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Foreword

Palliative care, while still a relatively new component to modern
healthcare, is increasingly recognised as an essential part of all healthcare
systems. Despite this, it is widely acknowledged that there is still
inadequate access to hospice and palliative care worldwide, and with

an ageing population who are going to be living and dying with more
complex conditions, the demand for care is only going to increase.

Now, for the first time, we have a resource that attempts to quantify
the need for and availability of palliative care worldwide.

It is important to acknowledge that, while the atlas focuses on the need
of patients at the end of life, many more people early in their course

of illness, as well as family members and carers, could also benefit
from palliative care, and therefore the real need is much greater.

Historically, hospice and palliative care programmes have focused on
the needs of cancer patients known to have high symptom burdens.
However, the majority of those needing palliative care worldwide

suffer from non-malignant conditions, which are defined in this atlas.
We hope we can encourage countries to ensure that efforts to expand
palliative care include these patients with other life-threatening illnesses
who also suffer during their treatment, illness, and end of life.

WHO has focused in recent years on HIV/AIDS, tuberculosis and
other infectious diseases and now has a major initiative to address the
burdens of non-communicable disease. Palliative care is needed for
these conditions, but what is also needed 1s for the global community
to work together to help prevent early mortality from communicable
and non-communicable diseases. Palliative care, while vital at

the end of life, also has a key role to play in this prevention.

Our efforts to expand palliative care need to focus on bringing
relief of suffering and the benefits of palliative care to those
with the least resources. This will take courage and creativity
as we learn from each other how to integrate palliative care
into existing but very limited healthcare systems.

This global atlas shines a light on the need for palliative care
globally, and serves as a baseline, against which to make
measurements, in order to advocate for increased access.

Cynthia Goh, MD Co-Chair WPCA
David Praill, Co-Chair WPCA
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Foreword

The WHO, together with its partners, is working on the implementation
of the Global Action Plan for the Prevention and Control of
Noncommunicable Diseases 2013-2020. While we join efforts to reduce
the burden of the biggest killers in the world today, we must also alleviate
the suffering of those with progressive illnesses so their quality of life

is improved. This joint WHO-WPCA publication is an outstanding
example of collaborative effort to position palliative care higher in the
global and national health agendas. The great majority of palliative care
need is associated with noncommunicable diseases.

The Global Atlas of Palliative Care at the End of Life is an excellent tool

to advocate for the inclusion of palliative in the global, regional and
national health agendas. In its Chapter 2, WHO provides for the first
time quantitative estimates on the need of palliative care for adults and
children. Each year around 20 million people need end of life palliative
care, including 6% that are children. These are low level estimates
because around 20 million more require palliative care in the years
before death. The numbers are huge and so is the unmet need as only
a few countries have implemented equitable palliative care programs
through a public health approach. Moreover, in many countries opioid
analgesics are not available or accessible to the majority of patients
suffering moderate or severe pain.

In January 2014 the WHO Executive Board will address the need for
taking global and national action for the integration of palliative care into
health systems. A group of Member States is supporting this initiative and
the WHO secretariat has developed a comprehensive report that includes
the global estimates. Thus the publication of the Global Atlas comes at

a very timely moment. It not only provides evidence on the needs across
various disease groups and conditions in adults and children, but also
analyses models that work in different resource settings and stimulates
urgent action. We are certain that this comprehensive information will be
very useful for the executive board members when taking a decision on
how to move this agenda forward.

WHO will continue collaborating with WPCA and other partners to
support countries in their efforts to develop palliative care policies and
services and to ensure that the majority of the patients get the care they
need even in limited resource settings.

Dr Oleg Chestnov
Assistant Director General
Noncommunicable Diseases and Mental Health
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Introduction

The need for palliative care has never been greater and is increasing at a
rapid pace due to the world’s ageing population and increases in cancer
and other noncommunicable diseases. Despite this need, palliative care
1s underdeveloped in most of the world, and outside North America,
Europe, and Australia, access to quality palliative care is very rare.
Palliative care 1s expanding in the developed world in spite of myths and
misunderstanding about its nature and purpose, but is only beginning to
be available in the developing world where it is needed most.

Since the early 1980s, the need for palliative care for cancer patients

has been progressively acknowledged worldwide. More recently, there

1s increased awareness of the need for palliative care for other chronic
diseases or conditions such as HIV/AIDS, congestive heart failure,
cerebrovascular disease, neurodegenerative disorders, chronic respiratory
diseases, drug-resistant tuberculosis, and diseases of older people.
However, there remains a huge unmet need for palliative care for these
chronic life-limiting health problems in most parts of the world.

The purpose of this Atlas is to shine a light on the need for palliative care
globally and to provide useful information for those wishing to increase
access. This document addresses the following questions:

What is palliative care?

Why is palliative care a human rights issue?

What are the main diseases requiring palliative care?
What is the need for palliative care?

What are the barriers to palliative care?

Where is palliative care currently available?

What are the models of palliative care worldwide?
What resources are devoted to palliative care?

What is the way forward?

WWWWHO.INT WWW.THEWPCA.ORG
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Introduction

What is palliative care for adults, for children?

WHO definition of palliative care
In 2002, the World Health Organization established a revised definition
of palliative care for adults and a separate one for children:

Palliative care is an approach that improves the quality of life of patients
and their families facing the problem associated with life-threatening
illness, through the prevention and relief of suffering by means of early
identification and impeccable assessment and treatment of pain and other
problems, physical, psychosocial and spiritual. Palliative care:

provides relief from pain and other distressing symptoms;
affirms life and regards dying as a normal process;

intends neither to hasten or postpone death;

integrates the psychological and spiritual aspects of patient care;

offers a support system to help patient’s live as actively as possible
until death;

offers a support system to help the family cope during the patients
illness and in their own bereavement;

uses a team approach to address the needs of patients and their
families, including bereavement counselling, if indicated;

will enhance quality of life, and may also positively influence the
course of illness;

is applicable early in the course of illness, in conjunction with other

therapies that are intended to prolong life, such as chemotherapy or
radiation therapy, and includes those investigations needed to better
understand and manage distressing clinical complications.

WWWWHO.INT
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Introduction

WHO definition of palliative care for children

Palliative care for children represents a special, albeit closely related field
to adult palliative care. WHO?s definition of palliative care appropriate
for children and their families is as follows; the principles apply to other
paediatric chronic disorders.!

Palliative care for children is the active total care of the child’s body,
mind and spirit, and also involves giving support to the family.

It begins when illness is diagnosed, and continues regardless of
whether or not a child receives treatment directed at the disease.

Health providers must evaluate and alleviate a child’s physical,
psychological, and social distress.

Effective palliative care requires a broad multidisciplinary approach
that includes the family and makes use of available community
resources; it can be successfully implemented even if resources

are limited.

It can be provided in tertiary care facilities, in community health
centres and even in children’s homes.

Definition of Hospice’ — Hospice care is end-of-life care provided

by health professionals and volunteers. They give medical, psychological
and spiritual support. The goal of the care is to help people who are
dying have peace, comfort and dignity. The caregivers try to control
pain and other symptoms so a person can remain as alert and
comfortable as possible. Hospice programmes also provide services

to support a patient’s family.

e ]
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The definition of palliative care

The Global Atlas adopts the current World Health Organization
definition of palliative care. However, it has been recognised for some
years that this definition requires further explanation to clarify the
comprehensive nature of palliative care (WPCA Policy statement

on defining palliative care)’. We elucidate this here, with supporting
evidence, to ensure the definition is more explicit and transparent.

First, palliative care is needed in chronic as well as life-
threateningllimiting-conditions.

Adults with a wide range of chronic conditions throughout the
world have been recognised as benefiting from palliative care*>%"2,
Early intervention, well before the terminal stage, is recognised as
optimal®'’.

The WHO definition of palliative care for children states that
palliative care should be provided to children with chronic and life-
limiting illness, not only those who are dying. Paediatric palliative
care begins when the illness is diagnosed, and continues regardless of
whether or not a child receives treatment directed at the disease.

Second, there is no time or prognostic limit on the delivery of
palliative care.

It has been widely advocated that palliative care should be delivered
on the basis of need, not diagnosis or prognosis''#!%1%,

Although we have estimated numbers based on mortality data for
consistency, palliative care should be provided ‘early in the course of
the illness’ (WHO definition of palliative care) and at least as many
people are estimated to have palliative care needs before the last year
of life as during the last year of life.

