Spring 2020 PraSsasls

Cicely Saunders
International
Better care at the end of life

news from cicely saunders international ———

As a trustee of Cicely Saunders International,

| don’t technically ‘work’ at the Cicely Saunders
Institute although every time | visit that wonderful
building, | wish | did! When my father, Christopher
Saunders, Dame Cicely’s brother, stepped down
from the trustee board, | was honoured to be invited
to join and, hopefully, make my own contribution

to her legacy.

I learn something new every time | visit the CSI or

attend a lecture or meeting. Palliative medicine is such

a complex field and it’s fascinating to see how so many
disciplines are involved. The concept of total pain that
...If we can come together underpinned Cicely’s work continues to inform and guide
not only in our professional  the research and practice that goes on today.

capacity but also in our The CSI seems to attract remarkable people at all levels.
common vulnerable And now, ten years after it opened, we're seeing how
humanity there may be the CSl is contributing to developing the knowledge

and capacity needed in a changing environment for

no need of words on our L
palliative care.

part, only of respect and
concerned listening. ..

Dame Cicely Saunders

Kate Kirk
Trustee

www.cicelysaundersinternational.org @CicelySaunders1



Cicely saunders Institute tumns 10

This year we celebrate 10 years since the Cicely Saunders Institute was opened in 2010 by HRH
The Princess Royal. Since then the Institute has provided high-quality palliative care for patients
in south London, and combined this with teaching and research, creating a multi-professional

environment focussed on palliative care.

The Institute is hosting a series of celebration events throughout 2020. For further information please email
csi.events@kcl.ac.uk or follow us on twitter @CSI_KCL
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Public Health special issue on palliative care

The journal Public Health will be publishing a special issue on Palliative Care in early 2021.
Guest editors include Professors Irene Higginson, David Currow and Luc Deliens.

Public Health is an international,
multidisciplinary peer-reviewed
journal. It publishes original
research papers, reviews and
short reports on all aspects

of the science, philosophy,

and practice of public health.

It is aimed at all public health
practitioners and researchers
and those who manage and
deliver public health services
and systems. It is also of interest
to anyone involved in provision
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of public health programmes,
the care of populations or
communities and those who
contribute to public health
systems in any way.

Palliative care is a global public
health issue, affecting all
societies and communities. Yet,
in contrast to the start of life, it
has been relatively neglected in
public health research, practice
and policy. Often the disciplines
of public health and palliative

care operate separately and
improvements in palliative care
are predominantly studied from
a health services approach.

To counter this gap, the Public
Health journal is calling for
papers on public health research
in palliative care for a special
issue.

Their aim is to shine a light on
this important area of public
health.



RESEARCH NEWS:

\Vanaging symptoms In
advanced cancer — the
pallative care approach

Good symptom management in oncology is associated with improved patient and family quality

of life and may even offer survival advantages.

In February researchers based at the Cicely
Saunders Institute published research on four
common and distressing symptoms experienced
by patients with advanced cancer: pain,
breathlessness, nausea and vomiting, and fatigue.
Their summary looked at the use of symptom
assessment tools and demonstrated how a more
routine and integrated approach to symptom
management benefits patients.

The article also described a role for palliative care

in supporting a holistic approach to symptom
management alongside curative treatment and
highlighted how multidisciplinary palliative care
teams have been shown to improve patient
outcomes. Current ASCO guidelines recommend
that patients with advanced cancer should
receive dedicated palliative care services early in
the disease course, and concurrent with active
treatment. There is evidence that symptom
assessment tools can improve patient outcomes
and possibly survival.

Henson LA, Maddocks M, Evans CE, Davidson M, Hick S, Higginson IJ.
Palliative Care and the Management of Common Distressing symptoms in
advanced Cancer; Pain, Breathlessness, Nausea and Vomiting and Fatigue.

J Clin Oncol 38, Feb 05 2020.
https://ascopubs.org/doi/abs/10.1200/JC0O.19.00470
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RESEARCH NEWS:

ntegrating palietivve care Into
ONCOIOgY =CuUrrent approacnes
aNd future directions

There is strong evidence that specialist palliative care integrated into oncology care improves
patient outcomes but few clinicians are familiar with the standards, guidelines and quality
measures related to integration.

Until recently integration occurred near the end standards and guidelines around the world. The
of life when patients had few or no options for team recommend a few evolutions. These include
treatment. But a growing body of evidence has clinicians looking beyond disease severity and
highlighted the benefits of adding palliative care prognosis to the distress experienced by patients
earlier in the course of iliness for patients with and their caregivers, looking at their symptom
cancer. Translating this evidence into guidance burden and impairment in physical function, and

for busy clinical teams, particularly where there adopting a palliative care approach that puts the
is inconsistent access to palliative care services person before the disease.

inspired researchers to assess the different

Kamal AH, Bausewein C, Casarett DJ, Currow DC, Dudgeon DJ, Higginson IJ.

