
Commitment to openness, 
openness to challenge  
and the absolute priority  
of patients’ own views  
on what they need.

Dame Cicely Saunders

Welcome to the Spring edition of CSI News. 

In the past few weeks we have seen two events that are 
material to the journey of Cicely Saunders International. We had 
sad news of the death of our trustee Dick Giordano who, along 
with John McGrath, Chair of Cicely Saunders International 
and others, played such a significant role in raising the finance 
to construct and establish Cicely Saunders Institute on its 
King’s College Hospital site – the first purpose-built institute for 
research and education in palliative care in the UK, and now  
a world leader in its field.

Last month we were privileged to receive a visit from Her Royal 
Highness The Princess Royal who opened the Institute in 2010. 
It presented the opportunity to showcase the improvements 
in palliative care knowledge and treatment that our talented 
Institute staff, their dedicated collaborators in many clinical and 
care fields, supported by many generous private and public 
donations, have achieved since then. It was an inspirational  
visit for all present.

It is a track record of which we are proud. Yet the palliative 
needs in our communities, care homes, hospitals and 
hospices become ever greater. So these events reinforce our 
commitment to continue to expand the capacity, capability and 
influence of the CSI over the next 10 years. Thanks to Dick and 
many others, the platform is there to achieve so much more 
for the patients and their families who deserve high-quality 
palliative care. 

Thank you for your support.

 
 
 
 

Gareth Williams  
Trustee

Spring 2023
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NEWS:

HRH The Princess 
Royal visits The Cicely  
Saunders Institute
The Cicely Saunders Institute of Palliative Care (CSI) at King’s College London welcomed  
Her Royal Highness The Princess Royal to campus last week. 

During the visit, The Princess Royal, in her role 
as Chancellor of the University of London, met 
researchers, clinicians and patients at the CSI 
to understand how CSI’s research is improving 
people’s experience of life limiting conditions,  
death and dying.

The Princess Royal was accompanied by President 
and Principal of King’s, Professor Shitij Kapur, 

Professor Irene Higginson, Scientific Director of 
Cicely Saunders International, Professor Richard 
Harding, Director of the Cicely Saunders Institute, 
Professor Richard Trembath Senior Vice President 
(Health & Life Sciences), and John McGrath, 
Chairman of Cicely Saunders International,  
plus other representatives from Cicely Saunders 
International.
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During the visit, Her Royal Highness met with 
researchers, clinicians and students whose 
research and clinical tools enable patients to die  
in places where they wish – most often at home, 
and to support those important to them, such  
as families.

She saw examples of the research that has found 
better ways to support older people to live in the 
community and to improve care for people with 
dementia. She also saw how the CSI is supporting 
capacity building and knowledge generation  
across the globe so more people can benefit  
from palliative care.

She paid tribute to clinicians who provided vital 
care during the COVID-19 pandemic. Teams from 
the CSI were vital in providing care in hospitals 
and in the community, as well as adding to the 
COVID-19 response in palliative care nationally 
and globally. Researchers at CSI provided the 
first robust understanding of care and symptom 
management for people dying from COVID-19. 
These findings fed directly into national and 
international clinical networks, government,  
and public understanding.

During the visit, Her Royal Highness was also 
shown breathlessness support kits which have 
helped to lessen the feelings of distress and 
depression for this common symptom among 
people with advanced disease.

The Princess Royal opened the CSI in May 2010 as 
the world’s first purpose-built Institute for palliative 
care integrating research with clinical care and 

education. It is a designated WHO Collaborating 
Centre. The CSI is a partnership between Cicely 
Saunders International and King’s College Hospital, 
and brings together a network of over 200 
academics, healthcare professionals, community 
organisations, patients, and carers in one institute 
and acts as the hub for a network of international 
research. She was due to mark the 10-year 
anniversary of the CSI in 2020 but the visit was 
postponed due to the pandemic.

“We were delighted to welcome HRH Princess 
Royal to The Cicely Saunders Institute to showcase 
our research achievements in palliative care. In the 
twelve years since Her Royal Highness opened 
the CSI, King’s researchers have made a tangible 
difference to the lives of patients and families”.
Professor Shitij Kapur, President and Principal  
of King’s

Professor Richard Harding, Director of the Cicely 
Saunders Institute, said: “The global need for 
palliative care will double by 2040 and our work at 
the Cicely Saunders Institute is focused with this 
in mind. The unique partnership housed within the 
CSI enables us to discover new ways to manage 
the most common and distressing problems faced 
by patients and families, to deliver them directly 
to those affected, to teach health and social 
professionals the latest evidence in palliative care, 
and to develop future leaders. We have achieved 
much in the last 10 years, and in partnership with 
patients and families we have directly influenced 
policy and practice. As we look ahead to the next 
10 years, we must accelerate our activity to meet 
both current and future need for palliative care to 
ensure that we prevent unnecessary suffering.”

