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I am delighted to contribute to this initiative of the Technical Advisory
Group of the WHO initiative for Palliative Care, which is a comprehensive
approach and a practical tool for designing, implementing, and evaluating
Palliative Care Programs and Services with a Public Health perspective.We
are all facing the challenge of an enormous increase of prevalence, mortali-
ty, and complexity of people with advanced chronic conditions. This causes
suffering in patients and their families, and impact in the organization and
costs of the Health Care System.

Universal access to high quality Palliative Care is one of the main elements
of human rights, and should be part of the mainstream of any Health Care
System, available to all types of patients with advanced chronic conditions
and limited life prognosis, timely in their evolution based in needs, respond-
ing to all dimensions, provided by all professionals, and in all settings of care.

In Catalonia, Palliative Care is considered as one of the best elements of
our Health Care System since 1990, as a WHO Demonstration Project. A
comprehensive network of palliative care services has been designed and
developed since, which has achieved high coverage, effectiveness, efficiency,
and high satisfaction of patients and families. Moreover, the experience has
been regularly evaluated and internationally recognized as a model of Pub-
lic Health Palliative Care Program.

The palliative approach has been recently expanded to people with all
chronic conditions in all settings within the Chronic Care Program at the De-
partment of Health, with emphasis in the community. The Program has been
improved by the model of psychosocial and spiritual care through “la Caixa”
Foundation Program, and the community and society are involved in the
Program of compassive communities that started in the city of Vic last year.

We are proud of this experience and strongly committed to share this
approach with other governments and institutions around the world to con-
tribute to relieve suffering of people in need in all countries, with respect for
their culture and values, and inserted in their Health Care Systems.

The WHO Collaborating Centre for Palliative Care Programmes at the
Catalan Institute of Oncology and the Chair of Palliative Care at the Uni-
versity of Vic are good examples and ambassadors of our experience.

This Manual, Building Integrated Palliative Care Programs and Services
is a good example of this commitment of improving the dignity of care at
the end of life.

The Honorable Mr. Antoni Comin i Oliveres
Minister of Health
Government of Catalonia
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In 2014 all members of the World Health Assembly (WHA) approved a
resolution on “strengthening of palliative care as a component of compre-
hensive care throughout the life course” Uganda was one of the endorsers
of this resolution and has made unique contributions to the global palliative
care movement. This book is one of the important outcomes of this resolu-
tion in that it is designed specifically to assist governments and providers to
build and strengthen palliative care in individual countries.

Building integrated palliative care uses the WHO public health model to
ensure that policies are in place, essential medicines are available, and that
comprehensive education on palliative care is delivered. All this is necessary
so that palliative care services can be designed and embedded into existing
health care systems and that specialist services are available for the sickest
patients in our health care systems.

Readers of this manual will find specific guidance on how to assess need
for palliative care, how to design and evaluate services in all settings, how to
establish education and training programs, how to improve access to essen-
tial medicines for palliative care, how to design systems for financing pal-
liative care, and what legislation, regulations, and policies are needed. Also
included is a section on clinical palliative care that explains how to assess
and identify palliative care needs, how to manage pain and other common
symptoms, how to provide psychosocial and spiritual care, and how to ad-
dress common clinical ethical issues.

This manual was designed and developed by members of WHO’s Ad
Hoc Technical Advisory Panel on Palliative Care that served as a resource
to WHO in implementation of the palliative care resolution. Ministries of
Health and those interested in palliative care development in their coun-
tries will find this an invaluable resource to ensure that all their citizens
receive the services and dignity they need when faced with an advanced
chronic and life limiting condition.

The Honorable Dr Jane Ruth Aceng
Minister of Health
Republic of Uganda



The philosophy and practice of palliative care has evolved much over
the last few decades. Increasing expectancy of life and global transition of
diseases have made palliative care more relevant today than ever.

World Health Assembly in 2014 had resolved to make ‘mainstreaming’
of palliative care a priority for health care systems. Kerala is proud to have
initiated this process much before the World Health Organization initiative.
The Government of Kerala declared a Palliative Care policy in 2008 incor-
porating community based palliative care in primary health care and has
been actively involved in implementing it since then. As a result of these
efforts, Kerala, with a population 3% of the national population accounts for
more than 90% palliative home care services in the country. We have also
been able to move towards a holistic approach with massive involvement
of local community in the care of the incurably ill, chronically bedridden,
elderly and dying people in the region. I am also happy to note that the
two World Health Organization Collaborating Centers in the area of Palli-
ative Care in low and middle income countries out of the of the six existing
globally, are in Kerala. Kerala could show what a public health approach in
palliative care can achieve.

This manual developed by an international team of experts offering
guidance on development and establishment of all aspects of palliative care
services can serve as a useful resource to policy makers all over the world.
The additional section on clinical palliative care makes the book useful to
clinical practitioners also. I am sure that the knowledge and information
compiled will be widely disseminated and used for the benefit of millions of
people all over the world.

Smt. K. K. Shailaja Teacher
Minister for Health and Social Justice
Government of Kerala, India
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THE TECHNICAL ADVISORY GROUP (TAG)
SUPPORTING THE WHO PALLIATIVE CARE
INITIATIVE

Xavier Gbmez-Batiste, Stephen Connor, Emanuel Luyirika,
Suresh Kumar, Eric Krakauer, Sara Ela and Kathy Foley
on Behalf of the TAG

SUMMARY

An ad hoc technical advisory group (TAG) for palliative care was formed
and is working with the WHO staff on plans for implementation with the
mission to provide advice to WHO Secretariat for the implementation of the
resolution on Strengthening of palliative care as a component of comprehensive
care throughout the life course, adopted by the World Health Assembly, in May
2014 (WHA 67.19), the functions of identification of priority issues to be
addressed for the implementation of the WHA Resolution, the definition of
strategic directions and work plan including activities to be implemented in
the main areas defined by the WHA Resolution, such as technical guidelines,
monitoring and evaluation, capacity strengthening, global partnerships, the
tool development including indicators for the monitoring and evaluation of
quality palliative care programs and training tools and to knowledge sharing
and analysis of palliative care models. The expected outputs include policy
brief on strengthening of health palliative care services, throughout the life
course and across disease groups, technical guidelines and monitoring tools
for the strengthening and evaluation of palliative care programs, online training
tools and educational programs for health care providers, including home care
providers, dissemination of updated information on models of palliative care
and identification of research priority issues. The TAG met in Barcelona in
December 2015 to debate and define the conceptual framework and to elabo-
rate the proposals.

AIMS OF THIS CHAPTER

To describe the background, principles, aims, and strategic plans
proposed by the Technical Advisory Group (TAG) of the WHO initiati-
ve for Palliative Care between November 2014 and April 2015.

21



BACKGROUND

PALLIATIVE CARE AT THEWHO

The WHO has developed several initiatives on Palliative Care in different
HQ clusters, regions, and country offices. The World Health Organization has a
long history of contributions to the development of palliative care globally;
initially the focal point for palliative care at WHO was the staff member respon-
sible for cancer in the non-communicable disease cluster. Initially this was Dr
Jan Stjernsward. The first publication from WHO on this topic was a booklet
called Cancer Pain Relief (1986)*. This publication laid out the basic principles
of palliative pain management that had been developed in the hospice movement
and because it was a WHO publication had great influence in changing the way
cancer pain management was taught and practiced. The book also introduced
the WHO three-step analgesic ladders as a model for guiding prescribing prac-
tices based on the level of pain the patient was experiencing.

