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SUMMARY 

1. This policy applies to all patients aged less than 16 years, and patients from 16 
years to less than 18 years who have a valid Emergency Health Care Plan or 
Advanced Care plan in place that has not been revoked or reviewed since the 
sixteenth birthday.    

 
2. All patients are presumed to be “for Cardiopulmonary Resuscitation (CPR)” 

unless: 

 A decision excluding CPR has been made and recorded on an Advanced 
Care Plan or  

 A Do Not Attempt Cardiopulmonary Resuscitation (DNACPR) decision has 
been made and recorded on a ReSPECT form or,  

 For infants with severe congenital anomalies, a DNACPR decision has been 
clearly documented in the clinical notes or the antenatal care plan. 

 
3. All decisions about CPR should: 

 Be made after consultation and in a transparent and fair manner that is free 
from any element of discrimination on the grounds of gender, religion, 
sexuality, ethnic group or age. 

 

 Reflect the best interests of the child. 

 Be taken within a supportive partnership involving the child where 
appropriate, their parent/guardian(s), and the healthcare team. 

 Respect the wishes of the child and the family, where possible.  

 Provide benefits that are not outweighed by burdens. 

 
4. DNACPR decisions refer only to CPR and not to any other aspect of the 

individual’s care or treatment options. 
 
5. All discussion around CPR decisions must be clearly documented in the patient’s 

contemporaneous notes including identification of those involved in the discussion 
and responsible for the decision.   

 
6. Where a decision has been made that a child should not receive CPR as part of a 

wider advanced care plan, the relevant sections of an Advanced Care Plan should 
be completed (see appendix 2) 

 
7. Where a decision has been made that a child should not receive CPR, and the 

completion of an Advanced Care Plan is either not necessary or not appropriate, a 
ReSPECT for should be completed (see appendix 1 and 
https://www.respectprocess.org.uk/).  
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8. Advanced care plans and ReSPECT forms should be filed at the front of the 
medical notes.  

 
9. CPR decisions are clinical decisions.  Whilst clinical decisions remain the 

responsibility of the medical professional, the clinician has a duty to involve those 
with parental responsibility in the CPR decision making process unless this would 
cause actual psychological or physiological harm. In this situation, the reasons 
why the parents were not involved should be clearly recorded in the 
contemporaneous notes.  

 
10. Those with ‘parental responsibility’ for the child make decisions on the child’s 

behalf. This ‘parental responsibility’ bestows on parents the responsibility of 
making decisions for, and acting in the best interests of the child, until he or she is 
old enough to make their own decisions 

 
11. Parents hand over the responsibility for making decisions to their child when a 

child is old enough to make his or her own decisions affecting their care.  As a 
child develops and matures so will his or her understanding of their illness or 
disability. They will come to understand their condition, the reasons for their 
treatment, and the consequences of not having that treatment. This maturity or 
competence has been referred to as ‘Gillick’ (or ‘Fraser’) competence. Such 
competence is both time and decision specific and may not apply when a child 
wishes to refuse life-saving interventions and their parents disagree. 

 
12. The child who understands the nature of his or her illness and the likely outcomes 

of treatment options should be involved wherever possible in the decision-making 
process.  

 
13. Parents should be offered a second opinion if they disagree with a decision to not 

attempt or to limit CPR.  
 
14. CPR decisions will normally be made by the consultant with clinical responsibility 

for the child. They may rarely be made by doctors at ST4 level and above or by an 
Advanced Clinical Practitioner where this role is included in their job plan.  This 
decision should be endorsed by the clinician with overall responsibility for the 
patient’s care (usually Consultant/Associate Specialist) at the earliest opportunity, 
at the latest within 24 hours. 

 
15. The person/persons in charge of the patient’s daily care is/are responsible for 

communicating the CPR decision to colleagues involved in the patient’s care (for 
example on handover, including documenting this in electronic handover systems). 

 
16. On discharge or transfer, the person/persons in charge of the patient’s daily care 

is/are responsible for ensuring that the ACP accompanies the patient to the new 
care setting (e.g. an alternative ward, hospital or home).  A record of the CPR 
decision should also be included on the discharge letter. 

 
CHANGES MADE TO THE POLICY 

 Whole policy reviewed and terminology updated. 

 Policy brought into concordance with UHL policy on the use of ‘ReSPECT’ to 
record DNACPR in adults.   



 

Decisions Relating to Cardiopulmonary Resuscitation (including the use of Advanced Care Plans (ACP) and Do Not Attempt Cardiopulmonary Resuscitation 
(DNACPR) orders).  Policy for Infants, Children and Young People aged less than 16 years  
V4 approved by Policy and Guideline Committee on 20.03.2020 Trust Ref: B25/2016     Next Review: June 2023  Page 5 of 41 

                                                             
NB: Paper copies of this document may not be most recent version. The definitive version is held in PAGL on Sharepoint 

 Change to use the Children’s and Young Person’s Advanced Care Plan (which 
includes ReSPECT) instead of the East Midlands Emergency Health Care form.  

 Policy checked to conform with recommendations from NICE guideline NG61, 
‘End of life care for infants, children and young people with life-limiting conditions: 
planning and management’ and the associated Quality Standard QS160. 
National Institute for Health and Care Excellence 2016. 

