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Welcome to the latest edition of CSI News. Healthcare in
the UK is changing, with the new Health and Social Care
Bill giving patients and families in England a legal right

to specialist palliative end of life care for the first time.

But the challenge of providing palliative care to everyone who
needs it is immense. There have been more than 100,000 extra
deaths in private homes in England and Wales since the start
of the pandemic, with many of these having little or no access
to specialist care.

Even before COVID-19 struck, we knew that more than half a
million people in England and Wales would need palliative or
end of life care every year by 2040. Now, the need is greater
than ever. Our ageing population means that not only will there
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and the absolute priority longer with more complex symptoms and frailties. In addition,
many more people are taking on caring roles in later life. Age
UK estimates that there are two million carers aged 65 and over
on what they need. in the UK, 417,000 of whom are over 80, and many of these
Dame Cicely Saunders individuals are caring for older people with complex needs.

of patients’ own view

To deliver on the Government’s commitment, palliative
care knowledge, skills and resources need to be expanded
significantly. CSl research has already demonstrated that
palliative care improves quality of life for patients and their
families at no additional cost. Now, our new BuildPall
programme is working to build capacity in palliative care
so that everyone has access to the care they need.

We need your support. Please consider making a regular
donation and join Friends of Cicely Saunders International
so that we can continue our work. See our website or email
friends@cicelysaundersinternational.org

Kate Kirk Trustee

www.cicelysaundersinternational.org @CicelySaunders1
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NEWS:

New UK legal right
to paliative care

Cicely Saunders International has welcomed recent news that people in the UK will be given a
legal right to specialist palliative care for the first time since the NHS was established in 1948.

The UK Government has promised to back a
House of Lords amendment to the new Health
and Social Care Bill, requiring every part of
England to provide specialist palliative care.

Research carried out by the Cicely Saunders
Institute for the charity Marie Curie shows that
about 215,000 people a year miss out on end-of-
life care and that without intervention this could
rise to 300,000 within 20 years.

Professor Katherine Sleeman, Laing Galazka
Professor of Palliative Care at the Cicely Saunders
Institute said: “It is excellent that the amendment to
the Health and Care Bill calling for Integrated Care
Systems (ICSs) to have a statutory responsibility
to commission specialist palliative care services
has been adopted by the Government. The NHS
was set up to support cradle-to-grave care,

and it is shocking that many specialist palliative
care services still rely on charity donations to
operate. We were delighted that our recent
analysis of palliative and end of life care in ICS
strategies was used by several peers to support
this amendment.”Baroness Finlay of Llandaff, a
professor of palliative care medicine and member
of Cicely Saunders International’s Scientific
Expert Panel said:

“This change is incredibly important. For the first
time the NHS will be required to make sure that
there are services to meet the palliative care needs
of everyone for whom they have responsibility in
an area. People need help early, when they need it,
seven days a week — disease does not respect the
clock or the calendar.”

The change in legislation will end the ‘postcode-
lottery’ in which access to palliative care has
been dependent on decisions made by local
commissioners within a particular geographic
location.
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You can read more about the variation in access
to palliative care in the UK here.

The new legal right to palliative care will require a
quantum expansion of palliative care knowledge,
skills and resource within the UK’s healthcare
system. Cicely Saunders International’s Action
Plan for Better Palliative Care sets out
evidence-based solutions to providing palliative
care for everyone who needs it and is continuing
to fundraise for the expansion of palliative care
services, skills and training necessary to meet this
increased need.
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_ancet experts
call for radical rethink

Health and social systems around the world are failing to give appropriate, compassionate care to
people who are dying and their families. According to a new Lancet Commission, today’s current
overemphasis on aggressive treatments to prolong life, vast global inequities in palliative care
access, and high end-of-life medical costs have lead millions of people to suffer unnecessarily

at the end of life.

The Commission calls for public attitudes to death
and dying to be rebalanced, away from a narrow,
medicalised approach towards a compassionate
community model, where communities and families
work with health and social care services to care
for people dying.

Bringing together experts in health and social care,
social science, economics, philosophy, political
science, theology, community work, as well as
patient and community activists, the Commission
has analysed how societies around the world
perceive death and care for people dying, providing
recommendations to policy makers, governments,
civil society, and health and social care systems.

“The COVID-19 pandemic has seen many people
die the ultimate medicalised death, often alone but
for masked staff in hospitals and intensive care
units, unable to communicate with their families,
except digitally”, says Dr Libby Sallnow, palliative
medicine consultant and honorary senior clinical
lecturer at St Christopher’s Hospice and UCL (UK)
and co-Chair of the Commission, “How people
die has changed dramatically over the past 60
years, from a family event with occasional medical
support, to a medical event with limited family
support. A fundamental rethink is needed in how
we care for the dying, our expectations around
death, and the changes required in society to
rebalance our relationship with death.”

While palliative care has gained attention as a
specialty, over half of all deaths happen without
palliative care or pain relief, and health and social
inequalities persist in death.

