
Learning is the key  
to improvement… 

Dame Cicely Saunders 

I am delighted to have been appointed Director of the 
Cicely Saunders Institute at King’s College London. I’m 
looking forward to working with the Institute’s excellent 
team of academics, researchers, clinicians, professional 
services and the Support and Information Centre. 

Dame Cicely Saunders set the challenge of us seeing each 
patient as an individual, important in their own right. Much has 
changed in the years since she founded St Christopher’s, but 
the challenge remains – ensuring that everyone who could 
benefit from palliative care receives it. The Cicely Saunders 
Institute and our academic partners in universities around the 
world have a crucial role to play in meeting this challenge. 

Our tasks are firstly to educate healthcare professionals globally 
with locally relevant and robust evidence via our MSc. Second, 
we must grow academic leaders around the world via our 
PhD programme to undertake the wealth of research needed 
to inform education, care and policy. Third, we must develop 
methods to underpin the field of palliative care research, 
generate robust and relevant evidence, then maximise impact 
of our findings by working with policy makers, service providers, 
and with patients, families and public. Fourth, we must serve 
our local communities with excellent palliative care, drawing 
on the evidence we generate. Strong university departments 
working together internationally are key to delivering, 
disseminating and implementing palliative care for all.

Thank you for your continuing support. 

Richard Harding 
Director, Cicely Saunders Institute 
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NEWS:

COVID-19 NEWS:

Friends of Cicely Saunders:  
You matter because you are you

These words by Dame Cicely Saunders, founder of the modern 
hospice movement, continue to resonate today. Cicely could not 
have imagined how quickly the need for palliative care was going to 
increase in the 21st century. Before COVID-19 struck, we knew that 
more than half a million people in England and Wales would need 
palliative or end of life care every year by 2040. Now, the need is 
greater than ever, and Cicely Saunders International is at the forefront 
of research that will help deliver against that increasing need.

The Friends of Cicely 
Saunders is a group 
of donors who 
are committed to 
supporting palliative 
care research, training 
and education. We 
want to ensure that  
 

high quality palliative care is available wherever 
people are cared for – in hospital, hospice,  
care home or at home. If you are interested  
in becoming a Friend of Cicely Saunders,  
you can read more here:  
www.cicelysaundersinternational.org/ways-
to-support/ or email us at  
friends@cicelysaundersinternational.org

Friends of  
Cicely  
Saunders 
International
Join the Friends of Cicely Saunders International and support  
world-changing research into palliative and end of life care. The NHS was established to support us from the cradle to the grave,  
but the last part of that journey is under-resourced and under-researched. 
The Friends of Cicely Saunders International are a key part of delivering  
a sea-change in how we care, support and face the end. Join today and help to make a difference.

Advance care planning and COVID-19
Specialist palliative care services play an important role in conducting advance care planning 
during COVID-19. Little is known about the challenges to advance care planning in this context,  
or the changes services made to adapt.

The CovPall study team based at the Cicely 
Saunders Institute, Hull-York Medical School and 
Lancaster University have published an analysis of 
data collected by an online survey of 277 palliative 
care services in the UK during the COVID-19 
pandemic. The analysis describes the challenges 
that UK specialist palliative care services 
experienced regarding advance care planning 
during COVID-19 and changes that were made  
to support timely conversations.

The COVID-19 pandemic exacerbated already-
existing challenges to conducting high-quality, 
individualised advance care planning, including 
the ability to maintain a personalised approach, 

and sharing information between services. There 
are COVID-19-specific challenges to advance 
care planning – including the complexities of 
decision-making for a novel infectious disease, 
communication issues, and workload pressures.

COVID-19 has provided an opportunity to re-
think advance care planning in which the starting 
point to any discussion is always the values and 
priorities of patients themselves. Providers and 
policymakers need to urgently consider how high-
quality advance care planning can be resourced 
and normalised as a part of standard care across 
the health sector, ahead of future or recurrent 
pandemic waves and in routine care more generally.

