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I am sometimes struck, rather sadly, by the number of people I know who have been 
diagnosed with a very serious illness from which they may not make a full recovery. A 
consequence of my stage of life, of course. But also, more positively, a consequence of 
the extraordinary developments in the understanding of such illness, and of diagnostic 
techniques, that we have seen in our lifetimes. All reflecting the massive and productive 
investment that our society has made in the science that makes this understanding, and 
diagnosis, possible.

What attracted me to become a trustee of Cicely Saunders International, however, is 
my interest in a different kind of scientific research. The science that enables you to stay 
independent, for as long as possible, even if you are diagnosed with a terminal illness. The 
science that helps you to stay at home.

I think this is what most of us would want – the ability to stay in our home for as long as 
possible, even if we are very ill. And of course there are many organisations that provide 
the support to do just that.

But what CSI is about is the scientific research that develops our practical understanding 
of how to support the physical and emotional needs of people at home with a terminal 
illness, and their caregivers. This is now a well established field of research, spanning 
several different disciplines. It has the potential to make an enormous practical difference 
to end of life care. 

I hope that through CSI we can help to widen the understanding of 
this research, and encourage people to support it. 



Baroness Ilora Finlay delivers Cicely Saunders 
International Annual Lecture

In her lecture, Baroness Finlay reviewed 
evidence on the effects of various types of 
‘assisted dying’ legislation from around the 

world, as well as the consequences of The 
Health and Social Care Act (2012) on hospice 
and palliative care in England. The lecture 

On 4th May 2016, Baroness Finlay of Llandaff delivered her lecture ‘Unintended 
consequences of legislation at the end of life’ at the Cicely Saunders Institute.

Government response to the Choice Review

These are:
• honest discussions between care 

professionals and dying people;
• dying people making informed choices 

about their care;
• personalised care plans for all;
• the discussion of personalised care plans 

with care professionals;
• the involvement of family and carers in 

dying people’s care;
• a key contact so dying people know who 

to contact at any time of day.

In the foreword to "Our Commitment to You 
for End of Life Care" Mr Gummer said: “Whilst 
we have a proud tradition of palliative care 
in this country, most notably the modern 
hospice movement founded by Dame Cicely 
Saunders, we all know that good care for the 
dying is far from universal ... Our commitment 
is that every person nearing the end of their 
life should receive attentive, high quality, 
compassionate care, so that their pain is 
eased, their spirits lifted and their wishes 
for their closing weeks, days and hours are 
respected. We shall ensure that all the needs 
of the dying person – spiritual, physical and 
familial – are provided for in a way that is as 
that person and those closest to them wish 
them to be ... Cicely Saunders was articulating 
an ancient truth when she described her 

On 5th July 2016 Health Minister Ben Gummer MP launched the long-awaited 
government response to the Review of Choice in End of Life Care - six commitments to 
the public which aim to end variation in end of life care across the health system by 2020.

mission: that ‘we should see the last stages 
of life not as a defeat but as life’s fulfilment’. 
A good death – peaceful, dignified, reflective, 
compassionate, in the loving embrace of 
those closest to the dying person – is already 
a happy end for hundreds of thousands of 
people across our nation. In making this 
commitment, we make that promise universal, 
so that every dying person in England can live 
in anticipation of a good death”.

Alongside coalition partners Hospice UK, 
Macmillan, Sue Ryder, Marie Curie, MND 
Association and National Council for 
Palliative Care, Cicely Saunders International 
will continue to press for delivery of the 
government’s commitment and work with 
David Mowat MP, the newly appointed 
minister with responsibility for end of life care, 
and with Jo Johnson MP, the Universities 
Minister, to deliver these commitments and 
make high quality palliative care available to 
everyone who needs it.



L-R: Professor Sir Robert Lechler; Baroness Finlay 
of Llandaff; Mr John McGrath; Professor Irene 
Higginson.

Researchers based at the Cicely Saunders 
Institute and Royal Brompton & Harefield 
NHS Foundation Trust have found that 
patients with COPD respond favourably to 
rehabilitation. In some cases frailty can be 
reversed.

