor variables 

P<0.05 

 

B 

 

SEB β P 

 

95% CI 

Lower    Upper  

Part 

% 

variance 

Subjective Norm .495 .054 .301 .000 .388     .598 .291(8%) 

Level of study -.986 .322 -.115 .002 -1.612   .-348 .097 

PBC  .104 .035 .114 .004   .031      .173 .092 

Year of study .613 .207 .099 .003 .203      1.020 .094 

PaCKS .098 .034 .109 .004   .031       .166 .090 

Linear model with attitude as dependent = 16% variance R2 = .159 

 

The perceived attitude of friends towards discussing and looking for information on 

PC was the strongest predictor of positive attitudes explaining 8% of unique variance. 

 

The multiple regression indicated an association between Attitude scores and year of 

study, an independent samples t-test was conducted to compare attitude scores 

between first year and other years. There was a small significant difference in score 

(t (857) =2.6, p=.01) with first year students indicating a more positive attitude to PC 

demonstrated by a higher mean score (M=14.14, SD 2.99) compared to other years 

(M=13.6, SD 3.14). The magnitude in the difference in means was, however, small 

(Cohen's d: 0.18). An ANOVA demonstrated no significant difference between all 

groups. To explore the strength and direction of the relationship between Attitude and 

Subjective Norm a Pearson’s product moment correlation was undertaken 

demonstrating a moderately significant relationship between the two variables with 

10% of variance common to both variables. This indicates that more positive attitudes 

are supported by positive subjective norms (r=.317, n=859, p<0.0001). When 
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postgraduate and undergraduate were tested as a dichotomous variable a significant 

difference in means was noted with undergraduates (M=13.94, SD3.0) scoring higher 

than postgraduates (M=13.27, SD 3.3) (t(857)=2.33, p=0.020). 

 

5.7.2 Perceived Behavioural Control (PBC) 

Having heard of PC before completing the survey (3%) and knowing someone who 

has required or accessed PC (5%) had the highest percentage of unique variance. This 

demonstrates that the intention to engage with PC was perceived as greater if the 

respondents had heard of PC or knew someone who had required or accessed it.  

 

Table 5.13 Parameter estimates for regression model with PBC as dependent variable 

Linear model with PBC as dependent 35% variance R2 =0.354 

 

An independent t-test was undertaken to compare the PBC scores of those who had 

accessed or required PC for themselves or family members and those who had not.  

There was a significant difference in mean scores (t (857) = 13.5, p<.0001) between 

those who knew someone who had received or had access to PC (M= 12.1, SD 3.1) 

Predictor variables  

P<0.05 
B SEB β P 

95% CI 

Lower     Upper 

Part % 

variance 

Age .128 .040 .110 .001 .050     .206 .089 (1%) 

Had you heard of pc 1.946 .304 .216 .000 1.349   2.543 .177 (3%) 

Anyone close  1.743 .216 .253 .000 1.320   2.168 .223 (5%) 

Gender -.781 .233 -.099 .001 -1.239   -.326 .093 (1%) 

Social norm .298 .053 .164 .000 .193       .402 .154 (2%) 

Attitude  .097 .033 .088 .004 .032      .162 .081 (1%) 

PaCKS .142 .033 .142 .000 .077       .207 .118 (1%) 

Care at the end of life  .835 .216 .115 .000 .412   .1.259 .107 (1%) 
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and those who did not know or were unsure (M=9.2, SD =3.0). The magnitude of the 

differences in the means (mean difference =2.9, 95% CI 2.5-3.3) was large (Cohen’s 

d =.95). The positive direction of this result implies that those who were more familiar 

with PC felt moreable to engage in conversation and information seeking regarding 

PC. 

 

Significant differences were also found in PBC scores between those who had heard 

of PC prior to completing the survey and those who had not. An independent t-test 

was undertaken to compare the means and calculate effect size.  There was a 

significant difference in scores (t (857) = 12.34, p<.0001) between those had heard of 

PC prior to the survey and those who did not (M= 11.0, SD 3.3) and those who did 

not know (M=7.5, SD =2.4). The magnitude of the differences in the means 

(MD=3.49, 95%CI 2.9-4.0) was very large (Cohen’s d =.1.228). Correlation tests 

revealed no issue of multicollinearity with highest correlations around .5. 

 

To determine if there were significant differences in PBC scores between those who 

had cared for someone at the end of life and those who had not an independent t-test 

was undertaken. There was a significant difference in scores (t (492) = -7.7, p < 0.001) 

between those who had cared for someone at the end of life (M=11.7, SD = 3.6) and 

those who had not (M=9.8, SD=3.1), the magnitude of the mean difference (MD= 1.8 

95% CI 1.34 – 2.3) was moderate (Cohen's d= -0.546). This result indicates that those 

who had experience of caring at the end of life felt more able to look for information 

on PC. 
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To explore the strength of the relationship of age on respondents’ PBC, a Pearson’s 

product moment correlation was performed, having first checked for linearity, 

homeostacity and normality (Pallant 2016). There was a significant positive 

correlation between the two variables (r=.210, n=859, p < 0.001) sharing about 4% of 

the variance.  Results indicate that as age increases the respondents’ Perceived 

Behavioural Control in relation to PC also increases. 

 

A one-way between groups analysis of variance was conducted to look at how faculty 

of study impacted PBC.  There were significant differences between the groups at 

p<0.01 level, however. the effect size calculated using eta square was small at 0.02. 

Post hoc Tukey tests revealed the significant differences to be between Life and 

Health Sciences and each of the other faculties.  This suggests that those in Life and 

Health Sciences felt more able to engage with PC. An independent t-test relating to 

gender and PBC revealed no significance in mean scores (p=0.76) 

 

5.7.3  Subjective Norm 

When the constructs of Attitude, PBC and PaCKS were added the R square increased 

from 0.012 to 0.150 with Attitudes explaining the highest unique amount of variability 

in Subjective Norms. A Pearson’s product moment correlation identified 10% shared 

variance between the two variables (r=.317, n=859, p<0.001). These results indicate 

that attitudes to PC strongly influenced what referent others felt about PC.  
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Table 5.14  Parameter estimates for regression model with Subjective Norm as 

dependent variable 

Predictor variables  
P<0.05 

 
B 
 

SEB β p 95% CI 
Lower     Upper Part 

Constant 3.421 .663  .000 2.119   4.723  

Had you heard of PC 
before filling in survey? -.565 .196 -.114 .004 -.949    -.178 .091 

Do you know someone 
who has required PC? -.297 .142 -.078 .036 .-584    -.028 .067 

Gender .294 .148 .067 .047 .013    .594 .063 

PBC .119 .021 .216 .000 .077    .162 .177 
(3%) 

Attitude .185 .020 .304 .000 .146    . 225 .293 
(8%) 

Linear model with Subjective Norm as dependent 15% variance R2 =0.147 

 

Independent t-tests conducted on gender and familiarity with PC showed no 

significant differences in mean scores on the Subjective Norm scale between males 

and females (p=.202) and those who had heard of PC (p=089) or those who knew 

someone who had accessed or required PC (p=.567). 

 

5.7.4  Intention construct 

The score range for this variable was between 6 and 30 with higher scores indicating 

greater intention to engage in discussion and seeking information on PC. The mean 

score of 21.2 indicates positive intentions among the sample towards information 

seeking regarding PC. Observation of the descriptive statistics revealed higher mean 

scores, depicting more positive intentions, were in third year (M=21.7), those 

respondents studying in the Faculty of Health and Life Sciences (M=21.6) and those 

reporting a religious affiliation (M= 21.5). There were small differences in means 

between females (M=21.6) and males (M=20.0).  (See Tables 5.15 and 5.16). 
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Table 5.15  Descriptive analysis of Intention scores 

Construct Number 
 

Possible 
Range 

Actual 
Range 

Mean SD Skew Kurtosis 

Intention 859 6-30 6.0-30 21. 21 4.27 .-20 .-23 

 

Table 5.16  Intention scores by demographic characteristic. 

Demographic Intention to engage in PC (overall total mean=21) 

 Gender  Mean Standard Deviation 
  Male  20.0 4.0 
  Female 21.6 4.2 
  Other  23.0 5.6 
  Rather not say  22.0 5.7 
Age (years) 

  18-21 21.0 4.0 
  22-29 21.4 4.5 
Current level of study  

  Undergraduate                       21.3                      4.1 
  Postgraduate taught e.g. MSc  20.7 5.2 
  Postgraduate research e.g. PhD  20.7 4.7 
Mode of study 

  Full time    21.3 4.2 
  Part Time             20.2 4.7 
  Sandwich            19.9 3.0 
Current year of study 

  1st Year             21.3 4.1 
  2nd Year            21.1 4.5 
  3rd Year             21.7 4.1 
  4th Year            20.4 4.1 
  Other                  21.0 4.7 
Faculty of study  
Faculty of Computing. Engineering 
and the Built Environment  

19.7 4.1 

 Faculty of Arts, Humanities and 
Social Sciences 

20.1 4.0 

Ulster Business School  20.6 4.0 

Faculty of Life and Health Sciences 21.6 4.1 

Race  
White           21.3 4.3 
Other Ethnicity    20.9 4.2 
Reported religious affiliation 
Religion 21.5 4.1 
No religion    20.5 4.5 
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The total intention score was entered into a regression model with the 11 predictors. 

When Knowledge (PaCKS), Attitudes, Perceived Behavioural Control (PBC) and 

Subjective Norm scores were included, the R2 was 23% with 8% of the variance,  

unique to 3 variables; Subjective Norm, Caring at the End of life and PaCKS, leaving 

a considerable variance shared between the variables as would be expected when 

measuring the same construct (Field 2018) (see Table 5.17). 

 
Table 5.17  Parameter estimates for the regression model with ntention as the dependent 

variable 

Linear model with Intention as dependent 23% variance R2 = .233   

 

The multiple regression analysis identified gender as a significant predictor of 

intention to engage with palliative care through information seeking. An independent 

samples t-test was conducted to compare the scores on the intention scale between 

males and females. This revealed significant differences (t (370) = 4.6, p<0.0001) 

with males scoring (M=20, SD4) and females scoring (M=21.6, SD 4.2), indicating 

that females had more intention to engage with PC in the future. The magnitude of 

the differences in means was small to moderate (Cohen's d -0.371). The impact of 

Predictor variables  
P<0.05 

 

 
B 
 

SEB Β P 95%CI 
Lower    Upper 

Part 
% 

variance 

Constant 10.52 1.5  .000 7.703   13.414  

Faculty of study .733 .270 .086 .007 .192      1.251 .082 

Gender .850 .320 .086 .008 .239      1.497 .080 

Caring at the end of 
life 

1.760 .298 .194 .000 1.185    2.354 .178 (3%) 

Subjective Norm .537 .074 .236 .000 .399      .690 .218 (4%) 

PBC .104 .047 .083 .027 .011     .196 .067 

Attitude  .115 .046 .083 .011 .026      .205 .077 

PaCKS  .160 .046 .128 .001 .069     .249 .105 (1%) 
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religious affiliation on Intention was mediated by the constructs of the TPB appearing 

as significant when predictor variables were included without the TPB constructs. 

 

Caring for someone at the end of life was identified as a significant predictor of 

intention. A one-way between groups ANOVA with post hoc Tukey test was 

undertaken with respondents in three groups representing Group 1 those who had 

cared for someone, Group 2 those who had not cared for someone and Group 3 those 

who preferred not to say. There was a statistically significant difference between 

groups at the P<.01 level F (2,856) p<.001 eta square =.07 which is a medium effect 

size (Cohen 1988). Post hoc comparison using the Tukey test revealed the mean score 

for those who had cared for someone was significantly higher from those who had not 

cared for someone at the end of life (M=22.84, SD 4.3 and M=20.4 SD 4.0 

respectively).  

 

The Faculty in which the respondents were studying was also identified as a 

significant predictor of intention. Group means were compared through ANOVA, 

significant differences were found between the Faculty of Life and Health Sciences 

and each of the other faculties F (3,855), p<0001. For mean scores refer to table 5.16. 

The effect size, calculated through eta squared, demonstrated a small to medium effect 

size = 0.04.  was seen to be significant in the regression analysis.  The significance 

was tested via an independent t-test of those on full time and part time courses, a 

borderline significant difference was found in intention scores (t(857) =1.9, p=0.055).  

 

The construct of subjective norm was the most significant predictor of intention, 

sharing 4% of the unique variance.  Respondents were almost equally divided in 

opinion as to whether they felt their friends would find palliative care a subject that 
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they would have interest in getting more information about and whether their friends 

felt it was depressing. However, positive subjective norms related to greater intention 

to seek information on palliative care.  

 

5.8  Summary of key points from survey analysis (% to nearest whole number) 

Respondent demographics:  

• 75% of the sample was female. 45% were in their first year. The mean age 

was 21.6 yrs.  

• 27% reported no religious affiliation, a higher percentage of females were 

likely to report a religious affiliation. 

 

Familiarity and Experience of PC:  

• 83% had heard the term PC prior to the survey, 33% had experience caring at 

the end of life. 42% had required or accessed PC for themselves or family.  

• There was negligible association between gender and caring at the end of life. 

• Younger age groups (18-21yrs) were less sure whether they knew someone 

who had accessed PC. 

 

Knowledge of PC – The Palliative Care Knowledge Scale: 

• Questions answered incorrectly most often related to PC as exclusively for the 

last six months of life and PC helps people better understand their treatment 

options. Respondents were more likely to not know the answer than get it 

wrong.  

• 85% disagreed that PC is specifically for people with cancer.  
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• Lower mean scores were found for self-reported knowledge 4.2 /10 than 

knowledge as measured by PaCKS (8.9/13). 

• Familiarity and experience of PC were the biggest predictors of knowledge. 

• Those studying in the Faculty of Life and Health Sciences were more 

knowledgeable.  

• Age, religion, ethnicity and education were not significant predictors of 

knowledge.  

 

Attitude and Belief Items: 

• 68% want to know more about PC. 

• 62% felt it was important to find out about PC so they could plan ahead. 

• 80% would look for information about PC on the internet.  

• 52% would like information on what PC initiatives are taking place in their 

community.  

• 80% would look for information regarding PC on the internet. 

• 41% felt their friends would find PC too depressing to discuss. 

 

Scale Development Factor Analysis and creation of the Attitudes to PC index: 

• Attitude Undergraduate students had more positive attitudes to PC than 

postgraduates.  

• 1st years had more positive attitudes than other years when grouped as a 

dichotomous variable. 

• Subjective norm relating to what important others think and do was the most 

important predictor of attitude. 
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• Perceived Behavioural Control (PBC) Familiarity and experience was the 

biggest predictor of PBC indicating those with more experience felt more able 

to discuss PC with family and knew where to find available information.  

• Age was a strong predictor of PBC with older ages reporting more confidence 

in their ability to discuss PC and seek information if required. 

• Subjective Norm 

 Attitudes were the biggest predictor of the subjective norm indicating that 

 attitudes to PC may influence normative behaviour. 

 

5.9 Conclusion 

The survey findings identified a level of ambivalence relating to PC among this 

population with attitudes on the more positive side of neutral.  Yet the majority 

wanted more information on PC with over half of the population unaware where to 

get information. Interestingly, PC was not thought to be just for people with cancer 

nor designed specifically for older populations. Seven variables were identified that 

significantly predicted intention to engage with PC. Subjective norm relating to how 

others perceived PC and their engagement with it was the strongest predictor of 

intention. Studying in the Faculty of Life and Health Sciences significantly predicted 

intention as did being female and having experience of PC through caring at the end 

of life. Figure 5.5 presents the conceptual model depicting latent constructs and 

predictor variables. The Theory of Planned Behaviour (Ajzen 1991) is renowned for 

the parsimony in constructs, the strength of the theory lying in its predictive power 

across a range of behaviours with only four variables (Conner 2015). Other variables 

in this study had significant effects on the individual constructs and are, therefore, 

modelled as background factors. The aim of the study was to determine relationships 
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between knowledge, attitudes and perceptions of PC, therefore, the model in Figure 

5.5 identifies the significant predictor variables as they relate to individual constructs 

(P<0.05). Highlighted in darker lines are the seven predictor variables that relate to 

Intention to engage with PC through a readiness to engage with the subject. The 

qualitative phase aims to help explain and expand on perceptions of PC highlighted 

in this phase using the conceptual model as a guide to the development of the 

interview schedule.
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Figure 5.5  Conceptual model depicting significant predictor variables relating to each of the Theory of Planned Behaviour (Ajzen 1991)  constructs   
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Chapter 6 - Findings from the qualitative interviews 
 

6.0  Introduction 

This chapter presents the qualitative analysis of 24 interviews undertaken in the 

second data collection phase of the study. The methodology employed to undertake 

the analysis was detailed in Chapter 4 (Section 4.2). The overall aim of this phase was 

to explore the perceptions of young people regarding PC, building, explaining and 

expanding on the data from the first phase of the study (see Chapter 5). The chapter 

begins with a description of the participants, providing relevant demographic and 

contextual information. Themes and subthemes are presented and discussed 

evidenced by the qualitative data. The chapter concludes with a joint display of the 

integrated data setting the scene for the discussion in Chapter 7. 

 

6.0.1  Framing the data 

The data initially were framed using the constructs of the TPB (Ajzen 1991 see section 

3.5) nested within socio-ecological theory (Simons-Morton et al. 2012) (see section 

3.32) using a process of thematic analysis as described in chapter 4, section 4.25.  A 

further category was added relating to exposure to PC with four subthemes relating 

to knowledge and understanding of PC. This was an iterative process of refining the 

data with exposure and subthemes sitting as background factors to the main constructs 

of Attitude, Subjective Norm and Perceived Behavioural Control (see Chapter 3 fig 

3.3).  The themes and subthemes developed in the analysis process are presented in 

Table 6.1.  An example from the thematic matrix developed to frame the data is 

presented in Appendix 18. The resultant display of themes mapped to the theoretical 

constructs is presented in Table 6.6. 
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Table 6.1  Themes and subthemes developed from the interview findings 

Themes and subthemes developed from the interview findings 

Exposure to Palliative care 

• Knowledge of palliative care 
• Recipients of palliative care 
• Aims of palliative care 
• Palliative care providers   

Behavioural Beliefs  

• Meanings associated with palliative care  
Normative Beliefs 

• Relevance of palliative care  
•  The taboo of palliative care 

Control Beliefs   

• The potential of palliative care 
• Communicating the message 
• Normalising palliative care  
• Addressing the elephant in the room 

 

6.0.2  Characteristics of the interview sample 

Twenty-four participants took part in the one to one interviews. The sample consisted 

of 9 males and 15 females with a mean age of 23 years (range 18-28 years), comprised 

of both undergraduate (UG) (n=16) and postgraduate (PG) (n=8) students.  

Participants were from a range of faculties and courses: Faculty of Life and Health 

Sciences (n=10); Faculty of Arts Humanities and Social Sciences (n=7); Faculty of 

Computing, Engineering and the Built Environment (n=4) and The Ulster Business 

School (n=3). Fourteen of the sample reported being affiliated with a religion. One 

participant was non-Caucasian, to ensure anonymity participants were allocated a 

participant (P) code for this analysis. While references is made to undergraduate 

courses, specific courses or schools relating to postgraduates participants are not 

named to ensure anonymity. Quotations are followed by the participant code. The 
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majority of the interviews were undertaken face to face on campus (n=17) followed 

by Skype (n=5) and telephone (n=2). Additional contextual information relating to 

the participants is displayed in Table 6.2. 

 

Table 6.2  Participant characteristics  

Participant 
code 

Gender Age 
group 
(years) 

Mode 
of 

study 

Faculty of 
study 

 

Reported experience of PC 

P01 M 22-28 P/G LHS No reported experience 
P02 F 18-21 U/G UBS Unsure if care her relative is receiving is 

PC 
P03 F 18-21 U/G LHS End of life care and course 
P04 F 22-28 U/G AHSS No experience but had heard the term at 

work 
P05 M 22-28 P/G LHS Studies 
P06 M 22-28 U/G CEBE No reported experience 
P07 M 22 -28 U/G CEBE No reported experience 
P08 F 22-28 U/G LHS Clinical placement  
P09 M 22-28 U/G AHSS Study as part of course 
P10 F 18-21 U/G AHSS No reported experience 
P11 F 22-28 P/G AHSS Experience related to family members – 

Carer 
P12 M 18-21 U/G AHSS No reported experience 
P13 F 22-28 P/G UBS No reported experience 
P14 F 18-21 P/G UBS No reported experience 
P15 M 22-28 U/G CEBE Older relative end of life care in hospital 
P16 F 18-21 U/G LHS No reported experience 
P17 M 18-21 U/G LHS Older relative required PC and course 
P18 F 18-21 U/G LHS Course and older relatives in care homes 
P19 F 18-21 U/G AHSS No reported experience 
P20 F 18-21 U/G LHS Course and clinical placement 
P21 F 22-28 P/G LHS Course and professional work 
P22 F 18-21 U/G LHS No reported experience 
P23 F 22-28 P/G AHSS Work and experience of bereavement 
P24 M 22-28 P/G CEBE No reported experience 

LHS -Life and Health Sciences 
CEBE - Computing, Engineering and the Built Environment 
AHSS - Arts, Humanities and Social Sciences 
UBS – Ulster Business School 
 
6.1  Exposure to palliative care 

The majority of participants (n=20) had heard of PC prior to participating in the 

survey yet there was no single reference point for how participants came to know 

about it. The goals of care, who delivered the care, in what context and within what 

timeframe were all informed by how and where participants had been exposed to PC.  
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For some participants exposure was a vague recollection of PC discussed in families 

primarily in relation to older individuals, for others it formed part of their 

undergraduate and postgraduate courses.  For three participants, PC related to direct 

experience of care received by relatives who died in the hospital and at home. Two 

participants had gleaned their knowledge from friends and family in health care and 

one participant had gathered her knowledge from a person she knew who had received 

PC in a specialist PC unit. Palliative Care was part of a taught curriculum for six 

students studying in Nursing, Biomedical Science, Pharmacy, Radiography, Speech 

and Language Therapy and Social Work. The internet, and specifically Google, was 

used by those who were previously unaware of PC to access information and to 

supplement understanding by those with some knowledge. All students had a level of 

exposure from the survey having completed the PaCKS tool (Kozlov et al. 2017) 

using 13 statements to assess knowledge of PC.  

 

6.1.1  Knowledge of palliative care 

The language used by participants to describe their understanding of PC reflected the 

nature and level of exposure to PC, it was through this lens that they recounted their 

understanding. While PC was variously referred to as a scenario, a stage and a place 

by participants, ‘it’ (which was perhaps the most common reference to PC) was 

positioned firmly as care at the end of life. PC was described as terminal care (n=7), 

end of life care (n=11) care both in the dying phase and last days of care (n=4) with 

the terms being used interchangeably by participants.  A first year undergraduate 

participant described his understanding acquired from the internet and a vague 

exposure to PC within the family: 
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It’s basically end of life treatment for people with terminal illness is 
my understanding, in trying to deal with the emotional, the physical, 
everything that comes with it.     (P12) 

Another participant who had watched parents of friends who were ill; 

somebody is ill, they’re moving into a kind of palliative care scenario. 
       (P11) 

Two participants did not place PC at the end of life, one from a country with lower 

resources who had deduced from new information acquired through the internet, that 

PC in his country would be for all chronic conditions. The other participant was a 

business undergraduate who had acquired her information from a friend receiving PC, 

she emphasised that PC was not about dying rather it was about managing illness. A 

retrospective understanding of PC was recalled by three participants who, having been 

prompted by the survey to look on the internet for information, had realised it was 

something that they had come across in their lives: 

I did Google it initially to see what it was about but after reading it 
on Google I realised I did know what it was but I didn’t actually know 
what it was called.      (P15) 

The perception of the time frame of end of life differed among participants both across 

and within faculties. Those in Life and Health Sciences, while more exact in 

specifying what they meant by end of life, placed their understanding within different 

time frames that related to their experience in the clinical setting. A participant 

described how her experience of PC from a community placement was:  

more towards the end of life, in the last few weeks or days or a month. 
       (P20) 

 Another participant used clinical practice guidelines to specify a time:  
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It’s (PC) so much broader than just the last few days. It is the months 
and year in the run up (to death).     (P03) 

The survey also acted as a source of knowledge and a prompt to consider what PC is, 

as explained by one participant studying in the Faculty of Arts, Humanities and Social 

Sciences who had not considered the family as part of the remit of PC until the final 

question on the PaCKS tool: 

I thought it (PC) was around the person who is unfortunately getting 
the palliative care.  So I never even thought about that.  I was like – 
oh actually, there has to be procedures set up for family members who 
are going through that.      (P04) 

Palliative Care was believed by all participants to be care instigated when all curative 

measures had been exhausted. While participants were able to describe their 

understanding of PC, those with more exposure through study or direct personal 

experience were more confidently able to articulate what they believed PC to be. Yet 

even within faculties differences relating to goals of PC were apparent and tended to 

reflect the focus of a particular course. A participant studying Nursing explained:  

Palliative care, I would think it would be providing like physical care, 
personal care, emotional care, advice, caring for the family as well. 
Working with multidisciplinary team and trying to meet the needs.  
Make them comfortable, end of life, whether it’s in the hospital or in 
the home.        (P20) 

Another participant in Speech and Language Therapy saw PC in terms of 

communication: 

(PC is) End of life care.  Improving quality of life and communication.  
Sort of making sure that people have the most comfortable life and the 
most opportunity that they can have.      
                                        (P08)  

Those who had no exposure to PC were vaguer and more uncertain in their accounts 

and focused on the imminently dying. Two first year undergraduate students in the 
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Faculty of Arts, Humanities and Social Sciences who had not previously heard of PC 

prior to the survey described their understanding derived from Google and a friend 

who was a nurse: 

Well I understand that some of it is cancer care but care that 
surrounds those suffering from terminal illnesses and very serious 
illnesses too.        (P10) 

I hope I’m correct. It (PC) is care of a person who is dying or last 
kind of days.        (P19) 

 
While those without prior experience or exposure to PC were more uncertain in their 

knowledge, participants appeared generally keen to engage with the subject 

acknowledging that such opportunities rarely arose.   

