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Foreword

Much progress has occurred in the development of pediatric palliative care globally
over the last 15 years. Yet, much more needs to be done to address the growing
number of children who could benefit from such care. Estimates of the need for
palliative care for children globally vary, but upwards of seven million children are
in need of palliative care services today.

There is now wide acceptance that palliative care is a serious public health
issue with increasing attention by governments to integrate palliative care into their
national health strategies to address the growing numbers of adults and children who
require such care.

Palliative care is also now recognized as a human rights issue and patients and
families have a “right to health,” or a right to receive such care. Various human
rights declarations refer to this right to palliative care and a governments’ obligation
to provide such services and essential medicines.

The World Health Organization (WHO), when it published its monograph on
Cancer Pain Relief and Palliative Care for Children in 1996, intentionally set forth a
definition for pediatric palliative care that attempted to be both comprehensive and
inclusive to address the needs of children with life-limiting illnesses.

The WHO defined pediatric palliative care as the active total care of the child’s
body, mind and spirit. Health care providers must evaluate and alleviate a child’s
physical, psychological and social distress. The definition emphasizes that pallia-
tive care begins at the time of diagnosis and continues regardless of whether or not a
child receives disease directed treatment. Such care encompasses a broad, multidis-
ciplinary approach that includes both the family and the community and is provided
in a range of settings from hospital, to clinic, to home and implemented even if
resources are limited.

This unique and timely book captures the progress and vision of many dedicated
groups around the world who have worked to advocate for and develop palliative
care services for children. Each of the book chapters describes the efforts and the
challenges leaders in countries are experiencing as they address the palliative care
needs of children with life-limiting illnesses. Each country specific chapter details
the current state of pediatric care services and demonstrates how early initiatives
in palliative care and varied approaches have led to the development of a range of
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services from pediatric hospices to hospital-based palliative care units and teams to
community and home-based care services, all adapted to the needs and resources of
each country.

Such programs range from sophisticated academic clinical and research and edu-
cational programs to more community and home-based models of care; they also
vary in their educational, service and research roles and in the size and capacity
of the services they deliver. The services provided vary depending on the disease
entities of the children and the setting in which care is delivered (e.g., cancer,
HIV/AIDS, neurodegenerative diseases etc.) but all describe an impressive degree of
professionalism with integration of clear standards to provide basic palliative care.
Yet, all encompass in their everyday activities, the WHO definition and philosophy
of pediatric palliative care with a focus on the quality of living of the patient and
family as the unit of care.

As each country describes its challenges and barriers to become fully integration
and receive acceptance of pediatric palliative care, common barriers emerge that
seem universal. These include: the lack of health care professional knowledge, edu-
cation and training in palliative care; the lack of essential medicines for pain and
symptom management; the lack of communication among healthcare professionals
and patients and families; the lack of resources, both financial and social, to support
such care; the lack of priority given to palliative care by the common disease entities
afflicting children, e.g., cancer and HIV/AIDS; and finally, the lack of research to
guide evidenced-based approaches to care.

This compendium of information on pediatric palliative care services globally
serves as a rich resource of information on the developmental efforts to advance
pediatric services. All three editors are internationally recognized as leaders in pedi-
atric palliative care and they themselves have contributed significantly to the field’s
growth and development. They bring their own advocacy and support to the field
building of palliative care for children through the organization of the content of the
text and the broad array of countries represented. In particular, they have provided
a framework for capturing the growth of the field of pediatric palliative care that
respects and represents the critical importance of context and setting, culture and
resources.

This book is a major contribution to the process of documenting the development
of pediatric palliative care and a tribute to those individuals and teams with the
vision and commitment to advance pediatric palliative care. Children worldwide
deserve nothing less.

Dr. Kathleen M. Foley
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Chapter 1
An Overview of Pediatric Palliative Care

Caprice Knapp, Vanessa Madden, Lindsey Woodworth,
and Susan Fowler-Kerry

Abstract Palliative care has long been a model of care that focuses on both patients
with life-limiting illnesses and their family members. This is especially true in pedi-
atrics where parents, siblings, grandparents and others are affected by a child’s
illness. Yet, provision of pediatric palliative care around the world is scant. There
are of course many reasons for this such as finances, lack of trained professionals,
and a lack of general awareness by the public or policymakers. Despite these barri-
ers, and many others, many countries have found ways to provide this care and those
countries are both resource-rich and resource-poor. It is important for these coun-
tries to share their stories, which include valuable information on how barriers were
overcome and programs were developed and implemented. Only through informa-
tion dissemination will countries with no programs be able to learn from others and
to identify strategies that they can use to help advance the pediatric palliative care
movement worldwide.

