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Palliative Care at the Cicely Saunders Institute is a Clinical
Academic Group (CAG), true to the vision and purpose of
King’s Health Partners, one of the UK’s academic health
science centres.

The plan to create Clinical Academic Groups was in fact
developed two to three years before King’s Health Partners
came into being. At that time our goal was to bring our three
; clinical partners, and our university, much closer together,
‘ / to reverse the separatist trend, across the UK, of previous
\r decades.

m

CAGs were the model we chose to achieve greater Clinical-
...commitment to Academic integration to drive research and innovation to

openness, openness to improve patient care and outcomes.

challenge, and the absolute ' am delighted that we now have the Palliative Care CAG based

priority of patients’ own at the Cicely Saunders Institute. It has rapidly egtabllshed itself

) as an exemplary CAG and has successfully put in place all the

views on what they need...  glements for success. The CAG Leadership is strong, inclusive,

Dame Cicely Saunders efficient and highly effective at driving progress across the
tripartite agenda of research, education and clinical service,
thereby improving care.

King’s Health Partners has many visitors, national and

international, wanting to learn how best to develop an academic

health science centre. Many want to adopt the CAG model.

We share our progress openly and honestly. When we talk

about the best CAGs we present Palliative Care as an exemplar.
e P

Professor John Moxham
King’s Health Partners

www.cicelysaundersinternational.org @CicelySaunders1



RESEARCH NEWS:

A catalyst for chande In
oreatnlessness researcn

A new independently commissioned report from the Cicely Saunders Institute explores how
their research and practice has impacted the treatment of breathlessness on a global scale.

Affecting more than 75 million people every year,
breathlessness is a complex symptom that requires
accurate clinical diagnosis. This newly published
Breathlessness Impact Report explores how the
Cicely Saunders Institute has helped pave the

way for improved management and treatment of
breathlessness for patients across the world, and
what more can be done in this field.

As stated by Rob George, Consultant Physician

and Honorary Professor of Palliative Care at
King’s College London and Medical Director
at St Christopher’s Hospice:
“The Cicely Saunders Institute has catalysed
the whole movement of taking breathlessness
seriously and looking at it systematically.”
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A key contributor in this field is the Institute’s
Integrated Breathlessness Support Service (IBSS).
Its significance and impact are acknowledged by
every individual interviewed for this report, from
palliative care doctors to chest physicians.

While the Integrated Breathlessness Support Service
has proven its value, the team recognises there is
still more work to be done to effectively address the
symptom of breathlessness. The report addresses
some of the financial and structural barriers that
come with establishing this kind of service, and
potential next steps to further promote integrated
support services.

Read the full report here: https://bit.ly/36FX2IH



RESEARCH NEWS:

Online forum for public involvement
N paliative care and renabilitation
research re-launched

The Cicely Saunders Institute have re-launched their online forum for patient and public
involvement in palliative care and rehabilitation research after a collaborative redevelopment

project.

Patient and public involvement in palliative care
and rehabilitation research can be difficult for some
people to engage with, often due to deteriorating
health status, caring responsibilities, and/or other
commitments. Members of a previous consultation
in this field suggested a virtual forum would provide
an additional method for flexible patient and public
involvement, and increase the number and diversity
of people contributing to palliative care and
rehabilitation research (Daveson et al. 2015).

In response, the Cicely Saunders Institute at King’s
College London launched and piloted the first
online forum for patient and public involvement

in palliative care and rehabilitation research in
2016. During 2017-2018, an evaluation of the
pilot online forum demonstrated that while it did
provided a platform for flexible involvement, there
were a number of ways it could be improved and
developed to make it more user-friendly, engaging,
and empowering to those wanting to get involved
(Brighton & Pask et al. 2018).

With funding from Clinical Research Network
South London the Institute undertook a co-design
approach to re-designing and developing the online
forum in line with these findings. Collaborative
meetings with the Cicely Saunders Institute

online forum team, Clinical Research Network
collaborators, patient and public representatives
and a professional web designer identified the
features and design elements needed to engage
and empower users of the forum, and optimise
user-friendliness.