Standards, guidelines, and quality measures for successful specialty palliative care integration into oncology:

current approaches and future directions.
J Clin Oncol. 2020 Feb 5:JC0O1802440. doi: 10.1200/JC0.18.02440. [Epub ahead of print]
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RESEARCH NEWS:

[he cost and quality
of care In the last
three months In Iife —
learning from patients
N England, Irelanc
and the United States

It is well understood that the cost of care rises towards the

end of life. Understanding service use, costs and the patient’s
experience of care can inform quality and provision of palliative
care. An international research study funded by The Atlantic
Philanthropies and Cicely Saunders International has compared
palliative care use in three different countries - England, Ireland
and the United States to identify differences in health and social
care costs, the quality of care, and the drivers of care for older
adults across these three countries. The team carried out

a survey of informal carers of patients who had received
palliative care.

In all three countries hospital
care accounted for over 80% of
total care costs. Palliative care
accounted for 1 — 15% of costs.
In all countries the distribution
of costs differed. They were the
most homogenous in England.
Being a high cost user was
associated with being older

age (over 80) facing financial
difficulties and having poor
experiences of home care. High
cost use was not associated with
having cancer or multimorbidity

(multiple complex conditions).
Palliative Care services
consistently had the highest
satisfaction.

Poverty and poor home care
drive high costs, suggesting
that improving community
palliative care may improve care
value, especially as palliative
care expenditure was low. Care
costs in the USA were high and
highly variable, suggesting that
high-cost low-value care may be
prevalent in the USA.

Yi D, Johnston BM, Ryan K, Daveson BA, Meier DE, Smith M, McQuillan R,
Selman L, Pantilat S, Normand C, Morrison RS, Higginson IJ.

Drivers of care costs and quality in the last 3 months of life among older
people receiving palliative care: A multinational mortality follow-back
survey across England, Ireland and the United States.

Palliat Med. 2020 Feb 3:269216319896745. doi: 10.1177/0269216319896745.

[Epub ahead of print]

NEWS:

Professor Richard
Harding appointed
trustee of Marie
Curie charity

The charity
Marie

Curie has
appointed
Professor
Richard
Harding as
one of its
trustees. Richard is Herbert
Dunhill Professor of Palliative
Care & Rehabilitation at the
Cicely Saunders Institute.

He is also Director of the
World Health Organisation
Collaborative Center for
Palliative Care, and Vice Chair
of the World Hospice Palliative
Care Alliance.

Richard’s global research
portfolio aims to increase
palliative care provision
responsive to the specific needs
of neglected groups including
non-cancer patients and their
families, LGBT people, children,
and people in low and middle-
income countries.

“It is a great pleasure and an
honour to join such a talented
and committed Board, and to
serve such a highly-regarded
charity. | am keen that we keep
challenging ourselves as an
organisation to ensure that we
always strive to do the best
we can for everyone facing the
end of life, to ensure our care is
evidence-based and that no-one
is excluded from the best that
palliative care can offer.”
Professor Richard Harding

CSINEWS Spring 2020 5



NEWS:

“ariament News

In January the Scottish Parliament held a debate on CSI’s latest research on projections

for where people will die in Scotland in 2040.

The findings showed that if current trends in where
people die continue, then by 2040 two-thirds of

all Scots could die at home, in a care home or a
hospice. Currently less than half do. However,

this is very unlikely to happen without substantial
investment in community-based care including care
home capacity. Without this investment hospital
deaths could rise to 37,089 (57%) of all deaths

by 2040.

Seven MSPs spoke in the debate including Miles,
Mark MacDonald MSP (Ind), Brian Whittle MSP
(Con), Emma Harper (SNP), Alex Cole-Hamilton
MSP (LibDem), Dave Stewart MSP (Labour) and
the debate was closed by the Minister for Public
Health, Joe Fitzpatrick MSP. The debate highlighted
the research findings but also focused on the
recommendations and priorities coming out of

the research:

* Make care of terminally ill people and those
at the end of life a much higher priority and
support sustainable funding of services;

¢ Invest in community-based care including
care home capacity;

¢ Invest in and upskill a community health
and social care workforce through education,
training and valuing of their work;

¢ Hold a public debate on death, dying
and bereavement.

The Minister in responding for the Scottish
Government praised the work of Marie Curie,
University of Edinburgh and the Cicely Saunders
Institute. He highlighted the contribution the
research has made and highlighted the need for
more to be done to support social care to meet the
concerns set out. He also stressed the importance

of training and support for all staff working in care
settings and looking after terminally ill people.

The debate was covered on BBC online and
streamed live on the BBC and on Parliament TV
and covered by social media channels.

