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Internationale Entwicklung
Joan Marston
Chief Executive: International Children’s Palliative Care
Network
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My sincere thanks to Hospiz Österreich and
organisers of this important Conference for
the opportunity to come from South Africa
to represent the International Children’s
Palliative Care Network and to discuss
International Development in children’s
palliative care
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Overview
The present global situation – numbers, country
development, gaps in provision
Important factors in the development of
children’s palliative care
Opportunities to reach every child

www.icpcn.org
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Where is Children’s Palliative
Care at present?
• How far is
Development in
countries?
• What are the Numbers
of children needing
palliative care?
• How well are we
meeting the need?

ICPCN Estimate of Development

While most services are in high-income countries - most children are in Africa
and Asia , living in Low/Middle income countries.
Africa has the least development yet predicted to have 50% of all children by
2030
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*Global Estimate of Need: birth-18 years
(using methodology developed by ICPCN & /UNICEF
)
Generalised Need : 21,2 million children

Specialised Need : 8,6 million children
Average Prevalence: 43,90 per 10 000 children
(Range 20:10 000 – 118:10 000)
HIV in Africa has a strong impact on prevalence and
need
Provision: Less than 1%
* ICPCN & UNICEF Research 2015 - accepted for publication

Over 90% are in low and middle
income countries WHO 2015
“ unnecessary,
unrelieved suffering
exists on a massive scale
globally; and the poor
suffer disproportionately
yet have least access to
palliative care”

(S Connor & C
Sepulveda WHO 2014)
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There is an unknown number of children needing palliative care in
humanitarian situations

Children have even less access to pain control
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Effective Models of Care
• Effective models can be found even in low-income countries
eg in Malawi the world’s poorest country
• Team members may vary in different regions eg in developing
countries Traditional Healers are important
• Leadership with vision is crucial to development and there are
many outstanding examples in different countries
• Education of staff and external community is common to
effective programmes
• Community support is an important factor.

Sr Frances Dominica
Helen House
1st Children’s Hospice UK

Dr Elizabeth Molyneaux
Umodzi Malawi
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Children’s Hospices may look different – but they
work towards the same result. Children have the
same palliative care needs everywhere in the world

HELEN HOUSE UK

SUNFLOWER HOUSE South Africa

WHAT IS STIMULATING THE
DEVELOPMENT OF CHILDREN’S
PALLIATIVE CARE?
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World Health Assembly Resolution
on Palliative and
Long-term Care 67.19
May 2014
Unanimously approved by all
member states of WHO
Strengthening of palliative care as
a component of comprehensive
care throughout the
life course

Places an obligation on countries
to implement the Resolution

World Health Assembly Resolution 67.19 24
May 2014 on Palliative Care
specifically considers the importance of palliative
care for children
Requests the Director General to collaborate with
UNICEF and other relevant partners in the
promotion and implementation of palliative care
for children
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Calls for:
Member states to have estimates of controlled
medicines including paediatric formulations
Inclusion of Palliative care across the continuum of
care especially at Primary Care Level
Continuing education of all health care workers in
hospitals and in the community including
community workers

BECOME A GLOBAL ADVOCATE FOR PALLIATIVE CARE
The Team that worked on the WHA Resolution
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The Role of the World Health
Organisation WHO
Identified the need through a separate Definition of Palliative
Care for Children from 2002
After the WHA Resolution identified 2 staff members and
appointed a Clinical lead for 6 months
Set up an Ad Hoc Technical Advisory Group for Palliative and
Long-Term Care with a children’s representative
Appointed a Palliative Care Physician, Dr Eric Krakauer,
Technical Advisor

Some countries are actively working
to implement the WHA Resolution

Dr Sibongesele Dhlomo of South Africa at the WHPCA and APCA Conference August 2016
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A few countries have a National Policy on Palliative Care that
includes palliative care for children
But…
Having a policy does not always mean that there are many
children’s palliative care programmes nor inclusion in health
systems
WHO Technical Advisory group for Palliative Care to assist with
advice on integration into health care systems

Palliative Care for children is recognised as a
Human Right
The Special Rapporteur (Dr Dainius Puras) on the Right to
Health to UN General Assembly: September 2015 on PPC
The right to health gives rise to obligations on States to ensure
the provision of necessary medical assistance and health care to
all children, with emphasis on the development of primary health
care. This includes prevention, promotion, treatment,
rehabilitation and palliative care services.
Children affected by congenital anomalies or malnutrition,
chronic illnesses or severe and life-limiting diseases should be
referred to specialized paediatric palliative care services, which
can be provided in tertiary care facilities, in community health
centres and in children’s homes.
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Sustainable Development
Goals (SDGs)
(SDG) 3: to ‘ensure healthy lives and promote well-

being for all at all ages’.
• Includes targets for Universal Health Coverage
(UHC) and Non-communicable Diseases
UHC includes palliative care

