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Abstract 
 

Background 

There is growing evidence of socioeconomic inequality in palliative and end-of-life care, yet 

our understanding of the causes of this inequality and how to address it is lacking. In the 

context of an ageing and increasingly unequal society, understanding the patterns and 

determinants of socioeconomic inequality in palliative and end-of-life care is essential for 

informing ways to deliver care more equitably. 

 

Aim 

To investigate patterns and determinants of socioeconomic inequality in palliative and end-

of-life care for older adults, and to explore potential mediating factors of the relationship 

between socioeconomic position and patterns of care towards the end of life. 

 

Methods 

This thesis investigates socioeconomic inequality in palliative and end-of-life care using 

three secondary analysis studies:   

i) Systematic review and meta-analysis of existing evidence on the association 

between socioeconomic position and service use and outcomes in the last year 

of life, including place of death, hospital admissions in the last three months of 

life, and access to specialist palliative care.  
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ii) Secondary analysis of data from the English Longitudinal Study of Ageing (ELSA) 

using mediation analysis to estimate the direct effect of wealth and education 

(exposures) on place of death and frequent hospital admissions in the last two 

years of life (outcomes), and the indirect effects via health and function, access 

to services and social support (mediators).  

iii) Secondary analysis of routinely collected clinical data to analyse the relationship 

between area-based deprivation and the symptoms and concerns of hospital 

inpatients referred to specialist palliative care, using data from a validated 

patient centred outcome measure, the Integrated Palliative Care Outcome Scale 

(IPOS). 

 

Results 

Based on 112 high-to-medium quality studies, the systematic review and meta-analysis 

found consistent evidence that in high income countries, people with low socioeconomic 

position were more likely to die in hospital versus home/hospice (OR 1.30, 95% CI 1.23–

1.38, p < 0.001), to receive acute hospital-based care in the last 3 months of life (OR 1.16, 

95% CI 1.08–1.25, p < 0.001), and to not receive specialist palliative care (OR 1.13, 95% CI 

1.07–1.19, p < 0.001). The dose-response analysis found that for a 1 quintile increase in 

area-based deprivation the log-odds of dying in hospital versus home increased by 1.07 

(95% CI 1.05–1.08, p < 0.001), and the log-odds of not receiving specialist palliative care 

increased by 1.03 (95% CI 1.02–1.05, p < 0.001). The review also found no studies 

investigating the causes of socioeconomic inequality in palliative and end-of-life care, and 

no high or medium quality studies using validated patient centred outcome measures to 
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investigate inequality. The secondary analysis of ELSA and of the routinely collected clinical 

data address these gaps.  

 

The mediation analysis using ELSA included 737 participants (median age 78 years (IQR 71-

85). For death in hospital, higher wealth had a direct negative effect (probit coefficient –

0·16, 95% CI –0·25 to –0·06), which was not mediated by any of the pathways tested. For 

frequent hospital admissions, health and function mediated the effect of wealth (–0·04, –

0·08 to –0·01), accounting for 34·6% of the total negative effect of higher wealth (–0·13, –

0·23 to –0·02). The analysis of clinical data on the symptoms and concerns of palliative 

patients included data on 7,860 patients (median age 82 years (IQR 74-89) found that 

patients living in more deprived areas had a higher burden from practical and 

communication concerns. The predicted mean score for practical and communication 

concerns for the most deprived group was 5.38 (95% CI 5.10, 5.65) compared to 4.82 (95% 

CI 4.62, 5.02) for the least deprived (higher scores are worse). Area deprivation was not 

associated with physical or emotional symptoms. 

 

Conclusions 

The systematic review and meta-analysis provide consistent evidence that low 

socioeconomic position is a risk factor for death in hospital as well as other service-level 

indicators of potentially poor-quality end-of-life care and demonstrates consistent evidence 

of a socioeconomic gradient for death in hospital and access to specialist palliative care. The 

mediation analysis identifies for the first time, that worse health and function may cause 
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people with lower wealth to have more hospital admissions. This challenges behavioural 

explanations and highlights the importance of socioeconomically driven health differences 

in explaining different patterns of hospital use towards the end of life. For hospital 

inpatients seen by palliative care, the findings suggest that one way to reduce inequalities 

could be to target resources at addressing the practical and communication concerns of 

patients who live in more deprived areas.  

 

The findings identify several implications for policy, practice and research including, the 

need to: monitor inequalities and to use this data to inform service delivery; evaluate 

interventions for unequal effects across social groups; and raise awareness among the 

public and health care professionals about socioeconomic inequality in palliative and end-

of-life care. Methodologically, the thesis provides the first example of a mediation analysis 

used to study causes of inequality in palliative and end-of-life care and demonstrates novel 

use of existing longitudinal cohort study data and routinely collected patient centred 

outcomes data.  
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“We do have an ideological position: health inequalities that 

could be avoided by reasonable means are unfair. Putting 

them right is a matter of social justice. But the evidence 

matters. Good intentions are not enough.”  

Sir Michael Marmot in Fair Society, Health Lives (2010)1 
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PART 1: Review of the literature 
 

CHAPTER 1: Population ageing and service use towards the end of life 
 

Chapter 1 of the literature review introduces the global evidence on the ageing population 

and describe the need for, and provision of, palliative care now and in the future, with a 

particular focus on the UK. It then outlines different approaches to measuring the quality of 

palliative and end-of-life care at the population level and summarises evidence on the 

disadvantage experienced by older people in the care they receive towards the end of life. 

 

1.1 The ageing population, demographic and epidemiological trends 

Globally, the number of deaths each year is increasing and is expected to reach 70 million by 

2030.2 In England and Wales, the annual number of deaths is predicted to increase from 

501,424 in 2014 to 635,814 in 2040 (an increase of 27.0%).2 The population is aging, people 

are living longer and dying at increasingly older ages (figure 1).2 Between 2014 to 2040 the 

proportion of all deaths from people aged 65 and over in England and Wales is predicted to 

increase from 83.9% to 90.9%, and the proportion from people aged 85 and over will 

increase from 38.8% to 53.6%.2 This represents a huge demographic shift that health and 

social care services must plan for in the future delivery of services. 
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Figure 1: Actual deaths in 2014 and projected deaths in 2040 by age and gender for 
England and Wales, source2 

 

The ageing population is associated with an increase in the prevalence of chronic and 

multimorbid conditions.3 Multimorbidity is defined as the presence of two or more 

coexisting chronic conditions and is associated with higher mortality, increased 

hospitalisations, polypharmacy, reduced functional status and worse quality of life.4-6 There 

is no standard approach to measuring multimorbidity, estimates of the prevalence of 

multimorbidity depend on the number of diagnoses considered and vary according to 

whether data are sourced from routine health records or self-reported survey data.7 A large-

scale cross-sectional study of 1,751,841 people registered with 314 primary care practices in 

Scotland in 2007 found that, based on 40 core morbidities, 64.9% of people aged 65-84 had 

multimorbidity and the prevalence of multimorbidity increased substantially with age 

(figure 2).3 
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Figure 2: Number of chronic disorders by age-group, in Scottish primary care register, 
source3 

 

 

Patterns in the leading causes of death are also changing.8, 9 In England, for both men and 

women, recent trends (2001-2015) show a decline in the death rate from heart disease and 

stroke and an increase in the death rate from dementia.10 The increase in deaths from 

dementia reflects the aging population but also improvements in detection rates and 

changes to death certificate recording practices that prioritise the recording of dementia 

over other less specific causes of death such as ‘old age’.10, 11 

 

If recent trends continue, it is estimated that in England and Wales between 2014 and 2040, 

annual deaths from dementia will increase from 59,199 (11.8% of all deaths) to 219,409 

(34.9% of all deaths). Deaths from cancer will also increase from 143,638 (28.6% of all 
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deaths) to 208,636 (33.2% of all deaths).8 Conversely, deaths from organ failure including 

heart disease, heart failure, respiratory disease, renal disease and liver failure are expected 

to fall from 129,338 (25.8% of all deaths) in 2014, to 98,092 (15.6% of all deaths) in 2040.8 In 

line with the growing number of deaths, the aging population and the increase in chronic 

and multimorbid conditions, the number of people who will need palliative care is also 

projected to increase in the future.8, 9 The following section describes the current provision 

of palliative care and how the need for palliative care is likely to change in the future. 

 

1.2 Provision of palliative and end-of-life care now and in the future 

Palliative care is the active total care of patients with life-limiting illness, it is patient and 

family centred, holistic and multidisciplinary in its approach.12 Patients with chronic disease, 

multimorbidity and complex symptoms are more likely to require palliative care, and the 

need for palliative care increases towards the end of life.13, 14 The aim of palliative care is to 

improve quality of life for patients with serious illness by managing physical and emotional 

symptoms, reducing functional decline, providing psychosocial support, advance care 

planning and support for family and carers.15 Specialist palliative care is delivered by 

specialist doctors and nurses and other allied health professionals, in hospital, community, 

and hospice settings. Generalist palliative care, or generalist end-of-life care, is also 

provided by general practitioners and health care professionals from other specialities in 

primary and secondary care, with specialists in palliative care supporting indirectly through 

education and training.  

 



   
 

20 
 

Early specialist palliative care intervention has been shown to be effective at treating 

symptoms16, 17, improving quality of life18, 19, extending life by reducing toxicity from cancer 

treatments19-21 and improving bereavement outcomes.22 By supporting patients to avoid 

unnecessary interventions and hospital admissions and providing care to people in their 

own homes, palliative care can also reduce healthcare expenditure.23-25  

 

The World Health Organisation (WHO) recognises palliative care as an essential part of 

health care and lists 14 palliative care medications in the WHO Essential Drugs List.26 

Palliative care is increasingly seen as a human right, as part of the right to health and the 

right to be free from cruel, inhumane and degrading treatment.27, 28 However, it is estimated 

that worldwide just 14 per cent of the people who need palliative care receive it.26 There is 

considerable global inequality in access to palliative care. For example, morphine, 

considered an essential and relatively cheap pain medication, is not available to 80% of the 

world’s population with usage concentrated in the global north and Australia.29  

 

Serious health-related suffering, defined as suffering from illness or disease that requires 

medical intervention, is increasing globally.30 Based on World Health Organisation (WHO) 

mortality projections and estimates of physical and psychological symptom prevalence in 20 

conditions commonly needing palliative care, the number of people who die each year with 

serious health-related suffering is predicted to double from 26 million in 2016 to 48 million 

by 2060.9 The increase in burden will be driven largely by an increase in deaths from cancer 

and dementia and will be largest for people aged 70 years and older; in 2060, 22 million 
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more people aged 70 years and over are expected to experience serious health-related 

suffering, representing a 183% increase from 2016. Serious health-related suffering at older 

ages will increase globally but the increase will be most rapid in low-income countries.9 

 

For England and Wales, the population-based level of need for palliative care has been 

estimated based on trends in causes of death combined with population projections.31, 32 

This approach is based on the prevalence of a set of underlying causes of death that are 

likely to benefit from specialist or generalist palliative care.32 It has been shown to produce 

reliable estimates of palliative care need using mortality records (see table 1 for a list of 

underlying causes of death).32 Using this approach, the need for palliative care in England 

and Wales is predicted to increase from 75% of all deaths in 2014 to 86% in 2040.8 The 

growing number of deaths from cancer and dementia is expected to drive much of this 

increase, and the increase in need for palliative care will be highest for older people. In 

2014, 194,455 people aged 85 and over needed palliative care, accounting for 38% of overall 

palliative care need, by 2040, 334,427 people aged 85 and over are predicted to need 

palliative care, increasing to 56% of all palliative care need.8 

 

Table 1: International Classification of Disease-10 (ICD-10) codes: conditions that could 
benefit from palliative care, used to estimate palliative care need, source8 
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1.3 Provision of palliative care in the UK 

In the UK, specialist palliative care in hospitals is usually provided as an advisory and visiting 

service with very few palliative care inpatient beds in hospitals. Hospice in the UK is almost 

always a separate setting to hospital and provides inpatient, outpatient and community 

services.33 The first modern hospice, St Christopher’s Hospice was opened in 1967 by Dame 

Cicely Saunders34 and there are now more than 200 hospices in the UK.35 In 2014, 27,804 

people died in a hospice (5.5% of all deaths), with many more people supported by hospices 

in the community.2 There is no national data collection on hospice activity, however, 

analysis from Hospice UK, the main umbrella charity for hospices, estimates that hospices in 

the UK care for 225,000 people with terminal illness each year and that in 2017/18 hospices 

provided bereavement support to 72,000 people.36 Although free at the point of access, 

hospices are rarely part of the National Health Service (NHS), and approximately 70% of 

hospice funding is from charitable sources.35 Hospice care originated as care for cancer 

patients and although it has been expanded to care for people with non-cancer conditions 

the majority of people accessing hospice care, particularly inpatient services, have cancer; 

92.3% of people who died in hospice between 2008 and 2012 died from cancer.37 

 

In a 2021 ranking of the quality of palliative care provision across the world, the UK ranked 

top out of 81 counties.38 Yet, in the UK many people who need palliative care will not 

receive it. It is estimated that 50% of people who die in England receive palliative care, 

falling short of the 69%-82% thought to need palliative care input.32, 39 There is considerable 

variation in the funding of palliative care across the UK.40 A survey of 29 Clinical 
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Commissioning Groups found that budget allocation for palliative care ranged from £51.83 

to £2329.19 per patient per year.41  

 

There is also variation in the provision of services, and concerns about the quality of 

palliative and end-of-life care particularly in hospitals, including problems with poor 

symptom control, poor communication and a lack of dignity afforded to dying patients.42, 43 

According to a national audit of hospital palliative care, just 21% of UK hospitals provide a 

face-to-face specialist palliative care service 7 days per week with most (73%) providing 

face-to-face care only on weekdays.44 The same survey reports that mandatory training for 

hospital doctors in the care of the dying was in place in just 19% of trusts.44 Incongruent 

with the apparent lack of focus on the care of dying patients in hospitals, dying people 

represent a large proportion of all hospital inpatients; a study of Scottish hospitals found 

that 1 in 3 hospital inpatients are likely to die within a year of admission.45, 46 The next 

section describes the evidence on hospital-based care towards the end of life. 

 

1.4 Hospital based care towards the end of life 

Surveys of the general population and of people with advanced cancer indicate that most 

people would prefer to avoid hospitalisations towards the end of life.47, 48 Hospital-based 

end-of-life care, compared to home or hospice-based care, is associated with worse quality 

of life for patients and worse bereavement outcomes for families.49-52 Yet, hospitalisations 

are common in the last year of life and increase sharply in the months before death. 

