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news from cicely saunders international ———

“We’re all palliative care doctors now”

This was a headline in the Washington Post earlier this year.

In the space of a few short months, healthcare systems and
societies across the world have been dealing with a pandemic
not seen before in our lifetime.

Our team of doctors, nurses, physios and pharmacists at
- the CS Institute have been working on the frontline with NHS
J& F COVID-19 patients and their families, delivering direct clinical
S‘ ‘ care and supporting the NHS seven days a week.
e \ ‘

Current and former Cicely Saunders Fellows are using their
skills to capture robust data about symptom management and
therapeutic interventions for COVID-19. This new disease is

Leamning is the key

to improvement. physiologically complicated and much remains unknown, and
it is vital to capture as much information as possible to inform
future treatments. Our research is being fed directly back to
services in the UK and being published online to contribute to
the global knowledge base about what works, how it works,
and how to make it work better.

Dame Cicely Saunders

But there is much more do to. The world has been forcibly
reminded of the value of research, and its urgency. CSI and
the CS Institute have the skills and the capacity to provide
knowledge and information that will help frontline efforts, but
we do need your support to continue our work. Programmes
such as our Breathlessness work, proving so vital during this
crisis, have only been sustained through charitable support and
philanthropy. | hope you enjoy reading about our work in this
newsletter. Thank you again for your support.

John McGrath
Chairman

www.cicelysaundersinternational.org @CicelySaunders1



BMJ GUIDANCE:

alllatve care
for patients
WIth severe

COVID-19

Palliative care is commonly misunderstood

as only being relevant for people who are
dying. However, the relief of suffering, through
provision of holistic and compassionate care,
is an essential component of care for all
patients with life-threatening illness.

BMJ has published new guidance from the Cicely
Saunders Institute on the palliative approach to the
management of patients with severe COVID-19 in
hospital and community settings, focusing on the
management of distressing symptoms, planning
ahead, communicating with patients and their
families, and grief and bereavement.

As attention turns to preparing for a possible surge
of the virus this autumn and winter, the guidance

is being shared with and disseminated by key
specialties on the COVID-19 frontline to help them
meet the challenges they are facing. The Faculty of
Intensive Care Medicine, the Intensive Care Society,
Association of Anaesthetists and Royal College of
Anaesthetists have shared the guidance via their
COVID hub: https://bit.ly/2Q72a00

Ting R, Edmonds P, Higginson IJ, Sleeman KE.
Palliative care for patients with severe COVID-19
BMJ 2020;370: m2710 BMJ 2020; 370

doi: https://doi.org/10.1136/bmj.m2710

RESEARCH NEWS:

CovPall study

Improving palliative care for people affected by
the COVID-19 pandemic by sharing learning -
the national and international response.

CovPall is a new project that is trying to
understand more about how palliative care
services and hospices are responding to the
COVID-19 pandemic, the problems that services
and patients and families/those affected by
CQOVID-19 are facing, and how to best respond.

Why does this research matter?

COVID-19 is a new disease. It has become a
pandemic. Although many people do recover,
even after very serious illness, unfortunately some
people become very ill, some people have very
severe symptoms and sadly some people die.

To support people in many settings palliative care
services and hospices have changed rapidly how
they work. They are supporting existing patients
who don’t have COVID-19, and also those with
COVID-19 who have severe symptoms or are
dying. In addition the symptoms that people
experience, and the best treatments for these
symptoms, are not well understood.

Therefore, there is an urgent need to understand
how palliative and end of life care services have
responded to COVID-19. Learning from each other
will speed up the responses, and help future plans.

This work is being funded by Cicely Saunders
International, the Medical Research Council and
the National Institute for Health Research. Project
partners are EAPC, Marie Curie, Palliative care
Outcome Scale Development Team, Together for
Short Lives, Sue Ryder and Hospice UK.
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OVID-19

research preaktnrougn

Clinicians and researchers based at the Cicely Saunders Institute have been working on a
nationwide trial for treatments for COVID-19, including low-dose dexamethasone (a steroid
treatment). Over 11,500 patients have been enrolled from over 175 NHS hospitals in the UK.

