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| realised that we
needed not only
better pain control
but better overall
care. People
needed the space

to be themselves ...

Dame Cicely Saunders
describing the palliative
care approach.

Why should a retired paediatrician such as myself want to become

a trustee of CSI International? It may be because my age gives me

a special interest or because paediatricians like geriatricians and
palliative care specialists see their role as caring for the whole person
in the context of their families and society, not just diagnosing and
managing iliness. Indeed such is the nature of medical specialisation
in hospitals nowadays that sometimes they can only tell you what is
not wrong with you.

But here is another reason. | have spent the last few years chairing a novel
general practice in London caring for people with chronic conditions both in
their own homes and in care homes. This practice is based on the Wagner
Chronic disease model with multidisciplinary and multi skilled staff, including
GPs, a geriatrician, nurses, social workers, therapists, care navigators, and a
digitally available care plan and record available to all including the patient and
family. It works: everyone is happier, and for folks in care homes it saves money
by reducing hospital admissions, especially towards the end of life*.

There are many other recent successful examples associated with NHS
England Vanguard programmes across the country. | have learnt the value of
what is termed social prescribing, how palliative care is about living well as you
come to your last years, months or days. | want to see palliative care research
and practice connected better, even integrated more with the NHS whilst
retaining its vital ingredient of volunteerism with people helping people. It has
been estimated that up to 30% of patients in hospitals in the NHS would be

at home, their own or residential accommodation if we improved diagnostic
treatment, and caring services in the community. There is so much for us to
do, and now is the time.
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Professor Sir Cyril Chantler GBE
Trustee, Cicely Saunders International

“https://bit.ly/2Is26Dy

www.cicelysaundersinternational.org @CicelySaunders1
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Researchers at the Cicely Saunders Institute

have found that local authorities have failed to
prioritise palliative and end of life care, despite the
health care challenges posed by a rapidly ageing
population.

The research, published in the journal Palliative

Medicine, is based on an analysis of the Health and
Wellbeing Strategies of 150 local authorities across
England. Only 4% cited end of life care as a priority.

To understand how England’s 152 local

authorities — whose regional Health and Wellbeing
Boards are responsible for improving health

and care — prioritise end of life care, the team
systematically analysed their Health and Wellbeing
Strategies published from 2012 onwards. In two
areas neighbouring Health and Wellbeing Boards
developed a joint strategy, making the total number
of strategies analysed 150.

Specific measures linked to end of life care were
assessed, including; the level of prioritisation

of end of life care; whether end of life care was
referenced within a specific clinical context — such
as in relation to cancer or dementia; whether a
target for improvement was identified; and whether
a specific intervention for improving end of life care
was present.

The researchers found that of the 150 strategies
identified, end of life care was mentioned in just
over half 78 (62%) and prioritised in only six (4%).

In 43 of the 78 strategies, end of life care was

mentioned in connection with specific medical
conditions, with ageing and dementia the most
cited.

The team also found that there was a sparse
use of evidence in relation to end of life care,
particularly with respect to the effectiveness
of interventions.



Lead author Dr Katherine Sleeman, said:

‘This is the first study to systematically

analyse content relating to end

of life care within local health

care strategies and provides a
comprehensive national picture of
priorities and plans.

‘We found that while half of Health
and Wellbeing Strategies mention
end of life care, few prioritise it,
and none cite evidence for effective
interventions. This is concerning,
especially as End of Life care

has been highlighted as a priority
for policy makers nationally and
internationally.

‘Our research highlights large
variations in the prioritisation of
palliative and End of Life care across
England and underscores the need
for greater scrutiny of local health
and care strategies to avoid the
unintended creation of a palliative
care postcode lottery.’

Sleeman KE, Leniz J, Higginson IJ, Bristowe K.
Is end-of-life care a priority for policymakers?
Qualitative documentary analysis of health care

strategies.
Palliat Med. 2018 Jul 1:269216318786333. doi:
10.1177/0269216318786333. (Epub ahead of print)
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In 2018, Palliative Care became the
22nd Clinical Academic Group within King’s
Health Partners.

The group has published a booklet describing
the structure, organisation and outcomes of

the palliative care work being done by teams of
researchers and clinicians at the Cicely Saunders
Institute, and across the partner trusts.

The online version can be seen here:
https://bit.ly/2Lhq0DI

If you would like a copy of the booklet sent
to you by post, please email:
sian.best@cicelysaundersinternational.org
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RESEARCH NEWS:
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Patient and public involvement (PPI) is
increasingly recognized as important
in research. Most involvement takes
place face-to-face, but this can be
difficult for people who are unwell or
have caring responsibilities.