Third, the Global Atlas describes the need for palliative care at all
levels of care.

Palliative care is not limited to specialist palliative care services but
includes primary and secondary level care.

Palliative care is provided at three different levels: 1) through a
‘palliative care approach’ adopted by all healthcare professionals,
provided they are educated and skilled through appropriate training
i1) ‘general palliative care’ provided by primary care professionals
and those treating patients with life-threatening diseases, with a good
basic knowledge of palliative care, and iii) ‘specialist palliative care’
provided by specialised teams for patients with complex problems''°.

WWWWHO.INT WWW.THEWPCA.ORG 7
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Introduction

The Global Atlas includes all three levels, and the requirement

for provision at the three different levels will vary from country to
country, depending on the proportion of deaths from palliative care
diagnoses, according to models of healthcare, and the nature and
extent of integration of palliative care within these models. In high
income countries, it is estimated that between 30-45% of palliative
care need may be met by specialist palliative care''®!7,

Fourth, palliative care is not limited to any one care setting

Palliative care 1s provided wherever a person’s care takes place,
whether this is the patient’s own home, a care facility, hospice in-
patient unit, hospital, or outpatient or day care service.

The relationship between curative and
palliative care

The relationship between curative and palliative care plays out differently

in different countries and societies, for a variety of reasons. However, we
emphasise that palliative care should in no way become a substitute for
appropriate curative care.

Modern medical care has a strong bias towards curative medicine.
In high income countries, death is frequently medicalised, and
curative treatments may be prioritised ahead of palliative care®.
Better, and earlier, integration of palliative care alongside active
treatment is needed®'.

For low and middle income countries, however, curative care and
active management may be very limited, or not available at all.
Palliative care 1s needed, but not as a substitute for development of
healthcare systems and provision of appropriate services.

In some societies, the cultural context may mean that death and dying

are often stigmatised, such that perceptions and taboos need to be
challenged before palliative care provision can be addressed®.

The Worldwide Palliative Care Alliance recommends that all
governments integrate palliative care into their country’s health system?,
alongside curative care. At a minimum, palliative care should be
provided even when curative care is unavailable®.
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Introduction

Why is palliative care a human rights issue?

In a recent article, Brennan?' argued that palliative care is a human right.
The main argument centres on the International Human Right to Health
from the International Covenant on Economic, Social and Cultural
Rights (ICESCR) Article 12.1 (1966) calling for the “right of everyone to
the enjoyment of the highest attainable standard of physical and mental
health”. This right is not enforceable except that signatory countries are
expected to work toward its fulfillment.

While palliative care is not specifically mentioned in the statement, the
committee overseeing the ICESCR issued a general comment on the
right to health that includes a number of core obligations of all signatory
nations, irrespective of resources (2000). These obligations include
access to health facilities, goods and services on a non-discriminatory
basis; the provision of essential medicines as defined by WHO; and the
adoption and implementation of a public health strategy. In the context
of palliative care, it is clear that patients with a life-limiting illness should
have access to appropriate healthcare, basic medications for symptom
control and terminal care, as well as inclusion of palliative care in
national healthcare policies. The UN Committee on Economic, Social
and Cultural Rights reports that it is critical to provide “attention and
care for chronically and terminally ill persons, sparing them avoidable
pain and enabling them to die with dignity”#*.

Access to essential medicines, as defined by the WHO Action
Programme on Essential Medicines, is part of the minimum core content
of the right to the highest attainable standard of health.* Fourteen
palliative care medications are currently on the WHO Essential

Drug List.

The UN Special Rapporteur on torture has said that denying access to
pain relief can amount to inhuman and degrading treatment. In addition
many international organisations and bodies have called for the provision
of palliative care as an essential component of healthcare including

the WHO, the Senate of Cianada (2000),** the European Committee

of Ministers (2003),” the European School of Oncology (2004)%, the
WPCA (2005), and Human Rights Watch (2012).272
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How many people at the end of life
are in need of palliative
care worldwide?

Assessing palliative care needs is in many ways equivalent to assessing
an urgent humanitarian need to reduce unnecessary suffering of patients
and their families. It is important to bear in mind that although —in

the medium to long term — effective prevention, early detection and
treatment will reduce palliative care needs, palliative care needs will
never be eliminated, because some types of cancer and other chronic
diseases will inevitably remain fatal for some patients.?’

The methodology used for estimating the people in need of palliative
care at the end of life worldwide is based on the framework described in a
previous palliative care publication by WHO. This framework considers
mortality data from diseases requiring palliative care adjusted by the
estimated pain prevalence for each disease category (cancer, HIV/AIDS
and progressive non-malignant diseases) as described by Higginson,
1997.%° Detailed description is provided in Appendix 6.

Diseases requiring palliative care

Mortality data was obtained from the WHO Global Health Estimates for
2011°". The diseases of adults (population aged 15 years and above)
and children (population under age 15) requiring palliative care were
identified through respective Delphi studies and subsequent internal
reviews (see Appendix 6 for further details).

Diseases requiring palliative care for adults: Alzheimer’s and other
dementias, cancer, cardiovascular diseases (excluding sudden deaths),
cirrhosis of the liver, chronic obstructive pulmonary diseases, diabetes,
HIV/AIDS, kidney failure, multiple sclerosis, Parkinson’s disease,
rheumatoid arthritis, drug-resistant tuberculosis ('TB).

Diseases requiring palliative care for children: cancer, cardiovascular
diseases, cirrhosis of the liver, congenital anomalies (excluding heart
abnormalities), blood and immune disorders, HIV/AIDS, meningitis,
kidney diseases, neurological disorders and neonatal conditions.

10
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Figure 1
Distribution of major causes
of death worldwide

How many people at the end of life are in need of palliative care worldwide?

Pain prevalence

Not all the people dying from these diseases will require palliative care,
therefore the prevalence of pain, one of the most common symptoms

in people dying from both malignant and non-malignant chronic
conditions, has been used as an indicator of the need for palliative care
services at the end of life.

Therefore, the estimates of palliative care needs described in this chapter
are lower level estimates as they refer to end of life care. If we consider
that for every adult or child dying from a disease requiring palliative
care, there is at least one or two caregivers involved, the total number of
people in need of palliative care would double or triple. These estimates
also do not include those needing palliative care prior to their last year of
life nor do they include orphans, vulnerable children, or the bereaved.

Estimates of people in need of palliative care at the
end of life worldwide*”

According to WHO Global Health Estimates there were approximately
54.6 million deaths worldwide in 2011. The great majority of deaths,
66%, are due to noncommunicable diseases (Fig. 1).

- Communicable, maternal, perinatal
and nutritional conditions
25%

Injuries
9%

Noncommunicable diseases
66%

N = 54,591,143
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Palliative care services focus mainly on noncommunicable causes of
death in addition to other chronic conditions such as HIV/AIDS and
drug-resistant T'B.

Globally, in 2011, over 29 million (29,063,194) people died from diseases
requiring palliative care. The estimated number of people in need of
palliative care at the end of life is 20.4 million. The biggest proportion,
94%, corresponds to adults of which 69% are over 60 years old and 25%

are 15 to 59 years old. Only 6% of all people in need of palliative care are
children (Fig. 2).

Figure 2
Distribution of people in need

o Adults 15-59

of palliative care at the 25%

end of life by age group Children 0-14
6%

Adults 60+
69%

N =20,398,772

Based on these estimates, each year in the world, around 377 adults out
of 100,000 population over 15 years old, and 63 children out of 100,000
population under 15 years old will require palliative care at the end

of life.

WHO Member States are grouped in six regions: Region of the Americas
(AMRO), African Region (AFRO), Eastern Mediterranean Region
(EMRO), European Region (EURO), South East Asia Region (SEARO)
and Western Pacific Region (WPRO). The world map showing the global
distribution of rates for people in need of palliative care at the end of

life (Fig. 3) indicates higher rates in the European and Western Pacific
regions.
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Figure 3

World map showing the global
distribution by WHO regions of
rates for people in need of
palliative care at the end of life

Figure 4

Distribution of adults in need
of palliative care at the end of
life by gender
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Estimates of adults in need of palliative care at the
end of life

The estimated global number of adults in need of palliative care at the
end of life is over 19 million. The majority, 69%, corresponds to older
adults (Fig. 2) and there is a slight predominance of males (Fig. 4).

