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RESEARCH

The end of life experiences of people 
living with socio-economic deprivation 
in the developed world: an integrative review
Sarah P Bowers1*, Ming Chin2, Maire O’Riordan3 and Emma Carduff3 

Abstract 

Background: Those experiencing socioeconomic deprivation have poorer quality of health throughout their life 
course which can result in poorer quality of death – with decreased access to palliative care services, greater use of 
acute care, and reduced access to preferred place of care compared with patients from less deprived populations.

Aim: To summarise the current global evidence from developed countries on end-of-life experience for those living 
with socio-economic deprivation.

Design: Integrative review in accordance with PRISMA. A thorough search of major databases from 2010–2020, using 
clear definitions of end-of-life care and well-established proxy indicators of socio-economic deprivation. Empirical 
research describing experience of adult patients in the last year of life care were included.

Results: Forty studies were included from a total of 3508 after screening and selection. These were deemed to be of 
high quality; from a wide range of countries with varying healthcare systems; and encompassed all palliative care set-
tings for patients with malignant and non-malignant diagnoses. Three global themes were identified: 1) multi-dimen-
sional symptom burden, 2) preferences and planning and 3) health and social care interactions at the end of life.

Conclusions: Current models of healthcare services are not meeting the needs of those experiencing socioeco-
nomic deprivation at the end-of-life. Further work is needed to understand the disparity in care, particularly around 
ensuring patients voices are heard and can influence service development and delivery.

Keywords: Palliative Care, Terminal Care, Socioeconomic Factors, Social Class, Delivery of Health Care, Integrative 
review
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Introduction
On a global scale, it is now recognized that people expe-
riencing socioeconomic deprivation (SED) are spending 
more of their shorter lives in ill health and are carrying 
a higher burden of chronic disease, multimorbidity and 
symptom burden than more affluent neighbours [1–3]. 
Socioeconomic deprivation is an independent risk factor 

for higher mortality in both cancer and non-cancer pop-
ulations [4–6] and is associated with higher use and cost 
of healthcare in the last year of life [7, 8].

Given that people living with SED are carrying this 
inequitably high burden of poor health outcomes, equal 
access to palliative care would be expected when com-
pared with those in more affluent areas. However, it is 
now recognised that people with lower incomes have a 
potentially poorer experience at end-of-life (EOL) [6], 
with reduced referral and access to specialist palliative 
care services in and out of hours [9–11], are more likely 
to use ambulance and A&E and to be admitted to and die 
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in hospital [7, 12, 13], rather than at home or in a hospice 
[9, 10, 14–17]. People with lower wealth have recently 
been found to have had more hospital admissions in the 
last two years of life [18] and this is often a substitute for 
elective, community-based healthcare services [19]. Fam-
ilies living in poverty may need to compromise on food 
and heating and incur significant debts when someone 
dies [20] and report significantly less support and satis-
faction with care received at the EOL [6]. A qualitative 
evidence synthesis, undertaken in 2019, identified that 
access to preferred place of death was limited by human 
factors, such as social support, personal and cultural 
beliefs, poor communication, and environmental factors, 
such as suitability of the home environment, and avail-
ability of resources within health and care services [21]. 
An earlier review highlighted barriers such as accessibil-
ity, availability, affordability and acceptability [22].

As quantitative evidence describing the disparity in 
access and delivery of palliative care services between 
socioeconomic groups continues to grow, there is still 
little understanding of how people with SED experience 
living and dying with a life-limiting illness. This review 
feeds directly into ongoing empirical work to understand 
the experiences of home death for people at the EOL who 
are living with poverty [23] and complements a recently 
published paper by Rowley and colleagues [24] by pro-
viding a comprehensive and systematic description of 
the issues experienced at EOL. This manuscript provides 
further justification for Rowley et  al.’s call to action for 
researchers, policy-makers and clinicians working with 
people experiencing socioeconomic deprivation at EOL 
[24]. By understanding what inequalities and disparities 
persist, practitioners and policy makers can meaningfully 
address the issue at individual, institutional and societal 
levels and progress can be made to narrow the gap. The 
aim of this review is to describe current global evidence 
from high income countries on the experiences of people 
at the EOL who are living with SED.

