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Objectives
• To define what is meant by a ‘model of palliative care’
• To report on the current state of the science
internationally about models of palliative care
• To describe and critique current evidence on
effectiveness and cost-effectiveness of these models
and consider best ways forward

1. The changing pattern of dying
2. Does palliative care work?
3. What does this all mean for practice?
4. Some ideas for the future
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Questions to consider
• The changing world – what are the current and
future challenges?
• Models of palliative care to meet these challenges
• Does pall care ‘work’? Is it cost effective?
• Which models might be best fit for the future?

Questions to consider
• The intervention as a whole (the ‘model’ of care) and its
components
• What is the purpose of care? (intended outcomes)
• For whom? (the population, including issues of access; who does and doesn’t - get palliative care when needed
• When? (timing)
• How? (mechanism of action)
• Does the model work? And at what cost?
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The nature of palliative care
• Holistic, personalised, human, empathetic
• A complex intervention
• Explicitly provides care for both patients and families
• Has developed in a wide variety of ways internationally, according to
local needs, culture, historical development, and resources
• WHO Global Atlas of Palliative Care at the End of Life (WHO, Feb 2014)
• European Atlas of Palliative Care (Centeno et al. Palliat Med 2007; 21:
463–471)

1. The changing patterns of dying
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The current picture
• for every 1,000 people living each year, 9 will die
• 7 of these will have end of life care needs prior to their death
• these 7 are disproportionately high
users of hospital services;
In the UK, est. 27% of all NHS spend is for those in last year of life
• for 4 or 5 of these people, a hospital bed is their last
Statistics Canada 2017, Georghiou, Nuffield Trust 2015

Changing patterns of dying in the future
• Population growth = more deaths
• e.g. population of England & Wales will grow by 9,443,000 between 2014 and
2040 (ONS 2015)

• rise in the number of absolute deaths from 501,424 in 2014 to 628,659 in
2040 (increase in 127,234, 25.4%)

• Changing age distribution = more at older ages:
• more long term conditions, especially increased cancer and dementia

• Potentially changing trajectories of illness (dwindling and frailty)
• More uncertainty about prognosis and about end of life
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Projected numbers of deaths in England & Wales needing
end of life care, to 2040

Etkind, Murtagh. Palliative Medicine, 2017

Actual and projected deaths:

UK 2014 v 2020, by age and gender - numbers

Bone et al. Palliative Medicine 2017

Canada 2011 v 2062, by age – deaths per 1,000

Statistics Canada, 2018 www.statcan.gc.ca
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Global projections of deaths by age, and disease specific:

World 2002 v 2030 by age

World 2002 v 2030, by disease group

Mathers 2006 WHO Global projections

Changing patterns of multi-morbidity across all ages

Pefoyo et al. BMC Public Health 2015 (Canadian data)
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Proportion with selected co-morbidities - heart disease,
diabetes, COPD, cancer; by most affluent v deprived deciles

Barnett et al. Lancet 2012 (Scottish data)

Changes in family caregivers
Adult children caring for their parents:

• Disabled older people mainly receive
support from their children: daughters
most important source of support
• Caregiving by adult children will have to
rise markedly to cope with rise in demand

Spousal care:

• The most important support source for
married disabled older people are spouses
• Increasing life expectancies will result in
growing prevalence of spousal care;
fastest growing group informal carers

OECD, 2012. Providing and paying for long term care
Hoff,2015. Current and future challenges of family care
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2. Does palliative care ‘work’?

Palliative care has changed …
• Moved from pioneering early days, through ‘teenage’
identity crises, and on into maturity
• Does palliative care deliver?
• For everyone within a service?
• Consistently over time?
• Effectively and efficiently to all palliative care needs?
• (And what about those not getting into the service?)
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We can only answer these questions …
1. Understanding and utilising evidence of what works
• applying robust theoretically-based research evidence
• Phase IIa ‘proof of concept’ – clinical efficacy – does effect outcome(s) of interest
• Phase IIb optimum dose – clinical efficacy – how much and what elements?
• Phase III - effectiveness in clinical practice – will it influence health status in advanced
disease

2. Routine clinical collection of point-of-care patient-centred outcomes
• knowing whether it is working in our service or not