 

6.1.2 Recipients of palliative care 

A process of inductive and deductive thinking was noted throughout the interviews 

where participants took information they had regarding PC and tried to understand it 

within the context of their own lives.  Palliative care was viewed as potentially 

available to everyone regardless of their age or disease, however, the participants’ 

descriptions of their perceptions of PC throughout the interviews related to older 

populations: 

If I was putting it into an age bracket, maybe an older age. But I 
understand that there is types of illnesses and disabilities for a 
younger age that would require that kind of care.    (P06) 

Okay, not everyone receiving palliative care is older, but it’s where 
the biggest population lies.      (P05)  
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However, for a participant who had gleaned his information on palliative care from 

the internet the age of the person was seen to have less significance than the social 

situation of the person:  

  
          It doesn’t have to do with age, but it has to do with the situation. 
                                                                                                         (P01) 
 

The participants considered that PC could take place (or be delivered) across clinical 

and non-clinical care environments, for example, in the hospital, hospice, at home, 

and in nursing homes. Participants reported that whilst PC could be required for 

various terminal illnesses, cancer was the most common disease that participants 

associated with PC. There was some confusion by those with and without experience 

about whether Alzheimer’s disease could be considered as requiring PC. A participant 

whose family were caring for a relative with Alzheimer’s disease used new 

knowledge acquired from Google to consider who might require PC.  He deduced that 

the illness for which PC is required: 

 Would be life changing, not necessarily an end to your days, it is more 
the likes of Alzheimer’s, it is life changing but it is not necessarily life 
threatening.        (P15) 

 

6.1.3  Aims of palliative care 

Participants described PC as care that is primarily supportive and comfort based. 

Supporting people who need PC was considered by all twenty-four participants as a 

main goal of PC. The perceived nature of support differed between participants with 

support as enabling participation and social interaction identified by two participants.  

Other participants felt that support for the individual was more about maintaining 

function. Participants viewed PC as providing assistance on a physical level to carry 
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out normal daily activities (n=8) and manage pain (n=4).  The most frequent goal of 

PC was reported as providing comfort and guidance to the person and their family 

(n=20):  

(PC) provides comfort and safety, I suppose. Knowing that they’re 
(those receiving PC) not by themselves and they’ve got people there 
taking care of them and taking care of their needs.   (P13)  

It is comforting the families and making sure they are confident in 
what is happening as well as helping the person with the terminal 
illness to feel comfortable and not be afraid of what is potentially 
going to come about.       (P15)  

In the absence of direct experience participants used vicarious experiences of friends 

and family to determine what PC should be and reported this as their understanding. 

Knowledge gained from a work placement allowed a participant to understand how 

her personal experience of death and grief was a missed opportunity for PC. From her 

experience she felt that communication starting with the person with the illness was 

central to PC.  In what was seen as a process that could empower the individual to 

navigate difficult but necessary conversations: 

Facilitating them (the ill person) with the knowhow and em… you 
know like emotionally being able to have that conversation.   
       (P23) 

I feel like a huge part of palliative care really is communication, 
because so many people that are dying, they lack that. They lack the 
social aspect.        (P08) 

The supportive role of PC in helping families specifically in bereavement was 

mentioned by three participants. Those who had experienced bereavement of a close 

family member highlighted the importance of PC in bereavement care, those without 

experience were more inclined to see the supportive role of PC ending at death:  
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It (PC) includes bereavement and support for the family carers… The 
family need as much support then and as much care.  (P03)  

Just whenever the health professionals are looking after terminally ill 
patients. You know, whenever they get a diagnosis that they’re 
terminally ill.  It would be the aftercare after that, up until they pass 
away, I suppose.       (P13) 

 

6.1.4  Palliative care providers 

Palliative Care was regarded by participants as primarily a professionally driven and 

delivered health care service.  

Like health professionals are going to try and make you feel as 
comfortable as they can in that last stage of life.  (P08) 

While quality of life was a term used by all students studying in health sciences, the 

interpretation of the term varied between individual courses. To some participants 

quality of life represented best services delivered to people with limited life goals, to 

others it meant providing resources to allow participation in life. Where these beliefs 

converged was the idea that health professionals were the providers and the ill person 

and their family the recipients of care. 

 

However, two participants studying outside health care, who drew on their personal 

experiences, were more inclined to see need and situation as determining who should 

provide care: 

I suppose it depends on the reasoning for PC… it could be nurses, 
consultants, members of the general public who have an idea of what 
you (as a family member) and the person are really going through.  
       (P15) 

It just depends on the situation and like what the capabilities of the 
family are, to help with that care……I see it as the closest relatives.  
       (P18) 
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The description and understanding of PC was based on the level of exposure with 

those with personal experience having a broader understanding of PC that was not 

limited to the imminently dying.  

 

6.2  Behavioural beliefs  

Sections 6.2 to 6.4 present the reported beliefs that underpin PC. These salient beliefs 

about PC elicited from the interviews relate to perceptions that inform the attitudes, 

identify the perceived social norms and perceived capabilities and the barriers and 

facilitators to more open engagement with PC.  Behavioural beliefs refer to the 

positive and negative consequences that participants associated with engaging with 

the subject of PC:  

It is not so much the palliative care in my opinion it is more what it is 
for.          (P15)  

The situation that PC represents, namely, serious illness, death, dying, loss and 

dependency underlay all participant accounts of PC. 

 

6.2.1  Meanings associated with palliative care  

Negative perceptions of PC were identified that regarded PC as care instigated as a 

last resort when nothing more could be done, representing a waiting time. A 

participant unsure of the source of information recounted a perception of PC that he 

had held early in life: 

Whenever somebody was receiving palliative care, the definition was 
‘that was them’. ‘They were done’. ‘They were finished’. There was 
nothing else for them.  It was just a case of keeping them comfortable 
and waiting for the day and that that would be them, until they die.  
       (P05) 
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The participant felt that education in the Faculty of Life and Health Sciences had 

moderated this view, but it was clear that this initial attitude was hard to let go and 

throughout the interview he reflected on the negativity associated with circumstances 

requiring PC. The attitude that PC represented no further options and, therefore, 

discussion of further steps was pointless was suggested by a participant studying in 

the Faculty of Computing, Engineering and the Built Environment: 

If there is a treatment in place, like we’re going for surgery, then it’s 
if the surgery works out, do one thing. If the surgery doesn’t work out, 
then there’s other options. Where perhaps with palliative care, there’s 
a sense of there’s only one option at the end of it and it is what it is 
and then there’s nothing to discuss in many ways.   (P24) 

The idea that PC represented the end of all active treatment was a view not exclusive 

to those without experience. Despite positive affirmation of PC that related to her 

personal experience, the account of feelings of panic and sense of hopelessness that 

pre-empts the arrival of PC was recounted by a participant on a health care course 

who had previously reported very positive attitudes: 

I knew palliative care was coming…that there would be no 
operations, no chemo, no nothing.     (P03) 

Thinking and talking about PC was associated with having to contemplate the finality 

of death of themselves and others, the discomfort of terminal illness and unimaginable 

loss. Participants felt this association resulted in difficulty and discomfort in young 

people discussing PC:  

People might find it (PC) uncomfortable because whenever they think 
of palliative care they think of death and a lot of people find it hard 
talking about death.      (P21)  
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Reluctance to think about one’s own mortality was considered a universal issue and 

a form of self-protection. However, ultimately PC did not need to be contemplated 

yet by this young population:  

I think almost to confront that (death and dying) is to acknowledge 
that it is going to happen and I think that that makes people very 
uncomfortable, because nobody wants to think about their own 
mortality, or anybody else’s.      (P11)  

Death is over there, it is for old people and not something young 
people want to think about.     (P22) 

Participants recounted not only a discomfort but a fear of death that inhibited any 

contemplation of PC: 

But I think it’s the fact that people are so scared, essentially of death 
and I think that’s one of the main parts is that we all kind of 
understand that feeling.      (P04)  

Participants felt that neutral attitudes reported in the survey related to a perceived lack 

of experience and/or knowledge. One participant who was unaware of PC prior to the 

survey explained that it wasn’t that young people ‘unwant’ (P10) to talk about PC it 

is just they have no experience with which to relate it.  

 

Positive attitudes to PC were reported from participants exposed to PC from a variety 

of personal and professional sources. One participant, a business undergraduate had 

asked a friend who was receiving specialist PC to explain what it was, she relayed PC 

as management of care in long term non curative illness. Most importantly and 

emphasised several times, was that it was not dying but living with the illness. Positive 

experiences of care while not removing the understanding of PC from the end of life 

resulted in positive memories: 
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The nurses have a place in my heart because of the way they helped. 
They were fantastic with my grandfather and they were fantastic with 
us. When he passed away I was early teens. I didn’t really know what 
to do.         (P 15) 

 A belief that PC focuses on resources for living such as promoting well-being was 

reported by some participants who had acquired knowledge from study, friends in 

health care and direct experience (n=5).  Negative beliefs were reported more often 

by respondents who demonstrated limited exposure by confusing PC with the illness 

for which it is required. 

 

6.3  Normative beliefs  

Normative beliefs relate to beliefs about what important others think about their 

engagement with the subject of PC and what they would or how they would act on 

those beliefs. On a more global level these beliefs related to societal pressures to 

comply with the social norms that govern engagement. Important others for these 

participants were their friends and family both of which featured strongly in 

participant accounts.  

 

6.3.1 Relevance of palliative care 

While all participants reported that knowing about PC was important, only two 

participants with relatives experiencing life limiting illness could see PC as a subject 

that they needed to know about immediately. Some participants could not understand 

why someone outside health care whose friends and family were healthy would want 

to actively engage with PC.   The perception prevailed that personal experiences and 

issues of death and dying would not be of interest or understood by those who have 

not been affected by illness, death or grief, as suggested by undergraduate and 

postgraduate students in the Faculty of Life and Health Sciences: 
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I just wouldn’t have thought that students from the Arts, or Education 
or anything like that would really feel it necessary to go to a talk on 
palliative care.  They’d probably think, why does this apply to me?  
       (P21) 

I think particularly at this age…, that there’s not really that much 
discussion or knowledge of it (PC) and I think that’s totally 
understandable, because unless you have a family member, or unless 
you work in that field, like you’re not going to see it.  It’s not going to 
cross your mind and you’re not going to consider those things really. 
       (P03) 

A first-year student studying in Health Sciences, who had received no formal teaching 

on PC but whose relative had required PC suggested:  

I suppose it is not something that you’ll really understand until you 
have to get it.       (P17) 

Other participants, with and without experience of PC, considered it an important 

subject but for a later date.  A student in Biomedical Science whose understanding of 

PC was care for the terminally ill described how it was not an immediate subject for 

her discussion among friends:   

I wouldn’t find it important to talk about with my peers, if you know 
what I mean because it seems so far away, it’s so distant, I guess that 
older people or sick people, in that kind of instance but in general no. 
       (P22) 

Different experiences impacted on the need for discussion relating to PC. Participants 

in the 22-29 year age group were beginning to see PC as relevant to them and this 

related directly to life transitions involving parenthood, jobs, and generally ‘going out 

into the big bad world’ (P07). One participant described how death and dying 

specifically were subjects that have both fascinated and scared her but when 

articulating this fear to her peers the conversation is quickly closed down: 

I know a lot of people my age are like’ wise up’ but it something that 
scares me. Away in the car and just bye!    (P14)  
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Yet all participants felt that the present society encouraged open conversation on a 

range of other issues; mental health was used as an example of a subject which has 

become much more openly talked about. The difference between it and PC was the 

perception that mental health is a subject that participants appreciated as immediately 

relevant to young people. An 18-year-old first year student felt that he could relate 

openly to conversation on mental health issues through vicarious experience of 

friends:  

In my own experience with friends with mental illness the openness 
these days is more helpful for that sort of thing.   (P12) 

Palliative Care in contrast was considered outside of the participants’ lens, both 

emotively and physically unless it had been experienced.  

 

The belief that people with a background in health sciences might know more about 

PC and see it as more relevant to them was reported by participants across disciplines. 

As reported by a male participant in health sciences: 

In all due respects, unless you’re kind of educated within it, you don’t 
necessarily know about it.     (P05) 

The assumption that those educated within Health Sciences should not only know 

more about PC but be more comfortable with it than the general public was identified 

by participants across all disciplines. A first- year participant related how he felt 

comfortable with PC and ‘should do’ given that his proposed career was in health, 

however, this seemed to be detached from his experience of caring for his 

grandmother at the end of life. The expectation that working in health care requires a 

detachment with regard to PC was reported by a student in Biomedical Science who 

suggested that she could detach and learn about PC ‘from a third person point of view’ 
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(P18). The expectation that participants whose background was in healthcare should 

not only be more comfortable talking about PC but should also be able to relay 

information in relation to end of life to family members was evidenced in the account 

of another undergraduate participant. She described how she felt a responsibility to 

relay her relatives’ terminal diagnosis to her sibling.  

 

6.3.2  The taboo of palliative care 

Social norms relating to who could talk about PC and when that conversation should 

take place was referred to frequently throughout the interviews. Participants (n=15) 

referred to the societal ‘taboo’ that surrounds the subject of PC, the taboo coming 

from the association of PC with death and dying:  

When I say taboo I think I mean that, apprehensive about discussing 
it as there is not the freedom around talking about it.  (P03) 

I suppose it’s just a bit of a taboo subject. I suppose end of life isn’t 
something that society, or mainstream society is discussed or kind of 
talked about.        (P09)   

The idea of PC being a part of ordinary conversation was not a consideration for a 

participant studying engineering, he felt that young people should know more about 

PC, but could not see the conversation being initiated where young people gather: 

No one wants to talk about it sitting in a café, over a coffee it’s like 
‘So what are you going to do when you’re diagnosed with terminal 
cancer? What a way to kill the conversation.  (P07) 

The assumption held by participants was that conversations relating to PC and issues 

of death and dying were of such an intimate nature that only those closest and with 

shared experience should engage.  Participants suggested that a certain time would 

need to pass after someone dies before a conversation could be held:  
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Obviously time has to pass before you’d be able to maybe talk about 
it.                       (P20) 

A fear of embarking on emotional conversations and a sense of responsibility for 

causing upset kept the social taboo alive by not only inhibiting conversation but 

setting a time on proposed engagement with the bereaved and the person who is ill:  

I would be much happier delving into it with someone (a couple of 
months after bereavement) than someone who is currently going 
through that.        (P04) 

… because they might get quite upset and how to comfort them. 
Because there’s not an awful lot you can say if you know that person 
is going to die.         
       (P17) 

PC did not fit with the young psyche which was focused on what has immediate 

relevance. For younger people doing other things that produced immediate and 

tangible outcomes were a priority. Busy lives meant that only those subjects with 

direct relevance would be considered as important for discussion: 

I’d rather be doing uni coursework, that (PC) doesn’t apply to me 
now. I have an exam on whatever and that (PC) is not going to help 
me now.        (P19)  

  

Participants described vague memories of experiences of PC and specifically death 

and dying with older family members, however, this was never overtly explained to 

them but ‘hinted at’. The young person as the bystander to death and dying and grief 

within the family was alluded to by participants who reflected on guarded discussions 

taking place within families to which they were not party:  

They (the family) would have been talking just in general conversation 
between each other about older generation, older individuals who had 
been unwell for some time.        
     (P05)  
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One participant, recalling the death of a close relative, related how she was unaware 

of palliative care at the time and that no one had communicated to her that her relative 

was imminently dying. She described how she overheard conversations but was not 

involved in them:  

Seen it from afar, you are kept away from the narratives that go on 
and the discussions that happen.   (P23) 

Several participants (n=7) remembered far away conversations from which they were 

excluded as older teenagers. Participants perceived this as a wish to protect them from 

the discomfort associated with conversations relating to death and dying. This left the 

young person to ‘pick apart’ what was happening in the home and follow the lead of 

older family members when confronted with death outside the home.  A participant 

described how when going to a wake as a younger person: 

You just followed the person in front you didn’t know what to do. 
       (P06) 

Participants identified their families as open to discussing difficult issues, however, 

the openness had limitations and these often surrounded death and dying of family 

members. Several participants suggested that conversations relating to PC were much 

more difficult with family than friends because of the permanency of family, the 

association of PC with death was seen to threaten that permanency. A first year 

student explained how conversations within the family relating to illness, death and 

care took place in groups of two rather than openly, he explained how talking in the 

family is much harder than with friends: 

Family is more difficult than friends in a lot of ways, the family is 
more permanent I guess, you don’t choose them so it is a little bit more 
difficult to communicate in that way.   (P12) 
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Talking about death in the abstract was manageable but bringing it down to the level 

of a close family member was avoided as a protective measure. One student relayed 

how her mum and she would use humour to ‘pass off serious issues’ that related to 

illness in the family: 

We don’t sit down and talk about that (death) because I think it would 
be weird for my mum.     (P21,)  

The participant had no problem in discussing PC as a medical subject with her mum 

but wanted to protect her from this ‘weird’ conversation about death. A similar ease 

with discussing the aetiology of disease but not the finality of a terminal diagnosis 

was experienced by a student in health care who felt that her parents were unable to 

tell the youngest family member that his relative was dying: 

They are good at the science but they’re less okay at briefing or being 
honest about the reality of a disease.   (P03) 

The social awkwardness that surrounds PC and death dying and grief was related by 

a participant who had experience of death in the family. She reflected on the accepted 

and detrimental norm that allowed people to focus on the positive issues that are 

outside the person’s immediate grief. As her relative’s death coincided with exam 

success, conversation was deflected by friends and family toward her results and away 

from her loss.  She felt this added to the stress experienced by loss: 

All these really positive reinforcements but I think it definitely put 
pressure on me to stay strong and keep going and there wasn’t that 
space there to kind of just feel a bit crap…  (P23) 

Despite the realisation that this failure to acknowledge grief was detrimental the norm 

prevailed as she found herself acting in a similar way:  
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... definitely I understand why people do it and don’t look back with 
resentment of how people spoke to me in the wake of it, you are older 
now and find yourself doing it at times.  (P23) 

She was aware of her own conformity yet at the time she perceived her role as a 

teenager was to protect people from the discomfort of the situation by engaging in 

upbeat conversations that deflected attention from the real situation: 

You sense people’s awkwardness and you provide the get out of jail 
free card      (P23) 

For participants living with illness and disability conversations within the family 

relating to PC were considered a necessity due to the reality and uncertainty of illness. 

For a participant caring for her mother, conversations relating to deteriorating illness, 

death and dying were commenced at a young age and became a natural part of life.  

These conversations were felt by the participant to be empowering in involving her 

in future plans and also made her proactive in looking for information about PC so 

that her and her mother were prepared for the future.  

 

Participants believed that discussions on PC are prohibited because of a societal 

discomfort with the subjects of death, dying, loss and care. The perceived embargo 

on open discussion relating to end of life within families and within society in general 

left participants to ‘second guess’ (P17) situations rather than being a part of the 

experience. Protecting not only themselves but others from potential discomfort 

relating to death and grief was enabled by following the socially acceptable 

conventions that deemed PC a private matter requiring professional skills and loss, a 

subject to be avoided.  
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6.4  Control beliefs 

Control beliefs relate to beliefs about ‘resources and obstacles’ that can facilitate or 

inhibit a particular behaviour (Ajzen 2012). The perceived individual and societal 

level obstacles are reported relating to skills needed to engage with the subject of PC. 

Participants’ beliefs on how engagement might be facilitated are outlined under this 

theme and relate to individual skills and broader structural level factors that were 

suggested would potentially impact public readiness to engage with palliative care. 

 

6.4.1 The potential of palliative care 

Palliative care was seen to have the potential to enable end of life options to be 

explored and give more control to the person requiring PC and their family. Options 

were thought to relate to the place of care, treatment options and place of death. The 

importance of forward planning was underpinned by experience not only at the end 

of life but in the case of life limiting illness where discussing wishes was perceived 

as helping to ease future worries.  Some participants suggested that an important 

aspect of PC was preventing difficult situations that could arise from lack of planning. 

The perceived inability of a dying relative to have a conversation relating to end of 

life had left things more complicated than they should have been. Palliative care was 

seen to have the potential to enable discussions: 

That would have made it more comfortable or discussions been had 
that would have made it easier on him and members of the family. 
       (P23) 

Living with disability that was life limiting made discussions of end of life choices 

more urgent for the relative of one participant: 
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There never was a point where she (her relative) could wait and talk 
about something or like maybe I’ll leave that for another year because 
you don’t know what’s going to happen.  (P11) 

This participant felt that being able to talk about potential end of life issues lessened 

the burden of worry on her relative and gave her control in the event of progressing 

illness and death. This open environment for discussion was deemed very important 

to the participant who felt that people who are ill should not be burdened with worries 

about family after their death:  

(They) should be just focusing on themselves and whether that’s 
getting better, or whether that is adjusting to the situation and trying 
to move forward in whatever way.   (P11) 

Yet despite these experiences within the family and in health care, participants related 

a lack of knowledge of how to begin the conversation asking: 

How do you discuss openly without being too morbid?     (P03) 

The belief that PC represented a situation that was out with their control was reported 

more often by male participants. A male participant studying construction reported 

that people were not unwilling to talk about PC, it was more that it represented a 

situation that couldn’t be helped: 

The unwillingness – not the unwillingness, but the unable to fix the 
problem….you’d turn agin yourself maybe. (P06)   
     

Male interviewees were more likely than females to want to ‘manage’ the 

situation or relationships in the absence of being able to change or fix the 

situation.  This perceived lack of power acted as an impetus to seek 

information for one participant in construction who when faced with a 

relative’s cancer diagnosis looked for information to: 
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Get a mission plan so to speak as to how I am going to deal with what 
is round the corner.     (P15) 

 

The idea that PC, and specifically death and dying, were specialised events that were 

out with the control of ordinary people was considered by participants. The skills 

required to navigate conversations that related to PC were deemed to be naturally 

occurring attributed to certain personality types.  Alternatively, these skills could be 

learned through health education or acquired through experience. Fear, believed by 

participants to stem from lack of knowledge and/or experience, was seen to inhibit 

engagement. Fear of saying the wrong thing, of highlighting what people are no 

longer able to do and exacerbating an already difficult situation were deemed 

obstacles to openly discussing PC.  The prohibitive nature of these discussions was 

outlined by participants across faculties: 

The fear of making people hyper aware of the situation they are in if 
they have someone who is ill…. there is no the freedom around talking 
about it.      (P23)  

I think sometimes because people don’t know an awful lot about it, 
that in itself makes people shy away from it, because they don’t really 
know what to say, or they’re afraid of maybe saying the wrong thing.
       (P09)  

How to speak, act, manage relationships, and know what was ‘normal’ for someone 

with serious illness was a troubling aspect of PC for participants. Information about 

PC was seen as establishing some control and confidence in social situations: 

By having more knowledge of this type of care. If I was to enter a 
house (with someone who is dying) you would know how to speak and 
what way to conduct yourself, because you would understand what is 
actually happening in the other room. (P06) 
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This perceived lack of skills needed to engage with those requiring PC was not seen 

as an issue exclusive to young people. One participant described how her older 

relative was unable to visit his dying friend as he felt the situation meant that he had 

to be behave differently: 

He didn’t know what way to behave, how to react, what to do. (P19) 

She felt that if death and dying were more openly discussed then he would have been 

able to sit with his friend, reassured that his presence was enough.  