This publication was updated and released in 1996 under the title Cancer
Pain Relief: 2nd Edition with a Guide to Opioid Availability*. Before this the WHO
published National cancer control programs: policies and managerial guidelines,
a handbook’® to help give direction to the creation of national cancer control
plans that should include a palliative care component.

WHO Pain Ladder

The WHO pain ladder was an important tool to help improve the quality of
cancer care and pain relief. The ladder divides pain into three levels mild, mode-
rate, and severe. Mild pain is treated with non-opioid analgesics with or without
adjuvants. Moderate pain is treated with an opioid for mild to moderate pain
with or without non-opioid analgesic and/or an adjuvant. There is ongoing
discussion about whether to include a strong opioid like morphine at lower
doses for those at step 2. For severe pain strong opioids were recommended,
especially morphine with or without non-opioid analgesic and/or an adjuvant.

The WHO pain ladder has been a very effective teaching tool in low and
middle-income countries where physicians are taught that opioids are dangerous
and should only be used as a last resort.

1. World Health Organization. Cancer Pain Relief. Geneva: World Health Organization, 1986.

2. World Health Organization. Cancer Pain Relief. Second edition. With a guide to opioid availa-
bility. Geneva: World Health Organization, 1986.

3. Miller A, Stjernsward ]. World Health Organization. National Cancer Control Programs: Poli-
cies And Managerial Guidelines. Geneva: World Health Organization, 1992.
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WHO Definitions

The WHO published its first definition of palliative care in 1990 as part of a
report of a technical expert committee on cancer pain relief and palliative care.
Twelve years later in 2002 the definition was revised to reflect the changing
nature of palliative care. Rather than focusing on cancer the definition broade-
ned to all life threatening illnesses and rather than being limited to those unres-
ponsive to curative treatment it called for palliative care to be provided concu-
rrent with curative treatments.

While this redefinition was an important improvement there are still some
ambiguities in the current definition that will be addressed in the future. There
is a need to state that there should be no time or prognostic limitation on pallia-
tive care; that palliative care is needed for chronic as well as life threatening/
limiting illness; that palliative care is needed in all levels of the health care
system from primary to specialized care, and; that palliative care should be
delivered in all settings.

The WHO Proposals for Person-centred Care, Universal Health Coverage,
and Quality and Safety

Palliative care is one of the leading examples of person or people centred
care and examples are included as such by WHO. The continuum of universal
health coverage (UHC) includes prevention-promotion-treatment-rehabilita-
tion-palliation. As such palliative care is recognized as an essential component
of UHC and needs to be included in any national UHC scheme. Quality mea-
surement of health care must include palliative care and include elements of
safety measurement.

Other WHO HQ Departments
Other WHO HQ Departments (TB, HIV/AIDS, Ageing, and Essential Medi-
cines) have introduced palliative care as an element of their programs.

o The WHO Global TB Program and Stop TB Partnership have recognized
palliative care as an important component of the global response to TB,
especially for drug-resistant TB. Clinical palliative care guidelines for TB
and DR-TB have been drafted.

o UNAIDS and the WHO HIV department have included palliative care
throughout their technical assistance publications for member states.

o The WHO Global Strategy and Action Plan on Ageing and Health* inclu-
des a section on palliative care.

4. Available at: http://www.who.int/ageing/global-strategy/en/ Last accessed November 2016.
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o The WHA resolution on strengthening palliative care as a component of
integrated care throughout the life course includes multiple references
to the need to improve access to essential controlled medicines, an impor-
tant focus for the Department of Essential Medicines and Health Products
at WHO.

Falliative care WHO Collaborating Centres

There are currently 5 active WHO Collaborating Centres specific to Pallia-
tive Care (info available at: http://apps.who.int/whocc/).

Their names are WHO Collaborating Centre for:

« Palliative Care. Churchill Hospital / Sobell House. Oxford, UK

« Palliative Care Public Health Programs. Catalan Institute of Oncology/
University of Vic. Barcelona, SPAIN

o DPalliative care, policy and rehabilitation at King’s College London (Lon-
don, UK)

o Pain Policy and Palliative Care University of Wisconsin School of Medi-
cine and Public Health. Madison, USA

o Training and Policy on Access to Pain Relief Trivandrum Institute of
Palliative Sciences (TIPS). Trivandrum, INDIA

The WHO Demonstration Projects on Palliative Care

The concept and the practice of WHO Demonstration projects for palliative
care were proposed by Jan Stjernsward in 1990 to promote a systematic approach
in the implementation of National or regional Policies for Palliative Care. Initial
proposals came from Catalonia (Spain) and Kerala (India), and some other
programs were proposed (Alberta in Canada, Uganda, Jordan, and Mongolia,
among others).

The WHO Euro Proposals

The WHO euro region has developed several initiatives to promote palliati-
ve care. Three technical reports have been elaborated (Palliative care, the solid
facts, Better Palliative care for Older people, and Better Palliative care for Older
people: better practices) in cooperation with the WHO Collaborating Centre for
Policy and Rehabilitation at King’s Fund and the support of various organizations.
Additionally, a meeting of ... countries “Building capacity for palliative care in
Europe” has been organized jointly with the WHOCC Barcelona involving
policymakers from the Ministries of Health.
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The WHPCA/WHO Global Atlas of Palliative Care at the End of Life®

The Global Atlas is the first attempt to paint a comprehensive picture of
palliative care worldwide.

Conceived as an advocacy tool the Atlas addresses the following questions:

o What is palliative care?

o Why is palliative care a human rights issue?

o What are the main diseases requiring palliative care?

o How many people need palliative care annually?

o What are the barriers to accessing palliative care?

o Where is palliative care currently available?

o What are some of the models for delivering palliative care worldwide?
o What resources are devoted to palliative care?

o What is the way forward for palliative care?

The definition of palliative care has been previously discussed, as has the
argument for palliative care as a human right. WHO publications have addressed
the need for palliative care for cancer and for HIV/AIDS but the Atlas for the first
time broadens the diagnostic groups acknowledged by WHO that need palliative
care to include cardiovascular disease, chronic obstructive pulmonary disease,
liver and kidney failure, dementias, motor neuron diseases, diabetes mellitus,
rheumatoid arthritis, drug resistant tuberculosis, and a host of paediatric diagno-
ses including congenital anomalies, neonatal, and many other conditions.

The number of people needing palliative care is difficult to determine. Seve-
ral factors need to be considered including severity of illness, symptom burden,
and goals for care. Taking a conservative approach that uses mortality data and
pain as a surrogate for symptom burden the WHO estimates, in the Atlas, that
at minimum over 20 million patients each year would benefit from palliative
care at the end of life, including 19 million adults and over 1 million children
for the diagnoses noted above. When considering the need for palliative care
prior to the end of life the number doubles to 40 million per year. The barriers
to palliative care delivery are discussed in the context of the WHO public heal-
th model for palliative care delivery including policy, medication availability,
education, and implementation.

