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Abstract 

 

Life expectancy has increased to a record-high and, death has become more 

common in hospital settings than at home, reducing the experiences of death 

and dying in the community. The concept of public health palliative care 

combines two disciplines, one concerned with individual end of life care and, 

the other concerned with death and dying as a health issue at a population 

level. The emergence of public health approaches within palliative and end of 

life care has gained momentum, in particular compassionate communities as 

one of the components of the concept. However, there is limited evidence of 

how compassionate communities are being implemented. This thesis 

explores and extends the understanding of compassionate communities 

approaches in the UK. A qualitative case-study design includes three different 

research sites providing palliative care provisions, two are hospices and one 

is a community organisation. The main data collection methods include semi-

structured interviews and focus groups with: people at end life (primary 

participants), family members, friends, volunteer befrienders and, health 

professionals.  

 

Although, there are differences in the compassionate communities 

approaches across all three sites as defined by research participants this 

thesis has identified shared characteristics. The first characteristic is home as 

the preferred place of care with physical, social and psychological symbolic 

meanings; second of formal and informal care interface within and across 

inner and outer circles of care; third is the essential role of volunteer befriender 

within the inner circle of care strengthens the interface between formal and 

informal care. The relational aspect of and between formal and informal care 

is considered to be important. This thesis frames a compassionate 

communities approach within the theoretical framework of a therapeutic 

landscape, extending the understanding of a compassionate communities.  
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Chapter 1 Background 

 

1.1 Introduction 

In my twenties as a mother of a young child, the sudden death of my husband 

was a life changing experience. After a while I found myself informally 

supporting bereaved people in the community. This led to myself and two 

other bereaved friends setting up a community support group for bereaved 

women. The aim of the support group was for group members to share 

experiences, support and empower each other rather than being 

disempowered by grief. To our surprise, the group was a lifeline for many of 

the women who attended. I then went on to work for a community development 

organisation to establish a non-clinical palliative care service in 2001. The 

service had a community development emphasis with involvement from 

community members and volunteers. Working with people at end of life, 

carers, family members and friends was enlightening in understanding their 

experiences of death, dying and loss. The service resonated with a public 

health approach to end of life care and was a forerunner of a compassionate 

communities project in the UK, which is one of the sites in this study.  

 

At the time, the introduction of an approach centred on compassionate 

communities as a component of public health approach to palliative and end 

of life care was a radical idea (Conway 2012). The concept is very different to 

palliative care. The compassionate communities approach is focused on 

public health approach at population level to improve and maintain health and 

wellbeing compared to palliative care, which is focused on caring for the dying 

person. At first it seemed that the two approaches were at opposite ends of 

the spectrum, and many within the palliative care field initially viewed it with 

scepticism. As the interest in the concept grew it provided the opportunity for 

connecting with many other practitioners and researchers within the field. 

 



 
  

2 
 

In 2013, with funding from the National Council for Palliative Care, I co-

authored an overview of compassionate communities in England (Barry & 

Patel, 2013) to understand how organisations and individuals had embraced 

a compassionate communities approach. The research sites for this study 

were chosen from the funded case studies featured in this compassionate 

communities report. At the time as an emergent concept there were different 

interpretations of compassionate communities and nearly a decade later 

ambiguity still remains.  

 

 Public Health Palliative Care International (IPHPC) hold biennial 

conferences, providing a meeting point for many people with an interest in the 

new concept. The conferences have been a source of information and 

knowledge sharing of practices in different countries. I have attended the 

biennial conferences and was a member of the conference planning 

committee for the UK IPHPC conference in 2015. As a practitioner I was very 

aware of the lack of empirical evidence and research on compassionate 

communities approaches and practices in supporting people at end of life. My 

background in community development, experience in end of life care, and my 

interest in compassionate communities, are the motivating factors for this 

research study. My research seeks to better understand how people 

experience compassionate communities approaches and to make a 

contribution to this emergent field within public health palliative care.  

 

This chapter will introduce the background and policy context to this thesis, 

briefly discuss aspects of death and dying, demographic changes in the older 

population in the UK and internationally, end of life care statistics and 

forecasts of future care of the older population.  Policies on end of life care will 

be discussed along with the emergence of public health palliative care and 

compassionate communities approaches and the underlying concept/theory.  

The second chapter provides a narrative review of literature relevant to the 

research subject area. Chapter three describes: the research methodology; 

provides background to the research sites; profile of the research participants; 

data collection and the process of analysis. The findings of the data analysis 
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is provided in the next three chapters of; primary participants and informal 

carers; volunteer befriender participants; and professional participants. The 

final chapter is discussion and conclusions.   

 

1.2  Death and dying 

The majority of people in the developed world can expect to live longer than 

at any other time in history due to advances in science and medicine. Life 

expectancy in the UK has reached a record high, with the average life 

expectancy for new born males being 79 years, and 83 years for females 

(Office of National Statistics, 2019). Whereas, in 1911, 63% of people in the 

UK died before the age of 60 years, by the end of the 20th century only 12% 

of deaths were below the age of 60 years (Hicks & Allen, 1999).  Where once 

an incurable illness meant a quick death, with modern medicine people with 

terminal conditions now live longer (Walter, 2003).  As well as these changing 

patterns, deaths increasingly occur in hospitals with medical treatment and 

clinical death, moving away from deaths at home (O'Gorman, 1998). 

Therefore, people in the community have become less familiar and less 

involved with death and dying (Prior, 2000) to the point that death, dying and 

loss has become a taboo subject, which prevents conversations about death, 

dying and loss (Department of Health, 2008). This lack of experience and 

confidence with supporting people at the end of their life outside an acute 

medical environment has created a public health and societal challenge.  In 

response initiatives such as public health palliative care, compassionate 

communities, compassionate cities, and health promoting palliative care have 

emerged.    

 

 

 Growth of older population   

At a global level the growth of older population has steadily been increasing, 

people aged 65 and over in 2019 was approximately 9%. This is projected to 

increase to 12% in 2030, 16% in 2050 and could reach 23% by 2100 (United 

Nations 2019).  The largest risk is expected in those aged 80 years and over 
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from 102 million in 2009 to 395 million by 2050  (Gomes et al., 2011).  In the 

UK the older population has been increasing since the end of the 20th century. 

People age 60 years and over will account for 70% of the population growth 

by  2039 a rising to 21.9 million (Government Office for Science, 2016). It is 

projected that as the baby boomers of the 1960 come of age the population 

of those aged 65 years and over will continue to grow so, by 2066 it will be 

26% (20.4 million) of total UK population (Office of National Statistics  2018). 

The fastest growth projection is of those aged 85 years and over, from 2% 

(1.6 million) in 2016 to 4% (3.2 million) by 2041 and to 7% (5.1 million) by 

2066. (Office of National Statistics, 2018). 

 

 

Figure 1.1 (below) shows the changing shape of the population by age. As the 

pyramids show the greatest increase will be in the older population of 65 years 

and over. The same source predicts life expectancy for new born babies by 

2066 to be 88.9 years for females and 86.4 years for males, with 50% of 

females expected to live 100 years (Office of National Statistics, 2018). 

Associated with the increasing older population is the expected increase in 

demand for support for those living with frailty and life-limiting illnesses. With 

the rapid increase of the older population the number of deaths are also 

expected to increase up to 13% by 2032  (The King's Fund, 2012).  The 

capacity to care and support the expected increase in the number of older 

people at the end of their life is a challenge for formal health and social care. 

A public health approach to palliative and end of life care has been suggested 

as an alternative to current models of care that is more achievable in caring 

and supporting people at end of life in this context.                             
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Figure: 1.1 
 

 

Source Office of National Statistics (2018)  

 

 End of life statistics 

The World Health Organisation (WHO) data estimated that in 2019 about 55.4 

million people died worldwide and that two thirds of the deaths were from non-

communicable diseases. During this period the major cause of death across 

the world was cardiovascular disease (World Health Organisation, 2019).  

Gomes & Higginson (2008) examined the trends of where people died in 

England and Wales from 1974 to 2003. They found that while the number of 

deaths declined by 8% despite a 6.7% increase in population, the number of 

home deaths decreased by 13.1% from 31.1% in 1974 to 18% in 2003. The 

decline in home deaths was across cancer and non-cancer. The proportion of 

cancer (31%) and non-cancer (31.2%) home deaths in 1974 were similar, but 

by 2003 the home deaths had declined disproportionately by 22.1% for cancer 

and 16.7% for non-cancer (Gomes & Higginson, 2008). While, another study 

showed the number of people dying of cancer over the age 65 years increased 

from 43.7% between 1993-1996, to 52% between 2006 to 2010 (Gao et al., 

2013).  Although there is no recent data on cancer and non-cancer home 

deaths, in 2018, the all home death rates in the UK increased to 23.8% (Public 

Health England, 2018). Gender differences were found where women were 

less likely to die at home and the gender differences widened between: 1974  

to 2003 from 3.7% to 6.2% (Gomes & Higginson, 2008).  The recent 

Coronavirus Covid-19 pandemic will have an effect on the morality figures 
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owing to the increase in excess deaths, mostly of the older age group, but 

these figures are currently not available for 2020.  

 

 

 Palliative and end of life care  

Historically, the term palliative care was related almost exclusively with 

terminal cancer care and was mostly associated to hospice care. The roots of 

the hospice movement go back to the Middle Age when religious orders cared 

for those who were terminally ill (Callan, 1979). With the birth of the new 

National Health Service (NHS) in 1948, the main focus of hospital care was 

lifesaving treatment and dying was seen as a failure. It was Dame Cicely 

Saunders who witnessed people suffering as they lay dying in hospital when 

treatment had been exhausted (Garcia-Baquero  Merino, 2018). During her 

time at St Joseph’s Hospice caring for the dying, Cicely Saunders coined the 

term ‘total pain’ to describe the relationship of physical, mental, emotional, 

spiritual and social distress, emphasising pain to be multifaceted (Clark, 

1999).  The first modern hospice offering palliative care started in 1967 when 

Cicely Saunders opened St Christopher’s (Lutz, 2011). Subsequently, similar 

hospices were established nationally and internationally. Initially the emphasis 

was on pain control and comfort care and subsequently the medical speciality 

of palliative medicine emerged. The original World Health Organisation’s 

definition of palliative care in 1990 was about supporting people with a non-

curative life limiting disease (different to palliative care treatment such as 

palliative chemotherapy). The more recent WHO description (2018) of 

palliative care is widely accepted and is set out as: 

Palliative care is an approach that improves the quality of life of 
patients and their families facing the problem associated with life-
threatening illness, through the prevention and relief of suffering by 
means of early identification and impeccable assessment and 
treatment of pain and other problems, physical, psychosocial and 
spiritual (World Health Organisation, 2018)  

 

This definition of palliative as Gracia-Baquero Merino (2018) highlights does 

not refer to individuals’ preferences or choice, and does not guide society in 

general but primarily is a statement for professionals concerning the provision 
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of holistic care and pain control. The term palliative care refers to the 

management and care of symptoms, this limitation has led to the preference 

of the term of ‘end of life care’ (Seymour 2012) which denotes the last year of 

life.  However, in practice, end of life care, usually refers to the last weeks and 

months of life (Royal College of Nursing, 2020). Ambiguity surrounds both 

terms, and  the terms palliative care and, end of life care are used 

interchangeably, as well as, together for example in the Ambition for Palliative 

and End of Life Care (National Palliative and End of Life Care Partnership, 

2015). Within this thesis the term palliative care will be used to refer to formal 

care services for people with life limiting illnesses, while the term end of life 

care will be used in the broader sense. The exception to this will be when 

referencing text when the original usage will be maintained.   

 

Over time hospices have become specialist palliative care providers and 

integrated into mainstream medical healthcare systems (Rosenberg & Yates, 

2010). The focus narrowed to managing people with illnesses such as cancer 

or later on AIDs, when curative treatment was no longer an option but, 

hospices have only been able to support a small percentage of the dying 

population (Kearney, 1992). An unintentional consequence of 

professionalising care at the end of life has disempowered the community in 

caring for their own as Horton et al., (2016) found in their study of US hospital 

data on the care of palliative care patients: 

 

Community members began to believe the rhetoric of palliative care 
services thus losing sight of their compassionate contribution to the 
experience of the dying person and those close to them (Horton et al., 
2016 :62). 

 

The original reasons for the establishment of hospices was the emphasis on 

comfort rather than curative care, where caring with adequate pain relief was 

the dominant approach.  Hospices have lacked a sustainable model of core 

funding with most of them having partial NHS core funding but being heavily 

dependent on public fundraising and policy development for hospice palliative 

care has remained fragmented (Clark, 2012). Compassionate communities 
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approaches have developed within public health palliative care, and despite 

some apprehension of hospice staff and palliative care clinician it provides an 

opportunity to benefit more people at end of life suffering from a range of 

conditions. 

 

1.3 Emerging concept of public health in palliative 

and end of life care  

Compassionate communities approaches are a component of public health 

palliative care which brings together two distinct fields (Kellehear & Sallnow, 

2012). Whereas, clinical medicine focuses on providing health care for an 

individual with a particular condition, public health focuses on population 

health. Epidemiology tracks the patterns of disease and illness and causes of 

health inequalities, informing population level initiatives, and interventions to 

improve health rather than health care. Palliative care as mentioned is an 

approach to medicine which focuses on comfort care towards the end of life 

rather than curative care. Although, it does not exclude interventions such as 

chemotherapy and surgery. The idea of a public health approach in palliative 

and end of life care was introduced and promoted by Kellehear and others 

towards the end of the 1990s. Kellehear wrote about the need to change 

directions in the way death, dying and loss were portrayed and, in his first 

publication on public health palliative care, he advocated this new approach, 

in particular health promotion at end of life (Kellehear, 1999a).  At about the 

same time a public health palliative care approach was put into practice by Dr 

Suresh Kumar in Kerala India. He initiated Neighbourhood Networks where 

volunteers were trained to provide palliative care in the community. In a 

decade the community-owned palliative care programme had grown to 140 

networks, “looking after more than 10,000 patients at any one time” (Kumar, 

2012 :102).  

 

This was in contrast to hospice specialist palliative care that cared for the few 

(Clark, 2012).  At a time when the demand for palliative and end of life care 

was increasing, some were critical of palliative care’s failure to enable death 
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and dying to be a natural part of living within home settings (Sinclair, 2007). 

Others have since also argued that the professionalised palliative care 

approach was inadequate for the growing population needs and called for a 

public health approach to end of life care (Cohen & Deliens, 2012).  Drawing 

on a sociological framework, Conway (2008; 2012) examined the contribution 

public health could make to a much broader agenda and potentially to 

palliative care by drawing on the sensibilities of public health, principles of 

social justice, equity of end of life care for all, with community engagement.  

Especially, as Seale (1998) cited on the chaos death, dying and loss can have 

on the social order and argued that the inevitability of dying should not be 

denied and that there was value in normalising bereavement and mourning 

with a public health approach.  

 

 Public health and wellbeing  

Public health has informed many social reforms that have improved the health 

of the population and reduced premature deaths (Baggot, 2000; Kellehear & 

Sallnow, 2012). The Alma-Ata Declaration (World Health Organisation, 1978) 

represented a paradigm shift in the concept of health to one of health  as  a 

‘human right and social goal’, moving from a medical to a social model of 

health and recognising that the promotion of health needed to involve 

community participation to enable empowerment (Horton et al., 2016; Rifkin, 

2018). The WHO endorsed health promotion in the Ottawa Charter in 1986. 

The Ottawa Charter defines of health promotion as:  

 

Health promotion is the process of enabling people to increase control 
over, and to improve, their health. To reach a state of complete 
physical, mental and social well-being, an individual or group must be 
able to identify and to realize aspirations, to satisfy needs, and to 
change or cope with the environment. Health is, therefore, seen as a 
resource for everyday life, not the objective of living. Health is a 
positive concept emphasizing social and personal resources, as well 
as physical capacities. Therefore, health promotion is not just the 
responsibility of the health sector, but goes beyond healthy life-styles 
to well-being (World Health Organisation, 1986). 
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Closely associated with health promotion was the WHO initiative of Healthy 

Cities. This developed as a response to the recognised health challenges  of 

urban cities (WHO 2015), where health inequalities were increasing due to air 

pollution, poor living conditions, lack of access to healthy food all contributing 

to poor health outcome.  The Lisbon Symposium for Healthy Cities in 1986 

drew on the Ottawa Charter (World Health Organisation, 1986) to develop a 

Healthy Cities policy programme. This programme was based on nine 

principles as shown in Box 1.1 (below).  The healthy cities model was adopted 

in many urban areas across the globe and was one of the biggest programmes 

of its kind (Waddell, 1995). 

Box 1.1 

World Health Organisation Definition of Healthy Cities 

 

 Has a clean, safe physical environment 

 Meets the basic needs of all its inhabitants 

 Has a strong mutually supportive, integrated non-exploitative 

community 

 Involves community in local government 

 Offers inhabitants access to wide variety of experiences, interactions 

and communications 

 Promotes and celebrates its historical and cultural heritage 

 Provides easily accessible health services 

 Has a diverse, innovative economy 

 Rests on a sustainable ecosystem 

(Kellehear, 2005: 39) 

 

The public health discourse included messages of how ill health contributed 

towards an early death and so health promotion messages emphasised 

preventative actions to maintain wellbeing (Prior, 2000). As more people 

invested in their own bodies, it become more difficult to contemplate their own 

demise (Williams & Bendelow, 1998).  Prior (2000) observed how ‘death’ had 

moved from being a certainty in life to a risk to be avoided, with people 

distancing themselves from contemplating death and dying.       
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 Health promoting palliative care 

It seemed unlikely for health promotion and palliative care to co-exist when 

health promotion aimed to promote healthier lives and palliative care aimed to 

support people with dying. Nevertheless, there was a growing recognition that 

the two paradigms were not so far apart (Kellehear, 1999a; 1999b; 2005; 

2008; Rosenberg & Yates, 2010). Health promotion as a component of public 

health has had the same journey as palliative care, being on the margins of 

health policies and strategies, but it then became more mainstream through 

the Ottawa Charter of Health Promotion. The global perspective of health 

promotion included five key actions for promoting health as shown in Box 1.2 

(below). The Ottawa Charter for health promotion (World Health Organisation 

1986) was not explicit about death and dying but as the statement included 

the promotion of the wellbeing at all the stages of life, there was no reason to 

presume that it did not include the end of life.  With reference to these generic 

health promotion key action points Kellehear (1999b)) suggested similar 

strategies to public health promotion as shown in Box 1.3 (below).  This linked 

the neglected social aspects of care with palliative care health promotion that 

would support people to live well to the very end of their lives including while 

dying.  The main principles of health promotion as set out in the (World Health 

Organisation) Ottawa Charter Box 1.2 (below) are aligned to a palliative health 

promotion strategies as set out in Box 1.3 (below).  

Box 1.2      
 

Health promotion key actions 

 Build public policy 

 Create supportive environments 

 Strengthen community action 

 Develop personal skills 

 Reorient health service 

Source: Ottawa Charter (World Health Organisation, 1986) 
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Box 1.3 
 

Palliative health promotion strategies 

 Provide education and information for health, death and dying 

 Provided social support at both personal and community levels 

 Encourage interpersonal reorientation 

 Encourage reorientation of palliative care services 

 Combat death-denying health policies and attitudes 

Source: (Kellehear, 1999b:19-20) 

 

 Kellehear (1999a) first proposed a public health model of health promotion 

for palliative care, recognising that at first it seemed like an odd match: “It is 

fair to observe that health promotion has marketed itself as a death-denying 

activity, ignoring the health needs of dying people as though they had no such 

needs” (Kellehear, 1999a:3). The intention of health promotion as prevention 

was applicable to palliative care in terms of preventing and reducing harm 

associated with physical, psychological, social and spiritual problems related 

to life limiting conditions. However, health promoting palliative care as a new 

concept was not well understood within the hospice world and Rosenberg 

(2012) recommended an education programme in health promotion end of life 

care. Even though palliative care and health promotion were two different 

fields, Kellehear (1999b; 2008) argued that the general principles of health 

promotion were relevant to the founding holistic principles of palliative care 

and were complementary. Kellehear and O’Connor (2008) provided practical 

examples of health promoting palliative care, such as café conversations 

based on the concept of the world café framework.  It was a space where 

questions about mortality were explored, and increased confidence in 

discussing issues about death, dying and loss (Kellehear, 1999b). Today there 

are death cafe in many countries including the UK, an initiative started by John 

Underwood in 2011 and is now a social franchise to encourage conversations 

about death, dying and loss.   
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Health promoting palliative care was emphasised by Kellehear & Young 

(2007) as having the potential to increase community resilience when 

experiencing death, dying and loss.  Rosenberg and Yates (2010) endorsed 

a social model of care based on the health promoting concept, which would 

enable optimal health to be achieved even when living with an incurable 

condition. Health promoting palliative care continues to be a part of public 

health palliative care advocating a need for better information and education 

to reduce the stigma and isolation associated with death, dying and loss. 

 

1.4 Compassionate communities    

The term compassionate communities (relating to end of life care) was taken 

from compassionate cities as a localised aspect of compassionate cities at 

community level as the following statement suggests: “Community members 

acting towards each other in new and constructive ways to improve their own 

capacity for end of life care” (Kellehear, 2005: 100). Kellehear puts forward a 

persuasive case for compassion as being a public health ethical imperative: 

 

Compassion is the human response, the tender response aroused by 
the distress of suffering of others. It is the moral, social, political and 
physical basis of our attempts to give aid and support in a time of 
difficulty (Kellehear, 2005:43).   

 

In a conceptual paper Abel et al.,(2011) suggested there were two models for 

developing compassionate communities in relation to end of life care. The first 

was to develop community capacity to support people at end of life and then 

to utilise this support. The second model, was to develop compassionate 

communities while supporting people at end of life. Within this model a 

professional or volunteer would mentor the dying person and their carer to 

identify and map potential people in their social network who could provide 

support, with the professional or volunteer helping to coordinate the support. 

However, both were conceptual models with little implementation at the time. 
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Sallnow & Paul (2015) provided conceptual clarity concerning levels of 

community engagement in end of life care.  They set out a spectrum ranging 

from low to high levels of engagement and power sharing as the following: 

inform, consult, co-produce, collaborate and empower.  They asserted that a 

continuum exists on the spectrum with two fundamental factors: “the degree 

of power sharing by the organisation and the capacity of the community to 

mobilise their skills and resources” (Sallnow & Paul, 2015:235).  An example 

on the high level of the spectrum is cited by Conway (2008) of community 

development approaches underpinning public health palliative care, which 

included the  Keralan community development initiative where  volunteers 

were trained to identify palliative care needs in their own community and then 

to appropriately organise a response.  

 

Some of the first UK compassionate communities projects were initiated in the 

Midlands (Conway, 2012; Cronin, 2016; Patel, 2016).  A scoping exercise of 

compassionate communities in the UK by Barry and Patel (2013) gave an 

overview of 28 case studies of compassionate communities in the UK at the 

time.  There were 32 responses to a call to participate in a survey through the 

National Council of Palliative Care (NCPC). The responses included 

professional and lay people working in hospices, voluntary organisations, 

public health, funeral celebrants, NHS, academic institutes, faith organisations 

and community members. Interviews with the participants was either face to 

face or by telephone. There was a breadth of interpretations of the concept of 

compassionate communities. The project case studies  illustrated a variety 

approaches and included individual acts of compassion, lobbying for change, 

supporting existing networks, raising awareness of death, dying and loss,  and 

establishing formal projects such as volunteering schemes.  About one third 

of the projects had received extra funding for their compassionate 

communities project and there was one case study that had generated income 

from their activities (Barry & Patel, 2013).  Since, Wegleitner et al., (2016) has 

found other case studies from Britain and Europe with shared values: “such 

as empathy, mindfulness, attentiveness, respect and solidarity in human co-

existence. They are seeking for ways how caring responsibilities in societies 
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might be distributed” (Wegleitner et al., 2016:xiv). The term compassionate 

communities derived from the concept of compassionate cities, Rapheal et al., 

(1999) compares this to how the term ‘healthy cities’ was changed to ‘healthy 

communities to emphases community involvement.  

 

 Concept of compassionate cities   

The concept of compassionate cities was also developed by Kellehear (2005) 

through extending the existing model of healthy cities as he explained: “I have 

called the Healthy Cities version of communities that care for each other at 

the end of life Compassionate Cities” (Kellehear, 2005:35). Whereas healthy 

cities did not embrace death and dying as a natural phase of life, as part of 

healthy lived life, compassionate cities tackles it as a legitimate phase of life.  

Building on the Ottawa Charter, Kellehear (2005) suggested five general 

fundamental principles as shown in Box1.4 (below) were also relevant to end 

of life care.  

 

Box 1.4 

Principles for end of life care 

 Prevention  

 Harm reduction  

 Community participation 

 Health and death education  

 Social support 

(Kellehear, 2005) 

 

The social characteristics of compassionate cities included palliative and 

bereavement services that were substantially different to the current end of 

life care services. Kellehear (2005) defined the theoretical characteristics of 

compassionate cities (Box 1.5 below) to be synonymous with healthy cities.  

The compassionate cities approach would make palliative care accessible to 

more people, whereas the limited capacity of the ‘professionalised’ aspects of 

end of life care contributed to the unequal access to palliative care.  
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Box 1.5 

Compassionate cities theoretical characteristics 

 Has local health policies that recognize compassion as an ethical 

imperative 

 Meets the special needs of its aged, those living with life threatening 

illness and those living with loss 

 Has a strong commitment to social and cultural difference 

 Involves the grief and palliative care services in local government policy 

and planning 

  Offers its habitants access to a wide variety of supportive experiences, 

interactions and communication 

 Promotes and celebrates reconciliation with indigenous peoples [within 

the UK context ethnic cultural communities] and memory of other 

important community losses 

 Provides easy access to grief and palliative care services 

 Has a recognition of and plans to accommodate those disadvantaged 

by the economy, including rural and remote population, indigenous 

people [within in the UK context anti-racist issues ] and homeless 

 Preserves and promotes a community’s spiritual traditions and 

storytellers 

(Kellehear, 2005:46) 

 

The idea of compassionate cities as an aspect of public health palliative care 

was articulated as an extension of WHO healthy cities, places and spaces that 

promoted healthy living embedded with compassionate policies and practices 

towards those dying and their carers’ as an imperative. Integral to the concept 

is a Compassionate City Charter  (Kellehear, 2014) for municipal or local 

government to adopt and gain a compassionate city status. The need for a 

compassionate cities charter was expressed by Kellehear (2016): 

 

The charter was designed to be employed over a significant geo-
political area such as a village, town or city. As such, the charter 
speaks to changes to policy interest and development in schools, 
workplaces, trade unions, local government, churches/temples, as 
well as hospices/care homes… addressing end of life care needs and 
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experiences through the lens of social, sexual, religious and cultural 
diversity (Kellehear, 2016:79). 
 

To date eight cities in different countries have the status of compassionate 

cities, and these include: Kozhikode India, Inverclyde Scotland, Plymouth 

England, Cologne Germany, Taipei City Taiwan, Barcelona Spain, Vancouver 

and Ottawa Canada.  A civic end of life care was described by Abel et al., 

(2018) as part of a compassionate city charter, one that would include a civic 

partnership as described in the WHO Ottawa Charter incorporating health 

promoting palliative care. It proposed civic actions that would be the bedrock 

of cohesive social support that continued post bereavement.  The ambition for 

compassionate cities was aimed at a civic engagement level, but this at first 

did not yield results, however, the concept began to gain momentum in local 

areas with different projects emerging in towns and neighbourhoods and these 

were labelled as compassionate communities within an overall framework of 

public health palliative care (Barry & Patel, 2013). 

 

1.5 Policy development of end of life care 

In England the drivers for the comprehensive end of life care strategy 

(Department of Health, 2008) included the demographic changes in relation 

to the age profile and place of death, the changing patterns of deaths following 

a period of chronic illness; and the reduced familiarity with death and dying 

within society. The strategy at the time of publication was endorsed by all ten 

Strategic Health Authorities (SHA). The vision of the End of Life Care Strategy 

(Department of Health, 2008)  provided a national framework for local health 

and social care to  improve end of life care and enable more people to be 

cared for and die in the place of their choice. The strategy (Department of 

Health, 2008) included a short chapter emphasising how death had become 

a taboo subject that was not discussed by the general population, which made 

it difficult for discussing end of life with dying people and their families. There 

was a recognition of the need to engage the public in discussion about death, 

dying and loss and an acknowledgement that this required a significant 
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cultural change amongst the general public and the National Health Service 

(NHS), where clinical professionals are also not comfortable talking about end 

of life (Periyakil & Kraemer, 2015). As a response to this identified need to 

raise public awareness of death and dying, the National Council for Palliative 

Care (NCPC) was commissioned to lead a national campaign for raising 

awareness of death, dying and loss which resulted in the ‘Dying Matters’ 

coalition – a partnership of twenty seven leading health organisations. The 

main aim of the coalition was to raise public awareness of issues relating to 

death and dying at a national level and to stimulate initiatives within local 

communities. One outcome of this strategy was a national annual ‘Dying 

Matters’ week to raise awareness.  

 

Within a few years in 2010 there was a change of government and the new 

Coalition Government instigated an austerity programme (British Medical 

Association, 2016). With different priorities for the NHS and budgetary 

restrictions. The End of Life Care Strategy implementation ended and the End 

of Life Care Programme within the Department of Health closed down.  There 

was reduced funding for public services such as social care and consequently 

the demand on NHS services increased but without the same level of funding, 

compounded by the increasingly older population with complex health needs. 

 

There is a growing view that public health palliative care is a concept which 

could underpin policy and practice (Abel et al., 2018). However, the evidence 

base for public health palliative care in the developed world is not yet 

extensive. There are conceptual papers and little empirical evidence. To 

stimulate the evidence base, funding was made available from the UK 

Government Cabinet Office (Gov.UK., 2014) in 2014 for social action projects 

that supported people at end of life. One of the projects that was funded was 

at the hospice site of the Sallnow (2017) study into a volunteer befriending 

neighbours supporting people at end of life. A systematic review of the impact 

of a public health approach to end of life care by Sallnow et al., (2016) found 

that a public health palliative care approach included general community aid 

that supported people not necessarily considered to be at the end of life, and 

was less limited by professional boundaries. A community emphasis was 
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included in a national end of life care policy paper, seven years after the 

national End of Life Care Strategy (2008).  This was the Ambitions for 

Palliative and End of Life Care (National Palliative and End of Life Partnership, 

2015), it is a national framework for local action that included six ambitions as 

shown in Box 1.6 below. 

 

The Ambition framework was the outcome of a collective, national palliative 

and end of life care partnership, which involved twenty-seven national 

organisations who had an interest in improving palliative and end of life care, 

such as, hospice movement, NHS bodies and national charities. The 

ambitions framework provides guidance for action at a local level and for the 

first time explicitly recognised the importance of community involvement in 

provision of end of palliative and end of life care:  

 

Much is known about helping to nourish compassionate and resilient 
communities, and build capacity to provide practical support. This is 
now being applied in palliative and end of life care, and we are starting 
to see the public health approaches to palliative care in England 
(National Palliative and End of Life Partnership, 2015:33). 

 

Box 1.6 
 

Ambitions for Palliative and End of Life Care 

A National Framework for local action 2015-2020 
1. Each person is seen as an individual 
2. Each person gets fair access to care 
3. Maximising comfort and wellbeing 
4. Care is coordinated 
5. All staff are prepared to care 
6. Each community is prepared to help 

 
National Palliative and End of Life Care Partnership  
 
www.endoflifecare.org.uk 

 

With growing interest in a public health approach to palliative care, specific 

guidance about community development in end of life care was produced by 

the National Council for Palliative Care (NCPC) (Abel et al., 2016). This 

covered general community development as well as including dedicated 

http://www.endoflifecare.org.uk/
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chapters for hospice, hospital, primary care, commissioning groups, and 

health and wellbeing boards.  At the same time there was a drive towards 

increasing community involvement in other spheres of health promotion with 

the developing idea of communities supporting wellbeing across all life stages 

including early life and living well towards the end of life. The NICE guidance 

(2016) advocated a public health approach on community engagement to 

improve health and wellbeing and it reinforced the contribution of community 

development in improving and maintaining peoples’ health and wellbeing, 

including when living with illnesses and to continue living well in the 

community until the very end of life. It incorporated ideas propounded by 

Conway (2008) relating to public health palliative care approaches. 

 

 

1.6 Embedding public health palliative care 

In 2008 the End of Life Care Strategy (Department of Health, 2008) 

recognised that death, dying and loss had become a taboo subject that 

prevented conversations about death and dying. The policy direction had been 

moving towards integrating public health palliative care as a concept that 

encompassed health promoting palliative care, compassionate cities and 

compassionate communities.  A proposal to restructure palliative care was 

made by Abel & Kellehear (2016) as they advocated a partnership of 

professionals working within communities. They made the point that death, 

dying and loss are a ‘social problem with medical aspects to them’ rather than 

the other way round and suggested therefore it was more meaningful to find 

social solutions. 

 

They suggested two different ways of developing a public health approach to 

palliative and end of life care. The first was to develop naturally occurring 

social networks, making the point that often people offer to help in the early 

stages of illness but the offer is rarely taken up because of the ill person not 

wanting be a burden to others. If people were encouraged to accept help 

whenever it was offered support networks would become activated.  The 
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second suggestion was for organisations to develop volunteer befriending 

schemes to provide support to both the person at end of life and their carers’. 

They did not, however explicitly discuss how these changes would be 

facilitated by organisations. After initial apprehension, public health palliative 

care as an approach has been well received by the palliative care community, 

such as hospices, and is an emerging concept with critical debate around the 

interaction of public health and palliative care. Even though Kellehear & 

Sallnow (2012) had acknowledged the ubiquitous nature of public health, 

Whitelaw and Clark (2019) have argued that the complexities within public 

health have not been clearly understood or considered, as it is generally 

viewed as a panacea, with public health being tagged to palliative care as a 

solution to the challenges it faces. Nevertheless, they conclude that public 

health palliative care could proceed in one of two directions:  

 

Developing stronger palliative care policy and practice independent of 
any specific ‘public health’ label; or deploying useful resources from 
the field of public health to advance progressive palliative care 
(Whitelaw & Clark, 2019:10).  

 

Abel et al., (2018) have proposed a comprehensive palliative care model that 

incorporated public health approaches called ‘new essentials’ with of four 

components: specialist palliative care, generalist palliative care, 

compassionate communities, and compassionate cities with  civic 

programmes.  This model of compassionate communities was described by 

Abel et al., (2018:S5) as; “naturally occurring networks of support” that 

incorporated informal care including volunteers and charitable organisations 

volunteers (Figure 1.2 below).       
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Figure 1.2 Comprehensive Palliative Care Model 

 

 

 

 

 

 

Source: Abel 

et al., (2018) 

 

 

In the UK, public health palliative care has been recognised by many palliative 

care providers, as highlighted in a scoping study by Paul & Sallnow (2013) of 

an on-line survey with UK hospices. Of the 220 hospice palliative care 

providers 66% responded and, 60% indicated that a public health approach 

to end of life care was a priority for them. A further 30% stated that it could be 

a priority in the future, and only 7% stated that it was not a priority for them. It 

appears from this survey that a majority of hospice end of life care providers 

in the UK have embraced a public health approach to palliative and end of life 

care.   

 

The interest in public health palliative care has grown and gained momentum 

from the first inaugural international public health palliative care conferences 

held in 2009 in Kerala, India. Since then there have been biennial international 

conferences held in Dhaka Bangladesh (2011), Limerick Ireland (2013), 

Bristol UK (2015), Ottawa Canada (2017), and New South Wales Australia 

(2019). In 2013 a public health palliative care international association was 

formed (www.phpci.info) and in 2015 a UK wide public health palliative care 

(PHPC) sub-group was established.  Compassionate communities is situated 

within public health palliative care and is interpreted in a variety of ways 

http://www.phpci.info/
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internationally and nationally.  There is, however limited empirical research 

about compassionate communities to date and this study will aim to generate 

original empirical data and extend understandings of the end of life care 

experiences of those living towards the end of life, their carers, volunteers and 

health professionals as part of compassionate communities approaches.  

 

 

1.7 Chapter conclusion  

This background chapter has highlighted how with better health care, life 

expectancy of the population has increased to a record high. Where once 

people used to die quite quickly following an incurable illness, with better 

treatment people are living longer during the dying phase. The demographic 

growth in the older population also means that there will be more people with 

care needs as they reach the last years of their lives. As death and dying has 

become more medicalised, death is now more common in hospitals than at 

home. With this shift, death, dying and loss in the community has become less 

familiar and deskilled in how to deal with death, dying and loss. The 

emergence of the public health palliative care approach has gained 

momentum as intrinsically beneficial to end of life care within the current 

context. Compassionate communities are recognised as a component of 

public health palliative care that needs to become integrated into end of life 

care practice. However, there is little evidence of how compassionate 

communities are being implemented.  There are varied understandings and 

interpretations of compassionate communities approaches with a broad range 

of initiatives from a number of organisations and groups, however, there is 

limited empirical research and there remain gaps in knowledge. This study will 

extend the understanding of the implementation and practices of 

compassionate communities approaches in three different settings and their 

relationship to a public health palliative care with the following main research 

question and three sub-questions: 

What are the lived experiences of compassionate communities approaches to 

end of life care from the perspectives of the key actors? 
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1. How do compassionate communities approaches reflect the lived 

experiences of people being cared for at home end of life?  

 

2. How do volunteer befrienders understand, and experience their role in 

compassionate communities approaches when providing support 

towards the end of life? 

 

3. How do professionals understand and experience compassionate 

communities approaches to care towards the end of life? 
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Chapter 2  Literature Review 

 

2.1 Introduction 

The previous chapter has described the emerging concept of public health 

palliative care, as the overarching term that includes health promoting 

palliative care, compassionate cities, and compassionate communities at the 

end of life. The topic of this thesis is the role of compassionate communities 

in end of life care. It is positioned within the spheres of public health, social 

policy and sociology, and uses therapeutic landscapes (Gesler 2017) as a 

conceptual framework for compassionate communities at the end of life.  A 

narrative literature review of relevant literature for this thesis deals with the 

following areas:  

 The sociological perspective of dying which includes dying trajectories,  

 death and dying, home as the preferred place for dying, difference in 

preferences and actual place of death, and factors that influence place of 

death. 

 Formal and informal care at home which includes views of informal care, 

interface of formal and informal care, role of palliative and end of life care 

volunteers, emotional labour of care at end of life. 

 Landscapes and therapeutic landscapes as a conceptual framework.    

 

 

2.2 Methods of the literature review  

An initial literature search preceded field data collection in 2013/2014 and 

used the separate key search terms of; compassionate communities, 

compassionate cities, death and dying, emotional labour, and end of life 

statistics, within electronic databases ProQuest, Web of Knowledge - Web of 

Science and Medline.  A more comprehensive literature search was 

conducted in 2019/20 after data collection and analysis. This included the 

following separate key search terms; dying at home, formal and informal care 
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at end of life, end of life care volunteers, emotional labour at the end of life, 

and therapeutic landscapes. The search used the electronic databases: 

Scopus. Cinahl, Web of Science and Medline. A manual review was 

conducted first of all titles, then abstracts, and finally of full texts to identify 

relevant articles relating to end of life care at home.  Additional hand and 

citation search of journals was conducted to identify recent publications in the 

topic areas, as well as a limited search of grey literature in WRAP. The 

literature search was from 1968 to 2020 and was limited to English language 

only, but covered non-English speaking countries. The whole initial and 

comprehensive literature search included a total count of 2,340 publication of 

which 44 publications were selected plus 45 hand searches; the total number 

of 89 papers – as shown in figure 2.2 flowchart below. 

 

Figure 2.2 Flowchart of Literature Search  
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 A systematic review identifies literature within the field according to selected 

criteria. This literature review is a narrative review that provides a summary of 

literature from different genres to provide the context of this research study.  

The literature review was structured (Smith & Noble, 2016) and undertaken 

with a systematic approach broadly based on critical appraisal system 

programme checklist for qualitative research (Critical Appraisal Skills 

Programme, 2018). The final literature reviewed included 35 peer reviewed 

empirical papers from research in the: UK, Canada, USA, Australia, Canada, 

Taiwan, and European countries – Belgium, Austria, Netherlands, 

Switzerland, Germany, Italy, Portugal, Spain, Flanders, Scotland, Israel and 

also include; 10 secondary data analyses, 2 systematic review, 2 scoping 

studies, 1 commentary review, 1 narrative review, 1 narrative synthesis, 1 

essay review, 20 discussion articles, 7 books, 6 chapters, 1 essay, 2 theses. 

Further detail concerning the literature searches can be found in Appendix 1, 

and literature results can be found in Appendix 2.  

 

The concept and models of compassionate communities in end of life care are 

situated within a public health approach to end of life that brings together the 

approaches of community development and palliative care. The literature 

review critically examines the sociological perspectives of death and dying, 

formal and informal care at the end of life, and therapeutic landscapes.  The 

literature review is presented under the following headings: sociological 

perspectives of death and dying, formal and informal care at home, and the 

concept of therapeutic landscapes. 

2.3 Sociological perspectives on death and dying 

The review identified thirteen empirical studies, eight secondary data studies, 

four discussion papers, one systematic review, three books, and three book 

chapters published between 1968 and 2019 from the following countries; UK, 

Canada, USA, Australia, Taiwan, Israel, Flanders, Germany, Italy, 

Netherlands, Switzerland, Portugal, Spain, and Belgium.  
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 Dying trajectories 

Ashby (2009) described how before the development of modern medicine, 

illnesses were associated with aging and mostly resulted in a rapid death.  

Modern medicine has sought to prevent illnesses and death, and clinical 

interventions prolong life. This has led to the majority of the population in 

developed countries living well for longer in old age. There has been a decline 

in deaths from infectious diseases with the majority of deaths resulting from 

chronic degenerative conditions such as cancer, heart disease, stroke, and 

dementia (Ashby, 2009; Office for National Statistics, 2020).     

 

In 1968 Glaser and Strauss conducted their landmark ethnographic study of 

dying conducted in US hospitals (1968) which not only provided insights into 

the views and behaviour of patients, families and health professionals in 

relation to dying and death but established the method of grounded theory for 

the collection and analysis of qualitative data.   Glaser and Strauss identified 

different  trajectories of death including; 1) certain death at a known time, 2) 

certain death at an unknown time, 3) uncertain death but a known time, 4) 

uncertain death at an unknown time. They also described different types of 

awareness of dying which they categorised as; open, closed, or suspicion and 

mutual pretence, between the dying person, health professionals and/or their 

family members. As dying trajectories changed the awareness behaviour also 

changed over time (Glaser & Strauss, 1968). 

 

A study by Lunney et al., (2003) reported a secondary analysis of data from 

interviews with 4,190 people in four US Regions over the age of 65 who were 

in the last year of their life. The authors examined patterns of functional decline 

at the end of life, and linked these to four trajectories of death, which included: 

sudden deaths, terminal (cancer) illness, organ failure and frailty. They 

concluded that in all trajectories except for sudden death, people experienced 

a decline in function in the last three months of life. However the cancer 

trajectory was associated with the greatest decline.  The frailty trajectories 
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included more-older people than in any of the other trajectories (Lunney et al., 

2003).   

 

 

 Death and dying  

To a great extent health is socially determined and health inequalities impact 

life expectancy. To the degree that those living in the most deprived areas will 

die earlier than those living in none deprived areas (Marmot et al., 2020). 

Within, the context of this disparity, a social constructionist approach to death 

and dying underpins the concept of compassionate communities at the end of 

life. Death and dying in any period of time is socially constructed (Kellehear, 

1984), in that it is shaped by the circumstances and worldviews of the social 

order at the time.  Aries (1974) mapped the history and attitudes to death and 

dying from the Middle Ages when death was a community event. It was 

considered normal for people to gather around the dying person with no great 

outburst of emotions but an acceptance of death, which Aries (1974) 

described as ‘tamed death’. The relationship of self-identity and the 

sequestration of death in late modernity was examined by Mellor and Shilling 

(1993), who argued that death was an important feature of the human 

condition for which people needed coping strategies and neglecting it was 

perilous. Traditionally, religion played a large role in giving a structural 

framework to death and dying that included beliefs, rituals, and customs.  

When death was more familiar, it was less fearful, and people knew what to 

do when someone died, so in some ways it may have been less disruptive 

socially (Seale, 1998). The secularisation of Western society with less focus 

on the practices of these rituals, and the privatisation of death left people more 

prone to loneliness in the face of death (Mellor & Shilling, 1993). Prior (2000) 

reflected that over time with the development of a more secular society, the 

collective significance of death was weakened and found the meaning of the 

transience of life moved to the individual.  With the advancement of science 

and increase in medical interventions, Conway (2007) traced how the control 

of caring for the dying moved away from the private space of the individual’s 

home within the community into hospitals and people were left with 
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uncertainties in the face of death and dying.  As the social conventions of 

dying and mourning diminished (Aries, 1974), the experience death, dying and 

loss for many was in isolation from others beyond their immediate family and 

carers.  Kellehear (2007a) highlighted that when death was part of the social 

fabric there was a clear corresponding social role for grieving and dying, but 

when death became ‘asocial’, then death, dying and grieving became 

embarrassing and hidden.  Many are critical of the death denial culture that is 

present in western post-industrial countries (Clark, 2012; Conway, 2007; 

Kellehear, 2007a). Although there are signs that this is lessening with more 

debate, and with the majority of people now expressing home as their ideal 

preferred place of care at the end of life as the following section demonstrates.  

 

 

 Home as the preferred place of care for dying  

There is consistent evidence internationally that indicates the majority of the 

adult population, when asked about their preferred place of care for death and 

dying, express a preference for home. In a UK prospective study Townsend 

et al., (1990) interviewed 84 people with a terminal cancer diagnosis about 

their preference of place of care and death. Initially 58% of the patients 

preferred to remain at home if their circumstances remained the same. The 

rest of the patients had equal preferences for hospitals or hospices if they 

were available to them.  When asked what their preference would be if 

circumstances were ideal, 67% chose home. However, as their circumstances 

changed they were asked again and the percentage expressing a preference 

for home dropped to 49% with 24% preferring hospital and 25% hospice.  The 

change in preference from home to institution was thought to be related to the 

availability of resources to care for them and their anxiety about the pressure 

of caring on their informal family carer/s at home (Townsend et al., 1990). The 

evidence of home as the most preferred place of death is questioned by Hoare 

et al., (2015) in a systematic review of UK literature (from 1999). The review 

highlighted that when the missing data about preferences is taken into account 

within the literature it distorted the results.  When missing data of those who 

were not asked or have a preference were excluded, the majority of 
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participants preferred home but when missing data was included it was less 

clear. Once more, they also found   that preferences were dependent on many 

factors and were fluid (Hoare et al., 2015).   

 

Yao et al., (2007) explored whether a home death was a major component of 

a ‘good death’ in Taiwan. They collected records of 374 people with cancer 

who were admitted to a Taiwan hospice and then discharged, the place of 

death of these people was divided into home death and hospital death. The 

study used a questionnaire to analyse the records that included a good death 

scale that was used to assess the physical, psychological, and spiritual status. 

In addition 12 bereaved families completed questionnaires as well. The results 

of the study showed that the total score for ‘good death’ was higher in home 

deaths than compared to hospital deaths. An important finding in this study 

was that people were more likely to fulfil their wish to die at home if they were 

more prepared for the end of their lives.  In a qualitative  study using focus 

groups and interviews with 77 older people in the UK Gott et al., (2004) found 

that home was preferred as the most ideal place for dying because it offered 

them autonomy and comfort, however participants also had great concerns 

about being a burden to their family members. An international telephone 

survey with 9,344 participants explored the preferences of people if they had 

a terminal illness such as cancer across seven different countries (England, 

Flanders, Germany, Italy, Netherlands, Portugal and Spain) (Gomes et al., 

2012). At least two thirds of participants preferred a home death (between 64-

84% in all countries except Portugal where the figure was 51%).  The authors 

concluded that: 

 

A preference for home death may be an orientation more stable than 

previously thought…suggest that preferences for place of death are 

intrinsically held and dependent largely on the individual’s belief and 

value system (Gomes et al., 2012: 2014).  

  

Tang and Chen (2012) analysed data from 13 international research studies 

of people with cancer to investigate their preferences for home as a place of 
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death and its association with a ‘dignified good death’, which they perceived 

as an indicator of human development. The studies included were from USA, 

Canada, UK, Sweden, Italy, Australia, Japan and Taiwan. Participants 

associated dignity with a home death, asserting that dignity involved having a 

sense of control over your own life. Many chose home as their preferred place 

to be with their families, in order to continue living in familiar surroundings and 

maintaining some autonomy. The authors described a preference for a place 

of death as having relevance to an individual’s quality of life (Tang & Chen, 

2012).  The preference for a home death differed between countries with one 

US study finding 35% preferring a home death while in Italy preference rates 

have been found to be as high as 93%. In UK studies the recorded preference 

for a home death was 73% in one study and 81% in another study  (Tang & 

Chen, 2012). Home deaths decrease with increasing age in the UK, Belgium, 

Norway and Netherlands but increase with age in Italy and Taiwan. In another 

European study Ko et al., (2013) measured the preferred place of death of 

377 people with cancer in Belgium, Netherlands, Italy and Spain to the actual 

place of death. In all the countries, home was the most preferred place of 

death, with people in Italy and Spain having the strongest preference (90%), 

but the Netherlands (78%) and Belgium (71%) were also high.  Although there 

was a clear preference for dying at home, there was wide variation between 

the different countries in relation to the rates of actual home deaths, with the 

Netherlands  (61%), Spain (53%), Italy (45%) with Belgium (35%) being the 

lowest. 

 

A longitudinal qualitative UK study published in 2012 explored the subjective 

experience of living with frailty including the challenges of dying.  Seventeen 

frail older people aged 86-102 participated in the study which took place over 

17 months (Nicholson et al., (2012).  The study found that people were living 

between binary modes of health and social care, independence and 

dependency, living and dying with little acknowledgement of the losses they 

experience along the way. Home death reduced with increasing age, as 

previously noted by Tang and Chen (2012).  Older people’s attachment to 

home was more than an attachment to a physical place. Home held many 
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symbolic meanings and important connections for the frail elderly person 

holding together the challenges of living and dying:  

 

Being at home was important to participants because it brought 

feelings of control and anchorage to their lives…Being at home was 

more than occupying a physical familiar space, it was also an 

anchorage to previously frequently habituated places (Nicholson et 

al., 2012:1429). 

