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Foreword

Foreword
All Ireland Institute of Hospice and Palliative Care (AIIHPC) was delighted to host
the Global Colloquium on Palliative Care and are indebted to the World Health
Organisation for their co-sponsorship of the event.
The Global Colloquium on Palliative Care was a key initiative for AIIHPC. The
purpose of the Colloquium was to gather an assembly of national level policy
and clinical experts from across the world to explore palliative care issues and
to provide a context for purposeful discussion of the World Health Assembly
Resolution (WHA67.19) which calls on member states to strengthen the integration
of palliative care services into national health services.

Themes that were explored during the Colloquium
included a public health approach to palliative
care, models of palliative care provision, palliative
care and chronic illness throughout the lifespan
and the integration of palliative care into various
care settings and the challenges for palliative care
leadership, research, education and practice.
Among the delegates in attendance were members
of Voices4Care, AIIHPC’s panel of palliative care
users and carers who brought unique insights about
palliative care which were invaluable to discussions
at the Colloquium about palliative care service
design, development and implementation.

This report presents the proceedings of the
Colloquium in its entirety including the speaker’s
presentations, discussion, deliberations and
participant responses to key questions related to
the WHA Resolution. We hope that this report
will inform the reporting of the progress of the
Resolution when the World Health Assembly meets
in May 2016.
We are indebted to the work and contribution of the
members of the Colloquium Steering Committee.

The Global Colloquium provided an exciting and
timely opportunity for debate and discussion of how
the recommendations of the World Health Assembly
Resolution (WHA67.19) are being addressed
while also setting out the vision for the continued
strengthening and integration of palliative care into
national health systems.

Prof Philip Larkin
Chair, AIIPHC
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Ms Paddie Blaney
Director, AIIHPC
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Executive Summary - 		
Day 1

Welcome

Minister of Health’s Remarks

Paddie Blaney, Director, All Ireland Institute of
Hospice and Palliative Care (AIIHPC), welcomed
delegates to the colloquium, which was an
opportunity for the Institute to showcase to the
global community its achievements and to debate
and discuss how to ensure people around the world
could receive the best possible palliative care. The
World Health Organisation’s (WHO) co‑sponsorship
of the event represented a major endorsement of
the Institute’s work and the contributions made
by Northern Ireland and the Republic of Ireland to
palliative care.

Dr Leo Varadkar, TD, Minister for Health, Republic
of Ireland, welcomed delegates to the Colloquium,
which he saw as a great opportunity to discuss the
ground‑breaking resolution that had been passed
by the WHA, to share experiences and to feed into
the work of the WHO.

World Health Organisation
Dr Ed Kelley of the WHO observed that there was
now broad recognition that the issue of palliative
care touched almost everyone who came through
health systems and that it was not just an issue
for countries that had reached a certain level of
economic development. This colloquium would
be the first international opportunity for the WHO
to discuss and try to advance the implementation
of the resolution on palliative care that had been
passed by the World Health Assembly (WHA), and
was an opportunity to push both from the disease
perspective and from an integrated, people-centred
perspective.

A national clinical programme for palliative care
had been implemented in an effort to standardise
and improve palliative care in Ireland. All services
now provided specialist palliative care on the basis
of need rather than diagnosis. The framework had
been developed in partnership with the AIIHPC,
among other bodies. The Minister summarised some
of the policies that had been implemented under
the framework.
The fact that many more people were living much
longer meant a growing number of people had
chronic or life-limiting conditions, and societies
needed to plan now to meet future demand for
palliative care. The Irish Government sought to
ensure that everyone in Ireland could access the
type of palliative care that was most appropriate
to them, regardless of their circumstances. Big
improvements had been made in recent years, but
many challenges remained and there was no room
for complacency.
The Minister acknowledged the work being done
by the AIIHPC; it had only been possible to develop
palliative care services in Ireland because of the
longstanding positive relationship between the
Government and the voluntary sector. He wished
delegates success in their discussions.
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Executive Summary – Day 1

SESSION 1: WHO INITIATIVE ON
PALLIATIVE CARE
What is the WHA Resolution About?
Dr Belinda Loring, Technical Officer in Palliative
Care at the WHO, reflected that most people in
the world who needed palliative care currently had
no chance of accessing it. This was a huge global
challenge, which would only grow. There were many
inequities in provision of palliative care; vulnerable
groups were missing out. The WHA resolution
marked the first time all 194 member states had
joined together to make a unanimous commitment
to palliative care. Ministers had acknowledged that
palliative care needed to be available for all people
of all ages with all diseases.

Palliative care is not just an important health issue,
but an avoidable humanitarian crisis. There was
no reason that a country of any income level could
not do more to reduce suffering. The resolution
recognised that action was especially urgent in
settings where access to early detection and
treatment was a long way off. The WHO would
continue to focus on supporting countries to
implement these commitments, but delegates
also had an important role to play in reminding
their governments of their commitments, and were
encouraged to look for opportunities to ensure
palliative care remained on the agenda.

What Has the WHO Been Asked To Do?

Palliative Care and Integrated
People‑Centred Services

The WHO’s support had been requested on five
priority actions:

The Global Context

•

Integrating palliative care into the core work of
other WHO programmes.

•

Developing tools and guidance for member
states.

•

Supporting member states to improve access to
medicines.

•

Building the evidence base for models that
work, especially in low and middle-income
settings.

•

Improving monitoring and tracking progress.

Dr Kelley stated that he had recently returned
from Sierra Leone, where he had met an Ebola
survivor who was now taking care of her deceased
daughter’s children while suffering from blindness
and extreme joint pain. The global context was
one of increasing ageing, with the incidence of
non‑communicable diseases rising worldwide,
urbanisation and costs increasing, and climate
change having an effect. There was also increasing
innovation, and a general increase of the ‘consumer
voice’ in healthcare delivery.

Constraints

What Have Countries Been Asked To Do?

Constraints such as misaligned financing,
service fragmentation and a lack of engagement
still existed, and the health workforce was
sub‑optimised. Services needed to be
people‑centred; health professionals globally were
being trained in ways that militated against this, and
carers were often not given proper advice on how to
provide care or navigate the healthcare system.

The resolution asked countries to:

Integrated Service Delivery Model

This was a cross-cutting issue involving staff across
the WHO; the organisation was trying to encourage
the idea that palliative care was everybody’s
responsibility. The WHO was very grateful for the
support of its partners in the field.

12

Summary

•

Develop and strengthen palliative care services
integrated in all levels of health systems.

•

Ensure all health professionals had basic
competence in palliative care.

•

Support families, care givers and volunteers.

•

Improve access to medicines.

The new integrated service delivery model was
person‑centred, with the family and community
acting as support networks, and services aligned
around these. There had been a call from healthcare
managers for better integration and data. As per
the resolution adopted in 2014, lack of access to
opioids and strengthening capacity would be two
focus areas; manuals, communication tools and
demonstration projects would be produced and
reviewed. Ultimately, this was a matter of rights and
equity; while remaining cognisant of the limitations
posed by global economic development, those
present would need to consider how to provide
palliative care to people like the woman Dr Kelley
had met in Sierra Leone.
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Challenges of Access to Opioids in
the Eastern Mediterranean Region

Regional Context

Regional Variances and Statistics

Dr Ibtihal Fadhil, Regional Advisor, WHO/
EMRO, stated that non‑communicable disease,
including cancer, was a major issue in the Eastern
Mediterranean region. In Tunisia, Egypt and
Lebanon, up to 85% of death was premature.
Incidence of cancer was anticipated to increase in
the region by 200% by 2030. Most cancer cases
occurred before the age of 55, and most were
advanced when patients presented. The most
common cancer in females was breast cancer,
and colorectal cancer was very common for men,
along with lung and bladder cancer. This was a
consequence of the popularity of smoking in the
region.

Dr Marthe Everard, Coordinator, Essential Medicines
and Health Technologies, WHO Regional Office
for the Eastern Mediterranean, stated that the
Eastern Mediterranean was a very diverse region,
with high‑income, middle‑income, and low‑income
countries and failed states. Only Iran was above
the global mean for opioid consumption; all of the
other countries in the region were far below the
mean. The WHO was reliant on data provided by the
International Narcotics Control Board (INCB), but
some countries did not report yearly, which meant
that morphine consumption in some countries was
not measurable. Consumption had increased by 10%
or more in some countries, although a 10% decrease
had been seen in Lebanon, Libya and Tunisia, for
unclear reasons.

Regional Developments
One of the major milestones in the region
had been the 2011 UN High‑Level Meeting on
Non‑Communicable Diseases. This had been
transformed into a regional framework for action,
with work divided into four areas: governance,
prevention, surveillance, and healthcare. Within
healthcare, the focus was on palliative care,
assessing individual countries’ responses, and
providing technical advice and support. A lot of
this work had been ongoing prior to the resolution;
in 2008 and 2009, a cancer strategy had been
developed consisting of capacity‑building,
improving the accessibility of pain management,
and home‑based and community palliative care
services, which were preferred to institutional care
in many Eastern Mediterranean countries.

Principal Regional Challenges
The key challenges in palliative care were:
•

Misconceptions among individuals and the
medical community in the region.

•

A lack of qualified staff.

•

A lack of awareness.

Executive Summary – Day 1

Palliative Care in the Eastern
Mediterranean Region

Multi‑Factorial Approaches
Barriers to access were multi-factorial, and both the
health side and the policy side would need to be
addressed. There were problems with inadequate
education, an exaggerated fear of opioids and
addiction, and problems in the supply chain; there
were also legal and regulatory barriers, policy
barriers, restrictions arising from knowledge and
societal attitudes, and economic aspects to the
problem.

The Balanced Policy Approach
A study undertaken by the INCB had found that
there had been so much emphasis on abuse of
opioids that countries were afraid to put systems in
place that would allow for their use. Countries would
need to both ensure opioid availability and protect
populations against abuse and dependence, taking
a ‘balanced policy approach’.
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SESSION 1: PARTICIPANT RESPONSE
Chairs Question

35%

In your opinion, what
aspect of the WHO
initiative related to WHA
Resolution (A67_R19)
would you say is most
important in your country/
region?

30%
25%
20%
15%
10%
5%
0%

Policy
development

Funding and
resources

Multi-sectoral
partnerships

Education and
training

Access to essential
medications

Question A

35%

In your opinion, what
aspect of the WHO
initiative is most well
developed in your
country/region?
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Policy
development
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Multi-sectoral
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Education and
training

Access to essential
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Question B

35%

In your opinion, what
aspect of the WHO
initiative needs most
development in your
country/region?
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Policy
development
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Multi-sectoral
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training

Access to essential
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Question C

40%

In your opinion, what
activity would facilitate
your country’s/region’s
ability to strengthen
palliative care as a
component of integrated
treatment throughout the
life course?

35%
30%
25%
20%
15%
10%
5%
0%
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National campaign issues
issuing prompts regarding
the value of palliative care

Examples of good
practices are globally
shared

Donors are encouraged
to provide resources to
help train and educate the
workforce

Donors are encouraged to
fund site visit exchanges
to share learning

Report of the Proceedings of All Ireland Institute of Hospice and Palliative Care Global Colloquium on Palliative Care

Global Health Approach to Palliative
Care

Implementing the Palliative Care
Revolution

The Changing European Context

Dr Emmanuel Luyirika of the African Palliative Care
Association (APCA) stated that his focus would be
on identifying stakeholders: globally, nationally,
and in the palliative care ‘orchestra’. The key
global players were member states; training and
education institutions; civil society; the Director
General of the WHO; and patient associations and
family members. A number of ‘Ps’ were vital to
consider when identifying stakeholders, including
person‑centricity, policies, place, primary care, and
what problems existed. The most important concept
to bear in mind was that of partnerships. National
stakeholders included ministries of health; health
service commissions; universities and allied health
worker training institutions; professional councils;
and national palliative care associations. Hospices,
and community and home-based care providers,
also needed to be involved.

National and Regional Variations
There were variations across Africa: in Uganda,
for instance, there was one doctor for every
20,000 people. The Global Atlas of Palliative
Care highlighted countries in which nothing was
happening and it would not be easy to identify
stakeholders in these countries, but this work
had to be done. In Africa, 21 countries now had
national palliative care associations, and particularly
good progress had been made in these countries.
Population distribution and specific social-cultural
contexts needed to be considered; various models
had been advanced, and in Botswana, for instance,
a model had been introduced in which retired
nurses provided palliative care in the community.
Dr Luyirika noted that nurses were key stakeholders
in Africa and needed to be empowered to provide
opioids.

Challenges
Major challenges remained, including limited
funding, poor coverage, poor access to opioids, and
ignorance among the public and health workers; to
make progress, good systems needed to be built,
and health worker training had to be strengthened,
among other things. The APCA would work with
everyone possible to make sure that this happened.

Executive Summary – Day 1

SESSION 2: THE GLOBAL HEALTH
APPROACH TO PALLIATIVE CARE

Professor Luc Deliens, Professor of Palliative Care
Research and Director of the End of Life Care
Research Group, stated that no perfect model for
palliative care had yet been established in Europe.
There had been substantial changes in culture:
increasingly, people with long‑term conditions
wanted more control over their healthcare. More
legal frameworks now supported these changes in
values, with laws on patients’ rights and palliative
care. The cultural background of professionals was
also changing.

A Cultural Revolution
Healthcare systems and medical schools were
disease‑centred, with doctors addicted to
‘diagnosticism’, which made integration with
palliative care more difficult: palliative care
professionals delivered patient‑centred, generalist
care and focused on quality of life. There needed to
be a ‘cultural revolution’ in order to make palliative
care easier to provide, which the WHO had already
initiated. There needed to be clarity about what was
meant by palliative care, differentiating between
specialised and generalist palliative care; all health
workers should be trained in the latter. Palliative
care in the community would also need to be
integrated into healthcare systems. The areas of
research, practice development, and community
development would all need to go through a
revolution.
A comprehensive approach was already being taken
in the Netherlands, which proved that there was
money available for palliative care in Europe. Four
themes had been prioritised:
•

Awareness and culture

•

Organisation and continuity of care

•

Care innovations and quality

•

Patient participation and support

The projects that this scheme incorporated cut
across the sectors of research, education and
practice development.

Summary
As medicine always involved supporting patient and
family, palliative care should be a core competence
of professionals and should be more prominent.
Global healthcare reform would be necessary to
make sure that this happened.
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Transfer or Translation?
Dr Shahaduz Zaman observed that end-of-life care
would have major global importance during the
21st century, but there remained a dearth of interest
in the global health agenda. While it was important
to keep palliative care in mind as a global health
challenge, there were huge global differences:
•

Countries were in different demographic
stages and at different levels of health system
preparedness.

•

Local moral worlds were different; for example,
there were differences in the understanding and
meaning of death.

•

Different politico-legal systems existed around
dying.

•

The availability of evidence was variable.

Dr Zaman presented two alternative approaches
to development of palliative care: transfer and
translation. There was an assumption that countries
at the bottom of the Quality of Death Index should
aspire to be like high-ranking countries, but there
were questions about whether transferring models
from high-ranking countries was an ideal approach.
It was important to bear in mind that when a model,
idea or technology developed in one context and
transferred to another context, the receiving country
engaged with it in different ways and, in doing so,
translated it. It was important to look critically at
the transfer and translation of different models, as
palliative care was an intersubjective process, and
the body of the dying person became an arena
for conflicting cultures of providers, policymakers
and relatives. More emphasis should be placed on
translation in research and policy discussions.

Dr Zaman juxtaposed Jan Stjernswärd’s idea that
there was ‘either one common future or none’
with Suresh Kumar’s assertion that no significant
results would be achieved through the ‘conventional
track’. When people talked about bridging the gap
between developed and developing countries, there
was an assumption the latter should catch up with
the former. However, there was risk in this linear
vision of the future.

SESSION 2: PARTICIPANT RESPONSE
Chair’s Question

40%

In your opinion, what
is the most significant
challenge your country/
region faces in integrating
palliative care into national
health system(s)?

35%
30%
25%
20%
15%
10%
5%
0%
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Lack of
understanding of the
value of palliative
care

Absence of policy
driver

Acute systems
do not support
integration of
palliative care

Requires legislative
change

Attitudes of health
and social care
professionals
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Question A

50%

In your opinion, what
are the challenges for
policymakers in your
country/region?

45%
40%
35%
30%
25%
20%
15%
10%
5%
0%

Insufficient or limited
resources

The value of palliative care
is not well understood

The national health
system is resistant to such
change

Competing priorities for
resources

Question B

60%

In your opinion, what
role do international
non-governmental
organisations and
advocacy organisations
have in influencing the
integration of palliative
care into the national
health system(s) in your
country/region?

50%
40%
30%
20%
10%
0%

Promoting the value
of palliative care
publicly

Promoting the
availability of
training and
education

Advocating
for availability
of essential
medications

Positively influencing
attitudes of health
and social care
professionals about
the value of palliative
care

All of the above

Question C

70%

In your opinion, how best
can palliative care as a
specialty influence its
integration into national
health system(s) in your
country/region?

60%
50%
40%
30%
20%
10%
0%

Develop the strategic
leadership capacity of
palliative care clinicians at
National level

Ensure palliative
care becomes a
core competence in
undergraduate and
postgraduate education
of health and social care
professionals

Enhance global consensus
around the understanding
of palliative care and its
provision

Ensure global exchange
of best practice models of
palliative care provision
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SESSION 3: INTEGRATED
MODELS OF PALLIATIVE CARE –
A GLOBAL PERSPECTIVE
Integrated Models of Palliative Care
Important Statistics
Dr Stephen Connor, Senior Fellow, Worldwide
Hospice Palliative Care Alliance (WHPCA), stated
that palliative care providers needed to aim to
integrate palliative healthcare more into the global
healthcare system. 56 million people died per year,
and of these, 40 million required palliative care,
including 20 million children. The Global Atlas
of Palliative Care, which had been produced in
collaboration with the WHO, had identified that
two‑thirds of people who needed palliative care
were older, and 6% were children. 78% lived in low
and middle-income countries. 75% of countries had
no, or very limited, palliative care delivery, and only
8% had good integration of it into their healthcare
systems.
38 countries now recognised palliative care as a
specialty or subspecialty, as opposed to 18 in 2010.
As of 2012, there had been approximately 16,000
programmes delivering palliative care, serving about
3 million patients. The mapping exercise would take
place again in 2016, with an update to the Atlas
scheduled for 2018. The findings of the Economist
IU Quality of Death Index would be incorporated
into future work.

Models of Excellence
There were good examples of community‑based
primary care around the world, including in
Kyrgyzstan, where excellent work was taking
place on preventing and detecting cancer and
palliative care. Success had also been seen in
Kerala, Barcelona, and Tanzania, with the CHAT
programme. In Tajikistan, palliative care was being
incorporated in the training of all primary care
physicians. The International Primary Palliative Care
Network (IPPCN) aspired to ensure that families
were always included in palliative care. One model
had been proposed involving very small amounts
of specialist care, with primary healthcare and care
in the community comprising larger elements. The
Australian model, which built on this, was the best
model currently available.

Creating Integrated Models
To achieve a more integrated model, it would be
necessary to increase the capacity of primary care
providers to integrate palliative care into their
work; one particular problem was that, in low
and middle‑income countries, professionals were
often based in hospitals rather than going out to

18

the community. The WHPCA was endeavouring to
amend this. Increased continuity of care would be
vital; although palliative care needed to remain a
specialisation, a lot of work needed to be done to
integrate it more effectively.

Integrated Models of Children’s
Palliative Care
The Need for Children’s Palliative Care
Joan Marston of the International Children’s
Palliative Care Network (ICPCN) stated that
palliative care for children was still trying to catch
up with what had been achieved in the adult sector,
but promising models were being developed. The
greatest need was in the developing world; work
conducted in tandem with UNICEF had created a
methodology that had been applied to countries
containing 60% of the world’s children. They had
determined that 21 million children were in need
of generalised care, and 8 million were in need of
specialised care; the need varied hugely between
countries, and was particularly acute in countries
with high HIV prevalence. Less than 1% of the
children globally who needed palliative care were
receiving it.

Successful Models
Individual programmes

A number of well‑integrated programmes had
been created, including one in the Maharashtra
region of India that had succeeded in creating
centres of excellence and changing healthcare
policy and funding. Umodzi Foundation, an NGO in
Malawi, had seen the model that it had developed
advanced and expanded throughout the country,
with children’s palliative care being taken into the
community. In Mangaung in South Africa, a hospice
that had been founded to deal with HIV and AIDS
was now linked to a university and government
service.

General principles

Programmes often started with a specific, limited
vision and grew over time, with focuses and
models changing. In general, the WHO definition
of palliative care for children had been used,
incorporating other factors, such as the child’s
development, child protection, and specific cultural
factors. Successful programmes did not envision
themselves as isolated, but as part of a larger
healthcare system. Ultimately, they succeeded
because the people who worked in the programmes
were ‘both passionate and compassionate’ about
the children they cared for.
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SESSION 3: PARTICIPANT RESPONSE
Chair’s Question

70%

In your opinion, are
there good examples of
generalist and specialist
palliative care integration
in your country/region?

60%
50%
40%
30%
20%
10%
0%

Yes - these are wide spread
throughout my country/region

Yes - there are a small number
throughout my country/region

No

Question A

70%

Taking palliative care
needs as a whole, in your
opinion, what proportion
should be provided by
specialist palliative care
providers?

60%
50%
40%
30%
20%
10%
0%

100%

Around 60%

Around 30%

Around 10%

Question B

70%

From your understanding,
how has the level
of palliative care
development been
measured in your country/
region?

60%
50%
40%
30%
20%
10%
0%

Mapping levels of palliative care
has been undertaken at national/
regional level

Mapping levels of palliative care
has been undertaken only at a local
level

It has not been mapped at national/
regional level

Question C

40%

In your opinion, how can
generalists and specialists
work best together
to ensure palliative
care is accessible and
coordinated?

35%
30%
25%
20%
15%
10%
5%
0%

Globally agreed pathways
for referral

Joint protocols/care
pathway documentation

More opportunities for
clinical exchange visits
and joint training

Better Information
and Communication
Technology systems to
improve communication
pathways
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SESSION 4: MODELS OF
PALLIATIVE CARE – EXPERIENCE
OF LOW INCOME COUNTRIES
Hospice Casa Sperantei, Romania
Dr Daniela Mosoiu provided delegates with some
background information about Romania. Hospice
Casa Sperantei had been founded in 1992 by a
British-Romanian charity; it had received support
from the UK but had been developed with a
focus on the needs that existed in Romania. It
now employed 225 staff and had cared for over
17,000 patients and their families free of charge.
The hospice began by providing home care, since
that was where the patients were; over 80% of
patients, when surveyed, had said they wanted
to remain at home with support. Over 87% of
patients died at home in Romania; it was necessary
to acknowledge this and to develop services that
retained this culture. After 10 years, the organisation
had developed inpatient and outpatient units, day
centres and mobile hospital teams for adults and
children. In 2002, the hospice had been recognised
as one of five centres of excellence in Eastern
and Central Europe, and as one of the models for
delivering care in low and middle-income countries.

The WHO Triangle
Education

The WHO Triangle model had helped to structure
the organisation’s work. HOSPICE had begun to
run training programmes in 1997, since when it
had trained over 17,000 people. In 1999, it had
been named as the centre to run training for
palliative care as a medical sub-specialty, which
396 doctors now had attained. The organisation
had succeeded in ensuring that the undergraduate
nursing curriculum contained 120 hours’ compulsory
training in palliative care, and it had also developed
standardised training material and a curriculum for
nurse training, although it was still fighting to have
palliative care recognised as a specialty for nurses at
undergraduate level. Five universities now provided
palliative care training to those who sought to train
others in the specialty. A programme had been
developed to train the general public, and HOSPICE
was also one of the centres providing training
courses in the European Palliative Care Academy.

Drug availability

It had taken five years for a law to be passed in
parliament, followed by another two years for the
regulation specifying the details of the law to be
put in place, but this had resulted in opioids being
available for prescription for any pain, with no
maximum dose. Doctors had been trained in how to
prescribe, albeit there remained problems with the
way in which the law was implemented.

National coordinated strategy

The National Association of Palliative Care had
put in place the national palliative care standards;
together with service providers, they had succeeded
in bringing palliative care into the costing framework
and in developing a strategy, which consisted of
three levels: support for self-care, basic palliative
care through GPs or hospital doctors, and
specialised palliative care. Support for development
and education cut across all three levels. The
World Bank loan for health reform in Romania had
a palliative care element, and a number of pilot
programmes had been put in place with the aim of
delivering against this.

Summary

Dr Mosoiu stated that she would like to see the
WHO monitoring in a structured way how the WHA
resolution was being implemented, in order to
assess whether Romania had made progress on the
various elements and to identify good practice.

The Case of Kenya
The Kenyan Context
Dr Zipporah Ali, Executive Director, Kenya Hospices
and Palliative Care Association (KEHPCA), stated
that the population of Kenya was roughly 44 million,
and 40,000 new cases of cancer developed every
year, with 38,000 dying within their first two years
of the disease. HIV/AIDS prevalence was 5.8%;
about 50% of hospital admissions were from
non‑communicable disease, and 63% of hospital
deaths were from these diseases. 45% of countries
in Africa had no palliative care, although this was
changing, and there were significant gaps in areas
such as access to opioids.

Integrating Palliative Care in Kenya
KEHPCA’s initial focus had been trying to integrate
palliative care into hospitals; it was also now
focusing a lot on community‑based organisations.
In Kenya, and most countries in Africa, hospices
provided outpatient and some inpatient facilities,
although the latter were rare and expensive, and
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Investment had been made in training hospital
teams. This had not just been in the area of palliative

care, but also to enable them to train other people.
Although no standalone palliative care policy yet
existed, palliative care had been incorporated into
other strategies, such as cancer management.
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some home visits. Integration work in Kenya had
begun in 2010, as the result of discussions with
government ministers, two of whom had been
cancer sufferers and understood the needs of
patients. The reason for focusing on government
hospitals had been that there was an existing
structure in place, which helped greatly. Now,
hospice staff helped in the hospitals, identifying
patients who needed palliative care.

Challenges and Solutions
African palliative care providers faced a large
number of challenges; training was a particular
challenge. Dr Ali stated that it was very useful, when
speaking to governments, to ‘step forward with
solutions, not just with problems’.

SESSION 4: PARTICIPANT RESPONSE
Chair’s Question

35%

In your opinion, what
is likely to be the most
effective population
level strategy to improve
palliative care provision in
low income countries?

30%
25%
20%
15%
10%
5%
0%

Widespread public
education programmes
promoting the value of
community and family
support models

Begin with local initiatives
to build capacity of
families and communities
to support palliative care
provision

Develop dedicated roles
involving members of the
community

Palliative Care
professionals seek to
enhance capabilities and
capacity of families and
communities through
training

Question A

35%

In your opinion, what
are the most effective
strategies for enhancing
palliative care delivery
through involving local
communities in your
country/region?

30%
25%
20%
15%
10%
5%
0%

Awareness campaign
to improve public
understanding of
palliative care

Awareness campaign on
how communities can
support palliative care
delivery

Develop local community
capacity to support
palliative care delivery

Develop community
health care workers
capable of providing
general palliative care
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Question B

70%

In your opinion, what are
the best mechanisms
for sharing best practice
where resources are
limited?

60%
50%
40%
30%
20%
10%
0%

Establish an electronic
mechanism to promote
and enable sharing of best
practice globally

Promote word-of-mouth
exchange of good
practice

Facilitate the
establishment of local
supportive networks for
evidence-based palliative
care provision

Palliative Care leaders
profile programmes
developed to recognise
best practice

Question C

35%

In your opinion, how
can funding be more
appropriately allocated
between resources for
disease prevention, cure
and palliation in your
country/region?

30%
25%
20%
15%
10%
5%
0%

Engage the public voice
around the value of
palliative care

Palliative Care leadership
seeks to influence policy
and commissioners/
funders of health services

Ensure high quality
economic research is
undertaken to illustrate
the cost effectiveness of
palliative care

Harness global influence
on the need to review
resources allocation to
ensure palliative care us
appropriately funded

Question D

40%

To what extent do you
agree that the World
Health Organisation
uses access to essential
medicines as an indicator
of the development of
palliative care in your
country/region?

35%
30%
25%
20%
15%
10%
5%
0%
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Strongly Agree

Agree

Neither agree nor
disagree

Disagree

Strongly disagree
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Welcome
Paddie Blaney, Director All Ireland Institute of
Hospice and Palliative Care (AIIHPC) welcome
delegates to Day 2 of the Colloquium. This second
day offers an opportunity to hear about innovative
work, to reflect on the need for palliative care
across the lifespan, especially for those with chronic
illness, and to listen to the experience of a carer. We
will also look forward to the role that leadership,
education and research will play in the future of
palliative care globally.

Dame Judith Hill
Dame Judith Hill, welcomed the delegates to the
Colloquium on behalf of Northern Ireland, which
she saw as an exciting opportunity to reflect on
the WHA Resolution in order to try to put some
flesh onto it and breathe life into it. Dame Judith
acknowledged the work of AIIHPC and its continued
aim to improve the experience of individuals and
families coping with life-limiting conditions.
Dame Judith summarised the palliative care policy
and development work that has been taking place in
Northern Ireland.
The concept of comprehensive care, physical,
emotional and spiritual, is familiar to is and is
something we have to build on. A changing
demographic challenges us to look at how best we can
provide this comprehensive care, this palliative care.

SESSION 5: COMMUNITIES IN
PALLIATIVE CARE
Why community participation?
Dr Suresh Kumar reflected that patients need
regular, continuous, seamless care throughout their
life. This is supported by a medical system, with
regular social, psychological and spiritual support.
The best option for the patient is to have their
needs met as close to home as possible.
The debate regarding general and specialist
palliative care needs to be set aside – each patient
seen is a potential patient for either specialist or
generalist care – and so it cannot be either but
rather both as they are part of the same continuum.

Lessons from India
Dr Kumar spoke about the foundation of the
Neighbourhood Network in Palliative Care in Kerala,
from its beginnings in 1993, to its formal launch in
1999 to its current work. An important thing for
volunteers to the Neighbourhood Network to learn
is how to do it – how to talk to a patient.

Challenges
There are challenges to involving the community;
among these is the challenge to keep motivation
alive amongst the community volunteers.

The Colloquium’s programme, focussed on the life
course, is looking at the concept of strengthening
palliative care in health systems and how this can
actually be achieved.
Report of the Proceedings of All Ireland Institute of Hospice and Palliative Care Global Colloquium on Palliative Care
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SESSION 5: PARTICIPANT RESPONSE
Chair’s Question

70%

In your opinion, is
community engagement
in palliative care provision
widespread in your
country/region?

60%
50%
40%
30%
20%
10%
0%

Yes - community engagement in
palliative care provision is wide
spread throughout my country/
region

Yes - there is some community
engagement in palliative care
provision throughout my country/
region

No - there is little or no community
engagement in palliative care
provision in my country/region

Question A

60%

In your opinion, what
might be the key factors
to support community
engagement in your
country/region?

50%
40%
30%
20%
10%
0%

Greater involvement of the
community in developing palliative
care services

Empowerment of the local
community to have greater
involvement in planning and
developing palliative care services

Development of structures and
processes to ensure community
palliative care needs are being met

Question B

70%

In your opinion, are there
cultural differences in
your country/region which
would hinder community
engagement?

60%
50%
40%
30%
20%
10%
0%

No - community engagement would
be possible in my country/region

Yes - there are cultural barriers
to community engagement in my
country/region

Yes - there are some cultural
barriers to community engagement
in my country/region, but these
could be overcome

Question C

50%

In your opinion, do
you think it is possible
to develop a global
measure of community
engagement?

45%
40%
35%
30%
25%
20%
15%
10%
5%
0%
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Yes

No

Maybe
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Prof Lukas Radbruch focussed on his experiences
of providing palliative care to people living with
chronic illness. A key question to consider, in the
context of palliative car provision, was what happens
if patients have a longer prognosis, with months and
year to live?

Using different approaches depending on diagnosis
and need is helpful when deciding how best and
for how long patients will be cared for by the
palliative care team. In many instances intermittent
consultation is most appropriate based on clinical
need. It is important that palliative care is not seen
as a competitor but rather as a collaborator with
skills that can be useful in the management of
chronic illness.
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SESSION 6: PALLIATIVE CARE
AND CHRONIC ILLNESS

Prof Radbruch detailed a number of cases to
highlight the issues which arose for his team when
asked to consult and care for individuals with diverse
conditions; Motor Neuron Disease, Dementia and
Anorexia.

SESSION 6: PARTICIPANT RESPONSE
Chairs Question

35%

What do you see as
the major barriers to
enhancing the delivery of
palliative care for noncancer diagnosis?

30%
25%
20%
15%
10%
5%
0%

The workforce lacks
sufficient numbers of
people able to provide
palliative care

There appears to be
inherent resistance
to provide palliative
care for persons with
unpredictable prognoses

There appears to be
inherent resistance to
providing care for persons
not predictably dying

There is a mismatch
between current palliative
care shill set/systems of
care and patient/family
needs

Question A

60%

In your opinion, do chronic
disease management
policies in your country/
region appropriately
reflect the provision of
palliative care?

50%
40%
30%
20%
10%
0%

Yes

No

Maybe
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Question B
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50%

At what point should
palliative care be
delivered to people living
with chronic illness?

45%
40%
35%
30%
25%
20%
15%
10%
5%
0%

From the time of
diagnosis?

When requested by
the patient

When the patient is
predictably dying

Based only on the
presence of complex
symptoms, reduced
functional status or
significant caregiver
need?

Depending only on
limited prognosis

Question C

40%

In your opinion, how can
early referral to palliative
care be best promoted
in the management of
chronic illness?

35%
30%
25%
20%
15%
10%
5%
0%

Raise awareness of the
value of early referral with
health and social care
professionals working
in chronic disease
management

Promote public
understanding of the
value of palliative care
referral as an integral
part of chronic disease
management

Palliative care
leaders influence the
development of drivers at
policy level

Ensure chronic disease
management clinical
pathways reflect the
need for early referral to
palliative care

Question D

70%

In your opinion, how well
is a shared care model
including palliative care
established in your
country/region?

60%
50%
40%
30%
20%
10%
0%
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Yes - there is a well -established
shared care model, including
palliative care in my country/region

Yes - there is some evidence of
a shared care model, including
palliative care in my country/region

No - there is no shared care model,
including palliative care in my
country/region
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SESSION 7: IMPROVING
PALLIATIVE CARE PROVISION
IN VARIOUS CARE SETTINGS:
HEARING THE VOICE OF THE
USER AND CARER
A carer’s voice
Anne Molloy, a member of vocies4Care, an initiative
of AIIHPC spoke movingly of her experience when
caring for her father who died from cancer in 2011.
For Mr Molloy, quality of life and not length of life
were his priority when he learnt that his cancer had
spread.
For Anne and her family the experience of caring
for a loved one with a terminal illness was filled
with a sense of not being about to cope, constantly
realising that this was going to get worse and
continuing to wonder how to cope when it did get
even worse.
Anne reflected on the various types of palliative
care received; at home, in hospital, in hospice. For
her family the most valuable were the hospice visits
at home, where her father was happiest. Palliative
care provided support, incredible relief and a sense
of not being left alone.
‘Let’s talk about’ allowed people to tell their story
and their experience of palliative care, both good
and bad. A common experience immerged; if
good care is possible somewhere, it is possible
everywhere.

Executive Summary – Day 2

Assessing and addressing the
support needs of family carers
Prof Gunn Grande spoke about the central
role that family carers have in patient care and
disease management. Often family carers are the
conductors of care management at home and often
are cast aside when their relative is admitted into
hospital. Carers suffer adverse outcomes to their
physical and psychological health because of their
caring.
Carers need support to support the patient and
themselves in their role. It may be that the time
has come for a carer-led approach that adapts to
generalist and specialist care that enables carers to
define their support needs and potential solutions
to meeting these needs.

How can palliative care be provided
in every setting?
Prof Scott Murray suggested that although
there were a lot of challenges, there were also
opportunities to provide palliative care well in all
settings. The main challenge is the identification
of people who need palliative care. The WHO
definition of palliative care offers a hint of how we
can do palliative care – by early identification and
assessment.
Given the variance in disease trajectory it is difficult
to prognosticate and so identification of those
in need of palliative care becomes even more
important.
The challenge is identification, identification of all
illnesses, earlier and identifying the issue that is
causes the patient and their family most problems.

SESSION 7: PARTICIPANT RESPONSE
Chairs Question

50%

In your opinion, does
your country/region
have a means of hearing
about the palliative care
experiences of users and/
or carers?

45%
40%
35%
30%
25%
20%
15%
10%
5%
0%

Yes, both users and carers

Yes, users only

Yes carers only

No
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Question A
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60%

In your opinion, how can
users and carers best
influence the development
and provision of palliative
care in different care
settings?

50%
40%
30%
20%
10%
0%

Public awareness campaigns that
ensure user and carer experiences
are heard by policy makers

Involvement of users/carers as
partners in palliative care research
and service development

Harness social media as a means of
promoting the engagement of users
and carers in the development and
provision of palliative care

Question B

60%
50%
40%
30%
20%
10%
0%

There is provision of training for and
user and carer engagement

Local mechanism(s) developed to
ensure voice of users and carers
is heard

There is provision of dedicated time
and resources

In your opinion, how
best can professionals
working in palliative
care be supported to
recognise the value
of involving users and
carers in the design
and implementation of
services?

Question C

40%

In your opinion, what
is the main barrier to
integrating palliative care
as an essential element
across care settings?

35%
30%
25%
20%
15%
10%
5%
0%

Lack of public awareness,
understanding and skills

Cultural beliefs about
death and dying

Professional boundaries

Accessibility of palliative
care services

Question D

In your opinion, what
is the main barrier to
integrating palliative
care early into the care
of people with advanced
illnesses?

60%
50%
40%
30%
20%
10%
0%
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Lack of public awareness
that palliative care can
really be a positive help,
i.e. patients not openly
requesting a palliative
care approach.

Professionals view that
they do not have enough
time

Professionals uncertain
when to start a palliative
approach

Lack of training or
professionals
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SESSION 8: THE CHALLENGE FOR PALLIATIVE CARE: LEADERSHIP,
RESEARCH, EDUCATION AND PRACTICE
Leadership, research, education and practice
Dr Frank Ferris and Liliana De Lima reflected on how leadership, research, education and practice can help
meet the challenge to incorporate palliative care into national health systems. The WHA Resolution asks
governments to put in place education at basic, intermediate and specialist level. Implicit in the resolution is
the importance of measuring the impact of care on patients to ensure a quality service is provided. The need
for effective research is also highlighted by the resolution so that evidence for change in policy and practice
is available. A key take home message is that everyone is a leader, everyone is a teacher and everyone is a
change agent.

SESSION 8: PARTICIPANT RESPONSE
Chairs Question

70%

In your opinion, have we
provided for the training
needs of the future
generation of palliative
care leaders?

60%
50%
40%
30%
20%
10%
0%

Yes with great success

Yes with partial success

No, not at all

Question A

60%

What in your opinion is the
best strategy for getting
palliative care providers
to measure agreed key
metrics in similar ways?

50%
40%
30%
20%
10%
0%

Better validated tools

Greater research
collaboration

Better international
agreement on core tools
for practice

An international
repository freely available
to the palliative care
community
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Question B

Executive Summary – Day 2

80%

In your opinion, how
do we ensure that all
palliative care clinicians
are competent to deliver
quality palliative care?

70%
60%
50%
40%
30%
20%
10%
0%

Develop a national
competence framework
for clinical practice

Implement better
interdisciplinary education
programmes

Embed requirements
for palliative care
competence in all
undergraduate and
postgraduate clinical
academic programmes

Develop a better
definition of palliative
care so that competence
is tailored to level of
practice

Question C

40%

In your opinion, how can
health promoting palliative
care be embedded in
practice?

35%
30%
25%
20%
15%
10%
5%
0%

Develop health
promoting palliative care
interventions at both
individual and community
levels

Embed the palliative care
approach into existing
health promotion policy

Broaden political
awareness about the
benefit of palliative care in
national health promotion
strategies

Develop a national
alliance for health
promoting palliative care

Question D

60%

What are the barriers to
undertaking research in
palliative care?

50%
40%
30%
20%
10%
0%

30

Funding and Institutional
capacity

Difficulties accessing
ethical approval for
human subject research

Insufficient research
workforce

Public and professional
misunderstanding of
palliative care

Report of the Proceedings of All Ireland Institute of Hospice and Palliative Care Global Colloquium on Palliative Care

Day 1: 						
Official Opening

AIIHPC Director’s Welcome

Paddie Blaney
It is a great pleasure to welcome you all to the
wonderful Global Colloquium on Palliative Care
here in the historic Dublin Castle. Many roads have
brought us here today from nearly 40 different
countries and from all regions of the world to
debate and discuss how we can ensure our
populations receive the best possible palliative care
and the best quality of life care.
The colloquium is also an opportunity for our
Institute to showcase to the global palliative care
community our many significant achievements over
the past five years that have helped to accomplish

our aim of a better experience of care for our
populations in Northern Ireland and the Republic of
Ireland. They were made possible by the generous
support of a consortium of funders, led by the
Atlantic Philanthropies and partners: the academics,
care providers and organisations across both the
Republic of Ireland and Northern Ireland who
collectively established and lead this, their Institute.
I want to give a very warm welcome to members of
our Voices4Care panel of users, carers and citizens
with an interest in palliative care from both Ireland
and Northern Ireland. They have worked with the
Institute over the last four years and have provided
insight into many aspects of our work. They help
us run ourselves and they help with every one of
our initiatives. I know they will make a valuable
contribution to our discussions at the colloquium.
It is quite unusual to have embroidered throughout
such an audience users and carers with such unique
perspectives, and our thinking and discussion will be
so informed.
We were delighted and honoured to receive cosponsorship of the global colloquium from the
World Health Organisation (WHO), which represents
a major endorsement of the Institute and its work
to improve the experience of patients and families
and of the contribution both Northern Ireland and
the Republic of Ireland have made to palliative care.
We are delighted that several members of the WHO
admin team and WHO officers are able to be with us
and I would now like to invite Dr Ed Kelley to say a
few words.
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WHO Welcome

Paddie Blaney
My most special warm welcome goes to the
Republic of Ireland’s Minister of Health, Dr Leo
Varadkar. Minister, I would like to thank you and
your office for the considerable support given to the
Institute in hosting this important colloquium and
for so generously making this wonderful venue and
its amenities available to us. It is a great indication
of the strength of support the Department of Health
has for health services throughout the country and
in Northern Ireland. It is with pleasure that I now
invite Minister Varadkar to address the colloquium.

Dr Leo Varadkar T.D., Minster for
Health
Dr Ed Kelley
Honourable Minister and invited delegates, it is
our great pleasure to be here representing the
Director General and the two Assistant Directors
General who are leading the work on palliative care
for the organisation. I know that in Ireland you do
not have silos within your Health Service Executive
(HSE) or Department of Health, but in the WHO
there is occasionally a tendency for people to work
on their particular area of work. Palliative care
used to be run and managed by the team leading
on cancer care; it is very refreshing that there is
now broad recognition that this issue touches
the hearts of almost anyone who comes through
our health systems around the world and that it
is not a northern hemisphere luxury good that
can be paid for when you have reached a certain
level of economic growth. The last-but-one World
Health Assembly (WHA) for the first time passed a
resolution looking at palliative care and calling on
the world to increase access to the key elements of
palliative care, including pain management but also
a range of other services.
It is a distinct honour to be able to come here and
have Ireland leading on this. This colloquium is
the first international opportunity we have had to
discuss and try to advance the implementation of
this resolution. The WHO gets its work done by
moving forward these international resolutions.
This is one step on a long road that the people in
this room have been championing for a long time.
For us at the WHO leading on the work advancing
in the non‑communicable diseases (NCDs) group,
with major global action plans on NCDs at the
Secretary General level, and on the new strategy on
integrated services delivery that will be put forward
at the WHA in May and will also feature palliative
care, this provides an opportunity to push both from
the disease perspective and from an integrated
and people-centred perspective. If nothing else,
palliative care is people-centred.
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Colleagues, distinguished guests, ladies and
gentlemen, good morning. I want to join Paddie in
welcoming all of you to the colloquium here today
in Dublin, both delegates who have travelled from
all parts of Ireland, north and south, and those who
have travelled from almost 40 countries, including
the United Kingdom, Europe, North America, Africa
and Asia. You are all welcome here today.

The WHA Resolution
The colloquium is a great opportunity to discuss
the ground-breaking resolution the WHA made
last year. Its call for hospice and palliative care to
be integrated into national health services reflects
a growing awareness of the palliative care needs
of millions of people worldwide with life‑limiting
conditions such as cancer, heart disease, HIV and
multidrug-resistant TB. At this colloquium, palliative
care clinicians, policymakers, researchers and
educators who have travelled from all over the world
can share experiences and learning, and the findings
and recommendations will be fed into the WHA’s
work when it meets again in May next year.
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Future Challenges: Global Context

Given that this is an international event, I would
like to talk a little about what is being done
here in Ireland when it comes to palliative care.
Last year’s WHA resolution made a number of
recommendations, and since then Ireland has
established its National Clinical Programme for
Palliative Care to address these recommendations,
to standardise care and to oversee improvements.
Several new quality initiatives are currently being
implemented. The programme has developed:

The fact so many more people are living much
longer is one of the great success stories of our age
and is part of the success of health services around
the world and better living conditions. It also means
increased numbers of people in the community
have chronic diseases or life-limiting conditions.
Governments all around the world recognise that
societies need to plan now in order to meet the
future demand for palliative care and will have to
provide more and better services in more settings to
many more people in the years to come.

