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Welcome to the spring edition of CSI News.

| want to welcome everyone in my capacity as the Director

for the Cicely Saunders Institute, a post | commenced in
September 2024. | joined the Institute in 2010, and with the
support of Cicely Saunders International, and many others,

| have built a successful career as a clinical academic nurse

in palliative care, one of only a few in the UK. Exciting changes
are happening, both at the Institute and across the wider
world of palliative care. In this edition, you'll find updates on
UK parliamentary discussions, the World Health Organization,
and the global conversation on palliative care access.

We have to listen to the Our capacity-building programme is thriving, with new PhD
details of symptoms, Fellows funded by generous philanthropic support. It's inspiring
giv/ng constant attention to see how lan initial pnvatle donation in 2019 sparked a
) transformative effort, helping us work toward the goals of the

to changing needs. We are Cicely Saunders International Action Plan for Better Palliative
concerned both to relieve Care. Similarly, our breathlessness research, led by a new
suffering and that our PhD Fellow, has its origins in a foundational donation when

. g the charity was newly established. Since then Cicely Saunders
p at{ents should maintain International has invested over £20 million in the Institute and
their own character and its research programmes, and continues to shape the future
style to the end. of palliative and end of life care. The charity is now helping the
Institute to fundraise for a new Impact Centre for palliative and
end-of-life care, to provide robust information, educate health
and care practitioners, and support policymakers to improve
care and reduce inequalities. Cicely Saunders International
relies entirely on donations to continue this work.
Thank you for your support.

Dame Cicely Saunders

Professor Catherine Evans
Director, Cicely Saunders Institute

www.cicelysaundersinternational.org @CicelySaunders1
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UK PARLIAMENT NEWS:

Health & Social

Care Committee;
independent
evaluation of paliative
care in England

In January 2025 the Chair of
the Health and Social Care
Committee, Layla Moran

MP, and the Chair of the
Committee’s Expert Panel,
Professor Dame Jane Dacre,
wrote to the Health and Social
Care Secretary, to inform him
that their Expert Panel will be
conducting an independent
evaluation of the state of
palliative care in England.

The letter asks the Government
to set out its current
expectations for the level and
standard of palliative care that
should be provided in England,
including on the quality of the
care, in order to support the
Expert Panel’s evaluation.

The Expert Panel includes clinical,
legal and policy experts and

will hold the UK Government to
account on what it said it would
deliver on palliative care.
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UK Commission on
Falliative and End
of Life Care: call for
written evidence

The Commission on Palliative
and End-of-Life Care was set
up to identify strengths and
shortfalls in provision, and
barriers in healthcare systems
that prevent people accessing
palliative care.

The Commission will focus on
both palliative care services and
generalist services and aims

to produce recommendations
for solutions to improve access
to high-quality palliative care.
Commissioners include Rachael
Maskell MP, Baroness llora
Finlay, Professor of Palliative
Medicine; Lord Ara Darzi, former
health minister and consultant
surgeon, Professor Irene
Higginson, Scientific Director of
Cicely Saunders International
and Professor Catherine Evans,
Director of the Cicely Saunders
Institute. The Commission is
chaired by Professor Sir Mike
Richards, who is a cancer
physician, and former Chief
Inspector of the Care Quality
Commission.

The Commission's remit is to
take a broad overview and find
ways forward that can feed into
the UK Government’s ten-year
plan for the NHS.

To submit written

evidence please visit
palliativecarecommission.uk
The closing date is

Friday 25 March 2025.

Assisted Dying
(Terminally Ill
legislation in England
and \Wales

The Private Member’s
Terminally Ill Adults (End of
Life) Committee has been
hearing evidence from legal
experts, professional bodies
such as the Royal College
of Psychiatrists and the
Royal College of General
Practitioners, and from
experts with knowledge

of assisted dying in other
jurisdictions.

Areas covered in the evidence
have included assessment of
capacity, implications for the
consistency, reliability and
transparency of decision-making,
the identification of psychiatric
disorders, and the impact of
Assisted Dying legislation on
clinical practice for healthcare
professionals.

In February Dr Michael
Mulholland, on behalf of the Royal
College of General Practitioners
stated that the College’s position
is that GPs should not be part of
an assisted dying service, and
that the right to not be involved

— whether on moral, religious
or other grounds — should be
protected. Recent surveys of
RCGP members have revealed
a range of views but at least 40
per cent of members ‘don’t feel
it's part of what being a GP is, not
part of what they trained for’.

You can watch evidence being
presented to the Committee on
parliamentlive.tv


http://palliativecarecommission.uk
http://parliamentlive.tv

GLOBAL HEALTH NEWS:

~alllative care report

Researchers from the Cicely Saunders Institute were lead authors on a specially commissioned
report entitled Palliative Care: how can we respond to 10 years of limited progress?

