
The first few months of 2021 have continued to challenge 
healthcare systems around the world as countries 
grapple with surges of COVID-19 while endeavouring to 
roll-out mass vaccination programmes. The pandemic 
has highlighted valuable lessons for the long-term 
future of palliative and end of life care and bereavement 
support. Findings from our CovPall research programme 
demonstrate how palliative care teams in hospitals, 
hospices and in the community, have been stretched 
beyond capacity, but were a vital component of the 
emergency pandemic response.  

In early 2021 we launched our Action Plan for Palliative Care, 
You Matter Because You are You a seven-point action plan 
that identifies the major challenges now facing the palliative 
care system, and outlines evidence-based solutions for each 
of them. The research is also included in the Better End of Life 
Report commissioned by the charity Marie Curie, published 
earlier this month. Lead author is Professor Katherine Sleeman, 
newly appointed Laing Galazka Professor of Palliative Care, 
a new permanent professorship funded by the Kirby Laing 
Foundation and Michal Galazka. 

Cicely Saunders International will continue to campaign for 
better care and we hope that the sacrifices and hard work of so 
many palliative care professionals, patients and families during 
this pandemic will now lead to a permanent change in how 
palliative care services are funded and delivered. 

Thank you for your support. 

 
 
 
 

John McGrath  
Chairman

Much has been done 
but there is still much to 
do. And we must all take 
responsibility for enabling 
change to take place. 

Dame Cicely Saunders 
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NEWS:

Action plan for  
palliative care
In January Cicely Saunders International called for urgent action after 
pandemic accelerates demand for palliative care by 20 years. 

In January Cicely Saunders International published 
You Matter Because You Are You, a seven-point 
Palliative Care Action Plan that identifies the major 
challenges now facing the palliative care system, 
and outlines evidence-based solutions for each of 
them. The report calls for major reforms to the UK’s 
system of palliative care in response to a significant 
and persistent increase in demand caused by the 
pandemic. 

During 2020, demand for palliative care surged, 
reaching levels of need similar to those expected 
by 2040 – 20 years earlier than anticipated. 

The accelerated demand highlighted and 
exacerbated existing shortcomings in the palliative 
care system, compromising patients’ care and 
affecting families and carers. The researchers 
say that urgent reforms are now vital to bring the 
palliative care system up to speed with new levels 
of demand.

The Action Plan draws on research carried out 
by Cicely Saunders International during the 
pandemic, as well as evidence from Government-
commissioned reviews and independent reports.  
It sets out 24 achievable actions, each designed to 
improve the care patients receive and increase the 
efficiency of NHS services, ensuring the palliative 
care system can cope with the accelerated 
demand.

It recommends reforms to the care delivered 
in hospitals, hospices, care homes, patients’ 
homes and in the community, as well as calling 
for an overhaul of the education and training for 
health and social care professionals, and greater 
investment in research. 

Download the report here. 

Professor Irene Higginson, Scientific Director, 
Cicely Saunders International, said: “The COVID-19 
pandemic has made it clear that when the demand 
for health and social care services goes up, the 
provision of palliative care falls short. The demand 
on NHS services we have seen during 2020 and 
into 2021 is unprecedented, but it is also an 
indication of the challenges we will face in the 
future. We need to start preparing for those now, 
as we respond to and recover from the lasting 
impact of the pandemic. It’s vital that we learn 
from this experience and implement the changes 
necessary to secure high quality palliative care for 
all patients.” 

John McGrath, Chair, Cicely Saunders International, 
said: “This landmark action plan draws on excellent 
independent reports – including Government-
commissioned reviews – into palliative care. The 
value of getting palliative care right – for patients, 
families, carers and the NHS – has long been 
recognised, but systemic issues remain, hindering 
healthcare professionals’ work and compromising 
patients’ care. These issues are being exposed by 
the accelerated demand for palliative care caused 
by the COVID-19 pandemic, and must urgently be 
addressed.” 

Marion Sumerfield, patient’s family member: 
“Perhaps this year, more than ever before, we have 
finally understood the true value of providing the 
best possible palliative and end of life care. In 
order to do that, we have to provide a cohesive 
system that allows this to happen. All the work 
carried out by clinicians, researchers, patient and 
family members at the Cicely Saunders Institute 
contributes to this Action Plan, because it matters 
to the patient, to the people closest to them, and 
ultimately, it matters to everyone.”