 
 
ABBREVIATIONS (where not in the definitions) 

ReSPECT = Recommended Summary Plan for Emergency Care and Treatment 

CYPACP = Child & Young Person’s Advance Care Plan 

EMCYPPCN = East Midlands Children’s and Young Person’s Palliative Care Network.  

EMCYP-EHCP = East Midlands Children’s and Young Person’s Emergency Health Care Plan.  

ICYP = Infant, Child or Young Person. 

LPT = Leicester Partnership Trust 

GMC = General Medical Council (UK) 

NMC = Nursing and Midwifery Council 

 

1. INTRODUCTION1 AND OVERVIEW 

1.1 This document sets out the University Hospitals of Leicester (UHL) NHS Trusts 
Policy and Procedures for making decisions about advanced care planning and 
cardiopulmonary resuscitation (CPR) for infants, children and young people (under 
the age of 16 years) with chronic and life-limiting conditions, or those without 
previous chronic conditions but who suffer from a severe acute illness, such that 
cardiopulmonary arrest represents a terminal event in their illness and in whom 
attempted CPR is inappropriate. 

1.2 The process of Advance Care Planning involves discussions with children and 
young people and their parents or carers about the goals and desired direction of 
their care, particularly with regard to end of life care. This comprises personalised 
as well as parallel planning for important stages when changes may occur. 

1.3 Personalised, parallel and advance care planning are processes that involve 
considering, discussing and documenting the wishes of a child or young person, 
and their parents or carers, for their future care. Where a child or young person 
lacks capacity, their parents’ wishes should drive this process, taking into account 
the best interests of their child. 

1.4 Parallel planning refers to the development of plans that allow for unpredictability 
in the course of the condition. Thinking about a care plan should take place in 
anticipation of a change in the progression of the condition in the future.  

1.5 Advance care planning typically covers the concerns and wishes of children and 
young people about their care, including what should be done, where, how, when 

                                            
1
 Parts of this introduction are taken from NICE guideline NG61, ‘End of life care for infants, children and 

young people with life-limiting conditions: planning and management’. National Institute for Health and 
Care Excellence 2016. 
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and by whom. Importantly, Advance Care Plans also consider what should not be 
done.  

1.6 An effective care plan allows care to be delivered according to the wishes of the 
child or young person and their parents or carers, allowing them to retain 
autonomy and to influence how they are looked after and what is done to them.  

1.7 The discussion around an Advance Care Plan provides a forum for honest and 
direct communication between members of the multidisciplinary team, the child or 
young person and their parents or carers. People can talk about their fears and 
uncertainties, ask questions and regain some control over what happens to them. 

1.8 Currently, however, too often discussions about CPR and Advance Care Plans 
happen late in a person’s illness, and may focus principally on medical issues, 
such as the withdrawal or limitation of life-sustaining therapies, rather than taking a 
more individualised view of their care. 

 

1.9 The aims of this policy are to ensure that:  

a) All children (under the age of 16 years) are presumed to be for Cardiopulmonary 
Resuscitation (CPR) unless a ReSPECT form (stand-alone or as part of an 
Advanced Care Plan) that excludes the use of CPR has been completed. 

b) All decisions concerning resuscitation are made in accordance with the latest 
legislation and guidance from regulatory authorities, such as the GMC and NMC, 
and professional bodies, such as the medical and nursing Royal Colleges.  

c) Sensitive communication concerning a child’s care and resuscitation occurs 
between appropriately trained professionals making the decision, the child and the 
child’s family and/or guardians/carers where appropriate, and the results of this 
decision are communicated to all members of the multidisciplinary healthcare team 
involved in the child’s care and across the range of care settings.  

d) The decision-making processes for resuscitation are measured, monitored and 
evaluated to ensure a robust governance framework 

 

2. POLICY SCOPE 

2.1. This policy applies to all infants, children and young people aged less than 16 
years  

2.2. The policy applies to all staff involved in caring for children aged less than 16 
years. 

2.3. The UHL “DNACPR Policy (16 years and above)” applies to young people aged 16 
years and above.  

2.4. For young people who have a valid Advanced Care Plan started before their 16th 
birthday, this will remain valid until the next review, which should normally happen 
at their next appointment or contact with their lead clinician (See section 5.14) 

 

3. DEFINITIONS 

Advanced Care Plan (ACP): A appropriate care plan that includes details about the 
child or young person's condition, their wishes and decisions made with them and their 
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parents or carers about their management (for example about managing symptoms). In 
the context of this policy, this may also be referred to as an ‘Emergency Health Care 
Plan’ (EHCP) and may incorporate a ‘Personal Resuscitation Plan’ (PRP) 

Cardiopulmonary Arrest: The cessation of breathing and loss of cardiac output. 

Cardiopulmonary Resuscitation (CPR): Interventions delivered with the intention of 
restarting the heart and breathing. These will include chest compressions and 
ventilations and may include attempted defibrillation and the administration of drugs. 

Child/Children less than 16 years of age: For the purposes of this policy, when the 
word child/children is used it can be read as referring to a baby, infant, child or young 
person before they reach their 16th birthday. 

Child and Young Person’s Advanced Care Plan (CYPACP): A template document for 
recording both the resuscitation plan in the event of a respiratory or cardiac arrest and 
the plan in the event of a more gradual deterioration which may be due to an 
intercurrent illness. See cypacp.uk. This is widely used throughout the United Kingdom 
and is recognised by many children’s services in the East Midlands and adjacent 
regions.  

