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Summary
Background The Lancet Commission on global access to palliative care and pain relief introduced the concept of 
serious health-related suffering (SHS) to measure the worldwide dearth of palliative care. This Article provides an 
extended analysis of SHS from 1990 to 2021 and the corresponding global palliative care need.

Methods This Article is the first to apply the SHS 2·0 method published in 2024, incorporating prevalence data from 
the Global Burden of Diseases, Injuries, and Risk Factors Study to improve non-decedent estimates that account for 
country-level epidemiological variation; adjusting for non-decedent double counting of HIV/AIDS, cancer, 
cerebrovascular disease, and dementia; improving the non-decedent estimates for cancer using survivorship data 
from the Global Cancer Observatory and for HIV/AIDS incorporating access to antiretroviral therapy; differentiating 
by sex; considering more specific age groups allowing for better estimates, especially in children; and adding 
endocrine, metabolic, blood, and immune disorders to the health conditions causing SHS. We describe SHS trends 
globally and within country income groups, differentiating among decedents and non-decedents, by health conditions, 
sex, and across child and adult age groups.

Findings The SHS global burden increased by 74% between 1990 and 2021 to almost 73·5 million individuals, with 
population growth accounting for only half of that increase. Low-income and middle-income countries (LMICs) 
accounted for 80% of SHS, with an increase of 83% from 1990 to 2021 compared with a 46% increase in high-income 
countries (HICs). Between 1990 and 2021, the decedent burden increased by 35%, whereas SHS in non-decedents 
more than doubled, accounting for 63% of SHS by 2021. The proportion of SHS from communicable diseases 
declined, especially in LMICs; however, the absolute number stayed relatively stable and even increased from 2019 
to 2021 with the start of the COVID-19 pandemic. SHS from non-communicable diseases drastically increased, led by 
cancer (excluding leukaemia), cardiovascular diseases, and dementia in HICs. HIV/AIDS continued to be a major 
contributor, accounting for a substantial share of SHS in sub-Saharan Africa. The share of SHS in children decreased 
from 25% of SHS in 1990 to 14% in 2021 and accounted for 33% of SHS in low-income countries, compared with 
2% in HICs. In 2021, SHS in low-income countries was concentrated in female individuals aged 20–49 years (affecting 
59% of this population); in HICs, SHS was concentrated in female individuals aged 70 years and older (affecting 
54% of this population and probably related to dementia).

Interpretation SHS and the associated need for palliative care is a major and persistent but not insurmountable 
challenge for health systems worldwide. Our findings highlight the urgency to both reduce the avoidable SHS burden 
through prevention and treatment, and guarantee comprehensive, universal access to palliative care as an equity and 
health system imperative, especially in LMICs.
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Introduction
Lack of access to palliative care is an opprobrium of 
global health; it continues to be one of the most neglected 
and inequitable facets of health systems, despite stark 
evidence of enormous, preventable global suffering and 
disparity.1–3 Indeed, increasing access to palliative care, 
a core component of universal health coverage, is 

essential to achieving Sustainable Development Goal 
(SDG) 3.8 and continues to be a challenge for health 
systems of countries throughout the world and at all 
income levels.4,5

In 2017, The Lancet Commission1 on global access to 
palliative care and pain relief developed a measure of the 
need for palliative care—serious health-related 
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suffering (SHS)—defined as health-related suffering that 
becomes serious when it cannot be relieved without 
professional intervention and when it compromises 
physical, social, spiritual, or emotional functioning.6,7 
The Commission showed that, each year, tens of millions 
of people live and die with unrelieved SHS. Yet, more 
than 80% of individuals with SHS reside in low-income 
and middle-income countries (LMICs) with little or no 
access to the palliative care that could reduce their 
suffering burden.1 Incorporating the SHS data, 
researchers projected a near doubling of SHS by 2060, 
concentrated in LMICs and with the largest rise in low-
income countries (LICs), where health systems are least 
prepared.8 The Commission produced a blueprint for 
national and global health systems to develop palliative 
care policies aligned with the 2014 World Health 
Assembly resolution that declared palliative care as an 
essential component of comprehensive health coverage.3,9 
SHS was also incorporated in the reporting of the 
International Narcotics Control Board and WHO.3,5,10

This Article advances the Commission’s research 
agenda by strengthening the measurement of SHS as 
a necessary input to accurately monitor palliative care need 
and evaluate health system performance.1,6,11–19 Using data 
from the Global Burden of Diseases, Injuries, and Risk 
Factors Study (GBD), we present SHS 
version 2.0—a strengthened method that includes 

information on prevalence, reduces double counting 
across a subset of diseases, and revises non-decedent 
estimates for several conditions.6 Decedents are individuals 
who died during the year the estimate was calculated; non-
decedents are individuals who did not die within that year. 
We extend the data from the Commission’s 2015 point-in-
time estimate and develop and present a 30-year time 
series spanning from 1990 to 2021. Further, we differentiate 
SHS by sex and more specific age groups and improve the 
rigour and specificity of the estimates of childhood SHS.

