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Abstract 

Heart failure is a long-term condition, and is often terminal. The researcher’s clinical 

experience has highlighted a reluctance from clinicians to have discussions about dying with 

these patients. To obtain heart failure patients’ and carer givers’ experiences and expectations 

of end-of-life conversations and palliative care provision. It further aimed to explore from the 

perspective of community heart failure nurses how these preferences can be implemented 

into clinical practice to improve patient care. 

 

This co-produced study used qualitative interviews and focus groups from a nationally 

sourced sample. The study recruited 19 cases consisting of 8 heart failure patients, 2 carer 

givers and 9 community heart failure nurses all of whom had taken part in end-of-life 

conversations relating specifically to heart failure.  

 

Patients and carer givers described a need to be informed regarding their disease and 

prognosis. A lack of such information impacted on their abilities to rationalised the illness, or  

prepare for the deterioration in their condition.  Those participants that were provided with 

ongoing conversations described the formation of a patient-healthcare professional 

relationship, which gave them confidence to take control of their illness and care. 

These themes were presented to community heart failure nurses, to establish how these 

findings can be implemented into clinical practice to improve patients experiences of heart 

failure communication. They identified barriers preventing end-of-life conversations, 

including active avoidance, lack of role definition, and apprehension to initiate these 

discussions.  They supported the need for a working partnership with their patients and carers 

to provide reassurance and confidence in providing this care. There is a pressing need to 

formulate specific end-of-life and palliative care guidance and policy specific to the unstable 
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heart failure disease trajectory to reduce the variation in practice and confidence to talk about 

terminal illness. 
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Chapter 1. Introduction 

We all have two things in common, we are born and we die.  Birth is something that is 

celebrated within society, and the latter is something rarely discussed.  Heart failure is a long 

term condition, and often terminal. The researcher’s experience of working as a heart failure 

nurse demonstrated that clinicians are reluctant to have discussions about death and dying 

with these patients. 

 

This chapter will introduce the condition of heart failure, discuss the terminology used in 

describing palliative care, explore current end-of-life policy, and will provide an insight into 

the motivation of the researcher in undertaking this research project.   

 

1.1 Heart Failure 

 It is estimated that over 1 million people in the United Kingdom have a diagnosis of 

heart failure, with approximately 200,000 newly diagnosed every year (British Heart 

Foundation, 2024). A population study by Conrad et al., (2018) based on 2002-2014 data 

showed that heart failure had a higher prevalence than the four most common cancers 

combined (lung, prostate, breast and bowel).   

 

Heart failure is the end stage condition of most diseases associated with the heart (Davis., 

Davies., and Lip., 2006). It is a long term condition that has a progressive nature (Connolly et 

al., 2014), and is associated with a high risk of sudden or premature death (Kane et al., 2018).  

Despite this prevalence, there are no general definitions of ‘heart failure’ (Petersen, Rayner 

and Wolstenholme, 2002; Davis., Davies, and Lip, 2006).  In part, this is because it is 

primarily based on clinical diagnosis with characteristics that are not necessarily specific to 

the organ involved (Davis, Davies, and Lip, 2006).  For example, diagnostic classification of 
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heart failure can be associated with a reduced pumping action of the heart muscle, or the 

appearance of a normal pumping action but impairment in the heart’s ability to stretch and fill 

with blood. Both types of heart failure have similar symptoms and ultimately a terminal 

prognosis (Davis, Davies, and Lip, 2006).  Additionally, the ageing population exacerbates 

the complexities associated with diagnosis and symptom management of this disease as it is 

often associated with several co-morbidities (Ecarnot et al., 2018).   

 

Whilst evidence-based medical therapies improve prognosis of advancing heart failure (for 

those with a reduced pumping action) and to some degree quality of life, for some patients 

their final months (or years) of life can be distressing due to poorly controlled symptoms 

(Daley, Matthews and Williams, 2006).  These symptoms (such as fatigue, pain, 

breathlessness and anxiety) are commonly associated with those of cancer, and due to this 

there is a recognition that palliative care practices within oncology should meet many clinical 

needs of those patients suffering with advanced heart failure (Beattie, Higginson and 

McDonagh, 2020a). 

 

The disease trajectory of heart failure can also be unpredictable (Beattie, 2014), with episodes 

of deterioration that often require admission to hospital for intravenous diuretic therapy 

(Beattie, Higginson and McDonagh, 2020b).  After effective medical therapy patients can 

appear well and stable for a variable period of time, it is this uncertainty and worsening 

symptoms that is a unique characteristic to heart failure in comparison to other terminal 

illnesses (Hupcey, Penrod and Fenstermacher, 2009).  Despite the high prevalence of heart 

failure and that it is a terminal condition, palliative care for this group of patients is far less 

well developed than for other conditions such as cancer.  This research therefore aims to 
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identify the preferences and palliative care needs specific to this patient group, to inform 

guidance, policy and clinician’s practice to improve this aspect of care.  

 

1.2 The terminology used 

 There are many different terms used to describe the care given in the latter stages of a 

patient’s life.  These can include ‘palliative care’, ‘supportive care’, ‘comfort care’, and ‘end-

of-life care’ (Weil et al., 2015). These terms are renowned for being used inter-changeably 

and as a result healthcare professionals struggle to define their meaning (Gott et al., 2012).   

 

The most commonly used term palliative care is defined by the World Health Organization, 

(2023) as an approach that offers physical, spiritual and psychological care to improve quality 

of life.  This holistic method of care is frequently associated with the terminal stage of illness 

(Weil et al., 2015), however in practice it is a philosophy of care that is recommended to start 

from diagnosis through to the patient’s death (Riley and Beattie, 2017).  When palliative care 

is discussed by clinicians it is frequently used to refer to specialist palliative care (Gott et al., 

2012), which is administered by healthcare professionals who practice in the specialised area 

of palliative medicine (Gibbs, Khatri and Gibbs, 2006). Due to palliative care being seen by 

healthcare professionals as a system of care organisation, rather than a philosophy of care 

(Hupcey, Penrod and Fenstermacher, 2009), clinicians rarely recognise it with any 

importance (Weil et al., 2015) resulting in a delay of its introduction (Hupcey, Penrod and 

Fenstermacher, 2009).  Palliative care is frequently provided using a multidisciplinary team 

approach to ensure the patient receives holistic care (Riley and Beattie, 2017).  It is suggested 

that all clinicians who provide direct patient care should provide supportive interventions to 

assess and relieve symptoms (Hupcey, Penrod and Fenstermacher, 2009).  Those healthcare 

professionals that offer this aspect of care and are non-palliative specialists are described as 
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providing ‘general palliative care’ ( Gott et al., 2012).  The term ‘end-of-life’ is associated 

with patients who are expected to dying within 6 months to a year (Department of Health, 

2008).  In offering end-of-life discussions to terminally ill patients allows them to consider, 

discuss and record their preferences on treatment and care (Wilson et al., 2024).   

 

The work by Hui et al., (2012) undertook a literature review exploring the common phrases 

used to describe this aspect of care during a patient’s terminal illness. They concluded that 

‘palliative care’ and ‘end-of-life care’ were the most frequently cited terms. This replicates  

the language used in clinical practice by the researcher and as such the phrases used within 

this thesis are: ‘palliative care’ that will refer to care given in assessing and elevate symptoms 

rather than therapies that prolong life, and ‘end-of-life conversations’ are discussions that are 

used to plan and assess the social and clinical needs of patients to manage their symptoms.  

The terminology relating to this aspect of care within national guidance and policy are 

comparable to those used by the researcher. 

 

1.3 End-of-life policy and guidance for heart failure 

 The government acknowledges that current provision for end-of-life and palliative 

care requires expansion due to the growing requirement of the ageing population who have 

complex health needs, this includes addressing the current health inequalities and variations 

in service provision (UK Parliament, 2022). End-of-life policy for heart failure are often 

tokenistic.  For example, the document entitled ‘Ambitions for palliative and end of life care: 

A national framework for local action 2021-2026’ (National Palliative and End of Life Care 

Partnership, 2021), aimed to bring together national organisations who are devoted to 

developing end-of-life care within the UK.  The framework is a collaborative approach that 
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set out six aims and if achieved were believed to improve palliative and end-of-life care. For 

example co-ordinated, individualised care, prepared clinicians, and accessible care provision. 

However, this report does not mention heart failure, and has no representation of any heart 

failure or cardiology partners.  Similarly, governmental policy continue to offer vague advice, 

the Health and Care Act 2022 (NHS England, 2022a) guidance on implementing palliative 

care suggests that integrated care boards should provide palliative care services as they deem 

appropriate as part of the healthcare service, with no mention of specific disease 

requirements.  Whilst further guidance for healthcare commissioners is provided within the 

‘Palliative and end of life care statutory guidance for integrated care boards’ (NHS England, 

2022b), again there is no mention of heart failure care other than palliative care should be 

offered to those individuals with non-cancer diseases. This lack of guidance from the 

government is not however replicated in cardiology guidance.  

 

Even though there is a lack of national governmental policy relating to end-of-life guidance 

for heart failure which would provide consistency and regularity to care provision, the 

cardiology societies and charitable organisations have do offer clear recommendations about 

end-of-life conversations and when palliative care is clinically indicated. The European 

Society of Cardiology (Ponikowski et al., 2016) and the British Heart Foundation, (2022) 

both advocate the use of palliative care to control symptoms and support heart failure 

patients.  Clinical indications for this care are deteriorating and unstable symptoms whilst 

taking optimal prognostic therapies (National Institute for Health and Care Excellence, 

2018); multiple hospital admissions due to heart failure symptoms (McDonagh et al., 2021); 

reduction of disease modifying therapies due to adverse effects and the exhaustion of 

curative, supportive therapies  (Hill et al., 2020; Sobanski et al., 2020).  Strong evidence 

supports the introduction palliative care early within the disease trajectory to ensure a 
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continual assessment of needs and identification in the patient’s change in symptoms (Yancy 

et al., 2013; Ponikowski et al., 2016; National Institute for Health and Care Excellence, 2018; 

World Health Organization, 2023). To meet the patient’s needs it is suggested within the 

cardiology guidance that palliative care is delivered by heart failure clinicians who have the 

expert skills to provide ongoing assessments and who have close links to specialist palliative 

services should symptoms dictate their need (Yancy et al., 2013; Ponikowski et al., 2016; 

British Heart Foundation, 2022).  These guidance provide a framework to incorporate end-of-

life conversations and palliative care into heart failure care, however they do not use evidence 

from palliative research with heart failure patients and care giver as participants.  Whilst the 

recommendations are based on what care should look like there is no evidence to substantiate 

how this would be administered.   

 

1.4 The researcher’s motivation for this research 

 The researcher has previously worked as a community heart failure nurse, working 

within a nurse led service, who’s ethos was that a large part of their clinical role involved 

providing palliative care to their patients. This aspect of care was seen as equally important as 

the introduction and titration of the drug therapies that prolonged life.   

 

During years of clinical experiences, the researcher learned the importance of end-of-life 

preparation and the challenges associated with initiating these discussions. However, the 

occasions when patients and their care givers had not had opportunity to plan for their 

deterioration were a motivation for the researcher to ensure others had the chance to be 

prepared. The researcher observed that for those who had been provided with the time and 

support to plan their death, who had confidence in their clinician and who were fully 
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informed of the network of services available to them their experiences, even though it was 

emotive, tended to die peacefully and calmly.  

 

The researcher believes administering end-of-life conversations and palliative care provision 

was a positive experience. It was not an easy aspect of care, and yet with planning and open 

dialogue the researcher felt they had made a huge difference to vulnerable patients.  There 

were episodes where fellow clinicians failed to acknowledge the deterioration of their patient 

and recognising that the administration of general palliative care was needed. The researcher 

drew frustration from this practice.  There was a clinical need to improve this aspect of care, 

to ensure all patients received similar experiences.  It was these encounters that have driven 

this research. 

 

1.5 Aims and objectives of this research 

 The wider literature is inadequate in providing evidence to inform practice on this 

topic, and as such there are documented barriers as to why these conversations do not happen.  

The proposed research is to offer an insight into heart failure patients and care giver’s 

preferences and then provide evidence on how this can be implemented into national policy 

would provide structure to this care and reduce the current variation in practice.  It is these 

disparities in current practice that have influenced the researcher to undertake this research. 

 

The aim of the study was to gain an insight into heart failure patients and their care givers 

experiences relating to these discussions, and their palliative care provision.  The findings 

were then presented to community heart failure nurses to establish how the identified 

preferences could be implemented into clinical practice.   
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The study objectives were to improve palliative care provision for heart failure patients and 

their care givers through better end-of-life conversation and by providing guidance that can 

be implemented into clinical practice to enhance patient’s experiences.  

 

The research questions devised to address this gap in evidence are: 

 

What are heart failure patients’ and carer givers’ experiences and expectations of end-

of-life conversations and palliative care provision? And how can this be implemented in 

clinical practice? 

 

Sub research questions 

• What are heart failure patient’s experiences and unmet needs of end-of-life 

conversations and palliative care provision? 

• What are heart failure patients carer giver’s experiences and unmet needs of end-of-

life conversations and palliative care provision? 

• How can heart failure professionals address heart failure patients and carer giver’s 

expressed care needs and how can these be implemented to improve clinical practice? 

1.6 Chapter summary 

  This chapter has discussed the prevalence and impact heart failure as a condition 

affects individuals, whilst highlighting how palliative care is required as the disease 

progresses.  The multiple terminology used in describing this care adds to the challenges 

associated with its understanding, therefore the researcher has rationalised the terms used 

within this thesis to aid understanding.  
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It has been demonstrated that end-of-life conversations and palliative care policy are vague in 

informing and guiding clinician’s practice, which inhibit the provision of this care.  The 

researcher’s motivation has also been discussed to offer a rationale for undertaking this 

research, based on their clinical practice experiences.   

 

1.7 Organisation of this thesis  

Chapter outlines 

 The literature review chapter discusses the wider literature available on the topic of 

end-of-life conversations and palliative care.  A systematic approach to the review of the 

literature looks specifically at this topic relating to heart failure patients, care givers and the 

healthcare professionals involved in caring for these patients.  This will demonstrate the 

evidence and identify any gaps in current knowledge. 

 

The methods chapter describes how the research was conducted and the approach taken in 

collecting and analysing the data gathered.  This is done in relation to the theoretical and 

methodological underpinnings, and descriptions will be offered in how this has guided the 

course of the research. 

 

The analysis chapter demonstrates the methods and analysis of the data collected from both 

arms of the study.  Comparable methods were used from both arms to present the findings 

from patients, care givers and community heart failure nurses.  

 

The discussion chapter provides proposals for future practice, whilst discussing the 

strengths and weaknesses of this research.  Recommendations for future research will be 

suggested and the researcher will reflect on the research process.  
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Finally, the conclusion chapter presents recommendations for a change in current heart 

failure practice to improve end-of-life conversations and palliative care provision. 
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Chapter 2. Literature review 

2.1 Introduction 

 This chapter will begin with a scoping review of the available literature to provide an 

insight into the emerging evidence (Munn, Peters, et al., 2018), providing a discussion about 

the taboo nature of death within society, what is meant by experiencing a ‘good death’, and 

the emergence of specialised end-of-life care. The hospice movement has evolved over the 

years, and whilst it has been predominantly influenced by cancer there is a call for palliative 

care to be offered to all terminal illnesses. Examining the end-of-life needs and care provision 

of cancer patients will enable a comparison to those with heart failure.  Having explored 

these aspects of care, a systematic approach of the literature review will focus specifically on 

end-of-life conversations and palliative care among patients with heart failure. This type of 

review is recognised for not the strategic methods advocated by the Cochrane collaboration 

however, it does use a systematic procedure of identifying, critiquing and analysing the 

literature relating to this topic of interest (Aveyard, H., 2019). The clinical experiences of the 

researcher demonstrated a lack of end-of-life conversations, this perspective was compared to 

the literature and experiences of others to offer a comparative view. 

 

2.2 A need for end-of-life conversation 

 Death is unavoidable, and ultimately will affect us all emotionally (Petts, 2018; 

Pearce, 2020), and yet it is perceived as a taboo topic within societal culture (Nelson and 

Peterson, 1975) leading to a reluctance in addressing patient’s inevitable demise (Pearce, 

2020). This opinion has been researched previously in an attempt to try and establish why 

healthcare professionals rarely acknowledge a patient’s deterioration (Barclay et al., 2011).  

This belief has been associated with medical advancements and the evolvement of hospitals 

from institutions that provided care for the dying, to establishments that are dedicated to 



 23 

caring, healing and restoring good health (Kübler-Ross, 1986). Developments in healthcare 

are now viewed as life prolonging rather than supportive, and end-of-life care is perceived as 

futile (Barra, 2021).  This ingrained opinion by healthcare professionals has influenced how 

death continues to be seen as a medical failure (Balaban, 2000).  The dominance of this is 

also reflected in the education of our future clinicians.  It is reported that there is sub-optimal 

education within undergraduate physician training, resulting in them being unprepared or 

unexposed to the concept of dying and therefore they do not have the competencies to 

address this experience within clinical practice (O’Dowd, 2015). 

 

The opinion that palliative care is an afterthought in comparison to curative therapies has 

been a view for some time and as a result funding has not be sufficient to offer end-of-life 

care to patients (Murray and Amblàs, 2021).  The World Health Assembly, (2014) addressed 

the lack of funding for this form of care by generating a report requesting member states to 

develop, increase and delivery palliative care to all.  The work by Peeler, Afolabi and 

Harding, (2024) reported a decade later that only 14% of patients internationally who would 

gain from palliative care input, have received it.  This deep-seated view of irrelevance 

associated with palliative care by healthcare professionals and those who control care 

commissioning impose a negative bias on the importance of death and palliative care 

provision.  

 

The attitude of clinicians however, is not necessarily reflective of those of the general public. 

Exploration of people’s attitudes regarding an unwillingness to have death and dying 

conversations, was analysed by Nelson et al., (2021). They surveyed a sample of 8077 

participants from all areas within the United Kingdom.  This sample was a general population 

sample. They found that approximately half (51%) of the total sample believed that as a 
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society death and dying was not discussed enough; 84% of participants felt there was nothing 

to inhibit them from having discussions relating to death and dying, and only 14% had 

formally expressed future preferences and their healthcare wishes relating to their own death.  

Further research on this topic has been explored by Wilson et al., (2024), who found that the 

idea of death being seen as a taboo topic was not reflective in their findings.  Their 

participants did acknowledge a contrast in discussing death and dying, and then relating this 

to their own demise.  They described end-of-life conversations as a practical planning 

exercise rather than focusing on their spiritual and emotional needs, Wilson et al., (2024) 

concluded that the clinician’s motivation for these discussions were not the same as those of 

patients.  

 

End-of-life care policy has encouraged healthcare professionals to have open discussions 

with patients for some time now (Department of Health, 2008), the lack of conversations 

continued to be experienced by the researcher within clinical practice when caring for 

patients with this incurable illness.   

 

There is a recognised need for clinicians to having end-of-life conversations with their 

patients (Larson and Tobin, 2000), with evidence suggesting that healthcare professionals 

second guess what they think patients want from their care providers rather than listening to 

them. There is a necessity to reshape views of professionals regarding end-of-life 

conversations and palliative care to allow it to be a priority and viewed positively rather than  

overlooking this clinical need (Balaban, 2000).  Guidance and campaigns have reiterated the 

importance of these discussions to promote public awareness, provide individualised care, 

and ultimately ensure each person experiences a ‘good death’ for those with a life-limiting 

condition (Gott et al., 2011; Whellan et al., 2014; Wilson et al., 2022; NHS England, 2023).   
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The idea of a ‘good death’ is a fundamental concept of the modern hospice movement.  

However, this notion has changed its meaning over the years and is disputed that this 

ideology can exist (Hart, Sainsbury and Short, 1998).  For clinicians a ‘good death’ is 

associated with the administration of treatments; pain relief to ensure comfort, sedation to 

provide emotional wellbeing and ease, whereas for patients the evidence suggests the 

priorities are the physical symptoms of pain, as well as the psychological aspects, religious 

and spiritual wellbeing (Meier et al., 2016).  Whatever the interpretation of a ‘good death’ is, 

it is agreed within the wider literature that it revolves around individualised care (Marie 

Curie, 2015). The philosophy of a ’good death’ is felt to support the idea of a dignified, 

peaceful death (Hart, Sainsbury and Short, 1998).  To enable this to occur end-of-life 

conversations must happen to address the patient’s preferences, ensuring healthcare services 

are accessible to meet the needs to the patient (Wilson et al., 2022).  This concept of available 

support enables patients to feel protected, safe and understand their changing clinical needs 

(Marie Curie, 2015), allowing patients to make informed decisions at the end of their life.  

 

2.3 End-of-life and palliative care policy 

The lack of end-of-life discussions, and patient’s inabilities to make care decisions 

ultimately affects the provision of palliative care.  The Department of Health and Social Care 

advocated that funding and policy driven palliative care is inclusive for everyone who are 

nearing the end of their life (Department of Health, 2008), and national policy has continued 

to address the incorporation of palliative care delivery into day to day medical care.  

However, evidence demonstrates an unwarranted variation in the provision of this care for 

cancer and non-cancer patients (Davidson et al., 2013). This variation was explored by 

Gadoud et al., (2014), when comparisons were made between patients with heart failure and 

cancer that had been entered onto a palliative care register, indicating that these patients were 
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receiving care from palliative services.  In a sample that was deemed representative of the 

general population, of those entered onto a palliative care register, 7% were diagnosed with 

heart failure and 48% with cancer.  Given the evidence about prevalence of heart disease at a 

population level, this discrepancy is marked.  Gadoud et al., (2014) concluded this 

disproportionate difference illustrated inequalities of accessing palliative care between cancer 

and heart failure patients, and the findings were a reflection that even though there are clear 

policy guidance on palliative care provision this philosophy of care is still interpreted as 

mainly being available to cancer patients.   

 

Cardiology and end-of-life guidance provide clear definitions and recommendations about 

end-of-life conversations and when palliative care is clinically indicated. The European 

Society of Cardiology (Ponikowski et al., 2016) and British Heart Foundation, (2022) both 

advocate the use of palliative care to control symptoms and support heart failure patients. 

Identified signs and symptoms of deterioration include; unstable symptoms whilst taking 

optimal disease modifying therapies (The National Institute of Health Research, 2018; 

Sobanski et al., 2020); multiple hospital admissions due to heart failure (Hill et al., 2020; 

Sobanski et al., 2020; McDonagh et al., 2021); reduction of disease modifying therapies due 

to adverse effects and the exhaustion of curative, supportive therapies (Hill et al., 2020; 

Sobanski et al., 2020). Strong evidence supports the introduction of palliative care early 

within the disease trajectory to ensure a continual assessment of needs and identification in 

the patient’s change in symptoms (Yancy et al., 2013; Ponikowski et al., 2016; The National 

Institute of Health Research, 2018; World Health Organization, 2020). 

 

The NHS Health and Care Act 2022 (NHS England, 2022a) introduced reforms to ensure that 

the newly established Integrated Care Boards (ICBs) commission palliative care as part of the 
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integrated care offered to their patients.  The aim of these reforms were to ensure a more 

coherent national approach to healthcare provision (Gadoud et al., 2014), whilst addressing 

the care needs of the local population. A potential criticism of this act is that the 

recommendations are vague, with local ICBs left to ‘consider’ appropriate palliative care 

services that need to be commissioned (NHS England, 2023).  It is unclear if this approach 

will actually provide nationalised care, anecdotally the researcher is aware there are currently 

wide variation within their own locality, with some geographical areas offering prominent 

specialist palliative care services, whilst other local regions seemingly omit a specific 

palliative service provision, with the incorporation of specialised end-of-life care into general 

clinical services. 

 

In another attempt to highlight the importance of addressing end-of-life needs, governmental 

policy provides guidance on how end-of-life and palliative care should be integrated into care 

provision (NHS England, 2023). It attempts to emphasise the importance of patients being 

involved collaboratively with healthcare professionals when planning their end-of-life care. 

For this to happen, evidence suggest there needs to be equality within the relationship 

(Chipidza, Wallwork and Stern, 2015) to ensure patients are prepared to make informed 

decisions about end-of-life care (Caldwell, Arthur and Demers, 2007). 

 

2.4 Patient and clinician relationships. 

  Historically doctors have made care decisions for their patients (Mühlbacher 

and Juhnke, 2013), and in an institution such as the NHS there is a long history of embedded 

hierarchy (Fernandopulle, 2021). Healthcare professionals were, and still are on occasion 

viewed as ‘higher beings’ due to their ability to use medical knowledge in formulating care 

plans, whilst foreseeing potential consequences and accommodating them within treatment 
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plans (Haynes, 2002).  Their medical knowledge is often viewed as superior by patients and 

as a result patients tend to be happy to be guided by them and take a passive role when 

making decisions regarding their care planning (Goranson et al., 2020).   

Changes within the NHS saw the introduction of the Department of Health's, (2010) 

document Equality and excellence: liberating the NHS, which offered guidance on how 

shared decision making between clinician and patient should become the norm.  In an attempt 

to move away from the dictatorial practice of clinicians making care decisions, governmental 

guidance declared a need for an alternative way of practice to ensure patient’s needs, desires 

and preferences were to be central in shared decision making on their care (Coulter and 

Collins, 2011). Defining shared decision making as being a collaborative working between 

the patient and their clinician to ensure the benefits and potential negative effects are shared 

(Montori et al., 2023).   

 

The researcher’s experiences within clinical practice showed that patients rarely take the lead 

in planning their care, with many still of the mindset that they will take a passive role in the 

decisions regarding their care.  The attempts to involve patients by offering information to 

enable them to make informed choices, is on occasion not embraced by patients.  The 

challenges of involving patients has been acknowledged in the work by Coulter and Collins, 

(2011) who comment that patients can be of the opinion that it is not their role or they have 

no wish to participate in making care decisions as their doctor or clinician ‘knows best’.  

 

It is reported medical guidance has strived to incorporate patient engagement into policy for 

some time (Foot et al., 2014), and yet this is not necessarily reflected in the UK professional 

standards for nursing and medicine education.  The work undertaken by Moore et al., (2021) 

looked at how the UK standards incorporate patient centred care into the learning of their 
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nursing and medical students.  They reported that the model of care taught in medicine 

remains predominantly paternalistic, appearing to bias towards doctors ‘do to’ rather than 

‘equal sharing’ with their patients.  The standards and education for nursing however, has 

incorporated patient centred care throughout their model of care, indicating that nursing as a 

profession has embraced the patient-nurse relationship as an equal stance.   These findings 

are relevant in the success of involving patients in their care decisions, and demonstrate a 

need for an increased priority to be made for it to be successfully implemented into clinical 

practice, and move away from historical practice.  

 

The purpose of actively involving patients in decision making is to ensure they have a 

stronger voice in informed decisions regarding their own care (Foot et al., 2014), have an 

increased knowledge about their illness, and a more accurate expectation of treatments and 

disease progression (World Health Organization, 2016).  To implement this into clinical 

practice it is recognised that the first phase is to promote conversations that encourage 

patients and their healthcare professional to work in partnership in devising a plan of care 

(Montori et al., 2023). 

 

2.5 Hospital versus hospice. 

 Healthcare provision within the UK is the responsibility of the NHS, working 

collaboratively with social care, and charitable organisations.  The history of palliative care 

stems back prior to the creation of the NHS with care given from hospice organisations 

(interchangeably referred to today as the voluntary or charitable sector), end-of-life care is 

currently provided by both institutions (Mathew et al., 2003).  The hospice movement 

pioneered by Dame Cicely Saunders viewed palliative and end-of-life care as a philosophy of 

care rather than that associated with the bricks and mortar of the hospice building (Saunders, 
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1996).  These values have motivated care progression and through the innovation of research 

and medical advancements has led to the recognition of palliative care as a medical speciality 

(Doyle, 2005). The funding of the charitable sector comes from public, private and charity 

sources allowing it to be diverse, and dominant in how it delivers its services (Mathew et al., 

2003). This dominance has become recognised within the NHS, and as such has filtered 

palliative care provision into national governmental health policy (Milligan and Potts, 2009). 

 

The modern hospice movement originally focused on caring for those with cancer (Hockley, 

2005), which it continues to be strongly affiliated with (Traue and Ross, 2005).  Dame 

Saunders herself acknowledged the need for hospice care to be extended to those with non-

cancer disease, who were terminally ill (Saunders, 1996), and yet it was some years later 

before this recognition appeared in governmental policy.  The end-of-life strategy in 2008, 

provided the guidance that chronic terminal illness needed to be integrated into palliative care 

provision (Department of Health, 2008).  However, today there has been little change, and 

palliative care provision is still mainly utilised by those with a cancer diagnosis (Gadoud et 

al., 2014; Orlovic et al., 2022).  Heart failure patients in comparison to those with cancer 

rarely experience hospice care, referrals to this service are found to be significantly lower 

than those with cancer (Liu, O’Riordan, and Pantilat, 2020).  The wider literature suggests 

heart failure patients do not access hospice care due to the acute episodes of deterioration 

requiring hospital admission (Orlovic et al., 2022), and the unstable disease trajectory 

inhibiting healthcare professional’s ability to identify the appropriate time of referring heart 

failure patients to palliative services (De Vleminck et al., 2014).  
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2.6 Nurses role in providing palliative care 

Caring for patients who require palliative care is viewed as highly emotional and at 

times challenging (Dijxhoorn et al., 2023), with the task frequently allocated to nurses due to 

their acknowledgement of the importance of this care (Ecarnot et al., 2018). To address the 

emotional aspect of administering palliative care, it is recommended that healthcare 

professionals need to be able to undertake emotional labour (Kinman and Leggetter, 2016).   

The traditional opinion of emotional labour is seen as ‘women’s work’ (Gray, 2009a), and as 

the conventional view of a nurse is portrayed as female, who are naturally empathic due to 

them taking on a mother role (Gray, 2009b) there is an expectation that nurses will provide 

the emotional support to patients (Gray, 2009a).   

 

Emotional labour is rarely a recognised part of patient care, and whilst nurses have the 

abilities to provide sentimental support (Gray, 2009a), as discussed by Hochschild, (1983) 

physicians tend to suppress their emotions behind a façade of competence (Gray, 2009a).   

The characteristics of palliative care can be emotional for all individuals involved, patients, 

care givers and clinicians (Stevens, Brenner and Stevens, 2019). Nurses are seen as having  

emotional resilience whilst addressing the psychological support of their patients (Delgado et 

al., 2017), whilst adapting their own emotions to ensure the quality of care they provide is not 

effected (Sorensen and Iedema, 2009).  This reiterates the view that nurses are ideally placed 

to offer palliative care. 

 

2.7 End-of-life care and heart failure 

  The progressive nature of heart failure produces difficulties in symptom 

management.  These difficulties have implications for palliative care in general, and are 

exacerbated with heart failure patients due to the unpredictable disease trajectory and 
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complex ongoing medical needs (Maciver and Ross, 2018).  Whilst evidence-based medical 

therapies improve prognosis of advancing heart failure and to some degree quality of life, for 

some patients their final months (or years) of life can be distressing due to poorly controlled 

symptoms (Daley, Matthews and Williams, 2006).  Many of these symptoms (such as fatigue, 

pain, breathlessness and anxiety) are commonly associated with those of cancer, and due to 

this, there is a recognition that palliative care practices within oncology would meet many of 

the needs of those patients suffering with advanced heart failure (Beattie, Higginson and 

McDonagh, 2020b). Despite these similarities and recognition that heart failure is a terminal 

disease (Johnson, 2018) the government’s policy into to non-cancer terminal conditions have 

tokenistic references within guidance for palliative care provision (e.g. see Department of 

Health, 2008; National Institute for Health and Care Excellence, 2019), with no strong source 

of advice on how this should be implemented.   

 

2.8 End-of-life conversations and palliative care for cancer patients 

 Palliative services initially focused on providing care for cancer patients (Dixon et al., 

2015).  The delivery of this end-of-life care has been found to improve quality of life for both 

patients and their carer givers by offering  physical, psychosocial and spiritual support (World 

Health Organization, 2023).   

 

There is guidance available from both governmental and charitable sources relating to end-

of-life care provision (Department of Health, 2008; National Institute for Health and Care 

Excellence, 2019; Marie Curie, 2020; National palliative and end of life care prartnership, 

2021; Hospice UK, 2023).  However cancer is the main focus of terminal illness, with non-

cancer diseases having often no more than a tokenistic mention (e.g see Department of 

Health, 2008).   
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The guidelines do provide some clear and concise advice regarding end-of-life conversations.  

Healthcare professionals responsible for providing advanced cancer end-of-life care are 

expected to offer open discussions for their patients to express their care requirements 

(Department of Health, 2008).  Good communication is essential for ongoing assessment of 

care needs (Marie Curie, 2020), whilst they acknowledge these conversations can be difficult 

they are an essential aspect of patient care (National Institute for Health and Care Excellence, 

2019). 

 

Having conversations with cancer patients comes with associated barriers. McCaughan et al., 

(2018) conducted qualitative interviews with haematologists and oncologists to gain an 

insight into their experiences of referring patients to specialist palliative care services.  They 

found that the clinicians were reluctant to instigate end-of-life conversations, as they did not 

want to appear to be ‘giving up’ on their patients.  This feeling of defeat was also reflected in 

the research by Horlait et al., (2016).  They reported that clinicians believed discussing end-

of-life care was viewed as personal failure.  The perception of palliative care is seen as 

negative by both professionals and patients, and is associated with a loss of hope 

(Gouldthorpe et al., 2023).   

 

Relationships between patients and their clinician contributed to the hesitancy in undertaking 

end-of-life conversations.  For example, if the clinician had not built a close bond with the 

patient, or they had not developed a working relationship this often resulted in an 

unwillingness to initiate discussions (Horlait et al., 2016). 

 

Evidence suggests that patients benefit favourably from early initiation of palliative care, 

with improved quality of life, and health related economic benefits (Gouldthorpe et al., 
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2023).  Guidance and policy both recommend early, ongoing communication with patients to 

assess their health and support needs (British Heart Foundation, 2022; Wee and Linker, 

2023). 

 

2.9 A literature review of end-of-life conversations and palliative care provision for 

heart failure patients using a systematic approach. 

 

2.9.1 Search framework 

 A search framework has been used to assist in clarifying the principal concepts of the 

research question for this review.  In keeping with the development of qualitative research 

questions the framework PICo (Population, Phenomena of Interest and Context), has been 

used (Lockwood, Munn and Porritt, 2015).  The P (population) for this research question 

refers to healthcare professionals, palliative care patients and their care givers, I (phenomena 

of interest) is their experiences of taking part in end-of-life conversations and palliative care 

provision, and the Co (context) is the association with heart failure.  It is acknowledged that 

alternative frameworks exist, for example PICO (Population, Intervention, Comparison, and 

Outcome), SPIDER (Sample, Phenomenon of Interest, Design, Evaluation, Research type), 

that are appropriate for quantitative research questions (Rehman, 2021), however it is 

recommended that the PICo tool be used when the research question is focusing on 

participant’s experiences, and there is no comparative group (Munn, Stern, et al., 2018). The 

PICo framework is displayed in Appendix A.  The research question for this literature review 

is: 

 

What are the experiences of healthcare professionals, patients and carers partaking in 

heart failure end-of-life conversations and palliative care provision? 
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2.9.2 The process of a systematic approach to a literature review 

This section of the literature review chapter discusses how the systematic approach to 

the literature review was undertaken to explore what had already been published, avoid 

repetitions of research, whist summarising findings to identify new areas of focus that have 

not been previously addressed (Ferrari, 2015). The researcher has considered the process 

when undertaking this systematic approach, due to risk of selection bias (Furley and 

Goldschmied, 2021). Therefore this review followed the guidance recommended by Booth, 

(2006) to provide a structured approach, in an attempt to reduce the researcher’s influence on 

the research reviewed, selection bias of the presented literature, and provide rigor and 

replicability to the literature search.  

 

2.9.3 Databases 

The use of electronic databases have provided an extensive search of the available 

literature (Green, Johnson and Adams, 2006).  Databases used were CINAHL, Open 

Dissertations and eBook collection (sourced through EBSCOhost), alongside a MEDLINE 

search.  CINAHL and Open Dissertations provided a resource to search through published 

and grey literature, for example; nursing dissertations, educational software and conference 

texts (Green, Johnson and Adams, 2006), which were used in an attempt to reduce 

publication bias. An eBook collection search allowed the exploration to reach out over the 

full text of eBooks (EBSCOhost, 2025). 
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Table 1 overleaf demonstrates the STARLITE mnemonic in relation to the search strategy 

used within this thesis. 

S: Sampling strategy Comprehensive: attempts to identify all relevant studies on the topic. 

T: Type of studies Full reporting -  qualitative and quantitative research methods will be 

sought.  

(In searching for participants ‘experiences’ it is expected a large 

number of the literature will use qualitative methods, however 

quantitative methods may have been used in the form of surveys or 

numerical data. Therefore these studies cannot be excluded). 

A: Approaches Citation, subject, and internet searches will be used. 

R: Range of years 

(start date–end date) 

There will be no restrictions placed on the search dates.  The date the 

literature search was carried out was: June 2025. 

L: Limits The limitations placed during the search were human participants, 

and English language. 

I: Inclusion and 

exclusions 

Inclusion – all methodologies, that demonstrated experiences of 

taking part in end-of-life conversations and receiving or providing 

palliative care for heart failure. 

 

Exclusion – any research that did not identify heart failure patients, 

care givers or healthcare professionals experiences of taking part in 

end-of-life conversations and palliative care provision. Animal 

studies were excluded along with non-English language research. 

Due to the need to gain an insight into previous experiences 

translation may lose the context of the dialogue. 

T: Terms used S1: experienc* OR view* OR perception* OR attitude* OR feel*  

S2: congestive heart failure OR chf OR heart failure OR chronic 

heart failure OR cardiac failure  

S3: end of life care OR palliative care OR terminal care OR death OR 

dying or support* care  

S4: discuss* OR convers* OR decision*  

S5: patients or clients or client or patient or individual or service user 

or carer* or care giver* or advocate*  

S6: healthcare providers or healthcare professionals or clinicians or 

nurses or doctors  

S7: S1 AND S2 AND S3 AND S4 AND S5 AND S6   

E: Electronic 

sources 

MEDLINE ultimate, CINAHL ultimate, eBook collection 

(EBSCOhost) and OpenDissertations. 

Table 1. STARLITE mnemonic 

 

The results of each search from the terms used is demonstrated in Appendix B, titled ‘The 

literature search results’. The date of which the search was undertaken was June 2025.   

 



 37 

2.9.4 Inclusion and exclusion criteria. 

 An initial review of the literature prior to undertaking the more systematic approach 

of the literature review provided little guidance relating specifically to end-of-life 

conversations in the context of heart failure, and palliative care provision.  The inclusion 

criteria for a more extensive systematic approach was expanded to include literature that 

incorporated heart failure with other ‘terminal’ illnesses and their experiences of end-of-life 

conversations and palliative care provision. Additional inclusion criteria included human 

participants; participants who’s age range was limited to 18 year olds and over, due to the 

trajectory and prognosis complexities of under 18 year olds participants (Cousino et al., 

2023), and the literature was limited to those published in the English language.  To provide 

an extensive search of end-of-life and palliative care, there was no restriction placed on the 

publication dates of previous research, this was to broaden the literature available (Atkinson 

and Cipriani, 2018).  All research methodologies of relevant literature were included to offer 

an insight into how previous research in this field had been undertaken, and reduce bias of 

literature being selected that could then influence the findings of the review (Baumeister and 

Leary, 1997). 

 

The exclusion criteria omitted any literature that did not contain heart failure experiences of 

end-of-life conversations or palliative care provision, as it is these specific experiences that 

are relevant to the field of enquiry (Ferrari, 2015). 

 

2.9.5 Search Terms. 

To provide a relevant collection of literature, appropriate search terms were identified.  

A feature of the MEDLINE database is MeSH (Medical Subject Headings), which was used 

to provide a thesaurus of ‘labels’ that denote biomedical themes (Baumann, 2016).  This 
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assisted in identifying keywords which were appropriate to the topic being searched. Table 1 

outlines the search terms used in the literature search alongside the alternative relevant 

keywords. 

 

Cancer was not used as a specific search term. Although the palliative care needs in symptom 

management are similar for both cancer and heart failure (Beattie, Higginson and McDonagh, 

2020b), the differences in disease trajectory and progression influence the undertaking of 

end-of-life conversations.  Some cancer patients have a more linear, predictable decline 

compared to those with heart failure (Murray, 2002) allowing time to anticipate when to 

undertake end-of-life conversations and provide palliative care. Whereas heart failure and 

non-cancer illnesses such as chronic obstructive pulmonary disease (COPD) follow a 

different course of sudden episodes of decline and then considerable improvements in their 

symptoms, making the task of initiating end-of-life conversations increasingly variable 

(Murtagh, Preston and Higginson, 2004). Due to these variations in progression, inclusion of 

cancer literature would not be representative of heart failure participant’s experiences.  

Literature that included heart failure experiences in comparison to those with cancer and non-

cancer participants or had a mixed sample were included within this systematic approach 

review. 

 

The use of Boolean operators were used when searching the literature.  The Boolean term 

‘OR’ was initially used to identify relevant search words. It is recognised that this can 

produce a high level of results so to refine the search, the term ‘AND’ was used (EBSCOhost, 

2025).  Another feature used in the electronic search was the use of truncation.  This 

prevented each connotation of the word needing to be listed as it provided terms to be found 
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with an equivalent word stem (Salvador-Oliván, Marco-Cuenca and Arquero-Avilés, 2019).  

The search terms used are listed in Table 1. 

 

2.9.6 Search strategy 

There are possible limitations when searching electronic databases, resulting in them not 

always incorporating all avenues of the literature .  In order to counter this, an alternative 

Google scholar search, and the snowballing method have also been used (to gain further 

literature from the references), to provide an alternative sources of literature .  This has 

expanded the search strategy further, with a combined total of 26 records suitable for 

inclusion into the literature review.  Appendix C demonstrates the Prisma flow diagram. 

