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Abstract ς Adam Spacey 
 

A Critical Realist Evaluation of End of Life Care in Care Homes 

 
Numbers of advance care plans and unnecessary admissions to hospital at the 

end of life are outcomes commonly used to determine the quality of end of life 

care in UK care homes. However, there is currently a sparsity of research 

systematically exploring the underlying processes behind these outcomes. This 

gap in knowledge has limited the effectiveness of interventions designed to 

improve end of life care in care homes. The study aim was therefore to inform 

the design and development of interventions capable of supporting the delivery 

of high-quality end-of-life care in UK care homes.   

  

A two-phased study design utilising Critical Realist Evaluation was used to 

address this gap in knowledge and achieve the study aim. Qualitative data was 

collected (using focus groups and semi-structured interviews) from three care 

homes in the South West of England from participants comprising of registered 

nurses, non-registered care home staff and bereaved relatives. 

  

Findings highlighted variable quality of advance care planning discussions in care 

homes. It was found that the current educational focus on gathering information, 

ŎƻƳōƛƴŜŘ ǿƛǘƘ ǎƻƳŜ ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ ŜƳƻǘƛƻƴŀƭ ǊŜƭǳŎǘŀƴŎŜ ǘƻ ŘƛǎŎǳǎǎ ŘŜŀǘƘ 

and dying, and a taboo culture within the commercial sector associated with 

death and dying impacted on the quality of advance care planning discussions. 

Moreover, findings identified several underlying factors which may contribute to 

unnecessary admissions to hospital at the end of life from care homes.  It was 

apparent that ǎƻƳŜ ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ ŜƳƻǘƛƻƴŀƭ ŀǘǘŀŎƘƳŜƴǘǎ ǘƻ ǊŜǎƛŘŜƴǘǎΣ a 

sparsity of support during out of hours shifts, and a lack of interventional support 

could contribute to the likelihood of unnecessary admissions at the end of life. 

This situation was further influenced by relatives. SƻƳŜ ǊŜƭŀǘƛǾŜǎΩ ŘƛŦŦƛŎǳƭǘƛŜǎ 

accepting a different identity when their caring role ceases and then when 
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bereaved was found lead to conflict and relatives wanting to prolong their loved 

onŜΩǎ ƭƛŦŜΦ  

The findings were used to develop intervention theories which provide 

recommendations for practice accounting for the diverse social, economic and 

organisational contexts of care homes in their design. These intervention 

theories provide the foundational components and rationale for the 

development of an evidence based multicomponent end of life care intervention; 

however, the development and evaluation of this intervention requires further 

research.   
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1 Introduction 

1.1 Overview  

¢Ƙƛǎ ƛƴǘǊƻŘǳŎǘƻǊȅ ŎƘŀǇǘŜǊ ǎŜǘǎ ǘƘŜ ŦƻǳƴŘŀǘƛƻƴǎ ŦƻǊ ǘƘŜ ǎǘǳŘȅΦ CƛǊǎǘƭȅΣ ǘƘŜ ŀǳǘƘƻǊΩǎ 

research journey is presented which outlines how thŜ ŀǳǘƘƻǊΩǎ background has 

influenced the research process. To further set the background the introductory 

chapter explains the key concepts of end of life care (EoLC), it then goes onto to 

highlight how demographical changes and policy drivers in the UK have led to an 

increase in demand for EoLC in care homes.  

Lastly, current research in the field is discussed which highlights persisting 

problems in the provision of EoLC in relation to the application of person-centred 

EoLC and unnecessary admissions to hospital from care homes at the EoL. 

However, at the commencement of the study, there was an absence of a 

comprehensive overview of the current standard of EoLC across the UK care 

home sector. Thus, the chapter concludes by providing a rationale for a 

comprehensive overview of EoLC in UK care homes, which is presented in the 

form of a systematic literature review in chapter two of this thesis.  

1.2 !ǳǘƘƻǊΩǎ .ŀŎƪƎǊƻǳƴŘ   

My professional background as a Diagnostic Radiographer had led to me being 

around older patients supporting them through the process of having an X-ray. 

This experience of caring for and interacting with older people on a daily basis 

gave me an interest and passion for the welfare of older people. It was also 

around this time that I sadly experienced the death of my grandfather in a care 

home. I worked near to the home where my grandfather was staying so I was 

able to visit him frequently which led to me observing and taking an interest in 

the care that the staff provided. Despite me and my family being overall satisfied 

with the EoLC my grandfather received, his death did come as a bit of a shock to 

us as the care home staff rarely spoke to me or my family about death and dying 

until the very end. So, when the time come to say goodbye we were not as 

emotionally prepared as we could have been.  
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This personal experience helped me realise how you only get one chance at a 

ΨƎƻƻŘΩ ŘŜŀǘƘΣ ŀƴŘ ŘŜǎǇƛǘŜ ƴƻǘ ōŜƛƴƎ ǊŜŀŘȅ ŦƻǊ ǘƘŜ ŘŜŀǘƘ ƻŦ Ƴȅ ƎǊŀƴŘŦŀǘƘŜǊ ǿŜ 

had the time to say goodbye and we were content that he was comfortable 

towards the end of his life. However, despite overall ŦŜŜƭƛƴƎ ǘƘŀǘ ƘŜ ƘŀŘ ŀ ΨƎƻƻŘΩ 

death my professional experience and interest in the care of older people left me 

with questions about EoLC in care homes: could our experience of EoLC be 

improved? Why did the care home staff not prepare us for his death earlier? 

How do the experiences of others compare to my own?  

I was therefore very excited when the opportunity to explore EoLC in care homes 

came up as part of a full time PhD studentship. From my own personal 

experience, I knew the impact that EoLC could have not only to people at the end 

of their lives, but their loved ones too. Thus, although taking the PhD opportunity 

meant I had to give up my full-time job as a Diagnostic Radiographer I was 

excited to utilise my interest in the care of older people to make a positive 

difference.   

I remember telling my colleagues at the time who ŀǎƪŜŘ ƳŜ άǿƘȅ ŀǊŜ ȅƻǳ ŘƻƛƴƎ 

thatΧ? It will ōŜ ǎŀŘ ŀƴŘ ŘŜǇǊŜǎǎƛƴƎέΦ IƻǿŜǾŜǊΣ ǘƘǊƻǳƎƘƻǳǘ Ƴȅ ǘƘǊŜŜ ȅŜŀǊǎ ƻŦ 

studying EoLC in care homes, I have found it is the opposite of depressing and is 

in fact a rewarding and inspiring area. Everyone will be exposed death in some 

way at some point in their life, so having an opportunity to understand more 

about that experience, and to potentially improve and enhance it for people is 

something that I have never taken for granted, and something which has 

provided me with inspiration and motivation throughout this project. I have 

never once felt depressed, but only enthused to learn more.  

Despite my personal experience of EoLC I was aware I was lacking a professional 

understanding of EoLC. At the time I believed this lack of professional experience 

was a weakness. However, throughout the duration of this research, I have 

found that this lack of prior professional experience was actually an advantage. 

Although it has made the process of learning about EoLC care homes more 

difficult, it has allowed me to understand and approach the perspectives and 
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views of participants more objectively reducing the chances of professional 

influences and conflicts.  

1.3 Background to the Study  

1.3.1 What is end of life care?  

Death is part of life; everyone will experience death and almost all will 

experience losing someone close to them. Most people believe that death will 

occur suddenly, which is true for some, but for the majority dying is a process 

which can vary in length from days, weeks and to even years of decline (Hughes-

Hallett et al. 2011; Lunney et al. 2003). EoLC is the term given for care provided 

to people who are approaching the last years, months or days of their life (Fisher 

et al. 2000; Marie Curie 2019). Regardless of the setting, EoLC involves physical, 

emotional, social and spiritual care for patients and their relatives and friends to 

control their symptoms so the person can be as comfortable and live as well as 

possible until they die (National Health Service (NHS) 2018). The focus of EoLC is 

on caring, supporting and comforting over curing (Fisher et al. 2000; Gaertner et 

al. 2017; NHS 2018). 

The National Institute for Health and Care Excellence (NICE) has developed 

guidance on the care for dying adults. The guidance covers how to manage 

common symptoms and maintain dignity and respect for people who are dying 

and supporting their relatives through the process (NICE 2015). In order to meet 

these needs and maintain dignity EoLC is individualised and centred on the 

person who is dying, giving them control over their own care and any decisions 

made (NHS England 2016). Thus, the people providing EoLC need to plan, gather 

ŀƴŘ ǊŜŎƻǊŘ ƛƴŦƻǊƳŀǘƛƻƴ ŀōƻǳǘ ŀ ǇŜǊǎƻƴΩǎ ǿƛǎƘŜǎ ŀƴŘ ǇǊŜŦŜǊŜƴŎŜǎ ŀƴŘ take them 

into account in order to provide the best care possible for that person (Cloninger 

2011). Advance care plans are used to gather and record information on 

ǊŜǎƛŘŜƴǘǎΩ ǇǊŜŦŜǊŜƴŎŜǎ ŀƴŘ ŎƘƻƛŎŜǎ ǎǳŎƘ ŀǎ ǊŜǎǳǎŎƛǘŀǘƛƻƴ ǿƛǎƘŜǎΣ ŦǳƴŜǊŀƭ 

arrangements and preferred place of death (advance care planning is explored in 

greater detail in section 1.3.4) (Thomas and Lobo 2010; Froggatt et al. 2009). 
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Therefore, although EoLC generally has common components such as symptom 

management, ŜŀŎƘ ƻŦ ǘƘŜǎŜ ŎƻƳǇƻƴŜƴǘǎ ƴŜŜŘǎ ǘƻ ōŜ ǘŀƛƭƻǊŜŘ ǘƻ ŀƴ ƛƴŘƛǾƛŘǳŀƭΩǎ 

needs and wishes (NHS England 2016). For example, symptom management 

Ŏƻƴǎƛǎǘǎ ƻŦ ƳŀƴŀƎƛƴƎ ŀƴ ƛƴŘƛǾƛŘǳŀƭΩǎ ǎȅƳǇǘƻƳǎ ŀǎ ǘƘŜȅ ŀǇǇǊƻŀŎh the EoL. 

IƻǿŜǾŜǊΣ ŀ ǇŜǊǎƻƴΩǎ ǎȅƳǇǘƻƳǎ ǿƛƭƭ ŘŜǇŜƴŘ ƻƴ ǘƘŜ ƛndividual themselves, the 

illness they are dying from, and their preferences and wishes. For instance, pain 

management is an important aspect of EoLC given that most people experience 

pain during the end of their lives (NICE 2015). However, pain can be emotional, 

ǇƘȅǎƛŎŀƭΣ ǎǇƛǊƛǘǳŀƭ ƻǊ ǎƻŎƛŀƭΤ ǘƘŜǊŜŦƻǊŜΣ Ƙƻǿ ŀƴ ƛƴŘƛǾƛŘǳŀƭΩǎ Ǉŀƛƴ ƛǎ ƳŀƴŀƎŜŘ Ŏŀƴ 

vary from the use of medication to providing emotional support (Thomas and 

Lobo 2010). Consequently, developing a holistic approach and providing care 

beyond symptom control and management is a necessary part of high-quality 

EoLC (NCPC 2006; Fisher et al. 2000). 

1.3.2 Holistic care 

Emotional and social support are important facets of holistic care and involve 

listening to the person who is dying and talking to them about how they feel in a 

non-judgmental way (Marie Curie 2019). It has been reported that activities such 

as listening to music, looking at old photos or sharing stories can help the person 

open up and feel more at ease talking about their situation (McConnell et al. 

2016; McGill 2018). Additionally, taking the time to get to know the person, 

understanding their individual circumstances and developing a relationship has 

been found to help the provision of emotional and social support (Shimoinaba et 

al. 2014). This support is essential as although some people accept death and 

express feelings of relief, commonly people can feel helpless, anxious, lonely and 

fearful as they approach the end of their lives (Orzeck 2016). These feelings can 

lead to emotional and/or psychological distress which is when a person becomes 

overwhelmed by their emotions (Marie Curie 2019). 

   

Spirituality is also an important part of providing holistic care and refers to 

thoughts and fŜŜƭƛƴƎǎ ŀōƻǳǘ ŀ ǇŜǊǎƻƴΩǎ ōŜƛƴƎ ŀƴŘ ǇǳǊǇƻǎŜΣ ǿƘƛŎƘ ƛǎ ōŀǎŜŘ ƻƴ ŀ 

ǇŜǊǎƻƴΩǎ ǇƘƛƭƻǎƻǇƘƛŎŀƭ ōŜƭƛŜŦǎΦ ²ƘƛƭǎǘΣ ŀ ǇŜǊǎƻƴΩǎ ǊŜƭƛƎƛƻƴ ŀƴŘ ǘƘŜƛǊ ǇŀǊǘƛŎǳƭŀǊ 
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beliefs may be an important part of their spirituality, a person can be spiritual 

without being religious (Marie Curie 2019). Emotional and spiritual pain may 

occur during EoLC, where some people experience painful feelings such as 

anxiety, regret and fear (RCN 2015), which can often occur when a person has 

lost meaning and purpose in life (Marie Curie 2019). It has been reported that 

social support is important in maintaining the meaningfulness of life during 

EoLC (Dobrikova et al. 2016).  

This emotional, social and spiritual support also extends to family members and 

friends of those who are dying. EoLC incorporates significant others such as 

relatives and friends, for example, including them in decisions made throughout 

the EoLC process (Fisher et al. 2000; NCPC 2006). As well as being included in 

decisions, EoLC involves providing bereavement support to relatives following 

the death of their loved one. Bereavement support is considered an extension of 

EoLC and can continue for as long as it takes or is required (Aoun et al. 2017). 

Bereavement support consists of providing support for bereaved people which 

can consist of friendly conversations, support, and giving time to reflect. 

Common forms of bereavement support include care home staff attending the 

funerals of residents and keeping in contact with the bereaved following death 

to provide support and comfort (Aoun et al. 2017). The bereavement period will 

vary in length depending on individual needs, as some bereaved relatives may 

require differing amounts of support following their bereavement (Germain et al. 

2016). Therefore, as well as caring for the person who is experiencing death, it is 

important to provide comfort and support to those close to the person who is 

dying (NCPC 2006; Fisher et al. 2000).   

IƻǿŜǾŜǊΣ ƳŜŜǘƛƴƎ ŀ ǇŜǊǎƻƴΩǎ ǇƘȅǎƛŎŀƭ ŀƴŘ ƳŜŘƛŎŀƭ ƴŜŜŘǎ ƛǎ ǎǘƛƭƭ ƛƳǇƻǊǘŀƴǘ ŀǎ ǇŀǊǘ 

of a holistic approach to care. For example, enabling a person to die in comfort 

and pain free will often require their physical and medical symptoms to be 

managed through the use of medications (NICE 2015). Nonetheless, this 

approach must align with the person wishes and preferences as some may prefer 

spiritual and emotional methods of support rather than medications (Marie Curie 

2019).      
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Based on the information in this section, EoLC can be described as a non-curative 

intervention to support and comfort individuals and their families with a 

progressive chronic illness from which they are dying (Fisher et al. 2000; NCPC 

2006). To further aid clarity, table 1 presents two commonly used and 

established definitions of EoLC. 

Table 1 Definitions of end of life care 

Source Definition 

Fisher et al. 

(2000) 

ά9nd of life care for older adults encompasses an active, 

compassionate approach that treats, comforts and supports 

older individuals who are living with, or dying from, progressive 

or chronic life-threatening conditions. Such care is sensitive to 

personal, cultural and spiritual values, beliefs and practices and 

encompasses support for families and friends up to and 

ƛƴŎƭǳŘƛƴƎ ǘƘŜ ǇŜǊƛƻŘ ƻŦ ōŜǊŜŀǾŜƳŜƴǘέ  

National 

Council for 

Palliative 

Care (NCPC) 

(2006) 

ά...helps all those with advanced, progressive, incurable illness 

to live as well as possible until they die. It enables the supportive 

and palliative care needs of both patient and family to be 

identified and met throughout the last phase of life and into 

bereavement. It includes management of pain and other 

symptoms and provision of psychological, social, spiritual and 

ǇǊŀŎǘƛŎŀƭ ǎǳǇǇƻǊǘΦέ  

    

1.3.3 End of life care in care homes and the resident population  

In accordance with UK law care homes are defined as establishments which 

provide accommodation along with nursing and personal care for residents who 

are ill, disabled or who have a mental disorder (UK Care Standards Act 2000). 

Under this act, care homes are categorised as eƛǘƘŜǊ ΨǊŜǎƛŘŜƴǘƛŀƭ ƘƻƳŜǎΩ ǿƘƛŎƘ 

have no on-ǎƛǘŜ ǊŜƎƛǎǘŜǊŜŘ ƴǳǊǎƛƴƎ ŀƴŘ ΨƴǳǊǎƛƴƎ ƘƻƳŜǎΩ ǿƘƛŎƘ ǇǊƻǾƛŘŜ ƴǳǊǎƛƴƎ 

care through on-site registered nurses (see table 2). The UK care home 
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workforce is made up of care assistants (76%) and registered nursing staff 

(12%); the remaining workforce is made up of ancillary staff such as 

housekeeping and administrative staff (Griffiths et al. 2019). Although registered 

nurses still provide personalised care, care assistants work most closely with the 

nursing home residents providing everyday care including discussions with 

residents, while supervised by registered nurses (Leaman 2011).  

However, care home staff do not provide EoLC alone. EoLC is provided by a 

multidisciplinary team who work closely with care home staff (NHS 2018; 

National Palliative and End of Life Care Partnership 2015). For example, residents 

on EoLC should be visited by General Practitioners (GPs) who can prescribe 

anticipatory medication and provide guidance for care home staff (Handley et al. 

2014). As well as GPs, hospital professionals and ambulance staff also work 

closely with care home staff providing guidance and any medication or treatment 

to residents. Hospice staff, Physiotherapists, Social Workers, Occupational 

Therapists also each have a role in the care of residents and frequently 

communicate with care home staff (National Palliative and End of Life Care 

Partnership 2015). Furthermore, given the absence of on-site registered nurses 

in residential homes, their staff rely on district nurses to provide medical care, 

for example, to administer pain relief medications (Handley et al. 2014; Davies et 

al. 2011).   

Table 2 Terminology: Nursing and residential homes   

Residential homes Settings which offer support in the form of care 

throughout the day and night, staff can help with 

meal times, washing, dressing and using the toilet. 

Residential homes rely on district nurses for 

registered nursing care.  

Nursing homes Settings which offer the same care residential 

homes, however, nursing homes have the addition of 

24-hour care from registered nurses. 
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The ŎƻƭƭŜŎǘƛǾŜ ǘŜǊƳ ΨŎŀǊŜ ƘƻƳŜΩ ƛǎ ǳǎŜŘ when referring to both nursing and 

residential homes. When specifically referring to residential homes or nursing 

homes the individual term is used (i.e. nursing or residential home) 

  

Almost 95% of care home beds are provided by the independent private 

sector (Competition and Markets Authority 2017). In 1984 most care home 

places for the older population (over 65 years old) were run and funded by local 

authority services (137,200 which represented 55%). However, by 2014, the 

number of private sector places had reached 200,200, which represents 74% of 

care homes places for the older population. The rise in private sector care homes 

was echoed by a fall in the number of care homes owned by the local authority, 

which in 2014 equated to only 21,700 (8% of care home places) (Laing and 

Buisson 2015). Although local authorities have important statutory duties, 90% 

of care and support is provided by 19,000 independent care homes ranging from 

corporate chains to family-run care home businesses (Competition and Markets 

Authority 2017). 

 

Approximately 416,000 people live in care homes, equating to roughly 4% of the 

UK population aged 65 and over and 16% of the population aged 85 and over 

(Laing and Buisson 2015; Competition and Markets Authority 2017). Whilst a 

number of countries are facing challenges related to the ageing population due 

to longer life expectances, it is particularly acute in the UK (Institute for Public 

Policy Research 2018; Bone et al. 2018). In 2016, there was approximately 11.8 

million people aged 65 years and over in the UK, and this is predicted to increase 

by a further 8.6 million by 2066 (ONS 2018). Moreover, the population 

percentage of those aged 85 years and over in the UK was 1.6 million in 2016 and 

is predicted to double to 3.2 million by 2041 (ONS 2016). Furthermore, the South 

of England where this study is based, has a higher than average population of 

people over 65 years old, and projections predict that this population will grow 

by 50% over the next 25 years (ONS 2017a). Moreover, similar trends in the 

ageing population have been reported across the UK (ONS 2014), and it has been 
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forecast that the deaths each year in England and Wales will increase from 

501,424 in 2014 to 635,814 in 2040 (Bone et al. 2018). 

Age is synonymous with progressive chronic illnesses (World Health Organisation 

2011). ¢ƘŜ ƭƛƪŜƭƛƘƻƻŘ ƻŦ ǎƻƳŜƻƴŜ ŘŜǾŜƭƻǇƛƴƎ !ƭȊƘŜƛƳŜǊΩǎ ŘƛǎŜŀǎŜ ŘƻǳōƭŜǎ ŜǾŜǊȅ 

five years over the age of 65 ό!ƭȊƘŜƛƳŜǊΩǎ {ƻŎƛŜǘȅ нлмс), similar outcomes are 

seen with other long-term conditions such as heart disease (American Heart 

Association 2015). Additionally, half of all people in the UK aged over 85 are 

predicted to be living with frailty and this is expected to only rise (Turner and 

Clegg 2014). Moreover, more people are now living with multiple chronic 

conditions (multiple coƳƻǊōƛŘƛǘƛŜǎύΣ ǎǳŎƘ ŀǎ !ƭȊƘŜƛƳŜǊΩǎ ŀƴŘ ŦǊŀƛƭǘȅ (Kingston et 

al. 2018). By the age of 65, most people will have at least one long-term 

condition and by the age of 75 most will have at least two ό¢ƘŜ YƛƴƎΩǎ CǳƴŘ 

2018).  

 

Although long-term conditions are not necessarily associated with death and 

EoLC most older people dying in care homes have a long-term condition and 

often multiple comorbidities (Kingston et al. 2018; Julien and Jose-Luis 2011). 

Research has shown that these long-term conditions and especially multiple 

morbidities require complex symptom management (Schiltz et al. 2018; Murray 

et al. 2005) and close care posing difficulties for care home staff (Barclay et al. 

2014).  

 

In addition to care home staff having to deliver EoLC to an older population, 

research suggests that the number of residents dying in care homes is set to 

increase (Bone et al. 2018). The latest mortality data has shown 525,048 deaths 

were registered in 2016 in England and Wales (ONS 2017b). Most of these deaths 

ƻŎŎǳǊǊŜŘ ƛƴ ƘƻǎǇƛǘŀƭ όпсΦф҈ύΣ ǿƘƛƭŜ ноΦр҈ ƻŦ ŘŜŀǘƘǎ ƻŎŎǳǊǊŜŘ ƛƴ ǇŜƻǇƭŜΩǎ ƻǿƴ 

home, and 21.8% of deaths occurred in care homes and 5.7% in hospices. 

However, as this introductory chapter outlines (in the following sections) as a 

result of policy drivers ŀƴŘ ǇŜƻǇƭŜǎΩ ǇǊŜŦŜǊŜƴŎŜǎ ŦƻǊ ǇƭŀŎŜ ƻŦ ŘŜŀǘƘ, since 2004 

deaths in care homes have increased by 5.3% and hospital deaths have 
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decreased by 11% (ONS 2018). Recent forecasts predict that if current trends 

continue, the numbers of deaths in care homes will increase by 108.1% making 

care homes the most common place of death in the UK by 2040 (Bone et al. 

2018). Therefore, care home staff not only have to deliver EoLC for an increasing 

number of residents, but for residents with complex conditions and multiple 

comorbidities.  

1.3.4 Policy drivers and pŜƻǇƭŜǎΩ ǇǊŜŦŜǊŜƴŎŜǎ ŦƻǊ ǇƭŀŎŜ ƻŦ ŘŜŀǘƘ 

In response to demographical changes, EoLC has become a political priority in 

many developed countries (UN 2017; Froggatt et al. 2017a). Specifically, over the 

past decade UK policy has focused on improving the quality of care delivered at 

the EoL, and on reducing its overall cost (DH 2008; DH 2014; The NHS long term 

plan 2019). Despite the plethora of different policies over the decades, the focus 

to enable more people to receive high-quality EoLC and to die in their preferred 

location has remained consistent (The NHS long term plan 2019; DH 2014). Prior 

to 2008, the NHS EoLC programme was set up by the UK government to improve 

patient choice at the end of life, including enabling greater numbers of people to 

die in their place of choice (DH 2006). A number of guidance tools and incentives 

resulted from the programme such as the introductory guide to EoLC in care 

homes (NCPC 2006). The 2006 guide for care homes aimed to support and guide 

care home staff to reduce the number of unnecessary admissions to hospital at 

the EoL. However, despite these efforts, it was reported that many people were 

not able to die in their place of choice, and experienced physical, psychological 

and spiritual distress during EoLC, partly due to insufficient education for those 

delivering care at the EoL (DH 2008). 

  

It was therefore identified within the 2008 End of Life Care Strategy that 

insufficient attention had been given to EoLC in the UK (DH 2008). The Strategy 

sought to improve EoLC based on three insights. Firstly, it aimed to prepare for 

greater numbers of people who are dying by supporting more community 

services such as care homes and community-based specialists such as GPs and 

outreach services such as palliative care teams to deliver high-quality EoLC, 



23 
 

rather than relying on hospitals to provide EoLC. Secondly, it aimed to enable 

more people to die in their place of choice reducing unnecessary hospital 

admissions at the EoL by widening access to advance care planning. Thirdly, it 

aimed to understand that not everyone received high-quality care and there was 

therefore a need to explore why in greater depth (DH 2008). The StraǘŜƎȅΩǎ 

launch in 2008 led to a number of both local and national efforts to improve 

EoLC across all settings. In terms of national impact, the 2008 Strategy led to 

the National End of Life Care Intelligence Network which focuses on improving 

the sustainability and quality of EoLC services by improving the collation and 

analysis of data related to EoLC (National End of Life Care Intelligence Network 

2010). From this initiative came evidence on the public preference for place of 

death which suggested that the majority of those surveyed preferred to die at 

home (ONS 2016; National End of Life Care Intelligence Network 2010). 

Specifically, the VOICES survey of recently bereaved relatives found 81% would 

have preferred their loved one to die at home (National Voices 2017). 

  

Based on this survey data it is a common assumption in policy documents that 

most people prefer to die at home. However, these surveys have limitations 

making it difficult to draw definitive conclusions. Firstly, it should be noted that 

this data was collected from people not receiving EoLC, and research has shown 

ǇǊŜŦŜǊŜƴŎŜǎ ŦƻǊ ƭƻŎŀǘƛƻƴ ƻŦ ŘŜŀǘƘ ŎƘŀƴƎŜ ŀǎ ŀ ǇŜǊǎƻƴΩǎ ŎƻƴŘƛǘƛƻƴ 

deteriorates (Hoare et al. 2лмрύΦ {ŜŎƻƴŘƭȅΣ ǿƘŀǘ ǇŜƻǇƭŜ ŘŜŜƳ ŀǎ ΨƘƻƳŜΩ ƛǎ 

ǎǳōƧŜŎǘƛǾŜΣ ŦƻǊ ǎƻƳŜ ΨƘƻƳŜΩ Ƴŀȅ ƴƻǘ ǊŜǇǊŜǎŜƴt a physical structure but a feeling 

of safety and being surrounded by family and friends (Collier et al. 2015). For 

example, for permanent care home residents, the care home may be the place 

they associate with safety and being surrounded by family (ONS 2016; National 

End of Life Care Intelligence Network 2010). Furthermore, when people were 

asked about EoLC in general rather than just focusing on place of death it was 

found location was only one factor of many and people prioritised being cared 

for by well-trained staff, being able to make their own decisions, and being 

physically, emotionally, socially and spiritually supported at the end of their 

life (The Choice in End of Life Care Programme Board 2015). 
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As a result of public preference, over the years we have seen the delivery of EoLC 

move slowly away from hospital settings to the community (Georghiou 2014). 

Evidence suggests that people are generally supportive of this shift (The Choice 

in End of Life Care Programme Board 2015). Although this shift has helped 

reduce the burden on hospital services and enabled more people to die in their 

preferred setting, it has increased the demand on community services including 

care homes (Bone et al. 2018; Georghiou 2014; DH 2008; DH 2004; Institute for 

Public Policy Research 2018).   

 

1.3.5 Person-centred care and advance care planning  

 

A number of approaches to support high quality EoLC have been introduced and 

supported within UK policy (Institute for Public Policy Research 2018), with the 

most popular and widespread approach being person-centred care (LACDP 

2014). The Leadership Alliance for the Care of Dying People (LACDP) published 

ǘƘŜ ǊŜǇƻǊǘ ΨhƴŜ /ƘŀƴŎŜ ǘƻ DŜǘ ƛǘ wƛƎƘǘΩ ǿƘƛŎƘ ƭŀȅǎ ƻǳǘ ŀƴ ŀǇǇǊƻŀŎƘ ŦƻǊ ŎŀǊƛƴƎ ŦƻǊ 

people who are dying (LACDP 2014). Priority areas include providing person-

centred care and documenting ǇŜƻǇƭŜǎΩ holistic needs and wishes in advance 

care plans. In addition, the report adds that as well as the dying person all those 

identified as important to them should be involved in EoLC. 

Person-centred care does not have one specific definition, it can also be referred 

to using a number of different terms such as individualised care, personalised 

care and family-centred care (Kitson et al. 2013). However, regardless of the 

term used it is generally taken ǘƻ ƳŜŀƴ ŎŀǊŜ ǿƘƛŎƘ ƛǎ ōŀǎŜŘ ƻƴ ŀƴ ƛƴŘƛǾƛŘǳŀƭΩǎ 

needs which involves placing the person at the centre of their own care rather 

than basing care around their medical condition or the healthcare system 

(Cloninger 2011). Put simply, caring for the person, not their condition. However, 

a person-centred approach to EoLC is not just about giving the person whatever 

they want (Kitson et al. 2013). The approach is about considering peoples wishes, 

values, beliefs and family circumstances; and incorporating these factors into 
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their care (Health Innovation Network 2014). This approach to care is important 

ƛƴ ƳŀƛƴǘŀƛƴƛƴƎ ŀ ǇŜǊǎƻƴΩǎ dignityΣ ǿƘƛŎƘ ŘƻŜǎ ƴƻǘ Ƨǳǎǘ ŀǇǇƭȅ ǘƻ ǇŜƻǇƭŜΩǎ ǇƘȅǎƛŎŀƭ 

wellbeing, but aims to protect their autonomy by placing them at the centre of 

their care decisions (Health Innovation Network 2014; Kitson et al. 2013). 

Moreover, person-centred care also involves putting relatives/families at the 

centre of care and any decisions made and supporting them through the EoLC 

process, such as providing bereavement support after death (discussed in section 

1.3) (Cloninger 2011).  

Person-centred care has long been encouraged in the care home sector (DH, 

2008). The Mental Capacity Act (2005) made it law for an adult with capacity to 

make advanced care directives and to appoint a lasting power of attorney to 

refuse specific treatment at a point in the future when they lack 

capacity. Advance care plans allow people to plan for their death and document 

their wishes and preferences, for example, funeral arrangements and where they 

ǿƻǳƭŘ ƭƛƪŜ ǘƻ ŘƛŜΣ ŀƴŘ ǎƘƻǳƭŘ ōŜ ǳǇŘŀǘŜŘ ǊŜƎǳƭŀǊƭȅ ǘƻ ƳŜŜǘ ǘƘŜ ǇŜǊǎƻƴΩǎ ŎƘŀƴƎƛƴƎ 

needs (The Mental Capacity Act 2005). Moreover, if an individual has lost mental 

capacity the Act makes it possible to appoint lasting power of attorney (usually a 

ŎƭƻǎŜ ǊŜƭŀǘƛǾŜύ ǘƻ ƳŀƪŜ ǘƘŜ ŘŜŎƛǎƛƻƴǎ ƻƴ ŀ ǇŜǊǎƻƴΩǎ ōŜƘŀƭŦΣ ǎǳŎƘ ŀǎ ǊŜŦǳǎƛƴƎ 

treatment and the unnecessary prolongation of life. Thus, advance care plans are 

used by care home staff to gather information from residents and their relatives 

to be able to centre care around their needs and preferences (Stone et al. 2013). 

Although advance care plans can be set up well before a person requires EoLC 

such as by their GP, often people come to care homes without an advance care 

plan in place (Gordon 2012; Mason et al. 2016; Stone et al. 2013). Moreover, 

given that residents preferences and situations change, advance care plans need 

to be updated regularly, thus even those who are admitted to care homes with 

advance care plans will need them updating by care home staff (Froggatt et al. 

2009). ConsequentlyΣ ƛǘ ƛǎ ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ ǊŜǎǇƻƴǎƛōƛƭƛǘȅ ǘƻ ǎŜǘ ƻƴŜ ǳǇ and 

update advance care plans for residents to ensure they are receiving EoLC 

centred to their needs, preferences and wishes. Good practice has been 

evidenced in relation to advance care planning in care homes which has been 
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found to enable more residents to die in their preferred place (Kupeli et al. 

2016a; Kupeli et al. 2016b). However, it has also been reported that some care 

home staff face difficulties with advance care planning (Handley et al. 2014; 

Mason et al. 2016). For example, Handley et al. (2014) report that care home 

staff felt unprepared and expressed hesitancy about how to start advance care 

planning discussions with residents.  

 

1.3.6 Unnecessary admissions to hospital at the end of life  

This variable practice in relation to care planning is important given that advance 

care planning plays a significant role in maintaining a person-centred approach 

to care ensuring residents are able to die in their preferred location and avoid 

unnecessary hospital admissions at the EoL (McDermott et al. 2012). It is 

therefore unsurprising that research suggests that unnecessary admissions at the 

EoL from care homes to hospital are persisting (Thwaites et al. 2017; Mason et al. 

2016; Ong et al. 2011). A recent report by the Health Foundation (Wolters et al. 

2019) looking at care homes also found that the numbers of admissions for 

residents aged over 65 from care homes in England in 2016/17 was roughly 

192,000, of which 7.9% were unnecessary admissions from care homes at the 

EoL. Addressing this issue is important as unnecessary admissions to hospital at 

the EoL have been shown to expose residents and their relatives to increased 

stress and anxiety, and often lead to residents dying in unfamiliar clinical settings 

away from their loved ones (Gomes et al. 2012; ONS 2016).  

Mason et al. (2016) describes unnecessary admissions as admissions to hospital 

at the EoL where the resident did not require or want medical treatment and 

died within 48 hours of unscheduled admission. Unnecessary admissions can 

occur when care home staff call emergency services such as out of hours doctors, 

GPs or ambulance staff. Current literature has explored unnecessary admissions 

from the perspectives of those working in emergency services (Hoare et al. 2018; 

Kupeli et al. 2016b; McDermott et al. 2012). Hoare et al. (2018) found that calls 

from care home staff to emergency services can often result in an unnecessary 

admission due to staff such as paramedics and doctors lacking information about 
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the resident and lacking alternative options. Similarly, Kupeli et al. (2016b) found 

that when care home staff rang hospital staff out of hours, they usually got in 

contact with junior doctors who often lacked information and experience which 

again was found to increase the likelihood of unnecessary admissions to hospital 

at the EoL.  

However, it is also important to understand and explore the factors which cause 

care home staff to contact emergency services during residents EoLC. Despite 

this there is a sparsity of studies which have directly explored the factors which 

Ŏŀƴ ƛƴŦƭǳŜƴŎŜ ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ ŘŜŎƛǎƛƻƴǎ ǘƻ ŎƻƴǘŀŎǘ ŜƳŜǊƎŜƴŎȅ ǎŜǊǾƛŎŜǎ ŀƴŘ 

request a resident be admitted to hospital. However, some evidence does exist, 

Barclay et al. (2014) found that residentǎΩ ŎƻƴŘƛǘƛƻƴǎ ŀƴŘ ǘǊŀƧŜŎǘƻǊȅ ƻŦ ŘŜŎƭƛƴŜ 

impacted on care home ǎǘŀŦŦΩǎ ŘŜŎƛǎƛƻƴ ǇŀǊǘƛŎǳƭŀǊƭȅ ǿƘŜƴ ŀ ǊŜǎƛŘŜƴǘΩǎ ŘŜŎƭƛƴŜ 

was unexpected and sudden. Furthermore, Handley et al. (2014) implies that 

care home stafŦΩǎ ƭŀŎƪ ƻŦ ŀǿŀǊŜƴŜǎǎ ŀƴŘ ƪƴƻǿƭŜŘƎŜ ƻŦ ǘƘŜ ǎǘŀƎŜǎ ƻŦ ŘȅƛƴƎ ŀƭƻƴƎ 

with variable engagement in advance care planning may influence their decisions 

to reach out to emergency services. However, currently, there appears to be a 

lack of insight into the collectiǾŜ ŦŀŎǘƻǊǎ ǿƘƛŎƘ ƛƴŦƭǳŜƴŎŜ ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ 

decision to call emergency services and request that the resident be admitted to 

hospital at the EoL. 

It is known that in 2016-17 emergency admissions cost the NHS £17 billion 

pounds in total (National Audit Office 2018), thus there is a strong economic 

incentive to ǎǳǇǇƻǊǘ ΨƘƻƳŜΩ ŘŜŀǘƘǎ ŀƴŘ reduce the unnecessary proportion of 

these emergency admissions to hospital at the EoL. Research has found that 55% 

ƻŦ ǎƻƳŜƻƴŜΩǎ ǿƘƻƭŜ ƭƛŦŜǘƛƳŜ Ŏost is in the last years of life, and the last two 

weeks of life accounts for 37% of the total cost due to hospital use, such as 

unnecessary admissions at the EoL (Haltia et al. 2018).  

 

 

 



28 
 

1.3.7 The need for a systematic exploration of end of life care in UK care 

homes 

This introductory chapter has set the foundations for this study by highlighting 

the increased reliance on UK care homes to deliver high quality EoLC, current 

policy initiatives and areas where improvements may need to be made in terms 

of advance care planning, the application of person centred EoLC and 

unnecessary admissions to hospital from care homes at the EoL. However, at the 

commencement of this study no systematic review of the literature exploring 

and describing current EoLC provision in UK care homes had been conducted. 

This is not only vital to determine the methodological quality of the existing 

research but is necessary to provide an overall view of the current standard of 

EoLC provided across the UK care home sector to provide a foundation for 

further empirical research. This overall view can be used to establish where good 

practice currently exists and where practice improvements need to be made. In 

order to provide more comprehensive information about contemporary EoLC 

provision a systematic examination of individual studies exploring EoLC in UK 

care homes is presented in chapter two.  

 

1.4 Structure of thesis  

This thesis consists of 8 chapters (Figure: 1). Chapter one has provided an 

introduction to the thesis, overview of the context and rationale for further 

research in the form of a systematic review. Chapters two and three present a 

systematic literature review (chapter two) and critical realist review (chapter 

three), which provide a justification and rationale for the subsequent study and 

inform the study design. Chapter three concludes formulating the research aim 

and objectives.  

Chapter four details the methodology and why it was chosen, and the research 

design and methods that accompany it. Chapter five presents the findings from 

phase-one of the data collection and analysis process, and the initial intervention 

theories developed from synthesising the analysed data and existing literature. 
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Chapter six presents phase-two of data collection and the refinement of the 

initial intervention theories developed in phase one.  

Chapter seven presents the discussion, which discusses the research findings in 

relation to existing literature. This identifies where the study findings advance 

knowledge and where the findings corroborate existing knowledge. Chapter 8 of 

this thesis presents the study conclusion and highlights the impact of the study 

findings on practice, policy and research. The chapter ends by introducing the 

areas for further research in the light of this study. Lastly, the appendices present 

additional information to support the thesis.  
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Figure 1 Outline of thesis 

 

 

 

The appendices listed in the table of contents provide 
supporting evidence for this thesis. 
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2 Systematic literature Review 

 

   

2.1 Introduction  

Building on chapter one, this chapter presents a systematic examination of 

existing research evidence to establish a comprehensive picture of EoLC 

provision in UK care homes. This is important because, as established in the 

introductory chapter, at the commencement of this study there was no overall 

view or understanding of the standard of EoLC across the UK care home sector.  

The aim of this review was to systematically review studies that describe EoLC in 

UK care homes. The findings from this systematic review influenced the later 

work presented in this thesis. 

This chapter will begin by detailing why a systematic literature review was 

chosen; following this the results of this review are presented. The chapter 

concludes by providing a justification and rationale for a Critical Realist review of 

the literature. The review presented in this chapter was published in the Journal 

of Research in Nursing (see appendix 1). 

2.2 Systematic Reviews 

Systematic reviews of the literature provide a research method which identify, 

appraise and summarise studies of relevance to a particular topic (Webb and Roe 

2007). Gathering and summarising current knowledge in the area of EoLC in UK 

care homes was a necessary starting point as it was identified in chapter one that 

currently there was no comprehensive overview of the standard of EoLC across 

the UK care home sector. Consequently, there was a need for current literature 

to be synthesised in order to provide a more comprehensive understanding of 

the standard of EoLC delivered across the UK care home sector. 

Furthermore, systematic reviews employ a rigorous systematic search strategy 

which reduces selection bias and adds transparency (Gopalakrishnan and 

Ganeshkumar 2013; Singh 2017). For this reason, a systematic review was 
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chosen over another type of review such as a narrative review given that 

narrative reviews tend to adopt a less rigorous and transparent search strategy 

thus are left open to selection bias (Singh 2017). A central element to all 

systematic reviews is the search strategy, as it is important to include all relevant 

articles in the field to achieve the research aim (Mallett et al. 2012). Moreover, 

the search strategy is reported in detail in the Methods section of a systematic 

reviews to enable others to replicate the search and update it with changing and 

evolving fields (Mallett et al. 2012; Singh 2017). To further enhance transparency 

the Preferred Reporting Items for Systematic Reviews and Meta-Analysis 

(PRISMA) statement was used to guide this review. PRISMA is an evidence-based 

minimum set of items which aims to help authors report their searches within 

systematic literature reviews (Moher et al. 2009).  

Moreover, the systematic approach also excludes poor quality research through 

quality appraisal which may misinform conclusions (Gerrish and Lathlean 2015; 

Webb and Roe 2007). Quality appraisal is a vital aspect of systematic reviews to 

ensure the included articles are not overly biased or poor quality (Mhaskar et al. 

2010; Singh, 2017). This is important especially for reviews which aim to change 

practice based on their findings. Thus, adopting a systematic approach best 

enables all relevant literature to be found on a given topic ensuring high validity 

and reliability (Singh, 2017).  

2.3 The review   

2.3.1 Aim  

The aim of this study was to systematically review studies that describe end-of-

life care in UK care homes. 

2.3.2 Search strategy  

Preliminary searches were conducted using the EBSCO database (which is an 

electronic database used to search for journals for articles of relevance). This 

provided insight into key terminology and relevant databases. Following on from 

the preliminary search, four main databases were systematically searched: 
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ScienceDirect; MEDLINE; PSYCINFO; and CINAHL. These databases were included 

because they had been identified in the preliminary search as containing the 

journals relevant to the research topic. Boolean techniques (Table 3) were used 

to ensure no relevant literature was missed in the search strategy (Gerrish and 

Lathlean 2015; Boland et al. 2014). Using this search strategy, the key 

components were entered into the database with their alternative subject 

headings.   

Table 3 Search strategy 

Element  Alternatives  

1. ά9ƴŘ-ƻŦ [ƛŦŜ ŎŀǊŜέ Pallia* 

ά¢ŜǊƳƛƴŀƭ ŎŀǊŜέ 

2. ά/ŀǊŜ IƻƳŜϝέ άbǳǊǎƛƴƎ ƘƻƳŜϝέ 

άwŜǎƛŘŜƴǘƛŀƭ ƘƻƳŜϝέ 

ά[ƻƴƎ ǘŜǊƳ ŎŀǊŜ ŦŀŎƛƭƛϝέ 

3. ά¦ƴƛǘŜŘ YƛƴƎŘƻƳέ  ά¦ƴƛǘŜŘ KƛƴƎŘƻƳέ 

UK 

England 

άDǊŜŀǘ .Ǌƛǘŀƛƴέ 

GB 

Wales 

Scotland  

άbƻǊǘƘŜǊƴ LǊŜƭŀƴŘέ  

Boolean Operators 

 

1. ά9ƴŘ ƻŦ ƭƛŦŜ ŎŀǊŜέ hw tŀƭƭƛŀϝ 

hw ά¢ŜǊƳƛƴŀƭ ŎŀǊŜέ 

2. ά/ŀǊŜ ƘƻƳŜϝέ hw άbǳǊǎƛƴƎ 

ƘƻƳŜϝέ hw άwŜǎƛŘŜƴǘƛŀƭ 

ƘƻƳŜϝέ hw ά[ƻƴƎ ǘŜǊƳ 

ŎŀǊŜ ŦŀŎƛƭƛϝέ 
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3. ά¦ƴƛǘŜŘ YƛƴƎŘƻƳέ hw ¦Y 

hw 9ƴƎƭŀƴŘ hw άDǊŜŀǘ 

.Ǌƛǘŀƛƴέ hw D. hw ²ŀƭŜǎ 

OR {ŎƻǘƭŀƴŘ hw άbƻǊǘƘŜǊƴ 

LǊŜƭŀƴŘέ 

*(asterisk) represents any string of characters used in truncation  

2.3.3 Eligibility criteria  

The literature was reviewed utilising the inclusion/exclusion criteria. The 

researcher firstly screened the literature based on their titles and abstracts. 

Following this initial screening a full text screening was conducted for all the 

potentially relevant literature, again conducted by the research and cross-

checked by the supervisory team. The search was conducted on 25th April 2017, 

with the exclusion and inclusion criteria applied (Table: 4).  

The search also included manual searching of the reference lists of papers and by 

hand searching the grey literature. The search was limited to papers published 

after the date of The End of Life Care Strategy (DH 2008), which heavily 

influenced the contemporary focus of policy and practice in terms of EoLC in UK 

care homes (NHS England 2014). A range of study types, including both 

qualitative and quantitative evidence were sought to explore how EoLC is 

currently being delivered in care homes in the UK. Critical Appraisal Skills 

Programme (CASP 2018) frameworks were applied to assess and appraise the 

quality of the included studies.  
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Table 4 Inclusion and Exclusion Criteria 

Inclusion Criteria  Rationale  

Studies must include a 

descriptive element 

regarding the nature of 

EoLC in care homes. 

To ascertain how EoLC is currently being carried 

out in care homes in the UK.   

Must be UK based. EoLC policy and guidelines are national-specific, 

and this study is specific to UK care homes.  

Exclusion Criteria  Rationale  

Pre-dates 2008. July 2008 was the date of a seminal policy 

publication which significantly changed the 

focus of EoLC delivery and research in the UK. 

Studies evaluating a 

complex intervention 

designed to improve care.  

Studies evaluating *complex interventions 

described EoLC in the context of the 

intervention rather than representing practice. 

Moreover, interventions designed to support 

EoLC in care homes were explored in chapter 

three.  

Studies exploring EoLC 

outside of care home 

settings.  

This review is focused on exploring the nature of 

EoLC in care homes.   

*Complex interventions are defined by the Medical Research Council (MRC) as interventions that 

are made up of multiple and interacting components (MRC 2006). 

2.3.4 Quality assessment and data extraction  

The Critical-Appraisal-Skills-Programme (CASP 2018) was chosen as the primary 

quality assessment tool for the selected literature. One of the reasons the CASP 

framework was chosen is because it has many individual checklists for different 

methodologies. The CASP framework firstly consists of screening questions which 
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can be graded numerically (0=No 1=Partly 2=Yes). A maximum score of 20 can be 

achieved for qualitative studies and reviews and 22 for quantitative. The quality 

of the selected literature was assessed by the researcher and the supervisory 

team. Studies with a score under 10 were excluded, but none of the selected 

studies were below this level of quality, and therefore no papers were excluded 

on the basis of quality.     

2.3.5 A mixed methods systematic literature review  

The synthesis of evidence forms a central and essential aspect to evidence-based 

practice which involves the integration of research findings in the form of 

systematic reviews of empirical evidence (Sandelowski et al. 2006). Synthesising 

research findings enables the researchers to increase the utility of existing 

research and potentially improve practice through doing so (Barbour and 

Barbour 2003).  

Systematic literature reviews are associated with a high level of quality and 

validity in terms of their conclusions by bringing together multiple sources to 

draw conclusions for practice and policy (Jahan et al. 2016). Thus, due to the 

methodological diversity of research conducted in this area, this systematic 

review adopted a mixed methods synthesis. A systematic review of mixed 

research studies employs a synthesis that will be mixed, which synthesises both 

qualitative and quantitative data (Sandelowski et al. 2006; Harden 2010). 

This review used an integrated methodology which combines both qualitative 

and quantitative data into a single mixed methods synthesis (Sandelowski et al. 

2006). However, it is a requirement that both quantitative and qualitative data 

are similar enough to be combined into a single synthesis (Harden 2010), which 

was the case in this review. Therefore, the analytic focus was on converting or 

ΨqualitisƛƴƎΩ quantitative findings into qualitative form so that they can be 

combined with the other qualitative data, and subject to qualitative thematic 

analysis (Sandelowski et al. 2006). 

Mixed method synthesis was chosen over a single qualitative or quantitative 

synthesis because it has the potential to enhance both the significance and utility 
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of practice by exploring both qualitative and quantitative perspectives within 

studies (Pope, Mays and Popay 2008; Sandelowski et al. 2006). Moreover, the 

differences between the studies selected for this review did not warrant a 

separate qualitative and quantitative analysis (Sandelowski et al. 2006). Thematic 

analysis was used to analyse the combined data, a method that is recommended 

when the findings have relevance to practice and policy (Booth et al. 2016).  

However, when using mixed method synthesis, it is important to acknowledge 

that the process is under continual development which can reduce the usability 

of the method (The Joanna Briggs Institute 2014). Specifically, instead of focusing 

on the conclusions resulting from the review, much energy is spent critiquing the 

method employed to derive these conclusions (Harden 2010).   

2.4 Results  

2.4.1 Included studies  

A total of 868 records were retrieved through initial database searches, and a 

further 5 records were uncovered via hand searching and screened for relevance 

(Figure 2). 276 records were excluded at Stage 1 through duplication, a further 

415 records were excluded based on title/abstract screening as they did not 

focus on the nature of EoLC in UK care homes. The remaining 63 full texts papers 

were then assessed against inclusion and exclusion criteria (Table 4), resulting in 

a further 46 papers being excluded (Figure 2). Finally, a total of 17 papers were 

selected, see appendix: 2 for table of all included articles.  