 

6.4.2 Communicating the message  

When asked what they wanted to know about PC, participants suggested that a general 

overview of PC should be available with information tailored to those with specific 

needs.   Information should relate to two areas: (1) PC structure, services, locality and 

access (2) How to manage relationships and have meaningful engagement with those 

requiring PC and their families:  

I suppose exactly what it is and how you can get in touch with people 
if you feel that someone needs it.   (P16) 

The way that it (PC) is dealt with I guess, the different facets of the 
care and how to support someone going through without the disease, 
the issues hanging over the relationship.  (P12) 

Two participants studying different health care courses identified a need for 

supplementary information to allow them to have a broader perspective of the subject: 

I don’t know anything about the different types of palliative care. I 
have only seen it…, whenever it is catering for the patient’s end of 
life.       (P21) 

I would like more information because that (PC) is something we are 
dealing with nearly every day…  it would be good to have something 
to refer to, for your own and understanding.  (P20) 
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Participants proposed that the nature of any information should be both factual and 

relatable with the aim to educate and connect. The information should be easily 

understood explaining what PC is, the positive outcomes of PC, who is involved in 

delivering care and how that care can be accessed, delivered without sensationalism: 

(PC) will make it more straightforward towards the end but not 
printing emotions onto it.    (P23) 

Iif people actually understood, perhaps maybe more the steps that are 
involved .., more the personal outcomes that when these steps are 
introduced, what result does that actually have for the patient?  Is that 
actually quite a positive time in the patient’s life, given the 
circumstances, compared to, if it wasn’t implemented?  
       (P24)  

Participants wanted information on general and more specific areas of PC relating to 

present circumstances and anticipated future need. The information could allow for 

open discussion of issues relating to death and dying and might facilitate 

conversations about PC to take place in an environment that allowed the freedom of 

general inquiry without the fear of causing offense or distress:  

To come to a point where you can have safe debates and safe 
discussions without offending and maybe making judgements. 
       (P20) 

Faith and church were seen by some participants as resources that allowed for easier 

engagement with the subject and practice of PC by creating a platform upon which 

discussions could be introduced and connections created. Religion was perceived as 

providing a degree of certainty in a very tense and uncertain time even by two 

participants who reported no religious affiliation.   A participant described how she 

believed the process of caring, dying and grief was eased by her and her grandfather’s 

religious beliefs: 
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Because even though you know death is normal, and I have my beliefs 
and they make the whole process so much easier and I know that 
grandpa had beliefs and that made the whole thing so so much easier.
       (P03) 

The church was deemed a source of support by some participants who claimed a 

religious affiliation (n=5). These participants referred to the role of the church as a 

potential source of community connection to PC in identifying those people with 

palliative care needs who may wish to have support. The support experienced by 

participants within these organisations was not limited to times of illness and death 

but also in bereavement with the church community realising that care of the family 

didn’t end with death:  

(Death) isn’t a problem solved and they are here to support. 
       (P03) 

The church was seen by some participants as providing opportunities for connection 

to those deemed as requiring PC. The church as a community was seen as means of   

enabling connection to people requiring PC: 

So within my church if I knew someone I could maybe … So then I 
would be connected with older people that might be receiving PC. 
       (P16) 

The uncertainty and lack of control in relation to death that comes from a more secular 

society was reported by two students who felt that people in the past were able to 

embrace death more readily because of the certainty that religion gave: 

The faith structure was a way to not make it feel it was final, or it was 
a scary thing. But I know not everybody has that sort of relationship 
with religion.      (P11) 
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6.4.3 Normalising palliative care  

Early familiarity with the term PC and more discussion on issues related to death, 

dying and loss were advocated by participants as a way of making end of life less 

frightening. Bringing death and dying into the formal school system would also help 

people prepare for later life. However, restrictions were placed on the discussions 

with diverse views as to when and where these discussions should take place.  Some 

participants felt that the subject of end of life could be incorporated into the school 

where young children can be given the information within the classroom allowing for 

the processing of this information to be carried out with peers: 

The conversation happens with the teacher, but they can go into the 
playground or even just within the school classroom…and it just 
generates more creativity for them to understand how certain things 
work in life.      (P05) 

Suggestions made to normalise PC form an early age were governed by an overriding 

wish to protect young children from the distress that talking about death and dying 

and PC might cause. This conflict of trying to make illness, death and dying normal 

was recognised by a participant who as a  parent  didn’t want to  ‘depress’ her child, 

but realised that if information was delivered in a way that was less emotive this might 

help prepare her for later life.  Participants identified the formal education system as 

an opportunity to teach about real life issues such as death and dying: 

I don’t think that the biology of plants and cells is necessarily all that 
beneficial at that age. But end of life care is something that everyone 
is going to come across, whether it be them or someone that they 
know.       (P08) 

Planting the seed of information regarding illness, death and care as part of life events 

in school and at home was suggested as a means of allowing the subject to be 
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discussed more openly and developed as situations arose. This would help normalise 

not only dying and death but care as suggested by one participant: 

Without thinking I need to apply this PC to my life in order to help this 
person, they will just think I know this is going to help this person, it 
would almost be like natural.    (P10)  

Participants considered young people at University as ideally placed to accept new 

knowledge that could inform and change attitudes. Young people were seen to be at 

a life stage that left them open to attitude change with different experiences and 

information. The opportunity that students within school or University have to 

navigate discussions and thereby process information was highlighted by participants. 

Within the educational environment new issues could be debated and new views 

adopted; this level of peer support was not seen as existing outside the educational 

system.  A limited time to target young people was identified and that was before they 

reached their thirties, forties and fifties because after that: 

They are set in their ways and it is very hard to try and change their 
opinion and if you try and change their mind, they put up a wall you 
can’t get over, my generation does not have that wall, maybe we don’t 
have that wall built up yet.    (P10) 

I would be open to hear different people’s views on things just because 
I haven’t made my mind up on things yet but as you get older you make 
up your mind and form opinion on things.  (P16) 

While recognising that young people at University have busy lives, they were seen to 

have attributes such as ‘youthfulness and energy’ (P18), time and compassion that 

would enhance care giving. Moreover, they should be invited into conversations and 

be part of decisions: 

Because I think younger members of the family offer just as much 
comfort and insight as older members do.  (P19) 
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In caring for her dying relative one participant believed that the flexibility of 

University study afforded her time to help:  

I was in University, so it meant that my time was a lot more flexible. 
So I could go up whenever other family members would have been in 
work and even if it just meant sitting there, so that … could get out of 
the house and it meant that I had an eye.    
                               (P03) 

Suggestions were made as to how information on PC could be incorporated into the 

University system as a part of compulsory modules or on fliers left around the 

University or events run at the University. However, it was also suggested that the 

University or the University email system may not be the best means of accessing 

students. 

 

Social media or organising events were considered by participants as the best platform 

for getting information across to young people.  Participants felt that this was where 

young people spent a lot of their time and where they picked up information about a 

wide variety of issues: 

If you were to make an event … or you’re going to do that on palliative 
care somewhere in the area … you could send an invite out on 
Facebook and that would reach everybody….  I think people around 
my age, we’re never off the internet!   (P21) 

However, a prompt was required to encourage young people to see PC as a relevant 

and relatable issue for now. The internet was where they could get the knowledge, 

however, they needed the spark of interest to make them look.  

 

However, one older participant thought that this might be a childish means of 

dissemination for such an important subject, thus reinforcing the idea that talking 

glibly about PC seems to diminish the seriousness of the impact of life-threatening 
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illness. The participants felt that information needed to be ‘consumed in an instant’ 

(P23), short and to the point, whether by leaflet, YouTube video, photography or 

television advertisements. Social media platforms such as Twitter, Facebook 

WhatsApp and Snap Chat were all suggested as possible modes of disseminating 

information. Further suggestions related to planting the seed of interest by leaving 

fliers in the University and public places: 

It’s just getting people to walk away and think and giving people 
something in their hand, so then it’s more than a bill board kind of 
thing. So they’re going to be like, right I have this and now I’m going 
to go home and I’m going to look it up.  I suppose it’s just planting 
the seed, I suppose.     (P11) 

 
While recognising the importance of general dissemination of factual information, 

participants felt that young people needed an alternative means of emotionally 

connecting with the subject. This connection was deemed necessary to allow young 

people to relate to PC. Participants suggested that empathy could be built through 

hearing the stories of people with experience of PC. One participant suggested that 

young family members rather than sick patients relating stories could be a possible 

platform. Again, demonstrating the thought processes that discussion of PC ignited, 

participant’s suggestions as to what might grab the attention of the young person and 

the broader public often reflected participant’s course of study with Art, Theatre, 

Animation, and Film all suggested. However, the role of education at both tertiary 

and higher levels was questioned with more relevance to real life issues such as PC 

advocated: 

In school you don’t really learn about death and I think sometimes 
you learn a lot of things that are irrelevant.  (P08) 
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We’re running all these shows and we’re running all these exhibitions 
and, but how do we relate this to our community and what is going 
on?       (P11) 

6.4.4 Addressing the elephant in the room 

The perceived benefits of a community that is more knowledgeable of PC were 

considered multifaceted in allowing people to identify roles, to signpost to services 

and to take “the elephant from the room” (P07), thus preventing more social isolation 

of the person with life limiting illness and the family. The community could then 

anticipate needs; this was seen especially important given the closure of community 

hospitals. A participant whose family lived within a community that had rallied to 

help explained: 

So in promoting it (PC) as a community, members of the community 
can help to comfort each other. It is just more so that you don’t always 
need a professional healthcare (person), now in some cases a 
professional health carer is needed for their knowledge but for the 
maintaining, for the use of a better word, can be done with your 
community.      (P15) 

However, the prevailing social norm that placed boundaries on the promotion of PC 

in the public arena for fear of causing upset was apparent in cautious suggestions of 

how information regarding PC should be disseminated:   

PC should be known about but in the background so as not to upset 
people.       (P15)  

The background is where a participant suggested that PC has been placed and, 

therefore, not owned by the community: 

It’s just kind of shoved sideways. It’s not public. It’s not part of the 
community.      (P24) 

Three of the male participants, in being ‘realistic’, felt that not everyone would get on 

board and be interested nor ready to engage with PC. A suggestion was made that ‘a 
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niche’ community of volunteers would be created rather than a community who felt 

empowered. 

 

Highlighting the importance of broad dissemination of information, a participant 

recalled his perception of a successful campaign that would reach all levels of society: 

In schools you hear it. In church you hear it.  In markets you hear it, 
so in every bit of the society, people even take it to the market – the 
women to the traders.       (P01) 

 
Palliative care was seen by participants as requiring a different but equally wide 

approach in that most public health campaigns were typically used as a means of 

dissuading people from certain behaviours. Campaigns relating to driving were given 

as examples and considered memorable because of the visual graphics:   

I think they’re (public health adverts) trying to scare people off 
something, whereas I think palliative care advert would be wanting to 
encourage conversation and encourage things like writing wills. 
(P03)      

The idea that public health campaigns could be used to disseminate information on 

such a private matter was met with some hesitancy, with a view that information 

should be disseminated in a more controlled and softer manner: 

So I think when you talk about public health campaigns, I think it’s 
difficult because it’s such a personal matter and a personal decision 
that it (information) has to be controlled.   (P18) 

Putting ‘care’ across to a public audience was highlighted as a difficulty because it 

was deemed by participants to require a gentle, softer introduction, not a graphic 

depiction as with some of the driving campaigns. Another difficulty suggested by a 

participant was that PC was not a specific disease but was a part of all diseases, a 
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suggestion was made that it be included as part of education on all life-threatening 

illness: 

Because it’s (PC) not an illness, so say, for example, the depression 
is one type of illness, but palliative care incorporates loads of 
illnesses, so it would be hard to explain what kind of illnesses are in 
the palliative care range.  I suppose you could probably team up with 
other, other adverts…, and even then, like say something short about 
palliative care.      (P02) 

While some television advertisements run by charitable organisations such as Cancer 

Focus and Macmillan were memorable in building empathy, the general belief was 

that the public health input should be more about opening discussions within families, 

in schools and among young people:   

But it is that opportunity for them to think about something, if they see 
that commercial and they’re watching the TV with their parents and 
they can actually say “Mum, dad, what is this?”  (P05) 

 
The influence of the social norms and specifically the descriptive norm (what 

significant others do, Chapter 3, Section 3.5) underpinned present and anticipated 

engagement with PC.  What was clear was that the subjective norms that allowed 

people to separate themselves from difficult conversations about death, dying, loss 

and care were complied with. This acquiescence appeared to be less about pressure 

and more about protection of self and others. Various strategies were suggested by 

participants to promote both understanding and relevance of PC to young people. 

Participants suggested that engaging young people is a process of developing 

readiness that starts with igniting interest so that PC becomes a relatable and relevant 

subject for discussion. Regarding her peers one participant advised: 

People will not listen to the information if they do not want to talk 
about it.      (P16) 
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6.5  Key points from the interview data 

• Participants were able to identify with some of the core concerns of PC, regarding 

the inclusion of the family, improvement in quality of life and symptom 

management. Those on health-related courses were more able to identify goals 

of care, the main focus reported related to their particular discipline.  

• Palliative Care was associated more readily with end of life and more specifically 

with death and dying.   

• An ad hoc exposure to PC was evident with no central source of information 

identified. Palliative Care was variously understood between and within health 

care faculties. 

• Negative beliefs associated with PC related to fear associated with death and 

dying and loss and a perceived hopeless situation that the need for PC 

represented.  

• Exposure impacted knowledge, whether didactic or experiential. Experience 

impacted attitudes to PC, on occasions reinforcing perceptions of PC as only at 

the end of life. Personal experience and accurate information promoted some 

positive perceptions of PC that recognised the concept of living while dying. 

• The influence of social norms that prohibited open conversation on issues relating 

to death dying loss and care underpinned the beliefs of participants and directed 

their behaviour. These norms mediated the influence of demographics, 

experience and knowledge. 

• Social norms determined who participants talked to, how and when they talked 

and governed suggestions on how engagement with the subject of PC might be 

realised. 
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• PC was deemed an isolated subject understood only by health care professionals 

and those affected by serious illness.  

• Suggestions made to engage young people focused on creating an environment 

that normalises death, dying, grief and care through a process involving early 

education. The interest of the young people needed to be piqued and the media, 

specifically social media, was seen as the platform on which to promote this 

engagement.  

• Simple factual information was requested relating to what PC is and what the 

outcomes of care are.  However, in order to reach the target population an 

emotional connection was needed; this required a combination of science and art 

that would create a campaign of engagement developed by young people for 

young people.  

 

6.6  Researcher’s reflections on the interview process 

As detailed in Chapter 4 the researcher was aware of the effect she had on the research 

process and how that process affected her. Field notes, listening to the audio 

recordings and discussions with team members after the interviews helped the 

researcher identify missed cues and potential biases. The Skype interview presented 

a different medium where cues could more easily be misunderstood. An example was 

a participant who related at the beginning of the interview that she had found out 

about palliative care because her family had thought her granny needed it, but she had 

not. The researcher noted what she thought was a deep inhale after saying this, relating 

to possible anxiety and was concerned for the participant as she was not sure if the 

participant had immediate support. The researcher continued without any probing of 

what she meant by ‘needed it’ but made a note to return.  As the interview developed 
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it became apparent that the participant’s interpretation of PC as end of life care did 

not apply to her grandmother who had recovered and she was not distressed by the 

subject. The researcher had misinterpreted the body language, this could also have 

happened in a face to face interview but in that situation the whole environment is 

taken into account, in a Skype interview emphasis is perhaps placed more on audio 

cues. Yet the researcher found the Skype medium offered participants more control 

in that they were able to adapt their environment as it suited them. 

 

 However, most participants opted for the face to face interview. The researcher 

remembers being asked how she presented herself to the participants by an 

experienced qualitative researcher. The researcher was aware that her age could have 

biased the interview with participants thinking that she had a role other than a student 

in the university. It was made very clear that the researcher was a PhD student only 

and was not affiliated with the university in any other way.  As a mother of four 

children in the study age bracket the researcher was aware of her own wish to protect 

the participants from discomfort but also she was aware that as adults they were able 

to engage in sensitive subjects and her experience in nursing, education and as a 

mother allowed her to differentiate emotion from distress that enabled the interview 

process.     

 

Figure 6.1 displays the themes identified from the empirical data mapped to an 

adapted version of the Theory of Planned Behaviour (Ajzen 1991, 2017). In this 

adapted model, Exposure is identified as a background factor.  As a continuum from 

no experience, vague recollection, didactic teaching, clinical placement and 

experiences of death, dying loss and care, exposure was seen to impact all beliefs 
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about palliative care. As a subcategory of exposure lies knowledge and understanding 

of PC. The data highlighted normative beliefs as significant in determining 

engagement with PC, perceived by participants as a stronger influence than 

knowledge and more powerful than experience. 
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Figure 6.1 Themes mapped to an adapted version of the Theory of Planned Behaviour (Ajzen 2017) 
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6.7  Integration of study findings  

As discussed previously in the study design chapter (see Chapter 4) integration, the 

hallmark of mixed methods research, involves a merging of quantitative and 

qualitative approaches so that together they can give greater insight into a topic 

(Creswell and Piano Clark 2017, McCrudden and McTigue 2018, Fetters et al. 2013). 

In this section the integration of key findings at the interpretation and reporting level 

is presented by use of a joint display firstly and then through a narrative discussion in 

Chapter 7 (McCrudden and McTigue 2018). 

  

A joint display of the data is a visual means of bringing the data together and drawing 

out new insights or metainferences that cannot be gained by a single method 

(Guttermann et al. 2015). In this study the joint display demonstrates how the 

qualitative data confirmed, clarified  and explained contradictory findings. Expansion 

and development of the quantitative data through qualitative exploration is also 

presented through the integration process. The layout of the joint display is based on 

McCrudden and McTigue’s (2018) framework for integration in an explanatory 

sequential design study. 

 

Table 6.3 displays the findings relating to PC being specifically for those with cancer 

diagnoses and those in the last six months of life. Apparent is the discordance between 

the quantitative and qualitative findings, which are discussed in Chapter 7. 

 

Table 6.4 displays the results of the quantitative findings relating to the population 

requiring PC. Identified is a dichotomy between what information is available and 

what is experienced. 
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Table 6.5 presents the integrated findings that identify fear and discomfort as a 

societal issue but not an issue for the participants directly. 

 

Table 6.6 presents integrative findings that demonstrate the role of experiential and 

didactic learning in developing knowledge of PC that is based on individual need. 

 

Table 6.7 demonstrates a readiness to engage with palliative care in the combined 

data sets.  
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Table 6.3  Integrated findings related to knowledge and understanding of palliative care 
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Table 6.4  Integrated findings related to perceptions of population and aims of palliative care 

 

 

Quantitative Results Summary  Qualitative 
Exemplar quotes Summary  Metainference 

 
 
 

 

 

Contrary to recent surveys 
of public awareness, this 
sample did not agree that 
PC was designed 
specifically for the elderly  

Clarification was sought as 
to who the participants 
understood the population 
that require PC to be.  

 

 
 
 
 

Majority of participants 
believed that PC helped the 
whole family. Clarity 
sought on the nature of the 
help. 

 

 

 

 

“If I was putting it into an 
age bracket, maybe an 
older age. But I understand 
that there is types of 
illnesses and disabilities for 
a younger age that would 
require that kind of care.” 
(P15). 

“I wouldn’t find it  
important to talk about with 
my peers…it seems so far 
away, it’s so distant, I guess 
that older people or sick 
people , in that kind of 
instance but in general 
no.”(p22) 

 
“A bit of support for the 
bereaved family as well’. 
‘There has to be procedures 
set up for family members 
who are going through 
that” 
(P04) 

 

Frequent references to older 
individuals who were seen by 
participants as those to whom 
PC would be more relevant, 
due to age and diseases of 
older age. 

 
 
 
 
 
 
 
 
The family were seen to 
require support from health 
professionals both during the 
illness and into bereavement 
Talking about PC and death 
and dying was more difficult 
with the family with family 
members trying to protect one 
another. It was within the 
context that thinking of PC 
made most impact.   

                                                                  
                                                                                   

If PC is considered to be 
specific to older people, this 
population might not see this 
an issue for them. Priority 
from the interviews was that 
information is there but there 
has to be an impetus to look 
for it 

 
 
 
 
 
 

                                                                 

The family were mentioned 
by participants frequently. 
The role of PC in supporting 
the family was the most 
widely promoted. Open 
discussion on many subjects 
but death, dying and future 
care was only discussed on a 
needs base only.  
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Table 6.5  Integrated findings related to the associations of palliative care with the taboo of death and dying 

 

Quantitative Results Summary  Qualitative 
Exemplar quotes Summary  Metainference 

The mean PaCKS score was 8.87 (SD 3.41 
range 0-13), the median was 10 

 

 

 

 
 
Those who had cared for 
someone at the end of life 
scored better on the PaCKS 
tool as did those from the 
Faculty of life and Health 
Science.  

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
End of life care experience 
and studying in the Faculty 
of Life and Health Sciences  
were significant predictors 
of intention to engage with 
PC. 

 

“What do you understand by 
PC? ‘Palliative care, it would be 

providing like physical care, 
personal care, emotional care, 
advice, caring for the family as 

well. Working with 
multidisciplinary team and 

trying to meet the needs.  Make 
them comfortable, end of life, 

whether it’s in the hospital or in 
the home.”  

(Health Science,P20) 

“Just whenever the health 
professionals are looking after 

terminally ill patients. You know, 
whenever they get a diagnosis 
that they’re terminally ill.  It 

would be the aftercare after that, 
up until they pass away” 

(Business School, P13) 

 

“A mission plan .is required that 
allows me deal with what is 

round the corner’” 
(Computing, Engineering and 

Built Environment ,P15) 

 
 
Knowledge of PC 
differed within 
faculty. This related to 
exposure in the 
clinical field and 
personal experience. 
 
Those in health 
science wanted more 
information to 
broaden their scope of 
professional 
knowledge. Other 
disciplines were 
interested in the 
structure, the stages of 
care, the population of 
PC and how services 
might be access. 
 
 
 
 
Those caring for 
people with life 
limiting illness saw an 
immediate need to 
find out more 
information on PC. 

 
 
Those in health science 
could better articulate 
their knowledge of PC, 
however the meaning 
across disciplines focused 
on end of life care. Those 
with experience whether 
in personal context or in 
the context of their study 
were interested to learn 
more about PC. 
 
Caring made the need   
for information more 
immediately relevant. 
Suggested tiered model of 
knowledge dissemination 
with basic information 
available to everyone.  
 
Learning on the job 
seemed to be a primary 
source of knowledge for 
participants,. Therefore in 
the absence of any new 
information people 
unwittingly follow the 
person in front with 
limited understanding of 
what PC has to offer.  
 
 

 



214 
  
 

 
  

Table 6.6  Integrated findings related to knowledge and experience of Palliative Care  

 

Quantitative Results Summary  Qualitative 
Exemplar quotes Summary  Metainference 

The mean PaCKS score was 8.87 (SD 3.41 
range 0-13), the median was 10 

 

 

 

 
 
Those who had cared for 
someone at the end of life 
scored better on the PaCKS 
tool as did those from the 
Faculty of life and Health 
Science.  

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
End of life care experience 
and studying in the Faculty 
of Life and Health Sciences  
were significant predictors 
of intention to engage with 
PC. 

 

“What do you understand by 
PC? ‘Palliative care, it would be 

providing like physical care, 
personal care, emotional care, 
advice, caring for the family as 

well. Working with 
multidisciplinary team and 

trying to meet the needs.  Make 
them comfortable, end of life, 

whether it’s in the hospital or in 
the home.”  

(Health Science,P20) 

“Just whenever the health 
professionals are looking after 

terminally ill patients. You know, 
whenever they get a diagnosis 
that they’re terminally ill.  It 

would be the aftercare after that, 
up until they pass away” 

(Business School, P13) 

 

“A mission plan .is required that 
allows me deal with what is 

round the corner’” 
(Computing, Engineering and 

Built Environment ,P15) 

 
 
Knowledge of PC 
differed within 
faculty. This related to 
exposure in the 
clinical field and 
personal experience. 
 
Those in health 
science wanted more 
information to 
broaden their scope of 
professional 
knowledge. Other 
disciplines were 
interested in the 
structure, the stages of 
care, the population of 
PC and how services 
might be access. 
 
 
 
 
Those caring for 
people with life 
limiting illness saw an 
immediate need to 
find out more 
information on PC. 

 
 
Those in health science 
could better articulate 
their knowledge of PC, 
however the meaning 
across disciplines focused 
on end of life care. Those 
with experience whether 
in personal context or in 
the context of their study 
were interested to learn 
more about PC. 
 
Caring made the need   
for information more 
immediately relevant. 
Suggested tiered model of 
knowledge dissemination 
with basic information 
available to everyone.  
 
Learning on the job 
seemed to be a primary 
source of knowledge for 
participants,. Therefore in 
the absence of any new 
information people 
unwittingly follow the 
person in front with 
limited understanding of 
what PC has to offer.  
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Table 6.7  Integrated findings relating to participants readiness to engage with Palliative Care 
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Chapter 7 – Discussion  
 

7.1 Introduction  

The aim of this study was to determine the knowledge, attitudes and perceptions of 

palliative care (PC) among young people aged 18-29yrs. This chapter includes a 

discussion of the study findings drawn from the integration of different study phases. 

The discussion is framed around the societal levels of influence identified in Simons-

Morton et al.’s Socio-ecological Model (SEM) (2012). Beginning with the 

Intrapersonal and Interpersonal influences on knowledge, attitudes and perceptions of 

PC that have been empirically measured in this study, the discussion moves to the 

outer rings of the SEM drawing inferences and conclusions based on findings from 

the exploratory data.  The embedded relationship of all levels is demonstrated as the 

discussion moves across and between levels of influence aligning findings with 

policy, practice and research.  