 

The literature included in this systematic approach (as listed in Figure 1) were critically 

appraised to evaluate the reliability and validity of the research (Haile, 2022). 

Of the 26 records identified as being relevant to heart failure end-of-life conversations and 

palliative care; 17 were qualitative studies, 5 were quantitative studies, 3 were literature 

reviews and 1 a mixed methods study.  It is acknowledged that systematic literature reviews 

are rarely included in a literature reviews (Aveyard, 2019). The researcher included the 3 

literature review articles due to their direct relevance to the research topic and the possibility 

of adding knowledge to the subject matter. Their inclusion provided a comprehensive search 

that did not compromise the replicability.  

 

To provide a cohesive approach when appraising the data across the different research 

methods used, it is recommended that a framework be selected that is applicable to the 

evidence being reviewed (Haile, 2022). The researcher has used a widely employed, succinct 

tool to critically appraise the different methods of research.  The Critical Appraisal Skills 



 40 

Programme (CASP) is believed to offer a ‘stable’ platform (Noyes et al., 2019) that covers a 

variety of methodologies allowing direct comparisons (Aveyard, 2019). Alternative tools do 

exist, for example the Joanna Briggs Institute method however, the widely accessible CASP 

tool offered a programme that promoted replicability to the individualised research methods 

(Aveyard, 2019). Examples of the critically appraised research can be found in Appendix D. 

All of the literature listed in this review (Figure 1) were critiqued using the CASP tool 

applicable to their methodological research design, the examples included in Appendix D 

have had the relevant tool used to appraisal the literature in question and demonstrate a 

structured approach of how the researcher has undertaken the critical appraisal of each paper. 

Although there were different research methods appraised within the literature review 

including quantitative and mixed methods research, the themes drawn from the data analysed 

were from a qualitative perspective as this was relevant to the focus of this research. 

 

2.9.7 Strengths and limitations of the systematic approach literature review 

 The systematic approach to this review has been undertaken using the STARLITE 

mnemonic which offers (Booth, 2006), a systematic and transparent methodology providing a 

replicable review process (Aveyard, 2019).  Attempts to gain an insight into topic being 

studied have provided a limited number of results which have failed to provide a specific 

insight into the experiences and preferences specific to heart failure patients when taking part 

in end-of-life conversations and receiving palliative care.  In an effort to provide an 

understanding of these experiences, the researcher has critically appraised a breadth of the 

literature which is multinational and includes a variation of research methods.  The use of a 

critical appraisal tool programme (CASP) has provided a platform for the different research 

methodologies displaying the appraised results in a comparable way using the appropriate 

checklists (Buccheri and Sharifi, 2017). This has allowed the researcher to appraise the 
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themes and display them in a qualitative format.  The CASP tools do not have an assigned 

scoring system when assessing the quality of the literature reviewed.  However, it is 

recommended that if the person critiquing the research are unable to answer ‘yes’ to the 

initial 2-3 questions then the evidence presented may be of poor quality.  The use of such 

categories as high, moderate and low assessment of quality or risk of bias are felt as 

acceptable (CASP, 2025a).  The literature reviewed in this research were scored as high or 

moderate in relation to their quality however, their topic matter did not specifically always 

address end-of-life conversations and the palliative care provision associated with heart 

failure. This lack of research focus has also demonstrated the lack of evidence available on 

this specific topic, especially when using a participatory approach. Therefore identifying a 

gap in current research. 
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Author Method Participants Setting 

(location) 

Main findings Themes identified / key points identified 

Ziehm et al 

2016  

Qualitative,  semi 

structured 

interviews 

Heart failure 

 

23 Healthcare 

professionals 

Germany  Discusses the barriers 

associated with palliative 

care and heart failure. 

(education) 

• There is a need for palliative care 

• Cardiologist seen as ‘curative’. 

• Knowledge deficit of what palliative care is. 

• Poor co-operation between clinicians. 

• Unpredictable disease trajectory. 

• Palliative care is cancer related. 

young et al 

2017  

Quantitative, face 

to face 

questionnaires 

Heart failure 

 

400 patients 

US End-of-life conversations 

– recollections of chats 
• Lack of end of life preference discussions. 

• Discussions provided preparation for patients. 

Strachan 2009 Quantitative, 

cross sectional 

survey. 

Heart failure 

106 patients 

hospitalised with 

heart failure 

Canada  How care can be 

improved when 

hospitalised 

• Lack of end of life discussions. 

• Patients expressed need for ongoing conversations. 

Stocker 2017  Qualitative, 

interviews 

Heart failure  

 

13 Patients 10 

carers 14 healthcare 

professionals 

UK Views on whether heart 

failure should be viewed 

as terminal  

• Healthcare professionals did not see heart failure as 

‘terminal’. 

• Healthcare professionals role confusion in giving 

palliative care. 

• Timing – early discussions, confusion over disease 

trajectory. 

• Patients panicked as term ‘heart failure’. 

• Patients did not understand prognosis, and shocked 

at ‘end of life’. 

Siouta 2016  Qualitative, 

interviews 

Heart failure, 

COPD  

22 healthcare 

professionals 

Belgium Need for palliative care 

and an increase in 

recognition 

• Conversations to be ongoing. 

• Palliative care has negativity associated with it. 

Singh 2020  Qualitative, 

thematic analysis 

Heart failure  

15 healthcare 

professionals 

UK  Educational needs, 

understandings of 

palliative care 

• Unstable disease trajectory influences conversations. 

• Patient views on palliative care influence referrals to 

services. 
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• Referral to palliative care occurred too late. 

• There are educational needs. 

Murray et al 

2002  

Qualitative Heart failure versus 

cancer 

 

20 heart failure 

patients, 20 cancer 

patients 

UK Less care and info for 

heart failure patients 

compared with cancer 

• Heart failure patients unaware of the information 

they needed. 

• Poor information given resulted in unable to make 

decisions. 

Rogers et al 

2017 

Quantitative, 

Random 

controlled trial 

Heart failure  

 

150 patients 

US Compared cardiac care, 

& cardiac care and 

palliative care.  Patients 

improved experiences 

• Quality of life is improved by having palliative care. 

O’Leary et al 

2009 

Mixed methods Heart failure versus 

cancer 

 

50 cancer patients, 

50 heart failure 

patients 

Ireland Compared access to 

palliative care for cancer 

and heart failure patients. 

Mainly discussing 

symptoms and wellbeing. 

• Heart failure patients were unaware of the disease 

trajectory. 

• Cancer patients were unaware of their prognosis. 

Molzahn et al 

2020 

Qualitative  Heart failure  

 

12 patients, 8 carers 

Canada  Wanted conversations, 

and information.  Mainly 

discusses living with the 

condition. 

• Early conversations to be prepared and make 

decisions. 

Lewis and 

Stephenson 

2005 

Literature review Heart failure UK Barriers associated with 

palliative care in heart 

failure.  

• Healthcare professionals lack of confidence 

prevented them starting conversations. 

Im et al 2019 Qualitative, 

interviews 

Heart failure  

 

12 patients, 7 carers 

Canada Awareness of heart 

failure, discusses 

understanding of HF. 

Discusses experiences of 

uncertainty and end-of-

life communication in 

• Patients understanding of their illness.  

• Their sample had not had end of life discussions, 

except one couple. 

• Unstable disease trajectory prevented conversations. 

• Healthcare professionals decided if the patient was 

ready to chat. 
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context of understanding 

illness. 

Hanratty et al 

2002 

Qualitative, focus 

groups 

Heart failure 

 

34 Healthcare 

professionals  

UK Obtained doctor’s views 

on p/c provision. Not 

their role. 

• Unstable disease trajectory a barrier to discuss end 

of life. 

• Role confusion prevented conversations. 

• Concern how patients will perceive them negatively. 

Glogowska et 

al 2016 

Qualitative, 

interviews 

Heart failure  

 

24 Healthcare 

professionals 

UK Recognised difficulties in 

discussions, when to 

discuss end-of-life and 

other barriers 

• Concerns of negative interpretation of palliative 

care. 

• Doctors feel nurses should take the lead in 

conversations. 

• Unstable disease trajectory seen as barrier. 

Ecarnot et al 

2018 

Qualitative, 

interviews 

Heart failure  

 

16 Healthcare 

professionals 

France  Discuss communication 

difficulties and barriers  
• Healthcare professionals reluctant to discuss end of 

life. 

• Lack of knowledge and confidence seen as a barrier. 

• Conversations not seen as important. 

Dunlay et al 

2015 

Quantitative, 

survey 

Heart failure  

 

95 Healthcare 

professionals 

US Discuss barriers 

associated with end-of-

life conversations 

• Healthcare professionals reluctant to discuss end of 

life. 

• Conversations do need to occur. 

Caldwell et al 

2007 

Qualitative, 

interviews  

Heart failure  

 

20 patients 

Canada  Patient’s preferences of 

Healthcare professionals 

to initiate end-of-life 

conversations 

• Highlighted conversations happen too late in the 

disease. 

• Unstable disease trajectory seen as barrier. 

• Open and honest conversations are preferable. 

• Patients and Healthcare professional’s relationships 

are important for honest conversations. 

Boyd et al 

2004 

Qualitative, 

interviews and 

focus groups 

Heart failure  

 

UK Barriers associated with 

end-of-life care provision  
• Some patients preferred to leave the decisions to the 

Healthcare professionals. 

• Dying considered as age related not illness related. 
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20 patients, carers 

and Healthcare 

professionals 

Remawi et al 

2023 

Qualitative, 

interviews 

Heart failure  

 

7 patients, 5 carers 

UK Palliative care 

preferences  
• Open conversations referred. 

• End of life conversations necessary part of care. 

• Importance of open conversations with Healthcare 

professionals. 

• Lack of confidence is a barrier to undertake 

conversations. 

Barclay 2011 Literature review Heart failure  UK Barriers associated with 

end-of-life conversations 
• Patients desire more information. 

• Conversations are to be honest, early and sensitive. 

• Gentle introduction to the topic. 

• Timing of conversations – early, concerns expressed 

of giving info too soon. 

• Clinical time pressure, reluctance to discuss end of 

life. 

Higginbotham 

et al 2021  

Qualitative, 

interviews 

Heart failure 

 

16 patients, 31 

Healthcare 

professionals 

UK Discusses barriers 

associated with end-of-

life conversations 

• Nurses use ‘gut feeling’ when to discuss end of life. 

• There is a need to be honest. 

• Concern of losing hope. 

• Lack of confidence to initiate conversations. 

Hjelmfors et al 

2014 

Quantitative, 

Surveys 

Heart failure  

 

111 Healthcare 

professionals 

Sweden Barriers associated with 

palliative provisions  
• 27% not confident to discuss end of life. 

• Unstable disease trajectory is a barrier to 

conversations. 

• Inadequate time used to not discuss end of life. 

Momen and 

Barclay 2011 

Literature review Heart failure UK End-of-life conversations 

and barriers 
• Patients value honest communication. 

• There is uncertainty in what patient’s wishes are. 

Selman et al 

2007 

Qualitative, 

interviews 

Heart failure 

 

20 patients, 11 

carers, 12. 

US Barriers associated with 

palliative care provision 
• Lack of awareness for patients to decide on future 

care. 

• End of life conversations were a source of anxiety 

for patients. 
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Healthcare 

professionals 
• Unpredictable disease trajectory a barrier to 

discussions. 

• Cardiologist concentrate on curing patients. 

Barrett and 

Connaire 2016 

Qualitative, 

questionnaires 

Heart failure 

 

77 Healthcare 

professionals 

UK Healthcare professional’s 

experiences and 

knowledge of end-of-life 

conversations 

• Negativity associated with the term palliative care. 

• End of life conversations cannot occur whilst having 

active medical management. 

Browne et al 

2014 

Qualitative Heart failure 

 

Patients, carers & 

Healthcare 

professionals 

UK Address disjointed end of 

life care. 
• Lack of information given to patients. 

• No Healthcare professionals group identified 

themselves as ones to undertake conversations. 

• Reluctance to undertake end of life conversations. 

• Assumption from Healthcare professionals that 

patients do not want to have conversation. 

 
                                                                                                                                                        Figure 1. Literature included in the systematic literature review 
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2.9.8 Identification of themes 

 The results of the relevant literature have been read, and thematic analysis has been 

applied to classify identified themes .  Figure 1 also shows each research paper and the 

themes relevant to their study findings. It is these themes that are pertinent in gaining an 

understanding into the dynamics that influenced decision making and experiences when 

participating in end-of-life conversations and palliative care provision for heart failure 

patients. Due to the different perspectives of both healthcare providers and receivers of this 

care, it has been decided to separate the analysis of data into these individual fields.  This will 

highlight gaps in knowledge that could improve clinical practice. 

 

The appraisal of literature provided 4 themes, all of which were aimed at providing an insight 

from healthcare professionals and heart failure patients and care givers, to establish what 

influences the process of initiating end-of-life conversations.  The themes were separated into 

2 sections, firstly the experiences of healthcare professionals:  

• the experiences of those clinicians responsible for providing care to this group of patients. 

• what were the barriers preventing clinicians having these discussions. 

The second section was the experiences of heart failure patients and care givers: 

•  the emotional and physical impact when not given the opportunity of taking part in end-

of-life conversations.  

• The preferences on these discussions to help patients and care givers be prepared for their 

death. 
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2.10 Themes from healthcare professional’s perspective: 

2.10.1 Delegation or avoidance 

It is recognised that due to the terminal nature of heart failure, end-of-life 

conversations are considered a necessary part of patient care (Singh et al., 2020; Remawi, 

Gadoud and Preston, 2023), and yet the initiation of such conversations are still lacking in 

clinical practice (Caldwell, Arthur and Demers, 2007).  Whilst society’s opinion of death as a 

taboo subject partly account for this lack of dialogue (Glogowska et al., 2016), so do the 

attitudes of physicians (who are ideally placed to instigate these conversations). Research by 

Ecarnot et al., (2018) and Singh et al., (2020) were aimed at exploring healthcare 

professionals’ views of heart failure care in end-of-life situations. Both studies were 

comparable in research methods, sample (recruiting physicians and nurses), and their 

findings.  The data reported physician’s reluctance to acknowledge the importance of this 

task, labelling conversations as participating in ‘public relations’ (Ecarnot et al., 2018). 

Physicians preferred not to discuss death with heart failure patients, as it was described as an 

undesirable task, and therefore actively avoided.  These attitudes were also reflected in the 

research by Ziehm et al., (2016), whose findings were based on healthcare professional’s 

views of palliative care in heart failure management. They reported that cardiologists felt the 

necessity for palliative care was insignificant and ‘non-existent’. The physician’s focus was 

on providing curative therapies (Singh et al., 2020).  However, even though these studies had 

comparable findings, it has been noted that they did not come without some limitations.  Both 

Ziehm et al.,(2016) and Singh et al., (2020) acknowledged their samples were obtained from 

clinical areas that had an interest in palliative care, and therefore may have influenced the 

data collected.  Whilst Ecarnot et al., (2018) recognised their sample was acquired from one 

cardiology department, potentially inhibiting other healthcare professionals who also take 

part in end-of-life conversations.   
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Some attempts have been made to provide a justification for these opinions with doctors 

explaining they have a fear of being misinterpreted, and the negative impact this will have on 

their public persona (Hanratty, 2002).  Physicians not only have a desire to protect 

themselves from undertaking this task, they also feel a need to protect patients from the 

negative consequences associated with this disease (Murray, 2002; Barclay et al., 2011; 

Glogowska et al., 2016) and the terminology used (Siouta et al., 2018).  This was echoed in 

the work by Dunlay, et al., (2015).  They reported that 52% of clinicians interviewed 

expressed one or more reason for hesitating in discussing end-of-life care with their patients.  

Of this sample 11% were reluctant due to the impact on their own emotions, whilst 21% 

expressed concerns for the effect on the patient’s mental health.  

 

It is possible that these concerns relate to the terminology associated with palliative care.  The 

label of palliative care is viewed within healthcare settings as having negative connotations 

for patients, with palliative regarded as a ‘bad word’ (Siouta et al., 2018).  This association 

influences the attitudes of clinicians in initiating conversations about death and dying (Barrett 

and Connaire, 2016; Siouta et al., 2018).  The reluctance to initiate end-of-life conversations 

within the doctor community, does not however dispute the need for discussions to take place 

(Dunlay, et al., 2015; Ecarnot et al., 2018).  And yet doctors are wanting to look at alternative 

healthcare professionals to take on this role (Hanratty, 2002; Browne et al., 2014). Work by 

Browne et al., (2014) found there was no agreement in which particular healthcare 

professional group should be identified in undertaking this responsibility. They concluded 

that heart failure nurses were well placed to attend to patient’s care needs, due to their 

frequent contacts and ability to reiterate information given to patients and carers.  The 

findings within this study are to be considered with some caution as the sample for this 

particular research was recruited from a well-established heart failure nurse service, which 
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may not be representative of other heart failure services. However, the endorsement of nurses 

taking the lead in providing end-of-life conversations is a recurring theme within the wider 

literature (Hanratty, 2002; Glogowska et al., 2016). But there is evidence to suggest that 

nurses are reluctant to take on this role especially if the patient’s physician had not already 

considered it (Ecarnot et al., 2018). This was reiterated in the research by Singh et al., 

(2020), who found that heart failure nurses did have the capability and skill to offer palliative 

care to their patients, however would not do so if the physician omitted to instigate it.  

 

This reluctance from both nurses and doctors to initiate end-of-life conversations does inhibit 

care provision (Barclay et al., 2011).  The literature attempts to address this dilemma by 

highlighting the importance of an effective patient-healthcare professional relationship (Singh 

et al., 2020).   Those clinicians who have an honest, open relationship with their patients, 

allowed them to feel at ease in discussing sensitive topics (Remawi, Gadoud and Preston, 

2023), and a long term relationship allowed constant assessment of patient’s goals and desires 

(Siouta et al., 2018).  Establishing a sound patient-healthcare professional connection 

provided clinicians with an assurance to use their intuition and have comfort in the sensitive 

conversations (Singh et al., 2020).  This awareness was highlighted in the research by 

Higginbotham, Jones and Johnson, (2021), who compared experiences of specialist palliative 

care nurses versus those clinicians working in cardiology who care for heart failure patients.  

The specialist palliative nurses were accustomed to discussing end-of-life care, and as a result 

were prepared for patients being sad, or upset as this was an expected normal response. This 

was not the case with cardiology nurses which relates to the theme below.   
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2.10.2 A lack of confidence and other barriers 

 To undertake a sensitive conversation with a patient, healthcare professionals must 

have confidence in their abilities (Singh et al., 2020).  In particular cardiology nurses lack of 

confidence was a common theme within the literature influencing their abilities to undertake 

this task (Singh et al., 2020; Remawi, Gadoud and Preston, 2023).  This barrier is used as 

justification for a lack of discussions and information given (Lewis and Stephens, 2005; 

Stocker et al., 2017; Higginbotham, Jones and Johnson, 2021b).  The work by Dunlay, et al., 

(2015) and Hjelmfors et al., (2014) contradict these findings. Hjelmfors et al., (2014) 

surveyed heart failure nurses and found that only 27% of respondents were not confident in 

discussing end-of-life.  Whereas Dunlay, et al., (2015) questioned both cardiology and 

primary care nurses, of which only 30% reported low / very low confidence in one or more of 

providing end-of-life discussions, palliative care and / or referral to hospice care.  Both of 

studies used survey data collections from experienced nurses, which may have impacted on 

the confidence recorded.  Whilst  Hjelmfors et al., (2014) collected data from Sweden and 

Dunlay, et al., (2015) from America these results may not be reflective of practice and 

confidence levels within the United Kingdom.  Dunlay, et al., (2015) acknowledged that 

clinicians may also have inflated their level of communication based on expectation rather 

than actual practice therefore placing questions on the reliability of this data presented.   

 

Another barrier that is frequently mentioned within the literature for not initiating end-of-life 

conversations are the unstable symptoms of heart failure.  The unpredictable disease 

trajectory results in hesitation for healthcare professionals to commence these discussions 

(Selman et al., 2007; Hjelmfors et al., 2014; Higginbotham, Jones and Johnson, 2021b). This 

includes uncertainty of predicting the condition’s progression into the terminal phase of the 

illness (Glogowska et al., 2016). The timing of this change in illness provides healthcare 
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professionals with concern, as early discussions are perceived as being impactful on the 

patient’s ability to maintain hope (Barclay et al., 2011). However the initiation of 

conversations too late in the disease trajectory results in opportunities of care provision being 

missed (Glogowska et al., 2016).  However, Momen and Barclay, (2011) concluded that no 

one can predict the ideal time for these conversations, a finding which was reiterated by 

Ziehm et al., (2016). 

 

An alternative observation that was associated with timing was the conversations were 

viewed as time consuming (Barclay et al., 2011,; Hjelmfors et al., 2014; Remawi, Gadoud 

and Preston, 2023).  This resulted in healthcare professionals expressing a reluctance to 

engage in the discussions as their general workload takes priority over these lengthy tasks 

(Browne et al., 2014).  Physicians accept that a conversation with a deteriorating patient, will 

result in an increasing claim on their time, and as such the patient would need a lot of 

psychological support. However, nurses see themselves as being able to provide more time to 

commit to these discussions (Glogowska et al., 2016).   

 

The barriers discussed are preventing healthcare professionals from instigating end-of-life 

conversations. This evidence provides an insight into why there is a reluctance to engage in 

these sensitive discussion (Ecarnot et al., 2018).  Clinicians have described a need for 

someone to initiate these conversations and provide palliative care to heart failure patients 

(Ziehm et al., 2016a; Singh et al., 2020), with a lack of confidence and willingness to provide 

opportunities for conversations, there is little evidence this is being done (Hjelmfors et al., 

2014). 
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Within the literature healthcare professionals have expressed opinions regarding patient’s 

care and discussion preferences, which appear contradictory to the perceived barrier of 

professionals lacking in confidence due to uncertainty and poor knowledge (Barclay et al., 

2011).  The research by Browne et al., (2014) found that clinicians controlled the information 

given to patients, citing patients may not want to be informed about their prognosis.  This 

view was reflected in the work undertaken by Glogowska et al., (2016) who found that 

healthcare professionals considered the risks of information giving versus the adverse effects 

of having these sensitive conversation prior to a patient actively dying. 

 

With no agreement regarding who should provide end-of-life conversations (Ziehm et al., 

2016), little confidence to initiate them (Singh et al., 2020), and ill-informed patients 

unaware of the decisions to be considered (Murray, 2002), it is predictable that end-of-life 

conversations rarely happen.  In an attempt to improve this provision of care and provide 

evidence to improve clinician’s knowledge, a review of the literature from a patient and 

carer’s experience has been undertaken.   

 

2.11 Themes from heart failure patients and care giver’s perspectives: 

2.11.1 A lack of knowledge 

 There is a limited evidence relating specifically to heart failure patients and carers 

experiences of participating in end-of-life discussions.  The literature available on this topic is 

incorporated within research discussing alternative aspects of palliative care.  For example, 

Murray, (2002) researched a comparison study between heart failure and cancer patients that 

focused on whether the medical services accommodated their care needs.  They explored the 

type of information given to the two groups, however there is limited evidence on the 

communication preferences specific to end-of-life conversations. Work by Im et al., (2019)  
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aimed to research heart failure patients and carer’s understanding of their condition, and their 

perceptions of end-of-life conversations.  The evidence they presented provided little insight 

and guidance on undertaking end-of-life conversations.  The reason for this was a majority of 

their sample (with the exception of one couple), had not been involved in these discussions 

and could therefore could not provide data on their experiences.  

 

The limited information pertinent to end-of-life conversations for heart failure patients and 

carer givers, does provide some insight into their preferences.  The initial theme is they have 

expressed a need for more information (Murray, 2002).  Research by Strachan et al., (2009), 

who analysed patient’s perspectives on the quality of end-of-life care in heart failure, 

concluded that only 11.3% reported having had a conversation regarding their life 

expectancy.  These findings were reflected in the study undertaken by Stocker et al., (2017), 

who provided quantitative survey data on the discussions relating to end-of-life care.  They 

found 330 participants (from a total sample of 400), had not previously discussed end-of-life 

preferences.  As a result of these lack of conversations there is a poor understanding that heart 

failure is a terminal disease (Browne et al., 2014; Stocker et al., 2017).  A comparison study 

by Murray, (2002) explored the experiences of both lung cancer and heart failure patients, in 

whether services met their end-of-life needs. Patients with cancer reported they had received 

suitable written information that was understandable, and appropriate, heart failure patients 

seldom recalled receiving any information, and as a result had a poor understanding of their 

illness.  Attempts were made by Im et al., (2019) to get a deeper understanding of this lack of 

knowledge.  They reported that even though patients understood how to manage their heart 

failure symptoms, they did not comprehend the severity of the condition despite experiencing 

advanced heart failure symptoms.  Highlighting the fluctuations in patient’s symptoms were 

seen as a potential opportunity for healthcare professionals to initiate end-of-life discussions.  
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Both patients and carers felt that clinicians would wait until they experienced further 

deterioration of symptoms before instigating end-of-life conversations.  This hypothesis was 

also addressed by Caldwell, Arthur and Demers, (2007),  who found patient’s wishes were to 

have discussions prior to them becoming too symptomatic.  The justification for this was to 

enable patients to have control of their decisions and end-of-life care planning. 

 

2.11.2 Preparation and conversation preferences 

Patients have expressed a wish for end-of-life conversations to take place (Barclay et 

al., 2011) to enable them to be better prepared in decisions relating to care preferences 

(Molzahn, et al., 2020). In doing so it was felt they were provided with a better understanding 

of the condition (Young et al., 2017), and the knowledge of possible disease trajectories 

which may influence their decision making (Caldwell, Arthur and Demers, 2007).  To 

provide this information patients have certain desires to meet their needs, and 

recommendations regarding how discussions should be conducted. 

 

Honest and open conversations were strongly favoured by patients (Murray, 2002; Caldwell, 

Arthur and Demers, 2007; Strachan et al., 2009; Momen and Barclay, 2011; Molzahn, et al., 

2020; Remawi, Gadoud and Preston, 2023).  However, to prevent distress and not lose hope 

patients did prefer a gentle approach, with a compassionate patient – healthcare professional 

relationship (Molzahn, et al., 2020).  Work by Caldwell, Arthur and Demers, (2007), 

highlighted the importance of this relationship.  They reported that in discussing the 

deterioration of illness without providing hope concurrently, would have a damaging effect 

on the patient – healthcare professional relationship which could diminish the impact of  the 

valued skills that patients rely on (Murray, 2002). 
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The limited evidence that recommended patients need a competent healthcare professional 

offers a small insight into their preferences when undertaking end-of-life conversations.  

There is a clear need for increasing information to be shared with patients and in doing so 

will provide them with the ability to make informed decisions regarding their own care. 

 

2.11.3 Critique of the literature 

The literature studied within this systematic approach review has not primarily 

researched the experiences of those taking part in heart failure end-of-life conversations and 

palliative care provision, due to the limited literature sourced on this topic. Therefore the 

literature examined was not inclusive to just heart failure, and included comparable 

experiences of heart failure versus other ‘terminal’ illnesses. The literature review included 

26 papers, figure 2 demonstrates a breakdown of the literature reviewed. 

 

Figure 2. Literature reviewed 

 

total number of 
papers analysed 

= 26

Literature 
reviews = 3

Quantitative 
research 

5= Quantitative           
1= mixed method

Qualitative 
research 

7 included end-of-life 
conversations               

10 included palliative 
care provision
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Of the 26 papers appraised within this review, 3 were literature reviews (Lewis and Stephens, 

2005; Barclay et al., 2011; Momen and Barclay, 2011).  The evidence gathered by Barclay et 

al., (2011) and Momen and Barclay, (2011) examined end-of-life conversations for heart 

failure patients.  A majority of their appraised literature was included as primary source 

papers within this systematic approach review, therefore not adding any new insight into the 

topic of interest.  The authors included evidence from end-of-life discussions from the 

perspective of terminal illness rather than those specific to heart failure patients, and some of 

the heart failure literature that was included was not specifically related to end-of-life 

conversations and palliative care provision.  The researcher felt this generalised end-of-life 

conversation experiences, which may not be representative and transferrable to heart failure 

patients and care givers.  The final literature review included was that undertaken by Lewis 

and Stephens, (2005), which gathered data on the barriers of palliative care provision. Their 

findings were related to service provision and they concluded that there is a lack of guidance 

and funding which provided an insight into the potential improvement needs of end-of-life 

care for heart failure patients.   

 

The quantitative evidence included in this literature review was provided by 6 papers; 5 

quantitative studies (Strachan et al., 2009; Hjelmfors et al., 2014; Dunlay, et al., 2015; 

Rogers et al., 2017; Young et al., 2017), and 1 mixed methods (O’Leary et al., 2009). The 

data provided by Dunlay, et al., (2015) was obtained from healthcare professionals providing 

an insight into the barriers preventing end-of-life conversations, whilst this research offered 

descriptions relating to timing of conversations, clinician’s approach to the discussions and 

who was responsible for providing this care there were some limitations of the study to note. 

The findings concluded that even though healthcare professionals have a varied opinion in 

initiating end-of-life conversations, a common theme was some clinicians lacked confidence 
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and expressed a need for further professional development. The limitations for this research 

were raised by the authors included healthcare professionals who were asked to complete the 

surveys may have overestimated their conversational practices resulting in bias within the 

data collected.  The sample of the study was also acknowledged as limited due to the single 

geographical area used for recruitment.  It was felt that this impacted on the generalisability 

of the findings often associated as a strength in quantitative research (Slevitch, 2011).  The 

findings from Dunlay, et al., (2015) despite their noted limitations, were similar to those of 

Hjelmfors et al., (2014). Both discussed the confidence of healthcare professionals to initiate 

end-of-life conversations.  Dunlay, et al., (2015) had a mixed sample of nurses and doctors 

who described a lack of confidence in undertaking these discussions, whilst Hjelmfors et al., 

(2014) had the only study within the review of the literature to have a sample of heart failure 

nurses. They found that the nurses were confident to initiate the conversations however did 

not believe they had the competence as this was the role of physicians.  This provided an 

insight into the needs of healthcare professionals who may be responsible for end-of-life 

conversations. The final quantitative study that obtained data on end-of-life conversations 

was by Young et al., (2017). The research observed discussions from the perspective of heart 

failure patients, using face to face questionnaires to obtain data on conversations from 

patients with acute decompensating heart failure.  Their findings concluded that most patients 

did not recall having a conversation with their physician to articulate their end-of-life 

preferences.  It must be noted however, that patients were acutely unwell and invited to take 

part in a face to face questionnaire, it is unclear from the study what time period after their 

hospital admission the patients were interviewed.  As expected the limitations of this trial 

reported potential recall bias due to the patient being ill.  The last 2 quantitative studies 

gathered data on care experiences.  The work by Strachan et al., (2009) gathered data from 

patients on preferences for end-of-life care in the form of satisfaction surveys.  This study 
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provided an insight into the preferences of patients with advanced heart failure. It concluded 

that to improve this aspect of care there was a desire for adequate care planning post hospital 

admission, and the need for honest discussions.  This added to the recommendations of 

alternative literature that patients do want to have end-of-life conversations.  The weakness to 

be acknowledged regarding this study was that it was unclear in the reporting who conducted 

the face to face interviews, limitations were noted to be a potential bias as participants may 

have been influenced by interactions with the interviewer.    

 

The only randomised control study within this systematic approach review was undertaken 

by Rogers et al., (2017).  The aim of this research was to provide evidence assessing the 

impact of a palliative care intervention on the quality of life of heart failure patients.  This 

highlighted the importance of palliative care provision and how it benefited patients. The 

findings recommended a multidisciplinary approach to this care provision, to improve 

patient’s quality of life. Finally, the mixed methods study undertaken by O’Leary et al., 

(2009) gained an insight into the comparisons of palliative care provision for heart failure and 

cancer patients.  Their findings reiterated those of Rogers et al., (2017) in deducing the 

importance of palliative care for both cohorts of patients, and each gained positive 

experiences from receiving this care.   

 

The quantitative research included in this literature review, has provided an understanding of 

the potential experiences of heart failure patients.  They have not been without their 

limitations, and as a result cannot be viewed as reliable sources for generalisability.  The 

alternative research methods of qualitative studies have also been used to gain an insight into 

the experiences of end-of-life conversations and palliative care provision.   
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The qualitative studies included can be divided into 2 categories, those that have gained 

experiences on end-of-life conversations and those who have sought to obtain an insight into 

the care needs of end-of-life heart failure patients.  The first critique of qualitative research is 

a study by Molzahn, et al., (2020), they gathered data on the uncertainty associated with 

dying from heart failure.  The evidence concluded patients requested honest conversations to 

understand their disease however there was a need for information to be given to them in a 

gentle manner.  The methods used in this research involved patient and care giver dyads, and 

the authors acknowledged there were some limitations due to the challenges of understanding 

this approach. Further research associated with the topic of communication was by Stocker et 

al., (2017). Healthcare professionals were interviewed using a grounded theory approach and 

then observed interacting with patients and care givers, who were then also interviewed.  The 

study aim was to establish participant’s views on heart failure being seen as a terminal illness 

and observed the communication between clinicians and their patients. The findings 

indicating that heart failure was not seen as a life limiting illness and highlighted the 

complexities of communicating with these patients. The study provided an insight into how 

care should be adapted to the individual and the importance of discussions around 

personalised care.  They concluded the Advance Care Pathway (ACP) was highly significant 

to enable this to happen.  

 

The work by Caldwell, Arthur and Demers, (2007) and Im et al., (2019) continued the theme 

of communication by documenting the preferences and understanding of information given to 

heart failure patients.  The findings reported by Im et al., (2019) demonstrated patients had an 

understanding of their medical treatments however, there was less knowledge regarding 

disease progression. It was concluded that to provide individualised care patients needed to 

be informed about the deterioration of their illness.  The communication preferences gathered 
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by Caldwell, Arthur and Demers, (2007) found that patients did want to know about their 

illness, and for their progression to be addressed early on in the disease trajectory.  These 

studies have provided an insight into the communication needs of heart failure patients.  

 

Obtaining experiences from healthcare professionals in undertaking end-of-life discussions 

Barrett and Connaire, (2016), Glogowska et al., (2016) and Ecarnot et al., (2018) have all 

interviewed clinicians in an attempt to obtain data on potential barriers, and enablers in 

having these conversations.  The research that provided evidence from a mixed sample of 

clinicians (Glogowska et al., 2016; Ecarnot et al., 2018) described within their findings that 

conversations were hard to participate in, the challenges associated with emotional impact on 

patients, and the lack of affiliation this aspect of care has with clinical guidance. The 

limitation acknowledged by Glogowska et al., (2016) in their study provided a unique barrier. 

They felt due to the research interviewers not being experts in palliative care provision, may 

have inhibited the quality of data collected. The work undertaken by Barrett and Connaire, 

(2016) provided an alternative stance by having a sample of cardiac nurses. This obtained 

data from the perspective of clinicians who were used to offering this aspect of care, they 

found that the nurses who were confident in having end-of-life discussions had a positive 

attitude towards palliative care provision. 

 

The final group of literature to be critiqued in this review of the literature have researched the 

experiences of participants who either provide or receive palliative care due to heart failure.  

Of these, 4 studies recruited solely healthcare professionals and described themes associated 

with this aspect of care.  The work by Hanratty et al., (2006) continued to describe the 

importance attached to palliative care, participants within this study were specialist 

physicians who felt the role of palliative care provider was more in line with nursing.  Even 
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though they had some understanding of the principles of palliative care the doctors believed it 

was not in their remit, providing evidence that there are professional barriers associated with 

this care provision. The attitude towards this aspect of care was continued in the research by 

Ziehm et al., (2016), who sought the opinions of healthcare providers regarding palliative 

care.  A lack of information, and understanding by clinicians were identified as barriers 

preventing palliative care provision, findings that were reiterated by in Siouta et al., (2018) in 

their work with a mixed study of chronic obstructive pulmonary disease (COPD) and heart 

failure clinicians.  Comparisons were not made between the diseases as it was felt the 

patient’s palliative needs would be similar.  In providing comparable data it would have 

offered an greater insight to the end-of-life requirements for heart failure patients in relation 

to other non-cancer illnesses. The work by Singh et al., (2020) also looked at the experiences 

of palliative care, however from the perspective of accessing services.  This research 

presented data that analysed the service provision and provider barriers such as lack of 

education, whilst it considered the wider picture of care provision for example funds, and 

service availability, the study did have its limitations.  The authors felt the participants may 

present a sample bias as they self-identified themselves and had particular interest in 

palliative care.  This was believed to reduce the generalisability of the findings.  

 

The qualitative evidence from healthcare professional participants has provided an 

understanding of the barriers associated with caring for heart failure patients.  Personal 

attitude, lack of information and service provision are all felt to be influential in offering this 

care.   

 

The experiences of receiving palliative care has been studied by Selman et al., (2007), Boyd 

et al., (2009) Browne et al., (2014) and Remawi, Gadoud and Preston, (2023). The initial 
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aims of the research varying from establishing participant’s experiences of receiving this care 

(Remawi, Gadoud and Preston, 2023), providing evidence to make recommendations for care 

provision (Selman et al., 2007; Boyd et al., 2009), and analysing how care needs to be 

improved from current experiences (Browne et al., 2014).  The recommendations for all 4 

studies were that heart failure palliative care was suboptimal and improvements for co-

ordinated care was needed to enhance it.  These findings were collaborated by the work of 

Higginbotham, Jones and Johnson, (2021) and Murray, (2002) who concluded that palliative 

care is currently given on the basis of diagnosis rather than need.  

 

2.11.4 Summary of literature 

 The research within this literature review has offered an insight into end-of-life 

conversations and palliative care provision.  The limited literature available that focused on 

heart failure end-of-life discussions from a patient and care giver perspective did provide 

some evidence on patient and care giver tendencies.  A majority of this type of data collection 

was centred around recall of conversation incidence (Young et al., 2017; Im et al., 2019; 

Molzahn, et al., 2020; Higginbotham, Jones and Johnson, 2021), rather than conversation 

preferences (Caldwell, Arthur and Demers, 2007).   This type of literature provided 

confirmation that discussions do need to take place, and yet they rarely happen (Remawi, 

Gadoud and Preston, 2023).  Information regarding end-of-life conversations was mainly 

gathered as part of a wider aims of the research conducted, which was to understand the 

barriers associated with palliative care provision (Boyd et al., 2004; Selman et al., 2007; 

O’Leary et al., 2009; Strachan et al., 2009; Hjelmfors et al., 2014). This demonstrates the 

lack of literature specifically associated with patient and care giver’s experiences of taking 

part in end-of-life discussions.   
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A majority of the literature reviewed was from the perspective of healthcare professionals 

who were felt to be responsible in offering palliative care to heart failure patients (Hanratty, 

2002; Hjelmfors et al., 2014; Dunlay, et al., 2015; Barrett and Connaire, 2016; Glogowska et 

al., 2016; Ziehm et al., 2016; Ecarnot et al., 2018; Singh et al., 2020), or from a mixed 

sample of patients, caregivers and clinicians (Boyd et al., 2004; Selman et al., 2007; Browne 

et al., 2014; Stocker et al., 2017; Higginbotham, Jones and Johnson, 2021b).   The samples of 

healthcare professionals involved in these studies were varied by including both physicians 

and clinicians, mainly from acute clinical areas of practice. There was only one study that 

obtained experiences from heart failure nurses (Hjelmfors et al., 2014), who have been 

identified as ideally placed to offer palliative care to heart failure patients (O’Hanlon and 

Harding, 2011). The focus of these studies was to gain an insight into the experiences of end-

of-life conversations and palliative care provision from the receiver and provider 

perspectives. There was a lack of research gathered directly from heart failure patients and 

care givers, which could have then been presented to healthcare professionals with the aim of 

establishing how these preferences may be implemented into clinical practice to improve 

direct patient care.   

 

The literature review has also demonstrated a lack of research engaged in the use of a 

participatory approach. Palliative research is known to be associated with several challenges, 

for example the sensitivity of the topic, accessing participants receiving palliative care, and 

the ethical issues of addressing end-of-life experiences (Addington-Hall, 2002).  The use of 

participatory research is felt to address some of the considerations when undertaking this type 

of research (Riffin et al., 2016) however there was a lack of evidence utilising these methods.   
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This appraisal of the literature relating to end-of-life conversations and palliative care has 

identified the limited data specific to heart failure patient’s experiences.  Recommendations 

on caring for this group of patients are made based on the wider literature of palliative care 

for all terminal illnesses.  The lack of research on this topic does omit to offer an insight as to 

why end-of-life conversations are rare within clinical practice, and why healthcare 

professionals fail to acknowledge the deterioration of patients with this illness resulting in 

them having unmet palliative care needs.   
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Chapter 3. Methods 

3.1 Introduction 

 This chapter will describe the process of how the research was conducted.  It will start 

by discussing the aims of the study, then outline the theoretical and methodological 

underpinnings.  The chapter then provides a detailed description of the study design including 

data collection and analysis, followed by an exploration of the ethical considerations and 

quality assurance.  The chapter ends with a piece on the potential tensions between clinical 

and research perspectives given that this research was in an area in which the researcher had 

clinical experience.  

 

3.2 Study aims and objectives 

 The purpose of the research stemmed from the researcher’s experiences of working as 

a community heart failure nurse specialist.  The researcher witnessed a reluctance from 

fellow clinicians to acknowledge heart failure patient’s deteriorating symptoms and an 

unwillingness to have end-of-life conversations with them.   

 

The aim of the study was to gain an insight into heart failure patients and their care givers 

experiences relating to these discussions, and their palliative care provision.  The findings 

were then presented to community heart failure nurses to establish how the identified 

preferences could be implemented into clinical practice.   