First, we provide a summary of updates to GBD data 
and methods that are anchored and described in detail in 
a background methods publication.6,20 Second, we 
describe the trends from 1990 to 2021 in the need for 
palliative care at the global level, by country-income 
group and by major geographical region, measured as 
the number of people with SHS and differentiating 
between decedents and non-decedents. Third, we delve 
into the differences by sex and age groups, with a focus 
on trends in child SHS. Finally, we share policy 
recommendations, limitations of the analysis, and 
directions for future research.

Methods
Improvements to estimation strategy
The SHS 2.0 method incorporates multiple 
improvements to the strategy that generated the original 
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Research in context

Evidence before this study 
The Lancet Commission on global access to palliative care and 
pain relief introduced the concept of serious health-related 
suffering (SHS)—a novel measure for measuring palliative care 
need. Using WHO Global Health Estimate data, the Commission 
reported that over 60 million people had SHS in 2015. The 
global SHS burden included 25·5 million decedents (45% of all 
annual deaths) and 35·5 million non-decedents; HIV and cancer 
accounted for over half of the total cases of SHS. The method 
developed by the Lancet Commission to measure SHS burden 
has been applied in subsequent studies. For example, in a 2019 
projections paper, Sleeman and colleagues estimated that the 
number of people who die with SHS (decedents) will increase 
from 26 million in 2016 to 48 million in 2060.8

Added value of this study 
This paper provides extended estimates of the evolution of the 
global SHS burden, extending the previous 2015 point-in-time 
estimate to a 30-year time series spanning from 1990 to 2021 
using the 2021 Global Burden of Diseases, Injuries, and Risk 
Factors Study data, and incorporating methodological 
refinements. The extended SHS estimates show that economic 
development and reduced poverty do not lead to a reduction in 
SHS and hence, in palliative care requirements. Rather, the 
results show that SHS increases over time and that low-income  
countries are facing SHS from communicable diseases as well as 

all other causes. The data show changes in the population 
groups with SHS in need of palliative care and how patients in 
low-income and middle-income countries are at risk of not 
receiving palliative care and having unresolved SHS. Further, 
our data show the evolution up to 2021 in the health 
conditions associated with SHS and provide insight into both 
the populations requiring palliative care and the types of 
palliative care that they require. 

Implications of all the available evidence 
The evidence in this paper highlights the urgency of expanding 
palliative care access across the lifespan for all patients with 
SHS. Not doing so risks thwarting efforts to achieve universal 
health care and advance sustainable development goal 3. 
Trends to date suggest that the SHS burden from non-
communicable diseases will increase across countries at all 
income levels, shift for all age groups from dying patients 
(decedents) towards patients with longer survival prognoses 
(non-decedents), and increase in older adults and decrease in 
children. Policy must follow suit if this shift occurs, and the 
scope of palliative care should be intensified and diversified 
accordingly. Palliative care must respond, but not be limited to, 
increased survivorship needs for cancer and HIV/AIDS, and 
simultaneously meet increased demand for various long-term 
health conditions such as dementia and other degenerative 
CNS diseases. 
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estimates published in The Lancet Commission on 
global access to palliative care and pain relief.6 SHS 2.0 
estimates are anchored in the GBD database 2021,20 
which provides country-specific disease mortality, 
incidence, and prevalence data, enabling a more robust 
and granular SHS calculation back to 1990, including 
for smaller age groups and by sex. We present data 
for 1990, 2000, 2010, and 2021, and provide some insight 
into the changes between the short period of 2019 (pre 
COVID-19 pandemic) and 2020 and 2021 (COVID-19 
pandemic).

For both adults and children, each GBD subcondition 
has a corresponding multiplier for decedents and non-
decedents, representing the proportion of individuals 
requiring palliative care. For decedents, the multipliers 
are applied to all deaths, whereas non-decedent 
categories are calculated by applying the palliative care 
multiplier directly to the GBD prevalence data. This 
method constitutes a major improvement over the 
previous estimation, for which, due to a lack of 
prevalence data, SHS was calculated by applying 
a survivor-to-death ratio to the mortality data. The 
children’s expert group developed child-specific 
multipliers for each condition to calculate the 
proportion of children aged 0–19 years needing 
palliative care.