•

Guidance on the standardised assessment of
palliative care need.

•

An educational and training programme to
ensure best practice assessment of the palliative
care need management of patients with lifelimiting conditions.

•

Clear access policies and referral criteria for
specialist palliative care services, which will
ensure patients can move from one care
provider to another based on clinical need in a
more coordinated manner.

All services now provide specialist palliative care on
the basis of need rather than diagnosis.
The Palliative Care Competence Framework was
developed in partnership with the AIIHPC, the Irish
Association for Palliative Care and the Irish Hospice
Foundation, and provides for core competences in
palliative care and details of individual competences
for each health and social care discipline.
The programme has also published a role
delineation framework and glossary of terms to
provide important planning, resource-allocation
and accountability functions. It describes the links
that should exist between palliative care services
at all levels to ensure all elements of the healthcare
service work together to meet the needs of
patients and their families. Quality assurance and
improvement workbooks have been developed to
help specialists and specialist services to prepare
for inspection under the Safer Better Healthcare
standards for our regulator, HIQA. Next month will
see the launch of two national clinical guidelines on
specific elements of palliative care, which will help
clinicians and patients to choose the most effective
treatment for some of the most common problems
in palliative care for cancer patients.
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Palliative Care in Ireland

Policy Development in Ireland
Challenges

Here in Ireland, we want to ensure everyone
has access to the type of palliative care most
appropriate for them, regardless of their diagnosis,
their age, and where they die. We have tried to
make some big improvements in the last few years,
but there is certainly no room for celebration or
complacency and many challenges remain, including
big regional variations. Several areas of the country
have no inpatient unit, but there are plans to
address this. There are also challenges in providing
home care, but we are strengthening staff in this
area.

Palliative care budget

Our HSE’s National Service Plan for 2015 identified
access to palliative care, integrated palliative care
structures and quality improvements in palliative
care services among their key priorities. The budget
for 2015 is almost €72 million, a 5% increase on the
2014 allocation, and the budget for 2016 will be a
little bit up on that. This does not include spending
on specialist palliative care in acute hospitals,
palliative care support beds, and designated home
care packages, most of which is channelled through
service level agreements with voluntary hospices
and home care providers. Specialist inpatient
palliative care is provided in 196 beds in 10 different
locations across the country, with an additional six
to be opened by the end of this year. The number of
hospice beds in the country has increased by around
25% in the past two years, and they are all needed.
All capital for these beds has been secured through
a partnership approach with the voluntary sector.
One of the real strengths of Ireland is the enormous
commitment that voluntary groups, religious
bodies and the general public give in fundraising
for the development and building of hospices,
which has made an enormous difference in recent
years. Every part of the regional health service
has its own community specialist palliative home
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care team, which plays a vital role in enabling
people to die comfortably and with dignity in their
own homes. There are 38 acute hospital-based
specialist palliative care teams around the country,
and day care is provided in seven locations, with
approximately 170 support beds in around 80
locations in the country. On average, 3,178 people
receive specialist palliative care in the community
every month. 88% of referrals receive a service at
home within seven days.

Children’s palliative care

In 2009, we published a national policy on children’s
palliative care, which focuses on how best to
support families and healthcare professionals to
provide care for children in their own homes, with
centre-based support provided when necessary.
With this in mind, the HSE started a programme
of care for children with life-limiting conditions
with co-funding from the IHF. The first paediatric
consultant with a special interest in palliative care
was appointed to support other paediatricians and
provide clinical support and advice to maternity
hospitals and neonatologists. Children’s outreach
nurses were also appointed, so children could
continue to be cared for at home by their families
and have access to coordinated and supportive
services. These nurses liaise closely with statutory
service providers, including the hospitals
themselves, local GPs, public health nurses,
disability services and voluntary service providers
like the Jack and Jill Foundation and LauraLynn
Ireland’s Children’s Hospice.

Concluding Remarks
I want to particularly acknowledge the great
work being done by the AIIHPC. I want to thank
Professor Philip Larkin for inviting me here to join
you at this event, and extend my thanks also to
Paddie Blaney, Dr Karen Ryan, and Dr Michael
Connolly. The reason we have been able to develop
palliative care services in Ireland is the longstanding
positive relationship that has existed between the
Government and the voluntary sector. Organisations
such as this Institute have played a key role in that
work by initiating programmes and collaborating
with the health service. I want to wish you every
success in the next two days as you aim to improve
palliative care and integrate it more closely with
health services around the world. I hope you find
the colloquium to be stimulating, interesting and
fruitful.

Palliative care for dementia patients

The number of people living with dementia is
projected to treble within the next 30 years. A
national dementia strategy for Ireland was published
in December. That recognises the crucial role
played by GPs and their teams, and emphasises the
importance of palliative awareness for all those who
deal with dementia.
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Session 1 provided an overview and update of the
WHO Initiative on Palliative Care.

Chair’s Introduction
Prof Tony O’Brien

SESSION 1: WHO INITIATIVE
ON PALLIATIVE CARE
Chair:

Prof Tony O’Brien, Consultant Physician in Palliative
Medicine, Marymount University Hospital and
Hospice, Cork

Speakers:

Dr Belinda Loring, Technical Officer for Palliative
Care Management of Non-communicable Diseases,
Disability, Violence and Injury Prevention (NVI)
Dr Ed Kelley, Director, Service Delivery and Safety,
World Health Organization
Dr Ibtihal Fadhil, Regional Adviser for Non
communicable diseases at the World Health
Organization / Regional Office for Eastern
Mediterranean Region
Dr Marthe Everard, Coordinator Team of Essential
Medicines and Health Technologies (EMT),
Department of Health System Development (HSD),
World Health Organization, Regional Office of the
Eastern Mediterranean

It is my great pleasure and honour to be asked to
chair this first session. It is utterly fitting that we are
here in Dublin for this colloquium. Many years ago,
at the foundation meeting of the Association for
Palliative Medicine of Great Britain and Ireland, an
interminable and tedious discussion took place
regarding what it should be called. Finally, it was
agreed the society should be called the Association
for Palliative Medicine and I thought, ‘Thank
goodness. Now let us get on with the business.’
There was one dissenting voice, Dr Jack McCarthy,
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the original medical director of Our Lady’s Hospice
in Harold’s Cross, who proposed that it be amended
again to the Association for Palliative Medicine of
Great Britain and Ireland, since the specialty of
palliative medicine was born in the UK but
conceived in Ireland. The reference was to the work
of Dame Cicely Saunders in the early 1960s and the
opening of St Christopher’s in 1967. Cicely did all her
preparatory work at St Joseph’s Hospice in Hackney,
east London, set up by the Sisters of Charity, which
is where the core principles underpinning and
defining our specialty were developed and refined.
2015 marks the 200th anniversary of the founding of
the order of the Irish Sisters of Charity by a lady
from Cork called Mary Aikenhead, who established
St Patrick’s in Cork which opened in 1870, Our
Lady’s Hospice in Harold’s Cross which opened in
1879 and St Joseph’s Hospice Hackney which
opened in 1906. This session will provide an update
on the WHO initiative on palliative care. Please
welcome Dr Belinda Loring to the podium.

Strengthening Palliative Care:
Implementing the WHA 67.19
Resolution
Dr Belinda Loring
Thank you very much, Prof O’Brien, for the warm
welcome, and to everybody for being so hospitable
to the WHO team. I will give a brief overview of
what the resolution consists of, what the WHO
has been asked to do in that resolution and, more
importantly, what countries have committed to do in
the resolution.

Global Situation
The Minister was being very humble when he talked
about how Ireland has so much more work to do.
He described a vision of palliative care that in many
places of the world would be a utopia. 40 million
people a year need palliative care, but, even if we
just take those in the last year of life, fewer than 14%
currently receive it. Most people have no chance of
accessing it and most people who need pain relief
do not get it. This is a huge global challenge and it
is only going to grow. Palliative care is needed for
a wide and increasing range of diseases and multimorbidities, not just cancer and HIV.

36

There are inequities in this issue every way we look
at it:
•

In access to pain relief.

•

In the fact that 98% of children who need
palliative care are living in low and middleincome countries (LMICs).

•

In access between disease groups, even within
countries. In some countries, patients with
cancer diagnoses get much earlier access to
palliative care than those with other diseases.
Vulnerable groups are missing out.

The WHA Resolution
This was a landmark because this was the first
time all 194 member states made a unanimous
commitment to palliative care. These are the key
things they recognised in the resolution:
•

Palliative care is an ethical responsibility of
health systems and health professionals, it is
fundamental to improving quality of life and it is
limited and poorly integrated into mainstream
health systems in most of the world.

•

There is incredible avoidable suffering because
of inadequate access to and use of controlled
medicines for pain relief, which is held back by a
lack of knowledge and awareness among health
professionals, policymakers and the public.

•

Cost-effective and efficient models of palliative
care are within reach of all income settings.

•

There are numerous policy and legal mandates
for improving access to palliative care and
medicines.

•

Palliative care needs to be available for all
people of all ages with all diseases.

WHO Actions
Ministers have requested the WHO’s support on
priority actions in five main areas:
•

Integrating palliative care into the core work of
other WHO programmes. It is more powerful to
have palliative care front and centre in our work
on health systems strengthening, on NCDs, in
emergencies, etc. than to have a standalone,
siloed palliative care programme.

•

Developing tools and guidance for member
states on the various aspects of palliative care.

•

Supporting member states to improve access to
medicines.
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Building the evidence base for models that
work, especially in LMIC settings.

•

Improving monitoring and tracking progress.

We work from headquarters, our six regional
offices and country offices in 140 locations. This
is a cross-cutting issue that involves colleagues
in departments across the organisation. We are
trying to encourage the idea that palliative care is
everybody’s responsibility, not just the domain of a
few.
We could not do this alone. We are very grateful
to have the support of a very enthusiastic ad hoc
expert advisory group, who are helping us deliver
on the WHO’s commitments. We also have a
network of WHO collaborating centres on palliative
care that have been helping us for many years, and
NGOs, officials and a number of other partners help
us in our work.

Country Actions
Development

Fundamentally, the resolution asks countries to
develop and strengthen palliative care policies and
services that are integrated in all levels of the health
system, but especially primary healthcare, homebased care and community care. There needs to be
the funding and human resourcing to enable those
plans to be put into action.

Training

The resolution states that all health professionals
should have a basic competence in palliative care
through their undergraduate training, progressing
up to intermediate level training for those who work
more frequently with patients facing life-threatening
illness, and specialist palliative care services.

Supporting families, care givers and volunteers
This is not something we can neglect, because the
social support and protection for patients facing
life-threatening illness and their families can involve
catastrophic costs and consequences, not just for
patients, but for their entire families.

•

Updating their national medicines lists to be
in line with the new model WHO medicines
lists that have been revised recently to include
palliative care medicines for adults and children.

Plenary 1

•

Summary
Palliative care is not just an important health issue,
but an avoidable humanitarian crisis. There is no
reason that a country of any income level cannot do
more to relieve suffering. The resolution recognises
that earlier and better integration of palliative
care into health systems improves quality of life
and saves money for health systems, and that this
is especially urgent in settings where access to
early detection and adequate curative treatments
is a long way off. In order to do that, we require
supportive policies, human resources and access to
medicines.
The WHO will continue supporting countries
to implement these commitments, as well as
monitoring progress and building the evidence of
what works. If leaders are after a single indicator
that is a measure of a well-functioning health system
and a society that values dignity and human rights,
access to palliative care is that indictor.
The WHA Resolution is an incredibly important
mandate and source of inspiration, and many
of you have been focusing your attentions on
this for decades, but the implementation of a
resolution happens in countries. Civil society,
professional groups and advocates have a key role
in holding governments to their commitments and
reminding them of what they promise to do in
these resolutions. We will report back to the WHA
next year on progress with the resolution, but I
encourage you to look for other opportunities to
keep palliative care on the agenda in international
settings, such as the UN General Assembly special
session on drugs, the UN NCD high-level meetings
and large global movements around healthy ageing.
As you focus on how to implement the resolution,
keep an eye on the future and how you can keep
infiltrating palliative care into the global agenda.

Improving access to medicines

There are three specific actions that governments
are requested to do:
•

Assessing the national need and improving the
supply.

•

Reviewing and revising their national legislation
to be in line with the UN international drug
conventions.
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Palliative Care and Integrated
People Centred Services: A New
Approach
Dr Ed Kelley
Global Context
This is at the heart of what the WHO is working
on right now. The WHO is good at creating the
context that allows people who know what they
are doing and are active in an area to move
forward. The only barrier that has changed postresolution is awareness of palliative care; all the
other barriers to palliative care being better picked
up and implemented remain. We need to think
about how we are going to work on that. We see
this in the context of the concept of linking into
big movements around improving care integration
and the people-centredness of care for NCDs and
communicable diseases.

Palliative Care Models
I just came back from Sierra Leone, where I lead
the infection prevention and control work for WHO
in the Ebola response and also the health systems
work. I met an Ebola survivor whose daughter and
son-in-law died from Ebola and who is now taking
care of her daughter’s children. She has diabetes
but she is also suffering from blindness and extreme
joint pain, some of the new sequelae we are seeing
from Ebola. In Sierra Leone, which spends a fraction
of what is spent in the northern hemisphere, there
is no running water in about 80% of health facilities.
She lives in a slum, which is easily the worst I have
ever seen. There is no chance of any sort of palliative
care for her.
That is an extreme example, but we need to think
about what the model of palliative care looks like
in countries in West Africa and other places. We
cannot make the error of thinking linearly that
quality of care, dignity and respect within the
healthcare system come after you create access,
and that we have to build stuff before we worry
about whether it meets people’s needs and solves
their health problems through the continuum of
care. That is a huge mistake. It is the supply-side
healthcare that has got us into trouble in the US and
in plenty of the parts of the world that the donor
community runs.
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Challenges
The context we are dealing with is one of increasing
ageing; a rise of NCDs not just in Europe but also
in Africa, where their burden will far outstrip that
of communicable diseases in a very short period
of time; climate change; urbanisation; and rising
costs. There are positive possibilities all around the
world from innovation, partially driven by this crazy
internet phase and access to mobile phones but also
by lots of other things. There is a general rise of the
consumer voice in healthcare delivery, which has
featured prominently in ground-up movements like
palliative care and which we need to consider.
In terms of the health system, there are many
challenges. There are emerging demands: the
double burden of disease, greater expectations
and demand for care closer to home. At the
same time, the constraints we have been facing
still exist, such as misaligned financing; massive
service fragmentation, not just specialists versus
GPs but also the lack of engagement of users
and communities; and the health workforce being
sub-optimised and not spread and incentivised in
the ways it needs to be, resulting in some of the
problems you see, generically speaking and at
different levels of development, across almost all
194 WHO member states.

People-Centred Services Vision
Patient experience

The vision we have in terms of people-centred
services across the range of NCDs and
communicable diseases was brought up in one of
the patient stories we put forward as we started to
draft the Integrated People-Centred Health Services
Strategy. A patient’s son said:
‘Please treat each patient as if it were your own
family. Show compassion and caring and provide
a positive hope to patients. Spend more time
with patients and their families and help patients
learn about their diseases. Encourage patients to
become their own advocates. Share information
about patient groups where they can get
support from other patients. Most importantly,
do not treat a patient like a number in a factory
of patients; treat them as an individual, like it was
your own mother, father, sister or brother. Show
compassion, caring and empathy.’
Unfortunately, that cry is one you would hear from
many patients around the world. There is a way
we are training our health professionals around
the world that causes big gaps, whether you are in
New York, Dublin or Freetown, in the experience
they have. Look at some of the more complex care
in areas like dementia and Alzheimer’s. This piece
was adapted from National Voices 2013 and was
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Framework for people-centred integrated
health services delivery

Our framework for this new model puts the person
at the centre, with the family and community as
support networks and the services aligned around
them. There is then a service delivery model and
context, and the health sector that works with
that in terms of the financing models. Often we
become embroiled in how to create models of
care without thinking of the broader question of
financing and the incentives that go with that. There
is also an increasing push for the co‑involvement of
the health and social sectors. It is a big discussion
that has happened across Europe. That will be a
big movement and a big axis for us to consider,
especially in terms of palliative care, as we start to
consider care that does not happen under the roof
of a hospital or primary care centre.
The call we had from healthcare managers was
around better integration, and the data happens
to be there. I directed the US national healthcare
reports for many years. When we were looking
at getting better, living with illness or disability,
getting cured and end-of-life care, the four
dimensions from the US Institute of Medicine,
there was not a single measure of quality of care on
which we could provide national data for end-of-life
care. That was 10 years ago and has basically not
changed.

Strategy
These are the five directions we will need to look at
when we start to consider how we expand access to
palliative care work:
•

Engaging people

•

Strengthening governance

•

Orienting the model of care

•

Coordinating services

•

An enabling environment

Each of these has particular actions and evidence
behind it that is part of the strategy, and we will
provide that as part of the package for people’s

consideration post-colloquium. It will be ratified in
the spring and we would be very interested in your
input.
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featured by the BBC and others. The carer for this
Alzheimer’s patient described in heart‑rending
detail that nobody ever told him what he was
supposed to do at home and how he was supposed
to care for his wife in terms of the types of services
he was supposed to provide, or how to navigate
the system. We see this type of fragmentation in
many places. Our goal is to move from some of this
fragmentation into issues of empowerment, being
sustainable and letting the patient drive some of the
decision making.

This framework provides an opportunity to take
account of a patient’s needs under the umbrella of
the push on universal health coverage, which was
one of the Sustainable Development Goals adopted
two weeks ago by all the member states of the
UN. For me, the two key action areas are access to
opioids and strengthening capacity.

Communication and Advocacy
We have two areas of big push: NCDs and
communicable diseases primary care, and
palliative care. We will be working on manuals,
communication tools and demonstration projects.
I would like us to come back to the monitoring and
evaluation piece, because we need to measure
exactly what we are doing and how we are doing
better. The two key publications coming up are this
planning and implementing manual and an advocacy
document. The technical group met yesterday
to look at some of these issues, and additional
publications in 2016-17 will look at paediatric
palliative care, palliative care in the context of
quality, universal coverage and spirituality. Pain
management in palliative care will also be addressed
in a specific publication. We have a new fact sheet
on palliative care, and an infographic. We had a
news story on palliative care on the front page of
the WHO website for the first time, which I did not
expect to happen during my tenure. My colleagues
will mention some of the other activities and we will
have a chance to talk a bit more about them. The
check-in in 2016 will be a key opportunity for us to
come back to member states and say where we have
expanded our work. We are updating our manual for
the package of essential NCD innovations to include
palliative care work; that will look at ‘best buys’.
There are also the UNITF initiatives that look at
comprehensive cancer control and cervical cancer.
These are important inter-agency activities that have
a lot of weight behind them.

Summary
Palliative care touches a number of areas: HIV;
ageing; TB; maternal and child health; mental
health; and even pandemic and epidemic diseases.
As I mentioned, palliative care came up a lot in our
work on Ebola recently. What palliative care looks
like across a whole range of development is a big
question that I do not think we have answered. For
us, it is a rights question and an equity question.
Recognising the limitations of the world’s economic
development, we need to consider how palliative
care gets to that woman I met two days ago in
Sierra Leone.
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Palliative Care in the Eastern
Mediterranean
Dr Ibtihal Fadhil
I am based in Cairo. I am going to give you some
perspective in relation to Non-communicable
disease (NCD) and the situation of palliative care in
the region, and what we need to do.

Palliative Care and NCD
When we talk about palliative care, we talk about
NCD. We talk about the integration of services
and what is happening. NCD, including cancer, is
a major issue in our region of 22 countries, from
Afghanistan to Morocco. Cancer, cardiovascular
disease, diabetes and chronic respiratory disease
are a major issue in our region. I expect most of you
think communicable disease is common, but in the
poorest countries NCDs are causing the highest
mortality. Unfortunately, in most of the countries,
85% of death is premature. This is an issue that
needs to be looked at.

The Burden of Cancer in the Eastern
Mediterranean
Cancer is still not a big proportion compared with
cardiovascular disease, but it is increasing; given the
trend of tobacco smoking and exposure to other
factors in the region, we expect cancer mortality
to double by 2030. Most cancer cases occur before
the age of 55, so it is not an ageing population.
Most of the cases present in the advanced stages,
which could be due to many factors. There will be a
doubling in the incidence of cancer and a doubling
of mortality from the 2012-13 levels. When I speak
about an increase in cancer and cardiovascular
disease, I am talking about the need for and the
challenge of palliative care. There is a huge need in
the area. In the Gulf region, by 2030 there will be a
200% increase in cancer incidence. We are facing a
major struggle.
Among women, the most common cancer in all
countries is breast cancer. Among men, colorectal
cancer is very common, as is lung cancer and
bladder cancer in some of the countries. Tobacco
is a major issue in our region. The one that is very
important for considering palliative care is late
diagnosis. For example, the majority of cases of
breast cancer in Egypt and Saudi Arabia present at
an advanced stage.
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WHO Activities
One of the WHO’s mandates is to provide
leadership in the area of healthcare. We have a
global agenda for combating NCD as well as cancer.
The 2011 UN High-Level Meeting on NCD was
a major milestone, where cancer was discussed
as well as palliative care. We have taken all the
commitments of the UN political declaration in
2011 and transformed it into a regional framework
for action, the road map we use every year to
follow what countries have done in four areas
of healthcare: their governance, their plan, their
prevention strategy and their surveillance. Within
healthcare, we focus on palliative care. We assess
the country response to palliative care on a regular
basis. In cancer, palliative care is one of the major
issues. As a leading agency, we provide technical
advice and support in reviewing their palliative
care programme and in providing them with an
assessment and a recommendation on palliative
care. In addition, we look at cancer management
as well as other diseases. We want to see how they
finance cancer care and what they do to strengthen
palliative care. We usually do a mission to the
country, and we also receive their documents. We
work closely with the country to review their cancer
and palliative care situation.

Palliative Care Preferences in the Eastern
Mediterranean
I agree with that the resolution was a driving force,
but a lot of effort had been made before the
resolution. There is increasing need in the region,
building on the cancer and NCD situation. For
example, in 2008-09 we developed a strategy for
cancer. We looked into the situation of palliative
care in the region and, based on the situation, we
decided to focus on three areas, which are well
reflected in the resolution and on which we will
continue working. One is capacity building. There is
a huge need to build the capacity of different levels
of staff in palliative care, and to improve accessibility
for pain management. We also need to have homebased community palliative care. Our region is
unique; we surveyed people about palliative care
and, strikingly, in most of the countries in our region
they preferred to have home-based rather than
institutional-based care. Most of the services now
are provided in hospitals; we do not have things like
hospices. Since the region is based on a concept of
extended family, people like to have their last few
days of care done by their family at home.
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There is a misconception among the community and
health providers regarding palliative care. There
are not enough quality staff available to provide
the services. We have a major issue regarding the
legislation and the accessibility of painkillers, which
are a no-no in our region. There is a lot of work to
be done there. There is also a lack of awareness in
this area.
We have done major work in developing a standard
and guidelines and in working with our colleagues
in other regions and in Geneva. We are still working
on developing policies, training people, developing
advocacy material and working with NGOs, which
are very strong advocates for palliative care in our
region. Most of the work that is done currently is
with the help of the NGOs, either in partnership
with the WHO or at national level. We have mapped
the training available in the region; we still have a
huge training gap in the region.

Summary
To move forward, we need to consider this issue
based on the resolution and beyond the resolution.
We are still focusing on understanding the country
need and how they utilise the services. We agree
with them on the core services provided in palliative
care. We have to focus on home‑based care,
which is the preference in our region. We need
to review the use of medicine and also engage
non‑governmental society.

Access to Opioids in the Eastern
Mediterranean Region

Plenary 1

Palliative Care Challenges

Dr Marthe Everard
I will give you an overview of the challenges of
access to opioids in the Eastern Mediterranean
region, which is 22 countries from West Africa to
western Asia. It is a very diverse region, with highincome countries, middle-income countries and
low-income countries and failed states. There are
some countries in chronic and acute emergency
situations; there are some countries, like Jordan,
Lebanon and Egypt, suffering the fall-out from the
problems of their neighbouring countries, with
millions of refugees to deal with. Our region is in
quite a challenging position. Looking at palliative
care, NCDs and access to opioids, you can see it is
not the easiest setting.

Measuring Opioid Consumption in the
Eastern Mediterranean
We have looked at six principal medicines:
fentanyl, hydromorphone, methadone, morphine,
oxycodone and pethidine. Comparing the Eastern
Mediterranean region with the global situation,
many of these medicines are not very well used in
the region. Twice as much methadone is consumed
per capita globally as in the Eastern Mediterranean,
while 1.5 times more pethidine is consumed
globally; the rest have very low consumption rates
and cannot be compared. The total mean globalto-regional consumption ratio is 6:1. We are doing
quite badly in looking at what the countries need
and what is being consumed.
Based on data from the Pain and Policy Study
Group at Wisconsin University, a WHO collaborating
centre, only Iran is just above the global mean
morphine consumption of 61mg per capita; all the
other countries in our region are far under that
mean. We have a huge problem in offering the
right treatment. Iran has a very well established
substitution programme, and methadone is driving
this figure. We rely on the data of the International
Narcotics Control Board (INCB) based in Vienna; the
countries have an obligation to report on a yearly
basis. These are the complete figures for 2011; those
for other years are less complete. The 2013 data
show Iran has gone from 78mg in 2011 to 10mg,
which means they have not reported completely.
That is an incomplete figure, which is a problem we
face all the time; the data we get from countries
are not always in time for the annual reports of the
INCB.
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Amid all this doom and gloom, we can still see
some positive progress. Between 2006 and 2010,
consumption increased by over 10% in Egypt,
Kuwait, Morocco, Saudi Arabia, Syria and Yemen;
however, it decreased by over 10% in Lebanon,
Libya and Tunisia. We have to find out why this is
happening. It could be because of the instability
of the countries; it could also be that they have not
properly reported.

Barriers in Access to Opioids
There are quite some barriers to the access of
opioids, which we have to see in a multifactorial
setting. We have to try to address the health side,
but if you take it only from the health side you are
not getting what you want; if you take it from the
policy change side, you are also not solving the
problem. We have to look at:

fearful to put systems in place. You therefore
can see a reluctance to prescribe and to keep
medicines in stock. There is insufficient training;
there are very restrictive laws and problems with
their implementation; and there is an administrative
burden.

Improving Access to Opioids
We have the resolution and we have a little more
political commitment coming to the treatments in
support of palliative care and pain management.
We are trying to convince governments they have
a dual obligation to improve access on legal,
political, public health and moral grounds: on one
side they have to ensure opioid availability for
medical purposes and research; on the other side
they need to protect populations against abuse
and dependence. This is what we call the ‘balanced
policy’ approach.

•

The low priority of pain management in
healthcare in various countries of the region.

•

Inadequate education.

Planned Activities 2016-17

•

Exaggerated fear of opioids and addiction.

•

Problems in the supply chain.

For our region, we are very action-oriented. During
the 2016-17 biennium we are going to work very
closely with Jim and our collaborating centre to look
at a systematic approach to training and getting
the information collected that is lacking so we know
more about the situation in countries. There is a
need with that information to look at the gaps and
to try to set up a regional strategy for improving
access to controlled medicines. The concrete steps
we will take are:

There are four main barriers in the region, which I
have put into context:
•

Legal and regulatory barriers.

•

Policy barriers.

•

Knowledge and societal attitudes.

•

Economic aspects, including affordability,
because most of the treatments are paid for out
of pocket by patients.

A study undertaken by the INCB found that the
Board has hammered on the abuse side so much
over the years that people and countries are too

•

A regional survey.

•

An expert consultation.

•

A regional meeting for countries to work on
strategy adoption.

Pictured (left to right): Dr Marthe Everard, Dr Ibtihal Fadhil, Dr Ed Kelley, Dr Belinda Loring

42

Report of the Proceedings of All Ireland Institute of Hospice and Palliative Care Global Colloquium on Palliative Care

Plenary 1

SESSION 1: PARTICIPANT RESPONSE
Introduction
Dr Michael Connolly, Head of Education, AIIHPC
At the end of each session delegates were asked to consider predetermined questions formulated by the
Colloquium Steering Committee, and answer them from your own personal perspective, informed by your
experience of palliative care. Optional answers to the questions were provided with delegates requested to
record their preferential response using a Participant Response System. Each delegate was provided with their
own key pad at registration. Delegates were assured that feedback would not be individually identified beyond
the WHO region level.
The overall purpose was to measure, record and compile opinions of delegates against the set of
predetermined questions.
An initial question was asked to identify the WHO Region where delegates were from (Figure 1)

Figure 1: Demographic of delegates by WHO Region (Day 1)
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35%

In your opinion, what
aspect of the WHO
initiative related to WHA
Resolution (A67_R19)
would you say is most
important in your country/
region? (See Appendix
2 for results by WHO
Region)
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Access to essential
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Figure 2: Most importance aspect of WHA Resolution for country/region

Question A

35%

In your opinion, what
aspect of the WHO
initiative is most well
developed in your
country/region? (See
Appendix 2 for results by
WHO Region)
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Figure 3: Aspect of WHO initiative most developed in country/region

Question B

35%

In your opinion, what
aspect of the WHO
initiative needs most
development in your
country/region? (See
Appendix 2 for results by
WHO Region)
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Figure 4: Aspect of WHO initiative which needs most development country/region

Question C

40%

In your opinion, what
activity would facilitate
your country’s/region’s
ability to strengthen
palliative care as a
component of integrated
treatment throughout the
life course? (See Appendix
2 for results by WHO
Region)
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Figure 5: Activity to facilitate strengthening of palliative care as a component of
integrated treatment
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Session 2 critically explored how a global health
approach to palliative care can enable the
integration of palliative care into national health
systems.

Chair:

Dr Diane Meier, Director of the Center to Advance
Palliative Care (CAPC)

Speakers:

Dr Emmanuel Luyirika, Executive Director African
Palliative Care Association
Professor Luc Deliens, Professor and Director of the
End-of-Life Care Research Group, Ghent University
& Vrije Universiteit Brussel
Dr Shahaduz Zaman, Research Fellow (Wellcome
Trust), School of Interdisciplinary Studies, University
of Glasgow

Chair’s Introduction
Dr Diane Meier
I am very honoured and privileged to have been
invited to participate in this meeting. Dr Emmanuel
Luyirika has been Executive Director of the African
Palliative Care Association (APCA) since 2012 and
before that spent nine years as Director at Mildmay
International Uganda. Professor Luc Deliens is
Professor of Palliative Care Research at the Brussels
and Ghent University. He leads the end-of-life
care research group and co-chairs the European
Association for Palliative Care (EAPC) research
network. Dr Shahaduz Zaman is a medicallytrained medical anthropologist and research
fellow on a Wellcome Trust-funded project on
global interventions at the end of life at the School
of Interdisciplinary Studies at the University of
Glasgow.

The Palliative Care ‘Orchestra’ at
Local and National Level

Plenary 1

SESSION 2: THE GLOBAL
HEALTH APPROACH TO
PALLIATIVE CARE

Dr Emmanuel Luyirika
As I give this presentation focusing on stakeholders,
I want us to think about an orchestra. Whether you
are playing the violin or the piccolo, you have a role
in that orchestra. At the centre of that is the patient,
who is often missed by the health workers and has
to be picked up and brought into the limelight
by the newspapers. I will focus on the global
stakeholders and their roles; stakeholders at a
national level; how the orchestra plays nationally and
internationally; and the key models from Africa.

The WHA Resolution
I liked the resolution’s reference to focusing on
health systems rather than specific diseases.
My colleagues have already highlighted the
disadvantages of focusing on specific diseases
rather than the whole. We have also heard about
balancing control and access, which the resolution
talks about in its preamble. Stakeholders alone
cannot act unless you balance the people you
include in your team of stakeholders, at both
global and national level. The resolution brings
out the key players, especially at the global level.
We know the member states are supposed to do
their job; they have nine roles in the resolution.
Training and education institutions, civil society,
the Director General, other international agencies,
patients’ organisations and family members are all
mentioned.

Stakeholders
The ‘P’s

For us to get to the key stakeholders, it is important
to look out for the ‘P’s. If you are to provide personcentred care, who are the people you need? If you
need policies, who are the people you need? If you
talk about primary care, who are the stakeholders?
If you talk about the problems, who is able to
comprehensively address those problems? When
we talk about providers, do we limit ourselves to
doctors, nurses and social workers, or do we go
beyond? When we talk about the public-private
dimension mentioned in the resolution document,
who are the stakeholders to make that happen? In
some countries you need an independent policy for
that kind of partnership. There is also management
of pain; children and their formulations; psychotropic
medications; and the procurement systems. The
underlying word for me is ‘partnerships’. It is very
important for us to think about partnerships and
plans when we talk about stakeholders.

Report of the Proceedings of All Ireland Institute of Hospice and Palliative Care Global Colloquium on Palliative Care

45

Plenary 1

One of the key issues in Africa is who prescribes
the opioids we are talking about. That is a big
challenge; in some countries, like Uganda, there is
one doctor to every 20,000 people. Who are the
stakeholders in making palliative care training and
education happen, and who are those responsible
for promoting the implementation of palliative care?
For us to make progress, we need to have good
practices, and we need to focus on the povertystricken countries. We also have to balance the
prevention of misuse with ensuring that our patients
get the psychosocial support they need.

Gaps in palliative care in Africa

The Global Atlas brings out all the conditions for
which palliative care is needed, for adults and for
children. Who are the stakeholders we need to
engage to deliver a comprehensive package both at
the patient level and at the system level? The Atlas
gives us the gaps we have in Africa; in the majority
of countries, nothing is happening. Focusing on
stakeholders in those countries is not going to be
easy, but it must be done for us to improve, so that
by the time they work on the new Atlas there is
some progress.

councils for doctors, nurses, social workers and
all the others. In Africa we now have 21 countries
with national palliative care associations. With the
exception of Swaziland, most progress is in countries
with national palliative care associations, with South
Africa on top. Hospices and community and homebased care providers are key in the provision of the
service. The human rights commissions we think
should include palliative care in their monitoring as
well as in the reports they give out. Finally, we also
have the patients’ organisations.

Country Models
Determinants

We have looked at a number of issues that
determine countries’ models:
•

Financial aspects and other resources.

•

The existing health system.

•

The environment for public and not-for-profit
private, and public and for-profit private, and
their partnership in bringing forward service
delivery. We are almost convinced in Africa
that governments will never be able to provide
palliative care as we need it; it has to be a
partnership with everybody else, whether they
are for-profit or not-for-profit.

•

The medical conditions and the ageing process
and how it affects palliative care.

•

The education system.

•

Legislation on prescribers.

•

The geographical distribution and density of the
population. In some countries, like Botswana
and Namibia, there are very small populations
scattered around big countries. Your models
and the role-players you need might differ
because of that.

•

The social-cultural contexts. There is no model
that fits everything. Different stakeholders
need to be brought on board in each of those
countries. We had an example in Botswana,
where the working population is not able to
look after their people well if they are left in the
house. These are things we need to think about.

Global stakeholders

We look forward to the WHO supporting member
states, the evidence-based guidelines, research
models and reporting frameworks. There is UNICEF
for children, and we need to work with INCB and
UNODC to make sure we have balance. Member
states, funding, policies, education, essential
medicine supplies and partnerships with civil society
are all key issues that call for identification of
stakeholders. Then there is us in civil society and the
academic world.

National stakeholders

The ministry of health focuses on six building
blocks, but the ministries of education, finance,
social affairs and community development are all
stakeholders in-country. You also need the health
service commission. Who is going to start rewarding
the people who have been trained as palliative care
specialists? This is a big debate now in Africa where
training is happening. National medicines authorities
or medicine control councils, and national medical
stores produce the medications and ensure they
are distributed. These are all people you need. We
often forget the narcotics police. Many police do
not know narcotics are used for patient care. Whose
job is it to make them aware they are also used
for treating patients? National councils of higher
education accredit the courses we want to set up for
palliative care, and we know the role of universities
and other institutions. There are the professional
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Dr Anne Merriman is here, who was the pioneer
in the Ugandan model, where the government
partners with Hospice Africa Uganda to ensure we
have access to opioids. That was a breakthrough.
There are people who have misunderstood that
model and think government is not taking its full
responsibility, but almost 40% of healthcare in that
country has always been provided by civil society
and churches, so that partnership is critical. Then
you have the legal and human rights approaches
that have been included, with the support of Open
Society Foundations (OSF), where patients, health
workers and the general public have access to that
information.

Other models
•

•

In Tanzania, they have decentralised the
reconstitution of morphine in the regional
hospitals.
In South Africa, they have unique models where
the ministry of health works with the Hospice
Palliative Care Association. Their palliative care
model is in prisons. That is something we all
need to learn from, wherever we come from; it
is a unique model. They have an accreditation
system for palliative care standards.

•

Kenya has a nice model; they are able to provide
palliative care within government facilities.

•

Zambia has the Livingstone General Hospital
model.

•

In Swaziland, everything is government-led, with
a few people providing services from the civil
society side.

•

There are a number of models in Botswana,
including hospice-in-hospital and retired nurses.
Many of us do not think of retired nurses
as people who can play a role in providing
palliative care in the community, but in
Botswana they are doing that, and doing so may
help to improve the opioid consumption figures
in our countries.

Palliative Care Legislation and Policies
Africa currently has six countries with policies:
Swaziland, Zimbabwe, Malawi, Tanzania, Rwanda
and Mozambique. Uganda and Botswana are
working on their policies at the moment, and the
drafts are ready. In Botswana it was supported
by CDC and in Uganda by the American Cancer
Society. Uganda also has a statute under which
nurses are allowed to prescribe opioids. You can
never deliver palliative care in Africa unless you have
the full involvement of your nurses and they are
empowered to do that. They are key stakeholders
and role-players.

Kenya and Zimbabwe are model countries that have
integrated palliative care into their national cancer
control plans, and we need to encourage that
throughout the continent. We also have countries
that have set up national palliative care taskforces,
where different players are getting involved in
that. They are at different levels of development,
but we have Uganda, Kenya, Botswana, Namibia,
Malawi, Zambia and Mozambique. Palliative care
education exists in South Africa and Kenya; Malawi
is developing it; and Namibia has integrated it into
social work training.
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The Ugandan model

Challenges to Palliative Care in Africa
That does not take away from the challenges we
face:
•

Funding.

•

Poor coverage.

•

Limited palliative care integration in academic
and teaching institutions.

•

Poor access to opioids.

•

Refugees and internally displaced persons, and
the disabled.

•

Lack of policies in many countries.

•

Other legislative barriers.

•

Ignorance, not only of the public but also of
health workers.

•

Human resources.

The Way Forward
We need governments, teaching institutions
and civil society organisations to build systems
that sustainably fund palliative care. We need to
strengthen health worker training, invest in palliative
care research, support the reporting mechanisms
so we get proper information, and develop
programmes for key populations. APCA is ready to
work with everybody to ensure that happens on the
continent. We should not forget our partners who
continue to support the palliative care movement on
the continent of Africa; they are our role models and
supporters.
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Global Health Approaches to
Palliative Care
Professor Luc Deliens
Palliative Care in Belgium
Last Saturday we celebrated 25 years of the
Palliative Care Federation in Belgium. Last week
the new Quality of Dying Index was published and
my country was listed number five. However, those
of you who think we have established a perfect
system of palliative care after 25 years of experience
are completely wrong. There are many challenges
in palliative care in my country and in many other
countries in Europe. The WHA resolution needs to
be a policy driver for changes in healthcare systems
in the developed countries in Europe, in the United
States and in other developed countries. We are not
there. Many patients, mainly non-cancer patients,
are waiting for the policy developments to receive
proper palliative care.

Cultural Background in Europe
Being a sociologist, I would like to take you on
a more cultural journey. We are confronted with
substantial changes in our culture in Europe and in
my country. There is a growing impetus for people
with long-term care conditions to take more control
over their health, and increased value is being put
on personal autonomy and self-determination.
There are also more legal frameworks that support
these switches in values. In my country, we have laws
on patients’ rights and palliative care, and there are
laws in some countries on physician-assisted dying.
The culture of the professional care givers in
our healthcare system is changing. Paternalistic
attitudes of doctors and other healthcare
professionals to protect patients from bad news,
such as diagnosis and prognosis of life-threatening
disease, although they still exist in many countries,
are culturally less accepted in my country and in
many other European countries. There is a growing
openness about these issues, and doctors’ value
more shared decision-making with patients and
families.
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‘Cultural Revolution’ in Healthcare Systems
What are our healthcare systems focusing on?
What are the medical schools focusing on during
education? We have healthcare systems that are
highly specialised diseased-centred care systems.
If you go to oncology, you do not meet a general
oncologist; you meet an oncologist who specialises
in a particular organ. Hospitals, although they
were developed originally as intramuros institutes
for good care, are becoming more ‘diagnostic
factories’. I have many examples, from 15 years ago
but also from just last week, in my country of this
kind of diagnostic treatment and over-treatment in
hospitals. Doctors are addicted to ‘diagnosticism’.
What we are doing in palliative care is very much
in contrast to these observations on our healthcare
systems. We are delivering general and holistic
person-centred care and focusing on the quality of
life of patients and their families. Withdrawing and
withholding treatment is something doctors do not
learn at medical school and is one of the key skills a
good palliative care doctor needs, and so all doctors
who are treating patients in hospitals need.
Promoting palliative care in this dominant medical
culture is very difficult. In my view, you need a
cultural revolution to change that. It is not a simple
thing we can alter in the processes of our healthcare
systems; we have to go to the core of those systems.
That is very important. The cultural revolution
initiated by the WHO in the 1970s and 1980s to
change the perception of health from a negative
definition to a positive definition had a huge impact
on the policies that were developed throughout the
world. That is what I think we need in palliative care.
We need the WHO to be ambitious on this and to
try to change the essence of our healthcare systems.
Palliative care has lots of benefits. With the skills we
have in palliative care, we can be the key drivers in
changing healthcare systems.

Defining Palliative Care
In changing healthcare systems, we need to
differentiate the meaning of palliative care and to be
specific about it. We need to differentiate between
specialised palliative care; generalist palliative care,
which is a skill that all primary care providers should
have and needs to be integrated in medical school,
nursing schools, social workers’ education, etc.; and
palliative care in the community, which is the least
developed, at least in my country. Who is doing
palliative care 24 hours a day, seven days a week? It
is the family carers and the volunteers. They need to
be integrated into the healthcare systems, and we
need to develop models of collaboration with the
professional care providers.
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Palliative Care in the Netherlands

Policy drivers and leadership for changes to our
healthcare systems need a multi-sectoral approach.
We need to involve research, education, practice
and community.

Those of you who think there is no money for
palliative care in Europe are wrong. This is a new
€51 million programme for the further development
of palliative care in the Netherlands in the coming
years. If every European country allocated that kind
of money to palliative care, we could maybe also
allocate 5-10% to countries in Africa or Asia for the
development of palliative care. It is a comprehensive
programme that will run until 2020, aimed at
improving palliative care through education,
research and practice. It is run by the Ministry of
Public Health together with the Applied Science
Foundation. They are planning to evaluate the
programme in 2021.

Research

If you think about policy drivers and leadership
in research, you think about chairs in palliative
care research at universities; developing research
programmes; establishing multidisciplinary research
teams; and developing PhD programmes.

Education

We need to integrate palliative care in medical
schools, in postgraduate education for GPs and
clinical specialists, and in education for other health
and social care professionals.

Practice

We need multidisciplinary approaches to be
developed within the healthcare system. Best
practice promotion is very important to develop
palliative care, but so is the monitoring of the quality
of palliative care. We always believe we are doing
very good jobs, but we have to assess and monitor
the quality of our services.
Palliative care needs to be accessible for all patients,
independent of the setting in which they receive
care. In my country, palliative care is delivered on
average 15 days before death, and 20 days before
death for cancer patients. That is far too little. We
need to develop palliative care much earlier in the
disease trajectory.

Community

We need more involvement of the community.
There are many resources in the community that we
do not use and do not integrate into our systems.
In order to do so, we need a broad inter-sectoral
approach. It is not only employees who need to
change their lives when one of their family members
becomes sick; employers also have to take up their
responsibility within the healthcare system. In my
country, we have palliative care leave for family
members, which is paid for by the employer at
least for a few months. We also have to empower
informal care givers. I have plenty of examples in
which informal care givers are doing a good job but
the communication with the GP is very poor and so
there is no professional collaboration between the
informal care givers and the professional care givers.
That leads to the contradiction of the empowerment
of the informal care givers.
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Policy Drivers and Leadership

The palliative care stakeholders over the last
couple of years have prioritised four themes for this
programme:
•

Awareness and culture.

