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news from cicely saunders international ———

Welcome to our summer newsletter.

The past few months have been a period of significant
progress for Cicely Saunders International and the
Cicely Saunders Institute.

A new Centre for Children’s Palliative Care, led by Professor
Lorna Fraser and funded by the Kentown Support Charity
has been established at the Institute. The Centre will provide
capacity building in a neglected field and set the standard
globally for paediatric palliative care.

Later this year, the Institute will launch the Impact Centre for

: Palliative and End-of-Life Care, supported by the Kirby Laing
Commitment {0 ODENNESS,  £J - avion The first of its kind in the UK, it willfoous on
openness to challenge translating research into practice to improve care for people
and the absolute priority at the end of life.

of patients’ own views Recent national developments — including the Palliative and
on what they need End of Life Commission, the assisted dying debate, and the
NHS 10-Year Plan — have highlighted the urgent need for more
equitable access to high-quality palliative care. The NHS
10-year plan includes a strong set of proposals, the critical
issue being how these plans will be rolled out and funded.

Dame Cicely Saunders

We hope you enjoy reading about the valuable work of the
Institute in this newsletter. With the help of many friends,
funders and partner organisations we continue towards
our goal of ensuring that everyone has access to the best
possible palliative care.

Thank you for your support.

Y

Pam Garside
Trustee

www.cicelysaundersinternational.org @CicelySaunders1


http://www.cicelysaundersinternational.org

UK PARLIAMENT NEWS:

Assisted Dying ol reaches
—ouse of Lords

& The Private Member’s Bill passed its third reading in the House of Commons
on 20 June, with a reduced majority of 23. It was passed by 314 to 291 votes.

The majority in favour more than halved since the second
reading in November 2024. The Bill, if passed by the
House of Lords and given Royal Assent, will grant people
in England and Wales who have less than six months

to live the right to an assisted death. They will need to
obtain approval from two doctors and a panel comprising
a psychiatrist, a social worker and a senior lawyer before
they can proceed.

There was considerable national press and media
coverage before the vote. In May the President of the
Royal College of Psychiatrists, Dr Lade Smith CBE called
on MPs “to look again at our concerns for this once-in-
a-generation Bill and prevent inadequate assisted dying/
assisted suicide proposals from becoming law.”

One of the senior opponents of the Bill, Health Minister
Wes Streeting MP quoted former Labour prime minister
Gordon Brown's position that “there is no effective freedom
to choose if the alternative option... is not available”,
referring to insufficient end-of-life care provisions.

After the vote the British Medical Association national
conference issued a statement from its national
conference calling for patients to have an in-person
review with an independent palliative care doctor at
the very start of the process.

Dr Sarah Foot said: “Choice is only a choice if it is an
informed choice... this is about making sure that patients
know their options... What is uncomfortable is patients
choosing to die when they haven’t had access to
palliative care and don’t know what’s available to them”.
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Assisted aying
debate In the UK
Olease don't ignore
the Impact on
children and young
oeople

Professor Lorna Fraser, Professor of Palliative
Care & Child Health at the Cicely Saunders
Institute, and Jonathan Downie of Children’s
Hospices in Scotland, have written an editorial
for BMJ Journals on the impact on children
and young adults of the current assisted dying
debate in the UK.

The article discusses the impact of the UK’s
Terminally Il Adults (End of Life) Bill on children
and young people, highlighting the need to
consider their perspectives in the debate on
assisted dying.

Although not directly affected by the proposed
legislation in the Bill, children with life-limiting
conditions may be affected by societal messages
around the public debate. Additionally the lack

of appropriate services for young adults means
paediatric services often care for them.

Many children’s hospitals lack consultant-led
specialist palliative care teams, and funding for
these services is inadequate. More investment in
research is needed to manage complex symptoms
in children, and sustainable funding to improve
access to palliative care in the UK. The article
concludes that the Bill must acknowledge the
impact of the national debate on children and
young people.

online.kcl.ac.uk/online-masters/health-and-
care-strategies-for-ageing-populations-msc

Fraser LK, Downie J.

Assisted dying in the UK: please don’t ignore the
impact on children and young people

Archives of Disease in Childhood

Published Online First: 05 March 2025. doi: 10.1136/
archdischild-2024-328223
https://doi.org/10.1136/archdischild-2024-328223

UK COMMISSION NEWS:

National report calls
for urgent overnaul
of pallative care
across the UK

Academics from the Cicely Saunders Institute
and King’s College London have been involved
in a major new report calling for a national
strategy to address uneven end-of-life care
across the UK.