The findings have wider implications for 
treating frailty. Frailty increases your risk of 
becoming dependent on others. It affects an 
estimated one in every 10 people aged over 
65 years and is associated with a greater risk 
of falls, disability, hospitalisation and death. 
Although frailty is usually linked to age-related 
decline, chronic diseases like COPD can 
accelerate the rate of decline and hasten a frail 
state.

Pulmonary rehabilitation targets many 

highlighted how laws influence the provision 
of healthcare services. Inequities in access to 
palliative and hospice care services prompted 
Baroness Finlay to sponsor The Access to 
Palliative Care Bill. The Bill passed its 3rd 
reading in the House of Lords in February 
2016 but has not received government 
support in the Commons. 

The lecture was presented to over 200 people 
in 7 countries. Professor Sir Robert Lechler, 
Executive Director, King’s Health Partners 
and Vice Principal for Health, King’s College 
London, welcomed over 100 guests to the 
Cicely Saunders Institute in London, including 
representatives from the media, policy makers 
and service planners, academics, health care 
practitioners, patients and carers. Audiences 
from partner sites across the UK, Europe, the 
USA and Uganda also watched the lecture 
live. Partner sites included: University of 
California San Francisco (UCSF), USA, African 
Palliative Care Association (APCA), Uganda, 
Arcispedale Santa Maria Nuova IRCCS, 
Reggio Emilia, Italy, Our Lady’s Hospice and 
Care Service and The All Ireland Institute of 
Hospice and Palliative Care (AIIHPC), Dublin, 
Northern Ireland Hospice, Belfast, Cardiff 

University, Wales, Marymount University 
Hospital & Hospice, Cork, Sir Michael Sobell 
House Hospice, Oxford and St Catherine’s 
Hospice, Preston.

The lecture received media coverage in The 
Daily Telegraph, in an article about the need 
for better end of life care in the UK http://
www.telegraph.co.uk/news/2016/05/07/
unacceptable-failures-in-end-of-life-care-at-
nights-and-weekends/.

All Cicely Saunders International lectures are 
available to watch online at: http://www.kcl.
ac.uk/lsm/research/divisions/cicelysaunders/
newsevents/Annual-Lectures.aspx

Research news: frailty can be reversed
components of frailty including slowness, 
fatigue, weakness and physical inactivity, 
providing a more holistic approach to improve 
overall health. It is thus highly effective 
not only in improving symptoms such as 
breathlessness, but also in boosting physical 
function and health status more generally.

The study shows how frail patients can be 
supported with more comprehensive and 
tailored programmes. Frailty programmes are 
being piloted within healthcare services for the 
elderly, but there is scope to help many more 
people.

Dr Matthew Maddocks, Cicely Saunders 
International Lecturer for Older People said: 
“Frailty affects one in ten over-65s, and 
one in four over-80s. We now have a good 



Taking patient and public involvement online
Researchers Sophie Pask and Lisa 
Brighton introduce the first online patient 
and public involvement forum for palliative 
care and rehabilitation research.

Patient and public involvement is becoming 
increasingly recognised as a crucial part of 
the research process. However, collaboration 
through face-to-face methods is not always 
possible for those who would like to be 
involved and contribute.

In response to this challenge, the Cicely 
Saunders Institute has recently developed 
an online Public Involvement Forum: www.
csipublicinvolvement.co.uk, in collaboration 
with their existing patient and public 
involvement members. This new forum 
is the first of its kind in palliative care and 
rehabilitation research.

Through the forum patients, families, and 
members of the public can collaborate with 
researchers and shape research at the Cicely 

Who can join, and how?
Anyone can become a member. If you would like to get involved, please register at:  
www.csipublicinvolvment.co.uk

If you have any questions about this new online forum, please contact Sophie Pask or  
Lisa Brighton at csi.ppi@kcl.ac.uk.

Saunders Institute. Members can become 
involved in specific research projects, or join 
general discussions about palliative care and 
rehabilitation research. They will be able to 
shape research from initial stages, such as 
research topics, all the way through to how 
results are disseminated to the public.

understanding of how to measure frailty 
through various tests, and our latest study 
shows that a combination of exercise training 
and education can help to reverse this in many 
people. Although pulmonary rehabilitation is 
aimed at people with respiratory problems, 
it involves working the arms and legs to 
strengthen the muscles, and uses walking 
and cycling to improve fitness and balance. 
This model could be adapted to benefit older 
adults in other healthcare settings.”

