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Welcome to the Spring edition of CSI News.

In this issue we hear from some of our BuildPall Fellows. They’re
part of our five-year capacity building programme that uniquely
combines research and patient and public engagement to give
healthcare professionals the skills to deliver excellent palliative
care in hospices, hospitals, care homes and hospitals. This is a
key part of CS International’s Action Plan for Better Palliative Care.

If current trends continue the number of people requiring
palliative care in the UK will increase by more than 147,000 per
year by 2048, representing a 25 per cent increase compared to
2023. Across all ages, from the very young to the very old, the

| realised that we needed number of individuals living with major illnesses will rise to nearly
not only better pain control ~ ©one in five people by 2040.

but better overall care. We also feature a report from the UK Parliament’s report into
People needed the Assisted Dying/Assisted Suicide. The report cites much of

CS International’s research. We remain committed to alleviating
suffering through the delivery of robust, evidence-based

Dame Cicely Saunders treatments and patient focussed care to ensure that everyone
has access to skilled palliative care that enables them to, in the
words of Dame Cicely Saunders, continue living until they die.

space to be themselves.

In this issue we also pay tribute to Dame Cicely’s brother —
Christopher Saunders, our former trustee and President who
died earlier this year. Christopher personified another of Dame
Cicely’s famous phrases: “Learning is the key to improvement”.
CS International will continue to carry forward their legacy to
ensure that people die without suffering, and continue living
until they die.

Pam Garside
Trustee

www.cicelysaundersinternational.org @CicelySaunders1
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REPORT NEWS:

UK Parllamentary report
on Assisted Dying/
Assisted suicide

In February the UK Parliament's Health and Social Care Committee published its report

on Assisted Dying/Assisted Suicide. Cicely Saunders International and the Cicely Saunders
Institute submitted research evidence to the enquiry. More than 68,000 responses were
made by members of the public through an online form, with more than 380 pieces

of written evidence submitted to the inquiry since its launch in December 2022.

The Committee hopes the report will act as a
comprehensive basis for future debate in both
Houses of Parliament. The cross-party group

of MPs say their report is not intended to provide
a resolution to the debate but to present a broad
body of evidence as a ‘significant and useful
resource’ for future debates.

The report includes a broad range of evidence
and identified the pursuit of high-quality
compassionate end of life care as a common
theme in the evidence it received. Agency and
control for the person dying was also important.
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Despite the UK being a world leader in palliative
and end-of-life care, the report concludes that
access and provision of palliative care is patchy.

It recommends the Government ensures universal
coverage of palliative and end-of-life services,
including hospice care at home, and more
specialists in palliative care and end-of-life pain
relief, issues highlighted in CS International's
Action Plan for Better Palliative Care.

g

You Matter Because You Are You:
an Action Plan for Better Palliative Care.


https://committees.parliament.uk/publications/43582/documents/216484/default/
https://csiweb.pos-pal.co.uk/csi-content/uploads/2021/01/Cicely-Saunders-Manifesto-A4-multipage_Jan2021-2.pdf
https://csiweb.pos-pal.co.uk/csi-content/uploads/2021/01/Cicely-Saunders-Manifesto-A4-multipage_Jan2021-2.pdf
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CovPall research part-funded by CS
International has shown that UK-wide policies
have disproportionately impacted people from
ethnically diverse groups during the COVID-19
pandemic. In addition, healthcare providers
have been found to lack understanding of the
difference between equal and equitable care,
which can lead to distress and inequality

in outcomes.

To address this gap in understanding and to
improve care delivered to those at the end of life,
Dr Sabrina Bajwah and team from the Cicely
Saunders Institute developed an educational
film for everyone working in palliative and end

of life care.

The film, funded by the Medical Research
Foundation, has been co-developed with a focus
group of ethnically diverse patients and health
professionals. The film uses the voices and
experiences of patients, bereaved relatives and
health professionals to improve understanding of
the needs of those from ethnically diverse groups
and how to deliver equitable care.

