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Welcome to the latest edition of CSI News. At this time
of year we often remember people close to us. But if
Christmas and New Year is a time of remembering,

it is also a time to look forward to the future.

We know that there have been extra deaths in England and
Wales since the start of the pandemic, many with little or no
access to specialist palliative care. Research funded by Cicely
Saunders International clearly demonstrates that palliative
care improves quality of life for patients and their families at
no additional cost. Our challenge now is to ensure that we
have skills, knowledge and capacity in the healthcare system

to enable everyone to have access to good palliative care
We know we are partners when they need it.

in a worldwide network. . . .
. Cicely Saunders International’s new BuildPall programme

The personal and family is working to build capacity in palliative care so that
values that have made our everyone has access to the care they need. We have so
multi-faceted development far raised nearly £1m towards our £1.5m target. We still
possible are the essence of need your supplort. F’Iease do .conS|o|er making a regglar

] donation and join Friends of Cicely Saunders International
our common humanity. friends@cicelysaundersinternational.org so that we can

Dame Cicely Saunders continue our work.

Thank you for your support, and we wish you a very
Happy Christmas and New Year.

Pam Garside
Trustee

www.cicelysaundersinternational.org @CicelySaunders1
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NEWS:

—U backs clinical tnals that could
transform Incurable cancer care

Healthcare for incurable cancer could undergo reform following a study looking at how palliative

rehabilitation can improve patient quality of life.

A new €4.6million (£3.98 million) study, on which
Cicely Saunders Institute researchers will play a key
role, will see hundreds of patients with life-limiting
and incurable cancer across the UK, France, Italy,
Denmark, and Norway take part in a trial to assess
the clinical and cost-effectiveness of palliative
rehabilitation on patient quality of life, disability,

and symptom burden.

Funded by the European Union (EU)’s Horizon
Europe programme and UKRI (UK Research and
Innovation), researchers will work with healthcare
staff in the participating countries to implement a
model that empowers cancer patients to actively
manage their condition themselves in their own
environment — for example using self-management
tools for breathlessness, physical activity advice
and tailored action plans.

Lead researcher Professor Matthew Maddocks,
Professor of Health Services Research &
Rehabilitation at the Cicely Saunders Institute said:

“Routine integrated rehabilitation has been achieved
for people with chronic respiratory, cardiac and

stroke conditions but this is not the case for
people with cancer, especially those living with
incurable disease.

Qur ambition is to identify an effective model of
person-centred palliative rehabilitation that can be
delivered as part of routine care for people with
incurable cancer... to improve function and quality
of life in people with incurable cancer and reduce
the burden of care for their families.”

More than one million people in Europe are
affected by disability related to incurable cancer
every year. With population ageing and increased
morbidity, the number of people living with disability
and experiencing suffering towards the end of life

is set to aimost double by 2060, according to the
World Health Organization (WHO).

While the WHO recognises both rehabilitation and
palliative care as essential quality health services,

it is currently estimated that 40 million people
worldwide and nearly five million people in the
European region require palliative care every year —
yet only 14% and 35% respectively receive it.
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UK research

oriefing

on palliative and enc

of lite care

The Parliamentary Office of Science and Technology is a body within the UK Parliament. POST
produces impartial, peer-reviewed briefings for the UK Parliament. POST Notes are used by
Members of the House of Commons and the House of Lords and UK Parliament staff to facilitate

evidence review and inform decision-making.

The recent POST note on Palliative and End
of Life Care summarises key components of
palliative and end of life care and recent changes in

UK policy, including the Health and Care Act (2022).

An estimated 100,000 people in the UK that could

benefit from palliative care die without receiving
it each year.

Experts have highlighted that access to palliative
and end of life care may improve quality of life for
patient and family and reduce symptom burden.
The Act places a duty on Integrated Care Boards
(ICBs) to commission services or facilities for
palliative care. The POST note presents evidence of
inequalities in accessible provision on palliative and
end of life care, and the impact of COVID-19.
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NEWS:

Higher risk of suicide
should prompt better
mental health care,
NOot assisted sulcios

Professor Katherine Sleeman and Dr Joanna Davies have responded to an article in the
BMJ reporting on an analysis of data from the Office for National Statistics (ONS) about
suicide and assisted suicide.

and so on) but notably did not account for mental
illness or depression. There is a well-described
association between physical and mental illness,
so the higher risk of suicide after diagnosis of
physical illness might represent a higher
prevalence of mental iliness in this group.

