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Guideline for the Care of Babies, Children, Young People and their Families at 

the End of Life - Children’s Community Team – Derby only 

 

Reference Number: CH CLIN G 135/ Oct 20/v002 

Introduction  

This guideline has been written to help professionals involved in the care of children with life 

limiting and life threatening conditions deliver child and family centred at the end of a child’s 

life.  The word ‘child’ will be used throughout the document, meaning babies, children and 

young people from 0 to 19 years of age and under the care of a paediatrician. 

 

When a child is identified as having a life limiting or life threatening condition, their medical 

team needs to embark on a personalised care planning process in partnership with the 

family and sometimes the child  themselves.  

 

This will involve several discussions over time where there will be acknowledgement of 

uncertainty and the need for parallel planning for worst case and best case scenarios. This 

will lead  to the shared development of anticipatory care planning documentation including a 

personal emergency healthcare and resuscitation plan (EHCP/PRP)  for any anticipated 

deteriorations, plus the documentation of the family priorities, wishes and choices and 

eventually an end of life symptom management plan.  

 

This is a fluid process with reviews and changes of the plan as the child’s condition changes. 

The care team are on a journey with the child and family and need to develop a relationship 

of mutual trust and respect. 

 

When seeing a child with a life limiting or life threatening condition, it is useful to consider the 

‘surprise question’, which is:  

Would I be surprised if this child was to die in the next:   
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a) year ? 

b) weeks to months ? 

c) days to weeks?  

 

If the answer to the ‘surprise question’ is ‘no, I would not be surprised’,  it may be helpful to 

refer to the Gold Standards Framework Prognostic Indicator Guidance1 

 

It is never easy to predict when death may occur, but using the ‘surprise question’  can help 

to identify children who may benefit from discussions and planning for care at the end of life.   

At all stages, referral to Rainbows Children’s Hospice should be discussed and referral form 

completed if the child and family wish to proceed with referral. 

 

This guideline will shape the delivery of care to children who are referred to the KITE team 

(children’s community nursing team) requiring end of life care. 

 

Aim and Purpose 

The purpose of this guideline is to ensure that children approaching the end of their life and 

their families are cared for compassionately and effectively. Assessment will involve the 

Multi-Disciplinary Team  and will ensure that an appropriate, achievable and effective plan 

can be delivered. 

 

Plan 

1. Identifying children requiring end of life care within the next 6-12 months  

The child’s paediatrician and other professionals involved in the child’s care should identify 

that the child is likely to die within the next 6-12 months. This may be due to progression of 

disease, repeated hospital admissions or change in condition. 
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At this stage, a discussion between the child’s paediatrician, parents and the child (if 

appropriate) should take place regarding interventions and choices (see Appendix 1) at the 

end of the child’s life. This discussion should be formalised in an Emergency Healthcare 

Plan (EHCP)/Personal Resuscitation Plan (PRP). 

 

It is recognised that the completion of the EHCP/PRP is a process and may take some time 

as parents and the child may need to consider their options. It is therefore recommended 

that discussions begin as early as possible. 

 

A member of the KITE team should be present at the completion of the EHCP/PRP if 

possible.   It may be that another doctor involved in the child’s care is also present to 

facilitate meaningful discussion and decision making. 

 

The EHCP/PRP should be reviewed at least annually (dependant upon changes in the 

child’s condition),  but the document does not expire. 

 

Once the EHCP/ PRP is completed, the original document should be forwarded to the KITE 

team who will distribute it to the relevant professionals.  The document may be signed by a 

parent and the child (if appropriate), but some parents may prefer not to.  The EHCP/ PRP is 

a medical care plan and therefore must be signed by the child’s paediatrician and should still 

be followed even if the document is not signed by the child’s parent/ guardian.   

 

The KITE team will keep a copy of the EHCP/PRP.  

 

If the child was not previously known to the KITE team and does not currently require any 

nursing interventions, the KITE team will ‘keep in touch’ with the family by attending 

outpatient appointments until further input is required. 
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If the child is already known to the team or requires nursing interventions, the child will be 

allocated a named nurse and receive input from the team according to their needs. 

 

2. Identifying children requiring end of life care in the next weeks to months 

When it is identified that the child is likely to die in the next weeks, the KITE Team should be 

informed. If an EHCP/PRP has not already been completed, it should now be discussed with 

the parents and child (if appropriate). 

