
We must somehow give 
everything we can to these 
people that says you matter 
because you are you, 
everything to enable the 
patient to live up until he 
dies and the family to go  
on living afterwards.

Dame Cicely Saunders 

This edition of CSI News addresses the future of care. 
Much of my career in healthcare management and 
teaching has been spent in planning services in one way 
or another, with a focus on the future demography of our 
communities and the technology and care systems to 
support caring for patients. 

This newsletter identifies the escalating need for palliative care 
– internationally the numbers are growing significantly. What is 
important is the way that we offer care – and that these models 
of care should be based on robust research and teaching. That 
is why the work of Cicely Saunders International is critical now.

As a teenager I volunteered at St Luke’s Hospice in Sheffield 
in an era where we really did not discuss death. We don’t 
discuss it enough now and we certainly did not discuss it then 
in the early 1970s.The peace and calm of St Luke’s and the 
multidisciplinary approach to the person was striking and has 
remained with me. I also studied and worked in the US for ten 
years and despite technological advantage and eye watering 
dollar spend on health, I do believe that we in the UK are  
ahead in our thinking about palliative care in large part due  
to the ground-breaking work of Cicely Saunders.

Watching the marvellous BBC2 Horizon programme brought 
it all together for me. I am thrilled to be part of this impressive 
organisation. 

Pam Garside 
Trustee, Cicely Saunders International
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RESEARCH NEWS:

£4.7m grant for EOLC for 
dementia patients and their carers 
The largest ever research grant to improve palliative and end of life care for people with dementia 
and their carers in the UK has been awarded to researchers at the Marie Curie Palliative Care 
Research Department, UCL, and the Cicely Saunders Institute of Palliative Care, Policy & 
Rehabilitation, King’s College London. 

The grant will be used to fund research to  
help understand the current and future needs  
for dementia palliative care, how people with 
dementia move through the health and social  
care system and develop new ways to deliver  
these vital services. The research is one of  
four collaborative projects being funded by the 
ESRC-NIHR Dementia Research Initiative 2018, 
which aims to improve the lives of people living  
with dementia across the UK.

Further research is essential in informing better 
quality of care and ensuring that people living 
with dementia receive the support and guidance 
they need to plan for their future care while they 
still have the capacity, and to have important 
discussions with those closest to them.

With dementia now the most common cause 
of death in the UK, it is vital that healthcare 
professionals can support people’s individual  
care needs as well as support families and  
carers.

Previous research funded by Marie Curie  
reveals that, despite having complex needs,  
many people diagnosed with dementia often  
miss out on the care they need. This could result  
in patients dying with untreated symptoms and 
pain, and carers struggling with feelings of guilt  
and complex grief.

Dr Catherine Evans, clinical academic in  
palliative care at the Cicely Saunders Institute, 
Faculty of Nursing, Midwifery & Palliative Care, 
King’s College London, said: “We are delighted  
to have received this major award from the  
ESRC-NIHR working with colleagues from UCL. 
The work will transform the provision of palliative 
dementia care for people today and in the future.”

Helen Findlay, who cared for her mother who  
lived with vascular dementia for 10 years, said:  

“After we had been told by her GP that he 
considered she had up to a year of life left, trying 
to raise end of life concerns with her and with the 
professionals was like taking to a boat to cross 
the Atlantic but without an engine, oars or a sail 
to help navigate. The possibility of sinking was 
very high. The ESRC-NIHR funding this award is 
brilliant as the study has the potential for saving a 
lot of deep emotional angst and upset as well as 
helping empower individuals with dementia, their 
families and professionals by enabling them to 
work together to greatly improve the end of life 
experience. We only have one chance to get end  
of life care right.” 

RESEARCH NEWS:

World’s first clinical trial to improve 
lives of people living with long-
term neurological conditions
A world-first study to find out whether patients with serious neurological conditions would see an 
improvement in their symptoms as a result of earlier intervention by palliative care teams is taking 
place at King’s College Hospital in London. 

The national study, funded by the National Institute 
for Health Research (NIHR), and led by a team 
from the Cicely Saunders Institute at King’s 
College London, will assess the effectiveness of 
palliative care interventions in patients with long-
term neurological conditions, such as Parkinson’s 
Disease, Multiple Sclerosis and Motor Neurone 
Disease. These conditions affect more than 10 
million people in the UK.

The aim of the OPTCARE Neuro study is to find 
better and improved ways of providing care. It will 
find out whether patients and their families would 
benefit from a short-term integrated palliative care 
service – in particular, whether the service will help 
people to live as well as possible, despite their 
illness. People taking part in the study have three 
visits from a specialist palliative care team over a 
period of 12 weeks.

