
All the science and learning 
of the mind coupled with 
the vulnerability of one 
person with another…  
the bridge between love 
and science.

Dame Cicely Saunders 
describing the palliative care 
approach. 

	“	In the end what gives a life meaning is not only how it is lived, 
but how it draws to a close”

Tessa Jowell’s words as she faced her illness encapsulated so 
much of what Cicely Saunders had believed in and fought for all her 
professional life. Tessa Jowell, with whom I worked in government 
when she was Culture Secretary, decided that her brain tumour and 
the manner in which illnesses like hers are treated would be her last 
campaign. And with her usual energy, conviction and charm she 
brought together politicians of all parties and health care professionals 
– and a healthy dose of media attention – to highlight issues around 
diagnosis and treatment. She received plaudits from all around and 
her untimely death this month came much too soon, just one year 
after her original diagnosis. 

At the Cicely Saunders Institute it’s that debate, fuelled by  
evidence, research and energy, that we want to have around  
end of life care. As Trustees we welcome the high levels of interest in 
this aspect of care, as an ageing population and increasing pressures 
on the health service cause everyone involved to think hard about 
the best, most effective way to deliver palliative care. This month’s 
newsletter is a testament to how rich that debate is, covering as it 
does a host of pertinent issues. And ensuring that the patient’s voice 
is heard alongside the professional’s, a tenet that is central to the 
Institute’s purpose. 

In establishing a world class research and educational centre to 
address end of life care Cicely Saunders, who would have been  
100 years old this year, wanted to provoke discussion and knowledge 
that would lead to change. I hope the many stimulating articles in this 
newsletter will further enhance that important work.

 

Howell James CBE
Trustee, Cicely Saunders International

Summer 2018
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Extract published with permission from a longer article first published on the EAPC Blog eapcnet.wordpress.com 

EAPC World Congress 
24–26 May 2018, Bern, Switzerland 

Future-proofing Dame Cicely  Saunders’ Centenary of Change:  
Integrating research, education and clinical care. 

Professor Higginson writes: I was honoured to give the keynote lecture at the 10th 
World Research Congress of the European Association for Palliative Care, in honour 
of Professor Vittorio Ventrafridda, especially in this the centenary year of Dame Cicely 
Saunders. Vittorio’s centenary year will be 2027. I hope then, that in 11 years’ time,  
we will be celebrating even more achievements.

Integrating research, education and clinical care
We face a changing landscape of care and 
treatment. Achieving the best for patients and 
families requires the best in care, and this means 
delivering evidence-based practice. However, 
evidence is often lacking. When robust evidence 
for a symptom is lacking clinicians often provide 
medicines ‘off-label’ (i.e. use pharmaceutical drugs 
for an unapproved indication or in an unapproved 
group, dosage, or administration), rather than 
do nothing. One study, in a highly regarded 
palliative care unit, found that around one third of 
prescriptions were ‘off-label’; breathlessness was 
one of the most common indications for off-label 
prescribing (n = 449, 20%).Yet, as we have learned 
from recent research, some medicines that have 
been widely promoted have limited or  
no effectiveness.

There are also many examples where clinicians and 
policymakers have implemented services and tools 
locally, nationally and even internationally, without 
evidence, on the basis that the intervention ‘seems 
like a good idea,’ or on small, single reports, often 
arguing that ‘something must be done’.

We need innovation to be backed up by proper 
study; without both, the best for patients and 
families will not be realised. Otherwise we risk 
diverting resources from other things that would be 
effective, and potentially risk causing harm  
to patients and families. 

But there is an even more basic reason for 
conducting research: evidence finds that research-
active healthcare services deliver better care, 
even for people who are not recruited into studies. 
Thus, if clinical services want to offer the best 
in care, research should be a core part of their 
activity. Many issues that we are already tackling 
in palliative care are relevant elsewhere in health 
and social care; issues that we have grappled with 
for a long time, like complexity, multimorbidity and 
patient and family choice. The science of palliative 
care, the science that puts the person before their 
disease, coupled with its clinical innovations, has 
much to offer the wider ‘ologies’. We have many 
approaches, measurement tools, knowledge and 
skills that are relevant.

CONFERENCE NEWS:
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RESEARCH NEWS:

What is spasticity?
Spasticity is involuntary muscle activity, which 
commonly follows damage to the central nervous 
system (brain and spinal cord). The damage causes 
a change in the balance of signals between the 
nervous system and the muscles and presents in a 
variety of ways. Harmful and distressing secondary 
effects include pain, deformity and impaired 
function. Spasticity management is challenging due 

to the diversity of symptoms and 
the differing goals or aims 

of treatment. It 
normally includes 
a combination 
of physical and 
pharmacological 
management, 
often using 
a variety 
of different 

approaches 
according to 
the individual 

patient’s needs. 