Methods
Design
An integrative literature review approach was chosen 
to facilitate synthesising and concept building given the 
multiple evidence sources and methodologies. We con-
ducted our review according to the methods described 
by Whittemore and Knafl [25]. This study was registered 
on PROSPERO (CRD42019151906) [26] and reported in 
accordance with Preferred Reporting Items for System-
atic Reviews and Meta-Analyses (PRISMA) [27].

Definitions
We used the NICE definition for EOL which includes 
people who are likely to die within 12  months, with 

advanced, progressive, or incurable diseases or acute 
life-threatening conditions [28]. We also referred to 
Rietjens recent article to develop our search terms 
related to palliative care; these were developed from 
the World Health Organisation broad and accepted 
definition of palliative care – “Palliative care is an 
approach that improves the quality of life of patients 
and their families facing the problems associated with 
life-threatening illness, through the prevention and relief 
of suffering by means of early identification and impec-
cable assessment and treatment of pain and other prob-
lems, physical, psychosocial and spiritual” [29, 30]. The 
definitions available for socioeconomic status are less 
distinct. Clear definitions are rare (i.e. the United King-
dom Index of Multiple Deprivation), do not encompass 
the complex nature of SED and are particularly poor 
at capturing rural SED [31]. We therefore reviewed 
the evidence on proxy indicators of SED in addition to 
systematic reviews of the same topic to devise the evi-
dence-based list of search terms related to SED which 
are presented in Table  1 [7, 32, 33]. This review did 
not include papers from developing countries given 
their unique challenges to resources and the delivery of 
healthcare.

There have been multiple recently published reviews 
focussing on the interaction of socioeconomic ineq-
uities and place of death and access [13, 34–36]. Such 
studies have utilised different approaches in their defi-
nitions of the dynamic concept of access including the 
Levesque’s five domains [34] and the candidacy model 
[36]. The similarity in such concepts of access is the 
identification of patients both by self and profession-
als as needing a particular healthcare service, the ini-
tial contact and subsequent uptake of that service and 
to actually have a need for the services fulfilled.  With 
this in mind, our criteria (Table  2) excluded papers 
which solely focused on initial contact with or referral 

Table 1 Search Terms

*Allows for searching for multiple endings of the root word

Palliative care AND Socio-economic SED

•Palliative care
•Palliat*
•Terminal care
•Terminal* ill*
•Terminal diagnos*
•Dying
•Advanced illness*
•Life limit*
•EOL
•Last year of life
•EOLC
•Advanced cancer
•Advanced progressive illness

•Socioeconomic factor*
•Low income
•Social class*
•Social depriv*
•Working class*
•Social* disadvantage*
•Low education
•Uneducated
•Social inequal*
•Index of depriv*
•Socioeconomic status
•Poor
•Poverty
•Occupation
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to palliative care services, patient and professional 
perceptions of palliative care need and availability of 
resources.

Search strategy
Key search terms were agreed between SB and EC, with 
support from a librarian based at NHS Greater Glas-
gow & Clyde, and these were combined with standard 
Boolean operators (Table  1). The following databases 
were searched to capture the wide range of research 
and disciplines involved in SED at the EOL – Medline, 
Embase, CINAHL, ASSIA and PsychInfo. The most rel-
evant systematic review to describe palliative care in 
the context of SED was reported in 2010 [22] and thus 
we limited our search from January 2010 to March 2020. 
Inclusion and exclusion criteria were agreed to ensure we 
obtained relevant, original research (Table 2).

Study selection
Initial screening by title and abstract was conducted by 
SB and MC. Both authors screened the first 20 papers 
for inclusion to ensure consistency. Full texts were then 
reviewed according to the inclusion and exclusion crite-
ria. Where there was uncertainty, papers were read by EC 
and a decision was made as a team.