Do Not Attempt Cardiopulmonary Resuscitation (DNACPR): Refers to not making 
efforts to re-start breathing and / or the heart in cases of respiratory / cardiac arrest. It 
does not refer to any other interventions / treatment / care such as analgesia, fluid 
replacement, feeding, antibiotics and basic care etc.  

DNACPR Decision: The agreed decision on whether it is appropriate, and in the child’s 
best interest, to attempt cardiopulmonary resuscitation. The purpose of a DNACPR 
decision is to provide immediate guidance to those present (mostly healthcare 
professionals) on the best action to take (or not take) should the person suffer 
cardiopulmonary arrest or die suddenly.  

DNACPR Discussion: The discussion leading to the DNACPR Decision, involving 
health care professionals, the parents and, where appropriate the child or young 
person. 

East Midlands Emergency Healthcare Plan: A template document for recording both 
the resuscitation plan in the event of a respiratory or cardiac arrest and the plan in the 
event of a more gradual deterioration which may be due to an intercurrent illness. This 
has been used in the East Midlands, but is no longer supported in this policy   

Emergency Health Care Plan: A formal care plan that includes details about the child 
or young person's condition, decisions made with them and their parents or carers (for 
example about managing symptoms), and their wishes and ambitions. In the context of 
this policy, this may also be referred to as an ‘Advanced Care Plan (ACP) and may 
incorporate a Personal Resuscitation Plan (PRP). 

End of life care: In this policy, end of life care includes the care and support given in 
the final days, weeks and months of life, and the planning and preparation for this.  

Life-limiting condition: Conditions that are expected to result in an early death, either 
for everyone with the condition or for a specific person. 

Parallel planning: Planning for end of life care while taking account of the often 

unpredictable course of life‑limiting conditions. It involves making multiple plans for 
care, and using the one that best fits the child or young person's circumstances at the 
time. 
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Parent: For the purposes of this policy, when the word parent is used it can be read as 
referring to parents, guardians or others with parental responsibility. 

Personal Resuscitation Plan (PRP): A formal care plan that includes details about the 
steps to be taken, and not taken, in the event of a deterioration in the child’s condition, 
including cardiopulmonary arrest. The PRP may form part of an Advanced Care Plan or 
an Emergency Health Care Plan.  

Recommended Summary Plan for Emergency Care and Treatment (ReSPECT): An 
example of a personal resuscitation plan produced by the Resuscitation Council (UK) 
and implemented for use in UHL by this policy.  

 

4. ROLES AND RESPONSIBILITIES 

4.1. Chief Executive  
The Chief Executive has overall responsibility for Trust compliance with this Policy 
and Procedures.  

4.2. Medical Director  
The Medical Director is responsible for making arrangements to support the safe 

and effective implementation, monitoring and review of this policy. This is 

delegated to the Chair of the UHL Resuscitation Committee. 

 

4.3 Chair of the Resuscitation Committee (Deputy Medical Director) 

The Resuscitation Committee Chair, supported by members of the Committee, 
and the Senior Resuscitation Officer, is responsible for: 

a) Continuing to develop this policy. 

b) Consideration of educational needs. 

c) Monitoring compliance with this policy, including:  

a. The completion of Advanced Care Plans for children in compliance 

with NICE Guideline NG61 and Quality Standard QS160. 

b. Completion of ReSPECT forms. 

d) Review of this policy and identifying the appropriate reviewer(s). 
 

4.4 The Resuscitation Committee 

The Resuscitation Committee acts as a decision-making body for development, 
implementation and monitoring of operational policies relating to resuscitation. 

 
4.5 Senior Resuscitation Officer  

In addition to supporting the Resuscitation Committee Chair with 4.3, the Senior 
Resuscitation Officer has a responsibility for co-ordinating educational 
programmes relating to DNACPR.  

4.6 CMG Clinical Directors and Heads of Nursing/ Midwifery, with services 
providing care for children under the age of 16 years, are responsible for: 

a) Making sure that all staff in their CMG are made aware of the policy and 
procedure for completion of ACPs and ReSPECT forms as appropriate.  
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b) Making sure that staff groups and individuals are given appropriate training to 
complete and assess the validity of ACPs and ReSPECT forms as appropriate to 
their role (see Section 6).  

 
c) Managing the effectiveness of this policy through a robust system of reporting, 

investigating and recording incidents and report any concerns / issues to the 
CMG Quality and Safety Boards.  

 
d) Ensuring processes are in place to undertake audits of compliance, results 

reviewed and actions taken to address any areas of non-compliance 

e} Act on the results of audits pertaining to this policy 

4.7 Ward Managers and Heads of Services caring for children under the age of 
16 years, to include the Emergency Department, are responsible for 
ensuring:  

a)  Staff and trainees are aware of this policy and related documentation.  

b) Staff and trainees have had the opportunity to undertake the appropriate level of 
training as part of their contract of employment. (See Section 6).  

c) Review of audit results and actions taken where applicable.  