Bradshaw A, Dunleavy L, Walshe C, Preston N, Cripps RL, Hocaoglu M, Bajwah S, Maddocks M, Oluyase AO, Sleeman K, 
Higginson IJ, Fraser L, Murtagh F; CovPall study team.  
Understanding and addressing challenges for advance care planning in the COVID-19 pandemic:  
An analysis of the UK CovPall survey data from specialist palliative care services.  
Palliat Med. 2021 May 26:2692163211017387. doi: 10.1177/02692163211017387. Epub ahead of print. PMID: 34034585.

2 CSINEWS Autumn 2021

http://www.cicelysaundersinternational.org/ways-to-support/
http://www.cicelysaundersinternational.org/ways-to-support/
mailto:friends%40cicelysaundersinternational.org?subject=


APPG Dying Well
Professor Katherine Sleeman, Laing Galazka Professor at the Cicely Saunders Institute spoke at 
an event in June 2021 organised by the All-Party Parliamentary Group for Dying Well, attended by 
parliamentarians and members of the public. Other speakers included pain specialist Dr Ian Wilson 
and Baroness Tanni Grey-Thompson.

The APPG on Dying Well opposes a change in the 
law around assisted dying and euthanasia, and 
supports instead high-quality palliative care available 
to everyone. Professor Sleeman said there were 

‘large gaps’ in knowledge around the quality of 
palliative care, particularly patient outcomes.

“The data we rely on are proxies like ‘did people die 
at home?’ when actually what we really want to 
know is, ‘did people die at peace?’”

Professor Sleeman said she was concerned that the 
societal conversation around assisted dying is being 
driven by hyperbole and fear, not by evidence and 
information, and that it is dangerous to frame the 
issue as a choice between suffering and suicide.

Dr Ian Wilson presented a summary of results 
of a study by the BMA in 2016 of doctors’ and 
the public’s views on assisted dying. The results 
show the complexity of the issue; that people’s 
views change in response to new information, and 
that doctor/patient communication, and public 
understanding are key to informing the debate.

Baroness Grey-Thompson said: “One of the things 
that we always have to deal with is conflation of 
disability, frailty and illness, and that illness and 
disability are often wrongly used interchangeably.” 

She added: “I’ve lost track of the number of people 
who have asked me have I thought about ending 
my life, because they have an assumption that my 
life is so terrible and tragic.” 

Baroness Grey-Thompson said that in the debate 
around assisted dying “we are constantly told there 
will be safeguards but we have no idea of what 
they are going to be”.

She continued: “We are asked to pass the law and 
then work out the safeguards. I just don’t think that 
is good enough. That is why a huge number of 
disabled people feel threatened.”

A recording of the event is available at:  
www.dyingwell.co.uk/watch-secretary-of-
state-matt-hancock-at-the-dying-well-appg/

EVENTS ROUNDUP:
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COVID-19 NEWS:

Palliative care for patients 
with COVID: does ethnicity 
make a difference? 
People from ethnic minority and deprived socioeconomic groups receive suboptimal palliative and 
end-of-life care. People from ethnic minority groups and deprived socioeconomic backgrounds 
have worse outcomes from COVID-19. A small, single-centre study from the UK suggested that 
patients with COVID-19 from an ethnic minority background may have delayed referral to palliative 
care compared to those from White ethnic groups. 

Researchers based at the Cicely Saunders Institute 
decided to examine associations between ethnicity 
and deprivation with timing of palliative care referral 
for inpatients with COVID-19. They looked at data 
for patients with COVID-19 who were referred to a 
hospital palliative care service across two London 
hospitals between February and May 2020.

A total of 334 patients were included. 119 (36 per 
cent) were from a non-White ethnic group; most 
commonly Black British (77, 23 per cent) and Asian 
British (26, 8 per cent). A longer time between 
admission and palliative care referral was 

associated with male gender and lower levels of 
socioeconomic deprivation but not ethnicity. This 
large service evaluation showed no evidence that 
patients from ethnic minority or more deprived 
socioeconomic groups had a longer time to 
palliative care referral.

Equity in delivery of care for patients with 
COVID-19 is essential, especially for those groups 
disproportionately affected including ethnic 
minority groups and those from more deprived 
socioeconomic groups. Ongoing monitoring of 
meaningful data is needed to ensure equitable 
delivery of services.