•

Organisation and continuity of care.

•

Care innovations and quality.

•

Patient participation and support.

This programme uses an integrated approach for
innovation in palliative care in the Netherlands.
It is run through three different sectors, but the
programmes are horizontal, so they go through the
different sectors of society. The calls that are out
now are promoting those projects that cover the
three different sectors. If you submit a project, it will
increase your chances of getting the money if you
have a project that is doing research, education and
practice development throughout the four priorities.
It is a programme on innovation and improvement
of palliative care and it is embedded in the existing
national policy programme for palliative care, which
is based on nationwide coverage with regional
networks, each of which has at least one centre of
expertise in one of the universities involved. The
national policy in the Netherlands is focused on the
needs and wishes of patients and their families, and
for the past 15 years it has been part of the national
healthcare system. GPs are being educated to do
palliative care at home, and there are consultant
specialists in palliative care who can support the
GPs.

Summary
If medicine sometimes cures the disease, often
alleviates symptoms, but always supports patients
and families, why is palliative care not a core
competence of many in healthcare systems, and why
is it not more important in the global healthcare
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system? We need to aim at a paradigm shift in
general medicine, and not just try to improve
palliative care, in order to fully integrate palliative
care into the healthcare systems. Global healthcare
system reform is needed for the integration of
palliative care in the regular healthcare system
through the basic skills of all GPs, integration in the
curricula of medical schools and nursing schools,
and the implementation of supporting measures
for care giving at the end of life at home. A lot
of research is also needed to create an evidence
base for palliative care, not about the relevance
of palliative care but to test the effectiveness of
the different models in different care settings and
among different patient groups.

Challenges and Opportunities
in Developing a Global Health
Approach
Dr Shahaduz Zaman
In contrast to the other two panel members, I am
quite new in this field. Most of my experience is in
other global public health issues and I do research
mainly from a medical anthropological perspective.
I work with Glasgow University but I come from
Bangladesh. I will speak as almost an outsider in this
field, who has more questions than answers, and I
will try to raise one or two conceptual issues around
the global health approach to palliative care.

21st Century Challenges
It is clear end-of-life care will have major global
importance in the 21st century as the world
population ages and grows, as individual patterns of
disease, symptoms and disability in later life become
more complex, and as the social circumstances and
the communities to support dying become either
more enabled or more impoverished. Paradoxically,
there is a dearth of interest in the global health
agenda. Palliative care is not included in the new
Sustainable Development Goals.
It is important to keep in mind that although end-oflife care is a global challenge, there are huge global
differences. Different countries are at different
demographic stages and different levels of health
system preparedness. At one end, there are very
few countries where palliative care is integrated in
the mainstream health system; at the other end,
there is no palliative care at all. Most importantly,
there are huge differences in terms of local moral
worlds and the meaning and understanding of
death, and different political systems around dying.
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That is a reference to the old debate about assisted
dying and euthanasia. There are also differences
in the availability of evidence. A recent systematic
review of palliative care research shows that 90% of
that research has been only in a few European and
North American countries.

What is the Global Future of Dying?
Two contrasting statements

In one of his recent papers, Jan Stjernswärd, the
former WHO head of palliative care, said:
‘Palliative medicine must from the beginning
encompass a global perspective, with the goal
to reach the greatest number of people who
can benefit from it, namely those from in the
developing countries. There cannot be one ideal
future for the developed nation and another
future for the developing nations. It is either one
common future or none.’
He is talking about the disparity between developed
and developing countries, but I would like to draw
attention to this notion of common future.
In one of his recent interviews, Suresh Kumar, one of
the founders of the Kerala model in India, said:
‘Despite attempts from various corners for more
than three decades, globally, palliative care is
accessible to only less than 8% of the needy
today. It should be obvious to everybody by now
that we are unlikely to achieve any meaningful
coverage ever if we continue to take the
conventional track. Community participation in
palliative care can yield results.’
He is also talking about this disparity, but he is
clearly saying we will not get any significant results
through the conventional track, and he is offering
a different approach: a community-based palliative
care approach.

What is the common future?

Do we have a clear understanding of the common
future of palliative care? Is it an institutionalised,
specialised service delivery model, is it a
community-development generalist model, or
is it an integrated one? If it is an integrated one,
what exactly is the future of that? We talk about
patient‑centred palliative care, and there is a lot of
discussion about autonomy of the patient, but there
are cultural differences between autonomy and
the sense of individual. In many cultures, the self is
more of a relational self. How do we integrate these
things?
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The ‘waiting room of history’

Dipesh Chakrabarty talks about the ‘waiting room
of history’. He discussed this in relation to the
history of modernity, where the whole notion is
that the first sight of modernity is in the West and it
needs to be transferred to other parts of the world,
but the other parts of the world are not yet ready
to accommodate all these modernist elements
and they need to wait in an imaginary waiting
room in order to graduate to modernity. This is a
narrative of transition that reproduces the European
archetype and where the subject of ‘elsewhere’
is always perceived in terms of lack, absence and
incompleteness. There is a risk in this universalising
linear developmental vision of future.

Transfer versus Translation
What is the implication of this argument for the
future of global dying? We have been asked to talk
about the transfer of different models from one
context to another. The Economist quality of death
ranking, of which Bangladesh is at the bottom,
is an interesting example of the waiting room of
history. The assumption is that all the countries
at the bottom should aspire to have a palliative
care model as per the high-ranking countries.
Should we do that by transferring the models the
high‑ranking countries have developed to those
countries? Should Bangladesh aspire to have a
St Christopher’s Hospice and, once they get that
hospice, think they have achieved the palliative care
model? Questions can be raised about whether
the models of the high-ranking countries are the
ideal models to be transferred to different parts of
the world. The UK topped the ranking. The much
celebrated Liverpool Care Pathway was developed
in the UK and transferred to different parts of the
world, but has now been abandoned in the UK. This
ranking process can be critiqued in various ways.

It is important to keep in mind that when a model,
an idea or a technology is developed in one context
and transferred to another, the receiving country
engages with it in different ways and, through this
process, translate it. The Kerala model is an example
of translation. They have taken the ideology of
palliative care and translated it according to their
own political, social and cultural context. The Kerala
model is now being implemented in other parts of
India and beyond, such as West Bengal, Thailand
and Indonesia, but not in the same way; they are
re‑translating the model according to their own
contexts.

Plenary 1

From my own experience working in different global
health projects in different parts of the world, I have
observed that when people talk about bridging the
gap between developed and developing countries
there is an assumption that the developing countries
should catch up with the developed countries.
There is a need to have a closer look at this idea of
catching up and the concept of integrating these
two approaches.

When we talk about the future of global palliative
care, it is important to look critically at the transfer
and translation of different models. Palliative care
is an intersubjective process and the body of the
dying person becomes an arena for conflicting subcultures of providers, policymakers and relatives.
There are risks to uncritically transferring palliative
care models from one context to another.

Summary
What is the global future of dying? Is there a
common global future? I would like to conclude with
two supplementary questions. Should we frame
our discussion on the transfer or the translation of
different palliative care models? Should we aim for
a common future for developed and developing
countries or a plural one?
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SESSION 2: PARTICIPANT RESPONSE

Chair’s Question

40%

In your opinion, what
is the most significant
challenge your country/
region faces in integrating
palliative care into national
health system(s)? (See
Appendix 4 for results by
WHO Region)

35%
30%
25%
20%
15%
10%
5%
0%

Lack of
understanding of the
value of palliative
care

Absence of policy
driver

Acute systems
do not support
integration of
palliative care

Requires legislative
change

Attitudes of health
and social care
professionals

Figure 6: Most significant challenge faced in integrating palliative care into
national health system(s)

Question A

50%
45%

In your opinion, what
are the challenges for
policymakers in your
country/region? (See
Appendix 4 for results by
WHO Region)
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Insufficient or limited
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is not well understood

The national health
system is resistant to such
change

Competing priorities for
resources

Figure 7: Challenges for policy makers

Question B

60%
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Promoting the value
of palliative care
publicly

Promoting the
availability of
training and
education

Advocating
for availability
of essential
medications

Positively influencing
attitudes of health and
social care professionals
about the value of
palliative care

All of the above

Figure 8: Role of NGO’s and advocacy organisations in influencing integration
of palliative care into national health system(s)

Question C

70%

In your opinion, how best
can palliative care as a
specialty influence its
integration into national
health system(s) in your
country/region? (See
Appendix 4 for results by
WHO Region)

60%
50%
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0%

In your opinion, what
role do international
non-governmental
organisations and
advocacy organisations
have in influencing the
integration of palliative
care into the national
health system(s) in your
country/region? (See
Appendix 4 for results by
WHO Region).

Develop the strategic
leadership capacity of
palliative care clinicians at
National level

Ensure palliative
care becomes a
core competence in
undergraduate and
postgraduate education
of health and social care
professionals

Enhance global consensus
around the understanding
of palliative care and its
provision

Ensure global exchange
of best practice models of
palliative care provision

Figure 9: How can palliative care (speciality) influence its integration into national
health system(s)
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Session 3 reflected on the current system for
palliative care provision across the globe in order
to identify how palliative care services can be
supported to ensure more innovative interaction
between generalist and specialist providers.

SESSION 3: INTEGRATED
MODELS OF PALLIATIVE
CARE – A GLOBAL
PERSPECTIVE
Chair:

Professor Cynthia Goh, Senior Consultant, Division
of Palliative Medicine, National Cancer Centre
Singapore

Speakers:

Dr Stephen Connor - Senior Fellow to Worldwide
Palliative Care Alliance, International Palliative Care
Consultant
Joan Marston - Chief Executive International
Children’s Palliative Care Network

Chair’s Introduction
Professor Cynthia Goh
I have great pleasure in introducing two good
friends. Stephen Connor is a clinical psychologist.
I originally met him when he was working with the
NHPCO in the US and then later on the board of the
WHPCA. He is now a Senior Fellow, doing quite a
lot of work for the WHPCA. He is the man behind
the mapping of palliative care development, both
in 2008, the first time the map was done, and the
latest one in 2012, which was adopted by the WHO.
I know Joan well from shopping trips in various parts
of the world. She champions children’s palliative
care and you all know her as the Chair of the ICPCN.
Her latest interest is championing palliative care in
disaster relief.

Integrated Models of Adult
Palliative Care
Dr Stephen Connor
Session-by-session we are building a common
framework of where we need to go from here. This
session is going to get a little more into the meat of
what we need to do to begin to integrate palliative
care more into the primary healthcare system. We
are principally a specialised service; we need to get
into the whole healthcare system. Many years ago,
we said to ourselves that if we were successful we
would be out of business. That is unlikely, but it is
something to consider.
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Global Context

Specialisation

Every year on our little blue planet over 56 million
people die. Of those, about 40 million need
palliative care, 20 million at the end of life. That
is probably a conservative estimate. There are
probably at least 20 million children who need
palliative care. We also take care of families; when
you put the families with the patients we are talking
well north of 100 million people a year.

According to Carlos Centeno, in 2010 18 counties
had formal recognition of palliative care as
either a specialty or a sub-specialty; now it is 38,
which is an interesting measure of progress. In
13 countries palliative care is a specialty; in 27 it is a
sub‑specialty. Two have both specialisation and subspecialisation. Those countries are mostly in Europe
but there are also some in Africa, the Americas and
Asia.

We had a very successful collaboration with the
WHO on the publication of the Global Atlas of
Palliative Care, which is an attempt for the first time
to look at the whole picture. Two-thirds of people
who need palliative care are older. At least 6%
are children. Almost 80% live in LMICs. Almost all
have NCDs. 6.5% have HIV and TB. Three-quarters
of countries have no or very limited delivery of
palliative care. In only 20 countries is there good
integration of palliative care into the healthcare
system. There is a serious problem with lack of
access to pain relief and opioids globally.

Adult Need for Palliative Care
Over 80% of the global need is in three major
categories:
•

Cardiovascular disease, principally heart failure
and stroke.

•

Cancer.

•

Chronic obstructive pulmonary disease (COPD)
and other respiratory illnesses.

A whole bunch of other conditions are mentioned
here. This was the first time a WHO publication
had all these diagnoses listed. Most publications
emphasised cancer and HIV. HIV is 5.7% and drugresistant TB is just under 1%. There is also diabetes,
kidney failure, liver failure, dementia and other
neurologic conditions.
22% of the need is in high-income countries. It is
the 80:20 rule: 80% of the need is in LMICs yet
80% of the care is being delivered in the 20% of
countries with the highest levels of palliative care
development. We need to figure out how to reverse
that over time.

We also did an audit as part of the mapping
exercise. As of 2012, there were approximately
16,000 specialised palliative care services serving
around 3 million patients per year. That is less than
10% of the 40 million need. Approximately 14% of
need at the end of life is met. These numbers are
estimates based on the number of services out
there.

Levels of Palliative Care Development
Mapping levels

We expanded from four levels to six levels; we
bifurcated levels 3 and 4 so we could look at
countries that were delivering palliative care
but at a small scale versus fairly large scale, and
those countries that had it well integrated versus
those that were beginning the implementation
of integration. Around 75% of countries have
limited provision. We still have a long way to go.
We progressed from 50% of countries having no
palliative care to 42%. We will be redoing the
mapping exercise next year and it will be published
in 2017. Hopefully we will update the Atlas in 2018.

Quality of death index

80 countries were reviewed for the Economist
Intelligence Unit quality of death report. We are
going to take a look at how the quality of death
metrics were used as we re-do the mapping exercise
and see if there are things we can learn from that
experience that will help us do a better job of
mapping levels of palliative care development. It
had been quality of death before; in this iteration, it
is quality of palliative care. It is interesting that there
is more attention being paid to palliative care.

Numbers of care providers

In 2014 on World Hospice and Palliative Care
Day, the theme of which was improving access to
palliative care, we looked at who the care givers are
and estimated there were 400,000 professionals
working in palliative care, 1.2 million volunteers
and around 9 million family care givers. It is mainly
family members doing palliative care; they are the
ones who are with the patients day to day, caring for
them.
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How do we change the system so we are not just
doing specialised palliative care but we are doing
more in the community? It is important to think
about not just primary care but community-based
primary care so that we are, whenever possible,
involving the community in the delivery of palliative
care. I have a few examples of exemplary work
being done.

Kyrgyzstan

Dr Taalaigul is our Pain and Policy Fellow in
Kyrgyzstan and is an extraordinary leader in that
country. She is singlehandedly doing all the cancer
education for the country. She is doing education on
prevention, screening and early detection, treatment
and palliative care. It is all wrapped together into
one package so palliative care becomes a normal
part of what we do when we are doing education
around cancer. There is a focus on prevention of
breast cancer in the country, but a palliative care
physician is leading that effort, rather than the other
way round.

Kerala

We have all been amazed at the work that has
been done in Kerala in terms of the neighbourhood
network development and how it has changed. That
is not just an example of modification of an existing
model; that is a whole new model. There is a lot of
opportunity to look at how we create new models,
not just adapt the ones that are out there.

Barcelona

Dr Xavier Gomez Batiste’s work in Barcelona is
another very good example of integration of
palliative care, not just at the primary care level
but throughout the whole healthcare system in
Catalonia. It is bringing together geriatrics and
palliative care. The majority of people needing
palliative care are older, so that is one of the ways
we can move forward.

Tanzania

We have many different examples around the world
of community health workers doing palliative care
successfully with minimal professional back-up, but
we have to have back-up from physicians, nurses and
other medical professionals. This is the continuity
of care programme for HIV/AIDS in Tanzania. The
community health workers are not paid. They get
some subsistence payments, but they are from
their own villages and they are getting recognition
within their own community, and that is their primary
motivation for providing palliative care.

Central Asia
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Moving Towards Community-Based
Primary Care

Another interesting model we are seeing in
Central Asia is an effort to bring palliative care
into the training of all family physicians who work
in family health centres. Throughout the former
Soviet republics, most of the primary care is in the
family health centres. The Aga Khan Foundation is
undertaking a very significant effort to try to train
every one of these primary care physicians. That is
true in a number of countries, because the family
health model has been replicated in many countries
and is an entryway for palliative care to include
training in that curriculum.

International Primary Palliative Care Network
(IPPCN)
A lot of people here work with the IPPCN, which
has been exemplary in leading efforts to promote
primary palliative care in the community in various
ways throughout the world.

Public Health Model of Palliative Care
Development
The public health model applies at every level, from
primary to specialised care, and covers medicine
availability at the same time as education, along
with policy change and implementation. We use that
model very effectively.
This is an example of a patient-centred familyfocused model for care. We talk a lot about peoplecentred care, which I assume includes family, but
we want to make sure that with palliative care we
are always including the family in how we care for
patients and surround them with the care givers
that provide palliative care, and then the community
surrounding them.

Levels of Palliative Care Delivery and
Training
Most palliative care is at the tertiary level, but
some of it is at the secondary level, depending
on the way care is organised in the community.
With the exception of some of these exemplary
programmes, we are not at the primary care level.
That is the challenge facing us as palliative care
workers. Jan Stjernswärd a number of years ago
proposed a pyramid, with specialist palliative care
at the very tip, followed by primary healthcare and
acknowledging the role of the community in caring
for patients. He was perhaps inspired by the Kerala
model.
A lot of work has been done in Australia on
modelling how this should work best. This is maybe
the best model we have currently. There is a

Report of the Proceedings of All Ireland Institute of Hospice and Palliative Care Global Colloquium on Palliative Care

55

Plenary 2

movement between levels, as patient needs change
over time. They may start out at the primary care
level and then move up if they need some type of
intermediate or specialised services. Our goal is that
they should be able to access all three levels. One
of our colleagues from Oman, at a meeting of the
WHO Technical Advisory Group yesterday, shared
with us a strategy for beginning to implement
palliative care in each of these three levels, starting
with the intermediate and primary and eventually
working up to the specialised. We have done it more
from the top down. We need top-down and bottomup approaches in palliative care development in
general. The Canadians refined the Australian
model a bit. We have some patients we do not
know anything about; these are only the patients
who are getting care. We do not really know what
the percentage is of people who should be getting
specialised care. Are these proportions of people
at these different levels correct? From a community
standpoint, we need to know more about that and
be more effective at understanding it.

How do We Become More Integrated?
We become more integrated by increasing the
capacity of primary care providers to integrate
palliative care into their practice. What do we need
to do that? Ed talked about the enormous task
involved in the 400,000 palliative care professionals
versus the many millions of primary care
professionals who do not have training in palliative
care, and how we can scale that up over a period
of 10 years or more. We need to get palliative care
for all professionals, not just nurses and physicians
but also social workers, psychologists and other
therapists.
We have a problem in our healthcare system. 80%
of our resources are devoted to acute care in most
countries in the developed world. In LMICs, the
healthcare professionals are all in hospitals. You
have to go and see them; they never come to visit
you at home. It is not a system designed to take
care of chronically ill patients and those with lifethreatening illnesses. We have tried in a number
of ways to shift. For instance, we have said, ‘If you
have a hospital that is staffed for 100% occupancy
and it has 50% occupancy, let us take some of those
people who are already on the payroll, screen them
and retrain them, and send them out to do home
care from the facility’. It does not cost more, other
than the effort involved in training and reorganising
the services. We have done this successfully through
the Soros Foundation in many pilot projects around
the world, and it is effective. We have to get them to
change their budgets. The heads of these hospitals
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do not want to lose money. They build their empires
and they do not want to change their budgeting.
We have to show them it is to their advantage to
do so. There is very little capacity to deliver home
care in the real world. Most LMICs do not have the
capacity to deliver that care and we have problems
with medicine availability.
We do not need to be a standalone service
anymore; we need to integrate. We need better
continuity of care, more community involvement and
ownership, and more volunteers in the community
to help out in palliative care. Some have posed
that palliative care is a model for how we should
reorganise the whole healthcare system. That
may be a slightly grandiose statement. We do
not need palliative care for every patient, but, for
the chronically ill and those with life‑threatening
illnesses, palliative care is the model and, whether
we call it that or not, we should be a little bolder
about that.

Summary
I began working full time in palliative care in 1976.
We said to ourselves back then that in 20 years we
would have integrated palliative care so effectively
into the healthcare system we would no longer need
to have palliative care. We failed at that. Almost 40
years later, there is a need for palliative care as a
specialisation and as a body of knowledge. We have
a lot of work to do. We need to give away palliative
care to our colleagues more effectively.

Integrated Models of Children’s
Palliative Care
Joan Marston
Earlier this year, Stephen and I were in Geneva for
a side event at the WHA. You walk a lot in Geneva.
One day, quite early in the day, Stephen looked at
his wrist and said, ‘I have already walked 10,000
steps’. My response was, ‘If you have already worked
10,000, I must have walked 20,000’. To me, it was
an example of what is happening in palliative care.
Palliative care for children started way behind the
more adult-focused palliative care and we are still
rather running to catch up. I am delighted to see in
different countries, especially developing countries,
that there are models that really and truly have got it
right. They have grown up very quickly. I would like
to share those with you today.
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The mapping we did at ICPCN looked at the
development of palliative care for children. While it
looks pretty bad today, when we started in 2012 it
looked far worse. The greatest need is, and where
so little is happening, is in the developing world.
We decided we needed to know how many children
are out there who need palliative care, so we
went to UNICEF, who said, ‘Let us have a look at
three countries and develop a methodology for
identifying the prevalence of these children’. We
looked at three countries and then we took the
methodology and expanded it to another 23 that
among them held 60% of the world’s children. We
took countries with large populations like India,
China, Indonesia and countries in Africa. We came
out with a generalised palliative care need of 21
million and a specialised need of 8 million. The
average prevalence was 43 per 10,000 children,
but that told us nothing because it went from 20
in countries like the United Kingdom to 119 in
countries like Zimbabwe. Where there was high HIV
prevalence, the need for children’s palliative care
was particularly high.
When we are doing our assessments, we estimate
that less than 1% of the children who need palliative
care are receiving it. Most of these children are in
the developing world in sub-Saharan Africa and
South-East Asia. We know the challenges that
people living in these areas experience:
•

Poverty, which is pervasive and affects every
part of your life and your access to healthcare.

•

Diseases, even epidemic diseases.

•

Health resources that so often are not coping.

•

Instability in countries.

•

Other burdens of disease.

We have no model for dealing with the number
of displaced persons around the world. This is an
urgent and increasing problem we need to look at.

Models for Children’s Palliative Care
Factors influencing model development

There are amazing models for children’s palliative
care in the developed and developing worlds.
Each has a focus on improving the quality of life
of children, but a number of issues impact on the
development of models. One, very importantly,
is the vision of the person who had the idea to
start the model. That sometimes impacts over a
long period of time. A second is the context: was
this developing because it was part of a national
development of children’s palliative care, or was this
developing in response to a particular problem in

that region, as we saw in Africa with HIV? We are
looking at very different resource levels, but it is
very interesting to see that models in developing
countries have taken ideas from the developed
world and changed them. Then there are things
like the programme elements. Every model is built
of different building blocks. What has this model
decided it wants to do? What impacted so much
was how prepared they were to collaborate and
network. While there are some beautiful models
that provide wonderful care, they survive in splendid
isolation. The more people collaborate, the more
integrated is the model.
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Context

Process of model development

In a lot of these programmes, people were putting
these building blocks together like children do.
When they start building, they build a tower and a
little house, then they knock it down. Programmes
have started, perhaps, with a vision of a home
care programme or an inpatient unit or a hospitalbased programme and, as they have grown, things
have added on to them. We have also found when
looking at the development of these integrated
models that there is an element of serendipity.
Things happened that you had not believed
were going to happen. Things happened that
were nowhere on your horizon. It was often the
serendipity that changed the focus and allowed the
model to expand.

Definitions

We also found that in general they used the WHO
definition, or one of the other very good definitions
out there that contain the same elements, and they
added extra, looking at what the children’s needs
were. They were focused on:
•

Play and development. We are dealing with
children from new-borns up until young adults;
there is a wide range of developmental needs
there.

•

Protecting children’s rights. Child protection
was part of what they were doing.

•

Integrating not only from a generalised to a
specialised service, but the private and the
public services as well.

•

Education, both of their own staff and of others.

•

Developing in accordance with their culture.
The services they provided were very much
culturally-relevant.

Palliative care is a rational response to a need that
demands our compassion. These programmes that
are so well integrated are very rational in the way
they have developed and the way they are run and
managed.
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Case Studies

Key Elements for Successful Integration

It is always good to see it in practice. These are
programmes in LMICs that saw there was a big
challenge and said, ‘But this is not too big for us’.

The key elements we saw in these programmes
were:

Maharashtra

The first was a planned development in Malawi
and in the Maharashtra region of India. We took a
programme in each region and used that as a model
and a mentor for the development of three more
programmes. We then added to that education,
because that is basic in development, and advocacy
to impact on policy. We found that using a rational
approach worked. These models eventually changed
the policy in Maharashtra and led to funding for
children’s palliative care, the beginning of a special
grant for children with palliative care needs, and
training from the professionals to the workers,
including in a Master of Medicine in Paediatrics.
What now have centres of excellence in urban,
peri-urban and rural areas. We have had a change in
policy and the funding that came with that change,
and we have children who are in this continuum
of care, because the models include both primary
care in the home and more specialised care through
the hospital programmes. This model is now being
further expanded into two new sites.

Malawi

Jane Bates heads up the Palliative Care Support
Trust in Blantyre in Malawi. The children’s part of
that began as an NGO within the Department of
Paediatrics. Again, this NGO started linked to the
formal healthcare system. From the beginning, it
provided care to all the different diagnoses in the
hospital and also did outreach into the community.
This model has now been expanded through
Malawi. It is part of a step-up programme that is
taking children’s palliative care into the community.
Just as the Maharashtra model, it is providing
levels of care from primary healthcare up into more
specialised healthcare.

•

The vision was larger than the programme. We
tend to bite off more than we can chew.

•

The vision was held even when the leadership
changed.

•

From the beginning, these programmes did
not see themselves in splendid isolation, but
as part of a bigger healthcare system, so they
collaborated and networked.

•

They were all adaptable. If we compare
where they are now to where they were in the
beginning, it is a world of difference.

•

They have a strong public-private partnership.
There is equal partnership between the formal
health sector and civil society and recognition
that they need each other to provide this
wonderful continuum of care.

Challenges
These programmes have been sustained over
a period of time. Sustainability is the biggest
challenge. There is lack of funding, lack of policies
and lots of competing priorities, and sometimes
poor access to palliative care medicines, but
somehow they have survived. The people who work
in these programmes are really passionate and
compassionate about the children they care for; if
we do not have that passion and compassion to care
for these children from their homes into the more
specialised care centres, we are not going to be
able to make it work.

Mangaung CPC collaboration, South Africa

This is a programme I have been particularly
involved with, and one that has developed through
serendipity. It started with the development of a
children’s hospice in response to HIV and AIDS,
when the children were dying because we did not
have access to antiretrovirals. The Department
of Family Medicine has now taken leadership and
is working with the Department of Paediatrics.
While the leadership began with the hospice, it
is now firmly established within a university and a
Government service. Through the linkage with the
hospice, it is providing care in the home, it is getting
the community involvement and it is even reaching
into the prisons, and has been for the past 14 years.
It did not develop according to the original vision,
but it has developed into a well‑integrated model of
care.
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SESSION 3: PARTICIPANT RESPONSE
Chair’s Question

70%

In your opinion, are
there good examples of
generalist and specialist
palliative care integration
in your country/region?
(See Appendix 6 for
results by WHO Region)

60%
50%
40%
30%
20%
10%
0%

Yes - these are wide spread
throughout my country/region

Yes - there are a small number
throughout my country/region

No

Figure 10: Good examples of generalist and specialist palliative care integration

Question A

70%

Taking palliative care
needs as a whole, in your
opinion, what proportion
should be provided by
specialist palliative care
providers? (See Appendix
6 for results by WHO
Region)

60%
50%
40%
30%
20%
10%
0%

100%

Around 60%

Around 30%

Around 10%

Figure 11: Proportion of palliative care needs that should be provided by
specialist palliative care

Question B

70%

From your understanding,
how has the level
of palliative care
development been
measured in your country/
region? (See Appendix
6 for results by WHO
Region)

60%
50%
40%
30%
20%
10%
0%

Mapping levels of palliative care
has been undertaken at national/
regional level

Mapping levels of palliative care
has been undertaken only at a local
level

It has not been mapped at national/
regional level

Figure 12: Measurement of palliative care development

Question C

40%

In your opinion, how
can generalists and
specialists work best
together to ensure
palliative care is accessible
and coordinated? (See
Appendix 6 for results by
WHO Region)

35%
30%
25%
20%
15%
10%
5%
0%

Globally agreed pathways
for referral

Joint protocols/care
pathway documentation

More opportunities for
clinical exchange visits
and joint training

Better Information and
Communication Technology
systems to improve
communication pathways

Figure 13: How best can generalists and specialists work together for accessible
and coordinated palliative care
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SESSION 4: MODELS
OF PALLIATIVE CARE:
EXPERIENCE OF LOWINCOME COUNTRIES
Session 4 focussed on understanding and learning
from the experience of developing and providing
palliative care where resources are limited.

Chair:

Dr Kathy Foley – Attending Neurologist in the
Pain and Palliative Care Service, Memorial SloanKettering Cancer Center

Daniela served as a mentor and Zippy as a scholar
in our Leadership Development Initiative (LDI), so
we have had the opportunity to see their multiple
talents at multiple levels, and their leadership.
You are going to see these models as examples
demonstrating that leadership matters.

Hospice Casa Sperantei, Romania
Dr Daniela Mosoiu

Dr Daniela Mosoiu - National Director for Education,
Strategy and Development, Hospice Casa Sperantei
Foundation, Brasov, Romania

I am sure everybody knows about Romania and
Dracula. The American interpretation is about
vampires; the Romanian interpretation is about a
ruler who was drastic about corruption. You can see
we have cultural differences.

Dr Zipporah Ali - Executive Director Kenya Hospices
and Palliative Care Association (KEHPCA), Board
Member IAHPCA, WHPCA, ICPCN

Romania

Speakers:

Chair’s Introduction
Dr Kathleen Foley
We are going to talk about models of palliative care
and experience in LMICs. The aim of this session
is to understand and learn from the experience
of developing and providing palliative care where
resources are limited.
Daniela is a medical oncologist and a palliative care
specialist and is the founder, director, developer,
leader and every other positive term one could
use for the Casa Sperantei programme in Brasov,
Romania. Her expertise has been to take the WHO
programme and to do education, drug availability,
policy and implementation in an extraordinary
setting, and to give us some extraordinary
outcomes. We are going to hear about Romania as a
middle-income country and the issues they faced.
Zippy is a physician and a public health expert.
She is the Executive Director of the KEHPCA and
has spearheaded within Kenya this WHO model.
She has worked on policy issues with the Kenyan
Government. I have had the opportunity to go with
Zippy to the Kenyan Government offices in New
York; it is very impressive how she is able to talk
to her ministers at a very high level and convince
them that these are the things they should do and
that they will do willingly. She has worked on drug
availability and has made morphine available in their
national hospitals. She has worked on education
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at multiple levels within their system and in their
nursing school and curriculum, and has given a great
model of implementation.

Romania is one of the former-socialist countries in
Eastern Europe. It is now a lower-middle-income
country. We have been a member of the European
Union since 2007, which has been a good step; it
has obliged the country to make adjustments to
legislation, a lot of which have helped the health
sector. Life expectancy has increased steadily, but
a lot of our health indicators are still below the
European Union average. Cancer is the secondgreatest cause of death after cardiovascular
diseases. Our healthcare system has been
undergoing continuous reform since 2000. Recently,
the World Bank has allocated money to Romania
for health reform. In a way, this is good, because in
a structure that is reforming you can easily bring in
new services. On the other hand, it is problematic
that in the last 20 years we have had over 20 health
ministers. You can imagine how much instability
there is.

The Hospice
Overview

The hospice was founded in 1992 as a BritishRomanian charity. I liked the earlier discussion about
whether we are bringing in expertise and adapting
it, or whether we are bringing in expertise and
making it work as expertise per se. Although it was
started with support from the UK, it was developed
looking at the needs that existed in Romania. The
organisation started 22 years ago as an NGO with
two employees; it now employs 225 staff and has
cared for over 17,000 patients and their families
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Origins

We started in Brasov and then decided for advocacy
and funding purposes we needed also to be in the
capital, Bucharest. As well as having services in the
city of Brasov, we developed rural satellite teams
so we probably cover more than 60% of the need
in Brasov county, which is totally different to what
happens in the rest of the country. Although we
were in partnership with the Ellenor Foundation in
Kent, we started not with hospice but with home
care, because that was where the patients were.
We conducted a survey asking patients where they
wanted to be. Over 80% of patients wanted to be
at home, with support. Over 87% of patients die
at home in Romania. We have to acknowledge this
and try to develop services to keep this culture,
not develop institutions with more beds and move
people into units.

Development

After 10 years of doing home care, we developed a
complex service with inpatient and outpatient units,
day centres and mobile hospital teams, for both
adults and children. The most foreign concept for
Romania is having these consultation teams in the
hospitals. People do not understand why they need
a consultation team: ‘If you are not a specialty, why
do you come and give consultations?’ We would
like to move to have a specialty in palliative care in
Romania, but the response was, ‘No. If you are in
the EU, you can have a specialty only if there are
10 countries in the EU that have it as a specialty.’
That was how our policymakers understood the EU
recommendations. Being in the EU is sometimes
also limiting.

International recognition

Recognition for the work we were doing came very
early in 2002, when we were recognised as one
of the five centres of excellence in eastern and
central Europe. The criteria were clinical, education,
research and policy. That was the moment when we
recognised we needed not to remain an island but
to try to transfer what we had learnt. In the Global
Atlas of Palliative Care, HOSPICE Casa Sperantei is
recognised as one of the models of delivering care
in LMICs. We have transferred expertise from our
centres to around 13 countries in the region, and
that is ongoing.

Training and Education
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free of charge. That is a very important issue in
Romania, where the healthcare system is called ‘free
of charge’ but it is not, because patients have often
to buy drugs and dressings, and to pay physicians
for performing their tasks. The organisation,
through the training and advocacy it has done, is a
benchmark organisation, recognised in the region.

Voluntary training

The WHO triangle was inspirational for us, because
it helped structure the process around the main
areas in which we needed to do our work. Although
we were an NGO, we felt if we really wanted to
develop palliative care we needed to engage in all
these areas. The first thing we did, and in which we
have been very successful, is the education part.
Since the opening of the education centre, we
have had over 17,000 attendances to our training
programmes. This looks like a house and has a
spirit about it, but it is the place we started doing
voluntary multi-professional courses and preparing
the palliative care sub-specialty course and piloting
it for people who were willing to learn about
palliative care voluntarily.

Sub-specialty

In 1999, we did a workshop with the policymakers
and the university people. We were surprised they
attended, but they recognised it is an important
issue and agreed to include it among the medical
sub-specialties. HOSPICE Casa Sperantei was
named as the centre to run this specialty, which
was quite unusual. In Romania universities were
doing it, but they did not know what to do about
this new discipline, and they acknowledged our
capacity. 396 doctors have undertaken this quite
intense 18-month training and graduated with this
sub-specialty, and 105 are in the programme. We
cannot do that alone. We learned quite early that
we need to transfer expertise, so we have five
other centres working under our umbrella. That is
important, because in Romania doctors are leading
the process. Having doctors interested in learning
palliative care is important.

Nurses’ education

We have been working with the Ministry of
Education and succeeded in 2007 in requiring
undergraduate nurses to undertake 120 hours’
compulsory training. There is theoretical and
practical training. As a hospice, we brought
together all the trainers and did training with them
on standardised curriculum and training material.
We are still fighting for a specialty for nurses at
postgraduate level. They say, ‘In the EU, we have
just paediatric nurses and adult nurses’, but we are
almost there.

Universities

Getting it into universities was not an easy task. We
held a workshop with deans from the universities
and academics who have gone through the training.
Another issue in Romania is that if you are a
university professor and you find a new discipline
like palliative care, you can teach it regardless of
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whether or not you have done it. We were very
strict that people have to know and have to practise
palliative care in order to be professors and trainers.
We have five universities now where palliative care
is included in the curricula, and one of those has a
multidisciplinary masters.

Public education

We tried to educate the public on the internet,
but this is not working very well. Although a lot of
people have mobile telephones and access to the
internet, people in Romania still are not so keen
on learning or downloading information from the
internet. We have to review that.

European Palliative Care Academy

Further international recognition came when
we were invited to be one of the centres to do
the leadership training courses in the European
Palliative Care Academy.

Drug Availability
This was a very long process. We were supported by
colleagues from the Pain and Policy Studies Group
in Wisconsin. It took five years to have a new law
passed in Parliament and another two years to have
a new regulation. In Romania, the law is a broad
umbrella, and the regulations contain the details. It
was a huge change; we went from no access apart
from cancer, to access for all pain. It does not matter
what the disease is; if you have pain, the doctor
can decide you can have it. There is no longer a
maximum-dose restriction. Because of these big
differences, we had to run an education programme
in the whole country. We used all our trainers and
trained over 2,000 people in one year, both doctors
and pharmacists, in how to prescribe. After so many
years, we still have problems with the way the law is
put into practice.

National Coordinated Strategy
It was the role of the national association to do the
standards and to bring under the umbrella not just
individuals but also service providers. Together with
the service providers, we succeeded in bringing
palliative care into the costing framework. In 2008,
the Minister of Health signed a partnership with the
hospice saying, ‘We want you to develop a strategy’.
We have also succeeded in having some laws
governing staffing ratios.
Although there was a huge driving force for
developing palliative care services, we had only 7%
national coverage, so we decided we needed to
re-look at our strategy. Our new strategy has three
levels: support for self-care; basic palliative care
through GPs or hospital doctors; and specialised
palliative care. Support for development of
education and standards runs through all three
levels.
The World Bank loan for health reform in Romania
has a palliative care component. The only indicators
we have are service development indicators. In
these five years, we are supposed to develop 90
new home care teams, 90 outpatient units and 29
inpatient units. The problem is how we are going
to develop home care teams, because our system
is conceptualised just in hospital beds, so they have
no clue how to go through that. We will try to show
them this is working through pilot programmes,
one of which is about trying to bring palliative care
through the GPs. You can see the design of the
study, with research identifying what would be good
interventions for education and elements of clinical
care outcomes. The research was qualitative and
quantitative, and we came up with 29 statements
on disparities and 11 statements on intervention.
We had a round of consensus; we did not need to
go to a second round because there was a very high
rate of consensus. The education was 36 hours; out
of the people trained we selected 25 to implement
interventions for 125 patients, and we have already
done 120. We had electronic files, an assessment
procedure, an algorithm of care and coordination.
We are now in the phase of trying to see some of
the data and doing an interim analysis.

Summary
Our country is still looking to the WHO for guidance,
so I would like to see the WHO monitoring how
this resolution is implemented and looking every
year, with a structured formula, at whether we have
really moved on the different elements, and maybe
also at models of good practice. I will finish with an
invitation to experience the culture of Romania. You
are all welcome to visit us in Brasov.
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Dr Zipporah Ali
I am very happy to be at this event, and I hope I will
be able to share with you the model we are using in
Kenya. Most of the presenters this morning talked
a lot about statistics, which I do not want to repeat,
but I will look briefly at hospice and palliative care
services in Africa and Kenya as an example, mainly
because I come from Kenya and I want to share
what we are doing there. I will then present a few
recommendations people maybe can learn from.

Context
Kenya has a population of about 44 million. We do
not have a cancer registry, aside from one that just
looks at two specific regions of the country and
is not very accurate, but last week the Minister of
Health said there are 40,000 new cases of cancer
every year. We do not know what the prevalence
is. Around 38,000 of those 40,000 die within the
first two years of having the disease, because
of late diagnosis, although not necessarily late
presentation. We do not have enough resources for
treating cancer. We have only one public hospital
with two radiotherapy machines; one is broken and
the other is always breaking down. It has been in
the news a lot. We have patients who are going
for radiotherapy treatment and are told to come
in 2018. These are patients with advanced disease
who will not make it to 2018. HIV/AIDS remains
a big problem in our country, with around 5.8%
prevalence. NCDs are also very high. Around 60%
hospital beds are filled by people with NCDs. We
are a low, and sometimes middle-income country,
where the need is high but we have the least
resources, like many other countries.

Access to Palliative Care
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The Case of Kenya

Access to palliative care remains a challenge for
most of our patients. A survey done some time
back found 45% of the countries in Africa had
no palliative care at all. This is changing slightly,
because we have areas of palliative care that are
coming up in most of the African countries.

Access to opioids
This is a key indicator for palliative care that
people talk about, but sometimes you can provide
palliative care even if you do not have opioids. Pain
management is a key component of palliative care,
but things like counselling, talking to the patient
and breaking bad news are also very important
components of palliative care. We tend to focus a lot
on pain management; we have to look at everything
else that is involved in palliative care for patients.

Integration

Only a few countries have palliative care integrated
into their national policy. Dr Luyirika mentioned
Tanzania, Rwanda, Zambia, Malawi and Mozambique
as the main countries with national palliative care
policies. Other countries, such as Kenya, Uganda,
South Africa and Botswana, are in the process of
developing palliative care policies, but we have
captured palliative care in other strategies or
frameworks in many other ways. Sometimes we go
from top to bottom, and sometimes from bottom to
top, depending upon what we want to do. In Kenya,
we started by trying to integrate palliative care into
the hospitals and other systems before we started
addressing the issue of a national policy.

Delivery

In Kenya, palliative care is provided by hospices,
where they exist. The first palliative care services
in Africa were mainly provided by freestanding
hospices. We have great champions here in
Dr Anne Merriman in Uganda and Dr Liz Gwyther,
who has done a lot in South Africa. We also have
palliative care provided by public hospitals in quite a
number of the countries, although not all of them in
Kenya. In Kenya, most patients will end up in mission
hospitals, because this is where they can be sure
medicines will be available, and their services are
also cheap. We have mission hospitals in the most
difficult to get to places in Kenya. They are also key
in providing palliative care. We have a few private
hospitals that provide palliative care, especially the
ones that have cancer treatment centres, and then
we have community-based organisations. We are
trying to focus a lot on the community, which is
very important in providing palliative care. We are
trying to look at all those levels where we can have
palliative care integrated.
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Our hospices in Kenya and in most of the countries
in Africa provide outpatient facilities; inpatient
facilities are very few. In Kenya, we have only two
hospices with beds. It is quite expensive to run an
inpatient facility and most of these hospices are
freestanding and have to do their own fundraising.
In the previous session we talked about patients
who might need to be admitted to a hospice or a
hospital. I know most people think people in Africa
do not need to be admitted because the family
is always there, but it is very important that we
recognise sometimes a patient is too sick to be at
home. I have seen patients who are bleeding and
the family is frightened of the sight of blood. It is
also important to understand that we need to have
a place where some of these patients can go when
they are sick. That is why the integration of palliative
care into hospitals is important, because they can
stay in the hospital and still receive palliative care
services there. Hospices also do home visits and
provide pain management, symptom management,
counselling, and bereavement services.

The Kenyan Model of Integration
Origins

I want to share the model we are using in Kenya of
integrating palliative care into the public healthcare
system. This is something we started working
on in 2010. There was a lot of advocacy at the
Government level. We went to the Ministry of Health
many times to talk about palliative care and to try
to convince the minister that we needed to have
palliative care as any other service in the hospital.
When people go to the hospital, they should be able
to receive palliative care services and have access to
morphine, just like when they go to the hospital for
the antenatal clinic or for any other clinic; this should
be available to anybody who needs it.
It has been a bit tough, but I want to recognise our
Government because they have done a lot of good.
We had two ministers of health: the Minister of
Public Health and the Minister of Medical Services.
The latter was a man, and he got prostate cancer.
The former was a woman, and she got breast cancer.
This is not a good thing, but it opened their eyes
to the needs of patients. They were lucky in that
the Government paid for them to go to the US to
get treatment, but when they came back we went
to them and asked them, ‘What about all those
patients who cannot go to the US? Where can
they get their services?’ That is when we started
having them as champions to advocate for palliative
care. Our current Minister of Health is also very
supportive, talks about palliative care all the time
and has promised to put a line in the budget for
palliative care for Government hospitals. That has
been a very positive move for palliative care in our
country.
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Palliative care in Government hospitals

The reason we are focusing a lot on integrating
palliative care into Government hospitals is that we
do not need to start building a hospice or another
structure. There is already a structure in place.
When we put palliative care into this structure, we
use the resources in those hospitals. The nurses, the
doctors and the social workers are trained, and the
patients are within the hospital. The challenge has
been that we have had to look for funding to do the
training. The Government says, ‘Go and work with
these Government hospitals and integrate palliative
care’ but there is no money to do the training and it
has been very expensive. I want to thank our donors,
because they have supported us.
We have trained about 20 people in multidisciplinary
teams in each of the first 11 hospitals we have
worked with. We started with the two national
referral hospitals, then we went to the provincial
hospitals and now we are doing the county
hospitals. We have about 50 hospitals in Kenya that
have integrated palliative care. It is easier when
you work with the existing Government structures
and you bring palliative care closer to the patients,
otherwise they would have to travel long distances.
It costs time and money, and they are sick. All those
things work for the good of the patient. That is what
we are doing in Kenya.