Using Botulinum toxin
Local intramuscular injection of botulinum toxin 
(BoNT) is an established, well-tolerated treatment 
in the pharmacological management of spasticity. 
There is a strong body of evidence for its 
effectiveness in the management of both  
upper and lower limb spasticity. The new 
national guidelines provide an update to the 
document originally published in 2009 and in 
further developing the guidance included in that 
document, they help to progress treatment options 
for this condition.

Dr Stephen Ashford is an NIHR Clinical Lecturer 
and Consultant Physiotherapist based at the 
Cicely Saunders Institute, and Editor of the new 
guidelines. He explained the significance of the 
proposed use of BoNT as a treatment option:  
 “These guidelines provide recommendations 
for the treatment of adults with spasticity with 
botulinum toxin (BoNT) as part of an overall 
patient management programme to deliver pain 
relief, reduce involuntary movements and improve 
mobility.”

For more information about these 
recommendations, please see The Royal College  
of Physicians website for a downloadable copy  
of the guidelines rcplondon.ac.uk

New guidelines for 
the management  
of spasticity
Spasticity is a challenging symptom to treat. New guidance has been published on the 
management of spasticity, a condition affecting an estimated 12 million people worldwide.  
The guidance describes the effectiveness of botulinum toxin as a treatment. 
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“	I recall that Cicely Saunders was approached by The Observer who were interested in a documentary 
feature about the life of St Christopher’s. Permission was refused but Derek decided to contact Cicely 
Saunders directly himself. He and Cicely became friends and over the next few years he was granted 
special access to photograph patients, families and staff in the hospice.’’

	 Derek’s widow, Angela Bayes, of Aspect Picture Library

A unique collection of 
photographs by Life Magazine 
photographer Derek Bayes is 
being placed within the Dame 
Cicely Saunders Archives at 
King’s College London. 

The photographs document the 
life of St Christopher’s Hospice 
in the 1970s and 1980s and 
give a fascinating insight into 
the evolution of St Christopher’s 
hospice and the birth of the new 
medical specialty of palliative 
care.

The material consists of black 
and white prints, negatives and 
colour transparencies and will 
be digitised over the coming 
months. 

Historic photo collection moving  
to the Cicely Saunders Archives  
at King’s College London 
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Visitor 
news

 
Miho Hamayoshi is a nurse and 
lecturer in geriatric nursing, based in 
the Department of Nursing at Bukkyo 
University in Japan. Her research is 
focusing on the care of patients with 
dementia, and advanced care planning. 

She will be at the Cicely Saunders Institute 
until the end of July 2018. Miho said  
 “The Cicely Saunders Institute is famous 
worldwide for palliative care research. I 
am honoured that I have the opportunity 
to spend time at the Institute, and to meet 
and work with the researchers here.”

Video resources from 
the Patient and Public 
Involvement Group
The PPI group has been working with researchers 
to develop training resources for healthcare 
professionals. The resources describe the carer’s 
experience and explain how important it is to develop 
research and deliver care in partnership with patients 
and families.

To support training, the Cicely 
Saunders Institute has uploaded  
a series of videos about the  

carers’ experience to the Institute’s YouTube channel.  
The videos cover a range of issues relevant to carers 
including co-ordination of care, communication skills,  
and support in bereavement. 

One of the videos describes the case of a carer whose 
relative had asked to be transferred home to die in his  
own bed nine months before he died. The family cleared  
a downstairs room, put in suitable flooring and he returned 
home. Sadly logistical support was poor. The family were 
offered a hospital bed to make it easier to change bed 
linen and wash and feed their relative. But it eventually only 
arrived the day before the patient died, so it was never used. 
Similarly, the pain relief they requested towards the end of 
his life was delivered after he died. Fortunately, because he 
was being well cared for at home by people who loved him, 
and was reconciled, he died quietly and calmly in bed. 

Including the carer’s perspective 
in palliative and end of life care 
is vitally important to delivering 
good quality care. The video 
resources to support the training 
of healthcare professionals 
were developed by researchers 
working on the C-Change 
project, delivering quality and 
cost-effective care for those 
with complex and/or advanced 
conditions in the last year of 
life. The C-CHANGE project is 
funded by the National Institute 
for Health Research. nihr.ac.uk. 