In response a team at the Cicely Saunders
Institute at King’s College London have
developed an online forum:
www.csipublicinvolvement.co.uk

Their recent study, published in BMC
Research Involvement and Engagement,
explored how well the online forum
worked, whether it was a suitable method
for PPI, and how PPl members and
researchers reacted to using it.

The main message is that to develop
online methods of PPI, a functioning
forum is not enough: it also needs to
be engaging and empowering. Overall,
the online forum team felt that the forum
showed good promise as a method of
PPl in palliative care and rehabilitation
research, alongside other methods of
involvement. Future work on the online
forum will be carried out to address the
comments from the evaluation.

Brighton LJ, Pask S, Benalia H, et al. (2018).
Taking patient and public involvement online:
qualitative evaluation of an online forum for
palliative care and rehabilitation research.
Research Involvement and Engagement.

4 (1): 14. https://doi.org/10.1186/s40900-018-
0097-z
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MSC NEWS:
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This has been a very successful year for the
MSc programme. Recent results from the UK’s
national survey of all taught postgraduate
university students - the Postgraduate Taught
Experience Survey (PTES) - report that overall
student satisfaction for the MSc in Palliative
Care has risen to 100% this year.

This is a fantastic result and we are very grateful

for all the support and commitment from teaching
staff at the Institute, St Christopher’s Hospice and
invited lecturers for making this success possible.

The MSc in Palliative Care is a multi-professional
course, jointly developed by King’s College London
and St Christopher’s Hospice and specifically
designed to appeal to future leaders of palliative
and end of life care. The aim of the course is to
help students develop the skills necessary to
appraise research and evidence on palliative care,
and to improve clinical practice and lead services.

-

More information about the MSc in Palliative Care, and the
other education programmes at the Institute is on the King’s
website https://www.kcl.ac.uk/nursing/departments/
cicelysaunders/study/index.aspx
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Since the MSc course was established in 1998
students have included trainee doctors in
palliative medicine, general practitioners (family
doctors), doctors and nurses working in oncology,
haematology, nephrology, cardiology, neurology
and respiratory medicine. Other professions

have included social workers, radiographers,
psychologists, physiotherapists, pharmacists,
music therapists and chaplains.

Students have come from all over the world: UK,
Europe, North and South America, Africa, Asia and
Australasia.

On 25 July 2018, MSc and PhD Palliative Care
students from the Cicely Saunders Institute
attended the King’s College London graduation
ceremony at the Barbican Centre.

CS International Research Associate Clare Ellis-
Smith, and former CS International Fellow Lesley

Henson were awarded their PhDs in Palliative Care.

—S SCOres

Three of the MSc students graduated with
distinction, including researcher Lisa Brighton, who
was awarded the Dame Cicely Saunders Prize for
Academic Excellence. This award is given annually
by St Christopher’s Hospice.

Lisa said: ‘I had a fantastic day celebrating
graduation with colleagues, family, and friends.
The Prof Rob Buckman Scholarship awarded to
me via Cicely Saunders International made this
learning experience possible, allowing me to build
my palliative care research skills and complete
my research project about communication in end
of life care.” CS International congratulates all

the students on their hard work, dedication and
impressive achievements and we wish them every
success for the future.
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© Reproduced with permission Google and Briony May Smith

CENTENARY ROUNDUP:

(5000le honours
Dame Cicely saunders

On 22 June 2018, to celebrate the centenary of the birth of Dame Cicely Saunders, Google featured
Dame Cicely Saunders with a ‘Google Doodle’ on their home page.

Google Doodles are daily The illustration is by London- The illustration also references
illustrated articles based on based artist Briony May Smith. the anthology on grief All In the
anniversary dates, aimed It shows Dame Cicely with a End is Harvest (1984), itself a
particularly at young people. patient, looking out of a window reference to a poem by Edith
Google Doodles frequently at a field of ripening wheat. The Sitwell: ‘Love is not changed by
prompt online publishers to illustration references the famous  death and nothing is lost, and all
feature articles on their own quote ‘Let Me Be a Window in in the end is harvest’.

sites. The Google Doodle about Your Home’ by Dame Cicely’s
Dame Cicley was covered online first funder, dying patient David
by the Daily Mail, Express, The Tasma, who in 1948 left a £500
Independent, Mirror, Daily Star legacy towards the construction
and the Sun newspapers and of St Christopher’s Hospice.
other online news channels.