Having constructed a search strategy using the PRISMA guidelines, the selected 

studies explored and described studies of EoLC in UK residential (n=5) and 

nursing homes (n=12) (collectively referred to as care homes). Participants 

mostly included care home staff (registered nurses, care assistants and care 

home managers) (n=12), however studies also included relatives (n=3), residents 

(n=3), and bereaved relatives (n=3). It is also worth noting that bereaved 

ǊŜƭŀǘƛǾŜǎΩ ŜȄǇŜǊƛŜƴŎŜǎ ǿŜǊŜ ƻƴƭȅ ŜȄǇƭƻǊŜŘ ŦǊƻƳ ǘƘŜ ǇŜǊǎǇŜŎǘƛǾŜ ƻŦ 9ƻ[/ ƛƴ ŀ 

nursing home. A total of 17 studies were included.   
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Thematic analysis was used (Sandelowski et al. 2006) to analyse the final 

selection of papers. Thematic synthesis of identified findings revealed five key 

themes. These key themes are: the phases of dying during EoLC; EoL preplanning 

processes; multidisciplinary EoLC provision and holistic EoLC. Figure: 2 below 

shows the study selection:  

Figure 2 Study selection flow chart 

 

 

 

 

 

 

 

Records identified through 
database searching (n=868) 

Additional records identified 
through other sources (n=5) 

Records after duplicates removed (n=592) 

Records screened based on 
title/abstract (n=592) 

Records excluded based on 
title/abstract (n=415) 

¶ Conference abstracts 

¶ Not related to research 
question 

 

Full-text articles assessed for 
eligibility (n=63) 

Full-text articles excluded, with 
reasons (n=46) 

 

¶ Evaluative studies without 
descriptive elements (n=15) 

¶ Studies specifically only 
looking at acute hospital 
admissions (n=7) 

¶ Studies evaluating 
interventions (n=7) 

¶ Studies predating July 2008 
(n=5) 

¶ Research outside the United 
Kingdom (n=12) 

 

Studies included in review (n=17) 
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2.4.2 The phases of dying during End of Life care 

Whilst not described in every study, the phases of dying during EoLC was 

frequently acknowledged as impacting on the provision and delivery of EoLC 

(Barclay et al. 2014; Handley et al. 2014; Kinley et al. 2014). The phases of dying 

during EoLC were described as the different stages or trajectories that residents 

went through when nearing death. Specifically, the literature described how care 

home staff sometimes found it difficult to discriminate between residents who 

were near death and residents who were not. This impacted on EoLC provision 

by preventing care ƘƻƳŜ ǎǘŀŦŦ ŦǊƻƳ ǇƭŀƴƴƛƴƎ ŀƴŘ ΨǊŜŀŘȅƛƴƎΩ ǘƘŜƳǎŜƭǾŜǎ ŦƻǊ ǘƘŜ 

ŜƴŘ ǎǘŀƎŜǎ ƻŦ ǊŜǎƛŘŜƴǘǎΩ ƭƛǾŜǎ (Handley et al. 2014; Barclay et al. 2014; Kinley et 

al. 2014). This was often the case for residents on unclear or complex death 

trajectories (Barclay et al. 2014; Handley et al. 2014; Kinley et al. 2014).  

Handley et al. (2014), Barclay et al. (2014) and Kinley et al. (2014) each used 

similar research methods to examine the phases of dying; however, the scale of 

each study varied considerably. Barclay et al. (2014) conducted a mixed methods 

study. Residents, care home staff and healthcare professionals were interviewed, 

ŀƴŘ ǊŜǎƛŘŜƴǘǎΩ ŎŀǎŜ ƴƻǘŜǎ ǿŜǊŜ ǊŜǾƛŜǿŜŘΦ ¢ƘŜ ǎǘǳŘȅ ŘŜǎŎǊƛōŜŘ ǘǊŀƧŜŎǘƻǊƛŜǎ ǘƻ 

death, specifically how different illness types and death trajectories could 

ƛƴŦƭǳŜƴŎŜ ƘŜŀƭǘƘŎŀǊŜ ǎǘŀŦŦǎΩ ŀōƛƭƛǘȅ ǘƻ ŎŀǊǊȅ ƻǳǘ ŀǇǇǊƻǇǊƛŀǘŜ EoLC. It was observed 

that certain unexpected lethal events such as having a heart attack or stroke 

were more likely to result in hospital admissions compared to the longer more 

gradual declines seen with some cancers and dementia. However, these findings 

are limited because, despite consent being obtained from 121 residents, the 

study focused mainly on only 23 participants who died during the 12 months of 

data collection. Additionally, the study stated that care home staff and 

healthcare professionals were interviewed but does not detail how many.  

Despite their study being small in scale, the results from Barclay et al. (2014) 

supported similar findings by Handley et al. (2014) and Kinley et al. (2014). 

Handley et al. (2014) reported how different death trajectories, mostly when 

ǳƴŎƭŜŀǊ ƻǊ ǳƴŜȄǇŜŎǘŜŘ ŎƻǳƭŘ ƛƳǇŀŎǘ ƻƴ ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦǎΩ ŘŜŎƛǎƛƻƴǎΣ ǇŀǊǘƛŎǳƭŀǊƭȅ 

regarding admissions to hospital at the EoL stage of care. The methodology of 
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Handley Ŝǘ ŀƭΩǎ ǎǘǳŘȅ ǿŀǎ ǎƛƳƛƭŀǊ ǘƻ ǘƘŀǘ ǳǎŜŘ ōȅ Barclay et al. (2014).  Handley et 

al. (2014) used a mixed method design utilising interviews and case note reviews. 

63 residents, 30 care home staff and 19 NHS healthcare staff from different 

disciplines were interviewed. Handley et al. who only included care homes 

without on-site nursing provision, suggested that registered and non-registered 

care home staff may react differently when making decisions at the end of life 

stages. However, Kinley et al. (2014) and Barclay et al. (2014) found similar 

results in care homes with and without on-site nursing.  

Kinley et al. (2014) also reported similar findings, describing stages of death 

ǿƘƛŎƘ ǊŀƴƎŜŘ ŦǊƻƳ ΨŘǿŜƭƭƛƴƎΩΣ ǿƘƛŎƘ ǊŜǇǊŜǎŜƴǘǎ ǎƭƻǿ ŜȄǇŜŎǘŜŘ ŘŜŀǘƘΣ ǘƻ 

ΨǎǳŘŘŜƴΩΣ ǿƘƛch represents unexpected death. They also noted that these 

ŘƛŦŦŜǊŜƴǘ ŘŜŀǘƘ ǘǊŀƧŜŎǘƻǊƛŜǎ ŎƻǳƭŘ ƛƴŦƭǳŜƴŎŜ ǎǘŀŦŦǎΩ ŘŜŎƛǎƛƻƴ-making ability. Kinley 

Ŝǘ ŀƭΩǎ ǎǘǳŘȅ ŜȄŀƳƛƴŜŘ ǘƘŜ ŎŀǎŜ ƴƻǘŜǎ ƻŦ ǊŜǎƛŘŜƴǘǎ ǿƘƻ ƘŀŘ ŘƛŜŘ ǿƛǘƘƛƴ оу ŎŀǊŜ 

homes over a three-year period, which equated to 2,444 residents, a 

considerably larger sample than either Barclay et al. (2014) or Handley et al. 

(2014).  They used the case notes to extract specific data, including 

demographics; diagnoses; use of acute services; place and type of death and use 

of end-of-life care tools (e.g. advance care plans (ACPs) and EoL documentation). 

Each of the three studies had a slightly different way of describing the phases of 

EoLC. Handley et al. (2014) referred to them as death trajectories ranging from 

ΨŎƭŜŀǊΩ ǘƻ ΨǳƴŎƭŜŀǊΩΦ Barclay et al. (2014) used terms ranging from ΨŀƴǘƛŎƛǇŀǘŜŘΩ ǘƻ 

ΨǳƴǇǊŜŘƛŎǘŀōƭŜΩΣ ǿƘƛƭŜ YƛƴƭŜȅ Ŝǘ ŀƭΦ όнлмпύ ŘŜǎŎǊƛōŜŘ ǘƘŜ ǎǘŀƎŜǎ ƻŦ ŘŜŀǘƘ ǊŀƴƎƛƴƎ 

ŦǊƻƳ ΨŘǿŜƭƭƛƴƎΩ ǘƻ ΨǎǳŘŘŜƴΩΦ 5ŜǎǇƛǘŜ ǘƘŜ ŘƛŦŦŜǊŜƴǘ ǘŜǊƳƛƴƻƭƻƎȅΣ ǘƘŜ ƻǾŜǊŀǊŎƘƛƴƎ 

concept is consistent throughout, which is that the phases of dying experienced 

during EoLC seem to follow similar patterns ranging from steady decline to a 

complex and unpredictable trajectory.   

All three studies also described how lack of knowledge and awareness of the 

phases of dying during EoLC can often result in care home staff ƳŀƪƛƴƎ ΨǊŜŀŎǘƛǾŜΩ 

ƻǊ Ψƛƴ ǘƘŜ ƳƻƳŜƴǘΩ ŘŜŎƛǎƛƻƴǎ όBarclay et al. 2014; Handley et al. 2014; Kinley et 

al. 2014). For example, Barclay et al. (2014) described how, particularly with 

ΨǳƴŎŜǊǘŀƛƴΩ ƻǊ ΨǳƴŎƭŜŀǊΩ ŘȅƛƴƎ ǘǊŀƧŜŎǘƻǊƛŜǎΣ ǎǘŀff tended to panic when the 
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resident unexpectedly deteriorated and admitted the resident to hospital, where 

they died. However, Barclay et al. also reported how multidisciplinary team-

working can help provide support in these moments. This multidisciplinary team-

work will be discussed in a later theme.   

Summary of main findings: 

¶ Different phases/trajectories of death during EoLC were acknowledged in 

the literature. 

¶ The phases /trajectories of death were recognised as impacting on EoLC.  

¶ IŜŀƭǘƘŎŀǊŜ ǎǘŀŦŦǎΩ ǳƴŘŜǊǎǘŀƴŘƛƴƎ ŀƴŘ ƪƴƻǿƭŜŘƎŜ ƻŦ ǘƘŜǎŜ ǇƘŀǎŜǎ ǿŀǎ 

shown to influence decision making when providing EoLC.  

¶ Sudden and unexpected death trajectories often caused care home staff 

to panic and send residents to hospital at the EoL.  

2.4.3 End of life preplanning processes (advance care planning) 

Preplanning processes or advance care planning was identified as playing a key 

role in the provision of EoLCΣ ǇŀǊǘƛŎǳƭŀǊƭȅ ƛƴ ŀƛŘƛƴƎ ǎǘŀŦŦ ǘƻ ŀŘƘŜǊŜ ǘƻ ǊŜǎƛŘŜƴǘǎΩ 

wishes and avoiding unnecessary treatment and admission to hospital at the EoL. 

For example, advance care plans were used by a range of healthcare staff to 

ŎƻƳƳǳƴƛŎŀǘŜ ǊŜǎƛŘŜƴǘǎΩ ǇǊŜŦŜǊŜƴŎŜǎΣ ƴƻǘŀōƭȅ ǇǊŜŦŜǊŜƴŎŜ ŦƻǊ ǇƭŀŎŜ ƻŦ ŘŜŀǘƘΣ ǘƻ 

other healthcare staff and external services, such as GPs and other out of hours 

services (Livingston et al. 2012; Stone et al. 2013; Froggatt et al. 2009; Goddard 

et al. 2013; Mathie et al. 2012; Kupeli et al. 2016b; Ong et al. 2011).  

Preplanning tools such as advance care plans also appeared to focus outcomes 

and prepare care home staff for the different phases of dying during EoLC by 

providing information necessary for appropriate, personalised and planned EoLC. 

However, it was equally conveyed throughout the literature that engaging in EoL 

preplanning care discussions with residents and relatives was commonly avoided 

by care home staff (Handley et al. 2014; Froggatt et al. 2009; Wye et al. 2014; 

Ong et al. 2011).    
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Froggatt et al. (2009) found that the use of advance care plans can further help 

reduce reactive decisions during EoLC. Froggatt et al. (2009) conducted a mixed 

method study which specifically described and explored the use of advance care 

plans. Froggatt et al. used questionnaires (n=213) and interviews (n=15) to 

collected data from care home managers. Thematic analysis of this paper 

uncovered how advance care planning can help staff focus on structured pre-

planned processes or instructions to help inform their EoLC decisions.  

CǊƻƎƎŀǘǘ Ŝǘ ŀƭΨǎ ŦƛƴŘƛƴƎǎ ǿŜǊŜ ǎǳǇǇƻǊǘŜŘ ōȅ hƴƎ Ŝǘ ŀƭΦ όнлм1) who conducted a 

study of eight care homes to explore reasons for admitting residents to hospitals 

at the end of their lives. The study found that out of 340 patients admitted to 

hospital from care homes, 40% died within 24 hours, suggesting a high level of 

less appropriate admissions. The study suggested that poor communication 

between care home staff and patients and relatives led to a lack of preplanning 

documentation, which contributed to decisions on admissions at the EoL.  

The consequences of not having advance care plans in place was further 

supported by Kupeli et al. who explored the provision of EoLC in care homes for 

residents who have dementia. The study interviewed a range of care home staff 

(n=8) and healthcare staff working within the National Health Service (NHS) 

(n=6). Results indicated that study participants viewed advance care planning as 

a method to reduce unnecessary hospital admissions from the care home and 

unnecessary treatments (Kupeli et al. 2016a). However, Kupeli et al. (2016a) 

discussed that these positive views and understandings of advance care planning 

may not be representative of the views of care homes staff throughout the 

whole care home sector across the country. Furthermore, these findings may not 

represent the routine practice for the wider care home demographic as the study 

only explored the care of patients with dementia.  

Livingston et al. (2012) exemplified YǳǇŜƭƛ Ŝǘ ŀƭΦΩǎ όнлмсŀύ statement that positive 

practices may not be applied throughout the whole care home sector. Livingston 

et al. (2012) conducted a qualitative study that involved interviewing 58 care 

home staff in a 120-bed care home which provided both residential and nursing 

care. The interviews continued until data saturation was reached. The study 
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aimed to examine the barriers to and facilitators of good EoLC for residents with 

dementia. Results found that care staff, nurses and doctors did not see 

themselves as a team, but rather focused on their separate responsibilities. As a 

result, they communicated poorly with each other, residents and their families 

about approaching death. The study also reported that staff members were 

unaware of the benefits that advance care planning could provide at the end of 

life for residents and their families. It was also reported that staff were worried 

ŀōƻǳǘ ōŜƛƴƎ ōƭŀƳŜŘ ŦƻǊ ǘƘŜ ǊŜǎƛŘŜƴǘǎΩ Ǉƻtential death, therefore tended to 

ignore preplanning information and admit residents to hospital from the care 

home based on fear of the consequences of not doing so. 

Similar findings were evidenced by Stone et al. (2013), who carried out a 

qualitative descriptive study, interviewing 28 participants. The participants 

ranged from residents, family members and staff members from three nursing 

homes. The study described how care home staff would commonly avoid 

discussions about death and pre-planning, despite residents themselves often 

being willing to engage in such discussions. They concluded ǘƘŀǘ ƛǘ ǿŀǎ ǎǘŀŦŦǎΩ 

lack of understanding of advance care planning and pre-planning documentation 

that led to their lack of engagement. The findings of Stone et al. (2013) are 

backed up by research projects with larger numbers of participants and data 

collection sites such as Froggatt et al. (2009), Mitchell and McGreevy (2016) and 

Handley et al. (2014). Froggatt et al. (2009) suggested that illness type and 

trajectory may be part of the reason why EoLC discussions did not take place. 

They discussed how residents with communication and cognition problems often 

found it hard to engage in EoLC discussions, and how care home staff themselves 

found it difficult to engage with residents in this category.    

Handley et al. (2014) also explored how care home staff engaged in EoL 

discussions with residents. They found that all staff who were interviewed 

recognised the importance of initiating pre-planning discussions, particularly 

regarding preferred place of death. However, despite this understanding of the 

overall benefit of pre-planning discussions, they reported that care home staff in 

two homes expressed hesitancy and uncertainty about how to start discussions 
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with residents about death. Specifically, they were unsure when the right time to 

start discussions was, and how to involve family members in these discussions. 

Some care home staff even expressed they felt it was more appropriate for the 

relatives to discuss death and dying with their loved one rather than getting 

involved themselves. Moreover, many care home staff hoped that district nurses 

and GPs would take the lead in such conversations.  

This lack of EoLC discussions was also acknowledged by Wye et al. (2014), who 

conducted a qualitative realist evaluation which aimed to evaluate EoL services 

in English care homes. Methods of data collection included 15 observations of 

services, interviews with family carers (n=43) and healthcare professionals 

(n=105) and analysis of documentation. Their results supported findings that 

suggest that EoLC discussions are often neglected in practice. Wye et al. noted 

how time restrictions and poor staffing levels forced care home staff to rush and 

miss out or avoid vital aspects of EoLC, such as discussions with residents and 

family about death and dying.  

Despite the infrequency of EoLC discussions, Goddard et al. (2013) found that 

care home staff and community nurses did recognise the importance of 

establishing EoLC preferences and encouraging advance care planning 

discussions. However, the study acknowledged it was small in scale and only 

explored practice in two care homes, which limited the generalizability of its 

findings. Moreover, Mathie et al. (2012) carried out a qualitative study which 

interviewed 63 care home residents recruited from 6 UK care homes. The study 

highlighted the importance of ongoing discussions with care home residents and 

their relatives, revealing that these discussions can produce opportunities to talk 

about dying and preplanning. Furthermore, the study revealed that facilitating 

these discussions earlier rather than later may be important, particularly for 

residents with dementia (Mathie et al. 2012). 
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Summary of main findings: 

¶ Evidence suggests that good practice is not always applied throughout 

the care home sector in the UK.  

¶ It is important to facilitate ongoing discussions with care home residents 

and their families throughout their time in the care home.  

¶ Engaging in EoLC discussions with residents and family members to 

gather information for preplanning processes was acknowledged as 

lacking in care homes.  

¶ The most commonly used preplanning tool appeared to be advance care 

planning. 

¶ Advance care plans were an effective tool in disseminating vital 

preferences of residents amongst multidisciplinary healthcare staff and 

external services.  

¶ Advance care plans improved decision-making by helping staff prepare 

and plan for unexpected or sudden death trajectories experienced during 

EoLC.   

2.4.4 Multidisciplinary End of life care provision   

Multidisciplinary EoLC provision manifested itself as a range of professional 

groups working together to provide EoLC to residents and their families in care 

homes. Specifically, it was frequently conveyed that general practitioners (GPs) 

and district nurses (DNs) worked together with care home staff, residents and 

families to share and discuss decisions about the management and planning of 

EoLC. For example, GPs often needed input from DNs, family, care home staff 

and residents to ascertain key information; e.g. preference for place of death 

(Kinley et al. 2014; Handley et al. 2014; Barclay et al. 2014; Wye et al. 2014; 

Froggatt et al. 2009; Livingston et al. 2012; Kupeli et al. 2016b). Despite this 

multidisciplinary approach, uncertainty was expressed by healthcare staff in 

relation to who should be involved in EoLC provision and at what stages (Handley 

et al. 2014; Kupeli et al. 2016b).  
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YƛƴƭŜȅ Ŝǘ ŀƭΩǎ ƭŀǊƎŜ ǎǘǳdy which included 38 care homes and analysed the case 

notes of 2,444 residents found that multidisciplinary working played an 

important role in EoLC provision. For example, they note that GPs and DNs often 

relied on each other for information and support. However, the exclusive 

reliance of this study on case note examination meant that it was unable to 

capture the in-depth experiences of multidisciplinary care provision. However, 

YƛƴƭŜȅ Ŝǘ ŀƭΩǎ ŦƛƴŘƛƴƎǎ ǿŜǊŜ ǎǳǇǇƻǊǘŜŘ ōȅ ōƻǘƘ Barclay et al. (2014) and Handley 

et al. (2014), who used interviews alongside the examination of case notes.  

For example, Barclay et al. (2014) reported how GP support was essential in 

enabling multidisciplinary collaboration and teamwork. Specifically, care home 

staff stated that they felt supported by the presence of a GP. This finding was 

echoed by Handley et al. (2014) and Kinley et al. (2014), who also found that 

collaborative working helped coordinate decisions and prevent reactive 

approaches to care by helping care home staff feel supported and part of a team.  

Nonetheless, Handley et al. (2014) described how staff members involved in the 

provision of EoLC were often unclear about who was responsible for providing 

particular aspects of that care. For example, uncertainty was expressed about 

who should initiate and be involved in EoL discussions. Handley et al. found that 

this uncertainty often resulted in residents not being formally diagnosed as 

nearing the EoL. Uncertainty about who should be involved in EoLC and lack of 

formal diagnoses for residents nearing the EoL tended to be particularly 

impactful in a crisis, heavily influencing decisions about whether to admit 

residents to hospital (Handley et al. 2014). This finding was supported by 

Froggatt et al. (2009) who observed that care home staff were unclear about 

who should engage in EoL discussions and when. They recommended a more 

discriminating approach should be taken in regard to who is responsible for 

which elements of EoLC discussions. Barclay et al. (2014) and Kinley et al. (2014) 

noted that clear multidisciplinary working arrangements were essential in 

preventing unnecessary admissions to acute services.    

Wye et al. (2014) also supported the idea that multidisciplinary teamwork is an 

essential part of EoLC. Despite this, they found that important members of the 
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team, such as GPs and DNs, who were not based in care homes, were frequently 

not present at crucial moments, which undermined the level of support that care 

home staff felt they were given (Barclay et al. 2014; Handley et al. 2014; Kinley et 

al. 2014; Ong et al. 2011). 

Similar findings were highlighted by Kupeli et al. (2016b) who explored the 

attitudes of a range of healthcare staff (n=14). These professionals ranged from 

commissioners to home managers. The study revealed a fragmented approach to 

care. Specifically, poor relationships between care home staff and external 

healthcare professionals was evidenced. Care home staff who participated in the 

study commonly highlighted that they felt undervalued by external healthcare 

professionals (Kupeli et al. 2016b). Handley et al. (2014) also discussed that care 

home staff often felt their expertise and knowledge was undervalued.  

Furthermore, interaction between care home staff and specialist palliative care 

services appeared to be limited. Lawrence et al. (2011) observed limited access 

to palliative care services and acknowledged this as a common phenomenon 

throughout the care home sector. However, where available, it was found 

that input from specialist palliative care services provided valuable instruction 

and support, helping to instil staff with the confidence to carry out and manage 

EoLC themselves. These findings were echoed by Handley et al. (2014) who 

added that care homes without on-site nursing provision tended to rely more 

heavily on external palliative care services for support carrying out EoLC. 

However, Ong et al. (2011) found that access and communication between 

palliative care services was equally poor in both nursing and residential care 

homes.  

Summary of main findings: 

¶ Multidisciplinary collaboration is an essential part to providing EoLC, 

however poor relationships between care home staff and external 

services were highlighted as impacting on Multidisciplinary collaboration.  

¶ Support from a range of professionals, notably GPs and DNs, helped care 

home staff feel part of a team and better able to make decisions.  
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¶ It was noted that staff expressed uncertainty as to who should be 

involved in EoLC and at what stages, which was found to be particularly 

impactful in a crisis.   

¶ A lack of interaction between specialist palliative care services and care 

homes was highlighted.  

2.4.5 Holistic and person-centred care at the end of life   

It was reported care home staff had the tendency to focus on resident physical 

needs and overlook their emotional, spiritual and social needs (Kinley et al. 2018; 

Kupeli et al. 2016b; Lawrence et al. 2011). Moreover, a varied application of 

person-centred care was noted throughout the literature with evidence of 

ǊŜǎƛŘŜƴǘǎΩ ŜƳƻǘƛƻƴŀƭΣ ǎƻcial and spiritual needs being overlooked for their 

medical needs (Kinley et al. 2018).  

In terms of addressing physical needs it was evidenced that care home staff had 

a good understanding of the importance of symptom and pain management, 

particularly in ƎŜǘǘƛƴƎ ǘƘŜ ΨōŀƭŀƴŎŜΩ ŎƻǊǊŜŎǘ όKinley et al. 2018; Kupeli et al. 

2016b). Pain and breathing difficulties were identified as the main symptoms 

prompting medical attention (Kinley et al. 2018). Despite this, Kupeli et al. 

(2016b) found that care home staff recognised the importance of not Ψover-

ŘƻƛƴƎΩ Ǉŀƛƴ ǊŜƭƛŜŦ ƳŜŘƛŎŀǘƛƻƴ ǘƻ ŜƴǎǳǊŜ ǊŜǎƛŘŜƴǘǎ ǿŜǊŜ ŀōƭŜ ǘƻ ŘƛŜ ŎƻƳŦƻǊǘŀōƭȅ 

and peacefully, placing the resident at the centre of their own care rather than 

solely focusing on their medical needs. Furthermore, Kinley et al. found that 

ŀƴǘƛŎƛǇŀǘƻǊȅ ƳŜŘƛŎŀǘƛƻƴ ƘŜƭǇŜŘ ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦ ƳŀƴŀƎŜ ǊŜǎƛŘŜƴǘǎΩ Ǉŀƛƴ ƛƴ ǘƘŜ 

care home and ǊŜŘǳŎƛƴƎ ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ ƴŜŜŘ ǘƻ ŎƻƴǘŀŎǘ ŜƳŜǊƎŜƴŎȅ ǎŜǊǾƛŎŜǎ 

which in turn reduced the likelihood of unnecessary admissions to hospital at the 

EoL. Kupeli et al. also highlighted the importance of timely prescription of 

anticipatory medication by GPs.  

IƻǿŜǾŜǊΣ ƛǘ ǿŀǎ ŜǾƛŘŜƴǘ ǘƘŀǘ ǎƻƳŜǘƛƳŜǎ ǘƘŜ ŦƻŎǳǎ ƻƴ ǊŜǎƛŘŜƴǘǎΩ ǇƘȅǎƛŎŀƭ needs 

caused care home staff to overlook the holistic needs of residents limiting their 

ability to provide person-centred care. Kinley et al. (2018) analysed 869 mixed 

method questionnaires which were sent to bereaved relatives three to six 
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months followinƎ ǊŜǎƛŘŜƴǘǎΩ ŘŜŀǘƘǎΦ ²ƘƛƭŜ ǘƘŜ ǎǘǳŘȅ ŦƻǳƴŘ ǘƘŀǘ ōŜǊŜŀǾŜŘ 

relatives rated their experience of EoLC in care home as good, they highlighted 

that they liked it when they were included in EoLC. Despite this, it was revealed 

that some care home staff would overlƻƻƪ ǊŜƭŀǘƛǾŜǎ ŦƻŎǳǎƛƴƎ ƻƴ ǊŜǎƛŘŜƴǘΩǎ ƴŜŜŘǎΦ 

Moreover, bereaved relatives expressed disappointment when they were 

ŜȄǇŜŎǘƛƴƎ ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦ ǘƻ ŀǘǘŜƴŘ ǘƘŜƛǊ ƭƻǾŜŘ ƻƴŜΩǎ ŦǳƴŜǊŀƭ ŀƴŘ ǘƘŜȅ ŘƛŘ not 

show up. This highlights the need to integrate relatives into holistic EoLC to a 

greater extent, and the importance of continuing holistic care after death into 

bereavement support.   

Similarly, variable knowledge of holistic care was reported by Mitchell and 

McGreevy (2016), who analysed questionnaires completed by 56 care home 

ƳŀƴŀƎŜǊǎΦ ¢ƘŜ ǎǘǳŘȅ ŦƻǳƴŘ ǘƘŀǘ ƳŀƴŀƎŜǊǎΩ ƻǾŜǊŀƭƭ ƪƴƻǿƭŜŘƎŜ ƻŦ 9ƻLC was 

variable with an average score of 12.89 out of a possible 20. While managers 

tended to be knowledgeable in areas such as symptom management and pain-

relieving strategies, knowledge was poorer in the social and emotional aspects of 

EoLC such as person-ŎŜƴǘŜǊŜŘƴŜǎǎ ŀƴŘ ŎŜƴǘǊƛƴƎ ŎŀǊŜ ƻƴ ǊŜǎƛŘŜƴǘǎΩ ǎƻŎƛŀƭΣ 

emotional and spiritual needs. Therefore, Mitchell and McGreevy highlighted the 

need to develop the knowledge and competence of care home managers 

through education. However, the study only included care home managers, thus 

the understandings and knowledge of other care home staff such as care 

assistants and registered nurses was not explored. 

Lawrence et al. (2011) conducted a qualitative study using interviews to explore 

how EoLC was experienced from the perspectives of frontline care home staff 

(n=23). Participants were recruited from care homes, general hospitals and the 

community. Similar to Kinley et al. (2018) and Mitchell and McGreevy (2016), 

Lawrence et al. (2011) revealed variations in approaches and understandings of 

holistic EoLC. Specifically, although some care staff focused on providing 

emotional comfort, others listed the practical tasks that had to be completed at 

that time which was found to inhibit care addressing the social, spiritual and 

emotional needs of residents. Lawrence et al. (2011) recommended education as 
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ǇŀǊǘ ƻŦ ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦǎΩ ǘǊŀƛƴƛƴƎ ǘƻ ŀŘŘǊŜǎǎ ǘƘŜ ƛǎǎǳŜǎ ŀƴŘ ƛƳǇǊƻǾŜ ǘƘŜ ǇǊƻǾƛǎƛƻƴ 

of EoLC.  

Kupeli et al. (2016b) highlighted that participants described the need for care 

home staff to adopt a more holistic approach to EoLC. Specifically, care home 

staff were seen as doing the basic and minimum. It was highlighted that staff 

would ensure residents are pain free, tidy and had eaten, but the residents were 

often just left, and their social needs were not met. Therefore, while care home 

staff addressed the basic physical needs, they did not always provide emotional, 

social and spiritual care.   

In contrast, Goddard et al. (2013) conducted a qualitative study which used 

interviews to explore the views of care home staff (n=80) on providing EoLC in 

care homes. The study found that care home staff had a good knowledge of 

EoLC. The study reported that care home staff understood EoLC as a holistic and 

person-centred approach supporting the emotional and spiritual needs of 

residents and their relatives as well as medical and physical support, Moreover, 

Livingston et al. (2012) reported that care home staff integrated relatives into an 

holistic approach to EoLC and often developed close relationships throughout 

the care process and into the bereavement period.  

Similarly, Bamford et al. (2018) also identified strong understandings of the 

importance of holistic and person-centred care within the care home workforce, 

which involved supporting relatives as well as residents through the emotional, 

spiritual and social journey of EoLC. These results were expanded on by Lee et al. 

(2017) who used the same qualitative data set to explore the views of home 

managers and frontline care home staff in relation to providing EoLC for 

residents with dementia. Lee et al. reported that values and ethos of individual 

care homes impacted on the degree of education and training they provided for 

their staff. For example, in some care homes a holistic approach to care informed 

not only the care of dying residents, but how they cared for relatives too 

regardless of workload.  
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Summary of main findings: 

¶ A holistic approach to EoLC was described as care which is focused on 

meeting and addressing the physical, social, spiritual and emotional 

needs of residents as well as supporting relatives  

¶ Care home staff had a tendency to focus on medical and physical needs 

of residents rather than supporting them emotionally, socially and 

spiritually.  

¶ The emotional, social and spiritual needs of relatives was sometimes 

overlooked for the needs of residents.  

¶ Many of the issues identified related to gaps in educational training for 

care home staff.  
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2.5 Discussion  

This review has provided a comprehensive overview of EoLC in UK care homes 

and has identified a number of areas of concern in relation to the phases of 

dying; advance care planning, multidisciplinary care provision and holistic end of 

life care. Analysis suggests that each of these areas were important in influencing 

the quality of EoLC in UK care homes through enabling EoLC to be tailored to the 

needs of residents and their relatives and avoiding unnecessary admissions to 

hospital at the EoL. However, it is important not to exaggerate the extent of 

these areas of concern given that the findings referred to variations in care, 

meaning that examples of high quality EoLC were also noted throughout the 

literature.  

9ȄǇƭƻǊƛƴƎ ǘƘŜ ŦŀŎǘƻǊǎ ǿƘƛŎƘ Ŏŀƴ ƛƴŦƭǳŜƴŎŜ ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ ŘŜŎƛǎƛƻƴǎ ǘƻ ŎƻƴǘŀŎǘ 

emergency services during EoLC is important given literature exploring the 

perspectives and experiences of those working in emergency services suggests 

that it can often lead to unnecessary admissions at the EoL (Hoare et al. 2018; 

Wolters et al. 2019). Hoare et al. (2018) and Kupeli et al. (2016b) found that 

emergency staff contacted by care home staff such as ambulance staff and junior 

doctors often lack information about residents which often leads to them being 

unnecessary admitted to hospital at the EoL. Thus, although studies have 

explored the perspectives of emergency services in relation to unnecessary 

admissions this review highlights a sparsity of research exploring relatives and 

ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ ǇŜǊǎǇŜŎǘƛǾŜǎ ŀƴŘ ŜȄǇŜǊƛŜƴŎŜǎΣ ǇŀǊǘƛŎǳƭŀǊƭȅ ǘƘƻǎŜ ƛƴ ǊŜǎƛŘŜƴǘƛŀƭ 

care homes.  

Nonetheless, this review identified some evidence in relation to the factors 

ǿƘƛŎƘ Ŏŀƴ ƛƴŦƭǳŜƴŎŜ ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ ŎƘƻƛŎŜ ǘƻ ŎƻƴǘŀŎǘ ŜƳŜǊƎŜƴŎȅ ǎŜǊǾƛŎŜǎ 

during EoLC. {ǇŜŎƛŦƛŎŀƭƭȅΣ ƛǘ ǿŀǎ ŦƻǳƴŘ ǘƘŀǘ ǊŜǎƛŘŜƴǘǎΩ ŎƻƴŘƛǘƛƻƴǎ ŀƴŘ ǘǊŀƧŜŎǘƻǊƛŜǎ 

of decline infƭǳŜƴŎŜŘ ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ ǘŜƴŘŜƴŎȅ ǘƻ ŎƻƴǘŀŎǘ ŜƳŜǊƎŜƴŎȅ ǎŜǊǾƛŎŜǎ 

during EoLC. However, care home staff are not alone in finding difficulty caring 

effectively for people who have complex EoL trajectories. The lack of prognostic 

clarity that is associated with chronic life-limiting diseases, such as non-
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malignant respiratory disease which are characterised by intermittent acute-on-

chronic episodes, entails a significant challenge to EoLC for healthcare 

professionals, regardless of the care setting or professional background 

(Crawford et al. 2013; McVeigh et al. 2017). However, findings of this review 

ǎǳƎƎŜǎǘ ǘƘŀǘ ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ ƭŀŎƪ ƻŦ ƪƴƻǿƭŜŘƎŜ ŀƴŘ ŀǿŀǊŜƴŜǎǎ ƻŦ ǘǊŀƧŜŎǘƻǊƛŜs 

was associated with increasing the likelihood of panic and unnecessary 

admissions to hospital at the EoL (Barclay et al. 2014; Handley et al. 2014). This is 

important given research has long highlighted the poor education and training 

opportunities available for care home staff, especially non-registered staff 

(Spilsbury et al. 2015; Bamford et al. 2018). Nonetheless, how contextual factors 

associated with care homes such as commercial interests, ownership which 

outstrip that of acute care (Griffiths et al. 2019ύ Ŏŀƴ ƛƴŦƭǳŜƴŎŜ ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ 

access to appropriate EoLC education and training was seldom acknowledged 

within the included studies. 

Addressing these issues is essential given that with the increasing older 

population residing in UK care homes presenting with multi-morbidities making 

these trajectories of decline harder to predict and more complex (Julien and 

Jose-Luis 2011; World Health Organisation 2011). For example, more care home 

residents now have dementia, frailty and heart and lung diseases meaning there 

can be more variation and complexities in their trajectories of decline (Schiltz et 

al. 2018). However, people with single conditions tend to have more predictable 

trajectories of decline, such as people living with cancer who often experience 

sudden trajectories of decline (Lunney et al. 2003). In contrast, the trajectory of 

decline seen with frailty and dementia is much more gradual over a number of 

years (Murray et al. 2005). Therefore, given the increasing numbers of residents 

presenting with multiple morbidities, it is important to provide care home staff 

with the knowledge to support them to better manage the complex needs of 

those residents dying with multiple conditions (Leadership Alliance for the Care 

of Dying People 2014; Barclay et al. 2014). 

In addition, this review presented evidence which suggests that engagement in 

advance care planning is far less than it should be. However, there is evidence 
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that staff members appreciate the benefits of planning, and only avoid engaging 

in it because they lack the confidence and knowledge to do so. This is important 

because it means that the problem is not caused by staff resistance to new 

practice, which implies that if the appropriate education and support is provided, 

then the successful implementation and sustainability of pre-planning more 

widely across the sector is achievable. Aside from the lack of training and 

education, Wye et al. (2014) found that high workloads prevented some staff 

from engaging in advance care planning as they did not have enough time to get 

to know residents and develop relationships. Despite this insight there was a 

notable lack of studies exploring the underlying processes influencing care home 

ǎǘŀŦŦΩǎ ŜƴƎŀƎŜƳŜƴǘ ƛƴ ŀŘǾŀƴŎŜ ŎŀǊe planning with residents and relatives. This is 

important as research has shown that when ǊŜǎƛŘŜƴǘǎΩ ǿƛǎƘŜǎ ŀǊŜ ŘƻŎǳƳŜƴted 

and updated, residents are more likely to receive EoLC in their preferred place 

rather than being unnecessarily given medical treatment at the EoL (Garden et 

al. 2016; Froggatt et al. 2009; Livingston et al. 2013).  

In terms of multidisciplinary care provision, it was highlighted that often 

collaboration between care home staff and external staff was negatively 

ƛƳǇŀŎǘŜŘ ōȅ ŀ ƭŀŎƪ ƻŦ ƪƴƻǿƭŜŘƎŜ ƻŦ ŜŀŎƘ ƻǘƘŜǊΩǎ ǊƻƭŜǎΣ ƪŜȅ ǎǘŀŦŦ ƴƻǘ ōŜƛƴƎ 

present in crucial moments and external professionals not listening to or 

respecting care home staff (Handley et al. 2014; Kinley et al. 2014; Ong et al. 

2011). This is important given the findings presented in this review imply that 

multidisciplinary care provision can influence admissions to hospital at the EoL 

and ability of care home staff to provide high quality EoLC in situ. Pfaff and 

Markaki (2017) describe multidisciplinary practice during EoLC as multiple 

disciplines of health and social care staff working together to facilitate the 

sharing of knowledge relevant to residents EoLC. Although it has been found that 

education can help improve multidisciplinary care provision (Badger et al. 2012), 

Ho et al. (2016) identified that relationships and valued based social issues 

between services may require more than education.  

The final area noted within this review was the application of person-centred 

holistic care, it was found that most care home staff understood that these care 
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models involved caring for the whole person (spiritually, emotionally and 

socially) rather than just focusing on their medical needs (Goddard et al. 2013; 

Lee et al. 2017). However, good practice in relation to person centred care was 

not consistent throughout all the studies, for example, it was identified that 

some care home staff still tended to focus on residents medical and physical 

needs overlooking their emotional, social and spiritual needs (Kinley et al. 2018; 

Lawrence et al. 2011). However, it was noted by Lee et al. (2017) that staff 

turnover and retention were factors which could inhibit the delivery of holistic 

care. Thus, care home staff working in these conditions may struggle to find the 

time to spend with residents and provide holistic care.    

Improving the application of person-centred care across the UK care home sector 

is important given that recent evidence suggests that still more needs to be done 

to gather information on residents to tailor EoLC to their needs and avoid 

unnecessary admissions to hospital (Hoare et al. 2018; Wolters et al. 2019). 

Thwaites et al. (2017) conducted a review exploring admissions to hospital. The 

review highlights that current explanations for unnecessary admissions at the 

EoL are over-simplified and under-evidenced. Thus, this current review has 

provided a valuable insight into some of the factors which can influence care 

ƘƻƳŜ ǎǘŀŦŦΩǎ ǘŜƴŘŜƴŎȅ ǘƻ ŎƻƴǘŀŎǘ ŜƳŜǊƎŜƴŎȅ ǎŜǊǾƛŎŜǎ ŘǳǊƛƴƎ 9ƻ[/Φ IƻǿŜǾŜǊΣ 

further research into ǇǊƻŎŜǎǎŜǎ ōŜƘƛƴŘ ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ ŘŜŎƛǎƛƻƴǎ ƛǎ ƴŜŜŘŜŘ ǘƻ 

develop appropriate solutions.  

2.5.1 Further research    

Findings suggest that problems in the provision of EoLC in UK care homes are 

ǇŜǊǎƛǎǘƛƴƎΣ ǎǳŎƘ ŀǎ ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ ŜƴƎŀƎŜƳŜƴǘ ƛƴ ŀŘǾŀƴŎŜ ŎŀǊŜ Ǉƭŀƴning, 

multidisciplinary practice, application of person-centred care and unnecessary 

admissions at the EoL. Thus, the next logical step is to review current 

interventions designed to improve EoLC in care homes and address these 

outcomes. At the time of conducting this review no systematic review of 

interventions designed to improve EoLC existed. Although individual studies have 

evaluated interventions (Badger et al. 2012; Nash and Fitzpatrick 2015), there 

was no overall comprehensive review of interventions designed to improve EoLC 
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in care homes. There was therefore a need for a systematic review of 

interventions designed to improve EoLC in care home to establish their 

effectiveness.  

Furthermore, the findings of this current review highlighted that there is a lack of 

research exploring the effects of contextual factors such as high workloads and 

the financial limitations of care homes in terms of offering education and training 

opportunities for staff (Lee et al. 2017; Handley et al. 2014; Wye et al. 2014). The 

ŦƛƴŘƛƴƎǎ ŀƭǎƻ ƘƛƎƘƭƛƎƘǘ ŀ ƭŀŎƪ ƻŦ ƛƴǎƛƎƘǘ ƛƴǘƻ ŀƎŜƴŎȅ ŀƴŘ Ƙƻǿ ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ 

behaviour and actions can impact on outcomes. Thus, rather than simply 

evaluating effectiveness of interventions by reporting on outcomes, there was a 

need to identify the mechanisms contained in the interventions designed to 

change behaviour, the resources and restrictions embedded in the social and 

organisational context which may inhibit or promote effectiveness, and how 

stakeholders respond to these mechanisms. Identifying these factors is key to 

evaluating the effectiveness of interventions designed to improve EoLC and to 

inform the design of future interventions. Based on this need, a critical realist 

review was deemed more appropriate than a systematic literature review due to 

their ability to uncover the underlying processes behind outcomes (Wong et al. 

2013; Pawson et al. 2005). Specifically, critical realist reviews enable research to 

explore and explain outcomes rather than simply identifying them (Pawson and 

Tilley 1997; Wong et al. 2013).  

2.5.2 Limitations 

The review being limited to UK studies was a limitation in terms of the research 

aim; it meant that potential international studies exploring EoLC in multiple 

counties may have been missed from the review. These studies may have offered 

more insight into the factors highlighted in this review and potential new 

themes. Nonetheless, the aim of this review was to develop a comprehensive 

overview of EoLC in UK care homes. Thus, this review provides an enhanced 

understanding of the reviewed literature by providing comprehensive 

information about contemporary EoLC provision, which was missing from the 

literature prior to this review.      
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2.6 Conclusion and chapter summary  

The findings from this review suggest that more needs to be done to address the 

persisting issues in the provision of EoLC in UK care homes. Although a number 

of interventions have been designed to improve EoLC in care homes, at the time 

of conducting this review there was no comprehensive overview exploring their 

effectiveness. Thus, there was a clear need for a systematic analysis of current 

interventions to establish where current interventions are effective, and where 

improvements need to be made. A critical realist review was chosen over a 

conventional systematic literature review given its ability to identify and evaluate 

key process information enabling them to explain outcomes (Wong et al. 2013; 

Pawson et al. 2005). The following chapter will detail the reasons behind this 

choice in more depth and presents a critical realist review of interventions 

designed to improve EoLC in care homes. 

The systematic review presented in this chapter was published in the Journal of 

Research in Nursing (Spacey et al. 2018), see appendix: 1.  
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3  Critical Realist Review 

 

 

3.1 Introduction  

The demand for high quality end of life care is rising (Bone et al. 2018). 

Frequently evidenced concerns about the provision of EoLC in care homes relate 

to engagement in advance care planning, multidisciplinary collaboration and 

unnecessary admissions to hospital at the EoLC (Mason et al. 2016; Thwaites et 

al. 2017; Spacey et al., 2018). A number of interventions employing different 

mechanisms have been designed to address these issues.  

This chapter presents a critical realist review which explores the effectiveness of 

interventions designed to address these issues in relation to EoLC in care homes. 

This is important as it was highlighted in chapter two that currently no 

comprehensive review evaluating the effectiveness of interventions designed to 

improve EoLC exists. The chapter will begin by detailing why a critical realist 

review was chosen; following this the results, discussions and conclusion of the 

review are presented. The chapter concludes by identifying a gap in knowledge 

and need for further research, providing a rationale for this PhD study. This 

review was published in the Journal of Nursing and Health Sciences (Spacey et al. 

2019) (appendix 3). 

3.2 Critical realist reviews   

In order to achieve the aims and objectives of the review, a systematic critical 

realist review methodology was chosen. Central to critical realism is a rejection 

of the assumption that the effectiveness of an intervention is based only on its 

inherent qualities. Critical realism instead proposes that outcomes result from 

complex interactions of causal mechanisms which differ according to context 

(Blackwood et al. 2010). Mechanisms are embedded in both the intervention 

itself and in the social and organisational context in which the intervention is 

introduced (in this case care homes). Moreover, these mechanisms are filtered 

through people, who have an ability to interpret and respond to them 
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differently. Therefore, ŜǾŀƭǳŀǘƛƻƴ ƻŦ ŀƴ ƛƴǘŜǊǾŜƴǘƛƻƴΩǎ ŜŦŦŜŎǘƛǾŜƴŜǎǎ ǎƘƻǳƭŘ 

include how different people experience and respond to it and why (Porter 

2015a).  

This approach to evaluating the effectiveness of interventions designed to 

improve EoLC can be summarised using the following formula: intervention 

mechanisms + contextual mechanisms + human agency = Outcome (see table: 5) 

(Porter 2015b). Adhering to this formula, the review identifies the mechanisms 

built into interventions designed to improve EoLC. It then explores how these 

mechanisms are supported or inhibited by contextual mechanisms within the 

care home context. These mechanisms are then analysed in terms of evidence 

about how people experience and respond to them. Finally, the review explores 

the outcomes that result from the interaction between intervention 

mechanisms, contextual mechanisms and human response (Porter 2015a; Porter 

2015b). This review was designed in accordance with the RAMESES guidelines 

(Wong et al. 2013).    

Table 5 Critical realist review terminology 

Terminology Definition    

Intervention 

mechanisms  

The mechanisms contained in interventions that are 

designed to change the behaviour of those at whom they are 

targeted.  

Contextual 

mechanisms 

The resources and restrictions embedded in the social and 

organisational context which may inhibit or promote the 

effectiveness of intervention mechanisms.   

Human agency tŜƻǇƭŜΩǎ ŜȄǇŜǊƛŜƴŎŜǎ ŀƴŘ ƛƴǘŜǊǇǊŜǘŀǘƛƻƴǎ ƻŦΣ ŀƴŘ ǊŜǎǇƻƴǎŜǎ 

to the intervention and contextual mechanisms. 

Outcome The changes in behaviour that result from how people 

respond to the intervention and contextual mechanisms.  
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3.3 The review   

3.3.1 Aim and objectives 

The aim of this review is to describe and explain the effectiveness of 

interventions designed to support end of life care in care homes. In order to 

achieve this aim, the following objectives were set:  

¶ To identify theories in the literature about how interventions support 

EoLC in care homes work (intervention mechanisms). 

¶ To identify how the context of care homes influence how interventions 

work (contextual mechanisms). 

¶ To identify how the various stakeholders tend to respond to interventions 

in the context of EoLC in care homes (human agency). 

¶ To identify the outcomes resulting from the interventions. 

3.3.2 Search strategy  

A rigorous systematic PRISMA approach was used to search for relevant 

literature to inform the review (Bettany-Saltikov 2012). The search strategy 

aimed to identify relevant literature that described and evaluated complex 

interventions designed to support EoLC in care homes. Preliminary searches 

were conducted using the EBSCO database. This provided insight into key 

terminology and relevant databases. Following on from the preliminary search, 

four main databases were systematically searched: ScienceDirect; MEDLINE; 

PubMed; PsychINFO and CINAHL. These databases were included because they 

had been identified in the preliminary search as containing the journals relevant 

to the research topic. The search also included manual searching of the 

reference lists of papers and hand searching of the grey literature. Boolean 

techniques (Table: 6) were used to help capture relevant literature (Gerrish and 

Lathlean 2015). 

This search was conducted on 25th August 2018. It included studies relating to 

EoLC interventions in care homes (both nursing and residential homes), dated 

from January 2000 to August 2018. Using this search strategy, the key 
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components were entered into the database with their alternative subject 

headings (Table: 6). The electronic databases were searched from 2000 to 

August 2018. No location restrictions were implemented. The purpose of having 

no location restrictions and a large date range was to include a wider range of 

relevant empirical studies exploring EoLC interventions in care homes 

internationally. This was important in identifying supportive mechanisms in use 

internationally which can be used to improve EoLC.  

Table 6 Search terms 

Element  Alternatives  

4. End of Life care Pallia* 

ά¢ŜǊƳƛƴŀƭ ŎŀǊŜέ 

Dying 

Death* 

Die  

5. ά/ŀǊŜ IƻƳŜϝέ άbǳǊǎƛƴƎ ƘƻƳŜϝέ 

άbǳǊǎƛƴƎ ŎŀǊŜ 

ƘƻƳŜϝέ 

άwŜǎƛŘŜƴǘƛŀƭ 

ƘƻƳŜϝέ 

άwŜǎƛŘŜƴǘƛŀƭ ŎŀǊŜ 

ƘƻƳŜϝέ 

ά[ƻƴƎ ǘŜǊƳ ŎŀǊŜ 

ŦŀŎƛƭƛϝέ 

άwŜǎǘ ƘƻƳŜϝέ 

άwŜǎǇƛǘŜ ŎŀǊŜέ 

ά[ƻƴƎ-ǘŜǊƳ ŎŀǊŜϝέ 

άwŜǎƛŘŜƴǘϝέ 

άwŜǎǇƛǘŜ ŎŀǊŜέ 

6. Intervention* Strategy*  

Scheme* 

Pathway* 

Procedure* 

Project*  

Approach* 

Framework* 

Program* 

Educat*  

Communication 

Plan* 

Training   
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Boolean Operators 

 

 

 

 

 

 

 

 

 

 

 

1. End of Life care OR pallia* OR 

"Terminal care"  

2. "Care home*" OR "Nursing 

home*" OR "residential home*" 

hw ά[ƻƴƎ-ǘŜǊƳ ŎŀǊŜϝέ hw 

άbǳǊǎƛƴƎ ŎŀǊŜ ƘƻƳŜϝέ hw 

άwŜǎƛŘŜƴǘƛŀƭ ŎŀǊŜ ƘƻƳŜϝέ hw 

άǊŜǎƛŘŜƴǘϝέ hw Ϧ[ƻƴƎ ǘŜǊƳ ŎŀǊŜ 

ŦŀŎƛƭƛϝϦ hw άwŜǎǘ ƘƻƳŜϝέ hw 

άwŜǎǇƛǘŜ ŎŀǊŜέ 

 

3. Intervention* OR Strategy* OR 

Scheme* OR Pathway* OR 

Procedure* OR Approach* OR 

Framework* OR Program* OR 

Educat* OR Communication OR 

Plan* OR Training OR  

4. 1 AND 2 AND 3 

*(asterisk) signifies any series of characters used in truncation 

3.3.3 Eligibility criteria  

The review includes primary research studies evaluating interventions aimed at 

supporting EoLC in care homes internationally. These included both nursing and 

residential care homes. Interventions operating in hospices or hospitals were 

excluded. Policy documents were also excluded. 

All included studies were written in English and published from 2000-August 

2018. Types of participants included in this review were aged care residents, 

relatives, bereaved relatives, care home staff including managers, registered 

nurses and care assistants. Studies which include healthcare professionals 

alongside the participants listed above were included.  

3.3.4 Study screening process  

The data extraction was carried out by the researcher and cross-checked by the 

supervisory team to minimise selection bias (Holloway and Galvin 2017). The 

initial process chosen for data extraction was title screening. All the articles were 

assessed and only the titles relevant to the review were selected. However, if 
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titles did not contain enough information to make a judgment, the articles were 

included and filtered in later processes. Following title screening, abstract 

screening commenced, which involved a detailed reading of each abstract. Only 

abstracts which met the inclusion and exclusion criteria were included (See 

figure: 3). Again, if the abstract only included limited information, the study was 

included and filtered in later processes.   

