Winter 2017-18

CSINEWS

news from cicely saunders international

I_n\

Tm

You matter because you
are you. You matter to the
last moment of your life,
and we will do all we can
to help you, not only to die
peaceftully, but to live until
you die.

This quote from Dame Cicely
Saunders is one of the most
famous quotes in palliative care,
and encapsulates the message,
now widely accepted all over
the world, that palliative care

is about living. The quote is
inscribed at the entrance to the
Cicely Saunders Institute, where
it greets everyone entering the
building.
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Cicely Saunders
International

Better care at the end of life
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Cicely Saunders International was founded by Dame
Cicely Saunders to establish a purpose-built research
institute, the Cicely Saunders Institute, and carry

out research to identify and promote best practice in
palliative care.

One of the challenges for palliative care in the years ahead
is to train enough healthcare professionals to meet the rising
demand for palliative care. In this edition of our newsletter
medical student Gabby Farrar reflects on her elective at the
Cicely Saunders Institute.

And you can read about our open letter to the UK health
minister pressing for change so we can ensure that high
quality palliative care is available to everyone who needs
it, wherever they are cared for.

2018 is the centenary of the birth of Cicely Saunders.

In this edition we have a message from our Life President,
Christopher Saunders, reflecting on his sister’s legacy.

You can find out how our latest fundraising challenge to
transform care for older people is carrying Cicely’s vision
into the future. We want to pioneer research to ensure that
all people can live well, free of symptoms and with dignity.

John B McGrath
Chairman, Cicely Saunders International

www.cicelysaundersinternational.org @CicelySaunders1



CAMPAIGN NEWS:

Open letter
[O government
minister

Leading UK charities issue open letter calling for the
government to improve care of dying in England

Charities have expressed concern following “All we needed was someone to talk to, to explain
the publication of the government’s One Year what was going to happen and what our options
On report, which marks the first anniversary of were but there was nothing like that. | just got sick
its commitment to improve end of life care. In of being fobbed off and | think things would have
response, the End of Life Care Coalition, made up been even worse if | wasn’t there to speak up for
of six leading charities, including Cicely Saunders my dad.

International, has issued an open letter, highlighting
the disappointing lack of progress to date, and
calling on the new Minister, Jackie Doyle-Price, to
keep to the commitment and address the urgent
issues facing dying people in England.

“All my dad wanted was to die at home where he
felt comfortable and could be with the people he
loved but it was a real struggle to get him out of
the hospital. When dad finally was able to leave,
it was down to my mum and me to make all the

Julie Coombes, 35, whose father Paul died in arrangements, including sorting out a wheelchair

October 2015, said “Dad had originally been in and making sure he had a bed for when he

hospital with a bad back and stomach pains when couldn’t move.”

he was told that he had been misdiagnosed and

actually had terminal cancer. It was just a five

minute chat, if that, and after, nothing. Dad had
already been in hospital for two months before he
was told, and another month afterwards. He just
felt so isolated and alone there with no support at Read more at: endoflifecampaign.org/
all. He went into depression which | wouldn’t wish

on anyone but especially a person having to deal

with being terminally ill.

Cicely Saunders International and its partners in
the End of Life Care Coalition are campaigning to
ensure that specialist palliative care is available for
everyone who needs it, wherever they are cared for.
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RESEARCH NEWS:

[he challenges
of COFD

Researchers based at the Cicely Saunders
Institute urge healthcare professionals and
policymakers to pay particular attention

to improving access to palliative care for
patients with chronic obstructive pulmonary
disease (COPD) and their families.

Research published in The Lancet, demonstrates
how palliative care improves outcomes for patients
with COPD. Owing to the unpredictable nature of
the condition, palliative care should be integrated
early into respiratory, primary care and rehabilitation
services.

Expert palliative care offers pharmacological

and non-pharmacological interventions for
breathlessness, pain, cough, fatigue, depression
and social and spiritual concerns. Training and
support for clinicians is needed to enable early
detection and management of symptoms.

This research is part of the Breathlessness
Programme at the Cicely Saunders Institute,
funded by Cicely Saunders International.