Professor Irene Higginson, Scientific Director of 
Cicely Saunders International, said: “Palliative care 
puts the person before the disease. The CSI has 
made huge strides in improving care and treatment 
for so many people who need it, wherever they are 
cared for. But palliative care is still reaching too few 
people who need it and there is an international 
shortage of talented clinicians, researchers and 
educators. There is an urgent need to grow 
capacity and knowledge, so that palliative care  
can help more people. I hope to see that, with 
support from King’s and our partners, the CSI  
will make a major response to this challenge in  
the coming years.”
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YOUGOV SURVEY:

9 in 10 Brits 
underestimate the 
impact of dementia
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A survey for EMBED-Care, the UK’s largest ever dementia end-of-life care research programme 
led by researchers at the Cicely Saunders Institute, King’s and University College London (UCL), 
found that only 42 per cent of the British public are aware that dementia is a terminal illness.

In a representative sample of over 2,000 people, 
the poll conducted by YouGov showed 94 per cent 
of the public did not know that dementia is the 
leading cause of death in the UK – despite the fact 
that 900,000 people are affected – and 93 per cent 
did not know that the number of people dying with 
dementia is projected to more than double by 2040 
in England and Wales, to 219,409.

Palliative care (care that aims to improve quality 
of life through addressing physical, psychosocial 
and family needs) can improve experiences and 
outcomes for people with dementia, for example 
by managing and treating common symptoms 
such as pain and agitation, symptoms that become 
increasingly common towards the end of life.  
Yet only half (51 per cent) of Britons were found  
to understand that palliative care can benefit  
people who have dementia.

“Despite ongoing efforts to find a cure, people 
continue to die with and from dementia and it 
is imperative that evidence-based, high-quality 
palliative and end-of-life care is accessible to 
everyone who is affected, regardless of their wealth. 
The EMBED-Care research programme will provide 
the essential data required to improve care for 
dementia patients as they near the end of life”.
Professor Katherine Sleeman, co-investigator  
on the EMBED-Care programme

When it comes to what would be most important 
in the care of people with dementia, ‘involving the 
person with dementia and their families in care 
and treatment decisions’ (57 per cent) and ‘good 
management and treatment of symptoms and 
providing comfort’ (53 per cent) were at the top  
of the public’s list.

For many people with dementia, most care costs 
are covered by families. However, only 17 per cent 
of the public said they are aware of this, and 58 per 
cent incorrectly believe that dementia care is mostly 
funded by charities.

Professor Sleeman added: “This new data shows 
public awareness about dementia’s impact on 
society is poor, and families affected by dementia 
may not be prepared for costs they may incur. 
High-quality care is valued by the public but there 
are gaps in provision and not everyone gets the 
care they need.”

Jane Ward, EMBED-Care Public and Patient 
Involvement group’s chair and former family carer, 
said: “It is concerning that public awareness that 
dementia is a terminal condition is so low, and that 
so few people realise they should have access 
to palliative care. Dementia is already the leading 
cause of death and numbers will continue to 
increase. We need to ensure that we have the 
number of palliative care staff required to support 
these increasing numbers and that they are 
sufficiently well-trained to provide the specialist 
care required to support people affected by 
dementia.”

EMBED-Care is a five-year programme of work 
funded by the UK Economic and Social Research 
Council and the National Institute of Health 
Research, which aims to develop new ways to 
improve end of life care for people dying with 
or from dementia. The programme is jointly run 
between the Cicely Saunders Institute at King’s, 
and the Marie Curie Palliative Care Research 
Department at UCL.

To view the full report from the YouGov poll, visit 
the EMBED-Care website.

5CSINEWS Spring 2023

https://www.ucl.ac.uk/psychiatry/research/marie-curie-palliative-care-research-department/research/centre-dementia-palliative-care-26
https://www.kcl.ac.uk/cicelysaunders
https://www.ucl.ac.uk/psychiatry/research/marie-curie-palliative-care-research
http://www.ucl.ac.uk/psychiatry/sites/psychiatry/files/2022_embed-care_yougov_poll.pdf


NEWS:

What matters most to 
children and their families?
Researchers based at the Cicely Saunders Institute have carried out research to identify the 
symptoms, concerns, and care priorities of children with life-limiting conditions and their families. 
Participants were recruited from six hospitals and three children’s hospices in the UK.