Interventions often continue to the last days with
minimal attention to suffering. Medical culture, fear
of litigation, and financial incentives also contribute
to overtreatment at the end of life, further fuelling
institutional deaths and the sense that professionals
must manage death.

The Commission concludes that a fundamental
change to society’s care for the dying is needed.
It sets out five principles of a new vision for death
and dying:

1 The social determinants of death, dying and
grieving must be tackled, to enable people
to lead healthier lives and die more equitable
deaths.

2 Dying must be understood to be a relational
and spiritual process rather than simply a
physiological event, meaning that relationships
based on connection and compassion are
prioritised and made central to the care and
support of people dying or grieving.

3 Networks of care for people dying, caring, and
grieving must include families, wider community
members alongside professionals.

4 Conversations and stories about everyday death,
dying, and grief must be encouraged to facilitate
wider public conversations, debate, and actions.

5 Death must be recognised as having value.
“Without death, every birth would be a tragedy.”

www.thelancet.com/journals/lancet/article/
P1IS0140-6736(21)02314-X/fulltext
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Dementia is the most common cause of death in the UK. By 2040 it is estimated that annually
220,000 people will die with dementia, with many experiencing distressing symptoms like pain

and agitation. Access to good care for people with dementia towards the end of life is highly
unequal. In the UK, those who make decisions about care and develop policy do not have sufficient
information to deliver solutions to improve care that focuses on the person and their needs

or to plan future services, for which there will be increasing demand.

Empowering Better End of Life Dementia Care
(EMBED-Care) is a five-year collaboration between
researchers at the Cicely Saunders Institute, King’s
College London and University College London

to improve palliative care for people living with
dementia and their families by providing evidence
to change how care is provided for people of any
age with any type of dementia, to maximise their
quality of life. The intervention will prioritise comfort
and what is important to each person to ensure the
right services are in the right place at the right time.

Tofunmi Aworinde, one of the research team said:
“Funding from Cicely Saunders International has
enabled this research into a novel and important
area of dementia research. My research is
developing and testing an intervention to enhance
shared decision-making for people with dementia
at home and their family carers to improve

quality of life and care outcomes for people with
dementia.”

As part of the research programme, researchers
are also working with a digital company to develop
and validate an app for use on e-tablets and
smartphones. The app will be an electronic version
of iPOS — a assessment tool used by healthcare
professionals to assess symptoms, problems or
concerns, and identify and treat the cause using
overarching principals of good palliative care for
people living with dementia — such as managing
delirium, eating and drinking difficulties, pain, skin
care, sleep, spirituality issues, mobility, individual
wellbeing and family carer wellbeing.

So far the research has found that there are

many factors that influence whether eHealth is
successfully adopted and used, particularly in care
home settings where many people with dementia
live. There are 18 practical recommendations on
how to increase the chances of eHealth being
adopted and used successfully.

The full review is available to read: Gillam J, Davies N, Aworinde J, Yorganci E, Anderson J, Evans C. (2022)
Implementation of eHealth to Support Assessment and Decision-making for Residents With Dementia in
Long-term Care: Systematic Review. J Med Internet Res 2022;24(2):e29837. www.jmir.org/2022/2/e29837
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COVID-19 NEWS:

[he role of primary care
durng COVID-19

The COVID-19 pandemic is associated with the highest death rate in the UK for over 10 years.
Where people died also changed. Deaths at home increased by 67 per cent during the first wave
of the pandemic. They were 43 per cent above expected during the second wave. There was also
a sustained increase of 33 per cent above expected between the two waves.

We know little about the circumstances of these
deaths in the community during the pandemic.

The World Health Organization recognises palliative
care as core to the role of primary care. Primary
and community care services deliver the majority
of palliative and end of life care for people at home
and in care homes. These services adapted rapidly
as the numbers of people dying in the community
increased. They provided care to people with
highly complex needs at home, and to large
numbers of care home residents at the end of life.
The work has been challenging and associated with
emotional distress for clinicians and an increased
burden on family carers, particularly

the burden of increased responsibility.

However there are opportunities to use the
learning from this experience to build and sustain
new integrated ways of working. The pandemic
changed traditional ways of delivering services.
Technological solutions were rapidly adopted for
virtual consultations and online team meetings.
At a talk given at the Cicely Saunders Institute in
March 2022 Dr Sarah Mitchell, a GP from Sheffield,
highlighted the importance of building on positive
changes, such as online training, and multi-
professional partnerships. There is a need

for “clear, consistent and unified guidance to
include all members of the primary care team,
not just GPs.”

Mitchell S, Barclay S, Evans C, Sleeman K. Palliative and end-of-life care in primary care
during the COVID-19 pandemic and beyond. British Journal of General Practice 2022; 72 (714): 6-7.