 

To understand the complexities of caring for someone dying at home, Benson 

et al., (2018) conducted a small scale study interviewing 5 women from 

different American states who had been in this position. The analysis of the 

narratives revealed how important being at home was for the dying person 

relating to comfort and familiarity, sense of control and privacy.  Both of these 

qualitative interview studies (Benson et al., 2018; Nicholson et al., 2012) were 

of limited generalisability because of the small sample sizes but they gave 

similar insights regarding why home was a preferred place of death.  Overall 

the empirical research relating to preferences for place of death confirm that 

home is the preferred place for death and dying for the majority of people in 

almost all countries studied.   

 

 

 Difference between preferences and actual place of 

death 

Several studies have found that as a person’s condition deteriorates their 

preference for being at home changes. In a UK study (Hinton, 1994) 77 people 

with a terminal cancer diagnosis who had been admitted to hospital were 

interviewed to examine the reasons for admission. The study found that 

patients’ preference for being at home decreased as they neared death for 

two main reasons; the individuals’ deteriorating health required symptom 

control, and stressed informal carers’ were unable to carry on caring. In a 

discussion paper Munday et al., (2007) suggested that people sometimes 

changed their preferences for remaining at home at the end of their life, if they 
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were fearful of not having enough support at home if their symptoms changed. 

Similarly, an observational study of 285 people receiving hospice care over a 

ten month period the author found that people changed their preference for a 

home death to a hospice death when their bodily symptoms of disintegration 

and decay became unmanageable at home (Lawton, 1998).  

An Australian longitudinal study explored the difference between preferred 

place of care to preferred place of death with both dying people and carers 

separately over a period of time (The mean time from first visit to death was 

155 days).  Interviews were conducted with 71 participants at regular monthly 

intervals until death occurred (within 6 months) (Agar et al., 2008). They found 

that initially most people preferred to be cared for at home but that this 

changed over time shifting to a preference for institutional care. However 

home remained the preferred place of death for the majority of participants 

although actual death occurred more often in an institution. This study 

suggested there should be two different conversations, of preferred place of 

care and preferred place of death for people who were dying, the authors 

argued that, place of care was not a “euphemism for place of death.” (Agar et 

al., 2008: 787).   Individuals’ preferences were dependent on changing 

condition of their health and if care at home was adequate to meet their needs. 

 

 

 Factors that influenced place of death  

Grande et al., (1998) analysed data from 41 studies from UK, North America 

and Australia, Israel, Switzerland and Italy to investigate differences in access 

to home care to support preferred place of death. They found that people with 

cancer from higher socioeconomic groups were more likely to achieve a home 

death, which was associated with their ability to access services and to pay 

for additional support.  

 

A qualitative study in the UK, including interviews with  41 people with cancer, 

18 of their carers (mostly spouse) and 16 health professionals, explored 

preferred place of death (Thomas et al., 2004). The study identified 13 factors 
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that influenced dying people and their carers’ preference for place of death. 

Six factors were strongly associated with dying at home; 1.patient’s low 

functional status, 2.patient’s preferences, 3.use of home care, 4.the intensity 

of care at home, 5.living arrangements, and 6.extended family support   

(Thomas et al., 2004). The study highlighted the importance of formal and 

informal care in supporting a person to realise their preference to die at home. 

A systematic review of factors that influenced place of death of people with 

cancer identified 58 studies including 1.5 million people across 13 countries 

(Gomes & Higginson, 2006). There was considerable variability in the quality 

of the studies but 17 factors were identified as influencing the place of death 

which were grouped into three categories.  The first category related to the 

illness, (the nature of non-solid tumours, the length of their illness and 

functional status). For example people with advanced haematological cancers 

required complex care that prevented home deaths. The second category 

related to the individual, including personal variables such as age, gender, 

education, social class and income, and patient preference. The third category 

related to environmental factors including; the quantity and frequency of home 

care services input, the variability of social support including (home) living 

arrangements, the support of the extended family, and the carer’s 

preferences. Some of these factors resonated with factors identified by 

Thomas et al., (2004). Gomes and Higginson (2006) also found at the societal 

level when compared to other countries such as Ireland and Italy, home 

deaths were less common in the UK. Affordability as a factor to access support 

was also highlighted in the Grande et al., (1998) study. 

 

Type of illness is a major influencing factor in whether death occurs at home 

or in an institution. Gomes and Higginson (2008) explored past (Office of 

National Statistic and Government Actuary Department) statistical trends of 

death of England and Wales from 1974 to 2003. They found that there were 

dis-proportionately more cancer home deaths than non-cancer home deaths. 

Significantly, hospice palliative care services, including community care, 

predominately support people with cancer compared to any other disease 

group, and people with a terminal cancer diagnosis are more likely than 
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people with non-cancer illnesses to be referred to palliative care services for 

support at home at end of life. Another reason why there is more support in 

the community for people with cancer is because national cancer charities 

such Macmillan and Marie Curie nursing charities invest primarily in 

community services to improve cancer care.  GP awareness of patient 

preference for place of death has been identified as a factor associated with 

place of death. A retrospective nation-wide study of Belgian GPs’ awareness 

of their patients’ preferences for place of death included 798 non-sudden 

deaths of which 54% were not cancer related (Meeussen et al., 2009). The 

study found GPs were only aware of their patients’ preference for place of 

death in 46% of the patients who had died. When preference was known to 

the GP, 58% had expressed home as their preference, and of these 72% 

achieved a home death. Several factors were associated with GPs’ being 

aware of patient preferences: 

 

GPs were almost four times more likely to be informed if patients were 

never hospitalised, more than three times more likely if informal care 

was provided, two and half times more likely if a multidisciplinary 

palliative care initiative was involved, and three times more likely if 

they had had more than seven contacts with the patient or family, all 

in the last 3 months of life (Meeussen et al., 2009:667). 

 

Ko et al (2013) also investigated GPs’ level of awareness of their patients’ 

preference for a home death. The retrospective study of 377 patients’ records 

from Italy, Spain, Belgium and Netherlands found that if the GP was not aware 

of their patient’s preferred place of death their chances of dying at home 

decreased ranging from 11% reduction in Italy to 42% in Netherlands (Ko et 

al., 2013:1972).  

 

In the Netherlands the GP plays a pivotal role where primary care is the central 

healthcare provision in the community. The focus of Oosterveld-Vlug et al., 

(2019) qualitative study, was based on the fact that GPs in the Netherlands 

contribute to a larger proportion of people with cancer dying at home instead 

of in health institutions. They explored the roles of GPs and primary care 

generally to identify the factors that facilitated optimal palliative care at home. 
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Participants were recruited through the GP registers and 13 people with 

cancer and 14 relatives were interviewed, about their experiences, and views 

on what was good and if they perceived any unmet needs.   The identified 

factors for good palliative at home were: medical proficiency – asserting that 

competent staff indicated good care, availability – having access to their GP 

was important, focus on the person – building a trusting relationship was 

deemed as essential, proactivity – collaboration and better transfer of 

information and handover was required for good coordinated care, clear and 

rapid procedures –to make systems less bureaucratic (Oosterveld-Vlug et al., 

2019:3). Some of the findings of this study are in line with other studies that 

indicate that GPs involvement with their patients and awareness of their 

preference at end of life is a key indicator of achieving a home death (Ko et 

al., 2013; Meeussen et al., 2009).  Social deprivation also influences place of 

death. A population based study of cancer deaths in England analysed all 

cancer deaths from 1993 to 2010 (Gao et al., 2013). One of the findings was 

that individuals in less deprived areas were more likely to die at home or in a 

hospice setting than individuals from deprived areas.  In some areas, the 

inequality gap increased over the time period of the study. The influence of 

socioeconomic inequalities on home death has also been highlighted by 

Benson et al., (2018):  

 

Dying at home is not an equal-opportunity experience…whiter, 

wealthier more educated, and more socially connected people are, 

the more likely they are to die at home…for those with fewer 

resources – socially, politically, economically – a home death is 

potentially worse than a hospital or institutional death (Benson et al., 

2018:328-329).   

 

Gao et al., (2013) study highlighted the importance of family carers, with 

marital status identified as a major contributing factor to the actual place of 

death, those who were married were more likely to die at home (Gao et al., 

2013). Grande (1998) had also identified the importance of marital status on 

place of death and those who lived alone who were single, widowed or 

divorced were less likely to remain at home. The dominant factor influencing 

dying at home across these studies was the presence of informal care and 
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support, with or without formal care, (Gao et al., 2013; Grande et al., 1998) 

suggesting informal care is important at the end of life. 

 

 Summary of literature on sociological perspectives of 

death and dying  

The literature provides a social history of death and dying, describing how with 

advances in medicine people are living longer and dying more slowly. Social 

conventions associated with death and dying have been lost and death and 

dying has become hidden within society, resulting in many people 

experiencing isolation at end of life. Although the majority of people state their 

preferred place of death and dying as home, the majority of people continue 

to die in hospital and healthcare institutions. There are different trajectories of 

death and dying, but all except sudden deaths are associated with declining 

functioning particularly in the few months prior to death. The trajectory of 

cancer is the more debilitating at end of life (Lunney et al., 2003) and may be 

the reason why people with cancer continue to be the majority of people 

supported by palliative care services. The slow functional decline associated 

with frailty may mean that the frail elderly go unnoticed by palliative care 

services. Key factors identified in the literature as facilitating death and dying 

at home included the presence of informal carers and family, people’s 

preferences being known, GPs awareness of the patient’s preference, access 

to palliative care and symptom management, adequate formal home care, and 

socioeconomic status. The main feature in many of the studies was the 

presence of informal carers as the dominant provider of care at end of life, and 

yet one of the main concerns of dying people was the pressure this placed on 

the informal carers. Home was associated with comfort, privacy and autonomy 

in their daily lives.  The focus of this thesis is the role of a compassionate 

communities’ model in facilitating the fulfilment of patient preferences for dying 

at home.  The thesis will explore further the role of formal and informal care 

within this approach given its importance identified in the current literature.  

The next section will examine current literature on formal and informal care at 

the end of life.  
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2.4 Formal and informal care at end of life 

Formal care refers to care that is provided by statutory services, agencies or 

organisations and encompasses: health and social care professionals; paid 

carers; healthcare assistants; and unpaid volunteers at end of life.  Informal 

care refers to care provided by people who are unpaid and part of an 

individual’s social network, which encompasses family, kin, friends, 

neighbours, work colleagues.  The literature reviewed here includes literature 

published between 1985 -2019 on research conducted in the UK, Australia, 

Canada, Netherlands, Belgium, and Austria. The papers covered formal and 

informal end of life care at home and included twenty three empirical studies, 

two secondary data studies, one scoping review, one narrative review, one 

narrative synthesis, seven discussion papers and two books, two chapters, 

one thesis.  

 

 

 Informal care  

In a discussion paper Twigg (1989) described three different frames of 

reference for how informal carers were perceived by formal care agencies/ 

services. The first frame viewed informal carers as ‘resources’ with an 

assumption that they were the dominant informal care providers. In this 

scenario, the formal care was limited to supplementing the informal care with 

the caring responsibility resting firmly with the informal carer. The second 

frame of reference viewed informal and formal carers as co-workers sharing 

the responsibility, with the morale of the informal carers being maintained so 

that they could carry on caring. The third frame of reference viewed carers as 

‘co-clients’, with formal social care taking on the responsibility of care for both 

the cared for and carer, especially if the carer was frail elderly, legitimising 

formal care resources to support the carer as well. Within these three frames 

of references Twigg (1989) described tension and ambiguity in how the 

variations were understood and applied within the social care system.   
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The role of informal carers was the subject of Twigg & Atkins (1994) book 

based on their later field research on behalf of the Department of Health in 

England. As the social care system in England changed, Twigg & Atkins 

(1994), later developed a fourth frame of reference,  in which the carer and 

the cared for person were viewed independently of each other. They further 

extended the understanding of the carer’s role and suggested the concept of 

informal care had five elements: it involved doing something for someone who 

was not able to do for themselves, they were kin, caring was emotional and 

relational, caring resulted in the disruption of carers’ daily lives, and the carer 

felt responsible for the cared for person (Twigg & Atkin, 1994).  

 

UK legislation (NHS and Community Care Act 1990) has supported the shift 

in the location of care from health institutions towards the community and 

home, inevitably leading to an emphasis on informal care. With an aging 

population and constraints in public sector funding, Keating et al., (2003) in a 

discussion paper examined the capacity of family and friends to provide 

informal care for frail older people. The authors expressed concerns that as 

the number of people living alone increased and care shifted to the home there 

would be an expectation that families would provide care but the capacity of 

families to do so towards the end of a relative’s life varied, owing to more 

adults being in employment, families living further apart, and other socio-

economic factors. There was an expectation for care to be provided by the 

spouse before the children, but the authors suggested if more people were 

involved in providing informal care rather than just one family individual the 

‘burden’ would be eased. They argued that these ‘care networks’ would 

provide support that could not be replicated by formal services:   

 

Care networks, rather than the more usual care dyads…The rationale 
is that this source of care is more responsive than that of the formal 
sector, since family and friends have a shared history, continuing 
relationship, knowledge of values and preferences (Keating et al., 
2003:115-6).   
 

Wiles (2003) interviewed 30 informal carers caring for elderly family members 

and explored their experiences of formal support in Canada.  The carers 
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thought that it was the responsibility of the State to provide the main care for 

people with long term disabilities, including their elderly family member. This 

was contrary to the direction of Canadian State policies: 

 

The attitude that families can and should provide a great deal of care 

at home underpins many of the policies and legislations which shape 

the provision of publicly funded, community-based care (Wiles, 

2003:191). 

 

The study also found informal care was often hidden in the privacy of the 

home, especially when the informal carer was the sole carer for their family 

member. The carers were likely to being isolated, vulnerable and invisible, and 

they found it difficult to navigate the formal care system: 

 

Almost all caregivers interviewed described the formal support system 

as confusing. They described an initial period of uncertainty about 

whether services exist, from where they would come, who to ask 

about the services and what kind of services are available (Wiles, 

2003:194). 

 

There is no doubt that the experience of providing care at end of life at home 

is a difficult role both physically and emotionally taxing, dealing with the many  

components of care dependent on the circumstances and needs of the dying 

person, as well as dealing with the carers’ own losses. Informal care is 

provided mostly by families but also friends and neighbours. Keating et al., 

(2003) posited that there is a distinction between social networks and support 

networks that exist within these wider social networks. The number of people 

within a support network, who provided actual ‘informal care’ was just a few 

key people which was referred to as a care network.  These networks of 

informal care and support consisted of family and friends and the size of the 

networks was a strong indicator of the care and support provided.   

 

An Australian research study (Horsfall et al., 2011) explored the experience 

of being a carer as part of a caring network for someone at the end of life.   

The analysis viewed networks as consisting of an inner circle, those 
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immediately close to the dying person and an outer circle that supported the 

inner circle, with both being seen as vital. This was similar to how Keating et 

al., (2003) in an earlier study described a care network of a few key people 

within a larger support network.  A key finding of Horsfall’s study was that the 

process of people being involved in these caring networks was transformative 

on both an individual and a collective levels: 

 

People developed knowledge and skills about caring and about the 

process of dying that empowered them and that many then took into 

other networks and communities. We found evidence that social 

capital was increased as a result of caring and that the community’s 

capacity to care improved (Horsfall et al., 2011:9). 

 

The study participants reported that the impact of being part of a caring 

network had widened and strengthened their own relationships with other 

members of the networks. Participants reported an increase in trust and 

reciprocity that deepened their friendships with each other (Horsfall et al., 

2011). Abel et al., (2013) further explored the notion of care within inner and 

outer networks as extending the understanding of caring networks and coined 

the term ‘circles of care’. The term circles of care resonated with the inner and 

outer networks that make up the support and care network at end of life that 

was identified by Keating et al., (2003).  

 

Concerns have been raised about the policy expectation in countries such as 

UK and Canada that assumes family members will be the main care providers 

for people needing care at home. Pickard (2015) calculated projections of the 

supply of informal care for older people with disabilities from their children in 

England up to 2032. The projections were based on the current trends of 

growth of the older population which by 2032 will have increased by 20%, 

compared to the population aged 30-74, for which the growth by 2032 will be 

16%. This confirms the concern that has been expressed by Keating et al., 

(2003) about the capacity of family carers to provide care and support for their 

older relatives. The lack of availability of family carers will be compounded by 

geographical distance between family members.  A small scale study with 17 



 
  

43 
 

frail older people at the end of life in the UK, identified the issue of the 

increasing geographical relocation of families (Nicholson et al., 2012).  This 

study found that people living alone were particularly prone to isolation and 

loneliness and yet people who had developed and nurtured personal social 

networks were more able to remain at home because: “a network of 

neighbours, and friends predominated over family to provide this daily social 

glue” (Nicholson et al., 2012:1429). They had daily support mostly from friends 

rather than family. These studies (Horsfall et al., 2011; Keating et al., 2003; 

Nicholson et al., 2012) have shown family and friends are present within care 

and support networks, and that a focus on dyads of care is limited.  The role 

of informal primary carers is a key factor in enabling people to be cared for at 

home. In a Canadian study Robinson et al., (2017) interviewed a cohort of 29 

bereaved carers to explore their experiences of successfully enabling a family 

member with cancer to die at home. They found all the carers had previous 

end of life care experiences, they were open to other options of care, and they 

had actually initiated formal palliative care and support. These carers also had 

a network of support so they did not feel that they were alone, and they talked 

about their reciprocal relationship with the dying person, who were not just 

passive receivers of care but actively supported their families (Robinson et al., 

2017). These findings are in stark contrast to Wiles (2003) findings where the 

carers were isolated, reluctant to access any formal care, and wanting to carry 

on independently on their own. Whereas Robinsons et al., (2017) has shown 

that formal care clearly supplements and complements informal care of 

families and friends.  

 

In the absence of any family, an exploratory case study (Pleschberger & 

Wosko, 2017) examined the role of non-kin (informal) carers supporting 

people at end of life at home in Austria. A purposive sample included 15 former 

non-kin carers who had cared for an older person living alone at home until 

death. The non-kin carers included friends and neighbours, who found they 

had incrementally slipped into the role of a carer as the older individuals’ care 

needs increased. The non-kin carers had prior experience of end of life care, 

which influenced their decision to support the older person, and they were 
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supported by palliative care professionals. One of the main challenges they 

faced was around physical care, which was easier for friends than it was for 

neighbours. The motivations of the non-kin carers was a willingness to help, 

friendship, compassion and satisfaction. Without the care of the non-kin carers 

it was highly unlikely that many of the older people would have been able to 

remain and die in their own homes. This study showed that care networks are 

not limited to family carers.  Non family support is also considered to be vital 

as Pleschberger & Wosko (2017) stated: 

 

There is increasing awareness of the important role of non-family 

support in many countries due to societal and demographic 

changes…Frameworks like compassionate communities might have 

the power influence the local care culture and encourage citizens’ 

involvement in support activities (Pleschberger & Wosko, 2017:563). 

 

This study was an outlier as it captured the experience of people without family 

being cared for and supported by a combination of formal and informal 

network to remain at home at the end of life. Especially, when the key factors 

identified by Thomas et al., (2004), to enable people to remain at home 

required live-in carer and extended support from family members, which was 

not present in this study (Pleschberger & Wosko, 2017). All these studies draw 

attention to the significance of the interface of formal and informal care and 

the next section of the literature review will explore further the interface of 

formal and informal care.  

 

 

 Interface of formal and informal care 

A Canadian study (Chappell & Blandford, 1991) conducted 1,826 face to face 

interviews with people over the age of 60 years. The study aimed to 

understand the interface of formal and informal care in three groups of people, 

categorised by the living arrangements of the cared for person as: 

 Those who were married and living with their spouse. 

 Those living alone. 
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 Those living with a non-spousal other. 

They established that there were two systems of care that supported people 

at home with activities of daily living; informal care provided by family 

members, friends and neighbours and; formal care provided by the state in 

the absence of adequate informal care.  The study found that 55% of those 

studied received informal care only, while 26% received both informal and 

formal care, and only 1% received formal care only. Those who received 

informal care were younger and in better health. Those more likely to be 

receiving both informal and formal care needed assistance with activities for 

daily living (ADL) and were either living alone, older and in worse health. The 

authors’ identified a hierarchy of informal caregivers; beginning with spouse, 

followed by children, other kin, friends, and neighbours with formal care as a 

last resort (Chappell & Blandford, 1991). The study from the perspective of 

informal carers’ showed that formal and informal care were complementary in 

terms of sharing the overall task of care.  

 

Another Australian study (Horsfall et al., 2013) investigated how formal and 

informal carers together cared for people dying at home through focus groups 

(88 participants in total) that included health professionals, and formal and 

informal care providers. The study confirmed findings from other studies that 

an informal care network was beneficial in supporting the dying person and 

their carers’ and valued by the formal care providers. The formal care 

providers identified the barriers to closer working with informal care networks, 

which related to regulations governing their role.  The formal care providers 

did not see it as part of their role to integrate with informal care networks but 

to complement them, described as working together-apart.  The study from 

the perspective of formal care providers highlighted the boundaries that 

govern their role, and like Chappell & Blandford (1991) earlier found that 

formal care complemented informal care. Division of care was the focus of a 

scoping review (Wittenberg et al., 2018) that examined 13 papers from UK, 

Germany, Israel, Canada, Denmark, Norway, Sweden, Australia and Northern 

Ireland. The review identified three overarching analytical themes: division of 

responsibility, role of negotiation, and collaboration. The division of 
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responsibilities between informal carers and professionals (formal care) was 

unclear, and some informal carers felt some of the professionals did not 

recognise their (informal carer) role and responsibilities.  Informal carers 

negotiated the division of care with other members of their family and/or with 

professionals. The study identified inflexible formal care structures and 

services as barriers to good collaboration, but where there was good 

collaboration, it contributed to clear division of responsibility of roles and care. 

Collaboration was an important element of the relationship between formal 

and informal care.  

 

There is a paucity of literature relating to people dying with dementia at home. 

One narrative review identified seven papers, 4 quantitative and 3 qualitative, 

4 studies from USA, 2 from the UK, and 1 from Japan (Mogan et al., 2018). 

The review identified four themes related to factors that facilitated care at 

home and two related to challenges that hampered care at home. Facilitators 

included: support at home from formal health and social care; reliability and 

resilience of informal carer with consistent support from extended social 

network to reduce carers’ isolation and loneliness; informal carers ability to 

administer medication; and access to appropriate equipment and home 

adaptation to support care. The challenges of providing end of life care at 

home included inflexibility of professional services and their lack of 

collaboration with the informal carers; and the dying persons worsening 

physical and mental health. The authors concluded that a public health 

approach such as compassionate communities for people with dementia and 

their carers’ could complement formal services “additional support that they 

need at the end of life” (Mogan et al., 2018:1052).  

 

A more recent research study has been completed in Australia by Horsfall 

(2018) on collective caregiving at end of life, with over 300 participants. 

Informal carers, community members, and service providers from regional, 

rural and urban areas participated in interviews or focus groups over six years. 

The aim of the study was to explore care networks and understand how 

network centred care supported carers of the dying. They found the median 
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size of the informal care networks was fifteen, comprising a complex web of 

relationship supporting the dying and the primary carers. The network was 

found to be: “competent, capable and essential…support was specific to each 

situation and was what was needed.” (Horsfall, 2018:S45).  Within the 

networks there was at least one person who had experience of death, and 

prior experience of death and dying seemed to be of significance, as was also 

reported in Robinson et al., (2017) and, in Pleschberger & Wosko (2017) study 

of non-kin informal carers. Horsfall (2018) found that formal care providers 

were part of the care networks and carers spoke of both negative experiences 

of encountering cumbersome, paternalistic and bureaucratic services, as well 

as positive experiences of supportive care providers who listened and acted 

with integrity. Formal service providers were perceived as essential but not 

central to everyday care for someone at home.   The primary carers were the 

bridge between informal and formal care, mostly because service providers 

identified the many barriers that prevented them from working directly with 

care networks, such as regulations, privacy, and confidentiality (Horsfall, 

2018).  The study found that the primary carer was the bridge with end of life 

care professionals and also between the informal care networks. There are 

similarities here to another study by Wittenberg (2018) where the primary 

carer was the person who negotiated care and support with formal care as 

well as with other family members. Collective care was suggested by Keating 

et al., (2003) as an alternative to dyads of care to reduce the stress on the 

primary carer, which is what Horsfall (2018) found, namely the care network 

reduced the primary carers’ anxieties and burden of care. These care 

networks embodied the conceptual model (Sallnow & Paul, 2015) of informal 

care provider networks having increased engagement and empowerment 

together with formal care to support people at end of life and their primary 

carer.  

 

The preconditions of community support at end of life was the focus of 

(Wegleitner et al., 2018) study in Austria. The study included focus groups and 

interviews with hospice volunteers, community workers and volunteers, health 

practitioners, the local priest and funeral undertaker, with a total of 19 
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participants, all recruited through local hospices.  The authors found it 

challenging to compartmentalise the attributes and qualities of the 

participants’ data. Instead they referred to the findings as a supportive web of 

caring relationships and described the web as an analogue of ‘ingredients’ as 

they explained: 

 

According, in the case of a ‘care web’: (i) it is not possible to determine 
form the outset who contributes a certain ‘ingredient’ to the care web 
and in which specific social role or structure, as it is a social process 
of co-creation; and (ii) the required ‘dosage’ may differ from case to 
case. For this reason we can understand the ‘ingredients’ as abstract 
entities, which come to life through individuals and organisations in 
their different roles, networks and as a shared quality of community, 
which strengthens social capital in care situation (Wegleitner et al., 
2018:5). 
 

This study (Wegleitner et al., 2018) like Horsfall et al., (2011) and Sallnow 

(2017) emphasised social capital as an aspect of community care and 

support. In a longitudinal study of 146 people in the Netherlands who had 

received care at home and died within 12 months, Binjdorp et al., (2019) 

examined the composition of care networks of those at end of life.  The study 

identified 4 types of networks: a partner network (19%) where most of the 

support was provided by the dying person’s partner; a mixed network (25%) 

consisted of care and support from family members, friends and formal care; 

a private network (15%) where support was provided by private paid carers; 

and a professional network (40%) where care was mostly provided by formal 

carers. The authors found that formal care substituted for informal care when 

individuals did not have close family to provide informal care. This study was 

in contrast to Chappell & Blandford (1991) where formal care was more 

complementary to informal care rather than substituted. Also, as Keating et 

al., (2003) pointed out formal care cannot replicate informal care in the same 

way that family can.   Volunteers can be a part of a formal and informal care 

and this is explored in the following section.   
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 Role of palliative and end of life care volunteers  

The origins of volunteering activities can be traced to religious institutions or 

guilds in medieval Europe (Harris et al., 2016). In the context of providing care 

to people at home Abrams & Bulmer (1985) have argued that despite the 

naturally occurring phenomenon of care and support for people in the 

community, there was a necessity for good neighbour schemes with (formal) 

volunteers to provide support and care especially to those who did not have 

kin to provide informal care. Traditionally, formal volunteers within UK hospice 

palliative care services have been placed within hospices on-sites, whereas a 

public health approach to palliative care seems to have extended the formal 

hospice volunteering roles beyond the hospice sites (Sallnow, 2017; Sallnow 

& Richardson, 2018). The literature on the role of volunteers in palliative care 

from 1985 to 2018 reviewed here includes studies from the UK, Canada, 

Netherlands, Belgium and Australia They include six empirical studies, one 

scoping review, two secondary data studies, two discussion papers, two book 

chapters and one thesis. 

 

A systematic review of published research on end of life care volunteers 

(Wilson et al., 2005) found 18 studies from UK (2), USA (11), Canada (1), 

Australia (3) and one study from European countries. The review revealed 

three themes: the role of end of life care volunteers, training and other 

requirements, and the impact of volunteers. They found that 60% of volunteer 

activities were carried out within inpatient units, 22% in people’s homes and 

18% in other areas. Many of the studies indicated that volunteers undertook 

practical care and emotional support for dying people as well as other 

activities. One of the UK studies described volunteer roles as providing 

supplementary support such as bereavement support, client support as well 

as other activities in different settings including home. The review highlighted 

potential issues with volunteers, such as the suitability of people for the roles, 

and conflict between volunteers and paid staff. A few hospices/palliative care 

organisations had avoided the use of volunteers because of potential risks of 

lawsuits, while others limited the volunteers’ direct contact with the dying 

person to reduce perceived risks. There was no doubt that the impact of the 
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volunteers’ role within hospices were beneficial to the people they supported, 

and staff were appreciative of how the volunteers, “enhanced the quality of life 

of inpatients and families” (Wilson et al., 2005:252). The volunteers were 

considered to be important components of their service but the actual amount 

of support they provided varied considerably. The authors concluded that 

despite the challenges volunteers could contribute more substantially to meet 

the needs of dying people, and that end of life care organisations needed to 

provide meaningful volunteer roles to maximise their contribution.   

 

In the UK, volunteers were instrumental in the beginning of the hospice 

movement, especially with fundraising to establish hospices in local areas 

(Morris et al., 2015). Volunteers continue to support and be a part of nearly all 

hospices.  A narrative review on hospice volunteers’ contribution to end of life 

care (Morris et al., 2012), included 68 papers from 2000 to 2011. The review 

found that volunteer activities took place in reception, day care, inpatient units, 

chaplaincy services, bereavement care and as drivers. The motivation of 

people volunteering in hospices was mostly derived from personal 

experiences of supporting dying family members or friends. Volunteers were 

valued within hospices but there were some concerns about how to manage 

their activities (Morris et al., 2012).   These two review papers have highlighted 

mostly traditional hospice roles in the UK, and the challenges of managing 

perceived risks. A small scale UK study looked at the impact of volunteer 

befriending from the perspective of people nearing the end of their life 

(Gardiner & Barnes, 2016). Ten people who were recipients of volunteer 

befriending and two family members were interviewed. Volunteer befrienders 

were from community organisations and provided a minimum of three hours 

befriending support each week. The participants talked about the benefits of 

volunteers spending time with them to build trusting and reciprocal 

relationships. The relationships then provided the opportunity for people to 

confide in the volunteers about troubling and sensitive matters, they felt were 

uncomfortable to broach with their own family and friends because they did 

not want to trouble them. In some cases they were able to rehearse 

conversations with the volunteers first, building up their confidence before 
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discussing it with their families. The impact of the befriending service on the 

recipient was associated with psychological wellbeing:   

 

This impact was most often mediated through the knowledge that 

someone ‘cared’ about them…The knowledge that someone was 

thinking about them appeared to manifest in improved psychological 

functioning and enhance quality of life (Gardiner & Barnes, 2016:161). 

 

The recipients of volunteer support valued the trust and felt it was beneficial 

to them in various ways. Volunteers were included as participants in a study 

of a hospice compassionate communities project conducted by Sallnow 

(2017). The study aimed to gain an understanding of the experiences of, and 

impact on, individuals involved in the project and the hospice. A mixed 

methods approach included: interviews, focus groups, observations, 

documentary analysis, and service logs. The 19 participants included: 7 

volunteers (called compassionate neighbours), 5 hospice patients living at 

home (who were referred to in the study as community members), 4 hospice 

staff, 3 external staff. The study found that the main beneficiaries of the project 

were the hospice patients, volunteers and the organisation. For the 

volunteers, the training programme itself was important for building 

relationships within the volunteer group and developing a support network.  

Being part of the project increased their own sense of self-worth and wellbeing 

and increased their self-confidence in other areas of their lives. Volunteers 

and hospice patients considered themselves as equals, building a trusting, 

and reciprocal relationship. Hospice patients with an allocated volunteer, felt 

enabled to be more socially active again, either because they were taken out 

or because the home visit provided a social encounter. Sallnow & Richardson 

(2018) provided a different perspective of the volunteer role as part of the 

study mentioned above (Sallnow, 2017).  Once the volunteers were trained 

they were free to adopt a role in response to the wishes of the people they 

supported within boundaries that they had contributed to at the beginning of 

the training. The authors reported the impact of this volunteer programme was 

more than just support for the hospice patients but community wide, which 

they advocated, as they stated: “As a result of galvanizing volunteer activity 
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with a strong community focus, we see the start of a social movement” 

(Sallnow & Richardson, 2018:10).   

 

 A UK qualitative study investigated the role of volunteer befrienders across 

eight different sites, including hospices, a hospital, and a charity supporting 

people with alcohol and drug problems (Dodd et al., 2018). The study included 

interviews and observations with people at end of life, carers’, volunteers and 

staff with a total of 84 participants. The authors found that a pre-requisite for 

any impact was the relational aspect of support. They identified two main 

themes; “being with” which described the importance of companionship and 

dynamics of the relationship, and “doing for” which described the practical 

aspect of meeting social needs and leaving the house with the volunteers’ 

support (Dodd et al., 2018:3170). There was an appreciation of the inherent 

‘altruism’ of volunteers, and because they were unconnected to the family it 

provided opportunities for people to: 

 

Discuss deeper and more troubling topics, patients reported benefits 

tied to being able to frankly discuss their thoughts without the fear of 

worrying the family or friends…to someone they could trust about 

sensitive topics (Dodd et al., 2018:3167-8).  

 

The findings (Dodd et al., 2018) were in line with other study findings of formal 

volunteers offering informal friendship, inhabiting a unique role, they were 

thought of as friends but somewhat not friends (Morris et al., 2012).  Studies 

have shown that volunteers make a positive impact on the health and 

wellbeing of both the people living at end of life and their carers (Dodd et al., 

2018; Gardiner & Barnes, 2016; Morris et al., 2012). A qualitative study of a 

new volunteer navigator role in Canada (Pesut et al., 2018) used a mixed 

methods approach (questionnaires, interviews and journal analysis). Data 

were collected from people with an early palliative care prognosis, volunteers, 

and nurses. The evaluation included a cohort of seven volunteers who were 

assigned to 18 people classed as ‘early palliative care’. Unlike a volunteer 

befriender, who usually visited weekly, the volunteer navigators visited people 

every 2/3 weeks for about a year to provide a bespoke 
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navigational/informational support. It was a more focused and a controlled role 

with set boundaries to provide information. The evaluation found that people 

appreciated the volunteer support, and even though the volunteers were not 

befrienders they did build trusting relationships and were described as “friends 

but not quite friends” (Pesut et al., 2018: 8). This theme of volunteers being a 

‘confidante’ or ‘friend’ is common across several studies (Dodd et al., 2018; 

Gardiner & Barnes, 2016). 

 

A qualitative research study undertaken in Belgium (Vanderstichelen et al., 

2018) explored the role of volunteers from different perspectives (volunteers, 

nurse, psychologists, family physicians, people with serious illnesses and their 

carers) and in different contexts (hospital, home-care, day-care and live-in-

services). Data collection included semi-structured interviews and focus 

groups. The aim of the paper was to understand where volunteers fitted into 

palliative care and how they might be adequately supported.  Two different 

roles were identified that encapsulated the volunteers’ position. The first role 

was described as being there and was similar to that described by Dodd et 

al., (2018: 3267) as “being with”. With regular visits, the volunteers formed a 

different relationship with the dying person to family or professionals: “This 

affinity of forming relationships was described as a key strength of volunteers 

throughout discussions with all participants groups…that emerged from the 

data.” (Vanderstichelen et al., 2018:5). 

 

The second role was liaison because sometimes volunteers provided a 

signposting (navigator) function as well as advocating on behalf of the person 

they were supporting.  Overall, the volunteers’ role was described as 

occupying a “liminal space” (Vanderstichelen et al., 2018:6) in between and 

at the same time overlapping formal and informal care. In another paper from 

the same study Vanderstichelen et al., (2019) explored the collaboration 

between the volunteers and professionals and how volunteers negotiated their 

role. They found volunteers in palliative care were complementary to formal 

care and it was essential for them to collaborate with nurses to understand the 

needs of the people they supported, but the lack of clear guidance about 
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sharing patient information with volunteers was a hindrance. Just as 

volunteers were considered complementary to the palliative care 

professionals, the professionals and formal providers of care were considered 

to be complementary to informal care as the dominant provider of care at end 

of life (Chappell & Blandford, 1991; Horsfall et al., 2013). The importance of 

building these relations was also noted by Gardiner & Barnes (2016) and is a 

key element of support for volunteers in the literature.  

 

Many of the studies found that Informal family carers also benefited from the 

support of volunteer befrienders. Dodd (2018) noted that when volunteers 

provided practical support such as taking people out, it allowed both the 

person at the end of life and their carers to achieve what otherwise would not 

have been possible (Dodd et al., 2018).  Likewise, Morris et al., (2012) found 

carers appreciated the sustained relationship and emotional support, and 

Gardiner & Barnes (2016) found that the volunteer support acted as a buffer 

against the demands of caring. Overall, the impact for people who received 

support from volunteer befrienders was that it reduced their feelings of 

loneliness and depression, increased their confidence, self-esteem and 

improved their psychological wellbeing at the same time supporting their 

carers (Dodd et al., 2018; Gardiner & Barnes, 2016; Pesut et al., 2018). 

 

In different studies, professionals have described the volunteers in various 

ways, Dodd et al., (2018) reported that volunteers were thought of by 

professionals as intermediaries between themselves as professionals and 

their patients, particularly when volunteers were supporting people to remain 

at home. The volunteers increased the interface between the professionals 

and the people they were supporting. Volunteers have also, been considered 

to be a ‘bridge’ between the hospice and the community (Morris et al., 2012). 

Gardiner & Barnes (2016) described volunteering as the initiation of a 

relationship between two people, the volunteer befriender and the person they 

befriended.  The role of volunteers in organisations working with people living 

at the end of life is an important aspect of the concept of compassionate 

communities and literature on how volunteer befrienders negotiate their role 
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is emerging. This thesis will explore the role of volunteers and their position 

within the models of formal and informal support networks as part of a 

compassionate communities approach to end of life care.  Providing care and 

support at end of life care is both physical and emotional, and the concept of 

emotional labour is related to caring whether paid or unpaid, formal or informal 

and is relevant to this thesis as a consideration of the impact of caring for 

people at end of life. This will be discussed in the next section.   

 

 

 Emotional labour of care at end of life  

The term ‘emotional labour’ was coined by Hochschild (1983) in a study of 

airline attendants, and was defined as the management of emotions to create 

a publicly pleasing demeanour. The characteristics of emotional labour involve 

public encounters either face to face or voice contact that requires the worker 

to manage the emotional state of others. The literature included in this review 

of emotional labour in end of life care included six empirical studies, four 

discussion papers, one book chapter and, one book that were published from 

1985 to 2018 and countries covered were the UK, Canada, Netherlands, and 

Belgium. 

 

The concept of emotional labour has been applied to formal caring roles such 

as nursing in care settings. In a discussion paper James (1992) identified 

emotional labour as a key factor in the overall description of the work of formal 

care, suggesting that formal care provided by an organisation required both 

physical and emotional components as (formal) care = organisation + physical 

labour + emotional labour. Having recognised emotional labour as a 

component of health care work, James (1992) suggested that having 

uncovered emotional labour as part of a caring role, the real challenge was 

for further research to explore its impact. A small-scale study of interviews 

with 3 nurses in the UK Staden (1998) aimed to identify and make visible the 

emotional labour of their nurses’ caring role. Two key themes identified in the 

interviews were ‘private/public sphere’, suggesting emotional labour spans 

across the nurses’ private and public lives, and appearing caring citing even 
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the nurses uniform created the caring persona, echoing Hoschild’s notion of a 

managed heart.   Staden (1998) concluded that while the nurses found their 

job rewarding, their emotional labour was invisible and society in general did 

not value their caring work.  If emotional labour is integral to the caring role, 

then invisibility becomes problematic when carers are not supported in the 

emotional management of their role.  In an empirical study in the UK with 12 

nurses working in an adult intensive care unit (ICU), Stayt (2009) explored 

with the nurses their emotional labour while caring for the relatives of those 

critical ill. The data from the nurses’ narrative identified themes of: trust, 

information giving, empathy, intimacy, and self-preservation.  The nurses 

revealed the significant impact of death for them within the ICU, how empathy 

and intimacy with the families was important as part of their caring role. One 

of the strategies nurses deployed when the demand for emotional labour was 

too great was to maintain distance for self-preservation as Stayt explained:  

 

Participants exhibited pride over the deep insight they had into the 
families’ situation but also regretted the fact they have become ‘too 
close’. Traditionally accepted notions of professional distance are the 
ideals participants referred to when they reflected on their 
experiences, however, they also acknowledged the therapeutic 
benefits of having a personal relationship with families (Stayt, 
2009:1273-4). 
 

In another empirical study Gray (2009) interviewed 16 nurses and 2 GPs to 

understand the role of emotional labour in nursing. They found a number of 

barriers that prevented the emotional caring element of nursing work being 

acknowledged. Showing emotions within clinical practice was seen to be a 

sign of ‘weakness’ and unprofessional and the culture of clinical settings 

inhibited the nurses from recording information about emotions in patients’ 

notes (Gray, 2009).  Wharton (2009) explored the sociology of emotional 

labour within different work roles, and found unlike other roles, within care 

work emotional labour was an expectation but even when caring was 

emotionally demanding nurses still found nursing a positive experience and 

intrinsically rewarding. However, the study findings were that structures, 

practice and professional norms had the potential to increase or diminish the 

positive experience of caregiving (Wharton, 2009:154).  Williams (2013) 
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argued that even though the emotional work of nursing care was an altruistic 

choice, when complex skills were required to support dying patients then 

emotional work became emotional labour. Williams (2013) cautioned as other 

have (Wharton, 2009) against not recognising or supporting emotional labour 

as a key element of the caring role as this could risk undermining good care.  

 

An empirical study at a Canadian palliative care unit aimed to explore 

emotional labour of healthcare workers in end of life care as well as nurses, 

Funk et al., (2018) conducted interviews with 12 healthcare workers, and 14 

nurses. The study found palliative care practice was framed within the notion 

a good death, which involved guiding and supporting families’ emotions within 

a context of organisational norms of professional distance. Even though the 

principles of palliative care were aligned to organisational and staff interest, 

the health care workers and nurses’ emotional labour remained obscure, as 

the authors explained: 

 

Participants drew on palliative care philosophies to legitimise their 

emotional supportive practice within an organisation context that 

appeared to favour self-control and professional distance (Funk et al., 

2018:523).  

 

Emotional labour within care has largely remained invisible (Funk et al., 2018; 

Staden, 1998; Williams, 2013). Regardless of where the emotional care is 

given, it is associated with formal and informal carers (James, 1992). The 

emotional labour of informal carers caring for family members with life limiting 

illness was the focus of an ethnographic case study (Ray & Street, 2007). 

They used semi-structured interviews, and ecomaps of social support 

networks with 18 primary carers who had a family member with motor neurone 

disease, plus 6 peripheral carers from the dying persons’ support networks. 

They found that as informal carers caring responsibilities increased; their own 

social activities, contacts and support declined and they experienced 

emotional losses and distress on a daily basis. Informal carers experienced 

anxiety, but had to manage their own emotions in order to regulate their 

emotional responses and act appropriately. In contrast to the above study, an 
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Australian study (Hughes, 2015) used interviews with 28 bereaved carers, 

with the aim to reconstruct the narrative of caring and dying to give meaning 

to one of life hardest challenges. The study reported the intense labour and 

emotional work required in death and dying that continued into bereavement. 

The author suggested that taking a strength based perspective of caring for a 

dying person could be carried over into bereavement and used to help support 

bereaved informal carers’ to view their experiences, as life affirming: 

 

While the total experience was hard work, intense, distressing, 

horrendous, and traumatic, participants also said it was a, privilege, 

rewarding, very, very satisfying, the best family time but also the 

worst, and a great thing to be able to do (Hughes, 2015:161). 

 

While the study acknowledged physical and emotional labour at end of life 

care, taking a strength based perspective helped to support informal carers 

by acknowledging and understanding their experience. The experience was 

considered to be enriching: 

 

A strengths perspective will contribute towards better support for 

informal carers by deepening the understanding of the live experience 

of caregiving, promoting collaborative partnership between works and 

informal cares, and building community capacity at end of life 

(Hughes, 2015:166).  

 

The strength based perspective of caring for dying people can give meaning 

to the emotional labour experienced by informal carers and volunteers 

(Horsfall, 2018; Morris et al., 2012; Pleschberger & Wosko, 2017). Emotional 

labour is a core concept in caring at the end of life where the emotions of 

patients, carers and family members and professional carers’ are present, with 

an expectation for formal and informal carers to manage them. The concept 

of emotional labour is relevant within this thesis which is focused on models 

of compassionate communities at the end of life, especially, when the 

preferred place of death is at home where the actors are the people living at 

the end of life, with their informal carers, and formal carers such as volunteers 

and health professionals. Most of the literature on emotional labour relates to 
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the provision and practices of nursing. There is a paucity of literature in relation 

to the emotional labour of informal carers as well as little on formal care 

provided by volunteers as part of community provision of organisations or 

hospices.  In this study the analysis of emotional labour of care within a home 

setting will contribute to the understanding to date.  

 

 

 Summary of formal and informal care literature   

A summary of the key papers on formal and informal care gives an account of 

how informal carers have been perceived by formal care agencies and 

definitions associated to being a carer. As care has moved from institutions to 

home it has led to a greater emphasis on informal care.  Yet concerns have 

been raised about the capacity of contemporary families to care for older and 

dying family members. A distinction is made of informal care through social 

networks comprising a wide range of people within which is a sub-group of 

people who provide some form of support within which; is another smaller sub-

group of a few key people who provide care. Networks of care and support 

can include formal and informal carers. Informal members of care and support 

networks have reported their involvement as being life enhancing, deepening 

their friendships and widening their own social network. There was evidence 

that the inner circle of care were better able to care if they had an outer circle 

of support (Robinson et al., 2017).  What seems to be of significance in several 

studies of successful care at home was that informal carers had prior 

experience of death, dying and loss. Experience of caring at death and dying 

builds confidence and, potentially increases the capacity to support other 

people within their own social network. Formal care is complementary to 

informal care. The dominate source of care at end of life care at home was 

informal care.   

 

Volunteers were described as a ‘bridge’ between the people they supported 

and the palliative care services as they are able to provide friendship where 

there was a shortfall within individuals’ care and support networks. Formal and 
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informal care and support networks are a web of relationships between the 

dying person, carers, family members, friends, neighbours, formal care 

providers, volunteers, organisations, community. The concept of 

compassionate communities has care and support networks as a key 

component.  This thesis explores the nature and experience of formal and 

informal care for people living at home at the end of life in the context of a 

compassionate communities approach. This thesis will draw on these different 

levels of engagement within the models of compassionate communities. Both 

Horsfall and Sallnow discussed social capital aspects of social networks, 

however the term is used vaguely without measuring its density or frequency, 

and not used by people when referring to support, so social capital will not be 

used in this thesis. Therefore, in this thesis it is proposed to utilise the term 

inner and outer circles of care and support (Horsfall et al., 2011) as a 

component of broader social networks, drawing on Able et al., (2013) 

description of inner and outer networks and extending the understand of the 

inner and outer circles of care as described by this study participants. The last 

section of the literature review will review relevant literature on therapeutic 

landscapes as the conceptual framework for compassionate communities, 

beginning with the literature on landscapes. 

 

 

2.5 Therapeutic landscapes  

This section is on landscapes as a conceptual approach, in particular 

therapeutic landscapes as the framework for compassionate communities, 

and draws on relevant literature on landscapes and therapeutic landscapes 

published in English. It includes four empirical studies, one commentary 

review, one thesis, one scoping review, one essay, one essay review, nine 

discussion papers, three books, one chapter, published from 1977 to 2019 

covering UK, USA, Australia and Canada.  
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 Landscapes  

The concept of landscape was originally developed within the discipline of 

geography. Geography is a broad and wide-ranging discipline with many 

different sub-fields that have many perspectives as Heffernan (2009) 

explained as he traced the history of geography: 

 

There is no single history of geography, only a bewildering variety of 
different often competing versions of the past. Physical geographers 
understandably perceive themselves to be working in a very different 
historical tradition from human geographers (Heffernan, 2009:3).    

 

In the same way the definition of landscape is pluralistic, as there are many 

different perspectives that offer different definitions and interpretation. 

However, originally, landscape as a component of geography referred to 

physical space and place. Tuan (1977) thought it was imperative that physical 

geography was combined with human geography to illuminate not just maps 

and measurements but the human experiences of places and space. He 

explored the experiential perspectives of how people organised and attached 

meaning to places and space and he concluded this culture shaped by 

humans was inescapable. 

 

A prominent voice of cultural geography was American Geographer Carl 

Sauer (1889-1975) whose ideas in his seminal text the Morphology of 

Landscape (Sauer, 1925) were controversial when first published. The work 

brought together the concepts of landscape, culture, and chorology (study of 

places and region), and Sauer was responsible for introducing the term 

‘cultural geography’ (Denevan & Mathewson, 2009).  Cultural geography was 

concerned with cultural landscape, of structural landscape influenced and 

modified by human activity without taking into account the lived experience. 

Cosgrove (1978) questioned why the focus within cultural geography was on 

discovering the structural meaning of landscapes whilst the subjective lived 

experiences of place and space were neglected. He suggested that research 

should include exploring human interactions and understandings of places 
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and spaces. Cosgrove (1983) accused cultural geography as lacking 

theoretical approaches: 

 

This has left cultural geography theoretically impoverished, many of 

its studies existing in a theoretical vacuum, preserving a sense of 

cultural landscape, but failing to extend this into a developing 

theoretical discourse (Cosgrove, 1983:3). 

 

He introduced Marxist theory to cultural geography, a move that Kearns 

(2012), heralded as a crucial turning point within cultural geography that 

deepened geographers’ collective appreciative understanding of place: 

“Places suddenly had histories and became complex composites of struggle 

and power.” (Kearns, 2012:188). Integrating the meaning of place into 

geographical studies required an anti-positivist method for exploring the lived 

experiences of places and space. There was a need to incorporate not just 

objective views of the what, and where but also subjective views of, who and 

how to understand and acknowledge the impact of individuals’ place in the 

world (Kearns, 2012).  Cosgrove & Jackson (1987) proposed a ‘new’ direction 

in cultural geography that was later to become known as the ‘new cultural 

geography’.  This gave rise to many different interpretations prompting a 

critique of the term cultural geography in 1993 by Price & Lewis (1993), as 

they reflected:  

 

Cultural geography is now perhaps the most ambiguous term in the 
discipline lexicon…different scholars highlighting divergent meanings 
create fields of inquiry wholly at odds with each other (Price & Lewis, 
1993:1).   