Female
o

Male
52%

N = 19,228,760

The great majority of adults in need of palliative care died from
cardiovascular diseases (38.5%), and cancer (34%), followed by chronic
respiratory diseases (10.3%), HIV/AIDS (5.7%), and diabetes (4.5%)

(Fig. 5). Those in need of palliative care dying from HIV/AIDS
concentrate in the younger age group, 15 to 59; whereas those dying from
Alzheimer’s, Parkinson’s, chronic respiratory diseases, cardiovascular
diseases, diabetes, rheumatoid arthritis and cancer are predominantly in
the older age group (Fig. 6).
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Figure 5

Distribution of adults in need
of palliative care at the end of
life by disease groups

Figure 6

Distribution of adults in need
of palliative care at the end of
life by age and disease groups

How many people at the end of life are in need of palliative care worldwide?

Alzheimer’s and other dementias 1.65%-
Cirrhosis of the liver 1.70%
Kidney disease 2.02%
Diabetes mellitus 4.59%
HIV/AIDS 5.71%

Chronic obstructive
pulmonary disease 10.26%

Multi-drug-resistant tuberculosis 0.80%
Parkinson disease 0.48%
Rheumatoid arthritis 0.27%

Multiple sclerosis 0.04%

Cardiovascular
diseases 38.47%

Cancer 34.01 %J

N = 19,228,760

60+ years
M 15-59 years

Percentage of adults in
need of palliative care

N = 19,228,760

The Western Pacific Region concentrates almost one-third of all cases
(29%), followed by the European and Southeast Asia regions (22% each).
The distribution in the Region of the Americas, African and Eastern
Mediterranean regions is 13%, 9% and 5% respectively (Fig. 7). However, the
European Region has the highest rate per 100,000 adult population, followed
by Western Pacific Region, Region of the Americas and African Region.
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Figure 7
Distribution of adults in need rAMRO
of palliative care at the end 13%
of life by WHO regions rAFRO
9%
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The diseases requiring palliative care at the end of life were grouped in
three categories: cancer, HIV/AIDS, and progressive non-malignant
diseases. In all regions, adults in need of palliative care for progressive
non-malignant disease represent the highest proportion. HIV/AIDS
predominates in the African Region. The proportion of adults in need
of palliative care for cancer is relatively important for all regions.

It ranges from 19.6% in the African Region to 41.5% in the Western
Pacific Region (Fig. 9).
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Figure 9

Distribution of adults in need
of palliative care at the end of
life by WHO regions and
disease categories

Figure 10

Distribution of adults in need
of palliative care at the end
of life by World Bank
country income groups
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The great majority, 78%, of adults in need of palliative care at the end
of life belong to low and middle-income countries (Fig. 10). However, the
highest rates per 100,000 adult population in need of palliative care are
found in the higher income groups (Fig. 11).

High income
22%

8% income

(Low income Upper middle
(41%

Lower middle income
29%

N =19,228,760
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Figure 11

Rates of adults in need of
palliative care at the end of life
by World Bank country
income groups

Figure 12

World map showing the global
distribution by WHO regions of
rates for adults in need of
palliative care at the end of life
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The world map showing the global distribution of rates of adults in
need of palliative care at the end of life (Fig. 12) indicates higher rates in
the European and Western Pacific regions. Figures 13 to 15 show rates
for adults in need of palliative care at the end of life for each disease
category, cancer, HIV/AIDS and progressive non-malignant diseases.
The highest rates for adults in need of cancer palliative care (Fig. 13)
are seen in the European and the Western Pacific regions. In the case of
palliative care for HIV/AIDS, the highest rates are in the African and
South East Asia regions (Fig. 14). The European and South East Asia
regions have the highest rates of palliative care for progressive non-
malignant diseases (Fig. 15).
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Figure 13

World map showing the
global distribution by WHO
regions of rates for adults

in need of palliative care for
cancer at the end of life

Figure 14

World map showing the
global distribution by WHO
regions of rates for adults

in need of palliative care for
HIV/AIDS at the end of life
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Figure 15

World map showing the global
distribution by WHO regions of
rates for adults in need of
palliative care for

progressive non-malignant
disease at the end of life

Figure 16

Distribution of children in
need of palliative care at the
end of life by gender
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Estimates of children in need of palliative care at the
end of life worldwide

The estimated global number of children in need of palliative care at the
end of life 1s almost 1.2 million. There is a slightly higher proportion of
males than females (Fig. 16).

Females
48%

Males
52%

N = 1,170,011
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The greatest number of children in need of palliative care died from
congenital anomalies, followed by neonatal conditions, protein energy
malnutrition, meningitis, HIV/AIDS and cardiovascular diseases (Fig. 17).

Figure 17

Distribution of children in N logicial ditions* Kid di
need of palliative care at the eurologicial conditions idney diseases

end of life by disease groups 2.31% 2.25%

Cancer Cirrhosis of the liver 1.06%
5.69% ( Congenital anomalies™
Endocrine, blood, immune disorders 25.06%
5.85%
Cardiovascular disease
6.18% w

HIV/AIDS 10.23% J
Meningitis 12.62%

Protein energy malnutritionJ Neonatal conditions*
14.12% 14.64%

* see excluded conditions Appendix 6

N = 1,170,011

The African Region concentrates the majority of children in need of
palliative care (49%), followed by the Southeast Asia (24%) and Eastern
Mediterranean regions (12%) (Fig. 18). The African Region has the
highest rate (160) followed by the Eastern Mediterranean (68) and
Southeast Asia (53) regions (Fig. 19).

Figure 18
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need of palliative care at the 12%
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Figure 19

Rates of children in need of
palliative care at the end of life
by WHO regions

Figure 20

Distribution of children in
need of palliative care at the
end of life by WHO regions
and disease categories

How many people at the end of life are in need of palliative care worldwide?

180

160

140

120

100

80

(per 100,000)

60

40

. H B
0

AFRO EMRO SEARO WPRO AMRO EURO
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Children in need of progressive palliative care for non-malignant

disease constitute by far the highest proportion of cases for all WHO
regions (ranging from 78% in the African Region to 91% in the Eastern
Mediterranean Region). Palliative care for HIV/AIDS accounts for a
small proportion (less than 3%) in every region except for the African
Region in which HIV/AIDS represents 19% of children in need of
palliative care. The Western Pacific and European regions and Region of
the Americas have the highest percentage of children in need of cancer
palliative care (14.4%, 12.7% and 11.6% respectively) (Fig. 20).
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Figure 21

Distribution of children in
need of palliative care at the
end of life by World Bank
country income groups

Figure 22

Rates of children in need
of palliative care at the
end of life by World Bank
country income groups

How many people at the end of life are in need of palliative care worldwide?

The vast majority of children (98%) in need of palliative care at the end
of life belong to low and middle-income groups. Almost one-half (48.5%)
concentrates in the lower middle-income group and over one-third in

the low income group (Fig. 21). Moreover, there is indirect correlation
between the rates of children in need of palliative care at the end of life
with the level of income group. The lower income groups have the highest
rates (Fig. 22).
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Figure 23

World map showing the global
distribution by WHO regions of
rates for children in need of
palliative care at the end of life

Figure 24

World map showing the global
distribution by WHO regions of
rates for children in need of
palliative care for cancer at the
end of life

How many people at the end of life are in need of palliative care worldwide?

The world map showing the global distribution of rates of children in
need of palliative care at the end of life indicates the highest rates in the
African, Eastern Mediterranean and South East Asia regions (Fig. 23).

e —
o
= -_..-..."Edr:.'“'-“,-ﬁ" b
L e A T
by = .
. b “puy -
s - o

Feates tor chiidren in need of paliistive cam
Both sees pee 100,000
-

2308 -
24,05 - 00
- 12030
Clsta ot avafabié .
= MO L= = Ty T ——
s Nod sppleable I — — 29040361348 gt e |

Figures 24 to 26 show the global distribution of rates for children in need
of palliative care at the end of life for each disease category: cancer,
HIV/AIDS, and progressive non-malignant diseases. The highest

rates for children in need of palliative care for cancer are seen in the
Eastern Mediterranean, African, Southeast Asia and Western Pacific
regions (Fig. 24). In the case of palliative care for HIV/AIDS and non-
malignant diseases, the highest rates are seen in the African, Eastern
Mediterranean, and Southeast Asia regions (Figs. 25 and 26).
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Figure 25

World map showing the global
distribution by WHO regions of
rates for children in need of
palliative care for HIV/AIDS

at the end of life
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Figure 26

World map showing the global
distribution by WHO regions of
rates for children in need of
palliative care for progressive
non-malignant diseases at the
end of life
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Summary and conclusions

Worldwide, over 20 million people are estimated to require palliative
care at the end of life every year. The majority (69%) are adults over
60 years old and only 6% are children.