The study involves five centres across the UK. 
King’s is leading the research together with centres 
in Nottingham, Liverpool, Cardiff and Brighton/
Sussex.

Professor Irene Higginson, Director of the Cicely 
Saunders Institute said the trial has the potential 
to change the way we treat patients living with 
neurological conditions: “The quality of life for 
patients with long term neurological conditions is 
vital, and yet we don’t do enough to improve it.  
We want to test whether by providing earlier 
palliative care we can improve the quality of life  
for patients and reduce the stress on them and 
their families. We are excited about the potential 
benefits this study may have for our patients,  
and those around the world.”

David Charlton has Parkinson’s disease. He said:  
“Most people think of Parkinson’s Disease as a 
movement disorder and are unaware of the many 
potential non-motor symptoms such as loss of 
sense of smell, constipation, sleep problems, 
depression, anxiety and cognitive impairment.  
As each patient will display a unique combination  
of motor and non-motor symptoms there will be  
an increasing need as the disease progresses,  
to treat these collectively to maintain the best 
quality of life possible.”

Further information about the study is on the King’s 
College London website, www.kcl.ac.uk/palliative.
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Rehabilitation 
and lung cancer
Researchers at the Cicely Saunders Institute have been conducting a focus group study of people 
living with lung cancer or mesothelioma and their carers and clinicians. The researchers will 
use the results to develop a new rehabilitation model, and to identify the factors that should be 
considered when testing the feasibility of delivering this model in a clinical trial.

RESEARCH NEWS:

Breathlessness palliative 
care support for patients
Breathlessness-focused services that draw on palliative care reduce distress and symptoms 
of depression, according to a new study from the Cicely Saunders Institute. This could have 
implications for how services manage this troubling symptom, experienced by over two million 
people across the UK. 

Breathlessness is a common symptom in 
advanced disease and can lead to panic and 
anxiety for patients and their family. It can 
trouble people even when resting or performing 
light activities around the home. With our aging 
population and increasing multi-morbidity, the 
number of people affected by breathlessness 
worldwide is set to rise.

There are no drug treatments licenced for 
breathlessness, but drug-free treatments such as 
breathing exercises or using a hand-held fan can 
be used to good effect. These and the philosophy 
of palliative care that focuses on quality of life are 
brought together in these ‘holistic’ services.

Researchers found that patients who accessed 
these services were less distressed and depressed 
due to breathlessness. In interviews, people said 
they felt more in control and more confident in 
managing their breathlessness, were less isolated, 
and able to get back to their daily activities. Both 
patients and their carers, including family, said they 
appreciated the tailored education that helped 
them understand their breathlessness better. They 
particularly valued the simple management tips and 
the expert staff who took a dignified approach to 
their care.

Professor Irene Higginson, Director of the Cicely 
Saunders Institute and co-author of the research, 
said: “This work forms part of our programme to 
tackle breathlessness. This is such a neglected and 
frightening symptom. Imagine if every breath you 
took caused panic and fear and you thought you 
could not breathe more.

“These services contain straightforward, usually 
drug-free, approaches, such as information cards 
and plans to help at home in a crisis, practical aids 
and tips, as well as support for the whole person 
and family through palliative care. They could make 
a major difference to the quality of life of many 
millions of people in the UK.”

Margaret Ogden, a patient and public 
representative for the project said: “With my illness, 
breathlessness is the main and most problematic 
symptom for me. My mother also suffered from 
breathlessness – she had terminal cancer. And my 
90 year old uncle now currently suffers from it – he 
has asbestos on the lungs. It is such a debilitating 
symptom and has a huge impact on quality of life. 
Anything to reduce the impact of this symptom 
would have been a great help to me and my family.”

Read the paper here: https://bit.ly/2NAlAJP Brighton LJ, 
Miller S, Farquhar M, et al. Holistic services for people 
with advanced disease and chronic breathlessness: 
a systematic review and meta-analysis Thorax 
Published Online First: 29 November 2018. doi: 10.1136/
thoraxjnl-2018-211589

 

RESEARCH NEWS:

Right: In the media: CSI’s breathlessness research featured  
on Channel 5 News. Patient Catherine McCarthy said: “I do panic 
and its a bit scary but you do the best you can to live with it and 
adapt”.