3.3.5 Quality appraisal   

The Critical Appraisal Skills Programme (CASP) was used to assess the quality of 

the included studies (CASP 2018). A numerical assignment of 0, 1 or 2 was 

awarded according to how effectively the study answered the questions (0=no, 

1=not sure 2=yes). Qualitative studies were rated out of 20, quantitative studies 

were rated out of 22, and randomised controlled trials were rated out of 22 and 

cohort studies were rated out of 24. Quality assessment was carried out by the 

researcher and cross-checked by the supervisory team. The overall quality of the 

studies was moderate (appendix 4). No studies were excluded on the grounds of 

quality assessment as the aim of this review was to uncover theories of change 

and to capture rich detail on processes which may influence outcomes.  

 

3.3.6 Data extraction and synthesis  

Following title and abstract screening, the resultant full-text evidence was read 

by the researcher and supervisory team. Articles were included if they met the 

inclusion and exclusion criteria. See figure 1 for a breakdown of the included 

articles and the process of filtration. The included articles were weighted on their 

ability to provide rich detail on mechanisms, context and agency and how these 

processes influence interventions.   

Data synthesis and thematic analysis was carried out (Braun and Clarke 2006). 

The data was coded, and reoccurring patterns were noted and organised into 

sub-themes and themes. In depth realist synthesis (Wong et al. 2013) was then 

used to conceptualise and arrange the thematically analysed data in accordance 

with mechanisms and agency. Independent thematic analysis of selected articles 
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was carried out by the supervisory team in order to optimise robustness by 

means of triangulation.  

Figure 3 PRISMA Flow Chart ς Article flow during the selection process of the 
studies 
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3.4 Results  

3.4.1 Description of articles   

41 studies pertaining to 34 different interventions were included. 26 of the 

studies were UK-based, 11 from the USA, three from Sweden, and one from 

Ireland. Interventions were predominately implemented into nursing homes 

(n=35) with only two studies specifically focusing on residential homes and four 

focusing on both nursing and residential homes.  

3.4.2 Participants  

Participants in most studies were care home staff (n=35/41), including care 

assistants, care home managers, registered nurses, doctors and palliative care 

specialists. Fewer studies included residents (n=8), relatives (n=4) and bereaved 

relatives (n=3). Six interventions also involved case note analysis of deceased 

residents. See summary table of all 41 articles in appendix 4. 

3.4.3 Intervention mechanisms  

This section identifies the mechanisms contained in the interventions that were 

designed to change the behaviour of those at whom the intervention was aimed.  

All of the included interventions contained mechanisms related to education, 

although their educational focus differed, including:  

¶ EoL discussions with residents and relatives and advance care planning 

(n=19);  

¶ Leadership and communication with external services (n=10);  

¶ Overarching principles such as person-centred and dignified EoLC (n=12); 

¶ Education on identifying the signs and symptoms of the EoL (n=4); 

¶ Dementia education (n=5);  

¶ Symptom and pain management (n=8).  

As can be seen from the numbers above interventions often included more than 

one educational focus. For example, some interventions included both education 

on the overarching principles of EoLC and advanced care planning (Farrington 

2014; Cox et al. 2017; Dobie et al. 2016), while others focused on education 
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related to advanced care planning for residents with dementia (Livingston et al. 

2013; Garden et al. 2016). The majority of the educational interventions were 

designed for registered nursing staff. Seven studies provided education for non- 

registered care home staff (Baron et al. 2015; Dowding, and Homer 2000; 

Farrington 2014; Hall et al. 2011; Kunte et al. 2017; Brännström et al. 2016; 

Kinley et al. 2017), and only one study was explicit about providing education for 

non-registered staff, such as housekeeping and administrative staff, who did not 

have a clinical role (Badger et al. 2012).  

In most studies (n=35) it was hypothesised that education was the most effective 

mechanism to address the common issues associated with EoLC. For example, 

hΩ{ǳƭƭƛǾŀƴ Ŝǘ ŀƭΦ (2016) identified residents not having advance care plans in 

place as a problem which persisted because care home staff lacked the 

knowledge and confidence to engage in advance are planning. Therefore, they 

used education to provide care home staff with the knowledge and confidence 

to effectively engage in advance care planning. Similarly, Arcand et al. (2009) 

noted that communication between care home staff and residents living with 

ŘŜƳŜƴǘƛŀ ǿŀǎ ǇƻƻǊ ŘǳŜ ǘƻ ǎǘŀŦŦǎΩ ƭŀŎƪ ƻŦ ƪƴƻǿƭŜŘƎŜ ƻŦ ǘƘŜ ǎȅƳǇǘƻƳǎ ƻŦ 

dementia. Consequently, education on symptoms of dementia was used to 

ƛƳǇǊƻǾŜ ǎǘŀŦŦǎΩ ƪƴƻǿƭŜŘƎŜ ŀƴŘ ŀōƛƭƛǘȅ ǘƻ ŎƻƳƳǳƴƛŎŀǘŜ ƳƻǊŜ ŜŦŦŜŎǘƛǾŜƭȅ ǿƛǘƘ 

residents with dementia. 

Education tended to be delivered through either a fixed number of sessions or as 

an ongoing process. 29 studies evaluated time-limited interventions, while 12 

studies evaluated ongoing interventions (see appendix 4 for a comprehensive 

overview of all interventions). The most significant intervention in the UK, the 

Gold Standards Framework for Care Homes (GSFCH) offers ongoing access to 

educational content (Badger et al. 2012; Finucane et al. 2013; Hall et al. 2011). It 

was hypothesised that the ongoing design enabled the educational content to be 

updated and evolve over time to meet the changing needs of the care homes 

and their workforce (Kinley et al. 2017; Badger et al. 2012). However, most 

interventions were designed to deliver a fixed amount or length of education 

(n=29) with the shortest being one away day (Dobie et al. 2016) and the longest 
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being 35 workshops over two years (Finucane et al. 2013). For example, 

Livingston et al. (2013) delivered ten education sessions, while Cox et al. (2017) 

delivered 18 sessions. Only one study provided a clear rationale for the length of 

delivery. Dobie et al. (2016) delivered education over a one-day period, justifying 

this length on the grounds of the limited time available to staff for EoLC training.  

While there was a lack of explicit rationales for the length of delivery, the mode 

of education delivery appeared to influence length. Modes of delivery included 

workshops, peer-training, online modules, lectures, action learning and away 

days. Peer-training and action learning tended to be delivered on a longer and 

more ongoing basis (Finucane et al. 2013; O'Brien et al. 2016; Kinley et al. 2014; 

Hockley et al. 2005). Conversely, interventions consisting of lectures and away-

Řŀȅǎ ǘŜƴŘŜŘ ǘƻ ōŜ ΨǎƘƻǊǘ ƭƛǾŜŘΩ ƛƴ ŎƻƳǇŀǊƛǎƻƴ ό5ƻōƛŜ Ŝǘ ŀƭΦ 2016; Parks et al. 

2005; Wen et al. 2012; Garden et al. 2016; Cox et al. 2017; Livingston et al. 

2013). The use of educational workshops varied in length from three workshops 

(Mayrhofer et al. 2016) to 35 workshops (Finucane et al. 2013).    

  

Some interventions used multiple modes of delivery; for example, delivering 

knowledge to a small group of staff via lectures and workshops, then expecting 

the staff to cascade their knowledge down to the wider workforce through 

shadowing (O'Brien et al. 2016; Finucane et al. 2013; Mayrhofer et al. 2016). For 

example, O'Brien et al. (2016) educated a small group of staff through 

workshops, who then cascaded their knowledge to the wider care home 

workforce through getting other staff to shadow them. However, the number of 

workshops and lectures were often limited, with some only being delivered once 

which was found to have an impact on the quality and quantity of the knowledge 

cascaded to the workforce (Kinley et al. 2018; Finucane et al. 2013; O'Brien et al. 

2016).  

 

Many interventions contained mechanisms additional to education. Such as 

those aiming to improve collaborations with external services via collaborative 

meetings (n=9). Non-educational mechanisms included setting up and 
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documenting multi-disciplinary meetings between care homes and external 

services such as GP services and hospice staff (Badger et al. 2012; Casarett et al. 

2005; Froggatt et al. 2017b; Livingston et al. 2013; Kinley et al. 2014; Wen et al. 

2013). For example, Badger et al. (2012) describes that the GSFCH involved 

regular meetings between care home staff and specialist palliative care nurses, 

hypothesising that the meetings would enable support to become freely 

available to care homes rather than them having to actively seek it. Although not 

clear in all studies, it was generally believed that enhancing the quantity and 

quality of the interactions between care homes and external services would 

enable them to share knowledge and experiences (Badger et al. 2012; Cox et al. 

2017).  

 

Other non-educational mechanisms included the introduction of formalised 

reflective practice sessions introduced through supervision which gave staff the 

opportunity to reflect on their practice or an event such as a death. However, 

only three studies briefly discussed reflection, all involving reflective sessions 

with home managers (Hockley et al. 2005; Nash and Fitzpatrick 2015; Cox et al. 

2017; Hewison, Badger and Swani 2011). These studies reported that reflection 

encouraged staff to understand what they did well and how they could improve 

their EoLC delivery. However, there was no rationale for confining the facilitation 

of reflection to managers. 

 

The introduction of external professionals into care homes to help facilitate and 

support interventions was a common mechanism used (Kinley et al. 2014; 

Temkin-Greener et al. 2017; Finucane et al. 2013; Kinley et al. 2018). For 

example, Finucane et al. (2013) introduced two palliative care specialist nurses to 

facilitate training and to support care home staff deliver EoLC and help with 

aspects such as collaboration. Similarly, Temkin-Greener et al. (2017) introduced 

palliative care teams into care homes to support and educate care home staff. It 

was hypothesised that experienced external professionals would support and 

pass on knowledge to care home staff.  
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Some studies (N=7) evaluated multicomponent interventions with three or more 

mechanisms. The most prominent being the GSFCH which provides educational 

content, combined with multidisciplinary meetings and reflection sessions (Nash 

and Fitzpatrick 2015; Kinley et al. 2014; Badger et al. 2012; Hall et al. 2011). 

However, information on the interactions between these multiple mechanisms 

was missing from the literature. Most of the interventions in this review were 

smaller and employed mechanisms in isolation. The most frequent example of 

this phenomenon was the use of standalone educational interventions (Dobie et 

al. 2016; Wen et al. 2013; Arcand et al. 2009; Braun et al. 2005; Baron et al. 

2015). The reasons for this will be discussed further in the following section.  

 

 

3.4.4 Contextual mechanisms  

 

Contextual mechanisms represent the resources and restrictions embedded in 

the social and organisational context which may inhibit or promote the 

effectiveness of intervention mechanisms.   

While the rationale for only including a limited amount of education sessions and 

the lack of multicomponent interventions was not clear in any of the included 

studies, two studies implied that it was to ensure that interventions were 

manageable for the care home, many of which were small organisations with 

limited funding and resources. The implication was that the resource and 

financial capabilities of care homes impacted on their ability to engage with 

interventions requiring extended time and resources (Kinley et al. 2017; 

Hewison, Badger and Swani 2011). Thus, Hewison, Badger and {ǿŀƴƛΩǎ όнлммύ 

intervention was terminated due to the lack of time and resources of care home 

ƳŀƴŀƎŜǊǎ ǘƻ ŜƴƎŀƎŜ ƛƴ ΨŀŎǘƛǾŜ ƭŜŀǊƴƛƴƎ ƳŜŜǘƛƴƎǎΩΦ CǳǊǘƘŜǊƳƻǊŜΣ ŀ ƴǳƳōŜǊ ƻŦ 

other studies noted that existing work schedules of care home staff impacted on 

sustainability. It was found that care home staff often had to create time to 

engage with an intervention (Braun and Zir 2005; Waldron et al. 2008; Phillips et 

al. 2008; Mayrhofer et al. 2016; McGlade et al. 2017; Froggatt et al. 2017b), and 
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lack of time for staff to engage with the interventions was a common barrier to 

implementing and maintaining effective change (Wen et al. 2013). For example, 

Dobie et al. (2016) only delivered one study day as it was the only period of time 

managers and staff felt they could accommodate. However, in the majority of 

studies the rationale for the length and mode of education was absent. Resource 

issues also affected researchers who implemented interventions.  One study 

reported they had to abandon the intervention because it had not secured the 

research funding to continue (Temkin-Greener et al. 2017).  

 

Kinley et al. (2017) found that delivering a small amount of education sessions 

was not effective in care homes with high staff turnover, as knowledge and skills 

were lost when staff left. Kinley et al. (2017) identified ongoing education as 

necessary to sustaining and embedding knowledge in contexts where staff 

turnover is high. This was supported by an earlier study conducted by Kinley et 

al. (2014) which found that the three care homes included in the intervention 

which reported increases in hospital deaths, experienced managerial change.  

 

The organisational structures of care homes were similar. Specifically, the size of 

the workforce was often small, meaning that interventions such as education 

sessions could reach and impact the whole workforce relatively easily and quickly 

(Nash and Fitzpatrick 2015; Hewison, Badger and Swani 2011; Hall et al. 2011; 

Mayrhofer et al. 2016). However, the small workforce also posed problems 

because knowledge and skills tended to be concentrated in fewer individuals, so 

when those individuals left the care home, their repository of knowledge was 

lost (Finucane et al. 2013; Kinley et al. 2014). This was a particular issue for 

interventions which cascaded knowledge from a few individuals to the wider 

ǿƻǊƪŦƻǊŎŜΣ ŀǎ ǎǘŀŦŦ ǿƘƻ ǿŜǊŜ ΨƴƻƳƛƴŀǘŜŘΩ ǘƻ ŎŀǎŎŀŘŜ ƪƴƻǿƭŜŘƎŜ ŦǊŜǉǳŜƴǘƭȅ ƭŜŦǘ 

the care homes after receiving education and training and were therefore, not 

available to support the wider care home workforce (Finucane et al. 2013; 

O'Sullivan et al. 2016; Mayrhofer et al. 2016). For example, Finucane et al. (2013) 
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noted that only three of the original 16 key nominated care home staff remained 

following the study.  

Despite similarities, there were also differences noted in the organisational 

structure of care homes. Kinley et al. (2017) highlighted that, because residential 

homes did not employ registered nurses, they tended to have an increased 

reliance on GPs and district nurses (Kinley et al. 2017). This meant that education 

content aimed at residential care home staff tended to be related to 

collaboration and was non-specialist to meet the need of non-registered care 

home staff (O'Brien et al. 2016; Mayrhofer et al. 2016; McGlade et al. 2017; 

Dobie et al. 2016; Kinley et al. 2017). 

The workloads of those at whom the interventions were aimed was found to 

influence their ability to engage in interventions. In particular, Hewison, Badger 

and Swani (2011) and Wen et al. (2013) set up collaborative meetings which gave 

care home managers the opportunity to discuss common issues related to EoLC 

and share experiences and knowledge. However, the lack of time of home 

managers negatively influenced their engagement in the meetings (Hewison, 

Badger and Swani 2011; Wen et al. 2013). For example, Hewison, Badger and 

Swani (2011) reported that all 22 care homes involved in the intervention 

decided not to continue with the meetings due to the high workloads of their 

managers, thus the intervention was not sustained.  

3.4.5 Human agency  

This section will explore human agency which ǊŜǇǊŜǎŜƴǘǎ ǎǘŀƪŜƘƻƭŘŜǊǎΩ 

responses, interpretations and experiences of the contextual and intervention 

mechanisms.  

 

Care home staff involved in the interventions were frequently described as being 

passionate and engaged and driven by a desire to improve the experiences of 

families and residents receiving EoLC (Braun and Zir 2005; Casarett et al. 2005; 

Dobie et al. 2016; Farrington 2014; Froggatt et al. 2017b). It appeared that this 

passion also came from a desire for self-improvement through knowledge and 
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learning (Dobie et al. 2016; Mayrhofer et al. 2016; Froggatt 2000; Keay et al. 

2003; Kunte et al. 2017).  

 

Nonetheless, motivation did not always translate into engagement. Specifically, 

studies reported that the ability of care home staff to cascade knowledge varied 

(O'Brien et al. 2016; Finucane et al. 2013; Mayrhofer et al. 2016). For instance, it 

was found that care home staff were often too junior or not ready to receive 

training at a particular level, and thus were unable to effectively cascade 

knowledge to other care home staff because they did not have the confidence 

and knowledge to do so (O'Brien et al. 2016). This may be a particular issue for 

homes with high staff turnover, which leads to an increased reliance on junior or 

new staff (O'Brien et al. 2016; Kinley et al. 2017; Mayrhofer et al. 2016).  

 

At a more senior level, lack of motivation may result from less commitment 

being given to EoLC in comparison to other activities. Thus, for example, the lack 

of engagement of care home managers in collaborative meetings due to lack of 

available time, also indicates that they gave EoLC a lower priority than other 

aspects of their role. 

 

Additionally, some care staff found the application of what they learnt into real-

world practice emotionally difficult (Mayrhofer et al. 2016; Braun and Zir 2005; 

McGlade et al. 2017; Cox et al. 2017). For example, Hockley et al. (2005) found 

that in most of the eight care homes involved in the intervention, a culture of 

ŘŜŀƭƛƴƎ ŎƻǾŜǊǘƭȅ ǿƛǘƘ ŘŜŀǘƘ ŀƴŘ ŘȅƛƴƎ ǊŜŘǳŎŜŘ ǎǘŀŦŦǎΩ ŎƻƴŦƛŘŜƴŎŜ ǘƻ ŘƛǎŎǳǎǎ ŘŜŀǘƘ 

with residents. Similarly, despite going through education and training on 

advance care planning and engaging in conversations about dying, some staff still 

found talking about dying challenging (Cronfalk et al. 2015; Mayrhofer et al. 

2016; Braun and Zir 2005; Temkin-Greener et al. 2017; McGlade et al. 2017). It 

was reported tƘŀǘ ǎǘŀŦŦǎΩ ǇŜǊǎonal backgrounds and experiences could influence 

their ability to discuss dying with residents and relatives (Hall et al. 2001; Cox et 

al. 2017). For example, Hall et al. (2лммύ ŦƻǳƴŘ ǘƘŀǘ ǎƻƳŜ ǎǘŀŦŦǎΩ ǇŜǊǎƻƴŀƭ 

background and culture caused them to look at death as a taboo subject.    
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Similarly, residents and relatives also tended to experience and react to dying 

and EoLC differently, which again appeared to be influenced by their personal 

background and experiences. For example, some relatives were reported as not 

ǎǳǇǇƻǊǘƛƴƎ ǘƘŜ ƴƻǘƛƻƴ ƻŦ ǇƭŀƴƴƛƴƎ ŦƻǊ ǘƘŜƛǊ ǊŜƭŀǘƛǾŜǎΩ ŘŜŀǘƘ ό[ƛǾƛƴƎǎǘƻƴ Ŝǘ ŀƭΦ 

2013; Casarett et al. 2005; Hall et al. 2011). This conflict tended to arise when 

ǊŜƭŀǘƛǾŜǎ ǿŜǊŜ Ψƴƻǘ ǊŜŀŘȅΩΣ Ψƴƻǘ ŀŎŎŜǇǘƛƴƎΩΣ ƻǊ Ψƴƻǘ ǳƴŘŜǊǎǘŀƴŘƛƴƎΩ ŀōƻǳǘ 

approaching deathΣ ŀƴŘ ƻŦǘŜƴ ǿƻǳƭŘ ƴƻǘ ΨƎƛǾŜ ǳǇΩ (Nash and Fitzpatrick 2015). 

As well as conflict within care homes, conflict was also apparent between care 

home staff and external services. Despite intervention mechanisms to encourage 

collaboration, external services staff, particularly out of hours (OOH) services 

such as OOH GPs were in some cases unwilling to cooperate due to negative 

attitudes toward care home staff (Badger et al. 2012; Kinley et al. 2014; Ashton 

et al. 2010). For instance, it was reported that OOH service staff tended not to 

advise or listen to care homes, but instead overrode their decisions (with a belief 

that they knew better than the care home), with a tendency to admit residents 

living with frailty to hospital at the end of their lives (Badger et al. 2012; Kinley et 

al. 2014).  However, by way of qualification, it should be noted that these studies 

relied on information from care home staff and did not include the perspectives 

of OOH staff. 

3.4.6 Outcomes 

Outcome measures can be split into two main categories: objective and self-

reported outcomes. Objective and the most commonly measured outcomes used 

to determine high quality EoLC included the numbers of advance care plans 

completed and reductions in unnecessary admissions to hospital at the EoL 

(place of death). Less common objective outcome measures included numbers of 

residents with Cardiopulmonary resuscitation orders in place. Self-reported 

outcomes included levels of confidence and knowledge when delivering EoLC.  

Subjective self-reported outcome measures such as self-proclaimed 

improvements in knowledge and confidence tended to be positive, while 
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objective outcome measures such as numbers of unnecessary admissions and 

place of death were more mixed and poorer in comparison. An example of 

objective measurement can be found in Temkin-DǊŜŜƴŜǊ Ŝǘ ŀƭΦΩǎ (2017) 

evaluation of the introduction of palliative care teams into care homes to 

support and educate care home staff. No statistically significant differences 

between the treatment and the control arms in any quality measures (which 

included numbers of unnecessary admissions to hospital at the EoL and advance 

care planning documentation in place) were reported during three years of their 

intervention. 

In contrast, results relating to subjective outcome measures of ongoing 

interventions tended to be more positive. For example, hϥ.ǊƛŜƴ Ŝǘ ŀƭΦΩǎ όнлмсύ 

evaluation of ǘƘŜ άǎƛȄ ǎǘŜǇǎ ǘƻ ǎǳŎŎŜǎǎέ ƛƴǘŜǊǾŜƴǘƛƻƴ reported improvements in 

staff confidence and knowledge. Similarly, studies evaluating the GSFCH reported 

positive subjective outcome measures such as perceived benefits and 

improvements in knowledge and confidence delivering EoLC (Hall et al. 2011; 

Badger et al. 2012; Nash and Fitzpatrick 2015). Nonetheless, Kinley et al. (2014) 

and Hockley et al. (2005) both reported increases in advance care planning 

documentation during the GSFCH programme. However, Kinley et al. (2014) 

reported that high facilitation such as consistent managerial support and 

leadership was needed to maintain these outcomes. In homes which were not 

exposed to high facilitation only 7% (n=1/11) completed the GSFCH programme 

through to accreditation. 

Differences in outcomes were also related to the time points at which they were 

measured. It was common practice to confine measurement of outcomes to the 

period during which interventions were running or shortly after their completion 

(Dobie et al. 2016; Baron et al. 2015; Farrington 2014; Finucane et al. 2013; Wen 

et al. 2012; Mayrhofer et al. 2016; Hewison, Badger and Swani 2011; Cox et al. 

2017; Braun and Zir 2005). This is significant because studies measuring 

immediate outcomes tended to report more positive outcomes than studies 

measuring longer term outcomes. For example, Farrington (2014) reported 

improvements in care home staffΩs confidence, in symptom management and 
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communication after only six modules of education, each taking an hour to 

complete. Moreover, Dobie et al. (2016) reported increases in staff knowledge 

and confidence following only one study day. Short-term improvements were 

also noted in objective measurements. O'Sullivan et al. (2016) implemented a 

palliative care educational programme consisting of four half-day workshops for 

90 staff in three nursing homes. Immediate outcomes suggested improved staff 

knowledge and confidence with higher uptake of advance care plans, resulting in 

a decreased percentage of hospital deaths from 22.9% to 8.4%, z = 3.22, p = 

0.001.   

However, the sustainability of these interventions over time was rarely 

established because few of the included studies evaluated the effectiveness of 

interventions for long beyond the time of implementation or completion. This is 

important because most interventions (n=29) delivered time-limited or brief 

stints of education. For example, Hewison, Badger and Swani (2011) facilitated 

collaborative meetings with care home managers over an eight-month period. 

Despite initially reporting positive outcomes (such as the more consistent use of 

advance care plans) during the running period of the intervention, it was 

reported that attendance rates dropped, and it was known that the collaborative 

meetings were not continued after the intervention period. However, Hewison, 

Badger and Swani did not explore post-intervention outcomes to assess the 

sustainability of outcomes.  

The few studies which measured outcome over longer periods of time reported 

poorer outcomes over time, even when the intervention was still in place. For 

example, Finucane et al. (2013) reported that, following the delivery of 35 

workshops over two years, the proportion of deceased residents with advanced 

care plans in place, and the proportion of those with Do Not Attempt 

Cardiopulmonary Resuscitation (CPR) documentation in place increased but, 

reductions in unnecessary admissions from care homes at the EoL to hospitals 

were not sustained. However, because of the lack of process data included in this 

study it was unclear why these outcomes were not sustained.  
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Subjective and objective outcome measures were reported in studies evaluating 

multicomponent interventions. Compared to isolated educational interventions, 

studies evaluating multicomponent interventions tended to report more positive 

outcomes. For example, results highlight increases in advance care plans as well 

ŀǎ ƛƴŎǊŜŀǎŜǎ ƛƴ ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ ǇŜǊceived knowledge and confidence, and 

improved collaboration and networking between services to preventing 

unnecessary admissions to hospital at the EoL (Hall et al. 2011; Badger et al. 

2012; Kingly et al. 2014; Nash and Fitzpatrick 2015). However, given the lack of 

longitudinal data, the sustainability of these outcomes is uncertain.  

In sum, outcomes were generally measured immediately after or during the 

running period of time-limited interventions, which tended to produce better 

outcomes compared to studies which measured outcomes over longer periods of 

time. The most common outcome measures were number of advance care plans 

in place and reductions in unnecessary admissions to hospital at the EoL. 

However, subjective outcomes measures such as self-reported increases in 

confidence tended to be more positive in comparison to objective measures. 

Moreover, because most studies reported outcome measures over short periods 

of time, sustainability of outcomes is unclear, and the effectiveness of most 

interventions may not have been as great as has sometimes been represented.    
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3.5 Discussion   

This review has identified that the most common outcomes used to determine 

success and high quality EoLC in care homes were; numbers of advance care 

plans and unnecessary admissions to hospital at the EoL (Finucane et al. 2013; 

Kinley et al. 2014; Cox et al. 2017; Temkin-Greener et al. 2017). These outcomes 

are also a common feature of UK policy initiatives (DH 2008; DH 2014). However, 

the data collated in this review indicates that due to the lack of understanding 

and exploration of the processes behind these outcomes in current literature, 

interventions seldom sustain positive outcomes (Finucane et al. 2013; Temkin-

Greener et al. 2017).  

While some information about the processes involved in the interventions was 

apparent in all of the included studies, explicit identification of the hypothesised 

ƛƴǘŜǊǾŜƴǘƛƻƴ ƳŜŎƘŀƴƛǎƳǎΣ ǘƘŜ ƛƴŦƭǳŜƴŎŜ ƻŦ ŎƻƴǘŜȄǘ ƻƴ ǘƘŜ ƛƴǘŜǊǾŜƴǘƛƻƴǎΩ 

effectiveness, or of the responses of those involved was often absent. These 

findings are supported by wider research which suggests that clear descriptions 

of intervention theory and identification of processes are lacking in current 

research approaches (Moore et al. 2015).  

Despite the sparsity of process data, this review was still able to provide some 

useful insights which suggest that outcomes were influenced by intervention 

mechanisms, contextual mechanisms and human agency. By exploring the 

interrelation between mechanisms, agency and outcomes, a number of key 

insights were identified. It was revealed that, despite the effectiveness of 

multicompetent interventions, they were less frequently delivered than 

interventions using isolated components such as education only. This suggests 

that contextual mechanisms such as limited resources, high workloads and high 

staff turnover led to the adoption of single ΨǎƘƻǊǘ-ƭƛǾŜŘΩ ƛƴǘŜǊǾŜƴǘƛƻƴǎ ƻƴ 

pragmatic grounds rather than effectiveness criteria. This hypothesis is 

reinforced by the fact that the pragmatic adoption of less effective interventions 

in the care of this population is not confined to end-of-life care. Thus, for 

ŜȄŀƳǇƭŜΣ .ǳƴƴ Ŝǘ ŀƭΦΩǎ (2015) systematic review of hydration interventions for 
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people with dementia found that, while multicomponent interventions were 

more effective, they were rarely delivered. 

In an attempt to meet the contextual needs of care homes, education was 

delivered in a number of different ways which impacted on effectiveness. 

Although education delivery has been identified as an effective method to 

address many of the problems highlighted with current EoLC provision in care 

homes (Nevis 2014), this review ǳƴŎƻǾŜǊŜŘ ŀ ƘǳƎŜ ǾŀǊƛŀǘƛƻƴ ƛƴ ǘƘŜ ΨŘƻǎŀƎŜΩ 

entailed in different educational interventions. This disparate approach towards 

EoLC education and training for care home staff is unsurprising given that in most 

countries, including the UK, there are no specific recommendations about the 

appropriate amount of formal EoLC education (Froggatt et al. 2017a; WHO 2011; 

DH 2008). At present, there is a lack of policy guidance for care homes on how 

much and which mode of education delivery should be used to deliver EoLC 

education.   

Moreover, studies did not evaluate their effectiveness long enough after the 

education had been completed to assess the sustainability of outcomes. Studies 

evaluating ongoing education interventions tended to measure outcomes over 

longer time periods (Temkin-Greener et al. 2017; Kinley et al. 2014; Badger et al. 

2012). These showed some evidence that effectiveness diminished over time 

according to some indicators (Temkin-Greener et al. 2017; Kinley et al. 2014; 

Finucane et al. 2013). However, there is insufficient evidence to draw definite 

conclusions about the relationship between length of education delivery and 

sustainability. 

High staff turnover was the most common contextual mechanism reported in the 

studies as compromising the effectiveness of interventions (Badger et al. 2012; 

Nash and Fitzpatrick 2015; Kinley et al. 2014; Hewison, Badger and Swani 2011). 

However, although staff turnover in care homes across the globe is typically high 

(Halter et al. 2017; Tilden et al. 2012), Gatherum (2017) provides evidence which 

suggests that often staff who leave care homes tend not to leave the social care 

sector but move to other nearby homes. This suggests that interventions 

delivered in multiple homes could be more sustainable by virtue of having cross-
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pollination of staff. However, although some studies in this review included up to 

37 homes, most interventions were implemented in fewer than five care homes 

(see table 3).  

Despite acknowledging workloads and high staff turnover, the included studies 

did not reflect the diverse context of care homes. For example, one important 

contextual factor that has not being given adequate attention is the type of care 

home. Most interventions were designed for nursing homes (n=35) with only two 

studies focusing only on residential homes (Brännström et al. 2016; Kinley et al. 

2017) and four focusing on both nursing and residential homes (O'Brien et al. 

2016; Mayrhofer et al. 2016; McGlade et al. 2017; Cox et al. 2017). This lack of 

attention to the specific context of residential homes is concerning, given that 

they usually do not have on-site registered nursing staff and, as a consequence 

have to rely more on external support from GPs, hospital staff and visits from 

district nurses (Handley et al. 2014; Davies et al. 2011). Moreover, most 

interventions were designed for registered nursing staff, while far fewer offered 

education to non-registered care home staff (Baron et al. 2015; Dowding, and 

Homer 2000; Farrington 2014; Hall et al. 2011; Kunte et al. 2017), and even less 

to those such as housekeeping and administrative staff, who did not have a 

clinical patient care role (Badger et al. 2012). There is therefore a need to better 

illustrate the diverse contextual mechanisms present in care homes, and the 

potential impact on the effectiveness of interventions in future studies. 

Despite limited evidence, this review was able to identify how those involved 

tended to respond to the intervention and contextual mechanisms. One aspect 

that the studies are largely agreed upon is that motivation is not a significant 

problem. Evidence suggests the majority of care home staff were highly engaged 

and motivated to provide high quality EoLC (Braun and Zir 2005; Casarett et al. 

2005; Dobie et al. 2016; Farrington 2014; Froggatt et al. 2017b). This finding 

appears to be consistent across other healthcare settings such as hospices and 

hospitals, which report that delivering EoLC can be rewarding and satisfying if 

done well (Gillman et al. 2012; Hospice UK 2015).  
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Nonetheless, results indicated that while care home staff found delivering EoLC 

rewarding they also found it emotionally challenging, especially in relation to 

discussing death and dying (Hall et al. 2011; Braun and Zir 2005; Hockley et al. 

2005; Cox et al. 2017). These findings are corroborated by existing literature 

which found emotional aspects of EoLC were often heightened by close 

attachments with residents and relatives (Vandrevala et al. 2017). Few 

interventions focused on supporting the mental health and wellbeing of care 

home staff delivering EoLC.  

 

Explicit detail on how those involved responded to interventions was largely 

absent. Despite all the interventions aiming to improve and support the EoLC 

experience for service users, few studies explored perceptions and 

interpretations of service users or their close others. This lack of insight is 

significant, given the increasing acceptance that Eƻ[/ ǎƘƻǳƭŘ ōŜ ŜǾŜǊȅƻƴŜΩǎ 

business (RCP 2015; RCP 2016), and that a wider range of people should be 

involved and given a voice in service provision and improvement (RCP 2015). 

These findings are corroborated by a recent systematic literature review 

conducted by Greenwood et al. (2018), which explored the experiences of older 

people in care homes and found a dearth of qualitative research from the 

ǇŜǊǎǇŜŎǘƛǾŜǎ ƻŦ ǘƘƻǎŜ Ƴƻǎǘ ŎƭƻǎŜƭȅ ƛƴǾƻƭǾŜŘ ƛƴ ƻƭŘŜǊ ǇŜƻǇƭŜΩǎ ŘŜŀǘƘΦ aƻǊŜƻǾŜǊΣ 

the lack of this perspective was particularly evident within residential care homes 

(Greenwood et al. 2018).  

 

This review has provided a useful insight into the impact of intervention 

mechanisms, contextual mechanisms and human agency on outcomes from 

interventions designed to improve EoLC in care homes. However, this insight was 

limited by the sparsity of research exploring and documenting these underlying 

processes. Findings indicate that a lack of knowledge in relation to processes 

behind outcomes has limited the effectiveness and design of current 

interventions in this area. Given this lack of understanding and its apparent 

effect, there a need for further critical realist-based research exploring 

underlying processes behind these outcomes. 
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3.5.1 Limitations   

The strength of findings in this review are dependent upon the strengths of 

outcomes findings in the studies it reviewed, along with the comprehensiveness 

of their information about hypothesised intervention mechanisms, contextual 

mechanisms and human response. The weaknesses displayed by those studies in 

these areas are therefore reflected here. For example, care homes were often 

viewed as a singular context with little evidence about resident populations, 

funding structures or locations of the homes and how these factors influence 

how care is delivered and received. 

The researcher recognizes that restricting the search to English language articles 

may mean some relevant papers may have been missed. In addition, a large 

proportion of included studies were conducted in the United Kingdom (n=26), 

which may limit the transferability of the findings and recommendations.  

3.6 Conclusion   

The most obvious conclusions from this review relate to the gaps in the current 

literature. In terms of outcomes, much of the current data is neither robust 

enough nor sufficiently longitudinal to draw conclusions about the effectiveness 

or sustainability of the interventions that have been developed. In terms of 

inputs, there is a paucity of information about the rationale behind the selection 

of active components in the interventions, about the most salient contextual 

factors affecting effectiveness, and of the responses to the interventions by 

stakeholding actors. 

Nonetheless, the review does indicate some of the issues that are required to be 

dealt with in order to improve the effectiveness and sustainability of 

interventions designed to improve EoLC in care homes. It was consistently found 

that high staff turnover and care ƘƻƳŜ ǎǘŀŦŦǎΩ ǾŀǊȅƛƴƎ ŜƴǘƘǳǎƛŀǎƳ ŀƴŘ ǊŜŀŘƛƴŜǎǎ 

to accept change impacted on the sustainability and embedding of change into 

practice. Specifically, education delivery, which was too demanding on resources 

and time, was often not sustained by care homes.  However, these contextual 

barriers were generally only identified in studies evaluating outcomes over 
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longer periods of time. Studies reporting on immediate outcomes following an 

intervention tended to report more positive outcomes.  

In summation, if future interventions are to ensure effective and sustainable 

delivery of high quality EoLC across the care home sector, their design will need 

to be based on an explicit and evidence-based hypothicization of the change 

mechanisms they contain. They will also need to take into account the influence 

of contexts in the interventions will operate, and the attitudes and responses of 

those whom they will affect.  

 

3.7 Formulation of research aim and objectives  

It is predicated that care homes will become the most common place of death in 

the UK (Bone et al. 2018), and all residents in care home are entitled to dignified 

death and EoLC centred and personalised to their individual needs (DH 2014; DH 

2008; Institute for Public Policy Research 2018). Advance care planning is one 

method used to achieve these care goals, which allows care home staff to 

document, share ŀƴŘ ǳǇŘŀǘŜ ǊŜǎƛŘŜƴǘǎΩ ǇǊŜŦŜǊŜƴŎŜǎ ōŀǎŜŘ ƻƴ ǘƘŜƛǊ ƻǿƴ ƴŜŜŘǎ 

and wishes, and if permitted their relatives (LACDP 2014). Although not true for 

all residents, survey results have suggested that most residents choose to die in 

the familiar surroundings of a care home surrounded by their family rather than 

in an acute hospital setting (ONS 2016; National End of Life Care Intelligence 

Network 2010).  

Despite this, the systematic literature review presented in chapter two 

highlighted variable engagement in advance care planning and persisting levels 

of unnecessary admissions from care homes to hospital at the EoL within the UK 

sector (Spacey et al. 2018). The critical realist review presented in chapter three 

identified that although the most common outcome measures for interventions 

designed to improve EoLC were numbers of advance care plans and reductions in 

unnecessary admissions to hospital at the EoL, there was sparsity of research 

exploring the processes behind these outcomes. Specifically, the review 

identified that currently evidence about the rationale behind intervention 
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design, the effect of context, and the response of stakeholders is sparse. This 

means that the impact of these factors on outcomes has thus far not been 

adequately established. Evidence presented in the realist review suggests that 

this gap in knowledge has limited the effectiveness of interventions designed to 

achieve these outcomes and improve end of life care in care homes (Spacey et al. 

2019). 

Consequently, research designed to uncover how these factors support or inhibit 

high quality EoLC, is needed in order to provide an adequate foundation for 

future interventions deigned to achieve and sustain these outcomes to support 

the delivery of high quality EoLC in care homes. The aim of this study was 

therefore to inform the design and development of interventions capable of 

supporting the delivery of high-quality end-of-life care in UK care homes. This 

thesis used critical realist evaluation to address this gap in knowledge and 

achieve the research aim. 

 

Both reviews identified a sparsity of current research exploring registered, and 

non-ǊŜƎƛǎǘŜǊŜŘ ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩs influence on and experiences of outcomes 

related to unnecessary admissions and advance care planning and advance care 

planning. In particular, it was apparent that research capturing the views and 

experiences of those care home staff working in residential homes was sparse 

with only six studies examining interventions in residential homes. As a result, 

the contextual differences between residential and nursing homes and their 

impact on EoLC is largely overlooked. Thus, more research in residential homes is 

needed in order to inform the development of future interventions based on the 

needs and issues of EoLC in that context. Additionally, both reviews uncovered a 

lack of research incorporating the perspectives and viewpoints of care home 

staff with non-formal caring roles. This is important given findings suggest that 

they play a part of the delivery of EoLC.  

As well as care home staff, both reviews identified a lack of perspective and 

insight from bereaved relatives and the influence they may have on outcomes 

related to high quality EoLC. Thus, as death changes the lives of significant 
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others, it is recommended that the viewpoint of those closest to dying residents 

are included, as not only are their viewpoints important and underrepresented 

but can act as a proxy for dying residentsΩ experiences. 

Based on this synthesis the following research aim and objectives were 

formulated.  

The aim of the empirical component of this study was to inform the design and 

development of interventions capable of supporting the delivery of high-quality 

end-of-life care in UK care homes. To achieve this aim, the following objectives 

were set:   

¶ To identify current intervention mechanisms designed to improve the 

delivery of high-quality end of life care in care homes. 

¶ To identify the contextual mechanisms which inhibit or promote the 

effectiveness of the intervention mechanisms.  

¶ To identify how stakeholders respond to the identified mechanisms 

(Human agency).  

¶ To develop intervention theories which incorporate these findings to 

support the delivery of high-quality end of life care in UK care homes.  

 

 

3.8 Chapter summary  

This chapter has presented a critical realist review on interventions designed to 

improve EoLC in care homes. The chapter began by presenting a rationale for the 

review and the methods used within the review. The results of the review were 

then presented along with the discussion and conclusion highlighting a gap in 

knowledge and need for further research. The chapter ended by formulating the 

research aim and objectives for the next stage of the study; empirical data 

collection. The following chapter will present the methodology chosen to achieve 

the research aim and objectives.   
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4 Methodology, Rationale and Study Design 

 

 

4.1 Introduction 

To achieve the aim and objectives of the study Critical Realist Evaluation (CRE) 

which is a methodological approach underpinned by Critical Realism (CR) will be 

used. This section will detail why this CRE was chosen, and the research design 

and methods that accompany it. In addition, this chapter will cover the methods 

of data analysis as well as the ethical considerations of the study.    

4.2 Methodological Approach 

The term methodology is used to describe the underlying philosophical paradigm 

which informs the research and its methods (Guba and Lincoln 1994). A 

paradigm has been described as a set of beliefs that influence and guide action 

(Kuhn 1970). There are two main paradigms positivism and constructivism. 

Positivism tends to be experimental and objective and concerned with testing 

measurable or ΨǇǊƻǾŀōƭŜΩ ŘŀǘŀΦ Thus, positivists believe that culture is relatively 

stable and consequently can be isolated and tested for research purposes 

(Carson et al. 2001). On the other end of the spectrum is constructivism 

(sometimes referred to as interpretivism) i.e. how individuals construct their 

world or reality. Thus, a constructivist paradigm is concerned with subjective 

meaning as each individual constructs their own reality meaning there are 

multiple interpretations of reality (Fosnot 1996). For exampleΣ ŀƴ ƛƴŘƛǾƛŘǳŀƭΩǎ 

interpretation of reality may be influenced by their education, illness or where 

they live. Therefore, a ǊŜǎŜŀǊŎƘŜǊΩǎ ǇŀǊŀŘƛƎƳ ƎƻǾŜǊƴǎ ǘƘŜ ƛƴǉǳƛǊȅ ŀƴŘ Ƙƻǿ ƛǘ 

ǎƘƻǳƭŘ ōŜ ǎŜǘ ǳǇΦ ! ǊŜǎŜŀǊŎƘŜǊΩǎ ǘƘŜƻǊƛŜǎ ŀōƻǳǘ ƪƴƻǿƭŜŘƎŜ όŜǇƛǎǘŜƳƻƭƻƎȅύΣ ŀƴŘ 

reality (ontology), and how to obtain knowledge (methodology) uncovers their 

paradigm (Guba and Lincoln 1994).  

This researchŜǊΩǎ paradigm, and the paradigm selected to achieve the aim of this 

research stems from Critical Realism (CR). A key principle of CR is that human 

knowledge represents only a fraction of a deeper reality (Bhaskar 1998; Collier 



86 
 

1994). Therefore, CR shifts the focus to theories about reality and what is real 

(ontology), rather than our knowledge of what is real and reality (epistemology) 

(Bhaskar 1998; Archer 1995). Based on this CR diverges from both constructivism 

and positivism; as positivism limits reality to what can be known for example, 

through experimentation (Carson et al. 2001), and constructivism views reality as 

entirely constructed within human knowledge (Fosnot 1996). Therefore, both 

constructivism and positivism reduce reality to human knowledge (Bhaskar 

1998).  

Nonetheless, CR does not dispute the existence of the social world (Bhaskar 

1998; Collier 1994; Archer 1995). However, CR explores this world by gathering 

knowledge through theories about reality, with a critical understanding that 

some theories may be closer to reality than others (Bhaskar 1998). Although 

theories can be correct ontologically, these theories are open to criticism and 

interpretation which may lead to improvements, therefore there is no absolute 

or certainty in knowledge (Bhaskar 1975; Bhaskar 1997; Archer 1995). 

¢ƻ ŦǳǊǘƘŜǊ ŎƻƳǇƭƛŎŀǘŜ ƳŀǘǘŜǊǎΣ ǊŜŀƭƛǘȅ ƛǎ ŀƴ ΨƻǇŜƴ ǎȅǎǘŜƳΩ ƳŜŀƴƛƴƎ ƛǘ ƛǎ ǇǊƻƴŜ ǘƻ 

change over time (Archer 1995). Open systems have a number of mechanisms 

operating within them, thus what happens in open systems will depend on the 

interaction of these mechanisms. The term mechanism refers to the notion of 

causation, thus the gathering of different mechanisms can be used to explain the 

usually inflexible relationship between cause and effect. Moreover, CR 

emphasises that in social systems people have their own causal powers of 

interpretation thus can influence what happens in open systems (Bhaskar 1998; 

Archer 1995). Therefore, theories derived from open systems aim to explore 

mechanisms and agency to enable an understanding past simple identification to 

explanation of these casual relationships. Specifically, allowing an explanation of 

why and how causal mechanisms and peoples interpretations can result in 

different effects or outcomes. In relation to this study, it is important to 

understand that care homes represent constantly changing open systems; 

consequently, any theories derived from these environments should be exposed 

to criticism and interpretation in order to be refined and improved.   
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It is argued that qualiǘŀǘƛǾŜ ƳŜǘƘƻŘǎ ŀǊŜ ƳƻǊŜ ǎǳƛǘŜŘ ǘƻ ŜȄǇƭƻǊƛƴƎ ǘƘŜ ΨƻǇŜƴƴŜǎǎΩ 

ŀƴŘ ΨƳŜǎǎƛƴŜǎǎΩ ƻŦ ǊŜŀƭƛǘȅ ƛƴ ƻǇŜƴ ǎȅǎǘŜƳǎ ǿƘƛŎƘ ƛƴŦƭǳŜƴŎŜ ŜȄǇŜǊƛŜƴŎŜǎ 

(Oppenheim 1992; Bhaskar 1998). Nonetheless, CR is not associated with any 

particular set of methods, thus qualitative and quantitative methods can be 

utilised (Bhaskar 1998; Collier 1994; Archer 1995). Quantitative methods can also 

capture this messiness and openness, however, they tend to encourage 

generalisations of causality, for instance exploring interaction in closed systems 

such as a laboratory (Oppenheim 1992).  

4.3 Critical Realist Evaluation 

4.3.1 The evolution of Critical Realist Evaluation  

Realist Evaluation (RE) is an approach built on the philosophical foundations of 

CR which aims to improve traditional evaluative approaches which only focus on 

outcomes to explain success or failure (outcomes) (Pawson and Tilley 1997). 

Therefore, RE adopts assumptions or theories about causality which involve 

ŜȄǇƭŀƛƴƛƴƎ ƻǳǘŎƻƳŜǎ ƛƴ ǊŜƭŀǘƛƻƴ ǘƻ ΨaŜŎƘŀƴƛǎƳǎΩ ŀƴŘ Ψ/ƻƴǘŜȄǘΩΦ aŜŎƘŀƴƛǎƳǎ ŀǊŜ 

used to describe causal laws, for example, X happened because of Y, while 

context represents the setting where an intervention operates which includes 

social context. Acknowledging both mechanisms and context is important given 

that outcomes are seldom the result of isolated causal mechanisms (from an 

intervention) but are instead influenced by the setting in which they operate, 

and the people involved (Context). This evaluative process of RE has been 

ǎǳƳƳŀǊƛǎŜŘ ƛƴ ǘƘŜ ŦƻƭƭƻǿƛƴƎ ŦƻǊƳǳƭŀΥ ά/ƻƴǘŜȄǘ Ҍ aŜŎƘŀƴƛǎƳ Ґ hǳǘŎƻƳŜέ 

(Pawson and Tilley 1997).    

 

Since its beginning, RE has been used in a plethora of research progressively 

becoming a popular methodological approach in healthcare and nursing research 

(Nurjono et al. 2018; Dalkin 2012; McConnell and Porter 2016). However, the 

increasing use of RE has come with several problems. Mainly, healthcare 

ǊŜǎŜŀǊŎƘŜǊΩǎ ŘƛŦŦƛŎǳƭǘƛŜǎ ƛƴǘŜǊǇǊŜǘƛƴƎ ŀƴŘ ǳƴŘŜǊǎǘŀƴŘƛƴƎ ǘƘŜ ǇƘƛƭƻǎƻǇƘƛŎŀƭ ŀƴŘ 
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methodological foundations of RE, which Porter (2015b) argues are as a result of 

the methodological and philosophical inconsistencies apparent within RE.  

 

Several areas where tŀǿǎƻƴΩǎ w9 ŘƛǾŜǊƎŜǎ ŦǊƻƳ CR have been attributed to these 

inconsistencies. Specifically, PawsonΩǎ w9 combines agency and structure into 

social mechanisms (Pawson and Tilley 1997). Conversely, CR regards agency and 

structure as separate entities. Although CR acknowledges that agents can 

influence and be influenced by social systems, Bhaskar (1989) differentiates 

social structure from agency due to agentsΩ ability to think and choose, which is 

not true of social structures. Therefore, while it is accepted that social 

ƳŜŎƘŀƴƛǎƳǎ ǿƛƭƭ ƘŀǾŜ ŀƴ ƛƳǇŀŎǘ ƻƴ ŀƎŜƴǘǎΩ ŎƘƻƛŎŜǎΣ ǘƘŜȅ ŀǊŜ ƴƻǘ ƛƴǾƻƭǾŜŘ ƛƴ ǘƘŜ 

making of the choices (Porter 2015b).   

  

Furthermore, it is argued that RE takes a linear approach to causality in its view 

ƻŦ ŎƻƴǘŜȄǘ ŀƴŘ ƳŜŎƘŀƴƛǎƳǎΦ CƻǊ ŜȄŀƳǇƭŜΣ w9 ŘƛǎŎǊƛƳƛƴŀǘŜǎ ōŜǘǿŜŜƴ ΨŎƻƴǘŜȄǘΩ 

ŀƴŘ ΨƳŜŎƘŀƴƛǎƳǎΩ ǿƘƛŎƘ Ƙŀǎ ǇƻǎŜŘ ǇǊƻōƭŜƳǎ ŦƻǊ ƘŜŀƭǘƘŎŀǊŜ ǊŜǎŜŀǊŎƘŜǊs who 

have evidenced similarities and overlaps between context and mechanisms 

(Tolson and Schofield 2011). Porter argues against the linearity of causality 

proposing that there are multiple domains of causality, specifically, contexts also 

contain interacting mechanisms as well as the ones coming from the intervention 

itself, thus recognises these as contextual mechanisms (Porter 2015b; Porter 

2015a).    

 

Critical Realist Evaluation (CRE) was conceived from this critique and aims to 

improve the use of RE by addressing the arguments discussed above. Thus, 

where inconsistencies and differences between the two realisms exist the 

positions of CR will be adopted. In light of these arguments CRE involves 

explaining outcomes in terms of a combination of intervention mechanisms + 

contextual mechanisms + agency (Porter 2015b). Thus, CRE mandates that in 

order to explain outcomes it is necessary to understand how they are influenced 

by the interactions of mechanisms and agency.  
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4.3.2 Why Critical Realist Evaluation was chosen  

 

In relation to this present study, CRE was chosen to untangle the complexities of 

outcomes used to determine high quality EoLC in care homes, to 

provide explanations rather than judgements to identify what works, for whom, 

why, and in what circumstances (Pawson and Tilley 1997). Specifically, CRE was 

used to evaluate and identify causal mechanisms embedded in the context of 

ŎŀǊŜ ƘƻƳŜǎΣ ŀƴŘ ǘƘŜ ǇǊƻŎŜǎǎŜǎ ōŜƘƛƴŘ ŀƎŜƴǘǎΩ ōŜƘŀǾƛƻǳǊΦ This is important given 

that in chapter three it was identified that research in the field tends to report on 

outcomes with little attention given to the processes behind those outcomes, 

which was shown to inhibit the effectiveness of interventions designed to 

improve EoLC in care homes (Spacey et al. 2019). Thus, gathering this 

information as part of the empirical stage of this study can be used to inform the 

development of future interventions capable of improving EoLC in care homes.  

