
You matter because you 
are you. You matter to the 
last moment of your life, 
and we will do all we can 
to help you not only to die 
peacefully, but also to live 
until you die. 

Dame Cicely Saunders

Welcome to the Winter edition of CSI News. As 2021 draws 
to a close we inevitably reflect on the many continuing 
challenges of the global pandemic and how these have 
impacted palliative care in the UK and around the world.  

We have seen demand for palliative care surge, reaching levels 
of need we previously only expected to be reached in 2040. 
This has highlighted shortcomings in the palliative care system, 
compromising patients’ care and affecting families and carers.

Early in 2021 we launched our Action Plan for Palliative Care,  
a seven-point action plan of evidence-based solutions to 
address these challenges. I am pleased to report that 12 
months on, BuildPall, a new CSI programme to improve care  
for patients and families facing progressive illness will start in 
early 2022. We have already secured some matched funding 
for this programme, but we need more. Cicely Saunders 
International wants everyone to get the care they need, 
wherever they are cared for, whether that is in hospital,  
in a hospice, at home, or in a care home. 

It is a steep mountain to climb and we need your support. 
Please consider making a regular donation and join  
Friends of Cicely Saunders International so that we  
can continue our work. See our website or email  
friends@cicelysaundersinternational.org.

Thank you for your support, and we wish you a Happy  
New Year. 

 
 
 
 

John McGrath  
Chairman

Winter 2021
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RESEARCH NEWS:

Lung cancer patients 
need better care
Researchers based at the Cicely Saunders Institute have carried out an analysis of data of 472,259 
people who died of lung cancer in England between 2001 and 2017 to find out how many of these 
patients had comorbidities such as chronic respiratory disease (COPD), chronic kidney disease 
(CKD), cardiovascular disease, and dementia.

The team carried out a population-based patterns 
and trends analysis using ONS Mortality for 
England. ONS is the UK’s largest independent 
producer of official statistics and is the recognised 
national statistical institute of the UK. The study 
determined actual and predicted patterns and 
trends in comorbidities for lung cancer decedents 
in England, UK. The findings provide valuable 
information for healthcare professionals, managers 
and policymakers when planning and delivering 
future cancer services.

Lead author Dr Lesley Henson writes:
“By 2032 we anticipate that over 25% of all 
lung cancer patients with have at least two 
comorbidities at the end of life.”

“Present day healthcare systems where individual 
diseases determine models of service delivery 
often results in care that is fragmented, unsafe and 
inefficient for patients… attending hospital multiple 
times for different conditions can be burdensome… 
healthcare professionals lack sufficient time 
to provide high quality holistic care alongside 
anticancer treatment and monitoring... new 
integrated models of care are urgently needed.”

The researchers conclude that in order to deliver 
high quality care to people with lung cancer, 
healthcare professionals need to work across 
traditional boundaries of care, to integrate care with 
other services such as dementia and CKD services.

Henson LA, Chukwusa E, Ng Yin CL, Khan SA, Gao W.  
Lung cancer deaths (England 2001–2017) – comorbidities: a national population-based analysis.  
BMJ Supportive & Palliative Care 2021;0:1–7. doi:10.1136/bmjspcare-2021-003107  
https://spcare.bmj.com/content/bmjspcare/early/2021/09/06/bmjspcare-2021-003107.full.pdf
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 The stress of uncertainty
Transitions of care between settings, between home, care home, hospice or hospital, can 
be challenging for both patients and their families. However little is known about how these 
transitions are experienced differently by patients with palliative care conditions.

Patients and families in this study found that a lack 
of information and poor information led to stressful 
feelings of uncertainty. Patients and families adapted 
better to transitions if they were able to redefine their 
view of what was normal and ‘carry on as normal’.

The researchers noted that family caregivers 
often act as advocates in healthcare and play an 
important role, not only practically, such as arranging 
transport or coordinating care but also in providing 
emotional support.

Healthcare professionals should acknowledge that 
transitioning to a new care setting can be a stressful 
or difficult experience for patients and families, 
therefore, having options and being available to  
offer support is important when needed.

Recommended changes to improve experiences 
of transitions included improving communication 
between teams and across organisations, clarifying 
accountability as patients move across settings, 
standardising discharge processes and providing 
additional in-house staff training for different 
health professionals on psychosocial support, 
communication skills and information giving.

This study emphasises the importance of  
person-centred seamless care and demonstrates 
that better integration of palliative care in all settings 
is needed. Family needs assessment and support 
are crucial in transitions and caring for patients  
with advanced illness.

The researchers conclude that future research 
should explore the experiences of patients and 
families with a variety of ethnic and cultural 
backgrounds and with transitions from and to  
care homes, as every transition seems to be  
unique and context specific.