Population level data on deaths in England between April 2009 and March 2012, found that 
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90.2% of decedents had a hospital admission in the last 12 months of life, with an average 

rate of 2.28 admissions per death (excluding those with no admissions), and 57% of 

admissions in the last year of life took place in the last 3 months of life (figure 3).53  

 

Figure 3: Admissions per 10,000 people, per month prior to death (note log scale), source53 

 

Another study using the largest linked dataset of health and social care data from seven 

local authorities in England, found that many more people (89.7%) used hospital care in the 

last year of life than local authority funded social care (27.8%).23 The same study analysed 

costs data for care delivered between 2007 and 2010 and found that at older ages as social 

care costs increased, hospital costs decreased.23 This evidence of an inverse relationship 

between health and social care usage aligns with earlier work showing that care home 

residents have a lower risk of hospital admissions in the last two months of life, suggesting 

that care home admission may protect against hospital admissions towards the end of life.54  
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Hospital is also the most common place of death in many high-income countries, and the UK 

has one of the highest rates of hospital deaths in Europe for non-cancer causes of death.55 

Towards the end of the 20th Century a trend for a growing proportion of hospital deaths and 

a corresponding decline in home deaths was observed; in England and Wales, between 1974 

and 2003, the proportion of deaths at home had declined from 31% to 18%.56 Similar trends 

were seen in other high income countries prompting international efforts to reduce deaths 

in hospital and enable more people to die in their place of choice.57-59  

 

Since the early 2000’s the proportion of deaths in hospital has started to decline, potentially 

signifying the success of policy efforts to improve end-of-life care and support more people 

to die at home.59, 60 However, the causes of these changes are difficult to retrospectively 

evaluate because policy efforts were rolled out nationally and confounding factors such as 

the gradual decline in the number of hospital beds over this period may also have 

influenced the trend.61, 62 

 

Between 2004 and 2014 in England and Wales, the proportion of deaths in hospital fell from 

57.9% to 48.1%, correspondingly home deaths increased from 18.3% to 22.9%, care home 

deaths increased from 16.7% to 21.2% and deaths in hospice increased from 4.6% to 5.5%.2 

If current trends in place of death continue, care home and home are predicted to become 

the most common places of death by 2040.2 This increase will depend on an increase in 

capacity in care homes and in community services which if not met, may result in a return to 

higher rates of deaths in hospital.2 
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1.5 Evaluating the quality of palliative and end-of-life care  

This section describes different approaches to measuring the quality of palliative and end-

of-life care, focusing on methods that use routinely collected data to evaluate quality at a 

population level. Death in hospital has been widely used as an indicator of poor quality 

palliative and end-of-life care.55, 63-65 At a population level, the relative consistency of place 

of death records over time and in different countries, make it a useful measure for exploring 

trends, comparing countries, and for investigating inequalities.37, 60, 66-68 The limitation of 

using place of death as an indicator of the quality of end-of-life care, is that it provides only 

a snap shot of information about the location of care received just before death and implies 

an oversimplified binary assumption that hospital deaths are bad.69 Decisions about place of 

death can be complex and for some people hospital is the most appropriate and/or 

preferred place of care and death.69-71 

 

Addressing some of the limitations of using place of death to measure quality, Earle et al 

(2003) have developed a set of performance measures for cancer patients that have been 

widely used in the US to evaluate the quality of end-of-life cancer care.72 Alongside death in 

hospital, these measures of service use in the last months of life include initiation of 

chemotherapy, hospitalisation, emergency department or intensive care admission, and lack 

of or late admission to hospice.72, 73 These quality measures have since been applied outside 

of the US and expanded to non-cancer populations and to include healthcare transitions in 

the last days of life.74-78  
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Using a combination of measures provides a more comprehensive picture of the quality of 

end-of-life care, yet these ‘process’ measures still fall short of capturing the ‘outcomes’ of 

care, defined as a change in a patient’s health status or quality of life.79 Increasingly, there 

are calls to evaluate the quality of care using measures that are more meaningful to patients 

and families.80 Patient Centred Outcome Measures (PCOMs) are validated questionnaires 

that collect data on the health status, well-being or quality of life of patients, providing a 

patient-centred approach to measuring quality of care.79, 81 In palliative care, PCOMs have 

been widely used in research and are increasingly used in routine clinical care.82-84 They 

have been shown to be effective for evaluating interventions, comparing services by 

adjusting for case-mix, and when used in routine care can improve communication between 

clinicians and patients by supporting the identification of patient’s needs.80, 83, 85-87 

 

1.6 Older people, ‘the disadvantaged dying’ 

Drawing on some of the quality indicators described in the previous section, this section 

describes the evidence on older people being at a higher risk of receiving poorer quality 

palliative and end-of-life care.  

 

Older people have been described as the ‘disadvantaged dying’, despite being the main end-

of-life population group (in 2014 83.9% of people who died were aged 65 years or older).88 

Evidence suggests that older people are less likely to be referred to and access specialist 

palliative care89 and are less likely to die at home or in hospice.37, 60 A study using the 

VOICES survey of bereaved relatives found that the relatives of the oldest-old, people who 

died aged 85 years and over, were less likely than the relatives of younger patients to know 
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their loved ones preferences for place of death and that this contributed significantly to age 

related disparity in place of death.90 A review of hospital-based end-of-life care in the UK, 

identified worrying examples of age discrimination concluding that ‘care of the dying elderly 

is of the greatest concern’.42 

 

One explanation for this, reported in a qualitative study into the barriers to providing 

palliative care to older patients in hospitals, is that healthcare professionals may perceive 

older people to have a lower need for specialist palliative care, in part because death is seen 

as more acceptable for older people.91 Alongside attitudinal barriers to referrals, the same 

study found that a lack of carer support and advocacy, lack of integration between 

geriatricians and palliative care, and the higher proportion of non-cancer causes of death 

among older people contributed to lower access to palliative care among older people.91 

The lack of access to palliative care among older people also arguably reflects a wider 

culture of ageism in the National Health Service (NHS) and in wider society.88 Evidence 

shows that across the NHS, older people are less likely to have symptoms investigated and 

are less likely to receive treatments including chemotherapy.88, 92  
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CHAPTER 2: The socioeconomic determinants of health and palliative and end-

of-life care 
 

This section introduces the evidence and theory on the socioeconomic determinants of 

health and mortality and reviews the evidence on socioeconomic inequality in palliative and 

end-of-life care. Drawing on a largely UK-based literature on life-course theory and the 

measurement of socioeconomic position, it sets out the rationale for the thesis, describing 

the life-course perspective and the application of this approach to understanding 

socioeconomic inequality in palliative and end-of-life care for older people. 

 

2.1 The socioeconomic determinants of health and mortality 

The conditions in which people are born, live, work and age have a profound effect on 

health.1, 93 The 1980 Black Report provided the first detailed investigation of differences in 

health and mortality according to occupational based social class in the UK.94 When the NHS 

was introduced in 1948, it was assumed that higher mortality among people who were 

poorer was caused not by differences in risk factors for exposure to disease, but primarily by 

a lack of access to treatment because healthcare was unaffordable for so many people.95 

The revelation of the Black report was that in the 30 years since the introduction of the 

National Health Service (NHS) although overall health had improved, inequality in mortality 

between social classes had increased.94 More recently, the Marmot Review (2010) 

demonstrated that health inequalities have persisted in the UK.1 This analysis showed that 

people living in the most income deprived areas of England had an average life expectancy 7 

years shorter and an average disability free life expectancy 17 years shorter than those 

living in the least deprived areas (figure 4).1  
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Figure 4: Marmot Curve, showing life expectancy and disability-free life expectancy at 
birth, persons by neighbourhood income level, England, 1999-2003, source 1 

 

 

The Marmot Curve demonstrates the ‘systematic relationship between health and area 

deprivation’.93 One implication of the gradient in health is that health inequality is not only a 

problem for those who are worst-off in society, it is a problem for everyone below those at 

the very top.1 Consequently, focusing efforts only on improving the health of those worst off 

in society will address only part of the problem. Instead Marmot et al (2010) make the case 

for ‘proportionate universalism’; universal action to improve health for everyone with an 

intensity that is proportionate to the level of deprivation.1  
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Another important observation is that the curve can fluctuate over time and is different in 

different populations. For example, Marmot et al (2010) found that the deprivation gradient 

in life expectancy and disability free life expectancy was steeper in the North East of England 

than in the South West.1 In a separate European-wide report, Marmot et al (2012) found 

that health inequalities varied across the 53 member states of the European region, and 

that health inequalities were generally worse in the UK than in Nordic countries, the latter 

being characterised by a more equal distribution of wealth and social policies centred on 

universalism.96, 97 Subsequent analysis of the Marmot curve by the King’s Fund98 and the 

Longevity Science Panel99 has demonstrated how health inequality flattened between 2006 

and 2010 during a period of relatively high investment in health under the Labour 

government, and then widened again after the implementation of austerity policies in 2011. 

 

The update to the Marmot Review published in 2020 has identified an extremely worrying 

trend.93 For the first time in decades, life expectancy has slowed, flattening dramatically 

after 2011 (figure 5).93 Most worryingly, for women living in the most deprived areas, life 

expectancy has actually started to decline.93 If health, as Marmot argues, is a barometer for 

how well society is progressing, then this should be taken as a sign that our society has 

stopped improving.93  
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Figure 5: Life expectancy at birth for males and females, England, 1981-2018, source 93 

  

 

Marmot et al (2020), cautiously but plausibly demonstrate how a decade of austerity 

including a reduction in public expenditure from 42% of GDP in 2009/10 to 35% in 2018/19, 

the housing crisis, the increase in child poverty and precarious employment has been 

damaging to health overall and has increased health inequalities.93 In addition to the moral 

imperative to improve health equitably, the variation observed in the steepness of the 

socioeconomic health gradient over time and between places implies that we can, and 

therefore should, seek to reduce health inequalities. 

 

The Covid-19 pandemic has further exposed and amplified underlying health inequalities, 

revealing socioeconomic, ethnic, occupational and geographical inequality in Covid-19 

mortality.100 The poor state of health in the UK, seen in the stalling life-expectancy and the 

widening inequalities in the decade leading into the pandemic, are arguably critical to 
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understanding why the UK experienced some of the highest excess mortality from Covid-19 

in Europe.93 The current cost of living and energy crisis will further exacerbate health 

inequalities. The proportion of households unable to heat their homes adequately is rising 

rapidly; by January 2023, it is predicted that 66% or 18 million homes in the UK will be in 

fuel poverty, with older people and those with existing health conditions at a higher risk 

from the negative health consequences of living in a cold home, including serious 

respiratory and circulatory problems.101 

 

2.2 Socioeconomic inequality in palliative and end-of-life care 

Having summarised the evidence on socioeconomic inequality in health and mortality, this 

section focuses on the evidence of socioeconomic inequality in palliative and end-of-life 

care.  

 

Socioeconomic inequality in palliative and end-of-life care has been demonstrated most 

clearly in relation to place of death. Population-based observational studies of deaths in 

England have shown that along with several other illness, service and demographic factors, 

living in a more deprived area is independently associated with an increased risk of dying in 

hospital versus home or hospice.37, 60, 102 An early ecological study of cancer deaths in 

England by Higginson et al (1999) used area-based analysis to demonstrate the pattern for a 

lower proportion of home deaths in areas with higher levels of deprivation.102 Later 

individual-level analysis that adjusted for factors including age, sex and underlying cause of 

death, found similar results.60 In an analysis of all cancer deaths in England between 2006-
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2010, the adjusted odds of death at home or in hospice (versus hospital) were 11% higher 

for decedents living in the least deprived areas compared to those in the most deprived 

areas.60 This study also indicated that although the proportion of deaths at home and in 

hospice overall had increased between 1993 and 2010, the inequality gap in the odds of 

death at home or hospice between those living in the least and most deprived areas 

appeared to have widened from 6% in 1993-1995 to 11% in 2006-2010.60  

 

A similar association with area-based deprivation has been shown in relation to hospice 

deaths in England.37 Figure 6 shows the proportion of all deaths occurring in hospice (versus 

all other locations) between 1993-2013, by level of area-based deprivation.37  

 

Figure 6: Percentage of deaths in each Index of Multiple Deprivation quintile that occurred 
in hospice, 1993–2012, source 37 
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The analysis demonstrates that since 1993, people living in the most deprived areas have 

always been less likely to die in a hospice than those living in the least deprived areas but 

the gap between these groups increased over the period.37 The adjusted odds of death in 

hospice for people living in the least deprived compared to the most deprived areas were 

25% higher in 2008-2012 compared to 1993-1997.37   

 

In relation to deaths in hospital, a study of all deaths in England between 2001 and 2012 

found that deaths in hospital decreased from 49.5% to 43.6%, after peaking in 2004/2005 at 

52%.103 The same study found that despite the reduction in hospital deaths over the period, 

there was no reduction in absolute inequality between decedents living in the least and 

most deprived areas or in inequality relative to the mean.103 In this analysis, the proportion 

of decedents in the most deprived areas who died in hospital was at least 5% higher than for 

decedents in the least deprived area throughout the study period.103  

 

Overall, the evidence for place of death in the UK suggests that improvements in supporting 

more people to die in their preferred place have done little to alleviate socioeconomic 

inequalities, and for deaths at home and in hospice inequalities may have widened over the 

last 20 years. Recent analysis has shown that the Covid-19 pandemic may have further 

exacerbated area-based deprivation inequalities in place of death. Analysis for the UK shows 

that home deaths increased for everyone during the pandemic as people chose or were 

forced to avoid hospitals and other institutions; in England over the period 28 March to 31 

December there was an overall increase in home deaths from 24.6% in 2019 to 27.8% in 



   
 

36 
 

2020.104 Yet, this increase was significantly greater for people living in the least deprived 

areas (5%) compared to those in the most deprived areas (2%) and this inequality persisted 

after the initial wave of Covid-19 (after 30th May 2020).104 A similar pattern of widening 

inequality was observed in all four nations of the UK.104  

 

This pattern of exacerbated inequality in place of death reflects patterns observed in Covid-

19 mortality and infection rates where inequalities in health observed before 2020 were 

magnified by the pandemic.100 An explanation for worsening inequalities during this period 

is that when services are stretched, as they were during the pandemic, health inequalities 

tend to become more entrenched because the better-off, despite having less need, tend to 

have better access to healthcare; intensifying the effects of the ‘inverse care law’.100, 105 This 

pattern of unequal harms and benefits is also observed in less extreme contexts, in relation 

to improvements in overall health. For example, the reduction in smoking or improvements 

in working conditions which have benefited the health of some social groups more than 

others.95, 97, 106  

 

In light of these wider trends of increasing health inequalities, it is therefore not surprising 

that efforts since the early 2000’s to promote choice in place of death in the UK have 

benefited people with higher socioeconomic position more than those with lower 

socioeconomic position, particularly given the lack of strategic focus in palliative and end-of-

life care policy on addressing socioeconomic inequalities. The following paragraphs review 
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the key national policy documents and their contribution to addressing inequalities in 

palliative and end-of-life care. 

 

2.3 The policy context for palliative and end-of-life care in the UK 
 

In 2008 the Department of Health published the first comprehensive national ‘End of Life 

Care Strategy: Promoting high quality care for all adults at the end of life’.61 This document 

was central to early policy efforts in the UK to support choice in place of death and to 

enable more people to die at home. The main strategy document acknowledges the need 

for equality of access to high quality end-of-life care ‘irrespective of age, gender, ethnicity, 

religious belief, disability, sexual orientation, diagnosis or socioeconomic position’.61 It also 

highlights the need to consider the deprivation profile of areas in resource allocation. Yet, 

the accompanying ‘Equality Impact Assessment’, a common requirement for policy 

documents of this type, does not mention area-based deprivation at all.107 Socioeconomic 

inequality is mentioned briefly in relation to people with learning disabilities and people 

with Multiple Sclerosis being at higher risk of having a low income. But the main focus in the 

Equality Impact Assessment is on groups with protected status under the Equality Act 

(2006), plus two additional groups, the homeless and prisoners.107 The report states that: 

“The equality impact assessment process requires the policy to be assessed against 

seven equality categories: age, gender, religion and belief, sexual orientation, gender 

identity, race and disability. However, as other factors (homelessness, refugee, 

detention in prison, traveller, etc) are also associated with inequity in end of life care, 

the End of Life Care Strategy has also been assessed against these categories.”107 

and… 
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“Variations in the quality of end of life care exist across the country and there is 

concern that among certain groups of dying patients such as the old, those with non-

cancer diagnoses, people from black and minority ethnic (BME) backgrounds and 

those in rural areas there is an unacceptable level of variance.”107 

 

The Equality Act (2006) defines inequality in terms of discrimination against groups with 

protected characteristics (based on: age, disability, gender reassignment, marriage and civil 

partnership, pregnancy and maternity, race, religion or belief, sex and sexual orientation), of 

which socioeconomic position is not included. Notably, although the subsequent Equality 

Act (2010) includes a potentially powerful public sector ‘socioeconomic duty’ for 

government and public organisations to work towards reducing socioeconomic inequality, 

this part of the act has never been brought into force.108 

 

In line with the Equality Act (2006), the focus within the End of Life Care Strategy Equality 

Impact Assessment is predominantly on individual discrimination with very little, if any, 

focus on structural inequalities. A brief review of the language used in the document reveals 

that variations on the word ‘discrimination’ appear 20 times in the document, whereas the 

words ‘structure’ or ‘structural’ do not appear at all. In the main policy document, there is a 

strong focus on individual patient choice with the word ‘choice’ appearing 44 times in the 

document.109 This focus on choice reflects the problem - that people were increasingly dying 

not in their place of choice - that the strategy sought to address, but it also reflects a wider 

shift throughout the NHS at this time towards a rhetoric of supporting patient choice.110 The 
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promotion of choice throughout the NHS is arguably driven by a motivation to increase 

patient autonomy and improve the experience of health care.110 Yet, in the neo-liberal 

context where patients are seen as consumers, the promotion of choice risks worsening 

inequality if there is a failure to acknowledge that choice is rarely equitable and is often 

more restricted for people with lower social and financial capital and for those less able to 

communicate preferences110-112  

 

Subsequent national policy documents on palliative and end-of-life care have had a similar 

emphasis on individualism and choice and have given little attention to socioeconomic 

inequality in particular to structural causes of inequality. The NHS England document 

‘Actions for End of Life Care: 2014-16’ identified the need to address inequalities in access 

to care experienced by people with dementia, severe frailty, learning disabilities, black and 

minority ethnic backgrounds, homeless people and people in secure and detained settings, 

but made no mention of inequality experienced by people living in deprived areas, on low 

incomes or with low socioeconomic position.113  The Care Quality Commissions report ‘A 

different ending: Addressing inequalities in end of life care’ (2016) also does not mention 

area-based deprivation or socioeconomic position at all, instead focusing on non-cancer 

conditions, older people, people with dementia, black and minority ethnic groups, lesbian, 

gay, bisexual and transgender people, people with learning disabilities, people with mental 

health conditions, people who are homeless, people in a secure or detained setting, and 

Gypsies and Travellers.114 Two major reports into the quality of end-of-life care: ‘More care, 

less pathway: a review of the Liverpool Care Pathway’ (2013)42 and ‘Dying without dignity: 

Investigation by the Parliamentary and Health Service Ombudsman into complaints about 
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end of life care’ (2015)43 both make no mention of socioeconomic or any other source of 

inequality. It is also notable that the three major Marmot reviews1, 93, 100 into the social 

determinants of health in the UK, make no mention of palliative or end-of-life care. 