 

Within Cosgrove and Jackson’s proposed new cultural geography they 

emphasised the concept of landscape as a sophisticated cultural construction 

of symbolic qualities of social meaning. Kong (1997) revisited Cosgrove and 

Jackson’s (1987) original paper and noted one of the key contributions they 

made was: 
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They championed the notion of ‘symbolic landscape’ which produced 
and sustained social meaning…there was a need to adopt more 
interpretative rather than strictly morphological methods, and in line 
with the landscape as text metaphor (Kong, 1997:178). 

 

Gesler (1992) coined the term ‘therapeutic landscapes’ incorporating both 

social, humanist and structural (physical landscape) perspectives. It was the 

association of individuals and society within an environment that Gesler 

thought provided a therapeutic landscape: “Humanist influences on the 

definition of landscape can be seen in the ideas that landscape reveals human 

values and meanings as they are actually lived” (Gesler, 1992:736).  

 

Gesler’s concept of therapeutic landscape referred to physical landscapes 

with healing properties. The concept of therapeutic landscape was further 

explored by others including social scientists interested in notions of health 

and place (Williams, 1998). 

 

 Therapeutic landscape as places of wellbeing and 

healing 

The concept of therapeutic landscape evolved further when Williams (1998) 

extended the concept from the original site-specific place with healing 

properties to encompass also the maintenance of health and wellbeing.  

Khachatourian’s (2006) analysis of therapeutic landscapes was critical that 

much of the therapeutic landscape literature had not been true to the original 

concept as set out by Gesler (1992). But as Price and Lewis’s (1993) 

exploration of cultural geography highlighted, earlier diversification was not 

unusual within the history of geography itself.  To a great extent, Williams has 

been credited with extending the expansion of the therapeutic landscape 

concept into other disciplines outside of geography. Gesler embraced the new 

thinking of place as, “no longer simply a location but a site that was imbued 

with experience and meaning” (Gesler, 2017:3). Aided by this fluidity of 

meaning, the concept was adopted by researchers studying different contexts 

and practices. In a discussion paper Williams (2002) argued how increasingly 
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the geography of health care had transferred from formal spaces like hospitals 

to the informal setting of home. She employed the broadened concept of 

therapeutic landscape as a framework to examine the symbolic meaning of 

‘home’ as a therapeutic place of care: 

 

The concept of therapeutic landscape is a useful framework to employ 
while conducting research on home as place [care]…to explore the 
physical, individual, social and cultural factors (Williams, 2002:142). 

 

One aspect of this therapeutic landscape was, not only the importance of 

home as a site of care and support, but also the ways in which care was 

delivered and organized in the home.  Milligan (2000) in an empirical study, 

explored the re-structured geography of care from health institutions to the 

home space with a shift of health care from formal to informal carers. Although 

the paper is primarily focussed on the changing landscape of care it also 

contributes insights to the concepts of formal and informal care. Milligan 

(2000) analysed qualitative interviews and diaries of 80 carers, and 

incorporated data from key people from a total of 55 voluntary and statutory 

care providers. The study found personal geographies of care were influenced 

by several factors that included; the cared for person’s lack of mobility; 

reliability of informal care of family and friends, and the accessibility of formal 

social care. The availability of support for the carers from the voluntary sector 

was valued especially if other formal and informal family care was minimal.  

Milligan (2000) argued that changes to the geography of care from health 

institutions to the home was based on the assumption of the availability of 

informal carers without taking into consideration economic and demographic 

changes.  The burden of care was borne by informal carers with a high cost 

to themselves economically, and to their health and well-being. They found:  

 

The provision of formal and informal care within the home space is 
creating a new site of caring in which the boundaries between public 
and private space are becoming blurred (Milligan, 2000:56). 

 
Williams (2002) recognised that with the transfer of care to the home, three 

main groups were affected; the patient, informal carer, and community formal 
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health care providers. A study by Martin et al., (2005) examined the 

relationship between place and the practices of caring for older people across 

a range of settings with data from two studies. Through interviews with 92 staff 

participants they found landscapes could be more or less therapeutic 

depending on circumstances, for example the power relationship between 

individuals and their carers’, with an assumption that there was less individual 

autonomy within institutions. But then Milligan (2000) warned that without 

adequate resources for example transport, people would experience isolation, 

and could feel lonely and powerless. Nevertheless, on the whole Martin et al., 

(2005) found that the most conducive place for rehabilitation for older people 

was their home, not just in relation to the physical space but because it was 

imbued with socially symbolic meanings that were therapeutic.   

 

In a discussion paper Milligan & Wiles (2010) described how social and 

political economic contexts shaped how care was understood and 

experienced by individuals, and that it spanned private and public social 

spheres and informal and formal spaces. They conceptualised the relationship 

between formal and informal care as a landscape of care and, they further 

explored the relationships between people, places and care. They 

conceptualised the relationship between formal and informal care as a care 

landscape. They described care as either practical or emotional, which 

entailed, “A complex network of actors and action involving multidirectional 

flows and connections.” (Milligan & Wiles, 2010:737) . Reinforcing the 

relational aspect of care, at the same time taking into account the context of 

where the care took place, emphasising also the place-people relationship. 

They argued the practice of caring was influenced by the relationship between 

social -structures and care structures. As such landscapes of care 

encompassed healthcare institutions, home, family, and community within 

voluntary, public and private settings. They found that the landscape of care 

was complex on many levels and shaped by multiple factors, for example 

disparities in the proximity of care providers that contributed to inequalities of 

access to care. Milligan & Wiles (2010) described how in an effort to 
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understand the spatial elements involved in care, geographers’ have made a 

distinction between caring for and caring about as follows: 

 

Caring for is thus seen to encompass the performance of care-giving, 
including the activities undertaken by formal paid workers or informal 
unpaid workers such as family, friends and volunteers. It exceeds the 
norms of reciprocity commonly practised between adults…Caring 
about on the other hand refers to the emotional aspects of care; this 
might also include the generalised relational and affective elements 
of being caring (Milligan & Wiles, 2010:741). 

 

Making the point that physical care for involved being in close proximity to the 

care recipient, but did not mean they were cared about. Whereas, it is possible 

to care about someone but not live in close proximity. However, regardless of 

whether people are cared for or about, the authors acknowledge that care 

givers in addition to carrying out tasks, also encourage, and interacts with the 

care recipient that reinforces their sense of identity and self-worth.  

 

A small scale ethnographic study of 17 carers  conducted by Karasaki et al., 

(2017) aimed to understand the role of carers in creating and maintaining 

home as a therapeutic environment.  Self-identity was connected to the 

centrality of home, but when life had been interrupted with an illness, then 

potentially the experience of home changed. They emphasised that home was 

more than just a physical place but rather a home that provided, “a sense of 

continuity, belonging and control to a life otherwise disrupted” (Karasaki et al., 

2017:82). They observed how for carers to create and maintain home as a 

therapeutic place they were required to constantly orchestrate the physical, 

symbolic and practical elements of home and essentially found: 

 

Orchestration is relational and dependent on these networks, 
emerging through a web of interactions amongst individuals, 
materials, and cultural and institutional norm, expectations, and 
practices (Karasaki et al., 2017:93-94).  

 
A scoping review of 161 papers by Bell et al., (2018) of healthy spaces, places 

and practice as therapeutic landscape was based on Williams extended ideas 
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over ten years from 2007. The review highlighted how the concept of 

therapeutic landscape has the ability to engage with complex and multi-

dimensional aspects, but at the same time this has also limited the uptake of 

the concept. While recognising the differentials of therapeutic landscapes and 

environments research within other subjects, they suggested that:  

 

Fruitful way forward may require a looser attachment to the term 
itself…that will resonate with public health audiences and further 
enrich the life of a rare example of a concept that has moved beyond 
the bounds of its origins in medical/health geography (Bell et al., 
2018:129).   

 

Kearns & Milligan (2020) published a commentary review with contributing 

comments from Gesler on the theoretical development of therapeutic 

landscapes in papers published within the journal Health & Place from 1995 

to 2018. The article reviewed over a hundred papers that invoked the term 

‘therapeutic landscape’ within the title or body of text. They questioned 

whether the scholarship of the concept had deepened the interpretation of 

therapeutic landscapes or were no more than a convenient umbrella. They 

found a fundamental distinction between papers that viewed landscapes as 

inherently therapeutic, and papers that regarded therapeutic landscapes as 

relational:  

 

Therapeutic properties of place are relational achievements – 
produced by the unique convergence of enabling resources in place, 
whether these be material, affective or social. (Kearns & Milligan, 
2020:3). 

 

For Gesler, the authenticity of employing therapeutic landscapes in research 

required exploring the social, physical and symbolic dimensions (Kearns & 

Milligan, 2020).  Some of the papers reviewed were themed under ‘spaces of 

care’ with home as a space of care and as Kearns & Milligan (2020) 

considered the dimension of health and what made spaces therapeutic, they 

argued that too often care sites are perceived as: 
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Already constituted rather than being relationally constructed… 
Therapeutic landscape can be local mobilising and activity rich. To 
incorporate the movement of place occurring in a community (Kearns 
& Milligan, 2020:2) .   

 

The authors of the review debated that, rather than the inherent qualities of a 

therapeutic space, it could be the relational aspect that makes a space 

therapeutic. This research study is positioned within the literature on 

therapeutic landscapes and will propose that a compassionate communities 

approach is a specific type of therapeutic landscape that has social, physical 

and symbolic aspects as Gesler advocated.  

 

 

 Summary of therapeutic landscape literature  

The literature review of therapeutic landscape is located within geography of 

landscape. There are many different perceptions and interpretations of the 

history of geography and landscape. Originally related to physical space, 

landscape branched off into different areas, including cultural geography, 

which related to structural landscapes influenced by human activity (Carl 

Sauer). The limitation of cultural geography was replaced by the new cultural 

geography, (Cosgrove, 1983) that included the lived experience of landscape. 

A new concept of therapeutic landscape emerged (Gesler, 1992) relating to 

the healing properties of physical spaces, which incorporated the social and 

humanistic perspectives. The concept of therapeutic landscape was 

expanded relating it to the notions of health and wellbeing as well as healing 

(Williams, 1998). Therapeutic landscape was no longer confined to just a 

location but was associated to places and spaces that imbued therapeutic 

experience for the maintenance of health and wellbeing, which includes home 

(Gesler, 2017; Williams, 2002).  Therapeutic landscape is relevant as the site 

of care is transferred from health institutes to home, and landscapes of care 

have demonstrated how there is a relational aspect of people, place and care 

(Milligan & Wiles, 2010). Gesler’s original concept of therapeutic landscape 

was the relational engagement of social, physical and symbolic aspects, and 
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it is the interactions of people that makes a space therapeutic (Kearns & 

Milligan, 2020).  

 

 

2.6 Chapter conclusion  

This literature review has reviewed literature that is relevant to models of 

compassionate communities at the end of life.  This literature has highlighted 

issues relating to end of life care, including;  sociological perspective of death 

and dying, trajectories of dying, social norms,  articulated preferences, and 

how the availability of resources all impact the place of care and death.  Both 

formal and informal care are present in end of life care and the literature has 

revealed ambiguity about where the responsibility of care lies, and the level of 

interface that exists between formal and informal care.  In relation to dying at 

home some of the research on formal and informal care focused on social 

networks, and circles of care as aspects of compassionate communities, 

which this thesis will draw on. The role of end of life care volunteers in the 

community and how they negotiate their role is an emergent area, to which 

this research will contribute.  Hitherto research on emotional labour has 

focused more on health professionals and less on informal carers, kin and 

volunteers, this thesis will provide an opportunity to extend this understanding. 

The concept of therapeutic landscapes has not been linked to models of 

compassionate communities at the end of life but will be adopted as a 

conceptual framework within this thesis which will explore the development of 

compassionate communities as a type of therapeutic landscape with the 

following main research question and three sub-questions: 

What are the lived experiences of compassionate communities approaches to 

end of life care from the perspectives of the key actors? 

4. How do compassionate communities approaches reflect the lived 

experiences of people being cared for at home end of life?  
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5. How do volunteer befrienders understand, and experience their role in 

compassionate communities approaches when providing support 

towards the end of life? 

 

6. How do professionals understand and experience compassionate 

communities approaches to care towards the end of life? 
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Chapter 3 Methodology and Methods 

3.1 Introduction  

All research paradigms are informed by an ontological position of what is 

possible to know about the world and an epistemological position of how it is 

possible to find out about it. So the disposition of the epistemology and 

ontology is the architecture of the researcher’s lens (Collins & Stockton, 2018). 

The research process is defined by the interconnectedness of ontology, 

epistemology and methodology, as they inform each other (Denzin & Lincoln, 

2011).  

 

Quantitative and qualitative research methodologies are developed from 

different paradigms. Quantitative methodologies are derived from a realist 

ontological position and fall within a positivist paradigm which argues that 

knowledge is derived from observation and experimentation, whereas, 

qualitative methodologies are derived from a relativist ontological position that 

believes there are multiple realities that are constructed and shaped by 

context using an interpretative approach. Qualitative methodology seeks ways 

of approaching the empirical world and focuses on the meanings people 

attach to their experiences (Taylor & Bogdan, 1998).  An interpretative 

approach is closely linked to socially constructed realities that Guba & Lincoln 

(1994) propose are not more or less ‘true’ but are constructs of reality that are 

alterable.  In a similar way, Joubish et al., (2011) suggests qualitative research 

is based on a holistic view and there is no single reality but multiple 

perspectives of individuals. So, in contrast to positivism, interpretative 

approaches are more suitable to studying people within the social settings and 

their interpretation of experiences (Green & Thorogood, 2004).  
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3.2 Qualitative methodologies   

Qualitative approaches offer the opportunity to illuminate the phenomena 

under focus and different qualitative methodologies were considered. 

Ethnography is the study of social interactions, behaviour, and perception of 

cultures/groups/teams/organisations and communities in real-life 

environments. The roots of ethnography have been traced back and attributed 

to anthropological studies of societies over a long period by Malinowski and 

Radcliffe-Brown (Reeves et al., 2008), although Ingold (2017) has argued 

there are differences between anthropology and ethnography. Ethnography 

as a qualitative research methodology was adopted within social sciences as 

it provides a holistic understanding of activities and events that occur on a 

daily basis, provides insights into behaviour, beliefs, attitudes, culture, 

interactions within context and normally over an extended period of time.  

 

Grounded theory developed by Glaser and Strauss (1967) is concerned with 

generating theory from the data. The method of grounded theory was 

established during the time while Glaser and Strauss conducted a large-scale 

study into death and dying in the US (Glaser & Strauss, 1968). Originally, 

grounded theory was developed using both quantitative and qualitative data. 

However, it is now mostly related to qualitative study (Glaser, 1999). 

Grounded theory is inductive in nature and theory is generated directly from 

the empirical data. A grounded theory approach analyses data as it is 

collected for emerging theoretical categories to inform on-gong data collection 

(Charmaz, 1990).  As well as generating theory, grounded theory can also be 

used to test or elaborate existing theories, although this may not be straight 

forward (Belgrave & Seide, 2019), Birks et al., (2019) have provided some 

clarity with demystifying some of the most frequent asked questions for those 

considering this methodology.  

 

Phenomenology is the study of the lived experience. Central to the philosophy 

of phenomenology is understanding participants’ frames of references in  a 

study and their lived experiences of  reality (Taylor & Bogdan, 1998). The 

nature of exploring the experience of end of life care for this study will draw 
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on a phenomenological approach. Phenomenological philosophy was 

founded by Edmund Husserl in the early twentieth century. Another 

perspective was introduced by Husserl’s student Heidegger, who branched 

off into his own distinct philosophy. Larkin et al., (2006) suggested the 

difference between Heidegger and Husserl phenomenology was that 

Heidegger viewed individuals to be fundamentally part of a meaningful world 

and the world was fundamentally a part of individuals. Heidegger was 

concerned with the ontological nature of existence and he coined the term 

‘Dasein’ in his famous publication ‘Being and Time’ (Heidegger, 1927) to 

express a meaning of ‘being-in-the-world’, the position of consciousness 

flowing from the person’s own pre-understanding of being within the world. 

Portrayed as everyone having some pre-understanding before they enter into 

any situation (Koch, 1995).  

 

Heidegger’s approach argued that objectivity could not be achieved because 

understanding is derived from existing within the world, an interpretive and 

contextual approach was central to the Heideggerian approach. The debate 

between Husserl’s and Heidegger’s approaches was fundamentally a 

difference in ‘ontology’ (Koch, 1995). Even so, according to Seymour & Clark 

(1998), when it came to empirical research, both traditions followed similar 

methodological paths of description and interpretation. It is the Heidegger 

phenomenological approach that is closest to this study where the premise of 

understanding participants’ experiences is anchored in them making sense of 

the final phase of their lives.   

 

Heidegger used the term hermeneutic to describe the circular process of 

understanding the focus of study. So, there is circularity about interpreting 

interpretation, hence the analytical term ‘hermeneutic circle’. Hermeneutic 

phenomenology is based on the belief that the both the researcher and the 

participants bring their own perspective to the investigation and through the 

process of interpretation, an understanding of the phenomena is co-created 

(Wojnar & Swanson, 2007).  Exploring with people their lived experiences of 

care and support as they navigate  the complexities of daily living, while 

managing pain and symptoms is congruent with the concepts of Heideggerian 



 
  

74 
 

phenomenology, a position that is interpretative and grounded in socially 

constructed realism.  

 

3.3 Case study design 

This research study aims to explore the lived experiences of people at the end 

of their lives whilst living at home, receiving care and support from formal 

palliative care services and informal caring networks. This included family 

members, friends, professionals and volunteers in the context of the home.  A 

case study design is suitable when the research question requires an 

understanding of contextual real-life experience, as the following definition 

states:  

 

A case study is an empirical inquiry that investigates a contemporary 
phenomenon in-depth and within its real-life context, especially when 
the boundaries between phenomenon and context are not clearly 
evident (Yin, 2009:18). 

 

Baxter & Jack (2008) suggest another consideration for the suitability of a 

case study design is when the research phenomenon  cannot be manipulated.   

Case studies can be carried out in single or multiple-case settings. Yin 

(2009:20) considers both have the same methodological framework and a 

case study with multi-cases, draws to a ‘single set of cross-case conclusions’. 

Moore et al., (2011) state that from the different types of case studies, multi-

case studies can be conducted at different sites with many case examples. 

This study is a multi-sited case study where data was collected from three 

different sites where models of compassionate communities were being 

developed, discussed in more detail later. 

 

Yin (2009) outlines five elements that need to be considered in designing a 

case study starting with research questions: of ‘how’ or ‘why’ that is suitable 

for a case study. Yin identified three types of questions; descriptive, 

exploratory or explanatory. The research questions for this study are 

exploratory. The second element focuses on what will be examined, and for 
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this study data were gathered from people receiving end of life care at home 

through their formal and informal caring networks at each site. This included 

people receiving care and support from palliative care services, their carers, 

family members, friends, volunteers, care coordinators, GPs, and healthcare 

professionals. The third element to consider is the unit of analysis. Yin (2009) 

makes the distinction of considering a holistic single unit of analysis where 

there is one narrow study focus or an embedded multi-unit of analysis. The 

analysis unit for this study is embedded multi-units of households, volunteers 

and professionals linked to the three sites. The fourth element is to ensure the 

logic of the data is linked to the research questions which the process of data 

analysis has achieved in relating the findings to the research questions. The 

final element of interpreting the findings is influenced by the inductive aspects 

of phenomenology (Smith et al., 2009).  The interpretative qualitative analysis 

has drawn on elements of Interpretative phenomenology analysis (IPA) 

methodology in the emphasis on emergent themes from the lived experiences 

of respondents. Another consideration for multi-site case studies as outlined 

by Yin (2009) is about their possible replication. The use of replication logic 

contributes to the validity of the research although case study design needs 

to ensure the boundaries of the studies are defined. Yin (2009) recognises the 

need for flexibility within the design without reducing procedural rigour. Moore 

et al (2011) emphasise the nature of a case study as an investigative approach 

to gain a deeper understanding of a complex phenomenon. The advantage of 

multi-site studies is that they can yield similar and contrasting results and the 

evidence produced can be considered to be more robust.  The disadvantage 

of multi-site case studies is the amount of data created may become difficult 

to manage (Baxter & Jack, 2008).     

 

 

 Methods 

There are different research methods that are available within a qualitative 

study and interviewing is the chosen method by many qualitative researchers 

either as the main research method or as part of a multi-method approach.  

Yin (2009) considers interviews to be a significant source of information for a 
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case study. End of life care is a sensitive area and interviews are suitable for 

sensitive research subjects (Kendall et al., 2007) Interviews provide the 

opportunity to explore the phenomenon of the lived experience from those 

experiencing it.  Kendall et al., (2007) explored the challenges of in-depth 

interviews when researching what respondents considered to be a good death 

and concluded that although it is a sensitive area some people do want to 

participate in end of life care research. Documenting the different benefits for 

people participating in interview research Hutchinson et al., (1994) also found 

people were eager to voice their experience. This study’s data collection 

included semi-structured interviews with individuals and semi-structured focus 

groups with professionals and volunteers. The option of diary logs was also 

offered to primary participants, which is discussed in more detail later. Another 

method of data collection considered and offered as an option was photo 

voice, which has been used in other studies with people with cancer illness 

and end of life care (Balmer et al., 2015; Horsfall et al., 2011). The option of 

using photos during the data collection stage was offered to all the participants 

as part of enabling them to tell their story. However, none of the participants 

took up this option. Involving people in a sensitive research area such as 

death, dying and loss should always be conducted with ethical and 

methodological rigour, giving consideration to participants’ emotional 

wellbeing (Kendall et al., 2007).  Due to the sensitive nature of the research it 

was important to check regularly with the participants about their physical and 

emotional capacity to continue to participate. At the end of the interview the 

researcher checked how the participants were feeling and if required support 

was available at each site.   

 

 A data collection protocol was developed to ensure there was consistency 

across the sites and to ensure data collection records were systematically 

maintained. The opportunity of using different sources of data is considered 

by Yin (2009) to be a major strength of a case study, especially if there is 

convergence of different sources of evidence.  This study used multi-methods 

for collecting different types of data which included focus groups, individual 

and household interviews with different actors and diary logs for a deeper 
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richer understanding and triangulation of data to improve the understanding 

from different perspectives (Green & Thorogood, 2004). 

 

 Interviews 

Within qualitative research, interviewing is a key method of data collection 

(Brinkmann, 2013; Nathan et al., 2019; Taylor et al., 2016). There are many 

different kinds of qualitative interviews, individual or group interviews, semi-

structured, in-depth or narrative interviews for example.  Qualitative research 

interviews are more than an everyday conversation, as their purpose is to 

explore the socially constructed lived experiences of interviewees (Kvale, 

2007). In this study the interviews were semi-structured with a topic guide and 

the use of open-ended questions. Semi-structured interviews are the most 

common type of interviews used within qualitative research (Green & 

Thorogood, 2004). Kvale (2007) describes how a good interview requires the 

focus of the theme – the ‘what’ of the research question, while the dynamic of 

the interview is required in ‘how’ the knowledge is produced. In a similar way, 

Yin (2009) suggests attention is given to the art of the interview conversation 

while following the line of inquiry.  In this study the role of the Interviewer 

cannot be ignored, but the relationship between the interviewer and the 

interviewee is considered by King (2004) to be a key feature of the interview.  

It is the researcher who designs the study and is part of the process and 

through the interviews and other data collection continuously shapes it.  This 

study recognised that discussing death and dying was not easy even when 

participants had volunteered to participate. The researcher was aware of this 

and accommodated the sensitive nature of end of life issues with participants 

by checking with them at the beginning of the interview and at intervals that 

they wanted to continue. Gott et al.,  (2008) study demonstrated their 

awareness of this sensitivity when designing the interview questions. The 

semi-structured interviews were based on a topic guide (see Appendices 4 & 

5) that began with open general topics to gently introduce the subject to the 

participants and flexibility within the interview was important (King, 2004). 
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 Focus groups 

The term focus group and group interview are often used interchangeably. A 

typology of group interviews has been developed by Coreil (1995) where the 

features of focus group are described as, being a formal arrangement with 

open-ended question to gain a broad perspective from participants and were 

originally commonly used in market research. It is suggested there is no right 

or wrong way of doing a focus group, but involves bringing together people 

from different background for an average of between one to two hours and the 

discussion is recorded (Barbour, 2007; Green & Thorogood, 2004).The 

researcher facilitates the focus groups to be dynamic and interactive, to 

generate insights and rich data (Taylor & Bogdan, 1998).  Focus groups are 

used to discuss sensitive issues. Seymour et al (2002) used focus groups to 

discuss end of life care with elderly people and she recommended groups to 

be small. 

 

 Diary logs 

Diaries are another source of data, Allport (1943) identified three models of 

diaries in everyday use: first, the private diary recording thoughts and 

emotions; second memoirs and uncensored recordings; and third a log of 

events or lists. Diaries have been used in health research and Elliott (1997) 

found participants were happy to participate and keep diary recordings.  

Diaries are a reliable data collection tool as entries happen close to the time 

of the event and capture the data that otherwise could be forgotten (Cucu-

Oancea, 2013).  Diaries have been used in social sciences as a way of 

capturing data that researchers are not able to observe. In one study (Elliott, 

1997) participants completed diaries that revealed the utilisation of formal and 

informal health care, which may have been missed otherwise. While there are 

different forms of diaries to capture data, this study used diary logs along the 

lines of Zimmerman & Wieder, (1977) of recording contacts.  

 

Diary log pilot 

An early version of a diary log was piloted with two people in the community 

at site C. The first pilot participant was at the end of life being supported by 
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Site C palliative care service and the second pilot participant was living with a 

life limiting illness, not supported by the palliative care service. Both 

individuals formally consented to pilot the diary log. The first pilot participant 

completed the diary but became ill on the day a meeting had been arranged, 

so the researcher collected the completed diary but did not meet with her. The 

researcher had telephone contact with the pilot participant to review the 

completed diary but did not have the opportunity to review with her the 

experience of completing the diary as she died shortly after. Following this 

pilot experience and in discussion with supervisors, the diary was revised to 

make it more user friendly and less onerous by using loose sheets and 

including more categories for type of contact, relationship and the nature of 

the visit. It was designed to cover seven days including the weekend and to 

capture all visitors. The revised diary was piloted with the second pilot 

participant who reported that the diary was easy to use and this became the 

final version of the diary log template (Appendix 3). She did find when 

recording the contact category she had to use the ‘other’ category for contact 

with people like; shopkeeper, greeting neighbours etc. Following comments 

from the second pilot participant additional categories were added to the diary 

codes.  The revised diary was in loose sheets so people could use as many 

as they needed, codes and key code were provided so that they could record 

the type of contact in shorthand and a ‘how to use guide’ was included 

(Appendix 4). 

 

 

 Qualitative research data analysis  

Research data analysis is influenced by the same epistemology as the 

research methodology. There are different approaches for analysing 

qualitative research data such as interviews and focus groups. As noted 

above, methods such as grounded theory first developed by Glaser & Strauss 

(1968) is inductive in nature. It is a continuous process of data analysis 

informing data collection and contributes to the development of a theory 

(Maher et al., 2018).  
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Content analysis has been referred to as the quantitative analysis of 

qualitative data as it examines in details the content of text data (Hsieh & 

Shannon, 2005). The analysis process involves a systematic approach to 

labelling sections to find patterns and to code the data to identify the 

relationship between words, themes and meaning. It can reveal deeper 

meanings of surface descriptions (Leung & Chung, 2019) Whereas discourse 

analysis distinguishes speech as a linguistic tool, socially constructed, 

analysis draws on sociolinguistics and cognitive psychology to interpret its 

representation (Thorne, 2000; Ussher & Perz, 2019). By contrast, narrative 

analysis examines why stories are told about lived experiences and how they 

are understood and made sense of (Sharp et al., 2019; Thorne, 2000). 

 

Interpretative phenomenological analysis (IPA) was first developed by 

Johnathan Smith (1996) in health psychology.  IPA is inductive in nature with 

the relationship between giving voice to the participant’s data and the 

phenomenological interpretation of the participant’s data. The aim at first is to 

try and understand the participant’s narrative and describe their experiences 

and, secondly, to develop interpretative analysis when patterns of meaning 

emerge then go on to become a thematic focus (Larkin. et al., 2006).  This 

study draws on IPA but uses primarily thematic analysis. 

 

Thematic analysis as part of qualitative methods is a process described by 

Boyatzis (1998) as a ‘way of seeing’ to make sense of qualitative data. While 

some methods of analysis are connected to specific epistemology or theory, 

the advantage of thematic analysis is that it is suitable for different positions 

of epistemology (Braun & Clarke, 2006). Thematic analysis involves a process 

of identifying patterns within the data, coding text, and developing overarching 

themes.  Braun & Clarke (2006) use a six step approach to follow a process 

for thematic analysis, which is suitable for this study.  The first step is to 

familiarise oneself with the data, the second is to generate initial codes, the 

third is to make connections searching for emergent themes, the fourth is to 
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review the themes and refine them, the fifth is to define the overall themes, 

and last is to write up the analysis. 

 

 

 Inclusion criteria  

The primary participants were recruited from palliative care services and this 

was taken into to consideration for the inclusion criteria.   The dominant group 

of people supported by palliative care services are those from the older 

population hence the decision to include people over 50 as one of the sample 

selection criteria. 

The following inclusion criteria for this study were applied when recruiting 

primary participants who were people living towards the end of their lives: 

 people who were at a palliative care stage of any illness and:  

o their prognosis was of at least 6 months  

o they were aged 50 years and over  

o they were living at home 

 carers, family members and friends involved in the care of the 

primary participants. 

 professionals and volunteers from the research sites providing end 

of life care and support. 

 

 

 Exclusion criteria 

The exclusion criteria when recruiting primary participants to the study were: 

 people aged under 50 years of age. 

 people who had a prognosis of less than 5 months. 

 difficulties communicating due to the symptoms of illness in any 

language.  
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3.4 Context of research sites 

This multi-site case study has a sample population recruited from three 

different geographical areas within England. Two areas of the Midlands and 

one in the South West. The participants, which included, primary participants 

(recipients of care), carers, volunteers and professionals were recruited 

through the three research sites where they had developed different models 

of compassionate communities.  Each of the research sites chosen for this 

study were included in a scoping report of compassionate communities 

approaches within England (Barry & Patel, 2013). These sites were chosen 

because they had received funding to develop a compassionate communities 

approach or intervention. The background information to each of the sites is 

explored in more detail here. 

 

 

 Research Site A - population and end of life profile  

Site A is located within the Midlands with an estimated population of over one 

million during the data collection period (2016) with nearly 40% being under 

25 years old, and with 12.9% proportion of older residents aged 65 years and 

over, this was lower than the national average (17.9%). The employment rate 

for 2016/7 was 64.5, below the national 74.4 rate. The 2011 Census found 

nearly a third of the city’s residents were of minority ethnic origins with a wide 

range of nationalities, ethnic and religious groups. The largest group of 

residents were White British (53.1%), 13.5% were from Pakistan and 6% from 

India. From the population 86% of residents considered themselves to be 

British, regardless of ethnicity, 46.1% of residents said they were Christian, 

21.8% Muslim, and 19.3% reported no religious affiliation. It was the ninth 

most deprived local authority in England according to the 2010 English Indices 

of Deprivation (Department of Communities and Local Government 2014).  

The 2016 area profile found over 50% of the population lived in the most 

deprived areas of the Borough. Life expectancy gap between those living in 

the most and least deprived areas was 8.9 years for men and 6.6 years for 

women. Overall life expectancy for was lower than national average.  Public 
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Health England end of life data for 2016 showed 55.1% deaths occurred in 

hospitals (above national average), 22.8% deaths at home (below national 

average), 5.3% deaths in hospices (below national average), 14.4% deaths in 

care homes (below national average)  and 2.6% in other places (above 

national average).  

 

 Research Site A organisation  

Site A is a hospice founded at the beginning of the hospice care movement in 

England. The site supports adults with palliative and end of life care and 

provides the following services: 

 inpatient Unit with capacity of up to 25 beds 

 community care including hospice at home and 24 hrs specialist 

palliative advice  

 day therapy services provided a 12 weeks therapeutic programme 

 family and carer support was led by team of social workers  

 bereavement support led by specialist service coordinator 

 general advice and support  from a– triage nurse  

 A volunteer befriender role was established (towards the end of this 

study data collection stage) 

 

In 2006, Site A with funding from Macmillan Cancer Support Charity launched 

a project with a designated project worker to engage and develop links with 

black and minority ethnic communities. When the Macmillan funding ended in 

2009, the project continued with a grant from the NHS to develop 

compassionate communities initiatives in the local area. The project worker at 

the time commented that many of the communities were already practising as 

a compassionate community caring for people at end of life in their own way 

(Barry and Patel 2013). Once the short-term funding finished the project also 

ended. In 2016, a new initiative of palliative care nurses outreach clinics based 

at GP Practices was launched. An engagement officer was recruited for a year 

to engage with local community groups to raise awareness of the outreach 

clinics and the hospice services. With a charitable grant, funding for a new 
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compassionate communities initiative aimed to develop volunteer befrienders 

to visit people at home was launched in 2018. 

 

 Research Site B - population and end of life profile  

Site B is situated near a coastal area in the South West of England in a rural 

setting with population of approximately 211,600 during the data collection 

period (2016). The percentage of residents over 65 years was between 28% 

- 31%, with greatest population density in the larger town.   The census 

statistics show that the population was less ethnically diverse than England 

and Wales with 97% of residents classifying themselves as belonging to a 

white ethnic group (including White Irish and Other White ethnic groups). Of 

those classified as Black or Minority Ethnic group, 44% were Asian and 37% 

were mixed race (2011 Census). While it was a prosperous area in general, 

there were pockets of significant social deprivation with some of the 

neighbourhoods amongst the 1% of the most deprived in England with the 

inequality gap being the 3rd largest in the country. Approximately 9.6% of the 

population lived in the most deprived areas of the Borough. Employment rate 

for 2016/7 was 81.2, above the national 74.4 rate, and salary was higher than 

national average. Life expectancy for men was higher than the national 

average. However, the reported inequality in life expectancy between the most 

affluent and most deprived area was 9.9 years for men and 7.9 years for 

women, this was amongst the largest gaps in England in 2016. Public Health 

England end of life data for 2016 showed 40.4% deaths occurred in hospitals 

(below national average), 20.3% deaths at home (below national average), 

5.5% in hospices (below national average), 31.9% deaths in care homes 

(above national average) and 1.89% in other places (below national average).  

 

 

 Research Site B organisation   

Site B was a hospice established in 1989 as a hospice day care service and 

eight years later opened a ten bed in-patient unit. Twenty years later the 

hospice was moved to a new area where it was located at the time of the 
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study.  The site provides specialist palliative care to adults with following 

services: 

 the in-patient unit has 10 beds and a 24 hours advice line  

 day hospice  capacity for 12 patients  2 days per week 

 physiotherapy/occupational therapy  

 hospice community nurse specialist service 

 consultants covered hospice, community and local hospital 

 family support team ( led by the Chaplin and Bereavement Counsellor) 

 volunteers befrienders to  support  patients and carers at home  

 volunteer-lead chat and cherish group for family and friends 

 bereavement support groups 

  

Site B was awarded a National Lottery grant in 2015 for three years to 

establish a compassionate communities project by developing volunteer 

befrienders to support people at end of life at home. The development of the 

compassionate communities approach was led by a dedicated coordinator 

who recruited, trained and supported the volunteer befrienders.   In 2015-

2016, 50 volunteers were recruited and they supported 153 people at end of 

life, which was 19% of the community team patient case load. The following 

year, the number of volunteers had reduced to 37 volunteers.  The grant 

funding for the project came to an end in 2018, which resulted in loss of the 

dedicated coordinator post, and by the end of the third year, there were 22 

volunteers who supported 70 people at end of life. 

 

 

 Research Site C - population and end of life profile  

Site C was situated within the Midlands, with a population of approximately 

322,700 with 15.2% over the age 65 years during the data collection stage 

(2016). At least 30% of the population was non-white with the Asian groups 

including Indian, Pakistani, Bangladeshi, Chinese and other Asians 

accounting for 19.3% of the residents (2011 Census).  The area had a fast-

growing population from the Black and Minority Ethnic communities and 

European countries. The Borough had widespread fairly uniform high levels 
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of deprivation. The worst areas of deprivation tended to be in the industrial 

belt with over half the population (58.4%) living in the most deprived area of 

the Borough. The employment rate for 2016/7 was 61.5, below the national 

74.4 rate. The population had the worse health outcomes in comparison to the 

rest of England.  Life expectancy between the least and most deprive areas 

in the Borough was 6.8 years for men and 7 years for women. Life expectancy 

for both men and women was lower compared to the national average. Public 

Health England end of life data for 2016 showed 52.5% deaths occurred in 

hospitals (above national average), 26.9% deaths at home (above national 

average), 2% in hospices (below national average), 15.7% deaths in care 

homes (below national average) and 2.31% in other places (above national 

average).   

 

 

 Research Site C organisation  

Site C was a community organisation established in 1994 with the aim to 

improve the health and wellbeing of the local population. The work of the 

charity was underpinned by a social model of health and, using a community 

development approach, the charity responded to community needs as 

identified by the community.  The charity had a broad range of initiatives such 

as:  support for children and families through Children Centres, community 

counselling and therapy for children and young people.  In response to the 

lack of community care for people at end of life and their families in the area, 

the charity secured a National Lottery grant in 2001 and established a non-

clinical palliative care service. The service model was in line with the public 

health palliative care approach aiming to support people and their carers in 

the last year of life at home. The non-clinical palliative care service provided 

practical support in the home and included volunteer befrienders for both 

patients and carers. The following services were provided: 

 information and navigation to enable informed choices 

 provided practical home support such as: housework; respite care, 

shopping, and pop-in calls.  

 coordination of care and advocacy 
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 dedicated benefit advisor 

 volunteer befrienders supporting people and carer at home 

 peer support group 

 volunteer drivers for transport scheme  

 managed volunteers at a primary care trust hospice day care facility. 

 

Further NHS funding was secured to expand the service in neighbouring 

Boroughs and also for dedicated compassionate communities coordinators to 

develop different initiatives, which included: raising awareness of end of life 

issues with the community; engaging with organisations, community groups 

and individuals to work towards increasing their capacity to offer practical 

support; supporting individuals and their carers to utilise support from their 

own social networks. At the time (2015/16) of data collection, the service had 

15 volunteer befrienders supporting individuals at home.  

 

During the course of this study the Site C supportive palliative care service 

together with the other specialist palliative care services within the Clinical 

Commissioning Group (CCG) were tendered out as one large combined 

contract. The local NHS Hospital Trust secured the contract to deliver all 

palliative and end of life care within the area. Subsequently, the Site C 

community organisation transferred staff and all of the people that they were 

supporting to the new end of life care contract provider in 2016. Site C 

continued to provide the supportive palliative care service in the neighbouring 

Borough albeit with a smaller team. 

 

 Recruitment and negotiating access 

To enrol research sites for the study, the researcher approached either senior 

team members or the designated research lead at all three sites to gauge their 

interest in enrolling to be one of the research sites for this study. In all three 

cases there was a favourable response, which was followed up with a formal 

approval from each organisation for the study to take place at each site (see 

Appendix 5). Since death and dying is a sensitive subject, advice was sought 

from professionals attached to each of the research sites about the suitability 
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of approaching potential participants to participate (Murray et al., 2009). A 

formal agreement was in place with each research site prior to the recruitment 

of participants.  A key individual was identified at each site to liaise with the 

researcher to provide support in identifying and accessing potential 

participants using the inclusion and exclusion criteria. The recruited 

participants from three different sites included: professionals, volunteers 

supporting people towards the end of life at home, and people at the end of 

their lives (primary participants), their carers, family and friends. The primary 

participant information leaflet was shared with primary participants; the family 

and friends leaflet was shared with carers, family and friends; professional and 

volunteer information was shared with professionals and volunteers.  All the 

participants gave formal written consent to participate on the understanding 

that they could withdraw at any stage of the study.   

 

 

3.5 Reflexivity and positionality, negotiating access 

and ethical considerations  

The researcher’s positionality and reflexivity is relevant when undertaking 

qualitative research (Finlay, 1998; Holmes, 2020) . I am an employee at a 

community organisation, which is Site C within this research. My role at the 

organisation was to establish a palliative care service with a community 

development focus and based on the public health palliative care approach.  

The service was one of the forerunners of compassionate communities 

projects in the UK. After several years I moved into another position within the 

same organisation and no longer directly managed the palliative care service. 

I undertook a scoping review of compassionate communities in England with 

a colleague (Barry & Patel, 2013) that provided 28 case studies of the different 

approaches at that time. Recognising the paucity of research in the area and 

the need to understand and explore further the concept of compassionate 

communities in supporting people at the end of life was the motivation for this 

study. Therefore, my own personal and professional experience has 
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influenced my interest in public health palliative care. I am an insider in terms 

of having been bereaved and being employed at Site C.  

 

In terms of positionality, (Holmes, 2020; Kerstetter, 2012) I was an outsider in 

this research as I was not managing the Site C end of life service at the time 

of the data collection I am not a health professional and was not employed at 

Site A or Site B. As a researcher I introduced myself as a PhD student rather 

than a staff member of the charity I worked for and the participants at sites A 

and B did not know me or my work status.  I was aware of the potential bias 

and conflict of interest issues and measures were taken to address this. I took 

leave prior to and during the data collection period and had no direct 

involvement with palliative provision in Site C for ten months (January to 

September 2016). During the data collection stage, the palliative care service 

was transferred to the hospital end of life care service following a tendering 

process and stopped being part of Site C provision from April 2016. All the 

sites within this study were described within the scoping study report of 

compassionate communities in the UK (Barry & Patel, 2013). The research 

sites were identified as suitable for this study because they had introduced a 

compassionate communities approach as part of their palliative care service. 

A formal request was made to each of the research sites to be included in this 

study and access was negotiated individually with each research Site. With 

Site A this was with the organisation research lead and committee. At Site B 

this was with the clinical lead and at Site C this was the CEO. I have been a 

Trustee of a charity called Compassionate Communities UK charity since 

2016. This charity has had no involvement with this study.  

 

 

3.6 Ethical approval 

Approval was gained from University of Warwick Biomedical and Scientific 

Research Ethic Sub-Committee (BSREC) for this research (REGO-2014-945) 

prior to any data collection (Appendix 6). All the research sites were 

independent of the NHS and permission was sought from each site once 
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ethical approval had been granted. A Disclosure and Barring Service (DBS) 

check was not required for the researcher as there were no participants under 

the age of 18 years however, to cover adult safeguarding a portable DBS as 

an employee was in place. 

 

3.7 Confidentiality  

To ensure the confidentiality of participants, interviews were anonymised, 

pseudonyms used for individuals, and place names are not specified. In 

addition, when reporting data from formal care providers participating in the 

study, their professional status has been used rather than names. All data 

collected was stored securely to comply with information governance protocol 

to comply with the University of Warwick policies and protocols on information 

governance.  Ethical considerations included ensuring that no participants 

were harmed by participating and all participants were treated with respect at 

all times. All participants were given full information in order for them to make 

an informed choice to participate in the research. Participation was voluntary 

and people had the choice to withdraw at any stage, which one participant did 

after the first interview and it was agreed with them for their data to be 

removed from the study. Before each interview the researcher checked with 

participants that they were happy to continue. Precautions were taken to 

minimise involving people whose health condition was likely to become 

unstable or deteriorate during the course of the study, which was the case 

with one of the participants (PP06) who was unable to continue after the first 

interview.  
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3.8 Participants  

 

 Sample size  

The inclusion and exclusion criteria used for recruiting the sample, and along 

with details of the eight participants at each site are set out in Table 3:1 

(below). The original study design aimed to recruit between five to seven 

primary participants at each site. Although twice the number of people initially 

expressed an interest in participating, the nature of peoples changing health 

circumstances made this challenging.  Nine primary participants were 

recruited to the study but one withdrew after the first interview. The final 

sample size for the study from all the sites included eight primary participants. 

Other participants included 6 family members, 1 friend, 19 volunteers and 23 

professionals which resulted in 57 people in total.  It was expected that at each 

study site the number of people involved in the study would have been 

approximately between five to thirty people. In the end Site A had a total of 

fifteen participants, Site B had a total of twenty three participants and Site C 

had a total of nineteen participants. The total sample size of this study was 

fifty seven participants as shown in Table 3.1 below.  Previous research 

studies have highlighted the difficulties experienced in recruiting people from 

various different ethnic and hard to reach communities (Kendall et al 2007), 

and Moore et al. (2011) considers purposive sampling to strengthen  data. 

Although, consideration was given to recruit primary participants at the end of 

life from diverse ethnic and socio-economic backgrounds, different genders 

and ages, the recruitment process was challenging.    Access and recruitment 

was dependent on the palliative care team at each site using the inclusion and 

exclusion criteria.  The sample of eight primary participants was gender 

balanced, ages ranged from 51-88 years old and there was only one ethnic 

minority household.  Some of the primary participants had a primary carer 

and, in some cases other relatives or friends agreed to be interviewed. So the 

household interviews included 12 individuals (primary participants and 

primary carers) in total.    

 



 
  

92 
 

Table 3.1  
 
Total Study Participants 

 Site A Site B Site C Female  Male TOTAL 

Professionals 10 8 5 21 2 23 

Volunteers 3 12 4 16 3 19 

Primary Participants  1 2 5 4 4 8 

Primary Carers 1 1 2 4 0 4 

Family Members 0 0 2 1 1 2 

Friends 0 0 1 0 1 1 

Total 15 23 19 46 11 57 

 

 

 Recruitment & consent of professionals and volunteers    

Initially, information about the research study was explained to the assigned 

main contact at each site who at Site A was a senior nursing lead, at Site B 

was a compassionate communities coordinator, and at Site C a palliative care 

service manager. This was followed up with written study information for 

professionals and volunteers at all the sites (see Appendix 7) that was 

forwarded with instructions to request that the information be cascaded to their 

community palliative care team members inviting them to participate in the 

study. The first participant group recruited to the study were health 

professionals at each site, which included community palliative care nurses, 

managers, care coordinators, chaplain, compassionate communities 

coordinator, bereavement counsellor, service coordinator, programme lead 

and community worker. To protect their anonymity, some of the professionals 

are referred to as a ‘team member’. Written formal consent (see Appendix 8) 

was obtained from all the professionals who participated in the study prior to 

data collection.  As Table 3.2 below shows ten professionals participated at 

Site A, eight participated at Site B and five at Site C, totalling twenty three 

professionals in all.  
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Table 3.2 

Professional Participants 

Sites  Total Focus group 1  Focus group 2 Individual 
interviews 

A 10 7 2 1 

B 8 7 1 2 

C 5 4 4 2 

Total  23   

 

The professionals who were responsible for managing the volunteers helped 

to recruit them to the study.  These professionals were asked to share with 

their volunteers the study information leaflets (Appendix 7) and invitation to 

participate. As detailed in Table 3.3 below a total of nineteen volunteers were 

recruited to the study, three from Site A, twelve from Site B and four from Site 

C. More volunteers had initially shown an interest in the study, but prior to data 

collection they were not able to attend the focus groups. Written formal 

consent was obtained from all the volunteers who participated in the study.   

 

Table 3.3 

 Volunteer Befriender/Companion Participants  
 

Sites  Total Focus group 1 Focus group 2 Individual interviews 

A 3 3 0 0 

B 12 4 6 2 

C 4 2 2 0 

Total  19   

 

 

 Recruitment & consent of primary participants, family 

and friends 

At each site, as outlined in section 3.8.2  it was the community team at each 

site who were aware of the condition of the people within their care acted as 

the ‘recruiters’. The process for access to individuals was negotiated and 

managed with the lead contact at each site. Formal written consent was 
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obtained from all the primary participants, carers, family members and friends 

who participated in the study prior to data collection.   In Site A the community 

team leader disseminated the study inclusion criteria and the primary 

participant study information (Appendix 7) to the community palliative care 

nurses to share with the people within their care. Four people expressed an 

interest and the nurses passed on their names and addresses to the 

researcher. Information leaflet were posted to the potential participants with a 

study invitation letter, an expression of interest pro-forma and a stamped 

addressed envelope to return the completed pro-forma if they decided to 

participate. Only one person responded to participate in the study and the 

researcher followed up with a phone call and successfully recruited them to 

the study.  

 

In Site B the compassionate communities coordinator shared the study 

inclusion criteria with community palliative care colleagues to gauge how 

many people within their care were interested in participating in the study. If 

individuals expressed an interest, the compassionate communities 

coordinator telephoned them and those who agreed to participate gave their 

details including their telephone numbers. Contact information for eleven 

people was given to the researcher. The potential participants were sent study 

information leaflets and a study invitation letter, together with an expression 

of interest pro-forma and a stamped addressed envelope. The researcher 

followed up all eleven people who were invited to participate by telephone. 

Three people confirmed their interest and they were formally recruited into the 

study. One participant after the first interview decided to withdraw from the 

study and her data was excluded from the study.  