 

The child will be allocated a named nurse in the KITE Team who will keep in regular contact 

with the child and family. 

 

3. Identifying children requiring end of life care in the next hours, days or small number 

of weeks  

When it is identified that the child is likely to die in the next hours, days or small number of 

weeks, the KITE Team should be informed and an EHCP/PRP completed as a priority with 

the paediatrician, KITE team named nurse, parents and child present (if appropriate). 

 

A discussion should take place with the parents (if it has not happened already) as to where 

they would prefer their child to die. 

 

If it is identified that the parents would prefer their child to die in a hospice, the paediatrician 

should contact Rainbows Children’s Hospice as soon as possible so that arrangements can 

be made. The KITE Team can assist with this if needed.  

 

If it is identified that the parents would prefer their child to die in hospital, the paediatrician 

should ensure arrangements are made for this on the ward (availability of a side room, 
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staffing levels, handover to medical and nursing staff on the ward). Symptom management 

plans and anticipatory medication should be prescribed. 

 

If it is identified that the parents would prefer their child to die at home, the paediatrician 

should discuss with the KITE Team as soon as possible. Ideally, this discussion should take 

place with the lead specialist nurse from the KITE team. A checklist for what will be needed 

to be arranged can be found in appendix 2.  The child’s lead paediatrician should be 

identified. 

 

Parents should be made aware that the KITE team cannot offer an out of hours service, so 

they should be clear what to do if their child deteriorates at home or dies out of hours. 

 

The paediatrician should inform the child’s GP and request a home visit as soon as possible 

(appendix 3). This should be followed by a letter detailing the child’s condition, prescribed 

medication and request their ongoing medical support for the child and family.   

 

It is helpful if the GP is able to visit the child at least fortnightly in order that they are able to 

complete the death certificate in a timely manner when needed.   

 

A discharge planning meeting should be arranged prior to discharge. The KITE Team will 

prioritise this meeting and aim to attend within 4 hours of notification for children who are 

being cared for in hospitals outside of Derby. The team should be able to attend the 

discharge planning meeting earlier than this for children who are inpatients at the Royal 

Derby Hospital. 

 

The MDT will ensure that an appropriate, achievable and effective plan can be delivered.  

Assessment will include; 
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 An assessment of the child’s physical needs 

 EHCP/PRP 

 A symptom management plan (appendix 4) 

 Equipment needs (appendix 5) 

 Parallel Planning ( eg:  Hospice/ Hospital ) 

 Liaison with commissioners for provision of continuing care /respite (fast track) 

 Emergency contacts of health professionals and support colleagues 

 

At the discharge planning meeting, it should be identified who the lead paediatrician will be 

once the child is discharged home. A local lead paediatrician should also be identified if the 

child is currently an inpatient in a hospital outside of Derby. The key worker for the family 

and child should also be identified (this is likely to be the child’s named KITE Team nurse but 

may be another professional). The key worker should act as a liaison between the child, 

family and other professionals. 

 

A symptom management plan should be drawn up during the discharge planning meeting 

and current medication as well as anticipatory medication should be prescribed and 

dispensed as necessary. Non-essential medications and interventions will be reviewed and 

removed. Professionals and families need to be aware of what potential symptoms may 

occur and what plan will be put in place to deal with them. Rainbows Children’s Hospice can 

be contacted for advice if needed.  

 

Alternatively, a copy of ‘Basic Symptom Control in Paediatric Palliative Care’ (Together for 

Short Lives) should be available on each paediatric ward as well as in the KITE Dept.  It can 

also be found using the following link: 

http://www.togetherforshortlives.org.uk/professionals/resources/2434_basic_symptom_contr

ol_in_paediatric_palliative_care_free_download  

http://www.togetherforshortlives.org.uk/professionals/resources/2434_basic_symptom_control_in_paediatric_palliative_care_free_download
http://www.togetherforshortlives.org.uk/professionals/resources/2434_basic_symptom_control_in_paediatric_palliative_care_free_download
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The KITE Team will ensure that all required equipment is available in the home before 

discharge. 

 

At the discharge planning meeting, plans for further management should be made. This will 

include regular multi-disciplinary team (MDT) meetings once the child has been discharged, 

daily home visits from the KITE Team as well as GP or lead paediatrician home visits. 