2 CSINEWS Spring 2021

https://csiweb.pos-pal.co.uk/csi-content/uploads/2021/01/Cicely-Saunders-Manifesto-A4-multipage_Jan2021-2.pdf


RESEARCH NEWS:

Palliative care and 
intermediate care units
Research published in the journal BMC Medicine examines mortality data for older adults 
discharged from hospital to intermediate care units. 

The focus of care in these units is traditionally 
rehabilitation and recovery. However this research 
shows that one in four may die within a year of 
their admission. Therefore palliative care should 
be integrated into care for this group of patients 
transferring from hospital. The traditional emphasis 
on rehabilitation and recovery in intermediate  
care units has changed with an ageing population 
and there is a need for greater integration of 
palliative care.

“Patients admitted to community hospitals are in 
transition between hospital and home and require 

intermediate care. Our research showed this group 
were mainly older people with chronic progressive 
disease and multiple conditions. Over one in four 
were in the last year of life. Our findings revealed 
there is a need for integrated geriatric and palliative 
care to support these patients, who have multiple 
care needs. Understanding care needs at a 
population level is vital to identify policy priorities 
to deliver high quality care. This work adds to the 
growing body of evidence of the need for more 
integrated and joined up models of care among  
our health services.”  
Dr Catherine Evans, Chief Investigator

Evans CJ, Potts L, Dalrymple U, Pring A, Verne J, Higginson IJ, Gao W; SPACE.    
Characteristics and mortality rates among patients requiring intermediate care: a national cohort study using 
linked databases.  
BMC Med. 2021 Feb 12;19(1):48. doi: 10.1186/s12916-021-01912-x. PMID: 33579284; PMCID: PMC7880511.
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Palliative care needs better 
integration with healthcare 
systems 
Findings from a multinational study into the experience of palliative care services highlights  
need for better integration and recognition in health services pandemic/epidemic response.

Research findings published in the Journal of Pain 
and Symptom Management found a huge surge in 
demand on palliative and end of life care services 
during the first wave of the COVID-19 pandemic, 
with hospital palliative care teams and community 
teams becoming extremely busy, including those 
supporting care homes and at home nursing. 
Despite this, the crucial role palliative care teams 
are playing during the pandemic must be better 
recognised and integrated, as the findings show 
staff felt ignored by national and international 
pandemic responses and often lacked equipment, 
staff, medicines, integration and recognition.

The CovPall study aimed to understand the 
response of and challenges faced by palliative  
care services during the COVID-19 pandemic  
and identify factors associated with this. 

Staff described increased workload, concerns  
for their colleagues who were ill, while spending  
time struggling to get essential equipment and 
medicines, and worrying about the financial  
viability of their service.

Major challenges included shortages: 48% reported 
shortages of Personal Protective Equipment (PPE); 
40% staff shortages; 24% shortages of medicines; 
14% shortages of other equipment.

Charity managed services were more likely to 
experience shortages of PPE compared to publicly 
managed services. Services in the UK were more 
likely to experience staff shortages compared with 
those in the rest of Europe or elsewhere in the world.

 
 
 
 

“Our findings show the importance of palliative care 
in caring for those dying from COVID-19 and those 
with severe symptoms. Urgent action is needed 
to ensure palliative care inclusion in pandemic 
planning and the availability of PPE to protect staff 
and patients, medicines, and equipment in this and 
subsequent waves of the pandemic. The need for 
training in palliative care for clinicians cannot be 
overemphasised.”  
Dr Adejoke O Oluyase,  
Research Associate and lead author

“Palliative and hospice care responded actively  
to the COVID-19 pandemic but were missed  
from multinational pandemic responses. We need 
better integration of palliative care with health 
systems, especially the charity managed services. 
Our findings have been useful in developing  
the recent Cicely Saunders International  
Action Plan for Better Palliative Care.”  
Professor Irene Higginson, senior author

You can read the full paper on the Journal of  
Pain and Symptom Management website.