4.8 Consultants/Associate Specialists caring for children under the age of 16 
years are responsible for ensuring that:  

a) CPR decisions are considered as part of overall patient care in a timely way and 
form part of the consultant ward round as part of escalation planning. 

b) ACPs and DNACPR decisions (as appropriate) are considered, dependent upon 
a child’s individual circumstances and preferences 

c) ACPs and DNACPR discussions with children (where appropriate) and 
parents/guardians are undertaken in line with this policy and documented 
accordingly in the child’s records.  

d) ACPs and ReSPECT forms are correctly completed, are filed at the front of the 
patient’s medical notes and decisions are reviewed, as appropriate.   

e) Effective communication of a DNACPR decision to the rest of the clinical team 
occurs, including when the patients’ care is transferred to the care of another 
team (both internally and externally). 

f)  Any decisions relating to ACP and DNACPR that are not made by either a 
Consultant or Associate Specialist are verified within 24 hours.  

g) Delegated decision making, associated discussions and records are in 
accordance with this policy. 

h) ACP and ReSPECT forms are reviewed as appropriate.   

 
4.9 Healthcare professionals completing an ACP or ReSPECT forms must be 

consultants, senior medical trainees (ST4 level and above) or appropriately 
trained Advanced Clinical Practitioners, and must:  
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a) Have undertaken appropriate training and education in communication and 
resuscitation decision making, in line with this policy. See Section 6.  

b) Involve parents/guardians, and children where applicable, in ACP and DNACPR 
discussions and decision making. 

c) Document discussions with the child and parents/guardians or provide the 
rationale if no discussion has taken place.  

d) Document the discussion and decision on the ACP or ReSPECT form as 

appropriate and in the child’s notes.   

e) Effectively communicate the decision to the rest of the clinical team and when the 
patients’ care is transferred to the care of another team (both internally and 
externally). 

f) Ensure that any ACPs or ReSPECT forms not made by either a Consultant or 
Associate Specialist are endorsed at the earliest opportunity and within 24 hours 
at the most.  This might involve consulting with the on-call consultant out of 
hours.  

 
4.10 All staff caring for children under 16 years of age are responsible for:  

a) Adhering to this policy and supporting procedures  

b)  Notifying their line manager of any training needs and for undertaking relevant 
training  

c) Ensuring they are aware of the existence of an ACP or ReSPECT form.  

d)  Checking the validity of an ACP or ReSPECT form and escalating concerns 
appropriately.  

e)  Communicating the existence of an ACP or ReSPECT form at handover.  

f) Notifying other services of the ACP or ReSPECT form on the transfer of the 
patient – both internally and externally.  

g) Participating in the audit process and acting on the results accordingly.  

h)  Being aware of their responsibilities in relation to the legal framework concerning 
resuscitation decisions in children, such as the Children Act (1989 & 2004), the 
Human Rights Act (1998), and the Mental Capacity Act (2005).   

 

 

5. POLICY STATEMENTS 

5.1 Cardiopulmonary Resuscitation (CPR) 

a) All children are presumed to be for CPR unless a valid ReSPECT form (stand 
alone or as part of an ACP) excluding CPR is presented.  

 
b) All decisions about CPR should: 
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 Be made after appropriate consultation and in a transparent and fair manner 
that is free from any element of discrimination on the grounds of gender, 
religion, sexuality, ethnic group or age. 

 Reflect the best interests of the child. 

 Be taken within a supportive partnership involving the child, where 
appropriate, their parent/guardian(s) and the healthcare team. 

 Respect the wishes of the child and the family, where possible.  

 Provide benefits that are not outweighed by burden. 

 
c) Children, including neonates, and young people are individuals with rights that 

must be respected. If they are able to express a view and take part in decision 
making, they must be listened to and taken into account, respecting their 
decisions and confidentiality. 

 
 
5.2 Do Not Attempt Cardio Pulmonary Resuscitation (DNACPR)  

a) When considering limitation of CPR as part of an ACP, or making a DNACPR 
decision in the absence of an ACP, it is important to bear in mind guidance from 
the RCPCH2, which describes three sets of circumstances when treatment 
limitation can be considered, as treatments cannot provide overall benefit and it 
is no longer in the child’s best interests to continue: 

i. When life is limited in quantity.  
If treatment is unable or unlikely to prolong life significantly it may not be in the 
child’s best interests to provide it. These comprise:  

 Brain stem death, as determined by agreed professional criteria appropriately 
applied.  

 Imminent death, where physiological deterioration is occurring irrespective of 
treatment.  

 Inevitable death, where death is not immediately imminent but will follow and 
where prolongation of life by life-sustaining treatment confers no overall 
benefit.  

ii. When life is limited in quality.  
This includes situations where treatment may be able to prolong life significantly 
but will not alleviate the burdens associated with illness or treatment itself. These 
comprise:  

 Burdens of treatments, where the treatments themselves produce sufficient 
pain and suffering so as to outweigh any potential or actual benefits.  

 Burdens of the child’s underlying condition. Here the severity and impact of 
the child’s underlying condition is in itself sufficient to produce such pain and 
distress as to overcome any potential or actual benefits in sustaining life.  

 Lack of ability to benefit; the severity of the child’s condition is such that it is 
difficult or impossible for them to derive benefit from continued life.  

iii. Informed competent refusal of treatment  

                                            
2
 Royal College of Paediatrics and Child Health (2015) Making decisions to limit treatment in life-limiting 

and life-threatening conditions in children: A Framework for Practice. 
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Adults, who have the capacity to make their own decisions, have the right to refuse 
life-sustaining treatment and to have that refusal respected. An older child with 
extensive experience of illness may ask for the withdrawal or withholding of life-
sustaining treatment. In these circumstances and where the child is supported by 
his or her parents and by the clinical team, there is no ethical obligation to provide 
life-sustaining treatment.  See section 5.14 for more details. 