 

Arrangements should be made for the child to be transported from hospital to home in a safe 

and timely manner. 

a) Once the child has been discharged home from hospital 

The KITE Team will usually visit daily (Monday to Friday) to support with assessment of the 

child, symptom management and care at home. The team will aim to co-ordinate visits with 

the GP or lead paediatrician where possible. 

 

A useful leaflet for parents on caring for their child at the end of life can be found here: 

https://www.togetherforshortlives.org.uk/wp-

content/uploads/2019/12/FAMRES_CaringForaChildatEndOfLife_ParentsGuide.pdf 

It also explains how to care for their child’s body after death if they wish the child to remain 

at home for some time. 

 

Regular MDT meetings should take place. These can take place in the home and include the 

child (if appropriate) and parents. The aim of these meetings will be to review symptom 

management and the input required from services as well as looking at parallel planning if 

appropriate. 

 

b) Once the child has died at home  

https://www.togetherforshortlives.org.uk/wp-content/uploads/2019/12/FAMRES_CaringForaChildatEndOfLife_ParentsGuide.pdf
https://www.togetherforshortlives.org.uk/wp-content/uploads/2019/12/FAMRES_CaringForaChildatEndOfLife_ParentsGuide.pdf
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When the child has died at home, the KITE Team will be available to visit the home to 

support parents with care after death (Monday to Friday 0800-1800). The KITE team will 

contact the GP to request a visit to the home to confirm the child’s death.  

 

If the child dies out of the KITE team normal working hours, parents may either call 111 for 

someone to visit and verify the death.  Alternatively the parents may wish to care for their 

child’s body overnight and contact their own GP and the KITE team in the morning (Monday 

to Friday). 

 

The KITE Team will also contact the parent’s chosen funeral directors if required and will be 

flexible with support immediately after the child has died according to the parent’s wishes 

and choices. 

 

The KITE Team will remove all equipment from the home and arrange a follow up visit to 

support parents. The lead paediatrician may also visit with the team. 

 

The KITE Team can advise parents regarding ongoing support for themselves and the wider 

family (bereavement charities, counselling and support groups) and will offer ongoing 

telephone support and visits as required. 

 

An appointment will be offered to parents with the lead paediatrician approximately 6 weeks 

after the child has died. This appointment allows parents to ask any questions they may 

have. The KITE Team often attend this appointment with parents. 

 

Staff support 

It is important to recognise how difficult and stressful caring for a child at the end of their life 

at home is for staff. Peer support and supervision should be available. Staff need to be 
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aware of professional boundaries and recognise the emotional impact of caring for a child at 

home at the end of life. 
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Appendix 1 

Kite Team- Outreach 

     End of Life Support – Choices considerations for EOL Care.   

Referral Date:                

Patient:                                                                                                       DOB:                                                     

                           

Choices to discuss – these need to be discussed before discharge from 
hospital. 
 

Nurse signature  
Date  

Discuss with parents (and child if appropriate) their preferred place of 
care – hospital, home, or hospice? 
 

 

If the preferred place of care is home, please ensure parents are aware of 
what to do when the child dies. 
 

 

Choices to discuss – these can be discussed at any appropriate time.  
Child’s Wishes 
 
 
 
 
 

 

Parent’s Wishes 
 
 
 
 
 
 

 

Think about any religious considerations. Check with parents what they 
wish and assist in contacting religious leaders at parent’s request. 
 

 

Discuss memory boxes and consider mementos like hand or foot prints, 
lock of hair or photos. Consider siblings involvement if appropriate. 
 

 

Discuss what the parents would like to happen after their child has died 
(would they like the child to stay at home or be collected by the funeral 
director straight away?). 
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Consider funeral directors available to family. 
Funeral Director ……………………………… Tel no …………………………………… 

 

Discuss if the parents would like to contact the funeral director before the 
child’s death to discuss arrangements? Would they prefer someone else 
to do this on their behalf? 
 
 
 
 
 
  

 

Discuss clothes for the funeral and other considerations. Think about 
siblings and what they may like to do for the funeral if appropriate. 
 
 
 
 
 
 
 

 

School/ nursery - have parents discussed issues with school and thought 
about how to tell school/nursery when their child has died? 
 
 
 
 
 

 

Following the child’s death  
Discuss support visits/telephone calls and if/how parents would like to 
stay in touch. 
 