The highest proportion (78%) of adults in need of palliative care at the
end of life live in low and middle-income countries, but the highest
rates are found in the higher-income groups. Those dying from
noncommunicable diseases represent around 90% of the burden of
end of life palliative care. The top diseases are cardiovascular diseases,
cancer, and chronic obstructive pulmonary diseases. Together with
diabetes and other noncommunicable diseases, they account for the
vast majority of adult palliative care needs and tend to predominate

in the older age group. The Western Pacific, European and Southeast
Asia regions concentrate almost three-fourths of adults in need of

end of life palliative care. The highest rates are seen in the European
Region, followed by the Western Pacific and Americas regions. Adults
in need of palliative care for progressive non-malignant disease
represent the highest proportion of cases for all regions, followed

by cancer with the exception of the African Region where HIV/
AIDS and non-malignant diseases share the same palliative care
burden (around 42%) and predominate over malignant diseases.

The vast majority (98%) of children in need of palliative care at the end
of life belong to low and middle-income countries, and within this group
83% are in the lower income groups where the highest rates are found.
Children dying from congenital anomalies represent over 25% of the
burden of end of life care, followed by neonatal conditions (almost 15%o)
and protein energy malnutrition (14%). The African Region concentrates
almost half of children in need of end of life palliative care followed

by the Southeast Asia and Eastern Mediterranean Regions. Children in
need of palliative care for progressive non-malignant disease represent by
far the highest proportion of cases for all regions, whereas palliative care
for cancer and HIV/AIDS at the end of life represent a small percentage.

When considered as a percentage of total mortality, this report
estimates that 37.4% of all deaths from all causes need palliative
care. This is an average number and varies considerably by region
and income category. In higher income countries with aged
populations the percentage may exceed 60% of total mortality, while
in low and middle-income countries the figures are much lower

due to higher mortality from infectious diseases and injuries.
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This chapter provides estimates of the need for palliative care at the
end of life globally and regionally. As said before, the total numbers of
patients and caregivers requiring palliative care at some point during
life will probably double or triple if we consider the average number of
caregivers involved per patient in end of life care and if we include the
large numbers of those needing palliative care prior to the end of life.

The above estimates are crucial when advocating for palliative care and
are also an important piece of quantitative information for organising
resources and services to respond to these pressing humanitarian
needs. Nonetheless, it is important to take into account that with
intensified health promotion and prevention for avoidable causes of
deaths, as well as early detection and timely treatment of potentially
curable conditions, a significant number of early deaths from diseases
requiring palliative care could be avoided. For example, this is
particularly true for children dying from neonatal conditions, protein
energy malnutrition, HIV/AIDS and cancer in lower-resource settings,
as well as for adults dying from noncommunicable diseases, HIV/
AIDS and drug-resistant TB in low and middle-income countries.
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What are the main barriers to
palliative care development?

Palliative care development follows a public health model developed by
the WHO?® that emphasises policy, education, medication availability,
and implementation. There are many barriers to achieving each of these
components.

Policy

Without policies that support the provision of palliative care it is quite
difficult for any palliative care to develop. In some countries there is

no government support whatsoever for palliative care. In others, such

as Romania and Zimbabwe, charitable palliative care services have
developed. But even in these cases permission to operate has to be
granted. Policy is therefore seen as the fundamental component,
because without it other changes cannot be introduced. Types of policies
needed include:

laws that acknowledge and define that palliative care is part of the
healthcare system;

national standards of care describing palliative care;
clinical guidelines and protocols;

establishment of palliative care as a recognised medical specialty/
sub-specialty;

regulations that establish palliative care as a recognised type of
healthcare provider with accompanying licensing provisions;

a national strategy on palliative care implementation.

Education

The vast majority of health professionals worldwide have little or no
knowledge of the principles and practices of palliative care. All medical
professional schools should include basic training on palliative care
and continuing professional education should include palliative care for
existing health professionals. A growing body of knowledge has been
accumulated over the past 40 years on the science of palliative care
and palliative medicine. There are now at least 12 professional journals
devoted to palliative care, a growing body of peer-reviewed literature,
and numerous books, internet sites, blogs and forums devoted to all
aspects of palliative care (see Appendix 3 for partial listings).
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Palliative care education is needed at three levels:
basic palliative care training for all health professionals;

intermediate training for those routinely working with patients with
life-threatening illnesses;

specialist palliative care training to manage patients with more than
routine symptom management needs.

Curricula for these three levels exist; however, there is no consensus
on the amount of training needed and most of the existing educational
programmes are in English.

Medication availability

Essential palliative care medications, especially opioids, are required
for the delivery of quality palliative care. Access to opioid medication
for pain control is an enormous problem worldwide. Eighty per cent of
the world’s population lacks adequate access to opioid medications for
pain control. Australia, Canada, New Zealand, the United States, and
several European countries account for more than 90% of the global
consumption of opioid analgesics®*.

The UN 1961 Single Convention on Narcotic Drugs, approved by most
countries, called for both limitation on diversion of licit opioids and
other psychoactive substances and adequate provision of these drugs for
medical and scientific use in a balanced manner. Since that time the
major focus has remained on control of illicit use of these drugs with
little emphasis on access for medical and scientific use. The worldwide
palliative care community and related human rights organisations have
advocated for balance to be restored by paying equal attention to both
medical use and prevention of illicit use.

While the true need for opioids per capita remains under debate, and
will vary by country depending on age, causes of death and many other
factors, Seya, et al*> have published an estimate of opioid need for 188
countries. They used average usage in the 20 top countries in the Human
Development Index as a reference point for development of an adequacy
of consumption measure (ACM). According to this analysis 83% of the
world’s countries have low to non-existent access to opioids, 4% have
moderate access, and 7% have adequate access, while for the remaining
6% of countries insufficient data is available. In 2010 the INCB found
more than 100 countries had inadequate consumption of opioids.
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Figure 27
Morphine use worldwide

Figure 28
Morphine equivalent total
opioid use worldwide

What are the main barriers to palliative care development?

Key indicators of availability are the reports of opioid usage by country
that are published by the International Narcotics Control Board
(INCB)**. There is enormous variability in consumption per capita
around the world and many barriers to increasing the availability and
consumption of opioids for medical and scientific use. These barriers
include overly strict regulation, limitations on available forms of
medication particularly oral opioids, lack of supply and distribution
systems, limitations on who can prescribe, fear of law enforcement
intervention into medical use, and so forth (see Figures 27 & 28 for
country comparisons).
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Figure 29
Public health model for
palliative care development

What are the main barriers to palliative care development?

Implementation

Palliative care programme development has been very uneven
internationally (see Chapter 4 for mapping of existing services) and is
correlated with Human Development Index levels*®. Without policy
support for palliative care and funding mechanisms, growth is restricted
to whatever is achieved by pioneers making sacrifices to create hospice
and palliative care services in their communities.

Policy

Palliative care part of national health plan, policies, related
regulations

Funding/service delivery models support palliative care delivery
Essential medicines

(Policy makers, regulators, WHO, NGOs)

Medicine availability Education
Opioids, essential Media and
medicines public advocacy
Importation quota Curricula, courses —
Cost professionals, trainees
Prescribing Expert training
Distribution ‘ Family caregiver training
Dispensing and support

Administration (Media and pubilic,

(Pharmacists, drug healthcare providers and
regulators, law trainees, palliative care
enforcement agents) experts, family caregivers)

Implementation

Opinion leaders

Trainer manpower

Strategic and business plans —
resources, infrastructure
Standards, guidelines measures

(Community and clinical leaders,
administrators)

Sgjernsward et al. 2007%*. Used with permission.
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Psychological, social, cultural, and
financial barriers

The development of palliative care has been limited by additional human
factors. Both hospice and palliative care have come to be associated

with the end of life. Psychologically most people fear and avoid anything
relating to death. There is often a belief that even acknowledging the
possibility that one may die soon is harmful. There is no evidence to
support this belief and recent evidence points to the possibility that
palliative care may actually improve survival'®*’. However, efforts to
engage the public and policy makers on the need for palliative care have
met with limited success.