 
 
5.3 ReSPECT Forms 

a) ReSPECT stands for ‘Recommended Summary Plan for Emergency Care and 
Treatment’. The ReSPECT process creates a summary of personalised 
recommendations for a person’s clinical care in a future emergency in which they 
do not have capacity to make or express choices. Such emergencies may include 
death or cardiac arrest but are not limited to those events. The process is intended 
to respect both patient and family preferences and clinical judgement. The agreed 
realistic clinical recommendations that are recorded include a recommendation on 
whether or not CPR should be attempted if the person’s heart and breathing stop.  

b) In children who have an Advanced Care Plan, the ReSPECT form is incorporated 
into the Advanced Care Plan (see section 5.4).  

c) Children who do not have an ACP, but in whom cardiopulmonary resuscitation 
would not be appropriate (such as the child who suffers from a severe illness, 
where cardiopulmonary arrest represents a terminal event in their illness and 
attempted CPR would be inappropriate), and in whom a decision is made not to 
attempt cardiopulmonary resuscitation in the event of cardiopulmonary arrest, 
should have this decision recorded using the ReSPECT form (See Appendix 1 and 
https://www.respectprocess.org.uk/).  

 
 
5.4 Advanced Care Plans 

a) UHL Children’s Services have adopted the ‘Child and Young Person’s Advanced 
Care Plan’ (CYP-ACP - See Appendix 2 and www.cypacp.uk). This is widely used 
throughout the United Kingdom and is recognised by many children’s services in 
the East Midlands and adjacent regions.  

b) ACPs should be considered for all children under the age of 16 years who have 
life-limiting conditions  

c) An ACP is designed for use in all environments that the child encounters: home, 
hospital, school, hospice, respite care, and for use by the ambulance service. 

d) A valid ACP should be followed even when the parent or legal guardian is NOT 
present at the time of the child’s acute deterioration or collapse.  

e) AN ACP provides a framework for both discussing and documenting the agreed 
wishes of a child or young person and his or her parents.   

f) AN ACP is designed to be a holistic, summary document that facilitates the clear 
and concise communication of the wishes of children or young people (and their 
families), who have chronic and life-limiting conditions 

http://www.cypacp.uk/
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g) The original signed copy of the ACP will be kept in the front of the child’s 

notes whilst an inpatient and must be given to the parent / guardian(s) at 
discharge 

 

5.5 Recording DNACPR decisions and the ReSPECT form 

a) Children who do not have an ACP, but in whom cardiopulmonary resuscitation 
would not be appropriate (such as the child who suffers from a severe illness, 
where cardiopulmonary arrest represents a terminal event in their illness and 
attempted CPR would be inappropriate), and in whom a decision is made not to 
attempt cardiopulmonary resuscitation in the event of cardiopulmonary arrest, 
should have this decision recorded using the (standalone) ReSPECT form  (See 
Appendix 1 and https://www.respectprocess.org.uk/).  

c)  The recording of a decision not to attempt cardiopulmonary resuscitation refers 
only to CPR and not to any other aspect of the individual’s care or treatment 
options  

e) The DNACPR decision must be shared with the multidisciplinary team and other 
professionals involved the care of the child at the next opportunity 

f) The following should be taken into account when completing the ReSPECT form 
or the ‘resuscitation’ section of the CYP-ACP: 

i. The decision should be made by the patient’s consultant and should be part 
of consultant ward round. Ideally the patient’s consultant should lead the 
discussions with the parents / guardian and child / young person (if 
appropriate). 

ii. Rarely, DNACPR decisions may be made by a senior middle grade doctor 
(ST4 or above) or appropriately trained Advanced Clinical Practitioner but 
must be reviewed by a consultant within 24 hours. The healthcare 
professional making the DNACPR decision must sign and date the 
completed resuscitation planning section of the ACP or ReSPECT form. If 
this is not the consultant, then this must be countersigned by the consultant 
as soon as possible and within 24 hours at the most.  

iii. The parents and child do not have to sign the ACP or ReSPECT form, as this 
may place an unnecessary burden on families. It is sufficient for the 
healthcare professional to document and endorse the DNACPR decision to 
confirm that this has been discussed and agreed with the family. 

g) The Trust has a legal duty to consult with and inform the parent/guardian(s) before 
a DNACPR decision is made as part of an ACP or ReSPECT form, and to ensure 
that this is recorded in the child’s notes.  

h) The existence of a current ACP or ReSPECT form must be documented in the 
child’s clinical notes, along with a record of discussions with the child (if applicable) 
and the parent/guardian(s).  
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5.6 Completing the Advanced Care Plan and/or the ReSPECT form  

a) Supporting information about ACPs and the ReSPECT form are available from the 
relevant websites (http://cypacp.uk/ and https://www.resus.org.uk/respect/). 

b) The ACP may be most effective when drawn up by the child/young person and their 
parents/guardian, and with a doctor who they know and who has known the child. 
ACPs should be completed in advance of any life-threatening event if possible. See 
Appendix 5 for guidance on when to consider completing an ACP 

c) The ACP should not normally be the first thing mentioned when meeting the 
child/family for the first time.  