The re-designed online forum was re-launched to
the public in November 2019. The team hopes the
forum will engage and empower more patients,
families and members of the public to be involved

in research, particularly hard-to-reach populations
who are not currently adequately represented.

“The online forum provides a safe place for anyone
who cares about trying to improve palliative care,
to be able to engage with the research work at
the CSI. The re-designed forum will allow a greater
number of people to see what work is being
pursued, and contribute their lived experience to
the discussion threads, learning from each other.
Hopetully, this will give an even greater depth of
understanding of the real needs in rehabilitation
and palliative care.”

Marion Sumerfield, carer representative

Who can join, and how?

Anyone can become a member, but specifically
those with experience of palliative care (as a
patient, family member, friend, or carer), and
members of the public with an interest in
palliative care and rehabilitation research.

To join, please register at:
www.csipublicinvolvement.co.uk

If you have any questions about this new
online forum, please contact the team at
csi.ppi@kcl.ac.uk
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RESEARCH NEWS:
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New Interactive
Atlas of Varation
for palllative and
cnd of life care

A core aim of the National Health Service is to provide a comprehensive service that is available
to all. Understanding unwarranted variation in quality of care is important, particularly so for those
who have limited time to live. The Atlas of Variation for palliative and end of life care is a tool
produced by the National End of Life Care Intelligence Network that aims to shed light on variation

in care towards the end of life across England.

The newly introduced Atlas offers an interactive
tool that presents routinely collected activity and
outcome data by geographical locality. The Atlas
includes 17 indicators, including place of death,
cause of death, hospital activity and number of
patients in need of palliative care. With this tool
you can view maps, charts, time series data and
statistics across indicators.

VISITOR NEWS:

Visitors from Italy

The Atlas presents these key end of life outcomes
in an interactive and user-friendly online tool.

This provides organisations with the means to
understand their local population and end of

life outcomes in relation to other areas and the
national picture to support local improvements.
By highlighting unwarranted variation, this tool is
the first step to improving care for the half a million
people who die each year in England.

https://bit.ly/20L4nhM

In September, the Cicely Saunders Institute welcomed two nurses from Italy who are studying
for their Masters degree in Palliative Care at the University of Parma.

Chiara Serri obtained
her degree in nursing
from the University of
Modena and Reggio
Emilia. She is working
in care homes and
community settings and
has a special interest in
research in advanced
decision-making in
dementia.

Tosca Laieta has a
degree in Nursing from
University of Milan-
Bicocca and started
the masters in palliative
care at the University
of Parma earlier this
year. She works in the
community (equivalent
to UK’s primary care
setting).
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Their visit to the
Institute included
clinical placements for
a day on the wards
with the clinical team
at King’s College
Hospital and meetings
with researchers to
discuss the Institute’s
research and education
programmes.

Both nurses were
interested to discuss
how palliative care
puts patients and their
families at the centre,
surrounded by a
multiprofessional team,
and how the palliative
care approach adapts
to different cultural and
geographic settings.



GLOBAL NEWS:

~allatve care within
dniversal Realtn coverage:
the Malaw Patient-and-
Carer Cancer Cost surnvey

Universal Health Coverage (UHC) is a key policy goal of the World Health Organization. It links
quality and effectiveness of health services to end-user protection from financial hardship. Up to
61 million people, including 2.5 million children live and die without access to palliative care.

Out-of-pocket expenditure accounts for 23%

of global health expenditure and 45% of health
expenditure in low/middle-income countries (LMIC).
Even where the majority of health services are
delivered free of charge, it is individual households
that bear the brunt of financing healthcare for
chronic and life-limiting illnesses.

Palliative care has the potential to reduce out of
pocket expenditure particularly when integrated
within health systems. Palliative care gives timely
access to pain and symptom management and
reduces recurrent hospital visits.

Researchers are undertaking a study to explore
the impact of palliative care on household poverty

in Blantyre, Malawi, a low-income country.
Life expectancy in Malawi is 64 years.