Hospice-hospital collaboration

Some of the hospices are within the Government
hospital facilities, because the Government has
hosted them, and some of the Government
hospitals have no hospice near them. Where there
is a hospice and a Government hospital existing
together, we have tried to make the two work
together. One of the challenges was that the
hospices that had been there before the hospitals
were not willing to work with the hospitals. There
was the issue of: ‘You are stealing our patients. You
are going to steal our funding.’ It has taken time
for them to realise at the end of the day it is about
the patient. The hospital takes care of the patient
in the hospital; when they are discharged, they are
discharged through the hospice and the hospice can
follow them at home. The hospices have been great
mentors for these hospitals, because they have been
in existence for longer. They will join the hospital
team to do ward rounds and identify patients who
need palliative care and need to be followed up in
the community. It had a lot of challenges but it is
now working very well in Kenya.
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Training

We have also invested in training the hospital teams.
We have champions in the hospital who we have
trained not just in palliative care but also to be
trainers. We realised that if you want to empower
people you have to teach them how to take care
of the patients but they also need to understand
how to teach others. About three years ago, we
introduced a diploma in palliative care and other
short courses. Students can go to these hospitals
and be mentored by the palliative care teams there.
Mentorship and supervision have been part of
the programme we are doing; either the hospice
mentors the hospital or, where there is no hospice,
we go there and do the mentorship ourselves. This
is working very well.

Policies, strategies and curricula

We do not have a standalone national policy.
We are working on that. There is already a draft
ready. We have integrated palliative care in all
the other important documents and strategies.
We have palliative care as one of the pillars in the
national cancer control strategy. We also have
national palliative care guidelines, which include
pain management for children and adults. All these
documents have been adopted by the Ministry of
Health and our WHO country office; they are very
strong documents when they have those two logos
on them.

We recently launched a national strategy for the
prevention and control of NCDs that includes
palliative care. This has accompanied the training
of community health workers on palliative care.
We have not started rolling it out, but we will very
soon. We have also worked on training curricula
for undergraduate medical students, and the core
curricula for doctors and nurses include palliative
care. We recently started working on the content for
medical students. We have done the one for nurses,
but there was a bit of confusion with the one for
doctors, so we recently submitted the content, for
which I borrowed a lot from the EAPC curriculum
for training medical students, which has been very
useful.
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Most of the hospital palliative care units have a
nurse as their leader, and it is the nurses who are
giving more of their time and effort to the patients
who need palliative care. The palliative care hospital
team will do ward rounds with the other members
of the team and they are also the teaching team,
because most people have not been taught about
palliative care, either as nurses or doctors. The
team we have been training goes around on the
ward rounds and teaches the doctors and other
professionals how to identify patients in pain,
how to assess pain, how to treat pain and how to
titrate morphine. It is empowering the nurse to be
the voice for the patient. They also run outpatient
clinics. They might have day-care services. They are
not very frequent, because they are costly. A few
hospitals have been lucky to have a car donated to
their unit, and some will use the hospital ambulance
to visit patients at home. The collaboration between
hospices and hospitals is very important in terms of
a continuum of care for the patients.

Advocacy

We did a project with the Tropical Health and
Education Trust. Scott, Mhoira and Julia here were
part of the team. When we were looking at this
model, we focused on advocacy, service delivery,
staff capacity, and partnership and mentorship.
Advocacy is at all levels, whether it is national,
public, community or patient. It has made a
difference to have different people talking about
palliative care, and most of all patients talking about
it. Last week we had a lot of coverage because of
World Hospice and Palliative Care Week. Even the
media visited the prisons to talk about people there
who need palliative care. Advocacy at all levels is
very important. Our former Prime Minister laid the
foundations for a hospice. Staff capacity building
is also important: training of doctors, pharmacists,
nurses, social workers and community health
workers. This is letter from the Ministry of Health,
to strengthen the partnership and to work with the
Government to integrate palliative care into the
public healthcare system.

National association

The national association is very important, and can
take the lead. Most of the time, when you go to
the Government, they are too busy to do some of
these things, but they give you a circular to allow
you to do it, which carries a lot of power, so we can
go into any Government hospital and work with
them. The Government has seconded a doctor
to our association so we have easy access to all
Government facilities.

Morphine

In 2010, we had did not have a stock of morphine,
but now we have a lot of morphine in the country
that has been brought in by the Government for the
Government hospitals. We are working on a central
manufacturing facility, like in Uganda.
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Challenges
There are many challenges. Training in particular is
very important. We have to train at all levels. We
have to talk about it to the public and everybody
else in order that they understand it. We just
devolved into a county system, which has been a
challenge, but we are hoping that will work out
soon.

Innovations and Key Lessons
Making palliative care everyone’s business is very
important, otherwise we are going to be wasting
our time talking about it. That was the theme last
year for World Hospice and Palliative Care Week.

One thing that has worked for us is going with a
solution, not just a problem. When you go with a
solution and say, ‘We will train your people, help
set up units, and do this and that’ there are a lot of
positives and goodwill from the Government and
the political will changes. When you go blaming
the Government for not helping palliative care, you
are wasting your time. You have to be friends with
them and to beg your donors to give you the money
so you can go there and say, ‘I have this amount of
money. I am going to train these people. I am going
to set up a unit.’ That works very well.
I want to say thank you to the many people who
have put a lot of effort into making palliative care
available to many people in Kenya.

SESSION 4: PARTICIPANT RESPONSE
Chair’s Question

35%

In your opinion, what
is likely to be the most
effective population
level strategy to improve
palliative care provision
in low-income countries?
(See Appendix 8 for
results by WHO Region)

30%
25%
20%
15%
10%
5%
0%

Widespread public
education programmes
promoting the value of
community and family
support models

Begin with local initiatives
to build capacity of
families and communities
to support palliative care
provision

Develop dedicated roles
involving members of the
community

Palliative Care
professionals seek to
enhance capabilities and
capacity of families and
communities through
training

Figure 14: Effective population level strategy to improve palliative care provision
in low income countries

Question A

35%

In your opinion, what
are the most effective
strategies for enhancing
palliative care delivery
through involving local
communities in your
country/region? (See
Appendix 8 for results by
WHO Region)

30%
25%
20%
15%
10%
5%
0%

Awareness campaign
to improve public
understanding of
palliative care

Awareness campaign on
how communities can
support palliative care
delivery

Develop local community
capacity to support
palliative care delivery

Develop community
health care workers
capable of providing
general palliative care

Figure 15: Most effective strategies for enhancing palliative care delivery through
involving local communities
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Question B

70%

In your opinion, what are
the best mechanisms
for sharing best practice
where resources are
limited? (See Appendix
8 for results by WHO
Region)

60%
50%
40%
30%
20%
10%
0%

Establish an electronic
mechanism to promote
and enable sharing of best
practice globally

Promote word-of-mouth
exchange of good
practice

Facilitate the
establishment of local
supportive networks for
evidence-based palliative
care provision

Palliative Care leaders
profile programmes
developed to recognise
best practice

Figure 16: Best mechanisms for sharing best practice where resources are
limited

Question C

35%

In your opinion, how
can funding be more
appropriately allocated
between resources for
disease prevention, cure
and palliation in your
country/region? (See
Appendix 8 for results by
WHO Region)

30%
25%
20%
15%
10%
5%
0%

Engage the public voice
around the value of
palliative care

Palliative Care leadership
seeks to influence policy
and commissioners/
funders of health services

Ensure high quality
economic research is
undertaken to illustrate
the cost effectiveness of
palliative care

Harness global influence
on the need to review
resources allocation to
ensure palliative care us
appropriately funded

Figure 17: Funding allocation between resources for disease prevention, cure and
palliation

Question D

40%

To what extent do you
agree that the World
Health Organisation
uses access to essential
medicines as an indicator
of the development of
palliative care in your
country/region? (See
Appendix 8 for results by
WHO Region)

35%
30%
25%
20%
15%
10%
5%
0%

Strongly Agree

Agree

Neither agree nor
disagree

Disagree

Strongly disagree

Figure 18: Extent of agreement on WHO using access to essential medicines as an
indicator of the development of palliative care
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DAY 1: CLOSING REMARKS
Professor Philip Larkin, Chair of the
Management Committee, AIIHPC
Thanks to all our chairs and presenters today. I am
delighted you are all here and I very much look
forward to seeing you at dinner this evening. It is an
honour to be able to have dinner in St Patrick’s Hall,
which is rarely available, and we are delighted the
Minister was kind enough to enable us to have that.
It was very heartening this morning to hear Minister
Varadkar speak so well and so appropriately about
palliative care. I am honoured that Ireland is able to
support the work of the WHO in taking this forward.
I will be chairing the final session tomorrow, so I will
have an opportunity to say some deeper closing
remarks then, but I have heard today some very
important points. One is that our world in many
ways is very small. We here today are part of the
community that is palliative care, and we have an
opportunity to make a difference. The work we are
doing here today will all help to assist the WHO to
do the things they want to do to make palliative
care available to all and right for all, but we have to
be part of that. That is why I am so delighted you
are all here taking part in this colloquium. I will talk
tomorrow about some of the key messages that
have come out from this, but I want to wish you
well. I hope you have a pleasant evening and I look
forward to welcoming you back here tomorrow.
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Day 2: 						
Official Opening

AIIHPC Director’s Welcome
Paddie Blaney
Good morning to you all. Yesterday we had the
opportunity to hear about the work that has
happened so far with regards to the implementation
of the WHA resolution. We heard the experiences
of colleagues working in various settings and in
various different challenges. Today we have the
opportunity to hear about innovative work in Kerala
from Dr Suresh Kumar, and to reflect on the need
for palliative care across the lifespan, especially
for those with chronic illnesses, and we will hear
about the real experiences of carers. One of our
Voices4Care members will be talking about the
results from our national survey across Ireland and
Northern Ireland in relation to the authentic voice
of the experience of users of our services. We will
look forward to the role of leadership in research,
education and practice.
In true All Ireland Institute fashion, our first day was
opened by the Minister from the Republic of Ireland
and today our opening address will be provided
by Dame Judith Hill on behalf of Northern Ireland.
Judith has had a very long and illustrious career,
but dear to her heart are the awards recognising
her leadership contribution to palliative care. Judith
was recently awarded the International Journal of
Palliative Nursing’s lifetime achievement award
and in 2012 she was honoured by Her Majesty the
Queen with a DBE, which confers upon her the title
Dame, in recognition of her contribution to palliative
care services. It was quite a recognition, for a DBE

to be awarded specifically for palliative care. Thank
you so much, Judith, for opening the second day of
our colloquium on behalf of the Northern Ireland
jurisdiction.

Opening Address
Dame Judith Hill
Good morning, everybody. It is my role here this
morning on behalf of Northern Ireland to welcome
you to the colloquium hosted by the AIIHPC and the
WHO. The focus is the resolution from the WHA on
the strengthening of palliative care as a component
of comprehensive care throughout the life course.
I want to explore some of those words with you a
little bit later.

Palliative Care in Dublin
It is fitting we are here in Dublin for this, because
that is where some of the concepts around palliative
care began, when Our Lady’s Hospice opened in
Harold’s Cross, Dublin as a home for the dying
at the end of the 1800s, followed shortly by St
Joseph’s Hospice, Hackney in London in 1906.
Nearly a century later, Dame Cicely Saunders began
the work at St Christopher’s. She studied at St
Joseph’s, thinking about the control of pain and
learning the approach, and began to adjust that
with her own preparations as a nurse, a social worker
and a doctor. We know we stand on her shoulders. I
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can look back over 40 years to being a student nurse
and visiting St Christopher’s Hospice and thinking at
that time, ‘This is what it ought to be about. This is
what we should be doing.’
We have had 40 years on the journey of developing
palliative care. I have seen it become a specialty
for medicine, nursing and other disciplines, and a
global movement. I am delighted to be here today
to welcome you to this colloquium. I understand
people from over 39 countries are participating. You
are bringing real credibility to the work that is going
on here and your presence is bringing diversity and
expertise in situations and settings that we need
to be sharing right across the world. Welcome to
our friends from Voices4Care, an initiative of the
Institute, bringing in the views of those in receipt
of care, those informal carers and those interested
citizens who are at the heart of what is going on
here today.

Development of the AIIHPC
I was privileged to be part of those who founded
the AIIHPC, giving a focus on this island to thinking
about policy, practice, education and research. I
am delighted to see the original members have
been enhanced by new organisations joining this
endeavour and committing to seeing it grow and
develop, and to hear about the plans of the Institute
to build on its foundations and take forward its
initiatives, again with a focus on education and
training, using the research network to enhance
developments and innovations, assess those
innovations, and disseminate best practice locally
and globally.

The WHA Resolution

Across the life course

In Northern Ireland, we have been working on these
for a number of years. There are certain things
we can tick the box on. We have been able to put
together a strategy and some models of care, but
there is still not as wide access as we would like
for all conditions and across the whole of the life
course. We found it really difficult to get the issues
for children to be addressed. I think that is because
people find it very difficult mentally to plan for
dying children, yet we know that is what we need.
We need special services, we need special attention,
we need a spotlight on that, and we need good
models of care to emerge for children, teenagers
and young people as well as the more traditional
approach for those later in life.

Comprehensive care

The concept of physical, emotional and spiritual
care is one that is very familiar to us, but we want
to build on that. Our comprehensive care wants
to take on board the concepts of communities of
care that are not just designated health and social
services but are broader within the public domain.
Do workplaces, schools and places of worship
understand the concepts we are talking about
today? How do we begin to bring them in to work
with us and to make that difference for people on
the ground? It is from very early ages through to
very old age. This is where a global perspective
helps us. In certain countries, we are facing the
huge challenge of an ageing population, falling birth
rates and a decrease in the younger generation
who are going to be able to provide the care. How
are we going to address it? Other populations are
struggling with simply enabling children to be born
healthy, live healthy and grow healthy, let alone
planning for those whose lives will inevitably be
shortened. We need to be able to share some of
these issues.

Strengthening palliative care

The purpose of the Institute is to improve the
experience of individuals and families coping with
life-limiting conditions. That is the focus of what
we are talking about today. We are looking at the
WHA resolution, which is fairly high-level, global
and broad in its statements, and trying to put some
flesh onto that and breathe some life into what
can sound fairly straightforward words. We need
to reflect a little on those words. ‘Strengthening’
indicates there are some beginnings there. Those
beginnings are across the world in a whole range
of settings. Thinking about the components that
make up a framework of care – strategy; policy;
resources, whether those are people, funds, skills,
services, facilities or drugs; public awareness and
understanding; education; evaluation; innovation;
and research – there is a whole kaleidoscope of
issues to be addressed, and we want to try to earth
that in some real examples in our discussions today.
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Looking Ahead
The programme of these two days has been
comprehensive. It is trying to pick up the whole life
course, and it is looking at that concept of how we
strengthen, what we mean by that and what it will
look like on the ground to know that things have
been strengthened and moved forward. We have
had 40 years at it. What is the next 40 years going
to be like? We need a real step change. A lot of
the work has been driven by the voluntary sector
and local communities. How do we capture that
and build on it? How do we capture the interest of
people at the political levels who can support and
open doors for us as we go forward? I wish you well
in your deliberations today and look forward to
engaging in some of the debate.
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Session 5 explored the experience from a WHO
Collaborator site of an innovative way of promoting
and facilitating community engagement in palliative
care.

SESSION 5: COMMUNITIES
OF PALLIATIVE CARE
Chair:

Dr Julie Ling, CEO European Association for
Palliative Care

Speaker:

Dr Suresh Kumar, AIIHPC Expert Collaborator,
Director, WHO Collaborating Centre, Consultant in
Palliative Medicine, India.

Palliative Care with Community
Participation
Dr Suresh Kumar
I have been experimenting with the concept of
palliative care with community participation for
more than two decades, for the first 15 years in
Kerala and, later on, trying to replicate and put this
concept across to some other regions outside Kerala
and outside India. I want to share with you what we
have learnt during this process. The concept itself
is still evolving; it is a very dynamic concept. What
we were talking about 10 years ago is different from
what we are talking about now. The basic idea and
aim is the same, but the strategies, the philosophy
and some of the action plans are different. I think
we have learnt during the process.

Why Community Participation?

Chair’s Introduction
Dr Julie Ling
I am delighted to introduce Suresh Kumar, founder
and director of the Institute of Palliative Medicine
in Kerala, southern India. The institution became
the first WHO collaborating centre in a LMIC. This
is another model where people have worked with
perhaps not huge resources, which is replicated in
other states throughout India and also in some other
countries, such as Indonesia and Sri Lanka. Suresh
assures me he is only spending 5-10% of his time
in Kerala. I am sure that is not great for the Kumar
family, but it is very good for palliative care.

This is very clear. There is no controversy about it.
These patients need regular, continuous, seamless
care for the rest of their life, and in addition to what
we offer through our medical system, they need
regular social, psychological and spiritual support.
Even if you have the best centre somewhere in
the country, it may not always be possible for
the patient to access it. The best option for the
patient is to have something as close to their place
as possible. Though we are becoming more and
more single entities, the willingness to share and
to support is not fully lost. It is there in most of the
Asian, African and Latin American communities. I
did a small project in one region in Switzerland a
few years ago, so this is still there even in the West.
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Given the opportunity and the confidence, people
are still willing to help. This is the combination of
factors that prompt us to move to a community
model.

Good Quality Palliative Care
I am not talking about giving up the specialist
centres; I am not talking about specialist palliative
care versus generalist palliative care. Any patient
you see in palliative care is a potential patient for
specialist attention and a potential patient for
generalist care. This cannot be either/or; it needs
to be both. The ideal situation would be a good
network in the community with a primary healthcare
system, linked with a specialist centre that can offer
training and can take referrals. Debating specialist
palliative care versus generalist palliative care is a bit
absurd. How do you differentiate between these?
They are part of the same continuum of care.

Palliative Care in the Community: Public
Health Approach

Meaningful Palliative Care
This is one of my favourite quotes from Jan
Stjernswärd:
‘Meaningful palliative care requires a
combination of socio-economic, cultural, and
medical solutions. All three must be addressed.
Not purely a medical issue, the cultural and
socioeconomic factors determine what kind of
death we face. Today’s overemphasis on medical
approaches can be balanced only by the people
taking ownership.’
On one hand, we are all worried about lack of
response, not having enough trained professionals
with enough knowledge and skills, and not having
enough money or medicine. On the other hand, in a
way many of us have been trying to make the whole
thing a medical issue. Death and dying are issues
that are not mere medical issues. This medicalisation
needs to be delicately balanced with something
else. How do we go beyond the biomedical
paradigm, at least in palliative care? How do we
go beyond this nursing and medical terminology
and application? We talk about seeing the patient
as a whole and about psychological and spiritual
issues, but what do we do in practice? Most of the
centres are stuck with a biomedical model. This is
interesting. This is something Jan Stjernswärd has
been saying for a long time.
At least 60-70% of the problems of patients with
advanced disease are non-medical. There are a lot
of social, emotional and spiritual issues. It is clear
the medical system cannot address this properly.
We are looking at whether the community can play
a role in addressing this, and we have found most of
these issues can be addressed by the community.
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This is the model we have been following. You
need people who are specialised to look after
complicated issues, to give direction in technical
medical and nursing issues, and to act as a referral
centre. Then there is the primary healthcare
level. Everybody needs this, because this is part
of the whole process of primary healthcare. The
system needs to be geared to it. Then we have the
community volunteers. I am talking about the whole
model. Very often, when I mention community
participation, people say, ‘That is good. How can
we get a few volunteers to help us?’ I am not talking
about taking volunteers as an add-on. I am talking
about a system whereby a lot of issues can be
addressed in the community and the palliative care
that is being offered will not be complete unless you
take up these issues at some level.
This is the whole system I am talking about:
specialist centres at the top; a primary healthcare
system that is actively involved in palliative care;
with active support from the community to make
it comprehensive, complete, good-quality care.
Initially, when we were discussing it, we were talking
about this as a model for LMICs, but later it was
pointed out to me that patients in the rich countries
also require a better deal. What is appropriate for a
patient in the community in the East or in the LMICs
is also appropriate for a patient in the West. Even
the best healthcare system in the richest country will
not be able to provide the sort of companionship
and support that is needed on a day-to-day basis.

How to Effectively Involve the Community
When we talk about specialist care and primary
healthcare, a lot of protocols, models and guidelines
are available for how you do it, but there is a lot
of confusion about the bottom of the pyramid.
People very often ask, ‘How do you engage the
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Both ‘community’ and ‘participation’ are terms that,
unless you specify exactly what you mean, have
different meanings to different people. People
have been using these terms in different contexts.
Community participation is a large continuum. You
can have token participation. For example, you
can have feedback from the community, or you
can have a volunteer working as a gardener or in
the laundry. At the other extreme, you can have
total involvement, including putting the problem
before them, sitting with them and planning. You
have to decide where you want to place yourself
between those two extremes. When you involve
the community at a large scale, it has its own
advantages, but it also has disadvantages. Rather
than just talking about community and participation,
you have to decide what exactly you mean.
Do you want people to just watch and applaud, or
do you want people to play? How many players can
you afford to take? You can have supporters from
the community, who are not actively involved but
will fundraise or support you in the community. You
can also have people who are involved in decisionmaking. This is not an easy question. How many of
them do you want to play with you and how many of
them do you want to sit in the gallery and applaud?

Lessons from India
Context

Kerala is a small strip of land at the bottom of India.
It is 1% of the total land area of India and 3% of the
population. Out of the 1,300 palliative care units in
India, 1,200 are in Kerala. This has happened over
15-20 years. I am not just talking about the numbers.
Some of you might have seen the Economist
Intelligence Unit’s Quality of Death reports in 2010
and 2015. Both the reports place Kerala quite
high on the quality of death index. This is not
just delivery of service; what I am talking about is
involving the community in such a way that it affects
every sphere of palliative care, including advocacy
and putting pressure on policymakers for reforms.
This is what has happened in Kerala.

Neighbourhood Network in Palliative Care in
Kerala

We started in 1993 and experimented with little
patchy things for five or six years. In 1999, we
formally launched the Neighbourhood Network in
Palliative Care, with four organisations, only two
of which belonged to palliative care; the Alpha
Charitable Society was a social organisation and the
Justice Sivaraman Foundation was a human-rights-

based legal organisation. The idea was to empower
the community to look after bed-ridden patients
and we were also thinking of evolving a model for
LMICs.
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community?’ That is a very complicated question
and there is no recipe, but there are certain things
we can do.

The model we have been trying to promote is this
one, which came much before this diagram came.
Jan drew this diagram sitting in Calicut with us. This
is a network of trained volunteers in the community,
a support system of trained professionals,
institutions and organisations, and palliative care
institutions as nodal centres. This is how it started.
This is an interesting area, because people often
ask how you recruit and retain volunteers, what
sort of regulations there are and who manages
them. There is no recruitment, there is no retaining
and there is no management. It is anybody who
is interested in helping others and is interested
in these areas. Practically, when you explain,
everybody is interested. We then give them training
and encourage them to work with us, but that is not
a condition. We tell them that the most important
thing is to learn how to do it: ‘The most important
thing is for you to learn how to talk to a patient
and how to prevent a bed sore. This may be useful
for you in your life somewhere, in your family or in
your neighbourhood.’ Even if they do not work with
us, and even if they do not spend these two hours
helping someone in the community, that is okay,
because the basic idea is to build the capacity in the
community so that a lot of people in the community
know what to do.

Three-step training process for volunteers in
palliative care

This is the system. It looks simple, but it has evolved
over time. We have been experimenting with some
training programmes here and there, looking at
what is needed and taking feedback, and now
we have this system. This is what has been done
in other countries also. There is half an hour of
sensitisation to start with. We tell them what the
problem is and ask them how they can be involved.
We get feedback from them. At the end of the
session, we tell them we have a three‑hour training
programme: ‘If you are interested in learning more,
you can come’. We register people at that point
and then take them for the three hours, which is
where we discuss palliative care and the basics of
communication – the things you should not tell the
patient and the things you should not do – and the
basics of some of the wound dressing, sterilisation,
universal precautions and prevention of bed sores.
Again, at the end of the three hours, we tell them
we have an additional 12-hour programme and that
those who are interested in taking that can join us.
Some of them register for that and go for the 12hour programme, after which we take them with us
for some of the home visits.
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The advantage of this system is that while usually, if
100 people come for the initial sensitisation meeting
we find that around 20-30 reach the final stage and
the others drop out in between, even the drop-outs
go back with some information. They go back with a
little bit of sensitisation, knowing what is happening,
and some of them may come back later to do the
rest of it.

Volunteers play the major role in total care

Once they finish the 12 hours, or sometimes even
after the three-hour training, they sit with the
patient and family. We do not do any screening at
the point of training. We do not ask who you are
or what credentials you have and we do not do any
police check, but if they go back into the community
and they are a bad person, the community will
not accept them. That is the sort of screening
that is happening. They find the patients in the
neighbourhood or in their family and sit with them.
In most of the countries I work in, there is enormous
need for social support also, because there are no
or very few government-run social support schemes.
Then they help the family or teach the family in
wound care and prevention of bed sores and help
them with some mobility. They talk about palliative
care and spread the idea. In many places there is a
social stigma. These are the people who are active
in the field, who over time gain the confidence and
trust of the community and fight the social stigma.
They themselves organise groups for administering
palliative care locally. Advocacy was not our
intention; when we started training these people,
we were looking at what sort of care they could
provide in the community, but after some time we
realised this is a very strong advocacy tool.

What is Happening in Kerala?
Timeline

We started in 1993 with a small single unit. By
1999 we already had 30 community-based groups.
In 2008, the Government of Kerala came up with
a palliative care policy. That is when we realised
the power of the training and sensitisation we
had been doing. When the Minister of Health
introduced the bill in the Kerala Assembly, she
was surprised to find two-thirds of the legislators,
cutting across the different political parties,
standing up and supporting it spontaneously. This
happened because they knew about it. We did not
do any lobbying at all. We did not talk to a single
legislator. This has happened because people in
the constituencies were aware of it and involved
in it, so they were talking about it to various other
people. This is something that is happening in the
background. Once people take ownership, they
push.
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All the local self-government institutions now have
palliative care groups and home care programmes,
and many of them have outpatient clinics linked
with the primary healthcare system and community
volunteers are available in all the places. We have
learnt that if you want to develop a comprehensive
palliative care service – something other than just
giving medicines and occasional emotional support
or counselling and some nursing care – you cannot
survive without support from the community.

Setting up locally relevant services

Our strategy has been to involve the local
healthcare professionals, the local people and
the local government. With respect to healthcare
professionals, we realised we were talking about
good medical practice. The skills we wanted them
to learn were the basic skills any anybody working
in the healthcare field should know. We tell them,
‘If you cannot treat simple pain and if you want to
send someone who is terminally ill who you are
looking after to some other person because you
cannot manage their nausea, it is a pity. If you
cannot talk to a patient who is crying and offer them
emotional support that is not good for your clinical
skills.’ These are the messages we have been trying
to give, and it works. We tell them, ‘If you do not
want to work in palliative care, it is okay, but there
are people who would benefit if you improved your
clinical and communication skills’. Short courses and
longer courses are offered. We involve local people
to take advantage of family support and good
social capital, and we involve the local government.
In places we have been working closely with the
government, it has been the local government.

Methods of community participation

Working with the people is radically different
from working for the people. This is much more
complicated, challenging and interesting. We learn
from them and also give back to them. We sit with
them, do not dictate terms, and generate and share
locally relevant information. We have a structured
training programme, but what is relevant and what is
not is discussed with people locally.
We use informal education, the development of
local groups and change agents. There are people
in the community who are more acceptable to that
community, and we try to involve them and talk to
them. I am not talking about identifying champions.
I have found over time the strategy of identifying a
champion from abroad and dropping the champion
there does not work. A champion should be from
the community. All the so-called champions we
brought in from abroad had their own biases
and their own disadvantages. When you do this
community programme and a champion emerges
from the community who is more acceptable to
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Administrative strategy

All these 1,200 units are self-sustaining units of their
own. There is no central committee; each committee
is central.

Advocacy

When the programme becomes popular, the
politicians cannot afford to look away. This is
something that is popular, that is useful to the
people and that people appreciate, so they come to
you.

Lessons from a successful programme

The most important thing is the ownership. It is
not a programme owned by you; it is a programme
owned by the local community. How do you
make sure this is owned by them? People always
talk about funding. Once it is owned by the local
community, they will find the means to do it. There
need to be regular training programmes, and roles
need to be defined clearly. What a volunteer can
do, what are a nurse can do and what the specialist
doctor can do needs to be clearly defined.
The message we have been trying to give is
that palliative care is everybody’s business. We
really mean it; we are not just saying it. The first
photograph shows a group of policemen who, after
training, decided they would use their spare time
to run the palliative care service. We tell them,
‘You are also part of the community. You will die
one day, and you also come across a lot of death
and dying. Being a policeman does not make you
immune.’ They run a centre. We have been focusing
more on youngsters for the last few years. These are
students in palliative care supporting a round-theclock home-care programme. They raise money and
volunteer in it. This is a very well established group
in Calicut. There are a huge number of students
involved. Having young people in the group brings
in a lot of energy and good ideas. This is a campaign
they ran last year. When the students go out into
the community and say something, they get more
attention than some of us do. They say, ‘We do this
because we care’. When we give the concept to
them and ask them to do a sensitisation programme,
they come up with a lot of new, non-conventional
things. They have used flash mobs and street plays.
That little girl herself is in a wheelchair, but she is
a student, and she has been involved in a big way.
This was the ‘Before I Die’ campaign. The kids did
a campaign in one of the shopping malls. When a

young person explains to others why thinking about
death and dying is important, that makes a much
bigger impact than any doctor or nurse.
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the community, those sorts of people are more
effective. Basically, this is capacity building. The
basic philosophy behind it is that once they have
the capacity and the confidence to do it, they act
spontaneously; we do not have to push them. Our
idea is always to build capacity, with professional
staff, community leaders and community volunteers.

Involving the Community: Challenges
When I talk about it, this looks fairly easy, but it
is not. There are quite a lot of issues. There are
challenges in involving the community. One is that
you lose control. Once you decide this is owned by
the community, you cannot dictate terms; they do.
There is a certain amount of anarchy in it, which will
upset people who are not tolerant to a little bit of
anarchy. All these questions come up: ‘Why do we
need it? Is it our priority? This is not a good idea.’
Priorities differ. A community is not a single entity;
it has its own variations and power dynamics.
Stakeholders sometimes disagree. Some people
say, ‘We should have children’s palliative care
in the beginning’; other people will disagree.
There is also the challenge of keeping alive the
motivation of community volunteers. When you
select participants, you are biased. When you go
to a community and look for volunteers, usually
you select people you or your friend knows, or who
have been in touch with you. There is a selection
bias there. The sustainability of the programme is
another challenge.

Which Community?
You cannot talk about ‘the community’, because
there are so many communities with different
interests. Even in a small village, you will come
across different power groups, friction and politics.
Who are you talking to? This is an interesting
question. The group may have different long-term
ideologies.
We have found over time that who participates
depends on which platform is inviting them. Even
yesterday, somebody was telling me that most of
the volunteers come from the upper class; they
do not find any volunteers from the lower social
classes. A person from a lower socioeconomic class
will not be comfortable working on a platform set
by an upper class person or group. If people do not
come to you, look at your platform. We have had
experience with NGO platforms and with religious
organisations running things. You cannot expect a
group of atheists to come and work on a religious
project. This is a common cause, but people should
identify with something there and should feel
comfortable.
A few years ago, we held a national workshop in
Kerala to review the programme. At the time, we
were training a few political party members and

Report of the Proceedings of All Ireland Institute of Hospice and Palliative Care Global Colloquium on Palliative Care

75

Plenary 3

there was a lot of criticism. People were saying
these political parties would misuse it. How can you
misuse the skill? You are basically training them to
look after somebody who is bed-ridden. As long
as you keep the doors open and are not biased
towards any single political party, this is open.
We have experimented with the NGO platform in
Kerala, Tamil Nadu and Pondicherry in India, Jakarta
in Indonesia and Sri Lanka. We have worked with
religious groups in Kerala, where Christian and
Muslim groups were involved, and Uttar Pradesh
and Uttarakhand, where Hindu groups were
involved. The local government has been involved in
Kerala, and political parties have been involved in a
big way only in Kerala.
We have been experimenting recently with the
district administration in two districts in West
Bengal, Nadia and Murshidabad, and soon a
third district. I have a bias towards the district
administration platform. Of all the platforms,
we have found that the district administration
platform is more neutral, if you find it interested
and committed. The identification and mobilisation
of resources is easy for them, as is linking up the
government machinery with civil society. They can
sensitise their own departments, and offer support
and in-house training.

Concluding Remarks
I do not know if you agree with all the things I have
said. It is unlikely, but that is okay. This is what I have
learnt. I am happy to share it with you and I would
be happy to take any questions after the discussion.

SESSION 5: PARTICIPANT
RESPONSE
Delegates were reminded that at the end of
each session delegates were asked to consider
predetermined questions formulated by the
Colloquium Steering Committee, and answer them
from your own personal perspective, informed by
your experience of palliative care. Optional answers
to the questions were provided with delegates
requested to record their preferential response
using a Participant Response System. Each delegate
was provided with their own key pad at registration.
Delegates were assured that feedback would not be
individually identified beyond the WHO region level.
The overall purpose was to measure, record and
compile opinions of delegates against the set of
predetermined questions.
The first question was asked to identify the WHO
Region where delegates were from (Figure 19).
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Figure 19: Demographic of delegates by WHO Region (Day 2)
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Chair’s Question

70%

In your opinion, is
community engagement
in palliative care provision
widespread in your
country/region? (See
Appendix 10 for results by
WHO Region)
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engagement in palliative care
provision in my country/region

Figure 20: Level of community engagement

Question A
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In your opinion, what
might be the key factors
to support community
engagement in your
country/region? (See
Appendix 10 for results by
WHO Region)
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Figure 21: Key factors to support community engagement

Question B

70%

In your opinion, are there
cultural differences in
your country/region which
would hinder community
engagement? (See
Appendix 10 for results by
WHO Region)
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Figure 22: Cultural differences that might hinder community engagement

Question C

50%

In your opinion, do
you think it is possible
to develop a global
measure of community
engagement? (See
Appendix 10 for results by
WHO Region)
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Figure 23: Possibility of developing a global measure of community engagement
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SESSION 6: PALLIATIVE CARE
AND CHRONIC ILLNESS
Session 6 explored the challenges and opportunities
for providing palliative care for those with chronic
illness, across the life-span.

Chair:

Dr Sean Morrison, Director of the National Palliative
Care Research Center, Vice-chair for research at
the Brookdale Department of Geriatrics and Adult
Development, Director of research at the Hertzberg
Palliative Care Institute and Hermann Merkin,
Professor of Palliative Care at the Mount Sinai
School of Medicine, New York.

Speaker:

Professor Lukas Radbruch, AIIHPC Expert
Collaborator, Chair International Hospice and
Palliative Care Association Chair of Palliative
Medicine at the Rheinische Friedrich-Wilhem
University Bonn, Director of the Department of
Palliative Care at the University Hospital Bonn and
Director of the Department of Palliative Medicine at
the Malteser Hospital Bonn/Rhein-Sieg

Chair’s Introduction
Dr Sean Morrison
Society is facing what I consider in many ways to be
our greatest challenge: the growth of the population
of older adults. Most of us, when we enter our
70s and 80s, will have had a very productive life
and hopefully will be looking forward to a very
productive retirement, where we will spend time
with our family and our children and hopefully
continue working. Most of us, however, at some
point in our lives, will enter a period where we will
develop multiple chronic illnesses and frailty, and
some of us unfortunately will develop cognitive
impairment. Data from Alex Smith in San Francisco
suggests we will spend at least seven years in
this state. During those seven years, we also have
data suggesting we will have at least eight to nine
distressing symptoms on a daily basis. Data from the
United States suggests that the 5% of us with the
most serious illness will account for over 50% of our
healthcare spending and 10% will account for over
two-thirds of our healthcare spending. We will be a
population that is not actively dying. We will have
intense palliative care needs for months to years. It
is an idea that in many ways is new to us in palliative
care. We have typically thought of palliative care as
end‑of‑life care; the reality is the vast majority of us
will have palliative care needs for many years.
That is why I am particularly excited about this
session and to introduce Professor Lukas Radbruch.
Lukas currently holds the Chair in Palliative
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Medicine at the University of Bonn, where he is
also the Director of Palliative Medicine at the
University Hospital. Prior to moving to Bonn, he
was responsible for establishing the palliative
medicine department at Aachen University Hospital,
so not only is he a leader; he is a founder. He is
internationally renowned for his work in symptom
control and persons living with serious illness,
and we are very fortunate that he is bringing his
expertise to the WHO Technical Advisory Group.

Palliative Care and Chronic Illness
Professor Lukas Radbruch
I am not going to repeat the epidemiological data
and the future we probably all will experience, with
a lot of symptoms and disability; I will leave that
for you to imagine and suffer yourselves. I would
like to focus on the experiences we have had in
my own working environment in Germany. It is a
high-resource setting. I would like to invite you
afterwards in the discussion to explain how this
relates to your work in your setting.

Context
Palliative care priorities

I was so impressed by the development of palliative
care out of the HIV/AIDS epidemic in the African
countries at the second APCA congress, where
all these people came together from HIV services
who had not grown up in palliative care. This was
totally different to my experience that everything
came out of cancer control or perhaps chronic‑pain
management, but mostly cancer pain. We noticed
that over the years the indications of what would be
palliative care became bigger, and in the developed
countries at least there was more and more
discussion about neurological diseases, paediatrics
and chronic organ failure. On the other hand, we
noticed that from HIV it also grew out to resistant
TB, and I was very impressed by an article talking
about rabies as a palliative care indication in the
Philippines. There have also been lots of discussions
about whether Ebola was something that would
truly require palliative care. We have had discussions
about what to do with the elderly, nursing homes
and dementia. This is a growing field.

The German setting

In Germany, most of the patients we treat are still
cancer patients. We have epidemiological data
showing that more than 80% of the patients we
treat at home or in specialised units, or even who
are treated by GPs, have a cancer diagnosis. The
percentage of patients is growing. Sometimes you
find that with new cancer treatments patients will
survive longer; with some of the cancer diagnoses
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Challenges of longer prognosis

What happens if we have patients who have a much
longer prognosis, with months and years to live? You
can have some peculiar experiences. For example,
we are contacted by the dialysis department
repeatedly. When patients say they do not want to
continue on dialysis, usually the renal expert is well
out of his field of comfort. They ask us whether we
can communicate with the patients and get them
through this process of dialysis. I went on a home
visit some time ago and there was this patient who
had declared that probably not right now but in
the near future he would like to stop with dialysis,
and it was clear after that it would be a matter of a
few days, perhaps a few weeks, until he would die
from renal insufficiency. I was sitting at the coffee
table with this patient and his wife. He was healthy
and walking around. He was still working a bit. He
was calmly explaining to me that he wanted to
stop dialysis and wanted to die, but not right now,
because they had a tenant in one of the flats who
was very disagreeable and he wanted to get rid of
that person; his wife would be too weak to do that,
and he had to finish that before he could die. We
have all this friendly, nice, compassionate care; I did
not know how to respond to that.
I would like to give you some experiences from a
different area, mostly the neurological diseases. We
have had quite a lot of patients with motor neurone
disease (MND) and some of the more rare diseases.
I will also talk a bit about dementia, one of the main
fields of interest right now that is under discussion.

Motor Neurone Disease (MND)

Plenary 3

we are now talking more about chronic illness.
Patients still have cancer, but we know the prognosis
will be for some years at least and we will have to
get them through that period of time. Even if it is
shorter than sometimes it may appear, it is much
more than the short time we had before. In the
inpatient unit, the average length of stay is nine
days; in the home care service, the average length
of treatment is 21 days. That is pretty typical for our
setting.

Case study: Doris
Doris was somebody we were asked to care for
who was not that ill at all. She was 80 years old and
married. She had been a physician in her time. She
had two adult children who lived far away and could
not care for her. Most of the care was done by her
husband, who was two years older, and by some
household help they hired. She had had MND for
one year and could not really talk anymore. She
used an iPad to type in the words and then press
the translate button from German to German so
the iPad would say what she had written. That does
not cost anything, it is available for many people
in Germany and it works quite efficiently, but she
still needed her hands for that. The main problems
she had were not that severe. Salivation was the
real problem. She was a little dyspnoeic, especially
if she walked around. Her legs were stronger than
her arms. Although MND is rare, salivation is quite a
frequent problem in patients with the disease. There
are ideas that you can use anything anticholinergic,
so you could use any antidepressant, for example,
but that had not worked; you can use Scopolamine
and you can inject Botox into the salivary glands,
which works for a few months and had been done
once with moderate effect. Lastly, you can do
radiotherapy to the salivary glands. Our discussion
was about whether she wanted to have that and
whether we thought it was a good idea to do that.
We treated her for about three weeks. We went
there repeatedly, discussed the options and
finally agreed that drug treatment would probably
be enough. We gave her some opioids for her
dyspnoea, which works fine in these patients, and
that is about it. After that, they settled down. We
realised that a lot of the problems she had were due
to lack of information. She needed more information
on treatment options, the availability of treatment,
the availability of services, and so on.
We did not hear from her for about eight months.
Eight months later, she looked pretty much the
same, but by now her weakness was much more
progressed. The dyspnoea had progressed.
There were additional problems not too frequent
in palliative care, like flatulence, and they had a
problem mostly with the organisation of care. We
came back again and treated her at home for about
three weeks, with repeated home visits by the
nurses and a few by the doctors. We did not have
to do much. We increased her morphine a little.
It became clear they were feeling uncomfortable
at home and so she asked for admission at the
palliative care unit after about three weeks. She
stayed there for about a week and then died from
pneumonia, which she did not want treated.
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Pattern of care

This is a typical illness and course of treatment
for us. We cannot treat these patients for eight
months, so we have to decide clearly which times
are the ones they really need support. We have a
few weeks of intensive treatment, then we go back
again; we wait until they call us or we have some
kind of loose contact and find out when they want
to meet us, and then we come back again for the
home treatment. At times, we know we have to
admit them to the palliative care unit; sometimes,
at the end of life at least, patients want to have the
security of the environment of the palliative care
unit.

Features of the disease

In case you are not familiar with the disease, the
etiology is from the motor neurones. One of the
main issues is patients are afraid of suffocating and
being paralysed completely. To talk about these
anxieties and about the options and to do advanced
care planning is really important. While the literature
says there are no sensitive or cognitive disorders,
that is not true; some of these patients do have
sensory problems and a lot of them have cognitive
problems. The funny thing is, as a colleague taught
me and as my own experience has shown, the
patients are really nice people who you love to be
with, but the family get on the nerves of everybody.
The carers and the family usually are aggravated,
aggressive and over-burdened but the patient
seems very nice. If he is not a nice person, it is not
MND. Dealing with that by feeling out the tensions
in the family, relieving people and giving the caregivers enough relief sometimes is very difficult to
arrange, even in a resource-rich setting.

Treatment

Treatment itself is not that difficult. You can treat
dyspnoea. The first important thing is that you
can tell patients that until the very end of life you
can relieve dyspnoea. You usually use opioids; you
can start with low doses and go higher. The only
problem is some of them say their weakness is
increased when they take the opioids continuously
and they only want it PRN. There is a study from
another group in Germany saying 95% of the
patients will not have dyspnoea until the very
end of their life. That is one very important bit of
information you have to give them, because they do
not know that usually.
There are other things I had to learn. We know
physiotherapy is a really important component of
palliative care, but in these patients you have to
have special expertise in physiotherapy to care for
them because there are different treatment goals. In
the first phases of the disease, the physiotherapist
has to try to work against the muscle weakness,
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so they would do training programmes. Once the
disease progresses, they have to do other kinds of
physiotherapy to do contractions, such as massage.
At the very end, when patients become paralysed,
it will be more about pain relief, relaxation and
teaching the care givers how to position the patient.
The treatment goals of physiotherapy will change
completely throughout the course of the disease
trajectory.
There are other issues for which you need special
knowledge, such as PEG nutrition. Usually in
palliative care I would wait as long as possible
before I suggest to a patient we want to go to
enteral nutrition via a PEG, but in these patients,
if they want it at all, you should do it early on,
because if you do it late, when respiratory capacity
is decreased, you will have problems. You have
to discuss this very early in the disease trajectory.
Similarly, there are huge ethical discussions with the
patient on ventilatory therapy. Do they want noninvasive or invasive therapy? It is quite normal that
the non-invasive therapy might prolong survival for
up to six months or even, in some patients, up to
two years, although the quality of life might not be
good, and tracheostomy and invasive ventilation
might even prolong it for more two or three
years, although most patients will be completely
paralysed, without the eyes or the mouth, after one
to three years.