Quality appraisal
Given the breadth of research designs obtained by inte-
grative reviews, there is no gold standard for quality 
appraisal [25]. However, a research critique framework 
developed by Caldwell et  al. [38] was considered suit-
able to assess quality in both qualitative and quantita-
tive papers. Bloomer et  al. used the Caldwell criteria in 
a recent integrative review and shared the flowchart they 
had developed [39]. The methodological strengths and 
weaknesses of each included study were assessed inde-
pendently with SB and MC using the Caldwell 11 point 

criteria. Final scores were corroborated and differences 
discussed.

Data abstraction and synthesis
We followed the four steps as described by Whittemore 
and Knafl: 1) data reduction, 2) data display, 3) data com-
parison, 4) conclusion drawing [25]. The papers were 
reviewed and data extracted on: full reference, continent, 
language, how SED was defined, how EOL was defined, 
aim, objectives or research questions, design, setting 
for data collection, participants, diagnosis, sample size, 
tools, key findings, limitations as described, author con-
clusions, references to other relevant studies.

With the aim of the review in mind, SB and MC thor-
oughly read each of the included papers independently 
and extracted the relevant findings. These were then 
categorised into 15 broad themes which were assimi-
lated into an excel database. Using the constant com-
parison method outlined by Whittemore and Knafl [25], 
extracted data were compared item by item to allowing 
grouping and categorization allowing varied data from 
diverse methodology to be collated. The final 3 global 
themes, and 9 subthemes, were then created based on the 
above groupings of the findings with corroboration from 
all authors.

Findings
Included studies
In total, 2458 studies were found after removal of dupli-
cates as illustrated in Fig.  1. Initial screening of titles 
and abstracts resulted in 236 papers for full-text review. 
Ultimately, 40 studies were included in the analysis. A 
list of these papers is included in Table 3. In total, 38 out 
of 40 papers were of high quality with a score of 9/11 or 
higher, the remaining 2 papers scored 8/11. Given the 
experiences of people living in SED have not been well 

Table 2 Inclusion and Exclusion criteria

Inclusion criteria Exclusion criteria

Articles reporting the experiences of adult patients with a diagnosis of 
terminal illness who were approaching the EOL from the perspective of 
the patient or the unpaid/family caregiver

Articles reporting the experiences of those under the age of 18

Articles which described a population of participants who were socio-
economically deprived

Articles reporting the experiences of patients living with chronic illness but 
not thought to be at the EOL

Research was conducted in high income countries (as per World Bank List 
of economies [37])

Articles reporting the perceptions of health professionals I.e. health profes-
sional proxy accounts of experience

Articles were peer reviewed empirical research Articles which were focused on place of death or on access to palliative 
care for people at the EOL: initial contact with services, perceptions of 
services and availability of services

Published in English Systematic reviews, reports, commentaries, editorials, conference proceed-
ings, case reports, grey literature
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described in detail in the literature, we did not exclude on 
the basis of quality.

Most studies originated in North America (23/40); 
8 in Europe (one of these was UK based); 7 in Asia; 1 
Australia and 1 was cross-continent between USA and 
Europe. The studies were conducted in different health-
care settings including community, hospital and hospice. 
Some [9] were population studies. Most studies (28/40) 
recruited patients with cancer diagnoses; 11 did not spec-
ify a particular diagnosis and only one looked exclusively 
at patients with a non-malignant diagnosis – Chronic 
Obstructive Pulmonary Disease (COPD). Quantitative 
designs were most commonly used (34/40). There were 
3 qualitative studies and the remaining 3 using mixed 
methodologies. The total sample size of the included 
studies was 439,423 (range = 18 – 307,188).

The studies included used a variety of definitions to 
define SED. Twenty-two studies used only one marker in 
their analysis: education status (n = 7); household income 
(n = 4); insurance status (n = 3 from the USA); subgroups 
of employment (n = 2); specifically designed SED scores 
as the single marker of SED (n = 2) i.e. the Carstairs SED 
score and the Index of Relative Disadvantage; decedent 
postal code linked to nationally available data on poverty 
rates and estimated income (n = 2); patient self-reported 
financial strain (n = 1); structurally vulnerable (n = 1). 