 

Prior to choosing CRE other methods of inquiry were explored such as action 

research, ethnographic and case study research which would all have allowed for 

the exploration of EoLC in care homes (McNiff 2013; Hockley et al. 2013; Yin 

2013). Nevertheless, such methods tend to seek answers to questions such as 

ΨǿƘŀǘ ǿƻǊƪǎΩΣ ǿƛǘƘƻǳǘ exploring outcomes in terms of mechanisms and agency to 

understand what works, why, for whom and in what circumstances (Pawson and 

Tilley 1997). This extra level of analysis that comes with using CRE was deemed 

necessary in order to explain outcomes and provide extra depth and 

understanding offering a contribution to knowledge. 

4.3.2.1 Intervention Mechanisms  

CRE will provide this extra level of analysis by exploring EoLC in care homes in 

accordance with mechanisms and agency and their impact/influence on 

outcomes. Specifically, CRE will be used to identify intervention mechanisms, 

which are the mechanisms contained within interventions which are designed 

to change the behaviour of those at whom they are targeted (Porter 2015b). 
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Identification of interventions mechanisms can be used to identify supportive 

mechanisms which can be used to facilitate high-quality EoLC, and also why 

certain intervention mechanisms may be ineffective. However, there is no such 

thing as a context-free intervention; specifically, the impact of an intervention 

depends on where it is placed (Pawson and Tilley 1997) and the interactions and 

responses of the people involved in it (Porter 2015b). Therefore, in addition to 

intervention mechanisms CRE involves exploring contextual 

mechanisms and human agency to explain outcomes. 

4.3.2.2 Contextual Mechanisms  

Contextual mechanisms are the resources and restrictions embedded in the 

social and organisational context, which may inhibit or promote the effectiveness 

of intervention mechanisms. This is important given the contextual diversity of 

UK care homes, for example, some are small and independently run, while others 

are run by corporate chains (Competition and Markets Authority 2017). It is 

therefore important to capture this contextual depth and its influence, which is 

again missing from current research in the field (Spacey et al. 2019). However, as 

well as having an influence on intervention mechanisms, contextual mechanisms 

can have an impact on human agency (Porter et al. 2015b).  

4.3.2.3 Human agency  

Human agency ǊŜǇǊŜǎŜƴǘǎ ǇŜƻǇƭŜΩǎ ŜȄǇŜǊƛŜƴŎŜǎΣ ƛƴǘŜǊǇǊŜǘŀǘƛƻƴǎ ŀƴŘ ǊŜǎǇƻƴǎŜǎ 

to the intervention and contextual mechanisms. Furthermore, as identified in 

ŎƘŀǇǘŜǊ ǘƘǊŜŜ ƘǳƳŀƴ ŀƎŜƴŎȅ ŀƴŘ ǎǘŀƪŜƘƻƭŘŜǊǎΩ ǊŜǎǇƻƴǎŜǎ ŀƴŘ ƛƴǘŜǊǇǊŜǘŀǘƛƻƴǎ ǘƻ 

mechanisms is something which has been sparsely reported on in previous 

research in the field, especially the viewpoints of those recently 

bereaved (Spacey et al. 2019).  

4.3.2.4 Outcomes 

Exploring these three components enables outcomes to be understood by 

explaining the complex reasons for underlying failure or success in different 

settings (Pawson and Tilley 1997). Therefore, in CRE outcomes alone are not 

enough to determine causality, contextual and intervention mechanisms and 

human agency also need to be accounted for (Porter 2015b). Based on this 



91 
 

understanding the study will use the following formula: Contextual mechanisms 

+ Intervention Mechanisms + Human Agency = Outcome. 

4.4 Intervention theories 

This study aimed to inform the design and development of interventions to 

support the delivery of high-quality end of life care in UK care homes. Thus, the 

study was not content with simply explaining outcomes. The findings were used 

to develop intervention theories. Intervention theories are theories which 

explain a notion or idea that is expected to produce a desired outcome, 

incorporating intervention and contextual mechanisms and human agency into 

the theory (Pawson and Tilley, 1997). 

Subsequently, intervention theories can be used to provide evidence-based 

informed insights into what can be done to address identified problems and 

facilitate supportive mechanisms. Due to the incorporation of mechanisms and 

agency, intervention theories take account of the different contexts and 

individuals thus are more likely to promote high quality EoLC compared to 

current interventions which as chapter three outlined are seldom based on 

systematic analysis process. 

It must be understood that all interventions or programmes begin life as 

theories (Pawson and Tilley 1997). Therefore, the intervention theories produced 

in this study can not only be used to inform future policy and research but can be 

developed into future evidence-based interventions to support high quality EoLC 

in care homes. The following section will detail the research design and how it 

will be used to achieve the aim and objectives of this study. 
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4.5 Research design  

4.5.1 The research aim and objectives  

The research design acts as a plan or structure for how the research process will 

be conducted in order to address the research aim and objectives (Martino et al. 

2013). Therefore, the research design acts as a blueprint for the research and 

includes the methods for collecting and analysing the data (McMillan and 

Schumacher 2001). This section will detail how a two-phase design using CRE 

with qualitative data collection methods will be used to achieve the aim and 

objectives of the empirical stage of this study:  

The aim of this study was to inform the design and development of interventions 

capable of supporting the delivery of high-quality end-of-life care in UK care 

homes. To achieve this aim, the following objectives were set:   

¶ To identify current intervention mechanisms designed to improve the 

delivery of high-quality end of life care in care homes. 

¶ To identify the contextual mechanisms which inhibit or promote the 

effectiveness of the intervention mechanisms.  

¶ To identify how stakeholders respond to the identified mechanisms 

(Human agency).  

¶ To develop intervention theories which incorporate these findings to 

support the delivery of high-quality end of life care in UK care homes.  

4.5.2 Phase-one: Data collection stage  

Phase-one consisted of a data collection stage followed by data analysis and 

synthesis stages. CRE mandates that the data collection methods should be 

selected on the basis of how informative they will be to the study (Pawson and 

Tilley 1997)Φ /ƻƴǎŜǉǳŜƴǘƭȅΣ /w9 ŀŘƻǇǘǎ ŀ ΨƳŜǘƘƻŘ ƴŜǳǘǊŀƭΩ ŀǇǇǊƻŀŎƘ ƳŜŀƴƛƴƎ 

qualitative or quantitative methods can be utilised (Porter 2015b; Pawson and 

Tilley 1997). In relation to this study, qualitative methods were chosen to capture 

ŀƴŘ ŜȄǇƭƻǊŜ ǘƘŜ ΨƻǇŜƴƴŜǎǎΩ ŀƴŘ ΨƳŜǎǎƛƴŜǎǎΩ ƻŦ 9ƻ[/ ƛƴ ŎŀǊŜ ƘƻƳŜǎ necessary to 

achieve the research aim and objectives. This is important as it has been 
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established in chapter three that research tends to quantitatively report on 

outcomes to determine high quality EoLC in care homes without exploring the 

underlying processes behind those outcomes. As a result, semi-structured 

interviews and focus group discussions were chosen as data collection methods 

in phase-one of this study. 

Semi-structured interviews were selected because they enable the exploration of 

lived individual experiences and attitudes of participants (Patton 1990; Britten 

1995), necessary to understand and highlight some of the underlying processes 

which may impact on outcomes related to EoLC in different settings from 

different perspectives. Furthermore, the semi-structured nature facilitates a 

conversational manner enabling the participants to explore and divulge what 

they feel is relevant to the topic (Kvale 2007; Patton 1990). This flexibility allows 

the researcher to explore new areas and yield richer data (Mason 2002; Britten 

1995). However, a good level of self-awareness and reflection (by the researcher) 

is necessary to reduce potential bias (Holloway and Galvin 2017). The researcher 

has reflected on their positionality throughout the course of the study to 

maintain a good level of self-awareness (see section 4.6).  

Focus group discussions were chosen as a data collection method, as like semi-

structured interviews they are useful in generating rich data on experiences and 

understandings (Kitzinger 1995). However, unlike individual interviews focus 

group discussions gather information on collective views and the 

understandings and meanings behind those views (Bloor et al. 2001; Kitzinger 

1995). Moreover, group members often motivate and encourage each other to 

think more deeply about topics and may challenge each other (Van Teijlingen 

and Pitchforth 2006). The sizes of focus groups can vary from six to eight 

participants, however, focus groups can be effective with as little as three and 

as many as 14 participants (Bloor et al. 2001). 

Despite these benefits focus group also have a number of weaknesses. For 

example, focus groups require more management as they often involve a 

minimum of two participants and average roughly six participants (Van Teijlingen 

and Pitchforth 2006). Thus, it can often be a challenging task to manage talkative 
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and quiet participants to ensure both can contribute to the discussion, which 

often requires a skilled moderator and facilitator (Williams et al. 2005; Van 

Teijlingen and Pitchforth 2006). Moreover, pre-planning is often necessary to 

enable the researchers to prepare themselves and get the most out of the 

method (Van Teijlingen and Pitchforth 2006). The researcher planned each focus 

group in advance, undertook focus group training, and used both a facilitator and 

moderator to manage different group dynamics.  

The setting in which a focus group take place can also influence the behaviour of 

participants. Van Teijlingen and Pitchforth (2006) discuss that participants 

familiarity with each other may mean they do not feel able to speak openly 

about certain topics or conversely this familiarity may help participants feel more 

at ease with each other and talk more in the group. Furthermore, Boateng (2012) 

adds that this situation can lead ǘƻ ŀ ǇƘŜƴƻƳŜƴƻƴ ŎŀƭƭŜŘ ΨƎǊƻǳǇǘƘƛƴƪΩ which is 

where one dominant member gives their answer first and the rest of the group 

agrees without contributing any of their own ideas or opinions. Boateng also 

discusses that ΨƎǊƻǳǇǘƘƛƴƪΩ ƻŎŎǳǊǎ ōŜŎŀǳǎŜ ǘƘŜ ƻǘƘŜǊ focus group members are 

scared of what others may think if they voice an unsupported opinion. Therefore, 

ΨƎǊƻǳǇǘƘƛƴƪΩ Ƴŀȅ ƭƛƳƛǘ ǎƻƳŜ ƻŦ ǘƘŜ ōŜƴŜŦƛǘǎ ŘƛǎŎǳǎǎŜŘ ŀōƻǾŜ ƛƴŎƭǳŘƛƴƎ ƎǊƻǳǇ 

members motivating and encouraging each other to think more deeply about 

topics and may challenge each other (Van Teijlingen and Pitchforth 2006). In 

order to mediate and help manage this issue, the researcher explained (in the 

preamble) before each focus group that confidentiality should be respected, and 

the information discussed should not be discussed outside the room. The 

researcher also stated before each focus group that all answers would be valued 

and there are no wrong or right answers, in order to encourage others to speak 

up about what they believe.  

The focus groups were conducted before the semi-structured interviews, giving 

the researcher the opportunity to develop on, and explore in more depth any 

concepts or issues of relevance raised in the focus group discussions. The 

interview guides developed for the focus groups and semi-structured interviews 

were informed by the two literature reviews and the philosophical frame of this 
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study. Moreover, the supervisory team and the ethics committee (consisting of 

both lay and professional people) cross-checked the questions and provided 

feedback and amendments. All the questions asked were open questions giving 

the participants the opportunity to expand, rather than being led by a specific 

question requiring a specific answer. The questions used in the focus groups 

and semi-structured interviews can be found in appendix: 5. 

The questions were given to all the participants in advance, which was a strength 

and a weakness. Providing participants with the interview questions beforehand 

can give them time to reflect on the questions and their answers, potentially 

increasing the depth and richness of the discussion (Kvale 2007; Patton 

1990; Van Teijlingen and Pitchforth 2006). However, it may also diminish the 

openness of the questions and participants may plan and get a specific answer 

ready (Kvale 2007; Patton 1990). To minimise the risk of participants planning 

answers in advance, all the participants were told prior to the interviews that 

they were informal unplanned discussions which did not require planned 

answers.  

 

4.5.3 Phase-one: Analysis and synthesis stage  

Central to qualitative research is data interpretations (Flick 2009). Data 

interpretation involves organising the data in ways that enable researchers to 

recognise patterns, relationships and identify themes (Macnee and McCable 

2008; Flick 2009). There are a range of methods that can be used to interpret 

data (Flick 2009), and more than one analysis method can be used to interpret 

data to deepen understanding. In phase-one, thematic analysis and CRE were 

used to interpret the qualitative data. CRE was used as well as thematic analysis 

to deepen understandings and provide explanations rather than simple 

identification or judgment. Specifically, the data was firstly analysed using 

thematic analysis and following this CRE was used to conceptualise the data in 

accordance with mechanisms and agency. This chapter has already explained 
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why CRE was chosen, thus this section will now explain what thematic analysis is 

and why it was chosen. 

Thematic analysis is a method used to identify and analyse patterns in data 

(themes), and it is the most popular method for qualitative analysis (Braun and 

Clarke 2012). ά¢ƘŜƳŜǎ ŀǊŜ ǊŜǎǳƭǘǎ ƛƴ ǉǳŀƭƛǘŀǘƛǾŜ ǊŜsearch that are areas or 

concepts that are implicit in the data and are recurrent throughout the data; that 

appear repeatedly as the researcher analyses what people have said about a 

ǇŀǊǘƛŎǳƭŀǊ ŜȄǇŜǊƛŜƴŎŜΣ ŦŜŜƭƛƴƎ ƻǊ ǎƛǘǳŀǘƛƻƴέ (Macnee and McCable 2008, p. 424). 

¢ƘǳǎΣ ǘƘŜƳŀǘƛŎ ŀƴŀƭȅǎƛǎ ǎǳƛǘǎ ǊŜǎŜŀǊŎƘ ǿƘƛŎƘ ƛǎ ƛƴǘŜǊŜǎǘŜŘ ƛƴ ǇŜƻǇƭŜΩǎ ǾƛŜǿǎ ƻŦ ǘƘŜ 

world, feelings and experiences (Braun and Clarke 2006).  

There are different approaches that can be used when conducting thematic 

analysis; namely deductive and inductive coding. Inductive coding is influenced 

by the content of the data, while deductive coding is influenced by existing 

concepts or idea (Patton 1990; Hayes 1997). This study used inductive coding as 

the development of the themes/codes was directed and influenced by the data 

collected, rather than pre-existing ideas and concepts. However, in reality, 

deductive coding may have also taken place as pre-existing knowledge from 

conducting two reviews of the literature (presented in chapters two and three) 

most likely influenced the researcher to a degree in the coding process. 

Nonetheless, as will be discussed below the analyses of the transcripts were 

cross-checked by the supervisory team, who each conducted their own thematic 

analysis of randomly selected data to reduce the influence of deductive coding 

taking place. 

Although a number of scholars have written about thematic analysis, this study 

used .Ǌŀǳƴ ŀƴŘ /ƭŀǊƪŜΩǎ όнлмнύ six step approachΦ .Ǌŀǳƴ ŀƴŘ /ƭŀǊƪŜΩǎ ǇŀǊǘƛŎǳƭŀǊ 

approach was chosen because it is a flexible method of analysis which is not fixed 

to any particular philosophical framework (Braun and Clarke 2006), thus can be 

ǳǎŜŘ ŀƴŘ ŀǇǇƭƛŜŘ ǘƻ ǘƘƛǎ ǎǘǳŘȅΩǎ ŎǊƛǘƛŎŀƭ ǊŜŀƭƛǎǘ ǇŜǊǎǇŜŎǘƛǾŜΦ aƻǊŜƻǾŜǊΣ ŀƭǘƘƻǳƎƘ 

the six steps set out by Braun and Clarke are sequential each step builds on the 

previous one and the analysis process is iterative thus movement back and forth 

between the six stages is to be expected (Braun and Clarke 2012). Consequently, 
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the six-step process is not rigid, and the analytic process can at times merge 

some of the steps together (Braun and Clarke 2006). Table: 7 below summarises 

the steps that were undertaken to thematically analyse the qualitative data from 

phase-one: 

 

Table 7 Phases of thematic analysis adapted from Braun and Clarke (2006) 

Phase  Description  

Data familiarisation  Data transcription, following 

transcription the data was read and 

re-read a number of times, and any 

early ideas were written down.  

Developing initial codes  Relevant and interesting elements of 

the data were codded in a systematic 

approach and data was assembled to 

each code.  

Searching for themes  Themes were then assembled from 

the coded data compiling all the data 

relevant to each theme.  

Revising themes  The assembled themes were then 

checked in related to the codes (1), 

and the entire data set (2). 

Naming and defining themes  Analysis as ongoing to not only refine 

each theme but the overall frame of 

the analysis and the study developing 

clear definitions and names for each 

theme.  

Developing the report  The most relevant and important 

examples following final analysis were 
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chosen linking the analysis product to 

the research aim and objectives. 

  

The raw data was arranged into themes and sub-themes. The analysis was 

triangulated by the supervisory team on the basis of one randomly selected full 

focus group transcript and two interview transcripts. This process was followed 

by a discussion to confirm key themes and sub-themes (figure 4). In addition, the 

supervisory team checked over the final draft of the findings.  

Figure 4 Cross-checking process  

 

Following thematic analysis, CRE was used to conceptualise the thematically 

analysed data (themes) in accordance with mechanisms and agency (table: 8) 

(Porter 2015b). This second stage of analysis was necessary in order to explain 

outcomes and the processes behind them, rather than simply identify them. This 

systematic analysis process was necessary to produce data that could be 

integrated into intervention theories which each account for mechanisms and 

agency in their design.  
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Table 8 Critical realist evaluation   

Terminology Definition    

Intervention 

mechanisms  

The mechanisms contained in interventions that are 

designed to change the behaviour of those at whom they are 

targeted.  

Contextual 

mechanisms 

The resources and restrictions embedded in the social and 

organisational context which may inhibit or promote the 

effectiveness of intervention mechanisms.   

Human agency tŜƻǇƭŜΩǎ ŜȄǇŜǊƛŜƴŎŜǎΣ ƛƴǘŜǊǇǊŜǘŀǘƛƻƴǎ ŀƴŘ ǊŜǎǇƻƴǎŜǎ ǘƻ ǘƘŜ 

intervention and contextual mechanisms. 

Outcome The changes in behaviour that result from how people 

respond to the intervention and contextual mechanisms.   

Intervention 

theories  

Intervention theories should describe/explain a notion or 

idea that is expected to produce change, incorporating 

intervention and contextual mechanisms and human agency 

into the explanation.  

 

4.5.3.1 Theory development and data synthesis  

The findings from this evaluation process were synthesised with the results from 

the reviews of the literature presented in chapters two and three. This synthesis 

process was used to develop initial intervention theories. As discussed in section 

4.4 and table 8, intervention theories are theories which describe/explain a 

notion or idea that is expected to produce change, incorporating intervention 

and contextual mechanisms and human agency into the explanation. 

Moreover, it is important to understand the theories will then be left open to 

interpretation and refinement as there is no absolute certainty in knowledge 

(Bhaskar 1975; Archer 1995). However, as discussed earlier some theories are 

closer to reality than others (Bhaskar 1998), therefore criticism and refinement 
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of theories can lead to improvements (Bhaskar 1975; Bhaskar 1997; Archer 

1995). In order to enable the criticism and refinement of the initial intervention 

theories phase-two was designed.  

4.5.4 Phase-two: Data collection and theory refinement  

The purpose of phase-two was to refine and increase the feasibility of the initial 

intervention theories developed from phase-one of this study. Realist semi-

structured interviews and focus groups were used in phase-two of this study to 

present the initial intervention theories to the participants allowing them to 

provide feedback and refine each theory.  

Conventional interviews and focus groups (discussed previously) tend to explore 

aspects and concepts, while realist interviews and focus groups are interested in 

investigating theories or propositions (Pawson and Tilley 1997). Realist 

interviews consist of two main processes: the teacher-learner process and the 

conceptual refinement process. The interviewee is constantly trying to guess or 

make sense of what the researcher is looking for during an interview. So, the role 

of a realist interview is to make this process transparent ensuring understanding 

of the concepts being discussed (Pawson and Tilley 1997; Manzano 2016). 

Therefore, the teacher-learner relationship consists of the researcher playing an 

active role in enabling the interviewee to understand the intervention theory 

being discussed.   

 

Consequently, realist interviews begin by teaching or introducing the initial 

intervention theory to the interviewee. This process enables the interviewee to 

learn and understand the theory. Once this understanding is reached the 

interviewee can refine the theory by teaching the researcher i.e. sharing their 

experiences and expertise in relation to the theory (Manzano 2016; Pawson 

2013). Therefore, the teacher-learner relationship is a dynamic process and 

changes throughout the course of the interview and theory refinement.   
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The conceptual refinement process consists of the interviewee conveying their 

own thoughts and experiences towards the intervention theory (Pawson and 

Tilley 1997). An example of these two processes is displayed below (table: 9):  

Table 9 Example realist interview 

Realist interviewer: the interviewer is an expert in the intervention theory 

therefore will share the theory with the interviewee, asking questions such as: 

the intervention is supposed to do X which causes Y, what do you think?  

Interviewee: the interviewee is an expert in mechanisms thus can help explain 

what works, for whom and in what circumstances to refine the theory and 

increase its feasibility.  

 

Therefore, sharing the intervention theories with the interviewee enables study 

participants to explain what works, for whom and in what circumstances. This 

allows the conceptual refinement of the initial intervention theories to occur 

(Pawson and Tilley 1997). The purpose of the interviews is to refine the theories 

developed from phase-one.  

Realist focus groups were used to achieve a similar process to the realist 

interviews ς to test and refine the initial theories developed from phase-one. 

Like the realist interviews realist focus groups consist of two processes; the 

teacher-learner process and the conceptual refinement process, which works in 

the same way as explained above. However, the purpose of using realist focus 

groups was to allow the participants to generate responses and build on the 

contributions of others in relation to the intervention theories. For example, 

disagreement may occur, and one participant may think one thing about a 

theory, and another may think differently (Pawson and Tilley 1997). These 

disagreements and discussions can help uncover not only what people think 

about the theory, but how they think and why they think that way (Kitzinger 

1995). These traits of focus groups are essential to enable the conceptual 

refinement of the intervention theories to occur (Pawson and Tilley 1997), 
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adding a different dimension to the data collected from the one-to-one realist 

interviews.  

4.5.4.1 Partial knowledge  

The purpose of this two-phased process was to produce refined and tested 

intervention theories which can be used to achieve the aim of this study to 

inform the design and development of interventions to support the delivery of 

high-quality end of life care in UK care homes. However, it is important to 

understand that the findings from the study will always be partial. Nonetheless, 

partial knowledge is important and useful, specifically partial knowledge allows 

aspects to be focused on and evaluated further (Pawson 2013). Therefore, the 

refined theories developed from this two-phase process are not absolute and 

can be further refined and improved. Although partial the evidence-based 

intervention theories developed in this study still provide a valuable insight 

which can be used to inform practice and future interventions developed to 

support EoLC in care homes. The two phased study design is illustrated in figure 

5.  

 

Summary of methods 

1. A systematic literature review was conducted which provided a 

comprehensive overview of EoLC in UK care homes.   

2. A critical Realist review was conducted which uncovered theories that 

explain current practices and identified a gap in knowledge.  

3. Semi-structured individual and focus group interviews were carried out 

which uncovered ǎǘŀƪŜƘƻƭŘŜǊǎΩ ŜȄǇŜǊƛŜƴŎŜǎ ŀƴŘ ƛƴǘŜǊǇretations of the 

current context and practice of EoLC in care homes.  

4. Analysis of stages 1-3 was used to develop initial intervention theories 

about the mechanisms required to support high quality EoLC.  

5. Realist interviews with stakeholders were carried out to refine the initial 

intervention theories and to enhance the feasibility. 
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Figure 5 The two phased study design using Critical Realist Evaluation  

 

 

*Stakeholders refer to participants who took part in the study. The study participants and 
sampling strategy is discussed in section 4.7 of this thesis. 
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4.6 Rigour of the study  

Evidencing the rigour of a study is an important aspect of ensuring 

confidence (Sandelowski 1997), and confidence is essential in ensuring that the 

knowledge presented in research will inform and improve practice (Porter 2007). 

There are four established mechanisms for ensuring rigour within qualitative 

research; credibility, confirmability, dependability and transferability (Guba and 

Lincoln 1985).  

4.6.1 Credibility  

The purpose of credibility is to ensure that the study data is valid, and a true 

representation of the participants views and being able to demonstrate that the 

data is credible. In relation to the present study, there were two phases of data 

collection meaning participants were interviewed twice. This was important in 

capturing more detailed responses from participants rather thaƴ Ƨǳǎǘ ŀ ΨƻƴŜ-ƻŦŦΩ 

single interview, thus interviewing participants twice helped to ensure that their 

experiences were credible and valid. Similarly, Murray et al. (2009) found that 

the use of repeating or serial interviews helped to uncover the complexities of 

individual situations by allowing narratives to develop. Specifically, a 

ǇŀǊǘƛŎƛǇŀƴǘΩǎ ŜȄǇŜǊƛŜƴŎŜǎ ŦƻƭƭƻǿƛƴƎ ǘƘŜ ƛƴƛǘƛŀƭ ƛƴǘŜǊǾƛŜǿ Ŏŀƴ ōŜ ǎƘŀǊŜŘ in the 

second interview allowing the initial findings from the first interview to be 

developed and reflected on. These benefits of serial interviews were 

demonstrated in a study conducted by Lee et al. (2016) which used three 

different types of interviewing and included the use of serial interviews. The 

study found that serial interviews allowed the participants to develop and 

expand further on points made in earlier interviews to enhance understanding. 

 

In addition, the two phased design (discussed previously in section 4.5.3 and 

4.5.4) allowed the participants to refine and comment on the findings from 

phase one. This not only helped ensure the findings were relevant to practice 

and feasible by subjecting them to external scrutiny. Moreover, this approach 

adhered to the methodological foundation of this study, critical realism, which 
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proposes that knowledge is not absolute thus should be subject to criticism and 

scrutiny to improve refine the findings (Bhaskar 1998; Collier 1994). This helped 

ensure that the intervention theories were shaped in accordance with the 

participantΩs experiences.  

To further ensure that the research findings (or theories) were shaped by the 

participantΩs experiences, Holloway and Galvin (2017) state the researcher-

participant relationship should be addressed and reflected upon before and 

during a study as it is methodologically relevant to study. Specifically, positivists 

seek to objectively gather facts about external reality, whereas constructivists 

believe that reality is constructed by the researcher (Fosnot 1996). Related to 

this is the issue of insider and outsider perspectives, specifically, because 

positivists believe in the unbiased collection of data, they tend to favour the 

researcher taking a detached approach to research participants (Merriam et al. 

2001). Conversely, because constructivists believe that good research involves 

the shared construction of an account of reality with participants, they tend to 

promote a closer relationship with those participants (Fosnot 1996). Therefore, 

there is a relationship between the seeking of an objective position with 

adopting an outsider approach, and there is similarly a connection between 

seeking a shared construction of reality with adopting an insider approach 

(Merriam et al. 2001).     

Whilst Critical Realists assert the existence of objective social relations, they 

accept that those relations will be interpreted in different ways by different 

people including themselves (Bhaskar 1998). Thus, rather than adopting the 

objectivist outsider approach of positivism or the subjectivist immersion of 

constructivism, Critical Realists use a theory-driven approach that, in addition to 

elucidating the lived experience of the social actors involved from their own 

perspectives, also seeks to uncover the social relations that influence those 

experiences (Bhaskar 1975; Bhaskar 1998).   

 

 



106 
 

However, the researcher-participant relationship can evolve over time (Holloway 

and Galvin 2017), especially in relation to this study as there were two phases. 

For example, over time the participants can become closer to the researcher. To 

address this potential for bias the researcher engaged in fortnightly meetings 

with the supervisory team where reflection occurred to distance the researcher 

from the participants. This inŎƭǳŘŜŘ ŘƛǎŎǳǎǎƛƴƎ ǘƘŜ ǊŜǎŜŀǊŎƘŜǊΩǎ ŜǾƻƭǾƛƴƎ 

relationships with the participants and any instances where these relationships 

may have been compromised. Moreover, the researcher noted down their 

experiences during data collection and analysis in a reflexive account which is 

presented in chapter 7 section 7.3. This reflexive diary details the researcherΩs 

experiences with the insider/outsider perspective and the difficulties 

experienced throughout the study. 

4.6.2 Dependability and confirmability 

Confirmability refers to the accuracy of the data, whilst dependability assesses 

whether the research processes were transparent (Guba and Lincoln 1985). 

Confirmability and dependability of the research was established through on-

going peer review and on-going discussion and critique of the research journey. 

The research was subject to peer review through conference attendances and 

publication of the findings in international journals (see section 7.4). Sharing the 

research with external experts in the field helped refine and rationalise the 

study.  

Moreover, sharing the research journey with supervisors through fortnightly 

meetings was key as they were able to question and challenge the research 

when clarity was not evident. For example, the supervisory team were closely 

involved in all aspects of the study from data collection to analysis. Being 

involved in the data analysis enabled the supervisors to be able to challenge and 

question my initial analysis. This cross-checking process was key to ensuring the 

data was accurately represented (discussed further in section 4.5.2).  
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4.6.3 Transferability  

Transferability relates to the extent in which the research findings can be 

transferred from one context to another (Guba and Lincoln 1985).  The study 

makes it clear that the findings are relevant for the participants and care homes 

involved in the study, in that the intervention theories are based on the data 

collated from these settings.  

Westhorp (2014) has highlighted that within the context of realist evaluation, an 

ŜǾŀƭǳŀǘƛƻƴ Ŏŀƴ ƻƴƭȅ ŜǾŜǊ ōŜ ΩǇŀǊǘƛŀƭΩ ŀƴŘ ǘƘŀǘ ƛǘ ƛǎ ƴƻǘ ǇƻǎǎƛōƭŜ ǘƻ Řƻ ŀƴ evaluation 

of all the aspects of the wider context through data collection. Thus, this study 

was able to explore EoLC in the context of three UK care homes in-depth using 

data collection methods. Although the findings generated in this study are 

ΨǇŀǊǘƛŀƭΩ they may have some potential transferability to other contexts, for 

example, other care homes across the UK sector. Moreover, in order to establish 

the wider context, the synthesis of phase-one findings with existing literature 

places the study findings in the context of existing literature. This process also 

aimed to increase the generalizability and transferability of the theories, and 

feasibility in different care home settings.   

Furthermore, in the discussion and conclusion chapters of this thesis the 

transferability of the research findings is discussed in more detail. These chapters 

discuss what was identified in the study and how the findings can be used to 

positively impact on service provision and policy in the context of EoLC in care 

homes. Moreover, section 7.4 within the discussion chapter discusses the impact 

the findings have had on other aspects of society such as the bereaved and 

student nurses.  However, further research is recommended (chapter 8) to 

replicate the study in different contexts such as rural care home settings to 

assess the generalisability of the findings. 

4.6.4 Ethics  

In terms of ethics, this study has gone through vigorous ethical scrutiny by an 

external ethics committee (consisting of 10 members), as part of the IRAS NHS 
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ethics approval process granted 15/01/2018, see appendix: 6. The ethical 

considerations of this study are discussed further in section 4.8.  

 

4.7 Sampling strategy  

4.7.1 Participant selection  

Purposive sampling selects a sample based on their known characteristics and 

the aim of a study (Tongco 2007). Therefore, purposive sampling was used in this 

study because the study sample was determined by the findings of the 

systematic literature review and the critical realist review (chapters two and 

three). Specifically, the literature reviews highlighted a need to explore from not 

only care home staffΩs perspectives, but also the perspectives of service users. It 

was found that few studies reported on EoLC experiences from the perspectives 

of bereaved relatives (Kinley et al. 2018; Spacey et al. 2018), in particular 

exploring the views and experiences of bereaved relatives from residential 

homes (Spacey et al. 2018). Additionally, most of the current literature explored 

the experiences of registered care home staff, overlooking the perspectives on 

non-registered care home staff, especially those with non-formal caring roles 

such as housekeeping staff (Spacey et al. 2019).  

The researcher discussed with the three care homes and the ethics committee 

what was possible in terms of participants and numbers. After discussion with 

the participating care homes and the ethics committee, it was deemed 

inappropriate to include residents who were receiving EoLC in this study. 

Specifically, the researcher could not be ŀǿŀǊŜ ƻŦ ǊŜǎƛŘŜƴǘǎΩ ƭŜǾŜƭ ƻf knowledge 

as to whether they knew they were receiving EoLC, so it was deemed insensitive 

and unethical to ask them about EoLC. It was therefore thought to be more 

sensitive to include bereaved relatives as they could be approached 3 months 

post bereavement to offer their experiences of EoLC in the care home from a 

ǎŜǊǾƛŎŜ ǳǎŜǊΩǎ ǇŜǊǎǇŜŎǘƛǾŜΦ Bereaved relatives can also act as a proxy for 

residents who have received EoLC. Moreover, at the time of this study bereaved 

ǊŜƭŀǘƛǾŜǎΩ ǇŜǊǎǇŜŎǘƛǾŜ ƻŦ 9ƻ[/ ƛƴ ŎŀǊŜ Ƙomes was lacking. 
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Lastly, the philosophical underpinning of this study influenced participant 

selection. As discussed by Westhorp (2014) exploration within the context of 

ŎǊƛǘƛŎŀƭ ǊŜŀƭƛǎƳ Ŏŀƴ ƻƴƭȅ ŜǾŜǊ ōŜ ΨǇŀǊǘƛŀƭΩ ŀǎ ƛǘ ƛǎ ƴƻǘ ǇƻǎǎƛōƭŜ ǘƻ ŜȄǇƭƻǊŜ ŀƴŘ 

evaluate all layers of context. Therefore, participant selection was based on 

exploring the context of EoLC in care homes thus the study did not seek to 

explore primary or acute care. This is later acknowledged within the strengths 

and limitations section of this study (section 7.4.2).  

Based on the discussion with the care homes, the ethics committee, the time-

frame of the study and the two reviews of the literature and the critical realist 

approach, it was decided that bereaved relatives, registered and non-registered 

care home staff will be included in this study. 

Table 10 summarises which qualitative data collection methods will be used and 

with which participants: 

Table 10 Methods and participants 

Method Participants and numbers  

Phase-one 

Individual semi-structured interviews  Bereaved relatives  

Care home managers  

Focus group discussions   *Registered and **non-registered 

care home staff  

Phase-two 

Realist interviews Bereaved relatives  

Care home managers  

Realist focus group discussions   *Registered and **non-registered 

care home staff  

*Registered care home staff can include registered nurses. **non-registered care home staff 

included care assistants, administrative staff and housekeeping staff.     
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4.7.2 Selection of data collection sites 

¢ƘŜ /ŀǊŜ vǳŀƭƛǘȅ /ƻƳƳƛǎǎƛƻƴΩǎ ό/v/ύ ŜƭŜŎǘǊƻƴƛŎ ŘŀǘŀōŀǎŜ ǿŀǎ ǳǎŜŘ ǘƻ ǎŜŀǊŎƘ ŦƻǊ 

care homes within the South West of England  to include both residential and 

nursing homes. Purposive sampling was also used for the selection of data 

collection sites (Tongco 2007) to ensure variation in the care homes settings. The 

care homes were strategically selected to reflect diversity in size and location, a 

mix of larger and smaller care homes. This was important given the findings of 

the reviews in chapters two and three both revealed a lack research exploring 

EoLC in both residential and nursing home settings. The study was conducted in 

the South West of England because it is the location of the University where this 

study was based and supervised. Thus, convenience sampling was conducted to 

the extent that eligible sites were restricted to those within traveling distance of 

the University. The consequence of convenience sampling was that the profile of 

the participants had specific characteristics such as ethnic homogeneity which 

may not reflect participants from care homes elsewhere in the UK.  

The regional Clinical Commissioning Group (CCG) and Care Choices (2018) 

provided guidance and advice on the search strategy for care homes in the area. 

At the time the CQC electronic database results showed 179 care homes within 

the area. Moreover, the regional CCG provided advice throughout the process 

which was used to develop the following purposive sampling variables and 

eligibility criteria:   

Table 11 Sampling variables 

Purposive sampling variables ¶ Ownership of care home ς Single 

owner/Corporate owner/Local 

authority owned  

¶ Size of home ς 

Small/Medium/Large  

¶ Setting ς Urban/Rural 
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¶ Care home registration status - 

Nursing /Residential/Dual (both 

residential and nursing) 

Eligibility criteria ¶ The care homes (both residential 

and nursing) must provide end of 

life care for older residents.  

¶ Included care homes must be 

located in the South West of 

England for pragmatic reasons as 

this is the local area for the 

research project and team. 

¶ Included care homes must be 

privately owned, as the private 

sector significantly represents 

the largest care home sector in 

the UK. 

 

Using the purposive sampling method and the unpublished data on the variables 

from regional CCG (table 11), a number of care homes were selected and 

approached. The first three care homes that agreed to participate that met the 

eligibility criteria were invited to take part in the study. Three variations of care 

homes were chosen because they represent the largest proportion of care 

homes types in the UK (Competition and Markets Authority 2017; Laing and 

Buisson 2015) (see table: 12). Local authority care homes were excluded as they 

only represent a small proportion of UK care homes (Laing and Buisson 2015). In 

addition, these three variations in care home sites are an essential aspect of the 

critical realist methodology in order to understand EoLC in different care home 

contexts. 

 

Three care homes were selected to take part in the study (see table 12). A larger 

number of care homes was not necessary given the qualitative nature of this 
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study. Specifically, qualitative research aims to provide an in-depth 

understanding of a phenomenon, thus, is less reliant on quantity (Dworkin 2012). 

Additionally, three care homes were selected to keep the workload manageable 

within the timeframe of the study taking into account the amount of data that 

was generated. 

 

Table 12 Selected Care Homes 

Care home Ownership  Size Setting  Registration status 

Care home one (C1) 

 

Single owner 

private sector 

care home  

32 bed 

home 

 

Urban 

 

Residential care  

 

Care home two (C2) 

 

Corporately 

(chain) owned 

private  

42 bed 

home 

Urban Joint nursing and 

residential care 

  

Care home three (C3) 

 

Single owner 

private sector 

care home 

75 bed 

home 

 

Urban  

 

Nursing care 

 

 

 

4.8 Ethical considerations  

4.8.1 Recruitment and consent  

The recruitment and consent process for this project has been carefully 

considered throughout. Participation in the study was entirely voluntary, and the 

consent process aligned with the Health Research Authority consent and 

participation guidance (HRA 2017). In order to successfully follow the HRA 

guidance participant consent was carried out in the following way during 

recruitment: 



113 
 

4.8.2 Bereaved relatives  

Gatekeepers (care home managers) were contacted through a letter of invitation 

sent by the research team. Bereaved relatives were contacted through 

Gatekeepers at the participating care homes using an invitation letter (appendix: 

7), which included contact details. This allowed bereaved relatives to get in 

contact with the researcher. When the potential participants expressed an 

interest in taking part in the study, they were provided with participant 

information sheets, and a consent form. The purpose of these documents was to 

inform them about the study and their participation. 

The researcher arranged a time and date and interview location with the 

participants who expressed an interest in taking part in the study. The consent 

forms were signed prior to any data collection. Additionally, all participants were 

given an opportunity to discuss any questions before agreeing to take part. Both 

the consent form and Participant Information Sheets included contact details 

allowing the potential participants to ask any further questions. Continued 

consent was rechecked and confirmed prior to phase-two of data collection.  

4.8.3 Care home staff 

The researcher attended staff meetings at the selected care homes to inform the 

staff about the study and hand out invitation letters (appendix: 8) to any 

interested potential participants. The invitation letters contained further 

information about the study and contact information which allowed any 

potential participant to contact the researcher. This method enabled potential 

participants to come forward, preventing gatekeepers selecting who they send 

the information to, reducing potential selection bias. Thus, potential participants 

who expressed an interest in the study could contact the researcher 

independently of the care home manager. 

The researcher returned to the care homes to provide the participants who 

expressed an interest in the study with participant information sheets (appendix: 

9, 10 and 11) and consent forms (appendix: 12) to read and sign before any data 
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collection occurred. All the participants were given an opportunity to discuss any 

questions before agreeing to take part.  

The consent form and Participant Information Sheets included the contact details 

of the research team. This allowed participants to ask any further questions. A 

number of participants did this to clarify how long the study would take and 

what they were expected to do. Continued consent was rechecked and 

confirmed prior to phase-two of data collection.   

4.8.4 Potential for recruitment bias  

A potential limitation of this recruitment strategy is the element of trust placed 

on the care homes involved in the study, and potential bias. Specifically, the care 

homes were trusted to distribute the study invitations to bereaved relatives. 

However, the care homes may only contact who they want, for example, only 

bereaved relatives who have had a good EoLC experience, rather than ones who 

had bad experiences. So, there was a potential for selection bias in this aspect of 

the study design. Moreover, although invitation letters were distributed at staff 

meetings (see section 4.8.3), the researcher was unaware of what happened 

after these meetings. Therefore, it is possible that gatekeepers (care home 

managers) may have encouraged ǘƘŜƛǊ ΨōŜǎǘΩ ǎǘŀŦŦ ǘƻ ǇŀǊticipate in the focus 

groups. The strengths and limitations of the study are presented in more detail in 

chapter 7. 

4.8.5 Recruitment and consent for phase-two of data collection 

Five months following phase-one of data collection (this time was used to 

analyse the data and develop the initial intervention theories), phase-two of data 

collection commenced. The recruitment process followed the HRA approved 

procedure detailed above.  

4.8.6 Participant support  

It is acknowledged that the researcher asked participants questions on the 

difficult and potentially distressing subject of EoLC. The researcher was therefore 

aware that throughout the duration of the study participants had the potential 
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to become upset and distressed. Sadness and emotion were apparent during the 

interviews particularly in the case of bereaved relatives who spoke about their 

experience of losing their loved one. However, the researcher was aware of this 

throughout the data collection aspect of the study and was therefore able to 

conduct the interviews carefully, making sure the questions were asked 

sensitively, ŀƴŘ ǘƘŜ ǇŀǊǘƛŎƛǇŀƴǘǎΩ interests and wellbeing were already put first. 

For example, on one occasion it was noticed that a bereaved relative started to 

show signs of emotional distress (through tone of voice or body language), the 

researcher therefore moved on from that particular question and changed the 

focus. The researcher was able to learn and develop these skills in the prior 

training undertaken on discussing sensitive topics at the University. Moreover, 

ǘƘŜ ǊŜǎŜŀǊŎƘŜǊΩǎ experience of working in the National Health Service caring for 

patients helped. 

Additionally, the bereaved relatives were contacted three months or longer after 

experiencing bereavement. A three-month gap was intended to give them time 

to grieve and be with family while still being able to closely reflect on their 

experience. However, the researcher is aware that the length of a grief period 

does vary for different people. However, it was hoped that discussing their 

experiences in an interview setting helped them share and reflect. 

As well as bereaved relatives the researcher was aware that care home staff also 

had the potential to become upset and emotionally distressed. To help mitigate 

and support staff all the interviews and focus groups occurred in the three care 

homes which have mechanisms and procedures in place to support care home 

staff. ¢ƻ ǘƘŜ ǊŜǎŜŀǊŎƘŜǊΩǎ ƪƴƻǿƭŜŘƎŜ no care home staff showed signs of 

emotional trauma or distress during the study. However, these mechanisms 

were still there to support care home staff.   

Moreover, if any of the participants did become upset and made it apparent, 

they were given the opportunity to stop or pause the interview. The researcher 

was also prepared to signpost any upset participants to the relevant support 

services. One of these services was ΨŎǊǳǎŜ ōŜǊŜŀǾŜƳŜƴǘ ŎŀǊŜΩ 

(http://www.cruse.org.uk/) which is a national charity aimed at supporting 
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bereaved relatives. However, none of the study participants expressed upset or 

showed signs of needing support.  

4.8.7 Emotional distress to the researcher  

Due to the research project being on EoLC it was possible that the researcher 

may have experienced some emotional stresses throughout the project. 

Additionally, qualitative research exploring emotions and experiences may 

induce further emotional stress. To manage the potential of emotional stress the 

researcher discussed issues with the supervisory team and had the option to 

ŎƻƴǘŀŎǘ ǘƘŜ ¦ƴƛǾŜǊǎƛǘȅΩǎ counselling service.   

4.8.8 Anonymity and withdrawal from the study  

The data collected from the focus groups and interviews was recorded on a 

secure audio recording device. Following data collection, the researcher 

transcribed the recordings onto a secure password protected University 

computer. While transcription occurred the recording-device was locked in a 

secure location within the University. Once transcription had taken place the 

recordings were deleted. 

The identity of anyone involved in the project was anonymised by removing any 

personal identifiable information and allocating participants nominal pseudonyms. 

This anonymity was applied for all participants in the project, for example: 

¶ Nominal pseudonyms were used to hide the identity of the participant e.g. 

ǎǘŀŦŦ ƳŜƳōŜǊ ΨWŀƳŜǎΩ ǿƻǳƭŘ ōŜ ƛŘŜƴǘƛŦƛŜŘ ŀǎ ΨtмΩΦ 

¶ Only the researcher had access to personal contact details.  

¶ Any contact details were stored separately on a secure University password 

protected computer and deleted at the end of the study. 

Participants were free to withdraw at any point. For the individual interviews, 

participants could request that their data be withheld or destroyed up until the 

point of anonymization. For the focus group discussions, participants were 

informed (before commencement) that post commencement of the focus group 

discussions their data cannot be withheld or destroyed. Further details on study 
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withdrawal and confidentiality are included in appendix 9, 10 and 11 which 

presents the participant information sheets (PIS) for all participants, which were 

approved by the NHS ethics committee on 15/01/2018.  

4.8.9 Assessment and management of risk: Lone working 

AǘǘŜƴŘƛƴƎ ōŜǊŜŀǾŜŘ ǊŜƭŀǘƛǾŜǎΩ ƘƻƳŜǎ ǘƻ ŎƻƴŘǳŎǘ ƛƴǘŜǊǾƛŜǿǎ, involved lone 

working. It was therefore the responsibility of the researcher to alert the 

University and supervisory team when and for how long lone working would be 

occurring. This allowed the University/supervisory team to manage the risks, see 

appendix: 13 for the ¦ƴƛǾŜǊǎƛǘȅΩǎ ƭƻƴŜ ǿƻǊƪƛƴƎ ǇƻƭƛŎȅΦ  

4.8.10 Risk of injury 

Given that part of the data collection occurred in the care homes the researcher 

was surrounded by care home staff trained in preventing the risk of injuries. 

Additionally, the researcher is a healthcare professional who has undergone an 

array of health and safety training to reduce the risk of injury (HCPC 2013). In 

addition, the researcher completed risk assessments which took into account the 

researchers own safety and the emotional wellbeing and safety of the 

ǇŀǊǘƛŎƛǇŀƴǘǎΦ ¢ƘŜ ¦ƴƛǾŜǊǎƛǘȅΩǎ ƭƻƴŜ worker policy and risk assessment policy 

(Appendix: 13) was followed to manage these risks. 

Furthermore, as part of this study, the researcher met people who were already 

potentially vulnerable in terms of emotions, therefore the researcher engaged in 

reflection to prepare how to cope if any participant became very distressed. As 

mentioned, none of the participants become very distressed (to the extent of 

needing professional help and support) during the study, however these 

mechanisms and preparations were still in place. One of the services that were 

able to offer additional support to bereaved relatives was ΨCruse Bereavement 

CŀǊŜΩ which is discussed above in section 4.8.6. Furthermore, each of the 

included care homes had support services in place.  

If the bereaved relatives become unwell during data collection the researcher 

put mechanisms in place to call for a General Practitioner (GP) or emergency 



118 
 

help if appropriate. If any such event had occurred the researcher would have 

also called the supervisory team to let them know what had happened. 

4.8.11 Reporting practice 

As a healthcare professional the researcher had a legal, ethical and professional 

duty to report any instances of foreseeable risk to the safety of the public and 

patients and staff and any unsafe practice (HCPC 2017). Throughout the duration 

of the project, there was a chance that malpractice/unsafe practice may be 

discussed in an interview or focus group discussion. Although this did not occur 

during the study, the researcher still prepared and put mechanisms in place. For 

example, if the situation occurred where the researcher was informed of a 

foreseeable risk to safety by a participant, the researcher would have adhered to 

their professional code of practice (HCPC 2017), and the individual care home 

policy regarding reporting instances. This obligation was highlighted in the 

ǇŀǊǘƛŎƛǇŀƴǘ ƛƴŦƻǊƳŀǘƛƻƴ ǎƘŜŜǘǎ ǎǘŀǘƛƴƎ ǘƘŜ ǊŜǎŜŀǊŎƘŜǊΩǎ Řǳǘȅ ǘƻ ǊŜǇƻǊǘ ŀƴȅ ǳƴǎŀŦŜ 

practice.  

4.9 Chapter summary  

The chapter has described and explained the underlying philosophical frame of 

this study, the strategy of inquiry, research design, data collection and analysis. 

The rationale for the use of CRE has been justified along with the sampling 

strategy and recruitment of participants was discussed in relation to the study 

aim and objectives. Lastly, the chapter discussed the ethical considerations. The 

following chapter will present the findings from phase-one of this study.   
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5 Findings: Phase-one 

 

 

5.1 Introduction  

The chapter presents the nine themes derived from phase-one of data collection 

and analysis. The data were collected using two qualitative methods: focus group 

discussions and semi-structured interviews with staff members and bereaved 

relatives from three care homes in the South West of England. This data was 

then thematically analysed, and CRE was used to conceptualise the data in 

accordance with mechanisms and agency. Ten categorised themes were 

developed (See table 13). 

Table 13 Identified and categorised themes 

Critical realist 

category  

Themes  Sub-themes 

Intervention 

mechanisms 

Theme one: Multidisciplinary 

collaboration during end of 

life care 

Multidisciplinary 

communication, external 

services, hospice specialists, 

GPs, sharing knowledge and 

expertise, anticipatory actions, 

networking, collaboration, 

recording interactions, 

sustainability of relationships. 

Theme two: Advance care 

planning and person-

centredness   

Advance care planning, 

person-centeredness, 

individualising care to 

ǊŜǎƛŘŜƴǘΩǎ ƴŜŜŘǎΣ ƛƴǘŜǊ-

communicating about 

ǊŜǎƛŘŜƴǘΩǎ ƴŜŜŘǎΣ ƳŀƛƴǘŀƛƴƛƴƎ 

dignity, handover, time spent 

with residents. 

Theme three: Involving 

relatives in end of life care  

Encompassing relatives in 

EoLC, practical support, 

emotional support, 

ǊŜŎƻƎƴƛǎƛƴƎ ǊŜƭŀǘƛǾŜǎΩ 
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emotional needs, preparing 

relatives for death of loved 

one. 

  

Theme four: Education 

mechanisms to facilitate 

person-centred holistic care  

 

Recognition of care home staff 

with non-formal caring roles, 

education and training 

mechanisms, maintaining 

person-centred care. 

Contextual 

mechanisms 

Theme five: Financial and 

organisational variability  

Financial context of care 

homes, organisational context 

of care homes, variability in 

education and training 

intervention in EoLC, presence 

of on-site registered nurses, 

evidence-based education.  

Theme six: The diverse 

resident population  

Short-stay residents, EoLC 

more frequent and more 

complex, applying existing 

intervention mechanisms to 

the diverse resident 

population, current education 

mechanisms, experiences of 

short stay residents from 

ōŜǊŜŀǾŜŘ ǊŜƭŀǘƛǾŜǎΩ 

perspectives, spending last 

moments of life in a care 

home opposed to a more 

acute setting.   

