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Cicely Saunders model 
of palliative care 

science, plus caring…

individualised 
(by culture, values, 
concerns)

In care and science 
(research, education)
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Modern Palliative care: ‘Needs driven individualised care’ –
for those with life threatening, life limiting illness
Puts the person and those important to them before their disease. 
The relief of suffering, with holistic and compassionate care is an 
essential component of care for those affected by life threatening illness. 

Palliative care aims to add quality to remaining 
life.  There is no evidence that it shortens life 
expectancy, if anything it’s the opposite.
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• 20% of healthcare resources spent in last year of 
life 

• 80%+ deaths from chronic & progressive 
conditions with complex comorbid needs

• PEoLC is central element of the NHS’s responsibility
• By 2040, 25% increase in annual deaths, most 

over 85 years & 
• >42% increase with people needing palliative care

UK perspective - growing need for palliative care

Yet: 
• Care quality at end of life often not optimal
• NHS budgets increasingly constrained
• Palliative care improves quality without increasing 

costs to NHS or society, and possibly saving money
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may not) 235,000 more deaths 
in community?
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UK perspective – Projections: numbers 
& where will people be cared for ?

Bed capacity?  Workforce?
Training and education?

Sources: Etkind et al. BMC Medicine (2017) 15:102
Bone et al Palliat Med. 2017 Oct 1:269216317734435.
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Where might people die?
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During the Covid-19 pandemic these projections 
were reached already 
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Consistence evidence in favour of palliative care on improving quality of life, 
symptoms, people being cared for where they wish

Bajwah S, et al Cochrane Database Syst Rev. 2020 Sep 30;9.

Hospital based palliative care teams Early palliative care in cancer 

Haun MW, et al Cochrane Database Syst Rev. 2017 Jun 12;6:
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Effect of palliative care on health and social care costs…

• In hospital cost savings greater with earlier referral after admission to hospital (prospective cohort study 
with propensity matching, US data)

• May P et al J Clin Oncol. 2015 Sep 1;33(25):2745-52.
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Cost savings greater when patients have 
multimorbidity..

Receipt of a palliative care within two days of 
admission associated with: 
22 percent lower costs, comorbidity score of 
2–3; 32 percent lower costs for those with a 
score of 4 or higher

May P et al, Health Aff (Millwood). 2016 
Jan;35(1):44-53.
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CovPall - Improving palliative care for people with COVID-19 by 
sharing learning 

See Oluyase et al. https://www.medrxiv.org/content/10.1101/2020.10.30.20221465v1.full.pdf
• Reduced inpatient palliative care unit activity in free standing units
• Increase in activity for home care & hospital teams 
• Support from volunteers considerably reduced
• Financial concerns, some staff taking pay cuts, concerned for viability of the service, especially 

charitable sector services
• Shortages were common: especially of staff and personal protective equipment 
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Results of the Multi-Speciality Holistic Service, triggered by Breathlessness
Higginson et al. Lancet Respir Med 2014;2(12):978-87

• Early palliative care integrated 
with respiratory services

• 16 % improvement in QoL
• No difference in costs to health 

care



www.kcl.ac.uk/cicelysaunders Follow us on Twitter: @CSI_KCL @ij_higginson

• Meta-analysis of 37 articles; 18 different 
breathlessness support services or similar

• Improvements favouring intervention in 
• numeric rating scale distress due to breathlessness (n=324; 

mean difference (MD) −2.30, 95% ci −4.43 to −0.16, p=0.03) 
and 

• Hospital anxiety and Depression Scale (HaDS) depression 
scores (n=408, MD −1.67, 95% ci −2.52 to −0.81, p<0.001)

Maddocks M, et al, NIHR Journals Library; 2019 
Brighton LJ, et al Thorax. 2019; 74(3):270-281.  
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Breathlessness triggered service – How did it work? 

• Patient and family holistic by palliative care 
/ respiratory 

• Home tool kit
• Hand held fan / water spray
• Information sheets

– Breathlessness commonly asked questions
– Managing breathlessness
– Pacing
– Hand held fan
– Distraction techniques
– Positions to ease breathlessness

• Relaxation CD
• Crisis plan
• Breathlessness poem (Jenny Taylor)

• Home visit by physiotherapy/ occupational 
therapy; walking aids, home adaptations, exercise / 
muscle strengthening DVD or equivalent, reinforces 
clinic advice

@CSI_KCL                                                                                                    @ij_higginson

https://www.kcl.ac.uk/cicelysaunders/
research/symptom/breathlessness

Self–guided, internet–based 
intervention: 

Feasibility randomised
controlled trial 

NIHR funded (Reilly)

Next steps – moving to 
digital, self-help & support
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• Patient and family views were missing from the rapid guidance and advice being 
developed in response to COVID-19

• 54 responses received from people affected by serious illness across the UK via 
email, Cicely Saunders Institute online forum, phone call 