Professor Richard Harding, Professor Katherine Palliative Care: how can we respond to 10 years
Sleeman, Dr Anna Peeler and Dr Oladayo Afolabi of limited progress? was launched at The World
worked alongside researchers at the WHO, Imperial Innovation Summit for Health (WISH) with Professor
College London and WISH on the report. Richard Harding joining a panel of speakers to

discuss the urgent need to implement palliative

The report warns that unless urgent, evidence- care based on the report.

informed, coordinated action is taken to address
persisting and worsening inequities in access to Read the full paper here.
palliative care services globally, the benefits of
palliative care will not meet the growing demand.
By 2060, the number of people dying with serious
health-related suffering across all age groups is
expected to increase by 87 per cent.

The BMJ has also published an opinion piece on
the report https://pmc.ncbi.nim.nih.gov/articles/
PMC11528410/

The report makes several recommendations

including:

e Every country should have an evidence-based
national palliative care policy that includes
sustainable funding for services.

® Researchers should focus on developing and
adapting models of palliative care specific
to countries’ unique cultural, situational and
socioeconomic contexts.

e Governments should ensure that all essential
medicines are available for those who need them.

e Universities and health systems should provide
evidence-based, basic palliative care education

L - Professor Richard Harding at the launch of the report at the
and training for all non-specialist healthcare The World Innovation Summit for Health (WISH), an intiative
workers. of Qatar Foundation for Education, Science and Community

e Governments should improve access to palliative ~ Development, 13-14 November 2024 in Doha, Qatar.

care services equitably for people of all ages.

Peeler A, Afolabi O, Harding R. Palliative care is an overlooked global health priority.
BMJ 2024; 387 :02387 doi:10.1136/bmj|.q2387
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RESEARCH NEWS:
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This study explored different models of out-of-hours
palliative care in the UK by interviewing healthcare
professionals from different areas. Researchers
identified four main models based on how well
services work together, the balance between
generalist and specialist care, and the type of

care provided.

To improve care, the researchers suggested having
a single contact point for patients, better integration
of services, and ensuring fast, skilled symptom
management.

_ S

ity OUt-OF-ROLIS
oallative care —
a patchwork of services

People receiving palliative care at home need support from different services, including care
outside normal working hours. However, the availability and quality of this care varies, and it’s
unclear which approaches work best.

The study offers recommendations for a better
care model based on these findings:

The model of care that most strongly facilitates high
quality care is highly integrated with a single point
of access, staffed by experienced palliative care
healthcare professionals, with access to shared
electronic patient records to coordinate care across
all involved services. Out-of-hours care is ‘never
only one service’, detailed coordination and formal
structures and processes are required to ensure
effective and efficient integration and achieve
high-quality care.

Firth AM, Goodrich J, Gaczkowska |, Harding R, Murtagh FE, Evans CJ. Community out-of-hours palliative care -
‘It’s a patchwork of services’: A qualitative study exploring care provision. Palliat Med. 2025 Feb;39(2):245-255. doi:
10.1177/02692163241302671. Epub 2024 Dec 11. PMID: 39660405; PMCID: PMC11776347.
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Moral distress happens when healthcare workers feel unable to act according to their ethical
beliefs due to rules or other pressures. This can lead to burnout and negatively impact patient
care. Factors like hospital culture, family demands for treatments that may not help, and
providing unnecessary treatments can all contribute to moral distress.

Previous research found that doctors in training
had different approaches to end-of-life care — some
only recommended treatments they believed were
beneficial, while others gave patients all possible
options without guiding them. This study looks

at how a doctor’s ethical approach affects their
experience of moral distress.

This study is part of a larger project looking at why
some patients receive aggressive medical treatment
at the end of life. Researchers interviewed doctor
trainees from the US and the UK to understand
their experiences of moral distress when providing
end-of-life care. The trainees were chosen to include
different training levels and genders. The interviews
were analysed to find common themes.

Results showed that moral distress was more
frequently described among physician trainees
with a ‘best interest’ approach, in other words they
would recommend only the treatments they believe
will help the patient. Doctors with an alternative
‘autonomy’ approach — giving all possible options
without making a recommendation — experienced
less intense moral distress. This finding held true
among both US and UK physician trainees. Many
physicians with a ‘best interest’ approach noted a
gap between their assessment of what treatments
were beneficial and the treatments that they were
actually delivering. Conversely doctors felt less
uncomfortable giving treatments that might not
help if they knew it was what the patient wanted.

Rosenwohl-Mack S, Dzeng E. The Effects of Individual Ethical Frameworks on Clinician Moral Distress.
J Gen Intern Med (2024). https://doi.org/10.1007/s11606-024-09284-7

-
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RESEARCH NEWS:

MOrovINg

children’s

Hallative care

Doctors, researchers, and other healthcare professionals want to create a better way to measure
the well-being of children with life-limiting conditions and their families. This is challenging
because every child’s needs are different. It is also important to include children’s voices in the
process. A research team based at the Cicely Saunders Institute has embarked on a project to

improve children’s palliative care.