Bajwah S, Edmonds P, Yorganci E, Chester R, Russell K, Lovell N, Marsh L, Sleeman KE.  
The association between ethnicity, socioeconomic deprivation and receipt of hospital-based  
palliative care for people with COVID-19: A dual centre service evaluation.  

Palliat Med. 2021 Jun 8:2692163211022959. doi: 10.1177/02692163211022959. Epub ahead of print. PMID: 34098811.
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Deaths at home 
during the pandemic: 
preference or pressure?
A recent editorial in the BMJ has highlighted data from the UK’s Office for National Statistics 
showing an increase in the number of deaths from all causes in private homes in 2020. 

Average deaths at home between 2015 and 2019 
were 125,000 and they increased by about one 
third to 167,000 in 2020. Around 41,000 more 
people died in private homes than in a normal year. 
Only a small number (just over 3,000 or 7 per cent) 
were recorded as being due to COVID-19.

Most of these deaths at home were from 
underlying causes seen every year: dementias 
(which increased by 65 per cent), heart and lung 
diseases, cancers, and neurological diseases.  
This represents a significant shift of people dying  
of non-COVID-19 causes, from hospital to home.

More research is needed to understand if the 
increase in deaths in private homes is a reflection 
of preference, or poor quality alternatives because 
of pressured hospital services. Were symptoms 
controlled and how were families, preferences,  
and priorities supported? How easily were services 
accessed, including by remote consultation?

The editorial highlights Cicely Saunders 
International’s recent Action Plan for Palliative 
Care which sets out achievable actions to ensure 
that everyone has access to palliative care, 
wherever they live, and wherever they are cared for.

Irene J Higginson, Professor of Palliative Care & Policy, David Brooks, Macmillan Consultant in Palliative Medicine,  
Stephen Barclay, General Practitioner.  
BMJ 2021; 373 doi: https://doi.org/10.1136/bmj.n1437. Published 08 June 2021.

 COVID-19 RESEARCH:
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Reducing symptom 
distress for older people 
Researchers have found that specialist palliative care integrated with district nurses and GPs is 
cost-effective to reduce symptom distress for older people severely affected by chronic conditions.

RESEARCH NEWS:NEWS:

In a novel randomised controlled single-blind 
mixed method trial they demonstrated both 
the effectiveness and the cost-effectiveness 
of integrating palliative care into primary and 
community healthcare for adults aged 75 years  
and over, specifically patients with multi-morbidity 
and frailty and two or more symptoms and  
concerns. Researchers says that further research  
is needed to examine the implementation of  
short-term integrated palliative and supportive  
care more widely for people at home and in  
care homes. 

Lead author Dr Catherine Evans, said:  
“Older people living with chronic non-cancer 
conditions want better access to palliative care  
to orientate care towards quality of life. They  
want services to be responsive to rising symptoms 
and concerns associated with the often multiple 
progressive conditions they live with, and to 
support their families. This study demonstrates  
how we can achieve this. We focused on 
strengthening the integration of specialist  
palliative care in general practice and community 
nursing services. Working in this way reduced 
symptom distress for the older person and  
could be delivered by existing services. Our  
next steps are to identify how to implement  
more widely for people at home and in care 
homes.” 

Evans CJ, Bone AE, Yi D, Gao W, Morgan M, Tazerzadeh S, 
Maddocks M, Wright J, Lindsay F, Bruni C, Harding R,  
Sleeman KE, Gomes B, Higginson IJ.  
Community-based short-term integrated palliative and 
supportive care reduces symptom distress for older 
people with chronic noncancer conditions compared 
with usual care: a randomised controlled single-blind  
mixed method trial.  
International Journal of Nursing Studies 2021:  
https://doi.org/10.1016/j.ijnurstu.2021.103978
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NEWS:

Palliative care for  
people with dementia
Hospital admissions among people dying with dementia are common. It is not known whether 
identification of palliative care needs could help prevent unnecessary admissions.

People with dementia have a significant symptom 
burden and experience a rapid increase in non-
elective admissions to hospital in their last months 
of life. They can experience barriers to accessing 
palliative care services, which may be exacerbated 
by difficulties in identifying patients in their last year 
of life.