Verbatim transcripts were analysed using 
framework analysis. A total of 106 participants 
were recruited: 26 children (5–17 years),  
40 parents (of children 0–17 years), 13 siblings 
(5–17 years), 15 health and social care 
professionals, 12 commissioners. Participants 
described many inter-related symptoms, concerns, 
and care priorities impacting on all aspects of life. 
Burdensome symptoms included pain and seizures. 
Participants spoke of the emotional and 

social impacts of living with life-limiting conditions, 
such as being able to see friends, and accessing 
education and psychological support. Spiritual/
existential concerns included the meaning of illness 
and planning for an uncertain future.

The research study identified an overarching theme 
of pursuing ‘normality’, described as children’s 
desire to undertake usual childhood activities. 
Parents need support with practical aspects of 
care to help realise this desire for normality.

Coombes L, Braybrook D, Roach A, Scott H, Harðardóttir D, Bristowe K, Ellis-Smith C, Bluebond-Langner M, Fraser LK, 
Downing J, Farsides B, Murtagh FEM, Harding R and on behalf of C-POS.  
Achieving child-centred care for children and young people with life-limiting and life-threatening conditions –  
a qualitative interview study  
Oct 2022, In: European Journal of Pediatrics. 181, 10, p. 3739-3752 14 p.
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 NEWS:

Anxiety and depression in 
children and young people 
with life-limiting conditions
Researchers have investigated the incidence of anxiety and depression in children and young 
people with life-limiting conditions.

A total of 25,313 children and young people 
were included in the study: 5,527 with life-limiting 
conditions, 6,729 with chronic conditions, and 
13,057 with no long-term conditions. The incidence 
of anxiety was significantly higher in children 
and young people with life-limiting conditions, 
compared to children and young people with  
no long-term conditions.

The researchers concluded that the higher 
incidence of anxiety and depression observed 
among children and young people with life-limiting 
conditions highlights the need for psychological 
support in this population, including further  
efforts to prevent, identify, and treat anxiety  
and depression.

This is the first study to investigate the incidence 
of anxiety and depression in children and young 
people with a wide range of life-limiting conditions. 

Barker MM, Beresford BA and Fraser LK.  
Incidence of anxiety and depression in children and young people with life-limiting conditions 
Pediatric Research, 11 Nov 2022
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Essential role of care home 
staff often overlooked 
during the pandemic 

 

During the COVID-19 pandemic, care home staff played an essential role in the delivery  
of high-quality palliative and end-of-life care.

Since the start of the pandemic, tens of thousands 
of people have died in care homes across the 
UK. Considerable media and policy attention has 
focused on infection control and higher death 
rates within care homes. However, little attention 
has been given to how the pandemic affected the 
provision of palliative and end-of-life care within 
care homes.

Care Home Staff are Heroes Too is a short, 
animated film based on findings from the CovPall 
Care Homes study, led by Professor Katherine 
Sleeman and Professor Catherine Evans.

The study examined how care homes responded  
to meet the rapidly increasing need for palliative 
and end-of-life care for care home residents 
during the pandemic. Senior staff in care homes 
completed an online survey followed by in-depth 
interviews. These findings were then discussed 
with care home staff, family carers, academics,  
and policy experts.

Policy recommendations
These discussions led to ten policy 
recommendations, across five areas.  
These five areas are:
1	 Valuing the role of care homes and  

care home staff.
2	 Support for care home managers.
3	Workforce development, training, and support  

in delivering palliative and end-of-life care.
4	 ‘Spirit of partnership’: Integration with primary 

and specialist palliative care.
5	Digital inclusivity.

Valuing care homes and care home staff
By 2040 care homes are expected to be the most 
common place of death. As such, care homes 
must be positioned as equal and valued partners 
within the health and social care system.

It is also important to value care homes and care 
home staff. During the pandemic, staff played an 
essential role in the delivery of high-quality palliative 
and end-of-life care. Yet, they felt their role in the 
wider health and social care system was often 
ignored and undervalued by the government, 
public, and the media. 

STUDY:
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https://www.youtube.com/watch?v=IP5GQVneOrc&feature=youtu.be
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Mothers of  
children with  
life-limiting  
conditions at  
high risk of  
poor health
The number of children with a life-limiting  
condition is increasing. The mothers of  
these children commonly provide  
extensive care at home for their  
child and are at a higher risk of 
poor health than other mothers.  
The impact of this is rarely  
explored from mothers’  
perspectives.

Researchers set out to explore mothers’  
accounts of their physical and mental health,  
their experiences of accessing healthcare,  
and who they think should support their health.

They conducted qualitative semi-structured 
interviews and analysed them using thematic 
analysis. 30 mothers of children with a life-limiting 
condition took part, and were recruited via three 
UK children’s hospices and social media.