Oluyase AO, Hocaoglu M, Cripps RL, Maddocks M, Walshe C, Fraser LK, Preston N, Dunleavy L, Bradshaw A, Murtagh FEM, 
Bajwah S, Sleeman KE, Higginson IJ.  
The challenges of caring for people dying from COVID-19: a multinational, observational study (CovPall) 
Published: February 05, 2021 DOI: https://doi.org/10.1016/j.jpainsymman.2021.01.138

COVID-19 RESEARCH NEWS:
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Red hearts on the 
National Covid 
Memorial Wall outside 
St Thomas' Hospital.

NEWS:

Better End of Life Report 
Better End of Life is a review of dying, death and bereavement during COVID-19 and highlights 
valuable lessons for the long-term future of palliative and end of life care and bereavement  
support in the UK. 

The report highlights how palliative and end of 
life care in the UK has been compromised during 
the pandemic by shortages of PPE, essential 
medicines, and equipment, because these services 
were not seen as ‘frontline NHS’. The review of 
dying, death and bereavement during COVID-19 
highlights valuable lessons for the long-term future 
of palliative and end of life care and bereavement 
support in the UK. UK data from CovPall – a study 
of the role and response of palliative care and 
hospice services to the COVID-19 pandemic  
partly funded by Cicely Saunders International – 
shows that palliative care teams in all settings  
were stretched to and beyond capacity, but  
proved a vital component to the emergency 
pandemic response.

However, too often, the ability of palliative care 
services to provide vital care and support was 
undermined by failing to be treated as a frontline 
NHS service.

Professor Katherine Sleeman, lead researcher 
on the Better End of Life 2021: Dying, death and 
bereavement during Covid-19 Research Report, 
said: “The COVID-19 pandemic accelerated the 
need for palliative and end of life care in the UK. 
However, the experiences of those affected by 
dying, death and bereavement – whether as a 
result of COVID-19 or other conditions – have  
had little scrutiny to date. It is essential that we 
learn from the achievements and weaknesses  
in care that the pandemic has exposed, to  
improve future provision of palliative, end of life  
and bereavement care.” 

Sleeman, KE, Murtagh, FEM, Kumar, R, O’Donnell, S, Cripps, RL, Bone, A, McAleese, J, Lovick, R,  
Barclay, S, Higginson, IJ. (King’s College London, Cicely Saunders Institute; Hull York Medical School,  
University of Hull; and University of Cambridge,UK).  
Better End of Life 2021. Dying, death and bereavement during Covid-19. Research report.  
London (UK): Marie Curie. 2021 April.  
www.mariecurie.org.uk/globalassets/media/documents/policy/policy-publications/2021/better-end-of-life-research-report.pdf
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How many people will 
need palliative care in 
Scotland by 2040? 
Worldwide deaths are expected to rise to 75 million 
by 2040. The growing number of older people and the 
increased prevalence of chronic conditions indicate  
that more people would benefit from a palliative 
approach to care over the next two decades. 

Research published in February 
in the BMJ is the first study 
to project estimates of future 
palliative care need for Scotland. 
The researchers found that by 
2040 more people in Scotland 
are projected to die with 
palliative care needs and these 
people will have increasingly 
complex needs.

The researchers also concluded 
that there is a need for

sustained investment in a national digital health and social 
care system that remains person-centred to improve  
care coordination and optimise palliative care for people 
wherever they live.

Finucane AM, Bone AE, Etkind S, Carr D, Meade R, Munoz-Arroyo R, 
Moine S, Iyayi-Igbinovia A, Evans CE, Higginson IJ, Murray SA.  
How many people will need palliative care in Scotland by 2040?  
A mixed-method study of projected palliative care need and 
recommendations for service delivery.  
BMJ Open 2021;11:e041317. doi:10.1136/bmjopen-2020-041317

RESEARCH NEWS:COVID-19 RESEARCH NEWS:

Palliative care  
in care homes 
CovPall Care Homes is a new study 
exploring the delivery of palliative and 
end-of-life care in care homes during 
the COVID-19 pandemic. 

The findings will be used to make 
recommendations to key decision-
makers, such as policy makers and 
commissioners, to sustain innovations  
in care.