Maddocks M, Lovell N, Booth S, D-C Mann W, Higginson IJ.
Palliative care and management of troublesome symptoms
for people with chronic obstructive pulmonary disease. The
Lancet Vol 390. 988-1002 September 2, 2017.

RESEARCH NEWS:

Care homes
could overtake
nospitals as
MOSt cCoMmMon
olace to die

Researchers at the Cicely Saunders Institute
have found that deaths occurring in care
homes in England and Wales could more than
double in the next 25 years if recent trends
continue.

They argue that investment is urgently needed to
ensure all care homes are prepared to support
residents as they reach the end of their life. Without
significant investment, they believe that the extra
deaths are likely to occur in hospital instead.

The study shows that the number of people dying
in care homes is increasing, while the number of
people dying in hospital declines. Death at home is
also slightly more common. This is in line with most
people’s wish to die in the place they usually live.

“The projected rise of deaths in care homes is
striking and warns of the urgent need to ensure
adequate bed capacity, resources and training
of staff in palliative care in all care homes in the
country”, said lead author Anna Bone, researcher
at the Cicely Saunders Institute, King’s College
London.

Bone AE, Gomes B, Etkind S, Verne J, Murtagh FEM, Evans
CJ, Higginson IJ. What is the impact of population ageing
on the future provision of end-of-life care? Population-based
projections of place of death. Palliative Medicine. Article first
published online: October 10, 2017.
https://doi.org/10.1177/0269216317734435
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RESEARCH NEWS:

[he preferences of older adults
recelving paliative care

Research teams based at the Cicely Saunders Institute, Mount Sinai Hospital in New York, and
Trinity College Dublin have been investigating the choices and preferences of older adults to see
how these compare across the three countries and what factors influence preferences for place of

care and treatment, and the actual site of death.

The work is part of the BuildCARE programme
funded by The Atlantic Philanthropies via Cicely
Saunders International.

Achieving choice is perceived as a marker of
quality. But the influences that shape these
preferences are poorly understood, especially
among older adults. Researchers decided to
determine and compare factors associated with
preferences for place of care and death, with actual
place of death, to see if their preferences were
being met.

Home was the most common first preference.
However it is polarising. For 16% it is the least
preferred. Inpatient palliative care unit was

the second most preferred place. It was rarely
least preferred, and was not often achieved for
those who wanted to die there. More services
are needed, particularly community support
and palliative care units, to support meaningful
patient choice.

Social and clinical determinants of preferences and their achievement at the end of life: prospective cohort study of older adults
receiving palliative care in three countries.Higginson IJ, Daveson BA, Morrison RS, Yi D, Meier D, Smith M, Ryan K, McQuillan
R, Johnston BM, Normand C; BuildCARE. BMC Geriatr. 2017 Nov 23;17(1):271. doi: 10.1186/s12877-017-0648-4.

Read more about this research online at http://bit.ly/2A2cJsP
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Here we remember her continuing leg

to continuing her work to ensure that h

care is available to everyone who needs it, where :
are cared for, in hospice, hospital or at home.
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Rememoering Cicely

By Christopher Saunders, Life President

2017 has been the 50th anniversary year of the modern hospice movement - so it’s time to
reflect on the contribution of my sister, Cicely (Dame Cicely Saunders OM, FRCP, MA, SRN).
She was the pioneer of hospice care and made it accepted as a new medical specialty.

Cicely initiated and led the modern hospice
movement with tremendous drive and
determination for over 40 years. She first qualified
as a nurse, and then as a lady almoner. She also
got an Oxford degree in social sciences (PPE).
While working as an almoner, she saw how the
terminally ill were ignored and neglected, and,

with her combination of professional qualifications,
she was sure she was in a position to change

this situation. But she was told that she wouldn’t
succeed unless she became a doctor — so entered
medical school at the age of 31. After qualifying,
she carried out research into the care of the dying,
and put together her plans for a new kind of
hospice. And later, in her 70s, she founded Cicely
Saunders International, the only charity in the world
dedicated solely to research and improvement in
palliative care.