 

This chapter will also outline the study’s contribution to knowledge, theory and 

methods, concluding with a presentation of the adapted theoretical framework based 

on the study findings. Recommendations for palliative care and public health practice 

are provided and study limitations and suggestions for further research are outlined. 

The chapter concludes with key considerations to enable a public health approach to 

palliative care.  
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7.2 Socio-ecological influences on knowledge, attitudes and perceptions of 

palliative care at the intrapersonal level 

Influences relating to individual level characteristics were measured using The 

Theory of Planned Behaviour (Ajzen 1991) as a guide to data collection for the 

measurement of knowledge, attitudes and perceptions of PC, demonstrating how 

these personal attributes contribute a readiness to engage with PC. At the 

intrapersonal level, knowledge was found to impact attitudes to PC and readiness to 

engage with PC.  Young people in this study were familiar with the term PC, with 

levels of awareness similar to those found in studies undertaken with older age groups 

in the UK and population studies in Ireland (McIlfatrick et al. 2013, AIIHPC 2018). 

This contrasts with previous findings that have highlighted a low awareness of PC 

among young people internationally (MacLeod et al. 2012, Kozlov et al. 2017, 

Westerlund et al. 2018, Huo et al. 2019, Trivedi et al. 2019). Awareness levels among 

the population of young people in the current study (83%) were higher than a recent 

public awareness study in Sweden, in which only 35% of the 18-24year age group 

reported having heard of PC (Westerlund et al. 2018).  A possible reason for this 

difference may be that the present study had an over representation of participants 

from the Faculty of Life and Health Sciences with a fairly homogenous level of 

education, while Westerlunds study was undertaken with a nationally representative 

sample of the general public.  Another possible explanation for this difference in 

awareness may be found in the Economist Intelligence Death Index (EIU 2015) which 

ranked Ireland and the United Kingdom in the top five countries in terms of 

community engagement and awareness of PC, while Sweden was ranked twenty-

seventh. This index measured availability, quality and affordability of PC in five 

categories, with the fifth category, community engagement being linked to public 
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awareness of PC and volunteerism, specifically relating to the end of life. The index, 

however, has been criticised for failing to take context and culture into account in its 

ranking system and does not consider alternate models of community development, 

with community engagement being afforded the lowest weighting (Zaman et al. 

2017). The difference might also be attributed to what Westerlund et al. (2018) term 

the ‘Anglo-Saxon culture’ (p9) of which volunteerism and charity are a staple, and, 

as recognised in the index, the proliferation of national policy advocating PC in the 

last decade (DHSSPS 2008, DHSSPS 2010). Important to consider, however, and 

discussed in more detail in subsequent sections, increased awareness does not 

necessarily equate with increased understanding.  

 

How participants became aware of PC was explored through qualitative interviews, 

the findings echoed previous international and national studies in identifying an ad 

hoc and non-standardised means of obtaining information relating to PC (McIlfatrick 

et al. 2013, 2014, Roulston 2018, Westerlund et al. 2018). This often took the form 

of vague recollections of the term mentioned within the family regarding older family 

members. Health personnel were infrequently cited as sources of knowledge, except 

as part of a taught curriculum, however, even in health care courses, the acquisition 

of knowledge was variable. It could be argued that the piecemeal fashion in which 

information was acquired, and perceived lack of ownership of information relating to 

PC, had the potential to lead to inaccurate information being publicly available that 

could perpetuate not only misunderstanding but also negative perceptions of PC 

(Seymour 2012, Roulston 2018). Studies undertaken in the USA and Europe have 

demonstrated that information that exists on internet sites is unstandardised with 
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variable content and some core aspects of PC omitted (Kozlov and Carpenter 2017, 

Carrasco et al. 2017). 

 

The results of the survey suggested that participants saw PC as relevant to them, 

however, further exploration in the interviews suggested that young people only 

considered PC was relevant for their future role as advocates and carers for older 

family members. This future potential role and relevance may explain why 80% of 

the participants said they would look for information on the internet.  The individual 

interviews, however, revealed that a cue was needed to trigger that inquiry, for some 

that was illness in the family, for others, participation in the survey was reported as a 

cue. The importance of actual need in making people more receptive to information 

on PC has been identified previously in a national intervention study in Japan 

(Akiyama et al. 2016) where members of the general public who had personal 

experience with cancer were found to have accessed information on PC that was 

supplied as part of the intervention more frequently than those without experience of 

cancer.  Participants in the present study were less inclined to want information 

disseminated through health systems unless that is where they had first learned about 

PC. This differs from other study findings where health personnel were viewed as 

best placed to provide information on PC (McIlfatrick et al. 2013, 2014, Yoshida et 

al. 2015, AIHPC 2018, Huo et al. 2019). In a recent study of public knowledge of PC 

in the USA, multivariate analysis demonstrated that level of knowledge did not impact 

the belief across demographic groups that the health professional should be a primary 

source of information on PC (Huo et al. 2019). A possible explanation for this greater 

emphasis on the role of medical personnel is the perception of PC as a medical 

speciality included within private health care in the USA (CAPC 2011, Seymour and 
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Cassels 2016). While there is merit in Roulston’s (2018) suggestion of placing 

pressure on health systems to provide accurate information regarding PC, this study 

highlighted that engaging young people requires a collaborative approach that moves 

away from a singular focus on health services bringing PC into the public arena. 

 

The mean score derived from PACKS scale reported from participants aged 18-34yrs 

in Kozlov et al.’s (2017a) study was significantly lower than that reported in this 

current study (M=5.4 v M=8.9, range 0-13). In demonstrating the discriminate 

validity of the PaCKS, Kozlov et al. (2016b) showed how knowledge of PC was 

positively correlated with intelligence and basic health literacy, therefore. it would be 

expected that those in higher education would score better on this tool.  Education has 

been previously associated with both higher levels of awareness and knowledge of 

PC (Westerlund et al. 2018, Kozlov et al. 2017, McIlfatrick et al. 2013, Benini 2011 

Macleod et al. 2012, Trivedi et al. 2019). While univariate analysis demonstrated level 

of study (undergraduate/postgraduate) as a significant predictor with a small effect 

size, this was mediated by other predictors and did not emerge as significant in the 

regression analysis.  The study sample may be considered fairly homogenous in terms 

of education level, however, controlling for education allowed the emergence of other 

significant predictors such as experience that impact PC knowledge (see joint display 

Table 6.6).  

 

The findings revealed that while the study participants were aware of the term PC and 

had moderately high scores on the PaCKS, their understanding as to what PC actually 

was, who it was for and most notably when it should be instigated was limited. This 

discordance in the data, evident in the joint display(Table  6.2), was also a finding in 
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Feuz et al.’s (2015) study of radiography students’ knowledge and attitudes to PC, 

where identifying the correct answers from a predefined set of responses differed from 

qualitative responses elicited using free response format.  Participants in this study 

had a grasp of some key goals of PC, such as enhancing quality of life through 

symptom control, however, the study findings indicated that their perceptions were 

that the timing of palliative care was limited to the end of life care and was instigated 

only when curative options were exhausted. These findings correlate with previous 

surveys undertaken across Europe and the USA (Benini et al. 2011, MacLeod 2012, 

McIlfatrick et al. 2013, Manu et al. 2013, AIHPC 2018, Westerlund 2018, Shalev et 

al. 2018). This leads to a very limited application of PC and a young public whose 

understanding of PC does not relate to public policy and practice advocacy, with an 

emphasis on palliative care for all diseases, all dimensions, all times and all settings 

(Murray et al. 2005, WHO 2014).  

 

Participants used their own personal frame of reference to understand what PC is and 

for many interview participants the survey was the first time they had the opportunity 

to reflect on PC at an individual level.  Participants reported experiences of PC and 

perceptions that were focused on death, dying and loss related to cancer diagnoses, 

older populations and care that was delivered by a range of professionals at the end 

of life (see joint display Table  6.3). While participants in this study were studying in 

various disciplines, a similar limited perception of PC as non-curative  end of life care 

was reported by Watts (2014), in a study of PC knowledge among third year nursing 

students in the UK. Participants in this study, across all Faculties, were uncertain in 

their knowledge of PC, particularly with regard to the outcomes of PC, when and how 

it might be accessed. Watts (2014) alluded to the varied discourse and diverse 
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understandings of PC that have led to what she termed a ‘superficial’ understanding 

of PC among her sample of nursing students.  This discourse, evident in analyses of 

meanings attributed to PC, has defined PC as a philosophy of care, a service, a 

speciality, a scenario and/or an approach to care organisation (Meghani 2004, Hui et 

al. 2013, Van Mechelen 2012, Junger et al. 2012, Pastrana et al. 2008). While the 

WHO advocates versatility in the interpretation of PC according to the context in 

which it is required (Stjernsward et al. 2007), participants in this study requested 

information relating to what PC is, how it is accessed and the outcomes of care, that 

was simple, clear and unequivocal.   

 

 The statement in PaCKS relating to PC being for the last six months of life had the 

highest percentage of ‘I don’t know’ responses and incorrect answers.  On further 

exploration of this within the qualitative phase, it was found that PC was viewed as 

almost exclusively end of life care but more often in the last days and weeks of life. 

Nevin et al. (2019), in a concept analysis of non-specialist PC, identified a lack of 

boundary definition and conceptual separation between PC and end of life care. 

However, in this study most participants placed PC firmly at the end of life but 

described a blurred line with terminal care. Given the historical development of PC 

and present models predicated on terminal illness (Clark 2015), it is not surprising 

that PC is seen to have a solely terminal focus. Nevertheless, the potential 

repercussions of holding beliefs that consider PC as only end of life care could mean 

that care will be accessed late in illness and referral only made at the end of life. This 

is despite an ever-developing international evidence base for the benefits of early 

initiation of PC (Temel et al. 2010, Higginson et al. 2014, Kavalieratos et al. 2016, 

Hartley 2016, Zeigler 2018, Maetens et al. 2019).  
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While survey and interview participants reported being comfortable thinking about 

PC, contemplating the context in which PC would be delivered seemed to engender 

more uncomfortable feelings. Westerlund et al. (2018) identified barriers to greater 

public awareness and acceptance of PC as stemming from a reluctance to think about 

the context in which care is delivered.  Given that the perception of PC is focused 

solely on end of life care, it is perhaps understandable that many participants in the 

survey felt their friends would be reluctant to think about or discuss PC. While there 

was some consideration that PC offered patient choices in end of life decisions, PC 

was generally considered a passive type of care.  For many participants, PC 

represented a waiting time that was associated with uncertainty, fear and futility. 

While a different population that are faced with the reality of illness, similar findings 

were reported with patient groups in the international literature where the prospect of 

PC was associated with hopelessness, limited expectation of quality of life and 

diminished control (Collins et al. 2018 Zimmermann et al. 2016, Meneguin et al. 

2017, Davison 2016, Golam et al. 2014 Kavalieratos et al. 2014.). 

 

Central to the WHO definition of PC (2002) is ‘active’ care that affirms life, yet the 

results of this study revealed PC was largely perceived and experienced by 

participants as reactive to illness rather than proactive in maximising wellbeing. 

Similar findings have been noted in international studies with the public where 

affirming life was rarely mentioned in definitions of PC (Benini et al. 2011, Shalev et 

al. 2018). The ability of PC to actively preempt further deterioration and maximise a 

person’s ability to participate in life was rarely considered in participant accounts, yet 

the survey data revealed that the majority of participants supported the statement in 
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the PaCKS (Kozlov et al. 2016b), that PC aids participation in daily activities. One 

explanation for this might be that ‘daily activities’ to this population represented 

assistance with bodily functions related to dependence at the end of life, rather than 

any rehabilitative aspect of PC. This limited expectation in terms of what PC can 

achieve and what those requiring PC might want was supported in many participant 

accounts. The perception was that serious illness changed the person and the nature 

of relationships. This perceived change in personhood was also a finding in Daveson 

et al.’s (2011) study where cognitive interviewing was used to enhance meanings 

attributed to end of life within the context of an end of life care survey. Participants 

believed that with a diagnosis of serious or life-threatening illness they would be 

different people with changed expectations and priorities, therefore, future planning 

was of limited benefit. This perceived lack of congruence between the hypothetical 

and the real was evident in the present study, with views expressed that contemplating 

issues related to PC in health could not account for the daunting reality of life limiting 

illness. Therefore, for some participants, the trigger to engage in discussion or seek 

information on PC related to immediate need. Yet when contemplated, knowing more 

about PC in health, was seen as potentially empowering in acting as a brace, a mission 

plan and a way of not being blind-sighted by an uncertain future.  

 

In using research evidence to demonstrate the positive and rehabilitative nature of PC, 

Hoerger et al. (2017) undertook a randomised controlled trial in the USA with cancer 

patients (n=598) examining whether educating patients on  evidence from a previous 

study would make patients more likely to use PC. The research evidence and 

intervention was a summary of the seminal Early Palliative Care study (Temel 2010) 

which demonstrated that early initiation of PC for patients (n=151) newly diagnosed 
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with metastatic non-small cell lung cancer had positive effects on survival and quality 

of life. The control group did not receive the summary.  The results from Hoerger et 

al.’s (2017) trial demonstrated positive effects, with patients coming to view PC as 

being more efficacious and less frightening and exhibiting stronger behavioural 

intention to use the service (Hoerger et al. 2017). While this was a patient population, 

this study demonstrated the importance of showing the public evidence of efficacy in 

order to generate positive attitudes and intention. However, with this population the 

trigger for openness to accepting information on PC was present. How this might 

translate to a younger healthy audience is unclear, however, the participants in this 

study requested information on potential outcomes of PC and how these might differ 

when PC was not instigated. This resonates with other international studies reporting 

that younger people want to know about the benefits of PC as a pre-requisite to future 

advocacy (MacLeod et al. 2012, Roulston 2018, Westerlund et al. 2018). However, 

the importance of accuracy in information is essential,  in a PallMed Blog, Drew 

Rosielle (2019)  discusses the inaccurate claims made that PC improves survival of 

which there is little evidence with the recent meta-analysis across multiple RCT’s 

undertaken by Kavalieratos et al. (2016) showing this not to be evidenced.  Rosielle 

contends that sensationalist reporting of extended life expectancy without a firm 

evidence base is misleading. She suggests that marketing PC as improving quality of 

life is a substantial and well substantiated claim. Requests from participants related 

to unambiguous information relayed in a straightforward manner, to ensure trust it is 

important to ensure accuracy of information. Seymour (2018), in a review of 

campaigns to raise PC awareness, highlights trust as an essential part of information 

giving both in the information and in the medium through which the information is 

disseminated.  
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The findings of the study revealed four variables predicting participants’ readiness to 

engage with PC that were not fully mediated by the constructs of the TPB (Ajzen 

1991).  These related to Gender, Faculty of study, End of life Care experience and 

Knowledge as measured by PaCKS (Kozlov et al. 2017). Gender emerged as a 

significant determinant of attitudes, knowledge and readiness to engage with PC, with 

females holding more positive attitudes and having higher levels of knowledge 

predicting readiness to engage with PC. This corresponds with a significant volume 

of the literature relating to PC awareness and knowledge (Koffman et al. 2007, Benini 

et al. 2011, Hirai et al. 2011, McIlfatrick et al. 2013 Kozlov et al. 2017, Shalev et al. 

2018, Westerlund 2018).  As the mixed methodology in this study allowed for further 

exploration, a possible societal gender norm emerged.  PC for some male participants 

represented a situation that could not be fixed and that engendered feelings of 

redundancy making them ‘shy away’ from engagement. A cultural stereotype where 

men want to take charge and get the job done has been highlighted in previous 

literature (Thompson 2002). If the misperception regarding PC is that nothing can be 

done, some males may be unable to see a role for themselves in palliative care and 

may be more reluctant to avail of services.  The survey revealed a negligible 

association with gender and end of life care experience (Phi =0.082) indicating that, 

while feeling less positive and ready to engage with PC, in reality young male adults 

were involved in caring. Perhaps the perception of not having a role is in some way 

mediated by care giving experience.  

 

Burns et al. (2010) undertook a study that explored the caregiving experience among 

caregivers aged 15-29yrs and identified factors that were unique to this group.  The 
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findings showed that, unlike older cohorts, there was an almost balanced proportion 

of males and females who were involved in caring (46% male). This is contrary to the 

gender stereotypes within the literature that look at caregiving being the domain of 

women (Harris 1998, Burns et al. 2010). Gender difference, highlighted in both 

phases of data collection, emphasised the need for investigation of gender needs and 

strategies to enhance their engagement with PC, not just specifically in health 

education, as suggested by Annesser et al. (2014), but from a societal level. Two male 

participants suggested that having males portrayed in campaigns was essential if 

males were to be targeted by any public health campaign. In Harris’s (1998) seminal 

work with male caregivers, participants suggested a simple guidebook of terms and 

the need for straightforward precise information. Similar requests for information 

were made by participants in this study but this did not differ across gender.  

 

A considerable proportion of participants in the survey (see Table 5.3) answered ‘I 

don’t know’ to knowledge statements and provided neutral responses to attitudes 

statements (Tables 5.3 and 5.8). This demonstrates a certain ambivalence to PC, with 

survey findings when contextualised, revealing attitudes that were on the more 

positive side of neutral but subjective norms on the negative side of neutral (Table 

5.10).  This mirrors findings in international and national studies assessing PC 

knowledge and awareness, particularly with younger cohorts (Webb and Tucker 2009, 

MacLeod et al. 2012.  Barclay et al. 2015, Mohamadali 2015 AIHPC 2018, 

Westerlund et al. 2018). When explored further at interview, participants proposed 

that neutral answers were more likely to result from a lack of knowledge and 

experience with PC that prohibited engagement rather than negative attitudes. 

Findings suggested that those with end of life care (EoLC) experience had greater 
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knowledge and held more positive attitudes towards PC than those who did not. In 

the survey in the current study a significant positive association between EoLC and 

behavioural intention was found. This was affirmed in phase two with those 

participants with EoLC experience having positive attitudes to PC and seeing more 

of an immediate need for information. This is supported in other international studies 

measuring attitudes and knowledge of PC (Hirai et al. 2011, MacLeod et al. 2012, 

McIlfatrick et al. 2013, Barclay et al. 2015, Feuz et al. 2015, Akiyama et al. 2016, 

Tripken et al. 2018, Westerlund et al. 2018). While differences exist in relation to how 

experiences were realised, the evidence of this study points to knowledge and 

exposure to PC as significant determinants of attitudes and behavioural intention.  

 

7.3 Socio-ecological influences on knowledge, attitudes and perceptions of 

palliative care the interpersonal level 

At the interpersonal level, study results revealed that the influences of family, friends 

and social networks were significant in determining attitudes to PC and behavioural 

intention. The integrated data identified social norms as more significant than 

knowledge and a more powerful antecedent of behavioural intention than familiarity 

and experience. Many participants spoke of openness with regard to many subjects 

within families and among friends but death, dying and PC for many was not a subject 

for open discussion. Openness within families has been found to vary depending on 

subjects and experiences, with some topics not for discussion (Koener and Fitzpatrick 

2006).  In a study looking at generational relationships among perceptions and beliefs 

that impact willingness to engage in advanced care planning (ACP) Freytag and 

Rauscher (2017) collected data from 189 triads of young adults, their parents and 

grandparents in the USA.  Participants were asked about openness to death, death 
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anxiety, knowledge of surrogate decision making and self-efficacy with regard to 

ACP. The findings revealed that attitudes and willingness to talk about death are 

firmly placed within the family experience. The authors assert that their findings of a 

relationship between generations regarding openness about death confirms the 

influence of the family when it comes to engaging in discussion on sensitive subjects 

(Freytag and Rauscher 2017). While it is recognised that cultural differences between 

the USA and the UK exist, family emerged as key in the accounts related by 

participants in this study. As both observers and participators, young people 

acknowledged that PC or end of life were difficult subjects except for those with more 

experience, either professionally or personally, and still this conversation was kept 

within small groups with mutual experiences. 

 

While participants reported individually feeling comfortable talking about PC in both 

data collection phases, when this was explored at interview participants suggested 

that a societal fear of death and dying associated with the term PC rendered it a taboo 

subject and as such prohibited open discussion (see joint display Table 6.5). Similar 

findings have been reported previously in both the UK (McIlfatrick et al. 2013, 2014) 

and Sweden (Westerlund et al. 2018) where it was found that study participants felt 

that discussions were cloaked by social taboos and limited knowledge. What is 

notable is that individually participants felt comfortable but perceived a societal 

discomfort and lack of openness. Yet individuals make up societies, if individually 

they are happy to discuss PC then why might groups be uncomfortable? The answer 

may lie in the participant accounts in this study which describe a protective society 

where treading carefully or not engaging at all with issues relating to PC is an accepted 

norm. The context of PC was seen to be one that was emotionally charged and 
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required a contemplation of illness and loss that was relevant only to those directly 

involved.   

 

The survey identified the subjective norm as the most significant determinant of 

participants’ readiness to engage with PC. This construct had the lowest mean score 

of the three constructs in the quantitative data, suggesting that subjective norms were 

perceived to be either neutral at best or unsupportive.  This was explored further at 

interview where participants cited the influence of social norms in determining who, 

when and how they engaged with death and dying. The salient beliefs relating to the 

normative component of the TPB (Ajzen 1991) identified family, friends, traditions 

and religion as influential in determining how they engaged with PC and specifically 

how that impacted experiences of death and dying, loss and care.  The descriptive 

norm which relates to the behaviour of important referents was prominent in 

participant accounts, in the absence of information and guided by a wish to protect 

people from discomfort, participants related experiences in which they followed the 

behaviour of older family members.  Conforming to the social norm was evident, 

irrespective of experience, with some evidence to support the finding that those with 

more experience of illness, death and dying followed the social norm despite 

acknowledging its detrimental effects. 

 

Participants regarded rituals relating specifically to death as a source of comfort and 

confidence. O’Gorman (1998), in a paper debating death and dying in contemporary 

society, cited the importance of rituals and traditions associated with death that 

traditionally brought hope rather than fear to death.  These rituals also made dying 

and death community events rather than personal isolated incidents. As is debated in 
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the literature communities have become deskilled in care of the dying and dealing 

with death (Kellehear 1999, Horsfall et al. 2012, Brown and Walter 2013). Authors 

in the public health and palliative care field argue that ownership of death and dying 

should be returned to the community (Horsfall et al. 2012, Kellehear 2013,).  

However, in so doing the individual may not have the opportunity to acquire 

knowledge and develop individual skills to give them confidence in multiple roles of 

patient, carer, surrogate and citizen. Instead the unspoken rules of the community are 

perpetuated which as described by Sinclair (2007) can be: 

a central source of devaluation, derisiveness and intolerance as well 
as a source of solidarity, partnership and compassion   
      (Sinclair 2007 p134)  

This study has shown a significant proportion of young people have cared for 

someone at the end of life.  Perhaps rather than looking for a return to the past, the 

focus should be on ensuring that young people have the right knowledge, skills and 

attitudes to empower them as individuals within communities to create an 

environment that supports those with life limiting illness.  Promoting positive 

attitudes to PC requires a positive ‘rebranding’, not through a name change as debated 

in the literature, but a remarketing of PC (Boyd et al. 2019 p1). The idea of marketing 

PC with messages of hope and opportunity was suggested by participants in this study. 

Putting a positive spin on PC was suggested as a way of promoting positive attitudes 

to PC. However, participants were divided on whether PC should be distanced from 

death or discussions about death and dying should be more universally acceptable. 

 

 Initiatives aiming to make society more accepting of death and dying have emerged 

in local and international context using small arts venues such as social science fairs, 

death cafes, heart of living and dying discussions and more widespread campaigns 
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(Seymour 2012, Miles et al. 2017, Seymour 2018, SHSS 2018).  As with many 

initiatives that may be classified as public health approaches, evidence of 

effectiveness is limited but growing (Sallnow et al. 2016, Archibald et al. 2016, 

Hazelwood and Patterson 2018). The difficulty in measuring the impact of some PC 

initiatives was highlighted by Kavalieratos (2019), lead author of a meta-analysis and 

systematic review looking at the association between PC and patient and caregiver 

outcomes (Kavalieratos et al. 2016). He questions measurement systems that fail to 

recognise the inherent worth of some PC initiatives and suggests that alternate ways 

of measuring PC impact should be created to provide a solid evidence base that can 

be presented to the public (Kavalieratos 2019).   

 

The interpretation of community in this study was made by participants and mostly 

related to the community of the home environment, for others the community 

represented friends and organisations both within and outside the University.  Central 

to advocacy for a public health approach to PC is community engagement and 

participation (Stjernsward et al. 2007, Abel and Kellehear 2016, Sallnow 2018, Abel 

et al. 2018). While these may be identified as distinct concepts that suggest a top down 

or bottom up approach to PC (SPPC 2018) or as a continuum that commences, the 

results of this study suggested that central to both is a need for PC to be seen as 

relevant to the targeted population. In a qualitative study undertaken for Public Health 

England (PHE) (2016) to gauge the interest in community initiatives relating to end 

of life participants reported a broadly positive perception of the potential for 

community engagement in PC , however,  the lack of ‘ a meaningful generic 

descriptor’  (PHE 2016 p12) that brings together ideas and concepts relating to the 

role of the community in end of life care was thought to be missing. In the PHE study 
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sample the language that referred to initiatives as end of life was thought to exclude 

people with progressive long term illness and frailty as they were not perceived as at 

the end of life.  

