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Executive Summary 
This policy covers children aged 0-18 years of age. This policy outlines the values, principles and 
practices that underpin the Isle of Wight NHS Trusts approach to the delivery of high quality end of 
life care for children.  
 
It has been developed in line with the Together for Short Lives: Standards framework for children’s 
palliative care (2015)  and the NICE guidance for End of Life care for Children 2017.   
 
This policy is aimed at all professionals who work with children, in the Isle of Wight NHS Trust, and 
clearly outlines staff roles and responsibilities in assessing, recording, supporting and responding to all 
children who are considered to be at the end of life.  
 
Its main focus is based on, and tailored to the needs wishes and preferences of the dying child and, 
their family, carers and those identified as important to them. 
 
Compliance of the policy will be monitored both at paediatric department level and monthly auditing, 
and also against defined key performance indicators which are reported on, on a quarterly basis.  

1 Introduction 
Caring for children at the end of life and providing support to families and friends at this time is of 
profound importance. There is only “one chance to get it right” for the individual patient and the 
impact of that death will live on in the memories of those close to them.  
 
End of life care is an emotive and important area of care that will affect us all.  This is especially true 
for children.   
 
The child death rate for the Isle of Wight is low, and we will only see on average at total of 6 or 7  
deaths per year with only 1 to 2 of those being expected deaths.  This is happily not a regular 
occurance, but one that we must endeavour to get right for all of the families concerned. It is 
therefore essential that we have clear guidance to ensure that all staff dealing with children are 
provided with support and structure to enable them to feel confident when providing end of life care. 
 
Together for Short Lives is a nationally and internationally renowned charity that advocates for 
palliative care for children.  They promote a care pathway approach to children’s palliative care, and 
have produced three care pathways which relate to different age groups, and a further one 
specifically focused on making choices surrounding the withdrawal of life-sustaining treatment.  We 
have used this to create The Isle of Wight NHS Trust Children’s End of Life Care Pathway. 
 
Giving families real choice is key to the care pathway approach: a choice of place of care, a choice of 
place of death, a choice of emotional and bereavement support, and putting the child and family at 
the centre of decision making to produce a care plan that is right for them. 
 
The NICE End of life care for infants, children and young people Quality standard [QS160] Published 
date: September 2017 offers very clear standards.   
 
Statement 1 Infants, children and young people with a life-limiting condition and their parents or 
carers are involved in developing an advance care plan.  
 
Statement 2 Infants, children and young people with a life-limiting condition have a named medical 
specialist who leads and coordinates their care. 

https://www.nice.org.uk/guidance/qs160/chapter/quality-statement-1-advance-care-plan#quality-statement-1-advance-care-plan
https://www.nice.org.uk/guidance/qs160/chapter/quality-statement-2-named-medical-specialist#quality-statement-2-named-medical-specialist
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Statement 3 Infants, children and young people with a life-limiting condition and their parents or 
carers are given information about emotional and psychological support, including how to access it. 
 
Statement 4 Infants, children and young people with a life-limiting condition are cared for by a 
multidisciplinary team that includes members of the specialist paediatric palliative care team. 
 
Statement 5 Parents or carers of infants, children and young people approaching the end of life are 
offered support for grief and loss when their child is nearing the end of their life and after their death. 
 
Statement 6 Infants, children and young people approaching the end of life and being cared for at 
home have 24-hour access to both children's nursing care and advice from a consultant in paediatric 
palliative care. 
 

2 Definitions 
Patients are considered to be ‘approaching the end of life’ when they are likely to die within the next 
12 months. This includes patients:- 
 

• Whose Death is imminent (expected within a few hours or days). 

• Who have advanced progressive, incurable conditions where death is expected within 
the year. 

• Who are frail and have co-existing conditions that mean they are expected to die 

within 12 months  

• Who have existing conditions that they are at risk of dying from in the event of a 
sudden acute crisis 

 
This policy is primarily focused on the identification and care of those children who are identified in 
the last weeks, days and hours of life. 
 