 

The ‘Ambitions for Palliative and End of Life Care: A national framework for local action 

2015-2020’115 and the more recent update to these ambitions covering the period 2021-

2026116 do acknowledge socioeconomic factors as a source of inequality and cite evidence 

on area-based deprivation inequality in place of death. The ‘ambitions’ documents highlight 

the need for population-based needs assessment for end-of-life care and for services to 

address inequalities as part of their responsibilities under the Equality Act (2010). Yet, again, 

there is a failure to acknowledge the structural causes of inequality and the documents fall 

short of providing a strategy for addressing socioeconomic inequalities in palliative and end-

of-life care. The lack of evidence on the causes of socioeconomic inequality in palliative and 

end-of-life care is arguably hindering the development of policy and strategies to reduce 

inequalities.  

 

The following section outlines the main tenets of life-course theory and presents this 

theoretical framework as a means for understanding the causes of socioeconomic inequality 

in palliative and end-of-life care. 
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2.4 The life-course framework 

Theoretical explanations about the causes of health inequality have conventionally been 

organised into three groups: materialist, behavioural, and psychosocial explanations.95 The 

different explanations offer competing hypotheses about the causes of health inequalities. 

Although pitched against each other, with some useful empirical insights,117, 118 life-course 

theory, an approach that draws on all three explanations (material, behavioural and 

psychosocial) is now widely accepted as the most comprehensive model of the social 

determinants of health.1, 95, 119-121 Supported by evidence generated from birth cohort 

studies, the defining feature of the life-course approach is the emphasis on the cumulative 

effect of events throughout life, as well as critical events before birth and in childhood, as 

being important to health outcomes later in life.122 The following paragraphs provide an 

introduction to the evidence for the material, behavioural and psychosocial explanations of 

health inequality, before moving on to discuss the life-course approach in more detail and 

its relevance to palliative and end-of-life care. 

 

Material explanations refer to the absolute differences in individual resources such as food, 

housing and sanitation as well as ‘neo-materialist’ resources such as health care, and 

education, that lead to differences in health. This mechanism is well evidenced in relation to 

the damage done to health by absolute poverty particularly in low-to-middle-income 

countries, and in the relationship between income and mortality observed globally.123, 124 In 

high-income countries the link between lower income and higher mortality is well 

documented including in the UK125, USA126, Canada127 and in Europe.128 Some studies have 

sought to ascertain the causal direction of this relationship. For example, a study based on a 
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random sample of the Finnish population in 1993-2006 (n=211,639) used structural 

equation modelling to demonstrate that the causal pathway from low income to poor 

health later in life was stronger than the opposite hypothesised effect of ‘health-selection’, 

whereby poor health early on in life leads to lower income.128  

 

Drawing on the Bradford Hill criteria for causation129, the strength and consistency of the 

evidence on the relationship between income and mortality as well as the demonstrable 

temporality of the relationship and the step-wise gradient observed for this relationship 

make a compelling case for a causal relationship. However, the evidence on income does 

not offer a direct mechanism or explanation for health inequality. Plausibly, it is not income 

itself that matters to health, rather it is what can be done with income that is important.95 

Evidence on direct material effects highlight hazards in the living environment at home, 

work-based hazards and poor nutrition as plausible materialist mechanisms.95 For example, 

cold is known to increase blood pressure and raise cholesterol levels, providing a plausible 

explanation for how cold homes lead to worse cardiac health.130, 131 The link between damp 

housing and air pollution with respiratory conditions including asthma offer another 

biologically plausible pathway through which low income, affording poorer quality housing 

in more polluted areas, causes worse respiratory health. 132, 133 Another example is the 

higher risk of stomach cancer in adults who had low childhood socioeconomic position, 

which can be explained by higher prevalence of the infectious agent Helicobacter pylori in 

families with more children.134, 135  
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A limitation of materialist explanations is that the effect of multiple individual material 

hazards fails to fully account for the social gradient in health observed in relation to 

income.95 This suggests a need to consider alternative mechanisms to those observed 

through direct material effects. A related problem is the challenge of separating out specific 

material risk factors from other causes. For example, jobs that expose people to hazards are 

the same type of jobs with low autonomy and low satisfaction, and with low wages, 

affording lower quality housing in areas with higher levels of pollution.95 For most health 

outcomes, this points to a more complex aetiology than can be explained by singular 

material factors.95, 136  

 

Behavioural/cultural explanations refer to the differences in ‘risky’ health-related 

behaviours such as smoking, diet, alcohol consumption and exercise that lead to differences 

in health.106, 137-140 Bartley (2008) cautions that implicit to theories of ‘individualised 

behaviour’ is the reductionist assumption that due to lower education, people with lower 

socioeconomic position have less understanding of health and risks and therefore less self-

control.95 The problem with this explanation is that public health interventions that target 

individual choices around smoking and diet for example have repeatedly been shown to be 

inadequate for changing behaviour.120, 141 Although some studies identify a social gradient in 

the understanding of health risks related to smoking142, other studies contradict this. For 

example, a study of 16,483 students aged 18-30 years from 21 European countries, found 

that understanding of the risk of smoking was actually higher in people who smoke than 

people who don’t smoke, suggesting that education campaigns may have limited effect on 

behaviour.143 
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An alternative understanding of social patterning in health behaviours draws on Bourdieu’s 

theory of social and cultural capital.95 This approach emphasises the shared symbolic 

meanings imbued in certain health-related behaviours such as smoking, diet and exercise, 

and the pressure on individuals to adopt the behaviours of their social class, thus ‘there may 

be powerful reasons for adhering to certain kinds of behaviours which have nothing 

whatever to do with people’s knowledge or beliefs about health.’95 This provides a more 

palatable explanation for differences in ‘risky behaviours’ but arguably does not give enough 

weight to the structural causes of different patterns of consumption and the macro-social 

solutions needed to address unhealthy behaviours. An important observation from 

successful public health interventions is that health behaviours need to be understood and 

addressed in the wider context of structural and societal factors.120 It is now broadly 

accepted that more restrictive alcohol and tobacco policies are the most successful way to 

reduce overall consumption, and that targeting individual choices around diet and exercise 

are inadequate for addressing obesity if the structural causes of nutritional inequality are 

not addressed, such as the availability and accessibility of food.120, 141, 144, 145  

 

In the context of palliative and end-of-life care, there is some evidence that awareness and 

understanding of palliative care is lower among people who live in more deprived areas.146 

Yet, an awareness raising campaign is unlikely to address inequality in the proportion of 

people who die at home or in hospice, unless structural inequality in the provision of 

palliative and end-of-life care services is also addressed. 
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Psychosocial explanations refer to factors such as social support, control and autonomy at 

work, and the level of stress, anxiety and depression that result from a person’s relative 

position in the social hierarchy, as being critically important to health. A cornerstone of 

support for this explanation is that absolute poverty cannot fully explain the existence of 

health inequality in high-income countries. This point was first demonstrated by evidence 

from the Whitehall cohort study that showed a social gradient in the health of civil servants, 

none of whom were living in poverty.125 The importance of relative inequality is further 

illustrated by the association between Subjective Social Status and health, independent of 

the effect of objective socioeconomic position, and the fact that health inequality tends to 

be greater in countries with higher income inequality.147, 148 149  

 

There is also a limit to how far absolute income can impact on population health, demonstrated by 

the ‘Preston Curve’ that plots country-level average life expectancy against gross domestic product 

(GDP) per person.150 The Preston Curve, shows that the relationship between life expectancy and 

income is strong up to a point (around $5,000 per person, based on data for the early 2000’s) but 

beyond this the relationship is basically flat.151 

 

Biological evidence for psychosocial explanations indicate stress induced damage to blood 

vessels, and damage to the metabolism and immune system due to excessive ‘allostatic 

load’, as plausible ways that psychosocial factors influence health.152, 153 Allostatic load 

refers to the multi-system cumulative effect of every-day stressors and more extreme 

stressful events, in combination with environmental exposures including poor diet, lack of 
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sleep, smoking and alcohol consumption.153 Measured using biomarkers associated with the 

neuroendocrine, cardiovascular, immune and metabolic systems, increased allostatic load is 

observed for people with lower socioeconomic position and is associated with exposure to 

stress through work and social conditions.154  

 

Alongside biological evidence, evidence on the effect of work-based stress on coronary 

health also makes a compelling case for the psychosocial pathway.155 Analysis of data from 

the Whitehall II study, a prospective cohort study of 6895 male and 3413 female civil 

servants followed up over 5.3 years, provides evidence on the relationship between control, 

efforts and rewards at work, and coronary health.156-158 After adjusting for factors including 

age, sex, coronary risk factors and employment grade, the odds of coronary heart disease 

were 2.15 times higher for people with ‘high efforts and low rewards’ jobs compared to 

those with ‘low efforts and high rewards’ jobs, 2.38 times higher for people with self-

reported low job control, compared to those with high job control, and 1.56 times higher for 

externally assessed low job control, compared to high job control.157  

 

A potential ‘buffer’ against work-based stress is the support provided by family, friends and 

the wider community, sometimes referred to as ‘social capital’.159, 160 Evidence on the 

association between better social support and better health, and on the economic gradient 

in social support, with people with lower socioeconomic position reporting lower quality 

social support, suggests another psychosocial route through which low socioeconomic 

position may influence health.159, 161, 162 The effects of social support may also be long-
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reaching, for example poor quality parenting has been found to predict an increased risk of 

cancer later in life, independent of the effect of socioeconomic position.163 

 

Life-course theory offers a way to combine evidence on multiple different aetiological 

pathways. Incidentally, this more comprehensive approach to understanding drivers of 

health seems well-aligned with the holistic model of patient care that is characteristic of 

good palliative and end-of-life care, and set apart from more traditional biomedical models 

of healthcare that focus on physical factors.164, 165  

 

Drawing on theories from demography and sociology, the important contribution of the life-

course approach is the positioning of the effects of socioeconomic advantage and 

disadvantage as cumulative over the life-course and the influence of wider societal contexts 

on the lives of individuals.122 Early biological studies that drew attention to the link between 

low birth weight and later life poor health outcomes including diabetes, lung disease, and 

cardiac disease, were important for generating the first evidence on the far-reaching 

consequences of events in critical periods in early life.166, 167 Subsequent studies 

demonstrating a strong association between low maternal socioeconomic position and low 

birthweight provided further insight into ‘the causes of the causes’ of low birth weight.1, 168  

 

Analysis of data from birth cohort studies has been fundamental to strengthening evidence 

on the temporal and cumulative nature of the effect of social disadvantage on health. An 



   
 

48 
 

example of this evidence is from a Scottish cohort study with 21 years of follow-up data. 

One analysis of this cohort study using measures of occupational-based social class from 

three time points, found that compared to men classified as non-manual at all three 

timepoints, the age adjusted death rate from all causes was 1.29 (1.08, 1.56) for men with 

one manual classification, 1.45 (1.21, 1.73) for men with two manual classifications, and 

1.71 (1.46, 2.01) for men classified as manual at all three time points.169  

 

Bartley (2008) provides the following reflections on the important role of longitudinal 

cohort studies in the development of life-course theory: 

“Stressful events and hazardous exposures can no longer be thought of as just 

happening and having their effect on health at a single time point. They are 

experienced by people who each have a history, going right back to their gestation. It 

is a lot easier to see why social and material circumstances have such powerful 

effects when we think of them as part of a series of ‘vicious’ and ‘virtuous’ circles, in 

which events at one point in time influence future events. In these sequences, health 

can be both an outcome of previous events and also a cause of future ones...” 

“It seems strange now that we ever relied so much on cross-sectional data that only 

gave health and social information at a single point in time. Absorbing the messages 

of life-course research into policy debates on health inequality may take some time, 

but the latest report from the Institute of Health Equality recommended ‘the life 

course [is] emerging as the right way to plan action on the social determinants of 

health’ (Marmot 2013: 8)”95 
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A central feature of the life-course approach is the focus on generating evidence on an 

aetiological causes to inform action to address health inequalities.120 The conceptual model 

developed by the World Health Organisation (WHO) Commission on the Social Determinants 

of Health (shown in figure 7) provides a useful framework for thinking about the pathways 

between social factors and health outcomes and potential areas for action.121 

 

Figure 7: World Health Organisation (WHO) Commission on Social Determinants of Health, 
conceptual framework, source 121 

 

 

In the above conceptual model social factors are separated into ‘intermediary determinants’ 

through which ‘structural determinants’ defined as the social, economic and political 

context, impact on health and wellbeing. The three explanations – material, behavioural and 



   
 

50 
 

psychosocial factors – are included as intermediary determinants, caused by the structural 

determinants and in turn having a causal effect on health. ‘Social cohesion’ and ‘social 

capital’ are positioned as a separate but interrelated set of factors important in both the 

structural and intermediary domains, and ‘health systems’ have a potentially moderating 

role between the social determinants and health.  Applying a life course perspective to 

understanding socioeconomic inequality in palliative and end-of-life care implies an 

acknowledgment of the upstream and structural causes of inequalities, whilst seeking out 

mechanisms and potential areas for action downstream. 

 

The social determinants of health approach is essentially a model of ‘social causation’, 

where social inequality is seen to cause health inequality.121 However, it is entirely possible 

that poor health can lead to lower socioeconomic position, for example by limiting capacity 

to engage in education, work or through social discrimination.170, 171 Effects may also act 

simultaneously, for example in relation to depression which has been shown to be a cause 

and effect of poverty.172 The causal ‘feedback’ arrows in the WHO model (figure 7) allow for 

the effect that health might have on both individual socioeconomic position and societal 

structures. An example of ‘health selection’ towards the end of life, is the evidence on how 

serious illness can push people into poverty through loss of income for patients and carers 

and through increased out-of-pocket care costs.173  

 

At a population level, the evidence for social causation of health inequality is stronger and 

more consistent than the evidence for health selection.97, 119, 174, 175 Temporality is 
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important, many health inequalities are observed later in life and are therefore most 

plausibly caused by an accumulation of disadvantage over the life course.119, 156 When social 

causation and health selection are pitched against each other, each is difficult to prove 

definitively within the standard epidemiological framework.119, 129 The debate is really more 

a question of ideological standpoint than of scientific proof.119 Still, within a ‘social 

causation’ approach, an awareness of the potential for bi-directional causal pathways and 

attempts to account for temporality in statistical models is important for building evidence 

on the social determinants of health. 

 

The next section sets out the theoretical considerations of measuring socioeconomic 

position for older people that are critical to generating high quality evidence on the causes 

of social inequality.  