In order to measure where palliative care is currently available a mapping
project was conducted that categorized countries into six levels of palliative care
development. The levels ranged from 1 = no palliative care development or

5. Connor S, Sepulveda C. (eds.). Global Atlas of Palliative Care at the End-of-Life. Geneva/Lon-
don: World Health Organization / Worldwide Palliative Care Alliance. 2014.
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champions, 2= interest in developing palliative care but no service delivery, 3a=
some palliative care delivery but isolated, 3b= more widespread provision of
palliative care but not integrated into existing system, 4a= beginning integration
into the formal health care system, and 4b= integration into the health care
system. The specific criteria for these six levels can be found in Appendix 2 of
the Atlas. Only 20 (8.6%) countries were at level 4b at the time of this analysis.

Seven case studies are given showing how palliative care has developed
models of operation in different resource settings. Integration into the commu-
nity and incorporation into existing health care facilities is key to global pallia-
tive care development and sustainability. Examples are given from India, Tan-
zania, Vietnam, UK, Argentina, Romania, and the USA.

Resourcing palliative care globally continues to be a limiting factor. While
community support has compensated to some degree for lack of government
resources it is essential that the mainstream health care system include palliati-
ve care as part of the continuum of care and budget and reallocate for palliative
care services, particularly in the home setting. The Atlas includes a short summary
of the literature on the cost impact of palliative care, which generally demons-
trates that palliative care reduces unnecessary use of health care resources. Other
resources include research centres, journals, graduate education programs,
literature, and philanthropic support for palliative care.

Finally, the way forward is discussed. The Atlas is essentially an advocacy
document that begins a global baseline on palliative care that can be measured
over time. There is discussion on reviewing and improving the evidence base, an
analysis of available guidance is needed, a call for scale up, leadership and accoun-
tability is needed, and specific recommendations for technical agencies and
national governments is given. All of these reccommendations have been included
in the recent World Health Assembly resolution on “Strengthening Palliative Care
as a Component of Comprehensive Care throughout the Life Course.”

The World Health Assembly Palliative Care Resolution

For the first time in its history the World Health Assembly (WHO’s governing
body) passed a stand-alone resolution on palliative care at its 67th meeting May
24th of 2014. The resolution titled “Strengthening of palliative care as a compo-
nent of comprehensive care throughout the life course” was informed by the
findings of the Atlas and addressed all the most important advocacy goals of
the global palliative care community. The recommendations were divided into
those for member states and those directed towards the WHO itself.

6. World Health Assembly Resolution WHA 67.19. Strengthening palliative care as a component
of comprehensive care throughout the life course. Available at: http://apps.who.int/medicinedocs/
en/d/Js21454en/
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Those for member states included:

o Develop policies to integrate palliative care (PC) into health systems

o Ensure adequate domestic funding for PC

o Integrate PC training into health professional curricula at all levels

o Assess domestic palliative care needs

o Review and revise drug control legislation and add PC meds to all essen-
tial medicine lists

Those calling for action at the WHO included:

« Ensure PCis integrated into health system plans

o Update or develop clinical guidelines on palliation

o Reviewing and improving drug legislation to remove barriers

o Work with INCB to support accurate estimates of the need for opioids
+ Collaborate with UNICEF to promote paediatric palliative care

o Monitor the global situation of palliative care

o Encourage research on palliative care models

o Report back in 2016 on implementation of the resolution

This resolution becomes a major turning point for palliative care globally if
it is implemented effectively. The WHO has moved forward in hiring a full time
technical officer for palliative care in the Non-Communicable Disease and
Mental Health cluster and in the Health Systems Innovation cluster appointed
a part time staff member for palliative care along with a temporary Medical
Officer for Palliative Care on a six-month basis to initiate planning for palliati-
ve care resolution implementation and now is hiring a full time medical officer
for palliative care. A palliative care expert from the Worldwide Hospice Pallia-
tive Care Alliance has also been made available to support staft through its NGO
in official relations plan with the WHO.

Palliative Care for Children

Children’s palliative care (CPC) is a distinct area of palliative care speciali-
zation. In contrast to adult palliative care there are a number of important
differences that need to be noted. Children are not little adults. The WHO defi-
nition of palliative care includes a separate section that emphasizes the active
total care of children who may have are a wide variety of childhood conditions
causing death before adulthood, many of which are rare. Many of these illnesses
are familiar and may affect more than one child in the family.
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The timespan of a child’s illness is often different from an adult’s and may
extend over many years. Children continue to develop physically, emotionally,
and cognitively, which affects their medical and social needs and their under-
standing of disease and death. Children need to be cared for in a child-centred
environment. Families are the prime carers and home should be the centre of
care. Children are cared for by a wide range of service providers across the health
and voluntary sector, which requires effective coordination. Children have an
entitlement to education, which adds to the complexity of care provision. Pro-
fessionals with expertise in paediatrics often lack knowledge of palliative care
and palliative care professionals often lack knowledge in paediatrics. Both need
cross-training to ensure optimal care for children.

Essential Medicine Availability Initiatives

The WHO Essential Medicines and Health Products department has been
actively working to improve access to essential palliative medicines. In 2013 the
WHO list of essential medicines for the first time included a section on medi-
cines for palliative care’. The problem of access to essential medicines for pallia-
tive care is complex and has been resistant to change. The INCB reports that
75% or 5.5 billion people lack adequate access to opioids for pain relief and 92%
of morphine is used by 17% of the world’s population.

A number of initiatives have been implemented to attempt to address this
problem. The WHO Department of Essential Medicines and Health Products
has produced a number of important publications aimed at addressing the
problem. In 2011 Ensuring Balance in National Policies on Controlled Substances
was published in an effort to give guidance to countries on how to maintain
controls on illicit use without interfering with medical and scientific use®. In
addition to the publication of a palliative care section in the Model List of Essen-
tial Medicines, guidelines for the treatment of persisting pain in children with
medical illnesses were recently published.

Other significant non-WHO efforts to address the problem of lack of access
to essential palliative care medicines include:

o The ATOME (Access to Opioid Medication in Europe) http://www.ato-
me-project.eu/The ATOME project aims to improve access to opioids
across Europe. A consortium of academic institutions and public health
organizations is working to help governments, particularly in Eastern

7. World Health Organization. WHO Model Lists of Essential Medicines. Accessed 03/10/15 at:
http://www.who.int/medicines/publications/essentialmedicines/en/

8. World Health Organization. WHO Policy Guidelines for Controlled Substances. Available at
http://www.who.int/medicines/areas/quality_safety/guide_nocp_sanend/en/
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Europe, identify and remove barriers that prevent people from accessing
medicines that could improve end of life care, alleviate debilitating pain
and treat heroin dependence.

o Global Access to Pain Relief Initiative (GAPRI) http://www.uicc.org/
programmes/gapri The Global Access to Pain Relief Initiative (GAPRI)
is a program of the Union for International Cancer Control (UICC) to
address target 8 of the World Cancer Declaration to make essential pain
medicines universally available by 2020.

o TAHPC List of Essential Medicines for Palliative Care http://hospicecare.
com/resources/palliative-care-essentials/iahpc-essential-medicines-for-pa-
lliative-care/ In response to a request from the World Health Organization
(WHO), the International Association for Hospice and Palliative Care
(IAHPC) developed a List of Essential Medicines for Palliative Care based
on the consensus of palliative care workers from around the world.

