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Economics of palliative care in three figures
Healthcare costs highest in 

serious illness 

(Scitovsky, 1984)

In the long run 

we’re all dead 

(Keynes, 1923)

Lack of policy-relevant 

evidence

(per systematic reviews)

Why is the evidence base so small relative to long-established 

economic and population health importance? How can we improve?
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Why economic evaluation?

• Why do we need economics in PEOLC?

• Scarcity

➢ Available resources < Cost of health-related demands

• Not an issue of budget but a fact of life

• Decisions in allocation

➢ We fund some things, not others

• Every decision has an opportunity cost

– Next best option not funded

• Imperative that services are a good use of scarce resources

“The dismal science” – Thomas Carlyle (1795-1881) 
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What is economic evaluation?

• ‘Full’ economic evaluation has two components:

• Measuring treatment effect on costs
• Formal costs: e.g. hospital, GP, nursing home, out-of-pocket pharma

• Informal costs: care & help provided by friends, family

• Measuring treatment effect on outcomes
• Patient outcomes: e.g. survival, HRQoL

• Family outcomes: e.g. caregiver HRQoL

➢ ‘Cost-consequence’ analysis 
• cost-effectiveness, cost-utility, cost-benefit, etc
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Economic evaluation
Cost-consequence analysis
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Everyday economic evaluation
Cost-consequence analysis
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Everyday economic evaluation

• Full Sky subscription is ~£80 per month

• £960 per year

• £17,820 over an 18-year childhood

• It’s nice to have things we want

• If we have the money, we can choose to spend it on Sky

• BUT the decision has an opportunity cost – this money could instead go 
on a college fund, dental care, trumpet lessons…
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Summary

• Reality is dismal; scarcity a fact of life

• Economic evaluation a tool to help manage (often unpalatable) 
choices

• Rationing is inevitable in all systems

• Spending per se never the answer

• Does PC impact costs, outcomes?

• Compared to the status quo, would more PC improve things?

• A good use of scarce resources?

 

 

“The dismal science” – Thomas Carlyle (1795-1881) 
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Descriptive data: costs in Ireland
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Economic evidence on PEOLC
Descriptive data: costs in Ireland

• We analysed costs of formal health care in TILDA (N~8,000):

• Mean annual costs, aged 55+ = €8,053

• Three very large predictors of costs:

Marginal effect 95% CI

2+ IADLs +€21,437 +12,763 to +30,112

Penultimate year of life +€17,325 +8,439 to +26,210

Last year of life +€17,865 +9,875 to +25,855

• Controlling for age, sex, education, medical card, insurance, marital status, urban/rural, 
diagnoses, physically active. Weighted to population by age, sex.
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Economic evidence on PEOLC
Descriptive data: costs in Ireland

• We analysed family-reported LYOL experience (N=892):

• Prevalence of potentially modifiable problems

• Among those with cancer, major organ failure, ADRD, Parkinson’s:

• Excluding pain and depression preceding diagnosis of serious illness. Not weighted to the 
population.

N=836 Prevalence

Moderate or severe pain 33%

Moderate or severe depression 33%

2+ ED visits 32%
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Economic evidence on PEOLC

• How many people will live and die with serious illness in Ireland?

• Projected deaths from a serious illness to rise 70% in 30 years

Future trends: needs

doi: 10.12688/hrbopenres.12975.2
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Economic evidence on PEOLC

• What are the associated costs?

• Using microsimulation to capture changing profiles, costed in 2022€

• Individual-level costs rise in serious illness, LYOL and not

Future trends: costs

doi: 10.1016/j.jeoa.2024.100528

doi: 10.12688/hrbopenres.13692.1

doi: 10.12688/hrbopenres.13525.2
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Economic evidence on PEOLC

• What is driving these cost increases?
• Not rising inputs, we’re still in 2022€

Future trends: growing complexity

doi: 10.1016/j.jeoa.2024.100528

doi: 10.12688/hrbopenres.13692.1

doi: 10.12688/hrbopenres.13525.2
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Economic evidence on PEOLC

• Urgency to improve resource allocation clear:

• Costs highest in last two years of life

• Spending often yields poor value

• Fast-rising population health needs

• Costs rising faster: complexity, medicines, tech, staffing

• So, what can we do about it?

• What does the evaluative evidence tell us?

Descriptive data: a powerful case for action
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Economic evidence on PEOLC

• Lots of observational studies:

• Smith et al, 2014

• 46 papers

• Pattern of cost-saving

Evaluations: observational data and cohort studies
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Economic evidence on PEOLC

• Lots of observational studies:

• Luta et al, 2021

• 43 reviews (!)

• Pattern of cost-saving

Evaluations: observational data and cohort studies
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Economic evidence on PEOLC

• Economic reviews are widely cited:

• Large number of 2ary data studies

• Consistent story
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– Less so inpatient hospice

Evaluations: observational data and cohort studies
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Economic evidence on PEOLC

• Economic reviews are widely cited:

• Large number of 2ary data studies

• Consistent story
– Cost-savings in home care, hospital care

– Less so inpatient hospice

• Trials show better outcomes

• So… what’s the problem?