 

2.5 Socioeconomic position, definition and measurement 

Socioeconomic position refers to a person’s position in the social hierarchy, and to ‘the 

socially derived economic factors that influence the position individuals or groups hold 

within the multiple-stratified structure of a society’.176 In the UK, socioeconomic position is 

overwhelmingly the preferred term amongst social theorists, arguably carrying fewer of the 

negative connotations associated with social class or socioeconomic status.95, 119, 177, 178 

Socioeconomic position is a multifaceted social construct, influenced and reflected by many 

factors including education, income, occupation, and social capital.177 It lacks a precise 

definition or single approach to measurement and largely depends on the social structures 
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and contexts within which it is defined. The way that we measure socioeconomic position 

and the intended purpose of that measurement requires careful consideration.95 In 

palliative and end-of-life care research, as in much of health research, approaches to 

measuring socioeconomic position have been broad, incorporating the common measures 

of income, education and occupation, as well as area-based measures and classifications 

based on the type of health insurance.178  

 

There can be no perfect measure of socioeconomic position, estimates will always contain 

an element of error and bias, yet some measures are more appropriate for certain 

outcomes, populations or analyses than others.178-180 Commonly used measures of 

socioeconomic position such as education, occupation and income, present particular 

challenges in older populations.180 Education tends to be better as a measure of privilege 

because the majority of older people finished school at compulsory leaving age.180 

Occupation is problematic because most older people are retired and for older women, 

even historical occupation tends to be poor indicator of socioeconomic position.180 Income 

is closely related to occupation and has similar limitations. Household indicators such as car 

ownership and housing tenure are potentially useful indicators of wealth but are not 

applicable to people living in institutions.179 Housing tenure is highly context and cohort 

specific being extremely common in older populations in the UK, although this trend is 

declining.179 Lack of access to a car could also be the outcome of a health problem, leading 

to problems with reverse causality.179 



   
 

53 
 

A recent review of measures of socioeconomic position in studies of health and mortality in 

older populations concluded that measures should be selected i) based on theory; ii) with 

consideration of how the context and meaning of measures might change over time and 

between countries; and iii) to maximise the detection of a social gradient.179 Measures that 

dichotomise samples (such as housing tenure or car ownership) or group large proportions 

into one class (such as education), may be less useful for studying the health gradient than 

measures that produce equal hierarchical categories and capture variance in low 

socioeconomic position, such as quintiles of wealth or area-based deprivation.  

 

Area-based measures provide robust numerical measures that are widely applicable and 

have been shown to be useful for understanding the social gradient in health.1 Area-based 

measures are often available as composite indices measuring multiple dimensions of 

socioeconomic position such as income, employment, crime, and housing. Given that 

socioeconomic position is itself a multifaceted concept, composite measures may provide 

the best estimates of inequality, but individual-level measures that capture singular aspects 

of socioeconomic position are likely to be more informative for understanding mechanisms; 

both approaches are needed for a detailed understanding of the causes of socioeconomic 

inequality in health.177 A limitation of area-based measures is that they attempt to infer 

something about an individual from aggregate data, known as the ecological fallacy, this 

also makes area-based measures less useful for studying causes. 
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Acknowledging the discrete and temporal nature of different measures of socioeconomic 

position is critical to the life-course perspective, and to generating evidence on the social 

determinants of health.181 Education, reflecting socioeconomic position in early adulthood is 

likely to have a weaker effect on later life health than occupation, income, or wealth which 

capture socioeconomic position closer in time to the outcomes being studied.182 Wealth, if 

based on detailed information about savings, investments, physical assets and debt, is the 

‘gold standard’ measure for investigating health inequality in older people because is 

captures assets accumulated over the life course and has been shown to have a stronger 

relationship to mortality than other measures including education, occupation or income.182 

Yet, few studies measure wealth because of the detailed data required to capture a valid 

measure.  

 

A final issue to consider in the measurement of socioeconomic position is the interaction 

between socioeconomic position and other factors like age and health. Important for 

studies on older people, is an awareness that the effect of socioeconomic position on health 

is known to dimmish with older age. This could be caused by mortality bias given that fewer 

people with lower socioeconomic position live into old age, or be the result of other factors 

such as health becoming more important to subsequent health events than socioeconomic 

position.182, 183 Older people are also likely to experience a set of intersecting factors 

including poor health, low socioeconomic position, and social isolation. Studies that attempt 

to account for the relationship between socioeconomic position and other factors and 

consider the fluctuating effect of socioeconomic position are critical for generating detailed 

evidence on the social determinants of health for older people. 
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CHAPTER 3: Rationale for this work, aims and objectives 

 

There is an urgent need to plan the delivery of health and social care for the increasing 

number of people living with advanced, multimorbid illness and old age. This challenge sits 

against a backdrop of widening societal inequality and widening health inequalities in many 

high-income countries. Evidence on socioeconomic inequality in end-of-life care is 

mounting. Worryingly, in relation to place of death in the UK, inequalities appear to have 

widened over the last 20 years. In the wider UK literature on the social determinants of 

health, palliative and end-of-life care is largely absent and within UK end-of-life policy there 

has been a lack of focus on addressing socioeconomic inequality. It is not enough to attempt 

to improve palliative and end-of-life care for everyone, addressing inequality will require 

targeted interventions and ‘proportionate universalism’ to take account of different levels 

of need. An overarching review of the international evidence on socioeconomic inequality in 

outcomes important to older people towards the end of life is lacking. A more detailed 

understanding of the reasons for socioeconomic inequality in palliative and end-of-life care 

is needed to help identify ways to provide care more equitably.  

 

Aim 

To investigate patterns and determinants of socioeconomic inequality in palliative and end-

of-life care for older adults, and to explore potential mediating factors of the relationship 

between socioeconomic position and patterns of care towards the end of life. 
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Objectives 

1) To systematically identify, synthesise, and quantify existing evidence on the 

association between socioeconomic position and healthcare in the last year of life 

and to report how socioeconomic position has been measured within this literature. 

 

2) To investigate potential pathways between socioeconomic position and receipt of 

hospital-based care towards the end of life.  

 

3) To analyse the association between socioeconomic position and the symptoms and 

other concerns of older adult hospital inpatients referred for specialist palliative 

care. 

 

4) To generate new knowledge on the social determinants of palliative and end-of-life 

care, and to inform future priorities for policy, practice, and research, to reduce 

socioeconomic inequality in end-of-life care. 
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PART 2: The study overview, methods, ethics and results including 

publications 

 

CHAPTER 4: Overview of this work 
 

 

4.1 Population of interest 
 

The population of interest is older people towards the end of life across the socioeconomic 

strata. Health inequality is observed as a gradient. This is important because health 

inequality is not only a problem only for those who are worst-off in society, but a problem 

for everyone below those at the very top who have the highest socioeconomic position and 

best health.1 This thesis is interested in understanding the socioeconomic gradient in 

patterns of care towards the end of life and therefore takes a whole-population quantitative 

approach, rather than focusing only on the experiences of the poorest in society. 

 

Older age is sometimes defined as people aged 65 years and over, in line with the national 

retirement age in the UK and Medicare eligibility cut-off in the USA.66, 184-186 End-of-life can 

be defined as the last year, last months, or last weeks of life, or by diagnosis or stage of 

advanced disease.187, 188 In this thesis, decisions about how to define the population of 

interest were influenced by the availability of data and these decisions are described in the 

following section. 
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4.2 Study design and link to objectives  
 

This thesis has three secondary analysis components, each aligned with a different 

objective, summarised in table 2. 

Table 2: Summary of study components and associated objectives 

Component Objective 

1. Systematic review, meta-analysis and 

dose-response analysis 

1. To systematically identify, synthesise, 

and quantify existing evidence on the 

association between socioeconomic 

position and healthcare in the last year 

of life and to report how socioeconomic 

position has been measured within this 

literature. 

 

2. Secondary analysis of a prospective 

longitudinal cohort study with a 

retrospective mortality follow-back 

survey, the English Longitudinal Study 

of Ageing (ELSA) 

 

2. To investigate potential pathways 

between socioeconomic position and 

receipt of hospital-based care towards 

the end of life.  

 

3. Secondary analysis of prospectively 

collected routine clinical data on 

hospital inpatients receiving specialist 

palliative care 

3. To analyse the association between 

socioeconomic position and the 

symptoms and other concerns of older 

adult hospital inpatients referred for 

specialist palliative care. 

 

Overarching objective 4 

To generate new knowledge on the social determinants of end-of-life care, and to inform 

future priorities for policy, practice, and research, to reduce socioeconomic inequality in 

end-of-life care. 
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4.3 Integration of the thesis  
 

The three components of the thesis offer complimentary insights into socioeconomic 

inequality in palliative and end-of-life care. Figure 8 gives an overview of the study design 

and objectives and table 3 summarises the definitions and measures used in each of the 

three studies. The systematic review and meta-analysis provide the ‘big picture’ 

international evidence and strengthens our understanding of the relationship between 

socioeconomic position and a comprehensive set of palliative and end-of-life care process 

measures. The systematic review also identifies 2 gaps in the existing literature, 1) a lack of 

studies investigating the causes of socioeconomic inequality in palliative and end-of-life 

care, and 2) a lack of studies investigating socioeconomic inequality in the symptoms and 

needs of patients using validated patient centred outcome measures. The secondary 

analysis of the English Longitudinal Study of Ageing (ELSA) and the secondary analysis of the 

clinical data address these gaps.  

 

The English Longitudinal Study of Ageing (ELSA), a uniquely powerful dataset containing a 

rich set of socioeconomic variables alongside measures of hospital-based care towards the 

end of life. The secondary analysis of ELSA draws on the prospective collection of 

longitudinal data from ELSA, a study designed specifically to investigate the social 

determinants health, and uses the ELSA mortality follow-back data. The analysis is the first 

to attempt to empirically evaluate potential mediators of the relationship between 

socioeconomic position and the use of hospital care towards the end of life, and the first to 

report on the ELSA end-of-life proxy data.  
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The secondary analysis of routinely collected clinical data provides a different perspective, 

using a large clinical dataset linked to an area-based measure of deprivation, and focusing 

on a time-period much closer to death. This shifts the focus from the measures of process 

and service utilisation investigated in the systematic review and ELSA analysis, towards 

using patient centred outcome data to understand socioeconomic inequality in the 

symptoms and concerns of hospital inpatients as they are initially assessed by specialist 

palliative care. This analysis is important for understanding if the needs of patients, a 

potential mediator of other process outcomes, are influenced by socioeconomic position.  

 

 

Figure 8: Overview of study design and objectives 
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Table 3: Definitions and measures used in the thesis 

Thesis component and 

study design 

Definition of older people Definition of end of life Measures of 

socioeconomic position  

Outcomes 

1) Systematic review 

 

Aged ≥18 years (not 

restricted to older people 

to avoid complicating 

search criteria and limiting 

available evidence) 

 

At least 80% of the sample 

were in the last year of life 

(based on date of death or 

diagnosis of advanced 

disease) 

 

Any measure of 

socioeconomic position 

including: income, 

education, area-based 

deprivation, housing, 

employment. 

place of death, acute care 

admission, use of specialist 

palliative care, use of non-

specialist end-of-life care, 

use of advance care 

planning, and quality of 

care 

2) Secondary analysis of 

English Longitudinal 

Study of Ageing (ELSA) – 

case series design using 

mortality follow-back 

data 

Aged ≥50 years (to 

maximise sample size) 

 

Cohort of deceased ELSA 

participants, outcomes 

included hospital 

admissions in the last 2 

years of life  

 

Wealth and education. Place of death (hospital 

versus home/hospice), and 

<3 versus ≥3 hospital 

admissions in the last 2 

years of life. 

3) Secondary analysis of 

hospital inpatient data - 

cross-sectional cohort 

study 

Aged ≥60 years 

 

Cohort of hospital 

inpatients seen by specialist 

palliative care 

 

Area-based deprivation 

linked to patient postcode, 

using Index of Multiple 

Deprivation (IMD). 

Symptoms and concerns 

measured using the 

Integrated Palliative Care 

Outcome Scale (IPOS) 
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4.4 Methodological considerations  

 
 

4.4.1 Use of secondary data sources 
 

This thesis synthesises data from existing observational studies and uses secondary analysis 

of nationally representative longitudinal cohort data and secondary analysis of routine 

clinical data. The major advantage of secondary analysis is that these data exist beforehand 

and usually on a larger number of patients than would typically be possible to include in a 

primary research study. Secondary analysis of whole-population or nationally representative 

data is extremely useful for investigating inequalities because it provides data 

representative of the full social strata. Routine data analysis has the potential to inform 

better and more equitable palliative and end-of-life care, through monitoring trends, 

investigating inequalities and evaluating interventions using quasi-experimental 

techniques.189, 190 

 

Routine data are increasing used in palliative and end-of-life care research, as more robust 

methodologies are being developed and sources of data are becoming increasingly 

accessible.191  The Covid-19 pandemic has accelerated data access in the UK, leading to 

more data linkage including of national primary care data to secondary care data and 

mortality data, and better remote access through trusted research environments (TREs).192 

Patient Centred Outcome Measures (PCOMs) are increasing becoming part of routine data 

collected in National Health Service (NHS).79, 193, 194 In end-of-life care PCOMs are widely 

used in research and increasingly in clinical care.85, 195 PCOMs collect data on outcomes that 

are meaningful to patients and families and are considered the best way to evaluate the 

quality of care by capturing changes in patient’s health status or quality of life.79 
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The UK is home to the most well established population cohort studies in the world; 34 large 

scale cohorts, with 2.2 million (3.5% of the UK population) active participants are 

operational, costing £27.6m to administer annually.196 These studies, including the English 

Longitudinal Study of Ageing (ELSA), are used to study the health and well-being of our 

population and to investigate social inequality in health.197-204 ELSA is useful for end-of-life 

care research because of the inclusion of the mortality follow-back element, yet, prior to the 

work done in this thesis, the end-of-life proxy data had not be reported. With a small 

number of exceptions205, 206, large-scale population cohort studies have been overlooked in 

palliative and end-of-life care research, despite offering opportunities for studying the end 

of life and with growing numbers of deceased cohort members. More use of these 

resources could help to promote the collection of future mortality follow-back data and 

encourage better linkage of population cohort data to mortality and routinely collected 

health records.  

 

4.4.2 Patient and public involvement in secondary analysis 
 

In 2019, I was part of a group at the Cicely Saunders Institute who delivered a 1-day 

workshop with patient and public representatives on ‘large dataset research in palliative 

care’ to explore patient and public involvement (PPI) in secondary analysis studies. Below is 

a publication providing a summary of the findings from this workshop. 

 

At the beginning of the thesis, I recruited two PPI members to join project meetings held 

every 6 months with the supervisors and external experts. On refection, these meetings 

were too technical to be useful for PPI members and we decided jointly with the PPI 
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members that the PPI resources would be best spent towards the end of the project. In the 

final stages of the project following submission of the thesis, we have planned a half day PPI 

‘round table’ to discuss the findings of the work with a group of 6 PPI members to get their 

input on the interpretation of the findings, plans for wider dissemination, and identification 

of next steps for this area of research.  

  



   
 

65 
 



   
 

66 
 



   
 

67 
 

 

 

 

  



   
 

68 
 

4.5 Ethical considerations 
 

Secondary analysis of the English Longitudinal Study of Ageing (ELSA) is actively encouraged 

by the data owners, the National Centre for Social Research, and is supported through a 

dedicated website (https://www.elsa-project.ac.uk/). The anonymous patient level data 

from ELSA is downloaded directly from the UK Data Service (https://ukdataservice.ac.uk/). 

No additional ethical approval was needed for the analysis of the anonymised ELSA data 

used in this thesis in line with King’s College London ethics procedures. 

 

Secondary analysis of the clinical data was carried out as a service evaluation and approved 

by King’s College Hospital information governance department. I have access to this clinical 

dataset as part of an honorary appointment with King’s College Hospital. The data used was 

fully anonymised so no further ethical approval was needed within the guidance provided 

by King’s College Hospital and King’s College London ethics committee. 

 

4.6 Overview of results  
 

The results of this thesis are presented in three published papers.  

 

Paper 1  systematically identifies, synthesises, and quantifies existing evidence on the 

association between socioeconomic position and use of healthcare in the last year of life. 

This systematic review and meta-analysis found consistent evidence that in high-income 

countries, low socioeconomic position is associated with death in hospital (versus home or 

hospice), hospital admissions during the last three months of life, and not accessing 

specialist palliative care in the last year of life. Included studies relied heavily on measures 

https://www.elsa-project.ac.uk/
https://ukdataservice.ac.uk/
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of area-based deprivation and education and the review found no studies that investigated 

mediating pathways to explain why this inequality exists. 

 

Paper 2  addresses a gap identified in the systematic review, by investigating potential 

causal pathways between socioeconomic position and receipt of hospital-based care 

towards the end of life. The analysis estimated the direct effect of two individual level 

exposure measures of socioeconomic position, education, wealth, on death in hospital and 

frequent hospital admissions in the last two years of life, and the indirect effect of these 

exposures via three potential mediators: health and function, access to health-care services, 

and social support. The study found that worse health partly explains why people with lower 

wealth have more hospital admissions. 