Palliative Care - shifting the focus from
equality to equity was launched in June 2023
and has been viewed more than 2,500 times to
date with presentations at the European Palliative
Care Congress and Hospice UK. The film is now
included in online training for NHS and social
care healthcare professionals.

The research was cited in World Health
Organization policy: Transforming the health
and social equity landscape: promoting
socially just and inclusive growth to improve
resilience, solidarity and peace.

“This film was both challenging and
uplifting, and should be watched by

everyone working in healthcare.”

Bajwah S, Koffman J, Hussain J, Bradshaw A, Hocaoglu MB, Fraser LK et al.
Specialist palliative care services response to ethnic minority groups with COVID-19:

equal but inequitable-an observational study.

BMJ Support Palliat Care. 2021:bmjspcare-2021-003083. doi: 10.1136/bmjspcare-2021-003083.
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https://spcare.bmj.com/content/bmjspcare/early/2021/09/10/bmjspcare-2021-003083.full.pdf
https://spcare.bmj.com/content/bmjspcare/early/2021/09/10/bmjspcare-2021-003083.full.pdf
https://www.youtube.com/watch?v=-6Lz65gGY5o&feature=youtu.be
https://www.youtube.com/watch?v=-6Lz65gGY5o&feature=youtu.be
https://iris.who.int/bitstream/handle/10665/370945/WHO-EURO-2023-7761-47529-69924-eng.pdf?sequence=2&isAllowed=y
https://iris.who.int/bitstream/handle/10665/370945/WHO-EURO-2023-7761-47529-69924-eng.pdf?sequence=2&isAllowed=y
https://iris.who.int/bitstream/handle/10665/370945/WHO-EURO-2023-7761-47529-69924-eng.pdf?sequence=2&isAllowed=y
https://iris.who.int/bitstream/handle/10665/370945/WHO-EURO-2023-7761-47529-69924-eng.pdf?sequence=2&isAllowed=y
https://iris.who.int/bitstream/handle/10665/370945/WHO-EURO-2023-7761-47529-69924-eng.pdf?sequence=2&isAllowed=y

PROJECT UPDATE:

Sul

ding capacity

at the Cicely
Saunders Institute

In 2017, we forecast that, due to changing population demographics and disease patterns,
at least half a million people in England and Wales would need palliative or end of life care

every year by 2040.

Sadly, this situation is worsening. In the UK, we
estimate that approximately 100,000 people die
annually without the palliative care they need. An
estimated 90 per cent of the UK's annual deaths
could benefit from palliative care. A conservative
estimate suggests that by 2048, this number wil
surge to over 730,000 people needing palliative
care each year.

Several misconceptions about palliative care deter
people from seeking it for themselves or their loved
ones. Many mistakenly believe that palliative care is
exclusively for cancer patients or those with a very
short time left to live.

However clear evidence shows that palliative care
benefits individuals of all ages, including children,
and is appropriate for a wide range of conditions,
such as dementia. It is most effective when provided
early in a patient's treatment, integrated into care
throughout the course of an illness or condition,
alongside other treatments.

Most palliative care is provided by primary care
providers — general practitioners, community
nurses, district nurses, and social workers, rather
than specialists. This care is often integrated into
their daily responsibilities, making it challenging to
allocate sufficient time and resources to ensure that
all eligible patients receive high-quality care. Within
this context, cascading specialist palliative care
knowledge and resource into primary care and non-
specialist areas is vital, to give non-specialists the
tools to care for an increasing number of people
with palliative care needs.
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In addition, stark healthcare inequalities mean

that the most disadvantaged individuals in society
have limited access to good palliative care.
Socioeconomic status, location, ethnicity, age,
gender, and sexuality all influence the level and
quality of care received. There is evidence that
access to palliative care is particularly limited at

the extremes of age — in the newborn and young
children, and in the very oldest people in society.
Urgent action is needed to transform health, social,
and palliative care services to meet the need for
palliative care, including those suffering from chronic
or complex illnesses, as well as older age-related
conditions like frailty and dementia.

