
Thanks to courage, inspirational words, and the hard 
work of Dame Cicely Saunders, hospice and palliative 
care is now an important part of medical care worldwide. 
I am deeply thankful for her leading a movement that 
has impacted countless number of persons. At the 35th 
anniversary of the founding of St. Christopher’s Hospice, 
Dame Cicely Saunders spoke these words that I take 
great inspiration from for my own research and life. It is 
fundamental to high quality hospice care. Our success is 
not based on a building, but truly understanding the needs 
of dying patients and their family by creating a plan of care 
that addresses those needs and ensuring the health care 
system has the capacity to meet those needs. Our success 
is not based on profit margins, but improving the quality of 
care of dying persons and those who care for them. That is 
the work of the Cicely Saunders Institute – not being afraid 
to ask the hard questions and developing interventions that 
meet the needs of all persons of all ages, race, ethnicity, 
and socio-economic status. Our world is changing – we 
should to be open to the challenge and not forget what 
really matters is “the absolute priority of patients' own 
views on what they need.” 

Joan M Teno, MD, MS
Professor of Medicine 
University of Washington 
International Scientific Expert Panel 
at Cicely Saunders International 
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     …commitment to 
openness, openness 
to challenge, and the 
absolute priority of 
patients’ own views on 
what they need…  

Dame Cicely Saunders

❞

❝



Global Action on Palliative Care

In December 2016 Professor Irene Higginson, 
Scientific Director of Cicely Saunders 
International, and Dr Richard Harding, Reader 
at the Cicely Saunders Institute, attended a 
Salzburg Global Seminar on “Rethinking Care 
Toward the End of Life”. The 60 participants 
were drawn from all regions of the world and 
included health and social care leaders and 
practitioners, patient advocates, innovators, 
ethicists and policymakers, along with 
representatives of civil society, the media and 
other stakeholders in the debate. Discussion 
focused on urgent global priorities, identifying 
best practice and patients’ preferences and 
the importance of public engagement and 
debate in ensuring that innovation and the 
most effective use of resources translate 
across national borders and across the social 
spectrum. 

Participants related their own experiences and 
challenges in providing palliative and end of 
life care in different contexts. Key outputs from 
the seminar will include a global campaign 
to raise debate and new approaches to 
education and measurement. 

Salzburg Global Seminar is a non-profit organisation that hosts 
programmes on global topics as diverse as healthcare, education,  
culture, economics and geopolitics. 

Newsletters from the seminar are available 
here: http://www.salzburgglobal.org/fileadmin/
user_upload/Documents/2010-2019/2016/
Session_562/SalzburgGlobal_562_End_of_Life_
Care_Newsletters.pdf

I think health care has to change to keep up 
with aging populations, treatments that keep 
people alive longer, and it should start looking 
after people with mixed conditions as the norm, 
not the exception. Palliative care needs to be 
adjusted to follow these changes – it should 
become mainstream, not just an additional luxury. 
Palliative care should help people live well, by 
adding life to years, and health to years rather 
than just prolonging dying. I think to get there we 
need a complete turnaround in how we think of 
health care.

”
Professor Irene Higginson

Cicely Saunders Institute, King’s College London
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A central theme at the session 
Rethinking Care Toward the End of Life 
has been how to provide people with 
a “good death,” understood by many 
to be dying in comfort, surrounded by 
loved ones, in a familiar place. 

Elizabeth Namukwaya, palliative 
care physician and senior lecturer at 
Makerere University College of Health 
Sciences, has important insights into 
what makes Uganda a good example 
of a community-based approach to 
providing a “good death,” but also 
highlights some obstacles to the wider 
implementation of the approach.

Namukwaya begins by stating just 
how important palliative care is: “We’re 
all definitely going to die, and it would 
be tragic to have a very good life, but 
have it end in severe distress.” This is 
what she’s working to prevent, but in 
Uganda, this comes with challenges. 

“We don’t have so many resources, 
especially in terms of doctors,” says 
Namukwaya. “Our doctor-to-patient 
ratios are very bad, and we have very 
few trained people, such as nurses.” 
This lack of resources has meant the 
health care system, and especially 
the palliative care field, has adapted 
and developed differently to those 
in the West, with a greater focus on 
community-based care.