 

Paper 3  investigates the relationship between socioeconomic position and health needs in 

more detail, focusing on patients who are approaching the end of their lives. This paper 

analyses the association between socioeconomic position and the symptoms and other 

concerns of older adult patients seen by specialist palliative care at two large London-based 

teaching hospitals between 2016 and 2019. This paper addresses another gap identified in 

the systematic review  - a lack of data on the association between socioeconomic position 

and patient centred outcome measures - and extends the limited existing literature on this 

topic previously based only on cancer patients, to a large cancer and non-cancer population 

of hospital inpatients. 
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CHAPTER 5: Socioeconomic position and use of healthcare in the last year of 

life: A systematic review and meta-analysis 
 

There is longstanding evidence on the association between area-based deprivation and 

place of death in England37, 60, 102 The aim for this work was to investigate whether the 

inequality observed for place of death in England, also existed in other high-income 

countries, and in relation to end-of-life outcomes other than place of death. The systematic 

review was designed to be a comprehensive review of the international evidence, it 

included studies that presented an association between any measure of socioeconomic 

position (including: income, education, and area-deprivation) alongside a comprehensive set 

of outcomes that included: place of death, hospital admission in the last three months of 

life, use of specialist palliative care, use of non-specialist end-of-life care, use of advance 

care planning, and quality of care measured through patient-centred outcome measures. 

Outcomes were selected based on discussions with my supervisors about the type of studies 

that the review was likely to find. I restricted the review to empirical, observational studies, 

excluding experimental and qualitative designs because I was interested in understanding 

inequality at a population level. Whole-population or nationally representative studies were 

rated as higher quality than studies using non-representative samples. 

 

As a secondary objective, the review reports how socioeconomic position was measured in 

the literature. I expected to find a large proportion of studies using area-based measures, 

particularly among studies using routinely collected data where area-based measures are 

often the only measure of socioeconomic position available.  
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5.1 Dose-response analysis 

 

The systematic review was designed to generate data on a large international body of 

evidence covering a comprehensive set of end-of-life outcomes. A challenge was how to 

analyse the data most effectively to strengthen the overall evidence beyond the sum of the 

individual studies. In a standard meta-analysis, for comparable studies, single estimates 

from each study are pooled to produce an overall estimate for the effect of an exposure, 

weighted by the sample size of the studies.207 In this review, the effect of interest was the  

adjusted odds ratio comparing people with the lowest and highest socioeconomic position. 

This way of summarising results is limited by focusing on a single estimate, comparing two 

groups (those with the lowest and highest socioeconomic position) and discarding data on 

the groups in between. A dose response meta-analysis overcomes this limitation by making 

use of all the available effect sizes.208, 209 For studies that present data on the exposure as a 

categorical or a numerical variable, this method uses all of the reported estimates to 

summarise evidence on the dose-response curve or gradient. Evidence on the gradient is 

important for understanding socioeconomic inequality in health and addresses one of the 

criteria for establishing causality in epidemiological studies.129  

 

The limitation of a dose-response meta-analysis is that studies that present data on the 

exposure as a binary variable cannot be included. Therefore, the dose-response analysis was 

used alongside a standard meta-analysis of single effects, to incorporate a larger number of 

studies. 
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5.2 Paper 1 (see Appendix 1 for supplementary information)
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CHAPTER 6: Socioeconomic position and use of hospital-based care towards 

the end of life: a mediation analysis using the English Longitudinal Study of 

Ageing 
 

The English Longitudinal Study of Ageing (ELSA) is a nationally representative longitudinal 

study designed specifically to investigate the social determinants of health. ELSA collects 

information on the health, wellbeing, and social situation of adults aged 50 years and over 

living in England, approximately every 2 years through face-to-face interviews, nurse 

assessments and self-completion questionnaires.210 ELSA is part of an international network 

of sister studies that includes the Health and Retirement Study in the USA, The Irish 

Longitudinal Study on Ageing (TILDA) and many other similar longitudinal studies across the 

world. 

 

For deceased cohort members, ELSA includes an end-of-life proxy interview, consisting of a 

face-to-face interview with a partner, close friend, or relative, asking about the health and 

care needs of the deceased in the last two years of life. The end-of-life proxy data contains 

data on place of death and other indicators of service use towards the end of life, alongside 

the rich social and economic data collected in the main survey. The longitudinal nature of 

the ELSA study is well suited to mediation analysis and this method has been used with ELSA 

to investigate the social determinants of health and mortality, but had not previously been 

used to investigate palliative and end-of-life care.118, 181 Having identified the potential for 

ELSA to be used to investigate the social determinants of care received towards the end of 

life, I designed an early outline of the analysis plan and refined the plan after receiving 

training in Structural Equation Modelling. 
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6.1 Structural Equation Modelling 
 

Structural Equation Modelling (SEM) is an umbrella term referring to a group of correlation 

and regression-based techniques, including factor analysis, latent class analysis, and path 

analysis. At its core, SEM involves the testing of theoretical relationships through the 

construction and evaluation of models. Compared to standard regression techniques, the 

advantages of SEM are the ability to embed measurement models of latent constructs 

within wider path models, and to model multiple outcomes and relationships 

simultaneously.211, 212  

 

6.2 Path analysis 
 

In a traditional multivariable regression model, the analysis estimates the relationship 

between an exposure and an outcome whilst controlling for one or more confounders. In 

comparison, a mediation or path analysis is interested in factors that sit on the causal 

pathway from the exposure to the outcome, and in estimating how much of the effect of 

the exposure on the outcome can be accounted for by the mediating factor. The mediator is 

not a confounder of the relationship between exposure and outcome, rather the exposure 

causes the mediator which in turn causes the outcome.213 Path analysis takes an explicitly 

causal approach to interpreting effects.214 Within this causal framework, an attempt to 

control for confounders, and to consider how unmeasured confounders could effect the 

causal interpretation of the exposure, mediator, outcome relationships, is critically 

important.215, 216    
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Several studies have demonstrated the use of mediation analysis for investigating social 

determinants of health.118, 181, 217 The approach offers two main advantages to this field of 

research. The first is that structural path models provide a method for accounting for the 

temporal relationship between variables and the cumulative effect of disadvantage across 

the life course.181 For example, education usually fixed in early adulthood can be analysed 

both in terms of its direct effect on an outcome and its indirect effect through other 

measures such as income or wealth, which are closer in time to the health outcomes being 

studied.181 The second advantage is the ability to take multiple exposures, mediators and 

outcomes into account simultaneously, helping to acknowledge the complexity of the social 

determinants of health.213, 218 

 

6.3 Model development 
 

A critical aspect of structural equation modelling (SEM) is that the development of the 

model to be tested in the analysis is specified a priori and grounded in existing evidence and 

theory.212 Often a mediation analysis is used to test established theories and hypotheses or 

to evaluate a specific mechanism of an intervention.118, 217, 219, 220 For this analysis there 

were no dominant theories to draw on. Instead, the theoretical model was developed based 

on the evidence generated from the systematic review and meta-analysis and evidence 

from existing qualitative studies. Model development was iterative, involving a process of 

learning about SEM methods, mapping the literature to the data available in ELSA, and 

refining the model through discussions with my supervisors and a statistician (Dr Kia-Chong 

Chua). 
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The structural path model (figure 9) includes two exposures of socioeconomic position 

(wealth and education), two outcomes (place of death and hospital admissions in the last 2 

years of life) and three potential mediating pathways (health and function, social support, 

and access to services). Table 4 is extracted from paper 2 and summarises the variables. 

 

 

Figure 9: Directed Acyclic Graph (DAG) of the theoretical relationship between 
socioeconomic position and use of hospital care towards the end of life and potential 
mediators 
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Table 4: Summary of variables for the secondary analysis of ELSA, source 221 

 
Socioeconomic 
position 
exposures 
(measured at 
baseline wave) 

 
Highest educational qualification (self-reported), 5 hierarchical 
categories: i) no formal qualifications, ii) lower secondary (GCE, O Level 
or equivalent), iii) higher secondary (A Level or equivalent), iv) higher 
education (below degree level), v) degree  
 
Wealth (self-reported), deciles (1=lowest) of total net non-pension 
household wealth, a sum of savings, investments, physical wealth and 
housing wealth after financial debt and mortgage debt has been 
subtracted, reflecting accumulation of assets over the life course.182 
 

 
Mediators  
(measured at 
final wave) 
 
 
For latent 
mediators high 
scores were 
optimal. 
 

 
Health and function (self-reported and nurse collected), validated 
Latent Index of Somatic Health including chronic illness (physical and 
mental), mobility, general health, and nurse collected measures (hand 
grip strength, forced vital capacity, and chair rise time).221 
 
Access to healthcare services (self-reported), latent measure of ease 
of access to services (general practice, dentist, optician, and hospital), 
unmet social care need, and transport deprivation 
 
Social support (self-reported), latent measure of quality of 
relationships with children, family and friends. 
 

 
Outcomes  
(measured at 
end-of-life 
proxy 
interview) 
 

 
Death in hospital (proxy reported), versus death at home (including 
own home, sheltered housing (but not care home), and another 
person’s home) or in an inpatient hospice unit*  
 
≥3 hospital admissions in the last 2 years of life (proxy reported), 
versus up to two hospital admissions (including the terminal admission 
if the person died in hospital)**  
 

 
Covariates 
 

 
Age at death (self-reported), also used as a moderator 
 
Gender (self-reported) 
 

*In the UK hospice is almost always a separate setting to hospital; **The cut off for number 

of hospital admissions reflects the data distribution. 
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6.4 Selecting the outcomes 

 

In the early stages of developing the analysis plan, I identified the following potential 

outcomes of interest in the ELSA proxy data: 

• Place of death (home, hospital, hospice, care/nursing home); 

• Number of hospital admissions in the last two years of life; 

• Length (in days) of hospital admissions in the last two years of life; 

• Number of transitions from usual place of care in the last two years of life; 

• How ‘at peace’ the decedent was in the last three months or last year of life. 

 

The systematic review and meta-analysis, found that place of death was the most commonly 

reported outcome, and provided strong and consistent evidence that people with low 

socioeconomic position are more likely to die in hospital versus home or hospice. This 

supported the inclusion of place of death in the ELSA analysis, categorised into a binary 

outcome home/hospice versus hospital and excluded deaths in care homes. The exclusion 

of care home deaths was due to the difficulty in classifying care home deaths within this 

binary definition and because admission to a care home might modify the relationship 

between socioeconomic position and hospital use towards the end of life by reducing 

hospital admissions for all residents regardless of socioeconomic position.222 In a sensitivity 

analysis I re-ran the main analysis on a sample including care home residents with the 

outcome categorised as hospital versus home, hospice or care home, to understand the 

effect of the exclusion of care home deaths on the main results.  
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The second outcome was number of hospital admissions in the last two years of life, 

dichotomised in to <3 and ≥3 admissions. This categorisation was based on the distribution 

of data; ~25% of the deceased ELSA sample had ≥3 hospital admissions in the last 2 years of 

life, and on the categorisation used in an earlier study.54 End-of-life hospital admissions can 

be burdensome for patients and carers,223 they increase sharply towards the end of life, and 

a higher rate of admissions is associated with a higher level of area-based deprivation.53, 224, 

225 Hospital admissions, like place of death, is a measure of process, used as an indicator of 

the quality of end-of-life care but subject to similar limitations as place of death. Number of 

admissions does provide information about the quality of care received. An advantage of 

hospital admissions, over place of death which is focused on a single event at the point of 

death, is that number of admissions captures something about care over a longer period of 

time, in ELSA this is over the last two years of life. This is a longer time-period than would 

normally be considered end-of-life. However, comparison with population-level data of 

hospital admissions leading up to death, indicates that the majority of admissions reported 

in ELSA are likely to have taken place over the last months of life.53 

 

‘Length of hospital admissions in the last two years of life’ and ‘number of transitions from 

usual place of care in the last two years of life’ were rejected on the basis that the existing 

evidence on the association between socioeconomic position and these outcomes was 

lacking.224 The final outcome I considered was based on questions in the proxy data about 

how ‘at peace’ the decedent was in the last three months or last year of life. This potential 

outcome was interesting because it is not a measure of process instead resembling a patient 

centred outcome measure. However, the question did not come from a validated tool and 

again, prior evidence on the association with deprivation was lacking. 
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6.5 Selecting the exposures 
 

The analysis included two measures of socioeconomic position: education and wealth. An 

advantage of structural equation modelling (SEM) is the ability to account for temporal 

relationships between indicators of socioeconomic positon.181 In the theoretical model, 

education, a measure of socioeconomic position usually fixed in early adulthood, is allowed 

to effect wealth, which is a measure of assets accumulated over the life-course. The 

measure of wealth available in ELSA is uniquely detailed, and based on information 

collected from participants about savings, investments, physical wealth, housing wealth, and 

debt. This produces a comprehensive measure of wealth that has been shown to be a 

stronger overall predictor of mortality compared to other socioeconomic indicators 

including education.182 Based on this existing evidence, wealth, the more ‘proximal’ 

measure (closer in time to the outcomes), was expected to have a stronger relationship with 

the outcomes in my model, than the more ‘distal’ education variable. It was useful to test 

these competing pathways because my review found that education is widely used as an 

indicator of socioeconomic position in palliative and end-of-life care research, and wealth 

and education may represent distinct mechanisms through which socioeconomic position 

might influence health and care towards the end of life. 

 

6.6 Selecting the mediators 
 

The mediators were latent variables, each based on several items and generated using 

confirmatory factor analysis.218 An extract from paper 2 of the thesis summarises each of 

theorised pathways: 
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“People with lower socioeconomic position experience worse health, including a 

higher burden of disability and disease,93 and as a result might have higher need for 

hospital-based care at the end of life than those with higher socioeconomic position 

(health and function). 

 

People with lower socioeconomic position might access elective,224 primary,226 and 

social227 care services less, with access to transport being an important element of 

this,228 and therefore use hospital-based care more (access to healthcare services). 

 

The informal care and familial support systems that are essential for keeping people 

at home and out of hospital in the last months and years of life might be weaker 

among people with lower socioeconomic position (social support).229, 230” 
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6.7 Paper 2 (see Appendix 2 for supplementary information)
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CHAPTER 7: The association between socioeconomic position and the 

symptoms and concerns of hospital inpatients seen by specialist palliative care: 

Analysis of routinely collected patient data 
 

This analysis used data collected routinely on hospital inpatients receiving specialist 

palliative care at two large London teaching hospitals. The analysis investigates the 

association between area-based deprivation (linked to patient’s home postcodes) and the 

symptoms and concerns of patients, recorded using the staff-completed Integrated 

Palliative care Outcome Scale (IPOS).  

 

These data had not previously been used to analyse the association between socioeconomic 

position and IPOS. This analysis fills a gap identified by the systematic review and meta-

analysis, namely a lack of data on the association between socioeconomic position and the 

health-related needs of palliative patients. The analysis is cross-sectional so does not 

explore ‘outcomes’ in terms of a change in health status79, but shifts the focus in the thesis 

from the process measures that dominate in the systematic review and in the ELSA analysis, 

towards the rich patient-centred data generated from IPOS.231 It extends an existing small 

body of literature on this relationship that is based only on studies of advanced cancer 

patients, to a large cancer and non-cancer population.232-235 

 

Collection of this clinical data occurred much closer to death than the collection of the ELSA 

data. In the ELSA sample, the final data collected prior to the mortality follow-back element 

was collected a median of 15.2 months (IQR 8.1-21.3) before death. For the clinical data, 

date of death is available only for patients who died during the episode of care (50.8%), for 

these patients, death happened a median of 3 days (IQR 1-7) after IPOS was collected. The 
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analysis was restricted to people aged ≥60 years old, because the symptoms and concerns 

of younger adults receiving palliative care may be very different to those of older adults, and 

because the sample size was large enough for this restriction to not limit the power in the 

analysis.236-238  

 

In this routinely collected clinical data, the only measure of socioeconomic position available 

is area-based deprivation, measured using the Index of Multiple Deprivation (IMD) for 

England (2019) and linked to patient postcode at Lower Super Output Area (LSOA) level.239 

The limitation of area-based measures is that they try to infer something about an individual 

from aggregate data, known as the ecological fallacy. The advantage of area-based 

measures that capture multiple aspects of deprivation such as the IMD which has seven 

domains including, income, employment, education, health, crime, barriers to services, and 

environment, is that they may capture more of the variance around socioeconomic position, 

itself a multi-faceted phenomena, than singular measures.177 The association between area-

based deprivation and health is well established.1, 93 Area-based measures provide a robust 

way to measure socioeconomic position in routinely collected data where no individual-level 

alternatives are available. 
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7.1 Paper 3 (see Appendix 3 for supplementary information)
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PART 3: Discussion and conclusion 
 

CHAPTER 8: Discussion 

 

8.1 Summary of findings 
 

The aim of this thesis was to investigate patterns and determinants of socioeconomic 

inequality in palliative and end-of-life care for older adults, and to explore potential 

mediating factors of the relationship between socioeconomic position and patterns of care 

towards the end of life. The systematic review and meta-analysis investigated inequality in 

service use, the ELSA analysis investigated individual level causes of inequality and the 

analysis of clinical data investigated inequality in the symptoms and concerns of palliative 

patients. 