What is a ‘model of care’?
• A ‘model of care’ has been defined as:
• the way in which health care services are delivered
• ‘a descriptive picture of practice which adequately represents
the real thing’ (Pearson, FitzGerald. Nursing Models for Practice, 2005)
• any structured care model involving multiple components,
including ‘who delivers (e.g. professionals, paid carers), the
intervention (specialist or generalist palliative care), where
(setting – e.g. hospital), to whom (care recipients), when (i.e.
timing and duration), how (e.g. face to face), and for what
purpose (i.e. expected outcomes)?’ (Brereton, 2017)
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What does this mean in practice?
• who delivers (e.g. professionals, paid carers) – also which professionals?
• what i.e. the intervention (specialist or generalist palliative care) – also the
components of palliative care
• where (setting – e.g. hospital)
• to whom (care recipients)
• when (i.e. timing and duration)
• how (e.g. face to face) – also qualitative elements (acceptable, personalised,
holistic, ‘safe’, continuity)
• for what purpose (i.e. expected outcomes)

Systematic ‘review of
reviews’, 2017
• ‘the urgent need to identify models of palliative care by name, define and describe
their components in detail, in order to differentiate between them in both practice and
research’ … and understand their effectiveness and cost-effectiveness
• ‘Heterogeneity, poor reporting of models and lack of consensus about […] what
constitutes ‘benefit to patients’ makes it impossible to identify the key components
that may enable replication and prediction of which models of provision are most
appropriate …’ and effective
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Template for intervention description and replication
– the TIDieR checklist
• Why
• What
• Who
• How
• Where

• When and how much
• Tailoring
• Modification
• How well
• planned
• actual

www.equator-network.org

Five main pieces of evidence re models of care
• Systematic review of reviews – Daryl Bainbridge, Hamilton, 2016.
Journal of the American Geriatrics Society
• Systematic review of reviews – Louise Brereton, north of England,
2017. Palliative Medicine
• Scoping review, Mark Hofmeister, Calgary, 2018. BMC Palliative Care
• Our recent work on the components of models of palliative care
• Systematic review and meta-analysis – Jan Gaertner, Freiburg,
Germany, 2017. British Medical Journal
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Bainbridge, 2016. Journal of the American Geriatrics Society
• Useful systematic review of reviews about in-home end of life care –
includes 17 systematic and 2 narrative reviews (included evidence
from 1950 to 2014). Only 3 were specifically home-based.
• 40 individual studies in 30 unique programmes were identified
• The authors identified i) what components, ii) what benefits, and ii)
which components were most often associated with positive benefits
• Most RCTs, but also quasi-experimental, cohort, pre-post designs.

Bainbridge, 2016. What components did these 30 services have?
1. Linkage with hospital - 20
2. Multidisciplinary - 20
3. Expertise or training in end of life care - 19
4. Holistic care - 18
5. Pain and symptom management - 18
6. Professional psychosocial support -18
7. Linkage across community services - 17
8. Team contact on call around the clock - 15
9. Around the clock home visits - 14
10. Routine contact with primary care or secondary
care attending physician - 14
11. On-going assessment – 14
12. Physician home visits - 14
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Bainbridge, 2016. What components did these 30 services have?
13.
14.
15.
16.
17.
18.
19.
20.
21.
22.
23.

Customised or individualised care - 12
Case management or nurse navigation - 11
Patient and family education - 11
Physician available around the clock - 11
Team case rounds - 11
Individual-directed or joint-decision making - 10
Practical support - 10
Bereavement support - 9
Expert consultation with other providers – 8
Spiritual support – 8
Volunteer services - 8

Bainbridge, 2016. What components did these 30 services have?
1. Linkage with hospital - 20
2. Multidisciplinary - 20
3. Expertise or training in end of life care - 19
4. Holistic care - 18
5. Pain and symptom management - 18
6. Professional psychosocial support -18
7. Linkage across community services - 17
8. Team contact on call around the clock - 15
9. Around the clock home visits - 14
10. Routine contact with primary care or secondary
care attending physician - 14
11. On-going assessment – 14
12. Physician home visits - 14