Researchers based at the Cicely Saunders Institute 
decided to examine the proportion of people 
with dementia identified as having palliative care 
needs in their last year of life, and the association 
between identification of needs and the use of 
primary, community and hospital services in the 
last 90 days.

The team used Discover, an administrative and 
clinical dataset from 365 primary care practices 
in London. The researchers looked at the data of 
people diagnosed with dementia and registered 

with a general practitioner in North West London 
(UK) who died between 2016 and 2019 to identify 
people who experienced multiple non-elective 
hospital admissions in the last 90 days of life, 
and/or contact with primary and community care 
providers to examine the association between 
identification of palliative care needs with outcomes.

Despite incentives to improve recognition of 
palliative care needs, the proportion of people 
with dementia identified as having palliative care 
needs remains low. Further research is needed 
to understand strategies to help primary care 
physicians to improve early recognition of palliative 
care needs in their patients with dementia.

The early recognition of palliative care needs 
among people with dementia could reduce 
unnecessary and distressing admissions to  
hospital at the end of life.

Leniz J, Higginson IJ, Yi D, Ul-Haq Z, Lucas A, Sleeman KE. Identification of palliative care needs among people  
with dementia and its association with acute hospital care and community service use at the end-of-life:  
A retrospective cohort study using linked primary, community and secondary care data. 

Palliat Med. 2021 May 31:2692163211019897. doi: 10.1177/02692163211019897. Epub ahead of print. PMID: 34053356.
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NEWS:

Measuring palliative care 
outcomes for children 
Researchers based at the Cicely Saunders Institute have carried out a systematic review  
of methods that allow children receiving palliative care to self-report their health outcomes.  
Self-report is the gold standard for measuring children’s health-related outcomes. However  
design of such measures is complex and challenging.

The review provides evidence that children and 
young people over five years old can meaningfully 
report on aspects of their own health, providing 
consideration is given to age, response format and 
recall period. Children as young as four years old 
expressed a preference for completing measures 
regarding their health via a computerised method.

The results of this review suggest that most 
children over five are able to reliably self-report on 
their health to some degree, with children younger 
than this exhibiting a ‘yes’ bias in response to 
questions.

To self-report health-outcomes, children must have 
at least a rudimentary self-concept and ability to 
express this, understand the basic notions of health 
and illness, be able to pay attention, discriminate 
between the response options, recall health 
experiences and write a response.

Lucy Coombes, lead author, says: “We give eight 
recommendations for future development of self-
reported outcome measurement for children and 
young people. Our findings from this systematic 
review will be used to inform development of the 
Children’s Palliative Outcome Scale” 

The recommendations are:

•	 Proxy measures should be used for those  
under five years old.

•	 Measures should be visually appealing,  
to improve acceptability.

•	 PROM (Patient Reported Outcome Measures) 
studies should be analysed and reported in 
developmentally appropriate age bands.

•	 Developers should consider different versions  
of a measure for different age groups.

•	 Development should include both cognitive 
interview studies, and psychometric testing 
to enhance understanding of how children 
formulate answers.

•	 Five – seven years olds should be given a 
dichotomous response format; those seven 
years and over should be given a three-point 
response format.

•	 Recall period should be kept short, no more  
than 48 hours for those five – seven years.

•	 PROMS should have a computerised version.

Coombes L, Bristowe K, Ellis-Smith C, Aworinde J, Fraser LK, Downing J, Bluebond-Langner M, Chambers L,  
Murtagh FEM, Harding R.  
Enhancing validity, reliability and participation in self-reported health outcome measurement for children  
and young people: a systematic review of recall period, response scale format, and administration modality.  
Qual Life Res. 2021 Mar 18. doi: 10.1007/s11136-021-02814-4. Epub ahead of print. PMID: 33738710.
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Global preparedness of palliative care 
services during the COVID-19 pandemic
Dr Sabah Boufkhed and Professor Richard Harding have been leading global assessments  
of the preparedness and capacity to respond to COVID-19 of palliative care services in Africa, 
Middle-East and North Africa, India and Asia-Pacific, using the WHO’s International Health 
Regulations. The work features in the latest World Health Organization Bulletin,  
www.ncbi.nlm.nih.gov/pmc/articles/PMC8319866/

The team carried out four surveys to find out about 
the palliative care global response to COVID-19.  
Building on CSI partnerships and previous work 
in Italy and the UK, they worked in collaboration 
with the African Palliative Care Association, WHO-
Eastern Mediterranean Region’s network for 
Palliative Care, the Indian Association for Palliative 
Care and the Asia Pacific Hospice Palliative Care 
Network to adapt and conduct the online survey  
of 301 respondents in 50 countries.  