 

The study objectives were to improve end-of-life conversations, and palliative care provision 

for heart failure patients and their care givers. Therefore providing guidance that can be 

implemented into clinical practice to enhance patient’s experiences.  
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3.3 Theoretical underpinnings 

 The researcher can influence research throughout each stage of the process, starting 

with the initial decisions regarding topic choice, and the focus of interest taken (Colbourne 

and Sque, 2004).  This awareness was something considered by the researcher due to their 

nursing background and heart failure clinical experience.  Nursing education is based 

primarily on science, whilst the researcher’s nursing experience adds experimental 

knowledge.  The translation of evidence into practice provides safe and optimal care (Curtis 

et al., 2017).  However, to gain insight into the research question of what were heart failure 

patients and care giver’s experiences and preferences of end-of-life conversations and 

palliative care provision required an alternative source of information.  To gain an insight 

needed to answer the research question the researcher will need to draw on the experimental 

knowledge of patients and care givers.  

 

The commitment towards a participatory research approach was used as the doctorate was 

linked to an inclusive involvement stream, and was viewed by the researcher as an approach 

to reduce the researcher’s bias. The patient involvement leans towards a relativist ontological 

stance that the world is built upon individual’s opinions and experiences (Ryan, 2018).  

Different individuals will have diverse experiences and perspectives and therefore, construct 

different realities. 

 

The epistemological views of how knowledge can be generated, broadened and shared 

(Bradshaw, 2000), influence the foundations of which research is created (Grix, 2019).  The 

researcher’s nursing experiences of information gathered by social interaction and knowledge 

is based on an experimental paradigm generally leans towards a social constructionist 

position (Creswell, 2013).  This thesis draws upon this theory, grounded in the belief that 
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knowledge is ‘constructed’ by people, due to interactions between them and their social 

environment (Ritchie et al., 2014).  

 

Social constructionism focuses on how meanings are made from experiences, and through 

social interaction (Kham, 2013), assuming that participants being studied are able to express 

the meaning of a situation through the process of discussion and interactions (Crotty, 1998).   

The proposition of this approach is that social interaction happens within a social cultural 

context (Ritchie et al., 2014). In keeping with this premise, a community based participatory 

research approach has been used in the development of the research design.  A socially 

constructed epistemological position is grounded in participatory research due to many views 

and ways of understanding provided by the participants in the coproduction of the research 

(Warwick-Booth, Bagnall and Coan, 2021).  An additional reason for using community based 

participatory research was to enable the researcher to prioritise the voice of the heart failure 

patient and care giver.  Due to limited research on this topic, this approach allowed theories 

to emerge rather than using previously applied concepts (Ritchie, J. et al., 2014). The aim of 

this research was to provide evidence that would inform clinical practice therefore, the focus 

was placed on the research methods and implementation of findings rather than its theoretical 

orientation. 

 

3.4 Methodological underpinnings 

3.4.1 Inclusive involvement 

 An Inclusive involvement approach was used as it is important to place the 

experiences of patients and care givers at the centre of an implementation plan to improve 

end-of-life conversations. This approach is defined as research being carried out ‘with’ or 

‘by’ members of the public rather than ‘to’, ‘about’ or ‘for’ them. This calls for an active 
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partnership between the researcher with patients, care givers and members of the public 

which can help to develop patient focused questions, assist with recruitment to the study, and 

aid dissemination of the research findings to a broader community (The National Institute of 

Health Research, 2021).   This research worked collaboratively with patient educators from a 

national heart failure charity who had experienced end-of-life conversations and palliative 

care provision. 

 

To date there is little evidence on inclusive involvement research in palliative care (Johnson 

et al., 2021). The work by Chambers et al., (2019) concluded that due to the sensitivity and 

frailty of patients receiving palliative care, there is an opinion by researchers that patients and 

their carer givers do not want to be involved. However, these findings are contradictory to 

those opinions of patients and care givers receiving end-of-life and palliative care (Bloomer 

et al., 2018).  This research has used an inclusive involvement method in collaboratively 

working with a national heart failure charity throughout the research process. 

 

3.4.2 Community based participatory research 

 Defining participatory research within current literature has resulted in considerable 

discussion, due to the variability of participation within research of service users and 

community members (Warwick-Booth, Bagnall and Coan, 2021). There are a number of 

participatory research methods that are thought to produce evidence that is relevant and 

meaningful to patient’s health care experiences (Andress et al., 2020).  Co-production in 

research is believed to provide an environment where researchers and the public work 

together with equal power and responsibility (Warwick-Booth, Bagnall and Coan, 2021).  As 

previously mentioned the researcher’s position leans towards that of social constructionism, a 
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view that meaning is constructed through human interaction. Co-production research 

provides this communication therefore, CBPR complements this theory (Schubotz, 2020).  

Considering the sensitive topic of this research a co-produced approach such as participatory 

action research (PAR) is not thought to be appropriate due to the complexities of the patients 

nearing the end of their lives.  PAR designs involve action through repeated reflection, 

planning and evaluation of processes. These methods are integrated through the collection 

and analysis of data (Warwick-Booth, Bagnall and Coan, 2021). Due to the vulnerability of 

the participants in this study and the sensitivity of the topic the researcher felt this approach 

was not appropriate. 

 

The use of a community based participatory approach provides a coherent research process, 

that is relevant to the community members involved in its development. Community based 

participatory research (CBPR), is defined as an ‘action-focused’ approach that is used to 

address variations in health care delivery and will allow an increased understanding of 

complex health inequalities (Schubotz, 2020).  This was achieved by community members 

from a national heart failure charity and the researcher working collaboratively to generate 

new insights into locally relevant issues, with the purpose to change current practice 

(Warwick-Booth, Bagnall and Coan, 2021).  As CBPR provides a process of involving those 

experiencing variations in healthcare (Foster et al., 2012), it is a recognised research 

approach that will address disparities in palliative care (Rosa, Elk and Tucker, 2022), and will 

produce research findings that can be translated into clinical practice (Springer and Skolarus, 

2019).  As with all participatory methods challenges are associated with using CBPR. 

Engagement with community groups involves potential differing opinions, to overcome these 

Freeman et al., (2006) recommend open and honest two-way conversations in articulating 

viewpoints as it is unrealistic to expect perfect agreement. 
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To address these challenges the researcher began by identifying a ‘community of concern’. 

The community who are within this group are described as individuals from a particular 

geographical region or with a communal identity (Riffin et al., 2016).  The community of 

concern relevant to this research are patients, care givers, and community heart failure nurses 

who have taken part in end-of-life conversations due to heart failure.   

 

The work undertaken by Park, (2020) acknowledged there are challenges associated with 

participatory methods when engaging with vulnerable groups, and as a result there are gaps in 

palliative care research.  Heart failure patients are described as vulnerable due to instability of 

symptoms and their high risk of poor health outcomes (Satici et al., 2022). Addressing these 

potential barriers during the CBPR development process will enable service users with 

chronic illness to have a voice in this specific research (Riffin et al., 2016).  The researcher 

should therefore identify and engage with the community group allowing them and patients 

to work together in creating research aims and objectives (Warwick-Booth, Bagnall and 

Coan, 2021).  

 

In this study, the researcher obtained consent from a national heart failure charity to work 

with them collaboratively on this research project.  A group of six patient educators (from the 

charity) agreed to meet with the researcher via an online conferencing platform. The initial 

meeting allowed discussions about the research topic, whether it was appropriate to address 

this area of care and whether the educators felt this was an important topic to research.  

Conversations were had regarding the use of qualitative research methods and whether the 

research question was appropriate to gain an insight into experiences of end-of-life 

conversations for heart failure patients. During the period between the first and second 
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meeting the researcher documented a draft research schedule. The schedule was devised from 

the conversations had between researcher and patient educators during their first meeting. 

The topics of conversations around the specific area of end-of-life discussions were noted by 

the researcher during that meeting and as such developed a basis for the interview schedule. 

Once drafted this was sent via email to the patient educators for their review. The second 

meeting allowed discussions to take place regarding the wording of the interview questions. 

These conversations concentrated on the specific wording used to ensure it was in layman’s 

terms and was understandable to the general public.  The time prior to the third meeting 

allowed the researcher to make the recommended alterations to the interview schedule and re-

send this to the patient educators for their review.  The final meeting prior to data collection 

provided opportunities to make any final changes to the interview schedule and allow both 

parties to agree the draft questions were now suitable as the final version. During this process 

the group of patient educators remained unchanged. Over all the three separate meetings 

permitted discussions regarding the appropriateness of the topic, potential research methods 

to be used, and the wording of documents and the interview schedule to ensure they were 

written in a sensitive, layperson language (Butler, Copnell and Hall, 2019). This process 

enabled the sensitive topic of interest to be researched from a patient perspective. It was 

agreed collaboratively that the predetermined qualitative methods would be appropriate to 

answer the devised proposed research question.   

 

3.4.3 Qualitative research methods 

 In keeping with the forementioned theoretical underpinnings of this research, 

qualitative methods have been used to answer the research question of patients and care 

giver’s experiences of taking part in end-of-life conversations and receiving palliative care.  
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Historically the use of quantitative research has been seen as providing empirical healthcare 

evidence (Fox, Martin and Green, 2007). Due to its statistical methods data is viewed as 

being more scientific and superior (Pyo et al., 2023). In measuring causal relationships within 

events that are value free, these methods were viewed as generalisable to the population 

(Slevitch, 2011).  However, qualitative research is now considered to provide reliable, 

replicable evidence as it allows in-depth understanding of participants opinions and 

motivations (NHS England, 2017), allowing examination of the topic from the perspective 

and narratives of the participants to provide a ‘lived experience’ perspective (Creswell, 2013; 

Ritchie et al., 2014). This is particularly relevant to research studies where the topic is of a 

sensitive nature, and has a tendency to generate emotive reactions (Ritchie et al., 2014). 

These considerations are pertinent to the exploration of complex topics such as end-of-life 

care (Koenig, Back and Crawley, 2003; Van Der Steen, Bloomer and Martins Pereira, 2022).   

There are alternative methodologies that can be considered when obtaining participant’s 

‘lived experience’ within research. For example an Interpretative Phenomenological 

Approach (IPA) would provide findings based on how the participant makes sense of their 

own experiences, this would focus on the individual’s personal events  and not those that can 

be applied to the wider population (Ritchie, J. et al., 2014).  Alternatively Grounded theory is 

a method where the researcher confronts the data without any preconceived ideas of the 

research topic (Smith and Firth, 2011). Both of these approaches were unsuitable for this 

research aim. The researcher in this study had their own preconceived ideas of the research 

topic due to previous clinical experiences. As the research aim was to implement findings 

into clinical practice IPA would not provide data that would go beyond an individual’s 

experiences and offer a more generalised pattern for the wider audience. The researcher felt 

in using a CBPR approach this would address the study aims (Holkup et al., 2009). 
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3.5 Study design 

 The proposed study design is demonstrated in figure 3.  This depicts the initial plan of 

the research process, prior to undertaking the study. 

 

Figure 3 – Proposed research co-production process 
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The proposed process of the research plan was as follows: 

• the initial research idea steamed from the researcher’s clinical experience. They 

witnessed disparities in end-of-life care for heart failure patients however, where 

unable to rationalise why these occurred. 

• The national heart failure charity was to be approached by the researcher to seek their 

insight and support in undertaking this research. The initial online meeting with the 

patient educators (who are heart failure patients themselves, and have taken on a role 

within the charity to support and educate fellow patients in living with heart failure), 

was to discuss the topic of interest, and to collaboratively agree the methods used. 

• the second meeting with the heart failure patient educators was to discuss the words 

used to describe this sensitive topic and devise the interview questions and schedule. 

• potential participants were to be engaged with via the heart failure charity, once the 

initial contact had been made the researcher would gain the consent to participate. 

• The interviews were to be undertaken by the researcher due to their previous 

experiences of discussing this sensitive topic with heart failure patients. 

• Data analysis was to be done by the researcher due to the sensitive topic being 

discussed, and to maintain participant confidentiality.  

• The next contact with the heart failure charity was to present the findings from patient 

and care givers. The reason for this was to ensure the themes and experiences were 

presented from a patient perspective and to reduce the potential bias of the researcher. 

• The research findings were then to be presented to the community heart failure nurses 

in the form of vignettes in an attempt keep the findings true to the patient and care 

giver’s experiences.   



 76 

• Individual interviews or focus groups of community heart failure nurses were to be 

used to gain experiences of taking part in end-of-life conversations and providing 

palliative care to this group of patients.  

• The findings from the heart failure nurses’ data were to be analysed and 

recommendations made on how the findings could be implemented. 

• Once the final analysis was done the findings are to be disseminated to the wider 

audience. 

 

3.6 Population sample 

3.6.1 Inclusion and exclusion of patients and care givers – phase one 

 The eligibility criteria for this research was that patients had a diagnosis of heart 

failure (either heart failure with a reduced pumping action of the heart muscle, or with a 

normal pumping action but impaired ability of the muscle to stretch and fill with blood).  

Both types of heart failure are associated with high mortality (Oktay, Rich and Shah, 2013), 

and the advancing symptoms are comparable to those of cancer (Beattie, Higginson and 

McDonagh, 2020c), resulting in patients ultimately requiring end-of-life conversations and 

palliative care.  Both patients and care givers that have experienced of end-of-life 

conversations and palliative care provision associated specifically to heart failure were 

included.  

 

All participants were required to be over the age of eighteen years old, due to the complex 

clinical needs of those with heart failure under this age, and English speaking to ensure they 

had a clear understanding of previous conversations and experiences.  Due to the sensitive 

nature of this research the researcher had to be able to assess the participant’s verbal and non-

verbal signs during the interviews to enable them to offer the support that the participant may 
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have needed.  There was concern this assessment may have been inhibited with the use of a 

translator or restricted due to a translation of dialect. 

 

Exclusion for the research also included those participants with a reduced cognitive 

impairment or dementia, both of which could impair participant’s ability to recall previous 

conversations or care experiences.  Reduced cognitive impairment may signify an advanced 

stage of the participant’s heart failure (Petrucci et al., 2006), indicating that they were too 

frail to take part.  A current diagnosis of cancer was another exclusion, as the participant’s 

end-of-life conversations and palliative care provision would not be specific to their heart 

failure diagnosis. 

 

3.6.2 Inclusion and exclusion of healthcare professionals – phase two 

 It is acknowledged that palliative care is best administered alongside patient’s 

continuing heart failure management due to the unstable disease trajectory (Browne et al., 

2014; Barrett and Connaire, 2016).  Therefore, heart failure nurses who are based within the 

community are ideally placed to provide general palliative care (O’Hanlon and Harding, 

2011) due to their pivotal role as co-ordinators of care and support (Johnson et al., 2011) and 

continual assessment of patient needs.  

 

The eligibility criteria for this research was nurses who had been or were currently a 

community heart failure nurse, and had taken part in end-of-life conversations with their 

patients. Community nurses within this speciality, as opposed to other practicing heart failure 

nurses are identified as being ideally placed to have end-of-life discussions and provide 

general palliative care (British Heart Foundation, 2008). There were no defined exclusion 

criteria for the community heart failure nurse sample.  
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3.7 Sampling strategies 

 The process of selecting potential participants who will inform the phenomena being 

studied needs to be reflective of the study aims and objectives (Ritchie et al., 2014).  

Strategies used in qualitative research move away from a random, representative sample 

(Strang, 2000), and concentrate on specific groups that are experts in the topic of interest 

(Warwick-Booth, Bagnall and Coan, 2021). 

 

The researcher used purposive sampling for both parts of the study, to identify participants 

that were proficient and knowledgeable in end-of-life discussions (Etikan, 2016), this strategy 

uses small participant numbers, whilst providing depth of enquiry (Patton, 2002).  It is 

acknowledged that in qualitative research designs there can be several stages with each one 

forming a foundation for the preceding one, and purposive sampling can be useful in 

allowing the researcher a resource to gain a non-probability sample (Sharma, 2017).  The 

disadvantage of using this strategy is its subjectivity of unit selection, and as a result it can be 

difficult to defend the representativeness of the sample (Sharma, 2017).  The researcher has 

addressed these challenges by ensuring there was a clear criteria for selecting potential 

participants, and in using a variety of resources to recruit participants. The initial patient and 

care giver sample was to be sourced with the assistance of a national heart failure charity, 

however due to low recruitment numbers (as discussed below), an alternative resource in the 

form of a national health service trust was also used.  

 

3.8 Recruitment  

3.8.1 Recruitment of sample  – phase one 

 Participants for the first stage of the research were patients and care givers who had 

taken part in end-of-life conversations due to their heart failure, to obtain data on their 
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experiences and preferences in this aspect of their care provision.  It is well documented 

within previously conducted palliative care research, that recruitment of end-of-life 

participants comes with its challenges, such as locating vulnerable participants (Anderson 

and Hatton, 2000), unstable symptoms inhibiting participation (Jordhøy et al., 1999), and the 

higher risk of death (Chaiviboontham, 2011) increasing attrition.  Van der Ven et al., (2022) 

attempt to address these difficulties by advising that researchers need to take time, be flexible 

and inventive to overcome the obstacles of recruitment, especially accommodating the needs 

of a vulnerable population (Hanson et al., (2014).   

 

Locating vulnerable participants was a challenge experienced by the researcher.  It was 

necessary to use a gatekeeper, who is defined as someone that has control over access to 

potential participants (Singh and Wassenaar, 2016). Some evidence suggests that gatekeepers 

may have a negative impact on accessing potential participants, inhibiting people from 

making their own choices regarding research involvement (Kars et al., 2016), others describe 

the importance of the gatekeeper’s role in recruitment as vital especially when researching 

sensitive topics (Dempsey et al., 2016). The initial source of recruitment for this study 

identified a gatekeeper within the charity who agreed to support this research and would 

provide access to potential participants.  However a series of organisational changes took 

place within the charity, during the research development process and this impacted on the 

identification and enrolment of participants. The structural changes within the organisation 

included the introduction of an online study platform. This was felt by the researcher to be 

empowering to participants by enabling them to be informed of the studies pertinent to their 

condition (Kars et al., 2016), and allowing them to decide if they want to take part without 

the feeling of obligation that a gatekeeper may have produced (White and Hardy, 2010).  This 

required the target population to be proactive in terms of finding out about different studies 
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and putting themselves forward to participate rather than reacting to an invitation from a 

gatekeeper.  As a result, the number who came forward to take part were lower than 

originally anticipated.  

 

As mentioned, the Community participatory research project initially sought participants 

from the heart failure charity, to obtain a community sample.  However, due to the challenges 

in recruitment flexibility was key in seeking alternative sources of research participants (van 

der Ven et al., 2022).  A deficiency in participant numbers from the original source, resulted 

in the researcher engaging with alternative organisations, in an attempt to increase 

recruitment numbers.   

 

Additional charitable organisations were approached to assist with the promotion of the 

research, and assistance was sought from a national health care trust to act as a gatekeeper in 

the recruitment process.  Due to the collaborative relationship between the researcher and the 

recruiting health trust, the heart failure clinicians had an understanding of the importance of 

this research (Dempsey et al., 2016).  As a result the clinician gatekeepers were motivated to 

seek potential participants.  

 

The resources used in promoting recruitment for patients and care givers were the 

forementioned heart failure charity’s online recruitment platform, a promotional poster 

inviting participation (appendix E), and social media posts from alternative appropriate 

charities.   

 

Potential participants from the heart failure charity identified themselves through the online 

research platform.  This instigated a generic email sent to the researcher, enabling them to 
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ensure the patient met the eligibility criteria prior to receiving any participant personal data.  

Further communication procedures linked to the online platform allowed the participant to 

take the lead in decisions regarding them taking part.  

 

Patients and care givers from other charitable sources contacted the researcher via secure 

email to express their interest. Those from the national health care trust were identified and 

approached by their community heart failure nurse and provided with a participant 

information sheet (PIS) (appendix F).  A minimum of twenty four hours lapsed before a 

member of the community heart failure team contacted the patient via phone to see if they 

wished to participate enabling potential participants time to read the PIS and consider the 

appropriateness of them taking part.  This recruitment practice is reflective of other research 

involving vulnerable participants (Reid, 2009). If patients confirmed their intention to 

participate, oral consent was obtained to share their contact details with the researcher. These 

details were sent to the researcher via secure email, and all future contact of recruitment was 

made by the researcher.  

 

There is a general agreement that a sample size for a qualitative study usually lies at under 50 

participants (Ritchie et al., 2014).  The intention for this study was to be guided by previous 

research within this field (Murray, 2002; Almack et al., 2012; Im et al., 2019; Pini et al., 

2021), with recruitment aimed to achieve up to 20 interviews with patients and care givers.  

However, recruitment was far more challenging than anticipated and despite extending the 

recruitment period by 12 months, a total of 10 participants (8 patients and 2 care givers) were 

recruited from the forementioned sources.  While falling short of the numbers hoped for, it 

was not possible to extend the interview period for longer and it was felt that 10 would be 

sufficient for key issues related to the research topic to emerge. There was a high degree to 
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repetition of themes within the individual interviews conducted and a variety of 

demographics and recruitment sources within the sample. 

 

In addition, although the proposed sample size for this part of the research did not meet the 

intended quota for patients and care givers, Ritchie et al., (2014) discuss how sample size can 

be influenced by studies that have more than a single sample. The data analysis for the 

research evaluated experiences for both patients and care givers, and then community heart 

failure nurses; resulting in a combined sample size of nineteen, which is similar to those of 

previously conducted research in this field. Table 2 demonstrates the sources of recruitment 

of patients and care givers, and the participants loss to attrition.  

 

Table 2 - Sources of recruitment 

Recruitment 

source 

Total 

Participants 

contacted  

Recruited  Withdrew Reason for withdrawal 

Charity 6 patients 

0 care givers 

4 patients 2 patients Both due to unstable symptoms 

Healthcare 

trust 

8 patients 

2 care givers 

4 patients 

1 care giver 

4 patients 

1 care giver 

3 unstable symptoms, 2 changed their 

mind 

Hospice  1 care giver 1 care giver 0  - 

 

3.8.2 Recruitment of sample  – phase two 

 Community heart failure nurses were recruited for this aspect of the research by virtue 

of their role, as opposed to their affiliation to a particular national health service trust.  

Invitations for the healthcare professionals were generic emails sent nationwide to 

community heart failure services informing them of the research, and invitation to participate.  

A promotional poster (appendix G) was attached to invitation emails, to provide a concise 

and clear document with the relevant study information.  The use of ‘personal touch’ 

recruitment strategies such as emails from a personal source, is seen as the most effective 

form of recruitment for engaging nurses into research studies (Luck, Chok and Wilkes, 2017).   
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3.9 Data collection procedures  

3.9.1 Semi structured interviews and interview schedule – phase one 

 The purpose of using semi-structured interviews in qualitative data collection is to 

collect information from participants who have had experiences of the topic being researched 

(DeJonckheere and Vaughn, 2019).  The flexibility of semi-structured interview questions 

provide the researcher with a format that can be adapted to the participants answers, and 

questions elaborated into the participant’s level of comprehension (Gysels, Shipman and 

Higginson, 2008). The researcher used this data collection method to provide a one-off 

interview for end-of-life participants, and their care givers.  The open nature of these 

questions provide the interviewee a medium to articulate their perspective, that is not offered 

in using structured interview questions (Gysels, Shipman and Higginson, 2008).  

 

It is recommended that an interview schedule is used when interviewing vulnerable 

participants.  It allows the researcher to actively listen to the participant, and adapt their 

proposed questions to their needs (Dempsey et al., 2016).  To ensure the questions were 

relevant to the participant perspective patient and public involvement (PPI) members were 

used to co-produce the interview schedule.  

 

The involvement of patient and public members in qualitative research methods can enhance 

its integrity (Moult et al., 2023). The collaboration between researcher and the PPI members - 

patient educators from the national heart failure charity were used to ensure the sensitive 

topic of end-of-life conversations were presented to participants in a sympathetic way.  By 

working in a collaborative manner with patient educators the interview schedule (Appendix 

H) was developed from the outset to provide wording that was understandable from a patient 

perspective.  The initial questions were devised by the researcher and sent to patient 
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educators for their input.  Any recommendations for change were discussed at subsequent 

meetings.  An example of this was the original question of ‘do you remember if they told you 

that this condition is not curable?’.  The patient educators felt heart failure patients may feel 

they had been ‘cured’ as drug and device therapies would make them feel better or even 

normal.  Following their suggestions the interview question was reworded as ‘do you 

remember if you were told that this is a life-long condition and was potentially life limiting?’  

 

The interviews were conducted between July 2022 and December 2023.  All the patient and 

care giver interviews were conducted via a video conferencing platform, the reasons being 

that symptoms of heart failure can be unpredictable, and debilitating (Beattie, Higginson and 

McDonagh, 2020c).  The physical activity of engaging with face to face interactions can have 

a negative impact on the participant’s disease (Jaarsma et al., 2021), therefore to enhance 

patient safety whilst taking part in the research it was decided a video platform would be 

preferable. Recruitment was via a national heart failure charity resulted in participants being 

located countrywide, thus the practicalities of participation were aided by the use of an online 

conferencing platform.  In addition, the application for ethical approval was submitted at a 

time when face to face contact between researchers and participants was discouraged due to 

Covid 19, this was particularly relevant to those participants with underlying health 

conditions that increased their frailty risk. 

 

All interviews were digitally recorded and lasted on average forty nine minutes in length, 

with a time range of thirty six minutes to one hour.  They were all recorded in one sitting, 

with no participants expressing a need to pause or stop the interview due to distress or 

exacerbation of their symptoms. The audio recordings and transcripts were stored in a secure, 

password protected University of Essex computer drive.   
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3.9.2 Vignettes, semi structured interviews and interview schedule – phase two 

 The patient and care giver’s findings were presented to community heart failure 

nurses, to establish how they could be implemented into clinical practice. The proposed data 

collection for this phase of the research was to be focus group based, however due to the 

variation in working patterns nationally of community heart failure nurses this had to be 

reviewed. The challenges of data collection were overcome by using one focus group (of 

three participants) and six individual interviews. They were conducted between February 

2024 and March 2024 and lasted on average 56 minutes in length. All forms of data 

collection were conducted via a video conferencing platform, to accommodate the nurse’s 

work patterns.   

 

To gain an insight in these healthcare professionals’ attitudes and opinions regarding the 

evidence, vignettes were used in the conducted interviews (Hughes and Huby, 2002).  

Vignettes are defined as short hypothetical descriptions of actual events (Tremblay et al., 

2022).  They are recognised as being particularly useful when researching sensitive matters 

(Bain, 2024), such as end-of-life discussions and care (Denk et al., 1997). The researcher 

used this method to gain an insight into the professional practice of community heart failure 

nurses whilst they administered this aspect of care.  The scenarios described were 

hypothetical. Bain (2024) expressed concerns that this can result in answers being given in a 

similar, hypothetical manner.  The researcher has addressed this consideration by ensuring the 

vignettes were closely related to the patient and care giver findings whilst maintaining 

participant anonymity. This was achieved by offering descriptions of patient experiences that 

were closely associated with their quotations from the interview transcripts.  
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Vignettes can be used as a stand-alone methods or in combination with other research 

methods (Hughes and Huby, 2002).  The researcher combined them with semi-structured 

interview enquiry, allowing the use of open ended questions which contributed to participants 

providing long, detailed responses (Bain, 2024).  Both the vignettes and semi-structured 

interview questions formed the interview schedule (Appendix I), which ensured the data 

collection methods were integrated into the research design and the theoretical underpinnings 

of the study (Bain, 2024).  It is recognised that these methods can be used within individual 

interviews as well as focus groups (Tremblay et al., 2022).   

 

Data collection was recorded digitally and stored securely on the researcher’s University of 

Essex computer drive, which is password protected. Participants were allocated a pseudonym 

to ensure anonymity was maintained.   

 

3.9.3 Transcription 

 All interviews were transcribed and anonymised by the researcher.  This process 

involved listening to the audio-recordings, and converting them into text to a suitable level of 

detail (Braun and Clarke, 2006a).  The transcript was then compared back to the original 

audio (Braun and Clarke, 2022), ensuring accuracy of the text. 

 

Although it is recognised that this process can be time consuming, and delay the analysis of 

data (Hill et al., 2022), the researcher felt this was not the case.  Converting the audio-

recordings into text, the researcher was able to immerse themselves into the analysis stage 

straightaway. This provided opportunity to annotate, and add meaning to the text (Point and 

Baruch, 2023) inductively as the analysis developed. 
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3.10 Pilot study 

The use of a smaller study to test the research protocol, recruitment strategies and the 

process of data collection is recognised as a pilot to the full study (Hassan, Schattner and 

Mazza, 2006). The procedure of piloting is thought to be more relevant to assessing the 

feasibility of the research process (Jones et al., 2017) than providing data or outcomes on the 

topic being studied (CASP, 2025b). As there are a number of challenges associated with 

palliative care research for example, low recruitment rates and high attrition rates and the 

ethical issues of recruiting end-of-life participants (Chaiviboontham, 2011) the researcher 

considered the ethical challenges associated with undertaking a pilot. This research 

experienced slow recruitment, an expected hurdle in the process of palliative research 

however this allowed time to lapse between the initial 3 interviews, providing opportunity for 

data to be analysed, the research protocol and appropriateness of the interview schedule to be 

considered in relation to the data it collected. The researcher felt a sense of ethical 

commitment in using data obtained from a patient who had been identified as end-of-life, 

therefore did not feel it appropriate to just use interview data as a source of piloting the 

research process. Although a formal pilot study was not undertaken the researcher believed 

the pace of recruitment allowed the feasibility of the research protocol to be assessed.  

 

3.10 Framework data analysis 

Community based participatory research (CBPR), impacts on the interpretation of the 

research results (Schubotz, 2020) as it requires working in partnership with heart failure 

patients and care givers.  To ensure an equal partnership between the researcher and 

participants during the CBPR process (Schubotz, 2020; Warwick-Booth, Bagnall and Coan, 

2021), a Framework approach has been used to offer transparency in the analytical stage.   
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The interconnecting stages within this method clearly describe the routes that guide the 

systematic analysis (Smith and Firth, 2011), allowing both the researcher and patient 

representatives to have a clear view of the exploration of data.   

 

The framework approach was applied to all of the transcripts from both studies; heart failure 

patients, care givers and then community heart failure nurses. The five stages of data 

management provided a systematic process of analysing the raw data, into key concepts 

(Furber, 2010).  From these concepts themes were developed which provided evidence in 

examining participant’s experiences. 

 

3.10.1 Familiarisation 

The first stage of the analysis was to become familiar with the data (Goldsmith, 2021) 

in order to allow the researcher to initially ensure the content of data collected was relevant to 

the research topic (Baldwin and Bick, 2021). Further familiarity obtained an understanding 

(Furber, 2010) of what participants had said relating to the research question (Goldsmith, 

2021), in order to provide an insight into this aspect of care. This was achieved by listening to 

the audio recordings, reading and re-reading the transcripts and studying the field notes that 

were made following each interview, (Srivastava and Thomson, 2009; Hackett and 

Strickland, 2019). 

 

Familiarisation with the material enabled the researcher to become immersed in each 

transcript prior to dividing the data (Ward et al., 2013).  Ritchie and Spencer, (1994) reiterate 

the importance of this process, as the researcher will have formed ‘hunches’ on key issues 

and potential themes during the data collection.  Reappraising the data methodically, by 

reading the transcripts from beginning to end, whilst making notes and adding labels to the 



 89 

data in the margins of the document allows it to be viewed within the context of the collected 

material. Thus ensuring that any labels created, are supported and substantiated by the data 

(Ritchie et al., 2014).   

 

Appendix J shows an extract of an interview transcript (from phase one).  Segments that were 

identified to be of interest and relevant in providing an insight into end-of-life conversations 

and palliative care provision were highlighted and then along with pertinent sections of field 

notes, were transferred into a Word document. By incorporating ‘in-vivo’ codes, key phrases 

were supported by participants own words (Smith and Firth, 2011).  Table 3 presents 

examples of these findings, and demonstrates the thought process during the analysis of 

reoccurring experiences and views of the participants (Ritchie and Spencer, 1994). 

 

Table 3 – Examples of coding 

Interview transcript Description (in-

vivo codes) 

Preliminary thoughts 

(What is this about?) 

Initial 

categories 

I don’t know that precise details 

the um, it was diagnosed 

because of a lot of quite sudden 

and rapid fluid build-up. 

 

‘I don’t know that 

precise details..’ 

Not been told or 

doesn’t remember. 

Gap in 

knowledge 

And so obviously you know 

[they] saw the doctor, etc. Um, 

[they], they then said that they 

thought it was heart failure. Um 

because we, because we felt we 

wanted to know more. 

 

‘They thought it 

was heart failure…. 

we wanted to know 

more’. 

Vague. 

Patient and carer 

needed to know more 

to be informed. 

A need for 

information 

I’ve been very lucky.  That's 

why I've got no regrets. I've 

been very healthy up til this 

time, and I fell to pieces since 

but I can’t help that. 

‘I’ve been very 

lucky’. 

‘That’s why I’ve 

got no regrets’. 

Downplaying severity. 

Having the illness is 

better than dying from 

it. 

Rationalising 

illness 

 

The familiarisation stage continued over a number of days, until the researcher felt they had a 

richer understanding of the data (Ward et al., 2013), whilst ensuring the labels were 
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continually referenced to the study aims and objectives (Furber, 2010).  On completion initial 

codes were identified as being closely associated with emerging themes from the interview 

transcripts. These were then used to construct labels, and in the continuation of the data 

analysis (Ritchie et al., 2014; Baldwin and Bick, 2021). 

 

3.10.2 Constructing the initial conceptual framework 

 The raw data were continually referenced during this section of analysis.  Repeated 

review of the material provided additional immersion and interpretation (Hackett and 

Strickland, 2019), allowing the emergence of new insights from the data (Smith and Firth, 

2011).  The stage of constructing the initial thematic framework, labels and topics were 

organised into themes and subthemes (Ritchie et al., 2014). It is felt by undertaking this more 

specific arrangement of the data it would provider a greater insight and inform the research 

topic. Ritchie et al., (2014) discuss the importance of this process to ensure the inventory of 

what may appear important is pertinent to the objectives of the research. 

 

It is recognised that the initial stages of a framework will be largely descriptive and 

embedded in a set of a priori issues (Ritchie and Spencer, 1994). However, Ritchie et al., 

(2014) believe this to be an important phase, as the analysis will remain grounded in the data.  

Table 4 displays the initial conceptual framework (as used in phase one). Not all of the initial 

labels (as displayed in Table 1) were thought to provide enough evidence and contribution to 

the research question in a significant way, due to either a review of the context of data not 

being specifically relevant to end-of-life conversations and palliative care provision. 

Therefore, they were not included in the development of the framework.   
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Initial Conceptual Framework  

1. Knowledge 

1.1. Degree of knowledge 

1.2. Sources of information 

1.3. Retaining information 

1.4. Interpretation of information 

1.5. Frequency of conversation 

1.6. Preferences of information given 

1.7. Withholding information 

1.8. Understanding of terms used 

1.9. Confidence in information given 

 

2. Support Network 

2.1. Source of support 

2.2. Frequency of support 

2.3. Meeting supportive needs 

2.4. Abandonment 

2.5. Charitable support 

3. Control 

3.1. Take control 

3.2. Losing control 

3.3. Effects on emotions 

3.4. Rationalise diagnosis 

 

4. Communication 

4.1. Honesty 

4.2. Timely conversations 

4.3. Inclusivity 

4.4. Gently 

Table 4 – Initial conceptual framework 

3.10.3 Indexing and sorting 

 The initial framework was then referenced back to the interview transcripts (Furber, 

2010), re-immersion of the data enabled labels to be applied to sections of data (Ritchie et al., 

2014).  This was done by re-reading each sentence, and paragraph to determine what was 

being said by the participant, and decide which section of the framework it would sit in 

(Ward et al., 2013).  Table 5 demonstrates an example of this, in column A, there are the 

preliminary themes and subthemes, whilst in column B there are extracts of the transcripts 

thought to be pertinent to that particular theme.  The bold text are highlighted extracts that 

were considered to be relevant to the specific subtheme.  These bold extracts are displayed 

within the original text, to ensure there was no loss of context of data (Furber, 2010). 

Baldwin and Bick, (2021) describe this phase as being crucial in allowing the researcher to 

examine each theme individually, so each subtheme can be explored further. Whilst these 

early stages are to be completed methodically, analysis is still seen as crude, and ongoing 

adjustments maybe needed (Ritchie et al., 2014).   
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Column A – subtheme  Column B – data extracts 

1.0 Knowledge 

1.1 degree of knowledge  

 

I don’t know that precise details the um, it was diagnosed 

because of a lot of quite sudden and rapid fluid build-up. 

1.1 degree of knowledge And so obviously you know she saw the doctor, etc. Um, she, they 

then said that they thought it was heart failure. Um because we, 

because we felt we wanted to know more. 

 

1.1 degree of knowledge that was that was good, I mean we, we knew at that point that 

this condition was going to deteriorate over time and that, 

ultimately, you know, be at least at the very least a significant 

factor in in her you know when she died. 

Table 5– Examples of indexing 

 

3.10.4 Reviewing data extracts 

 This stage is to reassess the indexed data and consider alternative ways of organising 

data to establish more refined groups (Baldwin and Bick, 2021).  In re-reading the ‘piles’ of 

indexed data, data extracts were examined to ascertain whether there were any relevant 

themes that may have been missed from the initial conceptual framework (Ritchie et al., 

2014). Each subtheme was reviewed and Table 6 demonstrates how the framework was 

amended or merged to develop a conceptual framework.  By undertaking this process, the 

smaller themes that neglected to offer anything new to the research question or omitted to 

offer enough data to underpin them were discarded to prevent disjointed data (Ritchie et al., 

2014). 

 

 

 

 

 

 



 93 

 

Initial Conceptual Framework Conceptual Framework 

1. Knowledge 

1.1 Degree of knowledge 

1.2 Sources of information 

1.3 Retaining information 

1.4 Interpretation of information 

1.5 Frequency of conversation 

1.6 Preferences of information given 

1.7 Withholding information 

1.8 Understanding of terms used 

1.9 Confidence in information given 

 

2. Support Network 

2.1 source of support 

2.2 Frequency of support 

2.3 Meeting supportive needs 

2.4 Abandonment 

1. Knowledge 

1.1 Degree of understanding 

1.2 Experiences of receiving information 

 

 

 

 

 

 

 

 

2. Support Network 

2.1 Support needs 

2.2 Experiences of receiving support 

 

 

Table 6 – Example of revised conceptual framework 

 

3.10.5 Data summary and display 

 The final stage of framework analysis prior to undertaking the interpretative phase is 

advocated by Ritchie et al., (2014), and involves data being organised into a format that is 

increasingly manageable (Somerville, Jonuscheit and Strang, 2023).  Sections of data that 

were indexed were arranged in a spreadsheet format, providing a chart of themes (Srivastava 

and Thomson, 2009).  This allowed the researcher to move back and forth throughout the 

themes, without neglecting the raw data, providing a platform for cross case and within case 

analyses (Ritchie et al., 2014).  Table 7 displays an example of the matrix.  The first lefthand 

column are participant’s pseudonyms, allowing each participant their own row within each 

theme (Somerville, Jonuscheit and Strang, 2023), and individual subthemes have their own 

column which allows the researcher to see each participant’s contribution in each theme 

(Somerville, Jonuscheit and Strang, 2023). Each subtheme column contain extracts taken 

from the indexed data, with sections of text from researcher’s own thoughts underlined.  This 
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process allowed further immersion of the data, whilst providing an increased understanding 

on the varied content (Ritchie et al, 2014).  Once the data had been organised in this way, 

attempts were made to establish what has happened between each theme or subtheme 

(Baldwin and Bick, 2021). The review of each experience, and participant views were 

recorded (Baldwin and Bick, 2021).  

 

Theme: Knowledge 

Case 1.1 Degree of understanding 1.2 Experiences of receiving 

information  

Number: 1 

 

Pseudonym:  

Sue 

 

Classified: 

Care giver 

 

 

 

Understandable information, advice 

was clear regarding progression. 

‘that was that was good, I mean we, 

we knew at that point that this 

condition was going to deteriorate 

over time’ 

 

 

 

Individualised information, no inclusive 

to other family members.  They were not 

given comprehensive information. 

Missing information. 

‘my [relative] had a couple of 

conversations with the district nurse who, 

who was basically saying you know it's 

quite likely that your [relative] hasn't got 

very long, but... they didn’t really discuss 

any options’ 

 

Table 7 – Example of the matrix 

 

Following on from the matrix, data was then arranged into detected elements using 

participant’s own words to describe their experiences in correlation to these citations detected 

elements were listed that describe the data extracts.  Table 8 shows an example of this.   

 

Column A 

Summaries for subtheme 1.1 degree of 

understanding 

Column B 

Detected Elements 

No. 2 ‘it probably left us a bit up in the air.  I didn’t 

realise I was just as bad as I was’. 

 

 

• Up in the air. 

• Abandoned, unsure. 

• Unaware of seriousness of condition. 

No. 10 ‘[they] said it won't cure you. It really won’t 

cure you, you know.  And I knew that anyway 

because of what I’d been told previously’. 

• Reiterated information. 

• Able to recall information given. 

• Accepted due to awareness. 

 

Table 8 – Example of detected elements 
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The process provided a list of elements, which were then sorted according to their key 

dimensions (Baldwin and Bick, 2021), progressing away from the descriptive analysis into 

the analytical properties with the development of thoughts becoming apparent (Ritchie et al., 

2014).  For example, as displayed in Table 8, participant 10 described experiences of having 

end-of-life conversations with their clinicians. The element associated with this ‘reiteration’  

of conversations enhanced the patient’s ability to ‘recalling information’.   The detected 

elements were then listed, and analysis of these characteristics provided the key dimensions 

relating to the research topic (Ritchie et al., 2014). Table 9 demonstrates an example of this.  

Next to each element listed there are numbers bracketed, these refer to each participant 

identifier to allow identification of where this element is detected (Ritchie et al., 2014). Once 

the key dimensions were identified, the final themes are extracted.  These have summarised 

any variation whilst ensuring all relevant data is included (Ritchie et al., 2014).   
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Column A 

Detective Elements across the data set for ‘experiences of 

receiving support at the end-of-life'. 