 

3 Scope 
This policy applies to all healthcare professionals who work within the Isle of Wight NHS Trust, and 
care for children 0-18 years who are deemed to be in the last weeks, days and hours of life.  
 
End of Life Care is everyone’s responsibility and applies to all healthcare settings within the 
organisation. The Neonatal Service follow regional guidelines, so babies aged less than 28 days  cared 
for anywhere within the IOW NHS Trust (NICU/A+E/Children’s Ward/Community Children’s Nursing 
team) will be cared for in accordance with those guidelines.    
 
This policy will focus on care for the end of life, clearly making the dying child themselves the focus of 
care in the last few days and hours of life and exemplify the high-level outcomes that must be 
delivered for every dying child.  
 

https://www.nice.org.uk/guidance/qs160/chapter/quality-statement-3-emotional-and-psychological-support#quality-statement-3-emotional-and-psychological-support
https://www.nice.org.uk/guidance/qs160/chapter/quality-statement-4-specialist-paediatric-palliative-care-team#quality-statement-4-specialist-paediatric-palliative-care-team
https://www.nice.org.uk/guidance/qs160/chapter/quality-statement-5-support-for-grief-and-loss-for-parents-or-carers#quality-statement-5-support-for-grief-and-loss-for-parents-or-carers
https://www.nice.org.uk/guidance/qs160/chapter/quality-statement-6-care-at-home#quality-statement-6-care-at-home
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4 Purpose 
In line with local and national End of Life guidance (End of life care for infants, children and young 
people with life-limiting conditions NICE guideline [NG61] Published date: 07 December 2016   Last 
updated: 25 July 2019; IOW NHS Trust Adult EoL (Found on the Isle of Wight NHS Trust intranet site); 
the purpose of this policy is to ensure that care given to children in the last days and hours of life: -  
 

• Is compassionate. 
 

• Is based and tailored to the needs, wishes and preferences of the dying child and, their family 
and those identified as important to them.  

 

• Includes regular and effective communication between the child and family, health care staff, 
and those identified as important to them. 

 

• Includes regular assessment of the child’s condition, with timely and appropriate response to 
changes where identified.   

 

• Ensure care is led by a senior responsible doctor, and a lead responsible nurse who can access 
support from specialist end of life/palliative care services when needed. 

 

• Ensure care is delivered by doctors, nurses, carers and others who have a high professional 
standard, skills, knowledge and experience that is needed to care for dying children and their 
families. 

 

• Meets the standards highlighted by the NICE guidance (2019). 
 

5 Roles and Responsibilities 
Executive Medical Director and Executive Director of Nursing  
 

• Will ensure the Trust has an evidence based policy in place to support early recognition 
and responses to all end of life patients.  

 
Clinical Directors and Head of Nursing and Quality of Paediatric areas. 
 

• Will ensure the policy is fully implemented within their business units. 

• Will provide support for nursing and medical staff during the provision of End of Life care 
for a child recognising the impact this can have on the staff. 

 
Lead Paediactrian for palliative care and Team Leader for the Children’s Community Nursing Team. 
 

• Will ensure all their clinical team and members have read the policy and understand their 
role, actions, and responsibilities they have for children at end of life.  

 

• Will champion this policy in practice. 
 

• Will assist alongside the dying child’s allocated Paediatrician in co-ordinating their care. 
 

• Will provide a second opinion when required and lead ethical discussions when required 
through clinical supervision.   
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• Will undertake and or delegate audits of the appropriate section of the policy and feed this 
into the overall data analysis of care of the dying.  

 
Paediatric Matron for Paediatrics and End of Life Care. 
 

• Will ensure all staff have read this policy and understand their role, actions and 
responsibilities when caring for children at end of life and those identified as important to 
them.  

 

• Will ensure that all staff are compliant with the actions within the policy that relate to their 
service. 
 

• Support staff during the provision of end of life care, providing opportunities for clinical 
supervision and case management supervision as required. 

 

• Will undertake regular audits to ensure the clinical area is compliant with the policy. 
 