 

 

Theme seven: Organisational 

barriers to multidisciplinary 

collaboration 

High workloads, time 

pressures, policies and 

procedures, GP visits, taking 

time to build relationships, 

understanding each other. 

Human 

agency 

Theme eight: Perceptions 

and attitudes of 

multidisciplinary practice 

/ŀǊŜ ƘƻƳŜ ǎǘŀŦŦǎΩ ŀǘǘƛǘǳŘŜǎ 

and perceptions of external 

care home staff, care home 
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ǎǘŀŦŦǎΩ ǊŜŀŎǘƛƻƴǎ ŀƴŘ ǊŜǎǇƻƴǎŜǎ 

to high workloads, short 

staffing and limited 

time/availability of external 

staff, perceptual barriers 

between services, attitudes 

towards other care homes, 

competitive culture.  

Theme nine: Bereaved 

ǊŜƭŀǘƛǾŜǎΩ ǾƛŜǿǎ ƻŦ ŀƴd 

responses to end of life care 

in care homes  

 

Types of bereavement, 

medical focus, loss of identity, 

emotions, accepting death, 

lasting nature of emotions. 

Theme tenΥ {ǘŀŦŦΩǎ Ŝmotional 

experiences and responses 

to end of life care  

The emotional labour of 

providing EoLC (staff grief), 

the emotional challenges of 

experiencing EoLC, 

relationships with residents, 

reluctances to talk about 

death and dying with residents 

and relatives.  

 

This process was used to explore the impact of intervention mechanisms, 

contextual mechanisms and human agency on outcomes used to determine high 

quality EoLC in UK care homes. As discussed in the methodology chapter 

(Chapter 4: Section 4.3), CRE involves explaining outcomes in terms of a 

combination of intervention mechanisms + contextual mechanisms + human 

agency, using the following formula IM+CM+A=O (Porter 2015b).  
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Figure 6 Critical realist evaluation process  

 

 

The thematically analysed data was split up into four categories; intervention 

mechanisms, contextual mechanisms, human agency and outcomes (Porter 

2015b). Intervention mechanisms represent the mechanisms designed to change 

the behaviour of those at whom they are targeted. Contextual mechanisms 

represent the resources and restrictions embedded in the social, economic and 

organisational contexts of care homes which were theorised as either promoting 

or inhibiting the effectiveness of intervention mechanisms. Human agency 

represents how people experience, interpret and respond to the identified 

intervention and contextual mechanisms. Lastly, outcomes represent the 

changes in the behaviour of those at whom the intervention was aimed.  

Exploring intervention mechanism, contextual mechanisms, agency and 

outcomes within the context of EoLC in care homes has enabled the results of 

this current study to explain rather than simply identify outcomes. The findings 

were then synthesised with the literature from the systematic review (chapter 

two) and the critical realist review (chapter 3) to develop initial intervention 

theories, which incorporate mechanisms, agency into their design. These initial 

intervention theories were presented to participants in phase-two (chapter 6) to 

assess their feasibility.  
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Participants included both registered and non-registered care home staff, care 

home managers and bereaved relatives. Each participant was allocated a 

pseudonym (See table: 14):  

Table 14 Pseudonyms used for participants: Phase-one 

 

Care 

homes 

Participants 

Care home 

managers  

*Registered and **non-

registered care home staff 

Bereaved 

relatives 

(BR) 

C1: Care 

home one 

Manager C1 (10 

ȅŜŀǊǎΩ ŜȄǇŜǊƛŜƴŎŜ 

and registered 

nurse)  

Care assistant 1 C1 όр ȅŜŀǊǎΩ 

experience) 

Care assistant 2 C1 όмл ȅŜŀǊǎΩ 

experience) 

Care assistant 3 C1 όо ȅŜŀǊǎΩ 

experience) 

 

  

BR1 C1  

BR2 C1  

BR3 C1 

C2: Care 

home two 

Manager C2 (15 

ȅŜŀǊǎΩ ŜȄǇŜǊƛŜƴŎŜ 

and registered 

nurse) 

Housekeeping C2 (1-year 

experience) 

Care assistant 1 C2 όнф ȅŜŀǊǎΩ 

experience) 

Care assistant 2 C2 όмп ȅŜŀǊǎΩ 

experience) 

 

 

BR4 C2 

BR5 C2 

 

C3: Care 

home 

three 

Manager C3 (6 

ȅŜŀǊǎΩ ŜȄǇŜǊƛŜƴŎŜ 

and registered 

nurse) 

Registered nurse 1 C3 (19 

ȅŜŀǊǎΩ ŜȄǇŜǊƛŜƴŎŜύ 

Care assistant 1 C3 όну ȅŜŀǊǎΩ 

experience) 

Care assistant 2 C3 όн ȅŜŀǊǎΩ 

experience) 

Care assistant 3 C3 όн ȅŜŀǊǎΩ 

experience) 

BR6 C3 

BR7 C3 
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Administrator C3 όр ȅŜŀǊǎΩ 

experience) 

Housekeeping C3 όр ȅŜŀǊǎΩ 

experience) 

 

 

* registered care home staff can include registered nurses. **non-registered care home staff 
included care assistants, administrative staff and housekeeping staff.      

5.2 Intervention mechanisms 

This section will identify and explore the different intervention mechanisms 

currently contained in the care homes, and their hypothesised effects on 

behaviour. Four themes emerged. 

5.2.1 Theme one: Multidisciplinary collaboration during end of life care  

Effective multidisciplinary collaboration between care home staff, GPs and 

hospice specialists was theorised as being essential to enabling the sharing of 

knowledge and expertise to support staff to deliver EoLC in the care home. This 

was found to help staff avoid unnecessary admissions, especially for residents 

with complex EoLC needs requiring a multidisciplinary approach. For example, 

the manager from care home three spoke about the importance of effective 

collaboration with their local hospice specialists which enabled the sharing of 

knowledge and expertise between hospice specialists and care home staff to 

manage the residents complex EoLC needs in terms of medication and 

monitoring.  

Manager C3: ά[Χ] just making regular use of the palliative care 

specialist nurse community has helped us get to know each 

ƻǘƘŜǊ ώΧϐ  

We need to work very closely with external services such as the 

ǇŀƭƭƛŀǘƛǾŜ ŎŀǊŜ ǎǇŜŎƛŀƭƛǎǘ ƴǳǊǎŜ ŎƻƳƳǳƴƛǘȅΦ ²ŜΩǾŜ Ǝƻǘ ŀ 

husband here whose wife was dying last year, and she wanted 

to come to our care home to spend her last few days. She come 

here from hospital and she had a very complicated cancer, 
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ǘƘŜȅ ŘƻƴΩǘ ǳǎǳŀƭƭȅ ŎƻƳŜ ƻǳǘ ǿƛǘƘ ǘƘƛǎ ǘȅǇŜ ƻŦ ŎŀƴŎŜǊΦ {ƻΣ ǿŜ 

needed extra help in terms of medication, monitoring and 

support to manage her end of life, it was a very complicated 

ŎŀƴŎŜǊΦέ  

Furthermore, this data illustrates the importance of effective multidisciplinary 

collaboration in enabling the residents and relatives to experience EoLC in the 

care home, rather than in an acute hospital or hospice. A key facet of effective 

collaboration was regular communication and good relationships with external 

staff such as GPs and hospice specialists.  

It was identified that staff from care home three used monthly meetings to 

facilitate this regular communication and contact. It was theorised that engaging 

in regular communication via monthly meeting would help develop shared 

understandings between care homes and their GP service, as well as developing 

relationships to improve collaboration. It was evident that the interactions and 

communication during collaborative meetings was recorded and documented by 

care home staff, it was believed that this would enhance communication to avoid 

unnecessary admissions to hospital: 

Care assistant 1 C3: άhƴŜ ƻŦ ǘƘŜ ŀƛƳǎ ƻŦ ǘƘŜ D{C ƛǎ ǘƻ ƘŜƭǇ ǿƛǘƘ 

better communication with externals like GPs and it does. We 

have gold standard monthly meetings to avoid inappropriate 

hospital admissionsΧ ²e record and document what goes on 

which all helps us to ŘŜǾŜƭƻǇ ǊŜƭŀǘƛƻƴǎƘƛǇǎΧ ǘƘŜȅ ƎŜǘ ǘƻ ƪƴƻǿ 

ǳǎ ŀƴŘ ƻǳǊ ǎǘŀŦŦΣ ŀƴŘ ǿŜ ƎŜǘ ǘƻ ƪƴƻǿ ǘƘŜƳΦέ 

These findings suggest that staff from care home three recognised the 

importance of multidisciplinary practice and proactive mechanisms (such as 

regular communication via meetings and recording and documenting 

interactions) needed to achieve and sustain it.   

In comparison, the evidence gathered from care homes one and two suggested a 

much less proactive approach, especially in relation to hospices. Specifically, 

rather than proactively attempting to collaborate with their local services 
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through meetings no mechanisms to promote collaboration were apparent in 

care homes one and two. Instead, staff from these care homes expected hospice 

staff to come and visit the care home rather than reaching out to the hospice 

staff.  As a result, it was apparent that care home staff in these homes struggled 

to develop similar working relationships with their local hospice specialists. 

Care assistant 2 C1: ά¢ƘŜȅ ώƘƻǎǇƛŎŜ ǎǇŜŎƛŀƭƛǎǘǎϐ Řƻ ƴƻǘ ǊŜŀƭƭȅ 

have much to do with us they could come visit Χ our mangers 

ǎƻƳŜǘƛƳŜǎ ŀǎƪ ǘƘŜƳ ŦƻǊ ŀŘǾƛŎŜΣ ōǳǘ ǿŜ ŘƻƴΩǘ Ƙŀve regular 

contact with theƳΦέ 

Care assistant 1 C2: άLΩŘ ǎŀȅ ƘƻǎǇƛŎŜǎΧ ǘƘŜȅ ŎƻǳƭŘ ǊŜŀŎƘ ƻǳǘ ǘƻ 

us and visit the home. I know our local hospices are good we 

ƘŀǾŜ aŀŎƳƛƭƭŀƴ ƘŜǊŜ ŀƴŘ ŀƴƻǘƘŜǊ ƻƴŜ L ŦƻǊƎŜǘ ǘƘŜ ƴŀƳŜΧōǳǘ 

they have a lot of end of life [care] there so I would like them 

to Řƻ ƳƻǊŜΦέ 

As well as hospice specialists, the data highlighted that GPs also play an 

important role in multidisciplinary EoLC in care homes, especially in relation to 

avoiding unnecessary hospital admissions. Analysis of the transcripts imply that 

fortnightly GP visits to homes to support the staff and check up on residents and 

prescribe anticipatory medication for residents receiving EoLC were all vital to 

supporting residents and building relationships with care home staff. Staff 

expressed that GP visits to the home helped take some pressure and 

responsibility off them by reassuring the staff they were ΨŘƻƛƴƎ ǘƘƛƴƎǎ ǊƛƎƘǘΩ: 

Care assistant 1 C2: ά²Ŝ ƘŀǾŜ ǇƻƭƛŎȅ ǿƘŜǊŜ Dt Ƙŀǎ to see end 

of life care patient every two weeksέ 

Care assistant 2 C1: άIt takes ǎƻƳŜ ǇǊŜǎǎǳǊŜ ƻŦŦ ǳǎ ŀƴŘ ƛǘΩǎ ƴƛŎŜ 

to have GP come visit and say nice things and just let us know 

ǿŜΩǊŜ ŘƻƛƴƎ ǘƘƛƴƎǎ ǊƛƎƘǘΦέ 

As well as providing reassurance, it was identified that GP visits were essential in 

supporting care home staff to manage residentǎΩ ǎȅƳǇǘƻƳǎ ŀƴŘ Ǉƭŀƴ ƻǳǘ 9ƻ[/Φ 
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Specifically, care home staff highlighted that the prescription of anticipatory 

ƳŜŘƛŎŀǘƛƻƴǎ ǿŀǎ ŜǎǎŜƴǘƛŀƭ ƛƴ ƘŜƭǇƛƴƎ ǘƘŜƳ ǇǊŜǇŀǊŜ ŦƻǊ ǊŜǎƛŘŜƴǘǎΩ ŘŜŀǘƘ ŀƴŘ 

manage their symptoms in the care home rather than having to admit residents 

to hospital for unnecessary treatment. Care assistant 1 C2 spoke about how 

having anticipatory medication gave a sense of preparedness in relation to 

everything being in place to give residents a pain free comfortable passing in the 

home.  

Manager C2: άIn terms of what their [GPs] expectations are 

ǘƘŜȅΩƭƭ Řƻ 5bwǎ ŀƴŘ ǇǊŜǎŎǊƛōŜ ŀƴǘƛŎƛǇŀǘƻǊy medicationΧέ 

Care assistant 1 C2: ά²ƘŜƴ ŀƴǘƛŎƛǇŀǘƻǊȅ ƳŜŘƛŎŀǘƛƻƴ ƛǎ 

prescribed it helps me plan and prepare because I know 

everything is there to give that resident conformable and pain 

ŦǊŜŜ ŎŀǊŜΦέ 

Although staff from care homes one and two recognised the importance of 

developing good relationships with their local GPs and hospices; they waited for 

the GPs to visit them rather than proactively setting up collaborative meetings 

like the staff from care home three.  

Care assistant 2 C1: ά²Ŝ ŎƻƴǘŀŎǘ ǘƘŜƳ ƻƴƭȅ ǿƘŜƴ ǿŜ ƴŜŜŘ 

ǘƘŜƳ ǎƻ ƛŦ ǎƻƳŜƻƴŜ ŘŜŎƭƛƴŜǎ ƻǊ ƳŜŘƛŎŀǘƛƻƴǎ ƴŜŜŘ ŎƘŀƴƎƛƴƎΦέ 

The lack of pro-activeness in these care homes points to further underlying 

factors which may influence mechanisms put in place to improve 

multidisciplinary collaboration. These underlying factors will be discussed in later 

sections.  

In sum, this theme has highlighted the importance and impact of effective 

multidisciplinary collaboration as part of EoLC. The section has also highlighted 

key mechanisms used to facilitate this collaboration which consisted of 

multidisciplinary meetings, regular communication and use of services to 

develop effective working relationships. However, these supportive mechanisms 

were identified mostly in care home three who developed an overall proactive 



128 
 

approach to collaboration. In contrast, staff from care homes one and two had a 

more reactive approach and waited for external services to come to them.  

5.2.2 Theme two: Advance care planning and person-centredness   

Analysis of the transcripts identified that advance care planning was a main 

mechanism used across all three care homes tƻ ƛƴŘƛǾƛŘǳŀƭƛǎŜ ǊŜǎƛŘŜƴǘǎΩ 9ƻ[/ and 

ensure a person-centred approach. IƴŘƛǾƛŘǳŀƭƛǎƛƴƎ ŎŀǊŜ ǘƻ ǊŜǎƛŘŜƴǘǎΩ ƴŜŜŘǎ ǿŀǎ 

theorised by care home staff as being essential to maintaining their dignity 

during EoLC by facilitating choice and autonomy. Specifically, care home staff 

spoke about how they had advance care planning conversations with residents 

and relatives about their preferences and wishes as they approach the end of 

their life. It was evident that the care home staff then used this information to 

centre care around the residents and relatives, for example, providing them with 

their favourite food and identifying where they would prefer to die.  

Manager C3: άIt is about making sure people die in a dignified 

and respectable way. Also trying to assist them to reach their 

goals of end of life care. So, if someone is saying I do want to 

Ǝƻ ǘƻ tƻƻƭŜ ŀƴŘ ƘŀǾŜ ŦƛǎƘ ŀƴŘ ŎƘƛǇǎΣ LΩƭƭ Ǝƻ ƻǳǘ Ƴȅ ǿŀȅ ǘƻ ƳŀƪŜ 

ǎǳǊŜ ǘƘŀǘ ƘŀǇǇŜƴǎΦ LŦ ǎƻƳŜƻƴŜ ǎŀȅǎ L ŘƻƴΩǘ ǿŀƴǘ Ƴȅ ŦŀƳƛƭȅ ǿƛǘƘ 

ƳŜ ǿƘŜƴ L ŘƛŜΧōŜŎŀǳǎŜ ȅƻǳ Řƻ ƎŜǘ ǘƘŀǘΣ ǎƻ ŘƻƴΩǘ ǿŀƴǘ ŦŀƳƛƭȅ 

around.έ 

Care assistant 2 C2: ά²Ŝ ǳǎŜ ŎŀǊŜ Ǉƭŀƴǎ ǘƻ ǊŜŎƻǊŘ ƛmportant 

information so we can tailor end of life care to their 

ώǊŜǎƛŘŜƴǘǎΩϐ exact needs. WŜ ŀǎƪ ƛŦ ǘƘŜȅ ǿƻǳƭŘ ƭƛƪŜ /twΧΦ ǿŜ 

ask about funerals if they have anything arranged and where 

they would like to die if they are in the care home its usually 

ƘŜǊŜΦέ 

9ǾƛŘŜƴŎŜ ƛƳǇƭƛŜǎ ǘƘŀǘ ŀŘǾŀƴŎŜ ŎŀǊŜ ǇƭŀƴƴƛƴƎ ŀƴŘ ŘƻŎǳƳŜƴǘƛƴƎ ǊŜǎƛŘŜƴǘǎΩ ǿƛǎƘŜǎ 

is an essential mechanism to not only applying person-centred care but avoiding 

any unnecessary treatment and admission to hospital at the EoL by allowing care 

home staff to have ŀŎŎŜǎǎ ǘƻ ǘƘŜ ǊŜǎƛŘŜƴǘǎΩ ǿƛǎƘŜǎ ŀƴŘ ǇǊŜŦŜǊŜƴŎŜǎΦ  
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Care assistant 3 C1: ά¢ƘŜȅ ώŀŘǾŀƴŎŜ ŎŀǊŜ Ǉƭŀƴǎϐ ŘƻŎǳƳŜƴǘ ƛŦ 

residents would like to be resuscitated, where they would like 

to die and if they want pain relief... So, for end of life care we 

know what to do ƛŦ ŀ ǊŜǎƛŘŜƴǘ Ƙŀǎ ŘƻŎǳƳŜƴǘŜŘ ǘƘŜȅ ŘƻƴΩǘ 

ǿŀƴǘ ǘǊŜŀǘƳŜƴǘ ǿŜ Řƻ ƴƻǘ ƴŜŜŘ ǘƻ Ŏŀƭƭ ǘƘŜ ƘƻǎǇƛǘŀƭΦέ 

Enabling care home staff to have access to this information about residentsΩ 

wishes and preferences was highlighted as being essential in ensuring the 

continuity of care. Although it was noted that residents on EoLC were assigned 

keyworkers who spend the most time with that resident, it was identified that 

still EoLC is provided by a number of care home staff. Thus, all staff having access 

to vital care planning information and passing on information to colleagues was 

deemed to be an essential aspect of care.  

Care assistant 1 C2: άLǘΩǎ ǿƘŜƴ ǿŜ ƭŀŎƪ ǘƘŜ ƛƴŦƻǊƳŀǘƛƻƴ ǘƘŀǘ 

problems happen.έ 

Care assistant 2 C2: ά¸ŜǎΧ ǘƘŀǘΩǎ ǿƘȅ ƘŜǊŜ ǿŜ ƳŀƪŜ ǎǳǊŜ ǿŜ 

all know how to access care plans. We have keyworkers who 

spend the most time with the residents, so they know what is 

ƎƻƛƴƎ ƻƴ ŀƴŘ Ŏŀƴ Ǉŀǎǎ ǘƘŀǘ ƻƴǘƻ ǘƘŜ ƴŜȄǘ ǇŜǊǎƻƴΦέ 

Analysis indicates when care home staff lack knowledge of the residents in terms 

of their preferences and wishes, mistakes are more likely to happen.  

In sum, this theme has highlighted the central role of advance care planning and 

its importance in individualising EoLC to the needs of residents. Documenting 

ŀƴŘ ǳǇŘŀǘƛƴƎ ǊŜǎƛŘŜƴǘǎΩ ǇǊŜŦŜǊŜƴŎŜǎ ŀƴŘ ǿƛǎƘŜǎ ǿŀǎ Ŧƻund to be essential in 

maintaining person-centred care through ensuring all staff involved in the EoLC 

had vital information to centre care to resideƴǘǎΩ ƴŜŜŘǎΦ  
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5.2.3 Theme three: Involving relatives in end of life care  

It was apparent that a person-centred approach to EoLC involved including 

significant others such as relatives as well as residents. Care home staff 

frequently cited the importance of incorporating relatives in EoLC as well as the 

ǊŜǎƛŘŜƴǘǎΦ !ƭǘƘƻǳƎƘ ǊŜǎƛŘŜƴǘǎ ǿŜǊŜ ŀŎƪƴƻǿƭŜŘƎŜŘ ŀǎ ǘƘŜ ΨǇǊƛƳŀǊȅ ǇŜǊǎƻƴΩΣ ŎŀǊŜ 

home staff spoke about the need to involve relatives in all aspects of the care (if 

the resident permitted) which included supporting them throughout the EoLC 

process and meeting their needs as well as the needs of the resident.  

Care assistant 1 C3: άPart of the ethos of this place is that we 

encompass the families as well. So, although the resident is the 

primary person we care for, we equally care for the families as 

ǿŜƭƭΦέ  

Care assistant 3 C3: ά5ƻƴΩǘ ŦƻǊƎƻǘ ȅƻǳΩǊŜ ŘŜŀƭƛƴƎ ǿƛǘƘ ǘƘŜ 

families emotional needs as well as looking after the resident. 

We had a resident die in one of our rooms who brought his 

whole family playing music and it was a really good 

ŀǘƳƻǎǇƘŜǊŜΦέ  

Care home staff highlighted that involving relatives in EoLC means meeting their 

emotional and bereavement needs as well as the residents. It was theorised if 

relatives understood what was going on and were emotionally supported by care 

home staff it would reduce the likelihood of them wanting to prolong their loved 

ƻƴŜΩǎ ƭƛŦŜ and admit their loved one for unnecessary treatment.  

Care assistant 2 C3: ά²Ŝ ƻŦǘŜƴ ƘŀǾŜ ŎƻƴŦƭƛŎǘ ǿƛǘƘ ŦŀƳƛƭȅ 

members towards the end of life, but LΩǾŜ ŦƻǳƴŘ ōǳƛƭŘƛƴƎ ǳǇ 

trust with the families really helps avoid this by helping them 

understand and also hŜƭǇƛƴƎ ǳǎ ǘƻ ǳƴŘŜǊǎǘŀƴŘ ǘƘŜƳΦέ 

This view was echoed by the staff in care home one, who highlighted that 

conflicts with families were common and usually occurred because they did not 

want to accept the death of their loved one.   
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Care assistant 1 C1: ά{ƻƳŜǘimes they [families] do not want to 

ƭƛǎǘŜƴ ǘƻ ǳǎ ŀƴŘ ǿƛƭƭ ŦƛƎƘǘ ǳǎΣ ǘƘŜȅ ƭƻǎŜ ǎƛƎƘǘ ƻŦ ǿƘŀǘΩǎ 

important and what their relative actually ǿŀƴǘǎΦέ 

Therefore, this data implies that being able to emotionally support relatives and 

help them to accept the wishes of their loved one is essential. Several 

mechanisms were identified which were used by care home staff to emotionally 

support relatives through the process of losing a loved one. Care home staff 

spoke about preparing relatives for the death of their loved one by talking to 

them in advance and giving them the information, so they knew what to expect, 

rather than having the death come as a surprise. It was expressed that advance 

care planning conversation (discussed in the previous theme) can be used as a 

mechanism to help facilitate a conversation to prepare relatives for what is to 

come. However, analysis implies that these advanced care planning 

conversations may not be as personal as having dedicated discussions with 

relatives about EoLC. 

Manager C2: άΧ ŦƻǊ ŦŀƳƛƭƛŜǎ ǘƘŀǘ ƛŘŜŀ ƻŦ ƭƻǎƛƴƎ ǎƻƳŜƻƴŜΧ Ŏŀƴ 

be really difficult. So, end of life care is not just about the final 

few days it may be preparing someone in their journey at any 

ǘƛƳŜΦ ¢Ƙƛǎ Ŏŀƴ ōŜ ŘƻƴŜ ŀǎ ǇŀǊǘ ƻŦ ŎŀǊŜ ǇƭŀƴƴƛƴƎΣ ōǳǘ L ǘƘƛƴƪ ƛǘΩǎ 

good to have ǎŜǇŀǊŀǘŜ ƳƻǊŜ ǇŜǊǎƻƴŀƭ ŎƻƴǾŜǊǎŀǘƛƻƴǎΦέ 

Manager C1: άL Ŏŀƴ ǳǎŜ ŎŀǊŜ ǇƭŀƴƴƛƴƎ ǘƻ ōǊŜŀƪ ǘƘŜ ƛŎŜ ŀƴŘ ǘƻ 

start a conversation about what is going to happen and what 

Ǉƭŀƴǎ ǘƘŜȅ Ƴŀȅ ǿŀƴǘ ǘƻ Ǉǳǘ ƛƴ ǇƭŀŎŜΦέ 

As well as mechanisms aimed at emotionally supporting relatives, care home 

staff also gave practical support. Practical support mechanisms consisted of 

providing vital information about funeral plans and signposting bereaved 

relatives to relevant services. 

BR1 C1: άThey explained to us and helped us understand what 

to do after death, with stuff like name of coroner, number and 

where the coroner was. All the support networks we could get 
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if we were in need. Often, I found that the practical help was 

as useful as the emotional help. So just addresses name of 

people they could go to, just stuff like that.έ  

However, it was identified that most mechanisms to support relatives were put 

in place after the death of their loved one. Key mechanisms used to provide this 

bereavement support after death included attending funerals and supporting 

relatives through communication and setting up remembrance days. It was 

theorised that these mechanisms were essential in providing bereaved relatives 

with on-going support through the grieving process: 

Manager C3: άEvery year we do a Remembrance Day. So, when 

ǎƻƳŜƻƴŜΩǎ ŘƛŜŘΣ ŀƴŘ ǿŜΩǾŜ Ǝƻǘ ǘƘŜƛǊ ŦǳƴŜǊŀƭ ǘƘƛƴƎǎ L Ǉǳǘ ƛǘ ƛƴ ŀ 

ŦƻƭŘŜǊ ŀƴŘ ǘƘŀǘ ŎƻƳŜǎ ƻǳǘ ƛƴ ƻǳǊ ŎŜƭŜōǊŀǘƛƻƴ ƻŦ ƭƛŦŜ ŘŀȅΦ {ƻΣ ƛǘΩǎ 

about bringing people together after death, we invite their 

families to come meet us again, because ǘƘŜȅΩǾŜ ƴƻǘ ǎŜŜƴ ǳǎΦ 

9ƳōǊŀŎƛƴƎ ŘŜŀǘƘ ŀǎ ǿŜƭƭ ŀǎ ǘƘŜ ŜƴŘ ƻŦ ƭƛŦŜ ōƛǘ ǊŜŀƭƭȅΦέ 

Care assistant 3 C1: άΧ ƛƴ ǘŜǊƳǎ ƻŦ ŀŦǘŜǊŎŀǊŜ ǿŜ ǿŀƛǘ ŦƻǊ ǘƘŜ 

families to come sort out the belongings and move out the 

ǊƻƻƳΣ ǿŜ ŘƻƴΩǘ ǘƘǊƻǿ ǘƘŜƳ ƻǳǘΦέ  

In sum, this theme has highlighted the mechanisms involved in providing 

relatives with the necessary information and support to be involved in the EoLC 

process. However, it was identified that at present most intervention 

mechanisms are focused on supporting relatives after death into bereavement. 

While bereavement support is an essential part of EoLC (Fisher et al. 2000), these 

findings suggest that more needs to be done in terms of intervention 

mechanisms to provide emotional support before death.  
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5.2.4 Theme four: Education mechanisms to facilitate person-centred holistic 

care  

Education mechanisms were identified as being key to providing care home staff 

with the skills and knowledge to carry out person-centred care and engage in 

advance care planning. The main education mechanism used throughout all 

three care homes was on-the-job training (shadowing). Care home staff spoke 

about how they shadowed their colleagues to pick up the practical skills 

associated with advance care planning such as developing relationships with 

residents and relatives. From a care assistant perspective, it was implied that 

ǘƘŜȅ ƭŜŀǊƴǘ ōŜǘǘŜǊ ŦǊƻƳ ǘƘŜǎŜ ǇǊŀŎǘƛŎŀƭ ƳŜǘƘƻŘǎ ŘǳŜ ǘƻ ǘƘŜ ΨǇǊŀŎǘƛŎŀƭΩ ƴŀǘǳǊŜ ƻŦ 

their job rather than having more formal education.  

Care assistant 1 C1: άIts [EoLC] very practical you just have to 

get it done we learn from watching each other on the job 

ǘƘŀǘΩǎ Ƙƻǿ L ƭŜŀǊƴǘ ŀƴȅǿŀȅΧΦ ǿƘŜƴ ǿŜ ƎŜǘ ƴŜǿ ǎǘŀŦŦΣ ǿŜ Ǉǳǘ 

them with the older staff so they can pick things up and learn. I 

learn better from watching something being done rather than 

reading it in a book, talking to residents and planning their 

care and developing a relationship - these are all practical 

skills.έ 

Although this evidence highlights the benefits of shadowing particularly in 

relation to learning the more practical aspects of the job, it was unclear what 

exactly care home staff were learning during shadowing sessions with more 

ŜȄǇŜǊƛŜƴŎŜŘ ŀƴŘ ΨƻƭŘŜǊΩ ŎƻƭƭŜŀƎǳŜǎΦ ¢Ƙƛǎ ƛǎ ƛƳǇƻǊǘŀƴǘ ōŜŎŀǳǎŜ ǘƘŜ ŀƴŀƭȅǎƛǎ 

ǘƘǊƻǳƎƘƻǳǘ ǘƘƛǎ ǎǘǳŘȅ ǎǳƎƎŜǎǘǎ ǘƘŀǘ ōŜƛƴƎ ΨƻƭŘŜǊΩ ŀƴŘ ƳƻǊŜ ŜȄǇerienced does not 

necessarily equate to more knowledge and evidence-based practice. For 

ŜȄŀƳǇƭŜΣ ǎƻƳŜ ƻƭŘŜǊ ƳƻǊŜ ŜȄǇŜǊƛŜƴŎŜŘ ǎǘŀŦŦ Ƴŀȅ ōŜ ΨǎǘǳŎƪ ƛƴ ǘƘŜƛǊ ǿŀȅǎΩ 

meaning they are unwilling to change their practice and will continue to spread 

poor practice (this will be discussed further in section 5.4 ς human agency). 

On-the-job training (shadowing) was not the only education mechanism 

identified. Analysis of the transcripts from care home three uncovered a range of 
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education mechanisms used by the care home staff from workshops to video 

sessions. The workshops and video sessions were provided to the home staff as 

part of the GSFCH programme (discussed in chapter three) which care home 

three were a part of.  

It was apparent that the GSFCH provided wider training to include care and 

ǇƭŀƴƴƛƴƎ ŀǊƻǳƴŘ ǊŜǎƛŘŜƴǘǎΩ ƘƻƭƛǎǘƛŎ ƴŜŜŘǎ ǊŀǘƘŜǊ ǘƘŀƴ ǎƛƳǇƭȅ ǎƘŀŘƻǿƛƴƎ ŀ ƳƻǊŜ 

experienced colleague. Whilst the staff from care home three still engaged in 

shadowing it was apparent that it was based on the knowledge from the 

workshops rather thaƴ ΨƻƭŘŜǊΩ ƳƻǊŜ ŜȄǇŜǊƛŜƴŎŜŘ ƳŜƳōŜǊǎ ƻŦ ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΦ 

The quotes below imply that basing shadowing on evidence-based workshops 

ǿŀǎ ŜǎǎŜƴǘƛŀƭ ƛƴ ŜƴǎǳǊƛƴƎ ǘƘŜ ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦ ǿŜǊŜ Ψƻƴ ǘƘŜ ǎŀƳŜ ǇŀƎŜΩ ƛƴ ǘŜǊƳǎ 

of their application of person-centred care.  

Registered nurse 1 C3: ά¢ǊŀƛƴƛƴƎ ƛǎ ǇǊƻǾƛŘŜŘ ǘƘǊƻǳƎƘ 

workshops and paperwork like the portfolio that come with the 

framework we have video sessions that we watch throughout 

ǘƘŜ ȅŜŀǊ ǘƻƻΧέ 

Researcher: ά²Ƙŀǘ Řƻ ȅƻǳ ƭŜŀǊƴ ƛƴ ǘƘŜ ǿƻǊƪǎƘƻǇǎΚέ 

Care assistant 3 C3: ά¢ƘŜȅ ŎƻǾŜǊ Ƙƻǿ ǘƻ ŀǇǇǊƻŀŎƘ ǘƻǇƛŎǎ ǿƛǘƘ 

them [residents] and for us have a person-centred 

ŀǇǇǊƻŀŎƘΧǎƻƳŜ ƻŦ ƻǳǊ ǊŜǎƛŘŜƴǘǎ Řƻ ƴƻǘ ǿŀƴǘ ǘƘŜƛǊ ŦŀƳƛƭƛŜǎ 

with them at the end. Our practice is based on this which I 

ǘƘƛƴƪ ƛǎ ƛƳǇƻǊǘŀƴǘ ǎƻ ǿŜΩǊŜ ŀƭƭ ƻƴ ǘƘŜ ǎŀƳŜ ǇŀƎŜΦέ 

Manager C3: άWe give our staff training to be able to deliver 

ƘƻƭƛǎǘƛŎ ŎŀǊŜ ǘƻ ƳŀƪŜ ǎǳǊŜ ȅƻǳΩǾŜ Ǝƻǘ ŜǾŜǊȅǘƘƛƴƎ ǇƭŀƴƴŜŘ ŦǊƻƳ 

funerals plans to burial cremation. The funeral people that 

ǘƘŜȅΩǊŜ ƎƻƛƴƎ ǘƻ Ǝƻ ǘƻΦ ²Ƙƻ ǿŀƴǘǎ ǘƻ ōŜ ǘƘŜǊŜΣ ǿƘƻ ŘƻŜǎƴΩǘ 

want to be ǘƘŜǊŜΦ [ƻƻƪƛƴƎ ŀǘ ǘƘŜ ǊŜǎƛŘŜƴǘǎ ǘƘŜƳǎŜƭǾŜǎΧǿƘŀǘΩǎ 

ǘƘŜƛǊ Ǉŀƛƴ ƴƻǿ ŀƴŘ ǿƘŀǘΩǎ ǘƘŜƛǊ Ǝƻŀƭǎ ƛƴ Ǉŀƛƴ ǊŜƭƛŜŦΧŘƻ ǘƘŜȅ 

ƴƻǘ ǿŀƴǘ ŀƴȅ Ǉŀƛƴ ŀǘ ŀƭƭ ȅƻǳ ƪƴƻǿΦέ  
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In terms of frequency of education, and who was included in education, it was 

apparent that workshops and video sessions included a wider range of care 

home staff compared to on-the-job training and were delivered periodically 

(three times a year). In contrast, the frequency of shadowing sessions was not 

clear, appearing to be used when necessary such as introducing a new starter to 

advance care planning.  

Care assistant 1 C3: ά²Ŝ ƘŀǾŜ ǘƘǊŜŜ ǎŜǘ ǘǊŀƛƴƛƴƎ Řŀȅǎ ŜǾŜǊȅ 

year for everybody. So even someone working in the kitchen is 

inducted into care, they may not do the care, but they get 

training on dignity and respŜŎǘΣ ŜǾŜƴ ƛŦ ǘƘŜȅ ŘƻƴΩǘ Ǝƻ ƛƴ ŀƴŘ ƻǳǘ 

ǘƘŜ ǊƻƻƳǎ ƳǳŎƘΦέ 

Care assistant 1 C2: ά{ƘŀŘƻǿƛƴƎ ƛǎ ǳǎŜŘ ŦƻǊ ƴŜǿ ǎǘŀǊǘŜǊǎ ǘƻ 

get them used to end of life care or if one of us wants to learn 

ǎƻƳŜǘƘƛƴƎ ƴŜǿΦέ  

The educational workshops used in care home three involved a diverse range of 

care home staff from those with non-formal caring roles such as housekeeping 

staff to registered staff such as nurses and managers. The inclusion of staff with 

non-formal caring roles in EoLC training was not apparent in care homes one and 

two who used shadowing: 

Housekeeping C2: ά/ƭŜŀƴŜǊǎ ŀǊŜ ƴƻǘ ƛƴǾƻƭǾŜŘ ƛƴ ǘhe end of life 

care training in the same way the carers and nurses are. I 

would like to learn more about end of life care because like the 

ŎŀǊŜǊǎ L ŀƭǎƻ ŎƻƳŜ ŀŎǊƻǎǎ ƛǘ ŀ ƭƻǘΦέ 

This is important because the data highlight that being included in education and 

training helped staff with non-formal caring roles contribute more to EoLC. 

Specifically, it was apparent that often care home staff with non-formal caring 

roles indirectly contributed to advance care planning and individualising EoLC by 

passing on inforƳŀǘƛƻƴ ǘƻ ǘƘŜ ƳƻǊŜ ΨŜȄǇŜǊƛŜƴŎŜŘΩ ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΦ For example, 

the housekeeping staff from care home three spoke about getting to know the 

residents and building a relationship with them by having conversations while 
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cleaning the rooms and passing any information relevant to their care (with 

ǊŜǎƛŘŜƴǘǎΩ ŀƴŘ ǊŜƭŀǘƛǾŜǎΩ ŎƻƴǎŜƴǘύ ƻƴǘƻ ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦ ǊŜǎǇƻƴǎƛōƭŜ ŦƻǊ ŎŀǊŜ 

planning.    

Housekeeping C3: άThey [the residents] become a part of your 

family I go in everyday to clean the rooms. We see more of the 

residents then we do our own families, I always chat to them 

about little things. I often pass this information on the other 

ǎǘŀŦŦ ǿƘƛŎƘ ƘŜƭǇǎ ǘƘŜƳ ƎŜǘ ǘƻ ƪƴƻǿ ǘƘŜ ǊŜǎƛŘŜƴǘ ǘƻƻΦέ  

As well as housekeeping staff, analysis revealed that administrative staff had an 

important role in EoLC care planning. Specifically, Administrator C3 spoke about 

being responsible for recording and updating information such as residents EoLC 

preferences to enable all care home staff to be able to see changes and updates 

in relatioƴ ǘƻ ǊŜǎƛŘŜƴǘǎΩ ǇǊŜŦŜǊŜƴŎŜǎ:  

Administrator C3: ά!ǎ ŀƴ ŀŘƳƛƴ L ǊŜŎƻǊŘ ǘƘŜ ƛƴŦƻǊƳŀǘƛƻƴ ƻƴ 

ƻǳǊ ǎȅǎǘŜƳǎ ǎƻ ǘƘŜ ǊŜǎƛŘŜƴǘǎΩ ǇǊŜŦŜǊŜƴŎŜǎ Ŏŀƴ ŀƭǎƻ ōŜ ŦƻǳƴŘΦ L 

update the system regularly so if ŀ ǊŜǎƛŘŜƴǘΩǎ ǇǊŜŦŜǊŜƴŎŜǎ 

ŎƘŀƴƎŜΣ ǿŜ ŀƭƭ ƪƴƻǿΦέ 

This evidence ƛƳǇƭƛŜǎ ǘƘŀǘ ŀŘƻǇǘƛƴƎ ŀ ΨǿƘƻƭŜ ƘƻƳŜΩ ŀǇǇǊƻŀŎƘ ŀƴŘ ƛƴǾƻƭǾƛƴƎ ŀ 

range of care home staff in education helped staff in care home three gather and 

update important information for advance care plans. Furthermore, several 

bereaved relatives spoke about their inǘŜǊŀŎǘƛƻƴǎ ǿƛǘƘ ŀ άǊŀƴƎŜ ƻŦ ǎǘŀŦŦέ ŦǊƻƳ 

cooks, to receptionists to housekeeping staff:   

BR5 C2: άL ŀƭǎƻ ŘŜŀƭǘ ŀ ƭƻǘ ǿƛǘƘ ŎƭŜŀƴƛƴƎ ǎǘŀŦŦ ǿƘŜƴ ǘƘŜȅ ǿƻǳƭŘ 

come in the room, they made conversation with us, my aunt 

took a liking to one of them. Erm so I did interact with a wide 

range of staff and that was a good point of the care there. I 

also interacted with the cleaning staff in the corridors and it 

was important that they knew my aunt was on end of life care 

and they could deal with me and her in an appropriate 

ƳŀƴƴŜǊΦέ 
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BR6 C3: ά9ǾŜƴ ǿƘŜƴ L ǿŀƭƪŜŘ ƛƴ ǘƘŜ ƭŀŘȅ ŀǘ ǘƘŜ ŘŜǎƪ ƪƴŜǿ 

exactly who I was and what was going on with my mother. I 

ƘŀŘƴΩǘ ƳŜǘ ƘŜǊΣ ōǳǘ ǎƘŜ ƪƴŜǿ ƳŜΣ ŀƴŘ ƪƴŜǿ ǿƘƻ Ƴȅ ƳƻǘƘŜǊ 

was. Every time I went in, they knew the state of play with my 

ƳƻǘƘŜǊΦέ  

In sum, this theme has highlighted the main education mechanisms used to 

facilitate person-centred EoLC in care homes. Education appeared to centre 

around helping care home staff gather and document information for advance 

care plans to tailor care to resƛŘŜƴǘǎΩ ŀƴŘ ǊŜƭŀǘƛǾŜǎΩ ǿƛǎƘŜǎ ŀƴŘ ǇǊŜŦŜǊŜƴŎŜǎΦ 

Mode and type of education delivery were found to influence the frequency and 

involvement in education. For example, workshops and video sessions were 

delivered three times a year and included all care home staff, while shadowing 

was delivered infrequently and appeared to only include staff with formal caring 

roles such as registered nurses and care assistants.  
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5.3 Contextual mechanisms  

This section will explore the resources and restrictions embedded in the social 

and organisational context which were hypothesised as either promoting or 

inhibiting the effectiveness of intervention mechanisms. Three themes emerged: 

5.3.1 Theme five: Financial and organisational variability  

It was identified that the financial and organisational contexts of the care homes 

influenced a number of the intervention mechanisms discussed in the previous 

section. Specifically, many of the mechanisms discussed in the previous section 

such as collaborative meetings and workshops come as part of the GSFCH. 

However, analysis identified financial and organisational barriers to the 

implementation of these intervention mechanisms. For example, managers from 

care homes one and two spoke about the time commitments with setting up 

such large-scale interventions, compounded by the costs that come with 

implementing and sustaining such a programme. 

Manager C2: άtǊƻƎǊŀƳƳŜǎ ƭƛƪŜ ǘƘŜ Gold Standards do cost a 

lot to implement but I also hear it takes up a lot of time to run 

ŀƴŘ ƪŜŜǇ ƛǘ ǳǇΦ L ƭƻƻƪŜŘ ƛƴǘƻ ƛǘΧƛǘΩǎ ŀ ōƛƎ ŎƻƳƳƛǘƳŜƴǘΦέ   

Manager C1: άLots of homes are signed up for the Gold 

Standards Framework then you have to update it and keep 

ǇŀȅƛƴƎΧ we are a residential small home so would rather not 

be paying for training that may not work for us and that may 

be phased out soon. We cannot afford to waste money like 

ǘƘŀǘΦέ 

This data suggests that financial and organisational contexts are preventing these 

homes from benefiting from many of the supportive mechanisms that come with 

the GSFCH, that care home three was able to utilise. The manager from care 

home three highlighted that they had more financial freedom compared to other 

homes which allowed for flexibility in terms of training and education. However, 
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the manager from care home three also highlighted that providing EoLC is an 

important priority which should not come down to financial resources.  

Manager C3: ά²ŜΩǾŜ Ǝƻǘ ǘƘŀǘ ŦƭŜȄƛōƛƭƛǘȅ ŀƴŘ L Ƨǳǎǘ ǿƛǎƘ ƻǘƘŜǊ 

homes had that. There is a financial ǘƘƛƴƎ ƛƴ ǘƘŀǘΦ .ǳǘ ȅƻǳ ŎŀƴΩǘ 

put a price on end of life care; the memories are everything to 

ŀ ƭƻǾŜŘ ƻƴŜΣ ƛŦ ȅƻǳ ŘƻƴΩǘ ƎŜǘ ƛǘ ǊƛƎƘǘ ȅƻǳΩǾŜ ƘŀŘ ƛǘΦέ 

It was apparent that the type and size of care home influenced their financial and 

organisational ability to deliver and sustain intervention mechanisms. 

Specifically, care home one was a small residential home with 32 beds, which 

delivered EoLC a few times a year, while care home three was a 75-bed nursing 

home where EoLC was delivered far more frequently.  

Care assistant 2 C1: ά²e do not deliver much end of life care 

here, so we only have a few deaths a year. Usually quite a few 

ƛƴ ŀ ǎƘƻǊǘ ŀƳƻǳƴǘ ƻŦ ǘƛƳŜΣ ǘƘŜƴ ȅƻǳΩƭƭ Ǝƻ ǘƘǊƻǳgh a period 

ǿƘŜǊŜ ƭƻǘǎ ŘƛŜΦ LǘΩǎ ŀƭǿŀȅǎ /ƘǊƛǎǘƳŀǎ ōŜŦƻǊŜ ƻǊ ŀŦǘŜǊΦ {ƻΣ ǿƘŜƴ 

a death ŎƻƳŜǎ ƛǘ Ŏŀƴ ōŜ ƘŀǊŘ ƘƛǘǘƛƴƎΣ ǿŜΩǊŜ ƴƻǘ ŀǎ ǳǎŜŘ ǘƻ ƛǘ ŀǎ 

ǎƻƳŜ ƻǘƘŜǊ ǇƭŀŎŜǎ Ƴŀȅ ōŜΦέ  

As a result, the data suggest that the staff from care home one require more 

support anŘ ƘŜƭǇ ŀǎ ǘƘŜȅ ōŜŎƻƳŜ ΨǊǳǎǘȅΩ ŘǳŜ ǘƻ ǘƘŜ ƭŀŎƪ ƻŦ ǇǊŀŎǘƛŎŜ ŀƴŘ ŜȄǇƻǎǳǊŜ 

to EoLC. These findings imply that the care home which was most in need of 

education, support and guidance was least likely to receive it due to limited 

financial and organisational barriers (i.e. having no onsite registered nurses) that 

come with being a smaller residential home.  

Furthermore, because care homes two and three were nursing homes they had 

registered nurses on site 24 hours a day to provide guidance and support. Care 

assistant 1 C3 spoke about how having registered nurses on site provided 

support and reassurance, especially during EoLC. Despite care home two being 

dual registered, the residential floor still had access to registered nursing staff 

who were located upstairs on the nursing floor. Consequently, it was evident 
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that non-registered care home staff felt more supported delivering EoLC with the 

presence and oversight of on-site nursing staff. 

Care assistant 1 C3: άWe have the nurses who check what we 

ŀǊŜ ŘƻƛƴƎ ƛǎ ǊƛƎƘǘΧƛǘ Ƨǳǎǘ ƎƛǾŜǎ ǘƘŀǘ ǊŜŀǎǎǳǊŀƴŎŜΧέ 

Care assistant 1 C2: ά¢ƘŜȅ [on-site nurses] help support us so if 

ǿŜ ƴŜŜŘ ŀƴȅ ƘŜƭǇΣ ǿŜ Ƨǳǎǘ ŀǎƪΧ ǿƛǘƘƻǳǘ ǘƘŜ ƴǳǊǎŜǎ L ǿƻǳƭŘ 

ŘŜŦƛƴƛǘŜƭȅ ŦŜŜƭ ƳƻǊŜ ǾǳƭƴŜǊŀōƭŜ ŀǎ ǘƘŜȅΩŘ ōŜ ƴƻ ƻƴŜ ǘƻ 

ŀǎƪΧŀǇŀǊǘ ŦǊƻƳ ƻǳǊ managersΧōǳǘ ǘƘŜȅ ŀǊŜ ǘƻƻ ōǳǎȅΦ Lǘ ǿƻǳƭŘ 

be nice I suppose to have more nurses, but we do well with 

what wŜ ƘŀǾŜΦέ  

It was further highlighted that this onsite support and reassurance from in-house 

nurses meant that staff from care homes one and two did not have to rely as 

heavily on outside services such as district nurses, and external services like care 

home one for guidance and support during EoLC. For example, the analysis of the 

data suggests that non-registered staff from care home one were more likely to 

call emergency services during EoLC because of the lack of internal support from 

registered nurses. It is apparent that on-site nursing can help give non-registered 

care home staff a feeling of safety and reassurance during EoLC that was not 

apparent with district nurses in care home one.  

Care assistant 1 C1: άWe do rely on outside services more 

because ǿŜ ŘƻƴΩǘ ƘŀǾŜ ƴǳǊǎŜǎ here, so they need to come 

faster for us. We ŘƻƴΩǘ ƘŀǾŜ ǘƘŀǘ ƳŜŘƛŎŀƭ ǎǳǇǇƻǊǘ ǎƻ ƛǘΩǎ 

harder for us to give them [residents] what they need. So, we 

need to call the direct nurse or emergency services if 

ǎƻƳŜǘƘƛƴƎ ƘŀǇǇŜƴǎΦέ  

Manager C1: ά²Ŝ ŘƻƴΩǘ ǳǎŜ ƴǳǊǎŜǎ ƻƴ ǎƛǘŜ ǿŜ ǳǎŜ district 

nurses, so training programmes need to pay attention to stuff 

ƭƛƪŜ ǘƘƛǎ ōŜŎŀǳǎŜ ǿŜ ǎǘƛƭƭ ǇǊƻǾƛŘŜ ŜƴŘ ƻŦ ƭƛŦŜ ŎŀǊŜΦέ 
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Additionally, as highlighted earlier, the staff in care home one emphasised they 

delivered EoLC infrequently compared to nursing homes, thus, require more 

ǎǳǇǇƻǊǘ ŀƴŘ ƘŜƭǇ ŀǎ ǘƘŜȅ ōŜŎƻƳŜ ΨǊǳǎǘȅΩ ǿƛǘƘ ǘƘŜ ƭŀŎƪ ƻŦ ǇǊŀŎǘƛŎŜ ŀƴŘ ŜȄǇƻǎǳǊŜ 

to EoLC. Therefore, as well as the lack of on-site nursing support, it was evident 

that the confidence to deliver EoLC in care home one was further impacted by 

the lower frequency of EoLC delivery.  

In sum, this theme has highlighted the impact of organisational contexts on care 

ƘƻƳŜǎΩ ŀōƛƭƛǘȅ ǘƻ ǇǊƻǾƛŘŜ 9ƻ[/. It was identified that having on-site registered 

nurses and delivering EoLC frequently were both contextual factors which were 

found to provide staff with reassurance and confidence. It was evident that 

having no on-site nursing and infrequent delivery of EoLC negatively impacted 

confidence of staff in care home one (a residential home) which influenced their 

tendency to use emergency services and request outside support. As well as 

organisational factors impacting on EoLC delivery directly, this theme also 

recognised that financial limitations prevented care homes one and two from 

engaging in more substantial EoLC education and training programmes. 

 

5.3.2 Theme six: The diverse resident population  

It was found that the care homes in this study were accepting residents from 

hospital and hospices and the community who come to the care home for usually 

short periods to receive EoLC. However, analysis revealed that the EoLC of 

residents admitted to care homes for short periods of time was often poorer 

compared to residents who had been in the home for longer periods of time. 

Care home staff spoke about their difficulties developing relationships with 

residents who had been admitted for short periods to receive EoLC. Specifically, 

Care assistant 1 C2 revealed that developing relationships with residents 

admitted to the care home for short periods of time was difficult as they were 

often only in the homes for a few weeks, and some arrive without any family. 