We must ensure inclusion of palliative care in
national health plans to implement the SDGs

The Role of
FAITH GROUPS

There has been
recognition that Faith
groups have an
important role to play in
palliative care as in
developing countries
they may provide over
50% of health care
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“Religions
of of
thethe
World
“Religions
World
Charter
for
Children’s
Charter for Children’s
Palliative
Care”
Palliative
Care”
Was Signed at
Vatican City November
2015
By representatives of
all major faith groups,
children and families

Includes a call for
Ethics and human
rights
Professional
responsibilities &
definition
Patient and Family
needs
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Perhaps even more importantly other
groups are calling for palliative care eg
CANCER eg
• World Child Cancer
• Childhood Cancer
International
NON- COMMUNICABLE
DISEASES eg
• NCD Child
• RARE DISEASES
HIV/AIDS
• Many throughout Africa &
Asia

PARENT GROUPS eg
Every Life Counts
“Children who lives are
shortened are no less
precious than any other
child. They deserve to be
loved and celebrated and they are worthy of
protection.”
www.everylifecounts.ie

Young patients are involved in
advocacy
The most powerful
advocates are
children, young
people and parents

LUCY WATTS MBE with Ehlers-Danlos Syndrome
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Education is available but not
always accessible or affordable
• Chairs of Paediatric Palliative Care eg Germany, UK
• Fellowships
• Diplomas; Masters degrees
• Short Courses; Master Classes
• E-Learning eg elearnicpcn.org

Research and Materials
• There is a growing evidence – base with research from
many countries but a need for much more
• Collaborative research is taking place across countries
• A variety of Textbooks and Journals are available, some
online – although most are in English.
• Research results do not always inform practice due to lack
of resources or lack of political or professional will
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International eg

ICPCN

Regional eg

Europe
Latin America
Asia-Pacific
Africa

National eg

Hospiz Österreich
Together for Short Lives UK
StichtingPal Netherlands
PatchSA South Africa

ICPCN –the Global Action
Network to reach all children
with palliative care needs
Activities:
• Advocacy
• Information Sharing
including ehospice
• Education & Research
• Partnerships &
Collaboration
www.icpcn.org
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Within itself it is a collaborative,
comprehensive and connected
resource

Austria has made great progress in
development with a variety of effective
programmes.
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DESPITE ALL THAT IS HAPPENING –
WE HAVE A LONG WAY TO GO
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HOW CAN WE TOGETHER REACH
EVERY CHILD?

Education for all is essential
• Integrated into undergraduate education
• Provided to all health care workers- professional and lay
workers
• Advanced degrees for specialisation
• To families and caregivers and by families and caregivers
• Variety of methods and mixed- methods
• Access to Journals, Research results, Discussion forums
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Clinical placements for
experiential learning

UMODZI in MALAWI

Research to build the Evidence
–Base
Development of these
Guidelines highlighted the
need for more evidence as
much was included based onm
expert opinion
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RAISE AWARENESS : PARTICIPATE!

PARTICIPATE ON THE 14 OCTOBER
WWW.ICPCN.ORG
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Encouraging 21 million actions to help reach the
21 million children needing palliative care
www.icpcn.org

“LIVING &
DYING IN
PAIN;
IT DOESN’T
HAVE TO
HAPPEN”
WWW.THEWHPCA.ORG

8 October
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Global Advocacy Initiatives
• Call for Access to pain medicines in paediatric formulations ,
including opioids
• PALCHE –Palliative Care in Humanitarian Emergencies – a new
global group in palliative care
• Integration into non-communicable diseases beyond cancer
• Influencing the Global Fund and other international funders to
include funding for palliative care
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As a community of palliative care
practitioners we recognize that disparities
exist within and between countries and
services, but collectively we are a rich
resource of knowledge and skills ; and we
commit to share all that we can to achieve
this joint vision.

ICPCN Commitment of Buenos Aires
www.icpcn.org

www.icpcn.org

A Global Resource for
Children’s Palliative
and Hospice Care
Building a Network
of Compassion &
Care Together
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BLOEMFONTEIN SUNFLOWER HOUSE
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