Advanced care planning

These patients usually are very keen to discuss
advanced directives and do ACP, but they also are
the ones who we find change their preferences.
This is the patient who comes to your unit with
eight pages of advanced directive, with everything
detailed: ‘I do not want more than six hours of noninvasive ventilation in the night. If this happens, I
want this to be discontinued.’ They are very clear on
that, but once you reach that point they say, ‘No, I
do not want that; do more’. You have to keep talking
about it. You do not say, ‘We solved that’; you have
to repeat the discussion again and again.

Case study: Christoph
With advanced disease, you may have completely
different problems. Christoph is another patient
who has lived for more than five years with MND.
The usual time of survival from the time of diagnosis
is two to five years, so he is at the upper range, but
there are some forms where you can live longer.
He did not live at home anymore, but in a flat with
three other patients who were severely disabled,
and they had a nursing service that cared for them
in that flat. He was on mechanical ventilation and
communicated only with eye movement via a
computer, which worked quite well.
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Communication

He also taught me something about communication.
This is the kind of communication you have with
these patients. He has a computer and a camera,
which looks at his eyes. If he looks long enough at a
letter on the computer, the letter will be printed. It
takes an awfully long time. If you say, ‘How do you
do?’ if he says, ‘I am fine, thank you’, you can watch
slowly as the letters appear on the screen. We had
half an hour until we had to go to the next patient,
so we started completing his sentences once we
realised what he was going to say, and he did not
like that; he kept typing until the last point at the
end of the sentence. We got a bit aggravated, but
he insisted we let him say his piece. I learned it is
really important to think about the proper way of
communication with these patients. Even if they
cannot talk, it is very important that you respect
them as a person, which means you let them finish
their sentences.

Case study: Karl
There are some problems that challenge the team
from this palliative care position that you should
be compassionate and find optimal solutions
for the whole family. Karl came to the palliative
care inpatient unit for symptom control, but it
became clear quickly that he needed a really good
advanced directive. They drafted one which stated
that, ‘In this and this case, I do not want nutrition
or ventilation’. We had to improve symptom
management as well, and put in a urinary catheter.

Family interaction

Plenary 3

There were lots of smaller problems. Whenever he
got nutrition through his PEG, it came out through
his old PEG site. It did not work well. You would
have to either revise that surgically or do something
different. The problem is he did not want to go
into hospital, because with his kind of disability he
was afraid to be cared for by hospital staff. He said
the last time he was in hospital it was terrible; they
disconnected his ventilation and did not care, and
he was near suffocation just because of a nursing
problem. He was afraid to go into hospital unless
someone accompanied him, but there was nobody
from the nursing service who could do that. Part
of the care we had to give here was to find out
whether one of our mobile team could go with
him to the hospital, arrange that this was done as
a one-day thing, not overnight, and then get him
back home immediately and all the time stay with
him and care for him. This is what we did. He got
an intravenous port and one of us went with him for
the whole time. We had to find a way to give him
nutrition in the meantime, which is not easy when
somebody has been treated that way for some
years; there were only some small veins in the leg.

It became clear, mostly when discussing the
advanced directive, that there were some deeper
problems. He was living in the house they owned,
but the family had gone out of the house into a flat,
so they were paying for both. It was clear that the
family, especially the kids, could not bear the effort
of caring for that patient. They came to visit, which
was fine, but they did not want to be around for the
whole time. Everybody expected the patient to die
in about half a year, but, with symptom control and
maybe other factors, the patient did not die. After
some time, he said he had decided all this looked
quite good and in spite of the advanced directive he
thought he probably would stay at home for another
year, see how this developed and maybe decide to
come back with the family.
The family was desperate. They said, ‘This is not
how we planned it. We have run out of money.
We cannot have the flat and the house. We will be
homeless. We do not know what to do. Somebody
has to tell him that we have a right to live as well.’
They wanted to urge him to follow his advanced
directive and stop treatment. How do you deal with
that? It was not enough to tell them they should
just bear with it. We got them to talk to each other
and at least have an understanding of each other’s
feelings. There are some social security options in
Germany you can use, so we found a way that both
were not too unhappy about. He died about half a
year later of some complication. I have not had that
kind of discussion at any time with cancer patients;
this was completely new.

Creutzfeldt-Jakob Disease (CJD)
Case study: Michele
There are some other, rarer diseases I find even
more challenging at times. Michele is a patient with
CJD. In my experience, the usual time of survival
for CJD is about half a year from the point that we
see them, although the books say half a year to two
years. We saw this patient just before Christmas,
and she was deteriorating so rapidly we thought it
would be good if she lived until Christmas. It was
really difficult to discuss that with the family. She
has two sisters who care for her and an old mother
who does not speak German and did not know to
treat her. At one home visit, we saw the mother was
feeding the patient, who had PEG nutrition and was
intubated, so all the food probably went straight
into her trachea, but it was not possible to explain
that to the mother. On the other hand, the care
by the family was really good. We sent the patient
home. She lived until Christmas and we thought it
was a matter of a few more weeks. That was two
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years ago and she is still living. My wife is her GP.
She visits them from time to time. It is astonishing,
but she is even a little better now.

Infectiousness

There were some problems we encountered
throughout the course of the disease. This disease
is so highly infectious with the prions that you have
to take special precautions, such as disinfecting any
instruments you use. She had to have a gastroscopy.
Three or four of the hospitals in our home town did
not want to do the gastroscopy because they would
have to throw away the instrument afterwards. The
procedure in Germany is that you have to send to
the University of Göttingen, about four hours’ drive
away, and they will send one of these instruments,
which you can use and send back; they are the
only ones in Germany who can do this specific
disinfection. Until we found that out, this cost hours
of coordination. When she needed the procedure,
we first had to find a unit that would admit her,
because the nurses and physicians are afraid to have
these patients in their unit, so lots of them said they
would not do it.

Handling rare diseases

I was way out of my depth with my knowledge
about this disease. I had to read a lot and talk to
people to find things out. I did not know about
the procedures. This was something completely
unfamiliar to me. One of our co-workers had to
spend a lot of time on the phone and talk to people
and check on Google how to do this correctly. We
had to spend a lot of time finding other people who
were prepared to treat this patient, which was out of
proportion with anything else we had. We work with
the Centre of Rare Diseases at the university, and for
any other rare disease they pitch at us it is the same
thing: it is way out of our field of expertise and we
have to look very carefully at what we have to do.

Dementia, Frail Elderly and Nursing Homes
Translating experience for the majority of
patients

The question for me is how you translate this kind
of experience into rules, guidelines or procedures.
It is quite good to have this kind of experience, but
what do we do with that, not for the few patients
with MND, where we feel quite comfortable, but
for the vast majority of patients we just talked
about, who are demented, frail elderly or in nursing
homes? That is one of the white spots even in
most developed countries, where you have good
palliative care in the home but not in the nursing
home. There is a large degree of overlap. When
you discuss things about nursing homes, most
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often it is also a discussion about dementia and frail
elderly, but it is not exactly the same; you have to
be aware that there are differences. Some time ago,
the European association decided to focus on the
dementia issue first. I am very grateful to Jenny van
der Steen, an epidemiologist from the Netherlands,
who took this on as her own personal quest. She
put in a lot of energy to formulate a white paper on
palliative care in dementia, which was published last
year. The domains we covered were: applicability;
the core elements; setting goals; continuity of care;
prognostication; and avoiding overly-aggressive
treatment.
I was interested in how this was different from the
palliative care we do elsewhere. We do have our
palliative care standards, and much of the discussion
in that expert group was pretty much the same
that we had discussed for cancer and even for HIV
– person‑centred care is not really specific; we do
that all the time – but it was interesting that, while
usually you have a binary differentiation between
curative and palliative treatment goals, in dementia
the treatment goals are threefold: prolongation
of life at the early stages; maintenance of function
in the middle; and maximisation of comfort in the
later stages, with more severe disease. There is
some fundamental difference. You can argue about
whether that also translates into the curative/
palliative goals.

When to begin palliative care

The major discussion was at what stage you want
palliative care to get started. Do you have to
bring in palliative care expertise with a diagnosis
of dementia, is it only for the ones who develop
cancer or pain or other symptoms, or is it only for
the dying patients in the late stages? The discussion
breaks down to whether you die from dementia
or with dementia. The baseline from that paper
was that you die from dementia in the long run,
and it can be realistically regarded as a terminal
condition; however, it can also be characterised as
a chronic disease or a geriatric problem. The goals
of palliative care can be considered appropriate
in dementia throughout the disease trajectory,
so you can start with palliative care at the time
of diagnosis, but you have to realise that at that
stage it is probably not that important and that the
emphasis on particular goals and most particularly
on the palliative care goals will change over time
throughout the disease course. It was also clear that
you need palliative care on a basic level, particularly
very early on, and specialist palliative care might be
more important in the later stages of disease. This
is probably something everyone here in the room
could sign.
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We also discussed that just saying it can be
regarded as a terminal condition and that palliative
care might be appropriate is good for the patient,
which I found very comforting. Some studies say
that if you agree it is a terminal disease you can
have greater comfort in the patients because they
are being treated appropriately. Labelling dementia
care as palliative care might itself result in improved
patient care, because the focus changes slightly, and
that is good for the patient.

Interaction with dementia specialists

Sometimes it is more important to look at the points
where you have less consensus or even dissent. The
expert group that produced the paper consisted
of about half and half palliative care experts and
dementia care experts. What were the critical
points between the two of them? One thing was
the target group and the prognostication, which
are related in some way. How important is it to
have a good prognosis, and to identify the dying
patient, for example? The dementia people said,
‘More often than not, this is not that important. We
just treat according to the severity of symptoms.’
The palliative care people said, ‘It also influences
treatment goals. There are a lot of decisions to
be made, so it might be really important. We
would have to look at instruments and develop
our prognostication skills, which are much less
developed for this patient group.’ Similarly, the
palliative care experts said, ‘We would like to start
palliative care from the time of diagnosis’ and the
dementia care experts said, ‘You should come in
for the severely ill and the multi-morbid and the
cancer patients. You are the ones we call at the end
of life for these patients.’ For me, it became quite
important to realise that we may say they all need
palliative care, but we still have to deal with experts
in adjacent fields of care who might think differently
and who might even feel a bit threatened if these
palliative care guys come in and want to take away
their patients.
The other issues were overly aggressive treatment,
hydration and enteral tube nutrition. There is lots of
evidence out there that this is not really beneficial
and should be at least discontinued in the dying
phase. There are systematic reviews out there saying
that enteral nutrition is bad for the patient: there
is a high rate of complication and survival is not
improved compared to skilful hand feeding. The
main reason this is not done is probably that it takes
much more staff to do skilful hand feeding, and
many countries do not have that.

Cancer

Plenary 3

Dementia as a terminal condition

With cancer, we find it much easier to deal with a
steep descent in the last phase of the disease; it
is much more difficult for the chronic illnesses and
the frail and demented to identify the right point
of entry for palliative care. My own experience
of dementia has mostly been with patients with
dementia and cancer. This is somebody with severe
dementia who had developed some cancer. You
see the skin metastasis. We did not even find the
primary, and there was no way we could even do
any diagnosis or treatment. We had some ethical
discussions with the family, the treating physicians
and the oncologist about whether it was okay not
even to look. It could well have been that the cancer
behind this could be treated, but we would have
had to have been very aggressive to the patient if
we had wanted to do diagnosis and treatment. We
finally decided we could just let the cancer go on
and give him comfort care and not even check the
therapeutic options. This happens occasionally.

Cognitive impairment

In dementia care there is a wealth of experience
in how to deal with cognitively impaired patients:
do not over-burden them, do not ask too many
questions, do instructions in small sentences and
so on. We had to use our ingenuity and develop
our own skills to some degree. We had this slightly
demented patient at the palliative care unit in
Aachen who was able to find the smoking room but
could not find his way back. He stood in any of the
patients’ rooms. We could not restrict him, so we
just put some arrows on the floor and he followed
the arrows to his own room. It was fine. I like this
kind of thinking. I was very impressed with my team
at that stage.

Stroke
There are other diseases where we still struggle with
whether they are palliative care indications. Do you
have stroke patients in palliative care? It is a good
question. This is an example where we had lots of
discussions about whether there should be comfort
care only or whether there was any active treatment
or rehabilitation we could do. We finally decided
with the family that we would let the patient die and
just do comfort care. Even if we agreed in our team,
we would still have to discuss it with the funders,
and they might not accept this.
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Anorexia

Concluding Remarks

This is a patient we had very recently who had had
anorexia for about 40 years, but it had become
worse in the last year. She was treated in the
University Hospital and had a BMI of 10. She was
24kg and 1.6 metres. The question was whether to
continue treatment or not. The family had said all
the time they wanted her to be treated, but by now
they were saying they had been worn down and did
not know how to proceed. We had contradictory
input from the psychosomatic and psychiatric
departments. The psychosomatic guy said, ‘Below
a BMI of 13, survival is improbable and you cannot
treat them effectively, so at this stage you cannot
do much’. The psychiatric guy said, ‘This is organic
depression. We will treat her and then we can
start feeding her.’ We could still talk to the patient
herself, and she said everything was fine and she
was eating enough; if need be, she might accept
food, but right now all was good and she did not
need food. If we wanted to feed her, she made
it very clear that would be revolting; for her, that
would be violence. What do you do with that?

My experience with chronic illness has been that
we have to have different approaches. We have to
decide how long we can treat patients. We know
we have periods of intense treatment but then we
have to withdraw and let the usual system, with the
GPs and the nursing services, do it and then come
back again when needed. We have the full range
of options available for the patient but we have to
negotiate all the time what level of care they need,
and to adapt constantly. We need additional skills,
for example on communication with these patients
who are often severely disabled or cognitively
impaired. We have to take great care that the care
givers in the family are not over‑burdened. There
is a difference depending on whether you do this
for a month or two or for five years or longer, and
whether they have adapted all their life to that. We
also have to care for our own care-givers, because
they are often over-burdened and these are often
challenging situations with the family that are not
easy to deal with.

We finally had an ethics committee meeting and
tried to discuss that with external support, and we
agreed it would be okay to do comfort care but
not feed her. She died about two days later, which
confirmed the decision; even with treatment, she
would not have survived. This is way out of our
depth. We do not know whether anyone would
agree this is palliative care, and we would have to
negotiate with the funders. This had been going on
for 40 years and we were only called in at the end
stage. We knew if we did not care for her, nobody
else in the hospital would. The psychiatric guy, when
he said, ‘This is depression; it has to be treated’,
also made it quite clear, ‘Not in the psychiatric
department’. It is always easy.

Most importantly, we have to realise we are not
alone out there. There are other specialists caring
for these patients and we have to be very careful
we are not seen as competitors in the field who
want to take away the expertise in that area. We
have to make it very clear that we want to do this
only in collaboration. We can bring the special
knowledge in communication, ethics and symptom
management to the patient, but we should do that
always in collaboration with the other experts who
are already there. That way, we probably can find
a good way to treat patients with chronic illnesses
with the knowledge we have developed for HIV and
cancer.

SESSION 6: PARTICIPANT RESPONSE
Chair’s Question

35%

What do you see as
the major barriers to
enhancing the delivery of
palliative care for noncancer diagnosis? (See
Appendix 12 for results by
WHO Region)
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The workforce lacks
sufficient numbers of
people able to provide
palliative care

There appears to be
inherent resistance
to provide palliative
care for persons with
unpredictable prognoses

There appears to be
inherent resistance to
providing care for persons
not predictably dying

There is a mismatch
between current palliative
care shill set/systems of
care and patient/family
needs

Figure 24: Barriers to enhancing delivery of palliative care for non-cancer diagnosis
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Question A
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In your opinion, do chronic
disease management
policies in your country/
region appropriately
reflect the provision
of palliative care? (See
Appendix 12 for results by
WHO Region)
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Figure 25: Do chronic disease management policies reflect the provision of
palliative care?

Question B

50%

At what point should
palliative care be
delivered to people living
with chronic illness? (See
Appendix 12 for results by
WHO Region)
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From the time of
diagnosis?

When requested by
the patient

When the patient is
predictably dying

Based only on the
Depending only on
presence of complex
limited prognosis
symptoms, reduced
functional status or
significant caregiver need?

Figure 26: At what point should palliative care be delivered to people with
chronic illness?

Question C

40%

In your opinion, how can
early referral to palliative
care be best promoted
in the management of
chronic illness? (See
Appendix 12 for results by
WHO Region)
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Raise awareness of the
value of early referral with
health and social care
professionals working
in chronic disease
management

Promote public
understanding of the
value of palliative care
referral as an integral
part of chronic disease
management

Palliative care
leaders influence the
development of drivers at
policy level

Ensure chronic disease
management clinical
pathways reflect the
need for early referral to
palliative care

Figure 27: How can early referral to palliative care be promoted in the
management of chronic illness

Question D

70%

In your opinion, how well
is a shared care model
including palliative care
established in your
country/region? (See
Appendix 12 for results by
WHO Region)
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Yes - there is a well -established
shared care model, including
palliative care in my country/region

Yes - there is some evidence of
a shared care model, including
palliative care in my country/region

No - there is no shared care model,
including palliative care in my
country/region

Figure 28: How well established is a shared care model which includes palliative care?
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Session 7 reflected on how palliative care can be
integrated as an essential element of care provided
in various settings and provided an opportunity to
hear about the experience of users and carers.

SESSION 7: IMPROVING
PALLIATIVE CARE
PROVISION IN VARIOUS
CARE SETTINGS: HEARING
THE VOICE OF THE USER
AND CARER
Chair:

Dr Paul Gregan, Palliative Medicine Consultant, Our
Lady’s Hospice and Care Services, Dublin

Speakers:

Anne Molloy, Voices4Care Member
Professor Gunn Grande, Professor of Palliative Care,
School of Nursing, Midwifery and Social Work, The
University of Manchester
Professor Scott A Murray, St Columba’s Hospice
Chair of Primary Palliative Care, University of
Edinburgh
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Chair’s Introduction
Dr Paul Gregan
The aim of this session is to reflect on how palliative
care can be integrated as an essential element of
care provided in various settings and to hear about
the experience of the user and carer. Our first
speaker is Anne Molloy, who is a member of the
Voices4Care panel at the AIIHPC. The panel informs
the work of the Institute from the perspective of
people receiving palliative care, their carers and
the wider community. She is also a member of the
AIIHPC Management Committee. She has recently
written a thematic report on the AIIHPC Let’s Talk
About survey, which gathered people’s experiences
of palliative care from all over Ireland. Her talk will
focus on her experience with regard to the care of
her father, John, and what she has learnt from her
analysis of the survey.
Our second speaker is Professor Gunn Grande
is Professor of Palliative Care at the University
of Manchester. Her recent research has mainly
focused on the support needs of family carers
when caring for somebody at home towards the
end of life, particularly on the development and
testing of a Carer Support Needs Assessment Tool
(CSNAT) intervention nationally and internationally.
Today, she is going to focus on embedding needs
assessment into healthcare practice, with particular
focus on carers’ needs but with lessons for patient
assessment.
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would then be scanned and it would be discovered
the cancer was spreading unimpeded. I have no idea
if this was the best course of action. At the time I
thought it was the only course of action. It meant
that he spent a lot of time very sick in hospital when
he wanted to be at home. The experience of the last
eight months of his life was like entering an alternate
universe for me. It was completely uncharted
territory that I had no experience of. The experience
for me, my mother and my sister as family members,
and for anyone caring for someone with a terminal
illness, was a feeling that we were barely managing
to cope at any one time. In the back of your mind
constantly is that this is going to get worse and how
would you cope when it did get worse. It was very
stressful and all-consuming.
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Our final speaker for this session is Professor
Scott Murray is the St Columbus Hospice Chair of
Primary Palliative Care at Edinburgh University. He
is involved internationally in teaching and patientcentred research, advocating that palliative care
be integrated in the management of all advanced
diseases. He is a member of the WHO Technical
Advisory Group responding to the resolution to
integrate palliative care in all settings. He chairs the
IPPCN and you will see him at EAPC and WONCA
meetings promoting this. He recently led an EAPC
task force to produce a toolkit for national palliative
care development in the community. Scott will be
speaking to us on the subject of improving palliative
care provision in various care settings and hearing
the voice of the user and carer.

Palliative care

A Carer’s Voice
Anne Molloy
Personal Experience
Diagnosis

My father died in 2011 from cancer. For a thing that
had such an impact on my life I cannot pronounce
the name of the cancer and I will not attempt it. It
was a soft tissue sarcoma that first appeared as a
lump on his back. The initial treatment was surgery,
which was followed by radiotherapy. This was all
very straightforward. He felt really good after it,
and bought a bike at the end of his treatment.
He was always a man who said he would prefer to
wear out than rust. At the same time, we were all
on tenterhooks. The way it was diagnosed and the
rareness of the cancer meant it was always a fairly
terminal disease. Two months after the end of the
radiotherapy, he had a scan and it had spread, first
to his lungs, which caused breathing difficulties,
and then to his bones, which caused frequent and
agonising pain. Once the cancer had spread, the
oncologist asked my dad whether quality of life or
length of life was more important to him. He did
not hesitate in his answer; there was no issue or
wondering or discussion about it: quality of life was
his absolute priority. We saw this written down on
notes and as far as we were concerned that was in
the system.

Treatment

What followed was eight months of very low to
no quality of life for my father. He went on several
rounds of chemotherapy, which all went the same
way. The chemotherapy would cause him to get very
sick; they would reduce the dose and in some cases
stop it immediately as it was putting him at risk. He

We experienced various different types of palliative
care at home, in hospital and in the hospice. The
most valuable was the home visits from the hospice
nurses. Home was where my dad was happiest. He
grew up on a farm and in the house he grew up
in people would randomly pop in for chats during
the day. The home hospice nurses were just like
that; they would just pop in for a chat. They really
got to know my father. They understood that he
had hearing difficulties and that did not mean
just shouting louder. They got past his ‘fine’, his
standard reply when anyone asked him how he was,
no matter how bad he was, and they respected
how he dealt with his pain. They helped us manage
the constantly changing medication. Their parting
words, ‘call us any time’ or ‘we are in the area every
day’, were an incredible relief and made us feel less
alone.

Experience of care

My experience in caring for my father showed me
the impact that both good and poor care can have
on both the patient and the carer. Your entire focus
as a carer is on the wellbeing of your loved one; your
world is small. When you see the person you are
caring for treated with kindness and understanding,
it brings you comfort. When you see them treated
badly, it is devastating. That word might seem silly
or dramatic, but it is the only word I can use. The
cancer gave him so much unavoidable suffering that
seeing him go through avoidable suffering was really
hard. I could see that people working in hospitals
and hospices were all working under pressure in very
difficult circumstances and there were not enough
staff to cover the care needs of very sick people, yet
in these circumstances I saw some incredibly kind,
tender, unhurried and compassionate care. I also
saw something in the range between indifferent,
brusque and disrespectful care, all in one day in one
facility.
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Final weeks

In his last few weeks, he was transferred to a
hospice; he was too sick to stay at home. It was a
very difficult end. He was in a lot of pain and he
was confused from the pain medication he was on.
The toxicity from the pain medication also affected
his ability to communicate and meant he had vivid
nightmares and other distressing symptoms. I only
saw my father in tears once. I arrived in the hospice
early one morning and when I got to his room he
was lying in his bed with a bar up the side. He was
furious that he had been locked into his bed. He was
very weak but he rattled the bar with vigour. I called
the nurse, who immediately took it off and could see
how upset he was. I can understand why this was
done; he was very weak, he was shaky and the nurse
was busy. I am sure for some people a bar on the
bed would be a comfort that they would feel more
secure with, but to him the experience of being
locked into his bed was a complete affront to his
dignity and far worse than any risk of falling. It made
him furious and it affected his trust in the hospice
and the perception of the care they provided.
From my point of view, this was a completely
avoidable situation if someone got to know him
or had a chat with his family and got to know his
preferences. Even when people are at their weakest
and their sickest, they still need their sense of
autonomy and agency, and they are still themselves.
My father was never someone who was going to
have a bed sore problem; he liked movement and
to be active. When you see someone to the very
end, no matter how weak they are, pushing that and
being that person, you realise what it is like from
their perspective as well.

Bereavement

When it is all over, as a carer you are left with
your grief, with a lot of very painful memories of a
difficult end and with a lot of questions, like, ‘Why
did I not ask more questions when the oncologist
proposed more chemotherapy? Would he have had
better quality of life, even if it was shorter, if the last
few rounds of chemotherapy were cut? Why did no
one ask what quality of life meant for my father?
Why did I do nothing when he was not treated well
or respected?’ I also wonder how one institution can
have such a variable standard of care, whether the
people who provided good care realised the impact
it had on people and the comfort it gave them,
and whether the people who provided poor care
realised that is how it would be remembered.
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Improving Palliative Care
The most important question to ask is how palliative
care can be improved. When I told friends and
family about some of the incidences that happened,
many would ask why I did not complain if I was
not happy with the care. It is quite interesting that
people jump to that; it says something about our
consumer-litigious culture. Most of the issues were
small and the complaints procedures adversarial. I
wanted to work with the people providing the care.
There just did not seem to be space for that kind of
input. There were so many times when I wanted to
say, ‘Hang on’ or ‘This is not working’. With a patient
and a medical professional, there is a clear space,
but for a family there is not. I often felt like one of
these door-stepping investigative reporters hanging
around hospitals hoping I would catch the doctor on
their rounds, hoping I would get a chance to absorb
the information in a way that I could ask a question
about the care treatment before the medical
team swept off to the next bed. Maybe I was too
exhausted to find it; I was certainly too exhausted to
fight for it.
Change does not happen in any system unless
it is demanded by people using the system. It
needs to be demanded by carers and users as well
as implemented from the top. As a family carer,
you cannot see what meetings are happening,
what structures or protocols are in place, or what
training professional care-givers have; you only
see what care is provided in real time. A lot of the
discussion over the last day and a half has been
about specialist versus generalist care, which made
me think about seeing family carers in this context.
We are generalist in one sense but very specialist
in another: in the care needs of the person, in
what way they like their pillow arranged, in what
makes them feel in control and comfortable,
and in what kind of person our loved one is. We
cannot completely romanticise this and families
are complicated, but in most situations we can say
families know something about their family’s care
needs. As a family member, you want input into
the care, you want your input to be acceptable,
welcomed and listened to, and you want a space for
it.

Voices4Care
Two years after my father died, I was still mulling
over these questions when I saw an advertisement in
the paper looking for people who were interested in
joining a panel for former or current carers and users
of palliative care. It was the advertisement for the
AIIHPC Voices4Care initiative. I joined the panel and
met people from all over the country who had gone
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Assessing and Addressing the
Support Needs of Family Carers

Let’s Talk About Survey

Importance of Family Carers

One of the projects Voices4Care was involved in was
the Let’s Talk About survey of people’s experience
of palliative care. From my point of view, the most
significant thing about Let’s Talk About was that it
was not asking people to rate on a scale between
one and five a particular service or event; it was
letting them choose their story and their experience
of palliative care. Most significantly, it was choosing
their story of what had an impact on them; whether
it was a very small incident or a major discussion,
it let them choose what was good or bad in their
experience.
I have been writing a thematic report of the survey.
I have read all 528 stories that have been submitted.
I do not work in the sector, and when I would say to
friends I was doing this work, they would say, ‘Is that
really difficult or upsetting to do?’ Some of them
would say, ‘Are you mad?’ The answer is both yes
and no. Some of the stories were incredibly painful
and difficult to read. They did make me grateful for
the good palliative care my father did get: the home
help team, a great GP and not having to go through
A&E.
The stories submitted reflect all of the issues
that have been discussed at this conference,
which I find quite reassuring and comforting.
They are not new. People experienced too little
autonomy, helplessness and frustration and a lack
of information. You feel a real voice of people
wanting to manage their own conditions but not
having the information to do that, and of people
valuing clear and sensitive communication and their
emotional and psychological needs being met.
Some of the stories were really beautiful. It was a
complete revelation to me that a good death is not
just one that is pain-free or not awful, but can be a
positive time for a person. People even described
the experience of their loved one dying as a happy
memory that would provide solace to them and help
them in their grieving. The Let’s Talk About survey
showed me that that is a common experience too.
If good care is possible somewhere, it is possible
everywhere. It should not depend on luck. We all
have that right.
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through different and similar experiences. It gave
me hope that the user and carer experience was
seen as valuable to the sector and that space could
be created for that voice.

Professor Gunn Grande

Thank you to Anne for a poignant and illuminating
talk. Family carers have a central role in patient
care and disease management. They are often the
conductors of care management at home. It is a
dilemma that they often are relegated to a second
fiddle in the orchestra once the patient goes into
inpatient care. We need to deal with that aspect.
In the UK, the value of the care provided by family
carers overall is estimated to be greater than the
total spend of the National Health Service and
four times the spend on social care services, with
similarly high input in other countries. Research
shows time and time again that enabling end‑of‑life
care and death to take place at home is heavily
dependent on carers. This was brought home to me
in a study we did with the National Association for
Hospice at Home. 79% of patients under hospice
home care wanted to die at home, but whether
they achieved this wish depended on what the carer
thought. If the carer agreed with this preference,
72% of patients died at home, but if the carer
disagreed, only 25% of patients died at home. The
carer’s input is crucial.

Adverse Outcomes of Care Giving
Carers suffer adverse outcomes from their caregiving role in terms of impact on their psychological
health, their physical health and even mortality.
It has social and relationship challenges, entails
financial and occupational difficulties and activity
restrictions, and impacts on quality of life and also
outcomes in bereavement.

Palliative Care Guidance and Policy
It has been recognised in the UK for a long time
in palliative care guidance and policy that carers’
needs should be assessed, acknowledged and
addressed, and this is increasingly recognised
in other countries. The question is how we best
do that. In terms of our evidence-based research
tools, we tend to measure adverse outcomes,
such as burden and distress, which do not tell
us anything about what healthcare professionals
need to do to prevent or ameliorate these adverse
outcomes, or they are too lengthy or detailed for
everyday practice. In everyday practice, there is a
lack of a consistent approach and what happens is
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mainly informal, typically in the form of doorstep
conversations. In one our focus groups, a carer said:
‘As I was showing the nurses out the door, they
would turn round and say, “Well, how are you?”
I think I would have liked if they had sat down
and had a consultation with me. Although they
always asked, it was more like as they went out
the door.’
The carer’s needs are often an informal afterthought.

Carer Support Needs Assessment Tool
Research

We set about a programme of research to assess
and address carer support needs. We wanted to
focus on:
What carers need to support them in their role.
•

Achieving consistent and comprehensive
assessment.

•

Taking a proactive approach to prevent crisis
rather than a reactive approach when crisis
occurs.

•

Having a carer-led process, although facilitated
by practitioners.

We asked 75 bereaved carers of patients under
hospice care what they needed to support them.
They mainly wanted support to enable them to
support the patient in their role as co-workers, but
they also needed direct support to preserve their
own wellbeing in their role as a client.
What does this entail? To enable them to support
the patient in their role as co-workers, carers
needed support with:
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•

Knowing what to expect in the future.

•

Understanding the patient’s illness.

•

Knowing who to contact when concerned.

•

Talking to the patient about their illness.

•

Managing symptoms and medicines.

•

Equipment to help care for the patient.

•

Help with personal care.

In terms of support for carers themselves, they
needed support with:
•

Dealing with their own feelings and worries.

•

Their own physical health concerns.

•

Practical help in the home.

•

Financial and work issues.

•

Beliefs or spiritual concerns.

•

Daytime respite.

•

Overnight breaks from caring.

How prevalent were these needs for support in
these domains, and which were most important?
We did a further study with 225 carers of patients
currently under hospice care, and top of the list
was support with knowing what to expect in the
future, which more than 60% of carers needed
support with, followed by dealing with their own
feelings and worries, having time for themselves
in the day, understanding their relative’s illness
and knowing who to contact if concerned. They
needed support both in their role as co-workers
to support the patient and for themselves. Each
aspect was important. All domains were endorsed
by somebody. Only five of the 225 added a support
need that was not already covered. With this, we felt
we had an assessment tool that would cover the vast
majority of carer support needs.

The tool

We put this into a CSNAT. This itself is not an
intervention that is going to help anyone; it needs
to be put into an intervention where you have a
carer record and an assessment, but also clear lines
for follow-up. Used as an intervention, we wanted
something that was carer-led, although facilitated
by practitioners, that entailed a process enabling
carers to identify domains where they needed more
support, which of those were their main priorities
and what solutions would help them, rather than
what practitioners thought the solutions should be.
It is important to realise that one size does not fit all.
Individuals have different needs within each domain.
Needing more support with managing symptoms
for one carer meant understanding medication and
its side‑effects, but for another it meant dealing
with the practicalities of symptoms, for a third it
might be being involved in discussions, and for a
fourth it might be knowing how to get help out of
hours. Each of these require different solutions,
such as information or education, being involved
in the multidisciplinary team discussions or having
out‑of‑hours service provision and knowing how to
contact these.
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We found from a practitioner’s perspective, using
this opened up different conversations with carers,
improved expression, visibility and legitimacy
of support needs for carers, and led to some
discoveries. One focus group participant said: ‘I
think they are more or less the areas we are covering
anyway in one way or another’. Her colleague
said: ‘They are, but the ones talking about your
relative, about his or her illness, and knowing what
to expect in the future are things we do not ask
routinely’. Remember that knowing what to expect
in the future was the top priority for carers. One
practitioner reflected: ‘What I found particularly
useful with CSNAT was the things I thought the
carer might not be able to cope with were the things
she was coping with, and the things she was not
able to cope with I was quite surprised by.’ From
the carers’ perspective, this process helped them
identify and express support needs otherwise not
possible; it enabled necessary reflection, although
at times challenging; and it provided validation,
reassurance and empowerment. This carer said: ‘It
formalised what I probably knew I needed but is
difficult to articulate when you are going through it’.

Outcomes

Does this sort of approach lead to better care
outcomes? An Australian trial found a significant
reduction in carer strain from baseline to follow‑up
under the intervention arm. We have done a UK
cluster trial where we found significantly lower
early grief and higher mental and physical health
post-bereavement and possibly fewer in-hospital
deaths, although the effects were quite modest.
Part of the problem we had was it was difficult to
implement this as an intervention with practitioners.
The reasons occurred at several levels, and have
implications for implementing carer‑led assessment
in general.

in the first place, and making sure there are records
of carer assessments and the follow-up actions so
there is a possibility of communicating about these
and referring back. It also requires leadership and
drive from the top.
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Potential uses

Summary
I hope the work we have done has broader
principles that will speak to other situations in
other countries. In general, carers need support to
support the patient as co-workers and support for
themselves as clients. The WHA document talks
about those different roles interchangeably without
labelling them or making that difference clear. We
need to clarify that. We also need to be very clear
that one size does not fit all; you have to ask the
individual. We have hopefully arrived at a possibility
for a carer-led formalised approach that is adaptable
to generalist and specialist care and enables carers
themselves to define their support needs and
solutions. It is about making more targeted use of
existing resources, but at an earlier, timelier stage. It
is also about making visible some gaps in provision,
if carers consistently have support needs we cannot
meet.
The bottom line is that this will improve support
for the patient. There are also lessons to be drawn
here for person-centred support needs assessment
for the patient. It is important to realise in terms of
carer‑led assessment and solutions, and similarly, I
suspect, patient-led assessment and solutions, that
it requires changes in practice in how we work with
carers and users, and changes in procedures and the
structures within organisations. Hopefully that gives
us some scope for discussion.

In terms of the individual practitioners, it was quite a
big switch to change from a practitioner-led informal
process of assessment to a carer-led structured
process and to relinquish control to a certain extent.
It was also a big jump to assess carer support needs
separately from those of the patient. This requires
considerable training and peer support throughout
the process of adopting a carer-led process. It is not
just down to the practitioners on the ground. It is
also about the procedures, processes and practices
of the individual organisations in terms of providing
opportunities for contact with carers and creating
time and space for assessment and adequate
procedures for follow-up of support needs and
reassessment. The structures of the organisation
were often against care assessment, in terms of
having procedures for recording who the carers are
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How can Palliative Care be Provided
in Every Setting?
Professor Scott A Murray
It is a real pleasure to come back to Ireland to
spread the gospel about palliative care for all, by
all. The world death rate is 100%. We are born, we
live and we die. It is an activity we all do. It happens
in every setting. If we want palliative care, and
especially early palliative care, we are going to try to
look at providing that in all settings.

IPPCN
I have had the pleasure of chairing for the last 12
years the IPPCN, a group of about 150 people from
all over the world who get together from time to
time. It costs nothing to be a member. You join and
you get a list of these people. We meet every year,
sometimes at a palliative care conference. Next
week my colleagues are meeting at a WONCA
conference to talk about palliative care. It is a great
group.

Key Challenges
Overview

There are a lot of challenges, which are the
opportunities for doing this well in all settings. We
are talking about all illnesses. I deal with everyone
who pitches up in my room. We are also dealing with
all times. It is not just later on; we are also dealing
with people when they start getting a bit dodgy
and getting on a bit. There is that opportunity
and challenge to try to help people early on.
We are talking about all dimensions. Dying is a
multidimensional world. It is physical, psychological
and social, so maybe it is not just the physical
trigger we should be thinking about. We are talking
about all nations. Because there are not hospices
accessible to everyone, we need to drive palliative
care into all settings.

Identification

Identification of people is the main challenge. It is a
prerequisite to helping people. Unless someone is
identified for palliative care, how can we help them?
Some of you are specialists in palliative medicine or
nursing. You guys are really good, but you do not
often identify people for palliative care. You may
do a little case-finding, but you tend to deal with
people who are referred to you. The real difficulty
in other settings is identifying people. Even in
Britain, which is meant to be the number one place,
most people die before they are identified. 70% of
people with cancer are identified or self-identify,
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but only 40% of people with organ failure. They die
too soon. We are not surprised when they die, but it
is too soon. That is a real issue. Most of our people
are not getting it. It is inequitable. We should not be
giving care by diagnosis, and neither necessarily by
prognosis; it should be more about need or capacity
to benefit.
Palliative care is about identification, assessment
and planning. We do not identify just so we can
refer them to specialist palliative care; we identify
people who need a palliative care approach. Various
developments show that the generalist, whether
it is a GP sitting in a surgery or a nurse trained
in a hospital ward in Mulago Hospital by Mhoira
Leng, can deal with the palliative problem and
then refer about a third. For two-thirds or maybe
three-quarters of people, palliative care is good
enough, and sometimes it could even be better than
specialist palliative care, although that is too difficult
to evaluate. I tend to find people referring a small
number, and the provision of training, support and
time is what we need to do these things.
There is a good hint in the WHO definition that
we start palliative care by early identification and
assessment. Without identification, we are lost.
We have to identify. The same happens with the
identification of carers, which is an even trickier
problem.

When Should Palliative Care Begin?
There is an issue, whatever we are dying of, of
when we should start this palliative care approach.
If someone gets advanced lung cancer, where the
prognosis is poor at diagnosis, it is straightforward;
maybe we should be starting a palliative care
approach from diagnosis. For someone with organ
failure, quite typically there is a stage where normal
physical care is good enough, but there comes
a time, possibly a sentinel event such as hospital
admission, when this person needs more than
routine physical care; they need active supportive
and palliative care. There are two points on the
illness trajectory: the first point when someone
needs a palliative care approach and a second point
in the last days of life when they will need terminal
care. These are both important points to try to get
an eye on.
There was a trajectory for people with strokes in
the BMJ a couple of months ago. A third of people
die when they are in hospital. A hospital doctor
would say, ‘Yes, a third of my people with strokes
need palliative care in hospital; the other two‑thirds
survive and go home. Some are disabled, but some
are fine. There is not a problem with palliative care.’
However, these people who get home still in the
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The other question is: ‘Would you be surprised if
your patient were to die in the next six months?’
You do not have to expect them to die in the next
six months, which is quite a common scenario in
cancer, but if you would not be surprised and if you
are a good clinician, ethically, surely we should make
a cunning plan just in case they were to die. Does
that not make sense? That question has been found
quite useful by family doctors. The Gold Standards
Framework advocates it very strongly. Hospital
doctors do not find it quite so good because they
do not know their patients quite so well, so we
tend not to use that. We want to avoid prognostic
paralysis, where the GP says, ‘I have no idea how
long it is going to be; therefore, I am doing nothing’.
The more we do not know, the more we should
make a plan. It is dealing with implicit uncertainty;
there comes a time when you just have to go ahead.

Trajectories
Cancer

Let us look at some of the different dimensions
of dying. There is the physical decline. There is a
social decline that mirrors the physical decline. At
diagnosis of the cancer, someone does not just get
more anxious and die. It has been shown that at
diagnosis, when someone gets home, when it recurs
and in the terminal stage, they tend to be more
anxious or have existential issues. At diagnosis of
lung cancer, they physically are quite well, but there
may be distress or need in these other areas. It is
good to know this, because it might be this should
trigger this holistic approach. Maybe the trigger
should be to do not with the physical dimension but
with some of the other dimensions. These are quite
good to know, because you can then chat to the
carer and the patient about what is likely to happen.
There is a similar trajectory for the family carers of
patients with lung cancer. If your husband is dying
of lung cancer, there is a decline in physical wellness
and even mortality and there is a social decline, but
the wife is going through the same helter-skelter
approach. That is another reason to identify the
patient or the carer and support them. This is a time
when you might have carer identification.

Organ failure

The classic physical aspect is the decompensation
and being admitted to hospital very breathless.
There is physical decline, but there is a
psychological distress happening and even a social
one. If I am a GP, a carer might phone up and say,

‘I am awfully worried. My husband is so breathless.’
What I am hearing is there is carer worry and there
is a husband who is breathless. The husband is
also probably worried, and there may be a social
problem happening as well. To prevent admissions,
we should be thinking about other aspects of care,
and about how these things could trigger our
approach.
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end may well die, and therefore there should be a
little bit more work done in there. The trajectories
are good because they make us think a bit about
what goes on.

Frail older people

One of my PhD students has been interviewing
physically frail older people for two or three years
at the end of their lives. The physical decline is as
seen before. Social decline would tend to go along
with that. The other two areas, psychological and
existential, tend to exist and then, somewhere near
the end, there tends to be a dip. If we carefully look
for any existential or psychological distress at this
time, that might be a trigger for a palliative care
approach in these people. In some of our research
we have heard the physio bringing in the bed bars
was the last straw, which caused an existential
issue: ‘I am not the type of person that needs bed
bars’. It is about identifying and preventing these.
The intervention with frail people, for instance, is
not about the physical bit; let us be assessing and
supporting them in other dimensions of need as
well.

Supportive & Palliative Care Indicators
Tool (SPICT)
We have developed this tool in Edinburgh, which we
use to help identify people with different illnesses.
It is one side of A4, which can be downloaded
from the SPICT website, that asks about various
performance status dropping. There are features of
general decline and some more specific features;
for each illness, there are one or two bullet points
about what you might look for. Taking the example
of advanced liver disease, diuretic resistant ascites
in someone who is an unplanned admission would
be a criterion for starting a palliative care approach.
We have done some work with liver doctors and
specialists in palliative care to let them understand
this.
We have to spread the gospel to cardiologists, for
example, by getting in among them and doing a
trial with them. We have done a randomised trial
of supportive care in heart failure and written it
up in the BMJ to show what that might be and
how to identify it. As a GP, I am blessed with a
computerised list of people and I can do a search
using the SPICT criteria and identify about 1% of
my patient load. Some things are computerised in
the UK, such as MRC breathlessness, COPD and
chronic renal disease. We have recently published a
story about that. That is one way in which primary
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care teams in developed countries, where we have
electronic records, can identify people and possibly
put a tag in their notes to see them at their next
consultation or to sit around a table and do it.
Generalists plus specialist palliative care is surely
the model. We have to work together. One of our
members, Amy Abernethy, has published a paper
talking about what generalists can do and their
competences, and what specialists should do.
The only issue I have with that is that generalists
have to identify and specialists should be trained
so they can show GPs how to do it. Even within
generalist palliative care there are differences; the
generalist palliative care of a respiratory doctor
would be different to that a renal physician might
do. In America, they are spelling out the different
competences within generalist palliative care.

Other Tools and Activities
EAPC toolkit

A group of us published a toolkit in February that
lets people in a country come together to look at
policies that are relevant to the country and the
training needed in the country, to look at getting
services sorted within the country, and to look at
opioid availability. We are now trying to take this
forward in the new steering group of the EAPC
so countries can be supported in a national policy
for palliative care in the community. This has been
translated into various languages and it is free at the
EAPC website.

Identification

I mentioned SPICT; there are other ways to identify
people. Xavier has done the NECPAL, which is
especially good at identifying psychological distress.
We did a literature review of the best ways of
identifying people for generalist palliative care. That
is the type of review we need to be doing.

Anticipatory care

Three years ago we did some research and found
that palliative care comes late and is a minority
pursuit. Most people are dying off the record. In
Scotland, we have started a thing called anticipatory
care. If someone has COPD or chronic illness, at
a certain stage they need anticipatory care. We
let out-of-hours know and the patient agrees to
anticipatory care. We are filling in this white area
where we were not sure what was happening
by providing anticipatory care, which includes
preferred place of care, preferred place of dying
and DNAR. Without using the word ‘palliative’ on
the patient-facing side, it is much easier to do. That
is an interesting natural experiment in the whole of
Scotland, where people continue to die, but they
have anticipatory care plans active when they die,
which is surely better. We can track which bits of
their anticipatory care plan are coming in where.
Palliative care has not got much more popular, but
it starts earlier. That is an experiment. There is an
issue about vocabulary there.