Care assistant 3 C3: άLǘ ƛǎ ƘŀǊŘ ǘƻ ōǳƛƭŘ ǘƘŀǘ ǊŜƭŀǘƛƻƴǎƘƛǇ ǿƛǘƘ 

residents who are admitted here for end of life care from the 
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community, we often have that here. We take a lot of 

ŜƳŜǊƎŜƴŎƛŜǎ ǘƻƻ ŦǊƻƳ ƘƻǎǇƛǘŀƭΦέ  

Care assistant 1 C2: ά{ƻ ǊŜǎƛŘŜƴǘǎ ǿƘƻ ŎƻƳŜ ǘƻ ǘƘŜ ƘƻƳŜ ŦƻǊ 

only three weeks with no family just for end of life care. It is 

difficult to build a relationship in that ǎƘƻǊǘ ǘƛƳŜΦέ 

This evidence suggests that current intervention mechanisms such as education 

on advance care planning are not equipping care home staff with the knowledge 

and skills to meet the EoLC needs of residents admitted to care homes for short 

periods of time to receive EoLC. Nonetheless, some care home staff argued that 

it was still possible to develop a relationship and provide individualised person-

centred EoLC with short stay residents. 

Registered nurse 1 C3: άL ŘƛǎŀƎǊŜŜ ǿƛǘƘ ǘƘŀǘ L ǘƘƛƴƪ ȅƻǳ Ŏŀƴ ǎtill 

build relationships with these temporary residents [short-stay 

residents] and their families. Because even if just one day you 

start in the morning by speaking to them and by the end of the 

daȅ ȅƻǳΩǾŜ ŘŜǾŜƭƻǇŜŘ ǎƻƳŜǘƘƛƴƎΧȅƻǳ ƪƴƻǿ ǎƻƳŜǘƘƛƴƎ ŀōƻǳǘ 

them. ¢ƘŜƴ ǘƻƳƻǊǊƻǿ ȅƻǳ ŎŀǊǊȅ ƻƴΦ {ƻ ŜǾŜƴ ƛŦ ǘƘŜȅΩǊŜ ƘŜǊŜ ŦƻǊ 

ǘƘŜ ǿŜŜƪ ȅƻǳ Ŏŀƴ ōǳƛƭŘ ǳǇ ŀ ŎŜǊǘŀƛƴ ǇŜǊŎŜƴǘŀƎŜ ƻŦ ǘǊǳǎǘΦέ  

Furthermore, one bereaved relative included in this study experienced EoLC in a 

short period (5 days), and also expressed gratitude for their EoLC experience in 

the care home comparing it to what could have been a negative experience in a 

hospital. 

BR6 C3: άMy mother went in on the Tuesday afternoon and she 

died on the Saturday. Everyone was surprised by the speed of 

her declineΧ We are incredibly grateful to [name of care 

ƘƻƳŜϐ ŦƻǊ ŀŎŎŜǇǘƛƴƎ Ƴȅ ƳƻǘƘŜǊ ƻƴ ǎǳŎƘ ǎƘƻǊǘ ƴƻǘƛŎŜΧέ 

This evidence identifies that residents and their relatives experiencing EoLC in 

care homes over short periods of time highly valued being able to spend their 

last few days/weeks together in the comfort of the care home setting, rather 
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than in a hospital or hospice setting. It also highlights that despite the evidenced 

challenges (in relation to some ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ ŘƛŦŦƛŎǳƭǘƛŜǎ ŘŜǾŜƭƻǇƛƴƎ 

relationships) it is still possible to develop meaningful relationships with these 

residents and relatives and deliver EoLC in the care home rather than having to 

admit them to hospital at the EoL.   

As well as residents admitted to care homes for short periods of time for EoLC, 

care home staff spoke about the increasingly demanding and complex EoLC 

needs of residents. The complex needs of residents on EoLC were highlighted 

across all three care homes including the residential home (care home one). The 

manager from care home two spoke about how residents on EoLC usually have 

multiple conditions such as frailty and dementia.  

Manager C2: άLΩƳ ŀƭǎƻ ǾŜǊȅ ƳǳŎƘ ƛƴǘƻ ŘŜƳŜƴǘƛŀ ŎŀǊŜ ŀƴŘ ǿƛǘƘ 

end of life care they often have lots of illnesses not just 

dementia but also frailty and other illnesses at ǘƘŜ ŜƴŘ ƻŦ ƭƛŦŜΦέ 

Despite residents presenting with the more complex conditions, the manager 

from care home one expressed that their EoLC could still be provided in the care 

home, and often did not warrant admission to hospital or unnecessary medical 

treatments. However, the data suggest that increasing staffing levels in the care 

home was essential to managing these increasing needs and avoiding 

unnecessary admissions to hospital.  

Manager C1: άwŜǎƛŘŜƴǘǎ ŀǊŜ ōŜŎƻƳƛƴƎ ƻƭŘŜǊ ƴƻǿ ǿƛǘƘ ƳƻǊŜ 

complex conditions we have also in our home experienced 

much greater numbers of residents. It is really hard. Over the 

last 10 year I think we used to have 6 carers on the floor now 

ǿŜ ƘŀǾŜ ǘƻ ƘŀǾŜ ŀǘ ƭŜŀǎǘ мн ŀƴŘ ǘƘŀǘΩǎ ǊŜƎŀǊŘƭŜǎǎ ƻŦ ŜƴŘ ƻŦ ƭƛŦŜ 

care. Everybody is older and more complex. But just because 

someone has a complex condition it does not mean they 

necessarily need medical care, many of our residents do not 

ǿŀƴǘ ƳŜŘƛŎŀƭ ǘǊŜŀǘƳŜƴǘΣ ǎƻ ŘƻƴΩǘ ƎŜǘ ǘƘŜǎŜ ǘǿƻ ǘƘƛƴƎǎ 

confused.έ 
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In sum, this theme has highlighted the impact of the diverse nature of the care 

home residents and the difficulties posed to care home staff delivering EoLC to 

this resident population. For example, despite engaging in advance care 

planning, staff still struggled to develop relationships with residents admitted to 

the care home for short periods of time to receive EoLC. The evidence presented 

in this theme indicates that more needs to be done in terms of education and 

training to support care home staff providing EoLC for an increasingly diverse and 

complex resident population.   

 

5.3.3 Theme seven: Organisational barriers to multidisciplinary collaboration  

Despite the importance of multidisciplinary collaboration (theme two), it was 

noted that high workloads and time pressures were found to inhibit the 

interactions and communication between multidisciplinary services during EoLC. 

Care home staff talked about how they felt these contextual mechanisms 

prevented GPs from regularly visiting the home to check up on residents 

receiving EoLC. This is important as care home staff expressed visits from GPs 

provided them with reassurance through the sharing of knowledge and 

expertise, and prescriptions of anticipatory medication.  

Care assistant 2 C1: άThey [GPs] are supposed to check end of 

life residents every two weeks. But some of the surgeries here 

are just too busy to come do thatΦέ 

Care assistant 1 C2: άL Ŏŀƴ ƎƛǾŜ ȅƻǳ ŀƴ ŜȄŀƳǇƭŜ ƴƻǘ ƭƻƴƎ ŀƎƻΧ 

we have policy where a GP has to come see residents on end of 

life every two weeks to come for review. In the end they did 

not come, ŀƴŘ ǿŜ ŜƴŘŜŘ ǳǇ ǇǳǘǘƛƴƎ ƛƴ ŀ ŎƻƳǇƭŀƛƴǘΦέ 

Manager C2: άLƴ ǘŜǊƳǎ ƻŦ ǿƘŀǘ ǘƘŜƛǊ ŜȄǇŜŎǘŀǘƛƻƴs ŀǊŜ ǘƘŜȅΩƭƭ 

do DNRs and prescribe anticipatory ƳŜŘƛŎŀǘƛƻƴ ƛŦ ȅƻǳΩǊŜ ƭǳŎƪȅΦ 

But they [GPs] ŘƻƴΩǘ ǎǳǇǇƻǊǘ ǘƘŜ ƘƻƳŜ ǿƛǘƘ ǾƛǎƛǘǎΦ ²ƘƛŎƘ ƛǎ 
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something that does give relatives and residents and staff a bit 

ƻŦ ŎƻƳŦƻǊǘ ǘƘŀǘ ǎƻƳŜƻƴŜ ǿŀǎ ƻǾŜǊǎŜŜƛƴƎ ǿƘŀǘ ǿŜΩǊŜ ŘƻƛƴƎΦέ   

Despite care home staff placing the blame on GPs services, it was apparent that 

the high workloads of care home staff also impacted on their own ability to reach 

out to external service staff such as hospice and GP service staff. Specifically, 

findings suggest that high workloads and time pressures impacted on care home 

ǎǘŀŦŦΩǎ ŀōƛƭƛǘȅ ǘƻ Ǉroactively collaborate and contact GPs, and instead only 

interacted with GPs on a reactive basis.  

Care assistant 3 C1: άLǘΩǎ ƛǘ ƴƻǘ Ŝŀǎȅ ŦƻǊ ǳǎ ŜƛǘƘŜǊ ǿŜ ŀǊŜ ōǳǎȅΣ 

ǎƻ ǿŜ ŘƻƴΩǘ ŀƭǿŀȅǎ ƎŜǘ ǘƘŜ ǘƛƳŜ ǘƻ ǘŀƭƪ ǘƻ Dtǎ ŜǾŜƴ ǿƘŜƴ ǘƘŜȅ 

Řƻ ŎƻƳŜΦέ 

As well as GPs the data suggests that despite care home staff recognising the 

value of hospice specialists, they often felt they were too busy to contact hospice 

specialists to ask for guidance and develop relationships between the services. 

For example, the manager from care home two spoke about how her workloads 

in terms of accepting ƭƻǘǎ ƻŦ ƴŜǿ ǊŜǎƛŘŜƴǘǎ ŀƴŘ ōŜƛƴƎ ΨōǳǎȅΩ ǎǘƻǇǇŜŘ ƘŜǊ ŦǊƻƳ 

contacting their local hospice specialists for support with their EoLC delivery.   

Manager C2: ά²Ŝ ŎƻǳƭŘ Řƻ ƳƻǊŜ ǿƛǘƘ ώƴŀƳŜ ƻŦ ǘƘŜ ƭƻcal 

hospice], we can ring them and ask for their help or advice 

witƘ ŜƴŘ ƻŦ ƭƛŦŜ ŎŀǊŜΣ ŀƴŘ L ŜƴŎƻǳǊŀƎŜ Ƴȅ ƴǳǊǎŜǎ ǘƻ Řƻ ǘƘƛǎΧ ǿŜ 

could be doing a lot more with them but we get busy here, in 

the last few weeks we have moved a lot of new residents in so 

it haǎ ōŜŜƴ ŀ ǾŜǊȅ ōǳǎȅ ǇŜǊƛƻŘΦέ 

In contrast, staff from care home three highlighted that they had a good 

relationship with their local services because they took the time to develop and 

build relationships and develop shared understandings. The manager from care 

home three spoke about opening up to external services and allowing them to 

see and understand what they do in the care home in terms of EoLC. It was 

expressed that this transparency and openness gave external service staff an 

understanding of the care ƘƻƳŜ ǎǘŀŦŦΩǎ ƭƛƳƛǘŀǘƛƻƴǎ ŀƴŘ ŜȄŀŎǘƭȅ ǿƘŜǊŜ ǎǳǇǇƻǊǘ 
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was needed. Consequently, it was evident that despite high workloads GPs were 

still able to support care home three with visits every two weeks to check up on 

residents during EoLC. 

Manager C3: άLǘΩǎ ŀōƻǳǘ the teams weΩre working with the 

doctorΩs surgery. They know us veǊȅ ǿŜƭƭΣ ǎƻ ƛǘΩǎ ŀōƻǳǘ ƭŜǘǘƛƴƎ 

them see our practice and trust us. They also know our 

limitations and they know me, and the owner and they know 

we know our own limitations, we also know them very well 

and how they work, so we can understand their perspectives.έ  

Registered nurse 1 C3: ά²Ŝ ƘŀǾŜ ŀ ǾŜǊȅ ƎƻƻŘ Dt ǎȅǎǘŜƳ ƘŜǊŜ 

the GP comes and visits every Tuesday without fail, it really 

helps us. Even if she goes, she will come back you can call her 

ŀƴȅǘƛƳŜΦέ 

In sum, this theme has highlighted how high workloads, and limited availability 

of care home staff can negatively impact on multidisciplinary collaboration 

during EoLC in care homes. The data collected from care home three identified 

that shared understandings were vital to sustaining effective relationships with 

external services and understanding each otherΩǎ limitations such as limited time 

and high workloads. The impact of these contextual mechanisms on care home 

ǎǘŀŦŦΩǎ ǇŜǊŎŜǇǘƛƻƴǎ ƻf external service staff is explored in the following theme 

5.4.1. 
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5.4 Human agency 

Human agency represents how stakeholders interpret and respond to the 

identified intervention and contextual mechanisms. Three themes emerged.  

5.4.1 Theme eight: Perceptions and attitudes of care home staff towards 

multidisciplinary practice  

The data collected from this study indicates that care home staff understood and 

valued multidisciplinary collaboration as part of EoLC deliver. Despite this, 

analysis suggests that ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ ǇŜǊŎŜǇǘƛƻƴǎ ƻŦ ŜȄǘŜǊƴŀƭ ǎŜǊǾƛŎŜ ǎǘŀŦŦ ǎǳŎƘ 

as GPs were negatively influenced by contextual mechanisms such as high 

workloads discussed in the previous theme. For example, it was evident that 

staff from care home one and two perceived the lack of visits from GPs to mean 

they do not understand or care about the needs of care home residents receiving 

EoLC.  

Care assistant 2 C2: άDtǎΦ L ŀǇǇǊŜŎƛŀǘŜ ǘƘŜȅ ŀǊŜ ōǳǎȅ ōǳǘ ǿŜΩǊŜ 

all busy, but if you have someone on end of life care and you 

call them oǳǘ ŦƻǊ ǎƻƳŜǘƘƛƴƎ ǘƘŜȅ ŘƻƴΩǘ ǊŜŀƭƭȅ ŎŀǊŜΦ ²Ƙŀǘ Řƻ 

ȅƻǳ ǿŀƴǘ ƳŜ ǘƻ Řƻ ƛŦ ǘƘŜȅΩǊŜ ƻƴ ŜƴŘ ƻŦ ƭƛŦŜ ŎŀǊŜΤ ƛǘΩǎ ŀƭƭ ŀōƻǳǘ 

ǘƘŜ ƭƛǾƛƴƎ ǘƘŜȅ ŘƻƴΩǘ ŎŀǊŜ ŀōƻǳǘ ǘƘŜ ŘȅƛƴƎΦέ  

Similar perceptions were evident in care home one. However, the staff from care 

home one added that it is more than high workloads and perceived the lack of 

time and attention given to them by external service staff was a result of a lack 

of respect for care home staff in general and their knowledge of residents.   

Care assistant 2 C1: ά¢ƘŜȅ [external service staff] are busy but 

ǎƻƳŜǘƛƳŜǎ ƛǘΩǎ ƳƻǊŜ ǘƘŀƴ ǘƘŀǘΦ ²ƘŜƴ ǿŜ ǊƛƴƎ ǘƘŜ hospitals, 

they do not ask us what we think or what we know about the 

ǊŜǎƛŘŜƴǘΦέ  

These findings suggest that care home staff were left with negative perceptions 

and attitudes towards external service staff as a result of the lack of visits and 

poor interactions. IƻǿŜǾŜǊΣ ǘƘŜǊŜ ǿŀǎ ƴƻ ŜǾƛŘŜƴŎŜ ǘƻ ǎǳƎƎŜǎǘ ǘƘŀǘ ǎǘŀŦŦΩǎ 
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negative perceptions and attitudes negatively impacted on their motivation to 

improve their future relationships and collaborations with external service staff. 

Nonetheless, across all three care home staff understood the importance and 

value of multidisciplinary collaboration.  

As well as care home staffΩs perceptions of external services, it was also evident 

that staffΩs perceptions of other care homes influenced EoLC. Specifically, 

analysis identified that different economic and organisational contexts of care 

homes impacted on staffΩs willingness to engage in education and learning with 

other care homes. Care home staff tended to adopt a defensive and competitive 

stance assuming their way of delivering EoLC was superior, rather than wanting 

to learn and improve:    

Manager C1: άWe are better than other homes here because 

we have a very personal feel, ǿŜΩǊŜ ƭƛƪŜ ƻƴŜ ōƛƎ ŦŀƳƛƭȅΦ [ŀǊƎŜǊ 

home loose this feeling that is why people keep coming to usΦέ 

Care assistant 1 C3: ά²Ŝ ŀƭǊŜŀŘȅ Řƻ ǘƘƛƴƎǎ ǘƘŜ ōŜǎǘ ǿŜ Ŏŀƴ 

here, we are all passionate abut of end of life and our residents 

ǎƻ ƛǘΩǎ ƘŀǊŘ ǘƻ ǘƘƛƴƪ ƻŦ ǿƘŀǘ ǿŜ Ŏŀƴ ƛƳǇǊƻǾŜ ƻƴΦέ 

Analysis of the data uncovered that these perceptions impacted on care home 

staffΩs willingness to learn from each other and share best practice with other 

local homes to collectively improve. Some care home staff even spoke about 

other local care homes as competitors thus were not always happy to share and 

collaborate with these homes during EoLC. This was particularly apparent within 

the residential home (care home one) where staff spoke about not wanting to 

get EoLC related support from local nursing homes out of fear they would 

attempt to take their residents. 

Administrator C3: άWould you be open to sharing your best 

practice though? So, if you had a care home up the road who 

was wanting to learn and improve would you be happy if one 

of their seniors come over and shadowed us? Or even just 
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come talked to us? They are our competitor. Do you see what 

LΩƳ ǎŀȅƛƴƎΚ ²ƻǳƭŘ ǿŜ ǊŜŀƭƭȅ ǿŀƴǘ ǘƻΚ tŜǊǎƻƴŀƭƭȅΣ LΩƳ ƴƻǘ ǎǳǊŜΦέ  

Manager C1: ά²Ŝ ŘƻƴΩǘ ǿƻǊƪ ŎƭƻǎŜƭȅ ǿƛǘƘ ƴǳǊǎƛƴƎ ƘƻƳŜǎ ŀǎ ƛƴ 

my 10 years of experience we have always tried to keep them 

ƘŜǊŜΦέ 

Moreover, it was also uncovered that the different educational mechanisms used 

in the different care homes affected care home ǎǘŀŦŦΩǎ perceptions and attitudes 

towards other care homes. For example, staff from care home three who used 

the GSFCH felt unable to share their good practice with care homes who do not 

use the GSFCH, as they paid and invested in the education and other homes did 

not: 

Administrator 1 C3: ά²Ŝ Ǉŀȅ ŦƻǊ ǘƘŀǘ ǎƻ ǿŜ ŎŀƴΩǘ ǊŜŀƭƭȅ ǎƘŀǊŜ 

that with other homes. The codes of practice give a minimum 

standard for these other homesΧΦ ŀlso, what we do adheres to 

ǘƘŜ D{C ōŜŎŀǳǎŜ ǿŜ ōŜƭƻƴƎ ǘƻ ǘƘŜ D{C L ŘƻƴΩǘ ǘƘƛƴƪ ǿŜ ǿƻǳƭŘ 

be allowed to show what we do Χέ 

Therefore, it is clear that care home staffΩs perceptions of other care homes, and 

external services is impacting on their willingness to share knowledge and 

expertise. It was also evident that the economic context of the care home sector 

and the use of different education mechanisms influenced care home staffΩs 

perceptions, making them defensive and competitive. However, not all care 

home staff held these perceptions, and some care home staff were less 

defensive and more inquisitive and enthusiastic about sharing and learning from 

other care homes. For example, some staff adopted positive perceptions and 

attitudes of other care homes highlighting they could not only learn and help 

other care home staff but help other local care homes by sharing their good 

practice.   

Administrator 2 C3: άLǘΩǎ Ǝƻǘ ǘo be good for other care homes if 

we share our practice because if the best practice is shared 
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surely that will help reduce the variation in end of life care 

ǎǘŀƴŘŀǊŘǎΦέ   

Administrator 1 C2: άL ǿƻǳƭŘ ƭƛƪŜ ǘƻ ǎŜŜ Ƙƻǿ ƻǘƘŜǊ ƘƻƳŜǎ 

provide end of life care because I think we all have slightly 

difference ways of providing it. I know some homes have the 

Gold standard tool; ǿŜ ŘƻƴΩǘ ƘŀǾŜ ǘƘŀǘ ƘŜǊŜ ǎƻ ƛǘ ǿƻǳƭŘ ōŜ 

interesting to see how they do things.έ  

In sum, this theme has highlighted how contextual and intervention mechanisms 

were interpreted by care home staff. This theme has identified that some care 

home staff were positive and enthusiastic about the multidisciplinary 

collaboration. However, high workloads, and poor interactions often led to care 

home staff developing negative perceptions and attitudes of external service 

staff. Poor collaboration between care homes themselves was also noted in this 

theme. Findings suggest that some care home staff adopted negative and 

competitive perceptions about other care homes and services, which inhibited 

the sharing of knowledge and expertise. 

 

5.4.2 Theme nine: Bereaved ǊŜƭŀǘƛǾŜǎΩ ǾƛŜǿǎ ƻŦ ŀƴŘ ǊŜǎǇƻƴǎŜǎ ǘƻ ŜƴŘ ƻŦ ƭƛŦŜ 

care in care homes 

As discussed in theme three, including relatives in the EoLC process and 

supporting their bereavement needs was found to be essential to avoid conflicts 

at the EoL. This theme will build on theme three by exploring human agency to 

understand why conflict can occur between care home staff and relatives during 

EoLC.  

Bereaved relatives described initially feeling a sense of relief that come from 

their loved one receiving EoLC in a care home. Feelings of relief were particularly 

expressed by those relatives who had previously cared for their loved one in 

their home before coming to a care home. BR7 C3 implied that handing over the 

responsibility of the care of her husband to care home staff allowed her to get 
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her life back and regain her dignity, which she felt was lost during the struggles 

of caring for her husband in their own home. This sense of relief that come with 

handing over caring responsibilities was expressed by serval bereaved relatives.   

BR7 C3: ά9ƴŘ ƻŦ ƭƛŦŜ ŎŀǊŜ ƎŀǾŜ Ƴȅ ƘǳǎōŀƴŘ ǘƘŜ ǇƘȅǎƛŎŀƭ ǎǳǇǇƻǊt 

he needed, they [care home staff] were all qualified to give this 

ǎƻǊǘ ƻŦ ŎŀǊŜΧL Ƨǳǎǘ ŎƻǳƭŘƴΩǘ Řƻ ƛǘ ŀƴȅƳƻǊŜ ōȅ ƳȅǎŜƭŦΦ L Ƴǳǎǘ ǎŀȅΣ 

it came with a great sense of relief...I no longer had the 

responsibility of being the sole carer. I felt a weight being lifted 

ŦǊƻƳ Ƴȅ ǎƘƻǳƭŘŜǊǎΣ ǘƘŜ ǇŜƻǇƭŜ ƛƴ ǘƘŜ ƘƻƳŜ ǿŜǊŜ ǿƻƴŘŜǊŦǳƭΦέ 

Researcher: άƛƴ ǿƘŀǘ ǿŀȅΚέ 

BR7 C3: ά¢ƘŜ ƛƴŘƛƎƴƛǘȅ ǘƘŜ ŘƛǎŎƻƳŦƻǊǘΣ ǘƘŜ ǇŀƛƴΧ ƛǘ ǿŀǎ ŀƭƭ 

ǘŀƪŜƴ ŀǿŀȅΦέ 

However, despite these initial feelings of relief it was evident that bereaved 

relatives also felt a strong sense of guilt and failure for having to leave their loved 

one in a care home and not being able to continue caring for them in the comfort 

and familiar surroundings of their own home. Although bereaved relatives 

expressed enjoying the freedom and time that was given to them, it was evident 

these feelings were accompanied with underlying feelings of guilt and grief.  

BR7 C3: άL ŦŜƭǘ ŀ ŘŜŜǇ ŦŜŜƭƛƴƎ ƻŦ failure and guilt leaving 

him and having to rely on others to give him care. I broke 

my promise to care for him in our home till his death. 

Certainly, I enjoyed the freedom, it was nice to be able to 

make myself something to eat when I wanted and in my 

own time rather than having all my time taken up. But I 

remember questioning myself during this time. I was left 

questioning who I was.  

Further analysis suggested that feelings of guilt and failure were particularly 

apparent in cases where relativesΩ caring responsibilities were no longer needed 

in the same capacity due to care home staff taking over the delivery of care.  
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BR7 C3: άaƳƳ L ǿƻǳƭŘ ŘŜǎŎǊƛōŜ ƛǘ ŀǎ ōŜƛƴƎ ƭƛƪŜ ΨŎŀǊing 

ǿƛǘƘŘǊŀǿŀƭΩ Ƴȅ ƭƛŦŜ ǿŀǎ ŎŀǊƛƴƎ ŦƻǊ ώƴŀƳŜ ƻŦ ƘǳǎōŀƴŘϐ 

when that was suddenly taken away. I was bereft but at 

ǘƘŜ ǘƛƳŜ ƘŜ ǿŀǎ ƴƻǘ ŘŜŀŘΦέ 

Furthermore, bereaved relatives spoke about how leaving their loved one in the 

care of others was in a sense like losing them. ¢ƘŜǎŜ ŦŜŜƭƛƴƎǎ ƻŦ ΨŜŀǊƭȅΩ 

bereavement were particularly expressed by bereaved relatives who had long 

cared for their loved one in their own home before they went into the care 

home. ¢ƘŜ ŦŜŜƭƛƴƎ ǿŀǎ ŘŜǎŎǊƛōŜŘ ŀǎ ΨŎŀǊŜǊ ǿƛǘƘŘǊŀǿŀƭΩ ŀƴŘ ŎŀƳŜ ǿƘŜƴ caring 

responsibilities for their loved one were suddenly taken away. Bereaved relatives 

spoke about how the abrupt end to caring responsibilities led to them to 

questioning their identity and purpose.  

This is an important insight given that trouble establishing an identity was found 

ǘƻ ƘŜƛƎƘǘŜƴ ōŜǊŜŀǾŜŘ ǊŜƭŀǘƛǾŜǎΩ ŜƳƻǘƛƻƴǎ ǇŀǊǘƛŎǳƭŀǊƭȅ ǘƻǿŀǊŘǎ ǘƘŜ ŜƴŘ ǎǘŀƎŜǎ ƻŦ 

their loved ƻƴŜΩǎ ƭƛŦŜ when unnecessary admissions to hospital to prolong life 

were more likelyΦ .ŜǊŜŀǾŜŘ ǊŜƭŀǘƛǾŜǎ ŜȄǇǊŜǎǎŜŘ ΨŎƻƳƛƴƎ ǘƻ ǘŜǊƳǎ ǿƛǘƘΩ ŀƴŘ 

ΨŀŎŎŜǇǘƛƴƎΩ ǘƘŀǘ ǘƘŜƛǊ ƭƻǾŜŘ ƻƴŜ ǿŀǎ ƴŜŀǊƛƴƎ ǘƘŜ ŜƴŘ ƻŦ ǘƘŜƛǊ ƭƛŦŜ ǿŀǎ ǇŀǊǘƛŎǳƭŀǊƭȅ 

difficult as life without their loved one left them questioning their purpose and 

identity.  

BR3 C1: ά¢ƘŜ ƘŀǊŘŜǎǘ ǇŀǊǘ ŦƻǊ ƳŜ ŀƴŘ LΩƳ ǎǳǊŜ ŦƻǊ ƻǘƘŜǊǎ ǘƻƻ 

was coming to terms with it all and accepting that my mother 

was leaving us. I remember a sinking feeling and not wanting 

tƻ ōŜƭƛŜǾŜ ƛǘΧΦ L ƘŀŘ ǎŜŜƴ ƘŜǊ ŘŜǘŜǊƛƻǊŀǘŜ and I knew what was 

eventually going to happen, but it still come as a great shock. 

LΩŘ ƘŀŘ Ƴȅ ƳƻǘƘŜǊ Ƴȅ ǿƘƻƭŜ ƭƛŦŜΦέ  

Furthermore, the above quote suggests that the emotions discussed throughout 

this theme such as relief, grief, guilt and failure stayed with bereaved relatives 

into the bereavement period and often for the rest of their life. Therefore, as 

well as including relatives throughout the EoLC process supporting them into the 

bereavement process is also just as important.  
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However, it was apparent that bereaved relatives experienced and expressed 

feelings of emotion towards their loved ones differently. Although the quotes 

above suggest bereaved relatives had difficulty accepting death and letting go 

towards the end, this was not true across all the transcripts. For example, some 

bereaved relatives emphasised that they accepted death as part of life, and 

therefore wanted the care home staff to be direct with them in relation to death.  

BR5 C2: άL ŘƻƴΩǘ ƘŀǾŜ any great emotional hang-up about 

death. So, I instructed the staff at the home to tell me as it is 

not to beat around the bush. Some people need emotional help 

ŀƴŘ ǊŜŀǎǎǳǊŀƴŎŜΣ ōǳǘ L ŘƻƴΩǘ ǿŀƴǘ ǘƻ ōŜ ŎƭǳŎƪŜŘ ƻǾŜǊ ōȅ ǇŜƻǇƭŜ 

who I know professionally and doƴΩǘ ƪƴƻǿ ǇŜǊǎƻƴŀƭƭȅΦέ 

The evidence presented here does not suggest that BR5 C2 did not experience 

emotion or difficultly accepting their significant otherΩs death. However, it does 

show how different individuals approach death and losing a loved one, and how 

ƛǘ Ŏŀƴ ǇƻǘŜƴǘƛŀƭƭȅ ƛƳǇŀŎǘ ƻƴ 9ƻ[/ ŀƴŘ ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ ŀǇǇǊƻŀŎƘΦ    

In sum, this theme has uncovered some of the reasons why conflict between 

care home staff and relatives occurs during EoLC. This is important as the 

analysis presented in theme three implied that this conflict can lead to 

unnecessary admissions and prolongation of life. However, this present theme 

has uncovered that bereaved relatives had difficulty re-establishing their identity 

and purpose in life without their significant other. For example, some bereaved 

relatives expressed having difficulty accepting death and moving on. However, it 

was also evidenced that bereaved relatives expressed emotion differently.  

5.4.3 Theme ten: Care home sǘŀŦŦΩǎ ŜƳƻǘƛƻƴŀƭ ŜȄǇŜǊƛŜƴŎŜǎ ŀƴŘ ǊŜǎǇƻƴǎŜǎ ǘƻ 

end of life care  

As well as service users, it was evident that care home staff found delivering 

EoLC emotional. Care home staff spoke about the close relationships they often 

developed with residents. Some staff even described residents as being like a 

second famiƭȅ ǘƻ ǘƘŜƳΣ ŜǎǇŜŎƛŀƭƭȅ ƛƴ ŎŀǎŜǎ ǿƘŜǊŜ ǊŜǎƛŘŜƴǘǎΩ ƻǿƴ ŦŀƳƛƭy was not 

present. Consequently, it was evident that some care home staff found it 
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emotionally difficult delivering EoLC to residents, especially towards the end 

stages of their life. The emotional labour of delivering EoLC was expressed by a 

range of care home staff from housekeeping, to care assistants to registered 

nurses and managers with their years of experience ranging from two to 29 

years. 

Care assistant 2 C1: άLƴ ǎƻƳŜ ǿŀȅǎ ȅƻǳ ōŜŎƻƳŜ ǘƘŜƛǊ Ŧamily 

ōŜŎŀǳǎŜ ȅƻǳΩǊŜ ǎǇŜƴŘƛƴƎ ƳƻǊŜ ǘƛƳŜ ǿƛǘƘ ǘƘŜƳ ǘƘŀƴ ǘƘŜƛǊ 

family. OŦǘŜƴ ŦŀƳƛƭƛŜǎ ǎǘŀȅ ŀǿŀȅ ŀǎ ǘƘŜȅ ŘƻƴΩǘ ǿŀƴǘ ǘƻ see their 

loved one dying so often you take their place. You try being 

their family for them. So, losing a resident like that can be very 

emƻǘƛƻƴŀƭ ȅŜǎΦέ  

Housekeeping C3: άWe get very emotional because we get 

ŀǘǘŀŎƘŜŘ ǘƻ ǘƘŜƳΣ ȅƻǳ ŎŀƴΩǘ ƘŜƭǇ ǘƘŀǘ ȅƻǳΩǊŜ ƘǳƳŀƴΦέ   

Lƴ ŀŘŘƛǘƛƻƴΣ ƛǘ ǿŀǎ ŀǇǇŀǊŜƴǘ ǎǘŀŦŦΩǎ ŜƳƻǘƛƻƴŀƭ ŀǘǘŀŎƘƳŜƴǘ ǘƻ ǊŜǎƛŘŜƴǘǎ ƛƳǇŀŎǘŜŘ 

on their ability to discuss death and dying as part of advanced care planning. 

Aƴŀƭȅǎƛǎ ƛƳǇƭƛŜǎ ǘƘŀǘ ǎǘŀŦŦΩǎ ŎƭƻǎŜ ŀǘǘŀŎƘƳŜƴǘǎ ǿƛǘƘ ǊŜǎƛŘŜƴǘǎ ƭŜŘ ǘƻ ǘƘŜƳ ŦŜŜƭƛƴƎ 

uncomfortable discussing sensitive and potentially upsetting topics, such as 

death and dying. Despite the reluctance to discuss death and dying it was well 

understood by all care home staff that advance care planning was part of their 

ΨǇǊƻŦŜǎǎƛƻƴŀƭ ƧƻōΩΣ ǘƘǳǎ ƛǘ ǿŀǎ ƴƻǘ ŀǾƻƛŘŜŘΦ IƻǿŜǾŜǊΣ it was evident throughout 

the transcripts that discussions about death and dying as part of advance care 

planning were sometimes rushed and overlooked. 

Manager C2: ά²Ŝ ƻŦǘŜƴ ǎƘȅ ŀǿŀȅ ōŜŎŀǳǎŜ ǿŜ ŦŜŜƭ 

ǳƴŎƻƳŦƻǊǘŀōƭŜΧ .ǳǘ ǿŜ ǊŜŀƭƭȅ ŘƻƴΩǘ ǘŀƭƪ ŀōƻǳǘ ǘƘŀǘΧǿŜ ǊŜŀƭƭȅ 

ŘƻƴΩǘ ŜȄǇƭƻǊŜ ǘƘŀǘΦ {ƻΣ ƛǘ ƳŀƪŜǎ ǳǎ ŎƻƳŜ ŀŎǊƻǎǎ ŀǎ ŀ ōƛǘ ǎǘƛƭǘŜŘ 

ŀƴŘ ŀ ōƛǘ ǎǘƛŦŦΦέ  

Care assistant 2 C1: άL try to change the subject when they 

[residents] ask about it [death and dying] it best to concentrate 

ƻƴ ƭƛŦŜ ŀƴŘ ǘƘŜ ǘƛƳŜ ǘƘŜȅ ƘŀǾŜ ƭŜŦǘΦέ  
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Care assistant 3 C1: άYou just have to try to put it to the back 

of your mind. AƭǘƘƻǳƎƘ ƛǘΩǎ ǳǇǎŜǘǘƛƴƎ ƛǘ ƛǎ ȅƻǳǊ Ǉrofessional job 

at the end ƻŦ ǘƘŜ ŘŀȅΣ ȅƻǳ ŎŀƴΩǘ ƭŜǘ ƛǘ ŀŦŦŜŎǘ ȅƻǳr work and how 

ȅƻǳ ŀǊŜΦέ  

IƻǿŜǾŜǊΣ ǘƘŜǎŜ ǉǳƻǘŜǎ ǎǳƎƎŜǎǘ ǘƘŀǘ ƛǘ ƛǎ ƳƻǊŜ ǘƘŀƴ Ƨǳǎǘ ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ 

relationships with residents. This data uncovers a defence mechanism utilised by 

care home staff which may be detrimental to residents and relatives. Specifically, 

the quotes imply that some care home staff are avoiding discussions about death 

and dying, not only to prevent upset to residents, but to also protect themselves 

from upset. This is important given this study and previous literature (chapter 

three) evidence that care home staff find delivering EoLC emotionally stressful. 

Thus, the data presented here suggests that staff are protecting themselves from 

further emotional strain by avoiding sensitive conversations about death and 

dying.  

In sum, this theme has highlighted that care home staff developed close 

emotional attachments to residents. It was apparent that care home staff found 

delivering EoLC emotionally difficult and did not want to upset residents, 

especially those residents they had close relationships with. Findings presented 

in this theme suggest that ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦǎΩ ŜƳƻǘƛƻƴŀƭ ǊŜǎǇƻƴǎŜǎ ŀƴŘ 

attachment to residents impacted on their ability to engage effectively in 

discussions about death and dying due to them feeling uncomfortable with the 

emotive subject of death. 
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5.5 Outcomes 

Outcomes are defined as the changes in behaviour that result from how people 

respond to the intervention and contextual mechanisms. This section will 

illustrate how outcomes related to advance care planning and unnecessary 

admissions to hospital from care homes at the EoL can be influenced by 

interventions mechanisms, contextual mechanisms and human agency. 

5.5.1 Outcomes related to advance care planning  

Advance care planning was theorised to enable residents to maintain dignity 

towards the end of their lives by allowing care home staff to delivered person-

centred EoLC individualised ǘƻ ǊŜǎƛŘŜƴǘǎΩ ƴŜŜŘǎ. Intervention mechanisms such 

as on-the-job training (shadowing), and workshops were commonly used to help 

care home staff engage in sensitive EoL discussions as part of advance care 

planning.  

Despite these intervention mechanisms (shadowing and workshops), findings 

imply that care home staff adopted a defence mechanism which led them to 

avoiding discussions about death and dying with residents and relatives, 

particularly with residents they had developed close relationships with (human 

agency).  Additionally, contextual mechanisms such as residents time in the care 

home and complex conditions were found to further hinder EoL discussions. For 

ŜȄŀƳǇƭŜΣ .wс /о ǎǇƻƪŜ ŀōƻǳǘ ƘŜǊ ƳƻǘƘŜǊΩǎ ǎƘƻǊǘ ǘƛƳŜ ƛƴ ǘƘŜ ŎŀǊŜ ƘƻƳŜΣ 

ŀƭǘƘƻǳƎƘ ŜȄǇǊŜǎǎƛƴƎ ƎǊŀǘƛǘǳŘŜ ŦƻǊ ƘŜǊ ƳƻǘƘŜǊΩǎ ŎŀǊŜΣ .wс /о ƘƛƎƘƭƛƎƘǘŜŘ ǘƘŀǘ ǎƘŜ 

would have liked the care home staff to have discussed the EoL process with her 

to a greater extent.  

BR6 C3: άLǘ ǿŀǎ ŀƭƭ ǇƭŀƴƴŜŘΣ ōǳǘ ƛǘ ǿƻǳƭŘ ƘŀǾŜ ōŜŜƴ ƴƛŎŜ ƛŦ ǘƘŜȅ 

talked us through it a little bit moreΧέ  

This data indicates that despite the use of advance care planning and educational 

ƳŜŎƘŀƴƛǎƳǎ ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ ǊŜƭǳŎǘŀƴŎŜ ǘƻ ŘƛǎŎǳǎǎ ŘŜŀǘƘ ŀƴŘ ŘȅƛƴƎ ƴŜƎŀǘƛǾŜƭȅ 

impacted on their ability to sensitively engage in advance care planning 

discussions with residents and relatives. Evidence implies that this unaddressed 
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behaviour subsequently led to the negative experience of services users. Similar 

outcomes were identified in all three care homes which suggest education and 

training in this area needs to be improved.  

Nonetheless, positive outcomes were apparent in relation to including a wider 

range of care home staff in advance care planning and education. Specifically, 

findings suggest that staff with non-formal caring roles such as housekeeping 

developed relationships with residents and were able to contribute to advance 

care planning. 

In sum, this section has uncovered the underlying processes behind outcomes in 

terms of advance care planning. This process has highlighted both supportive 

and inhibitory factors which were found to impact on outcomes. 

Figure 7 Influence of mechanisms and agency on outcomes related to advance 

care planning  
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5.5.2 Outcomes related to multidisciplinary practice and unnecessary hospital 

admissions at the end of life  

Phase-one identified that multidisciplinary collaboration plays an essential role in 

enabling care home staff to provide high quality EoLC in care homes. As a result 

ƻŦ ŎŀǊŜ ƘƻƳŜ ǘƘǊŜŜΩǎ ǳǎŜ ƻŦ ŎƻƭƭŀōƻǊŀǘƛǾŜ ƳŜŜǘƛƴƎǎ όLƴǘŜǊǾŜƴǘƛƻƴ ƳŜŎƘŀƴƛǎƳύΣ 

combineŘ ǿƛǘƘ ǎǘŀŦŦΩǎ ŜƴǘƘǳǎƛŀǎƳ ǘƻ ƛƳǇǊƻǾŜ ǊŜƭŀǘƛƻƴǎƘƛǇǎ ǿƛǘƘ ŜȄǘŜǊƴal staff 

(Human agency) the data presented in this study suggests that the rate of 

collaboration and regular communication between care home staff and external 

service (local GP and hospice) staff increased.  

Staff from care home three spoke about how this improved collaboration 

facilitated the sharing of knowledge and expertise between care homes and 

external services leading to care home three being able to provide EoLC for 

residents with more complex EoLC needs, rather than having to admit these 

residents to hospital for EoLC (Outcome). The data suggested that this outcome 

had a positive experiential effect on service users, for example, one bereaved 

relative noted:  

BR6 C3: ά²Ŝ ŀǊŜ ƛƴŎǊŜŘƛōƭȅ grateful to [name of care home] for 

accepting my mother on sucƘ ǎƘƻǊǘ ƴƻǘƛŎŜΧέ 

In contrast, due to limited resources and varied financial and organisational 

contexts (contextual mechanism) care homes one and two did not engage in 

collaborative meeting and instead adopted a reactive approach expecting 

external services to come to them. This led to poor relationships preventing 

knowledge and expertise from being shared in the same way seen with care 

home three.  

This lack of effective collaboration appeared to be particularly detrimental for 

care home one, the residential care home. Specifically, it was found that having 

no on-site nursing and infrequent delivery of EoLC meant staff from the 

residential home (care home one) relied more on external services for support 

(Contextual mechanisms). 
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This section has highlighted the impact of multidisciplinary collaboration during 

EoLC in relation to outcomes associated with unnecessary admissions to hospital 

at the EoL. Collaborative meetings were found to increase rates of collaboration, 

which enabled care home three to provide EoLC to meet the needs of a more 

diverse range of service users in the care home and avoid unnecessary trips to 

hospital at the EoLΦ IƻǿŜǾŜǊΣ ŎƻƴǘŜȄǘǳŀƭ ƳŜŎƘŀƴƛǎƳǎ ǎǳŎƘ ŀǎ ŎŀǊŜ ƘƻƳŜΩǎ 

financial constraints influenced the uptake of collaborative meetings. 

Figure 8 Influence of mechanisms and agency on outcomes related to 

multidisciplinary collaboration 

 

 

 

5.5.3 Outcomes related to involving relatives in end of life care  

Involving relatives as well as residents in EoLC was established as being an 

important part of person-centred care. Findings suggest that including relatives 

and keeping them involved in decisions and emotionally supported is key to 

avoiding disputes and unnecessary admissions and treatment to prolong life. 

Bereaved relatives expressed that accepting that their loved one was going to die 

was one of the most emotional parts of the EoLC process for them, especially 

establishing an identity and purpose following the loss of their loved one (Human 

agency). Findings suggest that their desire to hold onto their identity made 
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ǊŜƭŀǘƛǾŜǎ ƳƻǊŜ ƭƛƪŜƭȅ ǘƻ ǿŀƴǘ ǘƻ ǳƴƴŜŎŜǎǎŀǊȅ ǇǊƻƭƻƴƎ ǘƘŜƛǊ ƭƻǾŜŘ ƻƴŜΩǎ ƭƛŦŜ ŀƴŘ 

increase the likelihood of unnecessary admissions to hospital at the EoL. 

Moreover, it was apparent that relatives who had been carers for their loved one 

prior to their admission into the care home had particular difficulty re-

establishing an identity with the often-abrupt cessation of caring responsibilities 

upon admission to the care home (Contextual mechanism). 

Despite these findings, it was uncovered that currently most intervention 

ƳŜŎƘŀƴƛǎƳǎ ǎǳŎƘ ŀǎ ŀǘǘŜƴŘƛƴƎ ŦǳƴŜǊŀƭǎ ŀƴŘ ŀǊǊŀƴƎƛƴƎ ΨŎŜƭŜōǊŀǘƛƻƴ ƻŦ ƭƛŦŜ ŘŀȅǎΩ 

are focused on bereavement and emotional support after death. Mechanisms in 

place to support relatives accept and come to terms with death before the death 

of their loved one appeared sparse.   

Nonetheless, some evidence of preparing and supporting relatives for death of 

their loved one was apparent. Care home staff highlighted how they used 

advance care planning discussions to prepare relatives for the death of their 

loved ones (Intervention mechanisms). However, it was apparent that care home 

ǎǘŀŦŦΩǎ emotional reluctance to discuss death and dying (Human agency) inhibited 

their ability to prepare relatives for the death of their loved one (Outcome). 

However, positive outcomes were highlighted in relation to bereavement 

support after death. Specifically, positive outcomes were expressed in relation to 

celebration of life days which invited bereaved relatives back to the home to 

remember their loved one and provide support and company. 

BR7 C3: άKeeping in contact with me afterwards was a big 

thing, they asked me to come back [to the home] you know. 

¢Ƙŀǘ ƳŜŀƴǘ ǘƘŜ ǿƻǊƭŘ ǘƻ ƳŜΦέ 
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Figure 9 Influence of mechanisms and agency on outcomes related to involving 

relatives in end of life care 
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5.6 Initial Intervention Theories  

The analysis presented in this chapter has contributed to filling the gaps in the 

literature identified in chapter three by uncovering the underlying processes 

behind outcomes. To further strengthen the findings, they will now be 

synthesised with the findings from the critical realist review (chapter three) and 

the systematic literature review (chapter two) and used to develop initial 

intervention theories. Unlike the previous interventions, the initial intervention 

theories presented below were designed by systematically incorporating 

mechanisms and agency into their design to address the outcomes outlined in 

the previous section. Four initial intervention theories were developed. 

 

5.6.1 Initial intervention theory one: Advance care planning and discussing 

death and dying  

The systematic literature review presented in chapter two highlighted the 

importance of providing individualised person-centred care through the use of 

advance care plans to meet residents needs and wishes (Froggatt et al. 

2009; Kinley et al. 2018; Ong et al. 2011). Many residents come to care homes 

without completed advance care planning documentation, and those that do, 

still need to have their preferences and wishes updated to meet their changing 

needs (Gordon 2012; DH 2008). It is, therefore, one of the central roles for care 

home staff to attempt to access and record the preferences of residents 

receiving EoLC (DH 2008), for example, the type of care they would like to 

receive, who they want around them, and their preference for place of death. 

Given this importance, it was unsurprising that chapter three identified that 

advance care planning interventions were the most common type of intervention 

developed to improve EoLC in care homes. 

However, findings from the empirical part of this study identified that care home 

ǎǘŀŦŦΩǎ ǊŜƭǳŎǘŀƴŎŜ ǘƻ ŘƛǎŎǳǎǎ ŘŜŀǘƘ ŀƴŘ ŘȅƛƴƎ ƛƴƘƛōƛǘŜŘ ǘƘŜ ŜŦŦŜŎǘƛǾŜƴŜǎǎ ƻŦ 

advance care planning discussions. It was found that care home staff avoided 

discussions about death and dying in an attempt to not upset residents. 
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However, deeper analysis suggested as well as not wanting to upset residents; 

ǎǘŀŦŦΩǎ ǊŜƭǳŎǘŀƴŎŜ ǘƻ ŘƛǎŎǳǎǎ ŘŜŀǘƘ ŀƴŘ ŘȅƛƴƎ ǿas also a defence mechanism to 

protect their own emotional wellbeing. These insights are valuable as the 

research reviewed in chapter three tended to focus more on the numbers of 

advance care plans to determine success (Handley et al. 2014; Ong et al. 2011; 

Stone et al. 2013) and less on the quality and impact of the interactions. 

As well as care home staff, it has been reported that some residents and relatives 

were also reluctant to discussing death and dying. It was noted in critical realist 

review that religion, and background and life experience all influenced how 

individuals approached death and dying (Hall et al. 2011). However, the findings 

from phase-one suggest that bereaved relatives were open to discussing death 

and dying and were held back by caǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ ǊŜluctance rather than their 

own. Nonetheless, phase-ƻƴŜ ŘƛŘ ƴƻǘ ŜȄǇƭƻǊŜ ŀƴŘ ƴƻǘŜ Ƙƻǿ ǇŜƻǇƭŜΩǎ ōŀŎƪƎǊƻǳƴŘ 

and culture may influence their acceptance of death and dying, thus this will be 

explored further in phase-two.  

In addition, the findings from the critical realist review suggested that a taboo 

culture surrounding death and dying caused staff to avoid such conversations 

with residents and relatives (Hall et al. 2011; Hockley et al. 2005). Although 

findings from phase-one identified a reluctance to discuss death amongst care 

home staff, a taboo culture was not identified, therefore contextual barriers such 

as cultures in care homes will be explored further in phase-two and incorporated 

in the initial intervention theory. Exploring the impact of these cultures and 

background on individual behaviour is important given the current mechanisms 

used to train and educate care home staff. Specifically, current education 

mechanisms mostly consisted of on-the-job training (shadowing) which may 

allow care home staff to pass their beliefs and attitudes (such as their reluctance 

to discuss death and focusing on living) onto less experienced care home staff. 

DƛǾŜƴ ǘƘŜ ŀǇǇŀǊŜƴǘ ƛƳǇŀŎǘ ƻŦ ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ ǊŜƭǳŎǘŀƴŎŜ ǘƻ ŘƛǎŎǳǎǎ ŘŜŀǘƘ ŀƴŘ 

dying on current intervention mechanisms such as advance care planning, there 

is a need to implement evidence-based education into care homes to provide 

staff with the knowledge and support to sensitively engage in discussions about 
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death and dying. The critical realist review highlighted that evidence-based 

education workshops improved staffΩs knowledge and confidence (Finucane et 

al. 2013; OΩBrien et al. 2016; Kinley et al. 2014). Furthermore, the data from 

phase-one identified that workshops can be accompanied by existing methods 

such as shadowing to provide a foundation of evidence-based knowledge to be 

disseminated. Thus, workshops may be an effective format to deliver the 

education.  

Findings from this study suggest that the educational content of these 

workshops need to be based on supporting care home staff from different 

culture and backgrounds to sensitively engage in discussions about death and 

dying as part of advance care planning and in general. This is important given the 

literature reviewed in chapter three suggested that workshops are currently 

more focused on supporting care home staff to gather information for advance 

care plans rather than supporting sensitive discussions about death and dying. 

From this synthesis the following initial intervention theory was developed: 

Given some ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ ŜƳƻǘƛƻƴŀƭ ǊŜƭǳŎǘŀƴŎŜ ǘƻ ŘƛǎŎǳǎǎƛƴƎ ŘŜŀǘƘ ŀƴŘ ŘȅƛƴƎ 

(Human agency) and cultures within care homes which perceive death as taboo 

(Contextual mechanism) there is a need to introduce educational workshops 

(Intervention mechanism) focused on supporting more care home staff to engage 

in sensitive discussions rather than simply gathering information for advance care 

plans (Outcome).  

Questions for care home staff:   

- What do you think?  

- How do you feel about discussing death and dying?  