 

Palliative care is an exigent health issue as evidenced by the unprecedented need as 

outlined in chapter one of this thesis.  As suggested by Rajagopal (2019) in a plenary 

speech at the recent EAPC (2019) congress, communities when empowered, can 

refine health issues and find solutions. The integrative results demonstrated a young 

population that were generally interested in and would like to know what is happening 

in their communities regarding PC. More community knowledge was seen as a way 

of providing opportunities within communities to enable young people to recognise 

where the need exists and the nature of that need. However, potential roles were 

identified relating to caring at the end of life rather than playing a part in enabling 

living with life limiting illness.  Participants perceived palliative care as primarily 

professional care with some understanding that the person requiring care cannot 

receive care in isolation from their communities. However, they also expressed a lack 

of knowledge regarding opportunities to enable communities to augment the 

professional service.  The academic literature, as reviewed in Chapter Two, 

ascertained public interest in PC by determining knowledge and awareness of PC as 

a service and the factors that might influence discussions and societal acceptance of 

that service. It could be argued that within the academic literature end of life care is 

considered more related to community involvement ((Kellehear 2013, Walter and 

Brown 2014) and that PC remains more the domain of the Health Care Professional. 
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As previously highlighted, participants reported that the media, and social media in 

particular, should be used to make PC relatable to young people in the first instance 

(Section 7.4.2). Strategies suggested by participants to disseminate information such 

as the use of personal testimonials, videos, fliers, public lectures and leaflet 

distribution have been previously proven to increase knowledge of PC (Kozlov et al. 

2016a, Akiyama et al. 2016, Chandra et al. 2016). A systematic literature review on 

interventions aimed at encouraging the public to discuss end of life preferences (Abba 

2013) and a review of public health campaigns to raise awareness of PC (Seymour 

2018) have explored a variety of initiatives. While it would appear that  initiatives for 

end of life preferences differed considerably from those for raising awareness of PC, 

the initiatives developed internationally and nationally using a range of mediums had 

a primary focus on end of life care: café conversations about death (Mcloughlin et al. 

2016),  peer information programmes (Seymour et al. 2013), arts projects (Lindquist 

and Tishelman 2015), public roadshows on advanced care planning (Hickey and 

Quinn 2012) and educational interventions aimed at increasing information  

(Miyashita et al. 2007, Sato et al. 2009, Akiyama et al. 2016). While these campaigns 

are mostly focused on older populations and success is difficult to measure,  smaller 

studies aimed at school children have also been developed in the UK (Hartley 2011, 

Cree and Paul 2016) that aimed to increase knowledge of PC and to make end of life 

care more visible.  

 

Participants in this study suggested that educational initiatives aimed specifically at 

young people should provide a space to process that information. Such initiatives have 

been undertaken in Italy and Portugal (Beccaro et al. 2015, Martins-Peirera et al. 

2018) aiming to educate teenagers in classroom and church settings regarding serious 
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illness and palliative care. The initiatives were developed purposefully for teenagers 

and involved an action research approach (Martins-Peirera et al. 2018), professional 

talks, reflective accounts, videos and question and answer sessions (Becarro et al. 

2015). Both studies incorporated an evaluative component. In the short term, views 

of the teenagers were positively impacted, with increased awareness and positive 

perceptions of what PC can achieve and more value placed on the person with life 

limiting illness.  Similar to the present study, participants were open to new 

information. However, Sato et al.’s (2009) six month follow up study with older 

populations in Japan found that educational initiatives were not found to have a 

longer-term impact in sustaining attitude change, except relating to some 

misperceptions about PC. Participants were seen to revert to previous opinions 

relating to end of life, however, these were older participants with only 7% (n=28) 

below 50 years of age.   

 

Young people in their latter teens and early twenties are at a stage in life where 

attitudes are being formed and world views are being developed (Arnett 2000); this 

was part of the rationale for the choice of 18-29yrs for this study (see Chapter 4, 

Section 4.8). The optimism and openness characterised by this age group may allow 

attitudes to change before they become entrenched. However, the literature 

highlighted that within the University setting, PC initiatives focused only on those in 

health care despite the University being seen as a place for nurturing positive attitudes 

to PC (Kellehear 2013). In this study the young people indicated support for gaining 

information about community initiatives relating to PC, with some support for more 

public health campaigns that would promote discussion within families, workplaces 

and wider organisations such as schools and universities. Participants also suggested 
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that interest could be ignited through sports clubs and among celebrities and in 

churches.  

 

Participant accounts suggested that PC and issues relating to the end of life were being 

considered for the first time at an intrapersonal level.  Highlighted were the fears, 

misperceptions and limits in understanding of what PC entails that have been 

identified in studies with patients (Zimmermann et al. 2016, Collins et al. 2018), 

health professionals (Gott et al. 2012, Mahon and McAuley 2010, Nakazawa 2009, 

Hanratty et al. 2006)  and with older individuals, (Seymour et al. 2002, Catt et al. 

2005) and across countries (McIlfatrick et al. 2013, 14, Shalev et al. 2018, Trivedi et 

al. 2019). A targeted public health approach to palliative care could potentially cross 

the lay and professional boundaries and reach people as citizens with common fears 

but unique experiences.   

 

Providing individuals and communities with information on PC and focusing that 

information according to need was a strategy proposed by participants in this study 

and one developed by Aoun et al. (2012) in Australia which they refer to as a public 

health model of bereavement support.  In their model, Aoun et al. (2012) suggested 

that general information is provided at a universal level followed by tailored 

information to meet specific needs. While dealing with population needs, this model 

also recognised the unique and individual experience of grief (Aoun et al. 2012).  

Employing such a needs based model to engage communities in the subject of PC 

may appease the fears that a public health approach to PC might exaggerate the 

magnitude of problems facing PC and use public health solutions that would not be 

appropriate for PC (Spijker and MacInnes 2013, Whitelaw and Clark 2019,). It can 
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be argued that the results from this study help to provide an evidence base that will 

allow public health practitioners to refine their practice with regard to PC and use 

their resources to help target the subjective norm that makes issues  related to death,  

dying  and loss as  only  a matter for individuals and private discussion.  

 

7.4  Socio-ecological influences at the level of organisations, policy, media and 

culture  

At the intermediate and distal levels of the SEM lie the more structural societal 

influences that emanated primarily from the qualitative data.  

 

This study exposed the need for improving the individual health literacy of this 

population regarding PC to ‘access, understand, appraise and apply’ (Sorenson et al. 

2012) information. However, also highlighted was the need for broader public health 

literacy that looks not only at individuals, but communities and society (Gazmarian 

et al. 2005). Participants identified organisations such as schools, charities, churches 

and the university as points for introducing PC to young people. As one participant 

suggested, the custodians of youth culture within these organisations should be 

identified and information disseminated. Universities, which focus on both civic 

responsibilities and promoting positive health, have a role to play in developing the 

public health literacy of young people. Professor Centeno in an acceptance speech at 

the EAPC congress (2019) identified the University as a place for nurturing positive 

attitudes to PC through education, not only of those in health care, but across 

disciplines.  However, they need to be provided with information that relates to a 

common understanding of PC among all members of the public and professionals so 

that PC can also be considered as being everyone’s concern.    
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Public attitudes are important for determining future policy and the political resolve 

that impacts service provision (Cox et al. 2013).  This study highlighted the 

importance of language relating to PC as a key determinant of attitudes and 

perceptions of PC. More specifically, the interchangeable use of the terms palliative 

and end of life care.  The public health model, developed by Stjernsward et al. (2007), 

was used as a  framework for analysing barriers to more widespread integration of PC 

in health care in the USA (Aldridge et al. 2015). They identified the perception of PC 

as end of life care as a significant barrier to early initiation of PC. Similar challenges 

were noted in the UK, where Seymour and Cassels (2016) referred to the almost 

complete transition of PC into end of life care in policy. More recently Boyd et al. 

(2019) argued that there is a paradox and argued that the term ‘palliative and end of 

life care’ was used to pull PC more upstream and away from care in the  last days and 

weeks of life, while  in reality  it placed it within the context of the imminently dying. 

The terminology surrounding PC was found to be confusing to participants in this 

study.    

 

An important finding to emerge from the integrative findings related to the role of the 

media and particularly the role of social media. The media was reported as a central 

means of communication for the study participants with social media cited by an 

interview participant as the new place ‘where young people are at’.  Survey responses 

and participant accounts reported a lack of reference to PC in media, however, some 

participants, when prompted by the survey and interview for this study, identified 

media as a source of information on PC. Findings reported in studies undertaken with 

younger populations in lower income countries identified the internet as a primary 
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source of information on PC (Mohamadali 2015, Rahman and Khan 2017). There are 

several potential reasons for this. These include: reported higher rate of internet usage 

for Asian countries (Zhu and Wang 2005), cultural and societal differences and 

perceived relevance of palliative care for the general public and, in particular, younger 

healthy people (McIlfatrick et al. 2013, Kavalieratos 2015, Sanders and Robinson 

2017, Trip ken et al. 2018, Westerlund et al. 2018).  The lack of reference to PC in 

the broader media was noted in an international review of life threatening illness in 

films where it was found that PC was not cited once in an analysis of 4000 films 

(Drukarczyk et al. 2014). In a sociological discourse analysis of the media portrayal 

of PC in Spanish newspapers and press Carassco et al. (2019) found that references 

to PC in media were associated with particular interests and related to ideological and 

religious debate. The image of PC was strongly associated with death. More positive 

images were provided by those directly involved in care. The authors concluded that 

the image of PC in the media is constructed largely by those with specific interests 

that may not relate to enhancing care of those with life limiting illness and may present 

a major barrier to PC development (Carassco et al. 2019). The participants in this 

study requested information from those with experience of PC.  

 

While physical space in Simons-Morten’s (2012) socio-ecological model (SEM) is 

the level below culture and refers to locality of facilities and geography as impacting 

behaviour, these influences did not emerge as significant in this study. Instead rather 

than a physical space, the virtual space of the internet was deemed by participants as 

having potentially the greatest influence. Simons-Morton et al. (2012) include the 

communication context in which behaviour occurs as part of cultural influence, 

however, in the proposed conceptual model (Figure 7.1) based on the findings from 
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this study, the real and potential influence of media in communicating with this young 

population warranted its inclusion as a distinct level of influence within the SEM. 

There has been significant advocacy for the galvanising of media to promote PC 

awareness in policy and academia (WHO 2002, Stjernsward et al. 2007, DHSSPS 

2010, McIlfatrick et al. 2013, 2014, WHA 2014, Yoshida et al. 2015, Seymour 2018, 

Trivedi et al. 2019, Huo et al. 2019). The potential of social media in influencing 

social change and the importance of PC professionals keeping abreast with this 

change was highlighted by Taubert et al. (2014) who advocated that PC must 

recognise the inherent opportunity while being cognisant of the limitations of social 

media.  Using social media as a platform to influence both knowledge and attitudes 

was proposed as part of a multiagency approach in promoting community 

understanding of PC by Huo et al. (2019). 

 

In a study analysing the use of Twitter in communicating end of life issues, Nwosu et 

al. (2015) found that tweets relating to end of life increased by 62.3% over one year 

with a significant proportion relating to PC. The tweets were found to be generally 

positive; this demonstrates a possible societal shift towards more open conversation 

relating to PC. The majority of the population of this study had not heard of PC in the 

media, two possible reasons for this are: that Twitter has been shown to be the least 

used social media avenue in a study of college students (n=396) (Alhabash and Ma 

2017), therefore, the need to harness a range of social media platforms is evident. The 

second reason is that the ability to share information and promote PC through social 

media, used by 90% of the population aged 18-29yrs (Perales et al. 2016), presents a 

space and a means for stimulating interest in PC but perhaps the information on social 

media sites relating to PC may not have triggered an interest in young people. Lane 



 

241 
 

 
 

et al. (2019) demonstrated the importance of triggers to stimulate public interest in 

their study of Google trends following the announcement that a famous person was 

not seeking further medical treatment, but instead would be focusing on ‘comfort 

care’. This saw a four fold increase in searches for ‘what is comfort care?’ and an 

even higher volume of searches in the state where the person lived (Lane et al. 2019). 

This demonstrated the role and impact of media in providing the trigger and the means 

to seek information on PC but also the lack of public knowledge relating to the 

concepts associated with PC.  A message that gets through to young people allows for 

a potential ‘rippling’ effect where that information is processed within families, in 

workplaces and in places of education (Horsfall et al. 2012). However, it is essential 

that this message provides accurate information preventing the proliferation of 

misperceptions that prevent people from seeking information on PC. The busy lives 

reported by participants in this study related to their multiple roles which resulted in 

an iterative weaving between societal layers with individual factors impacted by 

broader societal influences of friends, family, community members of religious, 

charitable, sporting and creative organisations.  As ‘vectors’ of information on PC 

(Beccaro et al. 2015) they can share information between these layers and potentially 

influence future trends in attitudes (Weiss and Lupkin 2010).  

 

Cultural influences  

At the outermost layer of influence of the SEM model lies culture, both national and 

local. That forms the context for the levels below (Simons-Morton et al. 2012). 

Results from this study suggest that a cultural shift is required that challenges the 

presumption that young people are not interested in PC and allows for opportunities 

for learning by young people that will enable them in their role as citizens, surrogates, 
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advocates and mediators of care. In this study it was difficult to differentiate between 

culture and subjective norms with the subjective norm more amenable to 

measurement through the TPB. While it is advocated that PC adapts to the prevailing 

culture (Stjernsward et al. 2007, WHA 2014), when that culture perpetuates limited 

expectation and lack of inclusion, it requires change that will be slow and perhaps not 

experienced at the individual level for some time (Cohen and Deliens 2012). 

Changing culture, especially in areas where attitudes are deeply entrenched, is 

difficult (Robison 2016), however, findings from this study identify a population that 

is open to change. Participants suggested that introducing terms such as PC in the 

home, in school and debating issues in higher education can perhaps facilitate a 

cultural reorientation rather than outright change which allows safe discussions that 

are not inhibited by fears of causing upset. A similar view was noted by Kellehear 

and Fook (2010) who suggested that more open discussion of issues related to PC 

should begin in schools and churches, universities and workplaces. A participant in 

this study, from a lower resource country, suggested a wide dissemination of 

knowledge from the market place up would help reorientate community attitudes to 

PC. The SEM has provided a broad and dynamic framework for understanding the 

knowledge, attitudes and perceptions of PC, beginning with the person, all other 

layers provide the context that have influence and are seen by this population as 

potential influences on what young people know about PC, how they perceive PC and 

their attitudes that determine a readiness to engage with PC.  

 

7.5 Contribution to knowledge and knowledge transfer   

This is the first study (to the author’s knowledge) that investigated the knowledge, 

attitudes and perceptions of PC among young people using a comprehensive mixed 
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methods approach. Previous research to date determined levels of knowledge and 

awareness of PC focusing mainly on older populations.  The results demonstrated that 

the interpretation of PC is personal and situationally specific, influenced by a range 

of broader structural factors. The study adds to the evidence base on attitudes to PC 

by providing an index measuring attitudes relating to PC that has undergone 

exploratory factor analysis and measures of internal consistency. A new insight has 

been provided as to how this young population constructed PC and the influences on 

these perceptions. Results indicated that there was no central source of information 

on PC across the population  

 

The findings add to the knowledge base by offering ways of addressing knowledge 

deficits and misperceptions.  A message regarding PC that is clear, delivered factually 

with the ability to be ‘consumed in an instant’ was advocated. The key components 

of the message should be constructed in layman’s terms, be relatable to young people, 

address gender specific issues and relate key facts regarding PC. The message should 

be available in written form and available in places frequented by young people. 

Social media should be used as a platform to disseminate the message and create the 

emotional connection.  Appendix 23 provides a draft of an information leaflet as a 

response to information requested by particpants. This information emanates from the 

extensive literature that informed the study and study findings. A QR code is 

presented using a popular emojii and will direct the person to a short social media 

video of young people, both male and female, relating their varied understanding of 

PC and how that understanding has developed. 
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The family as the context of experiences was highlighted in participant accounts, the 

filtering of information was bidirectional with young people opening conversations 

within families and families experience providing the impetus for engagement.  The 

study findings inform the practice of PC in several ways, firstly, by indicating the 

importance of the media in influencing and reaching this young population and 

suggests an online presence is required to monitor available information and provide 

accurate information. Secondly, experiences within family’s impact openness and the 

ability to discuss PC with this population, therefore, discussions with young people 

should acknowledge that age may be of much less importance than their experiences.   

Whitelaw and Clark (2019) identify a lack of permeability between public health and 

PC and a lack of real collaboration that exists in the present practice of a public health 

approach to PC. However, the researcher has been part of a very real collaborative 

process between PC and public health in Northern Ireland. This collaborative process 

incorporated PC professionals, charity organisations, community members, policy 

makers, carers, researchers and academics with a goal to define what a public health 

approach to PC means for the region. The researcher was able to provide her insight 

from this study into the essential elements of a public health approach. In this 

initiative the embedded nature of the SEM as a framework for engagement was 

realised with a centre point being a common language to describe a public health 

approach to PC.  Individual and structural factors were weighted according to interest 

and, in an iterative process that aimed to let people widen their individual perspective, 

a broad consensus as to core concerns of a public health approach was agreed. Public 

education and community engagement were central and the next phase, to take place 

in November 2019, is when the operationalisation of the definition will be debated 

and the findings of this study will be considered in defining strategic priorities.   
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7. 5.1  Theory and model development   

There is a dearth of studies relating to awareness, knowledge and attitudes to PC that 

have used an overt theoretical framework to guide the research. Only one study was 

found by the author that used the SEM in end of life care research. This related to end 

of life care preferences among community dwelling adults in Taiwan (Huang 2014). 

In a systematic review of behavioural theories in end of life care, Scherrens et al. 

(2018) identified only for out of 31 studies combined two theories to describe end of 

life care, despite recommendations that studies aiming to inform interventions or 

initiatives should use a combination of theories to allow for a more complete 

understanding of the behaviour (Noar and Zimmermann 2005). This study is novel, 

having used a combination of the Socio-Ecological Model (Simons-Morton et al. 

2012) and the Theory of Planned Behaviour (TPB) (Ajzen 1991). The use of the SEM 

as a theoretical guide brought a more comprehensive understanding to the context that 

surrounds young people’s knowledge, attitudes and perceptions of PC. While the 

SEM has been criticised for being so broad that it fails to identify measurable 

outcomes (Sallis et al. 2008), the inclusion of the TPB (Ajzen 1991) at the 

intrapersonal and interpersonal levels allowed for direct measurement of knowledge 

attitudes and perceptions with the broader layers of influence explored at interview.  

 

This study provided empirical evidence as to utility of the descriptive norm more 

recently introduced into the TPB model (Fishbein and Ajzen 2010) (Chapter 3 Section 

3.5). The behaviour of others, namely friends and family, was a central influence on 

attitudes and behavioural intention of this young population. The inclusion of the 

background factors into the model allowed for the consideration of variables other 
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than the three latent variables of the model that impacted salient beliefs. This formed 

the bridge between the ‘aggregate and individual level of analysis’ (Fishbein and 

Ajzen 2010 p250) and enabled a more complete analysis integrated with the SEM 

(Simons- Morton et al. 2012). An aggregate model identifying variable relationships 

that influence young people’s knowledge, attitudes and perceptions of PC, has been 

developed (see Figure 7.1). The model is adapted from the TPB (Ajzen 2017) and the 

SEM (Simons-Morten et al. 2012) and based on the study findings. The specific 

adaptations are listed below and depicted in figure 7.1. 

 

• The integration of the TPB at the interpersonal and intrapersonal level of the 

SEM. 

• The background variables of Gender and Faculty, that were identified as 

significant in the quantitative data, are attached to the salient beliefs through 

broken lines.  Both were variables of note in the interviews, however, their 

influence was difficult to separate from knowledge and subjective norm in the 

interviews. Therefore, their effect as conceptually separate was not verified. 

• Experience of PC and Knowledge of PC were added as additional variables to 

the constructs of Attitude, Subjective Norm and Percieved Behavioural 

Control. The TPB is in principle open to the inclusion of other variables but 

only when these do not overlap significantly with the theory’s main constructs 

(Fishbein and Ajzen 2010). Knowledge and experience of end of life care were 

found in regression analysis to be conceptually separate but significant 

predictors of behavioural intention. In the interviews, a continuum of 

experience was realised which formed the basis of attitudes influencing 

knowledge and perceptions of PC. While experience and knowledge lie in the 
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background of Ajzen’s model (Ajzen 2017), in this study both variables were 

seen to capture a significant portion of variance which was confirmed in the 

interviews. 

• A further adaptation to the model relates to behavioural intention which has 

been replaced with the term ‘readiness to engage with PC.’ While Ajzen 

(2015) defines behavioural intention in terms of a ‘readiness to perform’ 

(p1122) a particular behaviour, in this study a ‘readiness to engage’ was 

identified as the measured concept from the interview and survey data. 

Exploratory factor analysis identified patterns in the attitude and belief index 

that related to a readiness to engage with PC. This readiness is evident in the 

integrative data (Chapter 6 Section 6.7) which showed that young people want 

to know more about PC, see PC as relevant and are interested in community 

initiatives. The integrative data verify an association between attitudes and 

readiness to engage, social norm and readiness to engage, and PBC and 

readiness to engage. The qualitative data identified beliefs and the foundation 

for beliefs which related to exposure to PC and perceived present and future 

need, therefore, these background variables are shown to influence the 

behavioural beliefs. However, as no causal effect was demonstrated relating 

to the beliefs, the background factors remain attached by dotted lines.  The 

substitution of physical space in the outer layer of the SEM (Chapter 3, Section 

3.3.1) with Media, representing virtual space, has been explained previously 

in Section 7.4.2. 
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Figure 7.1  Adapted theoretical framework based on the SEM (Simons-Morton et al. 

2012) and TPB (Ajzen 2017) 

 

 

 

 

7.5.2  Contribution to research  

Cohen and Deliens (2012) suggested that shifting paradigms in both palliative care 

and public health are required if the unprecedented anticipated global need for PC is 

to be addressed. They suggested mixed methods research could assist with this 

development by providing a more comprehensive investigation of complex health 

issues. There are many issues relating to PC that are universally experienced, 

however, the context of the experience in this study is unique to the individual, 

therefore, the intrapersonal and interpersonal levels remain at the centre of the 

aggregate model developed form the study findings (Figure 7.1). Mixed methods 



 

249 
 

 
 

allowed the use of quantitative methods to investigate knowledge, attitudes and 

perceptions regarding PC of the population of young people while the qualitative 

interviews allowed for a detailed account of influences at the proximal, intermediate 

and distal levels of the SEM (Simons-Morten et al. 2012).  O’Cathain et al. (2010) 

identified a paucity of mixed methods studies that demonstrate integration at the 

reporting level.  

 

7.6  Study limitations and implications  for  research and education 

The contributions of the study to knowledge, research and practice have been outlined 

above. There are also some broad limitations of this study and some that are specific 

to the methods of data collection.  The recruitment of young people at one University 

in one region cannot be generalised to the broad population of young people in terms 

of education and socio-economic status. However, recent University and College 

Admissions Services (UCAS) statistics confirmed that almost 48% of all 18 year olds 

had applied to University with almost 30% accepted as of 15th August 2019 (UCAS 

2019). While the sample showed a lack of ethnic diversity with 94% being white, this 

is representative of the University which has a slightly more diverse population than 

the region at 98%. It was decided that students’ socio-economic status would be 

difficult to establish and, therefore, these data were not collected.  

 

Burns et al. (2010) identified 85% of their young population as active carers for those 

with advanced illness were working with 38% in full time work. While young people 

aged 18-29yrs formed part of an informal reference group that advised on issues 

relating to access, incentive and tool design, young people with palliative care needs 

and those actively caring for those with progressive illness may have provided rich 
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insight in developing an index of attitudes. While the sample was well above the 

minimum required achieved sample of 377 it would have been interesting to know 

reasons for the non-response, however, to ensure anonymity, the researcher did not 

collect email addresses and had no way of contacting the respondents to ask why they 

had not responded or to collect any demographics on the non-responders. Email 

fatigue was mentioned at the interview by several respondents, some of whom 

suggested that student email was the least effective way to be contacted. This may 

explain the high percentage of first years in their first month of term who participated 

in the study. Recommendations based on these limitations are presented in the next 

section.  

 

The PaCKS was used in this study for the first time with a lay population in Europe. 

The use of this scale has been adapted and is now being implemented in the wider 

Life and Times Survey within NI which will provide comparative data with different 

age groups when findings are published later this year. The mixed methodology of 

the study allowed for further validity testing of the construct of ‘PC knowledge.’  