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

	 Cicely Saunders,  

‘A Death in the Family:  

A professional view’ 

British Medical Journal,  

6 January 1973 p30-31.

NEWS: NEWS:
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Sisters, Seagulls and Send Offs

Multimorbidity in 
palliative and end of 
life care: knowledge 
exchange seminar and 
interactive workshop
27 April 2018 

Over 60 delegates attended a collaborative seminary and workshop at the Cicely Saunders 
Institute, hosted jointly by the National Institute for Health Research Collaboration for Leadership 
in Applied Health Research and Care (NIHR CLAHRC) South London and NIHR CLAHRC East  
of England.

Multimorbidity (living with multiple health conditions) 
affects a growing number of people in the UK and 
globally, and severely reduces the quality of life of 
patients and those close to them, especially toward 
the end of life. 

Delegates praised the range of perspectives across 
providers that spanned applied, epidemiological 
and implementation research. The day included 
a lively debate of research priorities. Delegates 
highlighted the need for research across health and 
social care settings, drawing on both palliative care 
and general practice, in order to put the person 
before their disease and deliver holistic care.

As part of Dying Matters Week, 14-20 May 2018, the Cicely Saunders 
Institute hosted a performance by theatre company Haylo Theatre in the 
Greenwood Theatre, King’s College London. The thought-provoking piece 
‘Sisters, Seagulls and Send Offs’ centred on loss, grief and bereavement. 
The performance was followed by an audience and panel discussion 
chaired by Baroness Ilora Finlay.

Artist Jody Ford producing a digital record of the day.

EVENTS ROUNDUP:

EVENTS ROUNDUP:
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AAHPM Visionaries Award  
for Dr Nahla Gafer

Congratulations to Dr Nahla Gafer, PhD scholar 
at the Cicely Saunders Institute, who has 
been honoured as ‘a mentor, leader, and big 
thinker’ by the American Academy of Hospice 
and Palliative Medicine for her contribution to 
palliative care in Africa. For the past nine years, 
Dr Gafer has pioneered palliative care learning, 
service delivery and education in Sudan.

Ten years ago, Dr Gafer started a small referral 
clinic in the basement of an oncology unit that 
grew to reach more than 4,000 patients, providing 
integrated palliative care alongside oncology care. 
Dr Gafer has trained 200 health professionals in 
the basics of palliative care and created a group 
of voluntary health professionals dedicated to 
providing the best possible quality of life for 
patients. 

Dr Nahla Gafer’s scholarship is funded by  
The Sir Halley Stewart Trust via Cicely Saunders 
International. 

IN THE MEDIA 
Professor Irene Higginson was interviewed by Laura Chaparro, for Muy Interesante, a popular science 
magazine in Spain about people’s preferences for place of care and the factors that influence their 
preferences. For example when setting up home care services in Portugal our research showed that round 
the clock support and competence in symptom control and communication were key to ensuring a feeling 
of security at home that helped patients choose home as their preferred place of care.

“	My vision is that palliative care can be provided 
to all patients equally, even when resources 
are limited. Our experience demonstrates the 
effectiveness of our approach.’’

	 Dr Nahla Gafer, PhD

CONGRATULATIONS:
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Show and Tell 
event @ King’s 
College London 
Archives 
Thursday 21 June 2018 from 14.00 to15.00 
King’s College London Archives, S3.02 Strand 
Building, Strand, London WC2R 2LS

Event showcasing 
items from the Cicely 
Saunders Archives. 
The material comprises 
correspondence, notes, 
reports, research data, 
diaries, photographs 
and artefacts relating 
to the life and work of 
Dame Cicely Saunders. 

If you would like to attend, please contact  
sian.best@cicelysaundersinternational.org or 
register via Eventbrite at https://bit.ly/2JsEeUc

Centenary 
Celebrations 2018
The Cicely Saunders Institute will be hosting 
a series of events in 2018 celebrating the 
centenary of Cicely Saunders. 

The events will include seminars, workshops,  
music, film and talks. 

Contact csi.events@kcl.ac.uk for more details  
and follow us on Twitter @cicelysaunders1  
and @csi_kcl #Cicely100

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...

New Frontiers,  
New Technologies 
Monday 9 July 2018  
Cicely Saunders Institute 

For further information please contact  
csi.events@kcl.ac.uk or register via  
http://bit.ly/2o0QgYe 

Improving end of life 
care: lessons learnt, 
what now, what next? 
Tuesday 10 July 2018  
Cicely Saunders Institute 

This year’s Cicely Saunders Annual Lecture will  
be given by Rabbi Baroness Julia Neuberger DBE, 
Senior Rabbi at West London Synagogue.  
If you would like to attend please contact  
csi.events@kcl.ac.uk

EVENTS NEWS: REMINDER:
MICHAL GALAZKA INTERNATIONAL STUDY

REMINDER:
ANNUAL LECTURE 2018