In the first stage of the study, researchers 
will survey 400 residential and nursing 
homes to understand the challenges 
associated with the rapid rise in palliative 
and end-of-life care needs, and the 
innovations in care homes to meet them. 

The second phase of the study will involve 
20 in-depth interviews with care home 
staff to explore further the challenges  
and facilitators to provide high-quality 
palliative care. 

The study is run by Prof Katherine 
Sleeman and Dr Catherine Evans at Cicely 
Saunders Institute, King’s College London. 
You can find out more about the study 
here. Contact the researchers or express 
your interest in taking part by emailing  
palliativecare@kcl.ac.uk.
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Lancet Public Health: 
low wealth, worse health 
Research published recently in Lancet Public Health should alert healthcare professionals and 
clinical commissioning groups to the related risk factors for low wealth and worse health. 

Researchers based at the Cicely Saunders Institute 
investigated whether a patient’s socio-economic 
position affects whether they are less or more  
likely to receive hospital-based care towards  
the end of life.

The findings suggest that worse health and function 
partly explains why people with lower wealth have 
more hospital admissions in the last two years of 
life. The study highlights the importance of socio-
economically driven health differences in explaining 
patterns of hospital use towards the end of life. 

Davies JM, Maddocks M, Chua KC, Demakakos P, Sleeman KE, Murtagh FEM.   
Socioeconomic position and use of hospital-based care towards the end of life: a mediation analysis using  
the English Longitudinal Study of Ageing.  
Lancet Public Health. 2021 Feb 8:S2468-2667(20)30292-9. doi: 10.1016/S2468-2667(20)30292-9. Epub ahead of print. 
PMID: 33571459.

RESEARCH NEWS:
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‘Necessity is the 
mother of invention’
Specialist palliative care service innovation and practice change in response to COVID-19.  
Results from a multinational survey (CovPall).

Researchers at the Cicely Saunders Institute, 
University of Hull and University of Lancaster have 
investigated the specialist palliative care response 
to the pandemic, with the aim of discovering and 
sharing good practice and preparing for future care. 

As part of the CovPall study they carried out an 
online survey of 458 specialist providers. The 
respondents were inpatient palliative care units, 
nursing homes, hospital and home care teams 
from across the world. 277 were from the UK,  
85 from Europe, 95 from the rest of the world. 

The researchers wanted to collect data about 
how the services had adapted and innovated in 
response to COVID-19. They found that through 
having to operate in crisis, rapid changes were 
made, including streamlining of services, extending 
and increasing outreach, using technology to 
facilitate communication and implementing staff 
wellbeing innovations.

Researchers found that barriers to efficient 
working were fear and anxiety of staff and patients, 
duplication of effort, information overload and 
lack of funding. Enablers included collaborative 
teamwork, staff flexibility, pre-existing IT 
infrastructure and strong leadership.

Researchers concluded that specialist palliative 
care services have been flexible, highly adaptive 
and have adopted low-cost solutions, so-called 
‘frugal innovations’ in response to COVID-19. 

In addition to financial support, greater 
collaboration is essential to minimise duplication  
of effort and optimise resources. 

The research is part of CovPall, a multinational 
study supported by the Medical Research Council, 
NIHR Applied Research Collaboration South 
London, and Cicely Saunders International. 

Dunleavy L, Preston N, Bajwah S, Bradshaw A, Cripps R, Fraser LK, Maddocks M, Hocaoglu M, Murtagh FEM, Oluyase AO, 
Sleeman KE, Higginson IJ, Walshe C.  
Necessity is the mother of invention: specialist palliative care service innovation and practice change in 
response to COVID 19. Results from a multinational survey (CovPall). 
Palliative Medicine. Published first online March 23, 2021  
https://doi.org/10.1177/02692163211000660

COVID-19 RESEARCH NEWS:
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Global predictions of cancer 
deaths by the year 2060 
Palliative care improves outcomes for people with cancer, but in many countries access remains 
poor. Understanding future needs is essential for effective health system planning in response  
to global policy. 

Researchers at the Cicely Saunders Institute 
have published a population-based projection 
of the burden of serious health-related suffering 
associated with death from cancer to 2060, and 
present this data by age, gender, cancer type,  
and region, as defined by World Bank income.