Evaluations: observational data and cohort studies
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Economic evidence on PEOLC

1. Quality of cost evidence:

• Secondary data studies, no quality threshold

➢ Unobserved confounding
– Preferences, proximity to death

➢ Sampling
– Counting forwards vs backwards

If it’s a no-brainer, what’s the problem?
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Economic evidence on PEOLC

1. Quality of cost evidence:

• Secondary data studies, no quality threshold

➢ Unobserved confounding
– Preferences, proximity to death

➢ Sampling
– Counting forwards vs backwards

• Trial evidence more ambiguous

– Improved QoL, reduced hospital deaths…

– … but not cost-effective (?!)

If it’s a no-brainer, what’s the problem?
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Economic evidence on PEOLC

2. Devil in the distribution

• Long understood for population-level costs

• Pareto principle, or 80:20 rule

• E.g. formal costs for older people (55+) in Ireland:

• Mean annual costs = €8,053

If it’s a no-brainer, what’s the problem?
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Economic evidence on PEOLC
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Economic evidence on PEOLC

• Perhaps less discussed - distribution among people with serious illness

• Not 80:20, but still 50:20 or 60:20
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Economic evidence on PEOLC

• Perhaps less discussed - distribution among people with serious illness

• Not 80:20, but still 50:20 or 60:20
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Economic evidence on PEOLC

2. Devil in the distribution

• Important for trials/economic evaluation:

― If cost-effectiveness depends on reduced hospital admissions/deaths…

― … we need to be recruiting the people who go to hospital

If it’s a no-brainer, what’s the problem?
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Economic evidence on PEOLC

3. Lack of full economic evaluations:
• Mathew et al (2020)

• Parackal et al (2021)

– Five economic evaluations for all PEOLC

If it’s a no-brainer, what’s the problem?
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3. Lack of full economic evaluations:
• Mathew et al (2020)

• Parackal et al (2021)

– Five economic evaluations for all PEOLC

If it’s a no-brainer, what’s the problem?

Number of economic evaluations, per systematic reviews
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If it’s a no-brainer, what’s the problem?



www.csi.kcl.ac.uk

Overview

• Economic evaluation

• What?

• Why?

• Economic evidence on palliative care

• Descriptive data

• Evaluations and cost-effectiveness

• Beyond CEA



www.csi.kcl.ac.uk

Economic evidence on PEOLC

• More evidence that informal costs>formal

• Health (not social) care in England: LYOL costs ~£25,000

• Informal care per Johnson et al: ~£41,000

• Descriptively a huge issue

• Less clear what to do interventionally
– Measurement issues in recorded unpaid care

– Many carer hours will persist regardless

– Large-scale substitution financially unfeasible

• For now, our interest (again) in moving beyond LYOL

• Into the bereavement period and beyond

New horizons: household economics
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Economic evidence on PEOLC

• Adverse health effects of bereavement clear

• Especially in older adults

• But much more important may be opportunity costs of caring

• For retired people, these are relatively low

• For young people, e.g. leaving the workforce or education, they’re huge

• In particular two areas of interest

• Paediatric palliative care

• LMIC settings

Beyond CEA: household economics

Sleeman KE, et al. The escalating global burden of serious health-related suffering. Lancet Glob Health. 2019 Jul;7(7):e883-e892.
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Economic evidence on PEOLC

• In microeconomics 101 we learn that people

• Aim to make decisions that get the best outcomes

• Need good information to make good decisions

• Healthcare is a paradigmatic example of challenges

– Saini et al (2017) estimated 80% of h/care costs come from physician-patient 

decision-making, yet…

– Physicians don’t understand patient preferences

– Patients and families don’t understand options, outcomes, uncertainties

Beyond CEA: understanding decision-making
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• In microeconomics 101 we learn that people

• Aim to make decisions that get the best outcomes

• Need good information to make good decisions

• Healthcare is a paradigmatic example of challenges

– Saini et al (2017) estimated 80% of h/care costs come from physician-patient 

decision-making, yet…

– Physicians don’t understand patient preferences

– Patients and families don’t understand options, outcomes, uncertainties

• Care for serious illness intensifies these problems
• Unequal access, understanding of available supports

• Once accessed; empathy gaps, personal/cultural preferences, clinical uncertainty…

➢ It’s not enough to have cost-effective models of care. 

➢We must think about every aspect of the patient and family decision-
making process to improve access, process and so outcomes

Beyond CEA: understanding decision-making
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Conclusion

• Descriptive data eye-catching
• Costs highest near EOL

• High population need, modifiable problems

• Predictive data hair-raising
• Fast-growing needs in Ireland and globally

• Costs growing faster still

• Evaluative evidence remains small
• Quality<Quantity of studies 

• (many good reasons for this…)

• Meeting current and future needs requires better evidence
– Through economic evaluation but other approaches too

• Care for people with serious illness            Economics

    Making better decisions
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WHO Collaborating Centre for 

Palliative Care & Rehabilitation

Comments? Questions?

peter.d.may@kcl.ac.uk
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