The remaining 18 studies used multifactorial markers of 
SED.

The amalgamated findings of our research are pre-
sented below in 3 global themes (Fig. 2):

– Multidimensional Symptom Burden at the EOL: 
This encapsulates the broad physical, psychological, 
social and financial issues that patients experience in 
the last year of life under the subthemes of: physical 
symptoms, psychological symptoms and social and 
financial stress.

– Preferences and Planning at the EOL: This describes 
the patient-reported favoured modalities of care in 
the last year of life and activities taken to plan for 
such outcomes.

– Health and Social Care Interactions at the EOL: This 
shows how patients use different healthcare services 
and what their reported satisfaction is with such 
encounters.

Multidimensional symptom burden at the EOL

Physical symptoms There were 3 studies exploring 
physical symptom burden [42, 44, 69, 72].Lower income 
and education levels were generally associated with 

Fig. 1 Prisma flow diagram of search results
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higher physical symptom burden, with pain being widely 
reported [42, 69]. Poverty was also found to be associated 
with increased receipt of medication for pain, dyspnoea 
and emotional distress [72]. However, the association 
between higher physical symptom burden and SED was 
not sustained in one study [44] where no difference was 
found in symptom burden between insured and unin-
sured patients.

Psychological symptoms The evidence on the relation-
ship between SED and psychological wellbeing is con-
flicting and was described across 6 of the included stud-
ies [50, 56, 64, 67, 68, 74]. While one study found that 
financial difficulty was associated with lower functional, 
emotional and spiritual wellbeing [74] another found 
that unemployed patients with cancer had less anxiety 
and depression [67]. Similarly, Dhingra et al. found that 
patients living in impoverished neighbourhoods reported 
very low illness burden (defined as physical functioning, 
symptom distress, unmet needs and quality of life) [50]. 
One study showed that lower education was associated 
with higher hopelessness and depression rates [64] but 
education levels generally did not impact on levels of psy-
chological distress, anxiety or depression scores [67, 74].

There is no consistent evidence regarding coping abil-
ity. Tang et al. showed that higher education was associ-
ated with higher post-traumatic growth scores, showing 
positive personal development and adjustment to trauma 

[56]. However, Chochinov et  al. reported that patients 
with higher education were more likely to report feelings 
of having lost control, unfinished business, and poorer 
coping with activities of daily living [68].

Social and financial stress Only 2 studies described 
the social support available to patients, from govern-
ment agencies and more informal routes [60, 70]. Lewis 
et al. described limited family support, often a sole car-
egiver, and sometimes fragile relationships in  situations 
that could be compounded by violence and alcohol in 
their studied population in a lower socioeconomic area 
in Western Sydney, Australia. There was a heavy reliance 
on other sources of support, but welfare support and 
government housing agencies were described as difficult 
to navigate and community support (including informal 
support from neighbours and formalised primary care 
and community nursing support) was described as incon-
sistent, unpredictable and inadequate to meet patient 
need [60]. Once a connection was able to be established, 
patients who had previously engaged with government 
agencies prior to their illness described subsequent inter-
actions as a positive experience. However, for those who 
had no prior connection, the experience, particularly 
around negotiating benefits was challenging [60].

In one study, women with breast cancer in the US 
expressed a desire to maintain social connections, 
describing this as a key aspect of a meaningful life, 

Fig. 2 The multidimensional EOL experience: Global themes and subthemes
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alongside creative outlets and spirituality. For those living 
alone, in lower socioeconomic populations, neighbour-
hood networks were essential to sustain care and social 
needs [70].