The Public Health Approach and its Implementation in Palliative Care Public
Health National or Regional Programs (PCPHPs)

The Public Health perspective for palliative care has been developed and
practiced in national or regional experiences. It comprises four main dimensions:
national Policy, essential medicines’ availability, education, and implementation
(of resources, structures, and services). The reasons for developing PCPs are
based on the increasing needs and the presence of persons with advanced chro-
nic conditions in all settings of health care systems. The principles and values
of PCPs are based on the consideration of quality palliative and End of Life Care
(EOLC) as a Human Right, and include:

o Support to persons suffering in vulnerable conditions, with respect for
their values and preferences

o Universal coverage, equity, access and quality to every patient in need of it

o Population-based, community oriented, integrated into the health care
system and into the culture

o Model of care: based on patients and families’ needs and demands, res-
pectful, patient and family-centred

o Model of organisation: based on competent interdisciplinary teams, with
clinical ethics, integrated care, case management, and advance care plan-
ning

o Quality: effectiveness, efficiency, satisfaction, continuity, sustainability

 Evidence-based, systematic evaluation of results, accountability

o Social interaction and involvement

 Innovation in the organization of the Health Care System
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The WHO Initiative for Palliative Care

Aims:

In the context of WHO priority for Universal Health Coverage, the Service

Delivery and Safety (SDS) Department is working to strengthen health service

delivery systems that are safe, high quality, people-centred and integrated.

The WHO principles related to palliative care are:

Strengthening of integrated palliative care services in the continuum of
care in countries, with an emphasis universal coverage schemes and
person-centred-ness

Strengthening of global partnerships for sustainable palliative care pro-
grams

Key aspects of person-centred, safe and respectful care for the elderly

Proposed mission, vision, principles and values of a Palliative Care Initiative:

30

Mission

To insert Palliative Care in WHO and State Members Health Care agenda
Vision

WHO and Member States have integrated Palliative care and essential
drugs availability in their National Health Care systems with universal
coverage, equity, access and quality

Principles

Patient-centred, respectful, and comprehensive care; early, for persons
with all conditions, in all settings of care; based in suffering, needs, and
complexity; considered a Human right; integrated care across all settings;
public health; population-based; universal coverage; community-oriented;
effective, efficient, and sustainable and evaluable

Values

Active, competent and compassionate care for persons and their families
with suffering by complex and/or advanced progressive chronic conditions
with a limited life prognosis or at the end of life

Multidimensional approach, including physical, emotional, social, ethical,
and spiritual components of needs

Concepts

Multidimensional care, Patient centred, respectful,

Integrated care across settings

Early, All settings, All conditions



THE TECHNICAL ADVISORY GROUP FOR PALLIATIVE CARE (TAG)

In agreement with the different Headquarters (HQ) departments involved
in the strengthening of PC, it was decided to establish an Ad-hoc Technical
Advisory Group (TAG) constituted by experts from the different WHO regions
and representatives of other international organizations, government agencies
and ministries, professional medical associations, academic and research insti-
tutions, as well as staff of various WHO departments and regional offices invol-
ved in the field of PC (see full list of members in annex 1).

Expected Outcomes and Main Issues to Be Addressed by the TAG
They were defined to establish priorities, objectives, and actions at short and
mid-term:

o Involvement of Ministries of Health and all WHO levels of organization
— Inserting Palliative Care in all agendas
- Involving and Empowering WHO structures and policymakers
« Policies for low-middle income countries and countries with no imple-
mentation
— Specially with no prior implementation of palliative care policies
— Essential drugs accessibility in all settings of care
- Institutional consensus with agencies
- Training of WHO offices and Policymakers
o Model of care and ethics
- Person-centred, respectful care
- Inserting the spiritual component of care
- Adapting the ethical decision-making to an early palliative care inter-
vention
o DPalliative care approach for persons with complex and advanced progres-
sive chronic conditions
— Interaction between palliative and long-term/chronic care
- Integrated models of organization
— Palliative care in long-term settings
o Primary and community perspective
- Developing early identification and care
- Empowering primary care resources
o Leadership empowerment
- Palliative care leaders adopting a population and public health pers-
pective
— Policymakers adopting palliative care as a priority
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The Consensus Meeting
The first meeting of this group was held on 10-11 December 2014 in Barce-
lona (Spain). The objectives of the meeting included:

o To agree on the principles and aims of the WHO initiative for the stren-
gthening of PC as a component of comprehensive care throughout the
life course

o To adopt the terms of reference of the TAG, define strategic directions
and elaborate an action plan for the implementation of the WHA reso-
lution

« To establish working groups which will provide advice on specific issues
to be addressed

The methodology was structured around working sessions in smaller groups
and plenary presentations, debates and report of group conclusions.

Prior to the meeting, members were asked to answer a survey on the strate-
gic components and action plan for the implementation of PC programs. Con-
tributors were asked to comment on a list of 20 dimensions, prioritizing on
those related to their area of expertise. The list of dimensions included:

. Foundation measures

. Population targets

. Population needs assessment

. Models of organization

. Leadership and consensus with stakeholders
. Capacity building

Model of care and intervention

. Clinical care
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For each dimension or topic, the experts were requested to:

« State the current state of art, the existing knowledge and evidence

o Identify the most relevant barriers, weaknesses or challenges to overcome

or improve

o Suggest some feasible actions for quality improvement at short-term

Participants were asked to review and comment each statement cited as

conceptual transition. The most cited concepts were that palliative care is acti-

vated by suffering, with a flexible shared model of intervention (table 1).

Table 1. Proposals of conceptual transitions: Comments of the TAG

Concepts

Terminal disease

Change TO / AND

Advanced progressive chronic
disease

Death weeks or months

Limited life prognosis

All chronic progressive

sy diseases and conditions
Condition

Disease (multi-pathology, frailty,
dependency, .)

Mortality Prevalence

Comments TAG Survey:
Combine advanced and
terminal

The degree of suffering is the
criteria for palliative care

Based on needs

Limited life prognosis much
easier understanding by
general population

Chronic diseases and
conditions

Prevalence, burden, and
mortality included

Model of care
and

Dichotomy curative - palliative

Synchronic, shared, combined
care

Specific OR palliative
treatment

Specific AND palliative
treatment needed

Prognosis as criteria
intervention

Complexity as criteria

Late identification in specialist
services

Early identification in all
settings

Shared and combined care

PC intervention has to be
always flexible

Suffering as a criteria of
intervention

Both specialized and all
settings have to be combined

Patient involvement

organization Rigid one-directional S '
) } Flexible intervention .
intervention Prevention and treatment of
) ) Autonomy / Advanced care Crists
Passive role of patients anni
[QIEInINg) Integrated care as a crucial
) - Preventive of crisis / Case issue
Reactive to crisis
management
Fragmented care Integrated care
Palliative care services + Palliative care approach Palliative approach in all
everywhere settings - with specialist
palliative care services for
Specialist services + Actions in all settings complex cases
Perspective for )
N P . Inclusive of all levels of care
planning Institutional approach + Community approach

Services' approach

+ Population & District

Individual service

+ District approach

with emphasis on community
approach

A global population vision is
needed
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Additionally, TAG Members were asked to give their opinion on a list of
terms and propose new taxonomic approaches. The most cited proposals were
Palliative Care, Palliative Approach, and Advanced chronic conditions in some
combination (figure 1). A possible agreed definition might be “Comprehensive
person-centred and integrated palliative approach and care for people with
advanced and terminal chronic conditions”.