Integrate: strengthening palliative care

We have also tried to facilitate, with colleagues,
some work to integrate palliative care in all settings
in Kenya, Uganda, Zambia and Rwanda. This was
written up last week in the United Nations Academic
Journal as an example of integrated care. Edinburgh
worked with APCA and four national palliative care
associations to start this plan to integrate care. The
national associations and the governments chose
three hospitals in each country, and we used these
pillars to integrate palliative care in different levels
of hospitals and tried to get down to clinic level.
This has proved very challenging but amazingly
successful, especially in hospitals, where people are
being identified on the wards. Even in Africa, the big
challenge is identifying people in the wards and the
clinics so they can start with this approach. Mhoira
did a lot of work on referral pathways, protocols and
patient documents, and morphine is now available in
all the hospitals there. That is a success story.

Summary
I have spelled out the challenges. The challenges of
identifying are identifying all illnesses, earlier rather
than later, and identifying according to the issue
that is stressing the patients rather than necessarily
physically. The message today is identification.
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SESSION 7: PARTICIPANT RESPONSE
Chair’s Question

50%

In your opinion, does
your country/region
have a means of hearing
about the palliative care
experiences of users and/
or carers? (See Appendix
14 for results by WHO
Region)

45%
40%
35%
30%
25%
20%
15%
10%
5%
0%

Yes, both users and carers

Yes, users only

Yes carers only

No

Figure 29: What means of hearing about palliative care experiences of users
and/or carers?

Question A

60%

In your opinion, how can
users and carers best
influence the development
and provision of palliative
care in different care
settings? (See Appendix
14 for results by WHO
Region)

50%
40%
30%
20%
10%
0%

Public awareness campaigns that
ensure user and carer experiences
are heard by policy makers

Involvement of users/carers as
partners in palliative care research
and service development

Harness social media as a means of
promoting the engagement of users
and carers in the development and
provision of palliative care

Figure 30: How can users/carers best influence the development and provision
of palliative care?

Question B

60%
50%
40%
30%
20%
10%
0%

There is provision of training for and
user and carer engagement

Local mechanism(s) developed to
ensure voice of users and carers
is heard

There is provision of dedicated time
and resources

In your opinion, how
best can professionals
working in palliative
care be supported to
recognise the value
of involving users and
carers in the design
and implementation of
services? (See Appendix
14 for results by WHO
Region)

Figure 31: How can professionals working in palliative care be supported to
recognise the value of involving users and carers in designing and implementing
services?
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40%

In your opinion, what
is the main barrier to
integrating palliative care
as an essential element
across care settings? (See
Appendix 14 for results by
WHO Region)

35%
30%
25%
20%
15%
10%
5%
0%

Lack of public awareness,
understanding and skills

Cultural beliefs about
death and dying

Professional boundaries

Accessibility of palliative
care services

Figure 32: The main barrier to integrating palliative care as an essential element
across care setttings

Question D

In your opinion, what
is the main barrier to
integrating palliative
care early into the care
of people with advanced
illnesses? (See Appendix
14 for results by WHO
Region)

60%
50%
40%
30%
20%
10%
0%

Lack of public awareness
that palliative care can
really be a positive help,
i.e. patients not openly
requesting a palliative
care approach.

Professionals view that
they do not have enough
time

Professionals uncertain
when to start a palliative
approach

Lack of training or
professionals

Figure 33: Main barrier to integrating palliative care early into the care of peoplw
with advanced disease
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Session 8 provided an opportunity to reflect on how
leadership, research, education and practice can
help to meet the challenge to incorporate palliative
care into national health systems.

Chair:

Professor Philip Larkin, Chair AIIHPC, Professor of
Clinical Nursing (Palliative Care), University College
Dublin & Our Lady’s Hospice and Care Services

Speakers:

Dr Frank Ferris, Executive Director of Palliative
Medicine, Research and Education at OhioHealth in
Columbus, Ohio
Liliana De Lima, Executive Director International
Association for Hospice and Palliative Care

Chair’s Introduction
Professor Philip Larkin
I always like to say we leave the best until last, and
I am delighted and honoured to be able to chair
this session, which is slightly different to some of
the others, in that we are going to have some team
teaching and hopefully much more interactivity. We
are looking to reflect on how leadership, research,
education and practice can meet the challenge
to incorporate palliative care into national health
systems. We certainly have the international leaders
to help us do that today. Dr Frank Ferris is Clinical
Associate Professor of Hospice and Palliative Care
and a past board member of the IAHPC and has
been very much a leader in managing effective
leadership skills, evidence and education. Working
alongside him is Liliana De Lima, who many people
will know because she was the director of the
Latin American Palliative Care Association and
ran palliative care in the UT MD Anderson Cancer
Center. Many of you will know her because of her
role as the Director of the IAHPC.

Leadership, Research, Education and
Practice
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SESSION 8: THE CHALLENGE
FOR PALLIATIVE CARE:
LEADERSHIP, RESEARCH,
EDUCATION AND PRACTICE

Liliana De Lima

We are going to go into the session using the WHO
Public Health Approach. All of you know the model
that is in place. We are going to focus on education,
the implementation of services and the outcomes of
services. The aim of this session is to reflect on how
leadership, research, education and practice can
help meet the challenge to incorporate palliative
care into national health systems. It is not about
one single service; we are talking about a countrylevel approach and strategy that can help the WHO
improve and help the countries adopt the WHA
resolution. The goal is to develop in-country leaders
to improve palliative care capacity. We have three
key messages we would like you to take home:
•

Everyone is a leader. It is not the case that some
people are born leaders and the rest of us are
doomed. All of us are either already leaders or
we are getting there.

•

Everyone is a teacher. We have different types
and different forms of teaching, but everybody
can become a very successful teacher.

•

Everyone is a change agent, either at local,
national, regional or international level.

Dr Frank Ferris

You might say that is just the group of us in this
room, but if you think of a healthcare team and
the nurse case manager who goes out to build the
patient-family care team, does that person not need
to be a leader, a teacher and a change agent? So
does the social worker, the spiritual counsellor and
the physician. These are broadly held skills that we
need to teach.

Liliana De Lima

We have a mandate. We looked at the resolution
and what it says about education and research, the
topics of this session. We summarised them in these
points:
•

The resolution asks governments to implement
the steps to improve education and training at
the basic level, the intermediate level and the
specialist level. In the countries, most of the
services are specialised, so we need to bring
these down and make it available both at the
intermediate and at the community level.

•

The quality improvement strategies, which
are the data-collection systems. How do you
measure whether what you are doing is having
an impact on the patients you are caring for or
the people you are working for?
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•

In research, it is not about high resource
settings, but about how we can help those
countries that have fewer resources implement
the strategies to do effective research so
that research turns into changes in policy and
practice.

Dr Frank Ferris

We need to transform every aspect of what is
happening in our communities. Palliative care is
the next tsunami wave of organised medicine. Our
need is there because we have been successful in
medicine. How do we take it that next step?
Let us think about a brief model. What are the
stepping stones? You cannot do all this overnight.
We need to start to build initial capacity in a
country. I am going to suggest creating one or two
models. Most likely, to achieve that, there is going
to need to be some help from outsiders and some
external facilitation. If there are people in-country
who can do it, that is terrific. First, we need to look
for national champions who can lead this process
who have awareness and are skilled. We may even
need to train those people. We then need to look
for clinical champions, who will be the leaders of the
process. I do not just mean doctors; it could be any
member of the team. They need to become skilled.
We need to build initial services that are the models
and to develop some initial measures to look at
the effectiveness of even these programmes. Once
we have the model programmes in place, we need
to think about how we can multiply this inside the
country and develop a process for facilitation from
within the country to build more services, teach
more people and enhance the measures. We begin
to look at a cascade of services that are developing
– not one, but a whole series – so we begin to look
at the population-based stepping stones.
Let us break this down in a bit more detail and start
by focusing at the top.

Liliana De Lima

We start by finding and developing the skills of
those national champions, who can be clinicians,
politicians or regulators. We want somebody who
is able to influence policy and systems change in
their country. We need to think about how we can
help identify that person and then help develop
that champion. Is there an existing leader to get the
process going? Do you know anybody who can do
this role? Is it yourself? Is that person positioned to
manage the resistance to change that you will have
in the countries? How is this person going to react
to the ministry of finance saying, ‘We do not have
funds to implement this palliative care programme
in the healthcare system’? Is that person capable
of responding and taking the steps to build on that
resistance and see how they can build bridges and
make things happen?
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Dr Frank Ferris

What are the characteristics of an effective champion
who is positioned to facilitate palliative care service
development and manage resistance to change?
There are some models out there of who potentially
is an effective leader. We cannot highlight them all,
but one of the pieces we like to bring forward is
the work of Kouzes and Posner, who looked at the
characteristics of admired leaders. The top ones on
the list are: competent, forward-looking, honest and
inspiring. This is the most researched paradigm of
leadership skill development. If you are not aware
of The Leadership Challenge by Kouzes and Posner,
it is very important to investigate it; it is a fabulous
framework.

Liliana De Lima

This study was implemented across more than 20
countries, so this data does not reflect just a single
country but different countries with different social
and economic levels and languages.

Dr Frank Ferris

There are other models we would like to share with
you, but for the sake of time we are going to move
on to simply say it is important to think about the
characteristics of the people you are starting with.
Then we need to find and skill clinical champions.

Liliana De Lima

We start with the basic skills of all healthcare
professionals. How do we do that? How can we
incorporate and implement strategies so that not
just the physicians but all the nurses, pharmacists
and allied care professionals know the basics of
palliative care? What are the essential elements
of palliative care? What can anybody know at the
community level to identify a patient with a palliative
care need? Are they capable of treating and
managing the palliative care needs and symptoms of
that person or referring to the appropriate level? We
also need to work on the intermediate skills of those
professions like oncology, paediatrics, geriatrics,
internal medicine and psychiatry, and the specialist
skills of physicians trained with a sub‑specialty in
palliative care or consultants and teams who are
able to respond to those calls for needs.

Dr Frank Ferris

Given we are trying to develop a model, we are
likely going to focus first on specialty skills, because
we want a model programme that is capable of
multiplying inside the country. I did not say model
inpatient or model home care; it has to be based on
what is appropriate for the setting, the situation and
the opportunities.
First of all, we are going to need a model to guide
palliative care. What are the components we are
trying to address to help patients and families have
a different experience?
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We have to think about the needs of the palliative
care patient and the family as a core group.
We know there is an array of things we need to
address: disease management, with diagnosis,
prognostication and management; physical;
psychological; social; spiritual; practical; end-of-life
management; loss and grief; and the management
of the team. We need to think of all these things,
not just the physical, which is the single component
we usually focus on. We need to think about all the
palliative care needs as a whole person and then
how we are going to help build that.

Dr Frank Ferris

We need to respond with a process. How are we
going to approach assessment, information sharing,
easy and difficult decision making, care planning
and care delivery? Are we going to not just ask the
care giver with our hand on the door, ‘How are you
doing?’ but do some confirmation about whether
the process was understood and acceptable, and
whether they are happy with the next steps? This
is part of every visit. We need a model, norms of
practice and guidelines to develop it. If we do not
all agree on what we are trying to do here, how are
we going to create a model programme that we can
multiply effectively across our country, and one the
WHO can use?

Liliana De Lima

This is a multidisciplinary approach. We can think of
a core team. In some countries, there are not a lot
of resources, so we probably have to think about a
physician and a nurse, but then how are you going
to provide the resources to meet the needs of the
patients, the caregivers and the family? Do you have
the team to provide psychological and emotional
support when anxiety comes up? Do you have the
spiritual caregiver? All those resources have to be
part of your strategic plan to develop the team.

Dr Frank Ferris

You might not agree with the model we have put up.
The roots of this are the Canadian norms of practice,
the model to guide hospice palliative care adapted
and translated in Spain. The important thing is for
you to have a model and have a concept behind it.
How do we identify clinical champions or clinicians
who may be prepared to focus or build their career
on palliative care delivery? That becomes a real
question.

Liliana De Lima

Had you wanted to do palliative care since you were
a baby, or was it something that took a long time
to decide? Think about that. How do you make this
happen? How do you make people do what you are
doing right now? How do you inspire those who are
following?

Dr Frank Ferris
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Liliana De Lima

What are the stepping stones? Imagine we are
going into a country where nobody even is aware of
palliative care. First of all, recognise this is a multiyear process that does not happen overnight. My
experience of working in several countries is this is
a 10-year-plus process. In the United States, it is still
ongoing. This takes time.
It often starts off with sensitisation-type
programmes. It is the talking head. Frank Ferris gets
invited to the cancer conference in such-and-such
a place, gives a talk and a few people say, ‘This
is a really interesting idea’. Awareness starts to
grow. Somebody might say to me, ‘Will you come
back and run a small course for us? We have some
people who are interested.’ We start off with a
basic few-day course, depending on how much time
people can spend, on the basics of palliative care.
We do not need to get out the fire hose and hit
everybody with every topic, because we know they
will not remember it; it is just giving a taster. The
major purpose is increasing awareness, changing
attitudes and providing a few key messages that
people take home. Those who are interested might
come back to do an advanced programme, but it
still may take an advanced course to get people’s
interest up. I like to say when I go into a country it is
like a fresh bottle of milk. I shake it and I wait to see
who is going to rise into the cream layer. How many
people who go to courses in LMICs because they
are tapped on the shoulder and told, ‘You need to
go to this course’ say, ‘Palliative what? Gosh, no. I
do not want to do care of the dying’ and disappear
after the course? We have been having a whole
conversation about that in our discussions.
Once they rise into the cream layer, they have done
a basic course and an advanced course, but are they
serious? What I have found very useful is to give
people who express interest an opportunity to have
an experience in a programme providing palliative
care. For me it was a visiting scholars programme
– a four-week opportunity for people to see it and
try it. Even some of them ran away afterwards. If
they are really serious, we move on to specialist skill
development. There are many different models for
doing this, but my point is it is a cascade.
Jane Dixon published a lovely paper in 1978 about
the goals of education. It is super-important for
us to have a framework. I have used this in all our
curriculum materials. The most difficult step is
the first one: increasing awareness and changing
attitudes. In the classroom we can give people
some knowledge. We can barely build skills through
small group case-based discussions and role plays,
but skills happen at the bedside. We know people
do not necessarily change their behaviours at all;
we need to mentor them in classroom-based and
bedside training to change behaviours. We are
trying to change the patient and family experience,
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so we should have measures at that level, and we
are trying to change the experience of the host
organisation and the society, our population‑based
issues, so we should have measures at those levels.
Are we actually doing something useful? This is a
great framework guiding education. Smile sheets
at the end of a conference are no longer enough.
Are you changing behaviour and are people going
out and practising? What are they actually doing?
Is the generalist referring more patients earlier? Let
us track the doctors and the nurses – the people
who are on the courses – and ask them about their
behaviours. Those are the new education outcome
measures.

Liliana De Lima

It is changing in high-resource settings, but in
LMICs the teaching model is still very passive.
You can spend a lot of money having a palliative
care professor with all the degrees flown in to
give a conference; everybody nods and thinks it is
fantastic, but nothing happens. Let us think about
models that really incorporate changes in behaviour
so we can have the changes we want to see at the
patient-care level.

Dr Frank Ferris

What do we know about retention from a didactic
presentation at the end of a conference? How much
of the material is retained? It is 10%. If we move on
to small group case-based discussion, it goes up to
25%. If we move on to role plays, it goes up to 35%.
If we do not use it, we lose it. We need to provide all
kinds of styles. We need to make it very interactive.
We need to take real people with real mentors to
the bedside.
A great example was in my very first course in
Amman, Jordan. This young gentleman, over
the first week in the programme, did beautifully
answering all the paper models. Here we had our
first oral morphine for the course. This lady had
been in bed, not sitting up, for five or six weeks. I
said, ‘Great. We have some morphine. Would you
prescribe it?’ I handed him my pen, his hand started
to shake and he said, ‘No, I will not do it. You do it.’
He would not write the prescription, even after five
days in the classroom. He was terrified. I have seen
it time and time again. I wrote it but I said, ‘I cannot
sign it; I do not have any licence here’ so he signed
it. The nurses were all horrified. The pharmacist
thought we were killing people. That was a big deal.
The pharmacists were not on the course. They really
resisted. We came back the next morning and she
was sitting eating breakfast. A couple of days later
she asked if she could go home because she was
feeling much better. The patient in the bed over
there said, ‘That must have been some good stuff.
Can I have some of that too, please?’ He went on
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to become a palliative medicine consultant and
is now working in Saudi Arabia running a home
management team, but it took the modelling to get
there.
I had the opportunity to compare a couple of
one-week courses with a couple of three-week
courses and look at the data on knowledge and
competence. After the one-week course, knowledge
went up a small amount compared to the threeweek bedside training programme. This is significant
data. The question was how that compared with
other models. We had similar data, using the same
tools, in the US, which shows the folks who do
the one-week course do so-so but the folks who
do the three-week course are up there with the
knowledge of undergraduates and faculty, despite
not necessarily being postgraduate in the same
way. We can do a lot. What about the repeaters?
We brought people back a year later. They had lost
a lot; they had not retained significant amounts of
knowledge. However, they go up a little higher with
the repetition. What is very interesting is if we ask
people to rate their competence at the beginning,
they say, ‘I know a fair bit of this’ and then if we ask
them at the end to rate what they came in with they
say, ‘Oops. I did not know what I did not know.’
People think they know this but they do not. One
physician from Jordan wrote:
‘During the first week in the classroom I felt that
I would not benefit and it would not make any
change in my practice, but after starting the
practical session a huge and unexpected change
happened. I make every effort to practise this
knowledge in real life.’
Dr Mohammad Bushnaq floated up in the cream
layer and is now a busy palliative medicine
consultant running his own NGO in Jordan and
being very active within the context of the region.
He is the first person from our international
fellowship programme to specialise.

Liliana De Lima

To build initial capacity we have to think about how
and where we can find the resources to support
that initial programme development. We are going
to need funding and the administrative support
to make it happen. It is always very nice to dream
about programmes and hospices and things you
want to do. People usually just lunge in without a
strategy, without a plan and without the funding.
After a year, they are burnt out because they are
working 48 hours a day and they do not have the
funding. You need to plan ahead and think, ‘How are
we going to make this happen?’
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Recognise that as we begin service development
it has three opportunities for every team. We are
always working in servitude to somebody who made
the referral. Somebody refers the patient to us;
there is an opportunity for direct patient-family care,
and we need to very carefully learn consultation
etiquette because we want that doctor to refer
lots more. There is an opportunity for education.
Every consultation is an opportunity for one pearl.
The busy doctor, nurse, social worker or spiritual
counsellor can learn one thing at a time; it can take
one minute. There is also an opportunity for us to
ask the staff, ‘How are you doing?’ because we
can begin to recognise compassion fatigue and
burnout. It is very high in our system, with people
who are stressed and seeing lots of patients.
We can become part of the solution for the host
organisation in which we are working.
Where do we start? Maybe you will start in a
hospital. Maybe you will start building a specialty
unit. Maybe you will start with an ambulatory
outpatient unit. Maybe you will start in home care.
Maybe you will start in a care home, in long-term
care. It depends on the situation, the feasibility
and the opportunities. Each one of you will make
choices based on a really good situation analysis.
That is going to be the first step. Then start small,
with one programme or two, and plan for growth.
How many of you have been in the situation of, ‘We
are going to get started here’ and a year later you
are saying, ‘I am burnt out. I have so many patients
coming at me I do not know what to do, but I did
not plan for new staff to come along’? That was
my personal experience at 18 months into starting
a home-based palliative care consult service. We
were overwhelmed and we did not have the plan
or the resources. Plan for success; pre-negotiate
the resources. Be careful what you wish for; you are
going to get it.

Liliana De Lima

You have to start collecting data in order to
demonstrate what you are doing is useful and is
making a change, at the patient level and then
hopefully at institutional and national levels. You are
going to have to start thinking about the quality of
the care and the service you are providing and any
other things you are setting up, like educational
programmes. How are you going to measure the
success and the progress you are making? You
may already have noticed that this presentation is
about process, not models. We want to stress that
in order for you to succeed you have to think about
the process. Trust the process, because if you have
already a plan it will get you where you want to go.
If you are just walking to point B, you are not going
to get there if you do not have a plan and a step-bystep approach.

Dr Frank Ferris
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Dr Frank Ferris

We heard in one of the model presentations that
in spite of the leadership changing, because there
was a strong vision the programme continued to
grow. Do we have a carefully thought-out strategic
and business plan behind this? Are we projecting
success?
The next question is the one of value. How can
palliative care service clinicians and managers
establish what is most valued by the host
organisation and what to measure to demonstrate
their value? Many of us will build a service inside an
existing organisation. We are there to help them be
successful. We are there to help them look good,
feel good and smell good. I say that particularly
about the referring clinician. It could be a nurse
or a social worker who makes the referral. I am
responsible; it is part of consultation etiquette.
How do we do that? Value is quality over cost.
We talked about both yesterday as though they
were independent. They are not. There is also the
issue of safety, which we think about as minimising
risk but is also, ‘Do not do therapy that does not
have any benefit’. How can we participate in data
collection to look at this? We have some papers that
drive us towards this. The lovely randomised Temel
study published in 2010 showed us, to our surprise,
that those patients who got early palliative care
lived longer. Betty Ferrell of City of Hope has just
repeated it and showed a longer survival.

Liliana De Lima

How can we build things to make the institutions
look better? Do you have a conversation with
the hospital director? Did you have a one-toone conversation, saying, ‘How can we make
this hospital look better?’ It is always about our
service, our needs and what we want to do, and
we sometimes have those tensions. If we do not
negotiate sometimes and have that conversation
with the hospital director, maybe there is a point
at which we can meet and it will be a win-win for
everybody. That is something we want to stress.

Dr Frank Ferris

If an oncologist, for example, wants to do the best
for their patient in terms of disease management,
can we tell them we are on their team to help them?
Sure. It is not just about quality; it is about, ‘We
can help you with your survival’. Do not miss the
opportunity to merge the two ideas. You might
build these skills yourself, doctor oncologist, as
part of the intermediate-level skills; it does not have
to be us, but do not miss the opportunity for your
patients to get the best.
There was a lovely study done by Enguidanos
at Kaiser showing that we can reduce hospital
readmission rates. This was done in a setting where
we have the enhanced palliative care called hospice
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care, which is an insurance benefit. Patients who
were on enhanced palliative care or were seen
by home-based palliative care had the lowest
readmission rates. Do you have the data in your
setting?
Joan Teno published a spectacular randomised
study from across the country, which was an
after‑death survey of family members looking at
the question of, ‘Where did your loved one get the
best possible care?’ Hospice or enhanced palliative
care was the setting with the best care. This data is
11 years old. Are you all using it? She drilled down
a little further and asked, ‘Did people want more
pain relief? Did they want more physician contact?
Did they feel like they got no respect?’ Which was
the place they wanted most physician contact,
and where would you go to find a doctor in your
community? A hospital. Yet they said they did not
get contact. Again, what is the winner? Enhanced
palliative care: the hospice benefit.
I know there are many papers out there about
the finances, and there is variability based on the
funding models. In our setting, there was a lovely
paper in Health Affairs in 2013 showing significant
savings by patients having 15‑30 days of enhanced
palliative care. Do you have the data in your setting?
As I put this together, I start to paint the picture that
enhanced palliative care provides great quality and
reduced cost, and is the highest value for patients
at the end of life. Why are we making this optional
in our healthcare systems? Stop making referral to
palliative care a choice. If you want the best, sell it
that way to the leaders and make sure the number
of referrals to enhanced palliative care is a measure
in the host organisation and their quality indicators.
At Ohio Health we have now achieved that. They are
looking at the number of referrals to palliative care
and the number of referrals to hospice care, our
enhanced palliative care benefit. Walk them towards
it so they are measuring their own success, and
congratulate them when they are successful.

Liliana De Lima

We have to start with the basics and move towards
a more complex data collection system over time.
Let us think about the structure and process that
leads to outputs and then impact, which leads
to outcomes. We usually think about process
indicators, like how many patients we see per year
and how many patients were referred to palliative
care services. Are those patients now better? Did
they have good quality control of symptoms? Did
they have good quality control of all their needs?
Did they have the palliative care assistance and
spiritual support they needed? Are you measuring
that or are you just measuring the process? How
can we make this happen to show that what we are
doing is improving lives and the quality of care we
are providing?
102

Dr Frank Ferris

Let us assume we have a model programme in place,
the clinicians are trained and they are prepared to
start to roll this out and share it with others. What
are the next steps?

Liliana De Lima

We have to work on the internal facilitation, which
is inside your countries. We are thinking of a
national system right now because we are within
the WHO agenda. How can we teach others out
of our programme? How can this programme that
has incorporated all these elements we addressed
become a centre of excellence and a model for the
other centres? How can we build more services?
How can we increase the legs of the cascade
Frank put up there? How can we enhance the data
collection systems we use? Are we measuring not
just numbers but also quality?

Dr Frank Ferris

Although we might have started off with core
measures for that first programme or two, do we
now move to host measures and a more enhanced
measurement system, or do we move towards
what I believe is desirable, which is having all the
programmes in a country collecting the same data
and being able to look at population-based impact?
We may not be able to do that on the first day in
detail, but by the time we get into the multiplication
we should be moving on to that step.

Liliana De Lima

To multiply, we need to educate others. We cannot
hold on to this ourselves in our own institutions or
associations; we have to make this a massive wave
of palliative care education for everybody and put it
into the undergraduate levels. This is the strategy to
do it. Then we need to develop the leadership skills
of the people who are going to be the teachers.
How are we going to find the additional resources,
funding and teachers we need and the role models
they need to follow, and build more service capacity
so that the cascade can multiply throughout the
country? Think about your own countries and
examples and what has happened. Is the situation
the same as it was 15 or 20 years ago? Have services
expanded? What was the way to get there?

Dr Frank Ferris

As we think about the resources, while we might
have started off with a philanthropy-based model
with donors, how many philanthropists stay
around with us for 20, 30 or 40 years? They do
not. They withdraw. To get to that next step, have
we embedded this into the funding models that
exist within the country for providing services?
Do not out‑build in your philanthropy process and
over‑build something that then cannot be sustained
because the resources are not there. It has to be
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How can palliative care service providers most
effectively educate primary care providers so they
have the skills and competences to manage and
refer their patients when appropriate? We just heard
that in detail from Scott. Now we start to look at
focusing on the two earlier groups. While we might
have done some sensitisation for them, now it is
time to launch an in-depth education programme to
build that capacity based on the clinical champions
and the people leading the programme.

Liliana De Lima

We have to think about how we can do that kind of
education and who is going to be the target group.
We have to think about the practising clinicians and
trainees we are currently working with and those in
other services. What are the other tribes we need
to include? We need to think about how we are
going to engage with the oncologists, cardiologists,
neurologists, renal specialists and all those other
tribes of people who work with patients who have
palliative care needs. Then there are other people
in the community we also need to work with: the
community healthcare workers, the care givers
and the family members. Are there sources and
resources in the community that we need to tap and
harvest to do this massive education both at the
community level and at the formal level?

Dr Frank Ferris

There was a comment about the fact that physicians
go to education designed for physicians; I would
also suggest the cardiologists only go to education
designed for cardiologists. Geriatricians only go
to education designed for geriatricians. They show
up at their conferences. How are you going to find
a champion from within each tribe to move the
process forward? Most importantly for trainees, if
it is not on the exam, they do not study it. 10% of
the questions on the medical oncology exam in the
United States are now about palliative care. Guess
what? Every fellowship programme wants training in
palliative care. It has just happened, and it was the
driver of, ‘If I have to study it and I have to respond
to it, I had better know how to do it’. Make sure it is
a part of that.
The question is what motivates change and
resistance. Liliana has a lovely change story to share
with us.

Liliana De Lima

I want to tell you what we did in Colombia last year.
We work with universities. When you come to the
faculty members, you talk to the deans and you say,
‘We want to do palliative care in the curriculum’
they usually look at you and say, ‘We do not have

space’. Instead of doing that, we said, ‘Can we have
a talk about palliative care with your students?
Bring your students from the fifth and sixth years
from the nursing and medical schools. This is at
the Universidad de Ibagué in Tolima. We had about
300 students and all the faculty sitting in front.
We started posing hypothetical questions about
palliative care: ‘What would you do about this and
this?’ The students were in a roar. They said, ‘We do
not know how to manage pain. We do not know how
to do this. I had no idea this existed.’ You could see
the faculty people getting lower and lower in their
seats. That was the most amazing driver to make
that change happen.
We had a workshop about six months after that and
we invited the deans and the curriculum officers of
18 medical schools. 36 people came. They agreed
on the consensus-based process with palliative
care providers and what are the competences for
undergraduate palliative care nurses and physicians
in the country. That paper will be published in a few
weeks. It is open access and you will have access
to the recommendations. I want to stress that it is
not about the paper; it is about the process. If we
brought a curriculum that was built in Europe or
anywhere else down to South America or Africa, it
would not work. You have to enable the people and
facilitate the process so they come up with their
own agendas and they have ownership of whatever
is built. You can guide the process and provide the
tools, the resources and the information, but they
have to do it.

Dr Frank Ferris

Who is going to lead all of this? Does that person
have skills? Can they manage consensus? Can they
instil change? Can they manage resistance? Most
likely we are going to need to provide leadership
skill training for the champions who rise and say,
‘I want to take this forward in my country’. That
is going to be essential. Kouzes and Posner say
leadership is ‘the art of mobilising others to want to
struggle for shared aspirations’. ‘I want to be on the
team; I want to move forward.’ It is ‘an observable
set of skills and abilities’. A leader without followers
is simply a person going on a walk. Which path are
you going down? Nobody is coming.
What should I focus on to become an effective
leader? Many people resist the fact that they have
to start with themselves. Leadership training is
not about jumping in with strategic planning; it is
about understanding self, our preferences, the way
we like to learn, the way we interrelate with other
people and other people’s preferences, and being
sensitive to this. It is an art. We become skilled and
gain intelligence in a variety of different activities
and then we move on, hopefully getting to the
place where the exemplary leaders are very skilled
at modelling the way, inspiring a shared vision in
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very situational, contextual and feasible, otherwise
you will be disappointed
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the whole group, challenging the process, enabling
others to act and, most importantly, encouraging
the heart, which is something we miss so much. It is
turning around to somebody and saying, as I do to
my assistant all the time, ‘Cindy, what you did today
was so wonderful. This is what it did for me and the
impact it has had.’ It takes me 10 seconds longer
and Cindy walks away on Friday nights and goes, ‘I
did something useful this week’. How do I do that
with everybody?
How can we build that programme? There are three
great examples of leadership programmes. We had
the opportunity to participate, thanks to the OSF
and the National Cancer Institute in the United
States, in developing the LDI. The full curriculum is
open access on ipcrc.net if you wish to download it.
The European Palliative Care Academy, associated
with Daniela and the Bosch Foundation, is now
engaged in its second cohort of folks moving
forward. What a wonderful opportunity that is in
Europe. The American Academy of Hospice and
Palliative Medicine has a programme called LEAD.
Unfortunately they do not make their curriculum
public, but there are three examples, and if we were
to cuddle up beside them they would probably give
us some of their pearls. Those are opportunities for
us to grow leaders.
Within LDI, we have trained two cohorts and
now 39 leaders are out there. You got to see
Zippy yesterday. What a presentation. You got to
see Daniela, who is one of our mentors. What a
presentation. There are others in the room who have
participated in helping us build and grow this and
make it very different. We all learn something in the
process. I am different because of this programme.
How will you implement this in your setting, and
will WHO help you? It is a whole variety of different
activities.

Dr Frank Ferris

Everyone is a leader, everyone is a teacher and
everyone is a change agent. Are you in your
community teaching your clinicians leadership skills?
Are you teaching people to be effective teachers
so they know the skills, how to do case-based
discussions, how to facilitate, how to do effective
presentations, how to run role plays and, most
importantly, how to be an effective mentor at the
bedside? You can see that is where the real change
occurs. Yes, this costs resources, but, if you think
education is expensive, try ignorance.
We need to make a recommendation to WHO. If
our goal is to develop leaders who will advance
palliative care, in your small groups, can you
come up with one single strategy that you would
recommend to WHO to advance leadership skills to
make this work in our countries?

Feedback from breakout session
•

An identified challenge to be faced: WHO
does not have the power to tell the countries
to choose a person, because of the way they
operate. Perhaps WHO could work on the
framework that can come into membership
countries through which leadership can be
developed, and maybe also develop an
indicator that can be used to monitor that.

•

Promotion of leadership and education are
critical to palliative care development and
should sustain/empower local efforts in the
developing world; even if there were a financial
windfall of trillions, education and leadership are
fundamental components of a development plan.

•

Clearly there are some natural leaders (many
were present at the Colloquium) who have
spurred palliative care development in
developing countries. One thought or idea
to promote leadership may be to provide the
opportunity for palliative care physicians, nurses
and administrators to complete a recognised
leadership course, such as those offered by
the Harvard Global Leadership. WHO/NGO/
Governmental based Fellowships/other funding
mechanisms to support such a venture would
pay dividends in terms of development.

•

In the context of education, it is proving
increasingly difficult in my view to secure
Visiting Fellowships in North American/
Canadian institutions. Is there potential for a
WHO mechanism to support and encourage
these types of initiatives including the inclusion
of the higher education and university sector.

•

Education and training needs to adopt a more
interdisciplinary format which includes the
patient’s voice.

Our next step is to fully integrate.

Liliana De Lima

Think about hospital consultations, specialty
palliative care units, ambulatory outpatient clinics,
home care and long-term care. We start by
integrating in one or several of them, but not the
whole thing. Do as much as you can manage and
fund. Then expand the research, developing skilled
researchers and then enhancing the measures
for the quality you are providing and establishing
a relevant research agenda with the models of
palliative care effectiveness. Do we have a needs
assessment? How are we going to develop our
programmes if we do not know who our target
patients are? Then develop the funded projects. If
we do not have the funding, we may end up with
nothing.
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SESSION 8: PARTICIPANT RESPONSE
Chair’s Question

70%

In your opinion, have we
provided for the training
needs of the future
generation of palliative
care leaders? (See
Appendix 16 for results by
WHO Region)

60%
50%
40%
30%
20%
10%
0%

Yes with great success

Yes with partial success

No, not at all

Figure 34: Have we provided for the training needs of the future generation
of palliative care leaders?

Question A

60%

What in your opinion is the
best strategy for getting
palliative care providers
to measure agreed key
metrics in similar ways?
(See Appendix 16 for
results by WHO Region)

50%
40%
30%
20%
10%
0%

Better validated tools

Greater research
collaboration

Better international
agreement on core tools
for practice

An international
repository freely available
to the palliative care
community

Figure 35: What is the best strategy for getting palliative care providers to
measure agreed key metrics in similar ways?

Question B

80%

In your opinion, how
do we ensure that all
palliative care clinicians
are competent to deliver
quality palliative care?
(See Appendix 16 for
results by WHO Region)

70%
60%
50%
40%
30%
20%
10%
0%

Develop a national
competence framework
for clinical practice

Implement better
interdisciplinary education
programmes

Embed requirements
for palliative care
competence in all
undergraduate and
postgraduate clinical
academic programmes

Develop a better
definition of palliative
care so that competence
is tailored to level of
practice

Figure 36: How do you ensure that all palliative care clinicians are competent to
deliver quality palliative care?
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40%

In your opinion, how can
health promoting palliative
care be embedded in
practice? (See Appendix
16 for results by WHO
Region)

35%
30%
25%
20%
15%
10%
5%
0%

Develop health
promoting palliative care
interventions at both
individual and community
levels

Embed the palliative care
approach into existing
health promotion policy

Broaden political
awareness about the
benefit of palliative care in
national health promotion
strategies

Develop a national
alliance for health
promoting palliative care

Figure 37: How can health promoting palliative care be embedded in practice?

Question D

60%

What are the barriers to
undertaking research
in palliative care? (See
Appendix 16 for results by
WHO Region)

50%
40%
30%
20%
10%
0%

Funding and Institutional
capacity

Difficulties accessing
ethical approval for
human subject research

Insufficient research
workforce

Public and professional
misunderstanding of
palliative care

Figure 38: What are the barriers to undertaking research in palliative care?
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Professor Philip Larkin
A Latin American Perspective
We come to the end of our colloquium. This has
been an amazing two days. We have heard an
amazing array of the global world of palliative care.
We talked a lot about voice and the importance of
voice; perhaps one area we could have developed a
little further is the voice of Latin America. We were
very fortunate to have Liliana present about the
work she has done in Colombia, but I would like to
ask one of our colleagues who has come all the way
from Costa Rica to say two things about palliative
care in Costa Rica. It is an incredible example of
what is possible. I overheard some conversations
and it is important to help us frame what we are
doing here today.

Dr Isaias Salas Herrera, Centro Nacional de
Control del Dolor y Cuidado Paliativo de la
Caja Costarricense de Seguro Social, Costa
Rica
Thank you very much. In Costa Rica, we started
24 years ago in palliative care, and we started
to work at three different levels, especially
with the community. Seven years ago, we
started postgraduate medical education and an
undergraduate degree. Now, we are looking after
the whole population of the country.
One of the important things is the law we have
under which the Government pays for a relative
to look after a family member with a disease. The
relative does not have to take that person to the
hospital; we send our team. This has made a lot of
change to the way we work. The wonderful research
done by Liliana De Lima and Tania Pastrana shows
Costa Rica is in first place among Latin American
countries, and it is in 22nd place globally in terms of
quality of death.

Professor Philip Larkin
That is quite phenomenal. I want to make sure we
hear all voices, because that is what we have been
here to do.

Opportunities in Palliative Care

Plenary 4

Closing remarks

We have had very high level talks and we have had
networking talks. Often what we do outside in the
coffee room is more important than what we do
here. We have the opportunity to make a difference.
Henri Nouwen made a very famous statement: ‘You
are the difference you make’. What you do here
each day and what we do collectively in palliative
care is the difference we make for the better
experience of palliative care for all populations in all
countries. Death and dying is not a medical issue;
there is a medical need, but it is an issue about
people. We work not with patients but with people.
That is a very important message to get across
about population-based health.
We work from a place of compassion. We can
spend hours talking about what that means, but in
these last two days we have learnt from each other.
Someone spoke about seeking open doors. I think
we have found some of those doors that have been
opened. The important thing now is that we do not
close the doors but leave them open to see what
can ebb and flow through them as we go away and
start to reflect on what we have done in the last two
days.
We have heard the power of the voice. Voices4Care
and particularly Anne’s presentation is a powerful
representation of what we should be doing in our
daily work. What we do in palliative care is to serve
the needs of others. Sometimes people do not like
the word ‘service’ because it has connotations that
in some way we lose a sense of our professional
identity by serving others, but that is not the case.
Each day, in each encounter, we serve. If we can
get those important messages across in the WHA
resolution, we will do something substantively real
for the improvement of palliative care. I was taken
by Scott’s statement that death is a 100% activity,
so how come palliative care is not always there at
100%? How do we do something to change that?
There is so much more we could talk about, but
I want to leave one last Irish phrase, which I think
is important. A couple of years ago the Queen of
England came and met our President in this block
of buildings, which was big thing in this country.
At the dinner they had, she made a very important
statement in Irish, which means, ‘We live in the
shadow of each other’. It is a very important thing
that we need to understand in palliative care.
We live in the shadow of the lives of the patients
and families we care for, but we only care for
them because we live in each other’s shadows
as professionals and carers. That is an important
message to take from today.
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Appendix 1: Session 1
Questions and Answers
Prof Tony O’Brien

While people are formulating their thoughts, can I
ask the panel to comment on how we bridge policy
development and individual patient experience? It
is 54 years since we had the UN Single Convention
on Narcotic Drugs. We had the ‘Achieving Balance’
publication in 2011. We are seeing a significant
rise in the global use of opioids, but still the vast
majority of people around the world today cannot
access opioid medications for legitimate medical
and clinical purposes. What is the problem?

Dr Ed Kelley

That is an excellent question, but it is more
complicated than your average going from evidence
to practice. I used to work for the US Agency
for Healthcare Research and Quality, which had
the job of running the Translating Research into
Practice (TRIP) work for the US Government. We
used to talk about a gap of anywhere from two
to 17 years for good evidence to be adopted in
clinical practice. Among the global community,
there is an ideological split on opioid use that has
developed into a battle between certain member
states and other member states. We were able to
bridge that with this resolution, which for the first

time in the context of palliative care makes a very
specific reference to access to opioids that initially
was going to be blocked by some member states.
A door has been opened, but there now needs
to be the equivalent of what in the US would be
going and knocking on Congress’s doors and doing
groundswell lobbying. That is very different from
the traditional from-evidence-to-practice work we
usually engage in.

Dr Marthe Everard

We have to get balance back in the opioid situation
and opioid policies. I am not saying we have to
relax the controlled list, but we have to come to an
agreement that to focus continuously on the abuse
of these products is not the way forward. Studies
have shown that if you educate health professionals
and the ones who provide palliative care, abuse
and addiction go down. We have to have more of
this kind of research and policy implementation,
and for it to be documented, so we can prove the
fear is based on an assumption that is maybe wrong
and we can address the misconception. We have to
move on.
The world is more and more in need of these
products. In the low-income countries, we have the
same issue we had with HIV treatments, where it
was ‘absolutely not possible’ but it was proven to
be possible. AIDS is now a chronic disease. We can
learn from the systems that have been put in place
by low-income countries to serve other diseases and
piggy-back on those systems. It is possible.
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Also, with modern IT and mobile systems, we can
do the reporting quicker and better, and by mobile.
We have to be innovative. We are not anymore using
pencil and paper. We can use this opportunity to
bring in better reporting systems. Cancer registries
are also not fully implemented. It helps that one can
stimulate the system for the other. We are sitting
here in health systems thinking; therefore, we have
to look at how systems can speak to each other. We
also need to better document what is consumed so
we foresee leakages or problems.

Prof Tony O’Brien

One of the staggering statistics Belinda quoted was
that 92% of the world’s medicinal morphine is used
by 17% of the world’s population. When you look at
the range between countries like the US, Western
Europe, Australia, New Zealand and Japan, and
what is happening in Sub-Saharan Africa and India,
it is an obscenity. We really need to get behind the
attitudinal, legislative and financial issues. Maybe
they are not are great as some of the other ones.

Professor Irene Higginson, King’s College
London

Tony, you summated a lot of the things the speakers
were saying in a really excellent question: ‘Why
are we not moving forward faster?’ We need a
greater emphasis in the field on the outcomes and
experience we want to get to. Although we have a
lot of the processes we need to get there, such as
opioid availability, the bottom line is somebody who
has less suffering, and we do now have the tools
and outcomes to be able to measure that. The more
developed countries should be leading the way in
showing how that can be done and encouraging
other countries by demonstrating that on a greater
population level. That is something we could do
with demonstration projects. We then need to ramp
it up a level in terms of the policy and advocacy
we promote in the various governments, so we can
change hearts, minds and practice. As we move
forward, it also needs to be strongly evidencebased, so we do not make mistakes but we also do
not make assumptions that models in one country
necessarily translate to other settings.
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Dr James Cleary, Pain and Policy Studies
Group, University of Wisconsin-Madison

We do not have the evidence to support much of
what we currently practise. Russia had evidence in
text books that the limiting dose of morphine was
50mg a day. Show me the evidence. We are carrying
a lot of baggage from the early 1900s, when in the
United States we arrested physicians under the
Harrison Act. This is carrying on in many countries.
We need to change attitudes. We can bang on the
doors of congressmen, but we need resources to do
this and bring about the change in order to ensure
balance.

Dr Sushma Bhatnagar, All India Institute of
Medical Science and IAHPC Board Member

The biggest reason for this disparity is the lack
of knowledge among doctors, administrators,
policymakers and patients. Where morphine is
available, doctors do not know how to prescribe
and the fear of being punished is still there. Where
doctors are knowledgeable, it is not available. It is
a matter of improving knowledge, right from the
undergraduate and postgraduate teaching curricula,
so they will become sufficiently courageous to start
prescribing morphine. If we start teaching about the
utility of opioids, this fear will go away.

Prof Tony O’Brien

The knowledge deficit is a significant piece, but
even in settings where the knowledge is there,
where people are familiar with the published
literature and have seen the experience, there still is
a very deeply ingrained attitudinal bias and irrational
fear or phobia concerning the use of opioids.

