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1Level 4: a consultant paediatrician in PPM, or a small number of children’s hospice medical leaders (mainly leaders in sub-specialty formation and development, and with 
roles beyond their local hospice), and who have a substantive role in children’s palliative medicine. Manage uncommon symptoms; understand principles in order to 
develop a logical approach even where there is no evidence basis. Considerable emphasis on leading and developing services within and beyond the local hospice, and 
on supporting and teaching other professionals involved with children with life-limiting conditions who are not trained in palliative medicine .(APPM/RCPCH, 2015)  
2 Of particular importance is how the network coordinators successfully engaged stakeholders within their region and encouraged partnership working thereby creating 

unified networks able to successfully deliver specific projectsEvaluating the role and perceived impact of four regional Paediatric Diabetes Network Coordinators: The key findings. 
NHS Diabetes, 2013)  

https://www.nice.org./guidance/ng61


 



 

 

 

 

 

 

 

                                                           
3 Children’s palliative care is defined as an active and total approach to care, from the point of diagnosis or recognition, throughout the child’s life, death and beyond. It 

embraces physical, emotional, social and spiritual elements and focuses on the enhancement of quality of life for the child/young person and support for the family. It 
includes the management of distressing symptoms, provision of short breaks and care through death and bereavement.”  (Together for Short Lives 2013) 

 

https://www.nice.org.uk/guidance/qs160
https://www.gov.uk/government/publications/choice-in-end-of-life-care-government-response
https://www.gov.uk/government/publications/choice-in-end-of-life-care-government-response
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4 linked groups of health professionals and organisations from primary, secondary and tertiary care, and social services and other services working together in a 

coordinated manner with clear governance and accountability arrangements”. There are regional or sub regional children’s palliative care networks in all English regions 
except across Surrey and Sussex 

https://www.nice.org.uk/guidance/ng61/resources
https://www.england.nhs.uk/wp-content/uploads/2013/06/e03-paedi-med--pall.pdf
https://www.england.nhs.uk/wp-content/uploads/2013/06/e03-paedi-med--pall.pdf
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5 Level 3: a paediatrician (consultant or Staff or Associate Specialist (SAS) doctor) who has developed a special interest in PPM, an established children’s hospice doctor 
or GP with Special Interest (GPWSI) in paediatric palliative care. Likely to have a relevant postgraduate qualification such as the Cardiff Diploma in Palliative Medicine 

(paediatrics) (APPM/RCPCH,2015) 
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6 It is vital to offer bereavement care to anyone who has lost a child, however care offered to parents is worryingly inconsistent. Together for Short Lives (2017) 
7 a number of locations in the UK still have no CCN service provision. Furthermore, very few of the existing CCN services are able to offer the 24/7 service that is 
especially critical for end of life care. (The Future for Children’s Community Nursing: Challenges and Opportunities. RCN, 2014)  



 

 

 

 

 

 

                                                           
8 Network coordinator is pivotal to the effective functioning of the networks. Retaining this role will help maintain the momentum of the regional and national networks to 

help drive towards achievement of the vision of the national network – to reduce variation of care and deliver better outcomes for children and young people with diabetes, 
their families and carers, no matter where they live in England. (Evaluating the role and perceived impact of four regional Paediatric Diabetes Network Coordinators: The 
key findings. NHS Diabetes, 2013)  
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Communication between professionals/parents:  
Professionals think about how best to communicate with 
each child or young person and their parents or carers 
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Communication between professionals: services within 
all relevant agencies engage in planning for the specific 

needs of the child/young person
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Information available: Children, young people and their 
families have easy access to information about their 

condition and services available to them
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Advance care plans: Each child or young person and their 
family has an Advance Care Plan or equivalent
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Emotional/psychological support is available for children and 
young people with a life-limiting condition
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Religious/spiritual support is available for children and young people 
with a life-limiting condition.
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Symptom management: Staff have 24/7 access to specialist advice on 
complex symptom management in children and young people 
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MDT: Children and young people with life-limiting conditions are cared 
for by a defined* multi-disciplinary team
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Family support: Care plans address the care and support needs of all 
immediate family members
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Organ and tissue donation: Processes are in place for families to 
discuss their preferences for organ and tissue donation
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Recognise likely to die: professionals are able to recognise when a 
child is likely to die within the next few days
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EOL care: Every child and family has an end of life plan when 
appropriate
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EOL care: Every child approaching the end of life has 24-hour access to 
paediatric nursing care 
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EOL care: The carers of children approaching the end of life have 24-
hour access to advice from a consultant in paediatric palliative care.
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Rapid transfer: There is a rapid transfer process for children and young 
people with life-limiting conditions to allow urgent transfer to the 

preferred place of care
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Care at home: Every child has access to a 24 hour multi-disciplinary 
children’s palliative care team for care within the home
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Care after death: the practical arrangements that will be needed after 
the death of their child are discussed with parents/carers
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Staff support: Professionals have access to ongoing support and 
supervision
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Bereavement support: Parents or carers are offered bereavement 
support when their child is nearing the end of their life and after their 

death.
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Specialist paediatric palliative care team:
Service delivery by a consultant-led multi-professional specialist palliative 

care team across the network/MCN
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Specialist paediatric palliative care team:
Clinical leadership role in planning delivery and evaluation of children’s 

palliative care services across a network/ managed clinical network 
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Specialist paediatric palliative care team:
Care led by a medical consultant working at Paediatric Palliative Care 

Competency Level 4 
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Specialist paediatric palliative care team:
MCN/network provides the full range of specialist paediatric palliative 

care interventions including use of alternative opioids 
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Specialist paediatric palliative care team: 
MCN/network able to treat all children and young people, regardless of 

their age 
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9 NICE (2016). End of life care for infants, children and young people with life-limiting conditions: planning and 
management. Available at: http://bit.ly/2g9nIWA  
10 Hansard (2017). Oral Question HL6151 from Lord Carlile of Berriew. Asked on 16 March 2017. Available at: 
http://bit.ly/2xQvAtH  
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