 

Primary participants at Site C were recruited through the manager, who 

cascaded the study inclusion criteria and primary participant study information 

to the care coordinators. In total ten people expressed an interest in finding 

out more about the study. The study information leaflets and an invitation 

letter, together with an expression of interest pro-forma and a stamped 

addressed envelope were posted out to them all. Five people responded and 
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they were formally recruited into the study. Although more people expressed 

an interest in participating in this study, due to the nature of their failing health 

it was impossible for them to participate. In total nine people were recruited 

but one person withdrew after the first interview. Table 3.4 (below) gives a 

total of the number of people who were invited to participate after initial interest 

and those who actually did participate.  Recruitment was more difficult than 

anticipated because of the changing and deteriorating health of the people 

who were invited to participate. All the primary participants completed a 

consent form (Appendix 8).This meant that the completed sample of primary 

participants was smaller than intended 

Table 3.4 
 
Primary Participants Invited and  Recruited  

Site People 

Invited  

People 

Accepted 

%  

Accepted 

People  

Withdrew 

Total  

A 4 1 25% 0 1 

B 11 3 27% 1 2 

C 10 5 50% 0 5 

 25 9 36%  8 

 

Table 3.5 (below) shows the demographics of the sample group. There was 

an even gender distribution, and the age ranged from 51 to 88 years. The 

primary participants’ socio-economic status was determined using the 

National Statistic Socio-economic Classification (NS-SEC) (ranging from 1- 

high professional class to 7- lower labourer class). There was a lack of 

representation from different ethnic groups, and all of the primary participants 

except for one were living with their spouse or member of their family, one 

person lived alone. Cancer was the terminal illness for all but one of the 

primary participants within the sample group. This was a limitation within the 

study but reflects the major disease group that are supported by palliative care 

services.   
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The study aimed to include members of the primary participants’ care and 

support networks. This was negotiated with the primary participants at the end 

of the first interview, when they were asked if any of their carers, family or 

friends could be invited to participate in the study, and an information sheet 

for family and friends (see Appendix 7) was given to them. If the spouse was 

the primary carer and was present during the first visit, they consented to be 

included in the study. Family carers and friends were asked by the primary 

participant to participate and, while some accepted, others chose not to. Table 

3.5 above highlight the family members and friends interviewed and all those 

who participated completed a consent form (Appendix 8). 

 

3.9 Data Collection 

This study included multiple qualitative methods of data collection to provide 

the opportunity for different group participants to contribute to the study. The 

data collection methods selected were semi-structured interviews, focus 

groups, and diary logs. At each site, the case study design involved semi-

structured interviews with primary participants and their carers, family and 

friends, health professionals and volunteers, focus groups with professionals 

and volunteers and diary logs for primary participants. All the focus groups 

and interview questions were semi-structured allowing the researcher and 

interviewees flexibility during the interview. All the interviews were tape 

recorded and transcribed and the researcher kept field notes as well. These 

field notes supported the researcher’s reflexivity as part of the data analysis 

(Finlay, 1998).  Other data collection methods included diary logs, but not 

everyone was able to complete a diary log; four primary participants and their 

carers completed a diary log of all their contacts within a week.  The diary 

provided a contact log of their formal and informal care network and included 

not just physical contacts, but other communication means such as telephone 

calls and text messages.   
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 Interviews with primary participants, carers, family and 

friends  

The study aimed to include more than one interview with each primary 

participant. However, the number of interviews that were possible depended 

on individual circumstances. Only one interview was possible with one primary 

participant, there were two interviews with six participants and there were 

three interviews with one participant, because the participant could not find 

the diary log so another interview visit was organised. Murray et al., (2009) 

found using serial interviews provided an opportunity for the participant-

researcher relationship to develop and it provided an opportunity for 

participants to discuss issues in greater depth and openness providing rich 

contextualised data. Interviews provide the opportunity for people to explore 

their own experiences which can be cathartic. Hutchinson et al., (1994) 

highlighted the benefits of participating in research interviews even when the 

subject was sensitive. Some of the  primary participants expressed gratitude 

for the opportunity to narrate their stories, finding it to be a valuable experience 

(Hutchinson et al., 1994). One carer reflected it was the first time they had the 

opportunity to talk about their experience.  

 

The researcher arranged the interviews with primary participants, carers, 

family and friends at a convenient time to suit them. A semi-structured 

interview guide for primary participants was used to guide the interview 

(Appendix 9). Interviews were conducted in the place of the participant’s 

choice and all primary participants preferred to be interviewed in their own 

home. Their home was convenient and a comfortable and relaxed place for 

the interview. Parts of the interviews with four primary participants were in the 

presence of a family member, but at the researcher’s suggestion the family 

members left the room so that all primary participants were also interviewed 

alone without their family members. This provided the opportunity for primary 

participants to talk about issues they may not have wanted to discuss in the 

presence of their family members. One participant was unable to move and 

dependent on his wife for all his care needs, and throughout the interviews, 

the researcher checked with him giving him the opportunity to stop and take a 
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break; during the second interview there was short break before continuing. 

The length of each interview was dependent on the participant’s condition and 

one Site C participant was unable to continue after the first interview due to a 

deterioration in his health. 

 

The primary participants identified people who were their carers and they were 

invited to participate in the study. Carers and family and friends who were 

recruited to participate included: four spouses, two family members and one 

close friend. A semi-structured interview guide for family and friends was used 

to guide the interviews (Appendix 9). The carers, family members and friends 

who participated were interviewed just once, at home if they had a separate 

room. Two of the family members, one friend and two volunteers who were 

supporting the primary participants and had not participated in the focus 

groups chose to be interviewed at the research sites premises.  Family 

members were often emotional during the individual interviews and the 

researcher checked with them throughout the interview if they wanted to stop, 

but all of them chose to carry on with the interview.  The number of interviews 

with individual participants is shown in Table 3.7 (below). All interview 

discussions were audio-recorded transcribed and anonymised. The 

recordings were deleted once the data analysis stage was completed.  Field 

notes were written after each interview.  All the participants were sent thank 

you letters for participating in the study.  
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Table 3.6 

Primary Participants, Informal Support Network Interviews & Diary Logs   

Primary Participants Primary 
Participant 
Interviews 
plus carers 

Carers Family 
members 

Friend 

 Interviews 
alone 

Interviews 
alone 

Interviews  Interview 

Alfie 2 1 (Annie) 1 0 0 

Bob 2 2 (Beatrice) 2 0 0 

Cathy 2 0 0 0 0 

Dawn 2 0 1 0 0 

Eleanor 3 0 0 0 0 

Frank 1 0 0 0 0 

George 2 1 (Grace) 1 1 0 

Helen 2 1 (Harry) 1 1  1 

 

 

 Focus groups and interviews with volunteer befrienders  

In Site A the focus group with the volunteers took place at a late stage of the 

data collection period but at the early stages of the new extended volunteer 

service in the community. The focus group included three volunteers and two 

of the professionals of the social care team. At Site B, the compassionate 

communities coordinator invited all the volunteers to participate. There was a 

good response and ten volunteers participated in two separate focus groups 

of four and six people respectively. The compassionate communities 

coordinator was present for part of both focus groups. In Site B individual 

interviews were carried out with two volunteers who were identified as part of 

the primary participants support network. In total twelve Site B volunteers 

participated in the study.  At Site C, befriender focus groups were organised 

through the health service manager. As the volunteers were unable to attend 

all together, two separate focus groups were arranged and the manager was 

only present in the second focus group. In several of the focus groups across 

all the sites a staff member was present, which may have had an impact on 

how the volunteers responded and contributed to the focus group in terms of 

perhaps being less able to express reservations or criticisms.  Details of the 
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number of volunteers who participated at each Site is shown in Table 3.8 

(below). 

Table 3.7 

Volunteer Befriender  Participants 
 

Sites  Total Focus group 1 Focus group 2 Individual 
interviews 

A 3 3 0 0 

B 12 4 6 2 

C 4 2 2 0 

Total  19   

 

 

 Focus groups and interviews with professionals  

Holloway & Wheeler (2013) suggest that even though a focus group could 

include more people, six would be the optimal, claiming small groups are more 

dynamic. As Table 3.9 (below) highlight the size of the focus groups ranged 

between two and seven people. Barbour (2007) considers that the 

researcher’s role is to facilitate the group not control it, and so a topic guide 

was used just as a prompt (see Appendix 9).  Debriefing at the end of the 

group gave the participants the opportunity to reflect on how they felt at the 

end of the session and an opportunity to raise anything else they wanted to 

say, which in some cases they did and this was captured within the data.   

 

The first Site A focus group with professionals was organised through the 

senior nursing lead with the community palliative care team, and a total of 

seven people attended. The second focus group at the same site was 

organised after the initial data collection had been completed because they 

had recently started the volunteer support programme and it was thought 

valuable to include the perspective of those involved in this extended formal 

service in the community. This second Site A focus group was organised 

through the social care team lead and included two members who were 

responsible for the end of life care volunteers. One individual interview was 

carried out with a Site A temporary community outreach worker.  In Site B the 
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focus groups with professionals were organised through the compassionate 

communities coordinator. The first one was the most diverse with seven 

individuals from different professions. The second focus group was smaller 

with just two individuals and the compassionate communities coordinator 

participated in both the focus groups and was interviewed individually. The 

Site C focus groups with professionals were organised by the health service 

manager and the participants included three care coordinators and the 

manager. Due to time restrictions, the focus group with care coordinators was 

conducted over two sessions with the same participants. The manager was 

interviewed on their own, and in addition a senior executive participated in an 

individual interview. Details of how the professionals participated at each Site 

is shown in Table 3.9 below. 

Table 3.8 

Professional Participants 
 

Sites  Total Focus group 1  Focus group 2 Individual 
interviews 

A 10 7 2 1 

B 8 7 2 1 

C 5 4 4 2 

Total  23   

 

 

 Diary logs  

The researcher asked each primary participant if they would be willing to 

record a diary log for one week - they had the choice to opt-out and it was not 

compulsory.  If they agreed, they were given oral and written guidance and a 

diary pro-forma after the first interview and the diaries were to be a discussion 

point for the second interview.  The diary log was designed to include all forms 

of contact such as face to face, telephone call, text messages, emails, and 

social media during a week in order to capture a picture of participant’s caring 

network.  
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Four diary logs were completed, with one completed by primary participants 

and three completed by primary carers. On the second visit the diaries formed 

part of the interview as they provided the opportunity for the primary 

participants to discuss their completed diary in more depth. The participants 

completed one full week entry and several participant enjoyed completing the 

diary so carried on for longer than one week. Four people did not complete a 

diary. Eleanor started the diary log, but was unable to complete due to 

worsening health, Cathy had failing eyesight, Fitan was unable to continue in 

the study after the first interview, and Helen did not want to complete the diary. 

Table 3.10 (below) details the different interviews and diary logs that were 

completed.  

 

Table 3.9 

 

Diary Logs - Completed     

 Type of Contact  Nature of Contract 

Participants  Face to 

Face 

Telephone Texts Formal  Informal 

PP01 61% 34% 5% 41% 59% 

PP02 67% 27% 6% 13% 87% 

PP04 93% 7% - 17% 83% 

PP07 100% - - - 100% 

 

Diary logs of all contacts were recorded for four participants for at least one 

week with one participant carrying on with the recording for over two weeks. 

The diary logs were completed by three primary carers on behalf of their 

partners of all the contacts for both of them, including the nature and type of 

their contact. The completed diaries were part of the second interviews with 

the participants and data has been included in the analysis and the 

participants’ contacts have been included in their diagrams in chapter 4.  

 

3.10 Data analysis  

 Both IPA and thematic analysis use interpretative approaches that were 

suitable for the data of this study.  Thematic analysis searches for patterns in 
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the data to identify themes. The aim of the analysis is at first is to try and 

understand the participants’ narratives and lived experiences and, secondly 

to develop interpretative analysis, when patterns of meaning emerge (Larkin 

et al., 2006). A reflective approach throughout the research data collection 

process allowed for the exploration of emergent themes The process of 

interpretative analysis is iterative (Smith et al., 2009), and was guided by 

Braun and Clarke’s (2006) thematic analysis steps by step guide. 

1. Familiarizing yourself with the data -reading and re-reading the 

transcript several times to become familiar with the data.  

2. Generating Initial codes – making comments and initial codes 

alongside the data. 

3. Searching for themes - searching for connections across emergent 

themes and sub-themes from the codes. 

4. Reviewing the themes – refining the themes with two levels of 

review, the first level is reviewing the coded data for fit to theme or 

if it needs to be re-arranged. Second level is to review the themes 

and the relationship between them, if not return to step 3.  

5. Defining and naming themes – to capture the essence of the 

themes in an overall theme, clearly defining the themes. 

6. Producing the report – the final stage of the analysis and writing up 

the analysis findings.  

 

Qualitative research generates a large amount of data and software 

programmes such as NVivo can help to manage the data into categories, 

themes and codes. The data analysis of this study was supported using NVivo 

10.  Although software programmes can assist in managing qualitative 

interview data, Pope et al., (2000) cautioned that they do not replace the 

researcher’s analytical skills, vision and integrity. Murray et al., (2009) 

recommends that effective planning is essential when handling a large volume 

of data.  

 

The researcher started to read the transcripts of the focus groups and 

interviews transcripts while still collecting data. This provided the opportunity 
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to follow up on emergent themes. The topic guides provided broad deductive 

themes under which data could be grouped for example health professionals 

understanding of compassionate communities, and, within this, emergent 

inductive themes emerged. The three groups of interviewees were coded 

separately, primary participants and carers, volunteers, and professionals. 

The transcripts were read in order of the completed group interviews and 

focus groups, the first complete group data sets were the professionals 

followed by volunteers. Therefore the first transcripts to be coded and 

analysed were the professional focus group interviews. The next group of 

transcripts were those of the volunteers, with the exception of Site A 

volunteers focus group which was collected and transcribed later. The last 

transcripts to be read were those of the primary participants, carers, family, 

and friends.  The initial step was to read and to familiarise oneself with the 

individual transcripts (Braun & Clarke 2006). At first this involved mostly 

descriptive comments about initial thoughts on the data in the margins of the 

transcripts. The primary participants’ voices and accounts of their lived 

experiences were central to the analysis. As each transcript was read notes 

were made in the same way about participants’ accounts of their experiences 

that seemed to be significant to them. The transcripts for each group was 

exhausted before the researcher moved onto the next group.  

 

As the transcripts were re-read, the researcher began to tentatively code the 

text into emergent themes.  For example, Dawn (PP004) articulated the 

importance of continuity of support from the same people that she had built 

relationships with.  Continuity as well as the importance of relationships was 

visible in the narrative of carers, family members, friends, volunteers and 

professionals. So in this way the researcher looked for repetitions of emergent 

themes and loosely coded the relevant accounts of the participants’ 

experience and perceptions into the initial themes. With the transcripts 

uploaded onto NVivo 10 software the transcripts were labelled using the 

themes. Data was then extracted from the transcripts through NVivo including 

reports of the same theme from across different transcripts. The reports 

highlighted the connections in the data within each group of participants 

(primary participants and carers, volunteers, professionals) and across the 
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three sites. With guidance and in discussions with supervisors in relation to 

the research questions, lower and higher order themes were identified. The 

themes evolved and were refined several times until overarching themes 

emerged. The data from the diary logs of the four participants provided contact 

data of individual primary participants with formal and informal carers over a 

period of one to two weeks and has supported the analysis process. Diagrams 

to demonstrate each participant’s inner and outer circles of formal and 

informal care are included in Chapter 4, adapting Abel et al., (2013) circles of 

care model. The analysis process has loosely followed thematic analysis 

(Braun & Clarke, 2006) while drawing on an interpretative approach to 

maintain the unique perspectives of individuals.  

 

 

3.11 Chapter conclusion  

This chapter has set out the methodology and methods for exploring the lived 

experiences of participants receiving and providing care. The multi-site case 

study design used multiple methods of qualitative data collection. The 

researcher has discussed their positionality subjectively in terms of lived 

experience and structurally in relation to their professional position and 

conflicts of interest. Appropriate ethical approval was given before the study 

commenced. Details have been provided to show how access and consent 

were negotiated at the three sites and how participants were recruited to the 

study and given an account of the data collection and analysis. The thematic 

analysis was congruent to the epistemology of the study and, the participants’ 

voices remained central to the analysis. The next three chapters of this thesis 

are an analysis of the study findings and will focus on addressing the research 

questions through the lived experiences of the participants at the three sites 

in this multi-site case study. 



 
  

107 
 

Chapter 4 Participants’ Experiences of Formal and 

Informal Care as part of Compassionate 

Communities Approaches 

 

4.1 Introduction  

This chapter addresses the following research question: How do 

compassionate communities approaches reflect the lived experiences of 

people being cared for at home end of life? The chapter draws on fifteen 

qualitative interviews with eight primary participants from three sites, plus nine 

qualitative interviews with four primary carers, two family members, one friend, 

and four diary logs completed by either the primary participants or their 

primary carers. Each primary participant’s inner and outer circles of care have 

been mapped using data from their interviews and diary logs from four of the 

participants to illustrate the interfacing of the formal and informal care. Diary 

logs of four participants revealed the type and nature of contacts for a period 

of one to two weeks within their inner and outer circles of care. Diary logs were 

completed by four primary participants three of whom lived with primary 

carers. One participant, Dawn had more than one primary carer. The diaries 

are a source of data which triangulate with the interviews and provide  

supplementary detail and context (Heale & Forbes, 2013).  However, they only 

provide a cross-sectional snapshot of one to two weeks and it is clear health 

conditions progress and situations are dynamic rather than static. The chapter 

will define the inner and outer circles of care within the context of this study, 

before exploring the primary participants’ inner and outer circles of formal and 

informal care.  
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 Defining inner and outer circles of care  

The data from the interviews and diaries have been used to construct the 

diagrams of inner and outer circles of informal and formal care in this chapter. 

Inner circles include formal and informal care and support provided on a 

regular daily or weekly basis. Outer circles include formal and informal care 

and support provided on a less regular basis. The difference between the 

inner and outer circles is the frequency of contact with the primary participants 

which can change as the nature of living towards their end of lives is dynamic 

and fluid.  

 

 

 Primary Participants’ Characteristics  

The eight primary participants have been given pseudonyms to protect their 

anonymity: Alfie, Bob, Cathy, Dawn, Eleanor, Fitan, George and Helen. All the 

primary participants’ health status and how the levels of mobility between the 

primary participants varied as shown in Table 4.1 below.   The intensity of 

formal and informal care and support varied between the primary participants, 

and over time dependent on: individual circumstances; preferences; care 

needs; social support structures; and health and social care services available 

to them either free of charge or with payment. The primary participants from 

all three sites had different experiences of the interface of formal and informal 

care as the diagrams in this chapter show partly owing to their circumstances 

and partly owing to the provision available to them but all of them were living 

towards the end of their life in their own home. 

 

 

 

 

 

 



 
  

109 
 

Table 4.1  

 Primary participants illnesses and situations  
 

 Primary 
Participants 

Illness & Co-
morbidity  

Able to 
Self-Care 

Mobility  Live-in 
carer 

PP01 Alfie MND No Wheelchair 
dependent 

Yes 

PP02 Bob Bowel Cancer Yes Mobile Yes 

PP03 Cathy Skin Cancer  Needed 
Support 

Walking 
frame user 

No 

PP04 Dawn Breast Cancer Yes Limited Yes 

PP05 Eleanor Stomach  Cancer Yes Limited Yes 

PP06 Fitan Colorectal Cancer  Yes Limited Yes 

PP07 George Multiple Myeloma Yes Wheelchair 
user 

Yes  

PP08 Helen Breast Cancer  Yes Limited Yes 

 Types of care experienced 

Formal care and support were provided by health and social care 

organisations which included professionals, volunteers (referred to as 

befrienders in this study) and support groups. The professionals included 

GPs, palliative care nurses, district nurses, healthcare assistants and care 

coordinators, OT, ventilator nurse, speech and language therapist, Herceptin 

nurse, counsellor and Macmillan nurse. Informal care and support were 

provided by family members, friends, neighbours and on-line support forum 

members. This care was provided in the home which is normally a private 

sphere. However, for people at the end of their lives receiving care and 

support at home, this private space overlaps with public healthcare and 

becomes an intermediate sphere where formal and informal care is carried 

out.  All the primary participants had some form of formal care or support 

provided by the different sites’ palliative care services. These included 

healthcare assistants for help with personal care and housework, counsellor, 

befrienders, and support groups. In addition they received support from other 

health and social care services. The diagrams for each participant in this 

chapter illustrate the inner and outer circles of formal and informal care and 

the interfacing between the two. This analysis uses the concept of inner and 
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outer circles of care as described by Abel et al., (2013). The analysis focusses 

on the similarities and differences between the participants’ inner and outer 

circles of care.  The inner circle of care includes people who regularly provided 

person to person and hands on care, while the outer circle of care includes 

people providing less regular care and support. The actors in these inner and 

outer circles of care change over time and the circles are dynamic in nature 

so the data here provide a snapshot at the time of the data collection.  

 

4.2 Home as the Place of Care 

For all the primary participants their home was significant to them for many 

reasons; it held many symbolic and social meanings and was connected to 

their own self-identity. Being at home enabled them to continue living with their 

families, the people who mattered most, and stay in control of their daily 

routine.  As a physical place of care it was also important to maintain a clean 

and tidy home. Home was the preferred place of care of all the primary 

participants although they were reluctant to be definitive about home as the 

preferred place of death. The main reason for their lack of clarity was out of 

concern for their families as they were worried about their own ability to self-

care, unsure about what care they would need and they did not want to be a 

burden to their family. One participant, Helen expressed that her home was a 

family space and it was her preferred place of care to the end but she 

articulated that she did not want to inconvenience her family. Helen was 

concerned about her family and she was very sure she did not want them to 

look after her. Although she had cared for her own mother when she was dying 

and saw it as a normal part of a relationship, she did not want her family to 

care for her.  For part of the interview, Helen’s ex-husband, Harry, was present 

and the following dialogue with him highlighted the complex dilemmas that 

Helen and her supportive family were dealing with:  

 

“I would obviously want to stay at home, you know until I died. I 
wouldn’t really want to go into a hospice. But if I had to go into a 
hospice, I wouldn’t complain about it and it would be what was best 
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for me and what’s best for everybody else really.” (Site C: Helen 
PP08)  
 
 “You’re trying to protect the kids again and yet there’s probably a 
need for the kids to actually do something anyway, for their own, 
purely for themselves as your kids. So, you have got to balance that. 
I know it’s difficult.” (Site C: Harry Ca08)  
 
“I do feel strongly that there is a cut-off point.  I don’t want them, any 
individual around me at the moment being run ragged…I don’t mind 
being in a hospice. I’d much rather be in a hospice and have quality 
visiting time to see them, to chat to them rather than them coming and 
cleaning my bum.” (Site C: Helen PP08)  

 
 

Helen says she wants to die at home but also that she does not want her 

children to do her personal nursing care.  Helen feared that if she died at home 

the emotions attached to her home would be changed. Her family home was 

a physical place of family gathering and she wanted it to continue to be the 

place for her family to meet together: 

 

“So that is why I wouldn’t really like to die here…It is important to me 
that they feel okay…If I am  so ill that I can’t look after myself, I would 
rather be in a hospice. I would be a happy being in a hospice, and in 
a way, I have even said to Heather I don’t really want to die at home. 
I want this to be a place where the kids can always come to, and the 
family can always use, I don’t want them to walk in the door and start 
thinking ‘Oh God, this is where Mum died and get upset.” (Site C: 
Helen PP08)  

 

Even though, Helen may have wanted to be at home at the end of her life she 

was concerned that, if she did die there, it might change the family’s 

perception of home. She defined their home as a special space for family 

gatherings, and she wanted it to continue to be so with her partner Heather 

after she had died.  The symbolic meaning of her home was more important 

than it being her preferred place of death. Home was important to Bob and 

Beatrice as well. They enjoyed their home as Bob explained: “We have had 

quite a number of houses, but this one, well it Beatrice’s now, my pride and 

joy obviously, and my garden of course,” (Bob PP02) The meaning of his 

home was more than just a place to live, it was physically a therapeutic space.  

Bob was a private person and he was content to be home. He had expressed 
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his preference to be cared for at home, but from his own experience of being 

a carer himself, he knew how difficult it was and he was worried about the 

burden it would place on his wife: 

 

“We are a very homely people both of us…Oh yes, stay at home, 
getting a bit concerned about that to be honest with you, because I 
am not too happy about becoming maybe disabled, but Beatrice 
knows I don’t, it is a big responsibility for a carer personally to look 
after somebody.” (Site B Bob PP02) 

 

There was no doubt that Bob preferred to remain at home and he hoped he 

could stay as independent as possible so that his wife would not become 

overwhelmed with caring for him. His wife, Beatrice, understood his concern 

but it was also important for her and with the support of formal services 

including the befriender (Barbara) she was prepared to look after him at home 

for as long as she could: 

 

“I don’t mind I will do, I told Barbara and the hospice that he will stay 
with me for as long as I can keep him here, you know, and, alright at 
the end if he has to he has to go in say for the last couple of days of 
his life but that would be different if he really, really, had to but if I can 
keep him here I will. He isn’t going nowhere.” (Site B: BeatricePC02)  
 

In a similar way, George and his wife Grace enjoyed their home and family 

life. He emphasised the significance of being comfortable at home surrounded 

by his favourite things, like music, movies and mostly his family:  

 

“I like my home…I’d rather be at home, you know… I’m a home bird 
sort of thing…a comfortable life, you know.” (Site C: George PP07)  
 
“As long as we’ve got one another, I think, and we’re at home, and as 
I said, it might be boring to a lot of people, but that’s the way we are, 
you know. He likes being in his home.” Site C: Grace CP07)  

 
 

George and Grace lived at home with their disabled son. A routine at home 

was important to them and George was content to just be at home.  Another 

participant, Dawn spoke about the work that she had put into her home: “My 

house, it’s taken me a long time to get to where I am now.” (Dawn PP04). 
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Dawn’s family was very important to her, which was evident in her home as 

she had her family’s name stencilled on the wall together with words about 

how much they meant to her. With another participant, Eleanor, it was notable 

that during each interview she repeatedly pointed out all the different 

improvements her late husband had done when they first moved into the 

house. Her home was filled with connections to her late husband and it meant 

more to her than just a place to live. Like the other participants, Eleanor 

wanted to be at home towards the end of her life, but she did not want to be a 

burden to her daughter if she could no longer self-care:  

 

“If I felt I couldn’t manage at all at home, and they felt that I needed to 
go to hospital, I would go.” (Site C: Eleanor PP05) 

 
For all the participants, home was their preferred place for being cared for as 

they lived towards the end of the lives. It was where they were comfortable 

and most in control. It is clear that the home was not just a physical space but 

had social and symbolic meaning as set out by Gesler (1992) in relation to 

therapeutic landscapes. Normally a private space, the home for these primary 

participants and their households became a place where formal care was 

carried out with visits and equipment from formal carers, which required some 

degree of coordination between the interface of formal and informal care and 

support. The home became an intermediate sphere of care where formal and 

informal care and support overlapped for the benefit of the dying person. One 

could postulate that a compassionate communities service approach may 

foster a smoother interface of formal and informal care at home creating a 

therapeutic landscape enabling people to die at home. 

 

 

4.3 Formal Care at Home 

The focus of this next section is formal care within the primary participants’ 

inner and outer circles of care. These are delineated in each participants 

formal care diagrams. Formal care within the inner circle of care (delineated 
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by a green circle) included those delivering regular hands-on or person-to-

person care, and the outer circle of formal care included those who were 

involved less frequently.  The inner circle of formal care included care and 

support on a regular daily basis, whereas formal care in the outer circle was 

less regular, but as and when required. Support included staying in contact 

with regular telephone calls. The palliative care services at all the research 

sites supported the primary participants, with each site providing different 

forms of care and support. As well as the support from the palliative care 

services, participants also received other formal care and support, which 

varied depending on their needs, circumstances, and availability in their area. 

Alfie had advanced Motor Neurone Disease (MND) which is a condition that 

involves loss of muscle movement and he had very little to no mobility. Alfie 

was one of the few participants who had formal carers in his inner circle of 

care.  As his formal care circle diagram in Figure 4.3a (below) shows, he had 

daily personal care at home with carers visiting him several times a day and 

his home had been adapted for his care needs.  His diagram shows his formal 

health carers of these the health care assistants were in his inner circle of care 

and the other professionals in the outer circle. 
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Those within the green circle are the inner circle of care and those outside of 

it are the outer support circle of care. Alfie was completely reliant on other 

people for all his needs, and he had a daily personal care plan that included 

two formal healthcare assistants who visited him three times a day to attend 

to his personal care needs: 

 

“We have carers from an agency who come three times a day. In the 
morning to wash me etc. and, then they leave me in bed until lunch 
time. They come any time between 12 and 1 to move me from the 
bedroom into this riser recliner and they will be back around about 8 
at night to take me back to bed.” (Site A: Alfie PP01)  

 

His deterioration had been slower than had been expected, but the loss of his 

mobility meant a loss of independence, which he found frustrating. Their 

house had been adapted with many different aids to enable him to remain at 

home. Their home had become an intermediate sphere of formal care with the 

furniture in several rooms re-arranged to make way for the equipment that 

was required for Alfie.  Alfie’s movement was limited to one finger and this 

meant he was still able to use his wheelchair but he needed the support of 

trained healthcare assistants to hoist him in and out of the wheelchair:  

 

“There are the frustrations of not being able to get out except that I 
now have an electric wheelchair and the carers hoisted me into that 
yesterday.  Because the weather was good, I was able to drive up the 
road and back, which was lovely to be out in the fresh air - it was 
good.” (Site A: Alfie PP01)  
 

Most of the time Alfie needed to use a ventilator to assist his breathing and a 

specialist ventilator nurse supported him with this. Alfie’s inner circle of formal 

care included formal healthcare assistants providing daily care at home. Other 

health professionals kept in contact and they were available as and when Alfie 

required support, this included: the ventilator nurse, speech and language 

therapist, occupational therapist, district nurse, palliative care nurse and the 

GP.  They were all in contact and present in the home less regularly so they 

are in the outer circle of formal care as shown outside of the green circle on 

his diagram. Alfie’s diary log was recorded by his wife Annie for one week. 
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The diary shows Alfie required two healthcare assistants to visit him three 

times each, in the morning, lunchtime and evening every day to provide 

personal care.  

 

 Another participant who had daily care at home was Cathy. She lived alone 

as her husband had died over a decade earlier and she was frail and elderly. 

She had skin cancer on her leg that had spread to the muscle. She had had 

surgery to remove this which limited her mobility and which Cathy referred to 

as having “half a leg”. She had worked hard all her life and she was proud of 

having achieved a comfortable home for herself. She had lived in a bungalow 

for many years and she had adapted her home to meet her changing needs 

as she aged, she felt she had everything she needed:  “Well I have got the 

toilets done, I have got a Jacuzzi, downstairs here and my bedroom is 

downstairs so I paid for everything and had it done.” (Site B: Cathy PP03). As 

a retired nurse she had anticipated and re-ordered her living space and 

integrated facilities into her home to meet her needs and reduced the need for 

formal health equipment. She had a number of formal carers some of whom 

she paid for herself so that she maintained more control over how much and 

0what care she received.  As Cathy’s inner circle formal care diagram in Figure 

4.3b (below) shows she had three healthcare assistants and a befriender. 

Cathy was only one of two participants within the study who had a befriender. 
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While Cathy recovered from surgery she received care from the district nurses 

(DN) to dress her wound.  She also had personal care from agency healthcare 

assistants, but Cathy was unsatisfied with this care, which did not meet her 

expectations. She reduced the agency care to one day a week and organised 

her own private care with two healthcare assistants of her own choice to 

provide the care she felt was more appropriate for her. These carers were part 

of her inner circle of formal care: 

 

“I had the agency ones and I wasn’t too happy with them because I 
wanted the house clean, very clean…I have a privately paid carer on 
Monday and Thursday because I have a bath on a Monday and 
Thursday because I can get in on my own all right but I like somebody 
to be around when I am coming out…Another carer comes in and gets 
me up and gets my breakfast ready.” (Site B: Cathy PP03) 

 

There was one formal carer that Cathy mentioned who she really trusted and 

valued as she expressed: “She keeps everything up to scratch but you cannot 

get many like her…she is a real diamond.”  (Cathy PP03).  Whereas, Alfie and 

Cathy had an inner circle of formal carers who visited daily or several times a 

week, other primary participants had less involvement on a daily basis with 

formal care.  Alfie was very physically limited and dependent on hoists and a 

ventilator. Cathy was less physically limited but had no primary carer as she 

lived alone.  Helen had breast cancer and at the time of the interview she was 

still mobile but with low energy levels, which meant she was no longer driving 

and was unable to do the housework.  
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In relation to formal care as shown in her diagram in Figure 4.3c (above) she 

was supported by a Macmillan nurse who visited monthly and Helen found the 

support to be helpful in many different ways, not just for herself but the offer 

of support was there for her family as well if required: 

 

“She is almost like an advocate between you and the doctor or the 
hospital and or anyone else, family even. She will intervene if there is 
any intervention needed…lots of advice about stuff and medical 
advice as well…All the kids know that they can contact the Macmillan 
Nurse if they want to talk about anything, because sometimes you 
don’t want to talk to family do you…They are always very friendly, 
obliging and really nice.” (Site C: Helen PP08) 

 

Bob lived with his wife. He had been diagnosed with bowel cancer that had 

spread to his liver. He had had surgery to remove the growth, followed by 

continuous different treatments to stop the cancer spreading any further. At 

the time of the interview, he was waiting for results to find out if the treatment 

was still working. He was still mobile, although he was no longer driving and 

relied on his wife Beatrice.  He was more concerned with support for his wife 

than himself as Beatrice worried about him and, to help her a counsellor from 

Site B saw her regularly mostly visiting her at home. Beatrice was the only 

carer who had this sort of support. Another carer, Annie received emotional 
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support from a palliative care nurse at site A, as she explained: “She is very 

happy for me to talk, she encourages me to talk.” (Annie CP01). Bob was the 

second participant who was supported by a befriender, Barbara, who visited 

him and Beatrice every week. 

 

 

 

 

 

 

 

 

 

 

Although Barbara as a befriender was part of formal care her visits were 

experienced as more informal and mostly she supported Beatrice. Bob was 

content with this as he said “Well if Beatrice is alright then I am all right” (Bob 

PP02). Barbara as a befriender was Bob’s only source of formal care within  

his inner circle of care  as shown in Figure 4.3d (above) and this care was 

mainly to support his wife. Other formal care situated in his outer circle was 

the hospital team whom he visited for out-patient appointments. Bob’s diary 

for one week, recorded by his wife Beatrice, shows that, during the week Bob’s 

only contact with formal care was the befriender and the hospital team when 

he attended an outpatient appointment.  

  

Dawn had advanced breast cancer that had spread to her jaw bone and at the 

time of the interview her mobility was limited as she was very weak.  She lived 

with her young adult son.  As shown in her diagram Figure 4.3e (below), part 

of Dawn’s inner circle formal care included a healthcare assistant who visited 
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her twice a week to help her with the housework. In her outer circle of care 

she had the care coordinator and, a specialist nurse who visited her every 

month at home to administer Herceptin treatment. Her home space became a 

place for the delivery of formal clinical treatment and she really valued the 

continuity of care from having the same nurse involved in her treatment: “The 

[Herceptin] nurse I have, she is absolutely fantastic, and I wouldn’t change her 

for all the world. I have had her from day one, since I started seeing her.” 

 

 

 

 

 

 

 

 

 

 

 

For a while Dawn had been supported by a palliative care nurse from a local 

hospice, but this had lapsed and she was no longer in touch with her.  Dawn’s 

diary for twenty days recorded all her contacts and was completed by herself. 

Of these, formal care was limited to the healthcare assistant who visited her 

twice a week to help her with housework. She did not have any other formal 

care in either her inner and outer circles of formal care during the period the 

diary was completed. 

 

George had lived with multiple myeloma for many years. At the time of 

interview, he was mobile, but needed to use a wheelchair outside of the home. 

He lived with his wife Grace, who was his primary carer, and their disabled 
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adult son.  His formal support was mostly outside of his home and within the 

outer circle of care as his diagram in Figure 4.3f (below) show Site C palliative 

care service had introduced George and Grace to a cancer support group that 

was facilitated by a befriender at Site C as part of the compassionate 

communities provision. The group met at Site C premises and Grace was 

pleased that George attended the group on a regular basis.  

 

 

 

 

 

 

 

 

 

 

At first George reported that he was apprehensive but once he had attended 

he found it surprisingly helpful as he related to the other attendees living with 

cancer. They built strong relationships with friends including the befrienders 

and both George and Grace enjoyed attending each month: 

“This one time I picked a leaflet up at the hospital and I thought,’ Oh, 
I’ll give it a go’. And I went to this meeting and it opened my eyes, you 
know, seeing the other people, what they’ve got - different types.” 
(Site C: George PP07)  
 
 “He loves going there, he loves it…He was shy to start off with. He 
just listened and whatever. But as he went a few months down the 
line, he got used to talking to everyone, and they have all got their 
problems. And now he loves going, he loves to see them….They’ve 
been through it and you can sympathise with them, because you know 
what they’ve gone through. They’re supporting one another. It is a 
lovely crowd of people and we like going.” (Site C: Grace PC07) 
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As George’s formal care diagram shows, he had no formal support at home 

within his inner circle of care but a palliative care nurse had visited him for the 

first time on the same day as the study interview. George was the only 

participant who had no formal care at home. Another participant who, had 

minimal formal support at home was Eleanor, (Figure 4.3g below) who after 

surgery, had had social healthcare assistants to help with personal care for a 

short time while she recovered. However, Eleanor did not always find them 

very helpful: 

 

“I did have some people come in. They were kind enough…but to be 
honest, in the end they weren’t doing anything else. I mean I said I 
can do with going in the shower, and they said, ‘Oh no don’t get in the 
shower, just have a wash down.” (Site C: Eleanor PP05) 
 

For Eleanor, formal healthcare at home reduced control over her own care, 

which she resisted. She explained how as part of her treatment she needed 

regular injections at home. However, as a retired nurse Eleanor injected 

herself rather than wait for the district nurse to visit, maintaining control in her 

daily routine: 

 

“I’ve got loads of injections to give myself now…I thought, I can’t be 
waiting in here all day, day after day, waiting for the nurse to come. I 
thought, I can do this myself, so yes that is what I do.” (Site C: Eleanor 
PP05) 
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Eleanor’s cancer had spread extensively and, although she was mobile, she 

was weak and her level of energy was limited. As a retired nurse she knew 

what her prognosis meant and at the time of the interview Eleanor had very 

little formal support in her inner circle of care apart from the healthcare 

assistant who helped her around the house with her housework. 

 

Fitan, like Eleanor, also self-administered his own treatment and care. There 

was a similar pattern of formal care of being provided at home for a short 

period while Fitan recovered after a long stay in hospital.  Fitan had many 

different health professionals involved in his care at the beginning because he 

was unable to take food orally following surgery and had a percutaneous 

endoscopic gastrostomy (PEG) tube and a permanent stoma bag. Nurses 

visited him twice a day to administer the feeds until they taught Fitan to self- 

manage and to administer the PEG feeding himself. Eventually the nurses 

stopped visiting as he managed the feeds himself:  

 

“So they taught me how to do it, and after that I started doing my six 
bags, then onto five, now I am on four bags…So I do it on my own, 
everything…a little bit more confidence because I am doing it myself.” 
(Site C: Fitan PP06) 

 

For Fitan formal care within his inner circle of care meant loss of control and 

once he was able to self-manage his PEG and feeds, he no longer had health 

professional visiting him at home. Fitan felt he had taken back some control 

in his life after feeling disempowered by the illness. Like Eleanor, as Fitan’s 

diagram in Figure 4.3h (below) shows, his only formal care was help with 

housework every week. Fitan was the only participants who relied on his GP 

to administer drugs as part of his treatment all the other participants accessed 

their GP if and when needed. The participants’ experience of access to their 

GP will be discussed in a section later.   
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All the participants had formal care within their inner circles which varied 

depending on their circumstances and needs. Both Alfie and Cathy received 

personal care from health care assistants on a daily/regular basis, whereas 

Alfie was paralysed and unable to self-care and lived with his primary carer, 

Cathy was frail and weak and lived alone and relied on the healthcare 

assistants to be able to live at home. Cathy was the only participant who lived 

alone. All of the other participants lived with a family members, which mostly 

included the primary carers. Dawn was the exception. She lived with her 

young adult son who was one of the family members who cared for her. The 

only formal care Dawn, Eleanor, Fitan and Helen had at home within their 

inner circles was help with housework at least once or twice a week. Cathy 

was also supported at home with housework but also had other formal care in 

her inner circle.  All the research sites palliative care services are included in 

the primary participants’ inner and outer circles of care and support. Only Alfie 

and Cathy had carers to help them with their daily personal care. Alfie, Bob, 

Cathy, George and Helen had a community palliative care nurse within their 

outer circles of care. Bob and Cathy were the only two participants who had 

befrienders within their formal inner circle of care.   
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 Befriender support 

Volunteer befrienders were part of formal care, and although all the sites had 

befrienders as part of their support, there were only two befrienders who were 

supporting two of the primary participants in this study, visiting them at home 

on a regular weekly basis and within the inner circle of formal care.  Both were 

at Site B, Bob’s befriender was Barbara and Cathy’s befriender was Casey. 

Apart from the healthcare assistants, Cathy’s only other main formal support 

within her inner circle of care was a befriender, Casey from Site B. Casey was 

flexible and accommodated Cathy’s needs. She visited her every Saturday 

because the weekend was a particular lonely time for Cathy: “I asked her, I 

said I was on my own such a lot and she decided she would come…because 

I do not have anyone at the weekend and she is very good”. Cathy was very 

grateful to Casey for her support as she had limited sources of support within 

her inner circle of care. When she had an opportunity to show her appreciation 

to Casey she did so by attending a fundraising event that Casey had 

organised: 

 

“She is very good and very good company and she is doing it because 
all the money goes to hospice care so I thought I would make an effort 
and go tomorrow.” (Site B: Cathy PP03) 
 

 
Casey had become the main support for Cathy from Site B, reporting back to 

the community team after each visit and so was the only formal carer in her 

inner circle from Site B.    The other participant who had a befriender within 

their inner circle of care was Bob. He and his wife Beatrice were introduced to 

the befriender, Barbara, by his palliative care nurse. Barbara visited them 

every week and had been supporting them for well over a year. They had 

developed a trusting relationship that both Bob and Beatrice valued. Barbara 

supported Beatrice mostly, which Bob was content with as he observed how 

her visit always cheered Beatrice up: 

 

“It helps Beatrice…well put it this way, when she [Barbara] comes on 
a Tuesday Beatrice will be happy…she is quite changed then…it does 
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pick her up, yep, thank goodness they are there really…If Beatrice is 
all right then I am all right, that is true.” (Site B: Bob PP02) 
 

Bob and Beatrice were comfortable and confident in discussing concerns  

about Bob’s health with Barbara because they knew she was a link to Site B: 

“She would go back to the hospice talk to the nurse and work it out from there” 

(PC02 Beatrice). Bob was not much of a conversationalist, but when he was 

on his own with Barbara he was able to talk to her, which pleased his wife: 

 

“She is absolutely brilliant. She comes every week and she is lovely, 
so it is nice and when she goes I always say to her I look forward to 
seeing her next week because we do have nice chats. She is very, 
very, good she really is. I can’t fault her and I am never afraid to ask 
her anything…It’s nice now Bob has started to talk to her more you 
know…over a few weeks now he has been chatting about one thing 
or another…, it is good for him because I do worry.”  (Site B: Beatrice 
PC02) 
 

 
Prior to Barbara’s support, it had been difficult for Beatrice and Bob to discuss 

together what the future held but, with Barbara’s encouragement [unknown to 

Barbara] they had found it easier to be more open with each other in 

discussing end of life care plans: 

 

“He would be saying something to me about the cancer and I would 
say don’t be silly of course it will be alright, and handling it quite wrong 
really. I thought to myself afterward that it was silly talking to him like 
that really because he knows what is going to happen. So when 
Barbara started coming in, now we find I think that we do we talk more 
now .Don’t like to but you have to don’t you?” (Site B: Beatrice PC02) 

 
The befrienders developed a trusting relationship with the people they 

supported.  They offered flexible support and adapted to the needs of the 

person they were befriending. Barbara had been visiting Bob for well over an 

year and offered continuity of support on a regular basis for as long as it was 

needed. For both the primary participants the befrienders were the main link 

between the health care professionals at Site B.  
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 Formal care for maintaining home as a place of 

wellbeing  

As the significance of home has been highlighted, formal care within the inner 

circle supported participants to enable them to remain at home towards the 

end of their lives. It was important their home was maintained as a place of 

wellbeing, which included keeping the home clean and tidy. In the absence of 

any kin living in close proximity, Cathy relied on the different healthcare 

assistants throughout the week, especially the two private carers because she 

had more control of the care, which included different daily tasks for which she 

needed support. There was one carer in particular that Cathy valued. She had 

a trusting relationship with her, as she knew her carer understood her 

preferences and needs. Cathy trusted this carer to sort out bills and 

paperwork, keep her cupboards stocked, and she was the main person who 

accompanied Cathy to most of her hospital appointments:  

 

“She gets me some money out and does all the shopping and does 
all my meals on a Tuesday so I eat well on a Tuesday. She comes in 
and gets me up and gets my breakfast ready. She will go off and do 
the shopping and she keeps everything up to scratch but you cannot 
get many like her...She is a real diamond…she sees to all the food 
and communication and she does any writing and different things 
because I have lost the use of my right hand…she is real brick.” (Site 
B: Cathy PP03) 

 

Cathy stated she had been “a big career girl”, worked hard and was proud she 

had a comfortable home, which symbolically represented what she had 

achieved. She was particular about the care and support she had, and the 

private healthcare assistants gave her the flexibility to maintain her social 

space. Helen received her support with housework through the palliative care 

service at site C, which she learned about through the Macmillan (palliative 

care) nurse. The care coordinator from Site C visited her and organised a 

range of support including a weekly visit from a healthcare assistant to help 

with the housework. This support made Helen feel less guilty because Heather 

her partner had taken on most of the responsibility in the house while working 

full time in a stressful role, as well as caring for her elderly parents. So the 

support eased this burden as they both explained: 
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“She [care coordinator] came round she was brilliant. I was not sure 
about this, I didn’t know what the outcome was going to be’…She was 
really helpful. I only met her one time but she came in like a whirlwind 
and said, ‘I can do this, that and the other, and went off and did it, I 
thought ‘Blimey!’…Trying to keep the house tidy, it is just too much. I 
feel as if I am imposing on her [Heather] and I hate that, because I am 
not doing my whack because I can’t always feel that I can do it…So I 
feel at least that [help with housework] has really made a difference.” 
(Site C: Helen PP08) 
 
“I try to do everything…I try to organise the shopping, cooking and so 
on. We’ve got somebody who comes in and cleans which is 
great…It’s made a big difference. Just trying to keep on top of the 
washing, cooking, shopping and the cleaning – it’s endless.” (Setting 
C: Heather PC08) 

 

The support with the housework helped them both to maintain their physical 

living space with a sense of order, a therapeutic space for their wellbeing, 

where they could have quality time together rather than being overwhelmed 

with daily tasks. Support with housework was important for other participants. 

The site C care coordinator had arranged for a healthcare assistant to visit 

Dawn twice a week to help her with housework to maintain her living space at 

home where she spent most of her time. Dawn talked about how this had 

helped her, but revealed that it was the continuity of having the same carer 

and the relationship they had developed that was really important to her: 

 

“The only one I hear from is the [Site C] care coordinator. She keeps 
in touch now and again and she always says that I can always pick 
up the phone if I need anything. So I know she is there at the end of 
the day. I say what a help she is, she has done quite a lot, I have a 
cleaner, which she [ the care coordinator] organised and she 
[healthcare assistant] comes in twice a week…It helps me so I haven’t 
got as much to do as she takes all the load and she is good. They 
know how fussy I am about having different people coming to the 
house…she is ever so good.” (Site C: Dawn PP04)  

 

As Eleanor’s health deteriorated, the Site C care coordinator arranged for a 

healthcare assistant to help her with housework each week, because Eleanor 

was not able to manage by herself anymore. Like Dawn, it was not just the 

practical help that Eleanor valued, but also the companionship that the 

healthcare assistant provided and she looked forward to seeing her every 

week. She was one of the few visitors Eleanor had on a regular basis and a 
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social contact she valued enough to plan her hospital appointment so that it 

would not clash with the healthcare assistant’s visits: 

 

“I always used to do my own until this lot [cancer] came. I have a 
lovely lady  she comes and she sort of runs the vac all round here, up 
the stairs, and she sorts my bathroom out…You know, I like to see 
her, and she is lovely…What I do, is go up to the hospital on the 
Thursday because she comes on a Wednesday.” (Site C: Eleanor 
PP05) 

 

Eleanor’s daughter lived with her, but Eleanor was very independent and an 

untidy house did not bother her daughter, but it did bother Eleanor. Supporting 

her with housework helped to maintain her independent within her home, 

which was more than just a place of care. She related the house to memories 

of her late husband and pointed out to the researcher on each visit all the 

areas of the house he had worked on and improved.  Another participant, Fitan 

explained how his physical strength had diminished and at times he felt 

extremely weak, which limited his mobility and hampered his ability to do daily 

tasks. Although, his wife lived with him she had a problem with her hand and 

was waiting for treatment. So the Site C care coordinator provided a 

healthcare assistant to help with housework once a week, which had helped 

him to maintain some independence: 

 

“I can’t stand or go in the kitchen, If I want to cut the potatoes or onions 
or chillies and things like that, I can’t stand up and do things like that, 
so maybe only for ten minutes or fifteen minutes the maximum. After 
that, I start having breathing problems and back pain.” (Site C: Fitan 
PP06) 

 

Help with housework as part of the formal care was unusual and was only 

provided by Site C or privately. The data clearly shows that this support was 

important for some participants to maintain a level of cleanliness and tidy 

home.   
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 Outer Circle of Formal Care - Access to primary health 

care  

GPs featured within the participants’ outer circle of formal care. Access to GPs 

was important for people at end of life but some participants spoke about the 

difficulties they had experienced in trying to access GP appointments. When 

Dawn needed to access her GP she did not find it easy as she found the triage 

system at her GP surgery was cumbersome and a cause of frustration:  

 

“It’s like a triage, you have to phone them tell the receptionist what’s 
wrong, and if the doctor thinks you need to come into the surgery then 
he will get you come in.  I think it is more hassle now than it was before 
to make appointment on the phone…It is hard, especially when you 
are not well and you cannot get in to see your doctor. You can’t get to 
see the doctor that you want to see…because I am fed up of seeing 
other doctors and having to explain over and over again what the 
problems are.” (Site C: Dawn PP04).   