Professor Catherine Evans and Professor Irene
Higginson OBE from the Cicely Saunders Institute,
and Professor Jugdeep Dhesi, Professor of
Geriatrics and President of the British Geriatric
Society were commissioners for the new report
published by the Palliative and End-of-Life Care
Commission.

The report brings
renewed urgency to
reform how we care
for people at the
end of life. Volume
1 makes ten key
recommendations
to improve care,
including the need
for 24/7 community
services, better
education and
training, and
support for
unpaid carers.

Volume 2 of the Report responds to the
publication of the UK's Government's
Ten Year Plan for the NHS.

Volume 1 and Volume 2 of the report are
available from the Commission's website:
palliativecarecommission.uk
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NEWS:

ow Centre of
—xcellence 1or Pacdiatric
“allative Care at the

Clcely saunders Institute

The new centre will set standards globally for paediatric palliative care research and education.

Although advances in medicine have enabled
children with life-limiting conditions to survive for
longer, the healthcare system has not advanced
at the same rate, and families are often left
unsupported due to inconsistent provision of
palliative care for children. A new Centre of
Excellence has been established at the Cicely
Saunders Institute to set new standards globally

for paediatric palliative care research and education.

The Centre will be led by Professor Lorna Fraser
and is funded by the Kentown Support charity. The
funding will include two PhD studentships and will
incorporate input from children and parents with
experience of paediatric palliative care.

The Centre will undertake and disseminate high
quality research and provide evidence-based
education and training for health and social care
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professionals and family members caring for
children and young people.

The Centre will provide capacity building in a
neglected field, and set the standard globally
for high quality research, education and care.

“Children with life limiting conditions and their
families deserve to be able to access high quality
care when and where they need it. This is a huge
opportunity to increase the evidence base on how
to ensure equitable access to evidence based
care for all children, provide education and training
for families and build research capacity within the
sector. | am really pleased that Kentown Support
Board share our vision and are funding this
important initiative.”

Professor Lorna Fraser, Professor of Palliative Care



Nursng at King's
ranked first in the world

QS World University Rankings by Subject 2025

King’s has become the world leader for nursing,
according to the 2025 QS World University
Rankings by Subject.

The QS World University Rankings by Subject,

is an extensive overview of international higher
education performance, with over 1,700 institutions
ranked across 55 narrow subjects and five broad
subject areas. It takes into account key areas

of performance such as student experience,
university partnerships, research activity and
faculty qualifications. With an overall score of
95.5, King’s has overtaken the University of
Pennsylvania as number one in the world for
nursing.

New Msc at the Cicely
Saunders Institute

King’s College London has introduced a new
online MSc in Health & Care Strategies for
Ageing Populations.

This innovative programme is designed for
part-time study over two years, offering flexibility
to study alongside professional and personal
commitments.

The curriculum integrates perspectives from public
health, social care, policy and gerontology and

is taught by leading academics and practitioners

in the field of ageing and health care. It draws on
sociology, public health, and health economics,
enabling students to develop versatile, transferable
skills to deliver culturally sensitive and dignified
care to patients. Online access will enable students
to study remotely from anywhere in the world.

In addition to studying modules on ageing and
society, healthcare systems, research methods,
policy, digital health and leadership skills, students
will undertake an independent research project.

For more information:
online.kcl.ac.uk/online-masters/health-and-
care-strategies-for-ageing-populations-msc

BUILDPALL NEWS:

New BulldFall Fellow

L

BuildPall is a five year research and
training programme at the Cicely Saunders
Institute funded by CS International through
private donations and charitable trusts and
foundations.

BuildPall is training professionals and practitioners
to develop and deliver effective palliative care in
hospital, hospices and in the community, and
provide earlier interventions and treatments that
are supported by reliable evidence.

The latest Fellows to join the BuildPall Programme
are palliative care clinicians Dr Amelia Cook and

Dr Natalie Ramjeeawon, funded by CS International
and the Dinwoodie Charity.

Amelia is a palliative medicine trainee and joined
the programme after completing a prestigious
NIHR Clinical Fellowship in Palliative Medicine.
Her research will focus on ensuring that patient-
reported outcome measures are inclusive and
meaningful across cultural and social contexts,
so that these measures reflect the diverse
experience of all patients.

Natalie is a palliative medicine registrar and her
research will look at the role of specialist palliative
care to identify successes and gaps in care,

and identify opportunities to improve access,
particularly for underserved groups.