In many countries, informing patients of their diagnosis and prognosis
when life threatening is prohibited or strongly discouraged. Previously
this had been the case in most cultures, but views have been changing in
the past several decades to the point where there is now some acceptance
of the idea that patients themselves should be given the choice as to
whether to receive this information®-*.

Life-threatening illness can have a major impact financially. In many
countries effective medical treatment may only be available to those with
the financial resources to pay for care. In the United States of America at
least half of personal bankruptcies are due to medical bills. While hospice
and palliative care have been found to be cost effective in many studies,
these are mainly in developed countries.

Palliative care for tuberculosis: a new and

emerging issue

Palliative care for drug-resistant tuberculosis is a relatively new concept
for TB programmes. T'B is the second leading cause of death in adults
from an infectious disease worldwide after HIV. Mortality 1s one of the
major indicators of the burden of TB and the state of its control in the
world. In 2011, 1.4 million deaths were attributable to T'B including
430,000 with HIV (equivalent to about 20 deaths per 100,000 population
globally). There were an estimated 9.7 million children who were orphans

in 2009 as a result of losing at least one of their parents to T'B (including
HIV-associated T'B).

Figure 30 plots the TB mortality in 2010 as a crude rate per population
in the country. The statistics include individuals of all ages dying from
TB whether they were HIV-positive or not. The data were reported by
countries to WHO using information from death certificates collected
by national vital registration systems and through mortality surveys, or
were estimated in the absence of direct measurement. The map shows
the gradient in T'B mortality rates using different colours. The highest
rates are in southern Africa and are strongly associated with the high
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Figure 30

World map showing the global
mortality rates for tuberculosis
including HIV-positive for all
ages (per 100,000, 2010)

What are the main barriers to palliative care development?

HIV frequency in the population of these countries. However, rates are
high also in other areas where HIV prevalence is much lower, such as in
southern Asia. The high-income countries are characterised by very low
levels of TB mortality.

The WHO Global TB Program has a target to reduce the global TB
mortality rate by 2015 to one-half of what it was in 1990. Between 1990
and 2010, TB mortality rates fell by just over a third and the 2015 target
is expected to be achieved both at the global level as well as in all regions
of the world except the African Region. These positive developments
nonetheless mask the harsh reality that most of the 4,000 or so TB deaths
which occur each day in the world are preventable.

Without adequate treatment, TB death rates are expected to be high. In
studies of the natural history of the disease among sputum smear-positive
and HIV-negative cases of pulmonary TB, around 70% died within 10
years. So the early diagnosis of TB and HIV and the rapid institution of
treatment are important. For patients with TB/HIV the risk of dying is
higher, especially if access to anti-retroviral treatment is low. Patients with
multi-drug-resistant TB (MDR-TB) have a higher risk of dying even in
countries where treatment is available. Reports of cases with both HIV
and extensively multi-drug-resistant tuberculosis (XDR-TB) have been
characterised by a very high mortality. TB disease can damage the lungs
and other organs irreversibly and death may ensue from complications
such as respiratory failure or haemoptysis as late sequelae of disease,
even if the initial outcome of treatment is favourable. Palliative care and
symptomatic relief in patients with severely compromised lung function
are important considerations in the care of TB patients.

*
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What are the main barriers to palliative care development?
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Summary and conclusions

Palliative care is still relatively new to national health systems,
particularly in low and middle-income countries. A public health
approach 1s needed to foster the development of palliative care services
and to overcome existing barriers to palliative care development.

Significant barriers exist in the lack of clear policies establishing palliative

care, lack of educational programmes to teach palliative care, lack

of essential medications needed to deliver palliative care, and lack of
organised programmes to deliver palliative care. All these barriers can
be overcome. Existing resources are available that can be adapted to
individual countries to fill these gaps. What is needed is the will to do
so and to recognise that lack of palliative care is a problem that leads to

unnecessary suffering for the people who are among the most vulnerable

in a society.
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What is the response to address the
needs and barriers to good quality
palliative care?

Responding to the enormous unmet need for palliative care has been
very challenging. In the 47 years since the opening of St. Christopher’s
Hospice in the United Kingdom there has been a slow but steady growth
in programmes that serve the needs of those with life-threatening illness.
There are now approximately 16,000 hospice or palliative care service
units worldwide. Parallel to the development of services, we have seen

in Chapter 3 the need for access to palliative care education, and at the
same time access to essential palliative care medications.

Mapping palliative care development

One of the ways to monitor the growth of palliative care worldwide has
been the development of a system of mapping palliative care development
on a country-by-country basis. This work was first published in 2008

by Wright, Lynch, & Clark*’. This report measured palliative care
development in all countries of the world and classified them according to
levels of palliative care development using a four-part typology depicting
levels of hospice-palliative care development across the globe: no known
hospice-palliative care activity (group 1 countries); capacity building
activity (group 2 countries); localised hospice-palliative care provision
(group 3 countries); and countries where hospice-palliative care services
were reaching a measure of integration with the mainstream healthcare
system (group 4 countries).

At the same time it was clear that the rankings might benefit from
refinement and the method of categorisation could also be made more
robust. In order to update the original findings and also address the
definitional and methodological concerns, the 2006 mapping exercise was
repeated in 2011, with some new criteria. Within the typology changes
have been made to the criteria for level of palliative care development

in groups 3 and 4 and these have been sub-divided to produce two
additional levels of categorisation (groups 3a and 3b/4a and 4b). This
new report has been recently published* and the main findings are
reported in this chapter. (See Appendix 2 for more detail on the methods,
limitations, and discussion of results.)

Mapping of paediatric palliative care

In addition to the mapping of palliative care generally around the

world we also include in this chapter a report on the levels of paediatric
palliative care development worldwide. Paediatric palliative care
development has run parallel to adult palliative care but at a much lesser
rate. Figure 38 reports on levels of paediatric palliative care development
using the original four-level schema used in 2006, but it also provides
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Figure 31

Countries with no known
hospice-palliative care
activity (Level 1)
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What is th p to add th d d barriers to good quality
palliative care?

a measure of the progress that still needs to be made and the unique
challenges to bringing palliative care to children worldwide.

Number of palliative care providers

In the course of mapping palliative care development by country we
have collected data on the approximate number of services providing
hospice or palliative care in each country. This data is reported in Figure
39. Having an estimate of the number of services also allowed us to do

a preliminary estimate of the number of people receiving palliative care
from services that self-identify as providing palliative care (see Figure 40).

Use of opioids for pain relief

An additional way of monitoring the availability of palliative care is
based on the use of morphine and other opioids for pain relief. Data
published by the International Narcotics Control Board (INCB) reports
the amount of opioid use annually. This data has been aggregated by
country by the Pain and Policy Studies Group, a WHO collaborating
centre based at the University of Wisconsin (USA). In Chapter 3 we
reported on morphine and opioid usage as an indicator of palliative

care development (see Figures 29 & 30). This same measure has been
approved by WHO as a country level indicator for progress on treatment
of non-communicable disease.

Mapping levels of palliative care development: a
global update

WPCA categorisation of palliative care development 2011,
N =234

Group 1 countries:

No known hospice-palliative care activity: Although we have been unable
to identify any palliative care activity in this group of countries, we
acknowledge there may be instances where, despite our best efforts,
current work has been unrecognised.

o
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Figure 32
Countries with capacity
building activity (Level 2)

What is the response to address the needs and barriers to good quality
palliative care?

Group 1 Afghanistan, American Samoa, Andorra, Anguilla, Antigua and
No known Barbuda, Aruba, Benin, Bhutan, Burkina Faso, Burundi, Cape Verdi,
activity Central African Republic, Chad, Comoros, Cook Islands, Djibouti,

N =75 (32%) Equatorial Guinea, Eritrea, Falkland Islands, Faroe Islands, French
Guiana, French Polynesia, Gabon, Greenland, Grenada, Guam,
Guinea, Guinea-Bissau, Kiribati, Korea (DPR), Laos, Liberia, Libya,
Liechtenstein, Maldives, Marshall Islands, Martinique, Mauritania,
Mayotte, Micronesia, Monaco, Montserrat, Nauru, Netherlands
Antilles, New Caledonia, Niger, Norfolk Island, Northern Mariana
Islands, Palau, Pitcairn, Saint Helena, Saint Kits and Nevis, Saint
Pierre and Miquelon, Saint Vincent and the Grenadines, Samoa, San
Marino, Sao Tome and Principe, Senegal, Solomon Islands, Somalia,
Svalbard, Syria, Timor-Leste, Togo, Tokelau, Tonga, Turkmenistan,
Turks and Caicos Islands, Tuvalu, US Virgin Islands, UZBEKISTAN
(- from category 2), Vanuatu, Wallis and Fortuna, Western Sahara,
Yemen.