All the participants in the study said that 
providing rehabilitation around the time 
of diagnosis for people with lung cancer 
or mesothelioma was welcome. The 
participants expressed a preference for 
testing a flexible, tailored and short-term 
intervention. The intervention supports 
people to self-manage symptoms, 
tolerate cancer treatments and to remain 
active and independent in daily life. It is 
delivered alongside scheduled hospital 
appointments or at home by an expert 
practitioner sensitive to the psycho-social 
consequences that follow a diagnosis of 
thoracic cancer. 

“I think when you’re first diagnosed with 
cancer, all these symptoms that you’ve 
all talked about, it’s not been explained 
to you that these are the feelings. But 
you see somebody like a physiotherapist 
or whatever, that can explain this to you 
and show you exercises that you can do 
at home to make you feel better, to make 
you feel you’re achieving something.” 
Patient 

Bayly J, Edwards BM, Peat N, Warwick G, 
Hennig IM, Arora A, Wilcock A, Higginson IJ, 
Maddocks M.  
Developing an integrated rehabilitation 
model for thoracic cancer services: views  
of patients, informal carers and clinicians. 
Pilot and Feasibility Studies.  
2018 Dec;4(1):160.https://bit.ly/2UcZ0tm
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Assisi Hospice in Singapore
Professor Richard Harding, Director of the Centre for Global Health Palliative Care at the Cicely 
Saunders Institute gave a seminar at the Singapore Hospice Council Multidisciplinary Palliative 
Care Forum on outcome measures in clinical use, and opportunities and challenges in quality 
improvement research.

Measuring outcomes in hospice and palliative care is vitally important to drive up quality and  
show added value in palliative care around the world. Outcomes in palliative care differ from  
many other health fields – and may be more difficult to capture as they are so subjective.  
Professor Harding’s seminar looked at addressing what matters most to patients when  
providing holistic care to patients and their families. 

Postgraduate training  
in palliative care
According to the World Health Organization, 
approximately 20.4 million people needed 
palliative care at the end of life in 2011. CSI 
research shows that this need is set to escalate 
dramatically in the next 20 years with an 
increasing number of people dying of non-
cancer disease associated with frailty and 
multi-morbidity.

Most end of life care (defined as care for patients 
likely to die within the next 12 months) is provided 
by generalists, such as general practitioners 
and specialists in clinical areas not exclusively 
concerned with specialist palliative care. 

CSI researchers set out to investigate whether 
training in symptom management improves trainee 
doctors’ comfort, readiness and knowledge in 
assessing patients’ symptoms at the end of life.

There has been an increase in palliative medicine 
rotations available at postgraduate level and 
trainees making use of these report better 
quality teaching. However even after rotation 
some physicians felt uncomfortable providing 
palliative care independently, and reported feeling 
unprepared to address dying people’s needs. 
Researchers found that pocket cards were a 
feasible and effective strategy to improve trainees’ 
comfort and knowledge around symptom control 
in different specialties. Most training was self-
assessed. Moreover researchers found that 
physicians who felt the most confident were in 
fact the least skilled. This finding was independent 
of level of training, specialty or the means of 
assessment. This highlights the need for more 
patient or family related outcome measurement  
in medical education.

Turrillas P, Teixeira MJ, Maddocks M.  
A Systematic Review of Training in Symptom 
Management in Palliative Care Within Postgraduate 
Medical Curriculums.  
J Pain Symptom Management. 2018 Oct 2. pii: S0885-
3924(18)30504-9. doi: 10.1016/j.jpainsymman.2018.09.020. 

[Epub ahead of print]

BBC2 Horizon programme

 
 
 

The Cicely Saunders Institute and St 
Christopher’s Hospice featured in BBC2’s 
Horizon programme ‘We Need to Talk About 
Death’ (Wednesday 23 January 2019, 9pm). 

The programme was presented by anaesthetist and 
intensive care physician Dr Kevin Fong and featured 
patients, healthcare professionals and researchers 
from The Cicely Saunders Institute, St Christopher’s 
Hospice and Velindre NHS Trust.

In the film Dr Fong looked at the moral questions 
about death that face not just the medical 
profession, but everyone in society. Amazing 
technical advances have increased doctors’ ability 
to treat a wide range of life-threatening diseases, 
meaning many more people live longer lives. 
It is common for the medical system to throw 
everything into treating patients right to the very 
end. But in our attempts to defeat death are we 
over-medicalising death and the final years of life 
instead of providing better palliative care that would 
result in a better quality of life? Dr Fong talked to 
medical professionals and patients facing up to the 
question of how to die a better death.