Four studies in countries with both publicly funded 
and private healthcare systems described the impact of 
ill-health on finances when living with pre-existing pov-
erty [40, 70, 73, 75]. Financial distress was common prior 
to diagnosis but worsened after due to medical costs and 
inability to work. Patients who had low income or who 
were in financial poverty allocated a larger proportion of 
family income to health expenses and were more likely to 
report catastrophic health expenditure and higher health 
costs at the EOL [73, 75].

Similarly, a qualitative study of low-income patients 
with breast cancer in America found that most patients 
had difficulty meeting basic needs, inadequate financial 
resources, and were unable to work, resulting in them 
feeling burdensome and useless [70].

Drug reimbursement due to terminal illness (DRTI) is a 
scheme available in Denmark for patients with incurable 
disease and a short life expectancy allowing for prescrip-
tion medicines to be obtained free of charge. However, 
the authors noted that patients with lower income were 
less likely to use the DRTI scheme [40].

Preferences and planning at the EOL

Preferences Preferences for EOL care were described in 
5 studies [49, 54, 61, 76, 78]. Overall, patients with higher 
education level were more likely to choose supportive 
care. Tang et al. reported that patients with higher edu-
cation level were more likely to accurately know their 
prognosis, which was in turn associated with greater 
odds of preferring comfort-orientated and hospice-based 
care at the EOL [61]. Carlucci et  al. provided patients 
with advanced COPD theoretical scenarios and found 
those with a higher education level were more likely not 
to choose EOL sustaining treatments such as intubation 
and non-invasive ventilation. Of note, the study also sug-
gested that all participants’ understanding of choices 
were suboptimal, with over 40% of participants being 
unable to correctly define the comfort/supportive option 
[49]. Saeed et al. found that education did not affect par-
ticipants’ preference to receive comfort/supportive care 
[76], however the sample consisted of mainly highly edu-
cated participants.

Future care planning Future care planning, including 
designation of power of attorney, EOL discussions, and 
completion of written instructions for care at EOL, was 
described in 3 studies [52, 69, 76]. Khosla et al. found that 
although higher household income increased the odds of 

having a legally designated power of attorney for health-
care, this did not impact on EOL discussions or written 
instructions. They also showed that education level did 
not impact advanced care planning behaviour [52]. Carr 
et al. found that having assets significantly increased the 
likelihood of participants having a living will or legal 
power of attorney but did not impact on informal EOL 
discussions [69]. In contrast, another study looking at a 
sample of lower income patients found that education 
level and financial strain did not affect completion of 
advanced care directives [76].

Health and social care interactions at EOL

Service use Nine studies described what and how pallia-
tive care services were used [40–42, 46, 51, 55, 58, 63, 71]. 
The evidence shows that even when patients had equal 
access to palliative care services, differences in the uptake 
of these persisted across different indicators of socioeco-
nomic status. For example, those with higher income or 
living in a neighbourhood with a higher socioeconomic 
status, were significantly more likely to have inpatient 
hospice admissions [51].

The literature points to a distinction between which ser-
vices are desired or used by patients based on their soci-
oeconomic status. Ankuda et  al. showed that patients 
with financial strain described the connection to social 
services offered by an at home palliative care service 
including transportation, help with navigating insur-
ance policies or benefits and food stamps as what mat-
tered most due to self-perceived poverty, disability and 
high medication cost [41]. Another reason for reliance 
on practical or social support may be explained by the 
availability of informal caregivers. For example, Bijns-
dorp et  al. described a positive correlation between 
educational attainment and availability of partner care-
networks, defined as care provided primarily by a partner 
in the last year of life, particularly for patients younger 
than 77.9  years [71]. Similarly, a home-based palliative 
care service in Canada found a difference in unpaid car-
egiving hours provided for those with the highest socio-
economic status and the lowest socioeconomic status of 
6.18 h and 2.66 h, respectively [46].