Main Results from the Survey

The survey on the strategic components and action plan for the implementation
of PC programmes meant at helping the TAG members in their mission of providing
advice to the WHO in the implementation of the WHA 67/19 Resolution. The
responses at the survey provided relevant inputs regarding the main components
of PC and brought preliminary proposals on the actions to be implemented by
the WHO Headquarters. The main conclusions are listed as follows:

Figure 1. Proposals of conceptual definitions: Responses of the TAG

What terms on diseases /conditions are the most appropriate for the WHO Resolution’s essence?

Other
Hospice care 8%
6% 11%

End of life care

Advanced chronic
diseases
5%
Palliative approach
19%

Advanced chronic
conditions
23%

Palliative care
24%

Foundation Measures

In view of the analysis of their comments, there was broad consensus with
regards to the availability of established models and national strategies for PC
- though the need of assessment strategies is also largely recognized - and to
the progress made in regards to development of evidence-based clinical guide-
lines and the existence of consistent programs for teaching PC. The feasibility
of measuring the state of the art in PC globally is considered. The need for
including PC within national plans in order to reach universal coverage is
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identified, which coincides with a current increasing recognition of PC and the
importance of quality at the end of life in professional, social and media contexts.

Lack or inadequate use of resources, frequent and widespread misinforma-
tion on what PC is and what its goals are, capacity building, availability of opioids
and political commitment are identified as barriers/challenges for the develop-
ment of PC. The need for establishing solid approaches regarding research and
assessment strategies is emphasized.

With the main goal of generating evidence and dissemination strategies, the
revision of current strategies and the establishment of common evaluation and
assessment policies are identified as key actions, altogether with establishing
measures to strengthen policy plans and governments’ commitment for the
development of PC programs.

Models of Organization

Comments insist on the availability and variability of models for PC provi-
sion. However, the identification of best practices is not clearly established and
the need for integration of PC into health care systems — primary and secondary
level - outpacing the specialization model and placing the specialists providers
at the third level of care is clearly identified.

Again, lack of resources is identified as a barrier/challenge, as well as the
non-integration of PC into service sectors and care services and the difficulties
around the expansion of PC provision to diseases other than cancer, in concor-
dance with the description of the identified situation.

Proposals on short-term actions emphasize the need for adopting measures
to impulse the identification of models of success and for the integration of PC
into health and social care systems.

Capacity Building

The importance of increasing the skills of health care professionals and the
significance of leadership are highlighted. In this sense, the current scenario
presents major gaps and difficulties, mainly related to the lack of training and
competence of health care providers.

For a third time, lack of resources as well as lack of political commitment
and, for the moment, low visibility and/or recognition of PC are identified as
barriers/challenges.

Reviewing and adapting, when necessary, current existing and successful
toolkits for capacity building purposes, adopting solid assessment and eva-
luation plans and investment in leadership are proposed as the main short-term
actions.
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Essential Medicines Availability

The existence of tools and organizations devoted to update information on
opioid availability and legislation globally is underlined. Nevertheless, difficulties
for opioid availability and prescription describe the current picture for essential
medicines accessibility and availability.

Legislation barriers, medicines costs and education and training gaps with
regards to PC essential medicines prescription are the main barriers/challenges
identified.

With the aim of developing further stronger systems globally, adopting
measures to ensure accessibility to essential medicines, including policy and
regulations procedures, as well as implementing educational strategies are sug-
gested as main short-term actions to be implemented.

Policy

The existence of national strategies for PC in many countries and the inclu-
sion of PC within health care systems are recognized once more. The accent is
put on the need for implementing global policy measures, considering the
inclusion of PC in chronicity/non-cancer programs.

The long processes for policy changes and development and the difficulties
involved in the execution of PC plans - lack of political commitment and ina-
dequate dissemination of PC goals, lack of PC leaders who can influence on
policy implementation and insufficient resources- are acknowledged as main
barriers/challenges in regards to policy.

Identification of current models of success and its adaption or replication in
other regions, as well as creating a global model for PC policy and strategic plan
are suggested as short-term actions. The inclusion of PC in national policies,
achieving political and institutional commitment so as to develop models of
success, is also proposed.

Conclusions of the Meeting

There was broad consensus among the meeting participants that, due to the
short time frame and wealth of existing resources, creating and studying new
models of PC is not necessary or realistic. The discussions brought into sharp
focus the necessity to review and update already existing models, documents
and ongoing projects.

The participants concluded the WHA Resolution has become a great
opportunity to strengthen the task already done and to promote PC. The group
noted the importance of raising awareness of the process among the global
health, medical, nursing, public health, and scientific communities. This is why
they made suggestions to the WHO on how to disseminate the resolution and
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spread it out in the already ongoing activities (seminars, congresses, confe-
rences, etc.) as a mobilization measure for policy purposes. The outcomes of
the advisory board should also be published in the WHO bulletin or other
scientific journals.

The strategic objectives proposed by the TAG were:

o The definition of strategic directions for palliative care across disease
groups (non-communicable diseases and infectious diseases)

o The development of a work plan, including activities to be implemented
in the main areas defined by WHA resolution on Palliative Care

o The development of indicators, guidance documents, and training tools
for the monitoring and improvement of quality palliative care

o The development of national regulations and policies on palliation

The proposed operational objectives to start 2015-2016 included:
. Organizing Palliative care at WHO HQ and regions with all clusters

. Information sent & training offered to Focal points, WHO CRs, Ministries
. Consensus WHO - Drug control agencies

O S

. Consensus main stakeholders: professional leaders and organizations,
NGO s, partners

5. Build and disseminate the knowledge for capacity building: guidelines,
manuals and tools

6. Build and implement the methods for training

7. Start implementation in country’ support initiatives and demonstration
projects

8. Define evaluation plan: methodology and indicators (globally and at a
national level)

9. Funding, Marketing, and Dissemination of the WHO initiative

Annex 1. Members of technical advisory group (TAG)

NAME ‘ INSTITUTION

Catholic Foreign Mission Society of America.
Richard Bauer
Maryknoll Fathers and Brothers. Africa Region. Namibia.

