[bookmark: _GoBack]DRAFT WHPCA Position Statement on Palliative Care for Children

	Purpose
	To clarify the WHPCA position on palliative care for neonates, infants, children and young people

	Author
	Joan Marston

	Publication date
	August 2016

	Audience
	Palliative care personnel; governments; regional and national associations; palliative care programmes

	Circulation 
	Regional and National Associations

	Summary
	This position statement clarifies the WHPCA position on palliative care for children

	Contact details
	joan.icpcn@gmail.com

	Review date
	August 2019



Introduction

The Worldwide Hospice Palliative Care Alliance is a global network of organizations committed to the development of palliative care in order to improve accessibility and availability of palliative care services for people affected by life-threatening illness. 
The Worldwide Hospice Palliative Care Alliance has identified the need to produce a policy statement on palliative care for children that may be helpful to hospice palliative care organisations engaged in this discussion in their countries or regions.

Summary of Recommendations

The WHPCA recommends that all governments:
· integrate palliative care for children into their country’s health care system
· provide palliative care for children across the continuum of care within health care facilities and in their homes and communities
· ensure training for health care workers, including community workers and volunteers, in palliative care for children
· provide resources, including adequate funding,  for the provision of palliative care for children
· ensure palliative care medicines are available in paediatric formulations
· provide bereavement support for children and families including siblings
· encourage advance care planning and discussion of preferences for end-of-life care of children
· provide child-friendly environments within facilities for children
· recognizes the importance of protecting children’s rights

Value Statement

The goal of palliative care is to improve quality of life for patients and family members affected by life-threatening illness[endnoteRef:1].  [1:  Sepulveda C, Marlin A, Yoshida T, Ullrich A. Palliative Care – the World Health Organisation’s Global Perspective. Journal of Pain and Symptom Management 2002; 24 (2): 91-96.] 

Palliative Care affirms life, regards dying as a normal process and intends neither to hasten nor to postpone death.
Palliative care for children is a human right.
 
Definitions
Child  				 a “child” includes the viable foetus before birth; the neonate, infant, child and adolescent or young person.
Age of the child			Generally recognised as from birth to 19 years. Some countries include young people up to the age of 24 and beyond.
Perinatal period			The perinatal period commences at 22 completed weeks (154 days) of gestation and ends seven completed days after birth.
Neonate				A child in the first 28 days of life
Adolescence			a transitional stage of physical and psychological human development that generally occurs during the period from puberty to legal adulthood (age of majority).
Life-limiting /life-shortening conditions
 those for which there is no reasonable hope of cure and from which children or young people will die.[footnoteRef:1] [1:  Hain et al.: Paediatric palliative care: development and pilot study of a ‘Directory’ of life
-limiting conditions. BMC Palliative Care 2013 12:43. ] 


WHO Definition of Palliative Care for Children 2002
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)
· Palliative care for children is the active total care of the child’s body, mind and spirit, and also involves giving support to the family.
· It begins when illness is diagnosed, and continues regardless of whether a child receives treatment directed at the disease.
· Health providers must evaluate and alleviate a child’s physical, psychological and social distress.
· Effective palliative care requires a broad multidisciplinary approach that includes the family and makes use of available community resources; it can be successfully implemented even if resources are limited.
· It can be provided in tertiary care facilities, in community health centres, and even in children’s homes. (the child’s own home, community home or institution)

Together for Short Lives (previously ACT) Definition

Palliative care for children and young people with life-limiting conditions is an active and total approach to care, from the point of diagnosis or recognition,embracing physical, emotional, social and spiritual elements through to death and beyond. It focuses on enhancement of quality of life for the child/young person and support for the family and includes the management of distressing symptoms, provision of short breaks and care through death and bereavement. [footnoteRef:2] [2:  www.togetherforshortlives.org.uk] 


Categories of children who would benefit from palliative care
ACT, now Together for Short Lives, identified four categories of children who would benefit from palliative care. Recent thinking has added other possible categories. 
Category 1
Life-threatening conditions for which curative treatment may be feasible, but can fail e.g. cancer, organ failure of heart, liver or kidney and infections.

