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Discussion items
• Estimation of the need 

• Defining palliative care for children 

• The Rights of children with disabilities 

• Palliative care to improve their quality of life



There can be no keener 
revelation of a societies 

soul than the way in 
which it treats its’ 

children 

Nelson Mandela



Defining a “child” in palliative care
From the tiny neonate to a young adult of 18-24 years 

Palliative interventions and family education and support  can 
begin before birth if there is an ante-natal diagnosis of a child with 
a disability or life-limiting condition. 

Many children remain on palliative care programmes for many 
years and into adulthood  

The child within the family is the unit of care 

Acknowledges and respects the uniqueness of each child – 
individual multi-disciplinary care plans





The aim of palliative care is to

Improve quality of life 
& relieve suffering 

Enable the child to live as well as 
possible, as long as possible 

To be a child



We are unsure as to how many children there 
are  with disabilities 

• No consistent definition 

• Lack of data 

• Estimate is 1: 20 under 14 
years / 93 million children 
with moderate to severe 
disabilities 

* UNICEF State of the World’s 
Children 2013



How many children with 
disabilities and/or  needing 
palliative care are caught up  
in humanitarian 
emergencies?



How do these children fit into palliative care? 

Many children with life-
limiting conditions 
become progressively 
disabled 

Many children are 
referred to palliative care 
with primary disabilities 
that cause suffering  



Other potential influencing factors

Disability due to malnutrition, HIV, TB, chronic illness 

Impact of the zika virus and other infections  (microcephaly); 
alcohol or drugs 

Trauma 

 



UN Convention on the Rights of Persons with 
Disabilities

In all actions concerning children with disabilities, the best 
interests of the child shall be a primary consideration. 

…children with disabilities have the right to express their views 
freely on all matters concerning them  

Provide services that specifically meet the needs of disabled 
people, including children. This includes services that minimise 
and prevent further disabilities 

All these Rights can be met by providing palliative care



Key elements
• Holistic – looks at the 
child’s body, mind, 
spirit, social & cultural 
environment 

• Multi-disciplinary 

• Sees the child within 
the family and includes 
support to siblings



Bereavement support
• Acknowledges that loss 
and grief begins at 
diagnosis and 
continues throughout 
the life-span 

• Involves all who care 
about the child and the 
child herself /himself 



  Pain assessment and management
• Children with disabilities may not be able to effectively 

communicate their experience of pain and other 
distressing symptoms 

• Palliative care includes both developmentally appropriate 
communication and “impeccable” assessment of pain and 
symptoms  

• Combination of pharmacological and non-pharmacological 
approaches 

• Treats “Total Pain” – physical, emotional, spiritual, social  



Promotes child 
development  - 
simulation 
play 
education 
socialisation

Ensures Play 
opportunities 
as crucial to 
child 
development 



Acknowledges the importance of  sexuality to 
young people 

Recognises the Importance of  

• Appearance 

• Relationships 

• Expressions of sexual feelings 

• Social activities



Empowers parents  to tell their story 
and to plan for the future



Acknowledges the special needs of the dying 
child

• Develops Advanced Care Plans with the family 

• Communicates openly, gently and honestly 

• Brings the gift of presence  

• Provides support to the child and the family, through the 
period of dying, around the  death and into bereavement.



Acknowledges 
the Person 

“When the 
palliative care 
team from the 
children’s hospice 
came to visit me, 
for the FIRST 
TIME they saw 
me, Lucy, as  a 
person, and not a 
patient with a 
mixture of 
medical problems

LUCY WATTS MBE & Molly  
ICPCN Global Youth Ambassador



What is needed?
• Education into undergraduate, post-graduate and in-service 

training of all involved with care of children with disabilities 

• Understanding of the meaning of palliative care – not only for 
end of life but from time of awareness 

• Integration in to health care systems including those provided by 
civil society 

• Early identification of these children and referral  

• Advocacy and Community Awareness



On  14 October – wear a hat; take a photo; 
post on social media 



21 million activities for 21 million children 
www.icpcn.org



Resources for children
www.icpcn.org 

www.icpcnelearn.org - online modules in 8 languages 

www.togetherforshortlives.org.uk 

PALCHE- Palliative Care in Humanitarian Emergencies  
joan.icpcn@gmail.com 

IAHPC www.iahpc.org  
WHPCA www.thewhpca.org 
EAPC  www.eapc.org

http://www.icpcn.org
http://www.icpcnelearn.org
http://www.togetherforshortlives.org.uk
mailto:joan.icpcn@gmail.com
mailto:joan.icpcn@gmail.com
http://www.thewhpca.org
http://www.eapc.org


MATTIE STEPANEK’S DEFINITION: 

Mattie Stepanek, a child who died from a 
life limiting neuro-muscular illness, had 
this to say about paediatric palliative 
care: 

“Palliative care no longer 
means helping children die 
well, it means helping children 
and their families to live well 
and then, when the time is 
certain, to help them die 
gently”. 

 



Thank you

Joan.marston@icpcn.
co.za 

www.icpcn.org
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