 

As Dawn explained she overcame this challenge in access to GP support by 

navigating her own way around the system and to another health 

professionals.  

 

“Last week I was in a lot of pain with my hips and one leg. I actually 
texted my healthcare nurse and told her, and she said, ‘I think you 
need to phone your GP’. So instead I phoned the consultant secretary 
and she put me in touch with my breast care nurse.2 (Site C: Dawn 
PP04)  

 

Access to the GP via a triage system was also a cause of anxiety and 

frustration for another participant George as his wife, Grace, explained:  

 

“If we need the GP, well, – I don’t like it at all. I have to phone up, then 
I have to wait for the doctor to ring me. Then I have to talk to him on 
the phone. That could be hours before they ring me back.” (Site C 
Grace PC07) 

 

Fitan was self-caring but needed regular GP appointments in a timely manner 

because of his stringent routine for maintenance of his PEG and on-going 

medication. However, the GP appointment system could not always 
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accommodate him and he felt that he had to constantly explain and argue why 

and when he needed his appointments. At the time of his interview Fitan had 

resolved these issues after meeting with the GP practice staff and explaining 

his situation and felt, “I am in the system now” (Site C FitanPP07). Fitan is the 

only participant within the study who needed his GP on a regular basis to 

administer drugs. 

 

Not all the primary participants experienced problems in accessing 

appointments to see their GP. For Alfie, access to their GP was easy as his 

wife explained: “Our GP is very good and will either have a telephone 

conversation or if necessary, come and visit.” (Site A: Annie PP01).  This was 

echoed by Bob who had access to his GP whenever he needed and did not 

encounter any problems. Another participant who also had good access to 

their GP was Helen, who stated that her GP had a priority system to ensure 

she was able to access the GP when she needed to:  

 

“She [GP] is really good, she said I have got a gold card, so when I 
need to see her, I can see her!  Which I think is really good [laughing]!” 
(Site C Helen PP08) 

 

There was considerable variation in terms of ease of access for appointments. 

These variations in access to GPs are a result of GP surgeries operating 

autonomously and having different arrangements for both appointments, 

triage and processes for managing their patients with life limiting conditions. 

What is clear from the data is that difficulties of access were frustrating and a 

source of concern and anxiety and ease of access was much appreciated. 

 

 Outer Circles of Formal Care – Other professionals  

All the primary participants’ circles of formal care are shown altogether in 

Figure 4.3a-d and Figure 4.3e-h below. Professionals are featured in all of 

their outer circles of formal care. These professionals provided care and 

support on a less regular basis. There was a professional from all the Sites in 

the outer circles as well as the care and support in the inner circles for seven  
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of the primary participants, except George who did not have any formal care 

in his inner circle at the time.  
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Figure 4.3a-d Primary Participants’                                

Inner and Outer Networks of Formal Care 
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Figure 4.3e-h Primary Participants’                                

Inner and Outer Networks of Formal Care 
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4.4 Informal Care at Home  

The inner circle of informal care included care and support from primary carers 

and family members, while the outer circle of informal care and support 

included other family members, friends and neighbours, either in person, or 

through telephone, text messages and social media. Participants’ inner and 

outer circles of informal care varied according to whether there was a primary 

carer, the family structure and relationships.  

 

 

 Primary carers  

 Primary carers, sometimes referred to as main carers, are individuals who 

take on the main responsibility for caring for the dying person within the inner 

circle of care. Alfie, Bob, Frank, George and Helen had spouses who were 

their primary carers, Eleanor’s daughter was her primary carer, Dawn had 

more than one primary carer, all with different roles, and Cathy, who lived 

alone had no primary carer. The four spouses (Annie, Beatrice, Grace, 

Heather) expressed their role as part of their relationship as a spouse to the 

primary participant. The role of a primary carer could be emotionally 

demanding, physically taxing and restrictive to their own lives. As the primary 

participants in this study articulated, it was the support of others within their 

inner and outer circles of informal care that sustained the primary carers.  

 

As Alfie’s circles of informal care  show in Figure 4.4a (below), his wife Annie, 

was his primary carer and she saw her role as an extension of her relationship 

as his wife rather than just being ‘a carer’.  “Well in one sense but in another 

sense I am his wife.” (Site A: Annie PC01) Alfie was aware that without his 

wife he would not have been able to remain at home: “My wife is my main 

carer, without her I would need to be in residential care somewhere.”  
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Annie reflected that as Alfie’s health had deteriorated slowly over time she had 

gradually taken on greater responsibilities, which enabled her to adapt better 

to the transition rather than if it had been a sudden change: 

 

“Alfie actually gradually become more and more dependent over two 
years…his dependence has increased so it been a gradual taking on 
of additional things, which is probably easier than having everything 
thrown at you instantly…I have to do virtually everything for him 
now…I think what’s difficult is because basically he can’t move his 
upper body. I obviously have to help him with toileting stuff and 
washing his face in the morning and things like that, because he 
literally cannot move his arm and hands around. If he has got an itch 
on his nose or anywhere he has to get me to scratch it or rub it.” (Site 
A: Annie PC01) 

 

Annie used to have respite when Alfie attended hospice day care, but since 

his health had deteriorated it became impossible for him to attend and Annie 

missed the opportunity to catch up on other things. She was only able to leave 

Alfie at home by himself for short periods of time, or she relied on friends to 

sit with Alfie if she needed to go out for longer periods:  

 

“He used to go to the day centre but since transport is now much more 
difficult because he cannot stand …., he can’t go to that at the 
moment.  So I miss that opportunity because that was one day a week 



 
  

137 
 

when I had maybe 4 or 5 hours. I can’t do that anymore, so I can’t go 
shopping anymore for anything major…I can usually leave him on his 
own for up to say  an hour if I need to go shopping for food.” (Site A: 
Annie PC01) 

 

Beatrice also thought looking after her husband Bob, as far as she was 

concerned, was part of their relationship.  She wanted to look after him as well 

as she could until the end of his life because she loved him. Nevertheless, 

Beatrice was anxious about the future and what lay ahead of them. Unlike Bob 

who did not want to know, she wanted to know what to expect so that she 

could be better prepared:  

 

“I just accepted it all because I love him so much I suppose, that is 
what I put it down to you know. I would just carry on and do it, not 
because I have got to but because I wouldn’t have it any other 
way…So while we can still get out like this, it is fine but as I say further 
down the line who knows. I hate the unknown, I like to know so I can 
deal with things… It’s like when we go to oncology we are sort of both 
uptight about what are they going to say. But I get to the stage at the 
end that I want to know and then I can deal with it whichever way it 
goes.” (Site B: Beatrice PC02) 

 

Bob’s informal circle of care diagram shows (Figure 4.4b), he had very little 

family support other than from his wife.  
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George also relied on his wife, Grace.  Grace made it a priority to accompany 

George to all his appointments, as she felt it was her responsibility to ask the 

‘right questions’ as she explained:  

 

“It is my husband and my son and I wouldn’t want nobody else looking 
after them, you know unless I couldn’t cope…He [George] needs 
somebody there all the while to support him and ask the right 
questions... People, they’re embarrassed to ask, or they feel 
inadequate, I don’t. If I go to the Consultant and the Doctors now, and 
I don’t understand anything, I say, “What does that mean? Simplify it.’ 
You know, I’m not embarrassed.” (Site C: Grace PC07)  

 

Dawn’s daughter, mother and son shared the role of a primary carer. Dawn 

had a close relationship with her mother and she considered her to be her 

main carer but she also regarded her daughter as her carer.  Her daughter 

stayed with her over the weekends together with the grandchildren and they 

helped her with more practical care and support whilst her mother provided 

personal care and emotional support: 

 

“It’s my daughter because as I say my mum is 76, and she’s not been 
too well herself but she always phones me three or four times a day. 
Even though she been and seen me during the day, spent a couple 
of hours with me, she still phones on the evening to see if I’m all 
right…I mean she comes to EVERY hospital appointment with me 
even if I’ve only got to have bloods done. My daughter been coming 
most weekends and staying, helping with housework, and cooking.” 
(Site C: Dawn PP04)  

 
Her most significant relationship was with her mother, who moved house to 

be nearer to Dawn when she became ill. Her mother kept in contact with her 

daily and she accompanied Dawn to all her hospital appointments. Her 

gruelling treatment made Dawn very ill and it was her mother who helped her 

to get to each appointment and motivated her to keep going and looked after 

her when she was very ill: 

“She wanted to come up so she could be closer to me…so we are in 
walking distance actually. Sometimes when the weather is nice she 
will walk round…I see my mom nearly every day…I would be lost 
without my mom…you know my mum’s the biggest part in all this you 
know… She comes to all my appointments with me… I used to 
struggle you know to get to my appointments because I felt that ill. My 
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mom would say ‘You can’t miss them’ I’d say, ‘I know mom, but look 
at me, I can’t even just move’. It was horrible it really was…My mom 
used to cook meals for me, and sometimes I couldn’t eat and by the 
time you felt better it was time for your next round of chemotherapy. 
You would think ‘Oh God I have got to go back to that same thing, I’ll 
be back in bed again, and I’ll be having sickness and diarrhoea.” (Site 
C: Dawn PP04) 

 

Dawn’s son lived with her and did the cooking during the week. Unlike Bob 

and George, Dawn remained in control of all the communication with her 

formal care providers and had not relinquished this role to her primary carers. 

Eleanor had always been independent and she tried to do most things herself 

if she could. Her husband had died many years ago and so her next of kin 

was her only daughter, and the only informal carer in her inner circle (Figure 

4.4c) below.  

 

 

 

 

 

 

 

 

 

 

Eleanor’s daughter used to attend hospital appointments with her but she had 

to be careful of the time she had off work, so she had to prioritise and only 

accompanied her mother to consultant appointments. As the primary carer 

and only next of kin it was important for her to be present with her mother 

during the consultant consultation to understand the information about her 

mother’s treatment and illness, but Eleanor remained in control. For Eleanor’s 

daughter balancing her role with work was not easy and Eleanor continued to 
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support her daughter. They shared the family car and while her daughter 

drove Eleanor to the hospital on her way to work, she used to leave the car 

for Eleanor to drive back home herself after treatment and, if she was well 

enough later in the day Eleanor would drive and collect her daughter from 

work: 

 

“I mean, my daughter comes in [hospital], she sits there for a bit and 
then says, ‘I’m off mother’, so, I say ‘OK’. Because she has to go back 
to work, so she went back to work but left me the car. I like to do for 
myself if I can…she goes to work and if I’m feeling fine… I pick her up 
in the car.”(Site C: Eleanor PP05)  

 

As Fitan’s diagram Figure 4.4d (below) shows within his inner and outer circles 

of informal care his care and support was limited to his family.   

 

 

 

 

 

 

 

 

 

 

Trying to balance daily life with regular hospital appointment was also Fitan’s 

experience. Most of his hospital appointments were routine, so his wife used 

to drop him off at the hospital entrance and collect him later in the day when 

he was ready to come home: 

 

“My wife takes me…because there is so much time, there is no point 
wasting the day, because she can carry on doing her own things.” 
(Site C: Fitan PP06)   
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Heather, Helen’s partner was her primary carer although, like Annie, she did 

not see herself as a carer. Her interpretation of a carer was someone who 

provided nursing or personal care: 

 

“I don’t see myself as a carer, it doesn’t sound right…I think of caring 
as almost nursing, whereas actually it’s just making sure that she’s 
got drinks and is comfortable and all of those things and that’s what 
you do isn’t it…it’s not caring, it’s just getting on with what needs 
doing.” (Site C: Heather PC08) 

 

Helen was still able to self-care and Heather had a clear view that as a partner 

she provided emotional care and support but not personal care at this point. 

Although, Heather had taken on many other responsibilities as Helen 

explained she was no longer able to drive:  

 

“She drives me around anyway, so when we are at home and 
weekends and stuff, she does all the driving, I don’t...I mean I can’t 
walk a huge distance.” (Site C: Helen PP08) 
 

The role of primary carers varied tremendously depending on the health status 

of the people they were caring for, their different care needs, the relationship 

between the carer and the cared for person, the support the carers had for 

themselves and who else was involved in the care of the dying person. Even 

so, what the primary carers have shown here is that they were the main people 

with the responsibility of caring for and supporting their loved one and 

engaging to some degree and in some cases taking on the responsibility of 

being the main contact with formal care. Their role involved physical care, 

providing emotional support, processing information, advocating, coordinating 

appointments, medication, plus much more. Formal support was extended to 

the primary carers as part of the support to the primary participant. Nearly all 

of the carers said they had support from formal carers except Heather who 

worked full time. While they did not access it at the time of the interviews, 

Helen noted that formal support from the Macmillan nurses was available for 

members of her family. Formal support in the way of counselling was provided 

directly to one primary carer, Beatrice, to support her in her caring role. Cathy 

was the only primary participant with no informal hands on primary carer as 
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she had no family living close to her.  The support of family whether within the 

inner or outer circle of care was important to sustain the primary carers in their 

role, as described in the next section.  .  

 

 

 Family members 

Most of the primary participants had other family members supporting both 

them and their primary carer. In many cases the circumstances brought 

families closer together. Dawn lived with her young adult son. Normally she 

had not relied on his support but during a particular bad episode of illness 

when she was confined to bed, her son had looked after her and was cooking 

meals and she was surprised how caring he had been: 

 

“[Son] has been cooking of an evening, which I’m surprised actually 
because he don’t normally, he doesn’t bother… Actually my son has 
helped out quite a bit this week, which is a big change for him.” (Site 
C: Dawn PP04).  

 

As well as the support of her mother, daughter and her son, Dawn had other 

family members within her informal circle of care (Figure 4.4e below), and her 

illness had heightened her awareness of how much her family mattered to her.  

Dawn appreciated having her family around her and considered herself to be 

lucky.  
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Almost all of Dawn’s immediate family members are featured within her inner 

circle of care. They stepped in and helped when they needed on a regular 

basis.  Dawn had two brothers and her youngest brother was the most 

supportive. When she was too ill to speak on the phone to the hospital, her 

youngest brother rang on her behalf:  

 

“He would phone the hospital for me and explain and then the hospital 
would phone me and say ’I think you had  better come in’ because I 
think I was depressed quite a lot with having it and spent more time 
in bed…Sometimes our mom would put me in the car and drive to our 
[brother’s] for the weekend…I used to get to my brother’s and he 
would say ‘Get on the settee Sis’, I used to just lie on the settee you 
know and the kids would say ‘You alright Auntie Dawn?’ and I would 
say ‘I am fine love’…You have keep everybody close to you…So as 
long as I have got my family around me, I know I will be alright.” (Site 
C: Dawn PP04) 

 

When Alfie retired, he and his wife Annie moved back to be nearer to most of 

their family members because they saw this as important. They had two 

daughters, one of whom lived close to them, and they were in close proximity 

with other family members including Alfie’s mother, sister and cousins who all 

feature in his outer circle of care.   Alfie and Annie’s youngest daughter lived 

with them for a while and as Annie expressed, this was a great help to them, 

“We have relied on her a lot in the past”. She had now moved out and was 

engaged to be married, but was living close to them. Annie had a brother and 

sister who lived some distance away but she also kept in regular contact with 

them as well. As the primary carer with greatest responsibility for caring for 

Alfie it was important for Annie to have family support for herself:  

 

“If I need to, there are several people I can call, my sister and my 
brother are not local so I ring them up every so often… and both our 
daughters are in contact relatively frequently.” (Site A: Annie PC01) 

 

As Alfie’s inner and outer circle of informal care diagram in Figure 4.4a (p.31) 

has highlighted he and Annie had a large network of carer and support. Some 

family members were aware of the responsibility the primary care bore and 

tried to share the caring responsibility. George’s daughter, Gina, was also very 

aware of the need to support her mother as primary carer. She had grown up 
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with her father’s illness and adapted to her father’s failing health. She did what 

she could to help, starting to drive as soon she was old enough was a great 

help when her father was in hospital, as she was able to drive her mother to 

visit. Gina was very conscious of how much responsibility her mother had and 

so she made time to support her especially: 

 

“I always try and make time for my mum, like,  I’ll go, ‘Come on we’ll 
go out shopping all day’ so she gets that break and I used to book 
regular days off work to do that and we’d go out for something to eat, 
just so she could just have time away.” (Site C: Gina Ca07) 

 

Gina together with her husband, Gary, supported her parents as much as they 

could. George’s diary shows that his daughter visited with the baby several 

times in the week and her husband visited at the weekend and took George 

out in his car.  George was the only primary participant recording a diary where 

all his contacts were face to face with no phone calls or text messages 

recorded. As George’s informal circle of care diagram Figure 4.4f (below) 

highlights other, wider family members like Grace’s sister were supportive and 

stayed in touch by telephone as Grace explained: “I’m close to my sister when 

I ring her, but she works full time. They always ring and ask how everybody 

is.”  
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During the time of the interview Gina was on maternity leave and really 

enjoyed the time her father spent with her baby daughter, which was George’s 

first and only grandchild. She valued this time together and she tried to make 

sure her father still played an active role in the family as Gina explained: “He 

lost that feeling of being important… So, I just ask him to do things now that 

he can do, even though I could do it myself.” They all knew that the time would 

come when her father would die but for now Gina stayed as positive as she 

could, knowing it would be a big change to all their lives and she knew they 

would support each other:  

 

“When my phone rings and it’s my mum, I think, oh, God, and it’s 
horrible to feel like that sometimes but I say ‘everything alright’? and 
she says, ‘Yes, yes’ but our conversations don’t start with ‘Hello’…My 
husband is very good, but I find great comfort knowing that my mum’s 
there one hundred percent but really I suppose my time will be when 
dad’s time does come… When my dad dies there’ll be a process of 
grieving. Because when it’s your dad, he always been there, you 
know? So, for me it will be very different.” (Site C: Gina Ca07) 

 

As a family they prepared themselves for George’s death but, until then, they 

made the most of spending social time together as a family. Spending time 

with family was also important to Helen, who also had a supportive family as 

shown in Figure 4.4g (below).  As well as her partner Heather, she had three 

grown up children, their partners and grandchildren as well as her ex-

husband, Harry, and his wife. They were all a close supportive family. They 

organised themselves to make sure Helen was always accompanied to 

hospital appointments:    

 

“She [Heather] has quite a heavy workload so she can’t always be 
about so everybody else sort of started to take over as well. My two 
daughters especially, they were really good, taking me, before Harry 
retired they were sort of taking me to and from. I don’t think there was 
one appointment that I have had to go to on my own which is really, 
really good.” (Site C: Helen PP08) 

 

Heather appreciated the family all rallying round and supporting Helen in 

different ways because working full time she was not around during the day 

time and she was especially grateful for Harry’s support. Since retiring he was 
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able to drive Helen to many of her hospital appointments and he was there to 

support their children as well:   

 

“Helen’s daughters and her son,  – they all step in and step up to the 
plate wherever it is needed, so the burden isn’t just falling on one 
person, it’s being shared…Helen’s ex-husband, has been brilliant; 
he’s taken her to the hospital, she was going two or three times a 
week. I’ve got to be careful what time I do take off.” (Site C: Heather 
PC08) 
 
“I’ve said to the kids, ‘If you ever need to talk to me about your mum’s 
illness or anything like that you know, you need to discuss things, that 
you don’t want to put on your mother, you can’, knowing damn well 
they won’t you know. I know they won’t but I had to make the offer.” 
(Site C: Harry Ca08) 

 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

Harry thought it was important for him to support other members of the family 

as well as the dying person and the carer. Helen and Heather valued precious 

time with the family, particularly because everyone had busy lives and lived in 

different towns. When the whole family met together they were memorable 

social occasions:  

 

“Everyone has got busy lives…so it’s just trying to find time, quality 
time to meet with people. It’s really, really important and it was lovely 
on the weekend.” (Site C: Heather PC08) 
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The importance of family regardless of their proximity was evident with Cathy. 

Cathy’s only remaining siblings were a sister living in America and a brother 

in Canada (Figure 4.4h).   

 

 

 

 

 

 

 

 

 

 

However, Cathy maintained close contact with both of them by telephone, 

speaking to her sister daily and her brother once a week, and she considered 

both of them to be her next of kin regardless of the distance between them, 

situating them within her inner circle of care as they provided regular support: 

 

“My sister, and my brother…she is 82 now and my brother is coming 
up to 80…My sister rings me every day, she came over in the 
summer, she tries to come every year. She flies and I send somebody 
to pick her up.” (Site B: Cathy PP03) 

 

As Cathy explained her sister visited her almost every year, which she really 

looked forward to. The only family Cathy had in the UK were two nieces, one 

of whom lived some distance away so when she visited she would stay over 

with Cathy. The previous Christmas, Cathy had decided to stay at home and 

she was so lonely she decided that if she was still alive for the next Christmas 

she would go and stay with her niece: 
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“I have a niece coming tomorrow evening and staying the night…I was 
so fed up last Christmas not being able to do anything and I thought I 
was dying so I thought I’m not spending another Christmas here on 
my own…So I said I would probably go and stay one night with her 
[niece] before Christmas.” (Site B: Cathy PP03) 

 

With no family members living close to her, Cathy was isolated and lonely, 

and formal carers and the befrienders provided the much-needed social 

contact she desired to relieve her loneliness. Cathy was not the only 

participant with limited family, Bob and Beatrice had very limited family 

support, even though he had several daughters who lived in the area. They 

had not had any contact with him for several years, which caused him much 

sadness.  Beatrice had an estranged daughter but the relationship between 

them was constantly breaking down and a source of stress rather than 

support. The only family contact was with Bob’s sister. After losing touch for 

over 40 years, he had been reunited with her much to his delight thanks to 

Beatrice:    

 

“I lost all my family until I actually met Beatrice, we met up with [my 
sister] at a wedding and I think she wanted to know me personally, 
quite nice…she is  very good and I am quite surprised at 
that…Beatrice is the one who  texts and contacts her virtually every 
day.” (Site B: Bob PP02) 

 

Families featured in all of the primary participants’ informal circle of care, 

regardless of their geographical proximity to the primary participants. This 

included, their spouses, children and their partners, grandchildren, siblings, 

cousins, parents and aunties and uncles as well as ex-spouses and their 

partner. It is noticeable that all the primary carers were female and they all 

spoke about wanting to look after their spouse or family member at home. All 

the primary participants had family members within their inner circle of care 

although not all were in physical proximity. All the primary carers were female 

and family members. Other family members in the inner circle help to support 

the primary participant and the primary cares, but also maintain a sense of 

continuity of family life within the home. Another significant feature from most 

of the primary participants’ informal circle of care were friends and neighbours, 

and they will be discussed next.   
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 Friends and neighbours  

Friends and neighbours were part of the informal provision of care and they 

were distributed across the inner and outer circles of informal care.  Alfie and 

Annie had a wide support network of friends; many of them were members of 

the Church community as well as neighbours. These social contacts were very 

important to them and some offered their assistance and provided practical 

support and others provided company and support. As the primary carer Annie 

felt supported by neighbours and friends, especially by those who maintained 

regular contact:   

 

“There are one or two people who come on a frequent basis and one 
of those sat with Alfie when I wanted a bit of extra time. Neighbours 
are very good as well, our neighbour from this side is very good he’ll 
mow the lawn, the verge because we have to mow our own verges 
and he cuts the hedge.” (Site A: Annie PC01) 

 

If Annie felt she needed to talk she knew she could contact her Minister: “If I 

was really needing to talk, there is our Minister at the Church. You know all 

Ministers are colleagues in a sense, they are very supportive and helpful.” 

(Site A: Annie PC01).  Alfie valued his friends and was pleased to have visits 

from different people as it gave him the opportunity to talk about different 

issues, and enjoy stimulating conversations. As he explained: “It takes you out 

of yourself, it makes you think about others.” As members of a Church 

community Annie and Alfie felt it enabled them to have wider perspectives 

about their own situation. “It reminds us of all sorts of other people we pray 

for, some of them have got similar or other problems that makes us think 

outside of ourselves as well” (Site A: Alfie PP01). There were people from 

their Church who used to keep in contact by telephone and visit if it was 

convenient. But there were some friendships that Alfie really valued because 

they were long standing friends and good at ‘listening about personal issues’ 

as he mentioned here: 

 

“It is one of those friendships that when you take it up even after a 
gap of several years you start where you left off. Over the whole time 
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that I have been diagnosed, he has been very good and will come and 
just sit with me.  We will talk a bit but also he is very good, saying if 
you just want to sit in silence, we will be silent together and we have 
done that a few times… There was a colleague I got to know who had 
actually left the Shire but we would meet up at regional meetings and 
when we moved here, we discovered she had retired here. And she 
has been very good, in recent months calling round every two or three 
weeks.” (Site A: Alfie PP01)  
 

For Alfie and Annie, their family and friends including those within the Church 

congregation were of great support to both of them both as Alfie stated it was 

important for them to stay socially connected for their wellbeing.  Alfie even 

remarked, his wife was his social secretary as she coordinated the many 

different visits.  Alfie’s diary shows in Figure 4.5.2(a) (p.162) that over a one-

week period he had four visits and five telephone calls from different friends. 

Compared to the other primary participants who completed a diary, Alfie had 

the largest network of family and friends visiting him. He was the most 

physically disabled, being totally unable to visit them. Other participants 

emphasised the importance of their friendships, George’s best friend Graham 

was a great support to George, as he encouraged and cared for him in 

different ways. George talked about him with great delight. He enjoyed 

spending time with his friend it was something he really looked forward to: 

 

“He [Graham] looks after me. He’s a very good friend, you know. He’s 
like a brother, very good. If I’m in here like now in this chair, he’d say, 
‘Come on, get up’ I can’t get up he’d just pick me up like a ragdoll… 
We have a laugh and it brings me out a bit, you know. Bit of sunshine 
and things like that. Ride round [in car], and nice sandwich or a meal, 
you know.” (Site C: George PP07) 

 

George and Graham had been friends for over 25 years and Graham valued 

their friendship as much as George did. They had been neighbours a long 

time before they moved away but the whole family remained friends, over the 

years, the two families had supported each other in different ways. As Grace 

explained if George was feeling down, it was Graham who used to visit and 

cheer him up. Graham recalled that George was a reliable friend who never 

let him down and now he was only doing what he thought he should do as a 

friend: 
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“I try and cheer him up, you know? I take the Georgey out of him in a 
nice way and he likes that…he does like the banter and we’ve just 
been good friends for 25 years…you only get one true mate don’t 
you?  So, he’s a good lad…I’ve always tried to be there for George, 
take him out when I can. I care for him when he’s out because he’s 
my responsibility…I’ll look after him to 110% and make sure he’s 
alright.” (Site C: Graham Cb07) 
 

“Graham, lifts his spirit up, he does. They have banter and they have 
a laugh and a joke…If he’s [George] a bit down, He [Graham] has a 
laugh and a joke, gets him having a laugh and a joke. He’s very good.” 
(Site C: Grace PC07) 

 

As George became weaker, he was only able to drive locally for short 

distances. Grace was pleased that Graham was retired and he was able to 

give his time to support them: “It’s a good job he’s at home, because he’s 

retired now and he can drive George’s car” (Grace). They relied on Graham a 

lot to help in different ways including driving him around, for hospital 

appointments and for visiting when George was hospitalised: 

 

“He’s on my insurance, he drives for me. He drives my car, you know. 
He helps me get in the wheelchair because I am not strong enough.” 
(Site C: George PP07) 
 
“He took me over when he [George] was in hospital, you know, 
visiting, and when he [George] can’t drive, if he is available, he will 
take us...He pushes him and supports him in the wheelchair.” (Site C: 
Grace PC07) 

 

George’s diary shows in Figure 4.5.2(d) (p.162) that his friend Graham visited 

him during the week and drove and accompanied him to one of his hospital 

appointments. He also had contact with his neighbour and George met other 

friends while he was out shopping with his wife. Both Graham and his wife 

supported George in different ways and although George enjoyed being at 

home, he did enjoy days out.  So Grace, with Graham and his wife’s help, they 

made sure that George was able to visit his favourite places while he was still 

well enough to travel.  Along the way they shared a sense of humour as well: 

“I like to go out for the day, but my friend takes me and obviously my 
wife comes with me…if I’m feeling alright on that day, I’ll go out and 
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have a little meal and have a drink…and I’m happy, then he brings 
me back.” (Site C: George PP07) 
“My wife and he banter one another, because Grace’s in the front [car] 
with me and my wife’s in the back with George…If I can do what I can 
for him, just be there and support wherever I can.”  (Site C: Graham 
Cb07)   

 

For Graham helping George to fulfil his last wishes was a privilege knowing 

that it would not be long before George would not be able to travel as he grew 

weaker.  Graham and his wife were only too pleased to help George in other 

practical ways as well: 

 

“My wife alters his trousers for him when Grace buys him a new pair 
because he either gets thinner in the waist or thinner in the leg and 
she has to adjust them accordingly. She’s just done a pair for him 
now...he [George] likes minces pies and my wife makes mince pies 
and he said, ‘Why don’t you make me one?’ Well I have brought some 
tonight.” (Site C: Graham Cb07) 

 

George and Graham had a deep trusting friendship that was important to them 

both and as George expressed he was more like a brother and their continued 

regular social contact provided reliable support. George’s circle of informal 

care diagram (Figure 4.4f) (p.139) shows that within his inner circle of care 

there was very little formal care but a much wider informal care network. Helen 

also had a wide group of friends but these were situated in her outer circle of 

informal care (Figure 4.4g) (p.141). While Helen was very grateful for the 

support from all her friends, she was not used to having support and she did 

not like the fuss or people feeling sorry and being smothered in kindness. She 

also found it tiring to keep repeating herself to everyone who wanted to be 

informed about her condition: 

 

“They’re very proactive but you know they know what I’m like and they 
know that I don’t like to be indulged in that way. I have had to even 
tell people off…They would have to take their puppy dog eyes away 
because I can’t cope with that (laughter)…I love my friends and family 
but I hate that sort of being put in a position where you have to tell the 
whole story again and again and again…I mean don’t get me wrong, 
you know they are all worried about me and I am very, very, touched 
by the way they feel about me, they are just lovely.” (Site C: Helen 
PP08) 
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Having to keep all her friends up to date with the progress of her treatment 

and wellbeing felt like hard work and so to stop repeating herself she set up a 

Facebook page to share news and updates. She still did not feel comfortable 

with people expressing sentiments: 

 

“I think what people really want to know, and what they want to say is, 
‘How long have you got?’ Well if I knew that, I would tell them because 
I have told them everything all the way along...Most people want to 
talk about it. When they come and see you, they really want to know 
how you are, so they will want a story from you and it is really difficult, 
because it is sort of I have just updated ten people, you are the 
eleventh.” (Site C: Helen PP08) 

 

Helen’s friends supported her in different ways and there were some people 

Helen felt were good at listening and she was able to talk to them without them 

being overwhelmed emotionally: “I have another friend who lives nearby, she 

has been a friend since I was about 17 she is quite good, she is quite sort of 

matter of fact about it, which I like.” One particular friend organised a short 

break for Helen and Heather: “She is treating us, so it is a really lovely thing 

for her to do.” Heather found that although they had a lot of friends all the 

support they offered was for Helen. Heather thought it would have been 

helpful if they had offered practical support such as gardening that way it 

would have helped them both. Some people made a general offer and she 

had not responded to their offer of help with practical suggestions but felt she 

could in the future: 

 

“If I need them, I know that we could ask them but it’s doing it at the 
right time I guess and I don’t think this is the right time yet. We might 
need more later on.” (Site C: Heather PC08)  

 

Helen’s daughter had found an online forum for women with a similar 

diagnosis to her mother from all over the world that Helen joined and was an 

active member. The forum enabled Helen to make contact with others who 

she could relate to because they had been diagnosed with the similar 

inflammatory breast cancer. Helen felt supported by the other forum members 
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and she also liked being able to support others on the forum; it allowed her to 

think beyond her own situation:  

“I am on a forum, well it is a Facebook thing but it is for inflammatory 
breast cancer, and because it is rare most people who are diagnosed 
are diagnosed late, like myself…and lots of people in the UK are on 
it. Sometimes I don’t even have to write anything up there, I can read 
it which is enough you know, yes that is how I feel sort of thing...I think 
I can be just downright miserable if I want to! Without having to sort of 
share with the family, or anything…I can go on there and just be 
myself. And that is quite nice really. Sometimes you read things and 
you just want to support someone, and it stops you being so 
introspective as well because somebody is much worse than you are, 
and they need you really.” (Site C: Helen PP08) 

 

The virtual forum is situated in her outer circle as it was “a very big part” of 

Helen’s community support, and was a virtual support 24 hours a day, which 

she accessed several times a day. Although it was a virtual forum, Helen had 

the opportunity to meet up with about ten of the forum members who lived in 

the region. There were lighter moments when forum members exchanged 

funny stories and they all shared in the humour: 

 

“Because of the nature of the beast, there is nearly always somebody 
awake in the night, if you need any support in the night…it is an active 
site. It is quite important to me actually…I go on the site probably two 
or three times a day, I like to keep abreast of what is happening out 
there. I want to know how people are, because that does me good 
then, to make sure they are alright. Not that I could do anything about 
it because I can’t but I can sort of support…There is a lot of fun on it, 
as well, there are a lot of people who laugh about things, it is 
important.” (Site C: Helen PP08) 

 

Helen was the only participant who used social media for staying in contact 

with her friends, and the on-line forum gave her access to others with similar 

diagnosis she could share her experiences and formed friendships. As Helen 

was able to stay in contact with on-line forum members from home and at any 

time of the day it was an advantage and increased her support structure. 

Helen’s wide circle of friends and family meant she had many visitors and her 

home was one of social interactions. In stark contrast other participants had 

smaller circles of support and the only informal practical support Bob and 

Beatrice had was from Beatrice’s best friend and husband, who visited from 
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time to time. Bob was very grateful to them, as they were supportive and 

helped out especially at times when Beatrice was ill herself, and Bob would 

not have been able to attend his hospital appointments if it were not for their 

support: 

 
“I think her friend is quite amazing. Well she is her best friend and 
they come up and they have helped us a few times.  One time he took 
me for my scan because Beatrice was sick.” (Site B: Bob PP02) 

 

For Beatrice, the support of her best friend was really valuable because her 

own family were estranged and distant. The important role of their friends was 

highlighted when they asked their friend’s daughter to be the executor of their 

Will: 

 
“We have done a Will and we have got a power of attorney just in case 
we need one. That is my friend’s daughter because we cannot have 
family…she also the executor of the Will.” (Site B: Beatrice PC02)  
 

With limited family support having close relationships with friends was 

important for Bob and Beatrice.  This was also the same with Cathy as with 

failing health and unable to get out much, she relied on people/friends to come 

to her. As a keen bridge player, she was unable to attend the bridge club, 

which she and her late husband had started. This social interaction was a loss 

for Cathy. So, it pleased her that her friends from the bridge club visited her 

at home once a week. It was her only social gathering at home, which she 

was important to her. They spent the day playing bridge together, before her 

friends prepared food. This was the only day in the week when she shared a 

meal with others in her own home and they were the only physical presence 

in her inner circle of informal care as she commented: 

 

“I started the first bridge club, my husband and I and another two and 
now it is massive…they have hundreds but I have not been able to go 
since Christmas and a couple come...and we play once a week in the 
day time and they get the meal, so it works very nicely...they are very 
nice.” (Site B: Cathy PP03) 

 
As Cathy explained many of her friends and neighbours had died and her 

social network had diminished. Her small group of friends’ from the bridge club 



 
  

156 
 

that she and her husband established had a significant meaning to her past 

and it was symbolic they played at her home. Cathy’s other regular visitor was 

her gardener, she had supported him to access a university degree course 

and in return he maintained her garden for her. She also relied on the local 

Catholic Church Priest to bring her communion on Sundays but, as she 

mentioned, it was not every week. Social contact was important to Cathy and 

she organised her week so that she had some contact with people every day, 

which was a mix of formal and informal care: 

 

“One that comes Monday and Thursday, I have got the one that is 
semi-retired comes Tuesday, I go to the hospice care on Wednesday, 
I play Bridge here all day on Thursday. Then on Friday I have my hair 
done and have a carer as well…on Saturday I have the visiting girl 
[Casey] and Sunday usually somebody from the Church…I usually 
have somebody from the Church, when they remember it, but they 
have not been for a week or two…So I get a visit from the Priest when 
he remembers.” (Site B: Cathy PP03) 

 

All the primary participants’ circumstances were different. While some had 

several friends, others only had a few. Dawn’s best friend was a neighbour 

and during a bad spell of being unwell and unable to go out, her friend sorted 

out essential basic (gas utility) needs, for which Dawn was very grateful. 

Dawn’s diary shows over the two weeks in Figure 4.5.2(c) that her best friend, 

phoned and visited her and provided practical help with shopping, while two 

other friends kept in contact by phone. Dawn knew her cancer had spread and 

she anticipated and planned that at some point if something happened to her, 

she would need help and had given a key to all the main people as she 

explained. This group of people included her best friend along with members 

of her own family:  

 

“I have got a friend who lives two doors away, she is quite good and 
supportive.  She always used to phone me and come round to see if 
I was all right and if I needed anything so she was a good friend…She 
went to the shop for me twice to get me gas and electric…When you 
look back, you think, ‘Oh my God’ the things that people do for you, 
its’ amazing, it’s good that I have got good people around me…My 
best friend, she’s got a key to my house so, she can always come, if 
she doesn’t get an answer and she thinks something’s wrong. My 
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mum’s got a key, my daughter’s got a key, so like you know, all the 
main ones.” (Setting C: Dawn PP04) 

 

Not everyone had regular informal support from friends and neighbours. 

Eleanor spoke about only one friend who worked with her many years ago 

and who visited Eleanor from time to time: “She rings me, and then I’ll say, it’s 

time you came to see me, isn’t it?” (Eleanor). Eleanor’s next-door neighbour 

was a good friend and they enjoyed each other’s company: 

  

“My next door neighbour is pretty good as well. She’s older than I am, 
and her husband died as well so, we’re alright. [She] came in the other 
day. We laughed and laughed in here from the things she was 
saying…sometimes I don’t see her all that often and then suddenly 
she’ll pop in every day or every other day.” (Site C: Eleanor PP05) 

 

For Fitan, his illness socially distanced him from his friends and he became 

isolated: “When I was working I had a lot of friends, working, and businesses 

overseas”. But then everything changed. The PEG had made is difficult for 

Fitan to go out.  He had to be very careful with what he ate and drank because 

he worried the stoma bag would start to fill up and get out of control. This 

restricted him in many ways and he was not able to socialise as he used to, 

so his circle of friends narrowed as he explained: 

 

“Yes I have friends but now because I don’t drink or things like that, 
so there are not many visiting. We used to go to the pub, and meet in 
there, but I can’t drink there now. If I go there, I can’t drink the water 
so when I can’t drink the juice there is no point in going there…Friends 
text me sometimes. I hear from them, I can’t keep too many friends… 
only a few good friends, so you can help each other.” (Site C: Fitan 
PP06)   

 

It was with a sense of regret that Fitan spoke about his loss of friendships. It 

was one of many losses that impacted his life since his illness. Like other 

participant Fitan’s faith was important to him, and he had always attended a 

place of worship during the weekend when he was not working. While he was 

ill he was not able to attend but once he was well enough he started to attend 

again every week; his faith and the place of worship was a source of support 

for him: “[God] put me down here, he [God] can take me when he needs me.” 
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(Fitan).  All the primary participants’ inner and outer circles of informal care 

are shown together below (Figure 4.4a-d and Figure 4.4e-h) where the 

similarities and differences within their informal inner and outer circles of care 

between all the primary participants can be seen. The two primary participants 

who had the largest group of informal care support from others besides their 

own family members were Alfie and Helen.  While all the participants 

mentioned the importance of friends within their inner and outer circles of care, 

it was Alfie, George and Helen who spoke of the significance of their friends 

within their inner circles of informal care, especially because their friends 

provided practical and emotional support to them and their family and helped 

to maintain the physical and symbolic presence of home.  The only friend who 

was interviewed for this study was George’s lifelong friend Graham. He 

considered it a privilege to be able to support his friend through a long illness 

and now at the end of his life.  
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Figure 4.4a-d Primary Participants’                                

Inner and Outer Networks of Informal Care 
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Figure 4.4e-h Primary Participants’                                

Inner and Outer Networks of Informal Care 
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4.5 Interface of Formal and Informal Care in Inner and 

Outer Circles of Care 

Up to this point we have seen that the participants who were nearing the end 

of their life at home have complex networks of care and support that can be 

categorised into inner and outer circles of care. Inner circles of care are crucial 

to maintaining home as the place of care both symbolically and physically. We 

have also seen that formal and informal care can be situated in either the inner 

or outer circle. The next section from the data examines the interface between 

informal and formal care across the circles of care.  The combined formal and 

informal care within the inner circles of care for all the primary participants 

together is shown in Figure 4.5a-d and Figure 4.5e-h (below).  

 

Alfie had the most pronounced interfacing of formal and informal care within 

his inner circle. He was the most disabled of the participants with very limited 

mobility and so needed the help of two healthcare assistants three times a 

day to help provide personal care. The formal carers supported Alfie and 

Annie who was his main provider of care for the rest of the day and night.  

Unlike Alfie who was the most disabled, Bob, Dawn, Eleanor and Helen had 

very little formal care within their inner circle, and in contrast to the others, 

Bob’s formal carer provided support to his wife rather than him. Fitan and 

George were the only two participants who had no formal care within their 

inner circle.  Bob’s inner circle of care was limited to Beatrice as his primary 

informal carer and, formal support from his volunteer befriender. Eleanor also 

had just her daughter as primary carer and the formal healthcare assistant 

within her inner circle of care.  In contrast to all of the other participants, Cathy 

did not have a primary carer and so had three different formal care providers 

within her inner circle of care, two of which she organised privately. However 

her inner circle also included friends who visited her every week. Both Cathy 

and Bob had volunteer befrienders within their inner circles of care, this being 

an extension of formal care as part of a compassionate communities 

approach. Dawn’s inner circle of informal care included her mother, her son, 
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her daughter and her best friend. Her diary revealed that her mother provided 

personal care and her other informal carers provided practical help. 

A key element of care that Dawn valued was continuity of care from formal 

care providers as she expressed about the GP, Herceptin Nurse. Also, she 

had built up a relationship with the healthcare assistant, who visited her twice 

a week. The relational element of care with the health care assistant was 

important to Eleanor as well as, it was more than just the practical help.  The 

significance of relationships in the inner circle was true for the formal as well 

as informal care. The home setting was the preferred site of care for all the 

participants. As part of their compassionate communities approach, Site C 

provided formal support with maintaining the home that benefited the informal 

carers as well the primary participants, a space that became an intermediate 

sphere of where formal and informal care overlapped. Dawn, Eleanor, Fitan 

and Helen were still able to self-care and so the support with the housework 

was their only formal care within their inner circle. The primary participants’ 

situation was dynamic and fluid as their health needs changed. For those 

whose health had deteriorated there was a stronger interface of formal and 

informal care within the inner circles of care.  

 

An interface between formal and informal care within the inner circle occurred 

in most of the cases, with the exception of George, who had no formal care in 

his inner circle. The different patterns of care within the primary participants’ 

inner circles of care enabled people to maintain their lives towards the end of 

their lives and created a therapeutic space at home with the combination of 

formal and informal care. The compassionate communities approaches 

contributed to this care in the inner circle at all the sites with different 

approaches of, volunteer befrienders, and help with housework, all provided 

within their home.   
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Figure 4.5a-d Primary Participants’                                

Inner Circles of Formal & Informal Care 
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Figure 4.5e-h Primary Participants’                                

Inner Circles of Formal & Informal Care 
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 Inner and outer circles of formal and informal care  

The combination of formal and informal within the inner and outer circles is 

examined in this last section. Figure 4.5.1a-d and Figure 4.5.1e-h (below) 

shows this combination for each primary participant.  Formal and informal care 

in the outer circles care consisted of care and support on a less regular basis 

or by appointments but, nevertheless, was crucial in providing extra support 

to the inner circle. As well as the interface between formal and informal care 

within the inner circle, it was also across circles. There was interface between 

formal care in the outer circle with informal care in inner circle. All of the 

primary participants’ outer circles included formal and informal care which was 

provided less regularly than within the inner circle but the frequency of care 

was dynamic and fluid as circumstances changed. The outer circle provided 

support to the inner circle to both the primary participant and the primary 

carer/s. All the participants had formal care in the outer circle and the care 

they provided was consistent to the needs of the primary participants and the 

primary carers. In many cases they organised and coordinated the formal care 

in the inner circles, for example, befrienders, healthcare assistants.  

 

The GP was included in all of the outer circles of formal care, although access 

was frustrating for some participants. Eleanor had declined the support of 

District Nurses to administer her injections, which may indicate she valued the 

relational rather than the transactional aspect of care, hence, she had very 

limited formal care within her inner and outer care circle as her diagram shows 

in Figure 4.5.1 (e) below.  Fitan also had minimal formal care in his outer circle 

but had to see his GP more often than the other participants. His experience 

with the GP appointment system was at times frustrating as he felt they did 

not understand his need. However, after persistently reiterating his need with 

the GP practice, the initial difficulty had been resolved. With the exception of 

Cathy, all of the other primary participants also had hospital teams in their 

outer circle of formal care.   
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Figure 4.5.1a-d Primary Participants’ Inner & 

Outer Circles of Formal & Informal Care 
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Figure 4.5.1e-h Primary Participants’ Inner & 

Outer Circles of Formal & Informal Care 
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Alfie had more formal care providers than any of the other primary participant 

in his outer circle due to his disability, equally he had more informal care and 

support in the outer circle than the other participants. His social network was 

a constant source of social interaction, and practical, psychological and 

spiritual support for both him and Annie. Whereas Cathy had just two formal 

care providers in her outer circle of care. Her informal family support consisted 

of two siblings both lived abroad but supported her with telephone 

conversations; daily with her sister and weekly with her brother. Despite the 

lack of geographical proximity, she considered them to be her most significant 

relationships and next of kin. Within the outer circle of informal care several 

participants mentioned support with the up keep of their gardens. Cathy had 

a gardener, Alfie’s neighbour maintained their front garden, and Eleanor 

mentioned her brother helped mow the lawn, whilst Bob was still able to carry 

on gardening himself, which he enjoyed highlighting another therapeutic 

aspect of home.  As shown in the diagrams in Figure 4.5.1a-d and Figure 

4.5.1e-h the inner and outer circles of care for each primary participant 

included both formal and informal care. In most of the diagrams in Figure 

4.5.1, the interface of Site B and C (Bob, Cathy, Dawn, Eleanor, Fitan, Helen) 

provided care and support in both the inner and outer circles The palliative 

care team relied on the befrienders to report back after visiting the participants 

at home on a regular basis and so the befrienders became the main contact 

of Site B to Bob and Cathy. The diary logs of Alfie, Bob, Dawn and George 

have informed all of the inner and outer circles of formal and informal care. 

Their contacts during the recording period of the one to two weeks are shown 

in the next section.   
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 Primary participants’ diaries of formal and informal care 

Figure 4.5.2 below illustrates the diary log contacts and nature of contacts 

within both inner and outer circles of Alfie, Bob, Dawn and George for one to 

two weeks.  All four primary participants’ diaries show that they had inner and 

outer circles of care and that formal and informal care interfaced in the circles 

to support both the primary participants and carers. From those who recorded 

a diary log, George Figure 4.5.2(d)  shows he was the only participant who 

only had informal face-to-face contacts, in his inner and outer circles which 

included family and friends and the only formal care in the outer circle was 

with the hospital provision.  All of the friends recorded in Bob’s diary as Figure 

4.5.2(b) shows in the outer circle were Beatrice’s friends; his only support in 

the inner the circle was his wife and the befriender. Alfie’s circles of care had 

the largest informal care, and because he was the most disabled of all of the 

primary participants, he also had the most formal care providers across the 

inner and outer circles. His diary diagram Figure 4.5.2(a) illustrates all his 

contact over a period of a week and shows his social network of family and 

friends within his inner and outer circle was active and socially symbolic. The 

diaries of all the primary participants also show that their social networks of 

family and friends maintained contact and provided care and support. Dawn’s 

diary diagram in Figure 4.5.2(c) shows her daughter visited with the three 

grandchildren aged 6 years, 13 years and 16 years at the weekend and gives 

additional details of her daughter and older grandchildren helping with 

cleaning, laundry washing, and shopping. For all of the participants informal 

care within their combined inner and outer circles of care was a more dominant 

source of care than formal care, even for those who needed daily formal care.  

 

 

 

 

 

 



 
  

170 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

A compassionate communities approach would seem to be characterised by 

people living at home towards the end of their life, interface of formal and 

informal care was mainly within the inner circle, with befrienders, and support 

Figure 4.5.2 Primary Participants’ Diaries of 
 Inner & Outer Circles of Care 
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with maintaining the home environment. The outer circle of both formal and 

informal care supported the inner circle.  

 

4.6 Chapter conclusion 

This chapter addressed the first research question, ‘How do compassionate 

communities approaches reflect the lived experiences of people being cared 

for at home end of life?’ There are few studies that include the voices of people 

at the end of their lives within the compassionate communities literature 

(Pesut et al., 2018; Sallnow, 2017), so this study will contribute to this body of 

literature.  

 

The primary participants their carers, family members and, one friend shared 

their experiences of being cared for at home towards the end of life. Home 

was the place where all the participants wanted to be for it was a social space 

for family members to all meet and spend time together, creating memories 

and cherishing the time they had left together. As the literature has suggested 

(Gomes et al., 2012; Ko et al., 2013; Tang & Chen, 2012; Townsend et al., 

1990), home is the preferred place for many people at end of life.  The majority 

of the participants spoke of the significance of being at home, as a place of 

familiarity and social interaction. Their home was a place of comfort with many 

symbolic meanings and was a connection to their past that signalled a 

continuation of their self-identity. The home was also expressed as a space 

where the participants had agency. The interface of formal and informal care 

in the home setting framed it as an intermediate sphere/space of care. As 

Milligan & Wiles (2010) found, care at home emphasised the flow and 

connection of the multi dimensions of care. Unlike Site A and Site B, Site C as 

part of their compassionate communities approach, provided healthcare 

assistants to help with housework which was appreciated. For all the 

participants their home was their preferred place of care and any 

apprehension was associated with a concern for their family. There is 

literature showing that people’s anxiety about burdening their family that has 
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made them change their preferences concerning place of death (Agar et al., 

2008; Gott et al., 2004; Townsend et al., 1990). For all the participants, home 

was symbolically, physically and psychologically important.  