Director. Program for the prevention and care of long term
Carles Blay conditions. Ministry of Health. Government of Catalonia. Spain

Vice Director. Chair of Palliative Care. University of Vic. Spain

David Casarett* University of Pennsylvania Perelman School of Medicine. USA

Jim Cleary University of Wisconsin UW Hospital and Clinics. USA

* Participants who were unable to attend the meeting.
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NAME ‘ INSTITUTION

Stephen Connor

Senior Fellow to Worldwide Hospice Palliative Care Alliance. UK

International Palliative Care Consultant, Open Society
Foundations. USA

Senior Research Fellow Capital Caring — Fairfax. USA

Massimo Constantini

Responsible for the Palliative Care Unit at the IRCCS Arcispedale
S. Maria Nuova of Reggio Emilia. Italy

Liliana de Lima

Executive Director International Association for Hospice and
Palliative Care. USA

Luc Deliens

Professor, Ghent University
Professor, VrijeUniversiteit Brussel

Chair of the End-of-Life Care Research Group, VrijeUniversiteit
Brussel & Ghent University

Co-Chair of the European Association for Palliative Care Research
Network (EAPC RN)

Member of the Royal Academy of Medicine of Belgium. Belgium.

Ana Fernandez Marcos

Director of Institutional Affairs & Strategic Alliances. Spanish
Association Against Cancer. Spain.

Frank Ferris

Consultant, International Palliative Care Initiatives, Network
Public Health Program, Open Society Institute. USA

Kathy Foley

Director, International Palliative Care Initiatives, Open Society
Institute. USA

Eduardo Garcia Yaneo

Latin American Association of Palliative Care. Uruguay.

Cynthia Goh*

Asia Pacific Hospice and Palliative Care Network (APHN) —
WHPCA. Singapore.

Kenneth W Goodman

Co-founder and co-director University of Miami Ethics Programs.
Founder and director University of Miami Bioethics Program

Director World Health Organization Collaborating Centre in
Ethics and Global Health Policy. USA

Liz Gwyther

University of Cape Town. Worldwide Hospice Palliative Care
Alliance. South Africa

Richard Harding

King's College London, Faculty of Life Sciences and Medicine

Cicely Saunders Institute, Department of Palliative Care, Policy
and Rehabilitation. UK
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NAME ‘ INSTITUTION

Eric Krakauer

Director, International Program, Harvard Medical School Center
for Palliative Care

International Expert Collaborative, International Pain Policy
Fellowship,Pain& Policy Studies Group. Univ of Wisconsin Cancer
Center

Consultant, International Palliative Care Initiative, Open Society
Institute

Senior Health & Policy Advisor — Palliative Care, Partners in
health. USA

Suresh Kumar

Technical Advisor
Institute of Palliative Medicine. Medical College, Calicut

Chairman National Fellowship Program in Palliative Medicine,
India

Ashoka Global fellow. India

Diederik Lohman

Human Rights Watch. USA

Emmanuel Luyirika

Executive Director. The African palliative care association (APCA).
Uganda

Joan Marston

International Children’s Palliative Care Network. South Africa.

Diane Meier

Vice chair for Public Policy and Professor, Department of
Geriatrics and Palliative Medicine, Icahn School of Medicine of
Mount Sinai

Catherine Gaisman

Director, Center to Advance Palliative Care. USA

Geoff Mitchell*

School of Medicine, University of Queensland, Ipswich, QLD,
Australia

St Columba'’s Hospice Chair in Primary palliative Care

Scott A. Murray Advisor Macmillan Cancer Relief UK Research. UK

Sheila Payne Director of the International Observatory on End of Life Care. UK

Christina Puchalski Bgictor George Washington Institute for Spirituality and Health.
International Association for Hospice and Palliative Care IAHPC

Lukas Radbruch Department of Palliative Medicine, University Hospital Bonn.
Germany

Mr Rajagopal* Pallium India - WHO Collaborating Centre for Training and Policy

on Access to Pain Relief. India.

Carolyn Robertshaw

Consultant in Palliative Medicine. Sobell House Oxford. UK
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INSTITUTION

Adviser. Service Delivery and Safety (SDS). World Health

Marie-Charlotte Bouésseau T
Organization

Medical Officer for Palliative and Long-Term Care. Service

Xavier Gomez-Batiste Delivery and Safety (SDS). World Health Organization

Eyerusalem Kebede Negussie | HIV/AIDS department. World Health Organization

Andreas Ulrich* Medical Officer for Cancer Control.World Health Organization

Division for Non-communicable Diseases and Life-course

Belinda Loring WHO Regional Office for Europe
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PRINCIPLES, DEFINITIONS AND CONCEPTS

Xavier Gdmez-Batiste, Stephen Connor, Scott Murray,
Eric Krakauer, Lukas Radbruch, Emmanuel Luyirika,
Suresh Kumar, Kathy Foley

KEY POINTS

Palliative care is the comprehensive and integrated care of persons with
advanced chronic conditions and limited life prognosis and their families.
The target patients for a palliative care approach can be defined in terms
of a cluster of symptoms or factors, including the presence of a chronic
advanced disease or condition, a limited life prognosis, multidimensional
needs, and the need for a comprehensive and integrated care.

Palliative care is the prevention and relief of suffering of any kind - phy-
sical, psychological, social, or spiritual — experienced by adults and chil-
dren living with serious chronic, complex, or life-limiting health problems.
It is a person-centered accompanying of patients and their families
throughout the illness course, including at the end of life that optimizes
quality of life, promotes human development and well-being, and maxi-
mizes dignity.

Palliative care is a basic human right and an essential component of
comprehensive and integrated care.

It should be practiced by health and social care providers of many kinds
as well as by palliative care specialists and should be provided in any
health care setting, including patients’ homes.

AIMS OF THIS CHAPTER

This section aims to define the concepts, definitions, principles, and

models of palliative care as agreed by the editors.
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Box 1. Summary of key concepts

Targets and time

m Palliative care is needed by persons suffering from all types of serious complex / chronic or
progressive conditions in all settings

m |tis applicable early and timely in the course of serious chronic, complex or life-limiting
health conditions/illness in conjunction with disease-modifying or potentially curative the-
rapies, for people living with long-term sequelae of diseases or treatments, and to neonates
and children with serious congenital or acquired health problems

Model of care

m Palliative care starts with a multidimensional assessment of physical, emotional, social, spiri-
tual needs, values and preferences of patients and their families followed by a systematic
approach to care

m |t focuses on the essential needs of patients and their families such as spirituality, dignity,
autonomy, hope, growth and well-being, and key relationships

m [t uses ethical principles and advance care planning to identify patients' priorities and goals,
in the case of children, the developmental stage, for care at the end of life, and shared deci-
sion-making along the process

m [t never hastens death intentionally

m [t provides family care and personalized bereavement support for adults and children as needed

m |t should be integrated into standard responses to humanitarian disasters

Model of organization

m Palliative care should be integrated into every setting of the health care system and acces-
sible by anyone in need

m |t should be a standard part of training for medical and nursing students, primary care pro-
viders, and health care workers

m |t should be practiced by doctors, nurses, social workers, spiritual supporters, community
health workers, therapists, volunteers, and other allied health professionals and carergivers,
with adequate training

m [t should use a three-level structure: palliative care approach in all settings, general basic
palliative care and specialist palliative care with adequate skills to each level

m [tis best practised by a competent interdisciplinary team

m |t uses care management principles to prevent crises and assure integration and continuity
of care along the different settings

m [tencourages active involvement by family members, communities and community members;

m [t has proven its effectiveness in addressing patients and families'needs, and efficiency in the
provision of care

m  Much avoidable pain and suffering continues to exist at the end of life. In both resource-rich
and resource-poor countries, fewer than 14% of people currently access any end-of-life
palliative care. The only way that palliative or end-of-life care can reach the vast majority of
people who need it any country is by integrating its availability in all settings for care: hospi-
tals, care homes, and the community