Dexamethasone reduced deaths by one-third in
ventilated patients and by one fifth in other patients
receiving oxygen only. There was no benefit among
those patients who did not require respiratory
support.

Based on these results, one death would be

prevented by treatment of around eight ventilated
patients or around 25 patients requiring oxygen
alone.

The UK Government’s Chief Scientific Adviser,

Sir Patrick Vallance, said: “This is tremendous
news today from the Recovery trial showing that
dexamethasone is the first drug to reduce mortality
from COVID-19. It is particularly exciting as this is
an inexpensive widely available medicine. This is a
ground-breaking development in our fight against
the disease, and the speed at which researchers
have progressed finding an effective treatment is
truly remarkable. It shows the importance of doing
high quality clinical trials and basing decisions on
the results of those trials.”
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RESEARCH NEWS:
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COVID Trontline

In April a team of clinicians based at the Cicely Saunders Institute published early data on
characteristics, symptom management and outcomes for 101 patients referred for palliative care

between 4 and 26 March 2020.

The patients were in two large acute NHS Hospital
Trusts in London, UK. The two trusts comprise
four hospitals and include a Highly Communicable
Infectious Disease Unit. They serve populations
that had the highest prevalence of COVID-19

in the UK.

Palliative care is an essential component to the

COVID-19 response, and teams must rapidly adapt
with new ways of working. Breathlessness and
agitation are common but respond well to opioids
and benzodiazepines. Availability of subcutaneous
infusion pumps is essential. An international
minimum dataset for palliative care would
accelerate finding answers to new questions

as the COVID-19 pandemic develops.

Lovell N, Maddocks M, Etkind SN, Taylor K, Carey I, Vora V, Marsh L, Higginson IJ, Prentice W, Edmonds P, Sleeman KE.
Characteristics, symptom management and outcomes of 101 patients with COVID-19 referred for hospital
palliative care. Journal of Pain & Symptom Management. https://doi.org/10.1016/j.jpainsymman.2020.04.015
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RESEARCH NEWS:

\anaging breathlessness —
CSl support for respiratory
onysiclans and patients

Globally the number of people affected by COVID-19 is rapidly increasing. In about 20% of
cases, the illness causes respiratory compromise severe enough to require hospital admission.
This may include oxygen for ventilation, and management of complications such as bacterial
infection and underlying co-morbidities such as COPD and heart failure.

In April clinician researchers based at the Cicely
Saunders Institute published an informative guide
for respiratory healthcare professionals working
on the front line with COVID-19 patients. This was
published in the European Respiratory Journal.

The researchers conclude that COVID-19 patients
with severe disease/at the end of life have an equal
right to care. Receiving adequate symptom control
is a basic human right and there is a fundamental
duty to relieve suffering and provide the best care
with the available resources regardless of the
chances of survival.

The team at the Cicely Saunders Institute also
produced a leaflet to help people manage
breathlessness at home during the COVID-19
outbreak. It is especially helpful for those with
chronic conditions whose clinical teams may
be diverted to the COVID effort. All the advice is
based on the best available evidence and
resources, but adapted to the COVID context.
The leaflet harmonises with national guidance,
eg from Association of Palliative Medicine,
Royal College of General Practitioners, and
National Institute for Clinical Excellence.

https://bit.ly/3gaP51r

Bajwah S, Wilcock A, Towers R, Costantini M, Bausewein C, Simon ST, Bendstrup E, Prentice W,
Johnson MJ, Currow DC, Kreuter M, Wells AU, Birring SS, Edmonds P, Higginson I1J.

Managing the palliative care needs of those affected by COVID-19.

European Respiratory Journal 2020; DOI: 10.1183/13993003.00815-2020

RESEARCH NEWS:

Bel TER-B: supporting patients with
oreathlessness in the pandemic

The BETTER-B programme aims to significantly improve the treatment of severe breathlessness
in patients with advanced disease by establishing whether Mirtazapine, currently used as an
antidepressant, is an effective treatment to reduce severe breathlessness even when people

are not depressed.