Category 2
Conditions requiring long periods of intensive treatment aimed at prolonging life, but where premature death is still possible e.g. cystic fibrosis, HIV/AIDS, cardiovascular anomalies and extreme prematurity (newborn infants).

Category 3
Progressive conditions without curative options, where treatment is palliative after diagnosis e.g. neuromuscular or neurodegenerative disorders, progressive metabolic disorders, chromosomal abnormalities, advanced metastatic cancer. 

Category 4	
Irreversible, non-progressive conditions with severe disability causing extreme vulnerability to health complications e.g. severe cerebral palsy, genetic disorders, congenital malformations, prematurity, brain or spinal cord injury.

Other categories for consideration: 
Category 5  
Bereaved children and children facing grief and loss

Category 6  
Other children who require supportive rather than palliative care such as HIV affected children and children whose parent or parents have died and require on-going holistic support and future planning.

Category 7
Babies in the Perinatal and neonatal period who have very specific needs
Transition from Children’s to Adult Palliative Care
It is recognised that children should be prepared for the transition from paediatric to adult services, where both children’s and adult palliative care services exist. This can be a difficult experience for both the young person and the family who may have been with children’s services for many years, and requires collaboration between the children’s and adult services and a unique plan to meet the needs of each young person and family. 

The Global Need for Children’s Palliative Care
Research (awaiting publication) by the International Children’s Palliative Care Network based on a methodology developed with UNICEF and using reliable secondary data,  estimates that globally a minimum of  over 21 million children would benefit from some level of palliative care, of which over 8 million would require specialized palliative care. 
The rate of need was found to vary considerably from country to country and was highest in low and middle income countries, especially in Africa due mainly to high rates of HIV/AIDS. 
In general, the higher the country income the lower the need for CPC.
The Global Atlas of Palliative Care estimates that 65% of countries have no children’s palliative care services.
Congenital anomalies represent roughly 25 percent of the 
palliative care needs of children worldwide,  
neonatal conditions (15 percent), 
malnutrition (14 percent), 
meningitis (13 percent), 
HIV/AIDS (10 percent), 
cardio-vascular disease (six percent), 
endocrine, blood and 
immune disorders (six percent), 
cancer (six percent).

98% of children requiring palliative care live in low and middle-income countries
49% live in Africa

Palliative Care for Children is a Human Right[footnoteRef:3] [3:  Children’s Palliative Care and Human Rights. Public Health Fact Sheet. Open Society Foundations] 


International human rights law recognizes the right 
to palliative care for children.

Under article 12 of the International Covenant on 
Economic, Social and Cultural Rights (right to health), 
article 7 of the International Covenant on Civil and 
Political Rights (freedom from torture), and article 24 of 
the CRC (child’s right to health), countries are obliged to 
take steps to ensure that patients have access to palliative 
care and pain treatment, bearing in mind that children are entitiled to special care and treatment

The principle of the child’s best interest, as enshrined in 
Article 3 of the UN Convention on the Rights of the Child 
(CRC), is a primary factor in all interactions with children. 

In Article 12 of the CRC Children have a right to express their views on treatment decisions, and for those views to be given appropriate 
weight, depending on their age and stage of development. 
To enable this, special efforts must be made to ensure 
the child’s right to information about the illness. Child-
appropriate communication must be ensured 

The UN Committee on the Rights of the Child explicitly refers to palliative 
care as a component of children’s right to health. It also 
interprets children’s right to health to include the right to 
grow and develop to their full potential

The UN Special Rapporteurs on Health and Torture state:

“Children are particularly vulnerable to certain human 
rights violations, including torture and other forms of 
ill-treatment . . . The [UN] Human Rights Committee, 
the European Court of Human Rights and the Inter-
American Court of Human Rights, have [all] recognized 
the need for States to provide special measures or height-
ened “due diligence” to protect the personal liberty and 
security of every child . . . Children experience pain and 
suffering differently to adults owing to their physical and 
emotional development and their specific needs . . . The 
threshold at which treatment or punishment may be 
classified as torture or ill-treatment is therefore lower in 
the case of children, . . .”
III
“The failure to ensure access to controlled medications 
for pain and suffering threatens fundamental rights to 
health and to protection against cruel, inhuman and 
degrading treatment.” 