- How do you think information on end of life care should be effectively 

conveyed to residents and relatives?  

Questions for bereaved relatives:  

- What do you think? 

- Did you feel you had an understanding of end of life care?  
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5.6.2 Initial intervention theory two: A whole home approach to advance care 

planning  

Findings from this study and existing literature reviewed in chapters two and 

three all highlight the importance of care home staff developing relationships 

with residents and relatives (McGlade et al. 2017; Hickman et al. 2016). 

Specifically, good relationships between care home staff and residents and 

relatives was found to help them more openly share information pertaining to 

EoLC. 

Although literature reviewed in chapters two and three acknowledged the 

importance of relationships in advance care planning and care (Froggatt et al. 

2009; McGlade et al. 2017; Hickman et al. 2016), current research only explores 

relationships between care home staff with direct caring roles such as registered 

nurses, and care assistants with residents and relatives. However, this present 

study identified relationships were developed between residents, relatives and 

range of care home staff including those with non-formal caring roles. Bereaved 

relatives highlighted that as well as care home staff with formal caring roles, they 

developed close relationships with staff with non-formal caring roles and 

therefore would often talk to and share their preferences with the staff. For 

example, housekeeping staff highlighted that residents and relatives would often 

share information useful to EoLC with them while they cleaned their rooms, 

which they were able to pass on (with consent) to inform advance care plans. It 

was apparent that these small inputs from staff with non-formal caring roles 

accumulated to have a big impact ƻƴ ōŜǊŜŀǾŜŘ ǊŜƭŀǘƛǾŜǎΩ ŜȄǇŜǊƛŜƴŎŜǎ. 

Recognising the role of staff with non-formal caring roles is important as it has 

not been previously reported or recognised in the literature. 

Moreover, utilising the skills and qualities of staff with non-formal roles was 

found to be particularly effective for residents and relatives in the home for a 

short period of time to receive EoLC. This is important as findings from phase-

one highlighted that care home staff often had difficulty developing relationships 

with residents who had been admitted to the care home for only a short period 

of time to receive EoLC. However, findings suggested that the additional 
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relationships and inputs from those staff with non-formal caring roles were 

found to help staff develop more effective relationships in short time periods 

and enabling staff to collect and pass on more information to inform care 

planning. 

Despite this, only staff from care home three included staff with non-formal 

caring roles in education to support their contribution to EoLC. However, care 

home three used workshops which were easier to include all staff in while care 

homes one and two only used on-the-job training which appeared to not include 

staff with non-formal caring roles. Further to this, the critical realist review 

uncovered that only staff with formal caring roles (care assistants and registered 

nurses) were included in interventions on advance care planning. From this 

synthesis the following initial intervention theory was developed to add to initial 

intervention theory one:  

Care home staff with non-formal caring roles developed close relationships with 

residents and relatives (Human Agency) including short stay residents who were 

admitted to the home for a short period of time to receive end of life care 

(Contextual mechanism). Thus, including staff with non-formal caring roles in the 

educational workshops introduced in the previous theory (Intervention 

mechanism) is necessary to help staff more effectively develop relationships with 

residents and relatives improving advance care planning (Outcome).  

Questions for care home staff:  

- What do you think?  

- What are your thoughts on involving all care home staff?  

- What care home staff would you like to see more involved?  

Questions for bereaved relatives:  

- What do you think?  

- Did you feel a range of care home staff were involved in the end of life 

care for you and your relative?   
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5.6.3 Initial intervention theory three: Bereavement support  

It has been reported that losing those whom our lives are entangled with is 

associated with deep sadness, grief and feeling of loss (Relf et al. 2010). For most 

support from family, friends and personal life is enough to help them manage 

their feeling of grief and sadness, however, others may find it harder to adjust to 

life without their loved one and require more support (Relf et al. 2010). 

Therefore, current research and policy promote the need to support to facilitate 

grieving to prevent detrimental consequences of bereavement, which can 

include depression and lasting fatigue (RCN 2019; NICE 2004).  

Findings from phase-one highlight supportive mechanisms and elements of good 

bereavement support such as celebration of life days and attending funerals. This 

type of bereavement support for relatives is important as it was revealed in the 

systematic literature review that bereaved relatives appreciated it when staff 

attended funerals and supported them through regular communication and 

interactions following a death (Kinley et al. 2018). 

However, findings suggest that there is currently a lack of intervention 

mechanisms focused on supporting relatives before the death of their loved one, 

preparing relatives for the death of their loved one. This is important as it was 

found that providing bereavement support before death is essential to avoiding 

conflict at the EoL. Specifically, findings imply that supporting relatives to accept 

the death of their loved one and re-establishing their identity was essential to 

avoiding conflict and unnecessarily prolongation of life via admissions and 

treatment. Pre-death bereavement support such as talking to residents and 

preparing them for death was a key element to supporting them through the 

EoLC process, to gradually help them to accept their loved one was going to die. 

However, ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ own emotional reluctance to discuss death and dying 

impacted on their ability to provide this type of bereavement support. 

The critical realist review in chapter three also identified a lack of current 

intervention mechanisms in place to support care home staff to manage their 

emotion and overcome these reluctances. For example, only four studies 
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implemented reflection for care home staff, which was often not effective due to 

high workloads and time pressures preventing reflection from taking 

place (Hockley et al. 2005; Nash and Fitzpatrick 2015; Cox et al. 2017; Hewison, 

Badger and Swani 2011). This is important given findings from this present study 

ǎǳƎƎŜǎǘ ǘƘŀǘ ǎǘŀŦŦΩǎ ǊŜƭǳŎǘŀƴŎŜ ǘƻ ŘƛǎŎǳǎǎ ŘŜŀǘƘ ŀƴŘ ŘȅƛƴƎ ǿŀǎ ƭinked to the 

emotional stresses of delivering EoLC.  

Moreover, from the data collected in phase-one it was unclear what emotional 

support was given to care home staff, as care home staff tended to speak about 

and focus on the needs of residents and relatives rather than their own 

emotional needs. Thus, the findings from phase-one of this study suggest a need 

to provide better emotional and bereavement support for care home staff to 

help them more effectively support the bereavement needs of relatives. 

Specifically, it was apparent that care home staff become attached to residents 

often developing close relationships, even in cases seeing residents as family. 

Therefore, staff would grieve and require emotional support when residents 

died, especially those they were close to. The current emotional support 

mechanisms in place for care home staff will be further explored in phase-two.  

Literature highlights that the lack of emotional support mechanisms in place for 

care home staff is a result of financial limitations and high workloads, causing the 

needs of care home staff to be overlooked (Vandrevala et al. 2017). Despite 

this, Marcella and Kelley (2015) and Learner (2016) argue that emotionally 

supporting care home staff is essential in enabling them to deliver high quality 

care consistently. Together, the findings from the review and phase-one of this 

present study suggest more needs to be done to explore and support the 

emotional needs of care home staff delivering EoLC. From these findings the 

following initial intervention theory was developed: 

Despite limited finances and high workloads (Contextual mechanism) evidence-

based education on bereavement support to give care home staff the knowledge 

to support their own emotional needs as a well as the emotional needs of 

bereaved relatives (Intervention Mechanism) is necessary given the varied 
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bereavement experiences (Outcome) and the emotional challenges faced by both 

staff and service users (Human agency).   

Questions for care home staff:  

- What do you think?  

- What does bereavement support mean to you?  

- What kind of emotional support currently receive?  

Questions for bereaved relatives:  

- What do you think? 

- What if any bereavement support and emotional support did you receive 

from care home staff during end of life care?  

 

5.6.4 Initial intervention theory four: Sharing of knowledge and expertise 

between care homes and external services  

Findings identified that multidisciplinary collaboration was essential to enable 

the sharing of knowledge and expertise between care home staff and external 

service staff. Current literature reviewed in chapters two and three support 

these findings. For example, Kinley et al. (2018) and Kupeli et al. (2016b) also 

found that sharing knowledge and expertise with multidisciplinary teams helped 

care home staff ƳŀƴŀƎŜ ǊŜǎƛŘŜƴǘǎΩ Ǉŀƛƴ and medication avoiding potentially 

unnecessary use of emergency services at the EoL.  

This present study suggests that these poor outcomes were because of 

contextual mechanisms such as high workloads and limited availability of both 

care home staff and external service staff, which was found to inhibit effective 

multidisciplinary collaboration. For example, it was highlighted that GPs did not 

support some of the care homes in this study with regular visits. The critical 

realist review uncovered similar issues experienced with GP services (Kinley et al. 

2014; Badger et al. 2012). A range of research has been conducted in this area 

exploring interactions between care homes and GPs services, which has 

concluded that high workloads, short staffing and limited funding led to GP 
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services struggling to support care homes (Mitchell et al. 2016; Goodman et al. 

2015; Lee et al. 2017; Ho et al. 2016).  

Phase-one of this study has evidenced that issues in relation to high workloads 

are not just seen on the side of GPs but are problems very much apparent for 

care home staff too. Moreover, it was also reported in chapter three that high 

staff turnover in care homes caused relationships with external service staff and 

care home staff to break down due to staff with relationships with external 

service staff leaving care homes (Finucane et al. 2013; OΩBrien et al. 

2016; Mayrhofer et al. 2016). 

Monthly meetings with external services used by staff from care home three 

were found to contribute towards effective collaboration. However, it was found 

that because of the care homes diverse financial and organisational context 

setting up and sustaining these monthly meetings was not an option for care 

homes one and two. Similarly, the results of the critical realist review also noted 

that many care homes struggled to sustain the GSFCH due to its resource heavy 

requirements (Kinley et al. 2014).   

As well as collaboration with external services, findings from phase-one suggest 

that knowledge and expertise can be shared between care homes. Despite this, a 

competitive culture within the care home sector was identified, which often 

caused care home staff to perceive other homes as competition, thus developed 

a defensive stance. For example, it was evidenced that despite wanting to 

provide the best EoLC for residents, staff felt they were in competition and had 

to compete for residents. Moreover, the systematic search strategy as part of the 

critical realist review only uncovered two studies which promoted sharing 

between care homes (Wen et al. 2013; Hewison, Badger and Swani 2011), which 

were not sustained due to the limited resource and time restrictions of the 

participating care homes. 

In order to help facilitate more effective collaboration accounting for high staff 

turnover and resource limitations, and the financial limitations of care homes, an 

externally funded liaison nurse is proposed. It was revealed in the critical realist 
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review that interventions utilised an external professional to come into the 

homes and provide educational and collaborative support (Kinley et al. 2014; 

Temkin-Greener et al. 2017; Finucane et al. 2013; Waldron et al. 2008). Analysis 

of outcomes suggested that a liaison nurse could be an effective mechanism, 

especially in the context of high staff turnover as an external professional can 

provide a consistent means of collaboration and a source of guidance and 

support regardless of staff turnover (Finucane et al. 2013; Waldron et al. 2008). 

However, financial support would have to be acquired to fund the 

implementation of liaison nurse. Nonetheless, prior to funding proposals, the 

theory was first proposed to the care home staff in the form of the following 

initial intervention theory:  

Negative relationships between care home and external service staff are 

persisting (Human Agency) due to high workloads, staff turnover and a 

competitive culture (Contextual mechanism). Therefore, a dedicated end of life 

care liaison nurse (Intervention Mechanism) is necessary to build the knowledge 

and confidence to improve the rate of collaborations between care homes and 

external services (Outcome).  

Questions for care home staff:  

- What do you think about using an external liaison nurse to support your 

collaboration? 
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5.7 Chapter summary  

The chapter commenced by presenting the thematically analysed data organised 

and categorised in accordance with CRE. This process of analysis helped provide 

a systematic understanding of outcomes used to determine high quality EoLC in 

care homes. This data was then synthesised with existing literature and used to 

develop four initial intervention theories.  

However, no theory is absolute; thus, should be exposed to external criticism 

and interpretation which may lead to improvement (Bhaskar 1975). 

Subsequently, the initial intervention theories developed in this chapter were 

presented to the study participants in phase-two of this study subjecting them to 

external interpretation and scrutiny which led to further refinement. Phase-two 

of this study is presented in the following chapter.   
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6 Findings: Phase-two 

 

 

6.1 Introduction  

The aim of this chapter was to refine and increase the feasibility of the initial 

intervention theories developed as part of phase-one of data collection and 

analysis (chapter 5). Using realist semi-structured interviews and realist focus 

group discussions, phase-two presented the initial intervention theories to the 

participants allowing them to provide feedback on each theory.  

The chapter consists of five sections where each of the initial intervention 

theories are refined based on the data collected in this second phase of data 

collection. Each section begins by presenting the initial intervention theory, then 

CRE was used to refine the initial intervention theories based on the data 

collected from this phase. This process aimed to support, improve and increase 

the feasibility of the initial intervention theories (See figure 10). Each section 

ends by presenting the refined intervention theory. Lastly, section 6.2.6 presents 

an ΨƻǾŜǊŀƭƭΩ ƛƴǘŜǊǾŜƴǘƛƻƴ ǘƘŜƻǊȅ which theorises the need for deliver the 

intervention theories as a multicomponent intervention. 
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Figure 10 Critical realist evaluation flowchart ς phase-two 

 

As with phase-one, participants included registered and non-registered care 

home staff, care home managers and bereaved relatives. Many of the 

participants in this second phase of data collection were those who participated 

in phase-one (chapter 5, table 14). However, in addition some new participants 

participated in phase-two due to different shift patterns and lack of availability of 

all those who participated in phase-one. Participants were each allocated a 

nominal pseudonym. See table 15 for overview of anonymised participants in 

phase-two.  
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Table 15 Pseudonyms used for participants: Phase-two 

Care 

homes 

Participants 

Care home 

managers  

*Registered and **non-

registered care home 

staff 

Bereaved 

relatives (BR) 

C1: Care 

home one 

Manager C1 (10 

ȅŜŀǊǎΩ ŜȄǇŜǊƛŜƴŎŜ 

and registered 

nurse)  

Care assistant 1 C1 (5 

ȅŜŀǊǎΩ ŜȄǇŜǊƛŜƴŎŜύ 

Care assistant 2 C1 (10 

ȅŜŀǊǎΩ experience) 

Care assistant 3 C1 (3 

ȅŜŀǊǎΩ ŜȄǇŜǊƛŜƴŎŜύ 

 

BR1 C1  

BR2 C1  

 

C2: Care 

home two 

Manager C2 (15 

ȅŜŀǊǎΩ ŜȄǇŜǊƛŜƴŎŜ 

and registered 

nurse) 

Housekeeping C2 (1-year 

experience) 

Care assistant 1 C2 (29 

ȅŜŀǊǎΩ ŜȄǇŜǊƛŜƴŎŜύ 

Care assistant 2 C2 (14 

ȅŜŀǊǎΩ ŜȄǇŜǊƛŜƴŎŜύ 

Registered nurse 1 C2 (2 

ȅŜŀǊǎΩ ŜȄǇŜǊƛŜƴŎŜύ 

 

BR4 C2 

 

C3: Care 

home three 

Manager C3 (6 

ȅŜŀǊǎΩ ŜȄǇŜǊƛŜƴŎŜ 

and registered 

nurse) 

Care assistant 1 C3 (28 

ȅŜŀǊǎΩ ŜȄǇŜǊƛŜƴŎŜύ 

Care assistant 2 C3 (2 

ȅŜŀǊǎΩ ŜȄǇŜǊƛŜƴŎŜύ 

Care assistant 3 C3 (2 

ȅŜŀǊǎΩ ŜȄǇŜǊƛŜƴŎŜύ 

Care assistant 4 C3 (4 

ȅŜŀǊǎΩ ŜȄǇŜǊƛŜƴŎŜύ 

Administrator C3 όр ȅŜŀǊǎΩ 

experience) 

Housekeeping C3 (5 

ȅŜŀǊǎΩ ŜȄǇŜǊƛŜƴŎŜύ 

BR6 C3 

BR7 C3 

 

*registered care home staff can include registered nurses. **non-registered care home staff 
included care assistants, administrative staff and housekeeping staff.   
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6.2 Refined intervention theories  

6.2.1 Intervention theory one: Education on discussing death and dying  

Initial intervention theory presented to participants: Given some care home 

ǎǘŀŦŦΩǎ ŜƳƻǘƛƻƴŀƭ ǊŜƭǳŎǘŀƴŎŜǎ ǘƻ ŘƛǎŎǳǎǎƛƴƎ ŘŜŀǘƘ ŀƴŘ ŘȅƛƴƎ (Human agency) 

and cultures within care homes which perceive death as taboo (Contextual 

mechanism) there is a need to introduce educational workshops (Intervention 

mechanism) focused on supporting more care home staff to engage in sensitive 

discussions rather than simply gathering information for advance care plans 

(Outcome).  

 

When presented with intervention theory one, care home staff supported the 

theory that educational content on discussing death and dying was necessary to 

develop their skills and confidence and address their reluctance. The data 

collected from phase-two supported the theory that current education was 

predominantly focused on gathering information for advance care plans, rather 

than supporting care home staff to sensitively engage in discussions about death 

and dying. 

Registered nurse 1 C2: ά9ŘǳŎŀǘƛƻƴ ƘŜƭǇƛƴƎ ǳǎ ǘƻ ŀǇǇǊƻŀŎƘ ǘƘŜ 

subject of death with our residents would be useful because we 

ŘƻƴΩǘ ǊŜŀƭƭȅ ƘŀǾŜ ŀƴȅǘƘƛƴƎ ƛƴ ǇƭŀŎŜ ŀǘ ǘƘŜ ƳƻƳŜƴǘ ŦƻǊ ǘƘŀǘ ǎƛŘŜ 

of things. I have seen staff just focus on care plans and 

information and not going into deǘŀƛƭǎΧέ 

aƻǊŜƻǾŜǊΣ ƛǘ ǿŀǎ ŀƭǎƻ ŀǇǇŀǊŜƴǘ ǘƘŀǘ ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ ŎƭƻǎŜ ŀǘǘŀŎƘments to 

residents influenced discussions about death and dying. Care home staff spoke 

about how discussing death and dying would upset residents and relatives, and 

how it was a difficult subject to approach especially with those they had become 

close to. This evidence reaffirms ǘƘŀǘ ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ ŎƭƻǎŜ ǊŜƭŀǘƛƻƴǎƘƛǇǎ ǿƛǘƘ 

residents and relatives can have an influence on how they approach advance 

care planning, particularly discussing death and dying. As a consequence, it was 

found that some care home staff avoided talking about death and dying with 
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residents and relatives, even when residents or relatives would ask about death. 

Care home staff expressed they did not want to discuss death and dying with 

relatives when they would ask questions, rationalising it by assuming it would 

upset them.  

Care assistant 3 C1: άThe hardest thing to deal with is the 

families asking the questions. You know when they come in 

and they look really bad today and they looked ok 

ȅŜǎǘŜǊŘŀȅΧǿƘȅ ƛǎ ǘƘŀǘ ǘƘŜȅ ŀǎƪΦ LǘΩǎ ŘƛŦŦƛŎǳƭǘ ǘo speak about 

this to the families because they are obviously emotional.  

Χ ǎƻƳŜǘƛƳŜǎ ǘƘŜ ǊŜǎƛŘŜƴǘ ǿƛƭƭ ǎŀȅ ǘƻ ȅƻǳ ΨLΩƳ ŘȅƛƴƎΩ ŀƴŘ ǘƘŜǊŜ 

is nothing you can say I just try and change the subject. It can 

ōŜ ǊŜŀƭƭȅ ƘŀǊŘ ōŜŎŀǳǎŜ ȅƻǳ ōŜŎƻƳŜ ŀǘǘŀŎƘŜŘέ  

Further to this, phase-two identified that the reluctance/avoidance appeared to 

be particularly detrimental for residents living with dementia. The data collected 

throughout phase-two imply that some care home staff assumed residents with 

dementia would get too upset or would not understand if they talked to them 

about death and dying. Due to this, the data suggests that care home staff 

tended to go straight to the next of kin to have advance care planning 

discussions, rather than attempting to engage with the residents living with 

dementia. This perception that residents with dementia would become too upset 

was expressed by staff with a range of experience and roles from managers to 

care assistants.  

Manager C1: άOver the past few months a lot of our residents 

have ōŜŎƻƳŜ ƘƛƎƘ ƴŜŜŘǎ ŀƴŘ ǿŜ ƘŀǾŜƴΩǘ Ǝƻǘ Ƴŀƴȅ ǘƘŀǘ ƘŀǾŜ 

ώƳŜƴǘŀƭϐ ŎŀǇŀŎƛǘȅΦ {ƻ Ƴƻǎǘƭȅ ƛǘΩǎ ŀōƻǳǘ ŘƛǎŎǳǎǎƛƴƎ ƛǘ ǿƛǘƘ ǘƘŜ 

ƴŜȄǘ ƻŦ ƪƛƴ ŀƴŘ ƴƻǘ ǘƘŜ ǊŜǎƛŘŜƴǘΦ ¸ƻǳΩǾŜ Ǝƻǘ ǘƻ ǘƘƛƴƪ ǿƘŀǘ ƛǎ 

ǊƛƎƘǘ ŦƻǊ ǘƘŀǘ ǇŜǊǎƻƴΣ ǎƻ ƛŦ ǘƘŜȅ ŘƻƴΩǘ ǳƴŘŜǊǎǘŀƴŘ ǿƘŀǘ ȅƻǳΩǊŜ 

talking about, why you going to talk to them about dying 

ǘƘŀǘΩǎ ƴƻǘ ƴƛŎŜΦέ 
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Care assistant 1 C2: άΧŦƻǊ ǊŜǎƛŘŜƴǘǎ ǿƘƻ ƘŀǾŜ ŘŜƳŜƴǘƛŀ ǿŜ Ǝƻ 

to their families directly because it can be very upsetting, and 

it can confuse the resident even more if we start asking too 

much questƛƻƴǎΦ LǘΩǎ ŀōƻǳǘ ǎǳǇǇƻǊǘƛƴƎ ǘƘŜƳ ǘƻ ŜƴƧƻȅ ǘƘŜ ǘƛƳŜ 

tƘŜȅ ƘŀǾŜ ƭŜŦǘΦέ 

This data suggests that care home staff did not attempt to engage or assume 

capacity, but rather assumed a lack of capacity and went straight to the family, 

excluding the resident with dementia from contributing or attempting to 

understand EoLC. Similar findings in regard to discussing death and dying as part 

of advance care planning were also evident when analysing the bereaved 

ǊŜƭŀǘƛǾŜǎΩ ŜȄǇŜǊƛŜƴŎŜǎΦ {ǇŜŎƛŦƛŎŀƭƭȅΣ ƻƴŜ ōŜǊŜŀǾŜŘ ǊŜƭŀǘƛǾŜ ŜȄplained that the care 

home staff went directly to heǊ ŀǎ ǘƘŜ ƴŜȄǘ ƻŦ ƪƛƴ ǘƻ ŀǎƪ ŀōƻǳǘ ƘŜǊ ƘǳǎōŀƴŘΩǎ 

preferences for EoLC who was living with dementia. 

BR2 C1: ά¢ƘŜȅ ǿŀƴǘŜŘ ǘƻ ƪƴƻǿ ǿƘŀǘ Ƴȅ ǿƛǎƘŜǎ ǿŜǊŜ ȅƻǳ 

ƪƴƻǿ ŦƻǊ ƘƛƳ L ŘƛŘƴΩǘ ƳŜƴǘƛƻƴ ŀƴȅ ƻŦ ǘƘƛǎ ǘƻ ƘƛƳ ŀƴŘ L ŘƻƴΩǘ 

ǘƘƛƴƪ ƘŜ ƪƴŜǿ L ƭŜǘ ǘƘŜƳ ƪƴƻǿΦέ 

Moreover, care home staff explained how as well as condition, ǊŜǎƛŘŜƴǘΩǎ religion 

and background often meant that they did not want to discuss death and dying.  

Registered nurse 1 C2: ά²Ŝ ƎŜǘ ŀ ƭƻǘ ƻŦ ǊŜǎƛŘŜƴǘǎ ƘŜǊŜ who are 

Jewish which can change how they deal with death and how 

they talk about it. ¢ƘŜȅ ǳǎǳŀƭƭȅ ŘƻƴΩǘ ǿŀƴǘ ǘƻ ǘŀƭƪ ŀōƻǳǘ ƛǘΦ So, 

ƛǘΩǎ ŀōƻǳǘ ōŜƛƴƎ ǎŜƴǎƛǘƛǾŜ to the different the religionsΦέ  

Analysis indicates that some care home staff assumed that residents with 

dementia and different cultures meant that they did not want to talk about 

death and dying. These findings support intervention theory one as they 

highlight the need for education to provide staff with the knowledge and skills to 

be able sensitively engage in discussions about death and dying with a range of 

residents with diverse needs, cultures and backgrounds.  
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Bereaved relatives expressed that they would like to be a part of the educational 

workshops to offer their perspectives to the staff. This is particularly important 

given that bereaved relatives expressed in both phases of this study that they 

wanted to discuss death and dying to a greater extent than care home staff 

perceived.   

BR7 C3: άI would happily go back to the home to share my 

viŜǿǎ ȅŜǎ L ǘƘƛƴƪ ƛǘΩǎ ƎƻƻŘ ǘƻ ǎƘŀǊŜ ƎƻƻŘ ǘƘƛƴƎǎ ǘƻ ƘŜƭǇ ƻǘƘŜǊǎ 

giving something back for all they did for us. I remember the 

time the nurse spent with me to explain my husband was dying 

and what would happen helped me make sense of everything 

that was going ƻƴΦέ  

Thus, this data suggests that involving bereaved relatives in the education to 

share their viewpoints may help change staffΩs perceptions and reduce their 

reluctance to discuss death and dying. This may also help address the current 

taboo culture associated with death and dying. Specifically, phase-two supported 

the findings from existing literature in that it found evidence of a taboo culture in 

all three care homes which appeared to influence care home stafŦΩǎ ǇŜǊŎŜǇǘƛƻƴǎ 

and attitudes towards death and dying.   

Care assistant 3 C1: άDeath is still a taboo in care homes even 

ƘŜǊŜ ōŜŎŀǳǎŜ Ƴƻǎǘ ƻŦ ǳǎ ǎǘƛƭƭ Řƻ ƴƻǘ ǿŀƴǘ ǘƻ ǘŀƭƪ ŀōƻǳǘ ƛǘΦέ 

Care assistant 2 C1: ά¸Ŝǎ ōǳǘ ǿŜ ǎǘƛƭƭ Řƻ ƘŀǾŜ ǘŀƭƪ ŀōƻǳǘ ŘŜŀǘƘ 

as part of residents care plans it does come up, we Ƨǳǎǘ ŘƻƴΩǘ 

like talking ŀōƻǳǘ ƛǘΦέ 

These quotes suggest that there is still a taboo culture associated with death and 

ŘȅƛƴƎ ƛƴ ŎŀǊŜ ƘƻƳŜǎΣ ŀƴŘ ƛǘ Ŏŀƴ ƴŜƎŀǘƛǾŜƭȅ ŀŦŦŜŎǘ ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ ŘƛǎŎǳǎǎƛƻƴǎ 

about death and dying. It is apparent that this taboo culture also contributes to 

the perception that talking about death and dying will upset residents.  

However, phase-ǘǿƻ ǎǳƎƎŜǎǘŜŘ ǘƘŀǘ ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ ŀōƛƭƛǘȅ ǘƻ ŘƛǎŎǳǎǎ ŘŜŀǘƘ 

and dying was influenced by more than just their desire to not upset residents. It 
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ǿŀǎ ƛŘŜƴǘƛŦƛŜŘ ǘƘŀǘ ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ reluctance to discuss death and dying could 

be influenced by their cultural beliefs, backgrounds and life experiences. For 

example, staff gave the example of a Bulgarian member of staff who was 

uncomfortable discussing death and dying because of their background, thus did 

not take part in EoLC in the care home. Although Care assistant 2 C2 

acknowledged the staff members Bulgarian background the quote implies a lack 

of understanding and recognition in regard to how a peǊǎƻƴΩǎ ŎǳƭǘǳǊŜ ŀƴŘ 

background can influence their approach to EoLC and discussing death and dying. 

Care assistant 2 C2: άWe had a Bulgarian member of staff 

who did not want to do end of life care, we had to get 

someone else to do it. None of us understood why because she 

ǿƻǊƪŜŘ ƘŜǊŜ ǎƻ ȅƻǳΩŘ ŜȄǇŜŎǘ ƘŜǊ ǘƻ ƪƴƻǿΦέ 

! ǎƛƳƛƭŀǊ ƭŀŎƪ ƻŦ ǊŜŎƻƎƴƛǘƛƻƴ ŀƴŘ ǳƴŘŜǊǎǘŀƴŘƛƴƎ ŦƻǊ ƛƴŘƛǾƛŘǳŀƭΩǎ ǇŜǊǎƻƴŀƭ 

backgrounds, cultures and life experiences was noted during the focus group 

conversation in care home one. Specifically, it appeared that care home staff did 

ƴƻǘ ŀŎƪƴƻǿƭŜŘƎŜ ŜŀŎƘ ƻǘƘŜǊΩǎ ōŀŎƪƎǊƻǳƴŘǎ ŀƴŘ ŎǳƭǘǳǊŜ ƛƴ ǊŜƭŀǘƛƻƴ ǘƻ 9ƻ[/Σ ŀƴŘ 

just expected each other to get on with the job in the same way.  

Care assistant 1 C1: άNo matter what our backgrounds are 

you just have to get ƻƴ ǿƛǘƘ ƛǘ ōŜŎŀǳǎŜ ƛǘΩǎ ƻǳǊ ƧƻōΦ ²Ŝ ƘŀǾŜ 

staff here from all over, but they all just get on with it. It 

ŘƻŜǎƴΩǘ ƳŀǘǘŜǊ ǿƘŀǘ ōŀŎƪƎǊƻǳƴŘ ƻǊ ǊŜƭƛƎƛƻƴ ǿŜ ŀƭƭ ŦƛƴŘ ƛǘ 

difficult to talk about it [death]έ 

Analysis suggests that talking about death and dying is not only a problem for 

staff from different cultures. However, these quotes suggest a lack of 

acknowledgment ŦƻǊ ŜŀŎƘ ƻǘƘŜǊΩǎ ōŀŎƪƎǊƻǳƴŘ ŀƴŘ ŎǳƭǘǳǊŜ, which is surprising 

because as discussed earlier care home staff seemed to acknowledge the 

different backgrounds and culture of residents and the impact of discussing 

death and dying. These findings indicate that there is a need to include education 

on the different backgrounds and cultures of care home staff and how they can 

influence aspects of EoLC. This may help care home staff to acknowledge each 
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ƻǘƘŜǊΩǎ ŎǳƭǘǳǊŜǎ ŀƴŘ ōŀŎƪƎǊƻǳƴŘǎ ǘƻ ŀ ƎǊŜŀǘŜǊ ŜȄǘŜƴǘΣ ŜƴŀōƭƛƴƎ ǘƘŜƳ ǘƻ ōŜǘǘŜǊ 

support each other. In light of these new insights, the initial intervention theory 

was amended.  

In sum, this section has supported the need for education on discussing death 

and dying for care home staff. Although there is a plethora of research exploring 

the quantity of advance care plans (Fleming et al. 2016; Weathers et al. 2016), 

the findings from this study have highlighted the need to improve the quality of 

advance care planning discussions. Phase-two uncovered a number of insights to 

improve quality. For example, the need to include bereaved relatives in 

education delivery to offer their perspectives. The data collected during phase-

two has also highlighted the need to provide all care home staff (including those 

from different cultures and backgrounds) with the knowledge and insight to 

more effectively support each other to engage in discussions about death and 

dying. Based on this evidence the following refined intervention theory was 

developed: 

Refined intervention theory one: Incorporating the experiences and 

viewpoints of bereaved relatives into educational workshops on discussing 

death and dying for care home staff (Intervention mechanism) is important as 

currently a taboo culture surrounding death and dying (Contextual 

mechanism), and a common perception amongst care homes staff that talking 

about death will upset residents and relatives (Human agency) is preventing 

discussions about death and dying in care homes (Outcome). 
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6.2.2 Intervention theory two: Maintaining a person-centred approach to 

care towards the end stages of life    

Initial intervention theory presented to participants: Care home staff with 

non-formal caring roles developed close relationships with residents and 

relatives (Human Agency) including short stay residents who were admitted to 

the home for a short period of time to receive end of life care (Contextual 

mechanism). Thus, including staff with non-formal caring roles in the 

educational workshops introduced in the previous theory (Intervention 

mechanism) is necessary to help staff more effectively develop relationships 

with residents and relatives improving advance care planning (Outcome).  

 

Intervention theory two was designed to accompany the educational workshops 

on advance care planning introduced as part of intervention theory one. When 

presented with intervention theory two, care home staff agreed that including 

staff with non-formal caring roles could help promote person-centred care. It 

was recognised that staff with non-formal care roles developed relationships 

with residents and helped contribute to individualising EoLC by passing on non-

medical information for care plans. The quotes highlight that including staff with 

non-formal caring roles in education on discussing death and dying may help 

them feel more comfortable in terms of knowing what to say, how to interact 

with residents on EoLC, and when/if it is appropriate to pass on information. 

Housekeeping C2: άYƻǳ Ŏŀƴƴƻǘ ƴŜǾŜǊ ōŜƴŜŦƛǘ ŦǊƻƳ ǘǊŀƛƴƛƴƎΣ ƛǘΩǎ 

ŀƭǿŀȅǎ ƎƻƻŘ ǘƻ ƪƴƻǿ Ƙƻǿ ǘƻ ŘŜŀƭ ǿƛǘƘ ǎƛǘǳŀǘƛƻƴǎΧΦ ƛǘΩs 

knowing what you can anŘ ǿƘŀǘ ȅƻǳ Ŏŀƴƴƻǘ ǎŀȅ ǘƘŀǘΩǎ ǘƘŜ 

Ƴƻǎǘ ƛƳǇƻǊǘŀƴǘ ǘƘƛƴƎ ŀƴŘ Ƙƻǿ ǘƻ Ǉŀǎǎ ƻƴ ƛƴŦƻǊƳŀǘƛƻƴΦέ 

Registered nurse 1 C2: άWe do aim to do this yes, but mostly 

ƻƴƭȅ ŎŀǊŜǊǎ ŀƴŘ ƴǳǊǎŜǎ ŀǊŜ ƛƴŎƭǳŘŜŘΦέ 

As well as including staff with non-formal caring roles to a greater extent, phase-

two highlights that more needs to be done to maintain a person-centred 
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approach towards the end stages of life. Although phase-one evidences care 

home staffΩǎ close relationships with residents, the data from phase-two 

indicates that these relationships can lead to some care home staff focusing too 

much on the medical aspects of EoLC towards the very end stages. 

Manager C2: άIt can be really rewarding to sit with somebody 

until they die, you can get a lot of great memoriesΦ LǘΩǎ ƎŜǘǘƛƴƎ 

our staff to believe and understand this towards the end of 

ǇŜƻǇƭŜΩǎ ƭƛǾŜǎΣ ǘƘŀǘ ƛǎ ǘƘŜ ƪŜȅ ǘƻ ǇǊŜǾŜƴǘƛƴƎ ǳƴƴŜŎŜǎǎŀǊȅ ǘǊƛǇǎ 

to hospitalΧέ 

It is important to acknowledge that overall the data from this study suggests that 

care home staff were able to provide the emotional and social aspects of EoLC. 

However, the data implies that some care home staff may benefit from 

education and training to help them maintain a person-centred approach 

towards the end stages of life. 

FƛƴŘƛƴƎǎ ƛƳǇƭȅ ǘƘŀǘ ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ ŘŜŎƛǎƛƻƴ ǘƻ focus on medical care and 

contact emergency services at the EoLC was influenced by a range of factors. 

Specifically, findings suggest that a lack of support during out of hours shifts 

ƛƴŦƭǳŜƴŎŜŘ ǎƻƳŜ ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ ŘŜŎƛǎƛƻƴ-making and judgment when 

delivering care at the EoL. This was particularly evident in care home one which 

is a residential care home with no on-site registered nurses for support (as 

discussed in phase-one). Analysis indicates that this can lead to some staff calling 

emergency services sooner. 

Manager C1: ά²Ŝ ǘǊȅ ǘƻ ƪŜŜǇ ŀƭƭ ƻǳǊ ǊŜǎƛŘŜƴǘǎ ƘŜǊŜΦ LŦ ŀƴȅǘƘƛƴƎ 

goes wrong, they can ring me. But wŜ ŘƻƴΩǘ have nurses so it 

can be tricky out of hours ōŜŎŀǳǎŜ ǘƘŜǊŜ ƛǎƴΩǘ ǘƘŜ ǎŀƳŜ ǎǳǇǇƻǊǘ 

ŀǊƻǳƴŘ ǘƘŜƳΦέ  

Care assistant 3 C1 όо ȅŜŀǊǎΩ ŜȄǇŜǊƛŜƴŎŜύ: ά²Ŝ ǊƛƴƎ ффф ƳǳŎƘ 

sooner here rather than wait because if they do deteriorate 

ǘƘŜǊŜ ƛǎ ƴƻǘƘƛƴƎ ǿŜ Ŏŀƴ ŘƻΦ LǘΩǎ ōŜǎǘ ǘƻ ōŜ ƻƴ ǘƘŜ ǎŀŦŜ ǎƛŘŜΧέ  
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Interpretation of the quote above suggests that ŘƻƛƴƎ ǎƻƳŜǘƘƛƴƎ ƳŜŘƛŎŀƭ Ψǘƻ ōŜ 

ƻƴ ǘƘŜ ǎŀŦŜ ǎƛŘŜΩ ǿŀǎ deemed to be better than doing nothing. The data imply 

that this fear of doing nothing ƛƴŦƭǳŜƴŎŜŘ ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ ƧǳŘƎƳŜƴǘ ŀǎ ƛt was 

evident that it caused them to focus on the medical and physical aspects of EoLC, 

with little focus on residents advance care wishes and preferences.   

The fear of responsibility and letting residents die without medical intervention 

was commonly noted throughout the transcripts particularly with the less 

experienced care home staff, and in situations (such as out of hours) where 

support and guidance was not immediately available. This was apparent for both 

care assistants and registered nursing staff.  

Registered nurse 1 C2 όн ȅŜŀǊǎΩ ŜȄǇŜǊƛŜƴŎŜύ: άΧit can be a 

challenge to sit with them till the end ŜǎǇŜŎƛŀƭƭȅ ǘƘƻǎŜ ȅƻǳΩǾŜ 

grown close to. Yƻǳ ŦŜŜƭ ŀ ǊŜǎǇƻƴǎƛōƛƭƛǘȅΧΦ I suppose some think 

that getting others involved will take that away.έ 

Care home stafŦΩǎ ŎƭƻǎŜ ǊŜƭŀǘƛƻƴǎƘƛǇǎ ǿƛǘƘ ǊŜǎƛŘŜƴǘǎ ŀƴŘ ǊŜƭŀǘƛǾŜǎ ŘƛǎŎǳǎǎŜŘ 

previously was found to increase this feeling of responsibility and therefore their 

judgment. The registered nurse from care home two spoke about how she felt a 

responsibility for letting a resident die in her care, especially those she had 

developed close relationships with. 

Phase-two identified a key intervention mechanism used in care home three to 

help address this. Specifically, staff from care home three used a coding system 

to code residents on EoLC based on how much time they were expected to have 

left. For example, blue indicates months, green indicates weeks and red indicates 

days. It was hypothesised that this coding system helps care home staff to plan 

ŀƴŘ ǇǊŜǇŀǊŜ ŦƻǊ ǊŜǎƛŘŜƴǘǎΩ ŘŜŀǘƘs avoiding any unnecessary treatment and 

admissions to hospital that may come with an unexpected decline.  

Care assistant 1 C3: ά¢ƘŜ D{C Ƙŀǎ ŀ coding system so the 

ƳƻƳŜƴǘ ȅƻǳ ǎŜŜ ǘƘŀǘ ŀ ǇŜǊǎƻƴΩǎ ƘŜŀƭǘƘ ƛǎ ŀƭǘŜǊƛƴƎΦ {ƻ ƎƻƻŘ 

health is blue if it changes to months its green then if it goes to 

weeks it changed to yellow and if its days our hours it goes to 
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red. But as those changes are going there is certain things the 

nurses have to do. Even with this though sometimes people do 

ŘƛŜ ǳƴŜȄǇŜŎǘŜŘƭȅΦέ 

Care assistant 2 C3: άL ǎƻƳŜǘƛƳŜǎ ǘƘƛƴƪ ŎƻŘƛƴƎ ǇŜƻǇƭŜ ƛǎ ƴƻǘ 

ŎŀǊƛƴƎ ǘƘǊƻǳƎƘΦ LǘΩǎ ǾŜǊȅ clinical.έ  

However, this data indicates that some care home staff felt that coding residents 

based on their time left to live was ǘƻƻ ΨŎƭƛƴƛŎŀƭΩ ǎǳƎƎŜǎǘƛƴƎ ƛǘ ŎŀǳǎŜǎ ǎǘŀŦŦ ǘƻ ŎŀǊŜ 

for the illnesses rather than the individual.   

Overall, these findings evidence how a lack of support out of hours, (contextual 

mechanism), current medically focused education mechanisms (intervention 

ƳŜŎƘŀƴƛǎƳύΣ ŀƴŘ ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ feeling of responsibility (human agency) all 

impacted on ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ ƧǳŘƎƳŜƴǘ ŀƴŘ ŘŜŎƛǎƛƻƴ ƳŀƪƛƴƎ ǎƪƛlls; influencing 

management and the likelihood of unnecessary admissions at the EoL 

(Outcome). Figure 11 below helps illustrate this process. 

Figure 11 Outcomes related to the medicalisation of end of life care 
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It is important to note that these findings do not suggest unnecessary treatment 

and admissions are common in the care homes, but simply highlight the factors 

that can influence their likelihood from the perspectives of care home staff.   

In sum, the data collected from phase-two has supported many aspects of the 

initial intervention theory such as the importance of staff with non-formal care 

roles in individualising care. However, phase-two has added to the findings from 

phase-one by uncovering the need to better support care home staff to maintain 

a person-ŎŜƴǘǊŜŘ ŀǇǇǊƻŀŎƘ ǘƻ ŎŀǊŜ ǘƻǿŀǊŘǎ ǘƘŜ ŜƴŘ ǎǘŀƎŜǎ ƻŦ ǊŜǎƛŘŜƴǘǎΩ ƭƛǾŜǎ ŀƴŘ 

in contexts such as out of hours where guidance is limited. Based on this data the 

following refined intervention theory was developed: 

Refined intervention theory two: DƛǾŜƴ ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ ǘŜƴŘŜƴŎȅ ǘƻ ŦƻŎǳǎ ƻƴ 

the medical aspects of end of life care (Human agency) out of hours where less 

support and guidance is available (Contextual Mechanism) educational 

workshops are necessary (Intervention Mechanism) to provide staff with 

guidance on how to channel their care to maintain a person-centred approach 

in relation to their decision making towards the end of residenǘǎΩ ƭƛǾŜǎΣ ŀƴŘ ƛƴ 

situations where they must work more independently (Outcome).  
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6.2.3 Intervention theory three: Bereavement support for service users  

Initial intervention theory presented to participants: Despite limited finances 

and high workloads (Contextual mechanism) evidence-based education on 

bereavement support to give care home staff the knowledge to support their 

own emotional needs as a well as the emotional needs of bereaved relatives 

(Intervention Mechanism) is necessary given the varied bereavement 

experiences (Outcome) and the emotional challenges faced by both staff and 

service users (Human agency).   

 

It was identified in phase-one that involving relatives throughout the EoLC 

process and preparing them for the death of their loved one decision was vital to 

avoiding conflict towards the EoL. However, a lack of intervention mechanisms in 

place to support and prepare relatives before death was apparent. Despite, this 

when presented with intervention theory three in phase-two, it was evident that 

some care home staff believed their bereavement support was already good, 

reemphasising the different mechanisms they use to provide it. These 

mechanisms were which predominately focused on supporting residents after 

death were highlighted in phase-one therefore will not be repeated here. 

Despite some ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ ŎƻƴŦƛŘŜƴŎŜ ƛƴ ǘƘŜƛǊ ōŜǊŜŀǾŜƳŜƴǘ ǎǳǇǇƻǊǘΣ phase-

two uncovered a number of concerning areas which were not recognised. 

Specifically, analysis uncovered a covert taboo culture associated with death and 

dying which negatively influenced bereavement support. It was found that 

bodies of deceased residents and death in general was often hidden and covered 

up in an attempt to cover up death from other residents, relatives and clients to 

maintain a positive image of the care home.  

Manager C2: άOne of the things that we do try and do is keep 

ǘƘŜ ǳƴŘŜǊǘŀƪŜǊǎ ƻǳǘ ǘƘŜ ǿŀȅ ōŜŎŀǳǎŜ ǿŜ ŎŀƴΩǘ ƘŀǾŜ ǘƘŜƳ 

carrying a body through our front doors or in front of relatives 

ŀƴŘ ǊŜǎƛŘŜƴǘǎΦ ¢Ƙŀǘ ǿƻǳƭŘƴΩǘ ōŜ ƴƛŎŜ ŦƻǊ ǘƘŜƳ ƻǊ ǳǎΦέ 
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The quote from the manager of care home two identifies that managerial 

leadership can play a part in sustaining and manifesting views and cultures about 

death and dying. It was also worth noting that this quote is out of character for 

that particular manager who had previously spoken about how more staff need 

to embrace death (section 6.2.2). Analysis of this quote suggests that the 

manager from care home two adopted a different view and perception in her 

role as manager to maintain a positive image of the care home.   

The data collected from bereaved relatives uncovered that this culture of 

covering up death was experienced across all the homes in this study. A number 

of bereaved relatives highlighted that they were displeased with the treatment 

ƻŦ ǘƘŜƛǊ ƭƻǾŜŘ ƻƴŜΩǎ ōƻŘȅ ŀƴŘ ǿƻǳƭŘ ƘŀǾŜ ƭƛƪŜŘ ƳƻǊŜ ŘƛƎnity and respect from 

the care home staff. Moreover, bereaved relatives spoke about the efforts care 

home staff put into covering up the deaths of other residents in the home. 

BR1 C1: άThey wanted to take her out the back door, but I 

wanted her to be taken out the front door. If you come in 

through the front door you have to go out through the front 

ŘƻƻǊΦ LǘΩǎ ƎƻƻŘ ŦƻǊ ƻǘƘŜǊ ǊŜǎƛŘŜƴǘǎ ǘƻ ǎŜŜ ǘƘƛǎ ǘƻƻ ōŜŎŀǳǎŜ ƛǘΩǎ 

ǇŀǊǘ ƻŦ ǘƘŜ ŎŀǊŜ ƘƻƳŜ ȅƻǳ ŎŀƴΩt hide end of life from other 

residents its part of the life there. So, if other residents see this 

they will also know when they die, they will be treated with the 

same dignity and respect rather than going out through the 

back door.  

BR2 C1: άL ƴƻǘƛŎŜŘ ŀt the home people simply disappeared and 

we were all tactful enough not to ask. I think we were told they 

ƘŀŘ ƎƻƴŜ ǘƻ ǘƘŜ ƘƻǎǇƛǘŀƭ ƻǊ ǎƻƳŜǘƘƛƴƎΦ LΩƳ ǇǊŜǘǘȅ ǎǳǊŜ ǘƘŜȅ 

ŘƛŜŘ ƛƴ ǘƘŜ ƴƛƎƘǘΦ L ƳŜŀƴ ǘƘŀǘΩǎ ǿƘŀǘ ǘƘŜȅ ǘƘŜǊŜ ŦƻǊΣ ƭŜǘΩǎ ŦŀŎŜ 

ƛǘΦέ  

These findings suggest that rather than preparing relatives for death and 

supporting them to accept death as part of life, the taboo culture led to care 

home staff covering up death. This is important as it was identified in phase-one 
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that supporting relatives to accept their loved oneΩǎ death in advance was 

essential to avoiding conflict at the EoL and the unnecessary prolongation of life. 

These findings also show how relatives experienced symptoms of bereavement 

before the death of their loved one.  

Another finding that emerged during phase-two was that the medical condition 

in which a resident is dying from can affect bereavement experience and support 

needed. Bereaved relatives expressed that the symptoms and decline associated 

with dementia meant that they felt they had lost their loved one before they had 

died; therefore, started grieving earlier in the EoLC process. The data from 

several bereaved relatives suggests that they would have benefited from 

bereavement support starting before the death of their loved one.  

BR7 C3: άI recognised him as my husband, but he was not my 

ƘǳǎōŀƴŘ ƘŜ ƘŀŘ ƎƻƴŜΦ ²Ŝ ǎǇƻƪŜ ŀōƻǳǘ ƛǘ ŀ ōƛǘ ƭŀǎǘ ǘƛƳŜΧ L ǿŀǎ 

a bereft wife with my husband still alive it was a peculiar thing 

which is really unrecognised at the moment. Because my 

husband was still ŀƭƛǾŜ ŜǾŜǊȅƻƴŜ ǘƘƻǳƎƘǘ L ǿŀǎ ƻƪΦέ 

This is important given that findings from phase-one suggest that issues re-

ŜǎǘŀōƭƛǎƘƛƴƎ ŀƴ ƛŘŜƴǘƛǘȅ Ŏŀƴ ƛƴŦƭǳŜƴŎŜ ǊŜƭŀǘƛǾŜǎΩ ŘŜŎƛǎƛƻƴǎ ǘƻ ǇǊƻƭƻƴƎ ƭƛŦŜ ŀƴŘ 

disagreements at the EoL with care home staff. From these quotes it is evident 

that care home staff did not fully understand or recognise the importance of 

starting bereavement support before death. However, it should also be noted 

that although bereaved relatives in this study felt they lost their loved one before 

death because of the symptoms associated with dementia, this may not reflect 

the views of others.  

These issues in relation to bereavement support in care homes are unsurprising 

as little education on bereavement was noted, with most focusing on support 

after death. The findings from this present study therefore provide valuable 

knowledge which can be integrated into education. For example, highlighting the 

need for education for care home staff on the stages of bereavement to help 

them better support relatives before the death of their loved one.  
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In sum, this refinement process has highlighted clear support and need for 

greater access to education on the stages of bereavement to provide care home 

staff with the knowledge to more effectively provide support throughout the 

stages of bereavement. Evidence suggests effectively supporting relatives 

throughout the earlier stages of the EoLC process may help reduce conflict and a 

desire to prolong life. Based on this evidence the following refined intervention 

theory was developed: 

Refined intervention theory three: Relatives difficultly to re-establish identity 

and accepting the death of their loved one (Human agency), particularly those 

who were previously caregivers (Contextual mechanism) was found to increase 

likelihood of unnecessary prolongation of life (Outcome). There is therefore a 

need for educational workshops for care home staff on the stages of grief 

(Intervention mechanism). 
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6.2.4 Intervention theory four: Bereavement support for care home staff  

Initial intervention theory three was split up into two separate intervention 

theories; three (6.2.3) and four (6.2.4) as a result of the data collected during 

phase-two. While intervention theory three focuses on bereavement support for 

services users, intervention theory four discussed here focuses on bereavement 

support for care home staff.   

When presented with the initial intervention theory, care home staff highlighted 

that they felt delivering EoLC and sharing the last moments of someone life was 

a privilege.  

Manager C2: άIt can also be really rewarding to sit with 

somebody until they die, you can get a lot of great 

ƳŜƳƻǊƛŜǎΧέ  

However, care home staff also reemphasised the emotional labour that come 

with delivering EoLC describing emotions such as sadness, loss and grief. Findings 

also suggest that these emotional attachments with residents can influence care 

ƘƻƳŜ ǎǘŀŦŦΩǎ ŀōƛƭƛǘȅ ǘƻ ŘŜƭƛǾŜǊ EoLC. For example, one care assistant from care 

home three spoke about how they found it hard to let go of a resident they had 

developed a close relationship with.  