• Will performance manage staff as per the Capability and Disciplinary policy should they not 
comply with the frame work of the End of Life policy.  

 
 
 
Registered Practitioners (registered nurses) 
 

• Must be aware of the End of Life Care Policy and ensure that the process is followed 
correctly within the practice setting for all children who are deemed to be end of life.  

 

• Must ensure, where appropriate, the correct referrals are completed, i.e. Children’s 
Community Nursing Team, and the Regional Palliative care team from University Hospital 
Southampton. 

  

• Must complete all relevant documentation to ensure that the delivery of care and 
decisions made are well evidenced.  

 

• Must ensure that the Isle of Wight NHS End of Life for Children care pathway is followed.  
 

• Must ensure they are competent and confident to deliver end of life care, and to seek 
advice where needed. 

 
Health Care/Nursing Assistants 
 

• Must be aware of the End of Life Care Policy and Pathway and ensure that the process is 
followed correctly within the practice setting for all children who are deemed to be end of 
life.  

 

• Must ensure the registered practitioners are informed if there are any concerns i.e. change in 
symptoms.  
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Medical Staff (All Grades) 
 

• Must be aware of the End of Life Care Policy and ensure that the process is followed 
correctly within the practice setting for all children at end of life and those identified as 
important to them.   

 

• Must complete all relevant documentation to ensure that the delivery of care and 
decisions made are well evidenced.  

 

• Must ensure they are competent and confident in making end of life decisions. 

6 Policy detail/Course of Action 
This policy applies to all clinical staff who work within the Isle of Wight NHS Trust and who are 
responsible for providing care for the dying child and those identified as important to them.  
 
As detailed in the Together for Short Lives Care Pathway (2014), there are standards that should be 
applied to ensure that families experience a co-ordinated approach to family centred care throughout 
their child’s life, regardless of their child’s diagnosis, with clear and open communication and support 
to enable the family to build up and maintain access to an appropriate network of support, regardless 
of where they are cared for, whether that is in hospital, in their home, or in a hospice.  
 
Childrens and Young Persons Advanced Care Plans – ideally discussions should be had with families of 
children with complex needs who are life limited around their wishes for end of life care during the 
course of their life-spans.  The  Children and Young Person’s Advanced Care Plan National document, 
which can be found on the CYPACP website http://cypacp.uk/ .  The document should be updated 
yearly by lead nurse and paediatrician to ensure all wishes are recorded and recognised.  A record of 
discussions had in periods of calm which can be recalled during periods of acute deterioration which 
truly reflects the wishes of the child/family. 
Decisions on CPR and other treatments can be recorded on this form.   
The form is printed on purple paper and original copy held by the family.  A copy is placed in the 
patient’s medical notes, sent to the GP, and any other agencies likely to be in contact with the child.  
It is also held on the Ambulance Alert System.  
 
The Isle of Wight NHS Trust End of Life pathway for Children (appendix 1) alongside the pathways for 
expected (appendix 2) and unexpected (appendix 3) deaths in children give clear guidance for staff.  
 
Once a child is recognised as being at the end of life phase, the Children’s Community Nursing (CCN) 
Team and the child’s paediatrician will co-ordinate their care supported by the Lead Paediatrician for 
Palliative Care. Referral should be made to the CCN team at the earliest possible convience to allow 
sufficient preparation.  The pathways for the End of Life for children should be followed and are as 
follows: 
 
Process ‘in hours’ 
 

1. Inform child’s paediatrician via the paediatric medical secretaries via switchboard. 
2. Complete a referral form to the CCN team and inform them via ext 4690 
3. CCN will then liase with the paediatrician/on-call paediatrician 
4. Paediatrician to liaise with the Paediatric Palliative Care  Consultant team in Southampton for 

advice and symptom management plans.   

http://cypacp.uk/
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5. Use the Association of Paediatric Palliative Care guidance to guide symptom management via 
APPM website www.appm.org.uk 

6. Open and honest discussions with the family and child (if appropriate), about wishes for EoL, 
consider using an Children’s and Young Persons Advanced Care Plan to ensure that 
discussions are clearly documented. 