SHORT HISTORY OF MODERN PALLIATIVE CARE

Modern palliative care was initiated at St Christopher’s hospice in 1967' by
Cicely Saunders, who created a conceptual frame to identify the multidimen-
sional needs of patients and their families and the concept of treating “total pain”,
defined as the suffering that encompasses all of a person’s physical, psychologi-
cal, social, spiritual, and practical struggles. A new model of care was proposed
to respond to those multidimensional needs with symptom control, emotional
support, and communication as the main elements, the patient and family as
the unit of care, and promoting quality of life as the main purpose of care. To
provide this approach, the practice of a competent interdisciplinary team was
developed with contributions from all disciplines. This concept was initially
provided in English inpatient hospices, with strong commitment and commu-
nity and social support, with great success focused mainly on the care of patients
with terminal cancer and very limited prognosis in hospice units across the UK.

Gradually by the1970s, this model of care developed different types of orga-
nizations, such as home care services (St Christopher’), outpatient clinics and
day care (St Luke’s), and support teams (Thelma Bates). Palliative care was also
extended into other settings such as acute bed hospitals (Royal Victoria Mon-
treal), cancer institutes (Royal Marsden), support teams (St Thomas’), and
comprehensive networks, and to look after other types of patients (AIDS, motor
neuron disease, organ failure, etc.). From the mid-1970s to the late1980s, pallia-
tive care services were disseminated into many other countries (North America,
Australia, Europe, and some low and middle-income countries), adapting gra-
dually to their health care systems and cultures. In the1990s, the concept of
palliative care as a public health topic was developed at the WHO, and several
regions and countries (Catalonia, Spain; Alberta, Canada; Kerala, India; and
others) developed palliative care programs with systematic planning and aims
of coverage and equity.

During the1990s, theory, education and research were extended in many
countries, academic positions were established, pre-graduate and postgraduate
medical and nursing training developed, training for other members of teams
created, and the specialty of palliative medicine established. It is now a recog-
nized specialization in at least 30 countries. Experience, evidence, organizational
indicators and standards, and many clinical procedures were developed during
this period and added to textbooks and specialized journals.

1. The term palliative care was first used by Dr. Balfour Mount at the Royal Victoria Hospital in
Montreal Canada in 1974. The English word hospice translates in French speaking Canada as
poor house.
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More recently, and related to the increased prevalence and mortality of people
with all chronic conditions, the concept of a palliative approach has been develo-
ped, alongside the need for timely identification of people with all types of advan-
ced chronic conditions in all settings of care, using community and population
perspectives. In May 2014 the World Health Assembly approved the Resolution
on Palliative Care, “Strengthening of palliative care as a component of compre-
hensive care throughout the life course,”” to promote the concepts of palliative
care for all people in need, from the time of diagnosis, in all settings of care. Tools
to identify patients at these so-called “first transitions” have been developed, and
the concept of palliative approach in all settings is currently being extended, with
public health policies implemented to develop these approaches.

TRANSITIONS OF PALLIATIVE CARE IN THE 21ST CENTURY

Palliative care has been adapted to growing needs, extending from the focus
on the care of patients with terminal cancer in institutions and interventions
based in prognosis towards a wider perspective that includes the concept of
“life-limiting” illness and early intervention, the care of persons with all types
of chronic diseases and conditions, not just cancer, and planning based on pre-
valence, rather than mortality (table 1).

This change in perspective has radically altered the scope of palliative care
and its provision, towards a public health, global, population, and community
perspective, introducing the concepts of the palliative approach in all settings,
in combination with the initial concept based on specialist services, in the con-
text of universal health care coverage and access.

PRINCIPLES

The key principles of palliative care provision include the concepts of:
o Comprehensive care (responding to all multidimensional needs of
patients and families),

o Integrated care (into all services and settings and with coordination of
care),

2. World Health Assembly. Resolution 69.

48



o Quality (to respond with effectiveness and efficiency),
o Universal access (equity, coverage, insertion into all systems),

» Values of compassion and commitment needed to care for persons in a frail and

vulnerable situation.

Table 1. Conceptual transitions in palliative care in the 21st Century

Change FROM Change TO

CONCEPTS

MODEL OF
CARE AND
ORGANISATION

PERSPECTIVE
FOR PLANNING

Terminal disease

Advanced progressive chronic
disease

Prognosis of weeks or months

Limited life prognosis

Cancer

All chronic progressive illnesses and
conditions

Progressive course

Progressive course with frequent
crises of needs and demands

Mortality

Prevalence

Dichotomy curative or palliative

Synchronised, shared, combined
care

Specific OR palliative treatment

Specific AND palliative treatment as
needed

Prognosis as criteria for intervention
of specialist services

Complexity/severity as criteria

Late identification in specialist
services

Early identification in community
and all settings

Rigid one-directional intervention

Flexible intervention

Passive role of patients

Advance care planning

Fragmented care

Integrated care

Palliative care services

Palliative care approach everywhere

Specialist services

Actions in all settings of health care

Institutional approach

Community approach

Services approach

Population approach

Individual service

Systems approach

The main reasons for this conceptual framework are its response to the
multidimensional needs of patients and families who suffer from advanced-pro-
gressive illnesses and conditions and limited life prognosis, with frequent crises
and demands throughout the course of their care, and with physical, psychoso-
cial, spiritual and emotional impact.
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THE WHO DEFINITIONS

The World Health Organization defines palliative care? as follows:

Palliative care is an approach that improves the quality of life of patients and
their families facing the problems associated with life-threatening illness, thro-
ugh 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:

o Provides relief from pain and other distressing symptoms;

o Affirms life and regards dying as a normal process;

o Intends neither to hasten nor postpone death;

o Integrates the psychological and spiritual aspects of patient care;

o Offers a support system to help patients live as actively as possible until
death;

o Offers a support system to help the family cope during the patient’s illness
and in their own bereavement;

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

« Enhances quality of life, and may positively influence the course of illness;

o Applies 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.

WHO OF PALLIATIVE CARE FOR CHILDREN

Palliative care for children represents a special, albeit closely related, field to
adult palliative care. The WHO definition of palliative care appropriate for
children and their families is as follows; the principles apply to other paediatric
chronic disorders (WHQO; 1998a):

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

o It begins when illness is diagnosed, and continues regardless of whether
a child receives treatment directed at the disease.

3. World Health Organization. Definition of palliative care. Available at: http://www.who.int/can-
cer/palliative/definition/en/ Accessed 20 August 2016.
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o Health providers must evaluate and alleviate a child’s physical, psycho-
logical, and social distress.

o 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.