 

From the outset of this work, there was strong evidence of socioeconomic inequality in 

place of death in England, with several individual studies showing that people who lived in 

more deprived areas are more likely to die in hospital (versus home or hospice).37, 60, 102, 103 

However, the international evidence on the relationship between socioeconomic position 

and place of death, and socioeconomic inequality in other palliative and end-of-life care 

outcomes, had not been synthesised. The systematic review addressed this gap by 

synthesising the international evidence, and found consistent evidence that in high income 

countries, low socioeconomic position is associated with death in hospital (versus home or 

hospice), hospital admissions in the last three months of life, and not accessing specialist 

palliative care in the last year of life. For death in hospital and not accessing specialist 
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palliative care, the analysis found a dose-response relationship, demonstrating that for each 

increase in level of area-based deprivation the odds of these outcomes increased.  

 

The review also found that the literature was dominated by studies using routinely collected 

data and area-based measures of socioeconomic position and found no studies that 

empirically investigated the reasons why socioeconomic inequality exists in palliative and 

end-of-life care. Area-based measures offer a robust and convenient way to measure 

socioeconomic position and are particularly useful with routine data when no individual-

level measures of socioeconomic position are available. However, area-based measures are 

less useful than individual-level measures for investigating the causes of inequality. Very few 

of the studies reviewed provided justification for their choice of socioeconomic position 

measure; of 27 studies that had socioeconomic position as the main exposure of interest, 

only 12 provided a theoretical justification for the choice of measure. Overall, studies using 

individual-level measures of socioeconomic position, and models grounded in theory about 

the relationship between exposures and outcomes, were lacking in the existing literature. 

 

The review also found that the existing evidence was dominated by studies on place of 

death. Where people die is important to patients and families and for planning the delivery 

of palliative and end-of-life care.2, 48, 56 Place of death is also a useful metric for studying 

inequalities given the consistency and widespread availability of population-level records on 

place of death.55 However, place of death is limited because it captures only a snapshot of 

information about the location of care immediately before death, and as a measure of 

process, it is not a good indicator of the quality of care.79, 240 The binary classification of 

hospital death as a ‘bad death’ and home as a ‘good death’ has also been criticised as an 



   
 

129 
 

oversimplification.69 Although death in hospital is associated with worse quality of life, 

worse bereavement outcomes, and is often not the preferred place of care, not all hospital 

deaths are ‘bad deaths’ and in some cases, hospital may be the most appropriate and/or the 

preferred place of care and death.48, 51, 52, 69  

 

There is a clear need to measure outcomes other than place of death to understand 

inequality in palliative and end-of-life care and increasingly there is a move towards using 

patient centred outcome measures (PCOMs) to measure outcomes that are more 

meaningful to patients and families.83, 84, 231 The review found no high or medium quality 

studies that used validated patient centred outcome measures (PCOMs) to investigate the 

association between socioeconomic position and the symptoms and concerns of patients. 

Since completing the review, two studies have been published that investigate the 

relationship between socioeconomic position and the symptoms and concerns of palliative 

patients using PCOMs232, 233, these studies are reviewed in relation to the findings from the 

analysis of the clinical data later in the discussion. 

 

In summary, the review identified several important gaps in the literature including: no 

studies empirically investigating the causes of socioeconomic inequality in palliative and 

end-of-life care, a lack of studies using individual-level measures of socioeconomic position, 

a lack of studies investigating outcomes other than place of death, and no studies 

investigating the association between socioeconomic position and the symptoms and needs 

of patients using patient centred outcome measures. The secondary analysis of ELSA and 

the analysis of the clinical data were designed to address these gaps. 

 



   
 

130 
 

The analysis of the English Longitudinal Study of Ageing (ELSA) used an existing longitudinal 

cohort study, designed for investigating the social determinants of health to develop new 

evidence on the reasons for socioeconomic inequality in service use towards the end of life. 

This study is the first to apply mediation analysis to study end-of-life care and the first to use 

the mortality follow-back survey data from the ELSA. The analysis investigated three 

potential pathways through health and function, access to services, and social support, as 

mediators of the relationship between wealth and use of hospital care towards the end of 

life. In this nationally representative sample of adults aged 50 years and over living in 

England, worse health and function partly explained why people with lower wealth had 

more hospital admissions in the last two years of life. This finding is important because it 

challenges behavioural explanations that suggest that people with lower socioeconomic 

position choose to use acute care services more.224, 241 Instead, these findings highlight the 

importance of health-need in driving different patterns of service use. In the same model, 

the relationship between lower wealth and higher risk of death in hospital versus home or 

hospice was not explained by any of the mediating pathways tested.  

 

The relationship between socioeconomic position and health-need was explored in more 

detail using data on hospital inpatients who were receiving specialist palliative care. This 

study used routinely collected clinical data on all inpatients aged 60 years and older seen by 

specialist palliative care at two large London-based teaching hospitals over a three-year 

period between 2016-2019. It reports the largest collection of routinely collected patient 

centred outcome measures (PCOMs) data in the UK, and extends a small body of existing 

evidence on this topic in cancer patients to patients with cancer and non-cancer 

conditions.232-234 The analysis investigated the association between area-based deprivation 
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(linked to patient’s postcode of residence) and the symptoms and concerns of patients at 

their initial assessment by palliative care, collected using the Integrated Palliative Care 

Outcome Scale (IPOS). The IPOS data was collected at a time much closer to death than the 

data on health and function from ELSA, and so this analysis provides insight into the health-

related needs of patients with more advanced disease.  

 

The analysis of IPOS found that patients living in more deprived areas had significantly 

worse communication and practical concerns at initial assessment and that this relationship 

was roughly linear with increasing (worsening) scores for each increase in area-based 

deprivation. In contrast to the original hypothesis which was based on the small body of 

existing literature and the findings from the ELSA analysis, the analysis of IPOS found no 

association between area-based deprivation and the physical or emotional symptoms of 

patients. These contrasting results highlight the need for more studies to further investigate 

this relationship. 

 

In summary, this thesis generates new knowledge on the patterns and mechanisms of 

socioeconomic inequality in palliative and end-of-life care. It provides consistent evidence of 

socioeconomic inequality in palliative and end-of-life care and highlights the potentially 

important role of health-need in driving different patterns of service use towards the end of 

life. Methodologically, the thesis provides the first example of a mediation analysis used to 

study service use towards the end of life, it demonstrates the potential for existing 

longitudinal cohort studies to be used for research on palliative and end-of-life care and 

shows how routinely collected patient centred outcome measures (PCOMs) can be used for 

understanding inequalities towards the end of life. The following sections discuss these 
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contributions in relation to the existing literature and in relation to the strengths and 

weaknesses of the thesis.  

 

Overall, this thesis should help to raise awareness about socioeconomic inequality in 

palliative and end-of-life care and the findings indicate several implications for policy, 

practice and research including: the urgent need to monitor inequalities going forward in 

the context of the ageing population and increasing levels of economic inequality in wider 

society, the need to begin to evaluate palliative and end-of-life care interventions for 

unequal effects across social groups and to develop targeted interventions that seek to 

reduce inequalities, the need to raise awareness among health care professionals and the 

public about socioeconomic inequalities in palliative and end-of-life care, and to draw 

attention and resources to delivering care more equitably. The final section of the discussion 

addresses these implications and outlines the opportunities for action against 

socioeconomic inequality in palliative and end-of-life care.  

 

8.2 Contribution of this thesis to the existing literature 
 

This section presents the main contributions of the thesis to the existing literature, 

organised under three topics: i) evidence on socioeconomic inequality and the need to go 

beyond observing the problem, ii) health as a mediator of the relationship between 

socioeconomic position and service use towards the end of life, and iii) age as a moderator 

and the diminishing effect of socioeconomic position at older ages. Further methodological 

contributions are discussed in the section on strengths and weaknesses. 
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8.2.1 Evidence on socioeconomic inequality in end-of-life care and the need to go beyond 

observing the problem 
 

The meta-analysis and dose response analysis has strengthened the overall evidence on 

socioeconomic inequality in end-of-life care and demonstrated consistent evidence that low 

socioeconomic position is a risk factor for several indicators of poor quality end-of-life care. 

The findings from the review highlight the need to go beyond observing the inequality 

problem, to begin to understand the reasons why inequality exists and to take action to 

reduce inequality in palliative and end-of-life care. This is discussed further in a letter 

published in the Journal of Health Service Research and Policy, inserted below. 
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Following the work of Barrett et al (2017) cited in the letter above, health inequalities are 

now routinely monitored in England through the NHS England ‘Health Inequalities 

Improvement Dashboard’ and the Public Health England ‘fingertips data’.103, 242, 243 

Inequalities in place of death are monitored in the Palliative and End of Life Care Profiles 

data, one of 31 themed ‘profiles’ that are part of the ‘fingertips data’, collated and made 

publicly available to support local commissioning.242 The fingertips data also include a 

‘Health Inequalities Dashboard’ that presents mostly national inequality trends for 19 

indicators (not including place of death) and the ‘Marmot Indicators’ providing local 

authority level reports on inequality in life expectancy and healthy life expectancy at 

birth.242 An initial evaluation of how these data are being used by commissioners and 

others, concluded that ‘local decision makers need greater awareness, understanding and 

support to interpret, use and act upon inequality indicators’.244 

 

The message highlighted in the letter above, which is strengthened by the findings from the 

systematic review and meta-analysis, is that while monitoring health inequalities is 

important and worthwhile, there is also a need to go beyond observing the problem of 

inequality in palliative and end-of-life care, to understand the causes of inequality and to 

identify ways to reduce inequality. The mediation analysis using ELSA data is the first to 

study to attempt to empirically investigate the causes of inequality in hospital-based service 

use towards the end of life. The following section of the discussion on ‘health as a mediator’ 

outlines the main contribution of this work in detail. 

 

This thesis contributes to what has been called the ‘equity turn’ in palliative and end-of-life 

care research, describing a growing interest in inequality issues in this field.245 Despite this 
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increasing focus on inequality, evidence on how to address inequality is lacking.246 Currently, 

interventions in palliative and end-of-life care are designed and evaluated in terms of overall 

benefit, not for how effectively they address inequalities,247 and a strong policy framework 

for addressing inequalities is lacking.109, 112 There are opportunities to learn from the wider 

field of research and policy on health inequalities where the focus on evaluating 

interventions that address inequalities is more developed.244, 248, 249  

 

For example, distributional cost-effectiveness analysis (DCEA) is an established method for 

evaluating the equity impact of interventions and for calculating trade-off between equity 

and efficiency.249 The DCEA method extends conventional cost-effectiveness analysis to take 

account of distributional effectiveness across social groups based on characteristics like 

socioeconomic position, ethnicity, geographical location, and diagnosis.249, 250 An important 

area for future consideration is how these and other methods could be applied to palliative 

and end-of-life care interventions to evaluate unequal benefits across social groups. This is 

discussed further in the section on implications for policy, practice, and research. 

 

8.2.2 Health as a mediator of the relationship between socioeconomic position and service 

use towards the end of life 
 

The multiple mediator model  found that in a representative sample of 737 older adults 

living in England, people with lower wealth had worse health and function and more 

hospital admissions in the last 2 years of life, and the pathway through health and function 

accounted for 34.6% of the total negative effect of higher wealth on admissions. The 

analysis provides the first empirical evidence of an explanatory pathway between wealth 

and hospital use towards the end of life and emphasises that differences in health-need may 
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be important for driving different patterns of service use. This challenges behavioural 

explanations - the idea that people with lower socioeconomic position may choose to use 

secondary care more, and primary care less, substituting one for the other.224 In contrast, 

the analysis found that although lower wealth was associated with less access to services 

(including primary care services), access to services was not associated with hospital 

admissions and did not explain why people with lower wealth had more admissions. In the 

same multiple mediator model, health and function did not mediate the direct effect of 

lower wealth on higher odds of death in hospital (versus home/hospice). Therefore, the 

mechanism through which low wealth leads to an increased risk of death in hospital remains 

unexplained in this model. This finding highlights that health as a mediator of the 

relationship between wealth and end-of-life care can operate differently depending on the 

outcome being studied. 

 

The analysis of the clinical data investigated the relationship between area-based 

deprivation and the three subscales of the Integrated Palliative Care Outcome Scale (IPOS): 

physical symptoms, emotional symptoms, and communication and practical concerns. In 

this analysis the measure of health (IPOS) was the outcome rather than the mediator 

because the clinical data did not contain outcomes such as place of death and was not 

linked to mortality or hospital episode data. This analysis offers more detailed insight into 

the health-related needs of patients with more advanced disease (than the health data 

available in ELSA), and the findings are useful for generating hypotheses for future 

mediation studies. After adjusting for demographic and other clinical characteristics, the 

analysis found that people who lived in more deprived areas had worse communication and 
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practical concerns but found no association between level of area-based deprivation and 

the physical or emotional symptoms of patients. This evidence of no association contrasts 

with findings from a small body of previous research on patients with advanced cancer232-

234, and with the wider evidence on the social gradient in health.93  

 

Three potential sources of bias in the analysis might have limited the effect of deprivation in 

our sample. First, mortality bias and bias in who gets referred to specialist palliative care 

might lead to an under-representation in our sample of patients living in the most deprived 

areas. Comparison with national death registration data confirmed that the sample was less 

deprived and had a larger proportion of cancer patients than the national end-of-life 

population. The dose-response analysis in the systematic review and meta-analysis also 

supports the assumption that people living in more deprived areas may be less likely to be 

referred to specialist palliative care, although it is notable that none of the data in the meta-

analysis is from the UK.251 Second, unmeasured service-related factors for example the care 

patients receive on wards before they are seen by specialist palliative care, might moderate 

the effect of deprivation on symptoms. Third, measurement bias in the staff-reported IPOS 

tool which could be biased towards detecting symptoms and concerns in people with higher 

socioeconomic position. 

 

There are also several key differences between the analysis of the clinical data and the small 

body of previous studies examining this association in advanced cancer patients. The largest 

study by Malhotra et al (2020) examined the association between self-perceived economic 

status and validated measures of cancer suffering including the Functional Assessment of 
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Cancer Therapy – General (FACT-G) and the Hospital Anxiety and Depression Scale (HADS). 

The analysis was based on 1378 hospital inpatients and outpatients with advanced cancer in 

5 Asian countries (China, Sri Lanka, India, Vietnam, and Myanmar), mean age was 53 years 

(sd 13.1). The multivariable regression analysis adjusted for age, sex, setting and country 

and found that patients living in low economic households reported worse suffering in 

several domains.  

 

The study by Delgado-Guay et al (2015) was based on 149 outpatients with advanced cancer 

in Texas, median age 60 years (95% CI 58.6-61.5). The analysis reported the unadjusted 

correlation between self-rated financial distress on a ten-point scale (10 was worst distress) 

and validated outcome measures including: HADS, FACT-G and the Edmonton Symptom 

Assessment System (ESAS). The analysis found weak to moderate positive correlations 

between financial distress and anxiety and depression, and a weak to moderate negative 

correlation with overall quality of life (high quality of life scores were optimal). Correlations 

between financial distress and other physical and emotional symptoms were not statistically 

significant.  

 

The most recent study by Lloyd-Williams et al (2021) is based on 595 patients with advanced 

cancer attending hospice day services in England, with a mean age of 68 years. The analysis 

measured socioeconomic position using Index of Multiple Deprivation quintiles based on 

patient’s postcode of residence. The analysis adjusted for age, sex and type of cancer and 

reported the odds ratio for the most deprived group compared to the least deprived group, 

of depression using the Patient Health Questionnaire (PHQ-9), and self-reported pain, 
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breathlessness, nausea, fatigue, constipation, and insomnia. Patients living in the most 

deprived areas had statistically significantly higher odds of having depression, pain, and 

constipation.  