Column B 

Key Dimensions 

 

▪ Inclusive support for carers (1) 

▪ Family support network (2) 

▪ Needed the nurse (3) 

▪ Consistent care from heart failure nurse (5)  

 

 

Support needs 

▪ No ownership of regular support (4) 

▪ Been left, felt abandoned (7) 

 

Impact of no support 

▪ Desperately frustrating and upsetting (1) 

▪ Struggled as alone (4) 

▪ Family support impacts emotions (7) 

▪ Lull in support caused stress (8) 

 

 

Emotional impact 

▪ Reassurance from phone call (3)  

▪ Just verbal support (5) 

▪ Converse in person or phone (8) 

▪ Comfort from accessible support (9) 

 

 

Types of support 

▪ Specialist overseeing care (1) 

▪ Trusted support (3) 

▪ Personalised coping needs (5)  

▪ Continual, trusted care (6) 

▪ Reassurance from specialist support (7) 

▪ Agreed care decisions (10) 

 

 

Collaborative 

partnership 

Table 9 – Example of key dimensions 

 

 

It is from the identified key dimensions that the subthemes and themes were extracted.  Table 

10 demonstrates an example of this. 

 

Theme Subthemes 

6. Support delivery  6.1 The types of support available 

6.2 Identified support needs 

6.4 The impact of having a collaborative partnership 

6.5 The emotional impact of receiving support 

 

Table 10 – Example of subtheme and theme development 

 

The process of framework analysis has been described and examples demonstrated from 

phase one of the research.  Phase two – the data analysis obtained from community heart 

failure nurses, underwent the same method. 
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3.11 Participatory research feedback 

 Initially patient educators from the national heart failure charity were invited to 

provide feedback on the patient and care giver data analysis.  A hiatus in reciprocal 

communication from the charity resulted in the researcher seeking advice from the patient 

and public involvement team from the East of England Applied Research Collaboration 

(ARC) who were part funding this research.  The advice sought involved guidance on how 

the researcher may engage with the charity in a more profitable manner to obtain feedback on 

the analysis, without breaking down the collaborative relationship between researcher and 

charity.  It was advised that the findings should be presented to the national heart failure 

charity in the format of easy read, layman, non-medical terms to ensure they understood the 

interpretation of the data.  An example of this is demonstrated in appendix K.  There were 4 

patients who provided the feedback from the heart failure charity, this gave the researcher 

reassurance that their analysis was reflective of patient’s experiences.  The researcher then 

fed back to the ARC patient and public involvement group, to apprise them of the progress 

made with obtaining PPI feedback on the patient and care giver data analysis. 

 

3.12 Ethics 

 Ethical approval was obtained for phase one – recruitment of heart failure patients and 

their care givers was initially sought through the heart failure charity. Due to the charitable 

contact agreeing to assist and identifying themselves as a potential gatekeeper from a non 

NHS source, the ethical approval application was made via the University of Essex.  

Structural reorganisation within the charity during the researcher’s ethics application resulted 

in a loss of the original gatekeeper. It is thought that in being able to access a vulnerable 

population a gatekeeper is vital due to the advantages they bring in the form of local 

influence and motivation of potential participants to take part (Dempsey et al., 2016).  This 
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research was subject to low recruitment numbers, and due to this looked to alternative 

resources to seek participants. An amendment to the ethical application obtained through the 

University of Essex was obtained, allowing the promotion of the study through appropriate 

charitable sources.  Potential patients were not actively recruited from in-patient areas within 

hospice facilities, as it was felt these patients were likely to be either actively dying or 

experiencing unstable symptoms (Westlake and Smith, 2015). The promotion of this research 

was restricted to the out-patient waiting areas where patients’ conditions were likely to be 

more stable. Ongoing low recruitment numbers continued and resulted in the researcher 

seeking alternative sources of potential participants, and when it became necessary to widen 

the recruitment net to include NHS trusts, a separate ethical approval was obtained from the 

health research authority through the IRAS system for phase one – recruitment of patients 

from the supporting healthcare trust (Appendix L).  This provided access to potential 

participants who had been diagnosed with heart failure and identified as requiring palliative 

care. The use of healthcare professionals as gatekeepers enabled the patient’s condition to be 

assessed prior to approaching them to take part, and those patients who were felt to be 

unstable or actively dying were omitted until a stage where their condition was improved.  In 

this situation the health of the potential participant was put before the need to be part of the 

study (Kars et al., 2016). 

 

3.13 Informed consent 

 For a participant to make an informed decision when consenting to take part in 

research, they must be provided with adequate information, which includes the risks and 

benefits of study involvement (Fouka and Mantzorou, 2011).  Whilst the consent process is 

usually described as ‘static’ (Beaver, Luker and Woods, 1999), the unpredictability of a heart 

failure patient’s symptoms (Browne et al., 2014), and the frequent changes in work 
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commitments for community heart failure nurses, influenced how consent was obtained 

within this study.  The use of ‘process consent’ was employed at regular intervals, enabling 

the researcher to clarify participants willingness of being involved in the research process 

(Addington-Hall, 2002); for patients - to ensure their disease trajectory was not influencing 

the patient’s cognitive impairment and their physical abilities to undertake the interview 

(White and Hardy, 2010), and for nurses – to confirm their working practice accommodated 

the freedom to be interviewed. 

 

3.13.1 Consent process – phase one 

All patients and care givers that had expressed an interest in participating were 

contacted via phone or email to reiterate the purpose of the research, confirm their desire to 

take part and provide an opportunity for them to express any questions. Once their intensions 

had been corroborated by the participant, they were sent another copy of the PIS (to ensure 

they had received a copy) and the consent form (Appendix O).  On returning a signed consent 

form the researcher then contacted the participant again to arrange a convenient date and time 

for the interview (DeJonckheere and Vaughn, 2019), providing them another opportunity to 

express any questions they may have.  A further contact was made by the researcher on the 

day of the appointment to ensure the participant felt well enough, and happy to proceed with 

the interview. 

 

This approach allowed each participant opportunities to decide when they would like to be 

interviewed (Beaver, Luker and Woods, 1999), and enabled the researcher to assess the 

patient’s clinical state to ensure participation would cause no harm to the interviewee. 
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3.13.2 Consent process – phase two 

 The community heart failure nurses, on receiving the invitation to participate 

identified themselves by contacting the researcher directly via secure NHS.net email.  

Opportunities were provided for them to ask any questions relating to the study, and to notify 

the researcher of a convenient date and time they wanted to be interviewed.   

 

Consent forms and another copy of the PIS were emailed to each participant individually, to 

ensure anonymity.  Once the participant had returned the signed consent form, an invite to 

take part in a video conferencing platform interview was sent, again via secure email. 

 

3.14 Confidentiality and anonymity 

 Adhering to the codes of ethical approval both for anonymity and confidentiality of 

participants were addressed. The procedures used were identical for both parts of the study.  

Participants were provided with a written version of the procedures in the form of a PIS 

(Fouka and Mantzorou, 2011), and verbal reiteration of the process was given at the 

beginning of the interview as the researcher followed a documented check list (Appendix P). 

 

Confidentiality was maintained by anonymising all transcripts, by removing all identifiable 

data.  Anonymised transcripts and audio recording were stored on a secure University of 

Essex computer drive, only accessible to the researcher.  Any back-up audio recordings were 

permanently deleted at the end of the interview, once it was confirmed the video conferencing 

platform had successfully taped the interview, and it had been saved to the secure computer 

drive.  Each interview and associated paperwork were allocated with a number to ensure all 

documents were anonymised.  To guarantee confidentiality each participant was given a 
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pseudonym and only extracts of the interview transcripts were available to those outside the 

research process. 

 

All participants were notified that anonymised interview transcripts were only accessible to 

the researcher and their supervisors.  Whilst anonymised extracts may be used in the data 

analysis, write up and dissemination of the study findings. 

 

3.15 Risk of harm 

 As a registered general nurse the researcher has a duty of care to their patients 

(Nursing and Midwifery Council, 2010). This was an ethos that continued throughout the 

planning, and implementation of the research process.  The completion of a documented risk 

analysis as part of the ethical approval procedure, prior to data collection (Warwick-Booth, 

Bagnall and Coan, 2021), enable the researcher to address potential risks to both participants 

and the researcher themselves.  

 

The risks of research can evolve from the research topic (Ritchie et al., 2014), which is 

especially pertinent when researching sensitive topics, such as end-of-life discussions.  Safety 

procedures were made clear to each participant prior to the interview. Confidentiality was to 

be maintained throughout, but should at any time the researcher feel the participant was at 

risk, this confidential agreement may be broken. In this situation the researcher would discuss 

these findings with the participant and converse how they should be resolved.  

The researcher addressed the potential expectations of the participants due to their dual role 

of both nurse and researcher.  Whilst the researcher would use their professional skills to 

assess the participant’s physical and psychological state before, during and after the 

interview, their professional capacity was as a researcher. Therefore they would not be able to 
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offer any medical or counselling advice.  Participants were offered a follow-up contact with 

the researcher within one week post interview, to consider the topic discussed and if required 

their sources of support available to them within their circle of care. Whilst all participants 

accepted the additional contact, there were no support needs identified from this contact. In 

keeping with the findings of Bloomer et al., (2018) participants only described a therapeutic 

benefit of taking part.  

 

Participants were advised they could withdraw from the research at any time, and during the 

interview if they became distress or emotional the interview could be paused, rescheduled or 

discontinued. All interviews were completed at the proposed date and time agreed, with no 

attrition at this stage of the study. 

 

There was no risk identified for the researcher, due to their experiences of having end-of-life 

conversations previously with this patient group, and their care givers.  The provision of 

regular meeting with their supervisors allowed the opportunity for any concerns to be 

discussed. 

 

3.16 Quality measures 

 To enhance trustworthiness to the data interpretation and findings, credibility checks 

have been incorporated into the study design, data analysis and interpretation of findings.  

The assessment criteria for qualitative research, as advocated by Yardley, (2000) has been 

used, and will be displayed as the four key dimensions: sensitivity to context; commitment 

and rigour; transparency and coherence; and impact and importance.  
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3.16.1 Sensitivity to context 

 Sensitivity to context was addressed by using a methodical approach to exploring the 

literature pertinent to end-of-life conversations and palliative care provision.  The decision to  

focus on research specific to heart failure patients, and care giver’s perspectives was 

deliberate to ensure it represented the particular social context surrounding this group.   

 

The study design was carefully considered when contemplating how this vulnerable group 

would be interviewed.  The use of a community based participatory research methods 

provided the voice of those who had experienced this disease. This collaborative approach 

ensured equality and respect between research and the heart failure patient educators 

providing a legitimate voice to both parties (Bastida et al., 2010).  

 

To remain sensitive to this vulnerable group’s circumstances the decision was made to 

interview them online, ensuring that participation did not impact on their physical and 

cognitive symptoms.  Semi structured, open interview questions were used to allow 

participants to express their own views, whilst avoiding researcher bias through the use of 

leading questions. 

 

3.16.2 Commitment and rigour 

The aspects of the data collection and analysis process are elaborated on previously 

within this chapter.  A commitment has been demonstrated by the extensive engagement of 

the data.  This included the undertaking of interview transcription, to ensure the researcher 

was fully immersed in the data (Ritchie et al., 2014). 
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Respondent validation through the use of community based participatory research provided 

rigour to the research findings (Mays, 2000), in seeking feedback on the research analysis 

allowed those with the patient voice to be represented through each stage of the research 

process (O’Sullivan, Desmond and Buckley, 2023). Critiques of the findings were then fed 

back to the researcher to confirm the analysis was comparable of a patient perspective, and 

experiences.   

 

3.16.3 Transparency and coherence  

 The methodological decisions made throughout the research process have provided 

transparency and coherence. The use of qualitative methods are described as appropriate for 

examining the intricacies of patient experiences relating to the provision of their healthcare 

(Smith and Firth, 2011; Gale et al., 2013), and are associated to the research aims and 

question. Stages of Framework analysis provide a transparency during the process of analysis 

(Furber, 2010) by using a systematic approach.  

 

Reflexivity in the research process enables the researcher to consider how they have 

influenced the collection of data, and its analysis (Mays, 2000).  The researcher’s 

professional background prior to embarking on this research, has the potential of imposing 

bias on all aspects of the process. Therefore a reflective research diary, and notes were 

recorded after each interview.   

 

The use of CBPR also provided consistency through the research process. By following a 

structured progression through the study, the researcher and patient representatives worked 

collaboratively in agreeing on the topic of interest, recruitment, data analysis and 

dissemination of the research findings (Bastida et al., 2010). 



 105 

3.16.4 Impact and importance 

 The experiences of heart failure patients and care giver’s taking part in end-of-life 

conversations is rarely documented within current empirical research.  The findings from 

phase one were presented to community heart failure nurses within phase two, to establish 

how they can be implemented into clinical practice.  The evidence reported in this research 

has been undertaken with the intention of improving clinical practice for heart failure 

patients. Disseminating these findings will aim to impact of patient care. It is hoped that 

sharing the results with the wider health policy audiences will assist in facilitating change in 

care provision (Wilson et al., 2010). The use of a co-produced study such as CBPR is 

believed to add importance to the research by improving the relevance, and quality of  

findings in actively working in collaboration with those who have the lived experiences 

(Springer and Skolarus, 2019). 

 

3.17 Chapter summary 

 This chapter has discussed and outlined the methods used for this research. The aims 

of the study are to gain insight into heart failure patients and care giver’s experiences of end-

of-life conversations and palliative care provision.  These findings were then presented to 

community heart failure nurses to establish how they can be implemented into clinical 

practice.  The theoretical underpinnings of the research question and the use of participatory 

research methods have dictated the application of qualitative methods, with data collection 

gained by semi structured interviews, and focus groups. Framework analysis was used in both 

phases of the study to provide comparable data set analysis.   

The following chapter will address the findings from the perspective of the proposed research 

question of what are heart failure patients and care giver’s experiences and preferences of 
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end-of-life conversations and palliative care provision, and how can these be implemented 

into clinical practice.  
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Chapter 4. Analysis 

4.1 Introduction 

This chapter presents the findings from both arms of the study.  The process of 

analysis is demonstrated in Figure 4. The initial collection of data within phase 1 involved 

interviewing heart failure patients and their care givers.  This provided experiences of taking 

part in end-of-life conversations and receiving palliative care. The data was analysed using 

Framework thematic analysis where themes were derived from the lived experiences of the 

participants (Braun and Clarke, 2006b). 

 

For phase 2 of the study real life vignettes were obtained from the descriptions patients and 

care givers provided, and were presented to community heart failure nurses using fictious 

names to protect the participants identity and maintain confidentiality.  These provide a focus 

for conversation within either focus groups or individual interview with the nurses, allowing 

the capture of participant’s responses to the same stimulus (Hughes and Huby, 2002). An 

example of a vignette can be found in Appendix H. Qualitative data was collected from the 

nurse’s response to the vignettes, along with the use of semi-structured interview questions to 

obtain an insight into end-of-life conversations and palliative care provision from a 

clinician’s perspective. 

 

Phase 3 of the research allowed the comparison of themes derived from phase 1 and phase 2 

of the research to establish how the findings and preferences could be implemented into 

patient care to improve clinical practice.  
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Figure 4 - Phased approach to data analysis 

 

The 2 data sets from patients and care givers within phase 1, and from heart failure nurses 

within phase 2 provided 2 separate data sets that were both analysed using framework 

thematic analysis. This delivered comparable data from both phases 1 and 2 which allowed 

the final phase to provided evidence on recommendations to improve clinical practice. 

 

Heart failure patients and care givers were interviewed 

using semi structured interviews, to obtain experiences 

and preferences of taking part in end-of-life 

conversations and palliative care provision. 

Patient and care giver data was analysed using thematic 

analysis and presented as vignettes. 

Phase 1 

Patient and care giver’s vignettes were presented to 

community heart failure nurses, data was collected from 

the nurse’s responses to the vignettes. 
Phase 2 

Community heart failure nurses were also interviewed 

using semi structured interviews, to obtain experiences 

of taking part in  end-of-life conversations and 

palliative care provision.  

Phase 3 
A comparison of data between the patients and care 

givers and heart failure nurses to establish how these 

findings could be implemented to improve clinical 

practice. 

Community heart failure nurse’s data was analysed 

using thematic analysis. 



 109 

4.2 Participants 

Table 11 shows the demographics for the patient and care giver’s sample from phase 1 of the 

study. It includes the pseudonym given to each participant. 

Pseudonym Age Gender Ethnicity Patient or care giver 

Nicola 26 Female  White, British Patient  

Polly  39 Female  White  Patient  

Andrew 46 Male  White, British Patient  

Phillip 56 Male  White, British Patient  

Haley  59 Female  White, British Patient  

Sue 70 Female  White, British Care giver  

Stella  76 Female  White, British Care giver  

Paul  78 Male  British national Patient  

Robert 82 Male  White, British Patient  

Thomas  85 Male  Mixed race Patient  

Table 11. Patient and care giver sample 

 

The demographics of the community heart failure nurses from phase 2 of the study are 

displayed in table 12, below. All nurses identified themselves as specialising in community 

heart failure.  

 

Pseudonym Age  Gender   Ethnicity  Geographical area  

Jenny 26 Female White, British South east England 

Shelley 39 Female White, British East England  

Jessica 44 Female White, British East England  

Joanna 53 Female White, British South east England 

Beth 53 Female White, British East Midlands 

Fiona  56 Female White, British Northern England 

Laura 57 Female  White, British North west England 

Mary 60 Female White, British South east England 

Ellen 67 Female White, British South east England 

Table 12. Community heart failure nurse sample 
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4.3 Themes and subthemes 

 The two data sets from phase 1 and phase 2 were analysed separately, to provide 

themes and subthemes from the perspectives of patients and care givers, as well as 

community heart failure nurses.  Each phase of the study had a slightly different focus.  Phase 

1 obtained experiences and preferences on end-of-life conversations and palliative care 

provision from heart failure patients and care givers.  In phase 2 the community heart failure 

nurses were presented with phase 1 findings to gain their experiences of end-of-life 

conversations, with phase 3 comparing the experiences to provide an insight into how the 

preferences from patients and care givers could be implemented into clinical practice to 

improve patient care.  As a result some themes and subthemes emerged from both data sets, 

for example the difficulty of having end-of-life conversations was discussed by both patients 

and care givers and by heart failure nurses, both phases highlighting that these discussions are 

classed as difficult however, needed to take place. Alternative themes were only apparent 

from a single phase of the study. For example patients and care givers were able to describe 

the psychological impact of inadequate information being given to them, whilst this was not 

something the nurses had experienced as the delivers of the information rather than the 

receivers. Results were then compared to offer an insight into the experiences of taking part 

in heart failure end-of-life conversations and palliative care provision, and how their 

preferences can be implemented into clinical practice. In comparing the themes from each 

phase of the study phase 3 demonstrated that certain themes were pertinent to both participant 

groups of the study, whilst others were only derived  from one group (e.g. patient and care 

givers or community heart failure nurses) . 

 

Table 13 demonstrates an overview of the themes and subthemes from both data sets, and 

how some have overlapped between the two. 
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Data set – patients and care givers Data set – community heart failure nurses 

Themes  Subthemes  Themes  Subthemes  

1. Conversation 

practices 

1a. it is a difficult 

conversation 

 

1b. Conversations should 

happen; however they do not 

 

1. Conversation 

practices 

1a. it’s a difficult 

conversation 

 

1b. Conversations should 

happen; however they do 

not  

 

2. Interpreting 

information 

2a. Left us up in the air 

 

2b. I don’t remember 

  

  3. Influences on 

initiating end-

of-life 

conversations 

 

3a. Everybody immediately 

thinks the worst 

 

3b. Not enough time 

 

3c. Gradually build that 

trust 

  4. Influences on 

palliative care 

delivery  

 

 

4a. Just as long as someone 

does it 

 

4b. prioritisation and 

variation of end-of-life 

conversations and palliative 

care 

5. Autonomy 5a. Emotional impact 

 

5b. Rationalising illness 

5. Autonomy 5c. Competence and 

confidence 

6. Support 

delivery  

6a. The types of support 

available 

 

6b. Identified support needs 

 

6c. The impact of having a 

collaborative partnership 

 

6d. The emotional impact of 

receiving support 

6. Support 

delivery 

6a. The types of support 

available 

 

 

 

6c. The impact of having a 

collaborative partnerships 

 

6d. The emotional impact of 

receiving support 

 

Table 13. Themes and subthemes 

4.3.1 Theme 1: Conversation practices  

 This core theme and its 2 subthemes were derived from both phase 1 and phase 2 of 

study analysis. The experiences of taking part in end-of-life conversations were discussed 

within both data sets due to all participants having had experiences in undertaking these 
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discussions. The theme will now be examined to provide a comparison of experiences 

relating to the influences on initiating these discussions and being involved in them. 

 

Subtheme 1a: It is a difficult conversation 

 Participants across both data sets have discussed conversation practices which have 

resulted in negative experiences for them.  Patients and care givers described the process of 

receiving information from their healthcare professionals. They discussed how their lack of 

understanding of heart failure, and how its association with being a terminal illness made 

them feel unprepared for the sensitive conversations. For example Stella, who is a care giver 

(CG) said 

 

… to tell you in that way we had no idea we had no idea (Stella, CG). 

 

The experiences patients and care givers have of delicate discussions, whilst being unaware 

of the disease and progression resulted in distress.  They have described how this could be 

avoided. By being prepared Robert, a patient (P), felt would have alleviated some anguish 

caused by the conversation: 

 

It came out too sharp, they probably could have been introduced a little bit easier 

(Robert, P). 

 

Some participants described how being forewarned of the instability of heart failure and the 

progression of their illness would have enabled them to cope with its deterioration.   

Nurses have recited incidence within practice of reluctance and active avoidance from fellow 

clinicians to have these discussions.  Mary a heart failure nurse (N) has endorsed this idea: 
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actually I do think sometimes it's deliberate avoidance at the point of diagnosis 

because it's a, it's a difficult conversation (Mary, N).    

 

Likewise, Joanna also a nurse recounted how she had experienced a similar occurrence when 

caring for her patients. She described how physicians had referred patients to the heart failure 

service, without acknowledging their deteriorating symptoms, or considering the terminal 

aspect of their condition. The clinician’s reluctance to address the terminal needs of the 

patient resulted unrealistic treatment expectations from ill-informed patients and care givers.  

 

not even with GPs. The patients will be deteriorating. Oh, we'll refer to the heart 

failure nurses. And if that's going to, we're going to change everything and make them a 

whole lot better. And there's not that conversation there (Joanna, N). 

 

Whilst community heart failure nurses agreed with patients and care givers that conversations 

are avoided, resulting in ill-preparation for the terminal phase of the disease, some nurses 

have attempted to rationalise this omission by considering the personality traits of some 

healthcare professionals.  Shelley reflected on the members of her heart failure team, and 

described how different dispositions can influence their clinical abilities and reluctance in 

having sensitive conversations with patients: 

 

there are some in the team that are a bit more timid or a bit would feel a bit more 

unable to deliver the conversation (Shelley, N). 

 

The concept that healthcare professionals avoided end-of-life conversations was a 

reoccurring theme which has evolved from the heart failure nurse data and perhaps goes 

some way to explaining the inadequacy of about end-of-life conversations reported by 

patients and care givers.  
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Community heart failure nurses have rationalised not initiating end-of-life discussions by 

describing concerns of being wrong, and the impact this will have on their patients.  Concerns 

that these conversations would negatively affect patients and care givers prevents them from 

being conducted, even though they acknowledged that having the discussion is an important 

aspect of end-of-life care. For example, Jenny said 

 

 I think there is a balance with it a little bit about you don't want to mention it really, 

really early because it might also scare them (Jenny, N). 

 

Ellen likewise discussed her experiences of having end-of-life conversations, when thinking 

about the emotional impact on her patients.  She described feeling conflicted, as she felt her 

patients needed to be informed however she then considered the negative effect it may have 

on the patient.  

 

 I think we tend to sort of play it by ear, so I'll, I'll talk about a life limiting condition 

which is near as I can get, but I'll madly backtrack (Ellen, N). 

 

These actions demonstrated a reluctance from healthcare professionals to provide patients 

and care givers the information they need to cope with their illness. 

 

Subtheme 1b: Conversations should happen; however they do not 

 Patients and care givers have described experiences of not being able to access 

sources of information that is needed to enable them to manage their symptoms and care 

choices. They expressed a need for there to be resources available to access, when they 

require it.  Andrew described his experiences of unobtainable information at a time when his 

symptoms were unstable: 
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 there's nothing you could you could tap into, and at a time when I probably needed 

that (Andrew, P). 

 

Likewise, Haley expressed a need for healthcare professionals to be open with their patients, 

to enable them to cope with their changing condition.  This desire for information is 

preferrable whilst the patient is well enough to make care decisions. 

 

I think we should be a lot more open about it. And know exactly what is around for us, 

what is available. Who can help us. We tend to leave it too late. You know it's always at the 

end when you're not as healthy as you could be, or you're not set up for it (Haley, P). 

 

The request to be informed has been described by both patients and care givers.  With 

participants expressing a need for their healthcare professional to share information with 

them.   

 

Heart failure nurses, patients and care givers all acknowledge a need for information giving 

to be an ongoing process. Nurses describe the importance of providing gradual information to 

their patients to improve recall and understanding, preventing the negative emotional impact 

end-of-life conversations will have.  For example Laura said 

 

if you really are surprising them, they're not going to take a lot on board beyond you 

telling them that anyway. So you need to follow it up with some more time at in another place 

when they've had chance to think chance to speak to their family or you know (Laura, N). 

 

Patients reiterated the need for repeated conversations by agreeing with heart failure nurses, 

that information does get forgotten. Nicola expressed concerns that assumptions are 

sometimes made by healthcare professionals regarding the information they give to patients 

and care givers, impacting on their own level of understanding. 
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They stop saying it... And a lot of the time you've either forgotten or you don't know it 

in the first place. Like it can never hurt to say something again (Nicola, P). 

 

Shelley (a heart failure nurse) elaborated on this recommendation by discussing the timing of 

conversations, highlighting the importance of introducing the topic early on in the disease 

trajectory to improve patients and care givers understanding. 

 

 I think it's really important to make sure that you kind of eke in this information early 

on and in drips. Rather than just go in and go right, this is what we're doing (Shelley, N). 

 

The opinion from nurses of a gentle, gradual information giving to patients and care givers is 

viewed as empowering to them.  This ensures that any care decisions are made as a joint 

decision, and using a collaborative conversation.   

 

It's about revisiting what you know where you're at and what we actually mean by the 

terminal part of heart failure… know the trajectory is very different and it's about explaining 

the process and what that might entail (Fiona, N). 

 

Jenny discussed the importance of adapting information giving to the level of patient’s 

understanding.  This was felt to ensure patients were fully informed and then able to use the 

information given in the their decision making. 

 

it's just making sure that it's explained to the patient clearly and checking their 

understanding a little bit as well (Jenny, N). 

 

Patients, care givers and community heart failure nurses all have experience of these 

discussions and as such acknowledge that end-of-life conversations were difficult to 

undertake, and as a result rarely happen. On occasion when they are executed it is in a 
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suboptimal manner.  The challenges associated with this task, mean they are often actively 

avoided by healthcare professionals who either expect other clinicians to initiate discussions 

or delay addressing this sensitive topic themselves.  The consequences of this avoidance is 

patients and care givers are ill-informed to make care decisions, and feel isolated by the lack 

of information.  There is an identified need for end-of-life conversations to take place from 

all participants, and recommendations that there should be repeated discussions to ensure 

patients understand their disease progression, thus enhancing their abilities to make decisions 

regarding their care. Patients and care givers want to be informed regarding their illness and 

know the sources of information to manage their changing clinical needs. 

 

4.3.2 Theme 2: Interpreting information (patients and care givers) 

This theme is derived from the patients and care givers interviews only. Receiving 

and interpretating information has an impact on patients and care giver’s abilities to make 

individualised care decisions. Due to this participant group being the receivers of information 

the researcher felt this was likely to be a theme pertinent to just their experiences. The 

limitation of end-of-life conversations restricts participants understanding of their condition, 

whilst having a negative effect on them emotionally.  

 

Subtheme 2a: Left us up in the air 

 Patients and care givers described the impact of not being given information by their 

healthcare professionals.  Sue (a care giver) described the initial consultation with her 

relative’s physician, and how inadequate information giving resulted in them, as a family 

needing to seek further information from alternative sources.  

 

And so obviously you know she saw the doctor, etc. Um, [they], they then said that 

they thought it was heart failure... we felt we wanted to know more (Sue, CG). 
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This experience was similar for Phillip, who as a patient had received written correspondence 

from a clinic contact with his physician.  Due to the limited information given to him verbally 

during that contact, he was unable to understand the letter causing him distress: 

 

I have no understanding what they've written (Phillip, P). 

 

The lack of information given to patients and care givers is described as having a continual 

emotional impact on their ability to rationalise and manage the disease. Polly explained the 

omission of information left her feeling isolated, as the symptoms she was experiencing were 

not explained: 

 

I didn't know hardly anything of what I was going through was not normal… I 

literally have been left in the dark just to say. (Polly, P). 

 

Likewise, Robert had a similar experience when describing the lack of conversations 

regarding the deterioration of his symptoms, and how this resulted in him feeling abandoned: 

 

 It probably left us a bit up in the air. I didn’t realise I was just as bad as I was (Robert, 

P). 

 

Participants were unable to manage their condition due to their lack of understanding, 

resulting in them feeling unprepared for any changes in symptoms or progression of the 

disease.  These experiences extended to both patients and care givers.  For example, Stella (a 

care giver) stated whilst recalling conversations regarding their relative’s heart failure and its 

deterioration.  The lack of information has caused anxiety for her, as she is unable to 

rationalise symptoms: 
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Since then, I have not moved from here because I won't leaving [them].  You know 

unless there is our [relative] or [relative] other than that I won’t. Um, but that was the 

devastation that we had Christmas just before Christmas, and I believe that is what they do 

say, because I found since 2 of the people who was told the same thing. So, it, it wasn't no 

build up, and there wasn’t no explaining (Stella, CG).  

 

Similarly Thomas (a patient), described his experience of receiving information as the 

symptoms worsened.  When questioned if he had been told what to expect as his disease 

advanced, he felt that information had not been given to him or not in a way that was clear 

for him to understand: 

 

No they didn’t seem to go into that technicalities, or if they did, I missed it (Thomas, 

P). 

 

Patients expressed belief that healthcare professionals had deliberately withheld information 

from them. This idea was captured by Andrew (a patient) who described his experience of a 

hospital admission due to his sudden deterioration of heart failure symptoms.  At the time he 

felt he was not fully informed of his condition. The lack of information impacted on his 

ability to rationalise his illness, his symptoms and recovery: 

 

they didn't say much at the time, you know. We'll see how you react to that. See where 

we can get you. I couldn't understand why, just having something wrong with your heart 

made the rest of my body just completely useless.  I just couldn’t understand it.  You know but 

yeah, so I was you know the just the fact that you had to get up and move you had to. You 

can't just lie there you’re never going to get well, are you? (Andrew, P). 

 

These experiences were replicated in care giver’s accounts.  Sue described an occasion whilst 

their relative was actively dying, that even though the healthcare professional had conversed 

with them there was information that was missing which would have enabled them to cope a 

little easier 
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my [relative] had a couple of conversations with the district nurse who, who was 

basically saying you know it’s quite likely that your [relative] hasn’t got very long, but... they 

didn’t really discuss any options (Sue, CG). 

 

Subtheme 2b: I don’t remember 

This subtheme encapsulated the patient and care giver’s experiences of recalling the 

information given to them by their healthcare professional.  Participants described the 

influencing factors on their ability to remember information, and experiences of receiving 

information. Some participants were able to recall the information given to them, and the 

impact of how this was conducted had on them.  For example, Andrew discussed the 

experience of receiving information when he was in an emotional state.  This impacted on his 

ability to retain the conversation, which then heightened his anxieties. 

 

 I didn't take any of it in. I just, just, burst into tears (Andrew, P). 

 

The emotional impact of not receiving information was reflected by Stella, a care giver.  She 

described the event of being present with her relative whilst they both took part in an end-of-

life conversation.  She felt the lack of preparation, and bluntness of the conversation had a 

negative effect on them both. 

 

 And it was the most, we’ve both experienced life, and it was the most devastating um.. 

(Stella, CG). 

 

Some participants have been emotionally affected by the way information was given to them, 

which impacted on their ability to retain information, others have described not being able to 

recall receiving the information at all.  Haley was unable to recount being informed of her 

condition or how the disease will progress: 
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I don't remember anybody actually saying, you know the heart’s failing, and this is 

what's going to happen (Haley, P). 

 

Patients and care givers have described their experiences of receiving information regarding 

their condition, it’s progression and discussing their end-of-life preferences.  As they are the 

receivers of end-of-life information these themes have not be experienced by phase 2 

participants of community heart failure nurses. Patients and care givers have described a lack 

of information given to them is a basis within this theme, which has resulted in participants 

feeling uncertain, and unprepared to make end-of-life care decisions.  Whilst some expressed 

a concern that information was being withheld from them, others described an inability to 

recall if information had been shared with them.  This demonstrates a need for patients and 

care givers to be provided with information, and the need for ongoing conversations to allow 

them to process the information given and adjust to their changing needs. 

 

4.3.3. Theme 3: Influences on initiating end-of-life conversations (heart failure nurses) 

This theme is derived from the nurse interviews only and describes ‘information giving’ 

from a healthcare professional perspective. As the providers of information this theme and 

subthemes were relevant specifically to this participant group. The heart failure nurses 

described their experiences and potential barriers that may influence the introduction of this 

sensitive topic. The theme examines the influences that impact heart failure nurse’s abilities 

to initiate, and provide ongoing end-of-life conversations with their patients and care givers. 

Subthemes describe the perception of end-of-life care, and heart failure as an illness cause 

reluctance from nurses to initiate discussions.   
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Subtheme 3a: Everybody immediately thinks the worst 

Nurses shared experiences that inhibited them from initiating conversations about 

care preferences.  They expressed trepidation associated with society’s opinions of death, 

dying and the terminology used in end-of-life care. It was felt this lack of understanding 

inhibited patients when considering their care needs, resulting in nurse’s reluctance to initiate 

these conversations.  For example, Shelley discussed the potential impact of using end-of-life 

terminology and alternatives available; unable to provide a substitution:  

 

I don't know how you could overcome it because I think whatever term you give it, 

people are always going to think that it's the end (Shelley, N). 

 

In particular the term palliative care was felt by heart failure nurses as being negatively 

viewed, with its association with death, and dying.  Participants felt that as soon as palliative 

care was mentioned patients and care givers assumed death was imminent.  Laura discussed 

how the interpretation of terms used in healthcare are related to death, which impacted on 

clinicians reluctance to introduce this aspect of care into a patient’s treatment. She felt this 

had a detrimental effect on patient’s understanding when discussing care options: 

 

I don't think it's just heart failure. I think it's it's, it's everywhere. Unfortunately, 

palliative care has become synonymous with dying. Like hospices, like how people's faces 

change. If you suggest they go to the Hospice  (Laura, N). 

 

The limited understanding of terminology extends beyond palliative care to the condition of 

heart failure itself.  Nurses describe how a lack of awareness relating to the condition results 

in patients and care givers not appreciating it’s terminal aspect, and relation to end-of-life 

care. Ellen discussed the lack of public awareness, and how conversations can be a shock as 

the condition does not have the platform of familiarity as other diseases such as cancer: 
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 heart failure not understood it's not like cancer, which everybody immediately thinks 

the worst if I get a diagnosis (Ellen, N). 

 

Patient’s lack of understanding and appreciation that heart failure is a long term, incurable 

condition resulted in a reluctance from healthcare professionals to have end-of-life 

discussions with heart failure patients.  Concern was expressed that patients and care givers 

would be uncomfortable to acknowledge their deterioration, and as such they would not want 

to discuss their care. Jenny explained that the perception that patients do not want to discuss 

their end-of-life care, resonates through to the opinions of healthcare professionals, and this 

inhibits the initiation of conversations  

 

I think it can be sometimes when people don't want to talk about it. That makes people 

feel uncomfortable (Jenny, N). 

 

Subtheme 3b: Not enough time 

 This subtheme encapsulated heart failure nurse’s experiences of service provision.  

Participants describe the allocation of time for clinic appointments and that this has an impact 

on end-of-life conversations.  Many felt the standardised practice of a 10 minute appointment 

was insufficient to allow clinicians to conduct sensitive conversations.  

 

I think the cardiologist or even GP, they get 10 minutes. Which is not enough time to 

tell somebody that they've got heart failure (Shelley, N). 

 

Beth elaborated on the effect a lack of time can have on how the conversation is conducted.  

Limited contact with patients can result in clinicians addressing matters that they feel is 

essential information and them appearing rushed and abrupt.  
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the consultants got 10 minutes. I've got 10 minutes to see you and this is what you've 

got. I don't know why you've been referred here. You know you're gonna die. Go away. Leave 

me alone. Sort of thing (Beth, N). 

 

Historical and standardised practice in clinic timing allocations has been discussed by nurses 

as not fit for practice.  It is believed by the heart failure nurses that the current set up of clinic 

timings is not conducive to enable end-of-life conversations. 

 

So if you're going in and you've got 15 minutes or half an hour or whatever your 

template is, it's not long to be able to speak to someone, deliver that news and support them 

(Laura, N). 

 

Subtheme 3c: Gradually build that trust 

Whilst highlighting the inadequate clinic times for conducting end-of-life 

conversations, recommendations were made on how discussions should be conducted.  The 

provision of time during patient contact was felt to be important in having these sensitive 

conversations as it allowed the formation of trust between patient and clinician. Building 

relationships between patients, care givers and their healthcare professional was felt to be 

important in cultivating an environment where both parties were comfortable in discussing 

this sensitive topic.  Joanna explained the importance within clinic practice to have the 

facilities to spend time to build a relationship with their patients. 

 

It's time we have a lot more time. To have with patients and we, we know them better 

(Joanna, N). 

 

Spending time with patients extended beyond the provision of individual contacts. Having 

regular visits, and ongoing contact with patients provided opportunities to develop a working 
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patient – healthcare professional relationship. Laura described the importance of spending 

time with patients to form a bond, and build a trust between patients and their nurse. 

 

And just gradually build that trust (Laura, N). 

 

Likewise, Fiona reiterated the importance of regular, ongoing conversations to prepare 

patients and care givers for the progression of their heart failure.  In providing regular 

contacts, and forming a trusted relationship with their clinician, patients were able to have the 

confidence to make care choices at a sensitive time of life, which enhanced the patient’s 

ability to make individualised care decisions with the support of their heart failure nurse. 

 

I don't think it's a bad thing to talk about when you first meet a patient and you're talking 

about heart failure the nature of heart failure. I think it's important to sow the seeds that it's 

an it's an unpredictable journey. And we can't necessarily cure the journey, you know, cure 

the symptoms. What we can do is manage the symptoms and we work alongside them to help 

manage those symptoms (Fiona, N). 

 

The data demonstrates there are factors that influence healthcare professional’s ability to 

initiate end-of-life conversations. A perception of public opinion and understanding relating 

to the terminology used cause a reluctance in providing these sensitive discussions.  The 

availability of time, or lack of, adds to the challenges of providing this aspect of care.  Heart 

failure nurses recommend the standardised length of healthcare clinic appointments, being 10 

to 20 minutes is not long enough to undertake these conversations.  Indicating that clinical 

contacts with heart failure patients are not fit for purpose. It is recognised that patients and 

care givers need ongoing conversations to allow them to understanding disease progression, 

and treatments available.  The provision of a patient-nurse relationship will give patients the 

confidence and support to make care decisions. 
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4.3.4 Theme 4: Influences on palliative care delivery (heart failure nurses) 

This theme is derived from the nurse interviews only, and encapsulates the challenges 

associated with providing palliative care within clinical practice.  Heart failure nurses have 

discussed aspects within current practice that enhance or inhibit this aspect of care.  The three 

subthemes identified examine which clinician is ideally placed to offer this care, how current 

care priorities influence the provision of palliative care, and how care can be improved. 

 

Subtheme 4a: Just as long as someone does it 

 Heart failure nurses discussed identified healthcare providers who are ideally placed 

to provide palliative care.  Some participants felt it should be any clinician that had a working 

relationship with the patient, as Laura described 

  

whoever knows them best and you know, it could be the heart failure nurse. It could 

be the GP. It could be the cardiologist, I don't think there's a right and a wrong. It's just as 

long as one doesn't think the other's doing it (Laura, N). 

 

Most participants felt it should be the heart failure nurse that provided ongoing palliative 

care.  Many felt it was part of their role, as they viewed themselves as heart failure nurses, 

and palliative care nurses.  Jenny discussed how she viewed her professional role, and 

believed the palliative aspect of heart failure was very much blended with her provision of 

heart failure care 

  

we are essentially palliative care nurses just that we are specialised in heart failure 

(Jenny, N). 

 

The importance of regular patient contact, and care provision was apparent when discussing 

the ideally place clinician to offer this care.  Nurses expressed the importance of regular 

interactions with these patients when offering palliative care to ensure patient’s changing 
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needs were addressed.  Beth explained the importance of expertise and confidence when 

offering palliative care. She felt as they were the ongoing providers of care to her patients, 

she was best placed to deliver this care: 

 

a heart failure specialist nurse because we have the experience, the knowledge there. 

That's what we do on a daily basis (Beth, N). 

 

Although this stance was a popular view from six nurses, there was also an opinion expressed 

that the consultant or patient’s doctor should lead their care.  Mary discussed the lack of 

guidance available on who should provide palliative care to heart failure patients.  Due to this 

she felt historical practice should prevail, and the patient’s doctor should lead any care 

decisions.  As a heart failure nurse her belief was to support the physician, and not initiate 

end-of-life discussions and care.   

 

 I do think they need to hear it from a consultant or a doctor that this is a life limiting, 

deteriorating condition. And I think they need to hear it from them. I don't. I think we could 

support it. I don't think it's my role to say to a patient who is unaware that this is a terminal 

illness personally (Mary, N). 