Many participants and panelists of 
Rethinking Care Toward the End of 
Life expressed a belief that a stronger 
focus on community-based care could 
be beneficial to giving people a “good 
death,” and Namukwaya attests to this: 
“The community care that Uganda 
provides is strong – we have a well-
developed sense of community.” The 
result of this is that “people look after 
each other, especially for home-based 
care.” She has seen how “someone in 
your community is likely to understand 
your needs better than some stranger,” 
which means care at the end of life is 
less likely to cause distress. 

“Doctors and nurses don’t spend most 
of the time with the patient – it’s the 
community that lives with the patient,” 

she adds. “Therefore, we should 
empower the community to provide the 
care for themselves; decisions should 
be made at the community level. This 
is also likely to cut a lot of costs within 
the health system.”

She believes this is where Western 
countries, with very advanced but 
often impersonal health care systems, 
could learn from Uganda’s approach to 
palliative care. 

The community-based approach 
in Uganda appears more likely to 
be able to provide a “good death,” 
but Namukwaya points out that it 
doesn’t come without its own set of 
challenges. Primarily, she believes that 
the sense of community in Uganda is 
in decline in many places. “As people 
get more educated, and women 
have less children, people move to 
urban areas and the communities 
shrink... Eventually you may lose the 
community, and that’s a big problem.” 
With communities shrinking, the 
opportunities for community-based 
care shrink with them.

Community-based care also has the 
potential to let people “slip through 
the cracks.” Namukwaya points out 
that as people leave for cities, “You may 
find elderly people alone, with nobody 
to care for them. That’s an obstacle 
to home based palliative care.” These 
people can’t rely solely on community-
based care.

If patients and their communities 
rely entirely on the state, they are 

unlikely to receive the care they really 
want. As Nakamura explains: “Many 
hospitals in Uganda are very busy. Some 
people just want to go home, to be with 
their people.” However, if care relies 
too much on community, and the state 
reduces its influence and input into 
palliative care, there is a chance that 
isolated individuals will not receive 
the care they need, especially as these 
communities shrink. 

As well as the West learning from 
Uganda’s community-based approach, 
Uganda has taken lessons from the 
West’s approach to palliative care.

“What has been stressed during this 
session,” reflects Nakamura, “is that 
palliative care in developed countries 
has come as an add-on, something 
separate, as opposed to being integrated 
into the systems. That’s one thing 
that we need to be cautious about in 
Uganda.”

When it comes to a community-
based and state-led approach to 
palliative care, a balance needs to be 
struck. The fine line between the two 
approaches must be based on the needs 
of the individual societies; there is no 
sweeping answer to such a nuanced 
and deeply personal and individualized 
debate.

“We’re not just treating the disease, 
we’re treating the person. The person 
has a family, social, and emotional 
aspects to consider, and unless you 
address them... You wouldn’t be truly 
caring for the person.”

Palliative care physician and senior lecturer in Department of Medicine at Makerere 
University on what Uganda is doing right in palliative care – and the challenges it faces

Elizabeth Namukwaya – “It would be tragic to have 
a very good life, but have it end in severe distress”

Chris Hamill-Stewart 

Namukwaya (center) poses alongside other participants for the traditional group photo

On the second day of Rethinking Care 
Toward the End of Life, panelists from 
the US, Singapore, Canada, Uganda and 
the UK considered how do we engage 
patients and families to ensure that 
end of life care honors what matters 
most to them? 

Not all patients want to live at all 
costs. Many want to enjoy what is left 
of their lives. “Death is not always a 
failure” of medical care, remarked one 
panelist. “We are so afraid of death that 
we harm people” by keeping them alive.

One panelist shared an anecdote 
of a prize-winning pigeon fancier in  
Scotland who was told by his doctors 
that he would live longer if he gave up 
his sport and his birds. His daughter, 
upon showing the visiting doctor her 
father’s collection of pigeon racing 
awards and prized birds, clearly stated: 
“My father would rather die than give 
up his pigeons.” When considering a 
patient’s – or rather a person’s – end of 
life care, clinicians and families need to 
consider what actually matters most to 
the patient, and add life to their days 
and just days to their life. 

Patients and their families need a great 
amount of help and support toward 
the end of the patient’s life. Too often, 
palliative care specialists are brought 
in so late that neither the patient nor 
their families have a relationship with 

these new doctors. Developing a good 
relationship with patients and families 
depends on good communication. In 
countries where multiple languages and 
dialects are spoken, every opportunity 
should be made to ensure patients can 
access information and express their 
preferences in their mother tongue. 