How will BuildPall help?

To address these challenges CS International is
funding a five year programme to build capacity

in palliative care by 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 BuildPall programme has an emphasis on
implementation and engagement and will produce
educational materials designed to have a broad
impact, influencing clinical care, service organisation,
policy, and education for doctors, nurses, and allied
healthcare professionals, as well as national and
local policy, NHS organisations, and patients and
families. This ‘cascade’ effect is a proven model

to equip healthcare professionals to deliver palliative
care in the community, where much healthcare

is delivered.



The programme also focuses on eliminating
barriers that hinder access to quality care such

as race, ethnicity, socioeconomic status, diagnosis,
and location.

Three PhD Fellows have recently joined the
BuildPall programme at the Cicely Saunders
Institute. Here Rachel Chambers, Dr Duong Le
and India Tunnard tell us about their Fellowships.

Thanks to the generosity of a private donor, and
funders such as Dinwoodie Charity and other
charities, there will be three further BuildPall Fellows
joining the programme in 2024. To find out more
about the BuildPall programme please contact us.

Duong Le
“Il am a palliative care
specialist from Vietnam.
My personal experience
of feeling inadequate
while caring for my late
sister, who had cancer,
ignited my passion for
providing optimal care
for patients and families
facing serious illnesses.
It motivated me to
pursue a palliative care fellowship after completing
my geriatric medicine residency. While practising in
this field, | observed effective yet empirically based
care provided by palliative teams. Rigorous research
is essential in advancing the profession of palliative
care and advocating for optimal patient care,
particularly in Vietnam.

Palliative care in Vietnam is an emerging field,
requiring research in service development and
integration. Currently, I'm working on a project to
develop and assess the feasibility of a home-based
palliative care service. When I finish my PhD, my
goal is to lead the academic department in Vietnam,
providing evidence-based palliative care education,
contributing to policy-making, and fostering service
development through innovative thinking.”

Rachel Chambers
“linitially worked as a
research assistant on
a project recruiting
individuals with complex
neurological conditions.
Whilst interviewing
patients | recognised
the differing needs and
priorities of young adults
living with complex
life-limiting conditions
compared to older adults. Many of the young people
| interviewed were early in their career, had young
children, were worried about their finances, and
were concerned how their illness may affect the
rest of their lives.

| later joined the Cicely Saunders Institute and
recognised that the needs of young people living
with life-limiting conditions continue to grow and
increase in complexity, yet relatively little research
focuses on this area.”

India Tunnard
“I joined the Cicely
Saunders Institute six
years ago as a research
administrator after
finishing my MSc.

| knew quite early on
that | wanted to pursue
a PhD and worked
towards that goal by
gaining a Research
Assistant role and

then a NIHR pre-doctoral fellowship. Both of my
grandfathers lived with dementia at the end of their
lives, and this spurred my interest in the disease and
how we can better provide end of life care for people
living with dementia.

My PhD fellowship will focus on the costs of
dementia care at the end of life. | hope my work
will have an impact on how people with dementia
and their families are supported.”
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SUAY 1N 32 countries sShows
a rse in home deatns durnng
the COVID-19 pandemic

Home has always been a relevant dying place globally. This is where most patients with
life-threatening conditions wish to be cared for and to die. However, decisions are shaped
by a combination of iliness-related, individual and environmental factors. The COVID-19
pandemic may have altered this, due to the profound impact it has had on societies and

care and how healthcare services are organised.

For this study, researchers looked at data on
place of death for all adults (18 years and over)
that died from 2012 to 2021 in 32 countries.

The classification of place of death varied widely
between countries, but ‘home’ was the most
consistent category. Place of death was analysed
by sex, age group and selected underlying causes
of death (with a focus on cancer, dementia and
COVID-19).