 

In summary, compared to my analysis of cancer and non-cancer hospital inpatients with a 

median age of 82 years (IQR 74, 89), the patients included in the three studies referenced 

above were younger, included cancer patients only and were primarily outpatients. The 

moderating effect of age on the relationship between socioeconomic position and health is 

discussed in more detail below and may in part explain the contrasting results. There were 

also differences in the analysis that might explain the contrasting results. The analysis by 

Delgado-Guay (2015) and Lloyd-Williams et al (2021) both looked at individual symptoms, 

whereas my analysis looked at composite scores. The use of composite scores reduced the 

chance of Type 1 errors but potentially masked variation in the relationships across different 

items. Each of the studies used different types of exposures and outcomes and the country-

specific context also limits comparability. For example, if societal inequalities are wider in 

Asian countries and in the US than in the UK, and if inequalities are further exacerbated by 

insurance-based healthcare systems252, this may partly explain the stronger association 

between socioeconomic position and symptoms detected in the studies by Malhotra et al 

(2020) and Delgado-Guay et al (2015). 

 

The analysis of the clinical data contributes to a small body of evidence on the relationship 

between socioeconomic position and the symptoms and concerns of patients with advanced 

illness. The findings of no association between area-based deprivation and the physical and 



   
 

141 
 

emotional symptoms of patients could reflect the true effects or could reflect sample bias, 

or measurement bias in the analysis. Given the lack of previously existing evidence on this 

relationship, my analysis highlights a need for further work to understand the relationship 

between socioeconomic position and the symptoms and concerns of patients with advanced 

illness. The analysis has demonstrated the use of routinely collected patient centred 

outcome measures linked to area-based deprivation as a means for studying this 

relationship. Further studies in different patient populations, in different hospitals and 

different settings are needed. Confirmatory factory analysis (CFA), and multiple indicator 

multiple causes (MIMIC) models could be used to provide a more nuanced analysis of the 

relationships between socioeconomic position and individual IPOS items.  

 

8.2.3 Age as a moderator and the diminishing effect of socioeconomic position at older ages 

 

In line with other studies182, 183, this thesis found a diminishing effect of socioeconomic 

position on health at older ages. The analysis of ELSA showed that the effect of higher 

wealth on better health and function was weaker at older ages and nonsignificant from age 

87 years and above. The negative effect of wealth on death in hospital was weaker at older 

ages and nonsignificant from aged 85 years and above. In the analysis of the clinical data, 

the effect of higher deprivation on worse communication and practical concerns was 

nonsignificant from age 83 years and above. This could indicate that socioeconomic position 

becomes less important as a predictor of needs and outcomes as people age, potentially as 

other factors like age and health become more important predictors of future events. Or the 

diminishing effect could be due to cohort effects, reflecting less income inequality at older 
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ages, due to the relative generosity of the state pension in the UK compared to working-age 

benefits, or the potential moderating effect of care home admissions.253 

 

Some of the diminishing effect of wealth and deprivation is likely to be caused by mortality 

bias, leading to an under-representation of people with lower socioeconomic position at 

older ages because of shorter life expectancy. In the ELSA analysis and the analysis of the 

clinical data, there is also an under-representation of institutionalised older adults who may 

be more likely to have lower socioeconomic position.222 The ELSA analysis excluded 

decedents who had been admitted to a care home in the last 2 years of life from the main 

analysis because this subgroup was not large and representative enough to be used to 

investigate care home admission as a potential moderator of the relationship between 

wealth and admissions.  In the clinical data, care home residents are likely to be under-

represented in the hospital data because they are less likely to be admitted to hospital.54  

 

Given the potential biases, the diminishing effect of socioeconomic position at older ages is 

challenging to interpret. Awareness of the potential for the effect of socioeconomic position 

to fluctuate over age ranges, over time and between age cohorts is important for research 

in palliative and end-of-life care, particularly for studies of inequalities in older adults. It is 

also possible that the effect of socioeconomic position on health and outcomes could 

dimmish as people approach death. Proximity to death could explain why the results in the 

analysis of the clinical data on the relationship between socioeconomic position and health 

contrast with the findings from the ELSA analysis, the previous studies on patients with 

advanced cancer232-234, and the strong global evidence on socioeconomic inequalities in 

health.119 Future work could test the hypothesis that the effect of socioeconomic position 
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on patient centred outcome measures and process outcomes such as place of death or 

hospital admissions, diminishes closer to death. 

 

8.3 Strengths and limitations 
 

This section discusses the methodological contributions of the thesis and the strengths and 

weakness of the work. 

 

8.3.1 Measuring socioeconomic position  
 

Traditional measures of socioeconomic position such as education, occupation, and income, 

have limitations for use with older populations either because they lack relevance for 

retired people or because they tend to group together a large proportion of people with 

lower socioeconomic positon.179, 180 Wealth is arguably the ‘gold-standard’ approach to 

measuring socioeconomic position for older people because it captures the accumulation of 

assets across the life course.182 Within a life-course perspective this accumulation of 

disadvantage (or advantage) is critical for understanding how socioeconomic position 

effects health.122 In line with theory that emphasises the importance of socioeconomic 

position across the life course, wealth has been shown to have a stronger relationship with 

mortality than other measures of socioeconomic position including education, paternal 

class, income, and occupational class.182 Unlike income or employment, wealth remains a 

good indicator of socioeconomic position in retirement and is much closer in time to the 

health outcomes being studied than education which has been shown to be important.182 

Wealth also has the advantage of being a numerical variable that is statistically more useful 
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for investigating the social gradient in health than ordinal measures such as education that 

tend to group large proportions of the population in lower categories.180 The challenge with 

wealth is that to measure it accurately, a large amount of information must be collected 

from participants, requiring considerable research time, skills and resources that may not be 

feasible in relatively small scale prospective studies.  

 

A strength of the English Longitudinal Study of Ageing (ELSA) analysis is the use of the highly 

detailed measure of wealth.182 This measure of wealth is based on a series of in-depth 

questions about savings, investments, physical wealth, housing wealth and debt and is a 

comprehensive representation of assets accumulated across the life course.182 The 

systematic review found no study that used a measure of wealth. The most common 

measures of socioeconomic position used in the existing literature were area-based 

measures, reported against 79 (47.6%) outcomes, and education, reported against 39 

(23.5%) outcomes. Theoretically, education may be an indicator of behavioural factors such 

as health literacy or ability to navigate the health care system, which might plausibly 

mediate the relationship between socioeconomic position and end-of-life care.180 Yet, 

education is distant in time from the outcomes being studied, and therefore, within a life-

course perspective, education is likely to have a weaker association with palliative and end-

of-life care outcomes than more ‘proximal’ measures such as wealth.181, 182 This is supported 

by the ELSA analysis which found that education was associated only indirectly with death in 

hospital and hospital admissions in the last 2 years of life, via wealth. This analysis  is the 

first study to demonstrate the temporality of different measures of socioeconomic position 

in relation to palliative and end-of-life care outcomes, highlighting the importance of 
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applying a ‘life-course’ approach to studying inequality in care received towards the end of 

life. 

 

In the analysis of the clinical data, we used an area-based measure of deprivation linked to 

patient postcode of residence. Area-based measures are limited by the ecological fallacy254, 

and further limited in older populations living in care homes, because the postcode of the 

care home may be a poor proxy for individual socioeconomic position. In the clinical data, 

we had no way to flag care home residents, and therefore could not compare the 

deprivation profile of care home and non-care home residents or evaluate the 

representativeness of care home residents in our sample. Recent developments have made 

it possible to link care home address information to hospital data using national registers 

from the Care Quality Commission. This approach has been developed by the Improvement 

Analysis Unit of NHS England as a new technique for identifying care home residents in 

hospital data.255 In future studies this method could be used to flag care home postcodes 

and where possible trigger imputation of an earlier private residence postcode record as a 

better proxy for individual level socioeconomic position.  

 

In the UK context, area-based measures are practicably the only measure of socioeconomic 

position available in routinely collected health data. There is no insurance data to draw on 

and little precedent for linking administrative records on tax and income to health data, 

although this may technically be possible. The established link between area-based 

deprivation and mortality and morbidity1, 93, 100 supports the use of area-based measures for 

investigating the social gradient in health. The small-area geography used by the Index of 
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Multiple Deprivation has also improved the quality of the measure since the 2004 version of 

the index which was built at ward-level. Since 2004, the Index of Multiple Deprivation (IMD) 

has been built at the lower layer super output area (LSOA) level, a small-area geography 

developed from the 2001 Census.256 LSOAs are smaller and more homogenous geographies 

than the ward-level geographies that earlier area-based measures were built on. In England 

and Wales, there are 34,753 LSOAs with an average population size of 1,500 people, 

compared to 7,878 electoral wards with an average population of 7,065 and large variation 

in populations ranging from 162 to 43,359 people.257 Area-based measures also have the 

advantage of being numerical or interval, making them well suited for investigating the 

social gradient.  

 

Importantly, studies should select measures of socioeconomic position based on theory 

grounded in existing evidence about the relationship between exposures and outcomes and 

based on the suitability for measures for the analysis. For example, if socioeconomic 

position is included only as a confounder, then a composite area-based measure such as the 

Index of Multiple Deprivation that captures more variance around socioeconomic position 

may be the most suitable approach. If socioeconomic position is the main exposure of 

interest and a specific pathway is hypothesised, an individual-level singular measure may be 

more appropriate. Validated measures of socioeconomic position such as the MacArthur 

Scale of Subjective Social Status148, 258, the Comprehensive Score for Financial Toxicity 

(COST)259, or the Socioeconomic Status Instrument (SESI)260 have the potential to improve 

the measurement of socioeconomic position in prospective studies. These tools have not 

been validated in populations with advanced disease, and the systematic review found no 
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examples of studies using these measures. However, if shown to be valid and reliable in 

different settings, these tools could provide a middle ground between area-based measures 

and the gold standard measure of wealth, for prospective studies with the opportunity to 

collect individual-level data but with limited resource. The English Longitudinal Study of 

Ageing (ELSA) could be used to compare the level of agreement between the IMD, wealth 

and other interval measures of socioeconomic position such as the MacArthur Scale of 

Subjective Social Status148, and to investigate variation in the effect of these measures on 

outcomes relevant to end-of-life care such as place of death and hospital admissions. This 

analysis could be used to make recommendations for prospective studies on the best way to 

capture socioeconomic position in new data collections.  

 

8.3.2 Use of existing longitudinal studies 
 

The advantage of existing longitudinal studies is that they contain rich social, economic and 

health data on large and nationally representative samples and are anonymised and easily 

accessible to researchers without long delays or access procedures. The English Longitudinal 

Study of Ageing (ELSA) and the other sister studies on ageing, including TILDA in Ireland, are 

well suited for studying end-of-life because of the inclusion of the mortality follow-back 

survey, the focus on older adults and the innovative approach to measuring wealth. 

Comparability across the sister studies and a strong multi-disciplinary approach with an 

equal focus on collecting detailed economic data alongside health data including symptoms, 

subjective assessments, diagnoses, and biomarkers, are additional strengths of these 

resources.210 
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This thesis is the first study to report data from the English Longitudinal Study of Ageing 

(ELSA) end-of-life proxy interview.261 It contributes to a small body of literature that has 

used existing longitudinal studies to investigate palliative and end-of-life care.262-264 One of 

these studies by Hanratty et al (2008) used the British Household Panel study to investigate 

service use in the last year of life.262 This study of 1652 community dwelling decedents 

found that after adjusting for age, health status and other characteristics, people who 

reported financial strain had nearly double the odds (OR 1.9, 95% CI 1.3 to 2.6) of being 

frequent attenders in primary care in the last year of life than respondents who were 

financially comfortable.262 The same study found that financial situation was not associated 

with odds of having an above median (>14 days) hospital stay in the last year of life. 

Interestingly, self-reported poor health (compared to fair or excellent health) was 

associated with both increased odds of primary care use (OR 3.56, 95% CI 2.61 to 4.84) and 

having an above median hospital stay (OR 1.75, 95% CI 1.22 to 2.51). In this analysis, the 

effects of health and financial situation are mutually adjusted for each other as 

confounders. This approach fails to take account of the temporal and causal relationship 

between socioeconomic position and health, namely that having a poorer financial situation 

reflects life-long disadvantage which causes worse health.  

 

In the ELSA analysis, rather than adjusting for health as a confounder of the relationship 

between wealth and service use, the mediation analysis takes account of the temporal and 

causal relationship between wealth and health. Existing longitudinal cohort studies that 

collect data over several years are ideally suited to this type of mediation analysis where an 

important requirement is that the variables are temporally ordered. So, for example, 
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financial situation collected at baseline clearly proceeds health status collected at the last 

time point before death. A mediation analysis could be applied to the British Household 

Panel data used by Hanratty et al (2008) to see how much of the direct effect of financial 

situation on service use in the last year of life is mediated by the pathway through health. 

This would take the analysis further, by attempting to explain why people experiencing 

financial strain have a higher use of primary care. The strong global evidence on the 

relationship between lower socioeconomic position and worse health suggests that this is a 

more appropriate way to model the relationship between socioeconomic position and 

health than merely accounting for each as a confounder of the other factor. 

 

This thesis and the small number of previous studies using existing longitudinal studies have 

highlighted the value of these resources for end-of-life care research. To stimulate more 

research, it would be useful to collate information on the outcomes relevant to end-of-life 

care that are available in existing longitudinal studies. For example, in the 2013 and 2017 

waves of the Health Survey for England (HSE) the question, ‘was a palliative care service 

used?’ was asked to respondents who identified that someone close to them had died in the 

last 5 years, alongside an explanation of palliative care provided by the interviewer. These 

data are potentially very useful, particularly as the use of palliative care is often 

underreported in routine data. The HSE data was used by Johnson et al (2017) to show that 

access to palliative care was associated with fewer deaths in hospital and more deaths at 

home.264 In contrast, ELSA does not include a question about the use of palliative care and 

could potentially be improved by the addition of a similar question. Mapping the data 

available in existing longitudinal studies to the patient and public research priorities for end-
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of-life care research set out by the James Lind Alliance265, could be used to identify 

opportunities for future research and for highlighting ways to improve the data collected in 

existing longitudinal studies. 

 

In ELSA, the mortality follow back survey is supported by linking ELSA to mortality data 

which are used to identify deceased participants.266 The data linkage has so far been 

restricted to a limited set of information from mortality records including date of death and 

cause of death. The mortality follow back survey has been collected during 4 waves of ELSA, 

but the most recent proxy data was collected in 2013, and without an update the future use 

of the ELSA for end-of-life research is limited. One way to improve the value of existing 

longitudinal studies is through better linkage of these resources to mortality data and to 

routinely collected health data. In response to the Covid-19 pandemic there have been rapid 

advances in linkage of and access to routine data,192 including the development of the Public 

Health Data Asset (PHDA) which links mortality records to the 2011 Census and to Hospital 

Episode Statistics (HES).267 These improvements bring UK data linkage capabilities and data 

access procedures in-line with the higher standards seen in many other European countries, 

and have the potential to improve the quality of existing longitudinal studies through more 

extensive linkage to routine data.268 

 

8.3.3 Use of routinely collected Patient Centred Outcomes Measures  
 

Patient centred outcome measures (PCOMs) are increasingly seen as the best way to collect 

data that is meaningful to patients and families and the most accurate way to evaluate the 

quality of care.79, 195 In Australia, through the Palliative Care Outcomes Collaborative (PCOC), 
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PCOMs are fully integrated into palliative and end-of-life care services and are used to 

evaluate, benchmark and improve the quality of care.84, 86 When used in routine care, 

PCOMs can improve communication between clinicians and patients, support the 

identification of symptoms and needs, and support decision making.85 The Integrated 

Palliative care Outcome Scale (IPOS) is a PCOM validated for use with dying patients that has 

been widely used in primary prospective research studies and is increasingly being 

introduced into routine care.82, 269 The analysis of the clinical data in this thesis contributes 

to a small number of papers reporting analysis of routinely collected IPOS data and is the 

first study to analyse the association between socioeconomic position and the subscales of 

the IPOS.270  None of the 112 high to medium quality studies included in the systematic 

review reported an association between socioeconomic position and quality of care 

measured using a patient centred outcome measure (PCOM) such as IPOS. Since the review, 

the studies by Malhotra et al (2020)233 and Lloyd-Williams et al (2021)232 have been 

published and this work is discussed earlier in relation to the findings from the analysis of 

the clinical data used in this thesis, the study by Delgado (2015) was not identified by the 

review.234 

 