As one panelist identified, there are 
three opportunities to communicate well 
with patients and their families. Firstly, 
before they are even sick. Providing 
people information about end of life care 
choices when they are still well could 
help reduce the anxiety and distress of 
terminal illness and the taboo and fear 
surrounding death. “Death is a stage of 
life,” added another participant.

Secondly, during illness; medical 
options and alternatives to medical 
interventions need to be clearly 
communicated so that patients can 
partake in the “shared decision-making” 
process about their care.

And finally, after death; sensitive, 
ongoing communication with bereaved 
families can help further learning and 
improve systems for future patients.

Cultural understanding was also 
highlighted. Different faiths and 
cultures view death differently, and  
offering patients and their families 
spiritual as well as medical and 
community support can be of great help. 
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Write! Tweet! Post!
If you’re interested in writing either an  
op-ed style article for our website or the 
session report, or a personal reflection 
blog post while you’re here this week, 
please let Salzburg Global Editor, Louise 
Hallman know or email your submission 
directly to lhallman@salzburgglobal.org.

If you do intend to write for your own 
organization either while you’re here 
or after the session, please make sure 
to observe the Chatham House Rule 
(information on which is in your Welcome 
Pack). If you’re in any doubt, do not 
hesitate to contact Louise.

We’ll be updating our website 
with summaries from the panels and 
interviews with our Fellows, all of which 
you can find on the session page:  
www.SalzburgGlobal.org/go/562

You can also join in the conversation 
on Twitter with the hashtag #SGShealth 
and see all your fellow Fellows and their 
organizations on Twitter via the list  
www.twitter.com/salzburgglobal/lists/
SGS-562

We’re updating both our Facebook 
page www.facebook.com/SalzburgGlobal 
and our Flickr stream www.flickr.com/
SalzburgGlobal with photos from the 
session during this week and also 
after the session. (If you require non-
watermarked images for your own 
publication, please let Louise know.) 

We will also be posting photos 
to Instagram www.instagram.com/
SalzburgGlobal. Use the hashtag 
#SGShealth and we might feature your 
photos in the newsletter!

@DrLuyirika: Working on prioritisation of 
key isssues in #EOL #sgshealth

Finding the patient’s pigeons
Where do we want to see the field of palliative care in ten years? This was the opening question at the Salzburg Global Seminar session Rethinking Care Toward the End of Life.

To consider where we want palliative care to be in ten years’ time, we need to first consider what the population will be like in ten years’ time, suggested one panelist on the opening panel, who together brought expertise from Australia, Rwanda, the UK and the US.Many countries’ populations are aging rapidly. Co-morbidities are also on the rise as people suffer from more than one condition at a time. Both factors will place strain on existing health care systems. As another participant put it: We’ve become so successful at preventative and curative care, we now need to address palliative care and ensure that, as well as living a healthy life, we can also die a “healthy death.”How can we have a good life and healthy death instead of a prolonged life and painful death? Society has become so fixated on living as long as possible that they have forgotten that dying is also part of life, remarked another panelist. 
The stigma surrounding death needs to be tackled, much like the stigma surrounding HIV/AIDS has been. To do this we need a societal shift in attitudes. 

Society has proven it can profoundly change its behaviors in the past; that smoking would be such a societal taboo was unthinkable a generation ago. How can we accomplish this shift? It will take both a top-down, policy-based approach, as well as bottom-up, grassroots engagement, with both ends demanding change in the current health care system. One must also not forget the health care professionals in between these two approaches. “We need doctors who can talk about death,” said one participant, rather than induce fear. Palliative care is too often an add-on rather than central to a dying patient’s care. Engaging palliative care doctors before oncologists, for example, may help to treat the whole patient.
Central to the debate on palliative care is the patient and their wants and needs. “I do not want others to have what I do not want to have,” said one panelist. In many countries, dying in hospital is a status symbol and proof of the value a family places on their loved one’s life. However, many people would prefer to die in comfort at home; families and doctors need to understand and meet the patient’s own preferences.