Briony said: It was a huge
privilege to illustrate such an
amazing woman and | really
enjoyed researching her life and
legacy’.

www.google.com/doodles/dame-cicely-saunders-100th-birthday
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CENTENARY ROUNDUP

Twitter

Since the start
#cicely100 with

campaigns

of 2018 we have been tweeting
Dame Cicely’s famous

quotations, archive footage and SoundCloud
recordings from the BBC, The Wellcome
Collection and YouTube.

On 22 June 2018 there was an international wave
of twitter impressions honouring Dame Cicely and
her work. @CicelySaunders1 generated 42,200
Twitter impressions.
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100 papers
that changed
oaliative care

The campaign #cicely100 is continuing with
‘100 papers that changed palliative care’.

Cicely Saunders’ contribution to clinical care for the
dying is rightly famous. Less often acknowledged
is her important contribution to research and
evidence to guide this clinical practice. From the
start she envisaged hospices as a place where
research and clinical care would occur side by side,
each informing the other. She herself carried out,
and supported others to carry out groundbreaking
research, including on pain and into the safety

of opioids. At the time, in the 1950s and 60s,

there were fears that dying people would become
addicted, or tolerant, to opioids. Cicely’s research
showed that this fear was unfounded and that
dying people could be safely given opioids to
preempt pain, at the time a fairly radical suggestion.

Throughout her later years Cicely had a vision for
an institute dedicated to palliative care that would
combine research and education with clinical care,
with the aim of improving care and therapies for
people approaching the end of life, and those close
to them, wherever they are cared for.

Since the Cicely Saunders Institute opened in 2010
the Cicely Saunders Institute has published over
500 research papers. As part of the #cicely100
celebrations, the Institute is tweeting a paper a day
for 100 days, to highlight the breadth and impact
of our research. These 100 papers have been
chosen because they have led to change: from
impacting on clinical care, to policy and education,
to the research field itself through methodological
development.100 papers that changed palliative
care is our way of celebrating the centenary of
Cicely Saunders’ birth, and highlighting the impact
her vision continues to have throughout the world.

CSINEWS Autumn 2018 7



19th century stereograph showing patient care in the home. Denis Pellerin — reproduced with permission

EVENTS ROUNDUP:

Remembering Dame Cicely Saunders:
a 3D trioute to patient care

Thursday 21 June 2018. Bush House, The Strand, London WC2

Stereoscopy - creating the illusion of 3D from flat images - preceded the invention of
photography. A stereograph consists of two superposed images that give a three-dimensional
effect when viewed with a stereoscope or special spectacles.

The medium was invented by Charles Wheatstone
(1802-75), Professor of Experimental Philosophy

at King’s College London, who coined the term
‘stereoscope’. The device soon became popular with
Victorian families with the invention of photography
and the mass-production of stereoscopic picture
cards depicting life-like images in realistic situations.
As part of our series of events celebrating the
centenary of Dame Cicely Saunders, Denis

Pellerin, expert in the history and development of
the stereograph gave a fascinating tribute to the
evolution of patient care and the contribution of
Dame Cicely Saunders.

Denis described the use of stereographs to convey
knowledge, provide medical training (in anatomy for
example) to entertain, and to promote the emerging
cultural norms and ideals of the growing middle class
in the 19th century. Denis’ talk featured changing
depictions of the care of the dying, beginning with
idealised models of caring in the family home,
bedside scenes, and portrayals, both idealised and

8 CSINEWS Autumn 2018

satirical, of the medical profession. The talk showed
how war impacted on the organisation and skills of
nursing and looked at the contribution of two nursing
pioneers: Florence Nightingale and Cicely Saunders.
Nightingale built her practice on the experience

of the Crimean War, standardising rules to control
infection and introducing nursing hierarchies to cope
with large numbers of casualties. The ‘military-

like” application and development of nurse training
continued through the first and second world wars,
with disease an enemy to be outwitted and defeated
by the application of military principles. But this
model of care was challenged in the post-war era
by Saunders. Saunders campaigned to move care
of the dying away from post-war hospitals to a more
home-like environment, where expert symptom
control and medical care were combined with
spiritual and psychological care.

Denis’ talk was a thought-provoking account of a
century of change in patient care, and a celebration
of the legacy of Dame Cicely Saunders.



EVENTS ROUNDUP:

Show and Tell

Thursday 21 June 2018

Dame Cicely Saunders Archives,
King’s College London

Display and discussion of items from the Dame
Cicely Saunders Archives with Geoff Browell, Head
of King’s College London Archives, and Chris Olver
archivist who catalogued the Dame Cicely Saunders
Archives.