d) The ACP is the responsibility of the child / young person’s lead consultant or GP 
and ideally it is that doctor who leads the discussions with the parents / guardian 
and child / young person if appropriate. The responsibility for competing an ACP 
should not be left to the community paediatrician or the consultant ‘on take’ who 
happens to be looking after the child at the time of an acute admission.  

e) The child / young person’s community nurse should usually be part of the 
discussions to ensure that the care plan will work in the community setting. 

f) Discussions should usually include other professionals central to the care of the 
child (i.e. GP, system specific specialist nurses, hospice staff etc). 

g) The process of completing an ACP may involve several different discussions over a 
period of time as it is essential that all concerned in the decision-making process 
are allowed enough time for information to be given and understood, to consider, to 
ask questions and to express their opinion. 

h) The blank CYP-ACP template can be used to discuss options with families in a 
positive way as soon as a life-threatening event or deterioration can be predicted as 
a possibility in the future.  

i) There are information leaflets for families and for young people about personal 
resuscitation plans and DNACPR decisions. PDFs of the leaflets are available from 
https://www.respectprocess.org.uk/ and http://cypacp.uk/.  

j) The consultant must sign and date the completed form.  

k) The child / young person and or parents / guardian can also sign, but do not have 
to, as they can over-ride this written plan at any time for any reason, i.e. they can 
change their minds and verbally ask for a different action or more or less 
intervention.  

 

5.7 Communicating the presence of an ACP or ReSPECT form 

a) The clinician making a DNACPR decision is responsible for communicating the 
decision to colleagues within the same care setting;  

b) The presence of a valid ACP or  ReSPECT form must be part of clinical handover, 
both internally and on transferring or discharging the child out of UHL 

c) If a child with an ACP or ReSPECT form is admitted as an in-patient, the ACP or 
ReSPECT form will be secured in the front of the patient’s notes. 

d) Where an ACP or ReSPECT form is completed or revised by UHL, this should be 
filed at the front of the child’s notes whilst in hospital.   

http://cypacp.uk/
https://www.resus.org.uk/respect/
https://www.respectprocess.org.uk/
http://cypacp.uk/
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e) The parent/guardian(s) must be given the original signed copy of an ACP at 
discharge. 

f) On transfer from UHL, the ACP or ReSPECT form must be sent with the child.   

g) The presence of the ACP or DNACPR decision must also be documented in the 
discharge summary. 

 

5.8 ACP & DNACPR decision review. 

a) Review timescales should be based on the child’s individual circumstances and 
should be sufficiently frequent to allow a change of decision (in either direction) in 
response to the person’s clinical progress or lack thereof. 

b) Where a child is receiving end-of-life care for a progressive, irreversible condition 
there may be little or no need for review of the decision. This should be determined 
by the health professional in charge of the individual’s care at the time of the initial 
decision and documented on the form and in the contemporaneous medical notes. 

c) There is no fixed expiry time on an ACP or ReSPECT form. 

d) ACPs and DNACPR decisions should normally be reviewed at least annually, but 
do not have to be discussed with the family at each appointment or hospital 
admission. 

e) A review date, or ‘no review required’, for an ACP or DNACPR decision should be 
specified by the senior clinician at the time of completing the documentation and 
must be documented on the ACP or ReSPECT form and in the patient’s clinical 
record. 

f) The ACP ReSPECT form must specify a named health care professional who is 
responsible for keeping the plan up-to-date. 

g) Review meetings need to be organised well ahead of time to ensure there is always 
a current valid plan. 

h) The parents/child can ask for a review of the ACP or ReSPECT form at any time. 
For example, they may wish to consider different treatment options. This discussion 
should preferably be with their lead Consultant. 

i) The DNACPR decision must be reviewed when there is a change in care setting. If 
a DNACPR decision is not cancelled on transfer, then the previous DNACPR 
decision (recorded on an ACP or a ReSPECT form) remains in effect until reviewed.  

j) If the ACP or ReSPECT form has a review date but is not reviewed at the stated 
date, the ACP or  ReSPECT form becomes invalid 

 

5.9 Unexpected Cardiac Arrest and ACP/DNACPR. 

a) In the event of an unexpected cardiac arrest, every attempt to resuscitate the 
individual will take place in accordance with the advice given by the Resuscitation 
Council (UK) unless: 

i. a valid ACP or valid ReSPECT form which excludes CPR is presented. 
or 

ii. irreversible death is confirmed by an appropriately qualified healthcare 
professional (i.e. qualified to certify death)  
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or 
iii. the arrest team determine that CPR is not in the patient’s best interests. 

 
b) Professional judgement must be exercised at all times in any decision making. 

Provided a rational process in decision making can be demonstrated, and is 
recorded, UHL will support staff if this decision is challenged 

c) Consideration of the following will help to inform a decision: 

i. what is the likely expected outcome of undertaking CPR? 

ii. is the undertaking of CPR contravening the Human Rights Act (1998) where 
the practice could be inhuman and degrading if futile?  