Keywords Pediatric - Palliative care - Hospice - International - Comparisons -
Barriers - Enablers - Provision - Development - Strategies - End of life

1.1 Introduction

Every day children around the world die. They die from a variety of causes such as
malnutrition, accidents, complications of birth, AIDS, and cancer. No matter what
the causes or circumstances, a child’s death always results in heartache, grief, and
suffering for families and communities. Yet, there are a league of professionals
whose sole mission it is to ease the hardships of these children at the end of life
and to support family members through the grieving process. Countless doctors,
nurses, social workers, psychologists, and advocates around the world work tire-
lessly to ensure that children and families receive the best care possible under these
difficult circumstances. These committed individuals from multiple disciplines have
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found a unifying bond in the field of pediatric palliative care. Born out of the mod-
ern day hospice movement of the 1960s, pediatric palliative care strives to care
for children in a holistic manner. Not only are the children’s physical, emotional,
and spiritual well-being of primary concern to these multidisciplinary teams, their
families’ needs are considered just as important. Mothers, fathers, siblings, and
grandparents just to name a few are also cared for by the team. As such, pallia-
tive care, and more importantly pediatric palliative care, is unique in the healthcare
arena. Oftentimes healthcare is solely focused on a cure and providers are trained to
diagnose, treat, and manage symptoms. Unfortunately, many patients have uncertain
prognoses. Even the most skilled healthcare workers do not always know whether a
treatment will be effective or if ultimately a cure will be found. When these uncer-
tainties manifest themselves in inconceivable outcomes, such as a child transitioning
to a terminal stage of illness, pediatric palliative care can be a light in an otherwise
dark world.

If pediatric palliative care, which is based on providing holistic support to the
child and family, is such a laudable model of care then why is care not always avail-
able to all children? Should all children have access to programs in the area they live,
and should these programs take into account their unique culture and environment?
Children’s Hospice International has estimated that each year nearly 7 million chil-
dren around the world could benefit from pediatric palliative care worldwide [1].
And while statistics of those who do receive care around the world are not readily
available, it is widely understood that access to pediatric palliative care is limited. In
a 2011 study, Knapp and colleagues conducted a systematic review of 117 published
and unpublished resources on the provision of pediatric palliative care [2]. Using
established definitions developed by the International Observatory for End of Life
Care, the study classified all countries recognized by the United Nations into four
levels of pediatric palliative care provision. Levels are ascending in nature whereby
Level 1 indicates no known pediatric palliative care activities and Level 4 indicates
multiple provision and integration with mainstream service providers. Results from
the study suggest that 65.6% of countries around the world were at Level 1; 18.8%
at Level 2; 9.9% at Level 3; and, 5.7% at Level 4. Not only was the lack of provision
an important finding of the study, lack of information was also commonplace. For
countries with no provision and scarce resources to develop a program, it is impor-
tant to have an understanding of other countries’ experiences. By learning from each
other, the international community has an opportunity to leverage their experiences
and advance pediatric palliative care.

Dissemination of information is always costly and lack of information can lead
to inefficiencies and welfare losses in a society. A fundamental assumption of
information dissemination models is that early adopters are willing to take risks
if they expect increased returns on investment or better patient outcomes. Another
assumption is that adoption is influenced by the size of one’s network. Having a
wide circle of colleagues, networking opportunities, friends, and even family are
linked to increased information dissemination. In the case of pediatric palliative care
these assumptions mean that policymakers and healthcare providers must under-
stand, or even experience firsthand, the benefits to patients and families in order to
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consider supporting them. The more quickly that evidence-based information
becomes available and disseminated, the faster the cause will advance.