7. Descision about where the family wish for care to be provided should discussed with family 
and the CCN team as per advice below.  

 
Process for ‘out of hours’ 
 

1. Inform on-call paediatrician and leave message for child’s consultant for next working day. 
2. Complete a referral form to the CCN team and inform them at the start of the next working 

day. (if more urgent, CCN team leader can be contacted out of hours) 
3. Use the Association of Paediatric Palliative Care guidance to guide symptom management via 

the APPM website https://www.appm.org.uk/guidelines-resources/ 
4. Arrange to contact the Paediatric Palliative Care  Consultant team in Southampton for advice 

and symptom management plans on the next working day.  
5. Open and honest discussions with the family and child (if appropriate), about wishes for EoL, 

consider using an Children’s and Young persons Advanced Care Plan http://cypacp.uk/ to 
ensure that discussions are clearly documented and robust. 

6. Descision about where the family wish for care to be provided should discussed with family 
and the CCN team as per advice below.  

 
 
 
 
Place of death 
 
The child and family should be offered a choice of place of death.   
 
Home  
Care at home can be supported by the CCN team, who will offer 24hour, 7 days per week support for 
families if/when needed. Medical support will be from the child’s named paediatrician, and the on-call 
paediatric team.  Tertiary support is available from the specialist paediatric palliative care team, from 
Southampton via switchboard.   
Equipment to be considered 

• height adjustable bed can be accessed via district nursing equipment request on the intranet.  

• Home oxygen – available from Dolby Visiol  

• Syringe driver – available from the equipment library 

• Home death equipment box( stored in the CCN store cupboard) to be stocked as per the EoL 
care supplies list 

• Lockable storage box and fridge if required for controlled drugs. 
 

Extra support for family should be offered via a fast track continuing care assessment – CCN to 
undertake an assessment and present to the Complex Care team at North Hants CCG via 
nhccg.complexneeds@nhs.net 
 
Hospice 
Mountbatten offer the use of a room for end of life care for children, utilising the staff of the CCN 
team to provide 24hour, 7 days per week  supported by the same medical supervision as for home 
care.   

http://cypacp.uk/
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Contact the clinical team on tel: (01983) 529511 to assess their ability to accommodate giving them 
an approximate time line.   
Staffing for this provision needs to be in place – via CCN team, before this option is offered to family.  
 
Hospital 
The child should be cared for in an appropriately child friendly area, ie) Children’s Ward, Children’s 
A+E or Wellow Ward by the staff on the unit supported by the CCN team.  This should be a cubicle, 
which ideally is in a quiet area with sufficient space for the family to stay with the child.  Access the 
sofa bed from NICU if needed to enable the family to be together.  
 
Wellow Unit can also be used for EoL care for children.  The care of the child will be supported by the 
CCN team and the on-call paediatric medical team and this should be in place before this option is 
offered. (See separate SOP for use of Wellow Ward) 
Referal for this provision needs to be made via the on-call palliative care team member via 
switchboard. 
 
 
After death care 
 
Care for the child and the family should continue after death if required.  The ability to spend time 
with the deceased child if wanted, can allow families to say their goodbyes to their child and aid their 
grief process.    
 
Expected death 
If the death is an expected death, the child’s body can be cared for at home, or transferred to 
Mountbatten or the Wellow Unit (subject to availability of space).   
 
Unexpected Death  
If the death is unexpected then different rules apply as the child will be under the care of the coroner.  
Once permission has been granted by the coroner, the family should be allowed to have supervised 
access to their child’s body, which can be done on Children’s Ward or the Wellow Unit using the 
FlexMort mattress.  This will be facilitated by staff from the CCN team or Children’s Ward.   
 
Storage of the body  
The body should be allowed to cool naturally and then transferred to the FlexMort mattress or cuddle 
cot dependant on their size (as per manufacturers guidance see Appendix ? ).  The body should be 
covered using the FlexMort insulation quilt, and can be kept for up to 4 days before being transferred 
to the funeral directors or the mortuary.  The body should be checked for signs of deterioration and 
condensation at least twice daily.  
 