 
 
 

 

Follow up appointment with consultant made if parents wish (usually 6 
weeks after the child has died). 
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Appendix 2: Setting up for care at home checklist 

Kite Team- Outreach 

    Setting up 24/7 End of Life Support 

Referral Date:                

Patient:                                                                                                       DOB:                                                     

                           

Instruction  Nurse signature  
Date  

Ask referrer to send referral form ASAP and advise organisation 
usually takes 48hours to set up End of Life care at Home. 

 

Nurse and manager or two nurses and lead local paediatrician to 
attend MDT as soon as possible following referral and before 
discharge, to ensure the child/young Person meets the criteria for 
end of life care. 
 

 

Ensure family are offered choice of home/hospital /hospice. 
 

 

Ensure the personal resuscitation plan is completed and has been 
distributed by the child’s lead consultant. (This may be needed in 
CED and on EDIS in case come to RDH CED). 
 

 

Ensure patient is on database and cancel non-urgent visits as 
necessary. 

 

Liaise with lead clinicians to ensure anticipatory medication and set 
up doses are prescribed on the Derby Medication chart. 
 

 

Ascertain which clinician will be the local lead for care and 
decisions. Arrange future MDT meetings at the home every 1-2 
weeks. 
 

 

Request visit from GP asap then two weekly. Ensure GP has written 
information re child and what support is required and a PRP. 
 

 

Ensure that a ‘Rightcare Management Plan’ has been completed 
and E-Mailed to  GP and DHU, (Derby Health United). 
 

 

Complete a 24/7 on-call rota  
 

 

Ensure parents/carers have information re team and End Of Life 
care leaflet. Ensure they are aware of the support that we can 
provide. 
 

 

May need fast track continuing care referral for respite – Liaise with 
nurse assessor by phone. Send to consultant to complete 

 

Ensure relevant equipment is available in the home with agreement  
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with the lead Clinician. Eg; Oxygen, suction. ( see equipment sheet 
). 
 

Consider help from charities eg; New life for ‘EOL’ supplies. 
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Appendix 3: Example GP letter to be printed on headed paper 

 

DATE 

 

Dear Dr………………………. 

 

Patient NAME Patient DOB 

Patient ADDRESS 

Patient NHS NO. 

 

 

 

The child will be discharged home on ……………….. and we would be grateful if you could 

arrange a home visit as soon as possible. A member of the KITE team should be available to 

visit with you should you wish. 

 

The child will have a Personal Resuscitation Plan (PRP) in place. A copy of this has been 

sent to the surgery and the family will have a copy in the home. The KITE Team will 

complete a RightCare Management plan and send to Derbyshire Health United for their 

information. 

 

Whilst the team will usually ensure medication is prescribed and dispensed by the hospital, 

we may need to contact you for prescriptions on occasion. 

 

If you require any further information or have any queries, please don’t hesitate to contact 

the KITE Team on 01332 786807, Monday-Friday 8am-6pm.  

 

Yours sincerely 

 

 

NAME 

JOB TITLE 
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Appendix 4: Anticipatory prescribing (infusion chart) 

Date Expiry 

Date 

Time 

Syringe 

Commenc

ed 

Infused amount in mls 

from yesterday’s 

infusion  

Comments 

 

 

Signature 
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Appendix 4: Symptom Management Charts 
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Appendix 5: Equipment 

 

Kite Team- Outreach 

    Equipment Potentially Needed When Setting up 24/7 End of Life Care at Home 

Referral Date:                

Patient:                                                                   

DOB:                               

 

Equipment to Consider   Nurse signature  
Date  

Oxygen – Discuss with paediatrician. Organise HOOF if required 
 

 

Medications  Plan and supplies 
 

 

Lock Box and keys for Controlled Drugs 
  

 

T 34 McKinley Infusion pump and giving sets 
 

 

Sub-Cutaneous infusion needles, also syringes and other 
needles 
 

 

Baby monitoring equipment devices for parents 
 

 

MEDEQUIP; Bed and mattress  , Dripstand, commode/bottle , 
wheelchair, suction machine 
 

 

Suction Catheters and Yankeurs 
 

 

Continence supplies ; contact continence nurses or Admin to order 
 

 

Miscellaneous;  Dry wipes, vaselines , creams gloves, Tegaderm / 
!V 3000, sharps box, duoderm, micropore, hypafix, NG tubes, PH 
strips. 
 

 

  
Others 

 

  

 

 