1.2 Book Structure

This book seeks to diffuse information about pediatric palliative care, by allowing
countries to tell their own stories, to describe the benefits to patients and families in
their own settings, to describe barriers and the strategies used to overcome them, to
celebrate triumphs, to recognize pioneers in their field, and to describe a roadmap
for the future. Oftentimes pediatric palliative care texts include one chapter on inter-
national experiences, making it difficult to describe an array of experiences or allow
for in-depth explanations. The countries described in this book have diverse health-
care systems, geopolitical climates, levels of human development, and economic
conditions. Yet, common themes abound. Countries face common barriers such
as funding, education and training of providers, acceptance of palliative care by
patients and families, and problems in forming organizations to advance the pedi-
atric palliative care movement. Although there is an underlying theme of barriers
throughout the chapters, there is also a common thread of persistence and success.
The tenacity of the pediatric palliative care community is demonstrated in coun-
tries where several of these barriers have been conquered. Successful development
and implementation of pediatric palliative care programs in resource-poor countries
provides hope to those in similar circumstances. Moreover, successful integration of
palliative care into the wider healthcare system in resource-rich countries demon-
strates how even the most advanced societies can continue to push the boundaries
of pediatric palliative care.

1.3 Chapter Highlights

Readers are encouraged to, and will want to, read the entire book to grasp the full
range of countries’ experiences. However, the following information provides a few
highlights of each chapter.

1.3.1 Africa

1.3.1.1 Malawi

In all of the African chapters, it cannot be denied that the HIV/AIDS pandemic has
played a role in shaping pediatric palliative care. The high rates of infection have
been well-documented as well as some reasons for why they persist (e.g., migration
patterns due to job seeking, lack of education, etc.). Children in Malawi are espe-
cially affected by the pandemic as they may become infected themselves, or they
may have lost one or both of their parents. As a result of these trends, and inspired by
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a visit from Dr. Annie Merriman, three sites in Malawi developed pediatric palliative
care programs.

1.3.1.2 South Africa

South Africa is a superb example of how a resource-poor country can be successful
in building and sustaining a national pediatric palliative care agenda. As in other
African countries, poverty and HIV/AIDS have had perhaps the greatest impact on
the need for pediatric palliative care. Politics and non-governmental organizations
have also played a significant role. For the past 30 years hospices, both adult and
pediatric, have been providing palliative care to children. Pediatric-specific facili-
ties started in 1992 with Bloemfontein Children’s Hospice and by 2010 there were
60 children’s programs in South Africa. Not only are the numbers of facilities
impressive, but advocates and members of the medical community have played
a significant role in spreading pediatric palliative care to other African countries
through the Hospice Palliative Care Association of South Africa and the African
Palliative Care Association and sharing their experiences internationally through the
International Children’s Palliative Care Network and the World Health Organization
to name a few organizations.

1.3.1.3 Uganda

Uganda has a low Gross Domestic Product (GDP) and high poverty rates. As a result
of this and political turmoil, it has been difficult for the country to meet the health-
care demands of its citizens. Recent healthcare policies are focused on public health
and building infrastructure. For example, the recent 2010 National Development
Plan was focused on health promotion, disease prevention, and early diagnosis and
treatment of diseases. With such an emphasis on the provision of basic healthcare
needs and services, it is impressive that pediatric palliative care has developed over
time. Programs include independent services (such as Mildmay Uganda), inpatient
services (such as those at Mulago Hospital), and home-based services. Although
experts recognize the work that lies ahead, much has been accomplished in Uganda
to care for children with life-limiting illnesses.

1.3.1.4 Zimbabwe

The palliative care experience in Zimbabwe can be characterized by ups and downs.
As GDP has fallen and risen over recent years, and with it levels of poverty, pal-
liative care has been affected through the labor supply and funding. Yet, movement
towards more palliative care for children has been steady. Palliative care was incor-
porated into the national Cancer Control Strategy, the children’s oncology ward
at Parirenyatwa Hospital, and Island Hospice and Bereavement Service for exam-
ple. Hospice and Palliative Care Association of Zimbabwe (HOSPAZ) has played
a significant role in pediatric palliative care. HOSPAZ works to set standards of
care, increase capacity, as well as advocating for and coordinating palliative care in
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Zimbabwe. One of the major accomplishments of HOSPAZ, along with UNICEF,
was to train about 60 partners in pediatric palliative care and antiretroviral therapy
adherence.