 

The uncertainty of who should provide this care continued through this subtheme. There are 

also variations in opinion of what is ideal palliative care, and a lack of unified attitudes from 

clinicians.  Shelley considered the differences in acute clinical areas, and those within the 

community setting when prioritising care provision.  She explained that acute areas focused 

on treating symptoms, and fail to address the palliative stage of heart failure.  In contrast, the 

majority of community heart failure nurses view palliative care as a pivotal part of their role. 

 

[they’ve] been into hospital several times to be off loaded, and no one there has told 

[them] that [they’re] palliative.  So it makes it look like we're just saying, saying it in the 

community, but because we're not doctors, it's not being accepted by [their relative] and it's 
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making it very, very difficult because this [patient] is, is dying and [they’ve] not got the 

support in place that [they] need (Shelley, N). 

 

The lack of a unified approach to palliative care is also discussed by Joanna. She reiterated 

Shelley’s observations that there are differences between medical led and nurse led care. The 

different care priorities between these disciplines exacerbate the challenges of delivering 

sensitive care. 

 

I think they're told often very different things from us, from the consultants, from the 

GP. And it's they're given very different opinions. And that's very hard (Joanna, N). 

 

This subtheme demonstrated a lack of guidance, and unified approaches to providing 

palliative care.  As a result nurses describe disjointed care, and the omission of ownership 

taken by clinicians when providing heart failure patients with palliative care.  

 

Subtheme 4b: Prioritisation and variation of end-of-life conversations and palliative 

care 

The importance attached to end-of-life conversations and palliative care is influenced 

by the priority placed on it by healthcare providers. This subtheme discusses the reluctance 

from healthcare professionals towards these discussions and to offer palliative care. These 

views extends to clinician’s perception of palliative care in comparison to curative medicine.  

Heart failure nurses feel that medical practice does not place priority on this form of care.  

Mary discussed the attitudes within clinical practice that palliative care takes second place to 

curative therapies, resulting in a lack of importance associated with it: 

 

I think you know it's not a particularly dynamic to other people, it is to us, but a 

dynamic form of medicine either and it's the mainly older, older by-group. I think it doesn't 

sometimes get the attention (Mary, N). 
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The influence of healthcare professionals’ attitudes towards palliative care has been described 

by participants as highly influential in the provision of successful end-of-life care.  In contrast 

to the low priority many clinicians give to palliative care, some of the nurses describe how 

important it can be to provide good quality palliative care. 

 

 it's readdressing in your own mind what your role is within a patient's journey and if 

you see you are still adding value and palliative care isn't a failure. It's just a further 

extension of what you're able to offer this person. Then you see the value in what you're 

adding, and you're not actually seeing it as failing. But if they die at home comfortably 

knowing they're going to, everything's sorted, I think. Well, that’s a job well done (Laura, N). 

 

Beth offered a rationale for the inconsistencies in care provision, by describing how personal 

opinion can motivate care due to the lack of standardised guidance: 

 

I think you have to be comfortable to be able to talk about palliative care. And what it 

means. And it's not always as straightforward (Beth, N). 

 

Nurses describe the variations in practice between healthcare providers.  The acute settings 

for care are focused on curative medical practice, which takes precedence over end-of-life 

care.  Due to this the organisation of care provision focuses on delivering therapeutic 

treatments. 

 

 in acute settings don't necessarily focus on that because they're more focused on the 

acute episode that's happening in that situation. And I think that sometimes we know it's a 

palliative condition from the minute we see them (Jenny, N). 

 

Likewise, this is the view of Mary who believes the attitude towards palliative care influences 

clinician’s opinions.  The lack of priority at an organisational level filters down to those 
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providing the care, resulting in an embedded stance that palliative care is a community based 

service only 

 

 and that's soft stuff, I think as it's thought of, thought to be more appropriate for 

community services (Mary, N). 

 

The prioritisation of palliative care is thought to influenced by funding decisions dictated by 

the organisation of healthcare services.  Participants felt the allocation of funding for care 

services was predetermined by financial gain to the healthcare providers, and palliative care 

was not viewed to be commercially viable. 

 

the concept of palliative care and the ethos behind it. Isn't supported with financially, 

so until as much money is put into end of life care as other aspects of medical care, there's 

always going to be this lacking... (Ellen, N). 

 

It has been recognised that the organisational influence on funding for palliative care 

provision results in a variation in practice.  Jessica discussed the differences in services 

available to patients, whilst acknowledging that heart failure patients have the same 

condition, and therefore would require a similar package of care.  Offering a nationalised 

guidance on the services provision was felt to be a solution to improve the priority of 

palliative care and provide a unified approach. 

 

maybe we're all doing a bit more of the same thing, but then that's very, that's very 

different in different areas because they've got different services like some places haven't got 

community teams, they've only got hospital teams, the funding's different, you know, some 

places have got huge teams, other places haven't… I think it should be more of a nationalised 

approach (Jessica, N). 
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The variation of providing end-of-life conversations and palliative care provision within 

geographical areas, results from a lack in national guidance.  There is a recognised need that 

this group of patients require palliative care, however due to the deficiency in 

recommendations, responsibility of the task remains open to interpretation of healthcare 

providers.  This in turn causes disparities in the care given, service availability, and 

ownership taken in who provides palliative care. 

 

4.3.5 Theme 5: Autonomy 

This theme is derived from both interviews with patients, care givers and nurses 

although some of the subthemes are different between the two groups. The initial subthemes 

appraise patients and care giver’s experiences in controlling their decision making process 

relating to their care needs.  The encapsulate the emotional impact of this care and the need of 

having control over their illness and care. The subsequent subthemes discuss the practical 

aspects of having control and ownership of delivering the care, and the nurse’s needs to 

enable them to feel self-sufficient in initiating discussions. The subthemes their identified 

requirements such as educational needs and the impact of training on their own abilities to 

take control and initiate end-of-life conversations and provide palliative care.  

 

Subtheme 5a: Emotional impact (Patients and care givers) 

 Both patients and care givers have had experiences that resulted in them feeling they 

were losing control of their care decisions.  Sue (a care giver) described how her relative’s 

unmet care needs impacted on their ability to make care choices.  Unexplained care decisions 

made by healthcare professionals, limited information given to her and her relative, and 

inconsistent care providers all exacerbated feelings of being unconfident in their care 

decisions. 
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 just kind of felt that, particularly for my [relative] it just kind of felt that her needs 

were not her needs in that situation (Sue, CG). 

 

Likewise, Nicola described the emotional impact of not receiving the information she felt she 

needed to manage her condition.  The lack of information given to her, despite regular 

contacts with healthcare professionals resulted in apprehension and anxiety regarding her 

symptoms and disease progression. 

 

you kind of feel a bit up in the air, waiting for an answer you don’t really want but 

kind of need (Nicola, P). 

 

The emotional effect of not receiving adequate information and an inability to make care 

decisions has been discussed by participants.  Both patients and care givers have experienced 

emotional unrest as a consequence of unfulfilled information giving.  Phillip described an 

incident during his initial admission to hospital, when he was given his diagnosis.  He felt the 

limited information provided prevented him from rationalising his preceding experiences, and 

inhibited him from making future care choices. 

 

I felt vulnerable and very lonely at that very stage (Phillip, P). 

 

Likewise, Andrew had a similar experience during his admission to hospital.  The lack of 

information given to him resulted in confusion over care choices, and alarm when healthcare 

professionals advised him of his plan of care. 

 

And that scared the hell out of me. I was like woe, woe! What’s going on I thought I’d 

come here to try and lose weight (Andrew, P). 
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The experiences of receiving inadequate information impact on participant’s abilities to make 

care choices.  Not all patients and care givers have received suboptimal information. Some 

participants described experiences where they have taken the lead in sourcing information to 

enable them to make care decisions, and take control of their care plan.  Thomas 

acknowledged that healthcare professionals are reluctant to have conversations with patients 

regarding their deteriorating symptoms, and therefore he feels he has to take control of 

conversations  

 

I think sometimes I have to bring this subject up. I think they’re a bit coy about 

mentioning it (Thomas, P). 

 

Likewise Haley said due to the limited information she received regarding her symptoms, she 

sought her own source of information. This enabled her to be adequately informed so she was 

able to make care decisions.  

 

Nobody went any further so, I went to my GP, and I said, what's going on, you know? 

(Haley, P). 

 

Patients describe a loss of control and inability to make care decisions due to the lack of 

information given to them.  This has resulted in them experiencing distress and abandonment.  

There is a need for patients and care givers to be informed so they can take control of their 

illness and symptoms. 
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Subtheme 5b: Rationalising illness (patients and care givers) 

 The provision of information allowed participants to rationalise their illness.  The 

experiences of waiting for information and the anticipation associated with that, resulted in 

patients feeling liberated that they were able to justify their symptoms with a diagnosis once 

they finally did receive a diagnosis which explained their symptoms.  Nicola described 

waiting for a formal diagnosis from her clinician, and when she officially received it felt 

comforted that she was able to manage her condition 

 

when that conversation did finally come, it felt like a bit of a relief, because it was 

like.  I've been waiting a long time to know that it's definitely that (Nicola, P). 

 

Likewise, Polly described a similar experience.  Expressing relief that her diagnosis was 

severe enough to justify her symptoms 

 

that it was actually something serious, that was a gift in itself (Polly, P). 

 

Participants have expressed a want to receive information regarding their diagnosis and 

symptom progression.  The information assists them to rationalise their experiences and plan 

any future deterioration.  The requirement for information extends to discussing death and 

dying, with participants describing a need to acknowledge this to enable them to plan their 

future care.  Thomas recognised their pending demise, and felt healthcare professionals 

should not avoid discussing it.  He said  

 

… and sooner or later, as we are all going to, I am going to die (Thomas, P). 

 

Patients have rationalised their illness to enable them to take control of their disease. Instead 

of patients being fully informed of their illness, and the management of their symptoms they 
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are left to justify the seriousness by the relief of having a diagnosis.  Patients are not being 

given the information they need to control their care needs.  

 

Subtheme 5c: Competence and confidence (heart failure nurses) 

 This subtheme discusses the needs of healthcare professionals to take control of end-

of-life conversations and palliative care decisions.  Descriptions of educational training were 

said by nurses to provide competency in delivering this care.  Fiona described a unified 

approach would ensure the delivery of end-of-life care to a national standard preventing 

variations in practice. 

 

I think we've got to be competency driven to make sure we're all achieving a certain 

standard. And while following guidance and communicating in the same way, so we're all 

coming from the same page in a way. So we're all given the same information (Fiona, N). 

 

These recommendations are felt to be generalised to all disciplines within healthcare.  Nurses 

expressed it should be generic training to ensure all patients, not just those with heart failure 

have their end-of-life needs addressed.  

 

I think that's a big, big educational thing. And I think that's across all medicine. It's 

not just cardiology, it's, it's everywhere. It's your surgeons, it's, it's, it's everybody (Laura N). 

 

The experience of receiving education was felt to influence clinical practice.  However, 

participants explained that standardised training does not ensure they feel competent in 

initiating end-of-life conversations.  Joanna described that even though she has received 

recognised communication training, this did not provide her with the confidence to offer this 

aspect of care. 
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We've all been trained in advanced communication. They recently paid for all the 

[staff members] to complete the advanced care training and now they're saying right, you 

need to go and write ReSPECT form [recommended summary plan for emergency care and 

treatment form]. So it's like well actually hold on a minute. We haven't actually had any 

training in that.. (Joanna, N). 

 

The provision of education did not provide healthcare professionals with confidence to take 

part in this sensitive care provision.  Fiona reiterated this view, whilst acknowledging the 

training in advanced communication skills was accepted within the profession as a 

standardised education requirement, this did not provide clinicians with the confidence for 

initiating end-of-life discussions.  

 

it's about advanced communication skills, having the competence and confidence to 

be able to have those conversations and not shy away from them (Fiona, N). 

 

Laura felt that training should go beyond standardised courses, healthcare professionals 

should have education to meet the individual’s requirements.  This would ensure they had the 

belief in their abilities to instigate end-of-life care.  She discussed the need for training to 

prepare clinicians before they are placed in a position of necessity, or they actively avoid 

undertaking the task.  

 

we don't educate people well enough to give them the confidence to, to, to deal with 

the deal with the issue. Unless they're forced to, which is a shame. So I do think education, 

confidence and you know to a certain extent time, but I think it can easily be made an excuse 

time (Laura, N). 

 

Heart failure nurses have identified a need to feel confident in their abilities to initiate end-of-

life conversations.  Education has been identified to contribute to nurse’s confidence, 

however competence is viewed as an additional requirement.  There is no nationalised 
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education guidance on this topic, and as a result some nurses feel more equipped than others.  

A program of training and competency assessment would provide clinicians with the skills 

and experience they need to undertake end-of-life discussions, increasing their confidence to 

provide this aspect of care.   

 

4.3.6 Theme 6: Support delivery 

This core theme is derived from both interviews with patients, care givers and nurses.   

The theme encapsulates experiences of participants from both sections of the study, relating 

to their support needs, the types of support available and the impact of receiving support. 

There are four subthemes identified, with three overlapping between the patients and care 

givers, and heart failure nurses.  The subthemes identified from both study sections were 

‘sources of support’, ‘the impact of having a collaborative relationship’, and ‘the emotional 

impact of receiving support’.  The remaining subtheme was pertinent to the patient and care 

giver group, which described the ‘identified support needs’. 

 

Subtheme 6a: The types of support available 

 This subtheme was described by all participants from both sections of the research.  

Patients and care givers discussed the consequences of having accessible support.  Verbal 

communication with a healthcare professional is viewed as preferable as a source of 

assistance.  Andrew described the importance of having telephone contact with his heart 

failure nurse.  The ability of being able to call them enabled him to be reassured and manage 

his symptoms in a timely manner. 

 

She [heart failure nurse] kept me out of hospital many, many times when I started to 

panic, and I thought things were going wrong, I could just call and say, look, this is 

happening. Five minutes chat and I was calm down again, (Andrew, P). 
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Verbal support was discussed by Phillip.  He was describing how he accessed his support 

network, and felt by simply being able to call his nurse provided him with reassurance and 

confidence to confront any challenges his condition may provide. 

 

It was just verbal support, which was great, offered (Phillip, P). 

 

Likewise, Haley reiterated this opinion by describing a telephone contact that provided her 

with confidence to manage her illness.  She felt it reassuring that there was a form of support 

available when she was concerned. 

 

It was reassuring that there was at least somebody there that could ring up and say, 

you know the hearts not doing very well (Haley, P). 

 

The provision of support from their clinician allows patients to cope with their illness and 

manage their unpredictable symptoms.  They have identified the importance of collaborative 

support to have control over their heart failure. 

 

Heart failure nurses discussed the types of support available to them. They described verbal 

communication between different services was a preferable source of help.  This type of 

assistance was not available to all heart failure nurses and for those that did have multi-

disciplinary team (MDT) meetings, they described it as ‘lucky’, acknowledging the rarity of 

this support. 

 

we're very lucky we have regular MDTs with our cardiology consultant and our renal 

consultant as well. So we can always discuss patients, you know with them if we're sort of 

struggling with management (Jessica, N). 
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MDT support was not accessible to all heart failure services. Jenny acknowledged that this 

was a preferable source of support, if it were available.  She felt it would not only provide the 

heart failure nurses with confidence to make care decisions for their patients, it would also 

improve communication between collaborative care services and improve patient care.  

 

maybe having like a joint MDTs, so we can discuss the needs together because there'll 

be times where they're kind of under both of our services (Jenny, N). 

 

The development of relationships between clinicians provides other benefits whilst having 

conversations.  Nurses described that having regular discussions and receiving support from 

fellow clinicians impacts on the quality of  care they are able to offer.  Jenny described the 

importance of regular support from other members of the MDT to provide individualised care 

for their patients and care givers.  

 

I think having those good relationships in that good communication means we're all 

on the same page. There's that continuity of care and the person who's at the centre of that is 

the patient (Jenny, N). 

 

Likewise, Beth expressed similar experiences, and emphasised the provision of safe care, in 

supporting each other collaboratively.     

 

It enables it to take place in a safe in a safe way, in a safe manner, in a supportive 

way and you know if you've got collaborative work (Beth, N). 

 

Patients and care givers have described how accessible verbal communication with their 

healthcare professional provides them with confidence to seek assistance and make care 

decisions.  Telephone conversations were a simple form of support for them to be reassured.  
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Heart failure nurses also sought support from verbal communication in the form of MDT 

meetings with fellow clinicians.  This enabled them to seek assistance when making care 

decisions for their patients and provide them with confidence due to a collaborative approach.  

 

Subtheme 6b: Identified support needs (patients and care givers) 

 This subtheme was described by patients and their care givers, when considering their 

own support requirements.  A common theme from the data was the need for support for care 

givers, as well as the patients themselves.  Sue (a caregiver) described experiences of caring 

for her relative.  She felt the support was there for the patient, however for the care givers this 

was limited.  Providing ongoing communication and support for the carers she believed 

would enable them to emotionally cope with the changing needs of their relative. 

 

I think I think there's a lot that can be done for care for the carers (Sue, CG). 

 

The identification of care giver support was reiterated by Polly (a patient).  She said that 

knowing her relatives were supported would assist her emotionally as well.  Polly discussed 

the distress of her dying, and her relatives not having adequate support.  She felt the 

knowledge that they had a working relationship with a healthcare professional as well would 

ease her anxieties.  

 

 I would deal with it better if I knew my family members was leaving behind had more 

support in a way, emotionally (Polly, P). 

 

Some patients described receiving support from their clinician, and how this gave them 

confidence to cope with their illness.  Andrew discussed the importance of his working 

relationship with his community heart failure nurse. He described this as invaluable, allowing 

him to manage his condition and make individualise care decisions. 
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we got home from [hospital], she came. I didn’t even know they were coming. 

[Hospital] done all that, [hospital] had organised all that, and you know I, I needed, I needed 

that nurse. She was absolutely amazing (Andrew, P). 

 

These experiences were not always shared by other participants.  Some described the lack of 

support available to them, and how this made them feel.  For those not privy to this 

experience patients and care givers felt abandoned by the lack of support. Polly described her 

experiences after the healthcare professionals had exhausted all curative medical therapies. 

She reported feeling abandoned as she felt there was nothing else that could be treated.  The 

lack of information given to her regarding the provision of palliative care resulted in her 

feeling alone. 

 

I have no support, because I’ve just been left, because there is nothing more he can do 

(Polly, P). 

 

Subtheme 6c: The impact of having a collaborative partnership 

 All participants described the importance of having a working partnership with 

healthcare professionals to provide individualised care. Patients and care givers discussed 

how a partnership with their clinician allows them to receive trusted advice, regarding their 

symptom management.  The knowledge that patients had regular visits from a heart failure 

nurse provided Sue (a Care giver) reassurance that decisions were being recommended by a 

clinician who knew their relative:  

 

 it was generally collaborative, as I say, the, the heart failure nurse was clearly had 

the overall I guess decision making, and you know was clearly a specialist in her field (Sue, 

CG). 

  

The familiarity of their clinician provided participants with support in managing their illness. 

Andrew described the instability of his symptoms and how a working partnership with his 
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heart failure nurse enable him to make decisions regarding treatment options.  The 

collaborative partnership gave him the confidence to cope with his changing condition and 

together they were able to decide on the appropriate plan of care. 

 

we together… We both knew what kept me straight a little diversion either way, and I 

would fall off so, so finely balanced (Andrew, P). 

 

Heart failure nurses discussed how collaborative working with fellow clinicians allowed them 

to support each other.  Jenny described how the supportive relationship with other care 

services eased the undertaking of end-of-life conversations with patients.  In discussing the 

care needs of patients, she and her colleagues were able to determine, what care plan was 

appropriate for individual patients. 

 

the main thing is supporting each other as healthcare professionals to have those 

conversations (Jenny, N). 

 

Likewise Shelley expressed similar experiences, and discussed the importance of providing 

patients with individualised end-of-life care plans, whilst acknowledging the unpredictability 

of heart failure. 

I think very much in our area it is 2 teams that collaborate together to ensure that the 

patient and their family get the best palliative care scenario possible really (Shelley, N). 

 

Some heart failure nurses discussed the variation in heart failure services extended to 

disparities in being able to provide individual patient care. Fiona acknowledge that there must 

be a personalised care plan for each patient. However the availability of different services 

was necessary to adapt to the needs of patients and their care givers.  

 it's not one-size-fits-all, it's, it's a, it's a collaboration, a different team (Fiona, N). 
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The participants who have experienced collaborative working between the heart failure team 

and other palliative services have discussed the impact this had on care provision.  Nurses 

have described the importance of the professional relationships, and this offers a unified 

approach.  

 

when they all work together and it works well, it's brilliant. When you're all on the 

same page. It's, it's great. And you know you giving the same message (Laura, N). 

 

Patients, care givers and heart failure nurses agree that conversations should also be 

collaborative.  They have expressed a want to be involved in these discussions to enable them 

to make personalised care decisions.  Sue (a care giver) described the experience of having 

ongoing conversations regularly with their nurse.  The process of repeated discussions 

enabled them to cope when their relative deteriorated; as the patient, themselves and the 

nurses all had the same understanding of what was happening, and they were all prepared  

 

that was that was good, I mean we, we knew at that point that this condition was 

going to deteriorate over time (Sue, CG). 

 

This preference is reflective of the views of heart failure nurses.  They acknowledged that 

ensuring everyone is informed when discussing the sensitive topic of end-of-life 

conversations provides confidence within both parties.   

 

I think it's important to have those kind of conversations so that people know what 

they're facing and will cope. I think we all cope better when we know the sheer hard facts 

rather than whatever our minds imagining might be (Laura, N). 

 

Subtheme 6d: The emotional impact of receiving support 

 Patients who described not having a supportive network were unable to have 

confidence in their care decisions.  Nicola discussed her lack of support, and how she had to 
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organise her own care plans.  The lack of clinician support resulted in her having to take 

ownership in managing her symptoms which caused her anxiety due to her feeling ill 

prepared to take the lead in her care. 

 

I really struggled. Because I, I'm the one that has to do everything (Nicola, P). 

 

Those participants who did have a supportive working partnerships with their healthcare 

professional experienced confidence in making collaborative decisions regarding their 

unstable symptom management.  Thomas described this as challenging on occasion and 

having the support from a familiar source provided trust in the choices made. 

 

Oh yeah... they do balance things up between all the different err medications I’m 

taking and got to work it out... Um, and they’ve got to work this out and that out. They’re 

going to do a lot of juggling with the drugs. Um, oh no, they’re very good (Thomas, P). 

 

Additionally, collaborative working with heart failure nurses enabled patients to have 

confidence in their support network.  Nurses felt that in forming partnerships with all care 

services, patients and care givers would have the self-assurance to decide which source of 

support they required. Jenny described the consequence of patients experiencing relationships 

with their healthcare professionals, and how this will impact them emotionally once they are 

confident in everyone’s abilities to support them. 

 

that will give them the confidence about going to palliative care and kind of, you 

know, seeing that it's not just all doom and gloom, it's actually so much more to it (Jenny, N). 

 

Working partnerships between services provided heart failure nurses the confidence to initiate 

end-of-life conversations, and introduce palliative care to their patients.  Regular meetings 
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with other care providers increased heart failure nurse independence to make these care 

decisions. Reducing the reliance on others to take on that role. 

 

we come out of that meeting every week and all say, oh, we've learnt something again 

this week. Yeah, it just gives you more confidence (Jessica, N). 

 

Collaborative working for all participants provides confidence to make care choices.  The 

importance of having support networks to take part in end-of-life conversations provides 

them with confidence to have discussions and make care choices relating to this 

unpredictable illness.  

 

4.4 Chapter summary 

This chapter has provided evidence of patients, care givers and community heart 

failure nurses’ experiences and preferences of taking part in end-of-life conversations and 

palliative care provision (during phase 1 of the study). These themes were then presented to 

community heart failure nurses (during phase 2) to gain their experiences and obtain an 

insight into how the findings can be implemented into clinical practice (phase 3 of the study).  

The next chapter will discuss these findings in more detail in relation to the wider literature. 
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Chapter 5. Discussion 

5.1 Introduction 

 The aims of this research were to identify heart failure patients and care giver’s 

preferences and experiences relating to end-of-life conversations and palliative care 

provision.  This chapter will identify the key findings and relate them in the context of the 

wider literature that has been discussed in the introduction and literature review chapters of 

this thesis. 

 

Figure 5 demonstrates the key findings from both phases of this study, and identified whether 

the themes originate from patients and care givers, healthcare professionals, or both. These 

themes will be discussed in more detail below. 

 

 

Figure 5. Discussion themes 
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5.2  Conversations are difficult 

The objective of this research was to obtain experiences and preferences of taking part 

in end-of-life conversations from those patients, care givers and healthcare professionals who 

had already been involved in these types of discussions. This theme relates to the challenges 

associated with undertaking these conversations and the emotional impact of being involved 

or not having the opportunity to discuss this topic. 

 

5.2.1 Healthcare professionals make assumptions 

The need for end-of-life discussions were identified as necessity in the previously 

reviewed literature (in chapter 2).  The premise of this theme continues to be relevant in the 

data of the current study. This research has found that assumptions are made by clinicians 

regarding patient’s preferences. The notion that patients do not want to know their condition 

has a terminal aspect or want to address their end-of-life preferences due to the taboo nature 

associated with death inhibits conversations taking place. This finding was reflective of the 

work by Ziehm et al., (2016). In their study healthcare professionals provided data on 

palliative care provision for heart failure patients, the evidence showed clinicians were 

unwilling to discuss the patient’s demise. There were concerns by professionals that initiating 

these conversations would have a negative emotional impact on their patients, and they 

would lose hope in the final phases of life (Higginbotham, Jones and Johnson, 2021b). 

Clinicians viewed the approach of avoidance as ‘emotionally protecting’ their patients 

(Caldwell, Arthur and Demers, 2007). 

 

This current study found that there was a reluctance by clinicians to discuss this sensitive 

topic as they believed patients would even question their professional integrity. Fear of not 

being able to articulate themselves during a sensitive conversation and apprehension that 
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discussions would cause patients to lose confidence in the clinician’s persona resulted in 

healthcare professionals avoiding the topic rather than addressing it (Hanratty, 2002). 

 

There is recognition in the current research by healthcare professionals that end-of-life 

conversations were a complex task to undertake. The balance of providing understandable 

information pertinent to the individual’s illness versus protecting them from the distress of 

the topic resulted in evasion (Hanratty, 2002), and as such opportunities to discuss the end-of-

life preferences were often missed (Glogowska et al., 2016).  The wider literature has 

reported that the views of healthcare professionals may not necessarily be similar to those of 

the general population (Nelson, A et al., 2021).   

 

5.2.2 Patients have unmet care needs 

The presumptions made by clinicians that having end-of-life conversations would 

have a negative impact on patient’s and care giver’s stance are contradictory to the findings in 

this current research. The data showed patients and their advocates did want their healthcare 

professional to initiate discussions regarding its terminal element and disease progression. In 

fact it was the omission of these discussions that triggered the emotional turmoil of 

uncertainty, concern and isolation rather than the taking part in the conversation. 

 

The findings of this research contradict the assumptions made by healthcare professionals in 

the wider literature, that initiating end-of-life discussions would have a detrimental effect on 

the emotional state of their patients. The evidence from patients and care givers describe the 

avoidance of these conversations are a cause of anxiety. Patients expressed that they require 

the initiation of end-of-life discussions to allow them to understand their illness and future 

care options, thus reducing the fear of the unknown. However, to do this they expressed a 

need to have accessible information. 
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5.3 Interpreting information  

 Occasionally patients and care givers were provided with limited information 

regarding the progression and changing symptoms relating to their condition. There were 

acknowledgements in the wider literature review that the lack of end-of-life conversations 

prevented patients from making care choices. This theme of interpreting information provides 

an insight into the process and influences on how patients and care givers receive knowledge 

regarding their disease and its progression. The findings of the current study are obtained 

from patients that have already undertaken end-of-life discussions and therefore been 

identified as being in the latter stages of their condition.  

 

5.3.1 Patients need reiteration 

Patients and care givers reported that there is a lack of understanding about heart 

failure as a disease. The work by Browne et al., (2014) discussed this topic and identifying 

there are gaps in knowledge from heart failure patients relating to the incurable nature of their 

condition. They concluded that conversations failed to address the terminal aspect of this 

disease, as it is thought that heart failure is not viewed as fatal and openly discussed as such, 

unlike other malignant conditions (Selman et al., 2007). Due to these misconceptions the 

current research found that on occasion where end-of-life care needs were mentioned there 

was no warning of the severity and the experience of conversations felt abrupt, with patients 

describing the emotional impact of feeling shocked. 

 

Patients and care givers in this study recognised that there was a reluctance from healthcare 

professional to engage in end-of-life discussions, with few recalling having conversations or 

been provided with the opportunity to be part of them (Rogers et al., 2000). A conclusion that 

had also been identified in the work by Young et al., (2017). Their research aim was to 
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establish if heart failure patients had been given opportunity to express their end-of-life 

preferences. They reported a sample of 400 participants only 17% recalled having previously 

discussed their wishes. A finding which they discussed was either due to end-of-life 

conversations not being a routinely undertaken or patients were unable to recall the event 

while discussing their work. Stocker et al., (2017) described the emotional distress of 

receiving a diagnosis of heart failure may influence a patient’s capacity to retain further 

information due to the patient concentrating on the term ‘failure’ and assuming they were 

near death. Irrespective of the conclusions drawn from these sources of evidence when 

analysing the recall of information both authors made recommendations to increase the 

frequency of end-of-life discussions to aid retention of information. The regularity of 

conversations was a theme in this research, with patients and care givers describing the need 

for information to be repeated and having ongoing discussions to adapt information to their 

changes in symptoms and individual needs. The findings found conversations needed to be an 

ongoing ‘drip feed’ of a gentle introduction to this sensitive topic, preventing patients and 

care givers from experiencing shock and distress due to feeling ill prepared. A theme 

reflected in the work of Caldwell, Arthur and Demers, (2007) who concluded that 

information giving for heart failure patients needed to be conducted in a gentle and regular 

manner to aid understanding.  

 

The timing of initiating conversations was another element discussed in this study. Despite 

clinicians’ belief that it was ‘cruel’ to provide patients with negative information near the 

time of receiving their diagnosis (Stocker et al., 2017), patients in the current research 

expressed an opposing opinion. They wanted to be part of end-of-life discussions and be 

informed about the changes in their condition early on in the disease trajectory. This finding 

was replicated in the work by Strachan et al., (2009) who found that patients favoured direct 
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communication from their physicians to inform them of their condition. This lack of candour 

by staff was elaborated on by Stocker et al., (2017). They found patients who had an 

introductory conversation regarding their prognosis described the information given to them 

as limited, and their subsequent follow up questions were not directly addressed by 

healthcare professionals causing them anxiety and uncertainty (Molzahn, A et al., 2020).   

 

Additional influences that impacted a patient’s ability to remember information were related 

to the quantity of information about their condition. In this study patients described actively 

sourcing information themselves via their healthcare support network to fulfil their 

requirements and reduce anxiety due to a lack of knowledge. Emotional descriptions of 

isolation and abandonment were given due to inadequate knowledge and poor access to end-

of-life conversations. The current research has offered additional insight into the impact and 

resolution of negative experiences associated with poor information giving as there is limited 

data within the wider literature from this perspective to collaborate these findings. 

 

The theme of interpreting information has provided an insight into the emotional impact 

patients and care givers experience due to the lack of adequate knowledge.  The omission of  

sufficient, timely, regular information results in patients feeling shocked by the blunt 

approach when end-of-life conversations are addressed; anxiety due to the gaps in 

knowledge; a lack of understanding regarding their disease progression; and isolation as a 

consequence of unresolved questions regarding their illness.  This evidence suggests end-of-

life conversations are suboptimal however, healthcare professionals recognise that these 

discussions are influenced by alternative factors other than the clinician expected to initiate 

them.   
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5.4 Influences on end-of-life conversations and palliative care provision 

  Having examined the evidence of influences that clinicians have over end-of-life care 

provision this theme discusses how organisational structures in healthcare influence 

conversations and care provision.  As described in the previous themes, end-of-life 

discussions are complex and multi-faceted this research has gained evidence into the 

influencing factors on this aspect of care.   

 

5.4.1 Healthcare professionals avoidance is easier 

Initiating sensitive discussions take time (Browne et al., 2014) and this study has 

provided data to reiterate this. Heart failure nurses examined how structured clinical 

appointments can hinder conversations relating to end-of-life decisions and inhibit the 

building of collaborative relationships between patient and clinician, which have been 

identified as advantageous in conducting sensitive discussions (Remawi, Gadoud and 

Preston, 2023). The work by Ecarnot et al., (2018) and Remawi, Gadoud and Preston, (2023) 

both analysed evidence from a clinician’s perspectives highlighting the complexities around 

the practicalities of undertaking these conversations. Data suggested general practitioners 

take a passive role in patient’s care and leave decision making to the specialist clinicians 

(Remawi, Gadoud and Preston, 2023), whereas the position of the cardiologist was more 

definite. Ecarnot et al., (2018) concluded that cardiologists use insufficient clinical time as an 

excuse not to contemplate a patient’s terminal care needs with their findings suggesting these 

physicians actually dislike discussing end-of-life issues and actively avoid taking part in 

them. These doctors describe their role as curative (Ziehm et al., 2016) and felt their 

participation in a patient’s care ended when end-of-life considerations were made (Stocker et 

al., 2017).  
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5.4.2 Healthcare professionals lack of priority over palliative care 

The current study found a cardiologist’s role in heart failure patient’s care was 

complex, with a small sample of heart failure nurses suggesting that a cardiology physician’s 

reluctance to take ownership in initiation end-of-life discussions hindered other healthcare 

professional’s confidence to take the lead of this task.  As the identified ‘specialist’ in a 

patient’s care, it is reported that if the cardiologist had not consider the patient to be in the 

latter stages of their disease then it prevented others doing so as well due to their lack of 

confidence to take on this role (Higginbotham, Jones and Johnson, 2021b). The work by 

Singh et al., (2020) reiterated this finding by reporting that cardiologist were viewed as the 

‘gatekeeper’ to palliative care. However, the consensus in this current research is any 

healthcare professional who knows the patient best is ideally placed to lead end-of-life 

discussions for this patient group. Although the wider literature reported that nurses were 

reluctant to take the lead on this role, the sample was of ‘general cardiology nurses’ and not 

from a heart failure specialist background (Ecarnot et al., 2018). A majority of community 

nurses in this study viewed themselves as palliative heart failure nurses, and as such had the 

confidence to take control of providing this care. 

 

5.4.3 Healthcare professionals need structured guidance 

The complexities of providing this care continued as a theme when discussing the 

lack of national guidance and local variation in services available to these patients.  This 

study found in the absence of specific advice on how and when end-of-life conservations 

should be conducted there was a tendency to leave the discussions until the patient was 

actively dying, by which time the patient was unclear of the services available to them or 

unable to make care decisions themselves due to symptom deterioration (Strachan et al., 

2009). This uncertainty was found to be exacerbated by the misconception that palliative care 
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cannot be introduced alongside aggressive medical therapies. By introducing it in conjunction 

with prognostic medicines heart failure nurses found it to be a natural part of patient care 

(Barrett and Connaire, 2016). The negative impact of delaying access to palliative care 

services have been reported in the work by Singh et al., (2020) who found that in deferring a 

referral resulted in suboptimal care, whereas early contact with alternative services allowed 

time for planning and relationship formation.   

 

The discussions on variable specialist palliative care provision was highlighted in the current 

study, as a lack of accessible services were felt to not only impact patients, they also inhibited 

the clinician’s ability to provide optimal care.  An unfamiliarity of local specialist teams and 

uncoordinated facilities result in patients unable to recognise the expertise of their healthcare 

professional (Hanratty et al., 2006), whilst clinicians felt unsupported and uncertain in their 

decision making abilities due to the lack of collaborative working between services 

(Higginbotham, Jones and Johnson, 2021b).  

 

The impact due to a lack of organised multi-disciplinary care for heart failure patients was 

felt to be exacerbated due to the unique disease trajectory of heart failure (Singh et al., 2020).  

These individual experiences were discussed in the wider literature, it was recognised that 

care had to be adapted to the patient’s own needs due to heart failure not having a linear 

deterioration that is commonly associated with other terminal conditions (O’Leary et al., 

2009). Not only was it believed this influenced the service need of each patient, it was also 

viewed as a barrier to initiate end-of-life conversations and palliative care referrals as 

clinician’s struggled to identify when was the right time to instigate the discussion 

(Glogowska et al., 2016). The consensus from the community nurses within this current 

study are there is never a right time to introduce end-of-life preferences however, early 
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initiation prepared the patient for changes in their condition. A finding that was reiterated by 

Siouta et al., (2018) when they sought evidence from clinicians to improve palliative care for 

heart failure patients. 

 

The theme of influences has highlighted the complexities of initiating end-of-life 

conversations and providing palliative care. The findings of this research have demonstrated 

a lack of national guidance; inadequate organisational structures such as restricted clinician-

patient contact in the form of clinic appointments; poorly defined clinical roles result in an 

absence of priority for this aspect of care and as such result in avoidance of undertaking the 

conversations.  This lack of importance is also reflected in end-of-life care commissioning 

and as a consequence there is variability in service provision.  These influences have a 

negative impact on delivery of end-of-life care and as a result is not associated with any 

precedence. The delivery of this care can have a positive impact on patients and care givers, 

if undertaken. 

 

5.5 Autonomy 

 The theme of autonomy was described by patients, care givers and healthcare 

professionals, enablers that allow participants to make decisions on end-of-life care choices 

have been demonstrated to impact positively on everyone involved when conversations 

promote an increase in knowledge. 

 

5.5.1 Patients need to take control 

The current study found that patients and care givers wanted to be informed regarding 

the progression of the disease. This enabled them to cope with the unpredictability of the 

illness and have control over their care decisions, to undertake this they described a need for 



 156 

honest, and accessible information with their clinicians. The work by Remawi, Gadoud and 

Preston, (2023) reiterated these findings by reporting patients preferred regular updates on 

their disease progression in a format that was understandable as this offered them 

reassurance. It is recognised that in providing clear and concise knowledge maximises a 

patient’s control over their decision making (Caldwell, Arthur and Demers, 2007).  This 

research reported a lack of conversations between patients and their healthcare professional 

patients resulted in them actively seeking information themselves, for those patients who 

were fully informed of their unpredictable symptoms and changes in condition were able to 

rationalised their diagnosis. Patients also described being prepared for potential deterioration 

made the end-of-life conversations less shocking, and distressing. They had the ability to 

justify their experiences which provided patients with confidence and competence to manage 

their illness. Due to the limited evidence within the wider literature, these findings provide an 

additional insight into the management and support for this patient group, which endorse the 

work by Remawi, Gadoud and Preston, (2023) who highlighted that those patients who had 

sought information allowed them to become experts of their own condition. 

 

5.5.2 Healthcare professionals need confidence and competency 

The need for a network of support was relevant to healthcare professionals in being 

autonomous in delivering end-of-life care.  In the current study they described the positive 

impact of having regular contact with other clinicians, which provided them with educational 

opportunities and time to discuss complex patient care.  It is recognised that collaborative 

working with colleagues and specialist palliative care services was imperative in making the 

best care decisions for their patients (Ziehm et al., 2016).  The work by Ecarnot et al., (2018) 

also provided insight into nurse’s practice, discussions around patient care with their peers  

gained affirmation regarding care decisions. The community heart failure nurses within the 
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current research reflected on previous experiences and shared learning with colleagues 

ensured all clinicians were competent in discussing this sensitive topic. Those nurses who felt 

confident to make end-of-life care decisions described being able to use their intuition when 

making clinical choices for their patients, this intuitive knowing was a finding from the work 

by Higginbotham, Jones and Johnson, (2021) who demonstrated healthcare professionals 

who were experienced in offering this care used their ‘gut feeling’ to guide them in 

addressing a patient’s care needs.   

 

The theme of autonomy has discussed evidence from a patient perspective. To enable them to 

be autonomous in their care decisions they expressed a need for regular access to information 

regarding their unpredictable disease. The provision of this had a positive impact on them 

emotionally and resulted in feelings of confidence to make care choices. Autonomy relating 

to healthcare professionals involves having access to collaborative working relationships 

when making challenging care decisions for their patients, by increasing their confidence and 

competency through support and education enabled them to pro-actively introduce this 

sensitive topic to patients. The provision of knowledge relating to end-of-life care choices 

adds to the positive experience however, support is identified as an additional requirement in 

ensuring everyone is fully informed. 

 

5.6 Support delivery 

 The theme of support in the current study provided evidence that collaborative 

working for all participants has a positive emotional impact. By working collaboratively with 

healthcare professionals impacts the ease of having these sensitive conversations. 
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5.6.1 Patients need a clinician relationship  

This research demonstrated that patients had variable access to their clinicians. Those 

who had an available community heart failure nurse service described experiences of having 

a close working partnership and accessible sources of information which allowed the patient 

to have confidence in managing their condition. They had little concerns for their loved ones 

if, and when they should become increasingly ill as they felt confident they would be 

adequately supported. The positive experiences of patients with specialist heart failure 

support was reiterated in the work by O’Leary et al., (2009). They reported highly valuing 

the care from these clinicians, and expressed the importance of being able to access well 

known key nurses at times of apprehension. The current research demonstrated that there was 

a need for consistent healthcare professional support. This provided a clinician-patient 

relationship that allowed collaborative working to control an unpredictable disease trajectory.  

The knowledge of who and when a patient or care giver could access this support allowed 

them to manage their day-to-day existence (Remawi, Gadoud and Preston, 2023), and a 

reliable, familiar healthcare team provided opportunities for information to be given 

alongside treatment options. In a changing condition, as treatment options became more 

scarce patients were able to understand their deterioration (Caldwell, Arthur and Demers, 

2007).  

 

5.6.2 Patient’s support allows acceptance 

Patients who had built a strong partnership with healthcare professionals were able to  

accept that sensitive discussions could take place due to the comfort of the patient-clinician 

relationship (Glogowska et al., 2016). There is limited evidence in the wider literature to 

reiterate the impact for those patients who do not have that professional specialist support.  