 

The model of inner and outer networks (Abel et al., 2013) has been extended 

here to explore the interface of formal and informal care in inner and outer 

circles of care.  This study has elaborated on Abel et al., (2013) who focused 

on informal care within the inner and outer networks. This chapter has 

identified formal and informal care within both inner and outer circles of care. 

Formal care included volunteer befrienders and informal care included family, 

friends and neighbours. The difference between those in the inner or outer 

circles was the frequency of contact which could change over time as care at 

end of life is dynamic and fluid as the condition of those being cared of 

changes.  

 

 Formal and informal care was present within both inner and outer circles. The 

inner circles included people who regularly provided face to face and hands 

on care, while the care and support in the outer circle was on a less regular 

basis.  Different elements of formal care were required to enable people to 

remain at home and formal care was part of all of the circles of care. This 

included different health professionals and it was healthcare assistants who 

provided personal care and help with housework. The literature has 

established to date that the role of the GP in end of life care was a key factor 

for people to remain at home (Ko et al., 2013; Meeussen et al., 2009). Access 

to the GP varied within this study as some had difficulty navigating access to 

GP appointments but others did not. This resonated with the findings of 

Oosterveld-Vlug et l., (2019) concerning difficulties of access to GPs.  

  

Within the inner circle, a primary carer is defined as a person who takes on 

the responsibility for caring for the dying person and is normally a 

spouse/partner and/or a family member (Chappell & Blandford, 1991) and 

often female (Wittenberg et al., 2018). In this study the primary carers included 
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female spouses/partners, daughters.  Befrienders provided reliable support 

and, in each case, they built a trusting relationship with the participants, as 

found in the literature (Dodd et al., 2018). The befriender role as an element 

of a compassionate communities approach provided formal care within the 

inner circle enabling smoother interface with informal care.  When more 

people are involved in sharing care and support it reduces the burden of care 

(Horsfall, 2018; Keating et al., 2003; Mogan et al., 2018). All the participants’ 

informal  care included family, friends and neighbours, and the data within this 

study showed that participants who had more people within their  circles of 

care were better supported than those who had fewer people in their circle of 

care. Key to maintaining the place of care at home was the combination of 

formal and informal care in the inner circle but the outer circle provided extra 

and crucial support.  

 

Central to a compassionate communities approach is the home, as well as the 

strong interface between formal and informal care. Abel et al., (2013) concept 

has been elaborated to extend the understanding of the interface of formal 

and informal care within inner and outer circles of care. It could be argued that 

a compassionate communities approach is a type of therapeutic landscape 

with physical social and symbolic meanings (Gesler) and the interface of 

formal and informal care in inner and outer circles to support people to 

continue to live towards the end of life at home. A compassionate communities 

approach has strengthened interface of formal and informal care at home to 

enable people to remain and die at home, so that the home becomes an 

intermediate sphere where formal and informal care interface in both inner 

and outer circles.  The next chapter will focus on the befrienders, an extended 

volunteer role that was developed as part of a compassionate communities 

approach at the three sites.                                                                         
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Chapter 5 Volunteer Befrienders’ Understandings 

and Experiences of Compassionate 

Communities Approaches at End of Life 

 

5.1 Introduction 

The previous chapter identified that a compassionate communities approach 

in all three sites had two shared characteristics. Firstly, home was the physical 

place of care towards the end of life, and was socially symbolic and the 

preferred place for all the primary participants. The second was that the inner 

and outer circles care interfaced formal and informal health and social care 

provision in the home space. This extended the model of Abel et al., (2013) 

model which focused only on informal care. 

 

This chapter introduces a third characteristic of a compassionate communities 

approach, namely an extended role for volunteer befrienders as part of the 

formal health care provision.  This chapter addresses the research question, 

‘How do volunteer befrienders understand, and experience their role in 

compassionate communities approaches when providing support towards the 

end of life?’  A common and distinctive attribute of a compassionate 

communities approach towards the end of life at all the research sites was an 

extended formal role for volunteers. In all the three sites, volunteers visited 

people and their carers at home to provide companionship and support. At 

Sites A and C these volunteers were known as befrienders and at Site B the 

volunteers were known as companions. Throughout this thesis these 

volunteers at all the sites will be referred to as befrienders or volunteer 

befrienders. Befrienders started working at Site A in 2018 and, at Site B in 

2015. The roles at both the sites were developed as part of the new funded 

initiative to adopt a compassionate communities approach.  This was the first 

time at both these two sites, that befrienders were visiting people in their own 

homes. At Site C, befrienders had been visiting people at the end of life in 
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their own homes since 2001.  This chapter will outline the befrienders’ views: 

on compassionate communities and the themes that have been identified 

through their experiences of the role. This includes: the emotional as well as 

rewarding aspect of being alongside people at end of life.  Drawing on data 

from individual interviews with two befrienders who supported the primary 

participants, Bob and Cathy, and five focus groups with 17 befrienders.  In 

total 19 befrienders participated in the study, three befrienders at Site A, 

twelve befrienders at Site B and, four befrienders at Site C.  

 

 

5.2 Befrienders’ views on compassionate 

communities  

Several befrienders at different sites interpreted the approach of 

compassionate communities as being much wider than just their own roles. 

This befriender at Site A was clear that it was based on a social model of 

health and wellbeing: 

 

“I suppose the basis of it is getting communities to take responsibility 
for care. And it is very much from a social model rather than a medical 
model. So, that is it in a nutshell.” (Site A: Befriender 01) 

 

Others felt that a compassionate communities approach was inclusive of the 

wider neighbourhood and social networks as expressed by these two 

befrienders, one from Site A and the other from Site B : 

 

“Compassionate communities is about taking it out into the 
community.  We pass on those skills and encourage other people to 
do that for people, so then it becomes the norm…Support at home is 
just the tip of the iceberg.” (Site A: Befriender 01) 

 
“Lots of friend and neighbours will say if there is anything I can do and 
then the patient won’t follow it up and  it is part of our job to say’ Well 
if there is something they can do, let’s involve them as well.” (Site B: 
Befriender 06) 
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Many of the befrienders had been caring for someone who had died and their 

personal experiences had shaped their understandings of compassionate 

communities and led them to become befrienders. A Site B befriender related 

how she was supported by members of a dementia support group when she 

was caring for her late husband.  This shaped her understanding of what a 

compassionate communities approach is, and she felt that the experience of 

being a carer and experiencing bereavement prepared her for being a 

befriender:  

 

“I think that people who have had a caring role would find this work 
very much easier, because they know about loss. I mean…It was a 
tragic time but I think it has made me a better person…I felt very 
isolated, until I got in with these societies and they helped me. I 
realised that it is very important to make people realise that there are 
people living among them who might be lonely or who don’t have 
anyone…I am trying to give something back.” (Site B: Befriender 11)  
 

Similarly the personal experience of a Site C befriender informed her 

understanding of compassionate communities. She pinpointed the importance 

of support from befrienders, someone unrelated providing close 

compassionate support:  

 

“When I first started to be a befriender it was my total compassion for 
people because of my dad, my mum and my husband had all died 
from cancer. Of course, medicine is important but to have loving care 
around you and to have a person who is not connected to your family 
to go in and be compassionate, that is what it means for me.” (Site C: 
Befriender 02)  

 

The experience of caring for a dying family member had enabled them to 

empathise with others in a similar situation. The compassionate communities 

approach resonated with them and enabled them to actively participate as 

befrienders at each site:    

 

 “I had previous experience of caring, and I have now retired and I 
thought well it is as good an opportunity as any to put my skills to use 
again. So that is why, and I am really enjoying it as well.” (Site A: 
Befriender 02) 
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 “People who have had a caring role would find this work very much 

easier, because they have experienced it, they know about loss.” (Site 

B: Befriender 11) 

 

The essence of the befriender role was experienced as simply to give time, to 

be with people in their own home:  

 

“Because you think I am only giving you a couple of hours of my week.” 
(Site A: Befriender 03) 
 

“This is what it’s all about … it’s about time because people haven’t got 
time for one another anymore.” (Site C: Befriender 03) 
 
 

 

5.3 Training, supervision and support 

The role of the befriender as part of a compassionate communities approach, 

was different to other end of life care volunteer roles which were usually 

carried out on the organisation site premises where there were other members 

of the team. This befriender role was an extension of the volunteer role to be 

carried out in the homes where someone was living towards the end of life, as 

part of the formal health care provision of all three sites. The befrienders had 

formal training and were supervised at all the sites. Before any of the 

befrienders started working, they were trained in communication skills such 

as enhanced/active listening and the befrienders commented how they 

thought this element was a major part of their role. In some respect, the 

emphasis on listening more than talking was welcomed as some befrienders 

commented they had worried about what to say or saying the wrong thing: 

 

“What I was taught to do was just too really listen.  At first I was a bit 
concerned about what kind of questions should I ask without upsetting 
the person?’ After a few courses of training, I did realise that you really 
do not have to ask questions, as it’s down to the individual what they 
want to say and talk about.” (Site C: Befriender 03)  
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“One of the most difficult parts of the training for me was the emphasis 
on listening because you know I am quite happy to gab away ten to 
the dozen and I am absolutely rubbish at listening. So the mindfulness 
necessary for actually slowing down, pausing and not interjecting are 
listening skills I obviously have learnt…and the capacity to listen is as 
you say absolutely crucial.”  (Site B: Befriender 03)  

 

Part of the training focused on the boundaries of the role, such as: not giving 

people their home phone number; pre-arranging visits and not popping round; 

informing the organisation when the visits were taking place; and reporting 

back after each visit. This befriender expressed the formal training about 

boundaries as follows: 

 

 “Well, the [Hospice] is very good on training.  It is good in telling you 
how not to get too involved.” (Site B: Befriender 11). 

 

The befrienders at all the sites felt supported and some of them spoke about 

feeling they were part of the wider team: 

 

“The support that I get, makes me feel l that I am part of a team, which 
is something I really like.” (Site A: Befriender 03) 
 
“It’s somewhat coming alongside people in that community, and 
working as part of a team of the doctors and nurses -whoever is 
involved with the patient.” (Site B; Befriender 09)  
 
“I mean the supervision was fantastic… Luckily here people are 

caring and because all the various training that we’ve done.” (Site C: 

Befriender 01) 

 

The main topic of discussion within the focus groups was about the different 

aspects of their roles across all the sites. The befrienders worked alone in the 

community as individuals with the people they supported and their families, so 

when they had the opportunity to meet together with other befrienders it was 

valuable support. Site B befrienders emphasised how sharing their 

experiences with each other and the compassionate communities coordinator 

in group supervision helped them to build their confidence, and it reduced their 

feelings of isolation whilst working alone. Another befriender explained, how 
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she found meeting with other befrienders, a way to share anxieties and learn 

from others: 

 

“I have been given confidence by meeting other befrienders and just 
sharing experiences.  Sometimes having a little laugh and realising 
that you are not isolated. When you first go out and meet somebody, 
I find it petrifying. I am not very good on the phone anyway until I know 
somebody but I found that was awful and then you gradually go into 
the home.” (Site B: Befriender 01)  

 
 “It is very good to get another person’s perspective and every one of 
us befrienders have different perspectives. We have all had different 
lives, and how we manage our little job, or whatever you care to call 
it, is very different…Some of the stories that my colleagues come 
back with and the stuff that they have actually had to deal with, is far 
more complex than anything I have had to deal with so far.” (Site B: 
Befriender 12)  

 

 

5.4 Fluid role boundaries  

Across all the sites there were boundaries to the befriending role with some 

variation. The befrienders were aware of the boundaries of their role, as these 

befrienders expressed:  

 

“Obviously there are all sorts of very careful limits one has to be aware 
of.” (Site B: Befriender 03).   
 
 “We are under this hospice so the hospice would get the blame so 
we do need the boundaries.”(Site B: Befriender 05).  

 

In practice the befrienders found that boundaries needed to be fluid as the 

encountered circumstances unique to the people and the families they 

supported. One example given by a befriender was of visiting a person who 

enjoyed having a glass of red wine during her visit. He was blind, and she was 

not allowed to pour the wine into his glass, so she liaised with his daughter, 

who made sure he had a glass of wine ready prior to the befriender’s visit: 
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“His daughter knew when I would be coming. I told her that I can’t 
pour the wine but I can move the glass towards him. So she used to 
go in to pour the wine first.” (Site B: Befriender 08)  

 

A key part of boundary management was to manage and prevent befriender 

dependency or over involvement. For this reason, Site A befriender visits were 

restricted to twelve weeks, after which they were reviewed. If people still felt 

they wanted to continue with befriending support, then normally another 

befriender was allocated to them. However, there was some flexibility if people 

wanted continuity with the same befriender, especially if trust had been 

established as this befriender explained: 

 

“After seeing one lady  for 12 weeks, we had a really good relationship 
and I knew she didn’t want it to stop so I had a word with ( x staff) and 
I saw her every other week…I think it would have been  be very, very, 
very difficult after the 12 weeks to say no to her. But then I am more 
than happy to carry on seeing her.” (Site A: Befriender 01) 

 

The befrienders were very aware of the issue of over involvement and 

dependency: 

 

“You know you have to be very careful with dependency, dependency 
can be quite a burden.” (Site B: Befriender 05).   

 

Working by themselves, the befrienders had some autonomy within their role 

and were aware of how they had to use their own judgement to navigate the 

situations they found themselves in. Some of the befrienders thought their role 

needed to be flexible depending on the needs of the people they supported. 

This sometimes involved practical help. For example one Site C befriender 

accompanied people to appointments, and another Site B befriender helped 

out unexpectedly:  

 

 “I think you have to be prepared to go a little bit extra too. I remember 
an older lady who I went to the [hospital] with and she used to rattle away 
and she said, ‘Do you know, when my daughter comes I hardly say 
anything.” (Site C: Befriender 02)  
 

“Once I went into this old chap’s house and his washing was on the line 
and it was about to rain and I said ‘Hey, shall I get the washing in?’ and 
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he suddenly saw me just as a friend and an ordinary person rather then 
somebody to come and sit and talk about serious things.” (Site B: 
Befriender 01)  

 

Cathy’s befriender Casey was very aware of Cathy’s circumstances of living 

alone with no family around her, so she took it upon herself to help her in 

practical ways visiting her during the weekend when Cathy had nobody else 

to help her: 

 

“Sometimes I did help her, when I thought she was very frail. I did help 
her to get her evening meal ready, and once or twice I have unpacked 
things that have been lying around but more often than not, I made her 
a cup of tea and we used to have a chat together…She used to look 
forward to my visits, because I visited her on Saturday afternoon and I 
was able to spend a couple of hours with her.” (Site B: Casey - Befriender 
11) 

 

While Site C befrienders were allowed to drive people in their own cars Site B 

befrienders were not allowed to do this, which was one thing Casey found 

frustrating: 

 

“Unfortunately, I was not allowed to take her [Cathy] anywhere, 
because I think that is what she needed most of all. She needed 
somebody who was able to take her to appointments, or even just 
take her out on Sunday to church but as a hospice befriender we are 
not allowed to do that.” (Site B: Casey - Befriender 11) 

 

Another befriender felt obliged to go the extra mile for the family she was 

supporting when the carer became ill. The carer was looking after her dying 

husband and an elderly mother. On the day the befriender went to visit, the 

carer was distraught because she was not able to do her mother’s shopping 

and worried about her not having any food. So, the befriender did the shopping 

and together with a Site A staff member they delivered the shopping to her 

elderly mother’s home: 

 

“If you have got someone who needs a little bit more, you would just 
do it. If they were ill and they needed shopping and they were worried 
about their mum…I think it is brilliant and it is going if you like that little 
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extra mile, but it is just a natural thing that you would do.” (Site A: 
Befriender 03)    

                                                                                                                                         

Befrienders from all the sites discussed the need for a degree of flexibility to 

the role, as individual circumstances varied and sometimes the situations 

changed very quickly: 

 
“We are there for the patient or the carer and it is different every time. 
It is part of the thing that makes the job so fascinating. You have to 
be flexible, I think that’s one of the main things and not to be in the 
least bit judgemental.” (Site B: Befriender 04)  
 
“You have got to have emotional litmus paper with you - every time 
you ring, every time you go to the house”. (Site B: Befriender 02)  

 

Support provided by the befrienders in the home setting was an important 

factor in their social interactions. The people they were supporting were 

comfortable within their own home, which facilitated establishing a relaxed 

relationship.  Visiting people in their own home in their own space was picked 

up by Barbara the befriender who supported Bob, and she described how 

privileged she felt at being accepted not just into his home but into their lives: 

 

“Absolutely privileged, every person that we are asked to go and see, 
it is a privilege to be welcomed into their home and their environment.” 
(Site B: Befriender 12)  

 

 

 Understandings of boundaries by befrienders and 

primary participants  

Most befrienders were clear that they should not take on issues beyond their 

training, such as not providing care or lifting and not advising on clinical issues. 

However, for the people they visited these boundaries were less clear. 

Sometimes the people they supported did not differentiate between the 

befrienders and  the palliative care nursing team and at times they were asked 

questions or given information relating to the clinical aspects of  care that the 

befrienders passed on to the  palliative care team.  As part of their role, the 

befrienders reported back to their line manager after each visit and when 
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needed, they made direct contact with the appropriate palliative care team 

member as this befriender explained: 

 

“You know it not our job to do anything else but to ensure that 
the [nurse] is aware of these issues and someone else can help 
because we are not experts, in this area.”(Site B: Befriender 06)  
 

This befriender was clear that she was not there to support clinical aspects of 

care but relayed relevant information to the palliative care team.  Sometimes 

situations arose when the primary carer was out during a visit, and the 

befriender had to follow instructions issued by the carer. There were two 

instances described in the focus groups concerning oxygen machines: 

 

“I went in there to sit with her for 2 hours while her husband went to 
hospital.  He said to me ‘She will get out of bed to use the commode 
but her oxygen levels will drop so you have to put it up to 6… then put 
it back. Now this was very early days for me doing this…  I did it and 
she was fine -she could breathe okay - so I put it back to 4 and I had 
to help her back into bed. I could have done my back… I did feel 
uncomfortable doing that because what if she had died you know with 
me doing this.” (Site B: Befriender 06) 
 
“I would sit with the patient while she [carer] went out and did some 
shopping so I got to know him a bit but then within weeks he was so 
ill that he slept most of the time I was there… He was on an oxygen 
machine and drip and various other things and one day she says to 
me ‘I have had a lot of trouble with it switching off and you have to re-
start it by doing this. I thought this is going to be difficult and when she 
went, I was keeping my fingers crossed it didn’t go off and luckily it 
didn’t.” (Site B: Befriender 10)  
 

As much as the befrienders adhered to the boundaries they sometimes faced 

dilemmas when they had to exercise their own judgement as related here: 

 

“The district nurse was with my lady who needed to be moved up the 
bed. There was only me and her in the room. I said ‘Well I am not very 
good at that, I don’t know how to do it”. But I wanted to help because 
she couldn’t move her on her own. You have to judge each situation 
as it comes you know…..Sometimes things crop up you know, little 
things. They might spill all over themselves in bed and they are sitting 
in bed lying there in hot tea?” (Site B: Befriender 05)  
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 Boundaries between being a befriender and/or friend 

The befrienders’ role was to befriend people at end of life and their carers to 

form supportive relationships working as part of the formal health care 

provided within a compassionate communities approach. The befrienders, 

however, did not find it easy to articulate these relationships, as the concept 

of a formal befriender offering informal friendship was a contradiction in terms, 

and so they felt they offered friendship although they were not friends:  

 

“I see the role, really you cannot avoid them thinking of you as a 
friend… and you have to give something of yourself to help them… If 
you sit down with your friends, you tell them all your troubles. But here 
you don’t… you have got to listen to what they are saying and that is 
the difference between having a friend and a friendship.” (Site B: 
Befriender 05) 
 
“We are not friends although we do develop friendship inevitably. We 
are not part of the family so there is an objectivity there.” (B: 
Befriender 10) 
 

The need for boundaries was well understood but a formal role providing 

informal support in the form of friendship was felt to be ambiguous. Some 

befrienders found it difficult to navigate, others were more relaxed: 

 

“When I say love [for the people she supported] it’s on a different level 
to your family love. But you still have to be aware of protecting yourself 
from not going too deep because you know you can’t let that stay with 
you.” (Site C: Befriender 02) 
  
 “We all meet and have met some wonderful people going through 
these journeys… a kind of friendship did develop in a way and it was 
amazing to see the difference…but to be honest, I got a great deal 
from it.” (Site C: Befriender 04) 

 

Site A befrienders described a strategy they deployed when they felt 

emotionally drawn to the person they were supporting.  They would touch their 

befriender badge (worn while on visits) to remind themselves that they were 

there visiting people in a formal role as befrienders. 
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“When you are becoming too emotionally involved, hang on to your 
badges…I mean you do become a friend to the family, and they open 
up a lot of times to you, but you have got to be aware that you are 
there as a Befriender and there are boundaries.” (Site A: Befriender 
02)  

 
In the effort to keep herself from becoming too involved, another Site A 

befriender described how she mostly  listened, careful not to share too much 

about her own personal life, but this somehow made her feel guilty. While 

another befriender felt she was able to share nuggets about herself with the 

person she was supporting but was mindful that she was there to give support: 

 

“I feel a bit naughty at times because I am taking a lot from them, I 
listen to a lot of their worries and concerns but they don’t get that much 
from me… I never talk about my personal life, or say I have been to 
the theatre at the weekend. I never give too much of myself.” (Site A: 
Befriender 02)  

 
 “I will give her a little bit so she knows my dog’s name and she knows 
my husband’s name and that is fine.  A couple of times last week I 
had to say to her stop, that is it now, enough about me, talk about you 
and she was quite happy to do that...We all like to talk about ourselves 
but I mean for me it is about her, not me.” (Site A: Befriender 03)  

 

 

5.5 Emotional aspects of the role  

Befrienders understood that the reasons for some of the boundaries of the 

role was to protect them when supporting people at the end of their life. 

Nevertheless some befrienders mentioned the emotional impact of their role. 

This Site C befriender expressed how being able to accompany people 

towards the end of their life outweighed the emotional cost: 

 

“Empathy is so different to sympathy and it costs you, as you might 
be sad for who you’re visiting. I remember one young mum who we 
were there at her last breath. She was one of those that got into my 
heart. She used to want to just go out of the house and have a cup of 
coffee and just talk to me and she used to lock eyes and she asked 
me so many questions about my faith, you know, she wanted 
something to hang on to …that was particularly hard but at the same 
time it was alright.” (Site C: Befriender 02)  
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The befrienders felt they were a safety net for the people they supported and 

even though they knew they should not, they went beyond the boundaries of 

their role to support them. These two befrienders had given their home 

telephone numbers to people to contact them in times of need: 

 

“They say don’t do it but if somebody has got suicidal tendencies, 
being a Samaritan I am obsessed with the suicidal question.   I say ‘I 
am going to give you my telephone number you can ring me at any 
time especially if it is 4 o’clock in the morning. You pick up the phone 
and you ring me.’  No one has but, two of them have said it was so 
comforting to know they could if they needed to.” (Site B: Befriender 
02)  
 
“You have given her that chance, that if she has got a problem she 
has got your number.  I haven’t had anybody yet who I haven’t felt 
comfortable about giving my number.”(Site B: Befriender 04)  

 

Befrienders described their role as ‘soaking up’ what people told them. One 

befriender said she debriefed about the emotional aspects of her role with her 

supervisor and peers at her organisation. The befrienders recognised the 

boundaries were there to maintain their emotional wellbeing: 

 

“Pour it all out, just to pour it all out, which they do and that is okay…A 
listening ear that is separate from the family, separate from the 
spouse or whatever, that they can download onto.” (Site B: Befriender 
12)  

“It’s as if we’re sponge soaking up whatever they ‘re emitting but we’ve 
got to remember to wring it out after, you know, not keep it in….I think 
it’s important that befrienders are aware that there are boundaries.” 
(Site C: Befriender 01)  
 
“There’s got to be a boundary because I’m quite an emotional person 
and sensitive and sometimes it’s hard to not get too emotionally 
involved with people but, to have compassion enough to listen and 
really care about that person that you don’t really know but not to get 
too involved so that you’re worrying at night about them.” (Site C: 
Befrienders 03)  
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5.6 Supporting carers  

Befrienders were passionate about supporting carers and viewed it as an 

essential element of their role. One befriender used to plan and space her 

visits on days when she knew they were not expecting other visitors: 

 

“I have been doing it for many years and in my experience carers 
often find it overwhelming with so many people involved… They are 
bombarded with people coming in, sometimes within one day. I think 
it is a good to know when a nurse is going in, so you go in on different 
day.” (Site B: Befriender 08)  

 

From personal experiences, the befrienders knew that carers were at risk of 

feeling isolated and in need of support. In many cases they were involved in 

supporting both the dying person and their carers, as these two befrienders 

expressed: 

 

“From my point of view, I think the carer support we give as 
befrienders is very important … I seem to relate more sometimes to 
the carers and the families…I find I go to see patients and they may 
not need me but then it is the carers who may need more help as they 
won’t talk to their family, they don’t want to worry them… so they will 
talk to befrienders.” (Site B: Befriender 01) 
 
“The carer is the most isolated difficult place to be, I have been there 
and done it and it is not a nice place and it is the carer that needs the 
help… I am there for them to shout at, because there is nobody for 
them to shout at and a lot of the carers get shouted at.” (Site B: 
Befriender 08) 

 

Some felt that carers were unintentionally overlooked because the attention 

was mostly directed towards the dying person. This befriender felt honoured 

she was trusted to provide respite for the dying person supporting his wife to 

have a break: 

 

“He gets all the attention…whereas she is the carer just left wandering 
around and it is lovely to just have normal conversation and ask her 
how things are… I feel as if I am caring for her as well as the patient. 
She goes out and enjoys herself shopping or goes out for a meal or 
meets up with friends. She is benefitting so much by our service, 
knowing that her husband is being left with me, someone she can 
trust.” (Site A: Befriender 02)  
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On one occasion the befriender explained, when a primary carer was ill and 

feeling low and so she told the befriender not to bother to visit. However, the 

befriender did visit and realising how ill the carer was the befriender contacted 

the GP: 

 

“She was physically ill and she phoned me at home and she said I 
don’t think it is worth your while coming…When I saw how she looked, 
I called her GP, who came out and addressed the medical issue…and 
she said to me  ‘What you did for me that day I will never forget.” (Site 
A: Befriender 02)  

 

This befriender gave support to a carer only by telephone while she cared for 

her dying husband, during unsociable hours:  

 

“One particular carer I had never even met. I was just on the end of 
the phone for nearly twelve months… The first time I met her was at 
her husband’s funeral… She would ring me up, I don’t know umpteen 
times in the middle of Sunday night in floods of tears. It was because 
she was worn out and didn’t know what to do, didn’t know who to 
speak to. So she just rang me. It is a difficult road to go down as a 
carer.” (Site B: Befriender 05)  

 

The significance of supporting carers as individuals in their own right was 

understood by many of the befrienders across all the sites:  

 

“I look on my role to try to make them see that they still have a life of 
their own, that they are still alive and when the person they have been 
married to for fifty odd years has died they are still going to be alive 
and they have still got to live.” (Site B: Befriender 08)  
 
“She gives him the best quality of life which she possibly can, but I am 
looking out for her as a carer and I give her, I think, the emotional 
strength that she needs to keep going on with it.” (Site A: Befriender 
03)  

 

One befriender supported a dying person who was partially paralysed and 

unable to talk. The befriender sat with him while his wife went to the gym for 

a break, the man was so grateful that his wife was able to have a break, that 

he found a way to express his gratitude:  
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“[He] gave me a double handshake and would not let me go and 
he stared at me… [His wife] said ‘He likes you because you 
treated me with respect.” (Site B: Befriender 02) 
 

The befrienders offered continuity of support to the carers during 

bereavement. Many of the Site B befrienders spoke of carrying on providing 

support for the carers and families after bereavement including practical 

assistance. They found that even though the carers had the option to access 

bereavement support, they preferred to continue with support from the 

befriender because of their connection to the person who had died:    

 

“She would say, ‘When I am gone, will you talk to my husband 
because I know he needs something like this?’ I said ‘Don’t you worry 
about that, I won’t leave him and we will get that sorted.” (Site B: 
Befriender 04)  
 
“She [carer] still wants to keep in touch with me and I have explained 
that I have been told it is okay. It is almost once a week but she will 
phone me up and she just likes to talk to me because it is somebody 
different from all her family and friends. She can talk about different 
things and how she feels.” (Site B: Befriender 01)  
 
 “She [carer] didn’t have many people as all her family were in New 
Zealand and so I stayed in touch with her for some months 
afterwards… I helped in the garage with his fishing things which I took 
to the hospice shop.” (Site B: Befriender 10)    
  

 

 

5.7 Trust  

The development of trust between primary participants and befrienders was 

spoken about by befrienders. They found that clients confided in them matters 

of sensitive nature mostly relating to death and dying. Several befrienders felt 

they developed strong relationships with people they supported as they spent 

time together, and this facilitated the opportunity for people to share private 

thoughts. One befriender thought the reason they established a trusting 

relationship in a short space of time was because of the trust associated with 

the organisation was imparted to them as befrienders. This made it easier to 
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build trust in a short span of time, enabling people at end of life to discuss 

issues they were not able to share with other people close to them: 

 

 “I guess the reputation of the hospice, and the rest of it, we can be 
trusted, very quickly…If you make a positive link then the whole 
business of building trust, of openness and communication is actually 
telescoped. It happens incredibly quickly, something that might take 
years in an ordinary friendship or relationship, can happen literally 
within weeks and people will talk to you about things they can’t talk to 
their immediate partner about.” (Site B: Befriender 03) 

 

The befrienders across all the sites provided companionship and friendship. 

They were a sounding boards for people, good listeners and trusted to keep 

confidences. The befrienders were surprised how the people they supported 

accepted them into their close circle of support. They shared personal and 

intimate conversations with them that made the befriender feel they were 

privileged to be entrusted with sensitive matters: 

 

“She will talk to me about things that her daughter has no idea of how 
she is feeling because she won’t talk to her about it…the family 
sometimes don’t know an awful lot about what they think, they will talk 
to us.”  (Site B: Befriender 01) 

 
“He would open up to me and he would say, ‘My family don’t even 
know that’ but he knew that it wouldn’t go any further.” (Site C: 
Befriender 04) 
 
 “It is really humbling to think they open up their homes to you and 
they trust you.” (Site A: Befriender 02)  
 

This befriender was surprised she was so welcomed.  Like many of the 

befrienders she felt that they were not just accepted into their home but into 

their lives on a deep level: 

 

“Well I think with most of them it is a privilege, you know these people 
are battling against the odds…I have got one chap at the moment, his 
extended family are going to move in with him and he said to me that 
does not mean you can’t come (laughter) which I thought was 
lovely…I have been seeing several patients for probably 6 months. I 
can honestly say that their faces light up, and we have a jolly good 
time… I realise I have become a friend to them and even if they had 
got family.” (Site B: Befriender 01)  
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The befrienders’ non-judgmental approach provided a safe space for 

individuals to share their thoughts and feelings without having to consider the 

effects on the listener: 

 

“She couldn’t talk about her death with her daughter and yet to me 

she told me about her will and how she had sorted all that out.” (Site 

C: Befriender 02) 

 
“I think the biggest difference for them is we don’t judge…and we are 
not there for that, we let them be who they are. If they want to cry 
they’re got the freedom to cry, if they want to shout, within 
reason…they can just be who they are with us.” (Site C: Befriender 
01) 
 
“She also, told me things as well that she wouldn’t tell her family...I 
found that with other people I have seen, they tend to tell you things 
that they wouldn’t tell the family.” (Site A: Befriender 03)  

 

In this one instance, a befriender described how one individual had disclosed 

something he had kept hidden from other formal carers, but he felt he could 

tell her: 

 

“I had a chance when I was listening [to a patient] who slept 
downstairs because he could not manage the stairs to get to his 
bedroom…we were chatting and he said to me ‘I can actually get 
upstairs but I don’t like to go to bed because I am terrified if I go to 
sleep, if I lie in bed, I am going to die.” (Site B: Befriender 10) 

 

With his permission, the befriender shared this with the community nurse. He 

was suffering from panic attacks but had not realised that he could be helped.  

The befrienders at all the sites found people would share their thoughts and 

open up to them: 

 

“Even if they have got terrific support within their family, I think they 
like to talk to somebody outside the family. They think people with a 
life-threatening illness often feel they are a burden on families or there 
is tension within the family and it is just handy to have maybe just a 
sounding board sometimes.” (Site B: Befriender 04) 
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One befriender thought that the people she supported sometimes rehearsed 

conversations with her, working through different thoughts of how they might 

express themselves: 

 

“I think one of the things that is good is they get opportunity to 
rehearse conversations with you, to try out ideas on you, and you are 
not invested in the family at all, like other family members would be.” 
(Site A: Befriender 01) 

  

The befrienders were amazed at how just being available to listen, helped to 

build a close trusting relationship that was significant, and rewarding for both 

the them and the people they supported, as this  befriender expressed: 

 

“It’s just a wonderful feeling being able to go in and that person 

knowing that they can confide in you. Trust is paramount and that they 

know that there’s somebody there - a listening ear.” (Site C: 

Befriender 01) 

 

 

5.8 Talking about death and dying  

Talking about death and dying was often difficult for families, however it was 

easier to do so with befrienders and this was a recurring theme among the 

befrienders. 

 

“I think when it comes to situations like this, it feels like they’re walking 
on eggshells and they’re afraid of saying perhaps the wrong word 
unintentionally. As they began to feel more at ease with you then they 
would unprompted talk about many things, personal things…getting it 
off their chest, made the world of difference.” (Site C: Befriender 04) 

“We do connect on a very deep level…often talk about death, about 
what is going to happen afterwards and who is going to be waiting for 
her, and being reunited with her husband …I think it is really 
important, and they are the kind of conversations that they don’t have 
with their families because they don’t want to upset them, so I think it 
is really key.” (Site A: Befriender 01)  
 
“If I had a person like that I would go with the flow. If they wanted to 
talk about it, [dying] yes definitely I would go with them and try and 
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reassure them. But if they didn’t, equally I wouldn’t bring it up.” (Site 
A: Befriender 03) 

 

For many families discussing the impending death of a loved one was highly 

emotional and difficult. Highlighted here is how one befriender would listen to 

a dying person in her bed, while her family listened just outside the room: 

  

“I remember this one lady who was fully aware that she was going to 

die and she was able to talk about it but her family couldn’t and every 

time I went, she used to sort of be mainly in her bedroom but the family 

would all pile in hallway to hear her talk to me and express herself. I 

was a conduit for them to listen to her.” (Site C: Befriender 02)  

  

Although the dying person was speaking to the befriender really she was 

speaking to the family, she had found a way to communicate to her family 

through the befriender. The befriender described it as being used as a ‘plug 

in’ that allowed the family to listen and hear that she was okay about dying: 

 

“I was not asking questions, but she was talking and I reflected back 

to her… She was aware of them and when the family did finally leave 

she said, ‘Thank you ever so much because I think they wanted to 

listen to what I’m feeling.” (Site C: Befriender 02)  

 

Not everyone wanted to talk about death and dying. Some befrienders were 

conscious that not everyone they visited wanted to have those discussions. 

They understood their role was to take the direction from the person they were 

supporting, engaging with them on their terms: 

 

“Some people want to talk about, others really don’t, they don’t want 

to admit it…if they want to talk they can talk and if not then not, so to 

me that’s one of the whole point of being there, just let them waffle on 

about the TV if they want you know and don’t probe them.” (Site C: 

Befriender 01)  

 

The befriender who supported Bob and Beatrice felt that they did not want to 

discuss death and dying:   
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“My couple who I speak with, [Bob & Beatrice] do not want to discuss 
their prognosis. They do not want to discuss that and although I am 
trying to encourage discussion, which is my brief as a befriender and 
for them to see an easier way to talk about things.” (Site B: Befriender 
12) 

 

However, Bob and Beatrice reported that the befriender had helped them talk 

about death and dying.  Some befrienders felt that death and dying was not a 

dominant subject and as this befriender expressed: “I think you do have more 

conversations about living than about dying” (Site C Befriender 02). Another 

befriender aimed to make people laugh, especially if their verbal 

communication had declined: 

 

“My aim is when they are dying, when they are in the their last days 
is to make them laugh, to do that you have got to be able to know 
what buttons to press, actually to make them laugh and it can take 
time…In the end his partner just said, ‘thank you, thank you’ and he 
(patient) said ‘I know what you are doing, you are helping me to die 
and you are doing a good job’…I was absolutely speechless for the 
first time in my life because it was exactly what I was doing…At the 
end of it, after the funeral there was a sort of a credit roll on the back 
of the funeral service note of who had done what I came right down 
the bottom of the billing where it belonged and my name, from the 
hospice who brought laughter.” (Site B: Befriender 02) 

 

 

5.9 Being part of the Inner circle of care  

Many of the befrienders found being able to support people at end of life and 

was a privilege. Some of the befrienders spoke about how being able to say 

goodbye at the end of life and being present at funerals was important to them. 

For this befriender the person she visited had moved to a care home and her 

husband invited her to go along with him to visit. The befriender was grateful 

to have seen her one last time before she died the following day: 

 

“I am glad that I went and saw her, yes, and the fact is that he probably 
knew how ill she was…but he was still happy for me to come and see 
her at the care home.” (Site B: Befriender 11) 
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This befriender offered to support the family with spending time with the dying 

person in the evening so that her husband could attend a hobby club with his 

son while she stayed with his wife. The family were very grateful to the 

befriender that she was one of the few people that was invited when they 

renewed their wedding vows before she died: 

 

“She wanted to get their marriage vows renewed and they did at the 
hospice, I think they did on the Good Friday and she died on the 
Easter Sunday… I was invited I felt that was for me as a really positive 
experience.” (Site B: Befriender 04)   
  

Being able to say a final farewell to the dying person, they had developed a 

relationship with was considered a privilege and rewarding as well as an 

enriching experience for them:  

 

“She [wife] left me alone with him and he had his eyes closed, and I 
say ‘I know you can hear me (he smiles) I am going to say goodbye 
to you now but I know I am going to see you again and I want you to 
be there’…How good is that? You can’t as a human being you cannot 
buy experiences like that… it is a very humbling business, richly 
rewarding.” (Site B: Befriender 02)  

 

Another befriender had been supporting people over many years and she 

spoke of how the experience of supporting people at end of life had made a 

deep lasting emotional impact on her, as she recalled the memories of the 

people she had supported from over a decade ago: 

 

“I remember a lady who was on her own. She had been a nurse so 
she knew all the implications of what she’d got but she hadn’t got a 
soul. She had never married and there was no family, no cousin she 
was truly by herself. I went to visit her a few times but she was in 
hospital quite quickly, and was deteriorating quickly. The afternoon I 
went to visit her at the hospital, I was the last person she saw. She 
died two hours later. So her face stands out, the first one who I’ve 
ever visited but there are so many in my thoughts.” (Site C: Befriender 
02) 

 

 The befrienders described how their relationships with each person was 

different, a privilege that enhanced their own lives: 
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“Every client you go to, however many clients I might have, it is going 
to be a different experience every time, because you are stepping into 
somebody’s home life, their community and you are going there as a 
visitor. And a privileged visitor, because they pour out their heart, if 
they want to… Yes, absolutely privilege, absolutely, every person that 
we are asked to go and see.” (Site B: Befriender 12)  

 
 “I think the other thing with befriending and speaking to people and 
listening is it helps you to question yourself and your own thoughts on 
things and to deepen your own understanding.” (Site C: Befriender 
01)  
 

Many of the befrienders recognised that supporting people at the end of life 

was not for everyone. Some of the befrienders spoke of how their friends could 

not always understand why they chose to volunteer to befriend dying people. 

This befriender explained her visits were not as sombre as others perceived, 

and explained she loved it:  

 

“My role initially was befriending and that was really important for 
me…because it helps you to grow, it helps your awareness that so 
many people are alone…I used to say I love doing it and people were 
like ‘that’s a strange thing to say, how can you love being around dying 
people?’... It wasn’t doom and gloom, they were lively and chatted 
about everything and again, that’s important as well.” (Site C: 
Befriender 01) 

 

Surprisingly, the befrienders were as grateful as the people they supported 

and felt that giving their time was precious: 

 

“This lady I am seeing at the moment, she is the most amazing lady. 
Her smile is about that big [gestures with hand] and she squeezes me 
to death as I walk through the door. She is just – I mean it doesn’t 
have to be me, it could be anybody but she is just so thankful for 
someone coming through the door.” (Site A: Befriender 03)  

 
“It sounds not right but it is really rewarding. I remember reading at 
the time about the most precious thing you can give people is your 
time and I believe that totally…you can take all sorts of gifts and 
presents and flowers and you can leave them and  but the most thing 
that you can give people is to spend quality time with them.” (Site C: 
Befriender 02)  
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The befrienders were overwhelmed by how much their support was 

appreciated by the dying people and their families: 

 

“They tell you all the time as well, they say, ‘I can’t thank you enough, 
thank you so much, I tell everybody the day before you are coming’. 
It just makes you feel good.” (Site A: Befriender 02) 

 
“I probably get more out of it than they do really, because it is great, 
it is lovely.” (Site A: Befriender 03) 

  

 

5.10 Chapter conclusion   

This chapter addresses the second research question, ‘How do volunteer 

befrienders understand and experience their role in compassionate 

communities approaches when providing support towards the end of life?’ The 

formal provision of volunteer befrienders was developed as part of a 

compassionate communities approach towards the end of life in all three sites. 

Role boundaries were a key issue in their training and were raised in the 

interviews with the befrienders. The boundaries of the role varied at each of 

the sites and the befrienders experienced the boundaries differently, 

dependent on the circumstances of the people they supported. The befriender 

role was fluid as they negotiated the different situation they encountered in 

their volunteering. Sallnow (2017) found volunteer boundaries were not just 

fluid but permeable as well.  The befrienders referred to their role as just 

spending ‘time’ with the people they supported in their homes, which is 

referred to  in the literature as ‘being with’ (Dodd et al., 2018) and ‘being there’ 

(Vanderstichelen et al., 2018).  The befrienders themselves conceptualised 

their role as friends but not quite friends, the ambiguity of formal volunteers 

supporting people at end of life was also found in the literature (Morris et al., 

2012; Pesut et al., 2018). It was a unique role that occupied the intermediate 

sphere of care within the home setting.  The befrienders at all the sites were 

very appreciative of being supported in their role by the professionals of all the 
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organisations, as well as peer support from other befrienders, as was the case 

in Sallnow (2017) study.  

 

Most of the befrienders had their own personal caring experiences that they 

felt enabled them to empathise with others at the end of their lives and their 

carers’. The literature found people with previous experience of caring at end 

of life were more confident and able to provide end of life care to others.   

(Horsfall, 2018; Pleschberger & Wosko, 2017). Their previous experience was 

often a motivation for them volunteering, a finding also noted by Morris et al., 

(2012). In this study, befrienders as part of the formal health care network not 

only supported the person living towards the end of life but also the carers in 

the households.  Trust emerged as being important between the befriender 

and the people they supported, as other literature had (Vanderstichelen et al., 

2018; Wegleitner et al., 2018). The befrienders’ role of supporting people and 

their families at the end life was a unique position because they were not a 

professional or a family member or a close friend but a person who occupied 

a space that has been described as ‘in-between’ within a liminal space 

(Vanderstichelen et al., 2018). As found in the literature (Dodd et al., 2018) 

many befrienders articulated how they felt honoured and a privileged that the 

person they were supporting shared with them confidences and dilemmas 

they could not share with anyone else. The befrienders’ experience of people 

rehearsing conversations with them as volunteers first before talking to their 

family was also found in Gardiner & Barnes (2016) study. The data has 

highlighted an emotional aspect to the role, where befrienders’ had to be alert 

and responsive to the different emotions of the people they were supporting. 

The literature on emotional labour focusses on professional carers in end of 

life care but there is a lack of literature relating emotional labour in volunteers.  

It could be argued here that befrienders in end of life care may also experience 

emotional labour as part of their role.  

 

Although volunteers have always been active within the palliative care setting 

of hospices, this extension of the volunteer befriender role in all three sites 

was an integral part of the development of a compassionate communities 

approach at the end of life. They carried out their visits in people’s homes as 



 
  

199 
 

part of the formal health care provision and were trained and supervised to do 

so, exclusively with people living towards the end of life.   

 

The previous chapter identified the two characteristics of a compassionate 

communities approach; home the place of care towards the end of life, second 

the presence of formal and informal care within both inner and outer circles of 

care.   This chapter is an analysis of the extended role of befrienders as part 

of the formal health care provision in the home is an attribute of a 

compassionate communities approach. The befrienders formed part of the 

inner circles of care of people at end of life and the households they supported 

at the end of life.  It could be argued that the therapeutic landscape of a 

compassionate communities approach has these three characteristics. The 

next chapter is an analysis of health professionals’ understandings and 

experiences of a compassionate communities approach in all three sites. 
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Chapter 6 Professionals’ Understandings and 

Experiences of Compassionate Communities 

Approaches for Delivering Public Health 

Palliative Care 

 

6.1 Introduction  

This chapter addresses the following research question: ‘How do 

professionals understand and experience compassionate communities 

approaches to care towards the end of life?’ The chapter draws on interviews 

with the twenty-three health professionals including community palliative care 

nurses, managers, care coordinators, chaplain, compassionate communities 

coordinator, bereavement counsellor, service coordinator, programme lead, 

and community worker. Twenty-one professionals from all the different sites 

participated in focus group interviews, while two participated in individual 

interviews and two were involved in both group and individual interviews. Each 

organisation had developed their own compassionate communities approach, 

so professionals’ experiences within their respective organisations varied. 

This chapter is an analysis of health professionals’ perspectives and 

experiences of compassionate communities approaches towards care at the 

end of life at each site.  

 

 

6.2 The views of health professionals on 

compassionate communities approaches at the end 

of life care 

The health professionals at all the three sites reflected on the meaning and 

characteristics of a compassionate communities approach to care at the end 

of life.  They described it as involving people interacting with each other to 
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support someone in their time of need, which included formal care and 

informal care from family, friends, neighbours, or the wider community as 

these team members from each of the sites explained: 

 

“My understanding is that it is about the environment that the patient 
lives in and the people that are around them, whether that is their 
family, friends, neighbours, faith groups. It is about the people who 
are important to them alongside the healthcare professionals. It is not 
just about the care that is delivered to them. It is about everything that 
is around them.” (Site A: Manager 01)  

“In a basic kind of way, it [compassionate communities] is people 
looking after neighbours. I know it sounds biblical but that is how it is.” 
(Site B: Manager 08) 

 
“Compassionate communities is about the community working 
together if someone is not well, coming to together helping each other, 
it could be neighbours, could be the milkman, it could be the postman 
it could be anybody, helping each other really, in time of need.” (Site 
C: Care Coordinator 03) 
 

The health professionals in all three sites defined the characteristics of a 

compassionate communities approach similarly. However, at Site C 

professionals explicitly identified compassionate communities as a social 

model, rather than a medical model of care, with a greater input of care and 

support from an informal social network enabling  the terminally ill person to 

continue living their life at home as a place of care: 

 

“Compassionate communities surrounds, and supports individuals, 
and families in a model that allows them to live a normal life in the 
community rather than having specialist services that are more 
medicalised. Compassionate communities as an approach is a social 
model of supportive care at the end of life.” (Site C: Manager 05) 

 

One professional at Site A viewed the befriender service they had developed 

as part of a compassionate communities approach and was not sure whether 

it was a social model. They thought the befriender service was a formal 

extension of the services the organisation provided to patients at the end of 

life rather than a general approach to community care but another professional 

thought it was still supporting people in the community: 
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“It is that social model - getting communities to take on responsibility 
of care within their own communities….I see ours as very much a 
hospice service.” (Site A: Team Member 08) 
  

“We’re still supporting people in the community but we’re not sort of 
going and supporting a whole community of neighbours, and linking 
neighbours up to neighbours so that they can support each other.” 
(Site A: Team Member 09) 

 

Unlike the other sites, the Site C team expressed their role as facilitating a 

wider social model of compassionate communities through building capacity 

in the community through relationships: 

 

“I think compassionate communities is about people in the community 
supporting each other, I think our role is to help people identify who 
are their sources of support in the community…Compassionate 
communities is more of a movement informing people that it’s okay to 
be involved and not to shy away and our work hopefully in the 
community has kind of supported that.” (Site C: Manager 04) 

 
“I think communities are built at grass root level, so we have to grow 
into a community…you build those relations and again I think the 
essence of it all is building relationships and it takes time.”  (Site C: 
Care Coordinator 01) 
 

In line with a community development approach, the Site B compassionate 

communities coordinator explained that she was approached by a village 

agent with a request for a suitable befriender to support an elderly person in 

the community unconnected to the hospice. It was an opportunity that they 

responded to:  

 

“[He] isn’t actually under the umbrella of the hospice, but because of 
my connection with the village agent and this community development 
role, which I see as compassionate communities…I think why you 
can’t use the companions for other areas if we want to show other 
people we are compassionate.” (Site B: Team Member 06) 
 

All the professionals across all the sites had no difficulty in articulating a wider 

interpretation of the compassionate communities approach. They also shared 

how their own organisations were developing a compassionate communities 

approach as part of their palliative end of life care services in the community.    
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6.3 Differences in compassionate communities 

approaches to caring for people at the end of life 

There was consensus amongst the professionals from all sites about their 

views and understanding of compassionate communities approaches at the 

end of life. In practice the development of a compassionate communities 

approach was different at each site and so the professionals’ views of their 

experiences are explored for each site in turn.  

 

 

 Research Site: A  

The Site A team explained that, as part of their holistic assessment they aimed 

to build up a picture of the support around the people within their care, which 

included using family trees. The team were mindful of different family 

circumstances and that the assessment aimed to capture as many details as 

they could including end of life care plans and preferences with regard to who 

from their informal network they wanted or did not want in their inner circle. 