Dr Katherine Pettus, International
Association for Hospice and Palliative Care
The issue is lack of training of prescribers and the
need to strengthen healthcare systems to overcome
that fear. Fear often comes from ignorance and
lack of understanding. We have almost a whole
century of painting opioids as evil, which is literally
the language in the Single Convention on Narcotic
Drugs. That can be overcome by correct training
and evidence. It is a mistake to focus just on the
opioids themselves. We have to focus on the human
resources and the systems.
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Professor Keri Thomas, Gold Standards
Framework Centre

You have defined the problem we have all come
here to discuss about helping people to live well and
die well in our ageing population, but sometimes in
terms of population-based thinking we can focus in
on one area. We know we need specialists and we
know we need morphine for some. Although I know
in the UK we access it more easily than in others,
most people do not always need morphine. It is
a cancer-focused issue because of pain, but most
people dying of frailty, dementia and comorbidity
do not necessarily need morphine.
I wonder about releasing the talents of the
generalist workforce. In our country, there are 5,500
specialists and 2.5 million generalists; most care is
given by the generalist workforce. If we mobilise the
resources there, not just by knowing but by doing,
which is part of the work we do in GSF, we are a
step towards enabling more people to live well and
die well.

Dr Ed Kelley

All of these comments are excellent. Belinda and
I and the rest of the team, along with Dr Xavier
Gómez-Batiste, who was with us for a period,
worked on an action plan, in which education,
training and manuals are key action areas. The
guidance on policy and creating policy frameworks
has to be there. This question of palliative care
within the continuum of services that would be
provided and mobilising the primary care and
general practice workforce is one of the big turning
points that will move this beyond. It is an education
question, but in terms of the resources and making
that happen, we talk a lot about demonstration
projects in many areas of our quality improvement
work, including palliative care. Moving beyond that
to real scale is the biggest challenge. We have one
or two examples globally where that has worked. It
is going to take some serious investment. It is very
different in every country, but at the global level
we have the context now for it right now; it is a very
important time that we need to capitalise on.
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Appendix 2: Session 1 Participant Response by WHO Region
Chairs Question

In your opinion what aspect of the WHO initiative, related to WHA Resolution (A67 _R19) would you say is most
important in your country/region?
Policy
Development
(%)

Funding &
Resources (%)

Multi-sectoral
Partnerships (%)

Education &
Training (%)

Access to
Essential
Medicines (%)

European (n=43)

27.91

37.21

16.28

16.28

2.330

African (n=8)

14.29

57.14

0

28.57

0

Americas (n=14)

35.71

14.29

7.14

42.86

0

South East Asia
(n=4)

50

0

0

25

25

Eastern
Mediterranean
(n=2)

0

50

0

50

Western Pacific
(n=4)

25

0

0

75

0

Vioces4Care
(n=11)

9.09

63.64

0

27.27

0

Question A
In your opinion what aspect of the WHO initiative is most well developed in your country/region?
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Policy
Development
(%)

Funding &
Resources (%)

Multi-sectoral
Partnerships (%)

Education &
Training (%)

Access to
Essential
Medicines (%)

European (n=48)

35.42

6.25

12.50

14.58

31.250

African (n=9)

11.11

0

44.44

44.44

4

Americas (n=17)

29.41

11.76

11.76

11.76

35.290

South East Asia
(n=3)

0

66.67

0

33.33

0

Eastern
Mediterranean
(n=2)

50

50

0

0

0

Western Pacific
(n=4)

50

0

0

25

25

Vioces4Care
(n=11)

27.27

0

9.09

9.09

54.55
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Question B

In your opinion what aspect of the WHO initiate needs most development in your country/region?
Policy
Development
(%)

Funding &
Resources (%)

Multi-sectoral
Partnerships
(%)

Education &
Training (%)

Access to
Essential
Medicines (%)

European (n=46)

15.22

36.96

15.22

30.43

2.17

African (n=8)

12.5

62.5

0

0

25

Americas (n=17)

23.53

17.65

11.76

47.06

0

South East Asia
(n=3)

33.33

0

0

33.33

33.33

Eastern
Mediterranean
(n=2)

50

0

0

50

0

Western Pacific
(n=4)

25

0

50

0

25

Vioces4Care
(n=11)

9.09

27.27

18.18

45.45

0

Question C

In your opinion, what activity would facilitate your country’s/region’s ability to strengthen palliative care as a
component of integrated treatment throughout the life course?
National campaign
issues prompts
regarding the value
of palliative care

Examples of good
practices are
globally shared

Donors are
encouraged to
provide resources
to help train
and educate the
workforce

Donors are
encouraged to fund
site visit exchanges
to share learning

European (n=35)

31.43

34.29

34.29

0

African (n=7)

0

14.29

85.71

0

Americas (n=13)

30.77

15.38

46.15

7.69

South East Asia
(n=3)

0

66.67

0

33.33

Eastern
Mediterranean
(n=2)

0

100

0

0

Western Pacific
(n=3)

66.67

0

33.33

0

Vioces4Care
(n=9)

33.33

22.22

44.44

0
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Appendix 3: Session 2
Questions and Answers

same framework; they have translated the main
concept to their context. There are not many
examples, but it is important to pay more attention
to that.

Dr Diane Meier

Dr Emmanuel Luyirika

In the United States, the community health
worker model is the latest thing. People who live
in different communities in New York City, for
example, are trained and empowered to be the
direct care providers, following in the footsteps of
many of our colleagues in developing nations.
Whether developed or developing, access to good
palliative care depends a great deal more on luck
than on need. For the great majority of people who
need attention to symptoms, to whole-person care
and to understanding what is happening to them
and what to expect in the future, those needs are
not met. I welcome Luc’s model of flipping the
healthcare system on its head and restoring it to its
original impulse of service to the person instead of
the person being in service to the system.

Dr Ed Kelley

I have two questions on the point that you are
now seeing some reverse innovation, with lessons
learned being applied in other places, and the
idea of community-based and primary-care-driven
palliative care. Having just come from a context
where there is a big push for strengthening district
health management but at the same time setting up
rapid response teams in case outbreak investigation
needs to happen, putting in integrated disease
surveillance, relaunching a polio campaign and
relaunching a measles campaign, it is the same
people who are doing that at the front line. There
are no new people who have come in, even though
there is some new money. One of the questions we
will face will be what are the ways that palliative care
can be integrated into that and not just be another
add-on to the long list of tasks that these front-line
or community health workers have to deal with.
I like the conceptual framework of translation rather
than transfer. In global health and in many areas of
development, we are in this idea of best practice
modelling, and the demonstration project model
has been one that palliative care has worked on a
lot. How would it look radically different? Have we
seen examples of where we are truly translating
rather than transferring?

Dr Shahaduz Zaman

There is not much emphasis on the translation
aspect in the research or in policy discussion; we
talk more about transfer. The Kerala model is an
example. Switzerland is also trying to adapt the
Kerala model, but not at the same level or in the
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I want to address the point of overloading the
people who are already overloaded in the system.
There are a number of things we can do. If you
look at most of the African countries, much of the
work in the health system is done by nurses, then
clinic officers or medical assistants; then you bring in
your doctors. On the ground, you have community
health workers and those in intimate attendance
to the patient are the family members. There are
certain things the system can help take away from
each of these players to enable them to do the
palliative care work better. For example, we have a
system in Africa where a nurse is supposed to clean
the ward, clean the windows and make the bed. We
do not need to go to nursing school to know how
to make a bed, so why should a nurse spend time
doing that when she could spent more time looking
after the patient? There are many issues we have to
think through.
When you come to the people who are providing
palliative care in the system, you also need to have
them trained. If you go to a home as a palliative
care provider, most likely you will be the only
person related to health ever to have visited that
home. What stops that palliative care provider from
thinking laterally and looking at other things that
are happening in that household? Are the children
immunised? Do they have enough food? You do not
have to do it, but you can link that home to another
person who is able to do that. We need to do a lot
more with our own palliative care providers in that
respect.

Professor Luc Deliens

I am only speaking for Europe because I do not
know anything about Africa or Asia. If you look
at the palliative care system in my country, it
was established based on a specialised model.
If you look at demographic developments and
the ageing of societies but also the promotion of
early integration of palliative care in the disease
trajectory, it is clear that at present multidisciplinary
teams of palliative care are not equipped for
handling all these targets. That is impossible. It is
also impossible from a financial point of view. There
is a need to differentiate the skills in palliative care.
Education is very important at each level of the
healthcare system and for each professional group.
The simple issues in palliative care can be addressed
by GPs if they have been trained for that, so you
can limit the collaboration with the multidisciplinary
teams in palliative care for a large proportion of the
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Dr Xavier Gómez-Batiste, Director, WHO
Collaborating Centre, Càtedra de Cures
Palliatives/Cátedra de Cuidados Paliativos,
and Chair of Palliative Care, University of
Vic

The global perspective perhaps needs to address
the change from the service perspective to the
population perspective. The service perspective
is based on the offer of services; if we have this
population perspective, we can identify persons
in need of palliative care and palliative care can be
a good driver of the improvement of integrated
systems and one of the examples of doing so
properly. Its slogan could be ‘the soul of integrated
systems’, mixing two aspects: the personal needs of
people who suffer, and the impact on the efficiency
of the system. If we mix these two examples of what
the impact of palliative care could be on the system,
it will be much more attractive to policymakers and
managers as one of the drivers of change. I like this
change from ‘resolution’ to ‘revolution’; we need to
do that in a very proactive way.

Jane Bates, Palliative Care Support Trust,
Malawi

We talk about models and lack of access to care
quite a lot. One of the things that comes up in
our discussions in Malawi is that everybody does
palliative care; the question is whether we do it well
or badly. It is important to look at the strengths of
each society and culture. Having moved from the
UK to an African context, in terms of spirituality in
Africa we have complexity but also a tremendous
wealth, which we can add to. I understand why we
need to look at lack of palliative care services, but
if you look across a health system and say, ‘There
is another thing we do not have that we have to
start from scratch’ some people may say, ‘I cannot
handle another thing’. If we say, ‘We are doing this.
This is happening in our communities and in our
hospitals. We have certain components and many of
the sociocultural and spiritual components, certainly
in an Africa context, are there, and we are trying
to build on that and improve the quality of that’, it
can be a less overwhelming message. It is just an
approach in terms of some of the language we use
so we do not get exhausted before we have even
started.

Dr Mhoira Leng, Makerere University,
Kampala and IAHPC Board Member
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present patients and they can access and specialise
in other disease groups, etc. They need to further
develop the palliative care, but then the knowledge
and skills that have been developed have to
be transferred through education to the total
healthcare system. That is the only way to go.

Thank you for talking about the paradigm shift in
health. If we are going to see effective education
and training, can we think beyond knowledge and
skills, which only go so far in changing practice?
Unless we are dealing at the level of values, beliefs
and attitudes, we will not see change. We are
collecting evidence from all over the world of how
values-based change can make a difference in the
individual, the system and the societies they operate
in. Palliative care is an incredible opportunity to see
that change, but let us remember the role of valuesbased education, mentoring and modelling when we
are designing our programmes.

Dr Fliss Murtagh, Clinical Senior Lecturer
and Honorary Consultant Physician,
Kings College London

I wonder whether we cannot be slightly more
ambitious and move beyond transfer and translation
to something more transformative. There is a huge
danger in catching down, and some places where
palliative care is less developed picking up ways
of doing things that take things backwards. One
example is the huge learning we had from Africa
about how to do outcome measures well. We have
been able to take forward outcome measurement
and learn from the spiritual dimension that was
mentioned earlier to make a better measure
together. We have been able to include that and
take that learning and do something mutually that
we could not do on our own. That is an opportunity
in palliative care that we need to make use of. We
need to raise the game to look at new ways of doing
things mutually rather than trying to stick to the old
tracks.

Dr Diane Meier

What I am hearing here is what they call at Stanford
University design thinking, which is always starting
with the person you are supposedly trying to serve
and understanding what is important to them and
what their needs are, and building your prototype
and your system around what is irreducibly local.
All healthcare is local, so the top-down strategy
we have in the United States does not work, as is
obvious.

Professor Max Watson, Palliative Medicine
Consultant, Northern Ireland Hospice

None of us can escape our shadow side. Is there
anything specific you would suggest specialists in
palliative care should be doing or should not be
doing to prevent the negative impact we can have
in our goal of trying to improve quality of death and
end of life across the world?
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Professor Luc Deliens

One of the mistakes that has been made several
times in palliative care is focusing on our own
services. As a researcher, I have learnt you have to
take a global population-wide perspective on the
quality of your services and the quality of dying. If
you only focus on the results of your clinical work
in your own hospice or palliative care unit, you risk
forgetting the major challenges out there in society.
That is why we need to develop population-wide
quality indicators for dying in societies so we can
compare how well a society is developing and not
how well my service is developing, although it is also
important to monitor the quality of your services
through the implementation of quality indicators.

Dr Shahaduz Zaman

One thing the specialists can do is to believe they
do not have all the answers. We say palliative care is
everyone’s business; the specialists’ attitude is one
of the barriers to making it everyone’s business.

Dr Emmanuel Luyirika

It is important that specialists see themselves
as partners with everybody else in the system
delivering palliative care. In many countries, you
cannot depend on a specialist-dependent system.
It is important to fit the specialist providers within
the system that covers everybody else, including the
generalists. That goes with understanding the local
context of where you are operating, which is critical.

In Ireland, we spent effort and time last year doing
a public awareness campaign. We were very happy
because we had some really good impact factors
of our public understanding better what palliative
care is and is not, but I would have preferred to
have spent that money on an awareness campaign
with the wider health sector. The specialist palliative
care sector needs to take a risk to move into areas
they perceive are not where they should be and to
engage colleagues so colleagues do not only see
them as specialist palliative care referral bodies but
as somebody who can maybe help them address
general palliative care needs. The sense that
palliative care is something at the very specialist
and complex end needs to be broken. It speaks very
much to Luc’s public health approach to palliative
care. This is what we are talking about. We have
to do it across all our bodies and organisations at
all levels. I have found the public will educate the
health system quicker than we are educating the
health system. My Voices4Care people are out
there telling their GPs and hospital consultants what
palliative care is and asking, ‘Could I please have
access to it?’

We have not touched on the issue of being donordriven. It is good for us to have donors. Some of the
donors are so good they will give you the money
and the support and tell you, ‘Go and do this work’,
but you also have the other extreme, where they will
tell you, ‘You must do a, b, c, d, e and f’ and instead
of focusing on the patient you spend all the time
focusing on the numbers and then you miss what the
patient needs and therefore the quality you should
be providing. We need to be conscious of those two
points as we set up the services.

Paddie Blaney

The specialist palliative care sector needs to
consider the sorts of conversations it needs to be
having with the parts of the sector that believe they
have nothing to do with palliative care. I recently
met the director of one of the large directorates in
a very large healthcare organisation, and I asked
about how general palliative care was addressed in
that directorate. I was told how great their specialist
palliative care team were. I said, ‘Of course they are,
but what about palliative care on the wards, when
you come across patients with needs?’ I was told
again how good the specialists were. They had no
idea that palliative care was their business.

116

Report of the Proceedings of All Ireland Institute of Hospice and Palliative Care Global Colloquium on Palliative Care

Appendix 4

Appendix 4: Session 2 Participant Response by WHO Region
Chairs Question

In your opinion what is the most significant challenge your country/region faces in integrating palliative care
into national health system?
Lack of
understanding
of the value of
palliative care
(%)

Absence of
policy driver (%)

Acute systems
do not support
integration of
palliative care
(%)

Requires
legislative
change (%)

Attitudes of
health and
social care
professionals
(%)

European
(n=44)

22.73

0

34.09

0

43.18

African (n=8)

50

12.5

37.5

0

0

Americas (n=15)

53.33

13.33

6.67

0

26.67

South East Asia
(n=4)

75

25

0

0

0

Eastern
Mediterranean
(n=2)

100

0

0

0

0

Western Pacific
(n=4)

25

25

25

0

25

Vioces4Care
(n=10)

40

0

10

0

50

Question A

In your opinion what are the challenges for policy makers in your country/region?
Insufficient or
limited resources
(%)

The value of
palliative care is not
well understood (%)

The national health
system is resistant
to such change (%)

Competing
priorities for
resources (%)

European (n=45)

8.89

26.67

11.11

53.33

African (n=10)

44.44

11.11

0

44.44

Americas (n=18)

16.67

50

5.56

27.78

South East Asia
(n=4)

0

75

0

25

Eastern
Mediterranean
(n=2)

0

0

50

50

Western Pacific
(n=4)

0

25

25

50

Vioces4Care
(n=11)

18.18

27.27

9.09

45.45
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Question B

In your opinion what role do International non-governmental organisations and advocacy organisations have in
influencing the integration of palliative care into the national health system(s) in your country/region?
Promoting
the value of
palliative care
publicly (%)

Promoting the
availability of
education and
training (%)

Advocating
for availability
of essential
medicines (%)

Positively
influencing
attitudes of
health and
social care
professionals
about the value
of palliative
care (%)

All of the above
(%)

European
(n=44)

27.27

4.55

0

20.45

47.73

African (n=10)

0

10

0

20

70

Americas (n=17)

17.65

0

5.88

11.76

64.71

South East Asia
(n=4)

0

0

0

0

100

Eastern
Mediterranean
(n=2)

50

0

0

0

50

Western Pacific
(n=4)

25

0

0

25

50

Vioces4Care
(n=11)

9.09

0

0

18.18

72.73

Question C

In your opinion how best can palliative care as a specialty influence its integration into national health system(s)
in your country/region?
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Develop the
strategic leadership
capacity of
palliative care
clinicians at
National level (%)

Ensure palliative
care becomes a
core competence
in undergraduate
and postgraduate
education of health
and social care
professionals (%)

Enhance global
consensus around
the understanding
of palliative care
and its provision (%)

Ensure global
exchange of best
practice models
pf palliative care
provision (%)

European (n=48)

31.11

55.56

6.67

6.67

African (n=10)

20

70

0

10

Americas (n=17)

11.76

64.71

11.76

11.76

South East Asia
(n=4)

25

75

0

0

Eastern
Mediterranean
(n=2)

0

100

0

0

Western Pacific
(n=4)

50

50

0

0

Vioces4Care
(n=11)

0

100

0

0
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Professor Cynthia Goh

I would like to explore the role of healthcare funding
in driving the different models of care. One of
the things about integration is how you pay for
healthcare in the specialist centres, in the provincial
centres and in the community. My experience from
Singapore is that the role of healthcare funding has
a great effect on this. Are there any comments on
this?

Dr Stephen Connor

We have tried several methods of costing palliative
care, but the challenge is that we are only looking
at what it costs to deliver a service, not what impact
it has on a healthcare system. As Sean Morrison
has shown quite effectively, palliative care will
reduce healthcare expenses if done correctly. Our
argument many times to leaders in LMICs is it is
not an issue so much about money. Morphine is
not expensive. Home-based care is something new
they are not doing, but if it can reduce their use of
hospital facilities it may be a worthwhile investment.
Nowadays, in the US in particular, everyone is
reorganising their thinking about not how to deliver
a service or a procedure but how to take better care
of people so they do not go to the hospital.

Joan Marston

One of the things we often underestimate is that the
impact on the family with the provision of palliative
care at home often allows that family to continue
with income generation. If they do not have that
help and support and they are totally focused on
caring for the patient, they often lose their jobs or
are unable to go out. The impact at a community
level is something we need to look at as well.

Professor Cynthia Goh

Looking at the health system level, if you want to
drive integrated care or you want to encourage
community care compared to care in hospitals or
specialist units, governments that have policies that
pay for home-based care would be able to drive this
kind of development.

Dr Anne Merriman, Hospice Africa Uganda

We all want money, but sometimes the price of
getting that money and its effect on the vision for
the service is terrible and can be destroying. We go
throughout Africa trying to help them get off the
ground. Sometimes they start with great enthusiasm
but they cannot get the money and then somebody
offers them money for something that is going to

take them away from their vision. Hospice Africa
Ethiopia was offered $1 million a year if they did
the elderly only. They were doing home care across
the board. When we started in 1993, the donors
believed we knew what we were doing. We showed
them what we needed to do and they said ‘okay’
and we did it. Now they come with their own ideas
about what you should do and tell you what to do.
Because they have money, they have the power. We
go to other countries to train them, but we do not
bring them money; if somebody else comes in with
the money they can change what we are teaching.
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Appendix 5: Session 3
Questions and Answers

We have to be very careful with our donors. We
need to give a lot of advocacy to donors to ask
them to help us in a better way. How much money is
going into policymakers versus what is going to the
people in the poorer countries? My mind boggles. It
is so little to pay for a patient to get palliative care in
Africa; even in our own organisation, the salaries of
administrators would maybe cover seven nurses. We
have to be more realistic globally and see whether
we can help people to put the money in the right
place, at the patient level.

Professor Cynthia Goh

Donors drive different things. I remember the time
when there was only money for HIV palliative care
and cancer palliative care was not covered by these
sorts of programmes.

Dr Xavier Gómez-Batiste

Perhaps we have to think about starting palliative
care in a different way than we have been doing
for years, to promote it in a faster way. As far as
the funding is concerned, we have to find catalytic
investments and tell the managers that most of the
palliative care services, for instance, in hospitals
come from reallocation of resources and not only by
increasing the number of beds. The best investment
could be to train some leaders there who can
change and reallocate resources internally. If we
tell the managers about a Rolls-Royce of palliative
care, they get frightened about the investment they
need. It is important to find ways of starting that
are different from the ways we have been using for
years, to get it faster.
We are exploring in Argentina several models
of starting palliative care as an integrated part
of a chronic care model. There is then much less
resistance, because you are building a service and
improving the quality of care in all services in the
setting. Perhaps we have to explore these ways of
starting that are more acceptable and feasible in
many settings.
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Professor Cynthia Goh

One of the new ideas of funding we are exploring
in Singapore is reorganising our health services
into regional health systems and using bundled
payments for measuring outcomes. If you have a
home care service that can keep patients at home
and they do not get readmitted to hospital, you get
one payment for the whole lot of outcomes. It is a
similar idea to the one you were suggesting, Xavier.
People are not paying singly for palliative care; they
are paying for a whole raft of care, say, for chronic
disease management that includes palliative care,
which is able to both improve health outcomes and
drive behaviour so people look at the care as an
integrated whole.

Dr Regina McQuillan, Palliative Medicine
Physician

We need to be very careful when we are
talking about costs. We need to be driving the
development of palliative care because it is better
care for people rather than necessarily cheaper care.
In some countries it might be cheaper; in others it
is not necessarily cheaper. We need to be saying
this is better and more effective care that may also
save money. If the public think what they are being
offered is cheap care rather than good care, you
lose public engagement and you may then undersell
the resources that are needed. It is really important
that you are developing palliative care as an
approach across the community and the healthcare
sector, but you also need to have specialists. It is
how you make sure all of these things are resourced.

Professor Sheila Payne, Director,
International Observatory on End of Life
Care, Lancaster University

We have to be careful not to romanticise the notion
of home and what that constitutes. Graham Thorpe
wrote in the BMJ in the 1980s about home palliative
care and said dying at home could represent both
the best and worst scenario. In the absence of
any support services for patients or families, I am
concerned about the notion of cost-shifting from
healthcare services onto domestic budgets, and
that we do not get caught up in this mythology that
home is always the best place.

Joan Marston

I agree. I often get asked about hospice units
for children. I do not think they are a luxury in
many developing countries, because the home
circumstances are not suitable for caring for the
children.
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Liliana de Lima, Executive Director,
International Association for Hospice and
Palliative Care

I want to underscore the point that palliative
care should be cross-cutting through the whole
healthcare system and not be perceived as a silo
of care, because that adds to the cost of whatever
existing services are out there. We are advocating
for a better and more rational allocation of
resources than what is being done right now. If
palliative care is integrated as a component of the
existing provision, that is an argument to present to
the policymakers and the funders.

Dr Emmanuel Luyirika

I want to give an example that comes from the
Botswana retired nurses group. In their home-based
care approach, they do a risk assessment and plan
for the home. There is even a day-care service for
the children in the household, if it is the adult who
is sick, in order to reduce the stress around the
household so the care is more focused and the
burden is not so heavy on the household. I agree
that, as we think of home-based care, whether for
children or adults, it is important for us to assess
what the burden is on that household and what
needs the household has that can be addressed to
help them better look after the patient.

Dr Ed Kelley

A lot of the work on universal health coverage has
looked at access to services of high quality without
causing undue burden. The biggest concern is outof-pocket payments. There is a lot of concern in the
health financing community about what the push
towards home care means in terms of shifting costs.
It is something we need to take head-on at some
point.

Dr Stephen Connor

For quite a while, we have had as one of our
outcomes the indicator of whether the person died
in the setting that they would choose. This goes to
Sheila’s point that the home is not always the best
place. We are seeing an interesting trend in the US
towards people dying in hospice facilities versus at
home. If the choice is, ‘Would you rather die in an
impersonal institution or your home?’ the answer
is usually ‘at home’, but if the choice is between
going to a specially-run hospice where your family
is not going to be as burdened and they can come
and spend the night with you versus being at home,
many times people will choose the former. It is
important for us to honour patients’ preferences
and to understand those preferences and be able to
understand the situation people are facing at home.
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To comment on Emmanuel’s statement about daycare, that is an area we need to look at a lot more
intensively.

Dr Frank Ferris, Executive Director
of Palliative Medicine, Research and
Education, Ohio Health

We have focused on quality and cost. One of the
things I have begun to learn in our healthcare
system is they are focusing on value, which is a
combination of cost, quality and risk. It is always
situational; it is based on what is going on in the
healthcare system and whether they have capacity
to deliver in other settings. It is also very much
based on the external funding mechanisms. As an
example, in the United States Medicare is waking up
to readmission rates. They are taking money back
from the healthcare systems when they have too
high readmission rates, and suddenly, in the last six
months, our healthcare system has become much
more interested in palliative care and how we can
reduce readmission rates.

Professor Scott A Murray, St Columba’s
Hospice Chair of Primary Palliative Care,
Primary Palliative Care Research Group,
University of Edinburgh
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Joan Marston

There was a review by an academic GP in the BMJ
last week. The conclusion was that it is best to try
to maximise the quality of care wherever a person is
dying. Many people will continue to die in hospitals
and other places, so the idea is to try to improve it
everywhere, rather than focusing on it all being at
home.

We have to think much more broadly. It is not just
about cost, quality of care or the setting of care
and the desire. We need to recognise that families
go bankrupt doing this all over the globe and that
care at home may be desirable but people lose
their futures in this process. We need to develop a
pluralistic approach. Everybody needs to be doing a
very important situation analysis and understanding
how their healthcare systems work and what the
real motivators and drivers are. We can look at any
individual country and see a model, but it is going
to require local application. How do we develop the
models that help people apply that? I turn towards
the work of Diane Meier at CAPC as a sample of
models developed that people can use in the US
context and internationally but that will require
some adaptation. That would be a wonderful set
of tools to come out of this process: a whole series
of models that can be applied country by country,
organisation by organisation. It is the value for the
host organisation, or the value for the population in
a government discussion.
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Chairs Question

In your opinion are there good examples of generalist and specialist palliative care integration in your country/
region?
Yes – these are
widespread throughout
my country/region (%)

Yes – there are a small
number throughout my
country/region (%)

No (%)

European (n=40)

35

62.5

2.5

African (n=8)

0

87.5

12.5

Americas (n=17)

23.53

47.06

29.41

South East Asia (n=4)

25

75

0

Eastern Mediterranean
(n=2)

0

0

100

Western Pacific (n=2)

50

50

0

Vioces4Care (n=10)

30

60

10

Question A

Taking palliative care needs as a whole, in your opinion, what proportion should be provided by specialist
palliative care providers?

122

100%

Around 60%

Around 30%

Around 10%

European (n=41)

0

7.32

63.41

29.27

African (n=9)

0

0

33.33

66.67

Americas (n=17)

0

17.65

70.59

11.76

South East Asia
(n=5)

20

0

80

0

Eastern
Mediterranean
(n=2)

0

0

0

100

Western Pacific
(n=2)

0

0

50

50

Vioces4Care
(n=10)

0

10

50

40
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From your understanding how has the level of palliative care development been measured in your country/
region?
Mapping levels of
palliative care has been
undertaken at national/
regional level (%)

Mapping levels of
palliative care has been
undertaken only at local
level (%)

It has not been mapped
at national/regional level
(%)

European (n=40)

77.5

7.5

15

African (n=6)

50

33.33

16.67

Americas (n=13)

61.54

23.08

15.38

South East Asia (n=5)

60

0

40

Eastern Mediterranean
(n=2)

0

0

100

Western Pacific (n=2)

50

0

50

Vioces4Care (n=10)

50

12.5

37.5

Question C

In your opinion how can generalists and specialists work best together to ensure palliative care, is accessible
and coordinated?
Globally agreed
pathways for
referral (%)

Joint protocols/
care pathway
documentation (%)

More opportunities
for clinical exchange
visits and joint
training (%)

Better information
and Communication
Technology
systems to improve
communication
pathways (%)

European (n=39)

12.82

38.46

20.51

28.21

African (n=8)

0

37.5

50

12.5

Americas (n=16)

6.25

31.25

25

37.5

South East Asia
(n=5)

40

20

20

20

Eastern
Mediterranean
(n=2)

0

100

0

0

Western Pacific
(n=2)

0

0

100

0

Vioces4Care
(n=10)

30

30

10

30
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Questions and Answers
Dr James Cleary

Zippy, I am very glad your attitude to the priority
of morphine has changed, but given the answers to
some of the questions we saw this morning, do you
think your attitude has changed given how much
access to morphine you now have?

Dr Zipporah Ali

It has changed in that now we need to do a lot of
training for the morphine to be used. It is there, but
we are not using it as much as we should. There is
more effort now going into training of healthcare
professionals, especially doctors. One of the things
we are doing is trying to advocate for nurses to
prescribe morphine. We just had a meeting with
the Nursing Council of Kenya and the Kenyan
Medical Association to look at how we can train
nurses to prescribe. I am not saying we do not need
morphine; we do. We have 47kg, but we do not have
prescribers.

Dr Daniela Mosoiu

Even when we started, morphine was in the country,
so it was an issue not of availability but of access.
We have moved through the training process but
we still find there is a question mark about whether
the consumption figure being reported is accurate.
We are going to publish one piece of research done
in the second-largest county of Romania, where
we discovered that what they are consuming in
morphine is more than the country is reporting. We
wonder where the problem is, and whether we have
another problem in that, now it is liberalised, we
do not have a good reporting system. I would not
say access is perfect. We still do not have the same
funding for morphine for non-cancer patients; they
can get it 50% reimbursed, while the cancer patients
can get it 100% reimbursed.

Dr Kathleen Foley

Zippy, could you address the issue of the
opportunities for palliative care for HIV/AIDS versus
those for cancer? What are the challenges you dealt
with there?

Dr Zipporah Ali

We have had more success for cancer and NCDs
than we have had for AIDS, because of the PEPFAR
funding. In our national HIV/AIDS strategy, palliative
care is mentioned just as palliative care training for
community health workers. There is a lot we still
need to do, and we have been struggling with them,
but because of funding there is more emphasis
on numbers than on quality of care. We are still
struggling with the HIV donors.
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Dr Kathleen Foley

For you, Daniela, it is an issue of moving to the NCD
palliative care aspect. Could you elaborate more on
the challenges there? Are you still predominantly
focused on cancer patients?

Dr Daniela Mosoiu

Yes. Most of the expertise comes from the cancer
patients. It is more complicated, because once we
have funding mechanisms for palliative care we find
out that some services, like psychiatric services for
dementia patients, label themselves ‘palliative care
for dementia’ without doing it, just because they
find it is a better ratio per day. We have started now
to look at quality.

Dr Suresh Kumar, Founder and Director,
Institute of Palliative Medicine, India

Daniela, how practical or realistic are World Bank
loans as a solution for LMICs? This is the first time
I have heard about a World Bank loan for the
development of palliative care.

Dr Daniela Mosoiu

It is a wonderful opportunity, because the way this
loan is constructed is to help service development,
but it obliges the Government to develop policies
for those services to be able to function. The World
Bank is funding just development of services and
the Government has taken the responsibility to help
the services function. The only problem we find
is the fact that the money is coming through the
Government. The Government does not know how
to deal with home care, because in home care we do
not have structures that belong to the Government.
The big challenge is how they are going to develop
those 90 home care teams and then to coordinate
the care of those teams and to supervise the quality.
There are a lot of questions. On the other hand, it
is almost €340 million, out of which €12 million is
for palliative care. It is not a huge amount, but it is
extraordinary that we finally have a palliative care
budget line, which is really important for advocacy
reasons.

Dr Kathleen Foley

We know also that the World Bank, among others,
has supported Serbia in the development of
palliative care through a loan to the Government.
That is another example. It does make me think
the World Bank is a target for the WHO to both
inform and collaborate with; there is a potential for
encouraging this kind of cooperation.
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You are both very inspiring women in leadership
roles, but not all women in the world have access to
education and power in their countries. What do you
suggest to empower women in such situations?

Dr Daniela Mosoiu

That is a difficult question. The palliative care
movement in Romania is driven forward by women,
so I wonder if we need to know how to empower
men. In the countries we are working in in Eastern
Europe, there is quite good access to education, but
what is still a problem is access to decision-making
positions for women. Most of the people in those
positions are men. Somehow, palliative care is more
appealing to women. I do not know if that is true in
every country, but it is in this part of the world. I do
not think I have a good answer to your question.

Dr Zipporah Ali

I agree that women are more empowered in
our countries than men. Apart from the political
positions, if you go to companies and NGOs it is
women who are the leaders in Kenya. I was at a
hospice last week for the day care, and 32 patients
had turned up for a legal aid day, where we talk
to patients about their legal rights, of whom 30
were women. It goes to show that women are more
curious. They want to know and they want to learn.
Their health-seeking behaviours are better than
the men. I think it is part of education. It might
not necessarily mean they are going to be leaders,
but they are more aware of things. In Kenya we
talk about boys these days, not women, because
we have put a lot of emphasis on women. I do not
have the right answer either; we just need to do a
lot of lobbying and advocacy for our countries to
empower women. We have women’s groups that
are doing a lot, even in the communities. Usually
the women’s groups will succeed in any project. In
immunisation, it is women. In nutrition for children, it
is just the women. We have not recognised they are
the power behind most of these projects.

Dr Kathleen Foley

Emmanuel, would you speak to this? I think APCA
has sponsored a programme to empower men as
care givers and to be involved in palliative care.

Dr Emmanuel Luyirika

Yes, that has happened. The problem we are facing
in some of the African countries is a reversed risk for
boys and men. In Uganda, about 20 years ago they
started a programme where if a boy and a girl got
the same credits at university entry, the girl would
be given an extra point and would go in before the
boy. That has resulted in there being disadvantaged
boys, in terms of academic advancement but also in

cultural settings. The culture tends to speak more to
women about what they need to do than the boys.
Maybe we should be focusing on both rather than
on one; otherwise, we may find ourselves having to
start new programmes for boys. We should focus on
both boys and girls, men and women, and ensure
that men are drawn especially into care. In care it is
the women who are doing it; the men are not there.
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Dr Dingle Spence, Director, Palliative Care
Cancer Hospital Hope Institute MOH,
Kingston, Jamaica

Zippy, I was interested to hear that you had a group
teaching or mentoring in the hospital. Although we
do not have any type of coverage as you do, we
do quite a lot of lectures and talks but people go
back and their behaviour does not change. We have
recently been talking about the need to be there
mentoring. I liked your example of going on the
ward rounds and teaching on the rounds. I wonder
how difficult it was to integrate that. Did you have
much opposition or were you welcomed? How was
that approached?

Dr Zipporah Ali

It was not very easy. Initially, there was a lot of
opposition, especially from doctors. Most of the
people who are providing services in hospices and
hospitals are nurses. You know doctors; especially if
you are a doctor in Africa, you are above everybody.
It was very difficult for them to listen to nurses. In
the national referral hospital, where we have started
a pain-free initiative, doctors come and say there
is less screaming, less crying and less suffering
in the wards, especially the obs-gynae wards,
where women are coming for abortions or cervical
screening. They realised they needed to change.
It has taken time. The teams go almost every
other day for the ward rounds. They go to each
department. When there is a ward round in surgery,
they will go to surgery; if it is in paediatrics, they
will go to paediatrics. They see them very often,
and start to recognise them as part of the team. In
the hospitals, we encourage that one person on the
management team should be from the palliative
care team. It is about forcing people in palliative
care into every part of the hospital.

Dr Daniela Mosoiu

We found the most powerful education was bedside
training. Having theoretical training is good and
brings out the knowledge, but going with them
is really convincing, and letting them do it with
you as an observer is also very convincing. I can
remember doctors who had all the knowledge but
were afraid to give that morphine injection, even
though we were there with them. That is a big
barrier. The consultations in the hospitals are very
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powerful if you can bring them from their busy
clinic to go together with you, because then they
can see the difference and start it by themselves.
It has a drawback, because sometimes they rely on
you to do that. They say, ‘The hospice will come
and do that’. That is not really helping them grow
their expertise, but you have to work with the
opportunity available.

avoid this protectionism we have just talked about,
where we see palliative care as the skill of those
of us who are specially trained. Maybe we need to
encourage our training programmes to include skills
in mentoring and also skills in leadership, both of
which come naturally to some of us but also can be
taught and are a crucial part of seeing integration
and change.

Dr Zipporah Ali

Dr Frank Ferris

One other thing that works is that we have log
books for nurses that have to be signed, so they
want them to be signed; and doctors have CPD
points, which means they will actually come. We
have a programme on certain mornings of the week
where we do a CME for a certain unit, and doctors
will come and listen to how you treat pain for certain
patients. The fact they are going to get something
that is going to help their professional development
attracts them – and a cup of tea in the morning
when you do the CMEs is very welcome.

Paddie Blaney

I was blown away by your presentations. I am writing
words like ‘drive’, ‘vision’, ‘tenacity’ and ‘resilience’.
I am such a student of strategic leadership and I
have enjoyed your session immensely. I was going
to say something like Sheila, but I was not going to
ask such a difficult question. You are role modelling
how to be empowered and how to show your vision
and action; that is how you are doing what Sheila
challenged you with.
Daniela, you said that when you are at the interface
with the generalist, it is wrong for you to take over
and do it. It is a very natural tendency for the expert
to do it. Increasingly, as we look at integration and
how the interface works, we have to be strategic.
Just because I am the expert and I can do it, I am
not helping the rest of the system by undermining
the generalist’s ability. We have to look at how
we interface. If we interface in a way that we
become the visiting expert who takes away all the
generalist’s skills, we will not do any good for our
populations. We must work at that interface and
work with them. If you want, borrow the old adage
of ‘see one, learn one, teach one’. That was the key
take-away for me today.

Dr Mhoira Leng

I want to add to the discussion on mentorship and
modelling, which is so important. Zippy, it was
great to work with you and see modelling and
mentorship at several levels: within the institution;
the national leadership from the association and
others in-country; and international linkages. There
was training for mentors. Mentorship is sometimes
something we need to train to be able to do, to
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Those were fabulous presentations. You are real role
models of spectacular presentations and conveying
information. These are learned skills, even the
presentation skills. The ability to choose carefully
thought-through words and then to present in front
of governments, to colleagues and to patients and
families are very different sets of skills. I hope we all
incorporate it formally.

Professor Julia Downing, Honorary
Professor, Makerere University, Kampala

One of the key groups in many countries we need to
empower is the nurses, many of whom are women. I
have been working in Serbia as well as across Africa;
in many countries, the hierarchy for nurses is quite
strong. I would like to encourage us to look at how
we can develop leadership and strategic roles and
empower our nurses.

Dr Daniela Mosoiu

That is one of the reasons we have developed
programmes for nurses, and in particular a
leadership programme for nurses that is not just
for Romania but is regional. We feel that the
nurses are the backbone, but if we want to have
interdisciplinary teams we need also to grow the
stature of the nurses and for doctors to understand
that they have equal partners in the care. That
is very important, but there is a long way to go,
especially for our region. It is getting better because
nurses are now university trained. There used to
be different levels of education; our nurses were
just high-school educated. That helps for their
preparation and their self-esteem.

Dr Zipporah Ali

In Kenya we are now using an example from
Romania. There was a team that went to Romania
and did leadership training, and we are starting the
same leadership training. Uganda started one but
they left us out, so we are starting our own in Kenya,
with the End of Life Nursing Education Consortium
(ELNEC) from the US. They will be starting that
training in February. Because we have people who
have gone through the leadership course in Kenya,
we are a very strategic country to start the same
course there.
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Dr Kathleen Foley

As the WHO has been re-energised with this
resolution and is focusing on this, what should the
WHO do to help LMICs?

Dr Daniela Mosoiu

Follow-up is very important. In countries like
Romania, we have a good law and good regulations
but nothing happens in the implementation. It is
very important if somebody knocks at your door
annually or every two years and says, ‘How are you
doing implementing you resolution? Is something
happening or not?’ Maybe you will say, ‘Yes, I am
good. I am the first on the index’ or you will say,
‘Oh, sorry. I have shame and blame. I am only in
64th place.’ That is important, because it shows
there is a commitment. Our Government is still
looking at these kinds of things, and our system is
still centralised, so we need policy changes.

Dr Zipporah Ali

The WHO plays a very big role in-country. We have
had a reasonably good relationship with our WHO
office. We invite the country director to every
important function we have, either open or closed.
She has never come, but she will always send an
email saying, ‘I am with you’. We would like her to be
there physically sometimes. Governments pay a lot
of attention to whatever the WHO says. For me, the
message for Kenya is: please ask our country office
to talk to our government to ensure the resolution is
being followed. I went there recently to say, ‘We are
supposed to be reporting soon. What is happening?
Who is reporting?’ The WHO said ‘the Government’
and the Government said ‘you’. I said, ‘I am not the
Government’. They need to understand how they
can help the resolution be implemented and the
reporting as well. If it comes from the central WHO
office, it will have more weight in our country office.

Dr Daniela Mosoiu
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Nurses really need to be recognised. That is what
we are trying to do in Kenya. They are the heads of
the units. That is why we have developed a diploma
course for nurses in palliative care, which is now
running its third class. We have had two classes of
25 and now have another 25. We recognise their
leadership role; the investment is more in nurses.
Doctors are also very important, but it is very
difficult for them to come for training, because
they do not have the time. Palliative care has been
recognised by the nursing council, so they are on
a higher level than an ordinary nurse when they
do palliative care, which is one way of recognising
leaders. We hope we can have the leadership course
focus on nurses and other healthcare professionals.

It would be nice to have indicators other than opioid
consumption; it is not enough to have just that.

Dr Belinda Loring

You have both mentioned the soft mechanisms
and some of the harder mechanisms that WHO can
support with. Those softer relationships through the
country office are certainly something we can do.
Monitoring is an area we need to strengthen.
The WHO is mostly reliant on the information
we get from member states and the information
governments agree to report upon. At the moment
we are stuck with this one indicator, opioid
consumption per cancer death, which has its
strengths, in that all member states have agreed
to report on it and it is highlighting the issue of
palliative care in a setting that is not just about
palliative care, but also has its weaknesses. We are
trying to implement questions into our existing
surveys that cover some of the other aspects of
the resolution. In our survey of all countries on
their capacity for NCD prevention and control this
year, we included four or five questions specific
to palliative care. It is not perfect, but it will give
us an indication on domestic funding allocation
to palliative care, whether there is a palliative
care policy, whether there is community-based or
home-based palliative care, and the Government’s
assessment of oral morphine availability in primary
healthcare.
We are trying to embed additional measures
that will enable us to have a repeatable source of
information, but we need to do much more to have
agreement with our member states that they will
report on common indicators. The area of universal
health coverage and the people-centred integrated
health service stuff is one where we are trying to
look at what are the indicators of quality palliative
care. That is something we will be working on in
future.

Dr Anne Merriman

Somebody said, ‘It is not good for man to be alone’.
I think when God created woman, he looked at
the man he had and said, ‘There are deficiencies
here. Let us replace them with a woman that has all
these efficiencies and can put them in.’ One of the
biggest deficiencies was the heart. If you look at
palliative care, we are being pushed to have gender
equality, but in the other African countries it is the
men who give us the biggest problems. They feel
very upset when somebody comes back with the
specialty, having trained and obtained a degree
or something from Uganda. The next thing, they
have been dismissed or they have gone because
their life has been made so unpleasant for them
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because they know more than the guy who is in
charge. Men tend to be more salary-orientated
and professional-development-orientated. It is the
heart that makes you stay, and it is in the countries
where somebody like Daniela and Zippy has stayed
with that dedication that it is really moving. I have
seen both of them grow to where they are now.
Congratulations. You are doing a wonderful job.
You hit the nail on the head so many times. The
big problem now is there are not enough women
in Government to push with the heart. The men
in Government are making policies to be brought
down on people instead of letting the people bring
up the policy to the Government. We need some
more women there. We will keep trying that. I will
look down from heaven at you all and see that
happening.

Dr Kathleen Foley

Zippy, could you talk a little bit about the
relationship between doing legal rights and
integrating legal issues into palliative care?