The patients who did not have access to this commissioned service reported in the recent 
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study a sense of anxiety and concern relating to the deterioration of their condition, 

apprehension of who would assist family carers and what would happen when symptoms 

became more complex.  These findings add to the current body of evidence on this topic 

which is from the perspective of patient’s support experiences. 

 

5.6.3 Healthcare professionals need guidance  

The current study described available support for community heart failure nurses as a 

positive experience. Those who had access to multi-disciplinary meetings to discuss the 

complex care needs of their patients felt this to be beneficial, not only to the patients who 

would have a robust plan of care, to themselves as clinicians.  These opportunities allowed 

the nurses to be educated by palliative care experts, whilst gaining a level of knowledge and 

competency.  The recommendation that care planning should include all disciplines was 

echoed in the work by Singh et al., (2020). They reiterated that an adequate care team for this 

multifaceted disease should include professionals from health and social care disciplines.  

 

The evidence provided by this research and the wider literature has described the positive 

impact support has for patients, care givers and healthcare professionals. The additional 

insight gained from a patient perspective who does not have access to community heart 

failure nurse support has provided evidence into the negative impact this has on the 

individuals and their care givers.  Adequate support impacts on patients, care givers and 

clinician’s confidence to address care needs and provide the competence to make care 

decisions. This has highlighted the need for everyone involved in heart failure end-of-life 

care to build collaborative working relationships to share knowledge and be educated in 

disease progression whilst being supported. 
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5.7 Chapter summary 

 This chapter has presented the findings of this current research in relation to the wider 

literature.  It has described the emotional impact poor healthcare can have on patients and 

care givers, and the variation in practice due to the lack of importance placed on end-of-life 

conversations and palliative care.  

 

The perceived negativity associated with this aspect of care and the assumptions made by 

clinicians influences their approach, resulting in the undesirable emotional impact that they 

seek to avoid when addressing it.  The evidence demonstrates a need for repeated, gentle 

sharing of facts to allow patients and care givers to absorb the information they need. 

 

It is documented that end-of-life conversations are a complex task and there are multiple 

influences when undertaking them.  The findings from community heart failure nurses have 

offered an insight into the changes needed to improve clinical practice. When discussions 

occur and patient’s information needs are met they describe being fully informed, confident, 

competent and have identified a need for all of those involved to have a healthcare support 

network. 

 

The data from this current research has reported findings that are lacking in the wider 

literature.  Evidence from those who have experienced end-of-life conversations have 

provided an additional insight into the emotional impact of patients and care givers who 

receive suboptimal care. The researcher will address these preferences in the following 

chapter, and make recommendations to improve future care. 
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Chapter 6. Recommendations 

6.1 Introduction 

 This chapter will make recommendations for future practice based on the themes 

discussed in the previous chapter.  The recommendations will be made in relation to changes 

in practice, alterations in policy and the educational needs of those involved in heart failure 

end-of-life conversations. Once these proposals have been made the latter part of this chapter 

will examine; the role of the researcher who has a clinician background, changes in the 

researcher’s knowledge on this topic, the strengths and limitations of the current study, the 

recommendations for future research and dissemination of findings.  

 

6.2 Changes to current practice 

The current research and the wider literature has demonstrated that end-of-life 

conversations are described as complex and as a result rarely happen (Caldwell, Arthur and 

Demers, 2007), whilst there have been several identified factors as to why the discussions are 

not undertaken; death being viewed as a taboo topic therefore avoidance is viewed as 

protecting the patient’s emotions, difficulty in identifying an appropriate time to initiate these 

conversations, or confusion over clinician’s role in patient care, there is a strong emphasis on 

healthcare professionals assuming patients preferences (Ecarnot et al., 2018).  This study has 

provided an insight from the perspective of heart failure patients and their care giver’s needs 

which contradict these misconceptions, indicating there needs to be a change in practice to 

prioritise this task.  

 

The research advocates that those diagnosed with this condition require a support network to 

meet their individual requirements. The findings demonstrate that appropriate support for 

patients and care givers needs to be accessible, and consistent in allowing the important 
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clinician-patient relationship to be developed. The specialist healthcare professionals who 

have been identified as ideally placed to fill this void are community heart failure nurses 

(Glogowska et al., 2016).  This profession is thought to be well placed due to their 

organisational structures of working; provision of home visits allowing unstructured time 

spent with their patients, as well as offering multiple opportunities to give comprehensive 

advice and address questions patients or care givers may have (Boyd et al., 2004). The 

frequency of contacts is thought to cultivate a collaboration of trust and bond between 

clinician and patients, both of which have been highlighted as necessary to provide ongoing 

conversations and an environment where sensitive discussions can take place. 

 

It is recommended by this research and the wider literature that end-of-life conversations start 

early on in the patient’s disease trajectory (World Health Organization, 2023). This allows 

patients to be aware of the changes in symptoms and progression of their illness which may 

indicate they are entering the latter stages of their disease. Community heart failure nurses 

would be ideally place to offer that consistent and long term care needed to undertake this 

aspect of care (Hanratty, 2002). 

 

For those patients where a community heart failure service has not been commissioned 

alternative arrangements must be put into place in the form of a clinician who has a similar 

work schedule; facilities to review patients without the constraints of timed appointments, 

abilities to review patients at their home at a time of symptom deterioration, healthcare 

professionals who are able to form a collaborative working relationship, and have the 

expertise to manage this unpredictable disease. The expectation would be the patient’s 

general practitioner, who is generally viewed as the ‘overseer’ of patient’s care (Remawi, 

Gadoud and Preston, 2023). 
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The recognition of healthcare professional support is not just recommended for patients and 

their care givers, this extends to the community heart failure nurses themselves. In providing 

a multifaceted approach all the clinicians involved have the same perspective of formulating 

personalised care specifically tailored to the patient’s needs and gain an awareness of the 

healthcare services available to ensure collaborative multi-disciplinary care. Although this 

source of support was identified within the current research as a prerequisite in providing 

heart failure nurses with confidence and competency to initiate this aspect of care, it was 

apparent that not all heart failure services were privy to this arrangement.  A majority of 

community nurses within the current research described a variation in support networks 

available to them, highlighting the lack of collaborative partnerships between healthcare 

services.  This unified approach was viewed as preferable within the wider literature (Ecarnot 

et al., 2018), with research reiterating the benefits clinician support has to offer (Ziehm et al., 

2016a). The researcher’s recommendations are for community heart failure nurses to 

coordinate heart failure palliative care, with the support of multi-disciplined clinicians.  This 

will not only ensure patient care is individualised with an understanding of available services, 

it will provide all clinicians the opportunity to learn and gain confidence, and competence in 

their palliative care skills.   

 

6.3 Changes to current policy 

 The national policies and guidance on providing end-of-life conversations and 

palliative care to heart failure patients is currently tokenistic with no priority of practice 

attached to it (NHS England, 2022a). Alterations need to be made to increase the priority of 

this care. Current end-of-life communication within the UK is under scrutiny with the second 

reading of the assisted dying bill being pushed through Parliament in late 2024. The summary 

by Leadbeater, (2024) described the proposed bill as allowing adults with a terminal illness to 
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request assistance in ending their life.  This summary offers clinicians guidance in 

undertaking end-of-life discussions related to assisted dying, highlighting the lack of such 

advice for other aspects of terminal illness namely heart failure conversations and care. Heart 

failure being a terminal illness is pertinent to these potential changes in end-of-life policy and 

therefore demonstrates the importance of this research which has made recommendations to 

actively improve national guidance for this patient group. 

 

The evidence from this study has recommended that national guidance will reduce the 

variations in practice. Standardised recommendations should provide direction on early end-

of-life conversations alongside prognostic medical therapies, the need for leadership on care 

provision from identified clinicians who can accommodate time within their workload to 

provide ongoing discussions and definitive guidance on collaborative multi-disciplinary 

support for patients, care givers and healthcare professionals. The lack of emphasis on this 

care for heart failure patients has a negative impact on the services commissioned for patient 

care and as such results in suboptimal services are currently available for these sensitive 

conversations to take place (Beattie, Higginson and McDonagh, 2020b). 

 

6.4 Changes to education 

The lack of priority associated with end-of-life care has been demonstrated in this 

research and the wider literature. Although there is recognition in the wider literature that 

advanced communication skill training is thought to enhance a clinician’s abilities to initiate 

end-of-life conversations (Barrett and Connaire, 2016) the findings from the current literature 

dispute this. Evidence from this study demonstrate the clinicians who have multi-disciplinary 

support have access an educational resource in the form of their colleagues, they also gain 

confidence in providing end-of-life conversations through collaborative working with their 
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peers. Nurses who had experienced the multi-disciplinary team working described receiving 

education and confidence in their decision making abilities especially due to the uncertainty 

associated with the heart failure disease trajectory.  The community nurses in this research 

who did not have access to this support described hesitation in instigating end-of-life 

discussions.  To address these inconsistencies in care provision the use of multi-disciplinary 

meetings would allow healthcare professionals from all levels to meet and discuss shared 

patient care (Glogowska et al., 2016), something that community heart failure nurses in the 

current literature identified as a source of education due to the breadth of specialties taking 

part in their meetings. 

 

Table 4 below summaries the recommendations from this research. It address the action 

needed to improve end-of-life conversations and palliative care, whilst acknowledging the 

impact on care and the individuals involved in this aspect of care. 
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Recommendation Action needed Impact on care Impact on individuals 

All patients to 

have a community 

heart failure nurse 

service, or similar 

health provider 

advocate. 

Ensure 

commissioned 

services provide 

this support. 

• Co-ordinated care. 

• Increased awareness 

of service available. 

• Long term consistent 

care provided. 

• Someone to ‘oversee’ 

patient’s care. 

• Consistent support 

network. 

• Confidence in care 

provided. 

• Facility to build a 

patient-clinician 

relationship. 

• Informed practice. 

• Collaborative 

partnership 

working. 

Improvement to 

current policies 

and national 

guidance. 

National 

organisations to 

provide clear and 

concise guidance 

of care 

commissioning. 

• Increase prioritisation 

of end-of-life 

discussions. 

• Reduction in 

variations of practice. 

• Reduction in 

avoidance of 

addressing care 

needs. 

• Confidence to 

provide end-of-life 

care. 

• Competency to 

initiate sensitive 

conversations. 

• improve 

collaboration of 

services. 

Improve the 

priority of 

educating 

healthcare 

professionals 

Education of end-

of-life care in 

educational 

institutions, and 

provision of multi-

disciplinary 

learning. 

• Provide a unified 

approach to address 

care priorities. 

• Address gaps in 

knowledge and 

improve care. 

• Increase confidence 

of all involved due 

to a collaborative 

approach.  

• Confidence to 

address sensitive 

topics. 

• Clear understanding 

of care needs. 

Table 4. Summary of recommendations 

 

The identified recommendations needed to improve end-of-life discussions demonstrate the 

changes required are not straight forward. Structured policy changes to define who is 

responsible for leading this care, co-ordination of service and healthcare support for all those 

involved have been identified as a requirement in addressing end-of-life preferences for heart 

failure patients. These alterations to clinical practice would provide the confidence, 

competence and collaboration to ensure this aspect of care is prioritised.  
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6.5 Changes in knowledge of the researcher 

 The researcher came to this research with experiences of end-of-life conversations 

and palliative care provision from the perspective of a care provider.  They acknowledged the 

need for discussions to occur and the reluctance associated with acknowledging a patient’s 

deterioration from their fellow clinicians. They knew that there was an undisputed need for 

this care to improve for their patients. 

 

In undertaking this research they now appreciate the importance of healthcare professional 

support for patients, care givers and clinicians, whilst it seem obvious to them as a nurse their 

role was to support, inform and education the patient in their changing needs. It was not so 

apparent the impact healthcare support had on their colleagues. It was a task carried out in 

clinical practice in an informal way which may have accounted for the lack of emphasis 

associated with it. This research has highlighted the importance of collaborative working in 

providing  opportunities for education and improved competency, which results in greater 

confidence. It is these emotion promote action and conversation and should not be 

underestimated. 

 

6.6 The clinician as a researcher 

 This section will examine influences the researcher has brought to this research due to 

their clinical background and previous experiences of taking part in end-of-life conversations 

and palliative care provision. 
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6.6.1 The dual role of the researcher 

 The researcher has considered the impact of their clinical background, and the 

potential bias they bring to the study.   In considering their individual roles of clinician and 

researcher descriptions will provide transparency of their overall impact on this research. 

 

6.6.2 Researcher versus nurse 

The quality of qualitative research is often judged on the researcher’s ability to 

provide transparency in relation to the systematic analysis used (Smith and Noble, 2014).  

The experiences, beliefs, and preconceptions of the researcher are thought to result in 

research bias (Noble and Smith, 2015).  However, by addressing these in advance helps to  

improve the transparency and reduce the risk of bias (Smith and Noble, 2014). 

 

The researcher will address their clinical background and in doing so, discuss their 

experiences of having the dual roles of being a nurse and researcher, and how they felt this 

impacted on the research process.   

 

6.6.3 Background 

 The researcher has been a registered nurse for over 30 years, and spent the last 12 

years working as a community heart failure nurse.  Their responsibilities included identifying 

the change in patient’s symptoms and treating them accordingly.  This included recognising 

the need for end-of-life conversations and providing general palliative care. Yet their 

experiences of fellow clinician’s reluctance to acknowledge patient’s deterioration and 

avoidance of having end-of-life conversations raised questions regarding the quality of care 

heart failure patients were receiving.  It was these experiences that have been the motivation 

in undertaking this research. 



 169 

Whilst the researcher is confident in having sensitive discussions with heart failure patients 

and their care givers, there was an awareness on how their opinions could influence the 

research and the reliability of the study’s findings.   The use of reflexivity was felt to be an 

important process in demonstrating credibility within the research (Arber, 2006).  The 

researcher considered how their dual role of being a nurse may impact their ability to also be 

a researcher. 

 

6.6.4 Principles of the nurse 

The definition of nursing is to ultimately provide collaborative and autonomous care 

for everyone in all environments.  In providing health promotion, prevention of illness, and 

provision of care to those who are ill, have a disability and are dying, nurses are to act as 

advocates for their patients (World Health Organization, 2020). They are commonly viewed 

as ‘caring’ and ‘kind’ individuals who are there to listen, respond and be supportive to their 

patients. The philosophy of this profession is reflected within the professional guidance, 

which is to provide high standards of care (Nursing and Midwifery council, 2015).  In 

providing specialist and complex care, their ethical priorities are to ensure the safety of 

patients by managing risk to avoid harm (Royal College of Nursing, 2024). 

 

6.6.5 Principles of the researcher 

 The researcher’s role is to gather, analyse, and report data to provide evidence and 

understanding of the phenomena being studied (Jack, 2008).  Researchers have a 

responsibility to ensure that research undertaken, is conducted within ethical guidelines 

(Remenyi, Swan, and Van Den Assesm,  2011), with the main consideration being that no one 

taking part in the research comes to any harm from the activities associated with the study 

(Remenyi, Swan,  and Van Den Assesm, 2011,  Liaw and Tam, 2015). It is recognised that the 
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welfare of any patient taking part in a research study should take priority over the 

advancement of science (Greaney et al., 2012). Adhering to ethical considerations provide 

autonomy, non-maleficence, beneficence, and justice towards participants (Beauchamp and 

Childress, 2019).   

 

6.6.6 Dual role of nurse and researcher 

 It is argued that individuals cannot be a researcher and clinician simultaneously, 

despite there being overlap when practicing each profession (Lanza and Satz, 1995). 

Researchers view the people taking part as a participant and provider of information, whereas 

nurses will view them as patients (Wilkes, 2001). However, McIntosh, (2023) refute this 

opinion by describing that if professionals with dual roles observe the ethical principles of 

clinician and researcher the two roles will merge together.  This is felt to not be a simple 

process, and execution of it can produce conflict of values to nurses causing moral anxieties 

(Clarke and Clarke, 1991).   

 

6.6.7 Identification of the nurse role 

 The researcher has considered the forementioned concerns whilst adhering to the 

ethical principles of both being a nurse and researcher.  An example of this was the relevance 

of the researcher’s nursing role, and the implications this divulgence would have on the 

participant and researcher relationship.  Jack, (2008) described the negative impact the 

awareness may have on participant’s behaviour during the interview.  Participants may 

consciously withhold information relating to experiences, due to a recognition of nurses’ 

professional responsibilities.  Alternatively, they may use the interview as an opportunity to 

discuss clinical concerns.   
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In adhering to ethical guidance of transparency during the research process, the researcher 

disclosed relevant information relating to their professional background.  It was felt that due 

to the sensitivity of the topic being discussed participants should be informed of the previous 

nursing role, however guidance was provided to those taking part regarding the active 

position the researcher would be taking during the research (Dempsey et al., 2016).  Whilst 

the nurse would not be offering any clinical advice, each participant was offered a follow up 

contact post interview to discuss any concern the conversation may have triggered.  The 

purpose of this was to establish sources of support from the participant’s own network rather 

than counselling from the researcher (Holloway and Wheeler, 1995). 

 

6.6.8 The use of reflexivity 

 Reflexivity has been undertaken throughout the research process.  The practice of 

reflexivity has enabled the researcher to consider how their position will influence the 

research progression, the dynamics between patients and co-producers, and the needs of the 

participants (Warwick-Booth, Bagnall and Coan, 2021).   

 

An example of dual role conflict was during the recruitment stage.  A participant had 

expressed an interest in taking part in the study. However, due to their age and the clinical 

history available to the researcher there was concern alternative treatments potentially were 

available to them, resulting in the patient’s condition not requiring palliative care or them 

having had an end-of-life conversation.  As a nurse there was an understanding of treatment 

options, as a researcher there was an awareness of sample bias if the participant was excluded 

from taking part. In addressing the dual roles of both nurse and researcher considerations can 

be made regarding their positionality. Reflexivity is thought to bring the two professions 

closer together (English, Gott and Robinson, 2022), whilst aiming to conduct an unbiased 
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research (Ritchie et al., 2014). In an attempt to accomplish objective research, an informal 

conversation with the potential participants reiterated their experiences ensuring they did 

fulfil the inclusion criteria and therefore recruited to take part in the study. 

 

6.7 Dual role – ethical considerations - the researcher’s thoughts 

 This subsection has been written in the first person to enable the reader to not only 

sense the personal challenges associated with the dual roles, but also to allow the reader to 

differentiate between the nurse and researcher role when describing the separate experiences 

of the author. 

 

6.7.1 Nurse versus researcher 

My nursing career has now spanned several decades, with my most recent position 

providing specialist care to heart failure patients and their care giver. As a nurse, I felt 

comfortable in my decision making abilities and continually strived to deliver safe care under 

the guidance of the nurse’s governing body the Nursing and Midwifery Council (NMC) 

(Nursing and Midwifery council, 2018a).  My priorities have and always will be the welfare 

of my patients, even at the more challenging times of care planning, when there were no 

definitive treatment options available. It was during this time as a specialist nurse, that I 

explored the world of research by completing a Master’s degree.  This experience, and the 

motivation to improve end of life care for a patient group urged me to immerse myself further 

and embark on a full time research project to enhance end of life and palliative care. 

 

This progression from specialist nurse to researcher has been challenging, more so than I had 

anticipated.  The potential influences of how my epistemological views, clinical experiences 

and identity impact qualitative data collection, are well documented within the wider 
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literature (Hay-Smith et al., 2016).  Although I was clear in the expectations demanded of 

each role, I experienced concerns regarding how I would maintain a balance between 

providing safe interactions with patients in keeping with my nursing ethos, whilst fulfilling 

the commitments of my academic obligations, in adhering to ethical expectations of causing 

no harm to participants during the research process. 

 

Reflecting on the nursing and researcher role, I recognised there were particular areas when 

collecting data that have highlighted the challenges associated with my own positionality.   

 

The areas I had identified were: 

• The underpinning ethos of both clinician and researcher. 

• The formation of relationships between clinician / researcher and participant. 

• The impact of beneficence and nonmaleficence on data collection. 

• The primary purpose of a nurse or researcher. 

 

By comparing the experiences of undertaking research, with my clinical background I gained 

an insight into the requirements and expectations of each role, and establish whether being 

both a nurse and researcher would complement or contradict each other.  This provided me 

with an understanding of how to negotiate each role ensuring that patient safety really is at 

the centre of each interaction. 

 

6.7.2 The ethos of Nursing versus Researcher 

 When an individual takes up a subject position there is a certain discourse which is 

associated with that identity (Fahy and Smith, 1999).  I agree with Leslie and McAllister, 

(2002) who associate a nursing role as a person who is ‘caring’ and ‘kind’, who listens, 
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responds and is supportive to their patients.  This ethos of nursing is reflected in the guidance 

set out by the nurse’s governing body.  The Nursing and Midwifery council, (2018a), state 

that the nursing profession is to provide care, and to be an advocate for patients and carers 

following the basic principle of beneficence (‘to do good’) (Valizadeh et al., 2022).  

However, this protective nature and the practice of beneficence, was put into question when I 

became a researcher interacting with vulnerable patients.  I felt a need to protect patients who 

had agreed to take part in my research even though they have a limited life expectancy, 

within the wider literature questions are raised of whether it is ethical to include such frail 

participants into research at all (Bloomer et al., 2018).  My study findings are reflective of the 

current narrative of involving patients requiring palliative care.  Responses such as 

‘therapeutic’, ‘privilege’ and a ‘want’ to take part have been expressed by participants, 

reiterating my view that there is a need for this type of research (Vlckova et al., 2021), and 

contradicting the literature that expresses concern, that it would be more harmful than good 

(Kars et al., 2016).  As I navigated my way through the researcher role, beneficence appeared 

less significant.  Ethical processes are intended to ensure that no one taking part in the 

research comes to any harm from the activities associated with the study (Liaw and Tam, 

2015), adhering to the ideologies of non-maleficence (Ingham-Broomfield, 2017). This did 

however, provoke my want to protect participants.  Having spent many years practicing 

beneficence as a nurse, to curtail this and concentrate on non-maleficence did not feel natural 

to me.  The principle of beneficence from a researcher’s perspective must incorporate the 

wellbeing of the participant (Greaney et al., 2012), which is something that comes more 

naturally to me due to my expertise from years as a clinician.  Conversely, non-maleficence is 

also commonly practiced within my nursing role (Nursing and Midwifery council, 2018a).  

The challenges associated with the complex nature of heart failure as a disease, and 

indeterminate treatment plans that may be ineffectual, result in potential adverse effects being 
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considered on an individual basis.  This combined approach of using both beneficence and 

non-maleficence in nursing is transferable into my researcher role, with beneficence referring 

to the benefits of the research participant and non-maleficence referring to the possible risks 

to participants taking part (Ford and Reutter, 1990). 

 

In transferring both principles throughout the research process, assurances are made that 

individuals will benefit from participating and (as I have already mentioned), experience a 

cathartic effect from sharing their experiences (Doody and Noonan, 2016).  Patients 

experience the sense of trust that is associated with the cultural identity of a nurse,  (Martin et 

al., 2007).  However, now identifying as a researcher I experienced concerns that participants 

would either not feel comfortable in discussing their experiences during the research 

interview, or in acknowledging my clinical background would confide personal events which 

were not relevant to the research topic, and may have a negative impact on their emotions.  It 

is due to these concerns that I have considered the creation of the patient – researcher 

relationship. 

 

6.7.3 The formation of relationships between clinician / researcher and participant 

 Historically, medical professionals are seen as ‘experts’ in their specialist fields and 

are viewed as the source of knowledge and influence when informing clinical decision 

making for patients (Kaba and Sooriakumaran, 2007).  This is certainly an experience I have 

encountered previously when discussing treatment options with patients in the clinical 

setting.  Providing the pros and cons of each potential care plan in accordance with the 

principles of beneficence and non-maleficence, a number of patients have expressed that I am 

the ‘expert’ and they will be ‘guided by me’ in their decisions.  As a nurse there are 

opportunities of building relationships with patients and providing them with confidence to 
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work collaboratively in planning care (Leslie and McAllister, 2002).  However, as a 

researcher I was aware of the limited contact between myself and participants, and the impact 

this can have on qualitative data collection (Jack, 2008).   In being open with participants 

regarding my clinical background and expertise, broke down the non-clinical researcher – 

participant barriers.  This became apparent during data collection where patients shared 

personal information that has not been pertinent to the research topic.  These experiences 

concerned me due to their potential maleficent nature.  However, using my clinical skills I 

negotiated my roles to ensure participants were in a positive mind when discussing these 

events in an attempt to make the discussion a positive experience.  I was able to incorporate 

my clinical skills from my nursing role to provide a valuable awareness into the research 

process by practicing the principles of both beneficence and non-maleficence due to my 

clinical, and ethical awareness.  In failing to disclose my clinical background may contradict 

the philosophy of nursing and adherence these principles (Martin et al., 2007).   

 

These situations have not always been effortless. Discussing the sensitive subject of end-of-

life care, has on occasion resulted in participants becoming distressed.  This caused me 

conflict in adhering to both beneficence and non-maleficence as a researcher.  At what point 

should I have intervened and allow participants time to collect themselves without impacting 

on the quality of data collected?  In discussing their experiences it was acknowledge that this 

was therapeutic for them, and should I interfere with this process?  The work by Jack, (2008) 

recommends that there are certain circumstances when the nurse will have a legal and ethical 

responsibility to intervene and even halt the interview.  My clinical expertise guided my 

decision making in these situations.  I felt that if a participant felt comfortable to discuss 

personal stories that are emotive, this showed they trust my abilities to support them.  

Implementing the principles of both beneficence and non-maleficence as a researcher showed 
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that the welfare of individual participants were at the forefront of my research rather than the 

research itself and the data collected (Ashton, 2014). 

 

6.7.4 The impact of beneficence and nonmaleficence on data collection 

 The techniques I used to obtain experiences was also influential on the quality of 

research data.  As a nurse obtaining relevant clinical data it is imperative to ensure the correct 

diagnosis and treatment plan are prescribed (Bramhall, 2014, Nursing and Midwifery council, 

2018) reducing the risk of harm.  Pattern recognition is utilised when making an assessment 

of patient’s symptoms, based on a few pieces of information (Manias, Aitken and Dunning, 

2004).  ‘Focused’ questions obtain the specific information, and are directed on previously 

generated hypotheses (Barratt, 2019).  This approach, can be characterised as a form of 

hypothetico-deductive reasoning, which allows the use of clinical knowledge through pattern 

recognition to aid my diagnosis (Barratt, 2019).  During the decision making process I 

consider each possible outcome and assigned a value, reflective on the desirability of each 

individual effect (Harbison, 1991). This method is relevant in the management of heart 

failure symptoms, where there are potentially several treatment avenues, all of which may 

have both beneficial or negative impact on the patient’s health. In comparison my researcher 

role adopted the use of open-ended questions during the data collection, guiding the 

participant to describe experiences in their own words (Quick and Hall, 2015b), and enabled 

them to talk freely, with the intention that feel they are able to express themselves (Braun and 

Clarke, 2006b).  The collection of qualitative data in the form of an interview attempted to 

understand the world from the subjects’ point of view, to unfold the meaning of peoples’ 

experiences, to uncover their lived world prior to scientific explanations (DeJonckheere and 

Vaughn, 2019).  The purpose of this inductive approach was the allowance of findings to 

emerge from identified common, overriding themes without the limitations imposed by 
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hypothesis driven forms of enquiry (Thomas, 2006).  The use of open-ended questions guided 

the participant to describe experiences in their own words (Quick and Hall, 2015b), leaving 

them open to discuss emotive and personal experiences.  It is here that by practicing the 

principles of both beneficence and non-maleficence as a researcher ensured that the 

wellbeing of the participant was not being compromised. The purpose of research should 

always come second to the individuals participating.  It may be necessary to accept and 

concede that there are going to be certain limitations to the research to achieve this (Beaver, 

Luker and Woods, 1999), to protect the welfare and safety of the patient.   

 

6.7.5 The primary purpose of a nurse or researcher 

 The nursing profession is regarded as a caring occupation, with a focus on helping 

patients and their carers to adapt to their illness (Cheraghi et al., 2023).  This includes health 

promotion, and prevention of illness (World Health Organization, 2020) by providing 

evidence based care. I am expected by my governing body, the public and my employer to 

fulfil this legal requirement (Royal College of Nursing, 2018), and in doing so will maintain 

the principles of both beneficence and non-maleficence as set out within the Nursing and 

Midwifery council’s guidance (Nursing and Midwifery council, 2018a).  The question that 

arises from these expectations is when does the responsibility of a nurse end? I always have a 

duty to provide safe care to patients, and all service users (Nursing and Midwifery council, 

2018b), and I believe this was inclusive of my interactions with patients and carers 

participating in my research.  Considering my new role as a researcher, this is someone who 

generates new knowledge, that will support health organisations to enhanced care provision 

in the longer term (Fathalla and Fathalla, 2008).  There is a necessity for evidence to inform 

care and this is recognised as essential in guaranteeing that we provide the most effective 

provision of care and interventions (Watmough et al., 2010).  Ensuring I adhered to ethical 
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guidance in my researcher role maintained the principle of non-maleficence.  However, I felt 

that by providing evidence that will enrich care for individuals, the practice of beneficence 

applies indirectly to this role as well, especially in the long term care. Maintaining the 

expectations of both roles, I feel there is overlap in both being a researcher and nurse.  Using 

the experiences and expertise I have gained ensured that the principles of both beneficence 

and non-maleficence are upheld. 

 

The process of undertaking this research has been a challenging, and thought provoking 

experience for me.  I was very aware throughout the whole process that it was my 

experiences in clinical practice that had motivated the topic of research, my opinions and my 

views that the practice of end-of-life conversations needed to improve.  Patients who took 

part had been identified by their healthcare professional as requiring palliative care, and as 

such could be viewed as being on ‘borrowed time’,  and yet they still wanted to help others 

by taking part. I had a responsibility to ensure the study was conducted in a manner worthy of 

the participants time.  I felt I had a duty of care to these participants who were sharing their 

experiences.  The use of participatory methods ensured the research perspective remained 

that of the patient, and reassured me that there was a need for this research. 

 

The use of the framework thematic analysis methods even though were thorough and as I 

thought never ending, provided transparency and replicability in producing robust research 

for such an important topic.  The ongoing reflective process throughout this research has 

enabled me to keep returning to the purpose of this research, not my opinion but those of the 

population it affects. 
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I found phase 2 of the study, when community heart failure nurses were involved more 

challenging than phase 1.  Where I had patient participant involvement (PPI) to assist me in 

remaining focused and true to the aims of the study during the research process in phase 1, I 

then struggled to detach myself when gathering experiences of the community nurses in 

phase 2.  It felt harder to not visualise myself in their role having been there myself 

previously.  Through reflecting on the process and regular meetings with my supervisors to 

discuss my experiences.  I was able to differentiate between my nursing role and that of a 

researcher.  

 

This section has considered the influences of having a dual role when the researcher has been 

a clinician and gained first hand experiences of the phenomena being studied. 

 

Throughout the research the researcher has considered their impact on the process due to 

their dual role of both nurse and researcher through the use of reflexivity.  To ensure the 

research was as bias free as possible, co-production with a national heart failure charity 

enabled the research process to be from a patient perspective. The researcher has discussed 

the implications of both roles and how beneficence and non-maleficence intertwines between 

the two.  All researchers bring experiences and beliefs to each study, which if considered and 

acknowledged in advance, enhances the transparency of the study and possible research bias 

(Smith and Noble, 2014). 

 

Beneficence and non-maleficence flow between both roles of nursing and researcher, to 

ensure there is minimal influence on data collected. It is important to be honest with 

participants and ensure they are aware of my remit as a researcher.  The provision of 

professional boundaries will provide participants with a safe environment to express their 
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experiences (Richards and Schwartz, 2002).  The researcher’s knowledge and clinical 

expertise will ensure that the benefit of taking part in the study will outweigh the potential 

risks associated with being involved (West, 2019).   

 

The researcher has considered their influences on the current study, and will now consider the 

strengths and limitations of this research. 

 

6.8  Strengths and limitations of the research 

6.8.1 Strengths – the patient’s voice 

 Involving patients in research, who have been identified as nearing the end of their 

life is reported to be challenging due to their vulnerability (Anderson and Hatton, 2000), and 

unstable symptoms (Casarett and Karlawish, 2000). It was previously assumed within the 

wider literature that this patient group do not want to participate due to their limited survival 

and the burden of taking part (Anderson and Hatton, 2000). However, with careful planning 

and flexibility it is felt to be unethical not to approach participants who are end-of-life 

(Vlckova et al., 2021) and recent evidence reiterates the notion that this group should not be 

excluded (Bloomer et al., 2018). Due to the continued negativity and perceived challenges 

associated with this type of research (Chatland et al., 2023), there remains limited research 

involving heart failure patients who have been identified as being end-of-life.  This study 

provides evidence to fill this gap in current research. It was undertaken by a researcher with 

clinical experiences of caring for this patient group which enabled them to adapt the research 

process and use their clinical skills to ensure the patient’s changing physical and 

psychological needs were met.  The vulnerability and limited life expectancy of these 

participants were a consideration for the researcher and as such the priority of this study was 

to ensure it represented the patient’s voice.  Therefore, a participatory research approach was 
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used to ensure the community assisted in shaping the design and make sure it was from the 

perspective of heart failure patients (Hotze, T., 2011).  

 

6.8.2 The use of community based participatory research 

There is a lack of research in the wider literature that used participatory methods for 

the minority group of heart failure patients and their care givers. The method of community 

based participatory research (CBPR) was utilised in this current study which also added to 

the limited literature involving vulnerable participants in use of co-produced research. It is 

recognised that CBPR is used to provide research representative of minority groups (Holkup 

et al., 2009), to ensure it is relevant to the community being studied (Springer and Skolarus, 

2019). Due to the minimal amount of evidence using this method, this research provided 

occasion for heart failure patients to collaborate and participate in research which will gained 

an insight into their end-of-life experiences, and ultimately provide recommendations to 

improve current care. 

 

6.9  Limitations of the sample 

 6.9.1 Diversity of patients and care givers 

 Efforts were made by the researcher to obtain a national sample which was inclusive 

to all ethnic groups. It is noted that the sample for this research was mainly of white British 

descent.  In view of identified minority groups, such as those from a south Asian background 

having a higher cardiovascular risk and therefore being increasingly likely to have heart 

failure, a sample that included this ethnic background would have been more representative 

of the general population (Banerjee, 2020). This limitation is thought to restrict experiences 

of accessing palliative care services and as such does not provide generalisable findings. The 
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inclusion of minority groups would have also addressed the already recognised inequalities 

for these patient receiving end-of-life care (Aker et al., 2024).  

 

6.9.2 Diversity of the community heart failure nurse sample 

There are limitations associated with the recruitment of this study which was pertinent 

to the community heart failure nurses. They were nurses who were sourced from a national 

sample that responded to an email invite.  Even though the researcher attempted to attract 

nurses from all community providers there was a possibility of omitting some services due to 

lack of online presence in promoting their care provision.  The self-identified community 

nurses who participated may have represented those clinicians who had a particular interest in 

palliative care, or were confident in their abilities to initiate end-of-life conversations with 

their patients.  A further limitation associated with the recruitment of the nurses was a lack of 

ethnic diversity.  As the researcher has already mentioned the sample identified as white, 

British and all of the nurses were female. Due to the lack of diversity of this sample and the 

small participant numbers the findings cannot be viewed as generalisable.   

 

6.9.3 Heart failure care givers sample 

 The current research has included 2 participants in this study who were care givers, 

and had experienced end-of-life conversations. It is already acknowledge that there is a lack 

of evidence from participants who have already taken part in these discussions.  The 

deficiency in representation of this participant group has not provided rich evidence and 

insight for this group. 

 

This study has provided evidence from heart failure patients, care givers and clinicians who 

have taken part in end-of-life conversations which is limited in the wider literature. The use 
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of participatory methods has ensured it is relevant to the population being studied and from 

their perspectives.  The limited sample of care givers, and diversity of ethnic minority groups 

means the results are not replicable to the general population however, do add to the current 

resource of evidence.  The recommendations for further research will be documented in the 

forthcoming section. 

 

6.10 Recommendations for future research 

 Currently there is limited literature on the preferences of heart failure patients and 

care givers when taking part in end-of-life conversations and palliative care provision.  This 

research provides an insight into those preferences specifically relating to this disease, where 

previous studies have made comparisons or assumptions based on other terminal illnesses.  

Having addressed the limitations of this work, the researcher has identified a need for further 

research to be done on this topic.   

 

There is a requirement for further research into the provision of palliative care by community 

heart failure nurses.  Work is needed to identify the availability of these nurses nationally, and 

the commissioning practice for those patients that do not have access to a community heart 

failure service. This will establish how this speciality can easily incorporate this aspect of 

care into their working practice or the organisation of practice for those that do not have a 

specialist support.   

 

Further research is also required regarding the practice of undertaking end-of-life 

conversations.  In gathering data, the frequency of these discussions within different clinical 

areas will offer an insight into current practice and provide evidence for best practice to 

ensure these discussion take place.  If the assisted dying bill, which is currently being pushed 
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through parliament is successfully passed the importance of end-of-life conversations with 

heart failure patients will become even more relevant in the provision of clinical practice.  

 

The current lack of participatory research methods used in heart failure palliative studies has 

demonstrated how co-produced research is largely sidelined when undertaking this type of 

research.  There is evidence to suggest the benefits of a collaborative patient – researcher 

partnership from the inception throughout the research process into the dissemination of 

findings (Warwick-Booth, Bagnall and Coan, 2021).   The benefits of using this method in 

the current research has allowed vulnerable participants, such as those with experiences of 

heart failure to work collaboratively with the researcher.  This ensured the terminology used 

was non medicalised and understandable for potential participants, as well as making sure the 

interview questions were from a patient perspective and gaining an insight from those who 

have experienced the phenomena being studied (Schubotz, 2020). Working collaboratively 

throughout the research process provided equality between service users and care providers 

(Schubotz, 2020), and reassurance to the researcher that their own professional experiences 

weren’t influencing the data collected.  The recommendation for future research is that by 

engaging with patient and public involvement will not only add validity to findings (Vaughn 

and Jacquez, 2020), but will improve those exposed to health inequalities (Schubotz, 2020).   

 

Finally there is a need for further research in end-of-life conversations experiences of ethnic 

minority groups, focusing on those from south Asian backgrounds where there is a higher 

level of prevalence of heart failure. This evidence would complement the current research in 

providing a sample that was more representative of the general population (Banerjee, 2020).  
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6.11 Dissemination of findings 

 The researcher has presented their findings to researchers, patient and public 

involvement members and academics in the form of online and in-person presentations 

associated with the Applied Research Collaboration, East of England. The importance of 

involving participants with terminal illness has been a regular source of interest. The 

researcher believes this should be prioritised in future research to ensure lived experiences 

and preferences are collated to formulate healthcare services.  

 

The proposed sharing of these findings will be undertaken in the form of a highlight report.  

This will be shared with the participants and the co-production charity who have collaborated 

with the researcher throughout the research process. 

 

The study will also be submitted to peer reviewed scientific journals for publication.  

 

6.12 Conclusion 

The aim of this research was to improve understanding regarding the experiences and 

preferences of end-of-life conversations and palliative care provision for heart failure patients 

and care givers.   

 

The current study has approached this research in applying a co-production method to ensure 

the process and findings were from the perspective of the minority group involved.  The 

ultimate findings from the evidence is heart failure with its unique deterioration of 

inconsistent episodes of deterioration and instability of symptoms are not similar to other 

incurable diseases.  Even though it is acknowledged that end-of-life symptoms and care 

needs maybe similar to those of other terminal illnesses, such as cancer (Beattie, Higginson 
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and McDonagh, 2020a), the specific trajectory of heart failure is very different.  This non-

malignant illness requires its own guidance and end-of-life approach to be prioritised. The 

unpredictability of its disease trajectory means this cannot and should not be slotted into 

current guidance of end-of-life care.  Acknowledgement of its distinctiveness and addressing 

the care needs will ensure patients and care givers receive the care that will meet their 

individualised requirements.  

 

The evidence has also highlighted the negative emotional impact this lack of care provision 

has on patients, care givers and healthcare professionals demonstrating a need to improve 

current guidance and practice. Enhanced patient – clinician relationships, increased 

prioritisation through changes in current policy and guidance and the education of all 

involved in caring for heart failure patients through collaborative working will provide 

confidence, competency and collaboration that is needed to improve end-of-life conversations 

and palliative care provision.   

 

 

 

 

 

 

 

 

 

 

 



 188 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



 189 

References 

Addington-Hall, J. (2002) ‘Research sensitivities to palliative care patients: Research 

sensitivities to palliative care patients’, European Journal of Cancer Care, 11(3), pp. 220–

224. Available at: https://doi.org/10.1046/j.1365-2354.2002.00343.x. 

Aker, N. et al. (2024) ‘Experiences and access of palliative and end of life care for older 

people from minority ethnic groups: a scoping review’, BMC Palliative Care, 23(228), pp. 1–

13. 

Almack, K. et al. (2012) ‘After you: conversations between patients and healthcare 

professionals in planning for end of life care’, BMC Palliative Care, 11(1), p. 15. Available 

at: https://doi.org/10.1186/1472-684X-11-15. 

Anderson, D.G. and Hatton, D.C. (2000) ‘Accessing Vulnerable Populations for Research’, 

Western Journal of Nursing Research, 22(2), pp. 244–251. Available at: 

https://doi.org/10.1177/01939450022044386. 

Andress, L. et al. (2020) ‘Addressing power dynamics in community-engaged research 

partnerships’, Journal of Patient-Reported Outcomes, 4(1), p. 24. Available at: 

https://doi.org/10.1186/s41687-020-00191-z. 

Arber, A. (2006) ‘Reflexivity: A challenge for the researcher as practitioner?’, Journal of 

Research in Nursing, 11(2), pp. 147–157. Available at: 

https://doi.org/10.1177/1744987106056956. 