CSl's Action Plan for Better Palliative Care is
available at: csiweb.pos-pal.co.uk/csi-content/
uploads/2021/01/Cicely-Saunders-Manifesto-
A4-multipage_Jan2021-2.pdf
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GLOBAL NEWS:
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Frst study of i kind demofe ates

b

the efficacy of nurse-led paliative
care for multidrug-resistant
fudercuosis In Uganda

A new study shows that nurse-led palliative care improves care for people with multidrug-resistant
tuberculosis. The research was carried out by a team from the Cicely Saunders Institute,
Hospice Africa Uganda and the African Palliative Care Association. Their report was published

in Lancet Global Health.

Participants were randomly assigned to either the
intervention group (extra nurse-led care) or the
standard care group. Those in the intervention
group received nurse-led assessments, care
planning, symptom control, and psychosocial
support, either in the hospital or at home. They
had appointments every two weeks, alternating
between in-person visits and phone calls.

The extra nurse-led care improved patients'
physical, psychological, social, and spiritual well-
being, and increased their medication adherence.
The report suggests that this type of care should
be included in routine TB treatment. Palliative
care is crucial for these patients because they

experience severe symptoms, uncertainty, and high
mortality rates.

The World Health Organization reported that

8.2 million people were diagnosed with TB in 2023,
and 400,000 had multidrug-resistant TB. TB was
the leading cause of death from a single infectious
agent in 2022, after COVID-19, causing 1.25
million deaths. The Lancet Commission on Pain
and Palliative Care identified TB as a major cause
of suffering at the end of life.

“This study is the first to test palliative care for TB

patients and adds important evidence to support
palliative care as an essential health service.”
Dr Kennedy Nkhoma

Buyinza N, Nkhoma K, Namisango E, Maddocks M, Downing J, Prevost AT, Chukwusa E, Harding R.
Nurse-led palliative care for multidrug-resistant tuberculosis: a parallel, single-blind, pragmatic, randomised

controlled trial in Uganda.

Lancet Glob Health. 2025 May 21:52214-109X(25)00173-1. doi: 10.1016/S2214-109X(25)00173-1. Epub ahead of print.

PMID: 40412430.
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NEWS:

You Matter Because You
Are You

Researchers in Denmark have developed and
published a Danish language version of CS
International’s Action Plan for Better Palliative
Care to form part of a national strategy for
palliative care in Denmark.

Published by CS International in 2021, You Matter
Because You are You: An Action Plan for Better
Palliative Care is a seven-point action plan that
identifies the major challenges facing the palliative
care system, and outlines evidence-based
solutions for each of them. The Action Plan was
CS International’s response to the Covid pandemic
when demand for palliative care surged, reaching
levels of need similar to those which had previously
only been expected to be reached in 2040.

The Board of the Danish Association for Palliative
Medicine (DSPaM) recognised an urgent need
for a national strategy to improve palliative care
in Denmark. The new national strategy was
launched at the EAPC Congress in May.

Using the Action Plan as a framework and
starting point, the team in Denmark developed
the national strategy for Denmark using a Delphi
process, translations and cultural adaptations.

Helledie E, et al.

Development of a National Strategy for Palliative Care.
Dan Med J 2025;72(6):A12240872. doi 10.61409/
A12240872.

NEWS:

The Breathlessness Toolkit:
non-pharmacological
strategies to support patients

TouchRespiratory - touchrespiratory.com -
is an online medical education resource
with practical, free education for healthcare
professionals.

The website features a podcast interview with
Professor Irene Higginson, CS International’s
Scientific Director, on managing breathlessness.
In addition to identifying the challenges of
breathlessness, the discussion features the latest
research and evidence-based interventions

for managing the condition.

Professor Higginson discusses the complex
challenges of managing breathlessness including
non-pharmacological approaches such as the use
of hand-held fans, specific breathing exercises,
positioning techniques, muscle-strengthening
exercises for the thigh muscles and sleep

hygiene techniques.

“Breathlessness is a very distressing condition,
and can be difficult to manage”, says Professor
Higginson: “It is a very frightening symptom
for many people. And for their families close
to them. It often comes in episodes, in waves.

It can take you unexpectedly. It can limit what
people can do... it’s really important as doctors
or nurses or physiotherapists we learn to manage
breathlessness better”. Professor Higginson also
highlights the importance of intervening early to
treat mild breathlessness, an ‘invisible’ symptom
that leads to social isolation and a worsening

of the condition.