Guo P, Pinto C, Edwards B, Pask S, Firth A, O’Brien S, Murtagh FE.  
Experiences of transitioning between settings of care from the perspectives of patients with advanced  
illness receiving specialist palliative care and their family caregivers: A qualitative interview study.  
Palliat Med. 2021 Sep 3:2692163211043371. doi: 10.1177/02692163211043371. Online ahead of print.  
PMID: 34477022
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COVID-19 NEWS:

COVID policy in the UK: 
impact on ethnic minorities
New research has found UK wide COVID-19 policies may have disproportionately impacted people 
from ethnic minority groups at the end of life. In addition, the UK palliative care response may have 
been equal but inequitable. This is according to a new study led by the Cicely Saunders Institute.

Published in BMJ Supportive & Palliative Care, 
the research aimed to develop insights into 
the response of palliative care services caring 
for people from ethnic minority groups during 
COVID-19 and gathered information from 277 UK 
palliative care services through an online survey.

This was part of the CovPall study, a collaborative 
project between the Cicely Saunders Institute of 
Palliative Care, Policy & Rehabilitation at King’s 
College London, the International Observatory on 
End of Life Care at Lancaster University, and the 
Wolfson Palliative care Research Centre in Hull  
York Medical School.

COVID-19 has disproportionately affected ethnic 
minority groups and these latest findings suggest 

‘one size fits all’ policies introduced during the 
COVID-19 pandemic may have adversely impacted 
these groups disproportionately, causing distress 
that services struggled to manage.

Key findings
Visiting restrictions may have had a 
disproportionate adverse impact in those ethnic 
minority groups that would traditionally have large 
numbers of family members involved in providing 
care, support and/or decision making, and where  
it was important for the wider community to visit 
and support in times of illness.

Visiting restrictions may have not only removed 
patients’ psychosocial support and advocates,  
but also their personal and professional translators; 
for many, their only means of communication.

COVID-related policies prohibiting physical contact 
with loved ones after death, may have particularly 
impacted ethnic minority groups who are more 
likely to conduct compulsory after-death rituals 
such as prayer in large groups with touching  
and washing of the body.

The research highlights that during the COVID-19 
period, systemic steps, including equality impact 
assessments, are urgently needed to address 
inequity at the end of life for these patients and 
families. Formal safeguards and mitigation against 
the negative impact of emergency policies on these 
groups, beyond a sole focus on individualised care, 
is urgently needed.

Dr Sabrina Bajwah, Clinical Senior Lecturer at 
King’s College London, and lead author said:  

“We have known for a long time that those from 
ethnic minority groups are less likely to have a good 
death and are less likely to receive palliative and 
hospice care. This important research highlights 
the disproportionate distress caused by UK wide 
policies to these already vulnerable groups at the 
end of life during the COVID-19 pandemic. Whilst 
policies introduced rapidly during the first wave of 
the COVID-19 pandemic may have been justified 
by the legitimate aim of protecting the general 
public, we now need to urgently assess the 
impact of these and future policies on patients and 
families from ethnic minority groups. We provide 
clear recommendations for all underserved groups 
which are relevant for all healthcare specialties and 
settings dedicated to reducing health inequality”.

Bajwah S, Koffman J, Hussain J, Bradshaw A, Hocaoglu MB, Fraser LK, Oluyase A, Allwin C, Dunleavy L, Preston N,  
Cripps R, Maddocks M, Sleeman KE, Higginson IJ, Walshe C, Murtagh FEM.    
Specialist palliative care services response to ethnic minority groups with COVID-19: equal but inequitable –  
an observational study  
BMJ Supportive & Palliative Care. Published Online First: 12 September 2021.  
doi: 10.1136/bmjspcare-2021-003083
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Place of  
death  
during the 
COVID-19 
pandemic
Understanding patterns of mortality  
and place of death during the  
COVID-19 pandemic is important  
to help provide appropriate services  
and resources.

Researchers based at the Cicely Saunders  
Institute and the universities of Hull, Edinburgh  
and Cambridge have analysed patterns of mortality 
including place of death in the United Kingdom 
(UK) (England, Wales, Scotland and Northern 
Ireland) during the COVID-19 between March  
2020 and March 2021.

During this period 798,643 deaths were  
registered in the UK, of which 147,282 were 
COVID-19 deaths and 17,672 were additional  
non-COVID-19 deaths.

While numbers of people who died in care homes 
and hospitals increased above expected only 
during the pandemic waves, the numbers of 

people who died at home remained  
above expected both during and between  
the pandemic waves, with an overall increase  
of 41%.

The researchers concluded that where people  
died changed during the COVID-19 pandemic,  
with an increase in deaths at home during and 
between pandemic waves. This has implications  
for planning and organisation of palliative care  
and community services. The extent to which  
these changes will persist longer term remains 
unclear. Further research could investigate  
whether this is reflected in other countries  
with high COVID-19 mortality.

O’Donnell SB, Bone AE, Finucane AM, McAleese J, Higginson IJ, Barclay S, Sleeman KE, Murtagh FE.  
Changes in mortality patterns and place of death during the COVID-19 pandemic:  
A descriptive analysis of mortality data across four nations.  
Palliat Med. 2021 Aug 23:2692163211040981. doi: 10.1177/02692163211040981. Online ahead of print. PMID: 34425717
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Professor  
Irene Higginson 

Professor Irene 
Higginson, 
Scientific Director 
of Cicely Saunders 
International 
and Founding 
Professor of the 
Cicely Saunders 
Institute has been 
awarded the EAPC 
2021 Award for  

her outstanding contribution to the EAPC.  
The award was set up in 2001. Previous  
holders of the award include Geoffrey Hanks, 
George Soros, Derek Doyle, Kathy Foley  
and Sheila Payne.