In the latest issue of the BETTER-B newsletter you
can find out how the BETTER-B consortium have

been supporting people with breathlessness during

the COVID-19 pandemic, hear about the progress

of the BETTER-B project over the last six months,
and find out more about BETTER-B Australia.
You can subscribe to the newsletter here:
https://betterbreathe.eu/
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NEWS:

1he vital role of
NospIces N the
nandemic

Palliative care is an important
component of healthcare

in pandemics, contributing

to symptom control,
psychological support, and
supporting triage and complex
decision-making. Earlier this
year researchers conducted
a national phone survey of
hospices in Italy to find out
their response to the current
pandemic.

Professor Irene Higginson,
Director of the Cicely

Saunders Institute said:
“Hospice and palliative care
services can respond quickly
and flexibly to provide additional

S| support during the COVID-19

epidemic. | have been impressed by the ways in which these services,
in England and in Italy have responded. Some have changed the way
they use volunteers, who now help by delivering food to vulnerable
people and by supporting grieving families.

Hospices and palliative care services also have a vital role in
quiding how to manage symptoms. In Italy, and learning from their
approach in the UK, we are providing rapid (15 minute plus brief
discussion) training to staff in COVID-19 symptom management
and communication. But to do this hospice and palliative care
must be linked into the national response, and have access to
proper personal protective equipment. They should not close.
Instead they need to work more closely with existing services,

and will, likely, need to change how they work in the context

of COVID-19.”

Costantini M, Sleeman KE, Peruselli C, Higginson IJ.

Response and role of palliative care during the COVID-19 pandemic:
a national telephone survey of hospices in Italy.

doi: https://doi.org/10.1101/2020.03.18.20038448
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NEWS:

Faliative care
N a pandemic:
istening to
oatients

CSl researchers have carried
out a rapid virtual stakeholder
consultation with people
affected by serious iliness to
understand their experiences
and concerns and establish
priorities for palliative care
research during the COVID-19
pandemic.

The team included researchers,
clinicians and members of the
public from research groups

at King’s College London,
University of Sheffield, University
of Hull and University of Bristol.

Researchers conclude that new
and innovative methods for
accessing palliative care are vital
to ensure that patients receive
timely, professional support
when there is increased demand;
that there is support for informal
care networks to enable them
to withstand additional strain;
and that high quality of care,
including bereavement support,
is maintained.

Johnson HJ, Brighton LJ, Clark

J, Roberts H, Pocock L, Ogden M,
Kumar R, Gardiner C, Higginson IJ,
Evans CJ (2020).

Experiences, concerns, and
priorities for palliative care
research during the COVID-19
pandemic: A rapid virtual
stakeholder consultation with
people affected by serious iliness
in England.

Cicely Saunders Institute,

King’s College London.
https://doi.org/10.18742/pub01-034



GLOBAL HEALTH NEWS:

obal palliative care

response to COVID-19

COVID-19 is leading to a surge in demand for healthcare services worldwide, including palliative
and end of life care. These services must respond rapidly, adopting new ways of working as
resources are suddenly stretched beyond their normal bounds.

A team of researchers and clinicians based at the
Cicely Saunders Institute has conducted a rapid
review of the latest research from West Africa,
Taiwan, Hong Kong, Singapore, the Unites States
and lItaly.

The evidence shows that hospice and palliative
services have an essential role in the response to
COVID-19. These services can respond rapidly
and flexibly. They have protocols for symptom
management, and can train non-specialists in
their use.

They can be involved in triage and can access
community resources through existing links. They
also have access to community networks and

can redeploy volunteers to provide psychosocial
and bereavement care. They have skills in team
support and dealing with staff stress. They also have
experience in the use of technology to communicate
with patients and carers and they have data
collection systems to inform operational changes
and improve care.

The full article is available at https://bit.ly/2EmSiy4

Etkind SN, Bone AE, Lovell N, Cripps RL, Harding R, Higginson IJ, Sleeman KE.

The role and response of palliative care and hospice services in epidemics and pandemics:

a rapid review to inform practice during the COVID-19 pandemic.

Journal of Pain & Symptom Management 2020. DOI: https://doi.org/10.1016/j.jpainsymman.2020.03.029
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GLOBAL HEALTH NEWS:

Rapid review of COVID-19
guidelines In Atrican countries

Researchers based at the Cicely Saunders Institute have carried out a rapid review for the World
Health Organisation to establish whether the clinical management guidelines for COVID-19 in
African countries reflect the African quality palliative care standards.