Anna Bone, author and researcher at the Cicely
Saunders Institute, King’s College London, said:
“The rise in the number of deaths we are expecting
in Scotland in the next two decades should be a
red flag for the Scottish Government and a call for
action. Our study found that hospital will remain
the most common place to die in Scotland in 2040,
in all our scenarios. This contrasts with findings in
England and Wales, where deaths in care homes
and at home were projected to overtake deaths in
hospital. Our findings show that growing pressures
on services in Scotland will be felt across hospitals,
care homes and home-based care settings. This
calls for a strategic and joined up response across
settings to ensure that everybody receives good
quality care in their final months of life.”

Finucane AM, Bone AE, Evans CJ, Gomes B, Meade R, Higginson IJ, Murray SA.
The impact of population ageing on end-of-life care in Scotland: projections of place of death and
recommendations for future service provision. BMC Palliat Care 18, 112 (2019).

https://doi.org/10.1186/512904-019-0490-x
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CONGRATULATIONS:

Congratulations to

Anna Bone and Jen-Kuel
Peng who have been
awarded their PhbDs

Anna’s PhD focussed on patterns of emergency hospital
attendance among older people towards the end of life

and the factors that were associated with this. She is now
building on this research to focus on improving palliative
care provision for older people in care homes, who represent
an important and under-researched population.

Jen-Kuei looked at the use of intensive care and palliative
care in patients with end-stage liver disease, and the
factors and outcomes associated with this use. He is now
the Secretary-General of Taiwan Academy of Hospice &
Palliative Medicine and working as a palliative focused
physician in Taiwan and continuing his research.

Jen-Kuei with his supervisors Professor Irene Higginson
and Professor Gao Wei

Highly Cited Researcher 2019

Congratulations to Professor Irene Higginson,

Director of the Cicely Saunders Institute, and Scientific
Director of Cicely Saunders International for being
named a Web of Science Highly Cited Researcher 2019.

The award recognises the world’s most influential
researchers who have produced multiple papers ranking
in the top 1% in their field by citations.

POS vvor-kshops 2020
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In February staff, students, clinicians
and policymakers gathered at the
Cicely Saunders Institute for a two-day
interactive event on using the Palliative
care Outcome Scale (POS) to advance
clinical care and research. The two-day
programme of presentations, seminars,
lively round table discussions was
aimed at healthcare professionals
working in a wide range of palliative
and end of life care settings (hospice,
primary and secondary care, care
homes, community services, specialist
palliative care, social care) who use

or plan to use POS or other patient
reported outcome measures.

POS measures assess physical
symptoms, emotional, psychological and
spiritual needs, and needs for information
and support. Culturally adapted and
translated versions of POS measures

are also available in more than twelve
languages. There are disease specific,
generic and integrated versions available
for use such as Integrated POS (IPOS) for
Dementia (IPOS-Dem), Myeloma-specific
version of the POS (MyPOS), specific
version for renal patients (IPOS-Renal).

Delegates learned how outcome data
can be used to improve care, understand
clinical effectiveness and demonstrate
cost-effectiveness of services. POS
Clinic sessions gave attendees the
opportunity to discuss issues relevant

to their organisation as well as share
their experiences of implementing POS
measures.
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RESEARCH NEWS:

Jsing big data to improve
oaliative and end of life care

This year PLuS Alliance seed funding opportunities have been extended to include all academics
across PLuS Alliance universities, that is King’s College London, Arizona State University and
University of New South Wales. Projects are multidisciplinary, aligned with the United Nations
Sustainable Development Goals (UNSDGs) and drive towards real-world impact that is likely to
attract external funding.

Professor Gao Wei, at the Cicely Saunders Institute, Sydney) and the Department of Computer Science

is working on a PLuS Alliance project as a co- and Engineering (Arizona State University).
investigator mining the trajectories to ‘a good death’  Professor Gao comments, “Without the PLuS
using health and social care big data. The lead Alliance platform, it would not have been possible

partners on the project are Cicely Saunders Institute,  for me to find my cross-disciplinary research
The Centre for Big Data Research in Health (UNSW partners so quickly.”

EVENT NEWS:

We are pleased to announce that the Cicely Saunders Institute
will be taking part in this year’s Open House London, the
capital’s largest annual festival of architecture and design.

The Cicely Saunders Institute will be open to visitors on
Saturday 19 September 2020, from 9.00 to 17.00

Open House London showcases good building design and provides
a great opportunity for local people to find out more about buildings
in London. Come along on the day and hear about our building, its
construction, and the work that we do.

Several of our researchers will be on hand to answer your questions,
and you will also be able to explore the Institute, and see the view over
central London from our roof garden.

There will be plenty of resources to hand, including the chance to find
out more at the Macmillan information centre on the ground floor. For
those who are interested in becoming involved, you’ll be able to find out
about our patient and public involvement in research, or sign up to our
email list.

You can read more about Open House London at
openhouselondon.org.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. .. moneygiving