When those experiencing SED have accessed special-
ist palliative care services, there is some evidence that 
they use them more thereafter. The literature shows 
that this is the case for both routine and non-routine 
care and across the different services offered by pal-
liative care. For example, patients with either limited 
insurance (Medicaid) or no health insurance had more 
follow up appointments with a hospital palliative care 
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service [42]. This finding persisted for universal, pub-
licly funded health insurance systems. Two Cana-
dian home-based palliative care services showed that 
patients with higher levels of SED and lower levels of 
educational attainment had increased propensity and 
intensity of support worker and nurse visits [46, 63]. 
The type of support from General Practitioners may 
also show some slight variation for patients in the last 
year of life. For example, patients with cancer in the last 
year of life were more likely to have GP face-to-face vis-
its if they had a lower income [55].

Treatment intensity Treatment intensity at EOL was 
described in 8 studies [43, 45, 47, 48, 51, 57, 59, 65]. In 
most of the studies included, patients with lower income, 
lower education levels, or no insurance, were generally 
more likely to receive intensive treatment at the EOL 
[43, 45, 57, 59]. Such treatments included chemotherapy, 
attendance at emergency departments or > 14 days hospi-
talisation prior to death, intensive care admission, use of 
mechanical ventilation and cardiopulmonary resuscita-
tion. Lower income and lower education level also led to 
increased rate of transfer from home or nursing home to 
secondary care in the last months of life [48]. Having an 
inpatient hospice admission during the last 6 months of 
life reduced hospital admissions by almost half. However, 
patients with lower income and lower education were 
less likely to utilise hospice [51].

A few studies were contradictory. A Taiwanese study 
showed that whilst low income was associated with 
increased likelihood of hospital admission beyond 
14  days and death in an acute hospital, higher income 
patients were more likely to attend the emergency 
department and be admitted to intensive care units 
[45]. One study of cancer patients showed that those 
with higher education levels were more likely to receive 
diagnostic and therapeutic procedures at the EOL [47]. 
Bergman et al. described an analysis of a dedicated pro-
gramme for men with low income and prostate cancer, 
and found rates of chemotherapy use, emergency and 
intensive care admissions and inpatient stays for those in 
the programme were comparable to the general popula-
tion [65].

Patient satisfaction There is limited and conflicting 
evidence relating socioeconomic status to patient satis-
faction with palliative care services as described in six of 
the included studies [41, 53, 62, 66, 70, 77]. Lower levels 
of education were linked in one study to higher satisfac-
tion with care [62] whilst another showed no association 
with ratings on quality of death and dying for patients or 
family [79]. Patients with financial strain rated a home 

palliative care programme the highest of all socioeco-
nomic groups [41].

The available qualitative research pointed to concerns 
from patients experiencing SED around the use of pal-
liative care services. For example, patients described 
that having reduced financial means and lack of private 
insurance meant they did not receive the same high qual-
ity care [79]. Patients living in poverty felt a negative bias 
and stigmatization from healthcare professionals towards 
them due to their lower socioeconomic class and this 
impacted on perception of the care received [79]. One 
general practitioner out-of-hours service in a deprived 
area in Scotland was found to be stressful and cumber-
some to use with patients describing bad experiences or 
feeling their care needs were too complex for this service 
[66]. A Canadian study of those who were homeless, or at 
risk of such, described that patients often had their care 
needs unidentified and unmet. However, when patients 
were linked to palliative care services, they reported feel-
ing listened to and reported that services were extremely 
accommodating and attentive to their needs [77].

Discussion
We reviewed, integrated and summarised evidence on 
the EOL experiences of people living with SED in high 
income countries. Forty heterogenous studies were 
identified from a wide range of countries with varying 
healthcare systems and encompassed both malignant 
and non-malignant diseases. Three global themes were 
identified relating to the multi-dimensional EOL experi-
ence, preferences and planning and service uptake and 
utilization. The following key findings were identified—
those living with SED have: increased symptom burden; 
difficulty navigating complex healthcare systems at the 
EOL and increased intensity of use of these once a link is 
established; a preference for, and are more likely to have, 
intensive treatment at the EOL; limited formal and infor-
mal social support; a greater propensity to experience 
financial distress; and, less participation in advanced care 
planning.