Professor Sleeman and Dr Davies write:

“The article in the BMJ quoted assisted dying
campaigners, who argue that the ONS analysis
provides evidence to support legalisation of
assisted dying. We disagree. The ONS analysis
tells us that, after diagnosis of some physical
illnesses, the risk of suicide is higher. It provides
evidence neither for nor against law change.
The priority must be to understand why there is
a higher risk of suicide after diagnosis of physical
illness and how to reduce this.

“The ONS analysis was covered extensively in the
media as part of a Dignity in Dying campaign that
In the ONS analysis patients with newly diagnosed described the cohort as ‘dying’. This is misleading.
physical health conditions (predominantly heart Overall, 72 per cent of the cohort survived for more

disease and chronic obstructive pulmonary than two years (after which no data are provided).
disease) were matched with control patients to
examine the risk of suicide after diagnosis of
physical illness. Matching accounted for various
sociodemographic characteristics (age, gender,

“It is concerning to see the ONS analysis used to
support a campaign to legalise assisted suicide,
rather than to call for better mental healthcare
and support for people with physical illnesses.”

Higher risk of suicide should prompt calls for better mental healthcare and support, not legalised assisted dying.
Sleeman KE, Davies JM.
BMJ. 2022 May 30;377:01322. doi: 10.1136/bmj.01322. PMID: 35636763
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COVID-19 i

¢
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QUICKEMalictive care
referrals needed 1o support
severely Il Covid patients

A study led by researchers at the Cicely Saunders Institute shows that symptoms including
having moderate to severe breathlessness, agitation and more than one pre-existing health
condition are all associated with shorter survival of COVID and should therefore be used as

triggers to prioritise referrals.

Researchers from the Cicely Saunders Institute
and collaborators from the University of York, Hull
York Medical School and University of Lancaster,
analysed demographic, clinical, outcome, and
survival data from patients across 25 centres in
England and Wales during the pandemic in 2020
and 2021 to assess changes in symptoms among
people with COVID who received palliative care

and determine which treatments are most effective.

Of the 572 patients included in the study, of which
the average age was 77 years-old, 87 per cent
were newly referred to palliative care with COVID,
while 13 per cent were already supported by
palliative care when they contracted the virus.

Once they had been referred, symptoms of COVID
were shown to improve quickly for all patients.

The average time spent in palliative care was 46
hours. However, those who were newly referred
did not survive for as long as those who were
already being supported by palliative care.

“This research shows the important role of palliative
care for people who have underlying health
conditions and worsening COVID. The symptom
of worsening breathlessness could be a more
time-effective trigger for referral to palliative care
that helps doctors and nurses identify patients who
require the support sooner. This would improve
people’s symptoms and quality of life. There is no
evidence that their length of life would be affected,
so it seems like a sensible step to take”

Professor Irene Higginson, Professor of Palliative
Care and Policy and lead researcher on the study

Higginson IJ, Hocaoglu MB, Fraser LK, Maddocks M, Sleeman KE, Oluyase O, Chambers RL, Preston N, Dunleavy L,

Bradshaw A, Bajwah S, Murtagh FEM, Walshe C.

Symptom Control and Survival for People Severely ill With COVID: A Multicentre Cohort Study.
Journal of Pain and Symptom Management Oct 2022 64 (4) 377-390
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COVID-19 NEWS:

Charitably funded
hospices and Covid
challenges

End-of-Life
Conversations:
an animated short fim

Independent charitably funded hospices
have been an important element of the

UK healthcare response to the COVID-19
pandemic. Researchers based at the Cicely
Saunders Institute have carried out a study
of these organisations to find out about their
experiences and response to the pandemic.

143 UK independent charitably funded hospices
completed an online CovPall survey. Five hospices
subsequently participated in qualitative case
studies. Key themes included: vulnerabilities of
funding; infection control during patient care; and
bereavement support provision. Interviewees
discussed the fragility of income due to fundraising
events stopping; the difficulties of providing care
to COVID-19 and non-COVID-19 patients within
relatively small organisations; and challenges with
maintaining the quality of bereavement services.

The analysis focused on the impact of COVID-19
on charitably funded hospices. The emergence
of COVID-19 exposed the fragility of charitable
hospice funding from the pre-lockdown era and
highlighted how the current funding structure

is less suitable during emergency, pandemic
conditions.

Garner IW, Walshe C, Dunleavey L, et al.
Charitably funded hospices and the challenges
associated with the COVID-19 pandemic:

a mixed-methods study (CovPall).

BMC Palliat Care 21, 176 (2022).
https://doi.org/10.1186/s12904-022-01070-8
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or even burdening them with ¢linical decisions

End-of-Life Conversations is a short, animated
film based on the research conducted by

Dr Anna Weil for her master’s degree in
Palliative Care at the Cicely Saunders Institute.