Of 100.7 million people deceased in 2012-21

32 per cent died at home during pandemic years,
which represented a rise in usual place of death in
23 countries. In most countries the rise was greater
in cancer and women. The rise in home deaths
was the highest in cancer in 20 countries, and the
highest in women in 17 countries.

This is the largest study of international time trends
in place of death to date and the first showing a
rise of home death in the COVID-19 pandemic
across countries. The findings matter because
they signal a critical shift not seen before in end-
of-life care globally, towards dying at home.

Policy initiatives are needed to ensure that
palliative and end-of-life care resources are
appropriately allocated to support the growing
trend of home death.

If the shift towards dying at home is adequately
supported, aligned with preferences and
associated with good outcomes, countries are on
the right track facing a complex health transition.
If, on the other hand, deficits in end of life care are
found, with the risk of failing patients and families,
policy makers must rethink and improve home
support, considering reallocation of resources
from other places.

To help monitor these trends, an international
classification of place of death is now in
development.

The study was funded by the European Research
Council in the context of the EOLINPLACE Project,
led by a research team at the University of
Coimbra, Portugal. eolinplace.com
@EOLINPLACE

Lopes S, Bruno de Sousa A, Delalibera M, Namukwaya E, Cohen J, Gomes B.
The rise of home death in the COVID-19 pandemic: a population-based study of death certificate data

for adults from 32 countries, 2012-2021.

eClinicalMedicine, Volume 0, Issue 0, 102399. Published in Lancet’s eClinicalMedicine

https://doi.org/10.1016/j.eclinm.2023.102399
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https://www.uc.pt/en/eolinplace/
https://doi.org/10.1016/j.eclinm.2023.102399

OBITUARY:

Tribute to Christopher Saunders

19262024

Cicely Saunders International’s President Christopher Saunders, who has died aged 97,
was a former trustee of Cicely Saunders International and St Christopher’s Hospice.

He was Dame Cicely
Saunders’ younger
brother (seen here
on left on the beach
with his sister Cicely
Saunders) and
provided help and
encouragement to
his sister for her
plans to create

- " .,
a modern, purpose-built hospice that would
revolutionise care of the dying. His business career
included five years with McKinsey, and chairing
engineering companies. Christopher’s ideas
included organisational management theory,

and he had contacts in the USA who would

later become Dame Cicely’s key supporters and
collaborators across the world. Christopher’s
reflections on his sister’s life are included in

A Brother’s Story on the CS International website,
cicelysaundersinternational.org/dame-cicely-
saunders-a-brothers-story/

In later life Christopher was an investor and adviser
to early stage, knowledge-based companies
alongside his many charitable interests. He was

a trustee of CS International from 2005 to 2014
and was a great supporter of the Cicely Saunders
Institute, attending events and meeting researchers
and funders.
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CONGRATULATIONS:

—rofessor lrene Higginson
named #30 In top UK
female sclientist rankings

research.com.

Only the top
1,000 female
scientists are
displayed in
the rankings
which aim to
‘inspire female
researchers,
women pondering an academic profession,

as well as decision-makers around the world

with the example of successful women in the
research community.’

The rankings are compiled using the h-index, which
measures the impact of a researcher’s publications
by combining the number of papers they have
published and how often they are cited by others.

Professor Irene Higginson is Scientific Director of
Cicely Saunders International, Founding Professor
of the Cicely Saunders Institute at King’s College
London, Honorary Consultant in Palliative Medicine,
NIHR Emeritus Senior Investigator and Fellow of
the Academy of Sciences. She is active in research
and education and in the top one per cent of highly
cited academics world-wide.