Factsheets, links and further resources are
available at touchrespiratory.com.

The SELFBREATHE website:
self-breatheinfo.co.uk

Reilly CC, Maddocks M, Chalder T, Bristowe K, Higginson IJ.
A randomised, controlled, feasibility trial of an online,
self-guided breathlessness supportive intervention
(SELF-BREATH) for individuals with chronic
breathlessness due to advanced disease.

ERJ Open Research 2023 9(2): 00508-2022;

DOI: https://doi.org/10.1183/23120541.00508-2022:
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CONGRATULATIONS:

John McGrath OBE

In June President of Cicely Saunders
International John McGrath attended

an investiture at Buckingham Palace

to receive an OBE in recognition of
services to education and palliative care.

The award recognises his 25-year commitment
to Cicely Saunders International and the Cicely
Saunders Institute.

John met Cicely Saunders in the late 1990s when
he was a trustee of St Christopher's Hospice and
began working with her to establish a charitable
foundation for palliative care education and
research, a foundation that later became CS
International. “We’re delighted that John's tireless
efforts on behalf of Cicely Saunders International
and the Cicely Saunders Institute have been
recognised with an OBE,” said Kate Kirk,
Chair of Trustees, Cicely Saunders International.
“The impact of his dedication to the cause of
palliative medicine is felt both nationally and
internationally, in advances that those with
life-limiting and terminal illnesses benefit
from every day.”

Mr John McGrath, Life President, Cicely Saunders
International, is made an Officer of the Order of the
British Empire by King Charles Ill at Buckingham
Palace. The honour recognises services to charity
and to education.
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CONGRATULATIONS:
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Cicely Saunders
Awaro

Congratulations to the winner of the 2025
Cicely Saunders Award for a palliative care
nurse in Czechia. This year’s prize has been
awarded to Alzbéta Markova, a palliative care
nurse and co-founder of the mobile hospice
Cesta Domu. Alzbeta received her award at
the national conference for palliative care
nurses in Prague.

Together with Maria Goldmann, Martina Spinkova,
Petr Goldmann and St&pan Spinka, Alzbeta
founded Cesta DomU in 2001 and was vice-chair
of the board of directors until June 2007.

She worked as a head nurse at Cesta Domd,
was instrumental in building the home hospice
care organisation and was the head of home
hospice from 2006-2008. Since 2020 she has
been working in the Centre for Palliative Care
Brno as head nurse.

The Cicely Saunders Award is a national award
recognising the individual achievements of
palliative care nurses in Czechia.



CONGRATULATIONS:

Dr Clare Ellis-Smith (left) on behalf of Cicely Saunders International,

with the GSF team from Care UK and Kate Garraway (right).

| 44

Pallative & Eld of Lifgr Care
Awards 2025

Congratulations to the GSF Programme Team at Care UK, winners of The Workforce Development
Award, sponsored by CS International, at the Palliative and End of Life Care Awards 2025.

The judges commended the Team'’s work in
transforming palliative care in 165 care homes,
with a focus on inclusive workforce development.
Their holistic approach reduced hospital deaths
and staff turnover and through training empowered
staff to provide compassionate, person-centred
palliative and end-of-life care.

NEWS:

Dr Anna Bone and Dr Clare Ellis-Smith said:

“CS International is pleased to sponsor these
awards to pay tribute to the individuals and
organisations who provide high quality end of life
and palliative care”. Dr Ellis-Smith added “it was
inspiring to see the hard work and impressive
achievements of so many working in care homes,
community teams and hospices, and celebrate
and recognise their invaluable work”.

New Impact Centre

In Autumn 2025, the Cicely Saunders Institute will launch the Impact Centre for Palliative and
End-of-Life Care, supported by the Kirby Laing Foundation.

As the first UK centre of its kind, it aims to
transform care for dying people by applying
research-based evidence to practice. The Centre
will be led by Professor Katherine Sleeman:

“As a clinician, | see first-hand the benefits that
palliative care delivers for patients and their families.
As a researcher, | know that too many people are
not getting the care that could benefit them, and
that there are huge inequalities in accessing high
quality care. By closing the gap between evidence
and practice, the Impact Centre will make a
profound and lasting difference for people with

life-limiting illnesses and their loved ones, now

and in the future. We are incredibly grateful for the
support of the Kirby Laing Foundation in helping
us realise this vision. As the work of the Centre
builds, we need further investment to help us scale
the impact of our work and ensure that everyone
receives the care and support they need as they
approach the end of life.”