The film depicts experiences of end-of-life
conversations in hospital through the eyes of
the daughter of a dying patient and the doctors
providing her care.

Having conversations about advanced illness and
end-of-life can be challenging, but when done
well, supports patients and those closest to them
to discuss their wishes and make plans for the
future. Many doctors, particularly those in training,
report feeling uncomfortable and unconfident
approaching these discussions and fear making
things worse.

This artistic collaboration with animator Diana
Gradinaru was supported by the King’s College
London Culture team. You can watch the film here
kcl.ac.uk/news/end-of-life-conversations


https://doi.org/10.1186/s12904-022-01070-8
https://www.kcl.ac.uk/news/end-of-life-conversations

MEDIA WATCH:

Terminally il people
struggle to access
essential care at home
durng evenings and
weekends

Research funded by Marie Curie in
collaboration with Cicely Saunders
International, has been published in a
Better End of Life report. The report was
covered extensively in the UK media,
including the BBC, national and local press.

Researchers found that
nursing services were not
consistently available to dying
people and there was a lack of
designated telephone lines for
people approaching the end
of life. Accessing vital medicines out-of-hours was
also difficult with only 25 per cent of areas having

a pharmacy open throughout the night.

Pain and other symptoms can suddenly increase
when someone is nearing the end of their life, so
fast, responsive care is needed around the clock.
Fears about dying without dignity or without their
loved ones present can cause further distress.

Gaps in out-of-hours care lead to avoidable trips
to stretched hospital A&E departments. Over a
year approximately 780,000 out-of-hours visits
were made to A&E by people in the last year of life.
These visits increase rapidly during the final three
months of life, with out-of-hours visits increasing
more than visits during standard office hours.

The research also found out-of-hours emergency
visits to hospital are higher in areas of social
deprivation. Better palliative care in the community,
including out-of-hours, would play a key role

in reducing pressure on emergency services,
improving both quality of life for dying people

and protecting precious NHS resource.

To download the full research please go to

Mind the gaps: understanding and improving
out-of-hours care for people with advanced
iliness and their informal carers.

WELCOME:

New Professor of
Palliative Care &
Child Health

3
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Lorna Fraser, a world-leading researcher,
has been appointed Professor of Palliative
Care & Child Health at the Cicely Saunders
Institute.

Lorna will lead impactful, high-quality research
and education to advance child health. She will
also hold a post within the School of Life Course
& Population Sciences at King's.

Lorna's research focuses on children and young
people. She is the founding Director of the highly
successful Martin House Research Centre — a
multi-disciplinary centre for research on the care
and support of children and young people with
life-limiting conditions or medical complexity, their
families and the workforce that cares for them. Her
main area of expertise is the use of routine data to
influence policy and address healthcare inequalities,
including identifying children most at risk of severe
disease in COVID-19. Her work has influenced
national service specifications and children's
palliative care funding and vaccination programmes.

Professor Richard Harding, Director of the Cicely
Saunders Institute said: “Professor Fraser brings
an important clinical academic programme of

child and family-focused research. We are excited
to further develop our international programme

of outcomes-focused children's palliative care
research with her. As an epidemiologist with strong
links to children's services UK-wide, she will play

a key role in delivering on the mission of the Cicely
Saunders Institute.”
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EVENTS ROUNDUP:

Michal Galazka
Study Day 2022

Inequalities In Paliative
and End of Life Care

This year’s Michal Galazka Study Day focussed
on inequalities in palliative and end of life care.
The event included a variety of academic talks
(covering socioeconomic position, ethnicity and
sexuality/gender identity) as well as short ‘soap
box’ contributions from patients, providers and
policy perspectives. This was followed by a panel
discussion on what needs to happen now to
make change?.

The Michal Galazka Study Day is part of our
global leadership programme and is named
in honour of Michal Galazka, pioneer of
international hospice education.
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Better care at the end of life

EVENTS ROUNDUP:

Falents and the etolc

At the Cicely Saunders Institute, we integrate
patient and public involvement into all aspects

of our work. By working closely with patient and
community groups, our researchers and healthcare
professionals are able to continuously respond

to the needs of people affected by life-limiting
illnesses and improve the quality of our research,
education and care.

Please join our Public Involvement Forum
to share your ideas about improving palliative
care or rehabilitation research.

What you can expect from us:

e Supportive, flexible involvement that
adapts to your circumstances

¢ |nclusive involvement that considers
diverse experiences

e Early collaboration and co-production

Read more here kcl.ac.uk/cicelysaunders/
patients-and-the-public

Friends of
Cicely Saunders
International

Join the Friends of Cicely
Saunders International and
support world-changing
research into palliative

and end of life care.

Join today and help to
make a difference.

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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