And what benefits?
•
•
•
•
•

Quality of life/wellbeing
Satisfaction with care
Functional status
Pain and non-pain symptoms
Supporting home or preferred
place of death
• Reduction in overall health
care costs or service
utilisation
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Bainbridge, 2016. What components did these 30 services have?
1. Linkage with hospital - 20
2. Multidisciplinary - 20
3. Expertise or training in end of life care - 19
4. Holistic care - 18
5. Pain and symptom management - 18
6. Professional psychosocial support -18
7. Linkage across community services - 17
8. Team contact on call around the clock - 15
9. Around the clock home visits - 14
10. Routine contact with primary care or secondary
care attending physician - 14
11. On-going assessment – 14
12. Physician home visits - 14

Most consistent benefits?
• satisfaction with care
• pain symptoms
• supporting home death
• quality of life/wellbeing
• non-pain symptoms
• supporting home death
• satisfaction with care
• pain symptoms
• health care usage

Bainbridge, 2016. What components most commonly associated with
significant cost reduction?
• 17 studies examined cost benefits
• 4 RCTs and 5 non-RCTs showed significantly lower
costs with palliative care
• 5 studies reported lower costs but no tests of
significance
• Most often associated with the components of:
•
•
•
•

on call around the clock
around-the-clock home visits available
customized care plan driven by individual needs
linkage with hospital
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Brereton, 2017. Palliative Medicine
• Useful systematic review of reviews about palliative care – includes
16 systematic and 2 narrative reviews (included evidence from 2002
to 2012).
• All settings, although most evidence related to home-based care
• Major heterogeneity in populations, interventions, comparators, and
study outcomes
• All models had a component of specialist palliative care

Brereton, 2017. Findings
Specialist palliative care:
• increase in patient and family satisfaction regardless of setting
• highly valued by patients and families
• home hospice services support families to sustain patient care at home –
most evidence relates to home care
• all reviews conclude that no specific model of specialised palliative care is
more effective or cost-effective than others with regard to symptom
control, quality of life, emotional support, and satisfaction with care
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Brereton, 2017. Findings
• Home-based palliative care
• positive benefits of palliative home care services as compared to
(varied) comparators
• increased likelihood of dying at home (2 meta-analyses; 3rd metaanalysis inconclusive, but compelling trends in favour of home
services) increasing home deaths without compromising symptoms,
quality of life, or costs

• Models working across more than one settings
• very heterogeneous

Brereton, 2017. Findings
Cost of specialist palliative care:
• limited cost data exist
• reviews concur that the models are associated with cost savings, usually due to a
reduction in general healthcare use,emergency care use, and hospital costs
• home and hospice care costs may be increased (including informal care costs)
when patients are referred to a palliative care programme, especially if this leads
to inpatient specialist palliative care stays
• cost savings associated with palliative care are largely due to significant
differences in hospital readmission rates compared to patients receiving ‘usual
care’
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Hofmeister, Calgary, 2018. BMC Palliative Care
• Scoping review to summarize the quality and primary outcomes measured within
the palliative care in the home
• 57 individual studies – full range, including qualitative studies (10)
• Multiple outcomes (sometimes lack of reporting prevented inclusion); resource
use, symptom burden, quality of life, satisfaction, caregiver distress, place of
death
• The most commonly reported outcome was descriptive in nature with the objective
of the study being to describe experiences with services offered

Hofmeister, Calgary, 2018. BMC Palliative Care
• Components were analysed according to themes:
• Accessibility of healthcare – participants had increased ability to access
health care
• Caregiver support – both patient and caregiver effects, or services specific to
caregivers
• Individualised patient-centred care – tailored to needs
• Multi-disciplinary care provision – other than general practice physicians and
nurse
• Quality improvement – changes to achieve improved care and service
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Our components of the palliative ‘model of care’

Firth et al, submitted for publication, 2018

Our components of the palliative ‘model of care’
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Gaertner 2017 systematic review and meta-analysis
• To assess the effect of specialist palliative care on quality of life and
other outcomes relevant to patients with advanced illness
• 10 studies in 12 papers – only randomised controlled trials of
specialist palliative care compared to standard care
• Primary outcome – quality of life
• Secondary outcomes – symptom burden, psychosocial, survival
time, place of care, cost of care, and attrition

Gaertner 2017 effect on quality of life of SPC services
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Gaertner 2017 effect on quality of life of SPC services

Gaertner 2017 effect on quality of life of SPC services
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3. What does this all mean for practice?