The team explained they had to be careful about who they shared this 

information with: 

 

“We do holistic assessments of the patients…build up a picture of who 
is supporting and include them in the support we provide.” (Site A 
Community Palliative Care Nurse 03) 

 “The last bit of that is advance care planning to determine what their 
wishes are. It is not always about where they want to be when they 
are very sick. It is about who they want around them and also about 
who they don’t want around them. It is very important that we get 
history from the family tree.” (Site A: Manager) 

 

Depending on individuals’ needs the community team utilised support from 

other specialist teams within the organisation as well as directing people to 

external community organisations for different types of support and services: 

 

“The family and carers support team have a social work background 
and they are often the ones we go to or we refer patients onto. They 
are aware of lots of charities, other support and things that are 
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available for patients and their relatives if needed  - so that is good.” 
(Site A: Community Palliative Care Nurse 02)  

 “We use voluntary services to plug gaps in care. If there is another 
service out there that can provide or might be able to provide 
something…we refer them onto [internal] OTs and physio to keep 
them as active as possible.” (Site A: Community Palliative Care Nurse 
04) 

 

The team acknowledged that it was mostly the family members who were the 

informal primary carers and they understood how difficult it was for the carers 

caring for someone at end of life. As a team, they felt that part of their 

professional role was to ensure the carers had essential information and were 

reassured about what to expect: 

 

 “I think sometimes it’s about having to explain how it may go with 
symptoms and then reassuring them they are aren’t doing anything 
wrong…because you know they get really fearful.” (Site A: 
Community Palliative Care Nurse 04) 

 

The team explained that, as an organisation, they had recognised that the 

people who accessed their services did not represent the diversity of the 

population. They needed to reach out to more diverse communities and they 

were working with community groups to raise awareness of their services. 

They viewed this as part of their work with the community: 

 

“The [organisation] is doing some on-going work on trying to ensure 
we get referrals into the service that are representative of the 
community we serve. There is a lot going on at the moment with that, 
because there is unmet need out there…groups that don’t always get 
referred into our service.” (Site A: Community Palliative Care Nurse 
02)  

“We are raising our profile so that people understand that we are there 
and what we do.” (Site A: Community Palliative Care Nurse 03) 

 

A temporary community outreach worker had been recruited at Site A to 

identify and engage with community groups. Their role was  to promote their 

palliative care services - satellite clinics at GP practices, which enabled the 
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palliative care nurses to see people at  GP practices rather than at home as 

the outreach worker explained: 

 

“The idea behind my role is acknowledging that there’s an under-
utilisation of our services in certain areas…to raise the profile of these 
satellite clinics with community organisations that might support 
people who might find the satellite clinics relevant.” (Site A: Team 
Member 07)  
 

In the focus group, the team discussed their plans for starting a new befriender 

service to support people at home, based on similar models of a 

compassionate communities approach being delivered elsewhere in the 

country by other hospices: 

 

“We are looking at scoping something similar…the potential to 
become much more of a formal befriending scheme…to help out with 
practicalities sometimes or just someone to talk to.” (Site A: Manager 
01)  
 

By the end of the data collection, Site A had secured extra grant funding for 

the new volunteer befriender service. A project lead had been appointed to 

manage the project based within the community support department and 

befrienders had started to support people at end of life and their carers’ at 

home as a staff member explained: 

 

“We were aware there were lots of other services out there doing 
something very similar, so we did a lot of research around what they 
were doing, and we also did our own internal research with our 
patients…We launched a new service which was befriender-led to 
offer support to vulnerable patients in their own home and we also 
offer some support to carers and so they have opportunities to have 
a break, or go out.” (Site A: Team Member 09) 

 

They had recruited befrienders from diverse ethnic backgrounds who spoke a 

range of different languages. The befrienders were matched to people with 

similar interests and, on their first visit, a community team member introduced 

them. Thereafter, the befriender was expected to stay in contact with the 
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organisation and, if they had any issues or concerns especially clinical ones, 

they were expected to contact the team after visiting: 

 

 “What we try to do is when befrienders are allocated, they are 
allocated on mutual interest and things like that…Then on the first visit 
I would go out with the befrienders and introduce them to the patient 
and family.” (Site A: Team Member 08) 

 
“We have a procedure with phoning in as part of lone working, so we 
are constantly looking out to make sure that they are all safe…or there 
are changes, or an issue because sometimes people come back with 
health issue.” (Site A: Team Member 09)  

 

When the service started they did not anticipate any other needs than to spend 

time visiting people. However, once they started to visit people, they found 

other needs did arise and the befrienders were allowed to carry out practical 

support with the people they supported within reason. 

 

“Befrienders go and chat with patients and then we found that patients 
wanted other things. They liked maybe to go out, gardening, games, 
shops, and chemist. I think we have done a variety of different things.” 
(Site A: Team Member 09) 

 

In an effort to prevent dependency, the support of the befriender was limited 

to twelve weeks. From the beginning the time limit was made clear so that 

people did not become over-reliant or become too attached to the befrienders. 

After twelve weeks the support was reviewed. However, the time limit did not 

always work, and sometimes people did become attached to a particular 

befriender. If they wanted the befriender support to continue beyond twelve 

weeks, then, normally another befriender was introduced for another twelve 

weeks. However this was not always the case, and sometimes the same 

befriender continued:  

 

“On the first visit, on the initial assessment, we would say to them, 
‘this is a 12 weeks service, you will have a befriender for 12 weeks, 
after which we will come back and review the service, make sure that 
you’re benefiting for the service, and if you feel that you would like to 
continue, maybe we can have a look at getting another befriender.” 
(Site A: Team member 08) 
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 “We don’t like the befriender to have same situation for too long…The 
befriender would go for twelve weeks and then we would go and 
review, and then obviously if the patient felt they wanted to continue, 
then we would.” (Site A: Team Member 09) 

 

Within a short space of time, the positive impact of the support from 

befrienders for the recipients became apparent and, very soon, the 

befrienders were considered to be an integral part of their team: 

 

“I think befrienders have given them hope, and have given them back 
some independence and dignity…They really are valued and they’re 
a really big part of what we do.” (Site A: Team Member 09) 

 

A team member recalled how one person had summed up what the befriender 

support meant to them: “The medical side lets me live but it is actually the 

social support that keeps me alive.” (Site A: Team member 08) 

 

 

 Research Site B  

Similar to the previous site, with additional grant funding the Site B 

compassionate community coordinator was appointed to establish a 

compassionate communities project. The coordinator’s role was to recruit, 

train, and manage new befrienders to support people at end of life at home.  

This new befriender role was known as a ‘companion’ (referred to as 

befriender within this thesis) and the befriender role was the main element of 

their compassionate community initiative. The team explained that another 

element of their compassionate communities approach was to increase 

support from family and friends. They did this by encouraging people at the 

end of life and their carers to accept help from family and friends when it was 

offered and they adopted a ‘mantra’ to encourage people and carers to ‘just 

say yes’ when people offered to help:  

 

“It is to encourage them to actually utilise their networks so we need 
to push that more forward, making sure they use their friends and 
family…just say yes instead of no, just say yes.” (Site B: Team 
Member 06) 
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The viewpoint of the team seemed to be to reduce the reliance on formal care 

by encouraging people to think about informal care and support from those 

closest to them and their wider social network as well as from professional 

care:  

 

“You know when we talk about a circle of friends and care, you have 
got the person in the middle and it is what your inner network can do, 
what your community could do for you and what professional services 
can offer.” (Site B: Manager 08) 
 

The key element of their compassionate community project was the new 

befriender role, where the main aim was to befriend people at end of life who 

were lonely and in need of companionship.  The role was described as 

‘neutral’ with no agenda, other than to just to be with them: 

 

“To spend time with people, including to be with people who were 
socially isolated or in distress.” (Site B: Community Palliative Care 
Nurse 03)  

 
“Just to be with people who were frightened of being alone.” (Site B: 
Team Member 02)  
 

Initially, the introduction of the befriender role to support people and their 

carers caused some concerns within the organisation. Some staff members 

felt threatened that the befrienders were going to replace them. As well as the 

apprehensions of some of the frontline staff members, the senior management 

had some reservations too, as one of the managers observed: 

 

 “What is really interesting is that when we first had this idea there was 
a real nervousness about it from the senior management team.”(Site 
B: Manager 04) 
 

As the befrienders supported people, the team found their confidence in the 

befrienders grew as they started to receive positive feedback from the people 

and their families: 

  

“It took a good while for the community team. You know [thinking] is 
this going to be all right? Are these people going to mess things up? 
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I think probably it took a year to prove to itself to be a valuable 
service.” (Site B: Team Member 02)   

 

The professionals felt the befrienders were part of their team, as the 

befrienders themselves expressed in the previous chapter.  They were valued 

for the support they provided, especially in difficult circumstances, as this 

professional explained: 

 

“She [befriender] goes in every week, and I know they [patient and 
family] really value that support and she is to be applauded really for 
her consistency.” (Site B: Community Palliative Care Nurse 07) 
 

Allocating the befrienders involved the compassionate community coordinator 

liaising with the community nurses to match the befrienders to people at end 

of life and their carers. Making a good placement was important because if it 

did not work out, it caused the befriender some difficulties as the following 

example highlighted: 

 

“We have had a few befrienders who have said’ I don’t know if this 
relationship is right for me’ and I have had to re-allocate… it wasn’t 
that she disliked this person, she just felt like she couldn’t give enough 
to her. She liked to talk whereas the patient didn’t talk. When the 
befriender said she was going, the patient said’ I am really sorry you 
are going’ and then she [befriender] felt guilty so she kept on for 
another six months.” (Site B: Team Member 06) 
 

Initially, the befrienders accompanied the community nurses on their visits to 

be introduced to the person who was nearing the end of their life and their 

family.  One team member thought it was beneficial for befrienders to be 

introduced by the community nurse as it gave the befriender and the people 

they were befriending confidence, especially because some of the befrienders 

were nervous about the first initial visit: 

 

“It does work better if they know they are under the umbrella of the 
hospice. In an ideal world it would be good if they went out every time 
with them and met the patient first.” (Site B: Team Member)  

 

However, there were problems with this approach that had not been 

anticipated.  Sometimes, the dying person, and their families both perceived 



 
  

210 
 

the befriender as part of the clinical community team creating expectations 

beyond the befrienders’ boundaries. In addition, the nurses had not 

anticipated how much time it would take to support the befrienders so the 

responsibility for introducing befrienders to patients and families reverted back 

to the compassionate community coordinator. The community team were 

careful to describe the role of the befrienders as complementary to the team 

and not a replacement for the professionals. They did not always find it easy 

to articulate and promote the befrienders to people who were hesitant and 

unsure. Explaining the role of befrienders to families was not straightforward 

if the family had never been through an end of life care experience, they did 

not know what kind of support was needed or how the befriender would 

support them and not everyone wanted the support of a befriender: 

 

“I think it is all around the clarity of the role, both for them, for us and 
for the patient. Because it’s trying to let them know what their role is 
about, it is a complementary role, it’s to enhance, it’s not to replace.” 
(Site B: Team Member 02) 
 
 “The [befrienders] can be there for the family, and they may well have 
been through a similar experience. They can provide hints and tips 
about how to deal with things that may well have worked for them and 
just be a befriending service. I do symptoms management as well as 
emotional psychological support but the community [befriender] can 
be there for the family.” (Site B: Team Member 03)  
 

The team found some people were apprehensive about accepting support 

from other people as there were, “lots of barriers of trust and suspicion to get 

over first” (Site B community nurse 05). Some were not even open to an initial 

introduction, as one nurse commented it had been: “hit and miss” (Site B 

community nurse 03). For those who did accept befriender support, after each 

visit the befrienders were expected to submit a short summary report of their 

visit onto the electronic system.  If they had any urgent concerns the 

befrienders were able to contact the community nursing team directly.  The 

community team gave examples of how the communication worked between 

them and the befrienders: 

 

“[Befriender] would go off and support them on her own and then 
feedback to me probably every month but if she had any concerns, or 
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problems of any sort she would just email me or give me a ring or pop 
in, so there was good communication between us.” (Site B: Team 
Member 07) 
 

Most of the team members expressed how enthusiastic they were about the 

new befriender role, as they could see the benefits of their support and 

because they viewed the role as key to the organisation’s development of a 

compassionate communities approach:   

 

“I don’t think we can underestimate that taking someone to walk their 
dog and watch the sunset, how much that helps their wellbeing and 
health…It makes a huge difference to peoples’ care.” (Site B: 
Manager 08) 
 

The befrienders were accepted as part of the formal palliative care service by 

the people they supported and they were considered trustworthy. One 

professional thought the boundaries of the befriender role helped them to 

contain their relations with the people they supported: 

 

 “The [befrienders] help to keep that friendship thing more contained 
rather than always being available and nipping around rather than say 
we agreed I was going to come such and such time” (Site B: Team 
Member 01) 

 

How long people needed support was to some extent unknown. For example, 

a team member explained how one befriender supported a person who was 

only expected to live for three months, but lived for eighteen months and, 

during this time, the befriender visited on a weekly basis. The emotional 

impact left her feeling fatigued. She found the role too emotionally stressful, 

especially when the person died and she was bereft. The team commented 

that the befriender training came with “a health warning” (Site B team member 

02), because from the beginning they were made aware of the possible 

emotional demands of the role. The longer the befrienders supported people 

over a prolonged period of time, the stronger the relationship was and the 

greater the impact was on the befriender when the person they were 

supporting died: 
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 Research Site C 

Unlike the other two sites, Site C was not a hospice. It was a community 

organisation and the remit of work was much broader than end of life care. 

The organisation’s palliative care support was started in response to a 

community need with grant funding for a non-clinical supportive palliative care 

service as this manager explained: 

 

“[Site C] used a supportive model of community development work. 
So we came to end of life supportive care through a model of 
community development.” (Site C: Manager 05) 
 

The underlying principles of the non-clinical palliative care service were based 

on a social model of health aligned to community involvement. So, unlike Sites 

A and B, the team considered the palliative care service to be aligned to a 

compassionate communities approach from the start. The principles of 

community development within the supportive palliative care service were 

emphasised by the team.  The care coordinators emphasised how they 

supported people to navigate formal health and social care systems through 

knowledge and information: 

 

“If you have never been involved in the health and social care system 
ever, it is very difficult to navigate and to know who comes from where 
and what actually everyone’s role is, so I think we help them navigate 
those systems as well.” (Site C: Care Coordinator 01) 

 

The care coordinator on their first home visit aimed to understand people’s 

circumstances through a narrative based assessment, which involved 

listening to the dying person and their carers talk about how they were 

managing and what support they had or did not have. Then, together with the 

dying person and/or carer, their support network was explored and captured 

as a network map. This helped them to identify if there were people in their 

network who could help and where there were gaps the care coordinator 

provided appropriate support: 

 

“We do an exercise called network mapping where the care 
coordinators will go out and see the clients and talk about who is 
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involved in their care. It might be a loved one, friends, neighbours, 
family; it might be a church, or different social groups…It might be 
people that they haven’t thought about before.  Professionals are part 
of that network map as well. It helps them to identify who is in those 
inner circles and who on the periphery, the people that they can call 
on for different types of support when needed.” (Site C: Manager 04) 

 
 “The narrative based assessment is letting them tell their story…So 
it is about where they are at through their own words as to what they 
feel they need…the mapping exercise is something I do after we have 
gone through the story of the narrative when we know what their 
needs are, trying to see if there are people already there who can help 
fill them in. If there are not, we try and step in.” (Site C: Care 
Coordinator 01) 

 

The team emphasised that the small acts of support from informal carers may 

not have seemed like anything much but every little thing helped both people 

living towards the end of lives at home and their families: 

 

“It’s reminding people that even if that seems small, it is practical and 
that it is still really useful and makes a big difference to the carer. So 
even if it is doing the vacuuming once a week, it takes the pressure 
off the person and the immediate family if someone else is helping.” 
(Site C: Care Coordinator 01) 

 
 “I think using the mapping exercise can help people to identify people 
in their circle but maybe they had not thought about, I think it is a good 
way to making people aware of support networks that they have got 
because when their loved one or family member has passed away, 
hopefully the supportive network would carry on to then to support 
them through their bereavement experience afterwards as well.” (Site 
C: Manager 04) 
 

The team members expressed how valued the befrienders were, as they 

visited people at home, and were flexible in how they met the needs of the 

individuals they supported, as this care coordinator explained: 

 

“One client lives with a daughter and she works, but he has the 
befriender going in once a week, and he is just going in having a chat 
with him, just going for a quick walk to the shop and back and you 
know I think that means a lot to them.” (Site C: Care Coordinator 03) 

 

The befrienders were not required to provide regular reports but they were 

expected to telephone into the service office before and after each visit as part 
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of the lone working policy and at the same time they reported any issues or 

concerns to the team:  

 

“I have had befrienders who have gone into see people and then have 
alerted us to changes in the circumstances…The befriender will 
always let us know and that important.” (Site C: Manager 04). 

 

The befrienders were considered to be part of the team and the support they 

provided was deemed invaluable. The team found that, for some people lack 

of trust was a barrier to accepting help and support and, similar to Site B, at 

times people were reluctant to accept help. The importance of establishing a 

relationship and building trust was echoed by one member as ‘therapeutic’. 

However, the team emphasised that if people were referred to their service 

towards the very end of life, too late, there was not enough time to build a 

relationship or the opportunity for people to consider the support of 

befrienders: 

 

“It depends on the individual that you go to and their responsiveness 
to anything you are trying to put in, so people are very, very welcoming 
of any support you can offer and other people are really, really very 
reluctant.” (Site C: Care coordinator 01) 
  
“They’ve got to build up a bit of a relationship and build the trust in.” 
(Site C Manager 04) 

 
“If we don’t always have this time to in-still this therapeutic 
relationship. I think to get somebody to trust you, you have got to see 
them regularly for a long period of time but we don’t always get that 
opportunity.” (Site C: Care Coordinator 02)  
 

Unlike the teams at the other sites, at Site C where the befrienders had been 

established for a long time, the team did not have concerns about the 

befrienders developing friendships with the people they supported and their 

families and they did not have any time limit to how long befrienders support 

people. On the contrary they thought that it was part of the process of 

befriending:   

 

 “They really appreciate the support because they become a friend as 
well, not just a befriender. They become friends with the client, build 
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up a relationship, and yes it’s definitely a good thing what they do.” 
(Site C: Care Coordinator 03) 

 

“If you can get a befriender and you can build up that relationship they 

also become part of their circle of support.” (Site C: Care Coordinator 

04) 
 

The team acknowledged the valuable contribution of the befrienders and felt 

that they made a positive difference on the people they supported: 

 

“From my experience people appreciate [support] so much more 
when it is from a befriender because they are giving their time for 
nothing to them.” (Site C: Care Coordinator 01)  

 

Just as the befrienders had done in the previous chapter, the professionals 

emphasised the importance of supporting carers. Some befrienders also 

helped to facilitate a cancer support group as part of a compassionate 

communities approach. The group members included carers and family 

members and they continued to attend and be active members of the group 

post bereavement as well:  

 

“Carers within the support group will go through that journey with the 
person who has died and then feel comfortable enough to come back 
to the group and also get support through their bereavement. They 
are still supporting other people who come in newly diagnosed. It is a 
really helpful circle, they are there to help each other at all stages.” 
(Site C: Care Coordinator 01) 

 

 

6.4 Similarities and differences of compassionate 

communities approaches at the three Sites 

The development of compassionate communities approach within the end of 

life care services across the three sites had similarities as well as differences.  

Firstly, all three organisations received grant funding to develop a 

compassionate communities approach within their palliative care services. As 

part of the approach, all the sites established a new volunteer befriender role 
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to support people at the end of life and their carers at home. The befriender 

role was an extension of formal care into the home with a link to the 

organisation strengthening the interface between formal and informal care 

within the inner circle of care. 

 

 

 Befrienders and friendships  

The befriender role across all the different sites was similar but the 

perceptions of their role varied amongst the professionals, not just across the 

sites but sometimes within the same team which contributed to the ambiguity 

of the role. One Site A professional thought, even though the befriending role 

was formal, they still needed to develop a friendship: 

 

“I think you need to make it a relationship…You know it needs to be 
a service where it feels like it’s both for the befriender and for the 
patient…It feels like a proper relationship...because that’s the only 
way that you’re going to connect.” (Site A: Team Member 08) 

 

Yet another colleague at the same site was more apprehensive and expected 

the befrienders to build a relationship with limits as opposed to a personal 

friendship, while emphasising the need to build a trusting relationship:  

 

“Well I think proper relationship is a very strong word. I think it’s 
developing a relationship but a relationship with trust, and a 
relationship with boundaries.” (Site A: Team Member 09) 
 

Likewise the Site B befrienders were discouraged from forming ‘real’ 

friendships and becoming involved beyond the boundaries of their formal role:  

 

“It is more difficult to pull back if you become that friend that pops in 
anytime and do this that and the other. It is much harder to pull back 
out again.” (Site B: Team Member 01) 

 

In contrast Site C professionals had a different perspective of the befrienders’ 

friendships as this care coordinator stated: “They become a friend.” (Site C: 

Care Coordinator 03)   
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 Role boundaries of befrienders   

The boundaries surrounding the befriender role were mentioned at all the 

sites, but it was the team at Site B who explored the parameters of the role 

the most. Unlike other traditional hospice-based volunteer roles, the new 

befriender role was more autonomous as it involved visiting people off-site. It 

was a formal role providing informal friendship and, although there were 

boundaries to the role, the boundaries remained ambiguous at times. The 

initial concerns of professionals about the new role at Site B was around 

sharing confidential information and befrienders having direct involvement 

with people at end of life. However, once the befrienders started, some of the 

initial concerns were unfounded, only to be replaced with other unexpected 

concerns. The befrienders encountered unanticipated scenarios and these 

unexpected experiences led to Site B befrienders being given a guide with a 

list of ‘do and don’ts’: 

 

“With the evolution (of the role) came all sorts of things that we hadn’t 
thought about for example, boundaries; if someone needed the loo, 
what if they needed their medication, what if, what if.” (Site B: Team 
Member 02) 
 

Professionals across all the sites were concerned about the befrienders’ 

boundaries and their duty of care towards the befrienders working alone, and 

this professional emphasised the importance of the befrienders observing 

their boundaries: 

 

“Things like any visit should be planned before. You can’t just turn up. 
I mean, we had a befriender who said. ‘I drive past my patient every 
day. Can I just pop in?’ Its’ things like that…you know, trying to stop 
them calling from personal mobiles, and if they are I mean, if they 
don’t have access to an organisation mobile, then making sure they 
withhold their number because you would hate for a patient to start 
contacting them in an emergency.” (Site A: Team Member09)   

 

All the sites provided training for the befrienders and they had procedures to 

follow and adhere to for maintaining their boundaries. The Site B team were 

clear the befriender role was not to provide practical personal care. However, 

befrienders did find themselves in situations where they felt compelled to 
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provide practical assistance, which was a dilemma for them, and for the 

professionals:   

 

“It is the practical as well though, when they [befrienders] are in a 
room on their own with a patient who wants to get up quickly to go to 
the loo, they are going to want to get up and help them but because 
they have not done their manual handling training they cannot do that. 
So that is what I mean when it raises other dilemmas- do we give 
them manual training?” (Site B: Manager 04) 

  

In contrast the Site C (non-clinical) team raised the same concerns about the 

boundaries of the role, but were more accepting and relaxed with the 

ambiguity of the boundaries surrounding the role:  

 

“It is very different to being a paid worker as they don’t have the same 
boundaries. Obviously there are lots of boundaries for befrienders but 
it is a different relationship as they are able to build it as more of a 
friendship as opposed to a formal professional relationship and 
people really do appreciate it.” (Site C: Care Coordinator 01) 

 

While Site C was relaxed, both Site A and Site B had similar concerns about 

befrienders becoming over involved with the people they supported. One 

professional thought the boundaries around the befriender role were there to 

protect all parties, the person they were supporting, the befrienders and the 

organisation:  

 

“We always have boundaries. I think one of the boundaries that we 
do discuss is about over-involvement because you can cross the line, 
can’t you? And then suddenly, you’re nearly moving in and things, so 
we do work round that.” (Site A: Team Member 08) 

 

The demands on the befrienders were sometimes challenging when family 

members expected more of the befriender than their role allowed. The Site B 

team felt the befrienders had to be quite clear about their boundaries because 

as the professionals observed without the boundaries around the befrienders, 

some families would have taken advantage of them: 

 

“The son tried to get her to go in and sit one evening so he could go 
to the pub for three hours. Sometimes people are understandably so 
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desperate for help to be able to get out and be part of life again. They 
will ask anybody who walks in…it is really important for people to 
know there are boundaries.” (Site B: Team Member 06)  

 
“Otherwise people will be stretched...befrienders have got to know 
where their boundaries are as there is only so much they can do.” 
(Site B: Community Palliative Care Nurse 07) 

 

There were differences between the sites in how they managed the length of 

time befrienders supported people. Sites B and C did not have any time limit 

to how befrienders supported people at end of life, whereas, Site A limited the 

befriender support to people at end of life to twelve weeks before it was 

reviewed and, if it continued, it was with a different befriender. Although Site 

B did not have a time limit for befrienders’ contact around the time of death, 

they were concerned about bereaved carers becoming over dependent on the 

befriender support, so befrienders were encouraged to limit their post 

bereavement support to carers. They were encouraged to ‘pull away’ post 

bereavement after a limited time and, if the carers needed support, the 

befriender were to direct them to attend the bereavement peer support group: 

 

“If that person is needing more, is isolated and lonely, we have got 
the buddy group and…encourage them to come to buddy groups 
rather than contact the befriender.” (Site B: Team Member 02)  

 

It was implied that befrienders would continue to support carers up to six 

weeks after bereavement, but it was still ambiguous as some befrienders 

discovered it was not easy to break off visiting. 

 

 

 Unexpected outcomes  

One member of the Site B team explained that when they started the 

compassionate communities project with the introduction of the befrienders, 

based on their experience of new initiatives they anticipated potential 

problems. However, despite being apprehensive, he was pleasantly surprised 

that they did not encounter any major problems: 
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“I really did feel when we took the [befriender] service on that we 
would have a number of complaints from patients and relatives but 
we have had none and that really does amaze me.” (Site B: Manager 
08) 
 

All the befrienders at the three sites were managed on a one-to-one basis 

through a line-management process as well as with group meetings with other 

befrienders. At all of the sites, the befrienders were trusted to work alone in 

the community and they were encouraged to stay in touch with the community 

team especially if they were unsure or worried about different situations they 

encountered on their visits or worried about maintaining their boundaries: 

 

“If you have trouble pulling away from them, use us to help you with 
what to say and what to do.” (Site B: Team Member 06) 
 

The professionals at all the sites expected and trusted the befrienders visiting 

people on a regular basis to report back to the organisation after each visits 

and if there were any concerns they would contact the community team 

member directly. This led to Site B community nurses stepping back as they 

did not have to visit their patients themselves as often and, in some cases, the 

befrienders became the main contact between the people they supported and 

the organisation. Having befrienders, freed up time for the community nurses 

and reduced the need for professional input. Consequently, this enabled the 

community nurses to increase their caseload and visit other people, which 

was an unintentional benefit of the new befriender role and perceived as a 

change to their working practices.  They were aware that sometimes the 

befrienders were the only person that visited their patients from the 

organisation, which was welcomed but carried a slight concern as well: 

“Whether it is right or wrong, it helps me knowing there is somebody 
who cares, who is going in to visit some of my patients and, that may 
mean, I don’t maybe visit quite as often but I know they are getting 
some support because the communication is good.” (Site B: 
Community Palliative Care Nurse 07) 
  
“Some [befrienders] have difficulty then, thinking ‘well does that mean 
the responsibility then falls on me’? And you have to remind them no 
it doesn’t…For their own reasons they take on more responsibility 
than they should and they view their role as being very 
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important...feedback is so important and trying to get that happy 
balance. I think we do rely on them so much.” (Site B: Community 
Palliative Care Nurse 03) 

 

As the befrienders made regular visits to support people at home, the 

professionals reduced their visits and so they moved between inner and outer 

circles of care depending on the needs of the dying person. The professionals 

had noticed that if befrienders were supporting people and their carers, it 

reduced the number of carers needing counselling post-bereavement. In 

many ways the professional confidence and trust with the befrienders 

increased and Site B befrienders were given greater autonomy. The 

compassionate communities coordinator began to allow the befrienders to 

match themselves to the most suitable people from the waiting list.  Giving the 

befrienders more control in this way worked better than she had anticipated. 

The community team members were aware that befrienders supporting 

people at end of life were themselves changed by the experience. The original 

intention of the befriender role was to just spend time with people but, in 

practice, the role was much more demanding and complex as the befrienders 

reported the difficult circumstances they encountered. The Site B team 

acknowledged that the befrienders reported supporting people at end of life 

had an emotionally and psychologically impacted on them [befrienders]: 

 

“Some weeks they thought,’ I really don’t want to go and do that visit 
because you know it is going to be hard.’ You know it is going to be 
quite draining and a bit depressing. They know in a full week they 
don’t probably really want to go but they go and do it and feel better 
for it.” (Site B: Team Member 02) 
 
 

6.5 Chapter conclusion   

This chapter has addressed the research question; ‘How do professionals 

understand and experience compassionate communities approaches to care 

towards the end of life?’  Among the professionals there was a broad 

consensus that a compassionate communities intervention involved 

facilitating relationships between the people they supported and the wider 
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social network. Conceptually, Abel et al., (2011) and Abel & Kellehear (2016) 

advocated utilising people’s own social networks to provide help with 

supporting them living towards the end of their lives at home. The 

professionals’ interpretations at all the sites was aligned to the literature on 

public health palliative care being more than just the support of formal services 

but the involvement of  wider society to support dying people to be cared for 

at home. At Site B, as part of their compassionate communities approach, the 

professionals encouraged people at end of life and their carers to accept 

support from their family and friends when it was offered, as they felt that this 

would increase support capacity. While Site C carried out network mapping to 

help individuals to visualise their care and support, and where there was an 

identified gap in care, they filled it by providing formal care, within the home.  

The extended volunteer befriender role of supporting people at the end of life 

and their carers at home was seen as an essential and significant attribute of 

developing a compassionate communities approach at all the sites.  It was 

emphasised that the role of the befriender was simply to just ‘be there’ with 

the person they were supporting. This concept was also identified in the 

literature as ‘being there’ (Vanderstichelen et al., 2018) and as ‘being with’ 

(Dodd et al., 2018). However, in practice, the befriender role was much more.  

There were variations in how boundaries were managed, such as at Site A, 

limited the time befrienders supported people. A strategy for managing 

boundaries in the Pesut et al., (2018) study also limited the frequency of 

volunteer visits.  Initially, at Site B, professionals were hesitant about 

befrienders working alone and managing risks and liabilities. The reluctance 

of hospices in the UK to place end of life volunteers in the home was found in 

the Wilson et al., (2005) study because of potential litigations. Unlike other 

sites, the professionals at Site C did not express concerns about the 

befrienders’ autonomy, maybe because the roles had been a part of the 

service for a long time. The professionals from all the sites agreed the 

befrienders’ role was complementary to the professional teams and there was 

agreement amongst the professionals that befrienders supporting people at 

the end of life and their carers had a positive therapeutic impact  contributing 

to wellbeing within the own home setting.   
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Some of the professionals found some people were apprehensive about 

having a befriender visit them and they were conscious that some people were 

very private and did not want visitors. This echoes findings by Sallnow (2017). 

At Site B the befriender role changed the community nursing practice because 

as they were making regular home visits to people it allowed the nurses to 

step back to the outer circle of care, which increased their capacity to see 

more patients. 

 

An extended volunteer role of having befrienders as part of formal care  within 

the inner circles of care was a shared attribute of a compassionate 

communities approach at all three sites. The befrienders were described as a 

bridge, or a link, to their patients/clients and, in some cases, they were the 

main contact with the organisation, highlighting the relational aspect of 

befrienders with both the people they supported and the 

professionals/organisation. Other studies have also described volunteers as 

bridges into the wider community sharing their skills and knowledge of end of 

life care (Horsfall et al., 2013; Sallnow, 2017). This was not the role of 

befrienders at the sites in this study, although some professionals thought that 

they could encompass this role.  The professionals described a 

compassionate communities approach as being built through relationships 

with befrienders, the people they supported, and their family members. 

Relational processes were identified as important by Wegleitner et al., (2018) 

as the social process of co-creation between individuals and organisations 

brought together different elements of care. This chapter has highlighted the 

professionals’ experiences of developing a compassionate communities 

approach as an extension of formal care, building the capacity to care for 

people at home living towards the end of their lives. There was consensus 

amongst all the professionals across all the sites that both formal and informal 

care were required to care for people at the end of life and that the befrienders 

provided formal support at home within the inner circle of care. The next 

chapter is the Discussion and Conclusion of the thesis and will focus on the 

original empirical and conceptual contribution of this thesis.  
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Chapter 7 Discussion and Conclusion 

 

7.1 Introduction 

This thesis has explored the understandings and experiences of 

compassionate communities approaches in end of life care from different 

perspectives. The research design was a multi-site case study (Yin, 2009) 

using multiple qualitative methods to explore the lived experience of four 

groups of participants.  This chapter will set out the original contributions to 

knowledge of this study, empirically and conceptually, and address its 

limitations and future possible research areas and practice. The 

characteristics of compassionate communities will be identified as an original 

conceptual contribution positioned within the theoretical framework of 

therapeutic landscapes.  

 

 

 Research questions 

 This research study had one overarching research question with three 

specific research questions, which have each been addressed in the previous 

three findings chapters. The research study included the perspectives of 

different actors and set out to establish: What are the lived experiences of 

compassionate communities approaches to end of life care from the 

perspectives of the key actors?  

 

In order to address this overall research question, the specific research 

questions were: 

1. How do compassionate communities approaches reflect the lived 

experiences of people being cared for at home end of life? 

 

2. How do volunteer befrienders understand, and experience their role 

in compassionate communities approaches when providing support 

towards the end of life? 
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3. How do professionals understand and experience compassionate 

communities approaches to care towards the end of life? 

 

 

7.2 Original empirical contribution to knowledge 

There has been international interest in developing compassionate 

communities approaches as a component of public health palliative care and 

Kellehear has been a leading proponent of the concept (1999a; 2005).  The 

new emerging concept has been gaining momentum, as evidenced by 

growing attendance at the bi-annual International Public Health Palliative Care 

conferences, the sixth of which was held in Australia in 2019. The literature 

review established that there is limited empirical research on models and 

experiences of compassionate communities approaches at the end of life 

(Horsfall, 2018; Horsfall et al., 2012; Sallnow, 2017). Within public health 

palliative care, most of the publications on compassionate communities set 

out the case for compassionate communities or identify different types of 

interventions and service provisions (Abel et al., 2011; Abel & Kellehear, 2016; 

Abel et al., 2013; Barry & Patel, 2013; Kellehear, 2016).  

 

This study is an original empirical contribution to understanding the 

characteristics, understandings and experiences of compassionate 

communities at the end of life through qualitative research.  A UK overview of 

different compassionate communities approaches (Barry & Patel, 2013) was 

based on a survey of hospices and community-based organisations 

supplemented with interviews with health and social care professionals. Other 

empirical studies of public health palliative care have either been of formal and 

informal care networks at the end of life (Gott et al., 2008; Horsfall, 2018; 

Horsfall et al., 2013; Horsfall et al., 2011; Horsfall et al., 2012; Wegleitner et 

al., 2018), or of end of life care volunteers trained to provide neighbourhood 

support (Pesut et al., 2018; Sallnow, 2017). To date, there have been no other 

studies of understandings and experiences of compassionate communities 
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approaches which explores the perspectives of all actors including, health 

professionals such as community palliative care nurses, managers, care 

coordinators, chaplain, compassionate communities coordinator, 

bereavement counsellor, service coordinator, programme lead, community 

worker, volunteer befrienders; people living at the end of life; their primary 

carers; family and friends.  

This qualitative multi-sited case study was based in three organisational 

settings across England, each of which had differences in implementing a 

compassionate communities approach, but they also had some 

commonalities. All three sites had short-term, but different funding to develop 

a compassionate communities approach at the end of life through one-off 

grants (Big Lottery, NHS) as set out in Chapter Three.   All three sites had 

developed an extended role for volunteer befrienders to support people at the 

end of life in their own homes. Two of the organisations were hospices, while 

the other was a community organisation. 

 

Multiple qualitative methods were used to elicit the perspectives of the 

different actors. These included individual interviews and focus groups with 

primary participants, their family members and friends, professionals and 

volunteer befrienders and in addition four diaries captured the primary 

participants’ formal and informal care during the period of one to two weeks. 

Diaries have been used in other studies (Cucu-Oancea, 2013; Elliott, 1997; 

Zimmerman & Wieder, 1977) but not in this situation of people living close to 

the end of life. The option of photo voice was considered, which has been 

used in other cancer and end of life care studies care (Balmer et al., 2015; 

Horsfall et al., 2011) and was offered to primary participants. However, the 

option was not taken up by any of them. The qualitative analysis of the study 

data drew on thematic analysis to explore the participants’ lived experiences. 
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7.3 Limitations of research design 

A limitation of this study was the small size of the sample in particular in 

relation to primary participants. The inclusion criteria and, recruitment from 

formal palliative care services limited the group of participants recruited in a 

number of ways. This included: age group, the lack of participant diversity from 

ethic communities; cancer being the dominant disease group of participants.  

The sample included in total eight primary participants (seven primary 

participants were interviewed more  

than once), four primary carers, two family members, one friend, seventeen 

health professionals, four care coordinators, two senior managers and 

nineteen volunteers, a total of fifty-seven participants. Only two primary 

participants experienced the support of volunteer befrienders in the sample, 

however, there were interviews with professionals and befrienders concerning 

their roles.  As set out in Chapter Three, there were more primary participants 

who were invited and who initially agreed to take part. However, their health 

prevented them from taking part. One primary participant was interviewed and 

then withdrew from the study.  

 

This is a difficult and sensitive research topic as participants’ energy and 

health varied from day to day. Arrangements for interviews were often 

changed requiring flexibility. Another limitation was the lack of primary 

participants who had the support of volunteer befrienders during the data 

collection period partly because the inclusion criteria did not require 

participants to be supported by a befriender. The primary participants were 

balanced in terms of sex but the primary carers were all female. There were 

more female volunteers and health professionals than male as paid and 

unpaid health work is mostly undertaken by women. There was a lack of ethnic 

diversity of the primary participants, with just one participant from an ethnic 

background.  Despite these limitations, the findings can be generalised to 

extend understandings of the attributes or characteristics of a compassionate 

communities approach. . 
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7.4 Characteristics of compassionate communities at 

the end of life 

The characteristics of a compassionate communities approach was perceived 

by the professionals and befrienders as requiring both formal and informal 

care and support  to enable people to remain at home towards the  end of life. 

This study data has found that the compassionate communities approaches 

across all three sites had shared characteristics. The first was home, as the 

place of care towards the end of life. It was physically and socially symbolic, 

the preferred place for all the participants and linked to their self-identity. The 

second, was the need for both formal and informal health and social care to 

support people at home at end of life. Both inner and outer circles of care had 

formal and informal carers interfacing with each other. Third, the extended role 

for volunteer befrienders as part of formal care was a key characteristic of a 

compassionate communities approach and formed part of the inner circle of 

care for the dying person and their carers.  Across all the sites the befriender 

role was seen as essential and significant in the development of a 

compassionate communities approach.   

 

 

 Home as a place of care  

As this study data findings has shown in Chapter Four, the home space had 

symbolic, physical and psychological importance for the primary participants 

as the place of care and was connected to their self-identity (Karasaki et al., 

2017). Home is the most preferred place for many people at end of life (Gomes 

et al., 2012; Ko et al., 2013; Tang & Chen, 2012; Townsend et al., 1990) and 

all of the primary participants of this study expressed home as their preferred 

place of care.  

 

Home is normally an informal setting and a private social space, but people 

living towards the end of their lives require formal healthcare at home. So, the 

informal private space becomes an intermediate sphere where the formal and 
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informal care is carried out with different health and social care professionals, 

family members and friends. Being at home provides the opportunity for 

people to maintain control of their daily routine and of social interactions with 

family, friends and neighbours. Some of the participants expressed that 

staying connected to their social network was highly important and this was 

less possible if they were not at home. While the primary participants preferred 

to be cared for at home towards the end of their lives, concern for their primary 

carer and family members meant that a  few of the primary participants 

expressed a  preference to die elsewhere rather than be a burden to their 

families. One primary participant worried about that, if she died at home it 

would alter her family’s perceptions of home.  The capacity of informal carers 

and family members to provide care was identified in the literature as one of 

the factors that influenced people’s preference for being at home (Gomes & 

Higginson, 2006; Thomas et al., 2004) although this was often not the actual 

place of death owing to the burden of care (Agar et al., 2008). 

 

 

 Interface of formal and informal care within both inner 

and outer circles of care  

To create and maintain home as the place of care a complex network of inner 

and outer circles of care was required, with formal and informal care 

interfacing within and across these circles. The findings of this study provide 

a nuanced analysis of the inner and outer circles of care and show that within 

each of them formal and informal care is interfaced. The precise actors 

involved change dynamically over time, as situations changed or people 

became more critically ill. Literature has identified different experiences of 

formal care from the perspectives of informal carers.  Some informal carers 

were reluctant to accept formal care even though they were isolated and 

vulnerable (Wiles, 2003), but other  carers utilised formal care and found it to 

be complementary to informal care (Horsfall et al., 2013; Pleschberger & 

Wosko, 2017; Robinson et al., 2017).    
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This study found that, within a compassionate communities approach, people 

at the end of life at home had inner and outer circles of care and that these 

circles included family and others from their own social networks as well as 

formal health and social care providers including befrienders. As the diagrams 

of the inner and outer circles of care of the primary participants have shown, 

the range of people within these inner circles of care depended on many 

different factors, but the formal care provision in this study was 

complementary to the informal care with befrienders being part of formal care 

situated within the inner circle.  

 

Unlike, the findings of this study, others (Horsfall, 2018; Horsfall et al., 2013) 

have argued that health professionals (formal care) do not involve themselves 

with the informal support network because it is beyond the boundaries of their 

professional roles. The interface between the formal and informal has been 

described as: “caring together-apart” (Horsfall et al., 2013:5). Abel et al., 

(2013) set out a conceptual model of circles of care elaborating inner and 

outer networks consisting of informal care to support people at end of life at 

home.  The model excluded formal care focusing solely on informal care (Abel 

et al., 2013). This thesis further extends this understanding of circles of care 

to show that both formal and informal carers are present within inner and outer 

circles of care. The smaller inner circle involved carers providing hands on 

care and/or person to person care on a regular basis and included mostly the 

primary carers, family members, healthcare assistants and befrienders. The 

outer circle of care and support also included formal and informal carers but 

on a less regular basis.  

 

In relation to informal care, Keating et al., (2003) differentiated between a wide 

network that provided ‘support’, within which is a smaller care network that 

consisted of a few people providing hands on ‘care’. Other literature has 

suggested that, if more people are involved in providing care and support, 

then the responsibility of care is shared and the primary carer is supported, 

reducing the burden of care (Horsfall et al., 2011; Keating et al., 2003; Mogan 

et al., 2018).  The diagrams of primary participants’ circles of care in this study 
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show that the more people involved in their inner and outer circles of care, the 

better supported the primary participants and primary carers were. Formal 

care included health and social care professionals and the befrienders visiting 

people at home, who were present within the inner circles of care. Clearly the 

actors in the inner and outer circles of care would change over time as 

circumstances of primary participants change so they are dynamic but 

captured in this study at one moment in time. The findings of this study 

demonstrate that with a compassionate communities approach, formal care is 

extended into the inner circle of care interfacing with informal care and was 

strengthened by the volunteer befrienders.  

 

 Befrienders extending formal care  

Within the literature, models of developing compassionate communities 

approaches are described as developing community capacity to support 

people at end of life at home (Abel et al., 2011; Abel & Kellehear, 2016; 

Conway, 2012). The befrienders at the community organisation Site C were 

already integrated when the palliative care service started, but at the other two 

hospice sites the new role was unlike other existing volunteer roles. The 

professionals found the new befriender role changed the dynamics between 

formal and informal care. This study found that volunteer befrienders were 

situated within the inner circles of care and strengthened the interface of 

formal and informal care within and between the inner and outer circles. The 

befrienders were expected to liaise with families and report back any concerns 

or queries back to the professionals and, in some cases they instigated the 

solutions to problems.  The study highlighted how befrienders’ interactions 

with the families were different from those of professionals or informal carers. 

As a result, formal health care was extended and there was smoother 

interfacing between formal and informal care and support within the inner and 

outer circles of care as the professionals reduced their visits because the 

befrienders were making regular visits. 
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Other studies have found volunteers to be a link or a bridge between the 

organisation and the community (Morris et al., 2012; Sallnow, 2017). The role 

of the befriender was felt to be rewarding but also emotionally intense. 

Emotional labour is a concept that has been associated with the role of paid 

workers, including literature of emotional labour in palliative care mostly in 

relation to hospice professionals (Funk et al., 2018). There is limited literature 

relating the concept to unpaid work (James, 1992). This study has identified 

the emotional impact of befrienders supporting people at the end of life. The 

befrienders, like professional healthcare workers, were expected to maintain 

some distance, hence the boundaries to keep them from becoming involved. 

They were expected to manage their role within the boundaries while 

supporting people at end of life. This study has highlighted that volunteers 

working with people nearing the end of their life experienced similar emotional 

demands and needed to manage their emotions in a similar way to 

professional carers. This is important to consider in the development of a 

compassionate communities approach within public health palliative care.  

 

 

 Relational aspects of care 

This study found that participants emphasised the value of the relationships 

between the different actors within the inner and outer circles of formal and 

informal care. The primary participants narrated how they valued their 

relationships with members of their family, friends, volunteer befrienders and 

formal carers. Their experience of care at home was dependent on the 

relationships with the providers of their formal and informal carers.  Carers 

articulated their resolve to look after the dying person in their own home, this 

included family and friends, and also volunteer befrienders. Many of the 

befrienders were surprised how quickly they built trusting relationships with 

the person at the end of life and felt privileged to be a trusted confidants. The 

study found that the relational aspect of care between the care receiver and 

care providers was one of gratitude and privilege. The web of interpersonal 

relationships with the person at end of life and between formal and informal 

care providers was not limited to these actors. The professionals within the 
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study echoed the importance of not just interpersonal relationship but also, 

building relationships in the community to develop the wider aspects of 

compassionate communities approaches.  

 

Care at all levels has been highlighted as a complex web of relationships 

(Horsfall, 2018; Wegleitner et al., 2018) and Abel et al., (2018) proposes a 

new model for palliative care (Figure 1.2 page 22) that is dependent on the 

relationship between components of formal and informal care. The new model 

(Figure 1.2 p.22) includes four components: generalist palliative care, 

specialist palliative care, compassionate communities, and a civic programme 

(Abel et al., 2018).  This thesis has explored and extended the understanding 

of one of these components - compassionate communities approaches 

towards the end of life. The literature has described compassionate 

communities as a naturally occurring network of informal care (Horsfall et al., 

2011), including, Abel et al., (2013) conceptual model of circle of care included 

inner and outer networks of informal care. This thesis has extended this 

conceptual understanding to show that a compassionate communities 

approach is characterised by formal and informal care interfacing within and 

between inner and outer circles. To create and maintain home as the place of 

care required a complex network of inner and outer circles care with formal 

and informal care interfacing with each other. Volunteer befrienders are an 

extension of formal care within the inner circle strengthened and enabled a 

smoother interface between professionals and informal carers within and 

across these circles. The organisations and professionals provide the 

structure and safety net for volunteer befriender activities within these circles 

of care. The relationship between formal and informal care within a 

compassionate communities approach is essential to build capacity to support 

dying people at home.  
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7.5 Original conceptual contribution – compassionate 

communities at the end of life as type of therapeutic 

landscape 

The original conceptual contribution of this research study is positioned within 

the emergent field of public health palliative care, more specifically, deepens 

the understanding of compassionate communities approaches. This thesis 

argues that compassionate communities are a specific type of therapeutic 

landscape with particular characteristics.  In the literature therapeutic 

landscapes have been identified as a place of health and wellbeing (Gesler, 

1992; Kearns & Milligan, 2020; Khachatourian, 2006; Williams, 1998; 

Williams, 2002) and are considered as therapeutic landscapes when there are 

social interactions between structural and humanistic aspects. 

Compassionate communities can be seen as a particular type of therapeutic 

landscape with similarities to a landscape of care as described by Milligan & 

Wiles (2010). Gesler identifies therapeutic landscapes as having physical, 

social and symbolic dimensions. Within a compassionate communities model 

the home is viewed as a physical, social and psychological symbolic place for 

living and dying at the end of life. The primary participants’ narratives in this 

study give a sense of the symbolic meanings attached to their home and of 

being at home towards the end of their lives. It was an anchor as it connected 

them to their past and their self-identify was related to their home. They 

remained in control of their environment and were socially interactive. A 

compassionate communities approach generates a therapeutic landscape 

that supports the home as the place of care at the end of life. The physical, 

social, psychological and symbolic aspects of this therapeutic landscape of 

compassionate communities is tied to the importance  ascribed to being cared 

for and dying at home as preferred place of care/death.   Social and structural 

dimensions are the interface of informal and formal care and support within 

the home provided by inner circles of care consisting of family, friends, 

healthcare assistants, volunteer befrienders on a regular basis and less 

regular formal and informal care within outer circles of care.  Although the 

professionals’ input is fluid and dynamic with changes over time, they move 
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from outer to inner circles of care as illness progresses. The identification of 

the characteristics of a compassionate communities approach as a type of 

therapeutic landscape provides a conceptual framework that can be used 

nationally and internationally in terms of policy and practice within public 

health palliative care. This thesis extends understandings empirically and 

conceptually and enables an operational standardisation of the models of 

compassionate communities.  

 

As the geography of care and support has moved from institutional care to 

home in the community, it has blurred the boundaries of (public) formal and 

(private) informal care (Milligan, 2000).  Caring for people dying in the 

community requires inner and outer circles of care with formal and informal 

carers within each. A therapeutic landscape is a place of care that is relational 

and dependent on a web of social interactions between people, place and 

care (Karasaki et al., 2017; Milligan & Wiles, 2010).  The literature has 

highlighted an association between a good death and home as a place of 

death (Tang & Chen, 2012; Yao et al., 2007). Being cared for at home was 

more than just a place of care but a place with symbolic meaning, an 

environment where people felt they had some sense of control, (Karasaki et 

al., 2017; Milligan & Wiles, 2010) all of which contributed to a place of 

therapeutic qualities.  