This was an event for 20 people including local
historians, medical humanities students and
researchers and academics from the Faculty of Arts
and Sciences and the Cicely Saunders Institute.
Among many original items on display were Dame
Cicely’s medical and birth certificates; a manuscript
on communicating with end-of-life-care patients

in distress; annotated publications on the use of
morphine and diamorphine in palliative care patients;
a diary of records of dialogues with selected patients
from different cultural backgrounds and records of
communications with doctors from Australia and
Canada seeking her expert opinion on morphine
substitutes including dosages.

Michal Galazka International
Study Day: New Frontiers, New
Technologies

Monday 9 July 2018

Cicely Saunders Institute

This all day global education meeting looked

at the latest scientific research in the use

of technology in health care, with particular
reference to palliative care. International speakers
included Professors David Currow, Jackie Sturt,
Matthew Hotopf, Richard Dobson and Christoph
Ostgathe. The day included sessions on remote
monitoring in the community, the implications of
new technology, such as wearables, the global
aspects of technology in different locations, and the
opportunities for big data and outreach presented
by technology. The event was also livestreamed on
the Institute’s YouTube channel.

Annual lecture 2018: 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

was given by Rabbi Baroness Julia Neuberger
DBE, Senior Rabbi at West London Synagogue.
Referring to her experience heading the
government enquiry into the use of the Liverpool
Care Pathway, Baroness Neuberger emphasised
the importance of listening to the concerns of
patients, families and staff, and that process should
always be driven by ethical principles of research
to avoid implementation (and non-questioning)

of tickbox initiatives. Colleagues from around the
world watched the livestream and international
colleagues watching in USA, Europe and Africa
were able to ask questions. The Annual Lecture will
be uploaded to the Institute’s YouTube Channel.

Funder celebration
Monday 16 July 2018
Cicely Saunders Institute

Representatives of major funders of the Cicely
Saunders Institute, including The Atlantic
Philanthropies, the Wolfson Foundation, The Kirby
Laing Foundation, The Sir Halley Stewart Trust and
the Gulbenkian Foundation gathered at the Institute
to review the research achievements of the Cicely
Saunders Institute since its opening in 2010 and
celebrate the contribution our funders have made
to our success. Discussion centred on priorities for
research and future predictions of palliative care
need. The meeting also considered how to include
the funder perspective when delivering impact for
patients and families affected by serious illness, not
just at the end of life.

John McGrath, Chairman, Cicely Saunders
International said: ‘Cicely Saunders International

is continuing Dame Cicely Saunders’ approach by
having longterm collaborators who are key to our
plans to carry out research and ensure that patients
with advanced progressive disease can live well, free
of symptoms and with dignity.’

CSINEWS Autumn 2018 9



IN THE MEDIA:

Opioids: Why
Ggangerous’ drugs
are stil being, used

(

In July Dr Katherine Sleeman NIHR Clinician Scientist at the Cicely Saunders Institute, and
Professor Sir John Strang, Director of the National Addiction Centre at Institute of Psychiatry,
Psychology & Neuroscience wrote an article commissioned by BBC Online in response to the
report into events at Gosport Hospital.

The article looked at how opioids should be used, If used appropriately and in amounts appropriate to
how they are used in palliative care, and the patients’ symptoms, opioids are not only safe, they
problems of addiction through misuse, particularly are essential for good symptom control.

in the United States. The article pointed out that
the particular model of syringe drivers used in the
Gosport Hospital case is no longer in use.

Better education and training is essential to ensure
opoids are used appropriately for those who might
benefit, and that potential harms are avoided.
Read the full article here: https://bbc.in/2JLZFvz BBC Online
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VISITOR NEWS:

Srofessor

Yunznen Xue

Yunzhen Xue is a doctor and professor in medical psychology, based in the
Department of Medical Humanity at Shanxi Medical University in China.

Her research is focusing on end-of-life care with clinical patients and older people.
She is visiting the Cicely Saunders Institute until the middle of October 2018.
Yunzhen said ‘The Cicely Saunders Institute is one of the best centres of palliative
care research in the world. | am pretty honoured to have the opportunity to do some

collaborative research here.’

Vi'sit to Danisn

Researchers Dr Matthew Maddocks and Dr
Clare Ellis-Smith visited the Danish Embassy
in June to meet with a delegate of Danish
ministers to discuss current evidence around
palliative care and hospice provision.