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

AN UPDATED FRAMEWORK FOR DEFINING PALLIATIVE CARE

Additional work in the context of the WHO Ad Hoc Technical Advisory
Group on Palliative and Long Term Care (TAG) has been done to help clarify
a conceptual framework for palliative care as follows:

Box 2. Updated key words and short updated definition of palliative
care according to the TAG

Key words

Palliative care is the comprehensive and integrated care of persons with advanced chronic
conditions and limited life prognosis and their families.

Short version

Palliative care is the prevention and relief of suffering of any kind — physical, psychological,
social, or spiritual — experienced by adults and children living with serious, chronic, com-
plex, and life-limiting health problems and the promotion of dignity, best quality of life,
and adjustment to progressive illnesses, using best available evidence. It is a person-cen-
tred accompanying of patients and their families throughout the illness, including at the
end of life that optimizes quality of life, promotes human development and well-being,
and maximizes dignity.

Palliative care is a basic human right and an essential component of comprehensive
and integrated care for persons with serious chronic, complex, and life-limiting health
problems that should be practised by health and social care providers of many disciplines,
as well as palliative care specialists, and should be provided in any health care setting,
including patients’homes.

FULL VERSION

Palliative care is the prevention and relief of suffering and the promotion of
dignity, best quality of life, and adjustment to progressive illnesses for adults and
children living with serious chronic, complex, or life-limiting health problems
and their families. Because the most common and severe types of suffering may
vary by location and culture and over time, the concept definitions and the
populations served by palliative care may also vary.
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Palliative care is a basic human right and an essential component of com-
prehensive and integrated care throughout the course of life, including at the
end of life; it should be provided in any health care setting including hospitals,
long-term care facilities, community health centres, and in patients’ homes; and
should be practised by health and social care providers of many kinds as well
as by palliative care specialists.

TAXONOMY

The TAG members were asked to propose the most appropriate denomina-
tion for the WHO initiative prior to the TAG meeting done in December 2014
in Barcelona. The most cited terms proposed were: “care of” “advanced chronic
conditions” (24%), or “palliative care” (23%), or “palliative approach” (21%).
Other suggested denominations were “end of life care” (11%), “advanced chronic
diseases” (9%), hospice care (6%) and others (6%). Terminal care was not men-
tioned.

THE GOALS OF PALLIATIVE CARE

o To accompany and comfort adult and paediatric patients throughout the
course of serious chronic, complex, or life-limiting conditions by conti-
nually assessing, preventing, and relieving pain and suffering of any kind
— physical, psychological, social, or spiritual — using best available evi-
dence;

o To thereby provide person-centred and family care that optimizes qua-
lity of life and maximizes the dignity of patients and their families;

o To integrate with and complement prevention, early diagnosis, and treat-
ment of serious chronic, complex, or life-limiting health problems at all
levels of any health system and thereby to improve continuity of care,
strengthen health systems, and promote universal health coverage.
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DEFINING TARGET PATIENTS?

People in need of a palliative care approach to care can be defined in terms
of a cluster of symptoms or factors:

Chronic serious, complex, and/or advanced and/or progressive and/or
life-threatening disease or condition of varied causes. The most prevalent
in high-income countries are multi-morbidity, frailty, and dementia,
followed by specific organ failures and cancer, whereas HIV/AIDS, mala-
ria, and drug-resistant tuberculosis are very frequent in Africa, as is
cancer in Latin America;

Multidimensional needs (physical, emotional, spiritual, family, social,
ethical, legal, financial, other);

Need for palliative interventions of various complexity;

Limited life prognosis (weeks, months, and some years, from the so-called
“first transition” to the terminal situation). The median survival of patients
identified with the NECPAL tool (Necesidades Paliativas in Spanish
[Palliative Needs]) is 2 years (Gomez-Batiste et al, unpublished observa-
tions, 2016);

In any setting of health and/or social care.

Figure 1. Factors to define target patients

Chronic, serious, lif jing, illness or conditi ty:
- Advanced

- Progressive

- Frequent crisis of needs

- High need and demand

.
.
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4. There are several definitions of the target patients and terminology to describe them. In this
manual, we will use all these terms, using the concept of “Palliative cluster” with the combination
of several dimensions (Figure 1).
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Additionally, there are several aspects that can be considered:

 Palliative care is given in conjunction with disease-modifying or poten-
tially curative therapies;

o Patients with long-term complex, chronic conditions will frequently need
most of the elements of good comprehensive and integrated palliative care;

o These patients have a progressive course, with frequent crises of needs,
high need for care, and need to use all types of resources;

o The disease-specific treatments have a progressively limited impact in
modifying the course of disease, prognosis, and quality of life.

WIDE SCOPE OF PALLIATIVE CARE

The potential scope of integrated palliative care — who can benefit, when it
should start, what aspects of care should be covered, where can care be given,
and by whom - is detailed in box 3.

Box 3. By operating as an approach, palliative care can be provided to/in

1. To all patients with progressive life-threatening illnesses.

2. Atalltimes. Be introduced at diagnosis of a life-threatening illness, not just in the last weeks
or days.

3. Inall dimensions. Help integrate physical, social, psychological and spiritual, not just the
physical.

4. In all settings. Extending its reach to people in hospitals, care homes and most strategically
in the community.

5. Inall regions of the world not just in economically developed countries.

6. To all family members. Support family care-givers, at all stages (before, at the time of death,
and after).

7. All ages: applied to children with life-threatening illnesses as much as adults.

8. All society: Promote a public discourse about living in the face of dying and maximizing
individual and community assets to promote individual and community growth.

CARING FOR PEOPLE WITH ALL LIFE-THREATENING ILLNESSES
OR CONDITIONS

Provision of palliative care should be equitable according to need, rather
than favouring people with particular diagnoses. There are several trajectories
according to the causes (Figure 2).

54



Figure 2. Trajectories of illnesses and GPs workload (Modified from Murray SA et al)®
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People dying of cancer generally have a predicable course with a short
terminal decline. Hospice inpatient and home care is currently configured to
meet their needs well. In contrast, patients with heart, lung, liver, or kidney
failure may have a fluctuating decline over 1-5 years and rarely access palliati-
ve care, even in economically developed countries. People with frailty, demen-
tia, or multi-morbidity need integrated clinical and social care at home, and
support for their family careers, again usually absent worldwide. Figure3
illustrates how integrated palliative care can reach all illnesses early in their
course, as soon as the illness is life-threatening, and can deal with all dimensions
of need in all settings.

To reliably meet the end-of-life needs of all patients, we must seek to iden-
tify and care for patients in all settings.

CARING FOR PEOPLE FROM DIAGNOSIS OF A LIFE-THREATENING
ILLNESS

Starting a palliative approach to care as soon as the health problem is serious
and life-threatening is important, while disease-modifying care may continue.
This concept is relevant to all and sometimes multiple conditions. As curative
options decrease, the focus turns more to quality of life (palliative) care.

The difficulty of identifying when a palliative approach might be triggered or
escalated has prevented this concept from being fully operational. However, there

5. Murray SA, Kendall M, Boyd K, et al. Illness trajectories and palliative care. BMJ 2005; 330:
1007-1011.
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Figure 3. Integrated model of palliative care along disease evolution

. ////

| Complexity vs prognosis / Flexible, shared, cooperative care }

are ways to make early identification a feature of all health conditions with availa-
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