Group 2 countries:

Capacity building actiity: In this group of countries, there is evidence of
wide-ranging initiatives designed to create the organisational, workforce
and policy capacity for hospice-palliative care services to develop, though
no service has yet been established. The developmental activities include:
attendance at, or organisation of, key conferences; personnel undertaking
external training in palliative care; lobbying of policy-makers and
ministries of health; and incipient service development.

Group 2 ALAND ISLANDS (- from category 3), Algeria, AZERBAIJAN (- from
Capacity category 3), Bolivia, British Virgin Islands, Democratic Republic
building of Congo, Dominica, Fiji, Haiti, Holy See (Vatican), HONDURAS

N =23 (10%) (- from category 3), Madagascar, Mauritius, MONTENEGRO (+
from category 1), Nicaragua, Oman, Palestinian Authority, Papua
New Guinea, Qatar, Reunion, Seychelles, Suriname, Tajikistan, The
Bahamas.

Level of Palliative care Development (PGD)
ape Level 2: Capadity Building
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7 Not applicable
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Group 3 countries:

3a) Isolated palliative care provision. This group of countries is characterised
by: the development of palliative care activism that is patchy in scope
and not well supported; sourcing of funding that is often heavily donor-
dependent; limited availability of morphine; and a small number of
hospice-palliative care services that are often home-based in nature and
relatively limited to the size of the population.

3b) Generalised palliative care provision. This group of countries is
characterised by: the development of palliative care activism in a
number of locations with the growth of local support in those areas;
multiple sources of funding; the availability of morphine; a number of
hospice-palliative care services from a community of providers that are
independent of the healthcare system; and the provision of some training
and education initiatives by the hospice organisations.

Group 3a ANGOLA (+ from category 1), Armenia, BAHRAIN (+ from category

Isolated 2), Bangladesh, Barbados, BELIZE (+ from category 2), Bermuda,
provision Botswana, Brazil, BRUNEI (+ from category 2), Bulgaria, Cambodia,
N =74 Cameroon, Cayman Islands, Colombia, Congo, Cuba, Dominican
(31.6%) Republic, Ecuador, Egypt, El Salvador, Estonia, ETHIOPIA

(+ from category 2), GHANA (+ from category 2), Gibraltar, Greece,
Guadeloupe, Guatemala, Guernsey, Guyana, Indonesia, IRAN

(+ from category 2), Iraq, Isle of Man, Jamaica, Jersey, Kazakhstan,
Korea (South), KUWAIT (+ from category 2), Kyrgyzstan, Latvia,
LEBANON (+ from category 2), LESOTHO (+ from category 2),
Macedonia, MALI (+ from category 1), Mexico, Moldova, Morocco,
MOZAMBIQUE (+ from category 2), Myanmar, NAMIBIA (+ from
category 2), Nigeria, NIUE (+ from category 1), Pakistan, Panama,
PARAGUAY (+ from category 2), Peru, Philippines, Reunion, Russia,
RWANDA (+ from category 2), SAINT LUCIA (+ from category 2),
Saudi Arabia, Sierra Leone, Sri Lanka, SUDAN (+ from category 2),
The Gambia, Thailand, Trinidad and Tobago, Tunisia, Ukraine, United
Arab Emirates, Venezuela, Vietnam.

Group 3b Albania, ARGENTINA (- from category 4), Belarus, Bosnia and
Generalised Herzegovina, COTE D’IVORIE (+ from category 2), Croatia, Cyprus,
provision Czech Republic, Georgia, India, Jordan, Lithuania, Malta, Nepal,

N =17 (7.3%) Portugal, Swaziland, TURKEY (+ from category 2).
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Figure 33

Countries with isolated
provision of palliative care
(Level 3a)

Figure 34
Countries with generalised
provision of palliative care

What is the response to address the needs and barriers to good quality

palliative care?
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Group 4 countries:

4a) Countries where hospice-palliative care services are at a stage of preliminary
integration into mainstream service provision. This group of countries is
characterised by: the development of a critical mass of palliative care
activism in a number of locations; a variety of palliative care providers
and types of services; awareness of palliative care on the part of health
professionals and local communities; the availability of morphine and
some other strong pain-relieving medicines; limited impact of palliative
care upon policy; the provision of a substantial number of training and
education initiatives by a range of organisations; and interest in the
concept of a national palliative care association.

4b) Countries where hospice-palliative care services are at a stage of advanced
integration into mainstream service provision. This group of countries is
characterised by: the development of a critical mass of palliative care
activism in a wide range of locations; comprehensive provision of all
types of palliative care by multiple service providers; broad awareness
of palliative care on the part of health professionals, local communities
and society in general; unrestricted availability of morphine and all other
strong pain-relieving medicines; substantial impact of palliative care
upon policy, in particular upon public health policy; the development of
recognised education centres; academic links forged with universities;
and the existence of a national palliative care association.

Global hospice-palliative care development was categorised using

the revised typology, country by country, throughout the world; this
development is depicted in a series of world and regional maps. The
maps presented here make use of the United Nations list of 234 ‘countries
or areas’, which are grouped into 21 regions (such as Central America)
and then allocated to six ‘major areas’ designated as ‘continents’ (Africa,
North America, Latin America and the Caribbean, and Oceania). The
current number of providers of specialist palliative care services was
obtained from the Help the Hospices Service Database. The number of
hospice-palliative care services was drawn from country reviews, hospice
directories, and the opinion of ‘key persons’ in the field of palliative care;
they not only give an indication of activity but, when shown as a ratio

of services to population, provide another measure of palliative care
development.
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Figure 35

Countries with preliminary
health system integration
(Level 4a)

Figure 36
Countries with advanced
health system integration
(Level 4b)

What is the response to address the needs and barriers to good quality
palliative care?

Group 4a Chile, CHINA (+ from category 3), Costa Rica, Denmark, Finland,
Preliminary | Hungary, Israel, Kenya, LUXEMBOURG (+ from category 3),
integration MACAU (+ from category 3), MALAWI (+ from category 3), Malaysia,
N =25 Mongolia, Netherlands, New Zealand, PUERTO RICO
(10.7%) (+ from category 2), SERBIA (+ from category 3), SLOVAKIA

(+ from category 3), Slovenia, South Africa, Spain, TANZANIA

(+ from category 3), URUGUAY (+ from category 3), ZAMBIA

(+ from category 3), ZIMBABWE (+ from category 3).

Group 4b Australia, Austria, Belgium, Canada, France, Germany, Hong Kong,
Advanced Iceland, Ireland, Italy, Japan, Norway, Poland, Romania, Singapore,
integration Sweden, Switzerland, Uganda, United Kingdom, United States of

N =20 (8.6%) | America.
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What is the response to address the needs and barriers to good quality
palliative care?

Summary and conclusions

It has been demonstrated that it is possible to map and measure levels
of palliative care development, country by country, throughout the
world, in order to facilitate cross-national comparative analysis and
stimulate advocacy, policy making and service development. In order
to provide a more refined view of existing levels of palliative care
development, the previous mapping exercise from 2006 was updated;
new data were collected and the typology amended. Limitations to
the project included: an absence of data for some countries; problems
in the counting and categorisation of services; self-reporting by ‘key
persons’ may have been subject to bias or inaccuracy; and respondents
experienced difficulty in choosing between the newly divided categories.

In 2011, 136 of the world’s 234 countries (58%) had one or more hospice-
palliative care services established — an increase of 21 countries (+9%b)
from the previous project (2006). A regional analysis of palliative care
development between 2006 and 2011 indicates that the most significant
gains have been made in Africa, although the impact that the withdrawal
of support by The Diana, Princess of Wales Memorial Fund from the
region in 2012 will have on the continued development of palliative

care 1s as yet unknown. A significant number of countries still have no
hospice-palliative care provision and global development may best be
described as ‘patchy’. Although there are indications of palliative care
interest on the part of national governments and policy makers, advanced
integration of palliative care with wider health services has been achieved
in only 20 countries globally (8%). Despite increasing calls for palliative
care to be recognised as a human right, there remains much to be

done before palliative care is accessible to the worldwide community.