What makes Palliative Care for children different to palliative care for adults
· The number of children who die is small in comparison with the number of adults.
· Many of the conditions are extremely rare with diagnoses specific to childhood, although the child may survive into early adulthood.
· Many childhood conditions are associated with an uncertain prognosis, which delays referral to palliative care
· The timescale of childhood illness is generally different from adults; palliative care may last only a few days, weeks or months, or may be delivered for a number of years and can continue into adulthood.
· Many conditions are genetic, and therefore more than one child in the family may be affected.
· Palliative care to support parents and families may begin before birth when a life-threatening condition is diagnosed in the ante-natal period. 
· Palliative care for children involves the whole family, especially parents, siblings and grandparents
· Illness affects development; and development affects the way the child experiences illness
· Children’s ability to communicate and understand changes with development and palliative care providers must respond to the changing needs of the child and communicate with the child in a way that can be understood by the child. . 
· Children’s understanding of death changes with development
· Children require support in bereavement relevant to their development and understanding. 
· Continuing recognition of the developmental needs of the child that includes the provision of education and play is essential 
· Childhood is a time of physiological change which may affect the way medicines and treatments affect the child
· Assessment tools for children may differ to those used for adults
· Assessment of pain and distressing symptoms may be dependent on the assessment of the primary caregiver where the child is unable to respond adequately. 
· The Interdisciplinary Team may include members not required in adult teams such as Child Life specialists, teachers, neonatologists
· Serious illness and death of a child has a strong impact on families, health care providers and communities. 
· Spiritual assessment and spiritual care of children is poorly understood
· Issues of sexuality are often ignored and neglected 
· The ethical issue of autonomy in decision-making usually requires proxy decision-makers
· Children may give assent to treatments depending on their level of development and understanding
· The voice of the child and their personal wishes are often ignored
Barriers to the Provision of Palliative Care for Children
Studies have identified common barriers to the provision of palliative care for children that should be identified and include:
· Uncertainty about the progress of the condition. 
· Families not ready to accept the prognosis of a serious and potentially incurable illness or condition
· Discrepancies in treatment goals between family and health care workers
· Difficulties with communication
· Inadequate educational opportunities for theoretical and practical learning 
· Few professionals trained to provide specialized children’s palliative care
· Lack of resources to provide specialized children’s palliative care, including lack of finances, trained staff and suitable facilities 
· Fear of prescribing pain medicines for children
· Lack of palliative care medicines, including opioids, in paediatric formulations
· Insufficient programmes to provide palliative care for children and for clinical learning placements
· Difficulties in assessing pain and symptoms in young children or those with severe disabilities
· Wide range of skills needed to care for children from neonates to adolescence
· Lack of understanding of which children would benefit from palliative care
WHPCA Recommendations for Children’s Palliative Care (CPC)
The WHPCA calls on governments to: 
Implement the World Health Assembly Resolution 67.19 of May 2014 on Palliative Care  as it relates to children
Recognise that the provision of palliative care for children is a human right and an essential and integral  part of health provision.
Carry out national assessments of the need for CPC in their countries
Identify barriers to the provision of CPC and develop plans to break down these barriers that include providing equal access to quality CPC including access to palliative care medicines in paediatric formulations
Develop national plans and guidelines, and provide adequate resources, including a national budget, for the provision of palliative care for children
Identify standards for the provision of CPC, including child protection, and a concurrent monitoring system
Integrate CPC into the formal health care system and provide suitable child-friendly facilities 
Support community initiatives to provide CPC and promote collaboration with the formal health car system
Set up an effective referral system to enable children to receive palliative care in health care facilities and in the community
Ensure bereavement support for children and families is included in the development of CPC 
Provide educational, developmental and play opportunities for children with life-limiting conditions
Ensure CPC is integrated into the undergraduate and post-graduate training of health care, social welfare, spiritual care and all other relevant professionals. This should include training in communication with children, 
families and the palliative care team.
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