The country has the highest incidence and
mortality of oesophageal and cervical cancer
in the world. The prevalence of cancer is on
the rise. Radiotherapy is only available outside
the country.

In the study patients and family caregivers
used digital cameras to document experiences
of living with life-limiting illness and quantify the
financial pressures on household budgets.

The data will be vital to inform future economic
evaluations and influence global health policy
on improving access to palliative care.

Bates MJ, Namisango E, Tomeny E, Muula A, Squire SB, Niessen L. Palliative care within universal health coverage:
the Malawi Patient-and-Carer Cancer Cost Survey. BMJ Support Palliat Care. 2019.

BMJ Support Palliat Care. 2019 Oct 3. pii: bmjspcare-2019-001945. doi: 10.1136/bmjspcare-2019-001945.

[Epub ahead of print]

CSINEWS Winter 2019




STUDENT NEWS:

Koy Laing MSc scholars
go from strength to strength

The latest group of Kirby Laing Scholars is due to graduate in
2020. Generously funded by The Kirby Laing Foundation, their
projects focus on dementia and stroke. They told CSI News
about their time on the course so far, and their plans for the
future.

Dr Jasmine Lee has completed all her classroom-
based modules and assessments for the MSc in
Palliative Care at the Cicely Saunders Institute.
She writes: “/ particularly enjoyed my
assignments on ethics and on the future of
hospices and strategies to cope with future
challenges. | am currently working on the

- methodology and data collection stage for
my project on dementia. Earlier this year | took part in the Academy
of Medical Sciences project The Departure Lounge and was
interviewed by BBC radio. The experience has encouraged me
to think about the wider perspectives within palliative care, and
the importance of public engagement”.
Jasmine is due to graduate in 2020.

Dr Nicola Lochrie has also completed all six
modules and assignments. She is now working
on her project about palliative care in stroke.
Her dissertation is a systematic literature review
evaluating existing palliative interventions

in stroke care. Nicola writes: “A better
understanding of which interventions are
effective will hopefully allow for practical
solutions to improve patient care. | look forward to publishing

the results in early 2020”,

Nicola is due to graduate in 2020.

Dr Jenny Mullin is now working on her research project about ‘truth-
teling’ as perceived by carers of patients with Total Anterior Circulation
Stroke and how this influences hope, choice and decision-making.
The project is a secondary analysis of qualitative data collected

as part of a multi-centre mixed methods longitudinal study of
outcomes and experiences following major stroke. Jenny writes:
“My thematic and narrative analysis of interviews of carers pre-

and post-bereavement will explore carers’ perceptions of truth
telling. In particular | will focus on how this was perceived as
influencing their choices in relation to planning care and the
decisions they made. | hope to produce a high-quality research
project that when published will have a real influence on practice”.
Jenny is also due to graduate in 2020.
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STAFF NEWS:

Congratulations

Many congratulations to

Dr Clare Ellis-Smith who has
been appointed Lecturer in
Palliative Care at the Cicely
Saunders Institute. Clare is
an occupational therapist and
one of a number of former
Cicely Saunders International
BuildCare scholars initially
funded by The Atlantic
Philanthropies.

Prior to joining the Cicely
Saunders Institute in 2012
Clare worked in a variety of
clinical posts, predominantly in
older adult mental health and
dementia. Clare’s PhD research
developed an outcome scale for
dementia for use in care homes
— The Integrated Palliative Care
Outcome Scale for Dementia
(IPOS-Dem). This addressed

a gap in comprehensive
assessment of people with
dementia. IPOS-Dem can

be used by care home stalff
and has been demonstrated

to improve staff awareness,
systematic record-keeping and
communication. It is easy to use
and can be used routinely and
flexibly.



EVENTS ROUND UP:

CSI Annual Lecture

In October 2019 colleagues, trustees, funders and
supporters of Cicely Saunders International gathered
at the Cicely Saunders Institute for this year’s Cicely
Saunders International Annual Lecture. The lecture was
livestreamed to seven partner sites in the UK, Ireland,
Africa and the USA, live linking to Oxford, Belfast, Cork,
Dublin, Preston, San Francisco and Kampala.