This project has built on the original work of the International
Observatory on End of life Care (IOELC), which was pioneered by
Professor David Clark and Dr. Michael Wright. It is hoped that the
results of this project will serve to stimulate further discussion about

the use of the typology for raising awareness of the need for integrating
palliative care into existing healthcare systems. The increased interest in
access to palliative care as a human right provides further justification
for examining the relationship between palliative care services and
their accessibility to the populations of individual countries.
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Figure 37
Levels of palliative care
development — all countries

What is the response to address the needs and barriers to good quality
palliative care?
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Paediatric palliative care development

A separate study on paediatric palliative care development was recently
done that parallels the mapping of adult palliative care*. The provision
of care to children with life-limiting illnesses differs in some important
ways from adult palliative care. Children are more resilient and are

not ‘little adults’. Prognostication is more uncertain and treatment
approaches are often more aggressive. Like adult palliative care the
provision of palliative care to children is currently limited to high-
resource countries as shown in figure 12.

Around the world children are suffering from illnesses that range from
HIV to cancer. It has been estimated that each year seven million
children could benefit from paediatric palliative care. Governments,
private businesses, charitable foundations, non-governmental
organisations, hospices, and palliative care programmes provide
resources to some of these children and their families. The modern day
hospice-palliative care movement was born in England in the 1960s when
the first hospice, St. Christopher’s, opened in London. Since that time,
paediatric palliative care has been recognised as a distinct specialty.
Guidelines, definitions, and the scope of paediatric palliative care

have been published over the last two decades by several national and
international organisations. Other factors have also advanced the modern
hospice-palliative care movement for children. Advocates, professional
conferences, training modules for nurses and physicians, and the Internet
are just a few mechanisms that have helped to increase the provision of
paediatric palliative care.
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Figure 38

Levels of paediatric palliative
care development —

all countries

What is the response to address the needs and barriers to good quality
palliative care?

There is no central repository to track this progress, yet there is a need

to understand where countries are in the evolution of service provision.
Provision is an ever-changing concept. Grassroots efforts are often
credited with spreading the word, training workers, and explaining

the importance to stakeholders. Following the initiation of such efforts,
provision usually begins on a local level and then with time, monetary,
and other resources, local provision is sustained. Once local programmes
have become established, additional programmes may emerge in the
same location or spread to other areas. Ultimately, paediatric palliative
care should be accessible to all children regardless of where they live.
However, information on the level of provision does not currently exist.
This information will help decision makers to determine where additional
resources are needed, to advance countries from high levels of capacity
building activities to actual provision, or to identify where basic resources
are needed to begin capacity building activities.

Recent research from UNICEF and the International Children’s
Palliative Care Network has begun to establish a methodology for
determining the need for children’s palliative care. This methodology
has been tested in three African countries (available at: www.icpcn.org/
wp-content/uploads/2013/11/Assessment-of-the-Need-for-Palliative-
Care-for-Children.-Three-Country-Report-South-Africa-Kenya-and-
Zimbabawe.pdf)
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Supplemental Table II. Countries by Level

# % Countries

Level 1 126 | 65.63% @ Afghanistan, Algeria, Andorra, Angola, Antigua and Barbuda, Azerbaijan, Bahamas,
Bahrain, Barbados, Belize, Benin, Bhutan, Bolivia, Brunei Darussalam, Burkina
Faso, Burundi, Cambodia, Cameroon, Cape Verde, Central African Republic, Chad,
Comoros, Congo, Cote D’lvoire, Croatia, Cuba, Democratic People’s Republic of Korea,
Democratic Republic of the Congo, Djibouti, Dominica, Dominican Republic, Ecuador, El
Salvador, Equatorial Guinea, Guatemala, Guinea, Guinea Bissau, Guyana, Honduras,
Iceland, Indonesia, Jamaica, Kazakhstan, Kiribati, Kuwait, Kyrgyzstan, Lao People’s
Democratic Republic, Lebanon, Lesotho, Liberia, Libyan Arab Jamabhiriya, Liechtenstein,
Luxembourg, Madagascar, Maldives, Mali, Malta, Marshall Islands, Mauritania, Mauritius,
Federated States of Micronesia, Monaco, Mongolia, Montenegro, Morocco, Mozambique,
Myanmar, Namibia, Nauru, Nepal, Nicaragua, Niger, Oman, Pakistan, Palau, Panama,
Papua New Guinea, Paraguay, Peru, Portugal, Qatar, Republic of Korea, Republic of
Moldova, Rwanda, Saint Kitts and Nevis, Saint Lucia, Saint Vincent and the Grenadines,
Samoa, San Marino, Sao Tome and Principe, Senegal, Serbia, Seychelles, Sierra Leone,
Solomon Islands, Somalia, Sri Lanka, Sudan, Suriname, Syrian Arab Republic Tajikistan,
The Former Yugoslav Republic of Macedonia, Timor-Leste, Togo, Tonga, Trinidad and
Tobago, Tunisia, Turkmenistan, Tuvalu, United Arab Emirates, Uruguay, Uzbekistan,
Vanuatu, Bolivarian Republic of Venezuela, Viet Nam, Yemen, and Zambia

Level 1 126 A 65.63% | Albania, Armenia, Austria, Bosnia and Herzegovina, Botswana, Brazil, Bulgaria, Chile,
China, Columbia, Cyprus, Denmark, Egypt, Finland, Georgia, Haiti, India, Islamic
Republic of Iran, Iraq, Japan, Jordan, Kenya, Lithuania, Malawi, Malaysia, Mexico,
Nigeria, Norway, Russian Federation, Singapore, Slovakia, Slovenia, Swaziland, Sweden,
Turkey, and United Republic of Tanzania

Level 3 19 © 9.90%  Argentina, Belarus, Costa Rica, Czech Republic, France, Greece, Hungary, Ireland,
Latvia, Netherlands, Philippines, Romania, Saudi Arabia, Spain, Switzerland, Thailand,
Uganda, Ukraine, and Zimbabwe.

Level 4 1" 5.73% | Australia, Belgium, Canada, Germany, Israel, Italy, New Zealand, Poland, South Africa,
United Kingdom, and United States of America
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Palliative care services in relation to population

We asked palliative care leaders in as many countries as we could to tell
us how many identified palliative care services existed nationally and
also used our international directories to count the number of providers.
The result was that approximately 16,000 service units were identified
worldwide. Another way of looking at the availability of palliative care is
to examine the relationship between the number of providers and service
delivery units to the population in a country. The range of providers

to population varies enormously. Globally it ranges from 1: 1000

(in Niue, an island country in the South Pacific Ocean) to 1: 90 million
(in Pakistan) (see Figure 39).

Ratio of palliative care services to population

Services; Ratio Highest @ Services; Ratio

Lowest n= 1:000s n= 1:000s

Group 3a | Niue 1 1 Pakistan 2 90 404
Group 3b | Lithuania 65 51 Turkey 14 5344
Group 4a | Netherlands 295 56 China 159 8511
Group 4b | Austria 247 34 Uganda 34 962

Numbers of patients receiving palliative care

The number of patients receiving specialised palliative care worldwide 1s
unknown. The only reliable registry of palliative care patients receiving
hospice care 1s in the United States where numbers of patients enrolled

in the Medicare Hospice Benefit are tracked. In addition the National
Hospice and Palliative Care Organization collects data on the number of
hospice patients not receiving Medicare benefits®. Using NHPCO data
and the number of known palliative care teams by country, we estimate
the numbers of patients that die while receiving palliative care services

1s in the region of three million patients, or about 14% of those needing
palliative care at the end of life worldwide (Figure 40).
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Figure 39
Services/providers to
base population

(per 1M population)

Figure 40
Estimated number of patients
receiving palliative care

What is the response to address the needs and barriers to good quality
palliative care?

Estimated number of patients who received paliiative cane
-0-270
o 271 -1,380
13818778
= BT7E - 1,224 840
@ Not applicable
o Data not available RO e e
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What are the existing models of
palliative care development in
different resource settings?

“Go around and see what is being done and then see how
your own circumstances can produce another version;
there 1s need for diversity in this field.”