The routine collection of PCOMs data for patients with advanced disease also has the 

potential to enable better evaluation of the quality of care. Retrospective case series 

designs that start with a cohort of deceased patients and look back at the care received 

leading up to death are common in palliative care research. The limitation of this design is 

that it necessarily excludes similar patients who were receiving similar treatment at a similar 

stage of disease but simply died later, introducing mortality bias into the analysis. When 
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retrospective designs are used to evaluate patterns of care and associated factors they can 

lead to biased results if factors like length of diagnosis and survival time are not accounted 

for.187 For example, in the ELSA analysis, if people with lower wealth are more likely to die 

from sudden causes, they may have fewer hospital admissions in the last year of life than 

wealthier people simply because they have a shorter period of illness, therefore leading to 

an underestimation of the relationship between lower wealth and more hospital 

admissions. Ideally, prospective data would be used to follow a similar cohort of patients 

over time, but this approach is expensive and burdensome and can lead to another source 

of sampling bias if patients who are too unwell to participate are excluded.188 More 

widespread routine collection of PCOMs data, and better linkage of this data to other 

sources of health data, could be used to identify samples and provide a more complete 

picture of the needs and patterns of care of patients leading up to death and the associated 

risk factors.187  

 

8.3.4 Intersectionality 
 

The Covid-19 pandemic has highlighted the importance of understanding health inequalities 

in relation to the intersection between race or ethnicity and socioeconomic position. During 

the pandemic, people from black and minority ethnic (BAME) backgrounds were more at 

risk from infection because they were more likely to be key workers, to work outside of the 

home, to live in multiple occupancy and overcrowded housing, and to live in more deprived 

urban areas. These cumulative risk factors exposed BAME communities to a higher risk of 

infection and contributed to a higher rate of mortality from Covid-19. However, as figure 10 

below shows, in an analysis by the Office for National Statistics, even after adjusting for pre-
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existing health conditions, age, geography and socioeconomic factors, the death rate from 

Covid-19 remained statistically significantly higher for males and females of Black African, 

Black Caribbean, Indian, Pakistani, and Other ethnic groups, compared to White people.100 

 

Figure 10: Death rates at ages 9 years and over involving COVID-19 by ethnic group and 
sex relative to the White population, taking account of demographic, socioeconomic and 
health-related factors, England, 2 March to 28 July 2020, source 100 

 

 

This analysis suggests that ethnicity has a relationship with health that is independent of 

socioeconomic position. Critical to understanding this is acknowledging that BAME groups 

face discrimination across their lives due to structural racism in society, including in 

education, employment, housing, and health care. During the pandemic, accounts of BAME 
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workers being given less access to personal protective equipment (PPE), issued with higher 

risk tasks than white counterparts, and having safety concerns ignored by their employers, 

are indicative of the discrimination experienced.100 

 

It is a limitation that this thesis did not explore intersectionality between ethnicity and 

socioeconomic position. In the systematic review and meta-analysis we limited the focus to 

socioeconomic position because of the analytical challenge of incorporating ethnicity into 

the review. The English Longitudinal Study of Ageing (ELSA) has an overwhelmingly white 

sample; in our subsample of deceased participants 97.4% were white. In the analysis of the 

clinical data, we included ethnicity as a confounder, but 15.8% of the sample had missing 

ethnicity information which limits what we can interpret from the analysis. These 

methodological constraints explain the lack of focus on intersectionality. However, 

reflecting on this limitation, I also acknowledge that understanding intersectionality 

between socioeconomic factors and ethnicity was less of a priority for me when I started 

work on this PhD than it is now towards the end of the work. 

 

In the wake of the Covid-19 pandemic, the murder of George Floyd and the subsequent 

‘Black Lives Matter’ movement, there has been a call for greater acknowledgment of race 

and racism in palliative and end-of-life care and for more action to address ethnic 

inequalities.271 In the UK to date, research into ethnicity effects on palliative and end-of-life 

care using routine data has been limited by the absence of ethnicity on death certificates 

and by the poor quality of ethnicity data in hospital episode data.272 Recent improvements 

including the introduction of mandatory recording of ethnicity on death certificates in 



   
 

155 
 

Scotland,273 better access to primary care records192 and to Census data linked to health 

data,267 promise new possibilities for research into ethnicity and the intersection with 

socioeconomic position.  

 

8.4 Implications for policy, research and practice 
 

In the context of widening health and societal inequalities93 and without a specific policy 

focus on reducing inequalities in palliative and end-of-life care, it is not surprising that 

inequalities in place of death appear to have widened over the last 20 years.37, 60 This thesis 

makes the case for understanding the causes of inequality in palliative and end-of-life care 

within a life-course perspective, recognising that the causes of health inequalities 

accumulate across the life-course due to the unequal distribution of structural and material 

resources and opportunities.121 The findings support calls to address health inequalities 

through a fairer distribution of resources93 and for a more ‘consciously politicised’ approach 

to addressing inequality in palliative and end-of-life care.93, 245   

 

The Marmot reviews have set out the actions needed to address health inequalities in the 

UK, focusing on early intervention on child health, better education, fairer employment, 

wages, taxes and benefits, and the national reprioritisation of health and well-being above 

economic performance.1, 93, 100 These reports make no mention of palliative and end-of-life 

care and from within the field of palliative and end-of-life care it can be challenging to see 

how to contribute to efforts to reduce inequalities in health.1, 93, 100 Yet, there is a compelling 

reason to act; everyone should have access to a good and dignified death, regardless of 

financial or other means. Where people are cared for, and the quality of that care is 
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important to patients and to families who live with the legacy of the care their loved ones 

receive. In an ageing population with growing demand for end-of-life care and widening 

structural inequality in society, there is an urgent need to make end-of-life care more 

equitable.  

 

In 2008, the World Health Organisation Commission on Social Determinants of Health, 

chaired by Sir Michael Marmot, set out ‘three principles of action’ to address the social 

determinants of health:  

1) Improve the conditions of daily life – the circumstances in which people are born, 

grow, live, work and age. 

2) Tackle the inequitable distribution of power, money, and resources – the structural 

drivers of those conditions of daily life – globally, nationally, and locally. 

3) Measure the problem, evaluate action, expand the knowledge base, develop a 

workforce that is trained in the social determinants of health, and raise public 

awareness about the social determinants of health.252 

 

In relation to the first principle, work is currently being led by Marie Curie and others in the 

charitable sector to improve ‘the conditions of daily life’ by increasing the state financial 

support available to people living with terminal illness.253, 274, 275 Alongside this policy work, a 

small body of academic work is developing that seeks to understand, highlight, and provide 

a platform to the voices and experiences of people living in poverty with terminal illness.246, 

276  
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In relation to the second principle, there is a growing demand for the palliative and end of 

life care community to become more overtly political in calling for a more equitable 

‘distribution of power, money and resources’ and to use research and surveillance data to 

highlight the consequences of the inequitable distribution of resources for people 

approaching the end of life.245, 271, 277  

 

Reflecting on the findings from this thesis in relation to the third principle of action, the 

following section outlines the practical implications for policy, research and practice 

emerging from this work.  

 

1. Monitor socioeconomic inequality in palliative and end-of-life care 

In the UK, the first study demonstrating an association between area-based deprivation and 

place of death was published more than 20 years ago.102 Yet, it is only recently that Public 

Health England have begun to track inequalities in place of death as part of the Palliative 

and End of Life Care Profiles ‘fingertips’ data.242 This development in monitoring inequalities 

has the potential to inform local decision making by creating a better awareness of trends in 

inequalities in palliative and end-of-life care service use. Understanding the needs of local 

planners and supporting their use of this data will be important for maximising the impact of 

this type of monitoring data.244 

 

Regular monitoring of inequalities should also not be limited to place of death and could 

feasibly include other indicators of the quality of care such as the rate of hospital admissions 
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or out-of-hours emergency department visits in the last 12 or 3 months of life. If the routine 

collection of patient centred outcome measures (PCOMs) in palliative and end of life care 

continues to expand, in the future outcome measures could also be used to monitor 

inequalities. Work is needed to agree which outcomes would be most useful to measure 

and how these data should be presented for example using relative and absolute measures 

of inequality and age and sex standardising data to facilitate comparisons over time and 

between areas. Evidence-based guidance is needed for how this monitoring data can be 

used to inform or evaluate the delivery of palliative and end-of-life care services at a local 

and national level.  

 

2. Evaluate palliative and end-of-life care interventions for unequal effects across social 

groups 

It is well established that health-related interventions have the potential for unequal benefit 

across groups.95, 106 Evidence from this thesis shows that socioeconomic position is an 

important predictor of service use towards the end of life and existing evidence on place of 

death suggests that inequalities in palliative and end-of-life care may have widened in 

recent years.37 Overall improvements in the increase in people dying at home or in hospice 

over the last 20 years have not be experienced equally across society, with people living in 

the least deprived areas benefitting most from these changes.37, 60, 103, 104 Mostly, we lack 

evidence on whether palliative and end-of-life care interventions benefit some groups in 

society more than others. Existing systematic reviews into the effectiveness and cost-

effectiveness of palliative and end-of-life care have not addressed the equity impacts of 

interventions.247, 278  
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One approach that could be useful for future studies of effectiveness is distributional cost-

effectiveness analysis (DCEA). This framework can be used to evaluate interventions in 

terms of how much they improve total population health and how far they reduce health 

inequalities.249, 279 This method extends conventional cost-effectiveness analysis which 

focuses exclusively on overall improvements to population health.249, 250 In palliative and 

end-of-life care, we should agree the best approach to evaluating the equity impact of 

interventions. Reviewing existing intervention studies for data on distributional effects and 

making recommendations for how intervention studies should collect and report data on 

effects across different social groups could be a useful starting point.  

 

3. Expand the knowledge base on social inequalities in end-of-life care 

There is a need to regularly monitor inequality trends relevant to palliative and end-of-life 

care, but we also need to move beyond observing the problem, towards understanding why 

socioeconomic inequality exists and how to address it. This thesis has demonstrated how 

advanced analysis techniques in structural equation modelling and mediation analysis can 

provide insight into the mechanisms through which socioeconomic position influences 

palliative and end-of-life care outcomes. We should continue to build on this evidence to 

develop a more detailed understanding of the causes of inequality towards the end of life. 

Strengthening links with researchers working in other fields including psychometrics, 

psychology and in the wider field of the social determinants of health and poverty research 

will help to support this work.  
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A next-step for work on inequalities in palliative and end-of-life care is the project that I will 

co-lead with Professor Katherine Sleeman, due to start in Autumn 2022, funded by Marie 

Curie (MC-21-816) using the Office for National Statistics Longitudinal Study (ONS LS) to 

investigate mediating pathways between level of area-based deprivation and death in 

hospital (versus home or hospice) including through health, housing, and social support. 

Importantly this work will incorporate a greater focus on ethnic inequalities, supported by 

the large sample of non-White decedents included in the ONS-LS. Several other 

opportunities for future work to strengthen the evidence base on inequalities in palliative 

and end-of-life care have been outlined in the discussion above. These include: 

• Exploiting recent advances in routine data linkage capabilities and in safe access to 

data in the UK that have transformed the potential to use mortality, hospital 

episodes, general practice, and other data such as prescribing data and Census data 

to investigate inequalities.192 This includes creating new opportunities for 

investigating ethnic inequalities through linking to ethnicity data from primary care 

records and to self-identified ethnicity data from the Census.  

• Further exploring the potential for existing longitudinal studies to be used for 

researching palliative and end-of-life care, including considering how these 

resources could be improved by linkage to routine data and by the inclusion of new 

items relevant to palliative and end-of-life care.  

• Work to evaluate the strengths of different measures of socioeconomic position for 

use in research on palliative and end-of-life care. For example, the English 

Longitudinal Study of Ageing (ELSA) could be used to compare the ‘gold standard’ 
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measure of wealth with area-based measures of deprivation and the measure of 

subjective social status, in terms of agreement and strength of association with 

relevant outcomes, to make recommendations for how smaller prospective studies 

in the field of palliative and end-of-life care should measure socioeconomic position.  

 

A recent critical review into evidence on the impact of low socioeconomic position on 

experiences towards the end of life has also highlighted a deficit of in-depth qualitative 

work and a need to amplify the voices of people with lived experience of poverty in research 

about palliative and end-of-life care.246 The palliative and end of life care research 

community should work with patient and public representatives and policy makers to 

identify priorities and opportunities for research into inequalities in palliative and end-of-life 

care. Importantly we need to work towards developing evidence-based interventions for 

reducing inequality towards the end of life. 

 

4. Develop a palliative care workforce that is trained in the social determinants of health 

There is growing interest in the role that healthcare professionals can have in addressing 

social determinants of health280, including through social prescribing, which now forms part 

of the NHS long term plan for England.254, 281 For healthcare professionals working with 

terminally ill patients, interventions might include supporting fast track access to benefit 

payments253, referral to social workers and sign posting local support services including 

through Compassionate Communities.282 The growing body of work on the social 

determinants of end-of-life care should help to raise awareness among healthcare 
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professionals about low socioeconomic position as a risk factor for worse care at the end of 

life but more targeted efforts are needed to support healthcare professionals to act.280 One 

proposal is to introduce a screening question such as the one used by healthcare teams in 

Toronto that asks: “do you ever have difficulty making ends meet”.254, 283 Screening could 

help to support all healthcare professionals to ask about social needs and support better 

communication with pateints.284 In the context of end-of-life care, work is needed to 

evaluate awareness of social determinants among healthcare professionals and their 

capacity to act, and to develop appropriate screening questions and design a practical 

evidence-based framework of actions and interventions. 

 

5. Raise public awareness about socioeconomic inequality in end-of-life care 

For inequalities in end-of-life care to become a priority for policy makers it must first 

become a public priority. Research from the UK suggests a disconnect between the evidence 

on the social determinants of health and public perceptions including a lack of awareness, 

an underestimation of differences, and a tendency to attribute causes to individual 

responsibility and behavioural differences rather than structural inequalities.285 The 

Departure Lounge, a recent project from the Academy for Medical Sciences is an example of 

a well-funded public engagement project that was successful in reaching a wide and diverse 

audience and generating interest and discussion about death and dying.286 Yet, there was 

very little, if any, focus in this project on inequalities in end-of-life care. Learning from 

ongoing work on how to communicate to the public about wider health inequalities287, 288, 

we need future public engagement activities that explain inequalities in end-of-life care in a 

way that is understandable and empowering. 
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CHAPTER 9: Conclusion 
 

This thesis presents consistent evidence that in high income countries, low socioeconomic 

position is a risk factor for death in hospital (versus home or hospice), for use of acute care 

in the last three months of life and for not accessing specialist palliative care in the last year 

of life. The mediation analysis of a representative sample of older people living in England, 

presents a new finding, that worse health and function partly explain why people with lower 

wealth have more hospital admissions in the last two years of life. This challenges 

behavioural explanations and highlights the importance of socioeconomically driven health 

differences in explaining different patterns of hospital use towards the end of life. None of 

the pathways tested mediated the relationship between low wealth and death in hospital, 

and so the mechanism through which asset ownership influences death in hospital remains 

unexplained. Education effected death in hospital and hospital admissions only indirectly via 

wealth demonstrating the temporal nature of different socioeconomic exposures and the 

importance of wealth as a measure of assets accumulated across the life course. For 

hospital inpatients seen by palliative care, the findings suggest that one way to reduce 

inequalities could be to target resources at addressing the practical and communication 

concerns of patients living in more deprived areas. The analysis found no association 

between area-based deprivation and the physical and emotional symptoms of patients. This 

could reflect no relationship or may be due to bias in the sample, measurement bias or 

unmeasured confounders. The analysis contributes to a small body of evidence investigating 

the social determinants of the symptoms and concerns of palliative patients and the 

contrasting results highlight a need for more investigation of this relationship.  
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Overall, the findings from this thesis should raise awareness about the socioeconomic 

determinants of end-of-life care, it also identifies several implications for policy, practice 

and research, including: the need to monitor inequalities and to use this data to inform 

policy and service delivery decisions, the need to begin to evaluate interventions for 

unequal effects across social groups, and the need for further awareness raising among the 

public and health care professionals about socioeconomic inequality in palliative and end-

of-life care. Methodologically, this thesis supports a life-course approach to understanding 

the socioeconomic determinants of inequality in palliative and end-of-life care and makes 

the case for recognising health as being on the causal pathway from socioeconomic position 

to service use towards the end-of-life, rather than being simply a confounder of this 

relationship. The work demonstrates the novel use of mediation analysis in this field and 

highlights the use of existing longitudinal data and the routine collection of patient centred 

outcome measures as underutilised resources for investigating inequalities in palliative and 

end-of-life care. 
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