Their goal was to develop C-POS:UK, a tool to
assess the quality of life and key concerns of
these children and their families. Researchers
used a step-by-step approach, gathering input
from children, parents, and experts.

How was C-POS:UK developed?

1. Interviews: 106 people shared their experiences,
including physical, emotional, social, and practical
challenges.

2. Review of existing tools: Researchers
examined how similar measures are designed
and what works best for different age groups.

3. Survey for consensus: Experts, parents, and
children shared their views on what should be
included in the new tool.

4. Expert discussion: healthcare professionals
helped create different versions of C-POS:UK,
tailored for different ages and abilities.

5.Testing: 48 people tested the tool to ensure
it was clear and easy to use, looking at
comprehension, comprehensiveness and
acceptability.

6. Validation: Psychometric validation is ongoing.

What'’s next?

C-POS: UK is now being tested to confirm its
effectiveness. Once validated, it will be used to
improve palliative care for children, ensuring their
needs and voices are properly considered.

Braybrook D, Coombes L, Hardardéttir D, Scott HM, Bristowe K, Ellis-Smith C, Roach A, Ramsenthaler C, Bluebond-
Langner M, Downing J, Murtagh FEM, Fraser LK, Harding R. Development of a child and family centred outcome
measure for children and young people with life-limiting and life-threatening conditions: progress to date on the
Children’s Palliative Care Outcome Scale (C-POS:UK). Palliat Care Soc Pract. 2024 Dec 17;18:26323524241303537.
doi: 10.1177/26323524241303537. PMID: 39691593; PMCID: PMC11650473.
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CONGRATULATIONS:

ow NIHR
—esearch
Proiessorsnip

Paediatrician
Professor Lorna
Fraser has been
awarded a prestigious
National Institute

for Health and

Care Research

(NIHR) Research
Professorship.

Through this NIHR
Professorship award,
Professor Fraser aims to
assess and map the way services and support are
delivered to children with life-shortening conditions
and their families, and then devise new pathways

to make care easier to access, more joined up,
inclusive and of a higher quality.

The number of children living with life-limiting
conditions is increasing, with children from
minoritised ethnic groups and those living in areas
of high deprivation particularly affected. Parents
frequently become full time healthcare providers for
their children, and report issues with fragmented
care, battles with services and concerns over lack
of support to ensure safety for their child. Although
advances in medicine have enabled these children
to survive longer, the healthcare system has not
developed in parallel, and families are often left
unsupported.

“l am really delighted to have been awarded one of
this year’s NIHR Professor Awards. This gives us
the opportunity to undertake important research
with our most vulnerable children and families to
improve the care they receive from health and
social care, focusing on helping them to thrive
not just survive.”

Professor Lorna Fraser, Professor of Palliative Care
and Child Health at the Cicely Saunders Institute,
Kings College London.

BUILDPALL NEWS:

ntroducing
Subashini
~alagopalan

Subashini is a
Dinwoodie-Saunders
PhD training Fellow
and Research
Assistant at the Cicely
Saunders Institute.
Her research
focuses on treating
breathlessness in
advanced disease,
equity and support
for patients and
families. She
conducts secondary data analysis using data
from the Better Treatments for Refractory
Breathlessness (BETTER-B) project.

Before joining the Institute’s BuildPall programme,
Subashini worked at the Brookdale Department

of Geriatrics and Palliative Medicine at the Icahn
School of Medicine at Mount Sinai, New York, USA
as a Health Services researcher. Her work at Mount
Sinai focused on improving quality of care for older
adults with dementia and disability.

She has also worked as a data analyst at the
University of Tennessee Health Science Center in
the Department of Preventive Medicine for a study
on development and learning in early childhood
(CANDLE study). Her work focused on maternal
and environmental factors affecting cognitive
development in early childhood.

Hailing from Tamil Nadu, India, she holds a
master’s degree in Biochemistry from the University
of Madras, India and a Master of Public Health
(Epidemiology) degree from the University of
Memphis, USA
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CONGRATULATIONS:

Professor Joan 1eno

On 17 January Professor Joan Teno attended a graduation ceremony at the Royal Festival Hall
in London to receive the Fellowship of King’s College London. A globally recognised clinical
academic, and member of Cicely Saunders International’s Scientific Expert Panel, she has
transformed palliative care through research and advocacy.

Cicely Saunders

International

Better care at the end of life

After earning her medical degree at Jefferson
Medical College, USA, she specialised in internal
medicine, geriatrics, and palliative medicine.

Her early work as a hospice physician shaped
her commitment to improving end-of-life care.
She has authored over 350 research papers,
with around 30,000 citations, and her innovative
use of US Medicare data has influenced policy
and healthcare delivery.

Professor Teno has advised organisations like
the Institute of Medicine and the World Health
Organization, guiding governments on using
data to enhance health systems.

Her long-standing collaboration with Cicely
Saunders International highlights her dedication
to interdisciplinary research and patient care.

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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