Dame Cicely Saunders, Founder
St. Christopher’s Hospice

In this chapter we will highlight some examples of how hospice and
palliative care services are delivered throughout all regions of the

world. We are holding up some of the model programmes that have
developed in different cultural contexts, often with close community
involvement. There are two examples of programmes (Kerala, India

and Arusha, Tanzania) that make effective use of volunteer community
health workers; a beacon for palliative care training and advocacy
(Brasov, Romania); a programme that has achieved the highest level of
penetration in the population needing palliative care (Florida, US); a
programme that has introduced palliative care into the government-run
health system (Vietnam); a programme that has introduced palliative
care into acute facilities (Argentina); and a quality hospice programme

in the United Kingdom. There are many more excellent programmes
that could have been included here were space available. Together these
programmes are examples of where hospice and palliative care has found
a way to be successful in diverse settings and often with limited resources.

WWWWHO.INT

WWW.ITHEWPCA.ORG 47


http://WWW.THEWPCA.ORG

What are the existing models of palliative care development in different
resource settings?

Description of the model

Neighbourhood Network in Palliative Care (NNPC), a community-
owned programme in Kerala (India), is a project evolved out of a series of
needs-based experiments in the community. In this programme, initiated
in the year 2000, volunteers from the local community are trained to
identify problems of the chronically ill in their area and to intervene
effectively, with active support from a network of trained professionals.
Essentially, NNPC aims to empower local communities to look after

the chronically ill and dying patients in the community. It is inspired

by the concept of primary healthcare described by the World Health
Organization in the Declaration of Alma-Ata: “Primary healthcare is
essential healthcare based on appropriate and acceptable methods and
technology made universally accessible to individuals and families in the
community through their full participation and at a cost the country and
the community can afford, to maintain the spirit of self-reliance.” Within
10 years, the initiative has grown into a vast network of more than 500
community-owned palliative care programmes looking after more than
15,000 patients at any one time. It has a workforce of over 15,000 trained
community volunteers, 50 palliative care physicians, and 100 palliative
care nurses.

Home care patient
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What are the existing models of palliative care development in different
resource settings?

Level of support from the existing health system

The challenge before palliative care workers in the developing world is
to evolve a culturally and socio-economically appropriate and acceptable
system for long-term care and palliative care, accessible to most of

those who need it. This can be possible only if the service is part of a
community-based primary healthcare system using local manpower and
other resources. Many authors have highlighted the role of community
participation in placing palliative care within this holistic context.

Innovations to highlight

All the palliative care units in the network have outpatient services led
by palliative care physicians. The doctor-nurse teams that manage these
outpatient clinics are employed by the local community volunteer groups.
The number of outpatient clinic days per week varies from unit to unit.
Patients registered at one unit can also attend an outpatient clinic run
by another unit. Community volunteers visit most patients at home.

In addition, all the units offer regular nurse-led home care services,
supplemented by home visits by doctors. Services offered by outpatient
clinics and professional home care units include medical consultations,
medicines, procedures like tapping of ascetic fluids, and wound care.
Neighbourhood network groups also offer emotional support to patients,
food for the needy patients and family, educational support to their
children, transport to hospital when required, and social rehabilitation
programmes in addition to the medical and nursing services.

Sustainability

The NNPC is a highly sustainable model due to direct ownership by the
community. In addition, the local and state governments, which values
NNPC’s services to the communities, provided $3.6 million in parallel
support.

Group meeting
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What are the existing models of palliative care development in different

resource settings?

Description of the model

Continuum of Care for People Living with HIV/AIDS in Tanzania
(CHAT) is a project which started in 2006 with the aim of adding
palliative care capacity to home-based care programmes throughout

the Lutheran healthcare system in Tanzania. The overall goal was to
significantly enhance the continuum of care for Tanzanian people living
with HIV/AIDS and their families, including orphans and vulnerable
children (OVC), by scaling up palliative care capacity and linking

with existing Lutheran hospitals and church congregations throughout
Tanzania.

CHAT was a USAID-funded project and the Foundation for Hospices in
Sub-Saharan Africa (FHSSA) was the lead agency that provided project
oversight, technical assistance, coordination and administration. The
implementing agency in Tanzania is the Evangelical Lutheran Church
of Tanzania (ELCT), with its headquarters in Arusha. ELCT already
operated a model palliative care programme at Selian Lutheran Hospital
and Hospice and this was extended to 13 other hospital sites and their
surrounding communities.
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What are the existing models of palliative care development in different

resource settings?

Level of support from the existing health system

Opver the last century, ELCT has grown to be one of the major health
service providers in Tanzania, with nearly 15% of the national population
receiving health services from ELCT facilities. About 14,000 palliative
care clients and 13,500 most vulnerable children were supported during
the project life. Some of these activities will be taken over by the existing
HIV support programmes both from NGOs and the government.

Innovations to highlight

Day care where palliative care clients not only received care near their
homes, but also their spouses and children received free voluntary
counseling and testing services at the same time. In a country where the
use of morphine for management of palliative care and severe pain has
been extremely low, our programme, in collaboration with other major
stakeholders, made morphine available at 12 out of our 13 project sites.

Sustainability

Many of the full-time staff for the project were also permanent employees
of the hospital, and hence they will continue doing palliative care

work. All 13 project sites were linked with a US-based hospice partner

by FHSSA’s twinning programme. As part of sustainability, these US
partners will continue supporting their respective ELC'T partners to
further improve their palliative care activities. Prior to the conclusion

of USAID funding, the ELCT palliative care programme was able

to secure some other donors to further their palliative care agenda.
These included the Evangelical Lutheran Church in America, and
AFRICARE. The Lutheran church network will continue supporting
the psychosocial aspects of the OVC and palliative care clients’ needs by
using locally raised funds, gifts in kind and various other locally available
support mechanisms.
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What are the existing models of palliative care development in different

resource settings?

Description of the model

Hospice Casa Sperantei is a Romanian charity founded in 1992 in
Brasov, in partnership with a British hospice based in Dartford, Kent.
Its mission is to introduce and support the development of hospice and
palliative care for patients with incurable diseases in advanced and
terminal stages in Romania. Services started in 1992 in the city of
Brasov as home-based palliative care for adults and extended in 1996
with paediatric palliative care in the children’s homes. In 2002 the first
Romanian purpose-built teaching hospice was opened in Brasov, hosting
a 13-bedded adults inpatient unit and a six-bedded unit for children, as
well as day centres and outpatient clinics for adults and children with
cancer and other life-limiting conditions.

The organisation has been actively involved since 1997 in the education
of professionals interested in setting up new palliative care services (over
12,000 doctors, nurses, social workers, psychologists, therapists, clerics
and carers), as well as over 500 volunteers. Hospice Casa Sperantei is
actively involved in introducing palliative care in the undergraduate
training of medical and nursing students (University of Brasov) and since
2010 a two-year masters degree in palliative care is available at the same
university.

Hospice Casa Sperantei has made a major contribution towards raising
awareness about the need for palliative care in Romania, in improving
the legal framework to allow better access of patients to pain control
medication, in the recognition of palliative care as a medical competence,
and developing minimum standards for palliative care services. It has
also contributed to setting up some of the funding mechanisms for

hospices and palliative care services.
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What are the existing models of palliative care development in different
resource settings?

Level of support from the existing health system

In 2010, the healthcare system reimbursed part of the medical costs for
admissions in the inpatient units and of the outpatient consultations.
Home-based palliative care services provided to over 1,400 patients in
2010 were not covered, due to the scarce financial allocations. The social
component of the palliative care services (day centres) are subsidised by
funding from the Ministry of Labour and Social Protection and the local
authority.

Innovations to highlight

Hospice Casa Sperantei is a resource centre for palliative care
development in eastern Europe, providing theoretical and clinical
palliative care courses for countries in the Balkan region and
Commonwealth of Independent States (CIS) countries. It provides a
complex of free-of-charge palliative care services in the Brasov county
(Brasov, Fagaras and Zarnesti areas) and in Bucharest, in various settings,
for adult patients with cancer and children with various life-threatening
diseases covering over 1,700 patients every year. The model developed
over the past 19 years in Brasov provides an integrated approach, where
patients admitted in the programme can choose and receive care either
at home, or in the hospice (inpatient admissions, outpatient consultations,
day centre attendances), adapted to the stage of the disease. The model
has been replicated by several other hospices and palliative care services
throughout Romania.

Sustainability

Our clinical services are partly supported by the health insurance system
(21%). The steady development of the services and education programmes
were possible due to the constant support of the charity Hospices of
Hope (United Kingdom), through international grants from USAID,

the EU, PHARE (Poland and Hungary: Assistance with restructuring
their economies programme), SOROS, Open Society Institute New
Y