So what works?
• We have to be clear about the components of any clinical or research model of
palliative care – define carefully and monitor fidelity
• Palliative care is highly valued by patients and families; good evidence on
satisfaction with care
• Good evidence that home-based palliative care ‘works’, in terms of quality of life,
well-being, and symptoms, probably provides significant cost savings on acute
care; but caution about informal care burden and costs
• More generally, specialist palliative care ‘works’, but most evidence on improving
quality of life and wellbeing is largely for cancer and with ‘early’ palliative care
• Some components are especially important to consider …
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We need to consider our models of care carefully
• Who delivers? Physician availability and home visits, especially for the most complex
• What components?
• Linkage and communication across services
• Routine contact with primary care or secondary care attending physician
• Out-of-hours accessibility and provision (continuity)

• To whom? (care recipients)
• Non-cancer models of care and the access of those with non-cancer conditions into our
services
• Family caregivers – education, support programmes (note longer term expected outcomes)

• When ? ‘early’ access into palliative care (Sofia Zambrano – ‘concurrent’)
• For what purpose (i.e. expected outcomes) …

What matters most to patients?
• good pain and symptom control
• family support and reduction in burden on family
• having priorities and preferences listened to and accorded with
• achieving a sense of resolution and peace (time and support for preparation)
• having well-coordinated and well-integrated care, with continuity of provision
(not fragmentation of care e.g. avoiding not knowing professionals, having to
repeat to different professionals, etc)
(Singer JAMA 1999, Steinhauser JAMA 2000, Heyland CMAJ 2006, Parker JPSM 2007, Dy JAGS 2008,
Belanger Pall Med 2011, etc)
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Does palliative care deliver?
• For everyone within a service?
• Consistently for them over time?
• Effectively and efficiently to all their palliative care needs?
• (And what about those not getting into the service?)

We can only answer these questions …
1. Understanding and utilising evidence of what works
• applying robust theoretically-based research evidence
• Phase IIa ‘proof of concept’ – clinical efficacy – does effect outcome(s) of interest
• Phase IIb optimum dose – clinical efficacy – how much and what elements?
• Phase III - effectiveness in clinical practice – will it influence health status in advanced
disease

2. Routine clinical collection of point-of-care patient-centred outcomes
• knowing whether it is working in our service or not
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Challenges we have to address…
• Integration of palliative care into wider health services
• Increasing demand on limited resources
• Complexity
• Targeting resources to those with most complex needs
• Skilling the wider health workforce in ‘generalist’ palliative care

• Non-cancer and multi-morbidity
• Understanding some of the marked differences in palliative care symptoms,
prognosis, trajectories of illness

4. Some ideas for the future
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MOST COMPLEX NEEDS
Direct care
INTERMEDIATE NEEDS
Indirect care

uncertainty

changes over time

Targeting palliative care to the right people at the right time

LESS COMPLEX NEEDS
Primary and usual care teams

Micro = the
person,
background,
needs,
characteristics
Meso = interaction
with those around
them including
family,
professionals
Exo = service and
system level
factors
Macro = wider
societal context;
culture, norms,
geography, etc

Bronfenbrenner
Ecological Models
of Human
Development,
1994
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Characteristics of complexity
Physical

Psychological

Social

Spiritual

Holistic care

Interactions

Systems and services

Number and severity

Societal

Time

Example: study of end of life care needs in non-cancer
• Longitudinal cohort study of 76 people with conservatively managed
end-stage renal disease over two years
• More than 1 in 3 patients had major symptom burden
• lack of energy, pruritus, dyspnoea, pain, poor appetite, restless legs, poor
sleep

• Mean number of symptoms was 11.6 (± 5.2), with 2.8 (± 1.7) added
renal symptoms
• But more important to understanding impact for people with kidney
disease and their families is trajectory …
Murtagh et al JPSM 2010, Murtagh et al CJASN 2011: 6(7)
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Characteristics of complexity
Physical

Psychological

Social

Spiritual

Holistic domains of need

Interactions between
people affected, families,
and their professionals

How systems and services
are set up to cater for this
population (or not!)

Prevalence and severity of
symptoms and concerns

How people & their families Evolution and
understand kidney disease
course over
and related issues
time

Summary…
• Understanding of ‘models of palliative care’
• Current state of the science
• Critique current evidence on effectiveness and costeffectiveness
• Thoughts, ideas, and resources to help with future challenges
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Thank you …

fliss.murtagh@hyms.ac.uk