Previous research has shown that people experienc-
ing SED use palliative care services differently and that 
current universally available models often fail to meet 
patients’ needs [7, 9–12, 14–18, 40]. Navigating and 
negotiating multiple and complex systems in order to 
access essential support may be overwhelming. For 
example, social service support with transport, navigat-
ing insurance, benefits and food stamps mattered most 
in Ankuda et al. [51], particularly when compounded by 
unpredictable community support [60, 70] and a lack of 
unpaid family caregiving [46, 71]. Our work lends fur-
ther argument to the call for proportionate universalism, 
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where marginalised groups need systems to be designed 
to incorporate their needs, rather than needing them to 
adapt to a universal healthcare system, and for time and 
resources to be proportionate to the level of disadvantage 
[80, 81].

Dying can be expensive, for both patients and the 
people caring for them. In addition to existing financial 
constraint, further loss of income, changes to benefits 
and treatment-related costs can be catastrophic [70, 75, 
82]. Interestingly, even when a drug reimbursement sys-
tem was available in Denmark, patients from poorer 
backgrounds were less likely to claim it [40]. This sup-
ports what we already know – that financial benefits do 
not always reach those who need them most. In the UK 
alone, up to £6.2billion of income-related benefits went 
unclaimed in 2018–2019 [83]. Ultimately, patients and 
families may not get access to the financial support they 
need to mitigate the costs associated with EOL, includ-
ing fees for diagnostic interventions, hospice or home 
care and reduced household income as relatives become 
unemployed unpaid caregivers. This financial distress can 
leave patients and caregivers feeling devalued, and finan-
cially burdensome [70]. Our findings highlight that in 
order to tackle the systemic issues of social justice which 
impact on EOL experience, we must adopt multidiscipli-
nary and multi-agency approaches to support families to 
navigate health and social care and benefits systems. Our 
review suggests that people experiencing SED valued the 
non-medical support from palliative care services most, 
particularly around use of social and supportive services 
and were less likely to have informal caregivers [46, 60].

Our findings showed that people living in SED 
absorbed palliative care services when they could gain 
access to them, with demonstrable higher intensity of 
use, particularly with regards to outpatient and com-
munity-based services [13, 42, 46, 63]. Additionally, our 
review suggests that patients also have a greater physical 
symptom burden [42, 69, 84], thus making the greater 
use of palliative care services unsurprising. However, an 
alternative explanation could be that services and exist-
ing resources are failing to meet the complex needs 
of people experiencing SED, thus leading to repeated 
consultations. Barriers to quality care identified in this 
review have been multifactorial, complex, and difficult 
to address on a single level. Without significant changes 
to the way we deliver healthcare, the complexity of these 
barriers will only serve to widen the quality-of-care gap 
between deprived and affluent populations yet again, 
proving the inverse care law true.

Our review demonstrated that people living with 
SED had both a preference for, and tendency to receive 
intensive treatments at the EOL [43, 45, 47, 48, 51, 57, 
59, 65] and recent research from Scotland added weight 

to these findings, with Mason et  al. demonstrating that 
for those in the last year of life, living in SED used more 
unscheduled care (unplanned use of healthcare services) 
[11]. People living with SED may have more interaction 
with health and social care professionals and thus poten-
tially more opportunity to engage with future care plan-
ning, yet this is not translating to the actual experience 
at the EOL. Whilst Davies et al. have demonstrated that 
part of the increased uptake of hospital-based services 
may be due to poorer health and function for those liv-
ing in SED [18], until we start asking people about their 
EOL care experiences and preferences at the right time, 
in the right way, with consideration given to their limited 
opportunities to make choices throughout the life course, 
we will fail to understand the potentially complex nature 
of future planning for this group.