Through her current research programmes, she
investigates treatments, symptom management,
access and services in palliative care. She has
published over 700 articles in peer-reviewed
journals and over 50,000 citations.
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Professor Irene Higginson, Scientific Director of Cicely Saunders
International, has been named one of the top 30 in female
scientists in the UK by the leading academic research portal,

Professor Higginson said: “I am delighted to receive
this recognition, which highlights the importance

of applied health research and palliative care

within the field of science. Research is a team
endeavour and my inclusion in the top female
scientist rankings reflects the contributions of

my talented colleagues at the Cicely Saunders
Institute, and nationally and internationally,

as well as the dedication of our funders,
collaborators, and patient and public partners.”

Professor Higginson also appears in the 2023
Highly Cited Researchers List from Clarivate.
This is an annual list that identifies researchers
across the globe whose publications rank in the
top one per cent by citations.

This list identifies researchers across the world who
have demonstrated significant and broad influence,
reflected through their publication of multiple
papers frequently cited by their peers during the
last decade. They are in the top one per cent in
their field in the world by citations. This year, 7,125
Highly Cited Researchers in various fields were
recognised from more than 67 nations and regions.
This is the third year in a row that Professor
Higginson has been included.

Professor Higginson has over 30,000 citations
currently. Her research has pioneered better
ways to measure outcomes and quality of life,
evaluate palliative care especially new services
and interventions, epidemiology, effectiveness,
psychosocial care, symptom assessment,
breathlessness, cachexia/anorexia, and
multi-morbidity.


http://research.com
https://clarivate.com/highly-cited-researchers/?campaignname=Highly_Cited_Researchers_SAR_Global_2022&campaignid=7014N000001uvdq&utm_campaign=Highly_Cited_Researchers_SAR_Global_2022&utm_source=blog&utm_medium=press
https://www.webofscience.com/wos/author/record/C-7309-2012
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2024 Cicely saunders
Award for Palliative Care

The 2024 Cicely Saunders Award for a palliative care nurse in Czechia has been awarded
to Ilva Valerova. The yearly award is ‘for innovative and exemplary commitment’ and was
presented by the First Lady of Czechia, Eva Pavlova, at a palliative care conference in Prague.

Iva Valerova is a nurse who started in the Charity
Nursing Service in Nachod, and was the first
nurse at the House of St Joseph in Zir&, where
she set up services providing care for patients
with multiple sclerosis. She also worked in the
surgical department of the University Hospital in

Hradec Kralové and in 2010 she was approached
to establish the Anezka Ceska Mobile Hospice,
part of the first ever hospice in Cerveny Kostelec.
She actively lectures about the role of nurses in
palliative care, and in her free time she has recently
been intensively involved in the organisation and
implementation of humanitarian aid to Ukraine.

AcIenty v caves w = RN
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CONGRATULATIONS

Awards for pub\ic nvolement
and engagement at the Cicely
Saunders Institute

The Cicely Saunders Institute has won two
awards for its public involvement work.

The EMBED-Care team were selected for their
work engaging young people about palliative
dementia care research at a Science Museum
event celebrating the 75th birthday of the NHS
last July. The team developed a suite of activities,
collectively named ‘the D words’. Visitors were
invited to take part in activities including a card
game, a wishing tree, and a myth buster quiz,

as well as having the opportunity to chat to the
research team about dying with dementia.

The Cicely Saunders Institute Public Involvement
team also received an award for implementing

a co-developed public involvement strategy for
palliative care research. The group includes lived
experience experts Margaret Ogden, Rashmi
Kumar, Pam Smith, Marion Sumerfield and Alan
Quarterman and Institute staff Lisa Brighton, Sarah
Crabtree, Beka Torlay, Cat Harvey, Halle Johnson,
India Tunnard, Tofunmi Aworinde, Jo Bayly, Joana
Goodrich, Juliet Gillam, Monica Oancea, Steve
Marshall and Catherine Evans.