Cicely came a long way from being a six-foot tall,
shy, very intelligent girl, feeling a bit of an outsider,
to being one of the very remarkable people who
have changed the care of the terminally ill.
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But challenges remain. The need for palliative care
has never been greater, and is increasing rapidly.
People are living longer because we’re better at
tackling acute disease, the very oldest people
often experience multiple chronic diseases, such
as heart failure, respiratory failure and cancer.
Each iliness brings specific symptoms, including
pain, breathlessness and fatigue. As well as
physical suffering, helplessness, loneliness and
marginalisation can too often become part of the
final phase of life.

With King’s Health Partners, a major centre of
clinical and academic excellence, we are seeking
to establish a new Chair in Palliative Care.

We’ve secured a major pledge from a charitable
foundation towards establishing the Chair, but we
must match-fund the remaining amount in order to
release the donation. Cicely Saunders International
enters the centenary year of her birth energised
with the spirit of Cicely to meet this challenge. I'm
sure she would be whole-heartedly behind the
drive to raise the funds for the Chair and make a
difference, just as she did herself 50 years ago.




Cicely was affectionately called ‘Hurricane Cicely’
by a Canadian doctor, Balfour Mount, who came to
St Christopher’s Hospice soon after he qualified to
learn about her work and the hospice. He became

one of the early pioneers inspired by Cicely.

Dr Mount later said “The Hospice Movement has
done something dramatic to medicine, in that it is
putting the patients back at the centre of care, and
regarding them as whole people.”

The following article is an extract from an interview of Dr Balfour Mount by Devon Phillips
published on the website of Palliative Care McGill, McGill University, Canada, and published here

with permission.

Q: When did you first meet
Cicely Saunders?

A: | remember the millisecond!
| heard of St. Christopher’s
Hospice in London through the
Elizabeth Kubler-Ross book,
On Death and Dying, published
in 1970. | phoned Dr. Saunders
at St. Christopher’s Hospice.

| visited in the second week of
September 1973. | was deeply
impressed by St. Christopher’s,
by Cicely, Mary Baines,
Thérese Vanier, Tom West and
the galaxy of superstars she
had assembled, including the
wonderful nursing staff.

Q: It sounds like Cicely was a
very strong character and also
a good friend.

A: Both! She was a very strong
leader, a clear thinker, discerning,
and had a good sense of
humour. She was insightful, and
she knew what she wanted and
she got it, but not without a lot of
hard work. Her other remarkable
advantage was that she started
out as a nurse and then became
a social worker and then, so

that she could fulfil her dream,
she went to medical school and
became a physician. So she was
a one-person team! This gave
her a broad experience with the
whole person needs of both
patient and family. We became
very close friends.

Q: What was Cicely Saunders’
most important contribution to
end-of-life care?

A: Her most significant
contribution was the concept

of ‘total pain’, based on

her observation that while
suffering may be related to the
pathophysiology of the disease,
it is always modified by the
psychosocial, existential and
spiritual aspects of suffering.
This was a major breakthrough.
In terms of the control of pain,
one needed to consider each of
those domains, and if you did,
you could almost always get total
pain control. Also important was
her observation that the patient
and family need to be considered
together as the unit of care.
These are Cicely’s enduring
contributions; so much flows
from them. This thinking was
and still is revolutionary in the
healthcare system a half century
after Cicely wrote about it.

How would | summarize Cicely’s personality in a few words? Visionary,
charismatic, empathic. Not one to suffer fools gladly, but loyal and
supportive. In my case, enabling me to develop latent talents, and

go on to enjoy an immensely rewarding and fulfilling career.

Dr Robert Twycross

I've met kings, prime ministers and movie stars — but I've never felt so
honoured to interview anybody as this inspirational, glorious woman.
Lynda Lee-Potter in the Daily Mail 26 February 2000
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Dame Cicely’s legacy was brought to life in a project created
by artist Caroline McCarthy for the Cicely Saunders Institute
of Palliative Care.

Friends, family, colleagues, associates and supporters of Dame
Cicely were invited to contribute to the project by sending, via emall,
a photograph of a lamp turned on in their home. The response, from
many parts of the world as well as from the UK, indicated the breadth
of Dame Cicely’s impact and her continued influence both at home
and internationally.

Displayed throughout the Institute, and on the dedicated project
website, the contributed photographs express the idea of bringing
light and also something of every contributor’s home into the building.