Achieving these societal and profes-sional shifts is no small undertaking. The experts gathered in Salzburg this week have much to consider and debate.#SGSedu @SalzburgGlobal facebook.com/SalzburgGlobal instagram.com/SalzburgGlobal
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If you’re interested in writing either an  op-ed style article for our website or the session report, or a personal reflection blog post while you’re here this week, please let Salzburg Global Editor, Louise Hallman know or email your submission directly to lhallman@salzburgglobal.org.If you do intend to write for your own organization either while you’re here or after the session, please make sure to observe the Chatham House Rule (information on which is in your Welcome Pack). If you’re in any doubt, do not hesitate to contact Louise.
We’ll be updating our website with summaries from the panels and interviews with our Fellows, all of which you can find on the session page:  www.SalzburgGlobal.org/go/562You can also join in the conversation on Twitter with the hashtag #SGShealth and see all your fellow Fellows and their organizations on Twitter via the list  www.twitter.com/salzburgglobal/lists/SGS-562

We’re updating both our Facebook page www.facebook.com/SalzburgGlobal and our Flickr stream www.flickr.com/SalzburgGlobal with photos from the session during this week and also after the session. (If you require non-watermarked images for your own publication, please let Louise know.) We will also be posting photos to Instagram www.instagram.com/SalzburgGlobal. Use the hashtag #SGShealth and we might feature your photos in the newsletter!

@DrGregorSmith: Privilege to be participant @SalzburgGlobal Rethinking Care towards End of Life. Great conversations already

How to enjoy a “healthy death”

Al Mulley, Agnes Binagwaho, David Currow and Irene Higginson

Follow the global campaign on Twitter #allmylifeQs



International Scholars at the Cicely Saunders 
Institute

Huyen Bui writes: “The MSc 
programme in palliative care 
has given me the opportunity 
to learn from world-leaders 
in the field and classmates 
from various countries who 
bring the cross-cultural 

perspectives to the class. Also, the skills I 
learned in research design, conducting a 
systematic review, and data analysis are the 
ones that I deeply treasure. 

For my research project, I am doing a 
secondary data analysis to evaluate health-
related quality of life of HIV and cancer 
patients in tertiary referral hospitals in Vietnam. 
I hope my findings will contribute to the 
strategies to improve clinical practice and 
as a result, patients’ outcomes. Besides, 
following the vision that palliative care should 
be a medical specialty in my country, I plan to 
become a lecturer to transfer the knowledge, 
skills, and inspiration to medical students, 
doctors, nurses, and other healthcare 
professionals in Vietnam.” 

Dr Duong Le writes: "I’m 
a medical physician by 
background. I have had such 
an amazing and enjoyable 
learning experience at the 
Institute. The MSc course is 
designed to be an interactive 

and rigorous platform to assist the self-
development of one’s research skills. Through 
the modules I have the opportunity to listen 
to and discuss with brightest researchers in 
different the fields of palliative care.

In 2016 we welcomed international PhD fellows and MSc scholars, funded by Cicely 
Saunders International, the Open Society Institute, The Sir Halley Stewart Trust and  
The Atlantic Philanthropies to the Cicely Saunders Institute. Huyen Bui and Duong Le 
from Vietnam are funded by The Atlantic Philanthropies’ international training programme 
and are due to graduate in 2017. Here they tell us how they have found the experience so 
far, and how they plan to make a difference in global palliative care. 

For my research project, with the support 
from my tutor – Dr Richard Harding, I have 
analysed data collected from my country 
for the Vietnamese validation project of 
the African POS (Palliative care Outcome 
Scale). This is the first attempt to quantify the 
symptom burdens of palliative care patients 
in Vietnam. The data would provide baseline 
information for future need assessments and 
quality assurance processes of services. 

For the plan after the course, I would return 
to my country and finish my geriatric training, 
which was postponed for the MSc. Along 
with that, I will be involved in a palliative care 
training programme for both undergraduate 
and postgraduate medical students from 
University of Medicine and Pharmacy, Ho Chi 
Minh City. Our plan for the next few years 
is to establish the first academic Palliative 
Care department in our medical school, in 
collaboration with other senior lecturers who 
are providing clinical palliative care services."

For more information about the Palliative 
care Outcome Scale, please visit the website 
http://pos-pal.org/ 



Why did you decide to join the PPI group 
for the C-Change project? 

I cared for my mother when she had cancer 
until she died at St. Christopher’s Hospice. 
The experience of all that she went through 
had a profound effect on me and I wanted to 
be able to give something back because we 
had both been supported by the Hospice. 
It also became very clear to me that unless 
you have a dedicated carer or someone who 
would support you as a patient advocate, it 
would be so much more difficult to be ill and 
facing the end of your life without that help. 
After volunteering as a Carer Representative at 
the London Cancer Alliance’s ‘End of Life Care 
Forum’ for two years, I became more aware of 
the work that the CSI undertook and was glad 
to be able to participate in their PPI Forums, 
where the patient and carer experience was 
valued and integrated into their research 

Patient and Public Involvement –  
A personal perspective

projects.  I hope I can help them now with the 
work being done on the C-Change Project. 