Professor Irene Higginson has also been named 
as a Highly Cited Researcher for her contribution 
across scientific fields in the 2021 Highly Cited 
Researchers List from Clarivate. This identifies 
researchers across the world who are in the top 
one percent in their field in the world by citations.

“I am delighted and honoured to once more be 
named on the Highly Cited Researchers list. I am 
grateful that this spotlights the field of palliative 
care and the research underway to improve care 
and treatments for patients and those important to 
them. Research is a team effort, and I thank all my 
talented colleagues in the Cicely Saunders Institute 
and King’s College London, and to our funders, 
collaborators and patient and public partners, for 
their steadfast efforts and belief in the importance 
of seeking ways to improve care for those facing 
progressive illness and symptoms”. 
Professor Irene Higginson

CONGRATULATIONS:

Professor 
Catherine Evans

Dr Catherine 
Evans, has been 
promoted to 
Professor of 
Palliative Care. 
She will be the 
first nurse in the 
Faculty appointed 
to this specialist 
role.

Catherine’s professorship will be pivotal for nursing 
leadership in palliative care both at King’s College 
London and nationally. Her nursing leadership 
brings a huge strength to the multi-disciplinary 
palliative care group at the Cicely Saunders 
Institute, and in Adult Nursing at King’s College 
London for palliative care undergraduate and 
postgraduate taught programmes.

“I am thrilled to have the opportunity to provide 
leadership and profile for nurses in the community 
in their vital work delivering palliative and end of 
life care within the multi-disciplinary team and 
with specialists in palliative care. Multidisciplinary 
working is a huge strength in the delivery of 
palliative care and community care. I hope to 
exploit this strength by amplifying the nursing voice 
for us to realise a long-overdue policy ambition of 
equitable access to palliative care for older people 
where they reside, at home and in care homes.  
I am hugely grateful to friends and family, and my 
colleagues at the Cicely Saunders Institute and 
Sussex Community NHS Foundation Trust for  
their support in my career and looking forward  
to continuing and growing this collaboration.  
I’m also grateful to the National Institute of Health 
Research whose creation and funding of an 
integrated clinical academic career pathway  
made possible my pursuit and success as a 
clinical-academic in nursing.” 
Professor Catherine Evans

CONGRATULATIONS:
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NEWS:

Patient and Public Involvement  
at the Cicely Saunders Institute
Researcher Cat Harvey writes: Patient and Public Involvement (PPI) is where research is carried 
out in collaboration with patients, families and members of the public. It aims to ensure research  
is meaningful and acceptable to people affected by it. At the Cicely Saunders Institute (CSI)  
we promote PPI from the start of research.

Our dedicated PPI group is made up of individuals 
with a wide range of experiences and knowledge. 
Our members:

1. Share views and experiences of care in 
advanced illness and rehabilitation. 

2. Offer advice on how best to include other 
patients, families and the public in research.

3. Advise on project questions, documents,  
findings and dissemination plans.

4. Provide in-depth involvement in  project  
advisory roles and in themed groups (such  
as the breathlessness PPI group).

In our recent co-produced PPI strategy, we outline 
our aim to have a diverse and inclusive PPI group. 
This is to make certain that our research is relevant 
to a wide range of individuals. 

If you are interested in joining or would like  
to find out more information, we would be  
delighted to hear from you! Please contact  
us on csi.ppi@kcl.ac.uk.

Please also visit our PPI online forum  
(www.csipublicinvolvement.co.uk) where you 
can sign up to engage with public members and 
researchers on topics of interest and hear about 
updates within the CSI.
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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...

In September the Cicely Saunders Institute held two international online Michal Galazka events  
on the role of palliative care in the public health response to COVID-19, and how the global 
pandemic has impacted policy, funding and the global delivery of palliative care. 

Areas discussed included: 
• The challenges of caring for people dying  

with or from COVID-19.
• Advance care planning during the pandemic.
• Service innovations.
• Inequities in service response.
• Role of volunteers during the pandemic.
• Symptom management of patients dying  

with or from COVID-19.
• Impact of the COVID-19 pandemic on  

staff wellbeing.

In December the Cicely Saunders International 
Annual Lecture was given online by Professor  
Per Sjoegren who presented latest research  
on the long term use of opioids in cancer and  
non-cancer conditions. Professor Sjoegren 
highlighted differences between the USA and 
Europe and implications for the use of opioids  
in low and middle income countries. The lecture  
will be made available to view on the Institute’s  
YouTube channel.

EVENTS ROUNDUP:

Friends of  
Cicely 
Saunders  
International
Join the Friends of Cicely 
Saunders International and 
support world-changing  
research into palliative  
and end of life care. 

Join today and help  
to make a difference.cicelysaundersinternational.org
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