Palliative care is the only type of care that can be policy makers and stakeholders in Africa to prioritise
offered to patients with severe COVID-19 disease the role of palliative care in the management of
until vaccines or curative treatments become patients with COVID-19.

available. It is therefore imperative for governments,

Afolabi OA, Abboah-Offei M, Namisango E, Chukwusa E, Oluyase AO, Luyirika EBK, et al.

Do the clinical management guidelines for Covid-19 in African Countries reflect the African quality
palliative care standards? A rapid review. [Preprint]. Bull World Health Organ. E- pub: 26 May 2020.

doi: http://dx.doi.org/10.2471/BLT.20.267120

8 CSINEWS Autumn 2020



Sereavement support and
COVID-19: recommendations
for hospital cliniclans

Deaths due to COVID-19 are associated with risk factors which can lead to prolonged grief
disorder, post-traumatic stress, and other poor bereavement outcomes among relatives,
as well as moral injury and distress in frontline staff.

Researchers led by former Cicely Saunders proactive, sensitive, and regular communication
International Fellow Dr Lucy Selman, have produced  with family members alongside accurate information
evidence-based recommendations and resources provision; enabling family members to say goodbye
for hospital clinicians. The aim of the guidance is to in person where possible; supporting virtual
mitigate poor bereavement outcomes and provide communication; providing excellent symptom
support for staff. management and emotional and spiritual support;
and providing and/or sign-posting to bereavement

Recommendations include advance care planning; .
services.

Selman LE, Chao D, Sowden R, Marshall S, Chamberlain C, Koffman J.

Bereavement Support on the Frontline of COVID-19: Recommendations for Hospital Clinicians.

Journal of Pain and Symptom Management. Published: May 03, 2020. https://doi.org/10.1016/j.jpainsymman.2020.04.024
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Hoepibeg vital
to COVID-19
response

Bloomberg Online covered
the results of CSI’s research
on the role and response

of hospices in the current
pandemic.

The article highlights the
financial pressure being felt
by hospices as their normal
income streams from charity
shops and from events such
as the London Marathon
have disappeared overnight.

Read the full article here
https://bloom.bg/3jbVgEp

NEWS:

MEDIA WATCH:

BBC Radio 4

In May Chris Bridges, a
specialist palliative care

nurse at the Cicely Saunders
Institute, described to listeners
of BBC Radio 4’s programme
PM how his working life has
changed during the pandemic.
Chris works in King’s College
Hospital in south London.

“Overnight my role has changed but it’s also the same .. | dislike the
phrase the new normal, and refuse to accept it. ...this is the new

temporary.”

The item is @ moving reminder of the resilience and dedication of
palliative care staff working on the NHS frontline with COVID-19

patients.

You can listen to the item here:

www.bbc.co.uk/sounds/play/p08cy2p0

Changing patterns of
mortality during the
COVID-19 pandemic

Researchers based at the Cicely Saunders Institute have published an analysis of mortality data
during the COVID-19 pandemic to identify implications for palliative care services planning and

research.

The researchers looked at all
deaths registered in England and
Wales between March and May
2020. In the first ten weeks of the
pandemic there were 101,614
deaths, 41,105 COVID-19 deaths
and 14,520 additional deaths.

Deaths in care homes increased
by 220% while home and

hospital deaths increased by 77%
and 90% respectively. Hospice
deaths fell by 20%. 86% of
additional deaths were in people
over 75. Most of these were in
care homes (56%) or at home
(43%).

Bone AE, Finucane AM, Leniz J, Higginson IJ, Sleeman KE.

Changing patterns of mortality during the COVID-19 pandemic:
Population-based modelling to understand palliative care implications.
Palliative Medicine. Published online 24 July 2020. https://doi.org/10.1177/0269216320944810
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The researchers call for palliative
care services to be provided for
people with severe COVID-19
particularly in care homes.
Integrated models of palliative
care in care home settings is key,
and research to underpin these
models is needed.