Researchers found that by 2060, 16.3 million 
people dying with cancer each year will experience 
serious health-related suffering. This compares 
with a figure of 7.8 million in 2016. Serious health-
related suffering among people dying from cancer 
will increase more quickly in low-income countries.

In high and upper-middle income countries, lung 
cancer will be the single greatest contributor to the 
burden of serious health-related suffering of people 

dying with cancer. In low and lower-middle income 
countries, breast cancer will be the single greatest 
contributor.

There is increasing evidence that palliative care 
is effective and cost-effective in both high and 
low and middle-income countries. However, it is 
estimated that just 14% of the people who need 
palliative care receive it, and most of these people 
are in high-income countries.

The research shows that many people with cancer 
will die with unnecessary suffering unless there 
is an expansion of palliative care integration into 
cancer programmes. Failure to do this will be 
damaging for the individuals affected, their families 
and the health systems treating them.

Sleeman KE, Gomes B, de Brito M, Shamieh O, Harding R.   
The burden of serious health-related suffering among cancer decedents: global projections study to 2060.  
Palliat Med. 2021 Jan;35(1):231-235. doi: 10.1177/0269216320957561. Epub 2020 Sep 18. PMID: 32945226. 

GLOBAL NEWS:
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Patient and public involvement at the Cicely Saunders Institute
In February 2021, the Cicely Saunders Institute finalised a new PPI strategy. The strategy outlines 
principles, ambitions and goals for the next three years. The goals will inform the work of the PPI 
Executive Group over this period.

The new strategy focuses on 
diversity and inclusion, support 
and learning, engagement, 
evaluation and promotion and 
the building of capacity. A 
common thread throughout 
these goals is the aspiration  
to build links, this includes with 
new PPI members, clinical 

colleagues, other executive 
groups, organisations and PPI 
networks. Enhancement of these 
links will both expand learning 
and increase impact of the work 
of the institute.

To see full information about the 
patient and public involvement 

group, including access to the 
online forum, newsletters and 
other resources, please visit:  
www.kcl.ac.uk/
cicelysaunders/patient-
family-and-public-
involvement/ppi

PPI NEWS:

‘I have failed to separate 
my HIV from this pain’
Pain is a highly prevalent and burdensome symptom among people with HIV. Researchers  
based at the Cicely Saunders Institute have published the results of a study to identify how  
the experience of living with HIV and chronic pain influences pain beliefs, health-seeking  
behaviours and pain management.

HIV stigma, a lack of co-ordinated care, and 
general practitioners’ lack of HIV training 
are barriers to managing pain successfully. 
Unaddressed pain results in poorer mental health 
and reduced quality of life. This has important 
clinical implications for HIV treatment adherence.

Creating HIV-specific pain resources, activating 

social networks, and pain self-management 
techniques are potential solutions. The researchers 
concluded that person-centred assessment and 
HIV training are needed to help clinicians identify 
people with HIV with chronic pain. Clear guidelines 
need to be developed to identify which health 
service providers are responsible for chronic pain 
management in people with HIV.

Baker V, Nkhoma K, Trevelion R, Roach A, Winston A, Sabin C, Bristowe K, Harding R.   
“I have failed to separate my HIV from this pain”: the challenge of managing chronic pain among people with HIV. 
AIDS Care. 2021 Jan 14:1-9. doi: 10.1080/09540121.2020.1869148. Epub ahead of print. PMID: 33443450.

GLOBAL NEWS:
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Professor Katherine Sleeman  
appointed to new professorship 
Dr Sleeman is the first person appointed to the new endowed Laing Galazka Chair.

Professor Katherine Sleeman 
is the inaugural appointee 
to the Isobel Laing Michal 
Galazka Chair in Palliative 
Care, to be known as the 
Laing Galazka Chair, a new 
endowed Professorship 
at the Cicely Saunders 
Institute. The introduction of 
this new Chair will enhance 
and strengthen research to 
transform health care and 
services for future palliative 
care and ageing populations.