Dr Zipporah Ali

We have been using the human rights approach to
palliative care in many ways. We have developed a
manual for legal aspects in palliative care. Uganda,
South Africa and Kenya are the African countries
that have done this. This is to empower patients,
families and healthcare providers to understand
the legal rights of a patient. In Kenya, we included
palliative care in the patient rights charter that was
launched in 2013. It reads: ‘Every Kenyan has a right
to preventive, promotive, curative, rehabilitative,
reproductive and palliative care services’. The health
bill that is under review right now also includes
palliative care.
A lot of times, when our patients are sick, especially
the women, they go through a lot. I have seen
women who have lost a breast and been told to
get out of the home because they came with two
breasts and now they have one. I have seen women
who have lost a husband and the husband’s family
has come and taken everything from them and left
them in the street with nothing. We are working
with hospices, hospitals and the community to
empower healthcare providers to understand the
legal aspects of palliative care so they are able to
talk to these patients and give them advice. We
have developed brochures for writing wills and
brochures that tell people about their palliative
care rights. When a patient comes and they are
seen, the usual things go on, but, if a patient has
an issue that maybe needs a lawyer’s help we have
engaged lawyers who give pro bono services to
hospices, who patients can go to for support. We
have legal aid days in the hospices as well; once a
month, everybody comes and we talk about these
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legal issues. If the case goes to the lawyer, we try
to encourage the family to sort it without going to
court, because that takes a long time. We have not
had a case like that, except for one, where there
were two wives who wanted to bury the husband,
so finally the head was buried in one compound
and the legs in another. We are trying to empower
patients to be able to ask for morphine and to be
able to say they want to write a will.

Dr Elizabeth Gwyther, CEO, Hospice and
Palliative Care Association of South Africa

Earlier today, somebody spoke about funders
driving one in the wrong direction and away from
core business, but on this subject I would like to
acknowledge the leadership and assistance from
OSF and the Law and Health Initiative that put
human rights and legal issues into the palliative care
arena.

Dr Kathleen Foley

I agree. This session was never intended to deal with
the gender issue, so we have unconditional positive
regard for all who work in this field. To end, Zippy
and Daniela, what would have made it easier?

Dr Daniela Mosoiu

More consistency and a long-term vision from the
Government would have given more coherence and
continuity.

Dr Kathleen Foley

That is what the WHO could help with, in a sense,
long term.

Dr Daniela Mosoiu
Yes.

Dr Zipporah Ali

I agree. Our ministers change very often, depending
on whether or not they are in favour with the
President. I also think if we as doctors had basic
training in palliative care that would make it a
lot easier. For some of us, we have to struggle
with learning what palliative care is first before
going into advocacy. With basic training and basic
understanding of palliative care for everybody,
including the public, a lot of these things would be
solved.
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Appendix 8: Session 4 Participant Response by WHO Region
Chairs Question
In your opinion what is likely to be the most effective population level strategy to improve palliative care
provision in low income countries?
Widespread and
public education
programmes
promoting the value
of community and
family support (%)

Begin with local
initiatives to build
capacity of families
and communities to
support palliative
care provision (%)

Develop dedicated
roles involving
members of the
community (%)

Palliative care
professionals
seek to enhance
capabilities and
capacity of families
and communities
through training (%)

European (n=29)

34.48

17.24

13.79

34.48

African (n=9)

66.67

33.33

0

0

Americas (n=17)

23.53

35.29

11.76

29.41

South East Asia
(n=3)

33.33

33.33

33.33

0

Eastern
Mediterranean
(n=2)

50

50

0

0

Western Pacific
(n=2)

0

0

0

100

Vioces4Care
(n=10)

30

40

10

20

Question A
In your opinion what are the most effective strategies for enhancing palliative care delivery through involving
local communities in your country/region?
Awareness
campaign to
improve public
understanding of
palliative care (%)

Awareness
campaign on how
communities can
support palliative
care delivery (%)

Develop community
capacity to support
palliative care
delivery (%)

Develop community
health care
workers capable of
providing general
palliative care (%)

European (n=29)

20.69

10.34

24.14

44.83

African (n=9)

11.11

0

55.56

33.330

Americas (n=16)

43.75

12.5

25

18.75

South East Asia
(n=2)

50

0

50

0

Eastern
Mediterranean
(n=2)

50

0

0

50

Western Pacific
(n=2)

50

0

0

50

Vioces4Care
(n=10)

40

10

30

20
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Question B

In your opinion what are the best mechanisms for sharing best practice where resources are limited?
Establish an
electronic
mechanism to
promote and enable
sharing of best
practice globally (%)

Promote word of
mouth exchange of
good practice (%)

Facilitate the
establishment of
local supportive
networks for
evidence-based
palliative care
provision (%)

Palliative Care
leaders profile
programmes
developed to
recognise best
practice (%)

European (n=31)

9.68

3.23

70.97

16.13

African (n=8)

25

12.5

50

12.5

Americas (n=16)

18.75

0

62.5

18.75

South East Asia
(n=4)

0

0

100

0

Eastern
Mediterranean
(n=2)

50

0

50

0

Western Pacific
(n=3)

33.33

0

66.67

0

Vioces4Care
(n=10)

40

0

40

20

Question C

In your opinion how can funding be more appropriately allocated between resources for disease prevention,
cure and palliation in your country/region?
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Engage the public
voice around the
value of palliative
care (%)

Palliative Care
leadership seeks to
influence policy and
commissioners/funders
of health services (%)

Ensure high quality
economic research
is undertaken to
illustrate the cost
effectiveness of
palliative care (%)

Harness global
influence on
the need to
review resources
allocation
to ensure
palliative care
is appropriately
funded (%)

European (n=31)

16.13

35.48

35.48

12.9

African (n=9)

44.44

33.33

22.22

0

Americas (n=18)

16.67

33.33

27.78

22.22

South East Asia
(n=4)25

25

25

25

25

Eastern
Mediterranean
(n=2)

0

50

50

0

Western Pacific
(n=3)

0

100

0

0

Vioces4Care
(n=9)

22.22

22.22

44.44

11.11
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Question D

To what extent do you agree that the World Health Organisation use access to essential medicines as an
indicator of the development of palliative care in your country/region?
Strongly agree

Agree

Neither agree
nor disagree

Disagree

Strongly
disagree

European
(n=31)

12.9

22.58

22.58

29.03

12.9

African (n=9)

44.44

33.33

11.11

11.11

0

Americas (n=17)

23.53

47.06

11.76

11.76

5.88

South East Asia
(n=4)

25

0

25

25

25

Eastern
Mediterranean
(n=2)

0

100

0

0

0

Western Pacific
(n=3)

0

100

0

0

0

Vioces4Care
(n=10)

10

50

20

10

10
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Appendix 9: Session 5
Questions and Answers
Dr Julie Ling

It would be interesting to hear more about the
translation of that model to other areas and
countries and some of the challenges that Suresh is
experiencing in trying to translate that Kerala model
to Sri Lanka, for example. Now is your opportunity
to have 10 minutes’ discussion with the people
around you. Maybe we can feed back not just on
Suresh’s presentation but also on the things we
heard yesterday from Zippy, Emmanuel and Daniela,
and how we can translate the models we have seen.
Is it just about one really motivated person, or are
there common threads we can pull together from
this meeting that we can use to progress palliative
care?

[Breakout discussions]

It has been wonderful to see you all engaging so
enthusiastically with each other. I hope some of
you have formed some questions that might help
to chart out how we are going to develop these
models and take them forward. Would the other
people who spoke yesterday like to come up in case
people have questions about your model of care?

Dr Maria Mercedes Fajardo

I am from Colombia. Our country has been in an
internal war for more than half a century. We are
now trying to get a peace treaty with the guerrillas.
We are very worried with respect to reconciliation.
I would love to have the community involved in
helping out our dying loved ones, but how do you
think it can be made easy for people to open their
homes to strangers to come in and help?

Dr Suresh Kumar

This is a problem in places where the healthcare
system is more or less closed-door or the
professionalism in various areas of life is there. I
came across this problem when we were running
the project in Switzerland. There were two issues
there: how you encourage people to join and where
you find the gap for these people to intervene.
They were talking about absolute confidentiality,
privacy and non-access to non-professionals. This
is an issue, but we overcame that through local
negotiations. The sensitisation programme was
run in two places, one in many churches, and also
in Zurich University, so we could get a group of
students and a group of very religious church-goers.
Some of the people within the hospital system
also helped and we started negotiating with them,
finding gaps and identifying a clear radius where the
volunteer could be involved and clearly identifying
the background of the volunteer.
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This is not an issue in most of the places in LMICs,
because the system is already a bit patchy and you
have a lot of gaps there. In places where the system
is near-perfect and structures and protocols are in
place and they are stuck to it is more difficult, but
people have been trying to do this in many small
pockets in Europe and Canada. This is extra work,
because the system is resistant and they do not find
a role for a layperson in the whole action plan. That
will have to be negotiated and overcome, but if you
clearly define what this person could do and what
this person should not do, this helps.

Dr Xavier Gómez-Batiste

Suresh, we learn so many things from you every
day. The most substantial difference between your
experience and the current experience in Europe,
at least, is that many experiences here are very
instrumental with society and volunteers. They say,
‘Please come here to feed people with dementia’,
for example. Your model is much more community
based. It says, ‘Tell us what to do and we will join
you and share with you our aims and our actions’.
This is a substantial difference, and it is much more
respectful about community engagement. We have
to learn a lot of things from this.

Dr Suresh Kumar

The basic question is not whether or not you involve
all the community, but what you want the patient to
get. What is their requirement and how do you meet
this? Is your healthcare system, even if it is perfect,
able to meet all these psychosocial, emotional and
physical needs seamlessly? If it is not possible, we
have to find a way to address it. One of the options
is definitely there. There is a community I have been
working with, and we have found that this works.
That is the reason why I presented Kerala: this is
something that I understand more now, because we
have been doing it for a long time. We also know
this is a solution for many other issues we face, like
the advocacy issues, policy issues, accessibility and
resource mobilisation. There is a huge potential
there. Why do we not use it? Using that is not very
simple; that also means re-looking at what you
are doing and your model and going beyond the
biomedical paradigm. That is also important.

Dr Stephen Connor

You told me yesterday, Suresh, that you have trained
over 100,000 volunteers and that most of them go
out and do things and you do not even know what
they are doing, which is amazing. It reminded me
of the early days of palliative care, at least where I
worked, when we did community classes and people
would then go off and use those skills. We then
became formalised and started to develop volunteer
programmes and had ownership of those people in
some way and had to look after them and supervise
and all those other legal things. I am curious how

Report of the Proceedings of All Ireland Institute of Hospice and Palliative Care Global Colloquium on Palliative Care

Dr Suresh Kumar

My dream is a community without volunteers. If 30%
of people in the community know what it is and if
3% of people know what to do, that is enough for
the community to do it on its own. We started in
1999 with a group of volunteers, and we still have
volunteers linked to the individual palliative care
groups, but in other places where we are working
we are trying to push the other model in the
beginning. People are visiting anyhow. If my friend
is ill, I will visit. If I know how to talk to him and if
I know how to tell the family what are the basic
things to do, that visit will be more fruitful. We tell
people: ‘You are doing this anyhow. You are talking
to people. Why do you not make it a little more
meaningful? We will train you.’ The ideal situation is
one in which there are no volunteers and in which
the community knows what to do, when to approach
the hospital, where to put pressure and how to talk
to the policymakers. My hypothesis is that if you
train them and if you build that knowledge and skill,
this will happen spontaneously, and I think this has
happened spontaneously in Kerala. The other side
is that after some time you lose control over it, but
that needs to be accepted in the beginning.

Joan Marston

Suresh, you always make me have new thoughts
about different elements of palliative care. You are
building resilient communities and working with
young people. You are bringing to them the reality
of what life and death is all about. Can we translate
this into humanitarian situations? That is what
you want from a community that is affected by a
humanitarian crisis.

Dr Suresh Kumar

This is something I did not mention here. In Calicut
at least, we have further evolved this into what we
call a compassionate community project. The basic
motivation is compassion. You cannot say, ‘I am
compassionate only towards dying people’. If you
are compassionate, you are compassionate. You
are focusing on this area because this area needs
certain attention. That does not mean you are not
interested in other areas. There is a website with all
the programmes we have been running recently;
when you look from the outside, sometimes you
may not find the proper link between palliative care
and what is happening in an orphanage or in the
slum area, but these are all related at some level.
We try to develop the spirit of compassion in the
community. We need something here. The students,
for example, are involved in a lot of other things
also.

This will be useful in many areas, and it is the right
basic approach. You are not giving it as a charity;
you are appreciating the other person’s right to it.
We have a programme in Calicut called Sulaimani,
which is ‘food with dignity’. Anybody who enters
Calicut and is hungry is offered food. They can eat
at any restaurant. If you are hungry, you have a
right to food, and it is the responsibility of society
to provide that food. This needs to be provided
without humiliation and with dignity. Similarly, if you
are ill you have a right to treatment, and it is the
responsibility of society to provide it, with dignity.
That is the most important thing. This has huge
potential.
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that dynamic works in your programme. When
do the people you send out there bring patients
back to you, and how does that work? How do you
engage with them when there is someone identified
as dying or needing palliative care?

Dr Zipporah Ali

Maybe it is easier for India and Africa because
naturally we are compassionate communities. We
live within families. It is very difficult to find an
abandoned patient. They do exist, but it is in our
culture to be together as family. You will be sitting
in your house and you will find 10 people coming to
your house without calling to say, ‘We are coming
for dinner’ and you will welcome them. We live as
compassionate communities. In Kenya, we train
patients living with HIV and AIDS as care givers.
They are able to take care of the other patients
because they understand their needs. It is really
about building on what exists and empowering
people to have the basic skills that Suresh talked
about, like wound dressing, talking to patients
and giving medicines. It is something that already
exists. Unlike the Western culture, we live more
as communities, although the economic hardships
that are now coming into our culture are making it
difficult to be as cohesive as we used to be.

Dr Frank Ferris

I loved your presentation and I love your
programme. I wonder if you could comment on the
work‑life situation of the people who are involved in
your programme. I hear about these huge numbers
of people trained. As I visited, I was aware that
there is job-sharing going on and that people have
a lot of free time. I translate that to my situation,
where people are working eight to ten hours or
more a day, five or six days a week. I am lucky I get
volunteers who are able to come to me for two to
three hours a day maybe once or twice in a week or
once every couple of weeks. They do not have time
because they are busy with their families and their
work lives. This is very situational. Zippy, you talked
about compassion and people being at home, with
families surrounding them. In the society in which I
work, people are often not close to family because
they have moved because of jobs, etc. How much
is this based on people being available because of
their work life and their personal situations?
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Dr Suresh Kumar

The message we give to people is: ‘This is a
problem that can happen in your life or in your
family, because only 15% of people die suddenly
and the others may need help. We are ready to train
you and to give you some information and skills so
you can manage the situation when you come across
one. How you use that skill is up to you. We need
you for two hours, but that is not a condition.’ A lot
of people just get trained and go back. That is okay,
because these people will be visiting somebody
who may not be my patient but may be somebody
else’s patient, and will be talking to people. The way
we look at it is slightly different. We feel no training
is wasted, because we are slowly building awareness
and the skills in the community. Especially in Kerala,
the awareness, knowledge and skills about palliative
care are much better than they are outside Kerala.
Once you reach a critical mass, you do not have to
do anything; it will move on its own. We did not ask
them to put pressure on the legislators or on the
government; this just happened. With the individual
volunteer it is a short-term goal, until this happens,
but my rough estimate is that if 30% of people know
what it is and 3% of people know how to handle it,
this will work on its own.

Carmel Geoghegan, Voices4Care Member

Zippy and Daniela were amazing yesterday. Ireland
used to be a very compassionate country, where
generations lived together, but that has changed
in a very short period. I am wondering how we
engage again. I only discovered in the last few
years palliative care was not just for cancer patients.
People get a fright when they hear about it. How do
we engage communities? Is it something we need to
start at a young age? How do you get them to talk
about it? How do we bring it back onto the table
without frightening the life out of everybody?

they contribute to the society in which they live? A
lot of that has to be done. Especially with ageing
populations, I do not think we will have a national
system that will handle the needs of the community
when the majority of the people in the society are
old. It will not happen. We have to consider looking
at that as a strategy.
In Africa we are facing the same, because there is
a lot of Westernisation happening at the moment.
We need to re-look at that and see how we can help
ourselves and not trust the system so much to do
everything for us, because we have been let down
by national systems, especially as the economy has
continued to collapse, get up, collapse and get up.
That is something we have to do.
I talked about the retired-nurses programme in
Botswana. They are a resource in the community.
It is very difficult to find a village in many countries
where there is not a retired nurse. You get people to
develop around that and then they are able to help
the community. In Uganda, the village health system
chooses a minimum of five people to handle the
health issues within that community. Those people
are then trained by the system to support the
community, manage the common conditions in the
community and refer to the next level. Even though
they are unpaid people, they are considered the first
level of the health system and can refer to the next
health unit if there is a problem.
We have to do research and find out what is viable
for Europe and do it. If we wait for the next 30 years,
I do not think the system will have the capacity to
handle it.

Dr Emmanuel Luyirika

I will give you an example of a Ugandan chap who
came to Europe and lived in a neighbourhood.
He heard that a neighbour had lost her husband.
In Uganda, when somebody dies, we go to the
neighbour and spend the night there. Being the
Ugandan he was, he walked into the neighbour’s
house. They called the police. The police came and
this chap was completely confused; he did not know
what was going on.
This is something that needs to be done right from
the start. We need to tell children how they should
be living with their neighbours. We need to focus
on the time people have after they have finished
work. Frank has just been saying something about
people being in employment. What do people do
with their time when they have retired? What can
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Appendix 10: Session 5 Participant Response by WHO Region
Chairs Question
In your opinion is community engagement in palliative care provision widespread in your country/region?
Yes – community
engagement in palliative
care provision is
widespread throughout
my country/region (%)

Yes – there is some
community engagement
in palliative care
provision throughout my
country/region (%)

No –there is little or no
community engagement
in palliative care
provision in my country/
region (%)

European (n=44)

9.09

72.73

18.18

African (n=8)

25

75

0

Americas (n=14)

14.29

28.57

57.14

South East Asia (n=3)

0

100

0

Eastern Mediterranean
(n=2)

0

50

50

Western Pacific (n=2)

0

50

50

Vioces4Care (n=11)

0

81.82

18.18

Question A
In your opinion what might be the key factors to support community engagement in your country/region?
Greater involvement
of the community in
developing palliative
care services (%)

Empowerment of the
local community to have
greater involvement in
planning and developing
palliative care services
(%)

Development of
structures and processes
to ensure community
palliative care needs are
being met (%)

European (n=45)

6.67

71.11

22.22

African (n=9)

11.11

77.78

11.11

Americas (n=16)

12.5

31.25

56.25

South East Asia (n=3)

0

33.33

66.67

Eastern Mediterranean
(n=2)

0

0

100

Western Pacific (n=1)

0

0

100

Vioces4Care (n=11)

18.18

45.45

36.36
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Question B

In your opinion are there cultural differences in your country/region which would hinder community
engagement?
No - community
engagement would be
possible in my country/
region (%)

Yes - there are cultural
barriers to community
engagement in my
country/region (%)

Yes - there are some
cultural barriers to
community engagement
in my country/region, but
these could be overcome
(%)

European (n=44)

13.64

9.09

77.27

African (n=9)

22.22

11.11

66.67

Americas (n=16)

6.25

18.75

75

South East Asia (n=3)

66.67

0

33.33

Eastern Mediterranean
(n=2)

0

50

50

Western Pacific (n=2)

0

100

0

Vioces4Care (n=11)

36.36

9.09

54.55

Question C

In your opinion do you think it is possible to develop a global measure of community engagement?
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Yes (%)

No (%)

Maybe (%)

European (n=46)

26.09

26.09

47.83

African (n=8)

50

0

50

Americas (n=16)

50

6.25

43.75

South East Asia (n=3)

0

33.33

66.67

Eastern Mediterranean
(n=2)

100

0

0

Western Pacific (n=2)

0

50

50

Vioces4Care (n=11)

18.18

18.18

63.64
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Professor Robin Fainsinger, Professor of
Palliative Care Medicine, University of
Alberta

That was a fantastic presentation that hit a lot of
the highlights: the nuances of the human condition,
the need for guidelines not rules, and the need
for advanced care planning. You talked about your
wife, the family physician. It seems to me that that
is the key to providing continuity of care and the
advanced care planning piece, which needs ongoing
care. You alluded to but did not really address the
societal expectations that often drive the healthcare
system. Despite our attempts to be exemplary in
our communication, we sometimes get driven to
places we do not necessarily want to go because of
that expectation.

Professor Lukas Radbruch

You are right; family medicine is really important
here. We take great care always to do this in
collaboration with the family physician, but we do
that anyhow because we find it very important to
do it together; this is nothing new. It becomes even
more important for the chronic-illness patients
with longer treatment periods. There has to be
continuous communication, which in the case of
that patient with my wife was probably a bit easier,
but we also take great care to establish that kind of
close communication with other GPs, which is not
always easy. A barrier in our setting is that some
colleagues do not want to deal with us. I have not
found a good way to influence that, other than just
being patient.
This also touches on the societal expectations,
but we find that is not so much a barrier as other
things for these patients. I realised some of the
patients, families and other physicians do not
want to send patients to us because palliative
care is only for cancer. We get very few heart
disease and lung disease patients because they are
treated elsewhere. We have tried to set up a good
counselling service and meet them where they are
right now. It is part of the programme; we do not
get these patients coming to us but we go to them.
I am not sure how this relates to the societal
awareness and expectation thing. There have been
a number of media activities in the last few years
in Germany and in other European countries on
situations requiring palliative care. There are a few
full-length films, for example, the most recent of
which featured a patient with MND. Unfortunately,
he went to Belgium to get assisted suicide, but

before that the firm raised awareness in the general
population that there is this kind of disease that
patients are suffering and that palliative care at least
would be an option at some stage.
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Appendix 11: Session 6
Questions and Answers

Dr Xavier Gómez-Batiste

It has been very exciting to see all the different
needs of these patients. We know the epidemiology,
so we know the mortality and the prevalence of
these people and the characteristics. There are
many in the community and multi-morbidity is the
most prevalent condition; it is mostly not about
individual disease. We have been working a lot on
this in the community. So far, we have identified
130,000 patients like this with GPs and nurses in the
community. Based on this experience, the biggest
challenge we have is to build up the clinical, ethical
and organisational components of how to look after
these patients in the first transition. It is slightly
different from palliative care as we have been
working for years, and it is a big challenge to adapt
the palliative care service’s models of intervention
to this challenge. We have been in a very passive
terminal position for a long time and now we need
to have a proactive, community-based perspective.
We have to be aware of the risks of this, because
there is a growing debate about the benefits and
the risks of these early interventions. Among the
risks are stigma and, in a dichotomic perception
of this, losing curative opportunities. We have to
be aware of the challenges of training healthcare
professionals who are not palliative care specialists
in what to do with people having identified them
and how to look after them, and minimising the
risks, some of which are high. Globally, it is a very
good opportunity for palliative care, but we have to
be aware of the complexity of this issue as a public
health topic.

Dame Judith Hill

Some of the issues you are discussing in the adult
world are those the palliative care world for children
has been facing. Apart from cancer, most of the
conditions we are dealing with in children’s palliative
care can last years, and have intense periods and
quieter periods. Family support is key to what is
being done and offering short breaks both in the
home and within residential settings has been part
of the response to this. I wonder whether some of
the children’s palliative care experts in the audience
might like to comment on that.

Dr Mary Devins, NCPPC Paediatric Clinical
Lead

Children’s palliative care has been learning from
adult palliative care for many years. In this situation,
we may be able to reverse the favour, because the
vast majority of our work is with children outside
the cancer population with neurodegenerative
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conditions and muscular conditions like spinal
muscular atrophy and Duchenne. We come across
very similar issues around advanced care planning
and a rollercoaster ride for the parents, where they
are in and out of ICU, and a very similar trajectory,
where there is a slight decrease but they have these
crises, any of which could be a terminal event. There
are a lot of ethical issues around feeding, ventilation
and tracheostomy; there are multiple discussions
and symptom management issues. It is extremely
similar. There is a lot that the palliative care for
children community might be able to help support
the adult community on.

Dr Elizabeth Gwyther

Lukas, your slide showing the developing and
developed worlds indicates that our burden of
disease is with HIV, which is true, and our highest
mortality rate disease in South Africa at the moment
is TB, but we also have the cancer and the NCDs, so
it is an additional burden, not a substitute burden.
At Groote Schuur Hospital, we were asked to have
a consultancy service initially with a palliative care
nurse and now also a palliative care doctor in the
internal medicine wards. We have had quite a lot of
referrals because of the lack of resources for a good
dialysis programme for renal palliative care, and we
are very proud of the fact that the internal medicine
department have seen the work our staff have
been doing and have asked us to develop a training
module for the students in internal medicine rather
than students in palliative medicine. It is a way of
getting into the discipline at an early stage in the
training. The work that we have done has showcased
what more can be done for patients. It has been a
very good partnership in Cape Town.

Professor Lukas Radbruch

As usual, it is realising that there are other people
in the field who have their own expertise and that
when they ask us it is much more efficient than when
we go and tell them. It is a matter of communication.
For example, we asked our lung specialist, ‘Why do
you not ask us for the COPD patients?’ He said he
did not think this was a palliative care indication, but
in the same sentence he said he did have a number
of patients with fibrosis, for whom it is even more
important to get palliative care, but he would not
have thought about that if we had not raised the
issue. We spread out and talk to people. Sometimes
we find open doors, sometimes not. It is that kind
of collaboration: bringing our expertise to their field
and not expecting them to send us the patients.
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Heather Weir, Chief Executive, Northern
Ireland Hospice

It strikes me your team are very versatile and agile
to be able to respond to the breadth of complexity
across the conditions you presented. What sort
of learning opportunities, either planned or
unplanned, did you put in place to skill your team
to be prepared for dealing with that diversity of
complexity?

Professor Lukas Radbruch

That is a matter of discussion. Most of what I
showed you was done by the highly specialised,
pioneering home-care team. There are some people
in there who are prepared to take on anything and
are not afraid of anything. I am trying to do the
same thing in the inpatient unit right now, but I
am getting bad responses. They say, ‘We are not
trained’. Even on a ventilator, they say, ‘We can do
that only if everybody has been trained in ventilatory
therapy’. I do not know how to deal with that other
than by upskilling people, and you cannot do that in
advance, because they will have forgotten when the
patient comes. That is an open issue right now. I am
trying to do this with the people who are prepared
to do it. How to get a good skill mix in there is one
of the important questions we have to deal with
in the future. How many dementia care nurses do
I need in a palliative care unit? Do I need them at
all? Do we want to have dementia patients in the
palliative care unit, or do we want to do counselling
in the dementia units, for example? These are
important questions we have to discuss.

Dr Fliss Murtagh

We should not underestimate the value of being
an outsider in another area, because we can say
things that one cannot say as one of the in-crowd.
I have experienced that with renal palliative care. It
is okay for me to say stuff that nephrologists cannot
say. We should retain that ability of palliative care
to raise challenges in places where these things are
not necessarily said. If you are part of a peer group,
it can be tough to challenge the culture and to go
against something that is pretty established. We
should use that voice as much as we can.
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Chairs Question

What do you see as the major barriers to enhancing the delivery of palliative care for non-cancer diagnosis?
The workforce lacks
sufficient numbers
of people able to
provide palliative
care (%)

There appears to be
inherent resistance
to provide palliative
care for persons
with unpredictable
prognoses (%)

There appears to be
inherent resistance
to providing care
for persons not
predictably dying
(%)

There is a mismatch
between current
palliative care shill
set/systems of care
and patient/family
needs (%)

European (n=34)

17.65

38.24

14.71

29.41

African (n=9)

11.11

44.44

0

44.44

Americas (n=14)

50

14.29

14.29

21.43

South East Asia
(n=2)

0

50

0

50

Eastern
Mediterranean
(n=2)

0

0

50

50

Western Pacific
(n=2)

50

0

50

0

Vioces4Care
(n=11)

45.45

27.27

9.09

18.18

Question A

In your opinion do chronic disease management policies in your country/region appropriately reflect the
provision of palliative care?
Yes (%)

No (%)

Some (%)

European (n=38)

5.26

44.74

50

African (n=9)

0

44.44

55.56

Americas (n=14)

0

64.29

35.71

South East Asia (n=3)

0

100

0

Eastern Mediterranean
(n=2)

0

100

0

Western Pacific (n=1)

0

100

0

Vioces4Care (n=9)

0

44.44

55.56
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Question B

At what point should palliative care be delivered to people living with chronic illness?
From the time
of diagnosis?
(%)

When
requested by
the patient (%)

When the
patient is
predictably
dying (%)

Based only on
the presence
of complex
symptoms,
reduced
functional
status or
significant
caregiver need
(%)

Depending
only on limited
prognosis (%)

European (n=36)

30.56

11.11

8.33

50

0

African (n=9)

44.44

0

0

44.44

11.11

Americas (n=14)

28.57

14.29

0

57.14

0

South East Asia
(n=3)

0

0

0

100

0

Eastern
Mediterranean
(n=2)

50

0

0

50

0

Western Pacific
(n=2)

0

0

0

50

50

Vioces4Care
(n=11)

54.55

18.18

9.09

18.18

0

Question C

In your opinion how can early referral to palliative care, be best promoted in the management of chronic
illness?
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Raise awareness
of the value of
early referral with
health and social
care professionals
working in
chronic disease
management (%)

Promote public
understanding
of the value of
palliative care
referral as an
integral part of
chronic disease
management (%)

Palliative care
leaders influence
the development
of drivers at policy
level (%)

Ensure chronic
disease
management
clinical pathways
reflect the need
for early referral to
palliative care (%)

European (n=36)

44.44

13.89

2.78

38.89

African (n=9)

11.11

44.44

0

44.44

Americas (n=14)

7.14

50

0

42.86

South East Asia
(n=3)

66.67

33.33

0

0

Eastern
Mediterranean
(n=2)

50

0

0

50

Western Pacific
(n=2)

0

0

0

100

Vioces4Care
(n=11)

36.36

45.45

0

18.18
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Question D

In your opinion how well is a shared care model including palliative care established in your country/region?
Yes - there is a well
-established shared
care model, including
palliative care in my
country/region (%)

Yes - there is some
evidence of a shared
care model, including
palliative care in my
country/region (%)

No - there is no shared
care model, including
palliative care in my
country/region (%)

European (n=39)

5.13

74.36

20.51

African (n=7)

28.57

71.43

0

Americas (n=14)

7.14

42.86

50

South East Asia (n=3)

0

33.33

67.67

Eastern Mediterranean
(n=2)

0

0

100

Western Pacific (n=2)

0

100

0

Vioces4Care (n=10)

0

70

30
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Questions and Answers
Robin Fainsinger

The model of engaging primary care physicians in
doing early identification to move advanced care
planning earlier in the trajectory is fantastic. Based
on the data you presented, it sounds like you have
been quite successful in doing that to a large extent
across Scotland. Is it as successful as that? If so, how
did you do it?

Professor Scott A Murray

Money was there to prevent admissions. It was
obvious that planning ahead was the way to do that.
There was some funding in the system that allowed
primary care time to do it. That was one facilitating
thing. The second was that there was software
in all the practices so that if I started a care plan,
every night, with the patient’s permission, it would
be sent to the hospital. We started a thing called
a Key Information Summary (KIS). KIS-sing is much
better than palliative care. The funds were there and
the patients said, ‘I thought you were telling them
anyway’, so we started the KIS going earlier. Those
two things were helpful.

Carmel Geoghegan

I cared for both my parents. My dad had cancer and
was lucky because he got specialist palliative care,
whereas my mum had a late diagnosis for dementia
and she was denied palliative care. The past few
days have been an inspiration. My involvement with
the Institute has been a life-saver for me for the
last few years, because I was caring for mum when
I joined. It is so frustrating that dementia patients
are denied, especially in Ireland, where they are
clogging up the hospital system because they are all
sent off to A&E when they should be kept at home. I
find it is the GP who is denying it. They do not seem
to be educated in deciding and they think it is for
cancer patients only. We have a lot of work to do in
Ireland.

Dr Paul Gregan

There is a bit of work going on around that. We
are trying to set up a special interest group in
primary palliative care within the IAPC. It is quite
difficult to get GPs to come to meetings that are
multidisciplinary, as I am sure everybody finds, but
we are trying to set up a special interest group
within the ICGP for them, so we are doing a bit of
work around that. There are active movements to try
to improve out-of-hours and in-hours care for GPs.
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Professor Scott A Murray

I have heard of some specialists in palliative
medicine or nursing visiting care homes to support
and train the nurses there. That is a tremendous
idea. You can go there to talk about and train
people in palliative care. Maybe everyone in a care
home should have a care plan. Nurses and carers
should be able to identify the last days of life, and it
is okay to die in a care home. Jo Hockley has done
some intervention work in Edinburgh and London on
that. It is a bit of a no-brainer. People with dementia
in care homes are a group that we must surely
target and help the generalists caring for them by
providing training and support and by getting the
specialists in there. It says specialists should spend
50% of their time supporting generalists.

Paddie Blaney

Those were super, powerful papers. I want to bring
to the debate a little bit more of the work Anne
has done for us. In the Let’s Talk About survey
we were able to differentiate between two large
groups of people who told their stories of good
and bad experiences. We had a group who did
mention cancer and another group who did not
mention cancer. That makes fascinating reading.
What is evident on the whole from that piece of
work is that if you have cancer you are more likely
to have had your family and friends respected and
involved, you are more likely to have been given
timely, appropriate, clear and sensitive information,
and you are more likely to have felt supported. If
your condition did not include cancer, you were
more likely to feel frustrated or helpless and it was
less likely that you care was coordinated and your
family and friends were involved. It is an illuminating
piece of work. It is the authentic voice of the public
in Ireland and Northern Ireland and it goes to the
heart of what we are saying here.
We have to get early identification and recognise
this, and the system has to respond quicker. If we
are achieving something positive in cancer we want
to receive the same. I fully support the echoes that
are now developing: access to palliative care no
matter where you live; access to palliative care no
matter what your condition; and, thankfully not so
much in this country, access to palliative care no
matter what your economic status. Those are the
human rights around palliative care nowadays.

Professor Julia Downing

Access no matter how old you are as well.
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Chairs Question

In your opinion does your country/region have a means of hearing about the palliative care experiences of
users and/or carers?
Yes, both users and
carers (%)

Yes, users only (%)

Yes, carers only (%)

No

European (n=37)

54.05

2.7

24.32

18.92

African (n=8)

62.5

0

25

12.5

Americas (n=13)

15.38

0

7.69

76.92

South East Asia
(n=3)

33.33

0

0

66.67

Eastern
Mediterranean
(n=2)

0

0

0

100

Western Pacific
(n=2)

0

0

0

100

Vioces4Care
(n=10)

80

0

0

20

Question A

In your opinion how can users and carers best influence the development and provision of palliative care in
different care settings?
Public awareness
campaigns that
ensure user and carer
experiences are heard by
policy makers (%)

Involvement of users/
carers as partners in
palliative care research
and service development
(%)

Harness social media as
a means of promoting
the engagement of
users and carers in
the development and
provision of palliative
care (%)

European (n=35)

20

71.43

8.57

African (n=8)

37.5

37.5

25

Americas (n=13)

23.08

38.46

38.46

South East Asia (n=2)

100

0

0

Eastern Mediterranean
(n=2)

50

0

50

Western Pacific (n=2)

0

100

0

Vioces4Care (n=10)

20

70

10
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Question B
In your opinion how best can professionals working in palliative care, be supported to recognise the value of
involving users and carers in the design and implementation of services?
There is provision of
training for and user and
carer engagement (%)

Local mechanism(s)
developed to ensure
voice of users and carers
is heard (%)

There is provision of
dedicated time and
resources (%)

European (n=36)

36.11

50

13.89

African (n=8)

25

62.5

12.5

Americas (n=14)

35.71

57.14

7.14

South East Asia (n=3)

66.67

33.33

0

Eastern Mediterranean
(n=2)

50

50

0

Western Pacific (n=1)

100

0

0

Vioces4Care (n=9)

55.56

44.44

0

Question C

In your opinion what is the main barrier to integrating palliative care as an essential element across care
settings?
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Lack of public
awareness,
understanding and
skills (%)

Cultural beliefs
about death and
dying (%)

Professional
boundaries (%)

Accessibility of
palliative care
services (%)

European (n=35)

34.29

11.43

48.57

5.71

African (n=8)

50

0

25

25

Americas (n=14)

35.71

0

14.29

50

South East Asia
(n=3)

33.33

0

66.67

0

Eastern
Mediterranean
(n=2)

50

0

0

50

Western Pacific
(n=2)

0

50

0

50

Vioces4Care
(n=10)

50

10

20

20
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Question D

In your opinion what is the main barrier to integrating palliative care early into the care of people with
advanced illnesses?
Lack of public
awareness that
palliative care can
really be a positive
help,
i.e. patients not
openly requesting
a palliative care
approach (%)

Professionals view
that they do not
have enough time
(%)

Professionals
uncertain when to
start a palliative
approach (%)

Lack of training or
professionals (%)

European (n=37)

13.51

8.11

59.46

18.92

African (n=9)

0

0

77.78

11.11

Americas (n=11)

9.09

0

54.55

36.36

South East Asia
(n=3)

33.33

0

66.67

0

Eastern
Mediterranean
(n=2)

50

0

0

50

Western Pacific
(n=2)0

0

0

0

100

Vioces4Care
(n=10)

20

0

50

30

Report of the Proceedings of All Ireland Institute of Hospice and Palliative Care Global Colloquium on Palliative Care

145

Appendix 15

Appendix 15: Session 8
Questions and Answers
Professor Philip Larkin

We are going to hear from a couple of groups now;
would anyone like to share their recommendation?

Professor Charles Normand, Member,
AIIHPC Management Committee

Right at the beginning there was a problem
with what was being said because it was talking
about integrating palliative care into mainstream
services, and it should have been about integrating
mainstream services into palliative care. I am not
trying to make a cheap point, but the ultimate issue
is around trying to get the values fundamentally
embedded in everything that is done. Scott will be
losing one of his patients every two to three weeks,
yet death is something that is unusual in his practice.
I would even go as far as saying it is unethical not
to be embedding these principles into everyday
practice, and we should come off the fence a little
and not being so nice and say the problem is the
world is out of line with us. I know you cannot
operationalise that and say, ‘Let us have a major
transformation of the other 99% of the health
system’ and just make it happen overnight, but if
conceptually we are trying to bring the world into
line with us, it begins to give some hints as to which
next steps make the most sense.
My big suggestion to you is to see how much we
can reverse that story and make this the Trojan
horse in the system, and try to put into the change
process a view that what we are trying to achieve is
this as normal, as opposed to trying to get people
to accept us from outside. I speak here with three
degrees in economics and no experience in any
clinical subject, but I really think it is useful to try to
turn round the way we think.

Dr Frank Ferris

I hear what you are saying. I wish we could do that.
We have been trying that for 40 years so far and
we still do not have it in most curricula around the
world. An illustration of what Liliana put forward in
terms of trying to make it mainstream is the fabulous
strategy that has just transformed the medical
curriculum of our country. We have not achieved
that in other countries. I wish we could. I hear what
you are saying; I think it is a fabulous piece. How can
we do that? If we tell people they are doing it wrong
we get resistors.
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Liliana De Lima

This is about making relationships happen and
building those relationships on a constructive model
rather than creating more tension. There is a lot of
frustration. Several of us have been working and
advocating for this for many years, but have found
out that when we build those relationships things go
more smoothly and work better than they do when
we go with more confrontational approaches.

Dr Frank Ferris

When we introduced the EPEC curriculum in 1999,
which was created by a very small group of people,
we invited 270 of the leaders in palliative care in
the US to come to the first four conferences and
asked for their advice and asked them to review the
curriculum. 80% of them walked into the room with
their arms crossed and said, ‘You have dared to do
what and you are going to impose this on me?’ This
was the palliative care community as resistors. It
melted, because we asked them to give us all their
feedback and to respond to components. It became
a very widely accepted curriculum. It was about
building consensus. You have to be very careful.

Dr Mhoira Leng

To re-emphasise what was said about leadership,
if we want to see changes in our curricula, for
example, they need to be owned by our colleagues.
In our setting, we have been working for some
years training internal medicine graduates. When
we were reviewing the curriculum I thought we
would have to argue quite hard for our bit, but
the cardiologists said, ‘Move us to third year and
put palliative care in the first term of the first year,
because they are better cardiologists if they have
done palliative care’. That real value and ownership
was so important.
Can I make a plea that we do not just see referral
as an indicator of success, but interventions without
referral and referral if appropriate? We have been
trying to measure that and in our setting it seems
that 75% of problems can be managed by inwards
intervention, supported and mentored by the
specialist team, who handle the complex 25%.

Dr Regina McQuillan

We were talking about the fact that leaders
probably have a degree of innate leadership skills,
but if the WHO is looking to develop leaders it is
about how you identify and recruit the potential
leaders and then provide the appropriate training.
It is trying to get the right people rather than just
somebody. We have no solution about how you
identify the right leaders; maybe somebody can
figure that out.

Report of the Proceedings of All Ireland Institute of Hospice and Palliative Care Global Colloquium on Palliative Care

Appendix 15

Marie Lynch, Head of Healthcare
Programmes, Irish Hospice Foundation

You can have someone who is the right leader in one
environment but cannot enact the change they want
in another environment. You said we are all leaders,
but you have to find the skills to lead in the different
settings and working with different people. One of
the recommendations we had was that there would
be leadership training as part of the SpR, and the
other is that there would be a mentoring framework
to support the SpRs in their leadership.

Professor Max Watson

The outcome from our group is a direct request to
the WHO. We would like to see leadership training
in an interdisciplinary format so that we do not train
silo‑ism but we train leaders together.
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Appendix 16: Session 8 Participant Response by WHO Region
Chairs Question

In your opinion, have we provided for the training needs of the future generation of palliative care leaders?
Yes with great success
(%)

Yes with partial success
(%)

No, not at all (%)

European (n=23)

4.35

56.52

39.13

African (n=8)

0

87.5

12.5

Americas (n=15)

6.67

86.67

6.67

South East Asia (n=3)

33.33

33.33

33.33

Eastern Mediterranean
(n=2)

0

100

0

Western Pacific (n=2)

0

50

50

Vioces4Care (n=6)

0

66.67

33.33

Question A

What in your opinion is the best strategy for getting palliative care providers to measure agreed key metrics in
similar ways?
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Better validated
tools (%)

Greater research
collaboration (%)

Better international
agreement on core
tools for practice
(%)

An international
repository freely
available to the
palliative care
community (%)

European (n=22)

22.73

4.55

40.91

31.82

African (n=9)

22.22

0

55.56

22.22

Americas (n=14)

0

0

64.29

35.71

South East Asia
(n=3)

0

0

100

0

Eastern
Mediterranean
(n=2)

0

0

100

0

Western Pacific
(n=2)

0

0

50

50

Vioces4Care
(n=7)

14.29

0

42.86

42.86
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Question B

In your opinion how do we ensure that all palliative care clinicians are competent to deliver quality palliative
care?
Develop a national
competence
framework for
clinical practice (%)

Implement better
interdisciplinary
education
programmes (%)

Embed
requirements for
palliative care
competence in all
undergraduate
and postgraduate
clinical academic
programmes (%)

Develop a better
definition of
palliative care so
that competence is
tailored to level of
practice (%)

European (n=22)

18.18

18.18

59.09

4.55

African (n=9)

11.11

0

88.89

0

Americas (n=14)

21.43

0

78.57

0

South East Asia
(n=2)

50

50

0

0

Eastern
Mediterranean
(n=2)

0

0

100

0

Western Pacific
(n=)

50

0

0

50

Vioces4Care
(n=7)

14.29

0

85.71

0

Question C

In your opinion how can health promoting palliative care be embedded in practice?
Develop health
promoting
palliative care
interventions at
both individual
and community
levels (%)

Embed the
palliative care
approach into
existing health
promotion policy
(%)

Broaden political
awareness about
the benefit of
palliative care in
national health
promotion
strategies (%)

Develop a national
alliance for
health promoting
palliative care (%)

European (n=23)

39.13

21.74

17.39

21.74

African (n=9)

22.22

55.56

22.22

0

Americas (n=15)

40

33.33

13.33

13.33

South East Asia (n=3)

33.33

66.67

0

0

Eastern Mediterranean
(n=2)

0

100

0

0

Western Pacific (n=2)

0

50

50

0

Vioces4Care (n=7)

0

28.57

57.14

14.29
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Question D

What are the barriers to undertaking research in palliative care?

150

Funding and
Institutional
capacity (%)

Difficulties
accessing ethical
approval for
human subject
research (%)

Insufficient
research
workforce (%)

Public and
professional
misunderstanding
of palliative care
(%)

European (n=23)

52.17

8.7

34.78

4.35

African (n=9)

100

0

0

0

Americas (n=14)

64.29

0

28.57

7.14

South East Asia (n=3)

0

0

100

0

Eastern Mediterranean
(n=2)

100

0

0

0

Western Pacific (n=2)

0

0

100

0

Vioces4Care (n=6)

50

16.67

0

33.33
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Appendix 18: Links to Colloquium Presentations
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