Light and the notion of ‘home’ were central to Dame Cicely’s concept
of a suitable environment for palliative care.

Further information about the project, is available on the Light
for Cicely website, where the photographs and accompanying
descriptive texts from each contributor can be viewed. Please
visit cicelysaundersinternational.org/LightForCicely

A hardback book was published containing all the photographs

and accompanying text. Please contact Sian Best on

+44 (0)20 7848 5580 or sian.best@cicelysaundersinternational.org
for more details.
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Dr Mary Baines

Emeritus Consultant at St Christopher’s
Hospice. Friend of Dame Cicely since
student days at St Thomas’ Hospital

This light was known to Cicely, who
often came to have supper in our home
and chat afterwards, more often about
theology than medicine.

Having been a medical student with her,
she invited me to join her on the staff of
St Christopher’s and, very fearfully, | did
so in 1968.

For the first two years St Christopher’s
was only for inpatients but, in 1969, Cicely
told Barbara McNulty and me to start the
Home Care service, the first of its kind.

From such a small beginning, | have been
privileged to see Cicely’s vision develop
into a worldwide movement affecting the
life and death of millions.

Dr Richard Scheffer

Met Dame Cicely as a medical student in
Cape Town in the 1970’s and later worked
at St Christopher’s Hospice as registrar
and Senior Registrar from 1985-88

This is the floor light in our conservatory —
the entrance to our home.

I especially enjoy it’s warm inviting glow
when | am outside looking in on a cold
dark evening.



Clcely saunders Institute
Open House
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On 16th September 2017 The Cicely Saunders Institute opened its doors to the general public
as part of the London Open House weekend.

Over 60 members of the public attended and were The event showed how members of the public can

able to explore the building in a guided tour, take take part in active and exciting research projects.
part in games and quizzes, meet CSI researchers If you would like to find out more about getting
and the artists who contributed to the building, and  involved in our research, please contact the team
visit the Macmillan information centre. at csi.ppi@kcl.ac.uk

R

Cicely Saunders
International

Better care at the end of life
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Celebrating

CSINEWS Winter 2017-18 9



VIsSItors.aeearming
rom the experts

By Gabby Farrar, a 5th year medical student

In medical school, we are taught to classify things: systems of the body, specialities, medicine
versus surgery, and so on. Such classifications are very well defined, and it can be seen as out

of the ordinary to question these.

Palliative care is different, as | learnt whilst on
elective at the Cicely Saunders Institute, King’s
College London. It is not simply associated with
the physical symptoms (which, according to one
consultant, are often the more straightforward part
of a patient’s care) but the spiritual demands, the
psychosocial aspects, and the affirmation of life,
by helping patients to live as actively as possible
through to death. It is truly, in @ way that | had not
previously experienced, holistic.

Throughout my previous teaching experiences
on palliative care, | learnt about morphine

and alternative opioids, about midazolam for
restlessness, and antiemetics. | spent a day in

a hospice, and although this was excellent for
learning about pharmacological methods of
treatment, my spiritual education was limited to a
few minutes in a lecture theatre. The inconsistent
amount of time given to medical students to
consider the role of spirituality in healthcare
perhaps reflects that spirituality itself is a slightly
nebulous term. What is the relationship between
good spiritual care and a good death? Does
everyone need spiritual care or is it a reserve of the
intensely religious? What actually does spirituality
mean?
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Having observed the palliative care team at work

| now recognise the need to build up a rapport
with a patient before considering spiritual matters.
Sometimes, such an approach can involve
beginning at the ‘end’ with the social history of the
patient. This has been surprising for me: at medical
school we are taught a certain, set-in-stone route
for taking histories that has been drilled into our
heads. Witnessing palliative care professionals
undergoing a seamless transition from, what a

lay person might see as idle chit chat and laughter,
to a serious and intense discussion about the
person’s final wishes, was illuminating.

The amount of palliative care education varies
considerably throughout medical schools in the UK.
According to surveys, the UK appears to flounder
in terms of what we expect our junior doctors to
be able to do, and what we are training doctors to
do, at the end of life. | feel privileged to have been
given the opportunity to spend time at the Cicely
Saunders Institute. | hope that | will understand a
little more about what to say and what to do when
faced with challenges in my foundation years. No
matter what, | have learnt a great deal about the
care of people at the end of life that will serve me
well in my future career as a doctor.