To find out more about the Impact Centre and
how you can support its work, please visit:
kcl.ac.uk/research/the-impact-centre-for-
palliative-and-end-of-life-care

CSINEWS Summer 2025 9


http://kcl.ac.uk/research/the-impact-centre-for-palliative-and-end-of-life-care
http://kcl.ac.uk/research/the-impact-centre-for-palliative-and-end-of-life-care

EVENTS ROUNDUP:

—esearcn
—Vent

Dementia Community
—Ngagement

The Dementia Community Research Network (DCRN) is a growing network of researchers,
public contributors, and community-based dementia support services working together to
improve dementia care and research in South London. The DCRN aims to make dementia
research more inclusive, accessible, and relevant to diverse communities.

With thanks to generous funding from the NIHR, as
a part of the National Festival for Applied Dementia
Research, the DCRN hosted its second community
engagement event on Monday 19 May. The event
took place at Stanstead Lodge, a charity for people
over the age of 50. The aim of the event was to
bring together people affected by dementia, local
service providers, and academic researchers,

in an effort to facilitate the exchange of information.

Geeti Kabra, DCRN Research Assistant writes:
This year, we were pleased to welcome over 80
people, including those affected by dementia,
carers, members of the public interested in
dementia charities and care partners. We were
proud to host stalls from our community partners,
including Age UK, Arts for Dementia, Home Instead
and Butterfly Café, Join Dementia Research, and
Two Mindful Bees. Researchers from King’s College
London and Queen Mary University of London also
showcased their work at stalls including stalls from
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the Cicely Saunders Institute and its Public
Involvement Forum, the Health and Social Care
Research Workforce Unit, and the CARE Network.
We welcomed some new organisations this year,
including Imago, supporting unpaid carers, and
Age Exchange, hosting social activity reminiscence
arts groups for people living with dementia and
their carers.

Finally, we enjoyed music from the brilliant singer
and accordionist, Alistair Sutherland.

The event was designed to highlight the work of
the DCRN and spark dialogue about enhancing
dementia care by encouraging participation in
research from individuals of all backgrounds and
ethnicities. We were keen to give everyone the
opportunity to connect with each other. Based
on the feedback from attendees, we can say with
confidence that we successfully met this goal —
and exceeded it!


https://www.imago.community/carers-services/carer-support

EXHIBITION:

Bt @5 she became more
disabled, [ stosted doing
Lt £neking

She died of
FRERDA

Dementia Journeys
exnibition Now onling

Dementia Journeys, a powerful exhibition
which ran at the Science Gallery London from
April to June 2024, can now be viewed online.

The exhibition was created in response to
Empowering Better End-of-Life Dementia Care
(EMBED-Care), a six year research programme
jointly led by UCL and the Cicely Saunders Institute
at King’s College London. It aims to generate a
step-change in how care is provided for people

at any age with dementia.

To view the exhibition online please visit:
dementia-journeys.com

EXHIBITION:

Exnidition at FHorence
Nightingale Museum

Open from July to September, In Focus:
Dame Cicely Saunders will take an in-depth
look at the life of a remarkable woman who
transformed palliative care and spearheaded
the modern hospice movement.

Dame Cicely Saunders used her vast experience as
a nurse, an almoner and then a doctor to improve
the lives of patients living with terminal iliness.
Starting with her time at the Nightingale Training
School, she built up a wealth of knowledge about
pain and caring for patients and families. Through
her studies, paid work and voluntary commitments,
and working with a network of contacts in the UK
and across the world, she eventually became a
world-renowned expert on care of the terminally

ill, encouraging others by sharing her ideas and
inspiring them to continue her work.

For opening hours and travel directions see
florence-nightingale.co.uk
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UPCOMING EVENT:

1he Most Important Thing

From 6-9 August 2025, visual anthropologist Gaudenz Metzger presents his performance
The Most Important Thing at the Camden Fringe Festival in London.

The piece is based on an ethnographic study of anthropologists and theatre makers to co-create
historical images from St Christopher’s Hospice, short plays based on cutting-edge research.
originally commissioned by hospice founder Cicely

Saunders during the 1970s and 1980s. For more information and to book tickets, visit:

camdenfringe.com/events/tiny-human-
The performance is part of Tiny Human Dramas, dramas
an innovative initiative that brings together

R~

Cicely Saunders ,
International ‘ g Friends of

Better care at the end of life &4 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.

Please scan this QR code to register.

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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