How has your experience as a PPI 
Member for this study been so far? Is 
there anything specifically that you like? 

I appreciate the respect and kindness of 
everyone working at the CSI. They understand 
that this is a difficult and deeply emotional 
subject to have to discuss but they let you 
know how valued your contributions are and 
in turn I know that both the time and effort I 
spend doing this work will eventually translate 
into helping others. And I can also contribute 
other skills from my professional background 
that might help their work to be disseminated 
more widely. Well, at least I will do my best! 

For further information email us at  
csi.ppi@kcl.ac.uk

Marion Sumerfield 
Marion joined the C-CHANGE Public and Patient Involvement group at 
the Cicely Saunders Institute in September 2016. She will be helping 
researchers ensure that the research programme is relevant and accessible 
for palliative care patients and their families.

Latest Research News
American Society of Clinical Oncology publishes new clinical guidelines

The American Society of Clinical Oncology has published new clinical guidelines based 
on a review of 9 randomised controlled trials and now recommends that palliative care 
is integrated early into standard oncology care for all patients diagnosed with cancer. 
Research shows that early palliative care improves patients' quality of life and helps them 
live longer.

http://ascopubs.org/doi/pdf/10.1200/JCO.2016.70.1474 

Among the research studies included in the review were the Dignity Therapy randomised 
controlled trial conducted by Professor Harvey Chochinov,  and the single-blind randomised 
trial of a breathlessness support service conducted by Professor Irene Higginson at the 
Cicely Saunders Institute.



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
Caty Pannell 

In November we were very 
sad to hear of the sudden 
death of our colleague 
Caty Pannell. Caty was a 
close colleague and friend 
to everyone at the Cicely 
Saunders Institute. She 

worked as an oncology and palliative care 
nurse in hospitals in Oxford and London, and 
at St Christopher’s Hospice before joining the 
Cicely Saunders Institute as a research nurse 
soon after the Institute opened. 

Caty interviewed patients and family 
caregivers, and supported research 
programmes such as the Breathlessness 
Support Service. Caty was an important link 
between research and clinical care, and her 
contribution to the success of our work was 
incalculable. She will be greatly missed. We 
offer sincere condolences to all who knew 
her. 

A page in memory of Caty has been 
set up by her family and friends http://
uk.virginmoneygiving.com/fundraiser-web/
fundraiser/displaySomeoneSpecialPage.
action?pageUrl=Caty_Pannell. 

In November Caty’s most recent publication 
was published in the research journal Age 
Ageing. The article describes how specialist 
palliative care empowers older people in 
hospital settings. 

Selman LE, Daveson BA, Smith M, Johnston 
B, Ryan K, Morrison RS, Pannell C, 
McQuillan , de Wolf-Linder S, Pantilat SZ, 
Klass L, Meier D, Normand C, Higginson IJ. 
How empowering is hospital care for older 
people with advanced disease? Barriers and 
facilitators from a cross-national ethnography 
in England, Ireland and the USA. Age Ageing. 
2016 Nov 3. DOI: 10.1093/ageing/afw193

‘Shine a Light on Cancer’

In November Professor 
Irene Higginson 
appeared on BBC 
Television’s Breakfast 
News programme to 
talk about palliative 

care in cancer. This was part of a week-
long series called ‘Shine A Light on Cancer’ 
featuring news stories, information and 
personal stories of people affected by cancer. 
Professor Higginson quoted Dame Cicely 
Saunders "You matter because you are you, 
and you matter to the end of your life" as 
central to palliative care, and explained how 
latest research shows that early palliative 
care, offered alongside curative treatment, 
improves patients' quality of life, and helps 
them live longer. 

IPOS-Dem measure for use in care 
homes

Researchers at the Cicely Saunders 
Institute have developed the IPOS-
Dem measure, to support systematic 
assessment of people with dementia in 
long-term care (care homes).

Long-term care residents with 
dementia have complex, multiple 
symptoms that impact on their quality 
of life. Measurement tools can support 
assessment of symptoms but are 
not widely used in care homes. So 
researchers at the Cicely Saunders 
Institute have developed the Integrated 
Palliative care Outcome Scale for 
Dementia (IPOS-Dem).  

The measure can be used by caregivers 
to detect symptoms and problems in 
dementia. It is suitable for use by caregiver 
staff without professional training. The 
measure can be downloaded from the 
POS-PAL website here http://pos-pal.org/
maix/ 



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.