Cicely
Saunders
Nnternationa
Annual Lecture
2017

Staff, students, researchers, clinical colleagues
and funders were joined online by palliative
care research teams in the UK, Italy, Ireland,
Northern Ireland and USA to hear Dr David
Kissane, of Monash University, Australia deliver
a lecture entitled Hope Value and Meaning
Counter Demoralization to Sustain Patients,
Families and Care Team.

Dr Kissane demonstrated how demoralization
differs from depression. Demoralization, defined as
a mental state of lowered morale and poor coping,
and characterized by feelings of hopelessness,
helplessness, and loss of meaning and purpose

in life differs from depression. Both demoralization
and depression are treatable, but treatments differ.
Demoralization can be contagious — palliative care
staff and families can be deeply affected by the
strain of care, with clinician ‘burn-out’ being a form
of demoralization.

Dr Kissane also highlighted the impact of
demoralization on capacity to consent. Strong
faith can protect against demoralization and
spiritual interventions may help. ‘Meaning-based’
coping can make a prominent contribution to
positivity and resilience: meaning is central to
concepts of distress. Dr Kissane said “Sadness,
grief and acceptance of death are normal in the
cycle of dying, but this is different from complete
demoralization”.

The systematic review is available at:
www.ncbi.nlm.nih.gov/pubmed/25131888

Cicely Saunders International Annual Lectures are
available on the Institute’s YouTube channel:
www.youtube.com/user/CSIKCL

—undraising
Campaign
for the 21st
Century: Can
VOU Nelp us
reach our
target”

Professorship in Palliative Care - Supporting
Older People

Demographic changes mean we are living longer,
and will need support to live well with multiple,
long-term conditions. We need a rapid expansion
in education and training to sustain a skilled multi-
professional workforce, and robust, scientifically
tested treatments, and well organised services,
to deliver the best quality of life for older people in
their later years.

Thanks to a generous pledge from the Kirby Laing
Foundation, we are now aiming to raise matching
funds so we can deliver this expansion. Cicely
Saunders International is calling on its supporters
to help us reach our target and release further
matched funding.

You can fundraise for us on the Virgin Money Giving
website, by creating a fundraising page in memory
of someone special, or running a sponsored event,
and you can also give online at Everyclick. Or you
can use the form on the back of this newsletter.

Every donation will go towards supporting our work
and translating our vision into action.

Contact our administrator Sian Best
sian.best@cicelysaundersinternational.org
for further information or see our website
www.cicelysaundersinternational.org
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Supporting Cicely saunders International

Cicely Saunders International relies entirely upon the charitable support of foundations, companies and
generous individuals to carry out its programme of world-class research and education. We would like to
thank our past and current donors and would also like to encourage new donors to support our work. If
you want to make a donation by cheque or a regular commitment by standing order, please complete this
form and return it to:

Sian Best, Cicely Saunders International, Cicely Saunders Institute, Bessemer Road, London SE5 9PJ
Telephone: 020 7848 5580 or email: sian.best@cicelysaundersinternational.org

Making a Gift to Cicely Saunders International

MR/MRS/MISS/OTHER NAME

ADDRESS

POSTCODE

| would like to make a donation to Cicely Saunders International and enclose a cheque for £
Or

Please pay Cicely Saunders International £ each month/year (delete as appropriate)
Staring on (please make this date one month from now)
Until further notice and debit my account number

Sort code

SIGNATURE

TO THE MANAGER (BANK NAME)
ADDRESS

POSTCODE

Please send to HSBC, 60 Queen Victoria Street, London EC4N 4TR.
Sort Code 40-11-60. For the credit of Cicely Saunders International. Account No. 80588318

| am a UK tax payer and | wish Cicely Saunders International to reclaim tax on this donation and all future
donations | make to the charity or until further notice.

Thank you for your gift. All donations will be acknowledged unless you tick here.

Cicely Saunders International is a registered charity, No.1087195.

Thank you for your support... @ moneygiving