The discussion was wide-ranging and focused

on models of palliative care delivery for a growing
ageing population living with multiple chronic
diseases. The group shared findings of a recent
rapid review of service delivery models for older
people at the end of life, integrated models of
palliative care for patients with breathlessness,
and a newly-completed study on patient-led goal
setting. Dr Ellis-Smith then briefed the ministers on
the work on outcome measurement conducted at
the Cicely Saunders Institute, which includes the
Palliative care Outcome Scale (POS) and Integrated
Palliative care Outcome Scale (IPOS).

—MOAassy

It was agreed use of outcome measures in routine
care could support provision of person-centred
care through enabling comprehensive assessment
of symptoms and concerns.

The Minister for Senior Citizens asked about

the care for people with dementia towards the
end of life, loneliness, and care home settings.

Dr Ellis-Smith shared her work on the IPOS for
Dementia (IPOS-Dem) which aims to support
person-centred comprehensive assessment,

and integrated working in the care of people with
dementia. The need for interventions that aim to
train the workforce to provide palliative care was
highlighted. The ministers then asked for three key
recommendations in the provision of palliative care
for older adults. These were:

1) The important role of allied health professionals
and the potential value they add to patients’ care,
especially when bridging between geriatric and
palliative care services.

2) Short term integrated models of palliative care:
this is a model that is deliverable to a growing
population of people with palliative care needs.

3) The need to evaluate before and as clinical
innovation takes place, to ensure services are
modelled and continually adapted.

CSINEWS Autumn 2018 11
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~ The Cicely Saunders Institute is hosting

. a series of events in 2018 celebrating the

centenary of Cicely Saunders.

UPCOMING EVENTS:

Assisted Ventilation to Prolong Life:
a Matter of Choice

26 September 2018, 16:00 to 17:00
Cicely Saunders Institute,

Denmark Hill Campus, London SE5

Speaker: Dr Louise Rose, Sunnybrook
Health Sciences Centre, Toronto,
Canada

For patients with progressive
neuromuscular disease or advanced
COPD, assisted ventilation decreases
the rate of pulmonary function decline,
prolongs overall survival, relieves
symptoms of breathlessness and
improves patient sleep and quality

of life. However, assisted ventilation
has negative consequences such as
discomfort, development of pressure
ulcers (associated mask interfaces),
communication difficulties, impaired
mobility and a greater level of caregiver
burden. To allow for informed decision-
making, healthcare professionals need
to support patients and their caregivers
in understanding the potential benefits,
drawbacks and limitations of assisted
ventilation. This seminar will review the
current evidence-base for commencing
and withdrawing assisted ventilation
and consider the ethical and legal
aspects of informed decision-making in
this context.

Episodic Disability, Rehabilitation
and Chronic Disease: Lessons
Learned from the Field of HIV and
Ageing

24 October 2018, 16:00 to 17:00
Cicely Saunders Institute, Denmark Hill
Campus, London SE5

Speaker: Professor Kelly O’Brien,
University of Toronto, Canada

In countries such as the UK and
Canada, HIV is increasingly considered
a chronic disease. Despite increased
survival, people living with HIV live with
the physical, mental, emotional and
social health-related consequences

of HIV and multi-morbidity associated
with ageing. Rehabilitation has an
important role in helping reduce or
prevent disability, however the field

is still emerging. In this session, we

will examine the episodic nature

of disability experienced by adults

with HIV, rehabilitation services use,
and the effectiveness of exercise
interventions to reduce disability and
enhance health outcomes. We will also
discuss similarities in episodic disability
experienced with HIV and other chronic
illnesses in the UK and Canada, and
highlight potential opportunities for
bridging the fields of successful ageing,
chronic disease,and rehabilitation.

Celebrating in
partnership with

Broadening the Lens Beyond HIV:
Advancing Rehabilitation and
Successful Ageing in Complex
Chronic Disease

9 November 2018, 09:00 to 17:00
Cicely Saunders Institute, Denmark Hill
Campus, London SE5

Join an international group of
researchers, clinicians, students,
community organization
representatives and international
speakers to translate research,
evidence and knowledge on
rehabilitation interventions to promote
successful ageing with chronic
disease.

This symposium will include speakers
from the United Kingdom, Ireland,
and Canada. Building on the field of
HIV and complex chronic disease, the
symposium will translate research on
rehabilitation interventions in complex
chronic disease; build new research
and clinical partnerships and identify
new and emerging research priorities
in the field.

®

For further information please contact
csi.events@kcl.ac.uk

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...
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