Katherine is an NIHR 
Clinician Scientist and an 
Honorary Consultant in 
palliative medicine at King’s 
College Hospital NHS 
Foundation Trust. Katherine 
was the first person to 
hold an NIHR Clinician 
Scientist Fellowship in 
Palliative Medicine, and she 

has an international research reputation. Her work focuses on the 
use of large datasets to understand patterns of care before death 
particularly for people with dementia, and the intersection between 
palliative care and policy. In 2019, Katherine was the first to be 
awarded the European Association for Palliative Care Award 
for Women in Palliative Care, in recognition of her work analysing 
gender bias at palliative care conferences.

The new permanent professorship is funded jointly by The Kirby 
Laing Foundation and Cicely Saunders International. Michal 
Galazka, of the Hospice Education Institute, USA, and The Atlantic 
Philanthropies made pivotal support to Cicely Saunders International 
to enable this Professorship to be realised. 

CONGRATULATIONS:

“I am thrilled and honoured to 
be appointed as the inaugural 
Laing Galazka Chair in Palliative 
Care. I am excited about building 
a programme of research in 
palliative care for older people 
and those with dementia and 
developing innovative cross-
sector stakeholder engagement 
to ensure that the research 
is used to drive change. As a 
world-leading centre for palliative 
care, policy and rehabilitation, 
the Cicely Saunders Institute is 
the ideal place to build this vision. 
I am indebted to the colleagues, 
collaborators and friends who 
have supported me in my career 
to date and look forward to 
growing impactful collaborations 
within the Faculty of Nursing, 
Midwifery & Palliative Care, 
across King’s and externally.  
I am hugely grateful to the 
funders of the Chair, The Kirby 
Laing Foundation and Cicely 
Sanders International, for this 
wonderful opportunity.”  
Professor Katherine Sleeman
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Cicely Saunders International is a registered charity 1087195. It relies entirely on charitable support  
to carry out its programme of world class research and education. If you would like to make a  
donation please contact sian.best@cicelysaundersinternational.org or visit our website  
cicelysaundersinternational.org

Thank you for your support...

CONGRATULATIONS:

Professor Richard Harding has been appointed as the new Vice Dean (International) for the 
Florence Nightingale Faculty of Nursing, Midwifery & Palliative Care, King’s College London.

Professor Harding is Herbert 
Dunhill Chair and Director of 
the Centre for Global Health 
Palliative Care in the Cicely 
Saunders Institute. Throughout 
his career, Richard has achieved 
success around the world 
working across research, 
education, policy influence and 
partnership collaboration with 
non-governmental organisations 
and universities.

Richard came to King’s on an NHS London funded PhD scholarship 
in 1998 and has worked with colleagues to generate evidence of need, 
outcomes and effectiveness in palliative care – a field of research that 
has been neglected in high income countries and even more so in  
low- and middle- income countries where arguably need is greatest.

Early on in his career Richard was given a Visiting Fellowship to 
the Health Resources and Services Administration via Columbia 
University, where he worked with the White House National AIDS 
Office to develop the President’s Emergency Plan for AIDS Relief 
(PEPFAR) programme. He currently directs the WHO Collaborating 
Centre for Palliative Care, is Vice Chair of the World Hospice Palliative 
Care Alliance and is founding Director of the Centre for Global Health 
Palliative Care at the Cicely Saunders Institute.

Richard was awarded the African Palliative Care Association prize  
for leading publications in palliative care and is co-Chair of the  
African Palliative Care Research Network. He holds a visiting Chair  
in Palliative Care at the University of Cape Town. 

As Vice Dean (International) in the Faculty, Richard will provide 
leadership and management of international activities and develop 
the Faculty’s international strategy. He will be working closely with 
colleagues in the Faculty and across the university to identify and grow 
international research and education projects and increase King’s 
visibility and reputation for global nursing, midwifery and palliative care. 

“This is a wonderful development 
for both Richard and our Faculty. 
Richard has been at King’s 
since his PhD and his work 
with overseas collaborators on 
outcome measures for palliative 
care in low- and middle-income 
countries has had an enormous 
impact on improving access to 
high quality appropriate palliative 
care. I am looking forward to 
working with Richard in his new 
role and excited to see his vision 
for the future.”  
Professor Irene Higginson, 
Scientific Director, Cicely 
Saunders International

Professor Richard Harding 
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