Informed by recommendations from the Commission 
report1 and paediatric palliative care experts, we did 
a separate estimation strategy for children. This strategy 
used data from a literature review specific to palliative 
care needs for children, as well as expert panels of 
paediatric palliative care professionals from various 
world regions convened in 2021.6 The age 15–19 years 
group was incorporated into the category of children, 
aligning more closely with accepted medical and 
socioeconomic definitions of childhood, adolescence, 
and youth used by UNICEF.21 The panel added 
endocrine, metabolic, blood, and immune disorders as 
a condition for paediatric decedents and non-decedents, 
and leukaemia, chronic liver diseases, chronic kidney 
diseases, and preterm birth and birth trauma disorders 
for non-decedents.

We introduced endocrine, metabolic, blood, and 
immune disorders for adults, thus improving estimation 
of diabetes-related SHS and bringing the condition set 
to 21 (from 20 in the Commission). SHS for non-
decedents was added for leukaemia, sickle cell disorders, 
liver disease, and kidney failure, and we strengthened 
the estimates of non-decedent SHS for HIV/AIDS, 
multidrug-resistant and extensively drug-resistant 
tuberculosis, and cerebrovascular diseases. For HIV/
AIDS, we grounded the multiplier on access to 
antiretroviral therapy, which changed substantially over 
the study period.22 For cancer (excluding leukaemia), we 
refined non-decedent estimation by applying 5-year 
survival data from the International Agency for Research 
on Cancer Global Cancer Observatory.23 We also reduced 

the risk of non-decedent double-counting due to 
comorbidities and the overlap between cancers, 
dementia, and cerebrovascular diseases, and HIV/AIDS 
and Kaposi sarcoma.

Additional procedures
Following the GBD, we divided SHS conditions into: 
communicable, neonatal, and nutritional diseases 
(eg, haemorrhagic fevers, tuberculosis, HIV/AIDS, low 
birthweight and prematurity, birth trauma, 
malnutrition, and infectious diseases of the CNS); non-
communicable diseases including cancer, leukaemia 
(differentiated from other cancers), dementia, 
degenerative diseases of the CNS (eg, Parkinson’s 
disease and multiple sclerosis), cerebrovascular 
diseases, chronic rheumatic heart diseases, 
cardiomyopathy and heart failure, chronic ischaemic 
heart diseases, lung diseases, diseases of the liver, renal 
failure, congenital malformations, atherosclerosis, 
musculoskeletal disorders, endocrine disorders, 
metabolic disorders, blood disorders, and immune 
disorders; and injuries (eg, acute trauma and sequelae 
such as paralysis). In our analysis, atherosclerosis, 
ischaemic heart diseases, and non-ischaemic heart 
diseases are grouped into cardiovascular diseases, and 
degenerative CNS diseases and dementia into 
dementia and other degenerative CNS diseases. 
Following the Commission, we analysed solid cancers 
and leukaemias separately, because palliative care 
needs differ.

We calculated 95% uncertainty intervals (UIs) around 
the number of people with SHS using the upper bound 
and lower bound values provided by GBD 202120 at the 
country level, by sex, and by age group based on 
1000 repeated draws, assuming a normal distribution. 
For consistency with the approach generally used by 
GBD, we ran all calculations at the draw level and over 
1000 draws, and we took the mean, 2·5th percentile, and 
95·7th percentile for the point estimate and UI. The 
uncertainty in this study therefore reflects the 
uncertainty in the underlying GBD estimates.

Country income group classification
To compare country income groups over time, we 
anchored and reclassified countries using 2021 World 
Bank categories, because many countries have changed 
income group since 1990 (eg, China was low-income 
in 1990, lower-middle-income in 2000, and has been 
upper-middle-income since 2010; hence in the 
reclassified data, China is upper-middle-income 
throughout). This reclassification facilitates comparison 
of country income groups over time, but masks changes 
within groups and for specific countries. Hence, we 
show both the original and reclassified results for 1990, 
present some non-reclassified data, and include SHS 
data by geographical region and separately for India and 
China.
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Role of the funding source
The funders of the study had no role in study design, 
data collection, data analysis, data interpretation, or 
writing of the report.

Results
The global burden of SHS increased 74% between 1990 
and 2021. Over 42·2 million people had SHS in 1990, 
56·4 million in 2000, over 64·3 million in 2010, almost 
71·6 million in 2019, 72·4 million in 2020, and 
73·5 million in 2021 (figure 1). The growth rate of SHS 
was higher between 2020 and 2021 than 2019 and 2020 
or in the preceding decade (table, appendix p 4). 
Population growth accounts for about half of the overall 
increase.