TRIBUTE:

[nbutes paid to

Dr Mary Baines OBE

Tributes have been paid to Dr Mary Baines OBE who has died peacefully at St Christopher’s
Hospice. Dr Baines played an instrumental role in establishing hospice care when she joined St
Christopher’s in 1968 as a consultant when she was approached by her friend Dr Cicely Saunders.

Dame Cicely Saunders and Dr Mary Baines

In 1969 Dr Baines was the driving force behind the
establishment of St Christopher’s home care service,
a pioneering approach that cared for patients in their
own familiar surroundings, and an approach that is
now replicated worldwide. Dr Baines also carried out
research at the hospice, published textbooks and
spoke at conferences about hospice and palliative
care, devoting much time to supporting training for
hospices in Eastern Europe and Africa.

Speaking in 2014 she said: “When Cicely first
asked me to join her staff at St Christopher’s | said
no. | had worked in general practice for ten years
and enjoyed it; it was a safe job with a future.

My medical friends said that a move to hospice
would be professional suicide. It was a new
specialty you see, no-one had done it before.

At this time, doctors had no interest in people

who were dying, they were only interested in
people who could be cured. My friend Cicely

was determined and had been since | first met

her in 1954 when we both started our medical
training at St Thomas'’s. | have to say that | thought
it was very odd, this idea of caring for the dying.

If you asked me at the time whether I thought
anything would come of it, | would have said no.
If you think of it, it really is incredible. Can you
think of any woman, or any man for that matter,
who founded not only a hospice but a branch of
medicine around the world?.”

Professor Irene Higginson, Director of the Cicely
Saunders Institute said: “Mary Baines was a pioneer
of home palliative care, in particular, finding the
evidence which enabled us to manage people in
the community. She developed techniques that
underpinned approaches that we still use today.
She was a great supporter and friend to the
Cicely Saunders Institute and Cicely Saunders
International. We will miss her presence at
seminars, workshops and meetings. | will
personally miss her advice and dedication.”

Professor Richard Harding, (Herbert Dunhill Chair

at the Cicely Saunders Institute) said: “/ was very
sad to hear of Mary’s death. Whenever we had

an event at the Cicely Saunders Institute | always
knew that we would have the pleasure of Mary’s
company. She always demonstrated a keen
engagement with current challenges in global
palliative care- and at the same time she would
skilfully reference the current debate back to the
early challenges faced by her and Cicely in their
pioneering developments. Mary always had a sharp
focus on expansion of palliative care, and especially
care for patients and families in the community. Her
vision always included partners around the world,
and would often reflect on international challenges
and the global leaders she and Cicely had
encouraged during her career. | shall miss seeing
her at the Institute, and our chats about work, her
garden and her family.”
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MSc NEWS:

NVse, PG Diploma and PG Certificate
N Paliative Care — developing leaders
N pealiative care across the world

Earlier this year there was a rapid evolution of the MSc course into an online-only course for
the remaining modules of the academic year.

Academic staff worked extremely hard to ensure that the new processes functioned well, and there

was no disruption to the students’ learning. For 2021 the Institute is actively planning to provide campus-
based teaching where possible as well as online teaching and digital services to ensure that students can
access the highest quality education no matter what their circumstances or where they are in the world.

Unfortunately 2020’s graduation ceremony was cancelled but staff at the Institute sent out a
recorded message to those graduating, to congratulate them and wish them well for the future.

Further information about the course is available here: www.kcl.ac.uk/cicelysaunders/study

UPCOMING EVENT: UPCOMING EVENT:

17th World Research | Cicely Saunders
Congress Online International Annual
European Association of Palliative Care L@CTU fe 202@

7 - 9 October 2020
Thursday 5 November 2020

On demand sessions, live presentations, 16:00 — 19:00 (GMT) (livestream)

live panels, EAPC group meetings and more.

Speakers

e Dr Eve Namisango, PhD,
Cicely Saunders Institute,

Speakers will include Professor Sheila Payne,
Professor Stein Kaasa and Professor Irene

Higginson. King’s College London
For more information please visit e Professor Steven Pantilat, MD,
https://eapcresearchcongress2020.eu/ Department of Medicine at the

University of California, San Francisco.
e Professor Irene Higginson, OBE,

Cicely Saunders Institute,

King’s College London

For more information please email
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. .. @ moneygiving