The team reported several strengths in adapting 
services and maintaining resilience by using 
technology to communicate with staff and 
patients and provide remote care. They were 
also able to provide symptom management and 
psychological support and training to non-palliative 
care healthcare workers. However there were high 
levels of staff anxiety reported, and limited support 
in managing stress and anxiety. There were also 
financial concerns limiting capacity to provide 
training resources to non-specialists. A third of all 

respondents reported concerns about infection 
control, with basic hygiene essentials such as 
disinfectant, soap and running water being top 
concerns in Africa, Middle East and North Africa and 
India. The top concerns in Asia-Pacific were about 
face masks and temperature monitoring equipment. 
In Africa half of the respondents reported safety and 
security concerns and the potential risk of violence. 

The researchers identified that structural 
improvements such as protective equipment and 
water and sanitation infrastructure are urgently 
needed. Protocols aimed at caring for dying COVID 
patients and their families are needed and shifting 
to electronic systems where possible will improve 
health information systems and facilitate rapid 
contact-tracing in case of an outbreak.  

This research was made possible thanks to funding 
through the UK Research and Innovation GCRF 
Research for Health in Conflict (R4HC-MENA); 
developing capability, partnerships and research in 
the Middle and Near East (MENA) ES/P010962/1.

Afolabi OA, Abboah-Offei M, Namisango E, Chukwusa E, Oluyase OA, Luyirika EBK, Harding R and Nkhoma K.  
COVID-19 and the urgency of strengthening palliative care in Africa.  
2021. Bulletin of the World Health Organization, August 2021

GLOBAL HEALTH NEWS:
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Using mHealth to improve 
palliative care at home 
Mobile health (mHealth) provides an opportunity to use internet coverage in low- and middle-
income countries to improve palliative care access and quality.

A team of researchers from the Global Health 
Centre at the Cicely Saunders Institute aimed 
to design a mobile phone application (app) to 
enable or improve communication between family 
caregivers, community caregivers, and palliative 
care teams; to evaluate its acceptability, processes, 
and mechanisms of action; and to propose 
refinements. 

A codesign process between a Project Advisory 
Group and collaborators in India, Uganda, and 
Zimbabwe was produced. The team then trained 
community and family caregivers to use the app 
to communicate patient-reported outcomes to 
their palliative care providers each week on a 
data dashboard. App activity was monitored, and 
qualitative in-depth interviews explored experience 
with the app and its mechanisms and impact.

149 caregivers participated and uploaded 837 
assessments of patient-reported outcomes. These 
data were displayed to the palliative care team on 
an outcomes dashboard. The project found the 
app was well-received by caregivers and improved 
healthcare professionals’ understanding of 
patient symptoms and concerns. The project also 
identified a need for better feedback to caregivers, 
and for better prioritisation of patients according to 
need. It also identified a need for enhanced training 
and support to use the app, and for user-led 
recommendations for ongoing improvement.

The researchers concluded that an outcomes-
focused app and data dashboard are highly 
acceptable to caregivers and healthcare 
professionals. They are beneficial in identifying, 
monitoring, and communicating patient outcomes 
and in allocating staff resource to those most  
in need.

Harding R, Carrasco JM, Serrano-Pons J, Lemaire J, Namisango E, Luyirika E, Immanuel T, Paleri AK, Mathews L,  
Chifamba D, Mupaza L, Martínez CL, Zirimenya L, Bouësseau MC, Krakauer EL. 
Design and Evaluation of a Novel Mobile Phone Application to Improve Palliative Home-Care in Resource-
Limited Settings. 
J Pain Symptom Manage. 2021 Jul;62(1):1-9. doi: 10.1016/j.jpainsymman.2020.09.045. Epub 2020 Nov 24.  
PMID: 33246073.