 

5.10 Situations where there is lack of agreement. 

a) The health care team should ideally be in agreement about the proposed plan. 
Although unanimity for the final decision is not required, it is clearly beneficial for all 
if consensus is obtained. The consultant/senior clinician in charge of the child's care 
has final responsibility for the decision. 

b) If agreement regarding an ACP or DNACPR decision cannot be reached between 
the health care team and the parents, those with parental responsibility, or the child, 
where appropriate, then full resuscitation and CPR should be commenced in the 
event of a cardiopulmonary arrest. Decisions to stop CPR should be made in line 
with current best practice and professional guidance.   

c) If the clinician in charge wishes to proceed with a DNACPR decision or an ACP, 
and agreement cannot be reached with the family, then a second opinion must be 
sought. The nature of all discussions, concerns and referrals must be 
comprehensively documented in the patient notes.  

d) It is usually sufficient to have consent from one parent, but if more than one person 
holds parental responsibility, they should be encouraged to reach a consensus. 

e) A child under 16 may consent to treatment (in their best interests) if they are 
capable of fully understand the implications of their decision. They may refuse 
treatment (including life sustaining treatment such as CPR) where parents and 
clinicians agree with that refusal. However, where there is no such agreement, the 
child’s refusal may be overridden by those with parental responsibility or by the 
Court if it is considered in their best interests to do so. The Children Act and the UN 
Convention on the Rights of the Child place emphasis on involving individual 
children, in accordance with their age and capacity, and giving due weight to their 
views in making informed determination of what is in the child’s best interests.   

f) A verbal refusal of CPR, by either the child or their parents, should not be ignored 
and does need to be taken into account when making a best interest decision. The 
verbal refusal of CPR needs to be documented by the person to whom it is directed 
and any decision by a clinician to take actions contrary to it must be robust, 
accounted for and documented  

g) Parent/Guardian(s) may state that they do not agree with a DNACPR decision being 
made even if the clinical evidence suggests that CPR will not succeed. Sensitive 
discussion with the parent/guardian(s) should aim to secure their understanding and 
acceptance of the DNACPR decision.  



 

Decisions Relating to Cardiopulmonary Resuscitation (including the use of Advanced Care Plans (ACP) and Do Not Attempt Cardiopulmonary Resuscitation 
(DNACPR) orders).  Policy for Infants, Children and Young People aged less than 16 years  
V4 approved by Policy and Guideline Committee on 20.03.2020 Trust Ref: B25/2016     Next Review: June 2023  Page 17 of 41 

                                                             
NB: Paper copies of this document may not be most recent version. The definitive version is held in PAGL on Sharepoint 

h) Professionals should also be aware of the possibility of disagreements between the 
child and their parents about decisions regarding their care. This would need careful 
consideration by the healthcare professional to support them to reach an 
agreement. 

i) Although individuals do not have a right to demand that doctors carry out treatment 
against their clinical judgement, the person’s wishes to receive treatment should be 
respected if possible. It is best practice to seek a second opinion if there are 
differing views that cannot be resolved.  

j) Where the clinical decision is seriously challenged and agreement cannot be 
reached, legal advice should be sought from the Head of Legal Affairs – ext. 8585. 

 

5.11 Cancellation of an ACP or ReSPECT form. 

a) In some circumstances, a decision may be made to cancel or revoke an ACP or 
ReSPECT form. If this is cancelled, the form should be crossed through with two 
diagonal lines in black ballpoint ink and the word ‘CANCELLED’ written clearly 
between them, dated and signed by the responsible healthcare professional.  

 
b) It is the responsibility of the healthcare professional cancelling the ACP or 

ReSPECT form  to communicate this to all parties informed of the original decision, 
to retrieve old versions, mark them as ‘cancelled’, to file these and document 
changes in the clinical notes.  

 
c) Electronic versions of the ACP or ReSPECT form decision must be cancelled as per 

the guidance above.  
 

5.12 Suspension of an ACP or ReSPECT form 

a) In some circumstances, there are reversible causes of a cardiopulmonary arrest. 
These are either pre-planned or occur during acute care, and the individual should 
receive treatment, unless intervention in these circumstances has been specified. 

i. Pre-planned: Some procedures could precipitate a cardiopulmonary arrest, for 
example, induction of anaesthesia, cardiac catheterisation, pacemaker insertion 
or surgical operations etc. Under these circumstances, the decision not to 
commence CPR (if needed) should be reviewed prior to the procedure and a 
decision made as to whether the ACP or ReSPECT form should be suspended. 
Discussion with key people, including the child if appropriate, will need to take 
place. 

ii. Acute injury or emergency situation: Where the person suffers an acute, 
unforeseen, but immediately life-threatening situation, such as anaphylaxis or 
choking. CPR may be appropriate in this instance even if an ACP or ReSPECT 
form is in place. Some emergency situations may be explicitly covered by the 
Advanced Care Plan, in which case the measures outlined in the ACP should 
be completed 

 

5.13 Patients with a non-standard ACP or DNACPR form 

a) The ACP in this policy is based on the Child and Young Person’s Advanced Care 
Plan (www.cypacp.org).  
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b) When a patient is admitted or transferred into the Trust who is subject to an ACP 
or DNACPR order from a different authority, then the form will be considered 
valid as long as it has an original signature, is dated, and not been cancelled and 
is not past its review date.  

c) However, it is essential that the admitting team review the order at the earliest 
opportunity and document their decision in the patient’s notes and on to a Trust 
recognised ACP. 