Strengths & limitations
This review summarises a thorough analysis of the litera-
ture from the developed world about the experience of 
those dying in SED. We include high quality studies from 
a variety of settings, healthcare systems and countries 
thus allowing our work to be transferable and applicable 
across high income countries. Excluding papers prior to 
2010 and addressing well-explored issues of access and 
preferred place of death has allowed us to focus on the 
patient voice and experience. In doing so, we acknowl-
edge that this has narrowed the scope of our manuscript 
but together with the recent reviews on access to pallia-
tive care and studies about place of death, there is now 
a comprehensive and contemporary body of research on 
how people die and the experiences they have.

Although we included a wide variety of different health-
care settings and systems in various countries, this also 
meant that there were a wide variety of cultural and soci-
etal differences which may limit the generalisability across 
settings. Indeed the majority of studies (45%, n = 18) orig-
inated in the United States, which is a similar geographi-
cal bias reflected in a previous literature review on access 
to palliative care services for socioeconomically deprived 
groups by Lewis et al., 2011 (49%, n = 33) [22]. Similar to 
that group, we acknowledge that the intersection of race 
with SED and impact of insurance-based health services 
could have had an impact on our findings. It is significant 
to note that the magnitude of US research remains per-
sistent ten years later and perhaps reflects differences in 
availability of funding for palliative care research globally. 
Whilst we had intended to draw out the patient voice, 
only 3 studies using a qualitative design and a further 3 
studies using mixed quantitative and qualitative research 
methods. As our findings show, the evidence was het-
erogenous and often contradictory, which can be chal-
lenging to analyse and synthesise. The lack of a standard 
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definition for SED may have contributed to the heterog-
enous evidence and led researchers of the included papers 
seeking measures that could be easily obtained.

Implications for policy, practice and research
The voices of people experiencing SED at the EOL are 
underrepresented. The COVID-19 pandemic has dispro-
portionately affected people living with poverty [85, 86], 
forced more families into poverty and has highlighted the 
fragility of health systems across the globe. Health ine-
qualities are now a stark focus for policymakers globally 
[87]. Inclusive and participatory research, which enables 
patients and families to feed directly into this policy mak-
ing and service design is a priority. We need to actively 
and broadly engage with policies beyond those of pallia-
tive care services at the end of life, to consider the com-
plex needs of this group in societies and systems.

Our review highlighted a dearth of research on spir-
ituality at the EOL for people living with poverty. Further 
exploration into this important but neglected area is recom-
mended. We also need to understand why people are more 
likely to experience pain and receive intensive treatment at 
EOL. In general, patients with lower income were less likely 
to complete advanced care planning. Further exploration 
into the link between these two things is important but it 
is vital that health and social care professionals understand 
attitudes, experiences and preferences for future care dis-
cussions. Further research/implementation science to test 
specific initiatives in practice is required to better support 
people living with socio-economic deprivation.

The generalisability of SED research would be improved 
if standard markers could be agreed upon, at least in simi-
lar healthcare systems. Whilst this is not a critique of any 
particular SED marker, it may be that using a combination 
of SED markers, or a specifically designed SED score such 
as the Carstairs SED score would be more appropriate [88]. 
This echoes the work of social epidemiologists who advo-
cate that valid measurements of socioeconomic status are 
required and propose the use of multidimensional, com-
posite models which allow for capturing more context [89].

Conclusion
As a consequence of the COVID-19 pandemic, it is esti-
mated that somewhere between 88 and 115 million people 
worldwide will be forced into extreme poverty, and issues 
of inequity have been exacerbated [37]. In the UK, this is 
happening on the background of a decade of stalling life 
expectancy, austerity and rising health inequalities between 
socioeconomic groups and regions [3]. Our comprehensive 
review shows that SED needs to be a key facilitator in iden-
tifying those who are likely to have a greater health burden 
and thus requiring specialist care at the end of life. Ulti-
mately, future palliative care services cannot adopt a ‘one 

size fits all’ approach, shaped by our majority populations, 
rather they should be adaptable and flexible to provide dif-
ferent levels of support based on individualised need. Mul-
tidisciplinary and multi-agency approaches are needed to 
navigate healthcare and benefits systems and tackle the 
systemic issues associated with socioeconomic deprivation, 
which impact on EOL experience.
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