LMICs account for about 80% of the SHS burden 
in 2021, and, from 1990 to 2021, SHS increased by 
83% in LMICs versus 46% in high-income countries 
(HICs), using the reclassified data. In 1990, a larger 
proportion of countries were low-income and accounted 
for over 55% of total SHS, compared with about 
10% in 2021. Between 1990 and 2021, the decedent 
burden increased by 35%, and the non-decedent burden 
more than doubled, accounting for 63% of the global 
SHS burden. In HICs, non-decedents accounted for 
about 60% of SHS throughout the period, whereas in 
each group of LMICs there was an increasing amount of 
non-decedent SHS, reaching over 75% of total SHS in 
LICs in 2021.

SHS is particularly high in sub-Saharan Africa, 
which accounted for a higher share of global SHS 
(26% in 2021) than of the world population (15%), 
primarily due to HIV/AIDS, and 83% of the SHS is 
non-decedent. North America, Europe, and central 
Asia are the only other regions that accounted for 
a higher proportion of SHS than of the world 
population, but the difference was small. Between 1990 
and 2021, SHS per capita increased in Latin America 
and the Caribbean, east Asia and the Pacific (including 
China), Europe, and central Asia, and declined in south 
Asia (India remained constant) and the Middle East 
and north Africa (figure 2; appendix p 6).

Globally, in order of magnitude, cancer (excluding 
leukaemia); cerebrovascular disease; HIV/AIDS; 
endocrine, metabolic, blood, and immune disorders; and 
injuries accounted for about 60% of the global SHS 
burden in 1990 (figure 1). In 2021, in order of magnitude, 
cancer (excluding leukaemia); HIV/AIDS; cerebrovascular 
disease; dementia and other degenerative CNS diseases; 
and endocrine, metabolic, blood, and immune disorders 
accounted for 74% of the global SHS burden. HIV/AIDS 
was the lead cause of SHS worldwide in 2000 (24%) 
and 2010 (21%), but cancer (excluding leukaemia) led 
in 1990 (20%), 2019 (23%), 2020 (23%), and 2021 (23%). 
The absolute SHS burden associated with tuberculosis, 
congenital malformations, inflammatory disease of the 
CNS, and malnutrition declined from 1990 to 2021, 

whereas SHS due to renal failure, disease of the liver, and 
lung diseases increased.

In LMICs, the proportion of SHS due to communicable, 
neonatal, and nutritional diseases increased from 1990 
to 2000 for decedents and non-decedents, primarily 
reflecting the increase in HIV/AIDS (figure 3, appendix 
p 7). The proportion plateaued or declined by 2019 and 
rose again after the start of the COVID-19 pandemic for 
non-decedents. The proportion of SHS attributable to 
non-communicable diseases (NCDs) increased from 
2000 onwards for decedents and non-decedents and for 
all country income groups. Injuries accounted for 
3–17% of SHS and were relatively stable across all income 
groups and all years, for both decedents and non-
decedents. For all income groups and throughout the 
study period, the proportions of NCDs were higher in 
decedents than in non-decedents, except in LICs in 1990. 
In LICs, the proportion of non-decedent SHS associated 
with NCDs was rising, but still below communicable 
diseases. For decedents, NCDs accounted for over two-
thirds of SHS in 2019, 2020, and 2021 for all income 
groups except LICs (figure 3, appendix p 7).

The distribution of SHS across health conditions 
varied over time, by country income group, and across 
decedents and non-decedents (appendix pp 8–9). The 
concentration of SHS in LICs in 1990 versus 2021 is 
evident when using the non-reclassified data; the 
changing distribution of conditions is clearer from the 
reclassified data. HIV/AIDS represents a large share of 
SHS in LMICs (LICs: 35% in 1990, 50% in 2000, and 
42% in 2021; middle-income countries: about 20% 
throughout with a large increase in lower-middle-income 
countries). Cancer (excluding leukaemia) accounted for 
the largest share of SHS in upper-middle-income 
countries (27%) and HICs (44%) in 2021. Cancer was 
a growing cause of SHS for all country income groups, 
doubling from 8·5 million people in 1990 to 16·6 million 
in 2021 and increasing from 51% to 61% in LMICs over 
the study period. Dementia and other degenerative CNS 
diseases also accounted for a large and increasing share 
of the SHS burden, increasing from 3·2 million people 
in 1990 to 8·8 million in 2021, concentrated in upper-
middle-income countries and HICs. SHS associated with 
cerebrovascular disease increased from 5·7 million 
people in 1990 to 8·9 million in 2021, and the associated 
burden in LMICs increased from 76% to 85% 
between 1990 and 2021 (figure 4, table).