• Conducted in collaboration with colleagues at Hull & York, Bristol and Sheffield

18

www.csipublicinvolvement.co.uk

Johnson H, Brighton LJ, Clark J, Roberts H, Pocock L, Ogden M et al. Experiences, concerns, and priorities for palliative 
care research during the COVID-19 pandemic: A rapid virtual stakeholder consultation with people affected by serious illness 
in England. 2020. 31 p. https://doi.org/10.18742/pub01-034

http://www.csipublicinvolvement.co.uk/
https://doi.org/10.18742/pub01-034
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Does palliative care affect whether death is at 
home, across diseases? – YES more likely

Gomes et al. Cochrane data base of reviews, 2013 Jun 6;6:CD007760.

• OR 2.21 (95%IC 1.31 to 3.71) 
home death compared with 
conventional care

• Meta-analysis 7 trials,             
• 1222 patients, majority cancer
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Inequity: Where you live and who you are affects whether and how 
you gain access to hospices

• Decedents who lived ≥ 10 minutes from 
hospices  were  les s  like ly to die  in a  hospice

• There  was  a  ‘dose-response’ with dis tance

Chukwusa et al, PLoS One, 2020 Apr 
17;15(4):e0231666. 
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Inequity: Where you live and who you are affects whether and how 
you gain access to hospices
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CovPall - Improving palliative care for people with COVID-19 by 
sharing learning – Advance care planning:

See Bradshaw et al. https://www.medrxiv.org/content/10.1101/2020.10.28.20200725v1.full.pdf
Exacerbated already-existing challenges to high-quality, individualised Advance Care Planning
COVID-specific challenges: decision-making for a novel disease, communication in COVID-19, 
workload and time pressures
Services adapted local processes (prioritising specific components, integration into everyday 
practice) and structures (using technology, shifting resources, collaboration) of care 

Implications:
- The starting point to any discussion should always be the patient’s values & priorities
- Improve sharing information between services about wishes, keeping this up to date
- Parallel planning may be important
- High-quality Advance Care Planning needs to be resourced and better integrated into care across 

the health sector, ahead of pandemic waves and in routine care
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Can we get better at triggering a palliative care assessment - easy to use 
measures: E.g. Palliative care Outcome Scale (POS) and POS-Symptoms

• Developed and validated in many 
countries, settings and disease

• 10 questions, rated 0 – 4
• Open question for patient concerns
• Time to complete 5 minutes
• http://pos-pal.org/

Can be called the Patient care Outcome Scale (POS) 
–
Is this needed ? - Sometimes ….
But palliative care be explained  

Can these triggers be digitally provided
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The importance of competence, 
skills and presence, especially 
in home care

model shows from research the 
‘key ingredients of being able 
to support people at home’

Results of a meta-ethnography
Source: Sarmento et al BMJ Support Palliat Care. 
2017 Feb 23.
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of palliative care 

science, plus caring…

individualised 
(by culture, values, 
concerns)

In care and science 
(research, education)



www.kcl.ac.uk/cicelysaunders Follow us on Twitter: @CSI_KCL @ij_higginson


	You Matter Because You Are You:�An Action Plan for Better Palliative Care �
	Cicely Saunders model of palliative care ��science, plus caring…��individualised �(by culture, values, concerns)���In care and science (research, education)��
	Slide Number 3
	Modern Palliative care: ‘Needs driven individualised care’ – for those with life threatening, life limiting illness�
	UK perspective - growing need for palliative care
	Slide Number 6
	Slide Number 7
	During the Covid-19 pandemic these projections were reached already 
	Consistence evidence in favour of palliative care on improving quality of life, symptoms, people being cared for where they wish
	Slide Number 10
	Effect of palliative care on health and social care costs…
	Cost savings greater when patients have multimorbidity..
	CovPall - Improving palliative care for people with COVID-19 by sharing learning 
	Slide Number 14
	Slide Number 15
	Slide Number 16
	Breathlessness triggered service –  How did it work? 
	Slide Number 18
	Slide Number 19
	Does palliative care affect whether death is at home, across diseases? – YES more likely
	Inequity: Where you live and who you are affects whether and how you gain access to hospices
	Inequity: Where you live and who you are affects whether and how you gain access to hospices
	Slide Number 23
	CovPall - Improving palliative care for people with COVID-19 by sharing learning – Advance care planning:
	Slide Number 25
	Can we get better at triggering a palliative care assessment - easy to use measures: E.g. Palliative care Outcome Scale (POS) and POS-Symptoms
	Slide Number 27
	The importance of competence, skills and presence, especially in home care��model shows from research the ‘key ingredients of being able to support people at home’
	Cicely Saunders model of palliative care ��science, plus caring…��individualised �(by culture, values, concerns)���In care and science (research, education)��
	Slide Number 30