DOI: https://doi.org/10.3399/bjgp22X7 18025
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\Vanaging treathlessness
N patients with lung disease

Research published last month demonstrates the need for better dissemination of guidelines
for the management of breathlessness. Researchers carried out an online survey of doctors
working in respiratory medicine and palliative care to find out how they managed chronic
breathlessness in patients with COPD (Chronic Obstructive Pulmonary Disease), Interstitial
Lung Disease and lung cancer. This is the first multinational survey conducted across Europe
to compare the experiences and attitudes of physicians in the management of chronic
refractory breathlessness in these conditions.

450 responses were analysed. Only 15 per cent of
respiratory medicine physicians and 17 per cent

of palliative care physicians reported that they

knew of and had read carefully any local, national

or international guidelines or recommendations on
palliative care for non-malignant respiratory diseases.

The results showed substantial differences in

the approach to clinical management of chronic
refractory breathlessness between specialties, and
between malignant and non-malignant lung disease.
The findings suggest that knowledge of clinical
practice guidelines influences evidence-based
treatment choices, but there was also evidence of
deviation from current recommendations, particularly
related to the use of benzodiazepines.

There is a need for randomized clinical trials of

new drug treatments, including antidepressants,

to clarify clinical efficacy and reduce ambiguities in
current practice recommendations. Most respiratory
physicians welcomed the opportunity for shared
care with palliative care colleagues.

The findings suggest a need for improved
dissemination and uptake of jointly developed
breathlessness management guidelines in order to
encourage appropriate use of existing, evidence-
based therapies. The lack of opioid use by
respiratory medicine, and continued benzodiazepine
use in palliative care, suggest that a wider range

of acceptable therapies need to be developed

and trialled.

Krajnik M, Hepgul N, Wilcock A et al. Do guidelines influence breathlessness management in advanced lung
diseases? A multinational survey of respiratory medicine and palliative care physicians. BMC Pulm Med 22,
41 (2022). https://doi.org/10.1186/s12890-022-01835-0
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COVID-19 NEWS:

The chaliznoe R AorkinG
N paliative care Auifg

a pandemic

The CovPall team has been analysing how working in a pandemic has affected palliative care
health professionals. They interviewed staff providing specialist palliative services between
November 2020 and April 2021 to explore their experiences during the COVID-19 pandemic.
Results showed that infection control constraints affected staff’s ability to provide care that
reflected their core values. This led to moral distress and continually managing this led to an
accumulation of distress, sometimes leading to burnout. Support from colleagues, and feeling
they were making a valued contribution, provided moral comfort for some.

As palliative care professionals used to dealing

with death and dying, palliative care staff may have
been less affected by the COVID-19 pandemic.
Nevertheless palliative care professionals have been
confronted with challenges outside their normal
comfort zone that have affected their ability to
provide care in accordance with their professional
values. For example infection control procedures

in hospitals and hospices impacted on how they
were able to care for dying patients, when family
visits were restricted or prohibited. Restrictions
also impacted staff’s ability to visit patients at home
and led to feeling that care was compromised.
Social distancing and staff shortages also led to

staff feeling unable to deliver their usual standard
of care. Sensitive conversations such as breaking
bad news were carried out remotely, and visiting
restrictions led to family disagreements which
proved challenging.

This research into the effect of the pandemic on the
wellbeing of palliative care healthcare professionals,
and how organisations responded to this challenge
has implications for healthcare systems generally,
giving an insight into how healthcare staff and
organisations can be better supported. The
researchers conclude that organisational, structural
and policy changes are urgently required to ensure
quality of care and retention of staff.

Bradshaw A, Dunleavy L, Garner |, Preston N, Bajwah S, Cripps R, Fraser LK, Maddocks M, Hocaoglu M, Murtagh FEM,
Oluyase AO, Sleeman KE, Higginson IJ, Walshe C on behalf of the CovPall study team. Experiences of staff providing
specialist palliative care during COVID-19: a multiple qualitative case study. Journal of the Royal Society of Medicine;

0(0) 1-11 https://doi.org/10.1177/01410768221077366
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Organiser India Tunnard said: “In 2021 we ran an
audit of our Patient and Public Involvement (PPI)
group and found that the group are mostly white
(75 per cent), women (70 per cent) and over the
age of 65 (50 per cent). This is not reflective of the
South London population we serve, therefore we
sought to take our first step in addressing the lack
of diversity within the group. We were delighted to
receive funding from the NIHR ARC South London
Involvement fund to hold a Community Outreach
event. The funding enabled us to hold the event

in a local community space with support from
three PPl members from South London and with

R~
Cicely Saunders

International

Better care at the end of life

Your volce matters

In March CSI researchers held an event at InSpire at

St Peter’s in Walworth, South London to hear from people
about their experiences of living with chronic health
conditions, and to explain how they can be involved

in research to ensure that healthcare research focuses
on the issues that matter to them.

refreshments. It was very important to us that we,
as researchers, went out to listen to the community,
rather than expecting them to come to us.

This was the first Community Qutreach event

held by the Cicely Saunders Institute and we

have learnt a tremendous amount. We are excited
to pursue the ideas we gathered for future events
and work, such as developing links with community
leaders. Going forward, we plan to hold this type
of event more regularly to establish relationships
with our local community.”

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. ..