The distribution of decedents and non-decedents with 
SHS differed across conditions (appendix pp 8–9). Cancer 
(excluding leukaemia), cerebrovascular disease, 
tuberculosis, premature birth and birth trauma, and HIV/
AIDS were the leading causes of SHS in decedents in 
LICs in 2021 when compared with cancer (excluding 
leukaemia), cerebrovascular disease, lung diseases, 
tuberculosis, and cardiovascular diseases in lower-
middle-income countries. In upper-middle-income 
countries, cancer (excluding leukaemia) was increasing 

See Online for appendix
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and tuberculosis decreasing. Notably, the proportion of 
premature birth, birth trauma, and malnutrition among 
total SHS decedents declined in middle-income countries, 
but premature birth and birth trauma remained stable at 
about 10% of all decedents in LICs. Cancer, even excluding 

leukaemia, accounted for almost half of decedents with 
SHS in HICs in both 1990 and 2021. In low-income and 
lower-middle-income countries, endocrine-related con
ditions ranked second to HIV among non-decedents in 
all years, with the exception of lower-middle-income 
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Figure 1: Global distribution of SHS health conditions
Global distribution of SHS health conditions by decedents and non-decedents, sex, age group, and country income group (year-specific, not reclassified) for 1990, 2000, 2010, and 2021. SHS=serious 
health-related suffering.
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Figure 2: SHS by country income group and geographical region (decedent vs non-decedent)
Total SHS (per 1000 population) and rate (per 1000 population) for all ages in 1990, 2000, 2010, and 2021. For the upper half of the graph: 1990–NR=data in 1990 
using the income group classification of 1990 and hence, non-reclassified. 1990 (reclassified), 2000 (reclassified), 2010 (reclassified), 2021 (reclassified)=data in those 
years using the income group classification of 2021 and hence, reclassified. LMICs=low-income and middle-income countries. SHS=serious health-related suffering.
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countries in 1990, in which endocrine-related conditions 
accounted for 31% of the total non-decedent SHS and was 
the most common cause.

People living with cancer (excluding leukaemia) were 
the largest proportion of non-decedents in HICs 
throughout the study period, whereas people living with 
HIV/AIDS were the largest proportion of non-decedents 
across conditions in LMICs in 2021. The number of 
people living with SHS from HIV/AIDS more than 
tripled between 1990 and 2021, and over 90% of HIV/
AIDS SHS was non-decedent. In LICs, HIV/AIDS 
comprised over 50% of total non-decedents throughout 
the study period. For cancer, the ratio of decedent to non-
decedent SHS declined globally from 1·4 in 1990 to 1·0 
in 2021. SHS for dementia and other degenerative CNS 
diseases was more common in non-decedents than 
decedents. For dementia and other degenerative CNS 
diseases, the percentage of non-decedents among total 
SHS remained at 78% throughout the study period.

The distribution of SHS overall and of decedents and 
non-decedents is shifting from children towards older 
age groups over time (decrease in SHS among children 
from 25% to 14% of SHS from 1990 to 2021; appendix 
pp 10–12). Using reclassified data, children comprised 
42% of SHS in 1990 in LICs compared with 33% in 2021, 
40% of SHS in 1990 in lower-middle-income countries 
compared with 25% in 2021, 17% of SHS in 1990 in 
upper-middle-income countries compared with 
5% in 2021, and 5% of SHS in 1990 in HICs compared 
with 2% in 2021. Non-decedent SHS in LICs was still 
concentrated in children and in adults aged 20–49 years 

in 2021, but the shift to older age groups has begun in 
lower-middle-income countries and has advanced in 
upper-middle-income countries and HICs. For children, 
the shift to non-decedent SHS is marked: in LICs the 
non-decedents to decedents ratio was 1·4 in 1990 and 
3·7 in 2021, in lower-middle-income countries it was 1·6 
in 1990 and 4·7 in 2021, and in upper-middle-income 
countries it was 1·6 in 1990 and 5·7 in 2021.

