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Abstract 

This symposium will assess and discuss the role of volunteering in end-of-life care. 

The format of this symposium is deliberatively co-productive, involving academics, 

practitioners and people with lived experience.  

Volunteers are becoming a fundamental part of the end-of-life care system. In this 

context good end-of-life care requires networks of support across settings. At home, 

and in other community settings, approaches to care work best when the people 

involved know and are familiar with the context of an individual case. Most often 

these are close associates of the family, such as neighbours or friends. In 

institutional settings, more structured approaches exist, with more defined 

boundaries of roles and responsibilities, however, these appear to be rapidly 

changing due the new developments within Integrated Care Boards.  

As Daniel Kahneman, the Nobel prize-winning economist wrote, 'endings matter'. 

How a person completes their life resounds in the memory of the people that live on. 

At the end of life, medical care is far from the sole consideration. Civic, social action 

before, during, and after a death can make the difference between an isolating and 

potentially traumatic experience and a supported and relational experience. 

Looking ahead the symposium will discuss public policy with regards to volunteering 

and the attitudes of health care providers and volunteer involving organisations. 

 



Provocation 

Volunteers are a fundamental part of the end-of-life care system due to three main 

challenges of increased demand, depleted care workforce, and challenging workload 

conditions of care staff, which increasingly affect experiences of care in the period 

approaching the end-of-life. The number of people dying each year has been 

steadily increasing since 2008 and is set to continue to 2040.  

In 2022 there were over 575,000 deaths in England and Wales. Over the course of 

the year this equates to approximately 1575 deaths every day, and 65 deaths each 

hour. The multiplicative bereavement impact of each death has been estimated to 

reach nine other people (Verdery et al, 2020). Using this estimate, the number of 

people who experienced a bereavement in England and Wales in 2022 was 

approximately 14,175 each day and 590 people each hour. The demand for end-of-

life care and bereavement support cannot be met by health and care services alone. 

It requires collaboration across all sectors of society. Appropriate support and care in 

the final phase of life is a public health concern. In 2021, NHS England adopted a 

series of ambition statements to guide improvement work. Ambition Six is entitled, 

‘Each Community is Prepared to Help’ which highlights the need to view end-of-life 

care experiences as everybody’s responsibility (NHS England, 2021).  

Within this symposium we want to provoke a discussion around how volunteering in 

an end-of-life care context can influence behaviour across three contexts: Individual, 

Social and Material using a tool commissioned by the Scottish government (Darnton 

& Horne, 2013).  

The individual context includes factors such as a person’s values, attitudes, skills, 

and emotional response, as well as the personal evaluation of costs and benefits of 

engaging in certain activities. In recent decades the advances in medical science 

have extended life expectancy, and yet the opportunities to talk about death have 

diminished. As a society we delay these conversations, or for some, avoid them 

altogether. It is a cause for concern because as individuals situated in a family or 

community dynamic need knowledge, skills, and confidence to support, manage and 

care for people with serious illness who are in the period approaching the end-of-life. 

This is a concept referred to as Death Literacy (Noonan et al, 2016). Death literacy 

can be viewed in the context of health promotion. Ivan Illich suggests that health, “is 

the capacity to cope with the human reality of death, pain, and sickness,“ (Illich, 

1974).  



In the symposium we will discuss how end-of-life care volunteering can help develop 

personal death literacy, re-evaluate priorities in life in relation to mortality, and 

reduce symptoms of anxiety through exposure and personal contemplation. The 

reciprocal value of end-of-life care volunteering is not discussed overtly in policy 

documents such as the NHS England Long Term Plan (2019). Policy documents 

tend to view volunteering through a transactional lens – to allocate system resource 

– instead of exploring the opportunity for personal growth and learning derived from 

the relational and participatory nature of end-of-life care volunteering activities.  

The social context includes networks and relationships, social norms and group 

behaviour. Illich wrote, “In every society the image of death is the culturally 

conditioned anticipation of an uncertain date. This anticipation determines a series of 

behavioural norms during life and the structure of certain institutions.” (Illich, 2003) 

Over time, the decreasing popularity and influence of the church and greater cultural 

diversity, may have reduced the instances of rituals known to play a supportive role 

in coping with death, bereavement and loss, or may have led to different norms and 

approaches (Curtice et al, 2019). The lack of death literacy at a societal level was 

made clear during the pandemic when many people felt ill-prepared to cope with 

loss.  

Examples to counter this have been driven by instances of grassroots community 

activism – to help bridge relationships and navigate the interface between families, 

communities, and care services. Community roles, such as the role of an end-of-life 

doula, attempt to shift the increasing professionalisation of dying and grieving and 

resituate it back into the domain of family, and friends. 

In the symposium we will discuss how enhanced death literacy of end-of-life 

volunteers can spread across family, extended family, and community networks to 

enhance social capital. The increase in knowledge and skills gained by end-of-life 

care volunteers enable them to engage in important conversations within and across 

their social networks. Most often these conversations are held informally, without the 

time pressure of a clinical consultation. As such, end-of-life care volunteers facilitate 

an important bridging function between professionals and communities and 

contribute to social cohesion.  

The Material context includes details that can shape or constrain volunteering 

behaviours including governance policies, societal inequities, and opportunities to 

reach diverse sectors of society. The report from the Lancet Commission on the 



Value of Death published in 2022 explored the challenges of contemporary dying 

from a global perspective (Sallnow et al, 2022). The way people die in the 21st 

century has changed compared to preceding decades. The Commission concluded 

that that dying today is paradox. For some, it is both over-medicalised, but others 

have no access to basic pain relief or symptom control at the end-of-life. 

In the symposium we will introduce several notes of caution:  

 

i) What is the potential for the health and care system to become 

increasingly dependent on unpaid citizen initiatives and benevolent 

volunteers?  

ii) How can diversity among end-of-life care volunteers be expanded to 

extend our current reach into communities from whom we seldom hear?  

iii) We will also discuss NHS England’s Ambition statement: Each Community 

is Prepared to Help and reflect on whether the organisation is in a 

sufficiently flexible position to accept the help that may be on offer. 

 

Collectively, our discussions will consider the future of end-of-life care volunteering. 

We will draw attention to the Institute of Healthcare Improvement’s Quintuple Aim 

involving: better outcomes, better use of resources, better experiences in receiving 

care, better experiences in delivering care, and reducing health inequities (Nundy et 

al, 2022). Inequity is defined as, “the state in which everyone has the opportunity to 

attain their full health potential and no one is disadvantaged from achieving this 

potential because of social position or other socially determined circumstances.” 

(National Academies of Sciences, Engineering and Medicine, 2014). We will use a 

definition of health provided by Illich’s in the preceding quote.  
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