 

Within therapeutic landscape literature, a distinction has been made about 

therapeutic landscapes as first described by Gesler (1992). From a place with 

inherent therapeutic properties to an extended understanding of therapeutic 

landscape that is relational, incorporating social, humanistic and structural 

perspectives (Gesler, 1992). Associated to place, imbued with therapeutic 

experience for maintaining wellbeing (Gesler, 2017; Williams, 2002). The 

authenticity of the therapeutic landscape is one where there is an interaction 

of social, physical and symbolic meaning (Kearns & Milligan, 2020).  In this 

study, the characteristics of a compassionate communities approach at the 

end of life meets these criteria of a therapeutic landscape. The symbolic 

meaning of living at the end of life at home is a shared value of all actors. A 
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compassionate communities approach includes the whole ecology of interface 

between inner and outer circles of formal and informal care with befrienders 

strengthening the relationship between the two at home. The whole can be 

conceived as a therapeutic landscape enabling people living towards the end 

of their lives to be cared for and die at home. This thesis frames the concept 

of a compassionate communities approach within the theoretical framework 

of a therapeutic landscape, extending the understanding of compassionate 

communities within the field of public health palliative care. 

 

7.6 Future research agenda  

Further research could address diversity by focusing on participants from 

ethnic minority communities, as well as, people with life limiting conditions 

other than cancer within a compassionate communities approach. This would 

extend understandings of how different cultural backgrounds and experiences  

and illnesses impact on supporting people living towards the end of life. 

Recruitment of participants from community organisations as well as hospices 

would also widen access to a more diverse group of research participants.  

 Future comparative international research on the interface of formal and 

informal health care in inner and outer circles of care in other continents such 

as North America and Australia, Austria, India Asia or Africa would contribute 

to empirical knowledge in public health palliative care and extend 

understandings of the concept of compassionate communities approaches 

within end of life care. During the final phase of writing this thesis, the world-

wide pandemic of coronavirus Covid-19 has affected every part of the globe 

with a record number of deaths. The experience of death, dying and loss is 

unprecedented and the lack of physical and social contact has exacerbated 

the isolation of those who are dying and those who are bereaved. This new 

situation calls for research to understand the role of a compassionate 

communities approach in a pandemic and how to maintain the approach when 

people who are self-isolating or quarantined. 
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7.7 Characteristics of compassionate communities 

for adoption in model of practice 

 

This research study has identified a number of characteristics of 

compassionate communities towards the end of life which could be adopted 

in practice internationally. The meaning of home was more than a place of 

care, and for many people, home was their preferred place of care, and any 

apprehension they had about home as a preferred place of death was due to 

a lack of confidence of having appropriate care at home or not wanting to be 

a burden to their family. Therefore the development of a compassionate 

communities approach could focus on providing support for home remaining 

the preferred place of care and death.  

 

The extended role of volunteers as befrienders has been identified as a crucial 

characteristic of compassionate communities towards the end of life both for 

the host organisations and the dying person.  The role requires training and 

ongoing supervision as well as flexibility and trust between professionals and 

the volunteers. Volunteer befrienders could potentially be recruited through 

community organisations including faith-based ones, as well as by palliative 

care and community care providers.  Community organisations may already 

be supporting people who may not have a dying prognosis but will be living 

towards the end of their lives with frailty and co-morbidities. They could 

prioritise deploying volunteer befrienders for those with smaller social 

networks or who have limited informal carers within their inner circle of care.  

 

It is evident from the research findings that inner and outer circles of care in 

compassionate communities have both formal and informal carers supporting 

the dying person and their family. If professionals, formal and informal carers, 

family and friends work together this will provide adequate support within both 

the inner and outer circles of care. To support this collaboration, formal care 

providers would need to encourage and support informal carers within the 

inner and outer circles of care as they provide care and support for the dying 

person and their primary carer. A public health approach to end of life care 
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provision requires increasing the confidence and capacity of informal carers 

from different backgrounds. It would be beneficial for palliative care providers 

to connect with community organisations, and engage with the wider 

community including diverse ethnic minority groups.  Hospices and community 

care providers could link with faith based organisations to extend their reach 

for developing therapeutic landscapes of compassionate communities 

towards the end of life. 

 

 

7.8 Conclusion  

This thesis has made a contribution to public health palliative care both 

empirically and conceptually. It has identified the characteristics of 

compassionate communities approaches to end of life care through analysis 

of empirical data on the views and experiences of a range of actors – 

professionals, people living at the end of life and their carers’ and volunteer 

befrienders – that was hitherto lacking in the literature. The conceptual 

contribution of this thesis is to apply the concept of therapeutic landscapes to 

a compassionate communities approach at the end of life by identifying the 

characteristics of a compassionate communities approach and mapping these 

to the elements of a therapeutic landscape.  It has extended the understanding 

of how formal and informal care interfaces within and between both inner and 

outer circles of care and how the role of volunteer befrienders is an extension 

of formal care within inner circles of care. 
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Appendix 1 - Literature Review Search Method 

 

Literature Search  

The initial literature search preceded data collection and was conducted in 2013/2014 using key search terms of: compassionate 

communities, compassionate cities, public health palliative care, health promoting palliative care, death and dying, emotional labour, 

and end of life statistics, within electronic databases: ProQuest, Web of Knowledge - Web of Science and Medline.   

 

 A more comprehensive updated literature review was undertaken in 2019/20 after the completion of data collection and analysis. 

This, included the key search terms of: dying at home, formal and informal care at end of life, end of life care volunteers, emotional 

labour at end of life, therapeutic landscapes using the following bibliographic electronic databases: Scopus. Cinahl, Web of Science 

and Medline. Initial strategy for shortlisting relevant papers included, title screening and abstract reading, followed by reading full text 

papers. Additional hand searches was undertaken in specific journals and searches of citations in papers identified in the earlier 

search, were conducted to identify recent publications in the topic areas and limited grey literature of unpublished thesis and reports.  

Details of the literature search for each topic is provided below.  If relevant literature was identified in one search, but was repeatedly 

listed in other database search 

es it was not shortlisted again.  
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Sociological perspective of death and dying  

The words used for this search was “dying at home” for all the separate database searches. The searches were narrowed to social 

sciences and health care, supportive and palliative care and the literature was selected if it related to dying at home.   

 

TABLE A1. 1: Sociological Literature on  death and dying  database searches  

Date  Database 
 

Words 
searched 

Initial results Papers 
selected 

03/01/20 Scopus – limited to English, article, social sciences, nursing, health 
profession 

“Dying at home” 138 2 

03/01/20 Web of science –social sciences biomedical, sociology, health care 
services 

“Dying at home” 107 6 

03/01/20 Medline  
 

Dying at home  416 6 

04/01/20 Cinahl – supportive & palliative care journal  
 

Dying at home 32 1 

04/01/20 Cinahl – supportive BMC palliative care  
 

Dying at home 33 1 

14/01/20 Proquest – social science database, supportive cancer care 
 

Dying at home 359 0 

TOTAL  
 

 1,085 16 
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Formal and informal care at end of life  

The words used for this search were “formal and informal care + end of life” only two database searches were conducted as nearly 

all of papers were repeated in the second search and detailed in table below. The literature was selected if it related to end of life 

care at home.   

 

 

TABLE A1.2:  Formal and informal care at end of life literature database searches  
 
Date  Database 

 
Words searched Initial results Papers 

selected 
05/01/20 Scopus limited to English, articles, social 

sciences, medicine, nursing and health 
profession  

“Formal and informal care at end of 
life” 

101 7 

05/01/20 Scopus limited to English, articles, social 
sciences, medicine, nursing and health 
profession  

Formal and informal care at end of life 39 7 

05/01/20 Web of Science  
 

Formal and informal care at end of life 74 1 

TOTAL  
 

 214 15 
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End of life care volunteers  

The words used for this search was ‘end of life care volunteers’. The literature was selected if it related to end of life care volunteers 

supporting people at home.  

 

TABLE A1.3: End of life care volunteers literature database searches  
 

Date  Database Words searched Initial 
results 

Papers 
selected 

05/01/20 Web of science End of life care volunteers 
 

319 7 

05/01/20 Cinahl  
 

End of life care volunteers 0 0 

14/01/20 Scopus  
 

End of life care volunteers 263 4 

14/01/20 Scopus “End of life care volunteers” 
 

1 1 

TOTAL  
 

 583 12 
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Emotional labour in end of life care  

The words used in this search, were ‘emotional labour in end of life care’. The literature was selected if emotional labour related 

with end of life care.   

 

TABLE A1.4: Emotional labour in end of life care literature database searches  
 

Date  Database Words searched Initial results Papers 
selected 

05/01/20 Scopus 
 

Emotional labour end of life care 32 3 

05/01/20 Web of science  
 

Emotional labour end of life care 34 1 

05/01/20 Cinahl 
 

Emotional labour end of life care 49 0 

TOTAL  
 

 70 4 
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Landscape 

The words used for all the database searches were ‘therapeutic landscapes’ the search was narrowed to social sciences and 

sociology. The literature was selected if it related to therapeutic landscapes in end of life care or care at home.    

 

TABLE A1.5: Landscape literature database searches  
 
Date  Database Words searched Initial results Papers 

selected 

03/01/20 Scopus – category social sciences English “Therapeutic landscape” 291 3 

13/01/20 Web of Science –sociology   “Therapeutic landscape” 8 1 

13/01/20 Web of Science – social science 
 

“Therapeutic landscape” 89 2 

TOTAL  
 

 388 6 

 

 

 

 



 
  

264 
 

Appendix 2 - Literature Review Results  

 

Literature Review Results   

Following the literature search methods, the final results of  the literature viewed  was from 1968 to 2020 and is limited to English 

language only, but covered non English speaking countries, which included in addition to the UK, Canada, USA, Australia, Taiwan, 

Israel, and countries in Europe - Belgium, Austria, Netherlands, Switzerland, Germany, Italy, Portugal, Flanders and Spain.  The 

identified relevant literature including a total count of the different topics and types of literature is 98. Details of the literature search 

for each topic is provided below  

 

Sociological perspective of death and dying 

The final total of sociological literature on death and dying reviewed was from 1968 to 2019 and a total of 32, which included: 13 

empirical studies, 8 secondary data studies, 4 discussion papers, 1 systematic review and 3 books, 3 chapters.  
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TABLE A2.1: Sociological Literature on death and dying  

Empirical Papers 

 Author(s) 
Year 

Country 

Aim  Type of Paper Data collection  

Methods 

Findings/Conclusion/Contributi
on 

1 Agar et al., 
2008 

Australia 

Explored with people their 
preference for place of care 
and place of death.  

Empirical longitude 
study  

7 patients at end of 
life and their carers 
were surveyed over 
6 months.  

Preference for place of care was 
not euphemism for place for 
death. 

2 Benson et al., 
2018 

USA 

A narrative analysis of carers 
interviews.   

Empirical  Interviews with 5 
carers who had 
cared for a dying 
member of family to 
die at home. 

Caring at home is physically, 
emotionally and existentially 
challenging in achieving a home 
death. 

3 Clark et al.,  
2012 

Canada 

Older adults reflection of 
death and dying.  

Empirical study Interviews with 
people aged 
between 73-91 with 
multiple chronic 
diseases  

Barriers to planning death: family 
reluctance to discussions and 
scarcity of resources 

4 Gomes et al., 
2012 

England, 
Flanders, 
Germany, 
Italy, 

Explored preferred place of 
death.  

 

Empirical  Population 
telephone survey 
with 9,344 people 
about their 
preference. 

At least two third of people 
preferred home death in all but 
one country (Portugal).  
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Netherland, 
Portugal and 
Spain  

5 Gott et al., 
2004 

Explores older peoples’ 
attitude to home as place of 
care when dying. 

 

Empirical study  Focus group with 
32 participants from 
community groups 
representing older 
people  and 
interviews with 45 
more people. 

Home identified as a place of 
familiarity, comfort and presence 
of loved one. But apprehensive if 
care could be provided at home.   

6 Hinton 1994 

UK 

Examined factors related to 
inpatient hospice admission 
from home care for people 
with cancer. 

Empirical study  Interviews with 77 
people at end of life 
and their carers’. 

Only a few people living alone or 
informal care was fragile 
remained at home at end life. 

7 Horsfall et al., 
2011 

Australia 

To illuminate the qualities of 
informal caring networks, 
and to understand how 
involvement can impact 
family and friend and wider 
community networks. 

Empirical study Focus group with 
94 carers who had 
cared for someone 
dying. Data 
collection included 
photo voice and 
network mapping.  

Themes included: community, 
staying connected and enabling 
carer’s network, death literacy, 
ordinary becoming extraordinary.  

8 Horsfall et al., 

2013 Australia  

Explored the relationship 
between formal and informal 
care networks of people 
dying at home. 

Empirical  Focus group of 88 

participants of 

professionals and 

volunteers from 

different 

Caring for someone at end of life 

builds social capital and develops 

compassionate communities.  
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organisations and 

community groups. 

9 Lawton  1998 

England 

 

Explores dying within a 
hospice. 

Empirical study  Observational study 
on 280 hospice 
patients. 

Significant number of people are 
admitted due to spread of disease 
and subsequent deterioration of 
body. 

10 Nicholson et 
al., 2012 

Explores the challenges of 
living and dying with frailty in 
old age. 

Empirical study Several interviews 
with 17 people. 

An imbalance of living and dying 
experienced both physical and 
psychosocial loss.  

11 Oosterveld-
Vlug et al., 
(2019) 
Netherlands  

To understand the 
experience of people with 
cancer and their families of 
palliative care at home via 
their GP and primary care. 

Empirical  13 patients and 14 
family members.  

Themes were identified that were 
key factors to supporting people 
with palliative care and die at 
home as their preferred place.  

12 Thomas et al., 
2004 UK 

Explores place of preference 
for people with cancer.  

Empirical Longitude 
observational study  

Interviews with 41 
people with cancer 
and 18 carers, and 
16 health 
professionals. 

13 factors were identified that 
shaped the preference for place 
of death. 

13 Townsend et 
al., 1990 

Assessed peoples with 
cancer their preference for 
place of death.  

 

 

Empirical prospective 
study  

84 people were 
interviewed.  

Majority of people preferred home 
as the place for death and dying. 

Non-Empirical Papers  
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14 Aries 1974 Historical account of western 
attitudes to death.  

Book   Four essays traces the attitudes 
of Western people towards 
mortality from medieval times.  

15 Ashby 2009  

 

Palliative medicine 
perspective of the dying 
human. 

Book chapter  Death and dying before modern 
medicine, and the development of 
palliative care.  

16 Conway 2007 Outlines the changing face of 
death  

Discussion article   Argues for a broader approach 
and return to community  

17 Gao et al., 
2013 

England 

Explored the changing 
patterns of place of cancer 
deaths.  

Secondary - 
Population based 
study 

Analysed all cancer 
deaths from 1993 
to 2010. 

Hospital remained the most 
common place of death for people 
with cancer. 

18 Glaser & 
Strauss 1968 

 

Provided insight into the 
death and dying in hospitals.   

Book  Ethnographic study 
within the context of 
4 hospital in US 
and 1,102 nurses 
completed 
questionnaires. 

Identified trajectories of dying and 
the awareness of dying and 
established the method of 
grounded theory for the analysis 
of qualitative data. 

19 Gomes & 
Higginson 
2006 

Systematic review of factors 
influencing home deaths. 

Secondary  61 papers included 
from 13 countries 
covering 1.5million 
population. 

Although 17 Factors were 
identified that influence where 
people die there also found many 
complications. 

20 Gomes & 
Higginson 
2008 

Examined where people died 
to forecast future trends.  

Secondary data of 
past deaths from 1974 
to 2003 in England 
and Wales 

Official data from 
ONS and 
Government 

Found home death had been 
decreasing and called for urgent 
action for aging population. 
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Actuary 
Department.  

21 Grande et al 
1998 UK, 
America and 
Australia, 
Israel, 
Switzerland, 
Italy,    

Reviews research 
investigating the relationship 
of disadvantaged people to 
home care. 

Analysis of secondary 
data from 41 studies   

Over half million 
plus one paper 
(Higginson et al 
1994 did not give 
an statistic except 
44 wards in UK).  

Homecare support did not remove 
the dependence of informal care 
to achieve home death. 

22 Hoare et al., 
2015 UK 

Systematic Review of UK 
literature from 1999 into the 
preferred place of death 
focused in particular on the 
missing data of preference 

Systematic Review  Systematic 
literature review – 
61 papers met the 
inclusion criteria  

The review highlighted the 
missing data about preferences 
within the literature distorted the 
results. When missing data was 
added back in, preference for a 
home death was not so clear.   

23 Kellehear 
2007a 

 

Critiques assumptions about 
death in late modernity 
arguing the loss of social 
experiences. 

Discussion article   Argues that the loss of social 
experience of death is an 
emerging public health challenge. 

24 Ko et al 2013 

Italy, Spain, 
Belgium, and 
Netherland 

 

Exploring the GP’s 
awareness of their patients’ 
preference for place of 
death. 

Secondary data Retrospective study 
of GP data of 377 
patients of 
preferred place of 
death. 

GPs were often unware of their 
patients’ preferences but when 
they were the preference was 
achieved. 
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25 Lunney et al., 
2003 

USA 

Determining functional 
differences in different end of 
life trajectories.  

Secondary  Previous research 
data. 

Differences in different trajectories 
and function were identified.  

26 Meeussen et 
al., 2009 

Belgium  

GPs’ role in patients’ 
preference for place of death 
of cancer and non-cancer 
patients. 

Secondary Retrospective 
mortality study 
covering 798 non 
sudden deaths. 

If GPs were informed of their 
preference in the last 3 months of 
life they often died in their 
preferred place 58% at home. 

27 Mellor & 
Shilling 1993  

Examines the relationship 
between self-identity and 
modernity and sequestration 
of death.  

Discussion article   The organisation and experience 
of death has become more 
privatised.  

28 Munday et al., 
2007 

Explore individuals’ 
preference for place of 
death, and availability of 
care. 

Discussion article   Emphasised the importance of 
discussing and recording place of 
preference.    

29 Prior 2000 

 

Reflections of death and 
later modernity.  

Book chapter  Explores the sociology of death in 
relation to the self and the 
collective.  

30 Seale 1998 Explores the sociology of 
death, dying and loss. 

Book   Demonstrate the variabilities in 
social construct of managing 
mortality. 

31 Tang & Chen 
2012 

If aim of end of life care is 
dignity then achieving the 
preference for place of death 
is important.  

Book chapter  

 

Analysed 13 
international 
studies (2 in the 

Homecare needs to increase to 
support more people to die at 
home in their preferred place. 
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UK) of dying at 
home.  

32 Yao et al., 
2007 

Taiwan  

Investigated the relationship 
of achieving a good death 
and place of death.  

Secondary data 
analysis 

Analysed the 
records of 374 
patients.   

The score for a good death was 
higher for home death than an 
institutional death.  

 

 

Formal and informal care at end of life 

The final total of formal and informal care at end of life care literature reviewed was from 1989 to 2018 and was a total of 19 which 

included in the review are: 11 empirical studies (4 are repeats from Table 2.1), 1 scoping review, 1 narrative synthesis, 2 secondary 

data studies, 3 discussion papers, and 1 book. 

TABLE A2.2: Formal and informal care at end of life literature  

 Author(s) 
Year 

Country 

Aim Type of Paper Data collection  
Methods 

Findings/Conclusion  

Empirical Papers  

1 Chappell & 
Blandford 
1991 
Canada 

Explores the characteristic  of 

those who do or do not use 

both formal & informal care. 

Empirical study 1826 Interviews 

with people aged 

60 and over.  

The data indicated that formal 

and informal care was 

complementary.  
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2 Gott et al., 
2004 
UK  
(repeated 
Table A2.1 -5) 

Explores older peoples’ attitude 

to home as place of care when 

dying. 

Empirical study  Focus group with 

32 participants and 

interviews with 45 

more people. 

Home was crucial to a good 

death, but many were 

apprehensive if the care required 

could be provided at home. 

3 Horsfall et al., 
2011 

 Australia 
(repeated 
Table A2.1 -7 

To understand how being 

involved in the care of the dying 

at home impacted them and the 

community.  

Empirical study- 

report 

94 people 

(bereaved carers) 

participated in 

focus groups, 

network mapping, 

and photo voice.  

Themes included: community, 

resisted isolation and staying 

connected, developing death 

literacy, ordinary became 

extraordinary. Identified inner 

and outer circle of care networks. 

 

4 

Horsfall et al., 

2012  

Austraila 

Discussion of the above 

research study above (2011).  

Empirical  

As above 

As above The impact on people engaged 

in care network was it widened 

and strengthened their own 

social networks. 

5 Horsfall et al., 

2013 Australia  

(repeated 

Table A2.1 -8 

Explored the relationship 

between formal and informal 

care networks of people dying 

at home. 

Empirical  Focus group of 88 

participants of 

professionals and 

volunteers from 

different 

organisations and 

community groups. 

Caring for someone at end of life 

builds social capital and 

develops compassionate 

communities.  

6 Horsfall 2018 

Australia 

Explored care networks 

supports main carers of people 

dying in the community.  

Empirical – photo 

voice, third generation 

network mapping, and 

301 carer givers 

consisting of 

community carer 

Caring networks were essentials 

but not necessarily supported by 

formal services, although both 
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23 focus groups, 34 

primary carers, 17 

outer network 

interviews.  

and service 

providers 

representing 56 

caring networks.  

formal and informal care is 

required to support people to die 

at home.  

7 Nicholson et 
al., 2012 

UK 

Explores the challenges of 
living and dying with frailty in 
old age 

Empirical study Several interviews 
with 17 people 

An imbalance of living and dying 
experienced both physical and 
psychosocial loss  

8 Pleschberger 
& Wosko 2017 
Austria  

An exploratory study of the role 

of non-kin carer in end of life 

care for older 2eople at home.  

Empirical study 

Case study approach  

Interviewed 15 

non-kin carers who 

had supported an 

older person at 

home at end of 

life, plus interviews 

with 8 

professionals.  

Non-kin carers were a mix of 

friends and neighbours, their’ 

motives were compassion rather 

than through a friendship 

attachment. Give insight into 

care networks framed within 

compassionate communities. 

9 Robinson et al 
2017 
 
Canada  

To describe the experiences of 

bereaved carers who had 

successfully cared and enabled 

their family to die at home as 

their express desire. 

Empirical  Interviews with 29 

bereaved carers. 

All the carers had previous 

experience of end of life care, 

they were open to options and 

initiated palliative care.  

10 Wegleitner et 
al., 2018 
Austria  

Part of a larger study, the 

article described the phase one 

study of understanding local 

care practice, culture, 

Empirical  Focus groups and 

interviews with 19 

participants: 

volunteers, health 

practitioner, one 

Described care networks as 

abstract: ‘ingredients’ of a 

supportive web of caring 

relationships at end of life. 
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resources, deficits and 

peculiarities. 

priest and 

undertaker. 

11 Wiles 2003 
Canada 

Explores the care givers and 

care receivers relationship with 

formal care.   

 

Empirical study Interviews with 30 

carers.  

Difficulties were experienced with 

interacting with formal care. 

Non-Empirical Paper  

12 Abel et al., 
2013  

Circles of care  Discussion paper   Describes inner and outer circles 

of care. 

13 Binjdrop et al., 
2019  
Netherlands 

Identified different types of care 

networks.  

Secondary data  Longitude study of 

aging.   

Identified 4 type of care 
networks: partner network, mixed 
network, private network, and 
professional network. 

14 Keating et al., 
2003 

Critical analysis of the care 

networks of frail older people to 

provide care. 

Discussion paper  A distinction was made that 

within a social network there 

exists a sub-group of support 

network and an even smaller 

sub-group of care network. 

15 Mogan et al., 
2018 UK 

This study identified the 

facilitators and the challenges 

of providing end of life care at 

home for people with dementia. 

Narrative synthesis Systematic review 

– searched 

returned 1949 

papers and of 

which 7 studies 

Six key themes were identified, 4 

were facilitators and 2 challenges 

to providing end of life care at 

home for people with dementia.  
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were included in 

the final analysis 

16 Pickard 2015 
England 
 

Compared existing projection of 

demand of informal care to 

future projections for care in 

particular looking after elderly 

parents. 

Secondary statistics  Existing data Demand to support elderly 

parents with disabilities will 

outstrip the supply of informal 

care from their children. 

17 Twigg & 
Atkins 
1994  

The role of informal carers. Book  The authors looked at care 

across a variety of relationships 

& conditions of formal and 

informal care. 

18 Twigg 1989 
England 

Relationship between formal 

and informal care.  

Discussion paper  There is more than one single 

model of relationship between 

informal carer and agency. 

19 Wittenberg et 

al., 2018 

Scoping review of  
Cares view of division of labour 
between themselves and 
professionals.  

Scoping Review 

Reviewed published 

papers from 2000 to 

2016. 

13 paper were 

reviewed 

When collaboration between 

formal and informal care was 

poor the division of labour 

remained unclear, when 

collaboration was good there 

was a clear division of labour. 
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End of life care volunteers  

The final end of life care volunteers literature reviewed was from 1985 to 2019 and was a total of 12, which included: 6 empirical 

study papers, 1 thesis, 1 systematic review, 1 narrative review, 1 discussion papers, and 2 chapters 

TABLE A2.3: End of life care volunteers literature  

 Author(s) 
Year 

Country 

Aim Type of Paper Data collection  
Methods 

Findings/Conclusion  

Empirical Studies  

1 Dodd et al., 
2018 
 
UK 

Explore the impact of volunteer 
befriending intervention.  

Empirical multi-case 
study 

Interviews with 
people at end of 
life, family carers, 
volunteers and 
staff – total of 84 
participants across 
8 sites. 

The impact of wellbeing – 
reduced isolation and loneliness, 
and depression and anxiety. 

2 Gardiner & 
Barnes 2016 
UK 

Explored the mechanism of 
how befriending facilitates 
wellbeing in older people at end 
of life. 

Empirical study Interviews with 12 
recipients and their 
family.  

Findings indicated emotional and 
psychological wellbeing and 
reduced social isolation. 

3 Morris et al., 
(2015)  

The study focused on good 
volunteer practice.  

Empirical mixed 
methods study  

Interviews with 72 
staff, 96 
volunteers, 29 
patients, 14 
carers.  

Volunteers were viewed as a link 
between the hospice and 
community. There was scope for 
greater engagement.  
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4 Pesut et al., 
2018 
Canada  

Pilot project of nurses 
partnering volunteer navigators 
to provide support to adults in 
early palliative care phase to 
maintain their independence. 

Empirical study 7 volunteers 
partnered 18 
clients. Surveys, 
interviews, visit 
logs, and journals. 

Benefits included better decision 
making, transforming the 
experience of living with an 
illness. 

5 Vanderstichel
en et al., 2018 
Belgium 

The study aimed to explore the 
volunteer role from different 
perspectives and context 
settings and how they 
negotiated their role. 

Empirical –  

Phenomenological 
epistemology 

 

Focus group with 
22 professionals 
28 volunteers.  

Interviews with 10 
patients and 9 
carers.  

They identified 2 volunteer roles 
‘being there’ and ‘liaison’ 
includes a definitions roles/tasks. 
Role supported; practical care, 
psychological care, social care, 
existential care. 

 

6 Vanderstichel
en et al., 2019  
Belgium  

This paper different analysis to 
the paper above. This paper 
explored what constitutes 
volunteer- professional 
collaboration within palliative 
care. 

Empirical study – 
same data as above.  

Same as above  A finding was that collaboration 
was mostly between nurses and 
volunteers and this entailed 
information sharing about the 
patients and coordination of care. 

Non-Empirical Papers  

7 Abrams and 
Bulmer 1985 
UK 

Focus on neighbourhood care 
including volunteering for 
informal care 

Discussion paper 
based on a research 
programme  

Draws on 2 
research projects: 
The social context 
of neighbourhood 

and Patterns of 
Neighbourhood 
care   

Informal care was mostly 
provided by kin and in the absent 
of kin, there is a need for the 
support of formal volunteers 
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8 Harris et al., 
2016 

Examines the history of 
associations and volunteers.  

Chapter discussion    Explores the history of informal 
volunteering, and formal 
volunteering with associations 
and services. 

9 Morris et al., 
2012). 

Review of volunteers’ 
contribution in end of life care 
services.  

A narrative literature 
review 

68 articles were 
reviewed 
published 
between2000 to 
2011. 

Identified 2 themes: 

Individual volunteer factors and 
organisational factors. 

10 Sallnow 2017  
UK 

To understand how people 
experienced a hospice 
compassionate neighbours 
project and its impact. 

Thesis  Mixed methods of 
interviews, focus 
groups, 
observations and 
document analysis 
with 19 
participants.  

Found the impact there was an 
impact for the compassionate 
neighbours (volunteer), 
community members (patients) 
and the organisation.  

11 Sallnow & 
Richardson 
2018 UK 
 

Volunteering and community   Chapter The above study 
(Sallnow 2017). 

Describes a new volunteering 
role within hospices that is more 
autonomous and community 
based. 

12 Wilson et al 
2005 
 
 

Review of literature on end of 
life care volunteers. 

Systematic review  18 papers 
published after 
1987, 11 USA, 2 
UK, 3 Australia, I 
Canada, 1 Europe 
study of 18 

Volunteers’ activities were 
performed 60% at in-patient 
units, 22% in people’s homes 
and 18% in other areas.  
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 Emotional labour in end of life care 

The final emotional labour in end of life care literature reviewed was from 1983 to 2018 and total of 10, which included: 6 empirical 

studies, 3 discussion papers, and 1 book. 

TABLE A2.4:  Emotional labour in end of life care literature  

 

 Author(s) 
Year 

Country 

Aim Type of Paper Data collection  

Methods 

Findings/Conclusion/Contribution  

Empirical Papers 

1 Funk et al., 
2018 

Canada 

Explored how care 
workers respond to 
emotional need of dying 
people. 

Empirical Interviews with 14 
nurses and 12 
healthcare worker. 

Participants drew on the philosophies 
of palliative care to legitimise their 
emotional supportive practice. 

2 Gray 2009 

UK 

To examine the role of 
emotional labour in 
nursing.  

Empirical  Interviews with 16 
nurses, 2 GPs. 

Emotional labour is a vital component 
of health care and has the potentially 
of therapeutic value.  

European 
countries).  
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3 Hughes 2015 

Australia  

To discover the strength 
of informal family care 
givers and their 
subsequent growth and 
development.  

Empirical Heuristic 
study  

Semi structured 
interviews with 28 
bereaved carers.  

The themes highlighted included: 
courage, determination, acceptance, 
humour and empathy. 

4 Ray & Street 
2007 

Explores the emotional 
labour of family carers of 
people living with 
neurodegenerative 
illnesses. 

Empirical study Interviews with 18 
carers.  

Revealed new information about the 
daily experience of psychosocial and 
emotional losses.  

5 Staden 1998 

UK 

To define the undefined 
unexplained component 
gendered work of nursing.  

Empirical study 3 case studies of 
level 2 nurses.  

Nursing is an emotionally satisfying 
role but not value by society. 

6 Stayt 2009 

UK 

Explored nurses’ 
emotional labour when 
caring for relatives of 
those critical ill. 

Empirical study  Interviews with 12 
nurses working in 
an adult intensive 
care unit. 

Identified themes: trust, information 
giving, empathy, intimacy and self-
preservation.  

Non-Empirical Papers  

7 Hochschild 
1983 

 

Explored the management 
of emotions as part of 
commercial work.  

Book  It was the first time the term ‘emotional 
labour’ was coined and described the 
emotional labour of paid workers 
managing the emotions of others.  

8 James 1992 Compares the 
components of care as = 
organisation +physical 
+emotional labour as part 

Discussion article   Although family care model has been 
used for hospice care, in practice 
hospice care is more aligned to 
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of 5 hospice care work to 
that of family care. 

hospital care suggesting that emotional 
labour is part of healthcare. 

9 Wharton 2009 Explored the sociology of 
emotional labour.  

Discussion article   Emotional labour first focus is to 
understand the social relationship 
between organisation and job role, 
second is how individuals manage their 
emotions as part of their job role.  

10 Williams 2013 Examines emotional 
labour in public service 
work. 

Discussion article   Emotional labour is a key component 
of care but is unrecognised and 
undervalued. 

 

 

 Landscape 

The final landscape literature reviewed was from 1977 to 2020 and a total of 20, which included: 3 empirical studies, 1 scoping 

review, 1 commentary review, 1 essay, 1 essay review, 1 thesis, 9 discussion papers, and 2 books, 1 chapter.  

 

TABLE A2.5: Landscape literature  

 Author(s) Year 

Country 

Aim Type of Paper Data collection  

Methods 

Findings/Conclusion  

Empirical Papers  
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1 Karasaki et al., 
2017 

Australia  

Consider the role of carer in 
the creation and 
maintenance of home as a 
therapeutic place. 

Empirical  Ethnographic study 
with 17 (13 female 
4 male) carers 
caring for their 
spouse who had 
had a stroke. 

Creating and maintaining home as 
a therapeutic place required 
orchestrating the physical, symbolic 
and practical elements of home. 

2 Martin et al., 
2005 

Examined the relationship 
between place and practice 
in care and rehabilitation of 
older people across a range 
of settings. 

Empirical study 92 interviews and 
focus groups with 
professionals 
across two studies. 

Demonstrated how landscapes can 
be less or more therapeutic 
depending on circumstances. 

3 Milligan 2000 

Scotland 

To inform geographical 
literature on informal care – 
towards a restructured 
geography of care. 

Empirical study  80 carer 
participated in 
focus group, 
interview and 
diaries plus 
professionals.  

As care move from institutional care 
to home care, it has blurred the 
boundaries of place of care.  

Non-Empirical Papers  

4 Bell et al (2018) 
UK, USA, 
Canada 

A scoping review of 
therapeutic landscape, 
healthy spaces, places and 
practices. 

Scoping Review  Scoping review 
included 161 
papers published 
since 2007. 

Themes included: Physical, social, 
spiritual and symbolic dimensions 
of place.  

5 Cosgrove 1978 Explores place, landscape, 
and the dialectic of cultural 
geography. 

Review essay  Argues the case for the lived 
experiences of places to influence 
cultural geography. 
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6 Cosgrove1983 

England 

Critics the theoretical 
weakness of cultural 
geography.  

Discussion paper  Argues for a radical cultural 
geography which involves new 
landscapes. 

7 Cosgrove & 
Jackson 1987 

UK 

Traces the convergence 
between contemporary 
social geographers and 
cultural landscapes. 

Discussion paper  Proposes and defines a New 
Cultural Geography and 
emphasised the notion of 
landscapes. 

8 Denevan & 
Mathewson  

(Eds) 2009 

Carl Sauer on culture and 
landscape- Readings and 
commentaries. 

Book  A bibliography of Carl Sauer’s work 
with comprehensive commentary. 

9 Gesler 1992 

USA 

Explores medical issues in 
light new cultural geography 
in particular relating to 
concept of landscapes. 

Discussion paper  Brings to the attention of social 
scientists interest in matter of 
health to stimulate new lines of 
research. 

10 Gesler 2017 

USA 

Commentary on the origins 
and development of 
therapeutic landscape. 

Discussion paper  Gesler reflects on the theoretical 
origins of therapeutic landscape 
since first introduced by him. 

11 Heffernan 2009 Histories of geography. 

 

Book chapter  Gives a historical account of 
geography as there is no single 
unified discipline.  

12 Kearns 2012 Explores health and places 
in historical perspectives.  

Essay  Questions the influence places on 
health.  

13 Kearns and 
Milligan 2020 

Commentary review on 
papers on therapeutic 

Commentary 
Review  

Reviewed 119 
papers published in 

Maps therapeutic landscape as a 
theoretical development, themes 
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landscapes with in Health 
and Place (journal).  

Health and Place 
from 1995 to 2018. 

included spaces of care, and 
mobilising the concept.  

14 Khachatourian 

2006 

Critical analysis of 
therapeutic landscapes. 

Thesis  New interpretation of therapeutic 
landscape focus on non-site 
specific everyday landscapes. 

15 Kong 1997 Debate about the invention 
and reinvention of ‘new’ 
cultural geography. 

Discussion paper  Acknowledges the contributions by 
different authors to new cultural 
geography. 

16 Milligan & 
Wiles 

2010 

Explores the relationship 
between proximity and 
distance of caring for and 
about.  

Discussion paper   Landscape of care encapsulates 
the interconnectedness of which 
care is woven through fabric of 
social space. 

17 Price & Lewis 
1993  

Questions the reinvention of 
cultural geography.  

Discussion paper   Although there are conflicts 
between the old and new cultural 
geography there are common 
grounds. 

18 Tuan 1977 Explored space and place 
from the perspective of 
experience. 

Book  Argued that physical and 
humanistic geography had to be 
combined to understand the human 
experience of place and space. 

19 Williams 1998  Explore therapeutic 
landscape in holistic 
medicine. 

Discussion paper  Extending the concepts of 
therapeutic landscape to beyond 
healing places to spaces for health 
and wellbeing. 

20 Williams 2002 Explores the health 
promoting properties of 

Discussion paper  Suggests research to understand 
the experience and meaning of 
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 Canada  home on informal caregivers 
using the concept 
therapeutic landscape.  

home environment by informal 
caregivers. 
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Appendix 3 – Diary Log Template 

Research 
Diary    

Participant No: 
    

Site: 
  

Version 2 (Apr 2015) 

                

Date Day: Mon, 
Tue etc.  

First Name Relationship: wife, 
husband,  son, 
daughter, carer, etc 

Age  Type of 
contact: face to 
face, phone etc 

Nature of contact: 
care, social, other 

Any commnets 
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Appendix 4 – Diary Log Guide 

 
Compassionate Communities - The experience of caring and being  
cared for at home REGO-2014-945 

 

Research Diary Log – 
Instruction for 
recording in the diary         

        

1. Please record all your contacts for one week including weekend as well.    

        

2. You can start at any day and then carry on until you have done a week.       

        

3. Record the date and day for each contact      

        

4. Record the first name of the contact person or child     

        
5. Record what relationship they have to you i.e. partner, wife, husband, son, daughter, cousin,  
aunt, daughter-in-law, sister, brother, friend, neighbour, work colleague, carer, nurse, GP etc. 

        

6. For contact with children and young people please include their ages    

        

7. Record what type of contact it is, for example; face to face visit, phone, text message,  
 written contact such as card, letters etc.  - SEE BELOW  IF YOU WANT TO USE  CODE    

        
8. Record what the nature of contact of is, social, care, or other - SEE BELOW IF YOU WANT  
TO USE CODE 

If other please make note of what the contact is about in the last column; any comments  
        

Diary Key        

Type of contact        

Face to Face F       

Phone conversation P       

Text message T       

Written message i.e. card, letter W       

Internet, emails, Facebook etc. I       

        

Nature of contact        

Social S       

Care C       

Community Contact CC       

Practical Planning  PP       

Other O       
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Appendix 5 - Research Sites Approval 

Site A – Research Approval Letter 

Application for Approval of Research Proposal 

Response to Research Proposal 

 

Name of Project Leader 

Manjula Patel 

Title of Proposed Research Project 

Compassionate Communities 

This project has been: - 

1. Approved with set conditions (see 
below) 

Adherence and consideration of Research & Audit Steering Group comments sent 
via e - mail on the 8th of January 
 

Conditions/Reasons 

1. An update on the progress of the project should be submitted to the Group every 
3 months. 

2. A copy of the final project report should be submitted to the Group within six 
months of project completion. 

3. Any problems with the project should be reported immediately to the Group. 
4. If any irregularities with the project come to the attention of the Group they have 

the right to stop the study with immediate effect. 
 

I agree to the conditions outlines above. 

 

Signed:      XX                                                  

Researcher.            Date:   13th January 2015                                  

 

Signed: XX          Date: 12th January 2015 

On behalf of  
XX 
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Site B - Research Approval (Email trail) 

From: XX 

Sent: 02 January 2015 10:35 

To: Patel Manjula  

Subject: RE: research proposal 

 

Hi Manjula 

 

What you sent us was more than enough for you to conduct the study - 

really happy with it and a good idea. 

 

Best wishes 

 

 

Site C – Research Approval Letter 

 

7th May 2015 

Manjula Patel 

 

Dear Manjula, 

Re: Study: Compassionate Communities – The experience of caring 
and being cared for at home – REGO-2014-945 

Thank you, for the research proposal for the above research study together 
with the ethics approval letter.  

 

I am pleased to inform you that XX as a research study site for data 
collection has been approved.  

 

Yours sincerely, 

 

Signed 

 

XX  

CEO 
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Appendix 6 – Full Ethical Approval Letter 
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Appendix 7 – Participants Information Leaflet 

 

PARTICIPANTS INFORMATION LEAFLET 

Study Title: 
Compassionate Communities - The experience of caring 
and being cared for at home REGO-2014-945 

Investigator: Manjula Patel - chief investigator 

* Delete as appropriate  

*Introduction – Professionals & Volunteers 
You have been identified as part of [insert name] research site and you are invited to take 
part in a research study. Before you decide, you need to understand why the research is 
being done and what it would involve for you. Please take the time to read the following 
information carefully. Talk to others about the study if you wish. 
 
 

*Introduction – Primary Participants  
You are invited to take part in a research study. Before you decide, you need to 
understand why the research is being done and what it would involve for you. Please take 
the time to read the following information carefully. Talk to others about the study if you 
wish. 
 

*Introduction – Family and Friends  
You have been identified as part of [insert name] caring network and you are invited to 
take part in a research study. Before you decide, you need to understand why the 
research is being done and what it would involve for you. Please take the time to read the 
following information carefully. Talk to others about the study if you wish. 
 
 
(Part 1 tells you the purpose of the study and what will happen to you if you take part.  
Part 2 gives you more detailed information about the conduct of the study) 
 
Please ask us if there is anything that is not clear or if you would like more information. 
Take time to decide whether or not you wish to take part. 

 

PART 1 

What is the study about? 
The study aims to examine with people requiring palliative care their experience 
of being cared for at home and the experience of those caring for them at home. 
This will involve exploring with you as a professional and volunteers how you/they 
work alongside others as they care and support someone at home towards the 
end of their life.  This study will explore with family and friends their experience of 
care and support as part of a caring network and how these experiences impact 
the people involved.  
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Do I have to take part? 
It is entirely up to you to decide. The chief investigator will describe the study and go 
through this information sheet, which we will give you to keep. If you choose to 
participate, we will ask you to sign a consent form to confirm that you have agreed to take 
part.  You will be free to withdraw at any time, without giving a reason and this will not 
affect you or your circumstances in any way. 

 

What will happen to me if I take part? 
If you decide to take part you will be contacted and given the opportunity to ask 
questions first before you will be asked to sign a consent form to record that you 
have made an informed choice to take part.  
 
The chief investigator will contact you and arrange to meet with you either 
individually or as part of a focus group with other professionals in a suitable 
setting, this could be at your place of work (name organisation].  The study will 
involve you talking to the chief investigator about your experience of 
planning/providing/assisting in caring and supporting someone at end of life at 
home.  
 
Each interview or focus group will between one to two hours in length but this will 
be dependent on the circumstances on the day and you will be able to end if you 
need for whatever reason. Each interview and focus group will be recorded using 
an audio tape recorder to ensure all the interview is captured in full and typed up. 
 
To build up a picture of the caring network a diary log to record all contacts, 
including visits, phone call, texts, emails and other social medias, will be left with 
the person you are caring for and you will able to record in it as well.  
 
 
What are the possible disadvantages, side effects, risks, and/or 
discomforts of taking part in this study? 
There are no disadvantages in taking part in this study.   
 
 
What are the possible benefits of taking part in this study? 
There are no direct advantages in taking part in the study, but it will provide an 
opportunity to discuss your experience of caring and supporting someone at end 
of life.    
 
Professional and volunteers participants may find it of benefit to know they will be 
contributing to the understanding of how -Compassionate Communities) caring 
networks can support people at the end of the lives to remain in their homes in 
the future.  
 
 
Expenses and payments 
It is not possible to make any payment for participating in the study.  
  
 
What will happen when the study ends? 
The data collected from this study will be used for the chief investigator’s PhD 
about the experiences of caring and being cared for at home towards the end of 
life.  A summary report will be made available to participants of the study. The 
study outcomes may be presented at conferences and published in journal and 
as papers for educational purposes.   
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Will my taking part be kept confidential? 
Yes, the chief investigator will follow strict ethical and legal practice and all information 
about you will be handled in confidence. Further details are included in Part 2. 

 
 
What if there is a problem? 
Any complaint about the way you have been dealt with during the study or any 
possible harm that you might suffer will be addressed. Detailed information is 
given in Part 2. 
 

This concludes Part 1. 

If the information in Part 1 has interested you and you are considering 

participation, please read the additional information in Part 2 before making 

any decision. 

__________________________________________________________________ 

PART 2 

Who is organising and funding the study? 
This study is part of my PhD with Warwick University and is not being funded by 
any external body.  
 

What will happen if I don’t want to carry on being part of the study? 
Participation in this study is entirely voluntary. Refusal to participate will not affect 
you in any way. If you decide to take part in the study, you will need to sign a 
consent form, which states that you have given your consent to participate. 
 
If you agree to participate, you may nevertheless withdraw from the study at any 
time without affecting you in any way. 
 
You have the right to withdraw from the study completely and decline any further 
contact by study staff after you withdraw.  
 
 
What if there is a problem? 
This study is covered by the University of Warwick’s insurance and indemnity 
cover.  If you have an issue, please contact Jo Horsburgh (details below). 
 
 
Who should I contact if I wish to make a complaint? 
Any complaint about the way you have been dealt with during the study or any 
possible harm you might have suffered will be addressed.  Please address your 
complaint to the person below, who is a Senior University of Warwick official 
entirely independent of this study: 
Jo Horsburgh 
Deputy Registrar 
Deputy Registrar’s Office 
University of Warwick 
Coventry, UK, CV4 8UW. 
T:  +00 44 (0) 2476 522 713  E:  J.Horsburgh@warwick.ac.uk  
 

mailto:J.Horsburgh@warwick.ac.uk
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Will my taking part be kept confidential?   
The chief investigator will be the only person who will have access to your 
personal details and all personal information concerning participants will be kept 
confidential.  All the data collected will be coded and only professional status will 
be used with no names to maintain anonymity. Only the research team will have 
access to the anonymised data and all the data collected for the study will be 
handled and stored securely to comply with information governance protocols 
and Data Protection Act.  
 
 
What will happen to the results of the study? 
 
The data collected from this study will be used for the chief investigator’s PhD 
about Compassionate Communities - the experiences of caring and being cared 
for at home towards the end of life. A summary report will be made available to 
participants of the study. The study outcomes may be presented at conferences 
and published in journal and as papers for educational purposes.   
 
Who has reviewed the study? 
This study has been reviewed and given favourable opinion by the University of 
Warwick’s Biomedical and Scientific Research Ethics Committee (BSREC): 
REGO-2014-945 date of approval 19/08/2014.   
 
 
 
What if I want more information about the study? 
If you have any questions about any aspect of the study or your participation in it 
not answered by this participant information leaflet, please contact:   
 
Manjula Patel – Chief Investigator   
E-mail address: M.H.Patel@warwick.ac.uk   
Contact number: 07762 461 280 
 
Academic Supervisors: 
Dr Joanne Reeve 
Email address: J.Reeve.1@warwick.ac.uk 
Telephone: 44 (0)2476573814 
 
Professor Gillian Hundt 
Email address: Gillian.hundt@warwick.ac.uk 
Contact Number: 00 44 2476 573814 
 
 

Thank you for taking the time to read this participant information leaflet. 

 

 

 

 

 

mailto:J.Reeve.1@warwick.ac.uk
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Appendix 8 – Research Consent Form 

 

Public Health approach to Palliative Care 
 

Study into the experience of being supported at home by 
family and friends 

 

Participant Consent Form 
 

1. I have read and understand the participant information sheet about the 
study    
    

2. I have been given the opportunity to ask questions about the study   
   

3. I understand information and data collected for this study will be 
confidential and stored securely  
 

4. I understand interview information and data will be coded and kept 
anonymous  

 
5. I understand even though I agree to participate I have the right to 

withdraw from the study at any time and this will not affect my care or 
future care  

 
6. I understand that I have the opportunity to discuss participating in this 

research with another named person other than the researcher   
 

7.  I agree to take part in the study  
 
Participant Name ______________________________________________ 
 
Address _____________________________________________________ 
 
Telephone ___________________________________________________ 
 
Signature ______________________________   Date ________________ 
 
Researchers Name: ____________________________________________ 
 
Researcher’s signature ____________________ Date ________________ 
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Appendix 9 – Semi-Structure Interview Guide 

Study Title: 
Compassionate Communities - The experience of caring 
and being cared for at home  

 Manjula Patel - chief investigator 

Primary Participants 

 Opening question - tell me about how you are? 

 Is it your preference to be cared for at home? 

 Tell me about who provides all your care and support? 

 Tell about all the different care and support you have? 

 How did your care and support get set up? 

 Who coordinates all the care and support? 

 How you feel about all the care and support you have? 

 How much do you think the care and support help you stay at 

home? 

 Is there anything missing in your care and support at home? 

 Are there any other comments you would like to make? 
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Family & Friends  

 Tell me how you became involved with [name] care and support? 

 When and why did you become involved? 

 What is your relationship with the others who are caring? 

 Is the care and support you provided coordinated with others? 

 Have you cared for anyone else at the end of life before now? 

 What support do you have for yourself? 

 How do you feel about in a caring position? 

 How much do you think the care and support helps [name] stay    

at home? 

Professional and Volunteers 

 What is your understanding of Compassionate Communities? 

 What is your understanding about this approach at [site name]? 

 How did you start to become involved in this approach? 

 How do you think this approach is different? 

 How do you see your role in this approach? 

 How well has this approach been accepted by patients and 

families? 

 How do you think it impacts patients to remain at home? 
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 How do you think it impacts families and carers? 

 Do you think there is anything missing in care and support at 

home 
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