While the scale was developed in the USA with different cultural and health systems, 

the language used was concise and mostly unequivocal. However, a potential for a 

mismatch between what participants knew was best practice and what they had 

experienced was noted which could possibly have skewed knowledge results.  As 

identified by the authors, the questions were easy to get right. The true/false format, 

even with the inclusion of ‘I don’t know,’ allowed for guessing rather than recall of 

information (Webb and Tucker 2009). The question relating to the timing of PC used 

the term ‘exclusively’ and the question on cancer used the term ‘specifically.’  This 

could be considered a test of literacy rather than knowledge. The question relating to 
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PC being exclusively for those in the last six months of life had the highest percentage 

of incorrect answers.  Participants in the interview indicated a much shorter time 

relating to the imminently dying phase.  

 

When asked to rate their own knowledge of PC, participants’ scores were much lower 

than on the PaCKS. This scale, in its clear and concise format, could also be 

considered as a tool for awareness raising, a prompt to further explore PC and a means 

of disseminating information on PC, especially to this young population. As a large 

population was targeted, through this study, the profile of PC was likely to have been 

raised within the target group. However, the removal of the reference to spiritual and 

social elements of PC in the validation process (Kozlov et al. 2016b) placed PC in 

this tool firmly within the physical and psychological domains of care.  

 

Cognitive interviewing, which aims to improve questionnaire design by allowing 

participants to explain their thought processes while answering the questions (Willis 

et al. 2005), could have been a useful validation tool. This would be a means of 

determining exactly what the questions mean to the population. For example, in the 

PaCKS tool the word ‘serious illness’ is used. This could mean different things to 

different populations. Cognitive interviewing is recommended in PC research 

(Murtagh et al. 2007). Words used to describe the illness for which PC is required 

such as ‘severe’, ‘serious,’ ‘health-related,’ ‘suffering,’ ‘life limiting’ and ‘life 

threatening,’ have been the subject of intense debate in attempts to redefine PC 

(IAHPC 2019 Appendix 1). Asking questions of participants while they are 

completing the survey might give greater insight into how they individually interpret 

the terms. A further limitation in delivering the survey online is that participants had 
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the ability to search answers with the click of a button, which may have inflated the 

PaCKS scores. 

 

Internal reliability was established through factor analysis to create an index of 

Attitudes to Palliative Care. Further research using structural equation modelling, 

which was not possible in the duration of this study, would allow for confirmation of 

this as an index measuring attitudes to PC. A bigger pool of items for the Exploratory 

Factor Analysis may have enabled stronger patterned relationships to emerge. 

However, the researcher had to balance this against expediency which was important 

in considering this population. Further research should be undertaken on the PaCKS 

tool with efforts to validate this in a European context. The study sample was recruited 

from one higher education establishment in the UK and, while this allowed for 

education to be controlled at the level of undergraduate, the study findings cannot be 

generalised to all young people.  There is a dearth of literature looking at young 

people’s understanding of PC who are not affiliated with academic institutions and 

may have lower levels of health literacy and knowledge of PC. Strategies should be 

developed to access this population and determine their knowledge, attitudes and 

perceptions of PC. This study identified that PC is introduced differently across health  

care courses with personal experiences dominant in participant accounts.  However. 

across disciplines participants wanted more information on PC. Research is needed to 

develop a health-based module on PC that could have generic applicability. This 

could be introduced in the first year of study, thus capitalising on the positivity of 

those arriving into higher education.  
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7.7  Conclusion to the study 

A key way for any healthcare practice to claim social acceptability is 
to consult about its appropriateness through the participation of the 
community      (Conway 2008, p407) 

 

The results of this study suggest that PC is perceived by this young population as a 

health care practice and service. When given time and opportunity to reflect, 

participants could see a benefit for individuals and communities in understanding PC 

and a potential supportive role for young people.  Barriers to engaging with PC were 

identified and related to two key areas: a) an association of PC with death dying and 

loss and the societal prohibitions that exist in relation to who, what and when these 

issues should be discussed;.b) a knowledge deficit as to what PC is, does and how it 

is accessed.  

 

The study provides some clarity as to the nature of a public health approach in 

addressing the knowledge, attitudes and perceptions of PC among the young public. 

There appears confusion and a lack of differentiation between PC and end of life care 

in policy, practice and academic writing, with some seeing palliative care as the health 

professional and service element of end of life care. Yet this study highlighted the 

potential impact of placing PC solely at the end of life in a distancing from the subject 

until it became a reality. The importance of a public health approach in translating 

new knowledge to appropriate interventions was highlighted by Stjernsward et al. 

(2007).  However, this study highlighted a disconnection between what is advocated 

in the literature and policy and what is being experienced at the intrapersonal level 

and community levels. This study identifies a role for public health in connecting 

communities with the knowledge base that provides proof of the benefit of early 
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initiation and longer duration of PC.  If, as is advocated across practice, policy and 

academia, communities are being asked to see PC as an integral part of care which 

they have roles and responsibilities for, there needs to be an unequivocal 

understanding that end of life care is a core part of PC but not synonymous with it. 

The responsibility for achieving this clarity lies with PC professionals who should be 

tasked with constructing a simple and unequivocal explanation of PC and disseminate 

this message in a systematic way through all societal layers using available public 

health systems.   

 

What exactly is meant by community ownership needs to be agreed and articulated.  

As a clinical service the public input may be more about how specialist and generalist 

services are accessed, evaluated and prioritised within healthcare. This may be 

considered a top down approach with professionals and PC research supported by 

community advocacy. With ready availability of personal data, the public may be 

asked to support PC research using de-identified population data to better the 

experiences of those with life limiting illness in the long term.  Put simply, the public 

need to know they are needed and in turn should be recognised by those employed as 

health care professionals as important assets in creating communities that are 

responsive to the needs of those affected by long term illness. 

 

The study findings revealed a lack of confidence, limited knowledge and a perceived 

lack of societal openness. Instilling public confidence begins with consultation on 

what PC is and the different facets of care and what challenges face PC now and in 

the future. Targeted public consultations at varying levels will allow needs to be 
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addressed that are specific to that population and assets to be identified within 

communities that may help address some of these needs. 

 

A public health approach to PC is advocated throughout the literature as a means of 

meeting the projected and unprecedented need for PC. Supported by a plethora of 

policy (see Chapter 1), the inclusion of public health with PC appears like a panacea 

for all PC concerns. In a paper reflecting on a public health approach to PC, Whitelaw 

and Clark (2019) contended that the relationship between public health and PC is at 

present asymmetrical and poorly understood with the ‘secondary deployment’ of 

public health within PC. The authors recommended critical engagement, theoretical 

grounding and a reflective and practical approach to the possibility of a public health 

approach to PC (Whitelaw and Clark 2019). This study has added some clarity to the 

merging of these disciplines in engaging young people. The study was guided by 

relevant theory and, through the collection and analysis of empirical data, suggests 

that young people are ready to be engaged with PC, not just as it relates to health care,  

death and dying, but also how it relates to the mobilisation of assets within 

communities.  

 

At present, PC systems are considered inadequate and unsustainable in meeting the 

present need and projected future need and increased demand (EIU 2015, Gillies 

2016).  According to Gillies (2016) a public health approach should enable the public 

to become empowered so they have the capability to negotiate as mutual citizens 

rather than ‘users’, ‘providers’ or ‘lay people’ and ‘professionals’ according to where 

their responsibilities lie. This civic awareness could result in more than the ‘niche’ 

community of volunteers as suggested by a participant in this study but a community 
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that, on the basis of accurate knowledge and understanding, can determine their level 

of engagement with palliative care. Based on these study findings, a comprehensive 

review of the literature, and engaging with researchers, practitioners and the public 

since starting this PhD a definition of a public health approach to PC has been 

developed by the researcher;  

A public health approach to palliative care is an approach to care 
that requires the co-ordinated collaboration of all publics* with a 
common goal to enable optimal wellbeing for those affected by life 
limiting illness, frailty and death.  

*includes professional, governmental and lay perspectives  

 

This definition describes the multifaceted nature of PC and invites both top down and 

bottom up approaches based on need; there is no hierarchy of knowledge but a 

common end point. Optimal suggests the best possible level which recognises the 

broader context of the individual that will impact wellbeing. The inclusion of frailty 

reflects end of life care where people become more frail and addresses the responsive 

nature of a public health approach to present and future demographic change. 

Bereavement and dying, while not identified specifically, are inherent in the term 

‘affected by’.  

The Scottish Partnership for Palliative Care (SPCC) (2018) suggested that community 

engagement, development and participation are required to ensure the ‘wellbeing’ of 

communities (SPCC 2018). This study lays the foundation for the engagement of 

young people. It highlights the significance of the broader, more structural elements, 

as determinants in a public health approach.  Information relating to PC should be 

delivered in a language that young people can understand, tailored according to need 

and through a medium they can easily access. A clear rationale for why their 
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engagement is vital should be made available to them.  However, the context in which 

the message is relayed has to allow for safe discussion without fear of causing hurt 

and offense. While undertaking this study the researcher frequently addressed 

questions and comments such as: ‘why are you asking young people about palliative 

care?  They would know little of care never mind palliative care’ or ‘should you be 

asking young people about palliative care?; the assumption being that young people 

would not be interested. However, the young people in this study were interested in 

the subject of PC albeit as something new and unexplored. 

  

A society that continues to see young people as disinterested in PC or deem PC to be 

a subject for later life is denying young people opportunities to develop skills and 

knowledge that could enable them to become empowered as compassionate friends, 

neighbours and community members. This study offers insight into how to access this 

population, offers a framework for understanding their attitudes and providing 

accurate information to improve their health literacy on this important topic.  This 

creates a firm base on which to target educational campaigns and nurture advocacy 

among young people in a public health approach to creating healthy environments for 

those affected by life limiting illness.  
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Appendix 1 - Global, international and national definitions 

of palliative care 
 

Global and International Definitions of Palliative Care Author/Country 
Palliative care is the active total care of patients whose disease is no longer 
responsive to curative treatments. Control of pain of other symptoms and 
of psychological, social and spiritual problems is paramount 

World Health  
Organization (1990) 
Geneva 

Palliative care is an approach that improves the quality of life of 
patients and their families facing the problem associated with life-
threatening illness, through the prevention and relief of suffering by 
means of early identification and impeccable assessment and 
treatment of pain and other problems, physical, psychosocial and 
spiritual. Palliative care: 

• provides relief from pain and other distressing symptoms; 
• affirms life and regards dying as a normal process; 
• intends neither to hasten or postpone death; 
• integrates the psychological and spiritual aspects of patient 

care; 
• offers a support system to help patients live as actively as 

possible until death; 
• offers a support system to help the family cope during the 

patient’s illness and in their own bereavement; 
• uses a team approach to address the needs of patients and 

their families, including bereavement counselling, if 
indicated; 

• will enhance quality of life, and may also positively 
influence the course of illness; 

• is applicable early in the course of illness, in conjunction 
with other therapies that are intended to prolong life, such as 
chemotherapy or radiation therapy, and includes those 
investigations needed to better understand and manage 
distressing clinical complications. 

 

World Health Organization 
(2002)    
Current definition of 
Palliative Care  

Palliative care is explicitly recognised under the human right to health. It 
should be provided through person-centred and integrated health services 
that pay special attention to the specific needs and preferences of 
individuals. 

World Health Organization 
further clarification 
(2015) 

Palliative care is the active holistic care of patients with advanced 
progressive illness. Management of pain and other symptoms and 
provision of psychological, social and spiritual support is paramount. The 
goal of palliative care is achievement of the best quality of life for patients 
and their families. Many aspects of palliative care are also applicable 
earlier in the course of the illness in conjunction with other treatments. 

National Council for 
Palliative Care (2014) 

Palliative care is the active holistic care of individuals across all ages with 
serious health-related suffering due to severe illness, and especially of 
those near the end of life. It aims to improve the quality of life of patients, 
their families and their caregivers. 
Palliative care: 

• includes, prevention, early identification, comprehensive 
assessment and management of physical issues, including pain 
and other distressing symptoms, psychological distress, spiritual 
distress and social needs. Whenever possible, these 
interventions must be evidence based. 

Proposed definition from 
International Association 
for Hospice and Palliative 
Care 
(IAHPC 2019) 
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• Provides support to help patients live as fully as possible until 
death by facilitating effective communication, helping them and 
their families determine goals of care. 

• Is applicable throughout the course of an illness, according to 
the patient’s needs. 

• Is provided in conjunction with disease modifying therapies 
whenever needed. 

• May positively influence the course of illness. 
• Intends neither to hasten nor postpone death, affirms life, and 

recognises dying as a natural process. 
• Provides support to the family and the caregivers during the 

patient’s illness and in their own bereavement. 
• Is delivered recognising and respecting the cultural values and 

beliefs of the patient and the family. 
 
Definition of Palliative Care demonstrating a specialist medical focus   
Palliative Care is specialised medical care for people with serious illness. 
This type of care is focused on providing patients with relief from the 
symptoms, pain, and stress of a serious illness – whatever the diagnosis. 
The goal is to improve quality of life for both the patient and the family. 
Palliative care is provided by a team of doctors, nurses and other 
specialists who work with a patient’s other doctors to provide an extra 
layer of support. It is appropriate at any age and at any stage in a serious 
illness and can be provided along with curative treatment. 

Center to Advance 
Palliative Care 2011 (USA) 
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Appendix 2 - Table of reviewed studies relating to public knowledge, attitudes and perceptions of 

palliative care (PC) 
 

Author Aim Sample/Country Design and Method Key Findings Strengths and limitations 
All Ireland Institute 
of Hospice and 
Palliative care 
(AIIHPC) (2018)  

To determine 
awareness and 
understanding of PC 
across the island of 
Ireland.  

Ireland 
Republic of Ireland 
(n=1001) 
Northern Ireland 
(n=500) 

Survey – opinion poll 
 

• 15% of respondents had no 
awareness of PC 

• Higher % of 18-24yr olds 
wanted more discussion about 
PC 

• Highest agreement on PC for 
those in the last days and weeks 
of life. 

• High level of neutral responses  

 
Details demographics on age groups 
Nationally representative sample from 
across the island of Ireland. 
Opinion poll, liimited information on 
methodology 
  
 

Akiyama et al. 
(2016)  
 
 

To investigate how 
distributing flyers, 
booklets and posters 
about palliative care 
and homecare in the 4 
study regions 
contributed to better 
perceptions of 
palliative care.  
 

Japan – 4 regions 
Cancer patients (pre 
n=859) post (n=857) 
bereaved family 
members (n=1110, 
1137) and general 
public (n=3984, 1435)  
Age range 40-80yrs 
5.3% cancer patients 
and 54% cancer 
survivors in general 
public group.  

Multi method study 
Part of a community 
wide intervention trial. 
Intervention: flyers, 
booklets, posters, and 
public lectures. 
Pre- and post-
intervention identical 
surveys 
 

• Perceptions about PC among 
general public improved 
relating to PC relieving pain and 
distress (P<0.01), opioids are 
addictive and shorten life 
(P<0.01) and perceptions of 
home care improved P<0.01) 

• Possible improvement in sense 
of security 

• Younger people<50 years more 
inclined to become exposed to 
information. Age range (40-
80yrs) 

Intensive campaign, good response rates  
50% (approx.) in pre-intervention 
survey and 36% in post.  
Some limitations included:  
No control group to consider other 
sources of information,   
Need for long term evaluation to 
measure sustained impact, 
Exclusion of younger ages perpetuates 
the idea that PC is an issue of older age. 
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Author Aim Sample/Country Design and Method Key Findings Strengths and limitations 
Benini et al. (2011) 
 
 
 
 
 
 
 
 
 
 

To examine the level 
of awareness, 
understanding and 
attitudes of the Italian 
population regarding 
PC 

Italy  
Random sample 
(n=1897) adults aged 
18-74yrs stratificated for 
gender, age, education, 
geographic area of 
residency and number of 
inhabitants in town of 
residence. 

Quantitative 
Questionnaire (9 
questions), part of 
larger social survey.  
 
 

• 40% had never heard of term 
Palliative Care. Only 23.5% had 
an adequate idea and 7% precise 
idea what it was. 

• PC knowledge more diffused 
among women, middle aged 
people, those with higher 
income, and higher 
education(P<0.01) 

• Treatment of pain and improved 
quality of life were deemed 
goals of PC irrespective of 
knowledge level. 

Random sample with stratified age 
groups.  
No details on delivery of the survey, 
however. researchers had training in 
survey delivery. 
No details on why the focus was on 
terminal illness in questions asked 
despite WHO (2002) definition cited in 
introduction emphasising early 
initiation.  
 

CAPC (2011) 
Public Opinion 
Research on 
Palliative Care 
 
 
 
 
 
 
 
 
 
 
 

Explore key 
audiences’ awareness 
and understanding of 
PC and test language, 
terminology, 
definitions and 
messaging to be used 
in discussing PC with 
consumer audiences.  
 

USA 
Survey (n=800) age 18+ 
years  

 Quantitative results of 
a mixed methods study 
Qualitative interviews 
and focus groups and 
telephone survey 
research undertaken by 
a polling firm Public 
Opinion strategies on 
behalf of CAPC.  
 

• 70% not at all knowledgeable 
about PC 

• Importance of language: 
Proposed definition with 
emphasis on serious illness had 
positive response 

•  Once informed, increased wish 
to consider using palliative care 
service.  

 
Opinion poll, focus on consumers of a 
specialised medical service.  
Rigour of study difficult to ascertain due 
to lack of available methodology. 
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Author Aim Sample/Country Design and Method Key Findings Strengths and limitations 
Chandra et al. 
(2016) 

To assess the impact 
of a health awareness 
campaign in 
improving the 
awareness of the 
people about PC in 
one village in rural 
India.  
 

India 
145 houses in 1 village 
(n=145) total population 
(n=601) 
 

 Quantitative   
Intervention study pre- 
and post-
questionnaire. 
Health Awareness 
campaign using 
amateur theatrics, 
pamphlet distribution, 
poster presentation, 
door to door info and 
general interaction 
with palliative team in 
the village.  
 

• Pre intervention – knowledge 
was nil. Post –intervention 
increased to 62.8%  

• Persons requiring PC; a person 
with Tuberculosis and one with 
fracture femur.  

• Positive attitudes but a notable 
decline when it was known that 
volunteers would be involved in 
care.  

 
 

Sampling included oldest person in the 
house or “any female” over 18 years; 
rationale for sample choice not given. 
Final question about volunteering was 
not part of the aim of the study and may 
have been a surprise to participants.  
This was an intensive campaign 
involving physical presence of 
professionals, which may haveimpacted 
attitudes. 
 
 
 

Hirai et al. (2011) 
 
 
 
 
 
 

OPTIM (Outreach 
Palliative Care Trial 
Of Integrated 
Regional Model) 
Awareness of general 
public’s knowledge of 
PC availability and 
readiness for services.  
 

Japan – 4 regions 2000 
each  
 
Total population =8000 
respondents – n= 3984 
          Age range 40+ 
 

Quantitative  
Cross-sectional 
anonymous postal 
survey. 
Stratified 2 stage 
random sampling in 4 
regions in Japan (2000 
per region). Cancer 
patients included as 
part of the general 
population. 
 

• 63.1% had no knowledge of PC 
• 0.5% using palliative care 

service 
• Respondents who had cancer 

related experiences were more 
likely to know about PC and 
availability of services than 
general pop but did not differ in 
their views of PC. 

• Experience of PC did not 
change perception of PC as 
close to death. 

Theory apparent in anlaysis where 
stages of transtheoretical model appear 
to have been used to place readiness for 
PC services. 
Definition of PC referring only to cancer 
patients. Some participants may have 
assumed a different population. 
Some limitations recognised by authors. 
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Author Aim Sample/Country Design and Method Key Findings Strengths and limitations 
Hou et al. (2019) Knowledge of PC, 

level and source of 
knowledge among a 
nationally 
representative sample.  

USA 
National cancer institute 
health information 
trends survey 2018 
n=3194 
 

Quantitative survey  
Data from national 
survey health 
communication  
. 

• Older populations (aged 50+ 
years) had significantly better 
knowledge of PC P=0.006.  

• 71% had no knowledge of PC 
• 84.5% of Hispanic respondents 

had no knowledge  
• Neither personal nor family 

history of cancer associated 
with knowledge. 

• 50% agreed that PC gives more 
time. 40% linked PC with death. 
No difference in those with and 
without knowledge.            

Authors propose the multiagency 
promotion strategy to include social 
media platforms to expedite 
information.  
Authors suggest that respondents may 
have been overconfident in their 
knowledge of PC as some 
misperceptions persisted. 
 
Nationally representative sample.  
Likert scale does not necessarily require 
cognitive skills required to recall 
information. 

Joseph et al. (2009) To assess the 
knowledge and 
attitude toward PC 
among people 
residing in urban and 
rural areas. 
 
(only those who had 
heard of PC were 
interviewed) 
 
 
 

India 
Total Sample  (n=350)  
Urban (n=185), 
Rural (n=165. 
Sample after screening 
question on whether 
they had heard of PC  
(n=47) urban (n=38) 
rural (n=9) 

Quantitative  
Cross-sectional face 
to face survey.  
Questions devised 
from the literature 
 

• Knowledge of PC more diffused 
in urban areas P<0.000. 

• Sources of information – 53% 
TV and newspaper. 

• Majority felt palliative care 
improved quality of life. 

• Urban dwellers felt the patient 
should have information on 
condition first where rural felt 
family members should.  

 

Difficult to compare with such small and 
unequal numbers.  
Methodology not clear as to how the 
survey was administered.  
No details on the testing  of the 
instrument.  
Inferential analysis with very small 
numbers cannot be generalised. 
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Author Aim Sample/Country Design and Method Key Findings Strengths and limitations 
Kozlov et al. (2016) 
 
 
 
 
 

To determine if lay 
persons’ knowledge 
about palliative care 
can improve with a 
brief intervention.  

USA  
Adults aged 18-89  years 
(n=152) recruited from 
existing research 
registries and Amazon 
mechanical Turk 

Quantitative  
Randomised 
Controlled 
intervention study.  
Group1.Video 
intervention 
Group 2 information 
page Group 3. Video 
control 
Group 4 Info page 
control 
PaCKS used to 
measure knowledge 
pre and post 
intervention. 
Confidence scale 
measured 1-10 
 

• Small significant difference 
between intervention group 
means and control group means 
on PaCKS scores with higher 
scores post intervention 
P<0.001 

• Information page and brief 
video can improve knowledge 
about PC.  

• Small amount of information 
gave moderate increase in 
confidence. 

F(1,136)=113.11, p<0.001   
 
 
 

Interchangeable use of terms hospice 
and palliative care.  Patients and lay 
persons also used  
Market place site (Mechanical Turk) for 
surveys used to access the population, 
may not be representative of general 
population. 
Limitation of ‘I don’t know’ which may 
have prompted guessing, addressed by 
the author. 
 
 

Kozlov et al. (2017) To identify what lay 
persons know about 
PC 

USA   
Sample n=301 recruited 
via Amazon Mechanical 
Turk 

Quantitative 
Community based 
sample age 18-98yrs 
Online survey using 
PaCKS  
Familiarity with PC 
yes/no/don’t know 

• Mean score on PaCKS was 5.25 
• Significant portion of ‘I don’t 

know’ 
• Women scored higher than men 

(P<0.001) and older age groups 
(35-64yrs) scored  higher than 
other age groups 

• Significant association with 
education and familiarity with 
PC P=0.002 
 

Validated tool, good Cronbach alpha 
Recruitment goals set by authors to 
ensure representativeness across the age 
groups 
Some limitations recognised by authors  
Recruitment of a community sample 
from Mechanocal Turk which may not 
be representative of the broad 
population.   
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Author Aim Sample/Country Design and Method Key Findings Strengths and limitations 
MacLeod et al. 
(2012) 
 
 

 
 
 
 
 
 
 

 
 

To investigate New 
Zealander’s views 
about PC and hospice 
services  

New Zealand 
A representative 
population sample (n= 
1011)  Sampling matrix 
used to ensure 
representative 
population 

Quantitative 
Online survey 
undertaken by a 
market research 
company 
17 items on purpose 
and 
practice of palliative 
care and hospice 
service 
16 demographic 
information 
 15 items on attitudes 
to death and dying 
1 open ended question 
to gauge awareness of 
nearest hospice  

• Experience of PC increased 
with age. General understanding 
of concept of palliative care. 

• People <30 years more 
uncertain or had no opinion on 
palliative care 

• Respondents unsure if hospice 
staff addressed spiritual needs.  

• Age<50 yrs. twice as likely to 
have experience with PC 
services, yet almost equally 
likely to have experienced 
death. 

 
 
 

No information on how the tool was 
developed and delivered, reported as 
similar to other countries.  
Hospice and PC used interchangeably.   
. 
 

McIlfatrick et al. 
(2013) (1) 

To establish the 
urrent levels of 
awareness and 
attitudes to PC 
among the 
general public in 
Northern Ireland. 

Northern Ireland 
Total pop (n= 3,557)  
600 responses, response 
rate 17% 
 

Mixed methods 
Quantitative Community 
based cross-sectional 
survey  
Content analysis of open 
questions 
. 

• High levels of awareness 
(83%)  

• Being female (p=0.01) and  
older age (p=0.005) had a 
positive effect on knowledge.   
Experience, both pofessional 
and personal, increased 
positive perceptions of PC 

• Preferred place of care was 
home.  

• Barriers: Lack of open 
conversation  and limited 
knowledge. 