Registered nurse 1 C2: άHolding their hand in the final 

ƳƻƳŜƴǘǎΦ LǘΩǎ ǾŜǊȅ hard and you ƴŜǾŜǊ ƎŜǘ ǳǎŜŘ ǘƻ ƛǘΦέ 

Care assistant 4 C3: άI had one [a resident] last week who was 

with us for a long time. I spent the last moments with herΧΦ 

because ǿŜ ǿŜǊŜ ŎƭƻǎŜ ƛǘ ǿŀǎ ŘƛŦŦƛŎǳƭǘΧL ǿŀƴǘŜŘ ǘƻ Řƻ 

something for her anything reallyΧέ 

Given these signs of emotional labour, care home staff in phase-two spoke about 

the need to feel supported when delivering EoLC. This is important because the 

emotional and bereavement needs of care home staff was less evident in phase-

one as staff predominately focused on the needs of residents and relatives. A 
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similar lack of focus on the needs of care home staff was also noted in chapter 

threeΣ ǿƛǘƘ ƻƴƭȅ ŦƻǳǊ ƛƴǘŜǊǾŜƴǘƛƻƴǎ ǊŜƭŀǘŜŘ ǘƻ ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ ŜƳƻǘƛƻƴŀƭ ŀƴŘ 

bereavement needs. However, the quotes presented here from phase-two 

suggest that providing care home staff with emotional and bereavement support 

is essential to their ability to consistently deliver high quality EoLC. 

Two mechanisms for providing emotional support of this nature to care home 

staff were evidenced in phase-two; formal support from managers and informal 

peer support from colleagues. Informal peer support consisted of colleagues 

supporting each other through informal conversations and support. Staff spoke 

ŀōƻǳǘ ΨƭƻƻƪƛƴƎ ƻǳǘΩ ŦƻǊ ŜŀŎƘ ƻǘƘŜǊ ƭƛƪŜ ŀ ΨŦŀƳƛƭȅΩ ŀƴŘ ƛŦ ǘƘŜȅ ƴƻǘƛŎŜŘ ŀ ŎƻƭƭŜŀƎǳŜ 

struggling emotionally, they would support them through providing reassurance.   

Care assistant 1 C1: άIt can be hard to say goodbye to a 

ǊŜǎƛŘŜƴǘ ȅƻǳΩǾŜ got to know ōǳǘ ǿŜΩǊŜ ƭƛƪŜ ŀ ŦŀƳƛƭȅ ǎƻ ǎǳǇǇƻǊǘ 

ŜŀŎƘ ƻǘƘŜǊ ǘƘǊƻǳƎƘ ƛǘΦέ 

Care assistant 2 C2: άLŦ ȅƻǳ ǎŜŜ ǎƻƳŜƻƴŜ ƛǎ ǎǘǊǳƎƎƭƛƴƎΣ ǿŜ ǿƛƭƭ 

Ǝƻ ǎǳǇǇƻǊǘ ǘƘŜƳΦέ 

Despite the positives of peer-support, analysis of the transcripts identified that 

different individuals had different perceptions and attitudes towards expressing 

emotion. For example, some care home staff believed that outwardly expressing 

emotion was unprofessional. Specifically, Care assistant 1 C2 expressed; άƛǘ 

would be unprofessional if you were so ǳǇǎŜǘΦέ. This data implies that care home 

ǎǘŀŦŦΩǎ ŀǘǘƛǘǳŘŜǎ ŀƴŘ ǇŜǊŎŜǇǘƛƻƴǎ ƛƴ ǊŜƎŀǊŘ ǘƻ ŜȄǇǊŜǎǎƛƴƎ ŜƳƻǘƛƻƴ Ƴŀȅ ƘƛƴŘŜǊ 

peer-support by preventing colleagues seeking support from each other. 

In addition to emotional support from colleagues, the data indicated that formal 

emotional support and guidance was received from managers which consisted of 

reflection sessions and opportunities to have a conversation and ask questions 

about an experience.  
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Care assistant 2 C3: ά¸ƻǳ ŀƭǎƻ ƳŜƴǘƛƻƴŜŘ ǊŜŦƭŜŎǘƛƻƴ; when we 

have lots of deaths in one period our manager organises a 

ǊŜŦƭŜŎǘƛƻƴ ƳŜŜǘƛƴƎΦέ 

Care assistant 2 C2: άLŦ ǿŜ ƘŀǾŜ ŀƴȅ ǉǳŜǎǘƛƻƴǎ ƻǊ ŀƴȅǘƘƛƴƎ ǿŜ 

are always supported in that way by our manaƎŜǊǎΦέ  

However, analysis revealed that when staff did seek support, managers found it 

difficult to provide it due to their high workloads and busy schedules. Managers 

highlighted that they were not always in the home and had their own jobs to do 

thus were unable to always be there when their staff required emotional 

support. These quotes highlight managers struggle to support care home staff, 

despite being relied on.  

Manager C1: άΧit is hard to always thank every staff member 

ōŜŎŀǳǎŜ L ŀƳ ōǳǎȅ ŀƴŘ LΩƳ ƴƻǘ ŀƭǿŀȅǎ ƛƴ ǘƘŜ ƘƻƳŜΣ ǎƻ L ŘƻƴΩǘ 

ǎǇƻǘ ŜǾŜǊȅǘƘƛƴƎΦέ  

Manager C2: ά.ǳǘ ƛǘ Ŏŀƴ ōŜ ƘŀǊŘ ŦƻǊ ƳŜ ōŜŎŀǳǎŜ ŀǎ L ǎŀƛŘ L ŀƳ 

ƴƻǘ ƘŜǊŜ ŀƭƭ ǘƘŜ ǘƛƳŜΧέ 

This is important as the quotes presented here highlight that currently managers 

provide key guidance and support.  However, given managers cannot always be 

in the home to provide this support, rather than relying on only managers for 

formal support, and given that peer-support is already given by colleagues, there 

is a logic in providing education to train a wider range of care home staff to 

provide emotional support for their colleagues on a more formal basis. 

Moreover, staff suggested that because they were ΨcomfortableΩ around each 

other they were best placed to support each other, rather than only relying on 

managers. 

Care assistant 2 C2: άΧwe support each anyway but if we 

knew more about this process and how to do reflection with 

each other that ǿƻǳƭŘ ƘŜƭǇ ŦƻǊ ǎǳǊŜΦέ  
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Care assistant 1 C1: άHow to do professional reflection with 

each other what questions to ask and what to look out for. We 

ŀǊŜ ƳƻǊŜ ŎƻƳŦƻǊǘŀōƭŜ ŀǊƻǳƴŘ ŜŀŎƘ ƻǘƘŜǊΣ ǎƻ L ǘƘƛƴƪ ƛǘΩǎ ōŜǘǘŜǊ 

ǘƘŀƴ ǳǎƛƴƎ ƳŀƴŀƎŜǊǎΦέ 

Findings imply that providing care home staff with the knowledge and 

confidence to effectively support each other will help to facilitate the more 

consistent and reliable peer support, while reducing reliance on managers and 

addressing the pitfalls of informal support from colleagues. This approach was 

supported by managers who welcomed the change. 

Manager C2: άIt can be hard for me because as I said I am not 

here all the time and I have to manage everything so more 

ǎǳǇǇƻǊǘ ǿƻǳƭŘ ōŜ ŀ ƎƻƻŘ ǘƘƛƴƎ ŜǎǇŜŎƛŀƭƭȅ ŦƻǊ ƳŀƴŀƎŜǊǎΦέ 

In sum, this refinement process has supported the findings from phase-one by 

highlighting a lack of emotional and bereavement support for care home staff. 

However, phase-two has built on the findings from phase-one by uncovering 

limitations of current support such as attitudes towards expressing emotion and 

the limited availability of care home managers. Findings support the need for 

educational content on emotional/bereavement support for care home staff 

enabling them to more effectively support each other. From this data, the 

following refined intervention theory was developed. 

Refined intervention theory four: Given the emotional and bereavement 

needs of care home staff (Human agency) and the current reliance on time-

poor home managers for this support (Contextual mechanism) there is a need 

to provide care home staff with the knowledge and skills via evidence-based 

education (Intervention mechanism) to more effectively support their own and 

ǘƘŜƛǊ ŎƻƭƭŜŀƎǳŜǎΩ ƳŜƴǘŀƭ ƘŜŀƭǘƘ ŘǳǊƛƴƎ ŀƴŘ ŀŦǘŜǊ ŜƴŘ ƻŦ ƭƛŦŜ ŎŀǊŜ όhǳǘŎƻƳŜύΦ 
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6.2.5 Refinement of intervention theory five: facilitating the sharing of 

knowledge and expertise  

Initial intervention theory presented to participants: Negative relationships 

between care home and external service staff are persisting (Human Agency) 

due to high workloads, staff turnover and a competitive culture (Contextual 

mechanism). Therefore, a dedicated end of life care liaison nurse (Intervention 

Mechanism) is necessary to build the knowledge and confidence to improve the 

rate of collaborations between care homes and external services (Outcome).  

 

The initial intervention theory theorised that a liaison nurse could help facilitate 

more effective collaboration (initial intervention theory five). This is important 

given that it was identified that multidisciplinary collaboration was essential to 

providing care home staff with the knowledge and confidence to be able to 

deliver EoLC in the care home, especially for residents with complex needs. 

However, when presented with intervention theory five care home staff rejected 

the theory that a liaison nurse would improve collaboration, expressing that they 

wanted to develop their own knowledge and skills in collaboration. Care home 

staff spoke about a desire to establish personal links with their local services 

themselves to develop their own skills rather than using a liaison nurse. This view 

was echoed throughout the transcripts. It was believed that an external liaison 

nurse would be less personal; therefore, care home staff expressed the desire 

and enthusiasm to build and maintain personal relationships with their local 

services. 

Care assistant 1 C3: ά²Ŝ ŀƭƭ ǿƻǊƪ ǘƻ ŜǎǘŀōƭƛǎƘ links with 

ŜȄǘŜǊƴŀƭ ǎŜǊǾƛŎŜǎ L ŘƻƴΩǘ ǘƘƛƴƪ ƘŀǾƛƴƎ a liaison nurse would help 

thisΧƛǘΩǎ ŀ skill we all need to learn. Χthere could be better 

ways to help us all get ƛƴǾƻƭǾŜŘ ǿƛǘƘ ǘƘŜǎŜ ǎŜǊǾƛŎŜǎΦέ 

Registered nurse 1 C2: άI know how to speak with the GP they 

know me and the home, if you had someone external, they 
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ǿƻǳƭŘ ƘŀǾŜ ǘƻ ōǳƛƭŘ ǘƘŜ ǊŜƭŀǘƛƻƴǎƘƛǇǎ ǳǇ ŀƎŀƛƴ ƛǘΩǎ ƴƻǘ 

personalΧέ 

Despite the rejection of the liaison nurse theory, it is apparent from this data 

that care home staff still understood the importance of improving their 

collaboration during EoLC. Thus, instead of a liaison nurse to facilitate this 

collaboration, participants highlighted that the use of proactive collaborative 

meetings to enable multiple services and care homes to develop shared 

understandings of each other roles, develop shared goals, and provide a more 

joined up approach to collaboration. It was identified in phase-one that care 

home three developed strong relationships because of their proactive use of 

collaborative meetings as part of the GSFCH which provided them with a medium 

to share knowledge and expertise.  

Manager C2: άDefinitely having more meetings with other 

services [that] ǿŜ ǳǎŜ ŀ ƭƻǘ ŘǳǊƛƴƎ ŜƴŘ ƻŦ ƭƛŦŜ ŎŀǊŜΦ  ώΧϐ ǿƘŀǘ Řƻ 

the other professionals do? our staff are really interested in 

stuff like that, but they are very distant. You know why they 

ƴŜŜŘ ǘƻ ƪƴƻǿ ǘƘƛǎ ŀƴŘ ΧǿƘŀǘ ƛǎ ǘƘŜ ǇǊƻŎŜǎǎ ŦƻǊ ǘƘŀǘΦ {ƻ ǘƘŀǘ 

they can answer eacƘ ƻǘƘŜǊΩǎ ǉǳŜǎǘƛƻƴǎΦέ  

These findings were echoed by the manager of care home one who expressed 

that being able to share experience and knowledge between services would 

enable them to offer a more joined up approach to multidisciplinary 

collaboration during EoLC. 

Manager C1: άThere is a need to share experiences between 

the different professionals so coming face to face and letting 

them know about us and they can let us know about 

ǘƘŜƳǎŜƭǾŜǎΣ ǿƘŀǘ ǘƘŜȅ ŘƻΣ ǿƘŀǘ ǘƘŜȅ ŘƻƴΩǘ ƭƛƪŜΣ ǿƘŀǘ ǘƘŜȅ ƭƛƪŜΣ 

how we can beǎǘ ŀŎŎƻƳƳƻŘŀǘŜ ǘƻ ǘƘŜƳ ΧΦƧǳǎǘ ǿƻǊƪƛƴƎ 

together reallyέ 

Therefore, this data supports the data collected throughout phase-one in that it 

evidenced the importance of collaborative meetings in promoting and 



197 
 

supporting multidisciplinary practice in care homes. However, it must not be 

forgotten that meetings were only used by one care home in this study because 

of the costs and resources attributed to them in their current form. Moreover, 

existing research reviewed in chapter three found that expecting others to travel 

to care homes or external sites inhibited the sustainability of the meetings 

(Hewison, Badger and Swani 2011).  

To address these contextual mechanisms, care home staff in this present study 

suggested the use of videoconferencing as a supportive mechanism to facilitate 

meetings without the associated costs and commitments. Care home staff 

referenced that they had used videoconferencing tools before and found the 

mechanism to be more personal than a phone call and easier than going to a 

meeting location in person. 

Manager C1: άΧōǳǘ ǘƘŜȅ ώŎƻƭƭŀōƻǊŀǘƛǾŜ ƳŜŜǘƛƴƎǎϐ ƴŜŜŘ ǘƻ ōŜ 

set up in a way that is easy to access. No emails! they can be 

ƘŜƭŘ ŀǎ ǇŀǊǘ ƻŦ ŜȄƛǎǘƛƴƎ ƳŜŜǘƛƴƎǎ ǎƻ ǿŜ ŘƻƴΩǘ ƘŀǾŜ ǘƻ ǎŎƘŜŘǳƭŜ 

ŀƴȅǘƘƛƴƎ ƴŜǿΧ ǿŜ Řƻ ƴƻǘ ƘŀǾŜ ǘƛƳŜ ǘƻ ǘǊŀǾŜƭ ǎƻ ǘƘŜȅ ƴŜŜŘ to 

come to us, or we can join a group call... This would be the only 

way it would work, sorry but I have to keep staff on the 

ŦǊƻƴǘƭƛƴŜΦέ 

  

Therefore, this data suggests that videoconferencing can be used to help lower 

the cost and time commitment of collaborative meetings to enable more care 

home staff to benefit from the mechanism. 

As well as promoting collaborative meetings between external services, the data 

suggest that there is scope to also use these collaborative meetings to promote 

better collaboration between care homes themselves. Specifically, it was noted 

in phase-one that despite the outlined benefits, collaboration between care 

homes was rare. When presented with the theory in phase-two, still some care 

home staff expressed mixed feelings about the notion of collaborating with other 

homes to share knowledge and expertise.  
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Care assistant 2 C3: άYou spoke last time about how we would 

ŦŜŜƭ ŀōƻǳǘ ǎƘŀǊƛƴƎ ǘƘŜ ŜƴŘ ƻŦ ƭƛŦŜ ŎŀǊŜ ǿŜ ƎƛǾŜΦ .ǳǘ ƛǘΩǎ Řƻǿƴ ǘƻ 

ƳŀƴŀƎŜƳŜƴǘ ƛǎƴΩǘ ƛǘΦ L ŘƻƴΩǘ ǘƘƛƴƪ ǘƘŜ ƳŀƴŀƎŜǊ ƘŜǊŜ ǿƻǳƭŘ ƭƛƪŜ 

ǳǎ ƎƻƛƴƎ ƛƴǘƻ ŀƴƻǘƘŜǊ ŎŀǊŜ ƘƻƳŜΦέ 

Manager C1: άIf you care about people in the whole of the 

community why would you not share something that could 

potentially help someone else in another home that is dying? It 

ǎƘƻǳƭŘƴΩǘ ƳŀǘǘŜǊ ǿƘŜǘƘŜǊ ǘƘŀǘ ǇŜǊǎƻƴ ƭƛǾŜǎ ƛƴ ȅƻǳǊ ŎŀǊŜ ƘƻƳŜ 

ƻǊ ǘƘŜ ŎŀǊŜ ƘƻƳŜ Řƻǿƴ ǘƘŜ ǊƻŀŘΦέ  

In sum, phase-two identified that the use of a liaison nurse to improve 

collaboration was not supported by staff who wanted to develop personal 

relationships with their local services and build their own knowledge and skills. 

Multi-disciplinary meetings were therefore highlighted as a proactive 

collaborative mechanism to improve communication between multiple services 

involved in providing EoLC. Additionally, phase-two identified the use of 

information technology to address barriers to collaboration such as high 

workloads and time constraints. From this knowledge the following refined 

intervention theory was developed:   

Refined intervention theory five: Use of information technology to facilitate 

collaborative meetings between care home staff and external service staff 

(Intervention mechanism) will provide a more time and cost-effective 

mechanism for time poor services (Contextual mechanism) to share knowledge 

and expertise and develop relationships (Outcome) and the opportunity to 

utilise ǎǘŀŦŦΩǎ ŜƴǘƘǳǎƛŀǎƳ ǘƻ ǿƻǊƪ ǘƻƎŜǘƘŜǊ ǘƻ ƳŜŜǘ ǊŜǎƛŘŜƴǘǎΩ needs (Human 

agency).   
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6.3 The overall intervention theory: A cross-sector 

multicomponent end of life care intervention 

Care home staff highlighted that more needed to be done in terms of the 

delivery and implementation of the intervention theories to address the 

disparities present with current EoLC education across the sector. It was 

proposed that combining the individual theories into a cross-sector 

multicomponent intervention would help more care homes implement the 

intervention rather than keeping the intervention theories separate, improving 

the overall feasibility. It was believed that combining the theories into one 

intervention would help promote a recognised evidence-based approach to EoLC 

across the sector. Developing this level of continuity is important given that 

several staff commented on the inconsistency of current EoLC training and 

education.  

Care assistant 2 C2: άΧ L ƪƴƻǿ ƘƻƳŜǎ Řƻ ǘƘƛƴƎǎ ǾŜǊȅ 

ŘƛŦŦŜǊŜƴǘƭȅΧΦ ǘƘŜ ƭŀǎǘ ƘƻƳŜ L ǿƻǊƪŜŘ ŀǘ ƎŀǾe me different 

ǘǊŀƛƴƛƴƎΦέ   

Care assistant 1 C2: ά¸Ŝǎ ǘƘŀǘΩǎ ǘǊǳŜΦ ¸ou could combine all the 

aspects of your study [the intervention theories] into one 

training package to make it easier for homes to follow. Getting 

it into as many homes is important for you because I do agree 

that we need more consistency iƴ ŜƴŘ ƻŦ ƭƛŦŜΦέ  

The notion of combining the intervention theories to form one multicomponent 

intervention was also highlighted in the interview with the manager from care 

home threeΦ DƛǾŜƴ ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ ŜȄǇŜǊƛŜƴŎŜ ǿƛǘƘ ǘǊŀƛƴƛƴƎ ƛǎǎǳŜǎ, the 

manager from care home three concluded that getting the intervention into as 

many care homes as possible would help to contribute towards a minimum 

evidence-based standard of EoLC across the sector. 

Manager C3: άIf we all went off the same sort of training it 

would hŜƭǇ ŎǊŜŀǘŜ ƳƛƴƛƳǳƳ ǎǘŀƴŘŀǊŘ ƻŦ ŜƴŘ ƻŦ ƭƛŦŜ ŎŀǊŜΧΦŀǎ 
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ǿŜΩŘ ŀƭƭ ōŜ ŦƻƭƭƻǿƛƴƎ ǘƘŜ ǎŀƳŜ ƳŀǘŜǊƛŀƭ ƛƴǎǘŜŀŘ ƻŦ ŀƭƭ ŘƻƛƴƎ 

ŘƛŦŦŜǊŜƴǘ ǘƘƛƴƎǎΦέ 

However, analysis highlighted that for the multicomponent intervention to be 

implemented and sustained in a diverse range of care homes it would need to be 

financially viable. As discussed in chapter three although multicomponent 

interventions were more effective, they were rarely delivered because of 

contextual factors such as high costs and resources attributed to implementing 

and sustaining them. Staff from care homes one and two highlighted in phase-

one that they did not use the GSFCH because of the implementation costs and 

resource requirements, and even staff from care home three who used the 

GSFCH acknowledged its high costs. Thus, the data suggests that being able to 

keep costs and time requirements down, is an essential attribute to ensure the 

sustainability of the multicomponent EoLC intervention across the diverse care 

home sector.  

Manager C3: άThe Gold Standards Framework is very 

expensive for something that should be done anyway. I told 

ǘƘŜ D{C ǘƘŀǘ ŀǎ ǿŜƭƭ ƛǘ ƛǎ ǾŜǊȅ ŜȄǇŜƴǎƛǾŜΦέ  

A potential solution that emerged from managerial level to lower the costs and 

best manage their limited financial resources was to deliver the multicomponent 

EoLC intervention using a flexible in-house method of delivery. For the education 

delivery aspects of the intervention (such as the workshops) it was theorised that 

in-house delivery methods utilising care home staff would enable the care homes 

to deliver education at times convenient to them, without the need to travel or 

use external staff to deliver it. As well as flexible delivery, it was highlighted that 

for any intervention to be sustainable across the diverse sector it would need to 

be free and not require an implementation or upkeep fee. The manager from 

care home one spoke about how other interventions on the market do not 

account for the diverse needs of care homes in this respect.  

Manager C1: άProvide us with the content for it all and we can 

deliver it all at once hereΧ that would probably be best so I 
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ŘƻƴΩǘ ƘŀǾŜ ǘƻ ǎŜƴŘ ǎǘŀŦŦ ǘƻ ǘƘŜ ǳƴƛǾŜǊǎƛǘȅ ŀƭƭ ǘƘŜ ǘƛƳŜΣ ŀƴŘ L Ŏŀƴ 

deliver it at the best times for us. It would have to be accessible 

to us as well, we do not want to pay an implementation fee 

that is key to having an impact in all homes and that is where 

the gold framework [GSFCH] fails.έ 

Manager C3: άLeave it up to us when and how the education 

parts are delivered because we can deliver it at times that are 

best for us rather than having someone come in at a set 

timeΧΦ that just ǿƻƴΩǘ work. The topics can be set, but we can 

ƳƻǳƭŘ ƛǘ ŀƴŘ ŘŜƭƛǾŜǊ ƛǘ ƛƴ ǿŀȅǎ ǘƻ Ŧƛǘ ƻǳǊ ƘƻƳŜΧέ 

As well as financial considerations, regulatory barriers to implementing the 

multicomponent intervention were highlighted. Specifically, care home staff 

expressed that the intervention could be made mandatory to get more care 

homes across the sector to implement it. It was emphasised that mandatory 

training requirements are not new to the sector with some training already been 

mandatory. 

Care assistant 1 C2: άIt [the multicomponent intervention] 

would definitely have to be mandatory yes or homes would not 

ƭƛǎǘŜƴ ǘƻ ȅƻǳΦ ²Ŝ ŀƭǊŜŀŘȅ ƘŀǾŜ ƛǘ ƻƴ Ƴŀƴǳŀƭ ƘŀƴŘƛƴƎ ƛǘΩǎ 

ŀƭǊŜŀŘȅ ƭƛƪŜ ǘƘƛǎΦέ  

This is an important finding given that it was identified in phase-one, and the 

critical realist review (chapter three) that care homes delivered different forms 

and amounts of EoLC education/training. For example, due to the lack of 

regulation care homes used on-the-job training (shadowing) rather than 

providing evidence-based workshops like care home three. Similarly, the critical 

realist review identified significant disparities in the amount of EoLC education 

delivered across the sector (Dobie et al. 2016; Finucane et al. 2013). Thus, 

although keeping the time and financial requirements as low as possible, this 

data suggests that still care home managers may choose not to implement an 
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evidence-based approach in the context of little regulation in EoLC provision in 

UK care homes.   

Specifically, analysis of the data collected in this study highlighted that home 

managers had varying enthusiasm for change implementation. For example, the 

manager from care home three spoke about the passion she had for EoLC and 

improving EoLC in her care home through developing the skills of the workforce. 

The transcripts suggest that ǘƘŜ ƳŀƴŀƎŜǊΩǎ leadership and commitment towards 

EoLC was instrumental in implementing and sustaining the GSFCH and giving her 

staff the space and time to learn and develop their EoLC skills. 

Manager C3: ά¢ƘŀǘΩǎ Ƴȅ ǇƻǎƛǘƛǾƛǘȅΧ LΩƳ ǾŜǊȅ ǇŀǎǎƛƻƴŀǘŜ ŀōƻǳǘ 

end of life care. When I came to [name of the care home] the 

first thing I did was get them to bring in the GSFCH, I know not 

ŀƭƭ ŎŀǊŜ ƘƻƳŜǎ Ŏŀƴ Řƻ ǘƘƛǎΣ ōǳǘ ƛǘ ƛǎƴΩǘ Ƨǳǎǘ ŀōƻǳt money it is 

ŀōƻǳǘ ƭƛǎǘŜƴƛƴƎ ǘƻ ǘƘŜ ǎǘŀŦŦ ΧǘǊȅƛƴƎ ǘƻ ŜƳǇƻǿŜǊ ǘƘŜƳΦ LΩƳ ŀ 

great believer of empowerment and seeing the benefits of 

each person. The staff can see my passion they know I want to 

ƘŜƭǇ ǘƘŜƳ ŘŜǾŜƭƻǇ ŀƴŘ ƛƳǇǊƻǾŜ ŜƴŘ ƻŦ ƭƛŦŜ ŎŀǊŜΧǘƘŜȅ know I 

will support them. {ƻΣ LΩƭƭ ǎŀȅ ƭŜǘΩǎ ǘŀƭƪ ŀōƻǳǘ ȅƻǳǊ ŦƛǾŜ-year 

ǇƭŀƴΦέ 

On the other hand, this level of managerial passion towards EoLC training 

appeared to be lacking in care homes one and two. Although the managers from 

care homes one and two expressed an interest in EoLC, they referred to high 

workloads and limited finances as preventing more adequate EoLC education for 

their staff (discussed in phase-one: theme four). The data implies leadership style 

and passion for EoLC is a personal attribute and whilst it helps, the level of 

managerial passion is subjective and is likely to vary.   

However, analysis highlighted a number of benefits of adopting a 

multicomponent approach to delivery rather than delivering the interventions 

theories separately.  It was highlighted that adopting a more consistent approach 

to EoLC education that could be implemented and sustained by care home across 
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the sector may help address issues related to high staff turnover. Specifically, 

findings from this study and wider literature (Gatherum 2017) suggest that 

despite staff turnover being high, care home staff often leave one home to go 

onto working in another home, indicting high staff mobility within the UK sector. 

Therefore, analysis implies that if homes were using or recognised the same 

evidence based EoLC training it would mean staff across the care home sector 

would have a recognised minimum level of EoLC training. Thus, when staff leave 

to go to work in another care home, they go with a recognised standard of EoLC 

training.    

Care assistant 2 C2: άMŀƴȅ ǎǘŀŦŦ ŎƻƳŜ ŀƴŘ Ǝƻ ǘƘŀǘΩǎ ǘƘŜ ǿŀȅ 

ƛǘΩǎ ōŜŜƴ ƴƻǿ ŦƻǊ ȅŜŀǊǎΣ ǿŜ ƘŀǾŜ ŀƭƭ ŎƻƳŜ ŦǊƻƳ ŘƛŦŦŜǊŜƴǘ ŎŀǊŜ 

homes Χέ  

However, as noted in the critical realist review (chapter three) the financial 

insensitivity of current multicomponent interventions is limiting their 

sustainability and implementation across the diverse care home sector.  

Lastly, analysis of bereaved ǊŜƭŀǘƛǾŜǎΩ ǘǊŀƴǎŎǊƛǇǘǎ ǎǳƎƎŜǎǘŜŘ ǘƘŀǘ ŀŘƻǇǘƛƴƎ ŀ 

multicomponent and more consistent approach to EoLC education and training is 

necessary to help address the stigma associated with care home staff and the 

sector as a whole. It was evidenced that some bereaved relative held ingrained 

perceptions and negative attitudes towards EoLC in care homes. Bereaved 

relatives spoke about the fear they had of sending their loved one to a care 

home which was not able to deliver high quality EoLC. 

BR6 C3: άOne of the essential things is the quality of the staff 

first of all I had to spend many hours going through the reports 

[CQC reports] and ringing up homes because I know some are 

ōŀŘΦέ  

Thus, analysis suggests that providing a more consistent approach to EoLC 

training across the sector (via the multicomponent intervention proposed in this 

study) may give the public reassurance that they are going to get a certain level 

of care, regardless of care home. 
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In sum, this final section has evidenced a need to combine the intervention 

theories to improve feasibility and to support more care homes to implement 

the intervention. Analysis suggests that the multicomponent intervention will 

help provide the sector with a more consistent evidence-based approach to EoLC 

education and training. Findings suggest that adopting the multicomponent 

intervention can help contribute towards addressing issues such as staff turnover 

and the stigma associated with care homes. However, identified barriers to 

getting homes to adopt the intervention included the costs associated with 

implementation, and the enforcement of such an intervention across the UK care 

home sector. From this data the following overall intervention theory was 

developed:   

Overall intervention theory: Combining the intervention theories to form one 

multicomponent intervention (Intervention mechanism) will help address the 

current disparities in end of life care education (Outcome) by improving the 

uptake and consistency of evidence-based end of life care education and 

training across the diverse sector (Contextual mechanism) which is an outcome 

generally supported by care home staff and service users (Human Agency). 
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6.4 Chapter summary  

This chapter presented phase-two of data collection, which used realist 

ƛƴǘŜǊǾƛŜǿǎ ŀƴŘ ŦƻŎǳǎ ƎǊƻǳǇǎ ǘƻ ƎŀǘƘŜǊ ǇŀǊǘƛŎƛǇŀƴǘǎΩ ŦŜŜŘōŀŎƪ ƻƴ ǘƘŜ ƛƴƛǘƛŀƭ 

intervention theories developed from phase-one. The participantΩs responses to 

the initial intervention theories were used to refine the initial intervention 

theories. In addition, the refinement process highlighted the benefits of 

ŎƻƳōƛƴƛƴƎ ǘƘŜ ƛƴǘŜǊǾŜƴǘƛƻƴ ǘƘŜƻǊƛŜǎ ǘƻ ŦƻǊƳ ŀƴ ΨƻǾŜǊŀƭƭΩ ƛƴǘŜǊǾŜƴǘƛƻƴ ǘƘŜƻǊȅΦ The 

following discussion chapter will discuss the findings of this present study in 

relation to relevant literature and policy. 
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7 Discussion 

 

 

7.1 Introduction and overview  

Continuing issues have been evidenced in the provision of EoLC in UK care homes 

in relation to ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ engagement in advance care planning and 

persisting levels of unnecessary admissions to hospital at the EoL from care 

homes (Spacey et al. 2018; Thwaites et al. 2017; Mason et al. 2016; Ong et al. 

2011; Wolters et al. 2019). Yet, prior to this study there was a sparsity of 

research exploring the underlying processes behind outcomes related to advance 

care planning and unnecessary admissions at the EoL. This gap in knowledge was 

found to limit the effectiveness of interventions designed to improve end of life 

care in care homes (Spacey et al. 2019).  

This study has contributed to filling this gap in knowledge by systematically 

exploring the underlying processes behind these outcomes. This evaluation 

process has provided a deeper understanding of these outcomes, why they 

persist, and what needs to be done to mitigate them. Findings were used to 

develop six intervention theories which incorporate the process data into their 

design.  

This chapter comprises of four parts and brings together the two phases of this 

study. The first part discusses the study findings in the context of relevant 

literature and policy, highlighting where this current study adds to the existing 

knowledge in the field. The second part discusses the implementation, delivery 

and feasibility of the intervention theories in practice. Part three then presents 

the strengths and limitations of the study and lastly part four provides a brief 

reflexive diary. 
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7.2 Part one: Discussion of the key findings in relation to existing 

literature 

7.2.1 Talking about death and dying in care homes   

This first section will discuss the processes behind outcomes related to advance 

care planning in care homes. Despite residents having advance care plans in 

place, this study evidenced the variable quality of advance care planning 

discussions. Findings revealed how education mechanisms mostly focused on 

information gathering combined with ǎƻƳŜ ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ emotional 

reluctance to discuss death and dying, and a taboo culture in care homes which 

impacted on their ability to engage in advance care planning discussions with 

residents and relatives.  

In terms of human agency, findings identified that some care home staff had a 

reluctance to talk about death and dying. It was found that care home stafŦΩǎ 

backgrounds, cultures and personal experiences influenced how they 

approached death and dying when delivering EoLC. However, most literature 

reports on supporting care home staff to manage the cultural needs and 

backgrounds of residents receiving EoLC (Givler et al. 2019), with only a handful 

of studies reporting on how ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ ǇŜǊǎƻƴŀƭ ōŀŎƪƎǊƻǳƴŘs and cultures 

can influence how they approach death and dying in the care home (Hall et al. 

2011; Xiao et al. 2017). For example, Hall et al. (2011) highlighted a lack of 

confidence in staff from different cultures towards death and dying. Although, 

the findings from this present study support Hall et al., it was found that 

reluctances to talk about death and dying were experienced by all care home 

staff, not just those with cultural beliefs. 

This collective difficulty in relation to talking about death and dying led some 

care home staff to have less sympathy and understanding towards their 

ŎƻƭƭŜŀƎǳŜǎΩ ŎǳƭǘǳǊŜǎ ŀƴŘ ōŀŎƪƎǊƻǳƴŘǎΦ For example, despite care home staff 

recognising diversity in the workforce, they did not expect the different cultures 

and backgrounds of their colleagues to hinder discussions about death and dying 

ōŜŎŀǳǎŜ ƛǘ ƛǎ ΨǇŀǊǘ ƻŦ ǘƘŜ ƧƻōΩ ŀƴŘ ŀƭƭ ǎǘŀŦŦ ΨǎƘƻǳƭŘ ƪƴƻǿ ǿƘŀǘ ǘƻ ŜȄǇŜŎǘΩ. This lack 
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of understanding and support has implications for practice as globalisation has 

resulted in increased cultural diversity in care homes across the world (World 

Health Organisation 2015). Moreover, in the UK, recruitment and staffing 

difficulties in care homes have increased their reliance on skilled and unskilled 

migrant labour from the European Union (Independent Age 2016). This reliance 

on migrant labour and globalisation has led to a more diverse care home 

workforce with different cultures and backgrounds. Therefore, although all care 

home staff to an extent found it difficult to talk about death and dying, these 

findings suggest that more needs to be done to provide care home staff with the 

knowledge to help them recognise and ǎǳǇǇƻǊǘ ŜŀŎƘ ƻǘƘŜǊΩǎ Řifferent cultures 

and backgrounds, and the potential impact this may have on discussions about 

death and dying. 

There was also evidence to suggest that some care home staff were did not want 

to talk about death and dying to avoid upsetting residents. This was particularly 

apparent with residents with dementia. Specifically, some care home staff went 

straight to the next of kin to conduct the advance care plan as they believed that 

residents with dementia would not understand and would become too upset if 

they discussed death and dying with them. This poses implications for practice 

not only because of the rising numbers of residents living with dementia in UK 

care homes (!ƭȊƘŜƛƳŜǊΩǎ {ƻŎƛŜǘȅ нлму), but because research has found that 

residents who are cognitively impaired such as those living with dementia have a 

greater chance of being unnecessarily admitted to hospital at the EoL (Perrels et 

al. 2014). Moreover, the !ƭȊƘŜƛƳŜǊΩǎ {ƻŎƛŜǘȅ Ƙŀǎ ƭƻƴƎ ŎŀƭƭŜŘ ŦƻǊ ǇŜƻǇƭŜ ǿƛǘƘ 

dementia to be able to contribute to advance care planning discussions, even if 

they lack ŎŀǇŀŎƛǘȅ ό!ƭȊƘŜƛƳŜǊΩǎ {ƻŎƛŜǘȅ нлмнύ, as capacity can fluctuate; meaning 

one day a resident may be able to understand more than on another day 

(!ƭȊƘŜƛƳŜǊΩǎ {ƻŎƛŜǘȅ нлму). Therefore, it is key for care home staff to ensure that 

residents living with dementia have an advance care plan in place which reflects 

their needs. These findings again suggest that need to provide care home staff 

with the knowledge to be able to sensitively engage in discussions about death 

and dying with a diverse range of residents, including those with dementia.  
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As well as the needs of residents and relatives, findings from this present study 

ƛƳǇƭȅ ǎǘŀŦŦΩǎ ŀǾƻƛŘŀƴŎŜ ƻŦ ŎƻƴǾŜǊǎŀǘƛƻƴǎ ŀōƻǳǘ ŘŜŀǘƘ ŀƴŘ ŘȅƛƴƎ ǿŀǎ also about 

protecting their own emotional wellbeing. Specifically, analysis suggested that 

some care home staff avoided the subject of death and dying with residents as a 

defense mechanism. Similar behaviour has been found in professionals who are 

regularly exposed to emotional and traumatic experiences (Drury et al. 2014). It 

has been found that being continually exposed to these situations without 

support can lead to compassion fatigue, which is described as a state of mental 

exhaustion triggered by a decreased ability to cope with everyday settings 

(Baranowsky et al. 1999).  

CƛƴŘƛƴƎǎ ŦǊƻƳ ǘƘƛǎ ǎǘǳŘȅ ǎǳƎƎŜǎǘ ǘƘŀǘ ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ ǿŀȅ ƻŦ ƳŀƴŀƎƛƴƎ 

compassion fatigue was to avoid sensitive subjects with residents and relatives 

about death and dying. However, this behaviour (reluctance) appeared 

detrimental to ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ ŀōƛƭƛǘȅ ǘƻ ŜƴƎŀƎŜ ƛƴ ƳŜŀƴƛƴƎŦǳƭ advance care 

planning conversations with residents and relatives. This issue is explored further 

in regard to support for care home staff in section 7.2.4.   

In terms of contextual mechanisms, an ingrained taboo culture associated with 

death and dying was evident in the care homes which was found to negatively 

impact on discussions about death and dying. A taboo culture in relation to 

death and dying has been previously recognised by Hockley et al. (2005) and Hall 

et al. (2011) who reported a covert culture in care homes which negatively 

ƛƴŦƭǳŜƴŎŜŘ ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ ǇŜǊŎŜǇǘƛƻƴǎ ŀƴŘ ŀǘǘƛǘǳŘŜǎ ƛƴ relation to talking 

about death and dying with residents and relatives in the care home. However, 

this culture is not confined to care home settings, Gire (2014) discusses that a 

taboo culture surrounding death is ingrained in UK society. Thus, Gire adds that 

in order to implement change, the negative perceptions of death and dying first 

need to be addressed at a societal level.  

Despite death being more openly accepted in Swedish culture compared to 

countries like the UK, a recent study looking at Swedish care homes has reported 

similar results to the ones found in this UK based study (Alftberg et al. 2018). 

Specifically, Alftberg et al. found that despite using advance care planning to 



210 
 

guide conversations, staff felt held back by their own reluctance to discuss death. 

Similarly, Morin et al. (2016) reported that discussions about death occurred 

with a minority of residents and relatives in care homes in countries such as the 

Netherlands, which again traditionally have a more open and accepting culture 

towards death (Gibbs et al. 2016).  

This persisting culture amongst care home staff even in traditionally more 

accepting countries may be explained by looking into education. Findings from 

this present study suggest that ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ views and cultures towards 

death and dying can be influenced by education. Wisnewski (2015) argues that 

education for registered nurses in most countries is still predominately focused 

on life preservation and what nurses can do to save lives. This is important as it 

has been found that the traditional medical focus of education for healthcare 

professionals can influence how they perceive death and dying later in their 

careers (Burger et al. 2018). Thus, these findings imply that current education 

ƳŜŎƘŀƴƛǎƳǎ Ŏŀƴ ƘŀǾŜ ŀƴ ƛƳǇŀŎǘ ƻƴ ǎǘŀŦŦΩǎ ƻǇŜƴƴŜǎǎ ǘƻ ŘƛǎŎǳǎǎ ŘŜŀǘƘ ŀƴŘ ŘȅƛƴƎ 

as part of advance care planning conversations. 

Despite this, it was apparent that most education and training pertaining to 

advance care planning was focused on information gathering, rather than 

providing staff with the knowledge to be able to sensitively engage in discussions 

about death and dying. This approach to education and training is unsurprising 

given current research and interventions in the field are predominately 

concerned with numbers of advance care plans (O'Sullivan et al. 2016; Kinley et 

al. 2014; Finucane et al. 2013; Temkin-Greener et al. 2017). Whilst the numbers 

of advance care plans in place are important, findings presented in this study 

suggest that more needs to be done to support staff to sensitively engage in 

discussions about death and dying as part of their training to help improve the 

quality as well as the quantity of advance care plans. 

 

These findings on intervention mechanisms, contextual mechanisms and human 

agency were used to develop intervention theory one, which proposed the use 

of educational workshops with content focused on supporting staff to sensitively 
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discuss death and dying. The review of current interventions presented in 

chapter three identified that workshops can be based around pre-selected areas 

of content and help reduce the dissemination of non-evidence based poor 

practice (Finucane et al. 2013; Mayrhofer et al. 2016). This is important as the 

most common education mechanism used in the care homes was shadowing or 

on-the-job training.  However, it was evident that shadowing was often not 

based on evidence and instead relied on the expertise of more experienced staff 

members. Consequently, Wilson et al. (2009) and Schuler (2015) argue that 

although shadowing can be an effective method to bridge the gap between 

theory and practice it can lead to care home staff passing on their perceptions 

and attitudes to others. This is relevant as it was found that some care home 

staff held negative views and cultures in relation to death and dying. Therefore, 

the workshops can be used to accompany current methods of education such as 

shadowing to provide an evidence-based foundation.  

Moreover, findings suggest that workshops enable a diverse range of care home 

staff to be involved. This is important because it was found that staff with non-

formal caring roles such as housekeeping staff had a significant experiential 

impact; bereaved relatives noted the relationships they developed with these 

staff and how they helped pass on information for advance care plans. Despite 

this, it was found that staff with non-formal caring roles were excluded from 

modes of education such as on-the-job training. This is important and highlights 

an underutilised resource as ancillary roles including administrative, 

housekeeping and cooks make up 11% of the workforce across the UK care home 

sector (Griffiths et al. 2019). Moreover, given the limited resources and staffing 

challenges within the sector (Bulman 2017), utilising and recognising the value of 

the whole workforce is essential. These findings consequently suggest that a 

valuable resource is being undervalued and poorly prepared.  

As well as including a diverse range of care home staff, bereaved relatives 

expressed that they wanted to participate in the education of care home staff in 

this area to share their viewpoints and experiences. Ronch (2004) found that 

including the different perspectives of residents and relatives can form an 
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important part of learning for care home staff by exposing them to different 

perspectives. Nonetheless, it must be remembered that vulnerable groups need 

to be protected and not made more vulnerable. For example, bereaved relatives 

are associated with high levels of distress (Keilman et al. 2014). Therefore, in 

order to support vulnerable individuals such as bereaved relatives, strict ethical 

codes and guidelines should be set, and researchers must diligently respect and 

listen to recommendations (Dyregov 2004; Keilman et al. 2014). 

 

7.2.2 Maintaining person-centred end of life care  

Despite the importance of a person-centred approach to care, it was identified 

thaǘ ǘƻǿŀǊŘǎ ǘƘŜ ŜƴŘ ǎǘŀƎŜǎ ƻŦ ǊŜǎƛŘŜƴǘǎΩ ƭƛǾŜǎ with a sparsity of support during 

out of hour shifts, some care home staff had an increased tendency to overlook 

residents emotional and social needs and contribute towards unnecessary 

admissions at the EoL. 

Clinical judgement is a process key in nursing in which a decision or conclusion is 

reached based on a process of observation, reflection and analysis of available 

information (Standing 2017; Potgieter 2012). Despite mistakes in clinical 

judgment being one of the main causes of adverse events such as unnecessary 

admissions to hospital, the current body of literature has tended to focus on 

clinical judgements from a nursing perspective (Graan et al. 2016; Potgieter 

2012), with much less emphasis on exploring the decisions and experiences of 

non-registered care home staff such as care assistants. This is important as it was 

evident throughout this present study that non-registered care home staff also 

have important decisions to make in terms of providing EoLC in the home, and 

like registered staff poor judgments/decisions can lead to adverse events.  

In terms of contextual mechanisms, it was identified that care home staffΩǎ 

decision making out of hours was negatively impacted by less support from 

managers and fewer experienced colleagues to receive guidance from. Current 

literature suggests the issues related to the lack of experienced support out of 

hours are only getting worse in the sector due to recruitment and staffing 
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shortages, causing care homes to rely on fewer and less experienced staff to 

deliver EoLC (Griffiths et al. 2019). Literature often associates the low pay 

associated with social care jobs and the lack of progression and training 

opportunities for registered nurses for staffing issues (Gershlick et al. 2017). 

However, the recruitment and staffing shortages are not unique to care homes 

and are being experienced by healthcare services across the UK as a result of a 

lack of funding and an increasing demand on existing services (Gershlick et al. 

2017; Cooper et al. 2017). For example, Morris (2017) reports that these funding 

and staffing issues have had a particular influence on district nursing support. 

Analysis published by the Queens Nursing Institute (2018) has highlighted that 

the number of admissions into district-nurse programmes reduced by 2.5% in 

2016-17. Furthermore, despite policy initiatives pushing for more EoLC in the 

community investment in the UK of specialist district nursing education and 

training has fallen (Morris 2017).  

The impact of the lack of funding was noted in this present study, particularly in 

the residential care home. Staff working in the residential home expressed they 

had an increased tendency to call emergency services because of the lack of 

support as they had no on-site nursing. Davies et al. (2011) and Handley et al. 

(2014) also reported that staff working in residential care homes had a greater 

reliance on external services than nursing home staff as they rely on district 

nurses who are not always on site. Findings from this present study suggest that 

a ƭŀŎƪ ƻŦ ǎǳǇǇƻǊǘ ƛƴŦƭǳŜƴŎŜŘ ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ clinical judgment and decision-

making skills. Specifically, it was apparent that care home staff who felt 

unsupported were more likely to focus on ǊŜǎƛŘŜƴǘǎΩ medical needs and contact 

emergency services. Although this response was more pronounced in the 

residential home it was also apparent the nursing homes.  

A lŀŎƪ ƻŦ ǎǳǇǇƻǊǘ ǿŀǎ ƴƻǘ ǘƘŜ ƻƴƭȅ ŦŀŎǘƻǊ ƴŜƎŀǘƛǾŜƭȅ ƛƳǇŀŎǘƛƴƎ ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ 

judgments and decisions. In regard to human agency, it was evident that some 

ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ ŘŜŎƛǎƛƻƴ ƳŀƪƛƴƎΣ ŀƴŘ ƧǳŘƎƳŜƴǘ when providing EoLC was 

influenced by a fear of responsibility. Specifically, some care home staff 

highlighted they would call emergency services to get others involved, despite 
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residents wishes, to help relieve and share the emotional responsibly. This 

response highlights another defence mechanism used by staff to protect 

themselves from the emotional trauma of death. Previous research has identified 

the emotional journey care home staff go through while delivering EoLC, which 

has highlighted that they can experience stress, anxiety and grief when caring for 

residents at the EoL (Vandrevala et al. 2017). Marcella and Kelley (2015) found 

that these emotions are often heightened in care home staff who become 

emotionally attached/close to the residents they care for, as they often find 

detaching from these residents difficult.  

However, developing close relationships with residents is part of the process of 

delivering EoLC (Funk et al. 2017; Wilson et al. 2009). Wilson et al. (2009) found 

that care home staff develop close relationships with residents primarily through 

frequent interaction during care delivery, which Funk et al. (2017) found often 

leads to staff seeing residents as family and developing close emotional bonds. 

Moreover, close attachments and relationships with residents form a key part of 

person-centred approach to care (Barry and Edgman-Levitan 2012). Thus, despite 

the importance of developing relationships with residents, findings from this 

ǇǊŜǎŜƴǘ ǎǘǳŘȅ ǎǳƎƎŜǎǘ ǘƘŀǘ ŎŀǊŜ ƘƻƳŜ ǎǘŀŦŦΩǎ ŎƭƻǎŜ ŀǘǘŀŎƘƳŜƴǘǎ ǘƻ ǊŜǎƛŘŜƴǘǎ can 

contribute to their on their decision-making skills and use of emergency services. 

In addition to the close relationships with residents, findings suggest that some 

care home staff were fearful of blame and letting residents die in their care 

without medical intervention. Similarly, Rapaport et al. (2018) and Perkins et al. 

(2016) found that staff working in care homes often felt doing something 

medical would help protect them from blame, thus often made a clinical 

judgment to get emergency services involved. Barclay et al. (2014) found that 

this response can be heightened in cases where residents declined suddenly and 

unexpectedly which was found to often lead to staff panicking and resulting in 

some staff going against residents documented wishes. Thus, the judgment and 

decision-making of care home staff can be influenced by a range of factors. There 

is therefore a need for education and training to prepare all care home staff (not 

just nursing staff) with the knowledge and confidence to make informed 
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ŘŜŎƛǎƛƻƴǎ ōŀǎŜŘ ƻƴ ǊŜǎƛŘŜƴǘΩǎ ƴŜŜŘǎΣ ƛƴ ǎƛǘǳŀǘƛƻƴǎ ǿƘŜǊŜ ǎǳǇǇƻǊǘ ŀƴŘ ƎǳƛŘŀƴŎŜ ƛǎ 

limited. 

One mechanism used to support care home staff to make more objective 

decisions in these situations is coding system used as part of the GCFCH (GSFCH 

Good Practice Guide 2014). The coding system used in care home three colour 

coded residents based on their proximity to death with blue indicating months 

and red indicating days left to live. Although the coding system may help care 

home staff make decisions and plan for uncertainty and the different trajectories 

of decline; findings suggest it does not help address the underlying factors 

outlined in this present study. Specifically, it was apparent that some care home 

ǎǘŀŦŦΩǎ ŘŜŎƛǎƛƻƴ ƳŀƪƛƴƎ was impacted by factors such as their close relationships 

with residents and their perceptions and attitudes towards death and dying. 

Nonetheless, the findings of this study suggest that shadowing was used to 

accompany the coding system. Although shadowing can give care home staff the 

chance to ask questions and follow the lead of more experienced senior 

colleagues (Mayrhofer et al. 2016), it often consists of following and copying 

rather than critical thinking and challenging existing practice and ideas (Graan et 

al. 2016; Wiig et al. 2018). Furthermore, as discussed in chapter three less 

experienced and newer members of care home staff can often be afraid and 

unlikely to challenge their more senior colleagues during shadowing (O'Brien et 

al. 2016). This is important as Papathanasiou et al. (2014) adds that critical 

thinking makes up an essential component of decision making as it leads to the 

questioning and challenging of existing ways of practice which is necessary to 

understand why something is being done in a certain way.  

As a consequence, intervention theory two proposes the need for educational 

workshops focused on promoting and supporting critical thinking within the care 

home workforce. It is theorised that this will help inform judgments and 

decisions made by staff to maintain a person-centred approach, especially in 

situations where support is guidance is limited and emotions are high. The 

workshops can be accompanied by shadowing to help bridge the gap between 

theory and practice and give care home staff a chance to use their critical 
























































































































































































































