1.3.2 Asia

1.3.2.1 Armenia

Armenia is a young country having gained independence in 1991. However, the
gain in independence was met by an economic crisis and emigration. Rebuilding the
economy and the healthcare system has been slow, but steady. By 2006, Armenia
spent just under 2% of its GDP on healthcare. Palliative care is a relatively new con-
cept to Armenians having established a national organization devoted to the topic
in 2003. Five years later several experts began to recognize the need in pediatrics,
especially for children with cancer. Not only is this model of care new for the med-
ical community, recent reports note that only 13% of parents in Armenia have even
heard of palliative care. Though no formal pediatric programs exist, there are several
pediatric services that provide some of the components of palliative care.

1.3.2.2 India

India is one of the most populated countries in the world with about 1.15 billion
people. Indian citizens are as diverse as they are numerous. With over 30 different
recognized dialects and 28 states, India is truly an interesting and complex country.
Pediatric palliative care is ripe for advancement in India with high levels of poverty
and low levels of spending on healthcare and public health programs. Palliative care
began to become recognized in the 1980s, but the same cannot be said for pedi-
atric palliative care. Innovative programs in Kerala, Mumbi, Delhi, and Hyderabad
have been developed. These programs provide information and support to a national
pediatric palliative care agenda in its infancy.

1.3.2.3 Malaysia

A multi-ethnic country in Southeast Asia, Malaysia has a low infant mortality rate
and a long life expectancy as compared to other countries in the region. Malays
spend 4.4% of their GDP on healthcare, which is provided by the government and
private sector. As in most countries, adult palliative care was developed first and that
began in the early 1990s. Pediatric palliative care only recently has been recognized
as a subspecialty in pediatrics and the uptake of this training has been limited. Much
of the current work in Malaysia is focused on introducing the topic to pediatricians
and making them more familiar with the field. Currently, 10 of the 18 community-
based palliative care programs accept pediatric patients. Other pioneering programs
include Malacca General Hospital and Hospice Malaysia.
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1.3.2.4 Middle East

The Middle East Cancer Consortium was developed in 1996 with the goal of pro-
moting palliative care services for adults and children. By combining the skills and
expertise of regional members, the Consortium was able to conduct surveys of base-
line information and perceived barriers to pediatric palliative care. Results from the
surveys were used to develop standards of care and to build consensus among the
group as how best to proceed. As the group builds on this momentum they are faced
with unique challenges. Religion, culture, and tradition play significant roles in the
Middle East and each of these must be considered when training medical personnel
and talking to families whose children have life-limiting illnesses.

1.3.2.5 Saudi Arabia

Located in the Arabian Peninsula, Saudi Arabia is home to more than 27 million
people and has some of the largest oil reserves in the world. A society steeped
in the Islamic faith, Saudi Arabians access both modern and traditional health-
care in some areas of the country. Palliative care efforts began in the King Faisal
Specialist Hospital and Research Center in Riyadh in 1991. Patients from neighbor-
ing countries also have access to this comprehensive and unique program. Growth
in palliative care has to this point been concentrated in tertiary medical centers
in large cities and there are now about 20 trained palliative care physicians. To
date, no formal pediatric palliative care programs exist. However, a few pediatric
oncologist/hematologists are pursuing sub-specialty training. Saudi Arabia is in the
beginning stages of developing pediatric palliative care. However, there is inter-
est in improving awareness, improving access, and building consensus. It will be
interesting to see how the plans unfold and eventually become realities.

1.3.2.6 Singapore

Singapore is an island in Southeast Asia. The country has a high GDP and an expen-
sive cost of living. Although the health sector is well organized, it primarily funds
inpatient care, resulting in a barrier for establishing pediatric palliative care pro-
grams outside of the hospital walls. In 2004, the first children’s program was started
at KK Women'’s and Children’s Hospital. Children with cancer were the first focus,
but one-year later the scope of services were extended to treat non-cancer cases. This
well-established program has allowed for training of staff, a bereavement support
group in the neonatology department, and a homecare program.

1.3.2.7 Thailand

Although the Thai government has a universal healthcare system, palliative care is
not a current priority to receive funding. Yet, the demand for pediatric palliative
care exists and any guidelines that exist to meet these demands are typically facil-
ity based (in academic, tertiary hospitals). There are functioning pediatric palliative