Maddocks M, Kon SSC, Canavan JC, 
Jones SE, Nolean CM, Labey A, Polkey MI, 
Man WD. Physical frailty and pulmonary 

rehabilitation in COPD: a prospective 
cohort study. Thorax. doi:10.1136/
thoraxjnl-2016-208460. Epub 2016 Jun 13.



Please contact Sian Best, Administrator, on 020 7848 5580 to subscribe/unsubscribe  
to this newsletter. It is also available on our website – www.cicelysaundersinternational.org

News
Dame Cicely Saunders Archives catalogue 
now available online

Dame Cicely Saunders bequeathed her 
archives to her alma mater King’s College 
London. Following work by archivist Chris 
Olver, the catalogue can now be viewed on 
the King’s College London website: http://
www.kingscollections.org/catalogues/kclca/
collection/s/10sa88-1/ 

Chris says: “The main challenge I faced 
during the project was acclimatising to the 
sensitive nature of a considerable number 
of the papers within the collection. Difficult 
subjects that they explored will not be new to 
those who are familiar with her work – death, 
bereavement, grief, suffering, loss, pain and 
the right to die. And it was hard not to be 
moved sometimes when coming across a 
particularly affecting letter, especially about 
her own bereavements that fuelled her work 
and the creation of St Christopher’s.

Yet, even though some of the archives 
record moments of individual suffering and 
sadness, they also reflect many accounts of 
uplift, salvation, love and kindness and one 
cannot come away without having a great 
deal of admiration for Saunders, her staff and 
institutions involved in delivering end of life 
care.”

Breathlessness research – most cited in the 
Lancet

The breathlessness research programme at 
the Cicely Saunders Institute is supported by 
Cicely Saunders International. Researchers 
at the Cicely Saunders Institute were 
delighted to learn that their research study 
An integrated palliative and respiratory 
care service for patients with advanced 
disease and refractory breathlessness: 
a randomised controlled trial is on the 
Lancet Respiratory Medicine’s ‘most cited’ 
list.

Breathlessness is a common and distressing 
symptom, which increases as disease 
progresses, and is difficult to manage. 
Researchers assessed the effectiveness of 
early palliative care and found that patients 
with breathlessness who received early 
palliative care had improved quality of life 
and survived longer. The team’s findings 
provide robust evidence to support the early 
integration of palliative care for all patients 
with breathlessness, irrespective of their 
underlying condition. 

New Clinical Training Fellowships

Dr Simon Etkind and Dr Natasha Lovell have 
been awarded clinical training fellowships at 
the Cicely Saunders Institute.

Simon and Natasha previously completed 
NIHR Academic Clinical Fellowships at the 
Institute and are now moving to the next 
stage of their training. Simon will be working 
on the IARE (International Access, Rights, 
and Empowerment) II project. This project, 
funded by The Atlantic Philanthropies and 
Cicely Saunders International, will consider 
how older people with non-cancer diagnoses 
access palliative care. Natasha will be 
working on the BETTER-B Trial looking at 
drug treatments in refractory breathlessness. 
This project is funded by Marie Curie and 
Cicely Saunders International.



THANK YOU VERY MUCH FOR YOUR SUPPORT

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, tel: 020 7848 5580 or email:  
sian.best@cicelysaundersinternational.org

Supporting Cicely Saunders International

Making a Gift to Cicely Saunders International

(Mr/Mrs/Miss/Other) Name

Address

 Post code

I 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)

Starting on (please make this date one month from now)

Until further notice and debit my account number

Bank sort code

Signature

To the Manager (bank name)

Address

 Post code

Please send to HSBC, 60 Queen Victoria Street, London EC4N 4TR.  
Sort Code 40-05-30. For the credit of Cicely Saunders International, Account No 62122669

I am a UK tax payer and I wish Cicely Saunders International to reclaim tax on this donation and all future 
donations I 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.