7 Consultation 
This policy has been developed in accordance with National and Local Guidelines. Nice Guidelines and 
Guidance from Together for Short Lives.   
 
Both Medical and Nursing professionals have been consulted and the policy has been shared via the 
end of life working group. 
 
It has been out for consultation to the relevant Medical Directors and Heads of Nursing and has been 
shared with relevant professionals within the business unit.  

tel:01983%20529511
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8 Training 
This End of Life Care for Children does have a mandatory training requirement which is detailed in the 
Trusts mandatory training matrix and is reviewed on a yearly basis. The following non mandatory 
training is also recommended:- 
Palliative Care of Children – University of Southampton training day 
Advanced Communication Skills   
Update on palliative care and use of T34 syringe drivers – Isle of Wight NHS Trust 
CCN team to do informal training sessions for staff.  
Competency in use of FlexMort cuddle blanket/cuddle cot  
 
 
Every policy, and any other procedural document that has training requirements must 
have one of the statements below within the implementation/training/awareness 
section. 
  
“This (state name of policy here) does not have a mandatory training requirement or any 
other training needs ” 
 
“This (state name of policy here) does not have a mandatory training requirement but the 
following non mandatory training is recommended:- 
 
“This (state name of policy here) has a mandatory training requirement which is detailed in 
the Trusts mandatory training matrix and is reviewed on a yearly basis” 
 
“This (state name of policy here) does have a mandatory training requirement which is 
detailed in the Trusts mandatory training matrix and is reviewed on a yearly basis. The 
following non mandatory training is also recommended:-” 
 
Any new proposals regarding mandatory training must be done in consultation with 
the Mandatory Training Group.  Policy authors cannot decide on mandatory training 
requirements. 

9 Monitoring Compliance and Effectiveness 
The compliance for this policy will be conducted by the clinical leads responsible for End of Life Care 
for Children. 
 
All reports and findings from audits will be presented at the Monthly End of Life Care operational 
group meeting and will be fed back to the IOW NHS Trust and Mountbatten Hospice Partnership 
Board. 
 

• After each death a debrief will be held, and review of practice held.  This will be fed back to 
the End of Life lead for the trust.   
 

• Annual audit to monitor the overall quality of end of life care against NICE guidance. 
 

• A monthly Mortality and Morbidity review is held. 
 

• Data is collected in relation to non-clinical end of life transfers.  
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• Any cases of failure to comply with this policy will be investigated. 
 
 

10 Links to other Organisational Documents 
Memorandum of Understanding with Mountbatten Hospice (Appendix 4) 

11 References 
Isle of Wight NHS Trust (2018-2022) End of Life Care Strategy. Available in the Integrated End of Life 
care page of the Trust Intranet.   
 
National Palliative and End of Life Care Partnership (2015-2020). Ambitions for Palliative and End of 
life Care: A National Framework for Local Action. Available at: 
http://endoflifecareambitions.org.uk/wp-content/uploads/2015/09/Ambitions-for-Palliative-and-End-
of-Life-Care.pdf [Accessed 30th October 2017]. 
 
Nice Guidelines (2017). End of life care for infants, children and young people 
Quality standard [QS160] 
 Available at https://www.nice.org.uk/guidance/qs160/chapter/Quality-statements 
 
Together for Short Lives February 2013  A Core Care Pathway for Children with Life-limiting and Life-
threatening Condition 3rd Edition, Available at 
http://www.togetherforshortlives.org.uk/assets/0000/4121/TfSL_A_Core_Care_Pathway__ONLINE_.p
df 
 