The shift towards older populations over time and by 
income group is also seen when the data are differentiated 
by sex (figure 5; appendix pp 10–11). For those aged 
0–19 years, males accounted for more SHS than females 
across all income groups and years, except for LICs 
in 1990 and 2000, when SHS among females was slightly 
higher than in males. For those aged 20–49 years, females 
in LICs accounted for more SHS than males in all years 
for those aged 20–49 years. In 2021, cancers (excluding 
leukaemia) accounted for a larger share of SHS in 
females than males aged 20–49 years in all country 
income groups. Also in 2021, SHS in  low-income 
countries was concentrated in female individuals aged 
20–49 years (affecting 59% of this population); in HICs, 
SHS was concentrated in female individuals aged 
70 years and older (affecting 54% of this population and 
probably related to dementia). HIV/AIDS-related SHS is 
higher for females in all age groups in all LMICs for the 
years 2019, 2020, and 2021, but higher for males in HICs 
in all age groups for those years. For all years in our data, 
dementia and other degenerative CNS disease-associated 
SHS was higher for females than for males in all income 
groups for age groups 50–69 years and 70 years and 

Figure 3: SHS (%) grouped by communicable, neonatal, and nutritional diseases (HIV/AIDS included); non-communicable diseases; injury-related conditions; 
and HIV/AIDS
SHS by country income group and decedent versus non-decedent for 1990, 2000, 2010, and 2021, reclassified by country income group. For more detailed analysis, 
see the appendix (p 7). SHS=serious health-related suffering.
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older; in the upper-middle-income and high-income 
groups for the 70 years and older age group, SHS for 
females was about double that of males. Injuries 
accounted for a larger share of SHS in males than 
females in all age groups in all years.

Discussion
Our findings show how SHS evolved from 1990 to 2021 
and highlight future population health and health system 
challenges. We share policy-relevant findings on how 
palliative care needs have changed over this period, 
including shifts to older populations, non-decedents, and 
specific health conditions (including cancers, 
dementia and other degenerative CNS diseases, and 
cerebrovascular diseases) that cause long-term suffering. 
This finding signals the importance of diversifying 
palliative care coverage in LMICs to include NCDs and 
older population groups. The limitations of our analysis 
are described in the panel.

Among the most salient change in SHS is the reduction 
in the number of children needing palliative care for 
communicable and poverty-related diseases. Across 
country income groups, the proportion of SHS accounted 
for by children has declined from 25% in 1990 to 
14% in 2021. Yet, increasing availability of life-saving 
technology for children born premature and support for 
children living with disability and chronic disease will 
increase long-term survivorship, hence the burden of 
non-decedent, childhood SHS and corresponding 
palliative care needs.35–38 Further, the burden of SHS in 
children is increasingly and markedly concentrated in 
low-income settings where palliative care is scarce.3

The number of people living in poverty declined 
substantially between 1990 and 2019, paralleling the 
distribution of SHS: 30 years ago, most people with SHS 
lived in LICs, whereas today, the majority live in upper-
middle-income countries.39 Sub-Saharan Africa continues 
to hold a disproportionately large share of SHS relative to 

Figure 4: Distribution of SHS for all ages by health condition, 1990–2021
​Income regions with and without reclassification from 1990 to 2021. Non-decedent and decedent shown for 2021 (N x1000 and %). For more detailed analysis, see the appendix (pp 8–9). SHS=serious 
health-related suffering.
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its population size due to the high burden of HIV/AIDS; 
this difference has probably been exacerbated by the 
increased global poverty caused by the COVID-19 
pandemic.40–43 Further, global inequality means that many 
low-income people reside in higher-income countries 
and face unresolved SHS, which can only be measured 
through subnational analysis.

SHS from HIV/AIDS is among the top five SHS 
conditions, even in HICs. Although HIV/AIDS is still the 
leading contributor to SHS in LMICs, where palliative 
care often emerged from the need to care for patients 
with AIDS, infectious disease-related SHS accounted for 
less than half of overall SHS in 2019, indicating a shift of 
palliative care needs from infectious to non-infectious 

diseases.44 Indeed, changes in the number of people 
living and dying with HIV/AIDS account for much of the 
overall change in SHS, both across country income 
groups and between decedents and non-decedents. Yet, 
palliative care needs are rapidly changing, as, with 
growing access to ART, HIV/AIDS has transformed from 
a fatal to a chronic condition.45–47 This change means that 
HIV/AIDS-associated SHS involves fewer days per year 
of suffering, and hence palliative care needs are reduced 
or even eliminated for some patients on maintenance 
therapy.48,49 Indeed, in HICs, HIV/AIDS care is now 
disengaged from palliative care and people with HIV/
AIDS might find care difficult to access.49,50 Further, 
advanced HIV/AIDS and survivorship in all countries 