 

Limitations addressed in paper  
A more informed group by their 
association with the patient and public 
council. 
Reliability of tool not demonstrated 
.  
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Author Aim Sample/Country Design and Method Key Findings Strengths and limitations 
McIlfatrick et al. 
(2014)  

To explore public 
perceptions and 
identify strategies to 
raise awareness of PC.  

Northern Ireland 
50 volunteer participants 
using a follow up sample 
from survey (1).   Patient 
and client Council in 
Northern Ireland. 
 

Qualitative phase of 
mixed methods 
exploratory (follow up 
from survey)  
Telephone interview 
following a semi-
structured interview 
guide devised from 
literature and survey. 

• Participants generally had some 
knowledge of PC, expectations 
of the service related to comfort 
and pain relief.  

• Respondents advocated public 
education to dispel myths and 
use of media to put positive 
light on PC.  

• Media not seen as a central   
source of information but 
important for future 
dissemination. 

 
Interest by virtue of membership of 
council. 
Limitations mostly addressed by authors 
Integration not evident in the reporting 
or discussion of the results. 

Roulston et al. 
(2018) 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Canadian views on 
palliative care 
Results from Ispos 
study undertaken in 
2016. 

Canada 
Online  Survey 
 (n=1,540) Candian 
general public. 
 

 

 

 

 

 

 Quantitative results 
of a Mixed methods 
study 
  

• Awareness of PC 58% (lower 
awareness of hospice care).  

• Females support PC program, 
higher need for information as 
carers.  

• Family members as top source 
of PC information (37%) with 
media as second (32%)and 
friends (27%)    

• Public health campaign 
‘definitel’y (42%) ‘only with 
reasonable cost’ (41%). 

•  Younger group (18-34yrs) wish 
to keep cost at reasonable level 

Sampling  stratified and weighted  
(Statistics Canada census data) by age, 
gender and region.  
Focus groups informed the 
questionnaire.  
Limited information available on 
methodology of study. 
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Author Aim Sample/Country Design and Method Key Findings Strengths and limitations 
Sato, et al. (2009) 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

To examine the long-
term effects of an 
educational 
intervention with the 
general public on the 
topic of PC.  

Japan 
Sample members of 
general public (n= 595)  
6 months after 
intervention (n=424). 
Response rate of 75% 
Mean age was 66yrs 

Quantitative Survey 
following an 
educational 
intervention. before 
and after questionnaire 
with a 6 month follow 
up questionnaire 
Intervention was a 1 
hour lecture in 11 
districts in Japann  

• Many of the improvments, 
particularly in relation to 
feasibility of home death, had 
reverted to initial beliefs after 6 
months.  

• misconceptions regarding 
opioids being addictive and 
shortening life remained 
positively changed  

• Other interventions needed to 
sustain long term change in 
attitudes.  
 

 
 
 

Excellent response rates for a mailed 
questionnaire.  
Over representation of females   
Limitations included by authors 
 
 

Shalev et al. (2018)  
 
 
 
 
 
 
 
 
 
 
 
 
 

To examine 
knowledge, awareness 
and receptivity to PC 
and hospice services 
among the general 
public.  

USA 
Cross sectional study  
Part of Empire State Poll 
(n=800).  
Random sampling.    

Telephone interviews  
Three questions 
related to defining 
hospice care and PC. 
Once given a 
definition how likely 
would they be to 
recommend it  to loved 
ones 
 
Key components 
assessed against WHO 
definition of PC 
(2002)  
 

• Understood PC to be symptom 
management. Comfort care as a 
primary goal of care.  

• 72% unable to define PC.  
• Least mentioned in scope of 

care was that PC ‘affirms life,’ 
bereavement and team approach 

• Young people when aware of 
PC were equally receptive as 
the older cohorts. 

 

 ‘Palliative care is a type of medical care 
that is gaining popularity.’ This 
definition may have influenced the 
perception of PC.Suggestion that 
gaining popularity would mean it should 
be supported. 
PC is difficult to define for health 
professionals also. 
Sampling may not be representative of 
the public as this is one city and 
participants were contacted whose 
te;lephone number had been retained by 
marketing groups.  
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Author Aim Sample/Country Design and Method Key Findings Strengths and limitations 
The Regence 
Foundation. (2011)  
Living well at the 
end of life: A      
national 
conversation  

Specific aim of study 
not detailed 
Appears to address the  
perceived importance 
of Palliative and End 
of Life Care 
 
 
 
 
 

USA 
National sample of 
n=1000  
.  
Adults age 18+ 
 

Quantitative 
telephone interviews 
. 

• More familiarity with terms 
hospice and end of life care than 
PC. 70% unfamiliar with PC 
and  13% with hospice 

•  More familiar, greater priority 
for health. Enhanced quality of 
life prioritised over quantity. 

• Family members and friends 
most common sources of 
information 49% (7-10 bracket)  

• 96% in agreement that PC was 
important for health care in 
country 

Payment system in USA will have 
affected views on health care spending. 
Definition of Palliative Care explains the 
different facets of care.  
National opinion poll limited 
methodology available  
 

Trivedi et al. (2019) 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

To examine PC 
awareness among a 
sample of American 
adults and to identify 
socio-demographic and 
health-related 
awareness.  

USA  
Weighted data from the 
Health Information Trends 
survey  
(n=3445)  
 

Quantitative - part of a 
national trends survey 
Single item ‘how would 
you describe your level of 
knowledge about PC’?.  
Likert 3 level levels  
Standard demographics, 
personal cancer 
experience and caring, 
 

• 71% had not heard of PC. 
• Female, Caucasian and higher 

education associated with more 
awareness 

• Compared with those aged 18-
34yrs, older groups more likely to 
know about PC p<0.001 

• Care giving and cancer experience 
were not significant determinants of 
awareness.  

• Targeted PC communication 
advocated aimed at younger people 
and men 

Representative sample 
Limitations identified by authors, non 
significance of caregiver experience might 
relate to PC awareness. 
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Author Aim Sample/Country Design and Method Key Findings Strengths and limitations 
Westerlund et al. 
(2018)  

Public Awareness of PC 
in the general Swedish 
population  

Sweden  
Respondents aged 18-
66yrs (n=2020), stratified 
by gender, age and region 
 

Quantitative e survey 
Online survey using 
adapted version of 
McIlfatrick’s (2013) 
survey tool  

• 41%  had no awareness of PC with 
43% having some 
awareness,;younger age groups 
were more likely to be unaware and 
not to have participated in the 
study. 

• University education, working in a 
health care setting and having a 
family member receiving PC 
resulted in greater awareness 

• Aims of PC, end of life care, pain 
relief and a peaceful death.  

• Barriers to awareness related to 
taboo, fear and lack of relevance 
and information  

Using same tool allows for cross country 
comparison. 
Validity checked with authors of tool and 
translated to take account of diffrent cultures. 
No psychometric testing undertaken with the 
tool. 
Older ages may have more experience and 
awareness but not included – recognised 
limitation. 
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Appendix 3 - Young people’s knowledge attitudes and perceptions of palliative care 
  
 

Author  Aim Sample/Country Design And Method Key Findings Critique and limitations 

Anneser et al. (2014) 

 

To gain insight 
into the needs, 
expectations and 
concerns of 
medical students 
regarding 
palliative care  

 

Germany 

Sample (n=709) 

All students faculty of 
medicine in one 
university 

 

Quantitative 
Questionnaire: 
1.demographics, 2. 
training.3.  Level of 
Distress at prospect of 
future engagement. 
with PC  

 

 

• Those who cared for 
terminally ill attributed 
more importance to PC.  

• Professional or personal 
experience with terminally 
ill persons lowered 
tanxieties significantly 
(4.99 – 2.34 versus 5.47 – 
2.5, p < 0.05); a higher 
effect size for personal 
experiences.  

No questionnaire available, 
reliability and validity of the tool 
has not been determined. 

Lack of control for other 
confounders that may influence 
levels of anxiety. 

Barclay et al. (2015) 

 

1. To examine 
medical students’ 
attitudes towards 
PC in each year of 
their course 

2.Investigate 
change over time 
and  

3.To identify 
gender differences  

United Kingdom 

Four cohorts preclinical 
/core science and 
clinical medical 
students at one medical 
school (2007-2010) 
with annual follow-up 
(n=1027). 

 

Quantitative 
Longitudinal annual 
questionnaire.  All 
students entering year 
1- core science and 
year 4 clinical  

validated tool use to 
measure  drs. 
Responsibility, 
psychological aspects 
and personal impact 
national study Sullivan 
et al.in 2003 

• Some evidence of 
increasingly positive 
attitudes. Peronal impact of 
PCunchanged neutral –
dread  

• Core science – decrease in 
level of agreement 
responsibility to help dying 
patients p=0.007, 
bereavement care p<0.001 
PC is depressing P<0.001 

• Clinical yeasrs – positive 
changes opposite direction 

• No gender differences note 

This tool focused on PC at the 
end of life,  

Good sample size,longitudinal 
design improves validity of 
responses. 

Limitations recognised by 
authors 
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Author  Aim Sample/Country Design And Method Key Findings Critique and limitations 

Daud et al. (2012) To assess the 
baseline 
knowledge about 
palliative care 
among medical 
students. 

Pakistan 

Study pop (n=500) 

Participants (n= 435)  

1st -4th yr. medical 
students 

Quantitative 
Descriptive cross-
sectional study. 

 

• 25% of students had no 
knowledge of PC 

• 76% had a friend or relative 
receiving PC. 

• 35% knowledge of PC  
from TV or internet 

• 95% agreed information 
and education should be 
available to communities.  

• 44% thought death and 
dying were discussed too 
little.  

Unclear as to how knowledge 
differed through years. 

Inferential stats may have given 
some furher clarity  

. 

Feuz et al (2015)  To measure 
radiology  students 
knowledge, 
attitudes and 
beliefs toward 
Palliative and end 
of life care 
(PEOLC)  

CANADA  

Sample: radiology 

students (n=61) 

 

Quantatative  
Online questionnaire 
with questions and 
vignettes  
Descriptive statistics 
and thematic analysis 
for open ended 
questions  
 

1. Positive view of PC 
2. Definitions of PC: non 

curative and  management 
of pain.  

3. Only 2 respondents PC 
throughout disease 
trajectory 

4. Students with personal 
experiences focused on 
humanistic and holistic 
aspects of care 

5. Some discrepancy in results 
from  open ended and 
closed questions 

 

Mix of open ended and closed 
questions allowed for expansion 
to understand knowledge and 
attitudes  
The study focused on cancer 
patients as per title and did not 
allude to any other population 
requiring PC  
Small study sample limits 
generalisability 
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Author  Aim Sample/Country Design And Method Key Findings Critique and limitations 

Jahan et al. (2013) To determine the 
perception of 
undergrad medical 
students regarding 
PC to identify gaps 
in knowledge 

Saudi Arabia 

one medical college  

Sample (n=73)   

 

 

Quantitative Cross 
sectional study. 
Questionnaire devised 
by author and based on 
expert review and 
literature. 

.  

• .  PC was viewed by almost 
90% as pain medicine.  

• Failure to recognise the 
holistic aspect of care 

 

Age and gender only assessed, 
no inferential statistics.  

Reliability of tool not assessed  

 

 

 

Karkada et al. (2014) To assess level of 
knowledge and 
identify attitudes 
to PC. To examine 
associations 
between 
knowledge, 
attitudes and 
demographic 
variables.  

India 

Diploma nursing 
students (n=83); cluster 
sampling from one 
district in India 

 

 

Quantitative 
questionnaire 3 
sections;  

1.Demographic 

,  
2.Knowledge.(multiple 
choice) 

3. Attitudes (Likert 
Scale) 

 

• 43 % aware of term PC – 
during cancer management 
programme 

• 79.5% poor knowledge on 
PC.  

• 93% had a favourable 
attitude towards PC. 

• Significant association 
between age and 
knowledge); older age 
groups had more 
knowledge 

 

 

Questionnaire was not available.  

,Small sample limits 
generalisability of findings. 

Expert review and reliability 
coefficient and power calculation 
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Author  Aim Sample/Country Design And Method Key Findings Critique and limitations 

O’Kane et al. (2011) Pilot study to 
evaluate the 
understanding and 
awareness of PC 
among final year 
undergraduate and 
postgraduate 
dietetic students  

Northern Ireland 

Study population 
(n=49)  

Participants (n=30)  

Majority undergraduate 
pre-placement.  

Quantitative  

Online questionnaire 
Online audit tool  

.  

• PC was for 
terminal/chronic illness 
(53%), smallest proportion 
end of life care/dying 
(20%). 

• 23% had a personal 
experience with PC 

• 43% placement-based 
experience informed their 
understanding. 

• Particpants wanted to know 
exactly what PC is. 

A small pilot study undertaken 
gives insight into lack of 
knowledge of PC in Allied 
Health..  

Small sample size limits 
generalisability of findings  

 Rahman and Khan 
(2017)  

The perceptions of 
PC of young 
people living in 
Dhaka city? 

Bangladesh  

Young adults (n=3152)  

Age 20yrs-28yrs. 
college students, 
university students and 
graduates  

Quantitative 

Cross-sectional 
survey. 

Group A 
Knowledgeable about 
PC. 

Group B were asked 
questions relating to 
general health seeking 
behaviour. 

  

• 40% had heard of PC, 46% 
had a clear idea of what 
palliative care is.  

• 62% received info from 
internet.  

• 76% believed that PC was 
for cancer. 

• 92% did not check labels 
on food. 

• 100% said that there was no 
health awareness 
programme in their area.  

• 72% paid no attention to 
health-related news and 
media.  

 ‘This population reflects the 
whole nation’ p2. Sweeping 
generalisation given the urban 
sampling. 

Limited methodology presented.  

Large sample size and focus on 
knowledge of PC as health 
related. 
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Author  Aim Sample/Country Design And Method Key Findings Critique and limitations 

Sadhu et al. (2010)  

 

 

 

 

 

To assess PC 
knowledge among 
undergraduates, 
medical, nursing 
and allied health 
science students. 
To evaluate need 
to incorporate PC 
education in 
undergraduate 
medical nursing 
and allied health 
education. 

India 

Undergrad nurses (n= 
18) 

Medics (n= 260) 

Allied health (n= 48) 

 

Quantitative 

Population based study 
– 39 item 
questionnaire. 

 

• 67.5% of participants 
‘incorrectly’ felt all dying 
patients need PC 

• PCwas incorrectly 
perceived to be: geriatric 
medicine, pain medicine 
and rehabilitation medicine  

• Some participants felt that 
PC is about hastening death 
or prolonging life.  

 

Internally validated tool. No 
theoretical basis given for the 
tool  

Questionnaire items could be 
variously interpreted leading to 
what might be perceived by 
authors as a wrong answer.  

Thiemann et al. (201 Association 
between death 
anxiety (DA) and 
attitudes to PC and 
psychological 
health 

United Kingdom 

Medical students  

(yrs. 1-4),  (n=790) 

Quantitative  
Longitudinal Collet 
Lester revised fear of 
death scale  

Hospital Anxiety and 
Depression scale 
(HADS) 

 

• Moderate levels of DA 
among students 

• No gender differences. 
• Higher DA higher concerns 

about personal impact of 
PC (measured by Sullivan’s 
scale).  

• Lack of change in DA over 
the 6 years  

• Higher DA greater self-
rated measures of anxiety 
and depression.  

First study to measure DA and 
attitudes to PC. 

Instruments widely used and 
validated but Sullivan’s was for 
4th year medical students Also PC 
is associated with final stages of 
life and preparation for death in 
this tool with no mention of 
earlier initiation. 
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Author  Aim Sample/Country Design And Method Key Findings Critique and limitations 

Tripken et al. (2018)  To describe the 
knowledge 
attitudes, beliefs 
and behaviours of 
young adults 
regarding 
advanced care 
planning and 
familiarity with 
associated terms  

USA Young adults (18-
30yrs) (n=310) from 
one university 

Quantitative 

Online survey  

Cross sectional design 

 

• Older, female and enrolled 
in a graduate programme 
more likely to recognise PC 
terms 

• 68% said they were not 
very or not at all familiar 
with the term PC.  

• Younger age groups (18-
23yrs) were less familiar 
with PC 

• More experience with 
illness more familiarity 
with PC. P <0.001 

• High levels of ‘don’t know’ 

Limitations identified by authors. 

The university courses attended 
by participants were not listed 
and these may have influenced 
the knowledge levels. 

 

Watts (2014) Nursing 
undergraduates 
understanding of 
PC. 

United Kingdom 

Final year students 
(nursing) (n=11) 

All female 

Qualitative 
Exploratory 
descriptive study 1-1 
interviews  

Unstructured interview 
guide formed from the 
literatu 

Thematic analysis 

• New understanding that this 
was not just cancer –  

• Connection with cancer 
was from personal 
experience and teaching 
that focused on cancer.  

• Understanding was 
superficial and was focused 
on imminently dying phase. 

• Little recognition for the 
broader spectrum of PC. 
Authors acknowledge the 
limits of associating PC 
with imminently dying 
which has implications for 
the focus of education 

 

Limitations of small sample 
identified  

. 
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Governance Filter Committee 
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Appendix 5 - Ethical amendment RG6 
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Appendix 6 - Email invite to take part in the study 
 

EMAIL INVITE  
 
Ulster University: Mailing List Service 
Wed 11/10/2017 11:50 

• Student-Office365-ALL 

 
Dear Student 
  
If you are aged 18-29 years (inclusive) and registered as a student at Ulster 
we would like to invite you to take part in an online survey looking at palliative 
care. You do not have to know anything about palliative care to take part in 
the survey and it can be completed in under 10 minutes on your phone or 
wherever you can get internet access. This is the first survey in Europe to look 
at palliative care understanding from the perspective of university students 
from across all disciplines. This study is part of a PhD project looking at the 
knowledge, attitudes and perceptions of university students regarding 
palliative care. 
  
There will be a draw for £100 worth of travel vouchers for completed 
questionnaires 
  
If you would like to participate please click on the link below which will bring 
you to a site that holds further information on the study and the 
survey.  https://ulsterhealth.eu.qualtrics.com/jfe/form/SV_0MzqJIK3fe2CPKR 
Your participation would be greatly appreciated. 
  
For further details please contact: 
  
Anita Mallon PhD student 
Email: mallon-a16@ulster.ac.uk 
  
This email and study to which it applies has been approved by Ulster 
University Institute of Nursing and Health Sciences Research Governance 
Filter Committee on 9th August 2017 
  
Supervisors: Professor Sonja McIlfatrick, Dr. Felicity Hasson, Dr. Karen 
Casson 
  
Approved by Professor Carol Curran OBE PhD 
Executive Dean of Life and Health Sciences 
  
  
Please do not attempt to reply to this message. Please contact the ISD Service Desk for support if 
required. 

https://ulsterhealth.eu.qualtrics.com/jfe/form/SV_0MzqJIK3fe2CPKR
mailto:mallon-a16@ulster.ac.uk
http://www.ulster.ac.uk/isd/help/service-desk
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Appendix 7 - Participant Information Sheet for Survey 
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Appendix 8 - Reminder email 
Reminder Email 

 Ulster University: Mailing List Service 

Wed 25/10/2017 14:53 

• Student-Office365-ALL 

 
Dear Student 
  
If you are aged 18-29 years (inclusive) and registered as a student at Ulster 
we would like to invite you to take part in an online survey looking at palliative 
care. You do not have to know anything about palliative care to take part in 
the survey and it can be completed in under 10 minutes on your phone or 
wherever you can get internet access. This is the first survey in Europe to look 
at palliative care understanding from the perspective of university students 
from across all disciplines. This study is part of a PhD project looking at the 
knowledge, attitudes and perceptions of university students regarding 
palliative care. 
  
There will be a draw for £100 worth of travel vouchers for completed 
questionnaires 
  
If you would like to participate please click on the link below which will bring 
you to a site that holds further information on the study and the survey 
https://ulsterhealth.eu.qualtrics.com/jfe/form/SV_0MzqJIK3fe2CPKR 
Your participation would be greatly appreciated. 
  
If you have completed the survey, please ignore this email, thank you so 
much, your help is really appreciated. 
  
For further details please contact: 
  
Anita Mallon PhD student 
Email: mallon-a16@ulster.ac.uk 
  
This email and study to which it applies has been approved by Ulster 
University Institute of Nursing and Health Sciences Research Governance 
Filter Committee on 9th August 2017 
  
Supervisors: Professor Sonja McIlfatrick, Dr. Felicity Hasson, Dr. Karen 
Casson 
  
Approved by Professor Carol Curran OBE PhD 
Executive Dean of Life and Health Sciences 
  
  
Please do not attempt to reply to this message. Please contact the ISD Service Desk for support if 
required    

https://ulsterhealth.eu.qualtrics.com/jfe/form/SV_0MzqJIK3fe2CPKR
mailto:mallon-a16@ulster.ac.uk
http://www.ulster.ac.uk/isd/help/service-desk
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Appendix 9 – Questionnaire 
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Appendix 10 - Email permission to use the PaCKS tool  
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Appendix 11 - Survey flyer 
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Appendix 12 - Social media advertisement  
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Appendix 13 - Expression of interest form for interview 

  



 

298 
 

 
 

Appendix 14 - Participant information form for interview 
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Appendix 15 - Interview schedule  
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Appendix 16 - Consent to take part in the interviews 
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Appendix 17 - Demographics sheet completed after 

interview 
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Appendix 18 - Excerpt from Thematic matrix: knowledge, attitudes and perceptions of palliative care 
Category Exposure 

Knowledge and understanding 

Exposure 

Knowledge of aims of PC 

Behavioural beliefs relating to PC Normative Beliefs relating to PC Control Beliefs relating to PC 

Particpant ID 
code.Gender/level of 
study ie:UG/PG. 
Faculty/Religious 
affiliation (R/A) 

Exposure to term PC . 

Mode of Interview 

Meaning impacted by experience  

 

(L&HS =Faculty of Life and Health Sciences; 
AH&SS =Arts Humanities and Social Sciences 
CE&BE Computing Engineering and Built 
Environment UBS Ulster Business School) 

Context and recipient of care 

 

Attitudes based on associations with 
death and dying  

 ‘ it is not so much the palliative 
care in my opinion it is more what it 
is for’ (15,5,3) ‘ a waiting time’ 
(10,28) 

 

‘So outside of their lives, or their 
bubble ‘ – relating PC to young 
people  

   

Skills enabling open discussion 
and engagement  

 

P01 male P/G. 

 L&HS 

R/A yes 

No exposure 

Face to Face 

  

Participant from a different country. Unfamiliar 
with term- placed the term palliative and care 
together. Supportive care to incorporate social and 
spiritual care as an alternative to medical care given 
when there is no medical solution. Emphasis on the 
social aspect of care.  

 

‘it doesn’t have to do with age but it 
has to do with the situation’(1,19) 

Seemed to be focused on medical 
professionals and nursing home. 
Wide range of people involved with 
potential for community 
involvement to allow people to 
remain in the community.  

No mention of death and dying  

(Culture) people are denying the 
obvious when they feel 
uncomfortable.  

Death not discussed in this culture, 
death is perhaps an even greater 
taboo. 

Knowledge reduces the fear 
associated with contact with the 
person. Allows relationships to 
be managed. 

P02 female UG  

UBS 

R/A yes 

 

Vicarious exposure 
through friend with life 
limiting illness 

 

Face to Face 

 

PC is a place that you move in and out of ‘it is not 
you dying’ (1, 11). A kind of treatment for long-
term limiting illness, it is helping people to learn to 
live with an illness. ‘blurred line between terminal 
and palliative care.’(2,28) 

Asked friend what PC was and began to consider 
this in context of her family. Processing 
knowledge. 

 

 

Lack of clarity as to who might 
receive palliative care ‘my granny 
might be in palliative care but I 
don’t know, she has dementia’ (2, 
22). 

 Care is undertaken by HCPs in 
home or hospital 

 

 

Knowing that you are going to die 
is much harder than coping with an 
illness 

Discomfort comes from lack of 
knowledge or experience, also 
bringing up memories.  

Advocating how to promote PC  

‘it helps for people to know that it’s 
not a terminal illness, but it is 
maybe stopping them from doing 
specific things so it is limiting 
illness.’ (,9, 29-30),  

Experiences of the peer group will 
determine attitudes to discussing PC.  

Shared experiences unite groups. 

Personality affects how you 
talk about issues and how you 
cope with illness and care; 
some personalities are good at 
that.  

More knowledge makes you 
more comfortable 
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Category Exposure 

Knowledge and understanding 

Exposure 

Knowledge of aims of PC 

Behavioural beliefs relating to PC Normative Beliefs relating to PC Control Beliefs relating to PC 

P03 female UG  

L&HS 

R/A - yes 

Personal EOLC and 
clinical experience  

 

 

Face to Face 

PC is essential and firmly placed within last year of 
life, non-curative, ‘something hopefully will be 
experienced by all’ (1, 5). Symptom control to 
ensure best quality of life. It can enable people to 
remain at home at the end of life and a person’s 
wishes to be upheld. It is care into bereavement 
with the recognition that “death this isn’t a problem 
solved “(18, 1-2) 

 

Professional care and symptom 
control that can be supplemented by 
family if supported. Care that is 
undertaken at the end of life.  