The film included interviews with Dr Katherine 
Sleeman, NIHR Clinician Scientist at the Cicely 
Saunders Institute. CSI research shows early 
palliative care offered alongside curative treatment 
gives both a better quality of life and longer survival. 
Dr Sleeman also highlighted the rapid escalation 
in predicted need for palliative care in the next 20 
years, and how training programmes for doctors 
and nurses must include more training in palliative 
and end of life care.

IN THE MEDIA: GLOBAL NEWS:

CLAHRC Awards 
Researchers at the Cicely Saunders Institute recently 
celebrated multiple successes at the Collaboration 
for Leadership in Applied Health Research and Care 
(CLAHRC) South London 2018 ‘Know Your CLAHRC’ 
awards, winning in three of nine categories.

Work for the Palliative and End of Life Care theme 
conducted by researchers at the Cicely Saunders Institute 
was recognised for a variety of projects that aim to improve 
care for patients with life-threatening illness, and their 
families. This included a group award for ‘Most Innovative 
Patient and Public Involvement Activity’, and two individual 
awards for ‘Most Original Research Paper’ and ‘Most active 
contribution from a member of professional services staff’.

The award for most original research paper was given to  
Dr Clare Ellis-Smith, research associate, for her paper 
entitled ‘How can a measure improve assessment and 
management of symptoms and concerns for people with 
dementia in care homes? A mixed-methods feasibility and 
process evaluation of IPOS-Dem’. Published in PLOS ONE 
in July 2018, this paper documents the rigorous methods 
used in evaluating IPOS-Dem to support systematic and 
comprehensive assessment and management of symptoms 
and concerns experienced by people with dementia who 
may have other chronic illnesses associated with older age. 
The judges particularly noted the high quality of this original 
research, specifically noting its potential impact in changing 
care delivery for people with dementia by advancing 
research and care practices internationally.

CONGRATULATIONS:

NEWS:

VISITOR NEWS:

Dr Guillaume 
Economos
Dr Guillaume Economos is a GP 
from Lyon, France who is visiting 
the Cicely Saunders Institute for 12 
months to learn more about palliative 
care research. His research interests 
include medical decision-making and 
evaluating and alleviating symptoms  
in advanced cancer. 

Dr Economos said: “While I am at 
the Institute, I will be working on a 
systematic review about the use of the 
drug Mirtazapine to alleviate multiple 
symptoms in cancer populations, on a 
secondary analysis focusing on a complex 
intervention and on some randomized 
controlled trials. My plans for the future 
are to work as a clinical academic in 
the Palliative Care Department of the 
University Hospital of Lyon. I aim to 
develop palliative care research in my 
department there and continue my 
collaboration with the Cicely Saunders 
Institute.”
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Association of Palliative Medicine 
Juniors conference

Palliative care consultant and author Dr Kathryn Mannix attended  
the Association of Palliative Medicine Juniors conference at the  
Cicely Saunders Institute to talk about her book With the End in Mind:  
Dying, Death and Wisdom in an Age of Denial. The book was shortlisted  
for both the Wellcome Prize and the Sunday Times Book of the Year  
in 2018. It is a series of patients’ stories from Kathryn’s clinical practice  
as a palliative care consultant in Newcastle. Kathryn makes a compelling  
case for the therapeutic power of approaching death not with trepidation  
but with openness, clarity and understanding. The book was described  
in a recent BMJ review as ‘a book every doctor should read’.

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...

EVENTS ROUNDUP:

UPCOMING EVENTS: OPEN SEMINARS

Doctors need to 
believe in miracles 
too: truth-telling 
about therapeutic 
aims of cancer 
treatment
27 March 2019, 16.00 – 17.00 
Cicely Saunders Institute 
Denmark Hill Campus 
Bessemer Road  
London SE5 9PJ 

Speaker  
Professor Dame Lesley 
Fallowfield,  
Professor of Psycho Oncology 
Brighton and Sussex Medical 
School, University of Sussex 

Global health 
palliative care: 
partnerships, 
evidence and  
mutual benefit

24 April 2019, 16.00 – 17.00 
Cicely Saunders Institute 
Denmark Hill Campus 
Bessemer Road  
London SE5 9PJ 

Speaker 
Professor Richard Harding, 
Herbert Dunhill Professor of 
Palliative Care & Rehabilitation 
and Director of the Centre for 
Global Health Palliative Care, 
Cicely Saunders Institute

Findings of the 
Namaste study 
intervention for 
dementia patients 
in care homes

29 May 2019, 16.00 – 17.00 
Cicely Saunders Institute 
Denmark Hill Campus 
Bessemer Road  
London SE5 9PJ 

Speaker 
Professor Katherine Froggatt, 
Professor of Health Research, 
Lancaster University