Figure 5: Total SHS (x1000) by health condition, age, and sex
SHS reclassified by country income region; 1990, 2000, 2010, 2019, and 2021 (scaled). SHS=serious health-related suffering.
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will be increasingly accompanied by vulnerability to 
various NCDs.51

Too often, palliative care provision and financing is 
linked or even limited to cancer, yet our data show that 
only 25% of SHS stems from cancer (including 
leukaemia). Although increasing access to palliative care 

to meet the growing burden of cancer is essential,52 this 
finding also highlights the need to decouple palliative 
care from cancer and guarantee access for other 
communicable diseases, NCDs, and injury. For example, 
for dementia and other degenerative CNS diseases, even 
in HICs the need for palliative care for patients and their 

Panel: Data limitations and ongoing and future work

•	 Headcounts based on the assumption that patients with 
even 1 day of serious health-related suffering (SHS) should 
have access to adequate palliative care provide limited 
insight into the nature of palliative care need.24 Data on 
prevalence and duration of symptoms and days of palliative 
care encounters at each level of care are essential to better 
determine the need for medical equipment, social support, 
human resources, and medicines.

•	 Fixed multipliers determine the proportion of deaths and 
prevalent cases that require palliative care and do not vary 
over time or place (except for HIV/AIDS on access to 
antiretroviral therapy and for cancer survivorship). Future 
work should develop more flexible, country-specific 
multipliers and account for the evolution of medical science.

•	 Country income classification according to the World Bank—
low-income, lower-middle-income, upper-middle-income, 
or high-income—while useful for comparison does not 
allow for within-country analysis and mask inequity and 
differences in palliative care need for underserved 
populations, including in high-income countries. Future 
research should be subnational and focus on vulnerable 
groups.

•	 Estimates rely on published data and expert opinion from a 
small group of palliative care providers, and although 
special effort was made in SHS 2.0 to ensure geographical 
diversity in expert groups, more specificity in knowledge of 
health conditions is required. Also, literature, particularly on 
less common SHS conditions, is scant. Condition-specific 
and region-specific expert group analysis, as well as primary 
data from patients and caregivers, are required to resolve 
limitations. Disease-specific data collection was piloted for 
breast cancer,24 but developing SHS 3.0 is seriously resource-
constrained, reflecting the overall neglect of palliative care 
as a global health and equity priority.

•	 The COVID-19 pandemic is not adequately reflected, as 
although data reach 2021, this only touches on the 
unprecedented physical and psychosocial suffering of the 
pandemic, both from the virus and the lockdowns that 
restricted access to health care. SHS should be expanded to 
encompass the new vectors of suffering and palliative care 
need that are emerging post-2021. The additional burden 
brought by COVID-19 could exceed 50 million people, 
assuming all deaths (6 million) and 10% of the 458 million 
survivors have SHS.25 Longer-term effects (reduced access to 
primary care, screening, and treatment) for other SHS 
conditions will generate an additional spike, as will the 
little-understood psychosocial effects of mass global grief 

and bereavement, including on health-care providers. As 
evidence becomes available, it will be important to 
iteratively and comprehensively evaluate COVID-19-related 
palliative care needs.

•	 Social, spiritual, and financial dimensions of SHS and vectors 
of suffering are excluded, as SHS exclusively explores 
physical and psychological distress. Social, spiritual, and 
financial dimensions are especially salient in extreme 
poverty and humanitarian crises, including migration, 
refugee crises, political violence, armed conflict, climate 
catastrophes, and other natural catastrophes. The 
alleviation of social and spiritual suffering is foundational to 
palliative care, which, alongside financial protection, needs 
to be incorporated into SHS and health systems 
performance assessments.

•	 Suffering as a health outcome is not measured, generating 
a priority-setting gap whereby the alleviation of suffering is 
undervalued. Understanding the full value of suffering 
alleviation to patients and their loved ones is required to 
inform priority-setting and address the lack of palliative care 
worldwide. Findings show that patients and informal 
caregivers assign high value to suffering alleviation, at times 
prioritising it above treatment.26,27 Yet, the dearth of 
research, especially from low-income and middle-income 
countries,28–34 necessitates a systematic effort to bridge this 
knowledge gap to develop a patient-weighted, preference-
based, multi-attribute utility measure of suffering averted 
to improve resource allocation across the care continuum, 
including palliative care.1,27

•	 Uncertainty analysis is limited as we assumed a normal 
distribution for the generation of 1000 draws from 
underlying The Global Burden of Diseases, Injuries, and Risk 
Factors Study (GBD) estimates, which might imperfectly 
represent the true modelling distribution. Furthermore, our 
uncertainty intervals only reflect uncertainty from the GBD 
estimates, and do not include uncertainty in expert-defined 
parameters, which remains an important area for future 
work.