Discomfort comes from association 
with death and dying which 
‘understandably’ is not discussed 
much within this age group. Seeing 
death decreases the fear associated 
with PC. However, it remains 
frightening.  

Despite advocacy on a personal 
level, PC represented no further 
treatment; I knew that palliative 
care was coming. If it was 
pancreatic, that is what I thought. 
That there would be no operations, 
no chemo, no radio, no 
nothing.(23,13-15) 
 

 

 

Young people feel quite invincible 
and personal relevance would only be 
if they had a terminal illness. Little 
understanding or knowledge because 
you do not see it.  Understanding 
comes from exposure but even then, it 
is a scary thing. 

 I think particularly at this age…, that 
there’s not really that much 
discussion or knowledge of it (PC) 
and I think that’s totally 
understandable, because unless you 
have a family member or unless you 
work in that field, like you’re not 
going to see it.  It’s not going to cross 
your mind and you’re not going to 
consider those things really.” (, 7, 7-
11) 

 

On first placement, she felt like 
a fish out of water not 
confronting death but frailty.  

Experience in personal setting 
gave her the confidence ‘like I 
could do that’ Actual: skills to 
titrate the morphine, experience 
helped overcome the 
misconception:  ‘Like I’d have 
thought he got into more and 
more pain, we’d just have to 
take him straight to hospital 
‘(3, 9-10). 

 

P04 female UG 

 AH&SS 

 RA-none 

Heard word (PC) at 
workplace 

Face to Face 

Unfamiliar with the term but sees it as ‘obviously’ 
end of life with no prospect of cure. Care for the 
family; this was gleaned from the survey. 

PC can take place in the home and 
in hospital but because of job sees 
this more as home. Care undertaken 
by HCPs, medically focused with 
those affiliated with health care as 
knowledge bearers. . .  

General fear of dying that makes 
people uncomfortable which in the 
past was accepted much more. The 
certainty provided by religion gave 
a support that no longer exists.  

 

Death should not be so taboo, it is 
happening in life, but she feels unable 
to bring it up in conversation  

Talking to someone who is 
‘going through PC’ might 
cause upset, whereas she could 
cope with that, they may not be 
able to. – link with British 
Social Attitudes Survey 

 

P05 Male  PG 

L&HS 

 

RA- yes 

Learned through study  

Face to Face 

Improving quality of life for those with lifelong and 
terminal illness at the end stage of life. Comfort 
care. Care for the family. PC concerned with 
helping activities of daily living (bodily functions) 
PC  

Medical and family members. The 
biggest population will be among 
the elderly. This care can take place 
at home, in hospice or hospital 

Growing up the impression was that 
PC represented finality and you are 
going to die and discomfort comes 
with that association. 

We will face it with a direct relation 
or a close relative. If younger people 
know about it when they get to 40 
easier to accept.  

His education has informed 
him about PC, which allows 
him to talk about it.  

Early education  control in 
normalising PC. .However The 
reality as he sees it  is that  it is 
a negative situation that 
requires PC  
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Category Exposure 

Knowledge and understanding 

Exposure 

Knowledge of aims of PC 

Behavioural beliefs relating to PC Normative Beliefs relating to PC Control Beliefs relating to PC 

P06  male U/G  

CE&BE 

RA - yes 

No reported experience 
heard the term regarding 
older relatives.  

Telephone 

 

End of life care and helping the bereaved family. It 
is the fall back when families can’t cope.  

 

 

Mostly but not exclusively for older 
people, undertaken by package 
nurses This could be in hospice or a 
specific specialised centre. 

Discomfort arises from the inability 
to fix this problem. 

  

 

Recent concern perhaps prompted by 
survey. Leaving college into work 
environment, how woul’ Ihe and the 
family’ be looked after? (6,3). Feels 
this is a time in life where he has to 
consider older relatives. 

Knowing about PC: 

 ‘You would know how to speak 
and what way to conduct 
yourself because you 
understand what is actually 
happening in the other room’. 
(10, 26-27). ‘Turn agin yourself 

P07 male undergrad  

CE&BE 

 RA-none reported 

 

No experience, heard 
the term through family 
member 

Face to Face 

 

End of life care undertaken by specialist teams who     
have the ethos that they handle everything’ (4, 13).  

Information gleaned from family members’ 
association with specialist team. 

Specifically, in the home. 
Specialists carry out this care. ‘I 
guess GP’s should not really be 
handling that’ (4, 14-15). G.P is part 
of a critical service that should not 
be used for palliative care.  

PC is a mood killer and 
conversation stopper that brings up 
sad memories. It is also part of the 
big bad world (3, 28) Imagine 
sitting in a café saying well ‘what 
are you going to do when you are 
diagnosed with terminal cancer’? 
(2,9) 

(this is the basis for the death cafes, 
a step too far for our society?) 

 

Really not a subject that has been 
considered by this particpant and that 
present society is not good at talking 
about. Everyone is going to have an 
end of life but there is fear that talking 
about it might make it happen. 

Knowledge might stop the 
panic; the person will be in 
charge of what happens next 
and can act as guide for others.  

P08 Female. U/G  

FL&HS 

.RA – none reported 

 

Clinical experience as 
part of course 

Face to Face 

End of life care that maximises quality of life to 
ensure person can actively participate in life and 
has the resources to do so. Focus on wellbeing.  

Had first knowledge when she undertook a Btech 
course. 

(has this early introduction provided a platform for 
more positive views or was this her present 
course?) 

A spiralling down or declining of 
health not a specific illness although 
cancer care was the clinical 
placement. HCPS will make you as 
comfortable as possible in that last 
stage of life (3, 12-13). I feel a huge 
part of PC really is communication, 
because so many people that are 
dying they lack that, they lack the 
social aspect. .’  (6, 20-21).  

 

PC can help make someone less 
fearful of death. Discomfort comes 
from people who do not want to die 
and think about death. 

End of life is something that everyone 
will come across.  

A lot of teaching in schools relatives 
to subjects that might not be as 
universally relevant. 

PC is a delicate subject, If you 
cannot talk about something it 
is like a hole that gets bigger 
and will affect your emotional 
wellbeing.  

Lack of knowledge negatively 
affects how you socially 
engage with those who require 
PC.  
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Category Exposure 

Knowledge and understanding 

Exposure 

Knowledge of aims of PC 

Behavioural beliefs relating to PC Normative Beliefs relating to PC Control Beliefs relating to PC 

P09   male UG 

RA yes 

AH&SS 

Exposure via course of 
study. 

Skype and telephone 

 End of life care to provide comfort in the last 
stages of life and helps prepare the family.  

 

 

 

Multi-disciplinary approach, care at 
the end of life delivered by HCPs 
primarily with carers and family 
members contributing, carried out 
in the home and in hospital 

Discomfort comes from lack of 
knowledge about what happens at 
the end of life. 

 

 

 

End of life is not talked about, 
therefore, no one is sure what is 
normal and ‘shy away ‘(3, 1) from 
discussions. However, young people 
see it as matter of fact (is that because 
it is so far away and they can easily 
distance themselves?) 

People ‘shy away’ from it 
because they do not know what 
to say or they are afraid of 
saying the wrong thing. What is 
the normal thing .Even a small 
amount of knowledge gives 
confidence to engage. ‘you 
can’t change it’ ( 6,28) (is this a 
gender thing that it is a feeling 
of ineptitude you can’t change 
it, like P06 who couldn’t fix it) 

P10 female UG 

AH&SS 

R/A yes 

No exposure  

Skype 

 

No knowledge of PC prior to the survey but asked a 
friend who is a nurse. Understanding that it is 
mostly cancer care and care of those with terminal 
and serious illnesses  

A team of  care workers , doctors, 
nurses and experts who go round 
houses to care for everyone’s needs 
and applies to all serious illnesses 

Palliative care hits home with older 
people because they are getting 
nearer it. With young people, it is 
the sad memories they hold and 
their coping ability.  

People may not ‘unwant’ (2, 29) to 
talk about it, they have no experience 
with which to rlate it.  

Friend group is open to talk about 
anything. 

More knowledge better able to 
talk about PC. Benefits of early 
introduction to normalise PC. 

“without thinking I need to 
apply this PC to my life in 
order to help this person, they 
will just think I know this is 
going to help this person, it 
would almost be like natural” , 
(10, 1-3)  

P11 female PG 

AH&SS 

R/A yes 

 

Reported exposure 
through vicarious 
experiences of friends  

Face to Face 

 

 

A phrase used to describe a ‘scenario’ (1, 8) of End 
of life care and stage when curative treatment has 
been exhausted. Comfort based with some element 
of counselling 

Hospice care, home and hospital 
care carried out by medical 
professionals and charity 
organisations such as Macmillan. 

People want to ignore what is not 
immediate because of discomfort 

I think almost to confront that 
(death and dying) is to acknowledge 
that it is going to happen and I 
think that that makes people very 
uncomfortable, because nobody 
wants to think about their own 
mortality, or anybody else’s.” (3, 
23-25)  

 

As a carer situation is different, a 
level of comfort has been 
established from a young age. 

 Others are burying their heads in the 
sand. Not ‘fatalistic’ (2, 34) by 
opening the discussion but realistic. 

Friend group have shared experience 
and subjects like death, dying are 
more likely to be discussed. 

Experience of illness death, dying or 
loss will be a bigger determinant than 
age and stage.relating to potential 
engagement with PC. 

PC knowledge that she 
personally needs to ‘build on’, 
as a carer that knowledge is 
required now. For others an 
impetus is required  

So they’re going to be like, 
right I have this and now I’m 
going to go home and I’m 
going to look it up.  I suppose 
it’s just planting the seed, I 
suppose. (9, 8-13) 
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Category Exposure 

Knowledge and understanding 

Exposure 

Knowledge of aims of PC 

Behavioural beliefs relating to PC Normative Beliefs relating to PC Control Beliefs relating to PC 

P12 male U/G  

AH&SS 

RA – None 

Vague mentioning of 
the term PC 

 

Skype  

 

General idea but confused over hospice, but it is 
holistic end of life treatment for people with 
terminal illness.  ‘I know that my grandfather and 
aunt were involved with it but it wasn’t something 
the family really talked about’ (3,25) 

 

Had heard the term hospice, not 
asked about who carries out PC. 

 

Discussions are guarded within the 
family because of the difficulty in 
talking about someone who is going 
to die. 

Felt very relevant for a family 
discussion but it is more difficult 
because family are more permanent. 
(more real) 

He is not sure how the 
relationship with a person 
works when they are dying 
‘How do you deal with 
someone who is passing away’ 
(2, 11-12) (note does not use 
the term dying) Reveal the 
mystery of the time between 
diagnosis and death. 

 

P13 female PG 

UBS 

 RA – yes 

No exposure reported 

Face to Face 

 

Believes PC to be the aftercare that comes 
following a terminal diagnosis.  

 

 

 

Health professionals, for any person 
that has a terminal illness ‘the older 
you get the closer you are to it’ (2, 
43-44). 

Death, dying, and the process of 
what would happen up to that. She 
is afraid of dying. Especially 
(parent) ‘you don’t ever want to talk 
about you actually not being there’ 
(3,25-26) 

 Death is frightening and she sees it as 
real and will openly talk about but 
told to ‘wise up’ (4, 13) by friends.  

Can see how child copes with issues 
taught in school but still wants to 
protect from discomfort 

Benefit of more knowledge is 
that you can connect with 
people with need and get 
involved.  

 

P14 Female PG 

 UBS 

R/A –yes 

No  exposure 

Face to Face 

Had a vague idea of hospice and end of life care but 
‘not under the term palliative care’ (1, 6). 

 

Understanding is that it is care that 
provides comfort and safety to those 
at the end of life. Provided by HCPs 

Discomfort arises from lack of 
experience or having bad memories 
‘Haven’t had to think about 
terminal illness for the most part 
probably, unless a family member 
or people they know. It hasn’t been 
in their own lives, I suppose’ (2,26-
27) 

 

Not immediately relevant, therefore, 
why be saddened when it is not 
necessary 

‘It’s probably just because of the 
nature of it being so sad.  It’s not 
something that is discussed, unless it 
is an immediate concern’ (6,28-29) 

Young people have a different 
perspective. More knowledge 
allows you to identify how you 
can help. Education might also 
promote a sense of 
responsibility 

P15  male  U/G 

CE&BE 

RA yes 

Terminal care, comforting and informative care that 
gives terminally ill people and their families’ 
knowledge and reduces fear of what is happening.  

The reason for the PC will 
determine who undertakes the care. 
The church has a role in facilitating 
supportive learning, could be 
professionals or any member of the 
public that ‘knows what you are 
going through’ (3, 18-21). PC 

Personality affects the discussion 
and how you cope and this differs 
according to individuals.  

Discussing PC more about the 
situation than the age bracket.  

Despite positive attitudes, belief is 
that PC should be kept in the 
background 

When relative was dying as a 
young person ‘I didn’t really 
know what to do’ (3, 16) but 
medical staff put it into 
perspective. 
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Category Exposure 

Knowledge and understanding 

Exposure 

Knowledge of aims of PC 

Behavioural beliefs relating to PC Normative Beliefs relating to PC Control Beliefs relating to PC 

Personal experience 
within the hospital 
setting.  

Face to Face 

needed in cancer and with disease 
such as Alzheimers  PC provides a 
‘comforting guidance’ (4,8) 

 Knowledge will allow 
communities to signpost.  

P16,  female UG 

L&HS 

RA –  yes 

No reported experience, 
had heard of the term 

Skype  

Understanding as end of life supportive care to 
include the family. 

Macmillan cancer centre brings 
people in for respite care. It is for 
older people  

 

( wording in the survey said 
exclusively)  

But a lot of people don’t know 
about PC and haven’t experienced it 
yet and that makes for discomfort 
and indifference 

Discomfort relates to death and the 
taboo surrounding the subject 
prevents people from helping 

 

Lacking knowledge means 
there is no connectivity, being 
in the dark prevents people 
from offering help.  

P17  male UG 

L&HS 

RA – none 

Grandmother needed 
PC.  

Face to face 

 

Providing the best services for the person who is 
going to die. Activities of daily living and symptom 
control.  

Professionals and family members. 
All diseases for which there is no 
cure 

People don’t want to think about 
someone passing away as it feels 
quite morbid.  

Conversation around potential 
professional experience not 
personal experience 

Understanding and experience 
enhances comfort because it should 
and is expected from those involved 
in health care.  

Second-guessing what PC 
entails, makes people more 
uncomfortable and lack 
confidence. Identified a lack of 
central source and having to 
guess.  

P18. female UG 

L&HS 

RA - none 

Experience of older 
relatives going to 
nursing homes  

Face to Face 

Participant from a country with different health 
systems.  

End of life care, used synonymously with death and 
dying. It is a stage of a particular disease that is 
going to get worse and PC will try to alleviate those 
symptoms  

‘so it was just maintenance basically, for lack of a 
better word.’ (1,14) 

 

Understanding that Alzheimer’s is a 
disease that requires PC and cancer 
also but primarily for older people  

Comfort level depends on how 
close the subject is. Morbid 
conversation because you are 
talking about steps to be taken prior 
to someone’s death. 

Discussions in the past with 
younger groups about euthanasia 
‘putting a gentle end to it (life)’ 
(p18,4,20) 

Lack of death experience might make 
the conversation too soon. 

Distance from death allows easier 
conversation  

‘We see it as far off still, so we don’t 
think it affects us directly but we don’t 
mind talking about it’(p18 2,30) 

Society wants the positive spin. 
People want to brush death 
under the carpet especially 
when it is a tragedy; it seems 
that condolences and prayers 
compensate for action to ensure 
it does not happen again. 
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Category Exposure 

Knowledge and understanding 

Exposure 

Knowledge of aims of PC 

Behavioural beliefs relating to PC Normative Beliefs relating to PC Control Beliefs relating to PC 

P19  female U/G 

AH&SS 

R/A – none 

No previous exposure  

 

Face to Face 

Care of the dying person. 

 

 

 

 

 

Focused on elderly populations.  

‘Does it have to be someone that is 
registered nurse, or professional in 
this sector?  Can it be volunteers 
coming in and spending time with 
people? (4,33-35) 

 

The idea of death while a part of 
life is sad and scary. 

Young people will associate PC with 
dying but not themselves dying but 
more someone else.  

Peer pressure to do the cool thing 
could be a barrier to conversation. 

Experience of father who felt 
unable to visit his friend when 
he was dying as he didn’t 
realise it was okay just to be 
there More information 
empowers people to just be 
there .  

P20  Female U/G 

L&HS 

R/A yes 

Study and exposure on a 
personal level 

Skype 

 

End of life care to include physical and emotional 
care of the palliative patient and family. Not quite 
sure if end of life care is PC. 

In the hospital or home, care carried 
out by a team to promote comfort. 
Cancer comes to mind but 
conditions where physical care is 
required, semi-conscious, ‘on things 
like syringe drivers’ (1,35)  

Practice had reinforced the idea of 
dependency, not unlike picture of 
PC described by participant P24 
with no clinical experience 

Sadness related to memories of 
people who have died, brings up 
emotions but it is good to talk.  

PC is not talked about, only if it is 
relevant to me now in my career or 
personal life. Certain things not 
discussed in some cultures that puts 
up a barrier. 

Yet a certain unspecified time has to 
pass before you can talk to people 
about grief and loss.  

Learning on the job. 

Would like a reference point 
for best practice.  

. 

P21 Female. PG 

L&HS 

R/A –none 

Experience in a 
professional capacity 

Face to Face 

 

Making sure that people are comfortable on their 
way out of life (really like this term). Specifically 
medicines that deal with symptoms, both physical 
and emotional.  
 
Related PC to the acute setting with some 
realisation that this would go into community but 
unsure how  

HCPs deliver the care but 
experience is confined to hospital 
ward that was specifically for 
elderly people.  

Many people find death hard to 
discuss Thinking about the 
possibility of you or someone close 
not being there freaks you out a bit.  

It is a taboo subject in families, would 
be ‘weird’ (5,40) to talk to mum about 
it, whereas young people are open to 
talking about it because they are 
thinking death ‘is so far away for me 
(5,25).  
“I just wouldn’t have thought that 
students from the Arts, or Education 
or anything like that would really feel 
it necessary to go to a talk on 
palliative care.  They’d probably 
think, why does this apply to me? “  
(P21,7 ,12-13) 
 

More awareness allows for 
more engagement and builds 
empathy. 
 

This provides a ‘brace’ (8,26) 
for later life  

P22  Female U/G 

R/A atheist 

Terminal non curative care. Aware of the term only 
but believes she has no understanding of what it 
entails.  

Assumption that PC is delivered by 
medical personnel, nurses and 
doctors  

Reluctant acceptance that death is 
unpredictable and a reality 

PC not a discussion for young people 
Death is over there, death is for old 
people, not something young people 
want to consider. 

Not something you want to 
think about but it might be 
better to so you are not ‘blind 
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Category Exposure 

Knowledge and understanding 

Exposure 

Knowledge of aims of PC 

Behavioural beliefs relating to PC Normative Beliefs relating to PC Control Beliefs relating to PC 

L&HS 

No prior exposure 

Skype 

 

‘It is a bleak thing to say but you 
don’t know when you will die, when 
you will get terminally ill. ‘ (3,40) 

. sighted’ 3, 47) by it. Take the 
cloak off death.  

P23  Female P/G   

AH&SS 

R/A yes 

Learned about PC 
through work. 

Face to Face 

End of life care that offers options. ‘that if you do 
have a terminal illness you look at care through 
that lens’ (2,6) 

Information gleaned through work placement she 
was able to retrospectively consider how 
opportunities for PC were missed in her own 
experiences. 

It wasn’t as planned as some PC 
care can be’ – this relates to a close 
relative who died in hospital. (1, 
15,16)  

Having read about initiative from 
Marie Cure  

Has read widely in the area but goes 
back to her reference point that is 
her own experience.  

 

Fear of death prevents discussions 
that would have made life easier for 
the person with illness and the 
family. 

Experience of illness and loss comes 
as a blunt reminder that death is a 
realty – ignore the inevitable until it 
comes to your door. Common 
experiences (p23, 527-28) How does 
this relate to me as a young person? 
How to make the abstract real 

Taking young people out of their own 
wee world to allow them to empathise 
with those who are ill, or grieving. 

 

‘And no matter what vocab you 
equip them with or knowledge 
you equip them with it is 
actually really scary.’ (grief 
and loss, 14, 12-13). Many 
people in times of crisis go into 
tunnel vision and deal with 
things as they happen.  

PC would give more control 

 

P24 male P/G 

CE&BE. 

 R/A yes  

No Experience 

Face to Face 

Last days of care where person is bed bound 
requiring medication administered by medical 
personnel.  

Nursing home is the primary place 
where people go into palliative care. 
Medically focused care, unaware 
that it might be community based 
care 

The big negative over hanging PC 
is that it’s the end of life type of 
thing’ (3 30-31), this impacts 
perception and engagement.  

 

If PC mentioned with peers, it would 
be ‘very end of conversation, we’ll 
leave it at that’ (4, 4-7) 

PC is only a subject for those 
immediately involved  

How to act is to accept that this has 
happened and unless closely involved 
leave it at that 

Knowledge relating to  
outcomes of care when 
someone has PC gives control  

How to act is to accept that this 
has happened and unless 
closely involved leave it at that  
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Appendix 19 – Distress protocol  
 

Distress protocol                                                                                                     

                                                                               

Study Title: Palliative Care: Knowledge, Attitudes and Perceptions of University Students 

Interviews – Distress Protocol 

At the start of the interview, the researcher will confirm that the participant has read the PIS and offer 

participants the opportunity to ask any questions. Participants will be reminded of the focus of the 

study.  If a participant indicates that they are becoming distressed or the researcher recognises this, the 

researcher will: 

• Pause the interview and provide the participant with some time. 

• Ask the participant if they feel happy to continue  

• If the answer is ‘no’, stop the interview.  

• Ask if they would like to take a break or arrange another time for interview.   

• Direct the participant to the list of contact details for support organisations (highlighting 

UU support services available) 

• Refer them to the list of contact details for support organisations 

The Chief Investigator will be informed if, and when, the Distress Protocol is used.  

Support for the researcher: 

 

Throughout the study, the researcher will have access to professional and management supervision. 

Management supervision: Professor Sonja McIlfatrick, Ulster University.  If issues that arise upset the 

researcher, she will attend a de-briefing meeting with her supervisors. In addition, as an Ulster 

University student the researcher will have access to student support services onsite and can avail of 

the 24-hour helpline services outlined in the PIS.  
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Appendix 20 - Transcriber Confidentiality Agreement  
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Appendix 21 - Table of Effect Size 
Table 4.4. Table of effect sizes adapted from FAQ/effect Size. Cambridge University 

 

Effect Size Use Small Medium Large 

Correlation inc Phi 
 

0.1 0.3 0.5 

Cramer's V r x c frequency tables 0.1  0.3  0.5  

Cohen's f one-way an(c)ova 
(regression) 

0.10 0.25 0.40 

Cohen's d t-tests 0.2 0.5 0.8 

Multivariate eta-

squared 

one-way MANOVA 0.01 0.06 0.14 

 

 

  

http://imaging.mrc-cbu.cam.ac.uk/statswiki/FAQ/cv
http://imaging.mrc-cbu.cam.ac.uk/statswiki/FAQ/effectSize?action=AttachFile&do=view&target=mvwl.doc
http://imaging.mrc-cbu.cam.ac.uk/statswiki/FAQ/effectSize?action=AttachFile&do=view&target=mvwl.doc
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Appendix 22 - Awards, publications and presentations  

• Department of Employment and Learning: PhD scholarship 

• Palliative Care Research Forum NI: Funding to attend the EAPC 
Congress in Berlin 2019  
 

Presentations and Abstracts  

• Mallon, A.M., McIlfatrick, S. J. Hasson, F. Casson, K. 
Palliative Care: Knowledge, Attitudes and Perceptions of 
Young People at University- October 2018 poster presentation 
at the 1st International Seminar of EAPC RN and the EAPC 
Reference Group on Public Health and Palliative Care in 
Brussels 25th -26 th October  (Poster presentation and abstract). 
 

• Mallon, A.M., McIlfatrick, S. J. Hasson, F. Casson, K. 
Palliative Care: Knowledge, Attitudes and Perceptions of 
Young People at University – April 2019. Festival of PhD 
Research Ulster University. Northern Ireland (poster 
presentation) 
 

• Mallon, A.M., McIlfatrick, S. J., Hasson, F. Casson, K. and 
Slater, P. (2019) What Do They Know? Examining Young 
People’s Knowledge of Palliative Care Using a Public Health 
Approach: A Mixed Method Study. The 16th Congress of the 
European Association for Palliative Care: Berlin May 2019. 
(Poster presentation and abstract publication)  

 
• Presentation to visiting scholar Dr. Masujima Associate 

Professor Chiba University Japan. 22nd Jan 2019. 
 
• Presentation to PIER Public Involvement Enhancing Research 

14th February 2019. 
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Appendix 23 - A Public Health Approach to Palliative 

Care:   The Message  
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