This year’s speaker was Professor Joan Teno, Professor
of Medicine at Oregon Health & Science University and
Professor of Health Systems, Policy and Practice at Brown
School of Public Health. One of the visionaries in hospice
and palliative care over the past 30 years, Professor Teno
has been a global leader in defining and operationalising
how we measure the quality of care for those who are
dying by using bereaved family member surveys and
administrative data.

Professor Teno illustrated how payment models and
structures in the USA, can create perverse incentives

that can have a potentially pernicious effect and lead to
substandard care. Payment models and structures do not
sit happily with patient-centred outcomes and are often in
direct conflict with patients’ best interests.

Professor Teno looked at how quality and costs can

best be measured to build an evidence base for better
representation and understanding of the overall value of
care. She emphasised the importance of accountability in
the evidence base and psychometric testing for outcome
measures. She showed how it is vital to hear the voices of
those with serious illness and the bereaved when looking to
improve palliative and hospice care. Professor Teno’s talk
included several references to the
pioneering work of Cicely Saunders
and included Dame Cicely’s hand-
drawn illustration of the concept of
Total Pain — how mind and body
are affected by physical, emotional,
psychological, existential and
spiritual pain.

Director of the Cicely Saunders Institute, Professor Irene
Higginson thanked Professor Teno for her thought-
provoking, inspiring and wise lecture and thanked
everyone who attended or followed the lecture online.

Anxiety and
oreathlessness

As part of The Science Gallery’s

On Edge: Living in an Age of Anxiety
CSl researchers Dr Simon Etkind

and Dr Natasha Lovell have been
conducting a series of live experiments
with members of the public using audio
recordings of people breathing.

They would like to see if understanding
links between breathlessness and anxiety
could improve how breathlessness is
treated in the future. So far over 250
people have taken part in the events.
One participant said:

“As part of the experiment we listened to
various breathlessness sounds and tried
to identify the cause — it's amazing how
you can notice these subtle differences.”

ON EDGE

LIVING M AN AOE OF ANEIETY
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EVENTS: INAUGURAL LECTURES

Florence Nightingale Faculty of
Nursing, Midwifery & Palliative Care
Inaugural Lecture Series

Mechanical Ventilation: from hospital to'home

Professor Louise Rose

Making palliative care much better: the key role

for health economics
Professor Charles Normand

Mechanical ventiation: from
hospital to home (and back)

Professor Louise Rose

Monday 9 December 2019, 16:00 onwards
Cicely Saunders Institute

Denmark Hill Campus

Bessemer Road, London SE5 9PJ

Respiratory technology is essential life sustaining
therapy for diverse patient groups. These include
those patients with severe sepsis, acute respiratory

failure, or trauma admitted to highly specialised units.

Other respiratory technology dependent patients
include those with progressive neuromuscular

disease or chronic respiratory disease living at home.

Hear from Professor Rose on her career journey to
understand ways to improve the use and experience
of respiratory technology from an organizational,
societal and patient/family caregiver perspective.

Making pallative care much better:
the key role for health economics

Professor Charles Normand

Monday 9 December 2019, 16:00 onwards
Cicely Saunders Institute

Denmark Hill Campus

Bessemer Road, London SE5 9PJ

From Mary Aikenhead to Dame Cicely Saunders,
early developments in palliative care depended on
people of extraordinary insight and determination.
Future palliative care developments must be based
on strong scientific evidence, allowing better choices
in what is provided, and a better basis for competing
for resources within health systems. Health
economics must play a key role in strengthening the
evidence base. Our studies provide some important
understanding of what patients and families want,
what interventions make a difference to outcomes
and costs, and how resources are currently used.
They also reveal shortcomings in available methods
and tools, many of which fail to take account of
complex needs.

This lecture will review the findings of the best
economic studies and focus on how we can develop
better methods, and do better studies in the future.

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. ..

@ moneygiving