•	 Coding the 21 SHS conditions relied on the expert panel 
convened by the Lancet Commission to identify the 
conditions and sub-conditions that generate need for 
palliative care. GBD codes were identified based on matching 
names of the SHS subconditions, and there are small 
variations in how GBD 2021 assigns ICD-10 codes to some 
subconditions that do not exactly correspond to the ICD-10 
codes used to describe the 21 SHS conditions. Future work 
will include an update of conditions and subconditions.
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families and caregivers often goes unrecognised.53–58 In 
addition, unintentional and intentional injury in children 
and adults generates need for palliative care to mitigate 
the effect of both physical and psychological trauma. The 
focus on health conditions that generate the greatest 
burden of SHS biases coverage (in quality and financing) 
and diverts attention from the many other causes that are 
less prevalent yet require specialised palliative care 
services. Because some health conditions are more 
common or even unique to the lowest-income countries 
and populations, palliative care planning must take 
a broad approach to health conditions to avoid bolstering 
rather than mitigating inequities.

The trajectory of the SHS burden will depend on how 
health systems invest in reducing and managing the 
disease burden. SHS, and hence the palliative care that is 
required to alleviate it, is attributable to both conditions 
associated with suffering that cannot be prevented with 
access to more and better prevention and treatment, and 
suffering associated with morbidity and mortality from 
conditions that could have been prevented with adequate, 
appropriate medical and public health interventions. The 
first component of SHS is inevitable or refractory, and is 
prone to grow as countries and their health systems 
develop, whereas the second component is avoidable, 
should shrink, and is responsive to more and better 
investment in health and the social determinants of 
health. In LMICs, a large part of the SHS burden 
continues to be associated with illnesses that are 
preventable and treatable. In countries without adequate 
health care resources, higher percentages of patients will 
access health care only in advanced stages of the disease 
trajectory, with more suffering throughout the disease. 
Often, patients will be beyond cure or rehabilitation, 
leading to SHS that could have been avoided with more 
preventive or curative health care. As an example, having 
only one radiotherapy machine in an African lower-
middle-income country leads to long waiting lists, with 
some cancer patients dying on the waiting list and others 
progressing towards incurable cancer. Avoidable deaths 
are linked with avoidable SHS and the refractory 
component is growing rapidly, generating a double 
burden of palliative care need. In HICs, the component 
of avoidable SHS is much smaller, but even with optimal 
health care, some incurable illnesses will progress and 
cause SHS. For example, a substantial percentage of 
patients with breast cancer will develop metastatic 
disease, with an average survival time of 5 years in HICs, 
causing (inevitable) SHS that requires treatment.24

The quest to achieve universal access to palliative care 
should not be used to mask underperforming health 
systems that fail to prevent or treat diseases and, by 
failing to do so, result in an excess burden of SHS. 
Palliative care should never substitute but rather 
complement disease management, and it is crucial that 
health systems mitigate avoidable mortality and build 
robust palliative care programmes for the population 

with refractory SHS. It is a failure of health systems to 
carry an excess SHS burden, be it due to the lack of 
access to palliative care services for health conditions that 
are responsive to palliative care (eg, inevitable SHS from 
incurable cancers), or to the refractory or avoidable 
components due to a failure to prevent and treat health 
conditions (eg, malnutrition or tuberculosis).

Our results show not only the magnitude of SHS, but 
also the opportunities to alleviate that burden if decision 
makers allocated more and more effective health-care 
resources to palliative care through multilevel provision 
of palliative care encompassing a general level in primary 
care and specialists for complex cases.7 Alleviation and, if 
possible, prevention of suffering is not only a moral 
obligation, but also necessary to reduce the hidden costs 
of suffering,24 such as productivity loss, impoverishment 
from health-care spending, and exacerbated gender 
inequities, whereby women and girls assume most 
uncompensated caregiving.59

The future need for palliative care depends partly on 
the willingness of global political and financial leaders 
and institutions to eliminate social determinants of 
illness and to promote equity in access to disease 
prevention, diagnosis, and treatment. As health systems 
and ministries work to integrate the recommendations 
of The Lancet Commission on palliative care and pain 
relief  and the SDGs to ensure universal palliative care 
access, it is essential to ensure that health and care 
sectors strategically allocate health resources and 
mitigate suffering throughout the life course and across 
the illness–wellness continuum, particularly in LMICs, 
which shoulder a disproportionate burden of SHS.
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