GLOBAL HEALTH NEWS:
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GLOBAL HEALTH NEWS:

Developing palliative 
care in Jordan 
Researchers have analysed trends in mortality and place of death in Jordan, using death-registry 
data for 143,215 people for the period 2005–16. 

The association between demographic 
characteristics and hospital deaths was examined 
in a logistic regression model and compared 
between Jordanian and non-Jordanians (ie, 
refugees). The researchers found an increased 
likelihood of hospital death among Jordanian 
decedants who died from non-ischemic heart 
disease, atherosclerosis, haemorrhagic fevers, 
and injury in the period 2014–16, compared 

with 2005–7. There were similar increases in the 
likelihood of hospital death among non-Jordanians 
in 2014–16 for the following conditions: malignant 
neoplasms (except leukaemia), non-ischemic heart 
disease, atherosclerosis, injury, and HIV, compared 
with 2005–7. This finding suggests that country-
level palliative care development must respond to 
both internal (aging) and external (refugee influx) 
population trends. 

Guo P, Chukwusa E, Asad M, Nimri O, Arqoub K, Alajarmeh S, Mansour A, Sullivan R, Shamieh O, Harding R. 2021.  
Changing Mortality and Place of Death in Response to Refugee Influx: A Population-Based Cross-Sectional 
Study in Jordan, 2005–2016. Journal of Palliative Medicine https://doi.org/10.1089/jpm.2020.0476
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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...

Michal Galazka Events 2021:

The role of palliative care  
in the public health response  
to COVID-19 
Wednesday, 15 September 2021 
Online, 14.00 – 16.00 BST 

Speakers will include: Professor Irene Higginson, 
Professor Katherine Sleeman (Cicely Saunders 
Institute of Palliative Care, Policy & Rehabilitation, 
King’s College London), and Professor Catherine 
Walshe (International Observatory on End of Life 
Care, Lancaster University).  

COVID-19 has impacted on how healthcare is 
delivered across the world. The aim of this event is 
to highlight the role of palliative care in the public 
health response to the COVID-19 pandemic by 
drawing on the work of the CovPall study.

Topics covered will include: 
•	 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
•	 Impact of the COVID-19 pandemic on staff 

wellbeing

Accredited by the Royal College of Physicians for 
2 CPD credits (Approval Reference:136806). If you 
are planning to participate in this event as part of 
patient and public involvement (PPI) and/or need 
carer costs compensated to attend this event, 
please email madelene.boyton@kcl.ac.uk 

Register at www.eventbrite.co.uk/e/the-role-of-
palliative-care-in-the-public-health-response-
to-covid-19-tickets-164974155139   

Michal Galazka Events 2021: 
Better commissioning for 
palliative care during and  
after COVID-19 
Monday, 20 September 2021 
Online, 14.00 – 15.30 BST 

Panellists will include: Professor the Baroness 
Finlay of Llandaff (House of Lords), Professor 
Bee Wee (National Clinical Director for End of Life 
Care at NHS England and NHS Improvement), 
Sue Bottomley (National Head for End of Life and 
Palliative Care in the NHS), Dr Malti Varshney 
(Associate Director, Clinical Networks and Senate 
Lead), Jonathan Ellis (Director of Policy and 
Advocacy at Hospice UK), Kate Heaps (Chief 
Executive at Greenwich & Bexley Community 
Hospice), Andy Fletcher (Chief Executive, Together 
for Short Lives), Rashmi Kumar (PPI member,  
Cicely Saunders Institute of Palliative Care,  
Policy & Rehabilitation, King’s College London).

COVID-19 has affected health care systems 
globally with implications for policy, funding and 
care delivery. This policy event is an extension of 
the CovPall study to discuss how we can promote 
better commissioning for palliative care during and 
following the pandemic.

The presentations will cover topics including:  
The response of palliative care during COVID-19; 
Reflections on palliative and end of life 
commissioning and clinical networks.

The event will include a panel discussion on how 
better commissioning for palliative and end of 
life care could be achieved during and after the 
COVID-19 pandemic.

Register at www.eventbrite.co.uk/e/better-
commissioning-for-palliative-care-during-and-
after-covid-19-tickets-167619419195 
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