Ashton, S. (2014) ‘Researcher or nurse? Difficulties of undertaking semi-structured 

interviews on sensitive topics’, Nurse Researcher, 22(1), pp. 27–31. Available at: 

https://doi.org/10.7748/nr.22.1.27.e1255. 

Atkinson, L.Z. and Cipriani, A. (2018) ‘How to carry out a literature search for a systematic 

review: a practical guide’, BJPsych Advances, 24(2), pp. 74–82. Available at: 

https://doi.org/10.1192/bja.2017.3. 

Aveyard, H. (2019) Doing a literature review in health and social care. A practical guide. 4th 

edn. London: Open University Press. 

Bain, K. (2024) ‘Using text-based vignettes in qualitative social work research’, Qualitative 

Social Work, 23(1), pp. 165–178. Available at: https://doi.org/10.1177/14733250231175386. 

Balaban, R.B. (2000) ‘A physician’s guide to talking about end-of-life care’, Journal of 

General Internal Medicine, 15(3), pp. 195–200. Available at: https://doi.org/10.1046/j.1525-

1497.2000.07228.x. 

Baldwin, S. and Bick, D. (2021) ‘Using framework analysis in health visiting research: 

Exploring first-time fathers’ mental health and wellbeing’, Journal of Health Visiting, 9(5), 

pp. 206–213. Available at: https://doi.org/10.12968/johv.2021.9.5.206. 

Banerjee, A. (2020) ‘Ethnicity, heart failure and the  prevention continuum: time to act’, 

Heart, 106(9), pp. 630–633. 



 190 

Barclay, S. et al. (2011) ‘End-of-life care conversations with heart failure patients: a 

systematic literature review and narrative synthesis’, British Journal of General Practice, 

61(582), pp. e49–e62. Available at: https://doi.org/10.3399/bjgp11X549018. 

Barra, M. (2021) ‘Nobody Wants to Talk About Dying: Facilitating End-of-Life Discussions’, 

The Journal of Continuing Education in Nursing, 52(6), pp. 287–293. Available at: 

https://doi.org/10.3928/00220124-20210514-08. 

Barratt, J. (2019) ‘Developing clinical reasoning and effective communication skills in 

advanced practice’, Nursing Standard, 34(2), pp. 37–44. Available at: 

https://doi.org/10.7748/ns.2018.e11109. 

Barrett, M. and Connaire, K. (2016) ‘A palliative care approach in heart failure: knowledge 

and attitudes of cardiac nurses’, British Journal of Cardiac Nursing, 11(3), pp. 136–142. 

Available at: https://doi.org/10.12968/bjca.2016.11.3.136. 

Bastida, E.M. et al. (2010) ‘Ethics and Community-Based Participatory Research: 

Perspectives From the Field’, Health Promotion Practice, 11(1), pp. 16–20. Available at: 

https://doi.org/10.1177/1524839909352841. 

Baumann, N. (2016) ‘How to use the medical subject headings (Me SH )’, International 

Journal of Clinical Practice, 70(2), pp. 171–174. Available at: 

https://doi.org/10.1111/ijcp.12767. 

Baumeister, R.F. and Leary, M.R. (1997) ‘Writing Narrative Literature Reviews’, Review of 

General Psychology, 1(3), pp. 311–320. 

Beattie, J.M. (2014) ‘Palliative care for heart failure: Challenges and opportunities’, 

European Journal of Cardiovascular Nursing, 13(2), pp. 102–104. Available at: 

https://doi.org/10.1177/1474515114521697. 

Beattie, J.M., Higginson, I.J. and McDonagh, T.A. (2020a) ‘Palliative Care in Acute Heart 

Failure’, Current Heart Failure Reports, 17(6), pp. 424–437. Available at: 

https://doi.org/10.1007/s11897-020-00494-8. 

Beattie, J.M., Higginson, I.J. and McDonagh, T.A. (2020b) ‘Palliative Care in Acute Heart 

Failure’, Current Heart Failure Reports, 17(6), pp. 424–437. Available at: 

https://doi.org/10.1007/s11897-020-00494-8. 

Beattie, J.M., Higginson, I.J. and McDonagh, T.A. (2020c) ‘Palliative Care in Acute Heart 

Failure’, Current Heart Failure Reports, 17(6), pp. 424–437. Available at: 

https://doi.org/10.1007/s11897-020-00494-8. 

Beauchamp, T. and Childress, J. (2019) ‘Principles of Biomedical Ethics : Marking Its 

Fortieth Anniversary’, The American Journal of Bioethics, 19(11), pp. 9–12. Available at: 

https://doi.org/10.1080/15265161.2019.1665402. 

Beaver, K., Luker, K. and Woods, S. (1999) ‘Conducting research with the terminally ill: 

challenges and considerations’, International Journal of Palliative Nursing, 5(1), pp. 13–17. 

Available at: https://doi.org/10.12968/ijpn.1999.5.1.9926. 



 191 

Bloomer, M.J. et al. (2018) ‘Dying persons’ perspectives on, or experiences of, participating 

in research: An integrative review’, Palliative Medicine, 32(4), pp. 851–860. Available at: 

https://doi.org/10.1177/0269216317744503. 

Booth, A. (2006) ‘“‘Brimful of STARLITE’”: toward standards for reporting literature 

searches’, J Med Libr Assoc, 94(04), pp. 421–430. 

Boyd, K.J. et al. (2004) ‘Living with advanced heart failure: a prospective, community based 

study of patients and their carers’, European Journal of Heart Failure, 6(5), pp. 585–591. 

Available at: https://doi.org/10.1016/j.ejheart.2003.11.018. 

Boyd, K.J. et al. (2009) ‘Making sure services deliver for people with advanced heart failure: 

a longitudinal qualitative study of patients, family carers, and health professionals’, Palliative 

Medicine, 23(8), pp. 767–776. Available at: https://doi.org/10.1177/0269216309346541. 

Bradshaw, A. (2000) ‘Competence and British nursing: a view from history’, Journal of 

Clinical Nursing, 9(3), pp. 321–329. Available at: https://doi.org/10.1046/j.1365-

2702.2000.00399.x. 

Bramhall, E (2014) ‘Effective communication skills in nursing practice.’, Nursing Standard, 

29(14), pp. 53–59. 

Braun, V. and Clarke, V. (2006a) ‘Using thematic analysis in psychology’, Qualitative 

Research in Psychology, 3(2), pp. 77–101. Available at: 

https://doi.org/10.1191/1478088706qp063oa. 

Braun, V. and Clarke, V. (2006b) ‘Using thematic analysis in psychology’, Qualitative 

Research in Psychology, 3(2), pp. 77–101. Available at: 

https://doi.org/10.1191/1478088706qp063oa. 

Braun, V. and Clarke, V. (2022) Thematic analysis. A practical guide. London: SAGE 

Publications Ltd. 

British Heart Foundation (2008) Heart failure nurse services in England: Executive 

summary. G235, pp. 1–30. Available at: 

https://www.bhf.org.uk/informationsupport/publications/about-bhf/g235-heart-failure-nurse-

services-in-england---executive-summary (Accessed: 30 August 2024). 

British Heart Foundation (2022) Caring for someone with heart failure towards the end of 

life. Available at: https://www.mariecurie.org.uk/professionals/palliative-care-knowledge-

zone/condition-specific-short-guides/heart-failure (Accessed: 11 August 2023). 

British Heart Foundation (2024) BHF UK CVD Factsheet. Factsheet, pp. 1–21. Available at: 

https://www.bhf.org.uk/-/media/files/for-professionals/research/heart-statistics/bhf-cvd-

statistics-uk-factsheet.pdf (Accessed: 6 October 2024). 

Browne, S. et al. (2014) ‘Patient, Carer and Professional Perspectives on Barriers and 

Facilitators to Quality Care in Advanced Heart Failure’, PLoS ONE. Edited by F. Harris, 9(3), 

p. e93288. Available at: https://doi.org/10.1371/journal.pone.0093288. 



 192 

Buccheri, R.K. and Sharifi, C. (2017) ‘Critical Appraisal Tools and Reporting Guidelines for 

Evidence‐Based Practice’, Worldviews on Evidence-Based Nursing, 14(6), pp. 463–472. 

Available at: https://doi.org/10.1111/wvn.12258. 

Butler, A.E., Copnell, B. and Hall, H. (2019) ‘Researching people who are bereaved: 

Managing risks to participants and researchers’, Nursing Ethics, 26(1), pp. 224–234. 

Available at: https://doi.org/10.1177/0969733017695656. 

Caldwell, P.H., Arthur, H.M. and Demers, C. (2007) ‘Preferences of patients with heart 

failure for prognosis communication’, Canadian Journal of Cardiology, 23(10), pp. 791–796. 

Available at: https://doi.org/10.1016/S0828-282X(07)70829-2. 

Casarett, D.J. and Karlawish, J.H.T. (2000) ‘Are Special Ethical Guidelines Needed For 

Palliative Care Research?’, Journal of Pain and Symptom Management, 20(2), pp. 130–139. 

Available at: https://doi.org/10.1016/S0885-3924(00)00164-0. 

CASP (2025a) FAQs, casp-uk.net. Available at: https://casp-uk.net/faqs/ (Accessed: 24 June 

2025). 

CASP (2025b) What Is A Pilot Study?, casp-uk.net. Available at: https://casp-

uk.net/news/what-is-a-pilot-study (Accessed: 1 July 2025). 

Chaiviboontham, S. (2011) ‘Recruitment and retention challenges in research of palliative 

care in patients with advanced cancer’, Progress in Palliative Care, 19(4), pp. 185–188. 

Available at: https://doi.org/10.1179/1743291X11Y.0000000009. 

Chambers, E. et al. (2019) ‘Patient and carer involvement in palliative care research: An 

integrative qualitative evidence synthesis review’, Palliative Medicine, 33(8), pp. 969–984. 

Available at: https://doi.org/10.1177/0269216319858247. 

Chatland, L. et al. (2023) ‘Research participation in palliative  medicine—benefits and 

barriers for  patients and families: rapid review  and thematic synthesis’, BMJ Supportive & 

Palliative Care, 13(35), pp. 35–44. 

Cheraghi, R. et al. (2023) ‘Clarification of ethical principle of the beneficence in nursing 

care: an integrative review’, BMC Nursing, 22(1), p. 89. Available at: 

https://doi.org/10.1186/s12912-023-01246-4. 

Chipidza, F., Wallwork, R. and Stern, T. (2015) ‘Impact of the doctor-patient relationship’, 

Primary care companion, 17(5). Available at: https://doi.org/10.4088/PCC.15f01840. 

Clarke, J. and Clarke, J. (1991) ‘Moral dilemmas in nursing research’, Nursing Standard, 

5(50), pp. 22–25. Available at: https://doi.org/10.7748/ns.5.50.22.s64. 

Colbourne, L. and Sque, M. (2004) 'Split personalities: Role conflict between nurse and nurse 

researcher', NT research, 9(4), pp. 297-304. 

 

Connolly, M et al. (2014) ‘End of life care in heart failure A framework for implementation.’ 

NHS Improving Quality. Available at: https://www.england.nhs.uk/improvement-hub/wp-

content/uploads/sites/44/2017/11/heart-failure.pdf (Accessed: 31 July 2023). 



 193 

Conrad, N. et al. (2018) ‘Temporal trends and patterns in heart failure incidence: a 

population-based study of 4 million individuals’, The Lancet, 391(10120), pp. 572–580. 

Available at: https://doi.org/10.1016/S0140-6736(17)32520-5. 

Coulter, A. and Collins, A. (2011) Making shared decision-making a reality: no decision 

about me, without me. London: King’s Fund. 

Cousino, M.K. et al. (2023) ‘Medical and End-of-Life Decision-Making Preferences in 

Adolescents and Young Adults with Advanced Heart Disease and Their Parents’, JAMA 

Network Open, 6(5), p. e2311957. Available at: 

https://doi.org/10.1001/jamanetworkopen.2023.11957. 

Creswell, J. (2013) Qualitative inquiry and research design.  Choosing among five 

approaches. 3rd edn. California: SAGE Publications Ltd. 

Crotty, M. (1998) Title: The Foundations of Social Research : Meaning and Perspective in 

the Research Process. 1st edition. Australia: Allen and Unwin. 

Curtis, K. et al. (2017) ‘Translating research findings to clinical nursing practice’, Journal of 

Clinical Nursing, 26(5–6), pp. 862–872. Available at: https://doi.org/10.1111/jocn.13586. 

Daley, A., Matthews, C. and Williams, A. (2006) ‘Heart failure and palliative care services 

working in partnership: report of a new model of care’, Palliative Medicine, 20(6), pp. 593–

601. Available at: https://doi.org/10.1177/0269216306071060. 

Davidson, P.M. et al. (2013) ‘The caregiving perspective in heart failure: a population based 

study’, BMC Health Services Research, 13(1), p. 342. Available at: 

https://doi.org/10.1186/1472-6963-13-342. 

Davis, R., Davies, M., and Lip, G. (2006) ABC of Heart Failure. 2nd edn. Oxford: Blackwell 

Publishing. 

De Vleminck, A. et al. (2014) ‘Barriers to Advance Care Planning in Cancer, Heart Failure 

and Dementia Patients: A Focus Group Study on General Practitioners’ Views and 

Experiences’, PLoS ONE. Edited by C.O.H. Jones, 9(1), p. e84905. Available at: 

https://doi.org/10.1371/journal.pone.0084905. 

DeJonckheere, M. and Vaughn, L.M. (2019) ‘Semistructured interviewing in primary care 

research: a balance of relationship and rigour’, Family Medicine and Community Health, 

7(2), p. e000057. Available at: https://doi.org/10.1136/fmch-2018-000057. 

Delgado, C. et al. (2017) ‘Nurses’ resilience and the emotional labour of nursing work: An 

integrative review of empirical literature’, International Journal of Nursing Studies, 70, pp. 

71–88. Available at: https://doi.org/10.1016/j.ijnurstu.2017.02.008. 

Dempsey, L. et al. (2016) ‘Sensitive Interviewing in Qualitative Research: SENSITIVE 

INTERVIEWING’, Research in Nursing & Health, 39(6), pp. 480–490. Available at: 

https://doi.org/10.1002/nur.21743. 

Denk, C.E. et al. (1997) ‘How Do Americans Want to Die? A Factorial Vignette Survey of 

Public Attitudes about End-of-Life Medical Decision-Making’, Social Science Research, 

26(1), pp. 95–120. Available at: https://doi.org/10.1006/ssre.1996.0587. 



 194 

Department of Health (2008) End of Life strategy. 284109. Available at: 

https://www.gov.uk/government/publications/end-of-life-care-strategy-promoting-high-

quality-care-for-adults-at-the-end-of-their-life. 

Department of Health (2010) Equity and excellence: liberating the NHS. Norwich: Stationery 

Office. 

Dijxhoorn, A.-F. et al. (2023) ‘Clinicians’ perceptions of the emotional impact of providing 

palliative care: A qualitative interview study’, Palliative and Supportive Care, 21(5), pp. 

843–849. Available at: https://doi.org/10.1017/S1478951522000980. 

Dixon, J. et al. (2015) Equality in the provision of palliative care in the UK: review of 

evidence., pp. 1–145. Available at: 

https://www.mariecurie.org.uk/globalassets/media/documents/policy/campaigns/equity-

palliative-care-uk-report-full-lse.pdf (Accessed: 4 December 2023). 

Doody, O. and Noonan, M. (2016) ‘Nursing research ethics, guidance and application in 

practice’, British Journal of Nursing, 25(14), pp. 803–807. Available at: 

https://doi.org/10.12968/bjon.2016.25.14.803. 

Doyle, D. (2005) ‘Palliative medicine: the first 18 years of a new sub-specialty of General 

Medicine’, Journal Royal College of Physicians Edinburgh, 35, pp. 199–205. 

Dunlay, S et al. (2015) ‘A survey of clinician attitudes and self-reported practices regarding 

end-of-life care in heart failure’, Palliative Medicine, 29(3), pp. 260–267. 

EBSCOhost (2025) Search, University of Essex. Available at: 

https://web.p.ebscohost.com/ehost/search/advanced?vid=11&sid=66f4f132-abf0-4f0c-b3be-

e57012a89630%40redis (Accessed: 11 May 2025). 

Ecarnot, F. et al. (2018) ‘End-of-life situations in cardiology: a qualitative study of 

physicians’ and nurses’ experience in a large university hospital’, BMC Palliative Care, 

17(1), p. 112. Available at: https://doi.org/10.1186/s12904-018-0366-5. 

English, W., Gott, M. and Robinson, J. (2022) ‘Being reflexive in research and clinical 

practice: a practical example’, Nurse Researcher, 30(2), pp. 30–35. Available at: 

https://doi.org/10.7748/nr.2022.e1833. 

Etikan, I. (2016) ‘Comparison of Convenience Sampling and Purposive Sampling’, American 

Journal of Theoretical and Applied Statistics, 5(1), p. 1. Available at: 

https://doi.org/10.11648/j.ajtas.20160501.11. 

Fahy, K. and Smith, P. (1999) ‘From the Sick Role to Subject Positions: A New Approach to 

the Medical Encounter’, Health: An Interdisciplinary Journal for the Social Study of Health, 

Illness and Medicine, 3(1), pp. 71–94. Available at: 

https://doi.org/10.1177/136345939900300101. 

Fathalla, M.F. and Fathalla, M.M.F. (2008) Guía práctica de investigación en salud. 

Washington, D.C.: Organización Panamericana de la Salud. 



 195 

Fernandopulle, N. (2021) ‘To what extent does hierarchical leadership affect health care 

outcomes?’, Medical Journal of the Islamic Republic of Iran, 35(117), pp. 1–4. Available at: 

https://doi.org/10.47176/mjiri.35.117. 

Ferrari, R. (2015) ‘Writing narrative style literature reviews’, Medical Writing, 24(4), pp. 

230–235. Available at: https://doi.org/10.1179/2047480615Z.000000000329. 

Foot, C. et al. (2014) People in control of their own health and care: the state of involvement. 

London: The Kings Fund, pp. 1–82. Available at: 

https://assets.kingsfund.org.uk/f/256914/x/7c4051df4c/people_in_control_their_own_health_

care_november_2014.pdf (Accessed: 5 November 2024). 

Ford, J.S. and Reutter, L.I. (1990) ‘Ethical dilemmas associated with small samples’, Journal 

of Advanced Nursing, 15(2), pp. 187–191. Available at: https://doi.org/10.1111/j.1365-

2648.1990.tb01800.x. 

Foster, J.W. et al. (2012) ‘Community-based participatory research and the challenges of 

qualitative analysis enacted by lay, nurse, and academic researchers’, Research in Nursing & 

Health, 35(5), pp. 550–559. Available at: https://doi.org/10.1002/nur.21494. 

Fouka, G. and Mantzorou, M. (2011) ‘What are the Major Ethical Issues in Conducting 

Research? Is there a Conflict between the Research Ethics and the Nature of Nursing?’, 

HEALTH SCIENCE JOURNAL, 5(1), p. 12. 

Fox, M., Martin, P. and Green, G. (2007) Doing practitioner research. London: SAGE 

Publications Ltd. 

Freeman, E.R. et al. (2006) ‘Challenges of Conducting Community-Based Participatory 

Research in Boston’s Neighbourhoods to Reduce Disparities in Asthma’, Journal of Urban 

Health, 83(6), pp. 1013–1021. Available at: https://doi.org/10.1007/s11524-006-9111-0. 

Furber, C. (2010) ‘Framework analysis: a method for analysing qualitative data’, African 

Journal of Midwifery and Women’s Health, 4(2), pp. 97–100. Available at: 

https://doi.org/10.12968/ajmw.2010.4.2.47612. 

Furley, P. and Goldschmied, N. (2021) ‘Systematic vs. Narrative Reviews in Sport and 

Exercise Psychology: Is Either Approach Superior to the Other?’, Frontiers in Psychology, 

12, p. 685082. Available at: https://doi.org/10.3389/fpsyg.2021.685082. 

Gadoud, A. et al. (2014) ‘Palliative Care among Heart Failure Patients in Primary Care: A 

Comparison to Cancer Patients Using English Family Practice Data’, PLoS ONE. Edited by 

C. Passino, 9(11), p. e113188. Available at: https://doi.org/10.1371/journal.pone.0113188. 

Gale, N.K. et al. (2013) ‘Using the framework method for the analysis of qualitative data in 

multi-disciplinary health research’, BMC Medical Research Methodology, 13(1), p. 117. 

Available at: https://doi.org/10.1186/1471-2288-13-117. 

Gibbs, L.M., Khatri, A.K. and Gibbs, J.S.R. (2006) ‘Survey of specialist palliative care and 

heart failure: September 2004’, Palliative Medicine, 20(6), pp. 603–609. Available at: 

https://doi.org/10.1177/0269216306071063. 



 196 

Glogowska, M. et al. (2016) ‘“Sometimes we can’t fix things”: a qualitative study of health 

care professionals’ perceptions of end of life care for patients with heart failure’, BMC 

Palliative Care, 15(1), p. 3. Available at: https://doi.org/10.1186/s12904-016-0074-y. 

Goldsmith, L. (2021) ‘Using Framework Analysis in Applied Qualitative Research’, The 

Qualitative Report [Preprint]. Available at: https://doi.org/10.46743/2160-3715/2021.5011. 

Goranson, A. et al. (2020) ‘Doctors are seen as Godlike: Moral typecasting in medicine’, 

Social Science & Medicine, 258, p. 113008. Available at: 

https://doi.org/10.1016/j.socscimed.2020.113008. 

Gott, M. et al. (2011) ‘Transitions to palliative care in acute hospitals in England: qualitative 

study’, BMJ, 342, p. d1773. Available at: https://doi.org/10.1136/bmj.d1773. 

Gott, M. et al. (2012) ‘“That’s part of everybody’s job”: the perspectives of health care staff 

in England and New Zealand on the meaning and remit of palliative care’, Palliative 

Medicine, 26(3), pp. 232–241. Available at: https://doi.org/10.1177/0269216311408993. 

Gouldthorpe, C. et al. (2023) ‘Specialist Palliative Care for Patients with Cancer: More Than 

End-of-Life Care’, Cancers, 15(14), p. 3551. Available at: 

https://doi.org/10.3390/cancers15143551. 

Gray, B. (2009a) ‘The  emotional labour in nursing 1: exploring the concept.’, Nursing Times, 

105(8), pp. 26–29. 

Gray, B. (2009b) ‘The  emotional labour of nursing 2: analysing the barriers.’, Nursing Times, 

105(9), pp. 24–26. 

Greaney, A.-M. et al. (2012) ‘Research ethics application: a guide for the novice researcher’, 

British Journal of Nursing, 21(1), pp. 38–43. Available at: 

https://doi.org/10.12968/bjon.2012.21.1.38. 

Green, B.N., Johnson, C.D. and Adams, A. (2006) ‘Writing narrative literature reviews for 

peer-reviewed journals: secrets of the trade’, Journal of Chiropractic Medicine, 5(3), pp. 

101–117. Available at: https://doi.org/10.1016/S0899-3467(07)60142-6. 

Grix, J. (2019) The foundations of research. 3rd edn. London: Red Globe Press. 

Gysels, M., Shipman, C. and Higginson, I.J. (2008) ‘Is the qualitative research interview an 

acceptable medium for research with palliative care patients and carers?’, BMC Medical 

Ethics, 9(1), p. 7. Available at: https://doi.org/10.1186/1472-6939-9-7. 

Hackett, A. and Strickland, K. (2019) ‘Using the framework approach to analyse qualitative 

data: a worked example’, Nurse Researcher, 26(2), pp. 8–13. Available at: 

https://doi.org/10.7748/nr.2018.e1580. 

Haile, Z.T. (2022) ‘Critical Appraisal Tools and Reporting Guidelines’, Journal of Human 

Lactation, 38(1), pp. 21–27. Available at: https://doi.org/10.1177/08903344211058374. 

Hanratty, B. (2002) ‘Doctors’ perceptions of palliative care for heart failure: focus group 

study’, BMJ, 325(7364), pp. 581–585. Available at: 

https://doi.org/10.1136/bmj.325.7364.581. 



 197 

Hanratty, B. et al. (2006) ‘Doctors’ understanding of palliative care’, Palliative Medicine, 

20(5), pp. 493–497. Available at: https://doi.org/10.1191/0269216306pm1162oa. 

Hanratty, B. and Mair, F. (2006) ‘We want you: Specialist nurses needed for palliative care in 

heart failure’, British Journal of Cardiac Nursing, 1(2), pp. 64–67. Available at: 

https://doi.org/10.12968/bjca.2006.1.2.20521. 

Hanson, L.C. et al. (2014) ‘Strategies to Support Recruitment of Patients With Life-Limiting 

Illness for Research: The Palliative Care Research Cooperative Group’, Journal of Pain and 

Symptom Management, 48(6), pp. 1021–1030. Available at: 

https://doi.org/10.1016/j.jpainsymman.2014.04.008. 

Harbison, J. (1991) ‘Clinical decision making in nursing’, Journal of Advanced Nursing, 

16(4), pp. 404–407. Available at: https://doi.org/10.1111/j.1365-2648.1991.tb03429.x. 

Hart, B., Sainsbury, P. and Short, S. (1998) ‘Whose dying? A sociological critique of the 

“good death”’, Mortality, 3(1), pp. 65–77. Available at: https://doi.org/10.1080/713685884. 

Hassan, Z.A., Schattner, P. and Mazza, D. (2006) ‘DOING A PILOT STUDY: WHY IS IT 

ESSENTIAL?’, Malaysian Family Physician, 1(2), pp. 70–73. 

Haynes, R.B. (2002) ‘Clinical expertise in the era of evidence-based medicine and patient 

choice’, Evidence-Based Medicine, 7(2), pp. 36–38. Available at: 

https://doi.org/10.1136/ebm.7.2.36. 

Hay-Smith, E.J.C. et al. (2016) ‘Once a clinician, always a clinician: a systematic review to 

develop a typology of clinician-researcher dual-role experiences in health research with 

patient-participants’, BMC Medical Research Methodology, 16(1), p. 95. Available at: 

https://doi.org/10.1186/s12874-016-0203-6. 

Higginbotham, K., Jones, I. and Johnson, M. (2021a) ‘A grounded theory study: Exploring 

health care professionals  decision making when managing end stage heart failure care’, 

Journal of Advanced Nursing, 77, pp. 3142–3155. Available at: 

https://doi.org/10.1111/jan.14852. 

Higginbotham, K., Jones, I. and Johnson, M. (2021b) ‘A grounded theory study: Exploring 

health care professionals decision making when managing end stage heart failure care’, 

Journal of Advanced Nursing, 77(7), pp. 3142–3155. Available at: 

https://doi.org/10.1111/jan.14852. 

Hill, L. et al. (2020) ‘Integration of a palliative approach into heart failure care: a EUROPEAN 

SOCIETY OF CARDIOLOGY HEART FAILURE ASSOCIATION position paper’, European Journal of 

Heart Failure, 22(12), pp. 2327–2339. Available at: https://doi.org/10.1002/ejhf.1994. 

Hill, L. et al. (2024) ‘Heart Failure Nurses within the Primary Care Setting’, Cardiac Failure 

Review, 10, p. e01. Available at: https://doi.org/10.15420/cfr.2023.15. 

Hill, Z. et al. (2022) ‘Are verbatim transcripts necessary in applied qualitative research: 

experiences from two community-based intervention trials in Ghana’, Emerging Themes in 

Epidemiology, 19(1), p. 5. Available at: https://doi.org/10.1186/s12982-022-00115-w. 



 198 

Hjelmfors, L. et al. (2014) ‘Communicating prognosis and end-of-life care to heart failure 

patients: A survey of heart failure nurses’ perspectives’, European Journal of Cardiovascular 

Nursing, 13(2), pp. 152–161. Available at: https://doi.org/10.1177/1474515114521746. 

Hochschild, A. (1983) The Managed Heart: Commercialization of Human Feeling. London: 

University of California press, Ltd. 

Hockley, J. (2005) ‘Dame Cicely Saunders 1918-2005: a great palliative care pioneer’, 

International Journal of Palliative Nursing, 11(8), pp. 406–407. Available at: 

https://doi.org/10.12968/ijpn.2005.11.8.19607. 

Holkup, P.A. et al. (2009) ‘Community-based Participatory Research’:, p. 14. 

Holloway, I. and Wheeler, S. (1995) ‘Ethical Issues in Qualitative Nursing Research’, 

Nursing Ethics, 2(3), p. 10. 

Horlait, M. et al. (2016) ‘What are the barriers faced by medical oncologists in initiating 

discussion of palliative care? A qualitative study in Flanders, Belgium’, Supportive Care in 

Cancer, 24(9), pp. 3873–3881. Available at: https://doi.org/10.1007/s00520-016-3211-5. 

Hospice UK (2023) Palliative and End of Life Care Policy and Guidance. Available at: 

https://www.hospiceuk.org/our-campaigns/policy-and-influencing/understanding-health-care-

system/palliative-end-life-care-policy-guidance (Accessed: 4 December 2023). 

Hotze, T. (2011) ‘Identifying the Challenges in Community-Based Participatory Research 

Collaboration’, AMA Journal of Ethics, 13(2), pp. 105–108. Available at: 

https://doi.org/10.1001/virtualmentor.2011.13.2.jdsc2-1102. 

Hughes, R. and Huby, M. (2002) ‘The application of vignettes in social and nursing 

research’, Journal of Advanced Nursing, 37(4), pp. 382–386. Available at: 

https://doi.org/10.1046/j.1365-2648.2002.02100.x. 

Hui, D. et al. (2012) ‘The Lack of Standard Definitions in the Supportive and Palliative 

Oncology Literature’, Journal of Pain and Symptom Management, 43(3), pp. 582–592. 

Available at: https://doi.org/10.1016/j.jpainsymman.2011.04.016. 

Hupcey, J.E., Penrod, J. and Fenstermacher, K. (2009) ‘Review Article: A Model of Palliative 

Care for Heart Failure’, American Journal of Hospice and Palliative Medicine®, 26(5), pp. 

399–404. Available at: https://doi.org/10.1177/1049909109333935. 

Im, J. et al. (2019) ‘“The Future is Probably Now”: Understanding of illness, uncertainty and 

end‐of‐life discussions in older adults with heart failure and family caregivers’, Health 

Expectations, 22(6), pp. 1331–1340. Available at: https://doi.org/10.1111/hex.12980. 

Ingham-Broomfield, R (2017) ‘A nurses’ guide to ethical considerations and the process for 

ethical approval of nursing research.’, AUSTRALIAN JOURNAL OF ADVANCED NURSING, 

35(1), pp. 40–47. 

Jaarsma, T. et al. (2021) ‘Self‐care of heart failure patients: practical management 

recommendations from the Heart Failure Association of the European Society of Cardiology’, 

European Journal of Heart Failure, 23(1), pp. 157–174. Available at: 

https://doi.org/10.1002/ejhf.2008. 



 199 

Jack, S. (2008) ‘Guidelines to Support Nurse-Researchers Reflect on Role Conflict in 

Qualitative Interviewing’, The Open Nursing Journal, 2, pp. 58–62. Available at: 

https://doi.org/10.2174/1874434600802010058. 

Johnson, H. et al. (2021) ‘Patient and public involvement in palliative care research: What 

works, and why? A qualitative evaluation’, Palliative Medicine, 35(1), pp. 151–160. 

Available at: https://doi.org/10.1177/0269216320956819. 

Johnson, j et al. (2011) ‘Heart failure specialist nurses’ use of palliative care services: a 

comparison of surveys across England in 2005 and 2010’, European Journal of 

Cardiovascular Nursing, 11(2), pp. 190–196. 

Johnson, M.J. (2018) ‘Heart failure and palliative care: Time for action’, Palliative Medicine, 

p. 026921631880445. Available at: https://doi.org/10.1177/0269216318804456. 

Jones, T.A. et al. (2017) ‘Feasibility and Pilot Studies in Palliative Care Research: A 

Systematic Review’, Journal of Pain and Symptom Management, 54(1), pp. 139-151.e4. 

Available at: https://doi.org/10.1016/j.jpainsymman.2017.02.015. 

Jordhøy, M.S. et al. (1999) ‘Challenges in palliative care research; recruitment, attrition and 

compliance: experience from a randomized controlled trial’, Palliative Medicine, 13(4), pp. 

299–310. Available at: https://doi.org/10.1191/026921699668963873. 

Joseph-Williams, N. et al. (2017) ‘Implementing shared decision making in the NHS: lessons 

from the MAGIC programme’, BMJ, p. j1744. Available at: 

https://doi.org/10.1136/bmj.j1744. 

Kaba, R. and Sooriakumaran, P. (2007) ‘The evolution of the doctor-patient relationship’, 

International Journal of Surgery, 5(1), pp. 57–65. Available at: 

https://doi.org/10.1016/j.ijsu.2006.01.005. 

Kane, P.M. et al. (2018) ‘Strategies to address the shortcomings of commonly used advanced 

chronic heart failure descriptors to improve recruitment in palliative care research: A parallel 

mixed-methods feasibility study’, Palliative Medicine, 32(2), pp. 517–524. Available at: 

https://doi.org/10.1177/0269216317706426. 

Kars, M.C. et al. (2016) ‘A systematic review of reasons for gatekeeping in palliative care 

research’, Palliative Medicine, 30(6), pp. 533–548. Available at: 

https://doi.org/10.1177/0269216315616759. 

Kham, T.V. (2013) ‘Overview of Social Constructionism and Its Potential Applications for 

Social Work Education and Research in Vietnam’, VNU Journal of Social Sciences and 

Humanities, 29(4), pp. 30–37. 

Kinman, G. and Leggetter, S. (2016) ‘Emotional Labour and Wellbeing: What Protects 

Nurses?’, Healthcare, 4(4), p. 89. Available at: https://doi.org/10.3390/healthcare4040089. 

Kirshbaum, M.N.Y. et al. (2011) ‘Talking about dying and death: a focus group study to 

explore a local community perspective’, Nursing Reports, 1(1), p. 8. Available at: 

https://doi.org/10.4081/nursrep.2011.e8. 



 200 

Koenig, B.A., Back, A.L. and Crawley, L.M. (2003) ‘Qualitative Methods in End-of-Life 

Research’, Journal of Pain and Symptom Management, 25(4), pp. S43–S52. Available at: 

https://doi.org/10.1016/S0885-3924(03)00060-5. 

Kübler-Ross, E. (1986) Death.  The final stage of growth. first touchstone edition. New York: 

Touchstone. 

Lanza, M.L. and Satz, H. (1995) ‘Researcher and clinician: Role conflict and resolution’, 

Group, 19(2), pp. 120–126. Available at: https://doi.org/10.1007/BF01458232. 

Larson, D.G. and Tobin, D.R. (2000) ‘End-of-Life Conversations: Evolving Practice and 

Theory’, JAMA, 284(12), p. 1573. Available at: https://doi.org/10.1001/jama.284.12.1573. 

Leadbeater, K. (2024) Terminally Ill Adults (End of Life) Bill explanatory notes, 012 2024-25. 

Available at: https://www.mentalcapacitylawandpolicy.org.uk/wp-

content/uploads/2024/11/Leadbeater-Bill-questions.pdf (Accessed: 11 December 2024). 

Leslie, H. and McAllister, M. (2002) ‘The Benefits of Being a Nurse in Critical Social 

Research Practice’, Qualitative Health Research, 12(5), pp. 700–712. Available at: 

https://doi.org/10.1177/104973202129120098. 

Lewis, C. and Stephens, B. (2005) ‘Improving palliative care provision for patients with heart 

failure’, British Journal of Nursing, 14(10), pp. 563–567. Available at: 

https://doi.org/10.12968/bjon.2005.14.10.18105. 

Liaw, S.-T. and Tam, C.W.M. (2015) ‘Ethical research or research ethics?’, The Journal of the 

Royal Australian College of General practitioners, 44(7), pp. 522–523. 

Liu, A, O’Riordan, D, and Pantilat, S (2020) ‘A comparison of hospitalised patients with 

heart failure and cancer referred to palliative care’, JAMA Network Open, 3(2), pp. 1–12. 

Lockwood, C., Munn, Z. and Porritt, K. (2015) ‘Qualitative research synthesis: 

methodological guidance for systematic reviewers utilizing meta-aggregation’, International 

Journal of Evidence-Based Healthcare, 13(3), pp. 179–187. Available at: 

https://doi.org/10.1097/XEB.0000000000000062. 

Luck, L., Chok, H.N. and Wilkes, L. (2017) ‘Nurses as participants in research: an evaluation 

of recruitment techniques’, Nurse Researcher, 25(2), pp. 44–48. Available at: 

https://doi.org/10.7748/nr.2017.e1546. 

Maciver, J. and Ross, H.J. (2018) ‘A palliative approach for heart failure end-of-life care’, 

Current Opinion in Cardiology, 33(2), pp. 202–207. Available at: 

https://doi.org/10.1097/HCO.0000000000000484. 

Manias, E., Aitken, R. and Dunning, T. (2004) ‘Decision-making models used by “graduate 

nurses” managing patients’ medications’, Journal of Advanced Nursing, 47(3), pp. 270–278. 

Available at: https://doi.org/10.1111/j.1365-2648.2004.03091.x. 

Marie Curie (2015) ‘What is a good death?’ Available at: 

https://www.mariecurie.org.uk/blog/what-is-a-good-death/48655 (Accessed: 9 October 2024). 



 201 

Marie Curie (2020) Good communication at end of life. Available at: 

https://www.mariecurie.org.uk/professionals/palliative-care-knowledge-zone/individual-

needs/good_communication (Accessed: 4 December 2023). 

Martin, W. et al. (2007) ‘Balancing dual roles in end-of-life research’, Canadian Oncology 

Nursing Journal, 17(3), pp. 141–143. Available at: 

https://doi.org/10.5737/1181912x173141143. 

Masters, J. et al. (2019) ‘Increasing the heart failure nursing workforce: recommendations by 

the British Society for Heart Failure Nurse Forum’, British Journal of Cardiac Nursing, 

14(11), pp. 1–12. Available at: https://doi.org/10.12968/bjca.2019.0109. 

Mathew, A. et al. (2003) ‘The development of palliative care in national government policy 

in England, 1986–2000’, Palliative Medicine, 17(3), pp. 270–282. Available at: 

https://doi.org/10.1191/0269216303pm693oa. 

Mays, N. (2000) ‘Qualitative research in health care: Assessing quality in qualitative 

research’, BMJ, 320(7226), pp. 50–52. Available at: https://doi.org/10.1136/bmj.320.7226.50. 

McCaughan, D. et al. (2018) ‘Palliative care specialists’ perceptions concerning referral of 

haematology patients to their services: findings from a qualitative study’, BMC Palliative 

Care, 17(1), p. 33. Available at: https://doi.org/10.1186/s12904-018-0289-1. 

McDonagh, T.A. et al. (2021) ‘2021 ESC Guidelines for the diagnosis and treatment of acute 

and chronic heart failure’, European Heart Journal, 42(36), pp. 3599–3726. Available at: 

https://doi.org/10.1093/eurheartj/ehab368. 

McIntosh, G.L. (2023) ‘Nurse researcher identity and reflexivity in interpretive 

phenomenological analysis: a personal narrative’, Nurse Researcher [Preprint]. Available at: 

https://doi.org/10.7748/nr.2023.e1870. 

Meier, E.A. et al. (2016) ‘Defining a Good Death (Successful Dying): Literature Review and 

a Call for Research and Public Dialogue’, The American Journal of Geriatric Psychiatry, 

24(4), pp. 261–271. Available at: https://doi.org/10.1016/j.jagp.2016.01.135. 

Milligan, S. and Potts, S. (2009) ‘The History of Palliative Care’, in E. Stevens, S. Jackson, 

and S. Milligan (eds) Palliative Nursing. 1st edn. Wiley, pp. 1–16. Available at: 

https://doi.org/10.1002/9781444322705.ch1. 

Molzahn, A et al. (2020) ‘Life and priorities before death: A narrative inquiry of uncertainty 

and end of life in people with heart failure and their family members’, European Journal of 

Cardiovascular Nursing, 19(7), pp. 629–637. 

Momen, N.C. and Barclay, S.I.G. (2011) ‘Addressing “the elephant on the table”: barriers to 

end of life care conversations in heart failure – a literature review and narrative synthesis’, 

Current Opinion in Supportive & Palliative Care, 5(4), pp. 312–316. Available at: 

https://doi.org/10.1097/SPC.0b013e32834b8c4d. 

Montori, V.M. et al. (2023) ‘Shared decision-making as a method of care’, BMJ Evidence-

Based Medicine, 28(4), pp. 213–217. Available at: https://doi.org/10.1136/bmjebm-2022-

112068. 



 202 

Moore, H.L. et al. (2021) ‘Inclusion of person-centred care in medical and nursing 

undergraduate curricula in the UK: Interviews and documentary analysis’, Patient Education 

and Counselling, 104(4), pp. 877–886. Available at: 

https://doi.org/10.1016/j.pec.2020.09.030. 

Moult, A. et al. (2023) ‘A proposal to embed patient and public involvement within 

qualitative data collection and analysis phases of a primary care based implementation study’, 

Research Involvement and Engagement, 9(1), p. 37. Available at: 

https://doi.org/10.1186/s40900-023-00440-7. 

Mühlbacher, A.C. and Juhnke, C. (2013) ‘Patient Preferences Versus Physicians’ Judgement: 

Does it Make a Difference in Healthcare Decision Making?’, Applied Health Economics and 

Health Policy, 11(3), pp. 163–180. Available at: https://doi.org/10.1007/s40258-013-0023-3. 

Munn, Z., Peters, M.D.J., et al. (2018) ‘Systematic review or scoping review? Guidance for 

authors when choosing between a systematic or scoping review approach’, BMC Medical 

Research Methodology, 18(1), p. 143. Available at: https://doi.org/10.1186/s12874-018-0611-

x. 

Munn, Z., Stern, C., et al. (2018) ‘What kind of systematic review should I conduct? A 

proposed typology and guidance for systematic reviewers in the medical and health sciences’, 

BMC Medical Research Methodology, 18(1), p. 5. Available at: 

https://doi.org/10.1186/s12874-017-0468-4. 