Together for Short Lives (2015) Standards framework for Children’s Palliative Care 
Available at 
http://www.togetherforshortlives.org.uk/professionals/resources/3687_standards_framework_for_c
hildren_s_palliative_care_2015_free 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

http://endoflifecareambitions.org.uk/wp-content/uploads/2015/09/Ambitions-for-Palliative-and-End-of-Life-Care.pdf
http://endoflifecareambitions.org.uk/wp-content/uploads/2015/09/Ambitions-for-Palliative-and-End-of-Life-Care.pdf
https://www.nice.org.uk/guidance/qs160/chapter/Quality-statements
http://www.togetherforshortlives.org.uk/assets/0000/4121/TfSL_A_Core_Care_Pathway__ONLINE_.pdf
http://www.togetherforshortlives.org.uk/assets/0000/4121/TfSL_A_Core_Care_Pathway__ONLINE_.pdf
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12 Appendices 
Appendix 1  
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Appendix 2 
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Appendix 3  
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Appendix 4 
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Financial and Resourcing Impact Assessment on Policy Implementation  
 

NB this form must be completed where the introduction of this policy will have either a 
positive or negative impact on resources.  Therefore this form should not be completed 
where the resources are already deployed and the introduction of this policy will have no 
further resourcing impact. 

 

Document 
title 

 

 

Totals WTE Recurring  
£ 

Non 
Recurring £ 

Manpower Costs      

Training Staff     

Equipment & Provision of resources     

 
 
Summary of Impact:  
 
Risk Management Issues:   

Benefits / Savings to the organisation:   
 
Equality Impact Assessment 
 
▪ Has this been appropriately carried out?    YES/NO  
▪ Are there any reported equality issues?    YES/NO 
 
If “YES” please specify:  
 

Use additional sheets if necessary. 
 
 
 
 
 
 
Please include all associated costs where an impact on implementing this policy has been 
considered.  A checklist is included for guidance but is not comprehensive so please ensure 
you have thought through the impact on staffing, training and equipment carefully and that 
ALL aspects are covered. 

Manpower WTE Recurring £ Non-Recurring £ 

Operational running costs    

     

Totals:     

 

Staff Training Impact Recurring £ Non-Recurring £ 
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Totals:     

 

Equipment and Provision of Resources Recurring £ * Non-Recurring £ 
* 

Accommodation / facilities needed   

Building alterations (extensions/new)   

IT Hardware / software / licences    

Medical equipment   

Stationery / publicity   

Travel costs   

Utilities e.g. telephones    

Process change   

Rolling replacement of equipment   

Equipment maintenance   

Marketing – booklets/posters/handouts, etc   

   

Totals:     

 

• Capital implications £5,000 with life expectancy of more than one year. 
 

Funding /costs checked & agreed by finance:                      

Signature & date of financial accountant:        

Funding / costs have been agreed and are in place:  

Signature of appropriate Executive or Associate Director:  
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 Appendix B 
Equality Impact Assessment  
 
This Equality Analysis is a written record that demonstrates that you have shown due regard to the 
need to eliminate unlawful discrimination, advance equality of opportunity and foster good 
relations with respect to the characteristics protected by the Equality Act 2010. 
 

Name of policy/procedure End of Life Care for children 

Date of assessment: 5/4/22 

Responsible department: Children’s Community Nursing 

EIA Author:  Becky Hepworth 

Intended equality 
outcomes: 

Equitable service to all 

 

Who was involved in the consultation of this document? 

 

Date Forum 

March End of Life Care board. 

  

  

  

  

  

 
Please describe the positive and any potential negative impact of the policy on service users 
or staff.  
 
In the case of negative impact, please indicate any actions to mitigate against this by 
completing stage 2. Supporting Information can be found be following the link: 
www.legislation.gov.uk/ukpga/2010/15/contents 
 

Protected 
Characteristic 

Equality Analysis EIA Impact 
(Positive/Negative) 

Age  positive 

Disability  positive 

Gender reassignment  positive 

Marriage & civil 
partnership 

 positive 

Pregnancy & maternity  positive 

Race  positive 

Religion/Belief  positive 

Sex  positive 

Sexual orientation  positive 

 
 
Stage 2: Full impact assessment 
 

What is the impact? Mitigating actions Monitoring of actions 

   

 

http://www.legislation.gov.uk/ukpga/2010/15/contents