The team are now using what they have learnt for For more information about public involvement
their next event at Science Gallery London, which at the Cicely Saunders Institute please email us
will include content on how to start conversations or visit csipublicinvolvement.co.uk.

on these topics.
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EVENTS ROUNDUP:

B

ER-B conferences

Two BETTER-B conferences took place in December 2023 and brought together over 210
experts, people affected by breathlessness, policymakers and healthcare professionals
to explore treatment options for refractory or chronic breathlessness.

The conferences focused on the Better Treatments
for Refractory Breathlessness (BETTER-B) research
programme, which aims to significantly improve
the treatment of severe breathlessness in patients
with advanced respiratory disease by establishing
whether mirtazapine, currently used as an
antidepressant, is an effective treatment to

reduce severe breathlessness.

Professor Matthew Maddocks provided an
overview of the BETTER-B programme. Professor

Bobbie Farsides spoke about
the ethical aspects of carrying
out an international, multi-
centre, randomised controlled
trial of a drug for this condition.
Dr Sabrina Bajwah discussed
the use of benzodiazepines in
breathlessness management
and Dr Claire Nolan presented
evidence on meditative
movement techniques for
breathlessness in advanced
Chronic Obstructive Pulmonary
Disease (COPD) and cancer.

Professor Irene Higginson

set out the context for the
BETTER-B programme.
Professor Malgorzata Krajnik
then discussed the BETTER-B
survey and presented its
results, showing wide variations
in how breathlessness is
managed across services in
Europe and internationally.
She concluded by highlighting
the need for cross-specialty
guidelines that are user-friendly
and well publicised to improve
practice. Dr Adejoke Oluyase,
BETTER-B project manager,
spoke on the BETTER-B trial processes and
delivery, highlighting that this is now the largest
trial of mirtazapine for breathlessness globally.
Conference recordings and other resources

are now available on the BETTER-B website

at betterbreathe.eu.

BETTER-B is funded by the European Union’s
Horizon 2020 research and innovation programme
under grant agreement No. 825319 and Cicely
Saunders International.
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UPCOMING EVENT:

Palliative care Outcome Scale
(POS and IPOS) training days

Date: Wednesday 1 May — Thursday 2 May 2024
Location: Cicely Saunders Institute

Entry: Register online at https://estore.kcl.ac.uk
This event will be in hybrid format and you can
register to attend either in person or online.
In-person spaces will be limited, so please

register early to avoid disappointment.
Registration is now open.

This event will be an excellent opportunity to
learn about the POS family of measures, discover
new developments in palliative care outcomes
measurement, and collaborate with like-minded
clinicians and researchers from around the world.

The POS + IPOS Training Days will be hosted by
the Cicely Saunders Institute at King’s College
London and the Hull York Medical School. If you
have any questions about the event, please email
palliativecare@pos-pal.org with the subject line
POS2024.

o e
Cicely Saunders

International

Better care at the end of life

UPCOMING EVENT:

Dementia Jourmeys:
Towards Better End of Life
Dementia Care

Date: Wednesday 3 April — Saturday 22 June 2024
11.00-18.00

Location: Science Gallery London

Great Maze London SE1

Entry: Free

Dementia Journeys is a new exhibition
that powerfully presents the experiences
of those who care for people dying with
dementia and uncovers ways in which
care could be improved.

The stories of the carers will be told through
portrait photography by two-times winner of
the BJP Portrait of Britain prize, Allie Crewe,
and comic strips by pioneering cartoonist,
doctor and storyteller, lan Williams, alongside
interactive elements and games.

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.

Would you like to sign up
to receive our quarterly
newsletter in your inbox?
Please scan this QR code
to register.
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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. ..


https://cicelysaundersinternational.org/ways-to-support/friends-of-cicely-saunders/#:~:text=Cicely%20Saunders%20International%20is%20committed,care%20evidence%2C%20skills%20and%20capacity.
https://estore.kcl.ac.uk
mailto:palliativecare%40pos-pal.org?subject=
mailto:?subject=
http://cicelysaundersinternational.org