Murray, S. and Amblàs, J. (2021) ‘Palliative care is increasing, but curative care is growing 

even faster in the last months of life’, British Journal of General Practice, 71(710), pp. 410–

411. Available at: https://doi.org/10.3399/bjgp21X716921. 

Murray, S.A. (2002) ‘Dying of lung cancer or cardiac failure: prospective qualitative 

interview study of patients and their carers in the community’, BMJ, 325(7370), pp. 929–929. 

Available at: https://doi.org/10.1136/bmj.325.7370.929. 

Murtagh, F., Preston, M. and Higginson, I. (2004) ‘Patterns of dying: palliative care for non-

malignant disease’, Clinical Medicine, 4(1), pp. 39–44. Available at: 

https://doi.org/10.7861/clinmedicine.4-1-39. 

National Institute for Health and Care Excellence (2018) Chronic heart failure in adults: 

diagnosis and management, nice.org.uk. Available at: www.nice.org.uk/guidance/ng106 

(Accessed: 16 December 2024). 

National Institute for Health and Care Excellence (2019) ‘End of life care for adults: service 

delivery’. Available at: https://www.nice.org.uk/guidance/ng142/resources/end-of-life-care-

for-adults-service-delivery-pdf-66141776457925. 

National palliative and end of life care partnership (2021) Ambitions for palliative and end of 

life care: A national framework for local action 2021-2026., pp. 1–50. Available at: 

https://www.england.nhs.uk/wp-content/uploads/2022/02/ambitions-for-palliative-and-end-

of-life-care-2nd-edition.pdf (Accessed: 4 December 2023). 

Nelson, A et al. (2021) Public attitudes to death and dying in the UK. Marie Curie . Available 

at: https://www.mariecurie.org.uk/globalassets/media/documents/policy/policy-

publications/2022/creating-a-death-literate-society.pdf. 



 203 

Nelson, R.C. and Peterson, W.D. (1975) ‘Challenging the Last Great Taboo: Death’, The 

school counsellor, 22(5), pp. 353–359. 

NHS England (2022a) ‘Health and Care Act 2022.’ TSO (The Stationery Office). Available 

at: https://www.legislation.gov.uk/ukpga/2022/31/pdfs/ukpga_20220031_en.pdf (Accessed: 

23 November 2023). 

NHS England (2022b) Palliative and End of Life Care. Official PR1673, pp. 1–14. Available 

at: https://www.england.nhs.uk/wp-content/uploads/2022/07/Palliative-and-End-of-Life-

Care-Statutory-Guidance-for-Integrated-Care-Boards-ICBs-September-2022.pdf (Accessed: 

16 December 2024). 

NHS England (2023) ‘Addressing palliative and end of life care needs for people living with 

heart failure: a revised framework for integrated care systems.’ Available at: 

https://www.england.nhs.uk/publication/addressing-palliative-and-end-of-life-care-needs-for-

people-living-with-heart-failure/ (Accessed: 10 November 2023). 

NHS England (2017) 'Guidance for using the Adult Palliative Care Currency.' Available at: 

https://www.england.nhs.uk/wp-content/uploads/2017/03/guidance-using-adult-palliative-

care-currency.pdf (Accessed 7 January 2022). 

Noble, H. and Smith, J. (2015) ‘Issues of validity and reliability in qualitative research’, 

Evidence Based Nursing, 18(2), pp. 34–35. Available at: https://doi.org/10.1136/eb-2015-

102054. 

Noyes, J. et al. (2019) ‘Synthesising quantitative and qualitative evidence to inform 

guidelines on complex interventions: clarifying the purposes, designs and outlining some 

methods’, BMJ Global Health, 4(Suppl 1), p. e000893. Available at: 

https://doi.org/10.1136/bmjgh-2018-000893. 

Nursing and Midwifery council (2010) ‘Standards for competence for registered nurses.’ 

Available at: https://www.nmc.org.uk/globalassets/sitedocuments/standards/nmc-standards-

for-competence-for-registered-nurses.pdf. 

Nursing and Midwifery council. (2015) ‘The code. Professional standards of practice and 

behaviour for nurses, midwifes and nursing associates’. 

Nursing and Midwifery council (2018a) ‘Future nurse: Standards of proficiency for registered 

nurses.’ Available at: https://www.nmc.org.uk/globalassets/sitedocuments/standards-of-

proficiency/nurses/future-nurse-proficiencies.pdf. 

Nursing and Midwifery council (2018b) ‘The Code. Professional standards of practice and 

behaviour for nurses, midwives and nursing associates.’ Available at: 

https://www.nmc.org.uk/standards/code/read-the-code-online/#second (Accessed: 9 February 

2023). 

O’Dowd, A. (2015) ‘Chronic underfunding in palliative care is key cause of poor care of 

dying people’, BMJ, p. h4969. Available at: https://doi.org/10.1136/bmj.h4969. 

O’Hanlon, D. and Harding, R. (2011) ‘Are specialist heart failure nurses currently able to 

provide palliative care to their patients?’, Progress in Palliative Care, 19(4), pp. 165–171. 

Available at: https://doi.org/10.1179/1743291X11Y.0000000010. 



 204 

Oktay, A.A., Rich, J.D. and Shah, S.J. (2013) ‘The Emerging Epidemic of Heart Failure with 

Preserved Ejection Fraction’, Current Heart Failure Reports, 10(4), pp. 401–410. Available 

at: https://doi.org/10.1007/s11897-013-0155-7. 

O’Leary, N. et al. (2009) ‘A comparative study of the palliative care needs of heart failure 

and cancer patients’, European Journal of Heart Failure, 11(4), pp. 406–412. Available at: 

https://doi.org/10.1093/eurjhf/hfp007. 

Orlovic, M. et al. (2022) ‘Challenges for Patients Dying of Heart Failure and Cancer’, 

Circulation: Heart Failure, 15(12). Available at: 

https://doi.org/10.1161/CIRCHEARTFAILURE.122.009922. 

O’Sullivan, S., Desmond, E. and Buckley, M. (2023) ‘The Ethics of Engagement and 

Representation in Community-based Participatory Research’, Ethics and Social Welfare, 

17(2), pp. 159–174. Available at: https://doi.org/10.1080/17496535.2023.2211756. 

Park, S. (Ethan) (2020) ‘Beyond patient-centred care: a conceptual framework of co-

production mechanisms with vulnerable groups in health and social service settings’, Public 

Management Review, 22(3), pp. 452–474. Available at: 

https://doi.org/10.1080/14719037.2019.1601241. 

Patton, M.Q. (2002) Qualitative research and evaluation methods. 3rd edn. California: SAGE 

Publications Ltd. 

Pearce, J. (2020) ‘Marie Curie’s Talkabout campaign: tackling taboos.  Early and open 

conversations with patients and their families can make a huge difference to the end of life 

experience.’, Cancer Nursing Practice, 19(2), p. 14. Available at: 

https://doi.org/10.7748/cnp.19.2.14.s9. 

Peeler, A., Afolabi, O. and Harding, R. (2024) ‘Palliative care is an overlooked global health 

priority’, BMJ, p. q2387. Available at: https://doi.org/10.1136/bmj.q2387. 

Petersen, S., Rayner, M. and Wolstenholme, J. (2002) ‘Coronary heart disease statistics: heart 

failure supplement 2002 edition’, heart failure, pp. 1–36. 

Petrucci, R.J. et al. (2006) ‘Cognitive Dysfunction in Advanced Heart Failure and 

Prospective Cardiac Assist Device Patients’, The Annals of Thoracic Surgery, 81(5), pp. 

1738–1744. Available at: https://doi.org/10.1016/j.athoracsur.2005.12.010. 

Petts, J (2018) ‘Dying Matters: The “death taboo”’, St Clare hospice. Available at: 

https://stclarehospice.org.uk/news_posts/dying-matters-the-death-taboo/ (Accessed: 22 

November 2023). 

Pini, S. et al. (2021) ‘Patient and professional experiences of palliative care referral 

discussions from cancer services: A qualitative interview study’, European Journal of Cancer 

Care, 30(1). Available at: https://doi.org/10.1111/ecc.13340. 

Point, S. and Baruch, Y. (2023) ‘(Re)thinking transcription strategies: Current challenges and 

future research directions’, Scandinavian Journal of Management, 39(2), p. 101272. 

Available at: https://doi.org/10.1016/j.scaman.2023.101272. 



 205 

Ponikowski, P. et al. (2016) ‘2016 ESC Guidelines for the diagnosis and treatment of acute 

and chronic heart failure: The Task Force for the diagnosis and treatment of acute and chronic 

heart failure of the European Society of Cardiology (ESC)Developed with the special 

contribution of the Heart Failure Association (HFA) of the ESC’, European Heart Journal, 

37(27), pp. 2129–2200. Available at: https://doi.org/10.1093/eurheartj/ehw128. 

Pyo, J. et al. (2023) ‘Qualitative Research in Healthcare: Necessity and Characteristics’, 

Journal of Preventive Medicine and Public Health, 56(1), pp. 12–20. Available at: 

https://doi.org/10.3961/jpmph.22.451. 

Quick, J. and Hall, S. (2015b) ‘Part Two: Qualitative Research’, Journal of Perioperative 

Practice, 25(7–8), pp. 129–133. Available at: https://doi.org/10.1177/1750458915025007-

803. 

Rehman, Y. (2021) ‘Difference between Quantitative and Qualitative Research Question- 

PICO vs. SPIDER’, 77(1). 

Reid, J. (2009) ‘Conducting qualitative research with advanced cancer patients and their 

families: ethical considerations’, International Journal of Palliative Nursing, 15(1), pp. 30–

33. Available at: https://doi.org/10.12968/ijpn.2009.15.1.37950. 

Remawi, B.N., Gadoud, A. and Preston, N. (2023) The experiences of patients with advanced 

heart failure, family carers, and professional caregivers with palliative care services: a 

secondary reflexive thematic analysis of longitudinal interview data. preprint. In Review. 

Available at: https://doi.org/10.21203/rs.3.rs-2407928/v1. 

Remenyi, D., Swan, N., and Van Den Assesm, B. (2011) Ethics protocols and research ethics 

committees. Successfully obtaining approval for your academic research. Reading: Academic 

Publishing International Ltd. 

Richards, H.M. and Schwartz, L. J (2002) ‘Ethics of qualitative research: are there special 

issues for health services research?’, Family Practice, 19(2), pp. 135–139. Available at: 

https://doi.org/10.1093/fampra/19.2.135. 

Riffin, C. et al. (2016) ‘Community-based participatory research: understanding a promising 

approach to addressing knowledge gaps in palliative care’, Annals of Palliative Medicine, 

5(3), pp. 218–224. Available at: https://doi.org/10.21037/apm.2016.05.03. 

Riley, J.P. and Beattie, J.M. (2017) ‘Palliative care in heart failure: facts and numbers: 

Editorial’, ESC Heart Failure, 4(2), pp. 81–87. Available at: 

https://doi.org/10.1002/ehf2.12125. 

Ritchie, J. et al. (2014) Qualitative research practice.  A guide for social science students and 

researchers. 2nd edition. Edited by Metlzer, K. London: SAGE Publications Ltd. 

Ritchie, J. and Spencer, L. (1994) Analysing Qualitative Data. Edited by A. Bryman and R. 

Burgess. London: SAGE Publications Ltd. 

Rogers, A.E. et al. (2000) ‘Knowledge and communication difficulties for patients with 

chronic heart failure: qualitative study’, 321, p. 3. 



 206 

Rogers, J.G. et al. (2017) ‘Palliative Care in Heart Failure’, Journal of the American College 

of Cardiology, 70(3), pp. 331–341. Available at: https://doi.org/10.1016/j.jacc.2017.05.030. 

Rosa, W.E., Elk, R. and Tucker, R.O. (2022) ‘Community-based participatory research in 

palliative care: a social justice imperative’, The Lancet Public Health, 7(2), p. e104. Available 

at: https://doi.org/10.1016/S2468-2667(21)00305-4. 

Royal College of Nursing (2018) ‘Accountability and delegation.  A guide for the nursing 

team.’ Royal College of Nursing. Available at: https://www.rcn.org.uk/Professional-

Development/Accountability-and-delegation/Guide. 

Royal College of Nursing (2024) Definition and principles of nursing. Eight principles that 

apply to all nursing staff and nursing students in any care setting. Available at: 

https://www.rcn.org.uk/Professional-Development/Definition-and-principles-of-

nursing#:~:text=Nursing%20is%20a%20safety%20critical,quality%20person%2Dcentred%2

0nursing%20care. (Accessed: 5 August 2024). 

Ryan, G. (2018) ‘Introduction to positivism, interpretivism and critical theory’, Nurse 

Researcher, 25(4), pp. 14–20. Available at: https://doi.org/10.7748/nr.2018.e1466. 

Salvador-Oliván, J.A., Marco-Cuenca, G. and Arquero-Avilés, R. (2019) ‘Errors in search 

strategies used in systematic reviews and their effects on information retrieval’, Journal of 

the Medical Library Association, 107(2). Available at: https://doi.org/10.5195/jmla.2019.567. 

Satici, S. et al. (2022) ‘Defining Vulnerable Patients with Heart Failure: Opportunistic 

Lessonsfrom Covid-19’, Current Cardiology Reviews, 18(4), p. e280921196849. Available at: 

https://doi.org/10.2174/1573403X17666210928121625. 

Saunders,  cicely (1996) ‘Hospice’, Mortality, 1(3), pp. 317–322. 

Schubotz, D. (2020) Participatory research. Why, and how to involve people in research. 

London: SAGE Publications Ltd. 

Selman, L. et al. (2007) ‘Improving end-of-life care for patients with chronic heart failure: 

“Let’s hope it’ll get better, when I know in my heart of hearts it won’t”’, Heart, 93(8), pp. 

963–967. Available at: https://doi.org/10.1136/hrt.2006.106518. 

Sharma, G. (2017) ‘Pros and cons of different sampling techniques.’, International Journal of 

Applied Research, 3(7), pp. 749–752. 

Singh, G.K. et al. (2020) ‘Access and referral to palliative care for patients with chronic heart 

failure: A qualitative study of healthcare professionals’, Journal of Clinical Nursing, 29(9–

10), pp. 1576–1589. Available at: https://doi.org/10.1111/jocn.15222. 

Singh, S. and Wassenaar, D. (2016) ‘Contextualising the role of the gatekeeper in social 

science research’, South African Journal of Bioethics and Law, 9(1), p. 42. Available at: 

https://doi.org/10.7196/SAJBL.2016.v9i1.465. 

Siouta, N. et al. (2018) ‘Professionals’ perceptions and current practices of integrated 

palliative care in chronic heart failure and chronic obstructive pulmonary disease: a 

qualitative study in Belgium’, BMC Palliative Care, 17(1), p. 103. Available at: 

https://doi.org/10.1186/s12904-018-0356-7. 



 207 

Slevitch, L. (2011) ‘Qualitative and Quantitative Methodologies Compared: Ontological and 

Epistemological Perspectives’, Journal of Quality Assurance in Hospitality & Tourism, 12(1), 

pp. 73–81. Available at: https://doi.org/10.1080/1528008X.2011.541810. 

Smith, J. and Firth, J. (2011) ‘Qualitative data analysis: the framework approach’, Nurse 

Researcher, 18(2), pp. 52–62. Available at: https://doi.org/10.7748/nr2011.01.18.2.52.c8284. 

Smith, J. and Noble, H. (2014) ‘Bias in research: Table 1’, Evidence Based Nursing, 17(4), 

pp. 100–101. Available at: https://doi.org/10.1136/eb-2014-101946. 

Sobanski, P.Z. et al. (2020) ‘Palliative care for people living with heart failure: European 

Association for Palliative Care Task Force expert position statement’, Cardiovascular 

Research, 116(1), pp. 12–27. Available at: https://doi.org/10.1093/cvr/cvz200. 

Somerville, J., Jonuscheit, S. and Strang, N. (2023) ‘Framework analysis for Vision 

Scientists: a clear step-by-step guide’, Scandinavian Journal of Optometry and Visual 

Science, 16(1). Available at: https://doi.org/10.15626/sjovs.v16i1.3547. 

Sorensen, R. and Iedema, R. (2009) ‘Emotional labour: clinicians’ attitudes to death and 

dying’, Journal of Health Organization and Management, 23(1), pp. 5–22. Available at: 

https://doi.org/10.1108/14777260910942524. 

Springer, M.V. and Skolarus, L.E. (2019) ‘Community-Based Participatory Research. 

Partnering with communities.’, Stroke, 50(3), pp. e48–e50. Available at: 

https://doi.org/10.1161/STROKEAHA.118.024241. 

Srivastava, A. and Thomson, S.B. (2009) ‘Framework Analysis: A Qualitative Methodology 

for Applied Policy Research’, 4(2). 

Stevens, E., Brenner, K. and Stevens, G. (2019) ‘Transcending Emotional Labor in Palliative 

Care: How Best Practices from Organizational Psychology Can Enhance Workplace Well-

Being (FR407)’, Journal of Pain and Symptom Management, 57(2), pp. 402–403. Available 

at: https://doi.org/10.1016/j.jpainsymman.2018.12.107. 

Stocker, R. et al. (2017) ‘Should heart failure be regarded as a terminal illness requiring 

palliative care? A study of heart failure patients’, carers’ and clinicians’ understanding of 

heart failure prognosis and its management’, BMJ Supportive & Palliative Care, 7(4), pp. 

464–469. Available at: https://doi.org/10.1136/bmjspcare-2016-001286. 

Strachan, P.H. et al. (2009) ‘Mind the gap: Opportunities for improving end-of-life care for 

patients with advanced heart failure’, Canadian Journal of Cardiology, 25(11), pp. 635–640. 

Available at: https://doi.org/10.1016/S0828-282X(09)70160-6. 

Strang, P. (2000) ‘Qualitative Research Methods in Palliative Medicine and Palliative 

Oncology- An Introduction’, Acta Oncologica, 39(8), pp. 911–917. Available at: 

https://doi.org/10.1080/02841860050215873. 

The National Institute of Health Research (2018) ‘Chronic heart failure in adults: diagnosis 

and management’, Nice Guideline [Preprint]. Available at: 

https://www.nice.org.uk/guidance/ng106/resources/chronic-heart-failure-in-adults-diagnosis-

and-management-pdf-66141541311685 (Accessed: 30 June 2023). 



 208 

The National Institute of Health Research (2021) Briefing notes for researchers - public 

involvement in NHS, health and social care research. Available at: 

https://www.nihr.ac.uk/documents/briefing-notes-for-researchers-public-involvement-in-nhs-

health-and-social-care-research/27371 (Accessed: 20 June 2023). 

The Parliamentary Office of Science and Technology. (2022) Palliative and end of life care. 

POSTNOTE 675. UK Parliament, pp. 1–11. Available at: 

https://researchbriefings.files.parliament.uk/documents/POST-PN-0675/POST-PN-0675.pdf. 

Thomas, D.R. (2006) ‘A General Inductive Approach for Analysing Qualitative Evaluation 

Data’, American Journal of Evaluation, 27(2), pp. 237–246. Available at: 

https://doi.org/10.1177/1098214005283748. 

Traue, D.C. and Ross, D.J.R. (2005) ‘Palliative Care in Non-Malignant Diseases’, J R Soc 

Med, 98, pp. 503–506. 

 
Tremblay, D. et al. (2022) ‘Development and use of research vignettes to collect qualitative 

data from healthcare professionals: a scoping review’, BMJ Open, 12(1), p. e057095. 

Available at: https://doi.org/10.1136/bmjopen-2021-057095. 

UK Parliament (2022) Palliative and end of life care. POSTNOTE 675. London, pp. 1–11. 

Available at: https://researchbriefings.files.parliament.uk/documents/POST-PN-0675/POST-

PN-0675.pdf (Accessed: 22 December 2024). 

Valizadeh, L. et al. (2022) The principle of beneficence in nursing care: an integrative 

review. preprint. In Review. Available at: https://doi.org/10.21203/rs.3.rs-2040909/v1. 

Van Der Steen, J.T., Bloomer, M.J. and Martins Pereira, S. (2022) ‘The importance of 

methodology to palliative care research: A new article type for Palliative Medicine’, 

Palliative Medicine, 36(1), pp. 4–6. Available at: 

https://doi.org/10.1177/02692163211069566. 

Vaughn, L.M. and Jacquez, F. (2020) ‘Participatory Research Methods – Choice Points in the 

Research Process’, Journal of Participatory Research Methods [Preprint]. Available at: 

https://doi.org/10.35844/001c.13244. 

van der Ven, L. et al. (2022) ‘How to involve “hard to reach” population groups in research 

projects.’, European Journal of Public Health, 32(supplement 3), p. iii 193. 

Vlckova, K. et al. (2021) ‘Views of patients with advanced disease and their relatives on 

participation in palliative care research’, BMC Palliative Care, 20(1), p. 80. Available at: 

https://doi.org/10.1186/s12904-021-00779-2. 

Ward, D.J. et al. (2013) ‘Using Framework Analysis in nursing research: a worked example’, 

Journal of Advanced Nursing, 69(11), pp. 2423–2431. Available at: 

https://doi.org/10.1111/jan.12127. 

Warwick-Booth, L., Bagnall, A.-M. and Coan, S. (2021) Creating participatory research. 

Principles, practice and reality. Bristol: Policy press. 

Watmough, S. et al. (2010) ‘Research nurse or nurse researcher?’, British Journal of Cardiac 

Nursing, 5(8), pp. 396–399. Available at: https://doi.org/10.12968/bjca.2010.5.8.71939. 



 209 

Wee, B. and Linker, N. (2023) Addressing palliative and end of life care needs for people 

living  with heart failure: a revised framework for integrated care systems. PRN00291. 

Available at: https://www.england.nhs.uk/long-read/addressing-palliative-and-end-of-life-

care-needs-for-people-living-with-heart-failure/ (Accessed: 3 December 2024). 

Weil, J. et al. (2015) ‘What’s in a name? A qualitative exploration of what is understood by 

“palliative care” in the emergency department’, Palliative Medicine, 29(4), pp. 293–301. 

Available at: https://doi.org/10.1177/0269216314560801. 

West, E. (2019) ‘Ethics and Integrity in Nursing Research’, in R. Iphofen (ed.) Handbook of 

Research Ethics and Scientific Integrity. Cham: Springer International Publishing, pp. 1–19. 

Available at: https://doi.org/10.1007/978-3-319-76040-7_46-1. 

Westlake, C. and Smith, V.J. (2015) ‘Nursing concerns with palliative care and at the end-of-

life in patients with heart failure’, Nursing: Research and Reviews, p. 33. Available at: 

https://doi.org/10.2147/NRR.S45298. 

Whellan, D.J. et al. (2014) ‘End-of-Life Care in Patients With Heart Failure’, Journal of 

Cardiac Failure, 20(2), pp. 121–134. Available at: 

https://doi.org/10.1016/j.cardfail.2013.12.003. 

White, C. and Hardy, J. (2010) ‘What do palliative care patients and their relatives think 

about research in palliative care?—a systematic review’, Supportive Care in Cancer, 18(8), 

pp. 905–911. Available at: https://doi.org/10.1007/s00520-009-0724-1. 

Wilkes, L (2001) ‘NURSE RESEARCHER: Always a researcher, sometimes a nurse.’, 

Collegian, 8(4), pp. 33–39. 

Wilson, E. et al. (2022) ‘Talking about death and dying: Findings from deliberative 

discussion groups with members of the public’, Mortality, pp. 1–17. Available at: 

https://doi.org/10.1080/13576275.2022.2136515. 

Wilson, E. et al. (2024) ‘Talking about death and dying: Findings from deliberative 

discussion groups with members of the public’, Mortality, 29(1), pp. 176–192. Available at: 

https://doi.org/10.1080/13576275.2022.2136515. 

Wilson, P.M. et al. (2010) ‘Disseminating research findings: what should researchers do? A 

systematic scoping review of conceptual frameworks’, Implementation Science, 5(1), p. 91. 

Available at: https://doi.org/10.1186/1748-5908-5-91. 

World Health Assembly (2014) Strengthening of palliative care as a component of 

comprehensive care throughout the life course. WHA67.19. Available at: 

https://iris.who.int/handle/10665/162863 (Accessed: 6 November 2024). 

World Health Organization (2016) Patient engagement. Geneva: World Health Organization 

(Technical Series on Safer Primary Care). Available at: 

https://iris.who.int/handle/10665/252269 (Accessed: 5 November 2024). 

World Health Organization (2020) State of the world’s nursing 2020: investing in education, 

jobs and leadership. Geneva: World Health Organization. Available at: 

https://apps.who.int/iris/handle/10665/331677 (Accessed: 25 April 2023). 



 210 

World Health Organization (2023) Palliative Care. Fact Sheet. Available at: 

https://www.who.int/europe/news-room/fact-sheets/item/palliative-care (Accessed: 10 

November 2023). 

Yancy, C.W. et al. (2013) ‘2013 ACCF/AHA Guideline for the Management of Heart 

Failure’, Journal of the American College of Cardiology, 62(16), pp. e147–e239. Available 

at: https://doi.org/10.1016/j.jacc.2013.05.019. 

Yardley, L. (2000) ‘Dilemmas in qualitative health research’, Psychology & Health, 15(2), 

pp. 215–228. Available at: https://doi.org/10.1080/08870440008400302. 

Young, K.A. et al. (2017) ‘End-of-Life Discussions in Patients With Heart Failure’, Journal 

of Cardiac Failure, 23(11), pp. 821–825. Available at: 

https://doi.org/10.1016/j.cardfail.2017.08.451. 

Ziehm, J. et al. (2016a) ‘Health care professionals’ attitudes regarding palliative care for 

patients with chronic heart failure: an interview study’, BMC Palliative Care, 15(1), p. 76. 

Available at: https://doi.org/10.1186/s12904-016-0149-9. 

Ziehm, J. et al. (2016b) ‘Health care professionals’ attitudes regarding palliative care for 

patients with chronic heart failure: an interview study’, BMC Palliative Care, 15(1), p. 76. 

Available at: https://doi.org/10.1186/s12904-016-0149-9. 

 

 

 

 

 

 

 

 

 

 

 

 
 
 
 
 



 211 

Appendices 

 
 

PICo Framework Application of the framework 

P (Population) • Heart failure patients 

• Heart failure care givers 

• Community heart failure nurses 

I (phenomena of 

interest) 
• Experiences of taking part in end-of-life conversations 

• Experiences of palliative care provision 

Co (context) • Association specific to heart failure 

 

Appendix A.  PICo framework  
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Appendix B. The literature search results 
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Appendix C. Prisma flow diagram 
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CASP Checklist: 
For Qualitative Research 

 
 
 
 
 
 
 

 
 
 
 
 
 
During critical appraisal, never make assumptions about what the researchers have done. If it is not 
possible to tell, use the “Can’t tell” response box. If you can’t tell, at best it means the researchers 
have not been explicit or transparent, but at worst it could mean the researchers have not undertaken 
a particular task or process. Once you’ve finished the critical appraisal, if there are a large number of 
“Can’t tell” responses, consider whether the findings of the study are trustworthy and interpret the 
results with caution. 
 
 
 

Reviewer Name:  

AF 

Paper Title:  Healthcare professionals’ attitudes regarding palliative care 

for patients with chronic heart failure: an interview study 

 

Author: Ziehm, J. Farin, E. Siebel, K. Becker, G. Köberich, S. 

 

Web Link: https://bmcpalliatcare.biomedcentral.com/articles/10.1186/s12904-

016-0149-9 

Appraisal Date: 07/02/2023 
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Section A Are the results valid? 
 
1. Was there a clear statement of the aims of 

the research? 
 
 

Yes  No  Can’t Tell 
 
No previous studies for the German health care 
system that has this study aim. 
Aim: to assess HCPs attitudes regarding 
palliative care of CHF patients, to identify 
barriers and facilitators for these patients. 

CONSIDER:  
• what was the goal of the research? 
• why was it thought important? 
• its relevance  
2. Is a qualitative methodology appropriate? 
 
 
 

Yes  No  Can’t Tell 
 
Collect experiences with and attitudes towards 
palliative care. 

CONSIDER:  
• If the research seeks to interpret or illuminate the actions and/or subjective experiences of 

research participants 
• Is qualitative research the right methodology for addressing the research goal? 
3. Was the research design appropriate to 

address the aims of the research? 
 
 
 

Yes  No  Can’t Tell 
 
Design discussed reasoning to capture a range 
of health care professionals who are involved in 
caring for this patient group. 

CONSIDER:  
• if the researcher has justified the research design (e.g., have they discussed how they decided 

which method to use) 
 

4. Was the recruitment strategy appropriate to 
the aims of the research? 

 
 
 
 

Yes  No  Can’t Tell 
 
A limitation of the study, recruited from a 
localised sample.  Used a high proportion of 
healthcare professionals who had a robust 
elaborate palliative care infrastructure. 

CONSIDER:  
• If the researcher has explained how the participants were selected 
• If they explained why the participants they selected were the most appropriate to provide access 

to the type of knowledge sought by the study 
• If there are any discussions around recruitment (e.g. why some people chose not to take part) 

5. Was the data collected in a way that 
addressed the research issue? 
 
 
 
 
 

 

Yes  No  Can’t Tell 
 
Interviews face-to-face or via phone, interview 
guide consisted of questions about heart failure, 
care and palliative care for these patients.  
Interview was piloted to ensure comprehension. 
Interviews were audio recorded and 
transcribed. 
Saturation of data not mentioned. 

CONSIDER:  
 
• If the setting for the data collection was justified 
• If it is clear how data were collected (e.g. focus group, semi-structured interview etc.) 
• If the researcher has justified the methods chosen 
• If the researcher has made the methods explicit (e.g. for interview method, is there an indication 

of how interviews are conducted, or did they use a topic guide) 
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• If methods were modified during the study. If so, has the researcher explained how and why 
• If the form of data is clear (e.g. tape recordings, video material, notes etc.) 
• If the researcher has discussed saturation of data 

6. Has the relationship between researcher and 
participants been adequately considered? 

 

 

 

 

Yes  No  Can’t Tell 

 

They acknowledge they recruited healthcare 

professionals they knew, but have not 

considered the potential bias on the data. 
Acknowledgement made on the small 

geographical area of recruitment. 
CONSIDER:  
• If the researcher critically examined their own role, potential bias and influence during (a) 

formulation of the research questions (b) data collection, including sample recruitment and 
choice of location 

• How the researcher responded to events during the study and whether they considered the 
implications of any changes in the research design 
 

  

Section B: What are the results? 

 
7. Have ethical issues been taken into 

consideration? 
 
 
 
 

 

Yes  No  Can’t Tell 
 
Limited ethical consideration made. Ethical 
approval was gain, and informed consent. No 
further details on how participants were 
supported pre and post interview.  No mention 
of confidentiality. 

CONSIDER:  
• If there are sufficient details of how the research was explained to participants for the reader 

to assess whether ethical standards were maintained 
• If the researcher has discussed issues raised by the study (e.g. issues around informed consent 

or confidentiality or how they have handled the effects of the study on the participants during 
and after the study) 

• If approval has been sought from the ethics committee  
8. Was the data analysis sufficiently rigorous? 

 
Yes  No  Can’t Tell 

 
Analysis process discussed, covering each step 
of the stages.  
No mention of researcher bias. 

CONSIDER:  
• If there is an in-depth description of the analysis process 
• If thematic analysis is used. If so, is it clear how the categories/themes were derived from the 

data 
• Whether the researcher explains how the data presented were selected from the original 

sample to demonstrate the analysis process 
• If sufficient data are presented to support the findings 
• To what extent contradictory data are taken into account 
• Whether the researcher critically examined their own role, potential bias and influence during 

analysis and selection of data for presentation 

9. Is there a clear statement of findings? 

 

 

Yes  No  Can’t Tell 
 
Findings are discussed and displayed clearly 
with adequate discussion on clear and unclear 
consensus of findings.  
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Translation of findings from German to English 
occurred by one author for the write up. 
3 authors were the analysis group 

CONSIDER:  
• If the findings are explicit 
• If there is adequate discussion of the evidence both for and against the researcher’s arguments 
• If the researcher has discussed the credibility of their findings (e.g. triangulation, respondent 

validation, more than one analyst) 
• If the findings are discussed in relation to the original research question 

 
Section C: Will the results help locally? 
 
10. How valuable is the research? 
 
 
 
 
 
 

Yes  No  Can’t Tell 
 
Provides an insight into healthcare 
professional’s views and practices when 
providing palliative care. 

CONSIDER: 
• If the researcher discusses the contribution the study makes to existing knowledge or 

understanding (e.g., do they consider the findings in relation to current practice or policy, or 
relevant research-based literature 

• If they identify new areas where research is necessary  
• If the researchers have discussed whether or how the findings can be transferred to other 

populations or considered other ways the research may be used 

 
 

APPRAISAL SUMMARY: List key points from your critical appraisal that need to be considered 
when assessing the validity of the results and their usefulness in decision-making. 

Positive/Methodologically 
sound 

Negative/Relatively poor 
methodology 

Unknowns 

• Appropriate methodology 

for this data collection.   

• Provided clear insight into 

healthcare professional’s 

experiences. 

• Provided some 

recommendations of how 

this care can be improved. 

• Comparable to the wider 

literature on this topic. 

 

 

 

• First of this type of research 

in Germany – may not be 

relevant in the UK. 

• Was unable to provide a 

definitive definition of when 

palliative care should be 

started.  

• Participants recruited from a 

clinical area with a robust 

palliative care service. 

 

 

• Consent process. 

• Support offered to 

participants. 

• Number of 

participants from 

the same clinical 

area = potential 

bias. 

• Participants were 

recruited via 

existing contacts of 

the authors – 

unknown what 

those relationships 

were. 

 

 

 

 Appendix D. Critical appraised literature 
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Paper for appraisal and reference: End-of-life conversations with heart failure patients: 
a systematic literature review and narrative synthesis. Barclay, S. et al. (2011) British 
Journal of general practice,  pages e49-e62. 

Section A: Are the results of the review valid? 

 

1. Did the review address a 
clearly focused question? 

Yes x HINT: An issue can be ‘focused’ In terms of 
• the population studied 
• the intervention given 

• the outcome considered 

Can’t Tell  

No  

 

Comments: End-of-life conversations needed to be developed specifically for heart failure 
patients. Conclusions: conversations rarely happen. 
 

 

2. Did the authors look for 
the right type of papers? 

Yes x HINT: ‘The best sort of studies’ would 

• address the review’s question 

• have an appropriate study design 
(usually RCTs for papers evaluating 

interventions) 

Can’t Tell  

No  

 

Comments: To certain degree. There were papers included that were aimed to gaining insight 
into communication needs of HF, but not specifically related to end-of-life discussions.  
A majority of papers were from the perspective of healthcare professionals rather than 
patients themselves. 

 

Is it worth continuing? 
 

3. Do you think all the 
important, relevant 
studies were included? 

Yes x 
 

HINT: Look for 

• which bibliographic databases were 
used 

• follow up from reference lists 

• personal contact with experts 

• unpublished as well as published 
studies 

• non-English language studies 
 

Can’t Tell  
 

No   

 

Comments: Papers were sorted into high and medium weight of information relating to the 
topic being reviewed.   
Major medical search platforms were used to cover a vast search area.  It was acknowledged 
there is a limit quantity of literature relating to this topic of interest. 
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Dissertations were not included, which may have limited the search of current unpublished 
research. 

 

4. Did the review’s authors 
do enough to assess 
quality of the included 
studies? 

Yes x 
 

HINT: The authors need to consider the 
rigour of the studies they have 

identified. Lack of rigour may affect the 
studies’ results (“All that glisters is not 

gold” Merchant of Venice – Act II Scene 
7) 

Can’t Tell  
 

No  
 

 

Comments: Two reviews read the abstracts of the articles search, this may have impacted on 
the quantity of literature as some are not clearly defined to the research methods and aims. 
Any discrepancies between the 2 reviews were discussed. There is no clear definitions of how 
this was done, or if a framework was used. 

 

5. If the results of the review 
have been combined, was it 
reasonable to do so? 

Yes x 
 

HINT: Consider whether 

• results were similar from study to 
study 

• results of all the included studies are 
clearly displayed 

• results of different studies are similar 
• reasons for any variations in results 

are discussed 

Can’t Tell  
 

No  
 

 

 

Comments: The results were presented in a standardised format and clearly displayed.   
Results showed similar findings, the literature was mainly qualitative apart from one that 
looked at quantitative data analysis. 

 

Section B: What are the results? 

 

6. What are the overall results of the review? HINT: Consider 

• If you are clear about the review’s 
‘bottom line’ results 

• what these are (numerically if 
appropriate) 

• how were the results expressed 
(NNT, odds ratio etc.) 

 
Comments: Results were presented in a clear format, with multiple papers referenced as 
evidence for the conclusions made.  The themes drawn from the evidence was replicated 
from multiple sources. 

 
7. How precise are the results? 
 

HINT: Look at the confidence 
intervals, if given 
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Comments: In relation to heart failure patients, the findings were not necessarily specific to 
heart failure.  It was acknowledged in the findings that conversations rarely happened, 
therefore evidence around experiences of these discussions were limited. 

 
Section C: Will the results help locally? 

 

8. Can the results be applied 
to the local population? 

 

Yes  
 

HINT: Consider whether 

• the patients covered by the review 
could be sufficiently different to your 

population to cause concern 

• your local setting is likely to differ 
much from that of the review 

Can’t Tell  
 

No  
x 

 

Comments: Findings were mainly end-of-life papers not necessarily pertinent to heart failure, 
and more generalised end-of-life preferences / conversations. 

 

9. Were all important 
outcomes considered? 

Yes  
x 

HINT: Consider whether 

• there is other information you 
would like to have seen Can’t Tell  

 
No  

 
 

Comments: Both patient and healthcare professionals’ experiences were considered in the 
findings.  Barriers and enablers to end-of-life conversations were considered and the 
consequences of this lack of care was drawn from the reviewed evidence.  

 

10. Are the benefits worth 
the harms and costs? 

There was no mention of 
risks relating to the 
individual papers, no 
associated risks to this 
research as no human 
participants. However, 
some general findings 
have been concluded 
relevant to HF patients. 

Yes  
 

HINT: Consider 

• even if this is not addressed by the 
review, what do you think? Can’t Tell  

x 

No  
 

 
Comments: 
This paper does not offer any new knowledge to the topic being researched. Any relevant 
papers have been included in this literature review have been used in their primary form as 
part of the systematic approach literature review.  

 
Appendix D. Critical appraisal literature 
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Appendix E. Promotional poster for patients and carers 

 
 

Version: 2.0 Date: 12.09.2023 
IRAS Reference Number: 

 
          

 
 
 
 
 
 
 

Have you ever been advised by a healthcare professional… 
 
 

                
             
 
 

Invitation to Participate in a Research Study 
 

Participation will involve being interviewed by Amanda Farwell (a former 
Heart Failure Nurse Specialist with over 13 years’ experience of caring 
for heart failure patients and carers and a PhD student at the University of 
Essex).  
 

It is funded by the National Institute for Health and Care Research - Applied Research 
Collaboration for the East of England, and the University of Essex. 
 

The interviews will be undertaken over Zoom video call with Amanda, and will last 
approximately one hour.  Participant confidentiality will be maintained throughout the 
research. 
 

For further information regarding Amanda’s professional experience or this 
study please either scan the QR code or email Amanda on the details below. 
 

If you are over 18 years of age and are interested in taking part please email 
Amanda on the details below. 

                                                                 
Information for patients      Amanda’s Professional Biography             Information for carers 
              
 
 
 

Are you a Patient  with a 
diagnosis of Heart 

Failure? 

Have you been a Carer for 
someone who has a 

diagnosis of Heart Failure? 

 amanda.farwell1@nhs.net 

that there are no 
further treatment 

options available to 
improve the heart 

function? 

that the treatment 
priorities for your 
care are to now 

keep you 
comfortable? 

that your heart 
failure symptoms 
are increasingly 
unstable? 
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Appendix F. Patient participant information sheet 
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Appendix F. Patient participant information sheet 
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Appendix F. Patient participant information sheet 
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Appendix F. Patient participant information sheet 
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Appendix F.  Patient participant information sheet 
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Appendix G. Promotional poster for community heart failure nurses 

 

     
 
 
 
 
 

Would you like to..… 

 

 

 
 
 

Invitatio

n

 to Participate in a Research Study 
 

Participation will involve taking part in a focus group or individual 
interview with Amanda Farwell (a former Heart Failure Nurse 
Specialist, and a PhD student at the University of Essex). 
 
It is funded by the National Institute for Health and Care Research - Applied Research 
Collaboration for the East of England, and the University of Essex.  
 
The  focus group or interviews will be undertaken over Zoom video call with Amanda, 
and will last approximately one hour. Participant confidentiality will be maintained 
throughout the research. 
 
For further information regarding Amanda’s professional experience or this study please 
either scan the QR code or email Amanda on the details below. 
 
If you are over 18 years of age, currently a Community Heart Failure Nurse and are 
interested in taking part please email Amanda on the details below. 

      
Information for Community heart failure nurses.          Amanda’s professional biography 
 

 

Are you a community heart failure nurse? 

  ajfarw@essex.ac.uk 

 improve end of life 
conversations and palliative 

care provision for heart 
failure patients and their 

carers? 

be involved in discussing 
how data from heart failure 
patients and carers can be 
implemented into clinical 

practice? 
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Appendix H. Interview schedule for patients and care givers 
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Appendix H.  Interview schedule for patients and care givers 
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Appendix I. Interview schedule for community heart failure nurses 
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Appendix I. Interview schedule for community heart failure nurses 
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Appendix J. Interview transcript 
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 Appendix K. Data analysis feedback 
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Appendix L. NHS ethical approval form 
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Appendix L. NHS ethical approval form 
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Appendix M. University ethical approval form 
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Appendix N. University ethical amendment approval form 
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Appendix O. Consent form for participants 
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Appendix O. Consent form for participants 
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Appendix P. Interview check list 