Mothers felt that their health concerns could 
be misunderstood by professionals, describing 
untimely and inappropriate support that failed to 
recognise the nature of caring for a child with a life-
limiting condition. This led to mothers’ reluctance in 
addressing these concerns. Mothers felt unable to 

prioritise their own needs, relative to those of their 
child and worried about who would look after their 
child if they did become unwell. They described 
stress as a result of battles with services rather 
than as a result of caregiving. Mothers valued 
feeling recognised as caregivers, which made 
it easier to look after their health alongside their 
child’s. Hospice support was particularly valuable  
in this respect.

The researchers conclude that a more unified 
system is needed, a system that recognises 
not only the unique set of challenges presented 
to mothers caring for a child with a life-limiting 
condition, but the value of palliative care services  
in supporting these mothers. 

Fisher V, Atkin K and Fraser LK. 
The health of mothers of children with a life-limiting condition: A qualitative interview study  
Oct 2022, Palliative Medicine. 36, 9, p. 1418-1425 8 p.

NEWS:
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OBITUARY: 

Sir Richard Giordano KBE
CSI Trustee Sir Richard V Giordano KBE was a renowned business leader who among many 
business and charitable interests, led a transformation of British corporate culture, created  
the BOC Challenge sailing race and was the original driving force behind the creation of  
Cicely Saunders International. He remained a CSI trustee until his recent death at the  
age of 88.

Born in the Bronx, New York, Giordano was the 
youngest son of Italian immigrants. After winning 
a scholarship to Harvard College and graduating 
from Columbia Law School he went on to have a 
long and distinguished business career in the USA 
and the UK. 

In 1999, Giordano joined the board of the Carnegie 
Endowment for International Peace and served  
as Chairman of the Board of Trustees from 2009 
until 2013. 

In 2002, he was granted British citizenship,  
which he held with his US citizenship, and was  
appointed an additional Knight Commander of  
the Order of the British Empire, the first American 
to be honoured in this way. He served on the  
boards of Georgia-Pacific, Rio Tinto, Reuters,  
and Grand Metropolitan. And it was while at  
Grand Metropolitan that he met John McGrath.

CS International Chairman John McGrath writes: 
“I met Dick Giordano when we were at Grand 
Metropolitan together and I was coming to the end 
of my term as CEO. We discussed what I might do 
in the future, and he suggested that I meet Dame 
Cicely Saunders. He got to know her in the late 
1970s in New York City when he was raising $20m 
to build Calvary Hospice. The meeting was set 
up and because of that meeting, we decided to 
establish a charity in her name to continue her work. 
So, without Dick’s involvement I don’t think for one 
minute we would have set up the charity.”

Professor Irene Higginson, Scientific Director of 
CS International, said: “It was such a privilege to 
work with Dick Giordano. He had a passion for 
improving palliative care, and his sharpness of 
mind, astute questions and focus on how to make 
things better, made pivotal differences to palliative 
and hospice care worldwide. This included 
getting CS International going with a Chairman, 
Trustees and the very first programme to improve 
the management of severe breathlessness, that 
causes suffering for 75 million people worldwide. 
He also supported the formation of the UK National 
Council for Hospice and Palliative Care, the growth 
of Calvary Hospice in New York and many other 
initiatives.”
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PUBLICATION:

Spotlight on 
global impact
The Cicely Saunders Institute has published a new booklet showcasing the impact of the 
Institute’s research since it opened in 2010 and sharing highlights from the last 12 years.

The booklet was co-produced by Cicely 
Saunders International and outlines 
achievements in the management of 
breathlessness, home and community care, 
neurological rehabilitation, the COVID-19 
pandemic, the Institute’s Patient and  
Public Involvement and policy initiatives  
and progress in capacity building and  
global health.

The booklet also outlines the challenges 
for healthcare in the future and how these 
challenges can be addressed by improving 
the reach and cost-effectiveness of palliative 
care for people of all ages.

A pdf of the booklet can be downloaded from  
www.cicelysaundersinternational.org/
spotlight-on-global-impact/

Printed versions of the booklet are available 
by post from Cicely Saunders International – 
please email us at  
admin@cicelysaundersinternational.org
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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...

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.

Cicely Saunders  
International Annual Lecture 
2023 
Date: Monday 22 May 2023  
Speaker: Professor Harvey Chochinov 

Intensive Caring: Reminding Patients They Matter

This year's Cicely Saunders International Annual Lecture will be given 
online by the distinguished Canadian psychiatrist and palliative care 
specialist, Professor Harvey Chochinov. 

The lecture will be broadcast live from the Cicely Saunders Institute  
on the Institute’s YouTube channel: www.youtube.com/CSIKCL. 

For further details please email us at  
admin@cicelysaundersinternational.org 

EVENTS ROUNDUP:
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