 

5.14 Emergency Health Care Plans and ReSPECT forms for Young People (16 
and 17 years) 

a) There is a presumption that 16- and 17-year olds have the capacity to make 
decisions for themselves. Young people of this age can consent to treatment and 
may be able to refuse treatment in some circumstances. However, the young 
person’s refusal may be overridden by those with parental responsibility or by the 
Court if it is considered in the young person’s best interests to do so. The 
Children Act and the UN Convention on the Rights of the Child place emphasis 
on involving individual children, in accordance with their age and capacity, and 
giving due weight to their views in making informed determination of what is in 
the child’s best interests. Legal advice should be obtained in this situation.  

b) For young people who have an Advanced Care Plan started before their 16th 
birthday, this will remain valid until the next review, which should normally 
happen at their next appointment or contact with their lead clinician.  

c) Young people who do not have an Advanced Care Plan started before their 16th 
birthday should be managed in accordance with the policy ‘UHL Do Not Attempt 
Cardiopulmonary Resuscitation (DNACPR) Policy (16 years and above)’ 
B25/2014 

d) As with adults, decisions about CPR must be made on the basis of an individual 
assessment of a young person’s current situation. 

e) DNACPR decisions relating to young people should be taken within a supportive 
partnership involving patients, parents and the healthcare team. 

f) If a 16 or 17 year old is thought to lack capacity for a decision there is no 
requirement to consult an IMCA where there is a parent available for consultation 
and there are no safeguarding concerns arising in connection with that parent. 
The parents are able to provide consent under the normal arrangements of the 
Children Act. 

g) There is no provision in the Mental Capacity Act (2005) for young people aged 16 
and 17 to appoint Lasting Powers of Attorney, or to make an Advance Decision 
to Refuse Treatment (ADRT).  

h) The Mental Capacity Act (2005) runs ‘parallel’ with the Children Act (1989), and 
the two statutes are drawn up in such a way as to co-exist, rather than provide 
contradictory advice. There will be times when it is not clear whether a clinical 
problem should be approached via the children Act or the Mental Capacity Act. If 
there is any uncertainty, or if it is not possible to reach agreement between the 
patient, the individuals with parental responsibility and the healthcare team, legal 
advice should be obtained from the Head of Legal Affairs – ext. 8585.  
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6. EDUCATION AND TRAINING REQUIREMENTS 

6.1. To support implementation of this policy, DNACPR teaching is included in the 
resuscitation training programme and forms part of annual statutory and 
mandatory training. 

6.2. This will take the form of both e-learning and videos and discussion in all UHL 
resuscitation face to face sessions. 

6.3. All staff who have clinical responsibility for children and young people should 
undertake statutory and mandatory training and supplement this with further 
training appropriate to their role. 

 

7. PROCESS FOR MONITORING COMPLIANCE 

7.1 Compliance with this policy will be overseen by the UHL Resuscitation 
Committee using the Key Performance Indicators below: 

Element to be 
monitored  

Lead  Tool  Frequency  Reporting 
arrangements  

Lead(s) for acting on 
recommendations  

Completion of 
ACP and 
ReSPECT form   

Resuscitation Lead 
and Children’s Quality 
& Safety Lead 

Case Notes 
and ACP  

6 monthly  Resus Cttee and 
W&C CMG Q&S 
Board 

W&C CMG Clinical 
Director /  Heads of 
Nursing/Midwifery 

Resus Team 
called where 
DNACPR 
decision not 
followed  

Resuscitation Lead 
and Children’s Quality 
& Safety Lead 

Resus Audit 
forms  

6 monthly Resus Cttee and 
W&C CMG Q&S 
Board 

W&C CMG Clinical 
Director /  Heads of 
Nursing/Midwifery 

 

7.2 NICE Quality Standard.  

 Data will be collected to monitor compliance with NICE Quality Standard QS160; 
Quality statement 1: Advance care plan3. 

 Process 

a) Proportion of parents or carers of infants with a life-limiting condition who are 
involved in developing an advance care plan. 

 Numerator – the number in the denominator who are involved in developing an 
advance care plan. 

 Denominator – the number of parents or carers of infants with a life-limiting 
condition. 

Data source: Local data collection based on audits of patient care records. 

 

b) Proportion of children and young people with a life-limiting condition who are 
involved in developing their advance care plan. 

Numerator – the number in the denominator who are involved in developing 
their advance care plan. 

Denominator – the number of children and young people with a life-limiting 
condition. 

                                            
3
 https://www.nice.org.uk/guidance/qs160/chapter/Quality-statement-1-Advance-care-plan 

 

https://www.nice.org.uk/guidance/qs160/chapter/Quality-statement-1-Advance-care-plan
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Data source: Local data collection based on audits of patient care records. 

 

Outcome 

Level of satisfaction with care in infants, children and young people with a life-
limiting condition and their parents and carers. 

Data source: Local data collection based on feedback from children and young 
people with a life-limiting condition and their parents and carers, and parents 
or carers of infants with a life-limiting condition. 

 

8. EQUALITY IMPACT ASSESSMENT 

8.1 The Trust recognises the diversity of the local community it serves. Our aim 
therefore is to provide a safe environment free from discrimination and treat all 
individuals fairly with dignity and appropriately according to their needs. 

8.2 As part of its development, this policy and its impact on equality have been 
reviewed and no detriment was identified.  

 

9. SUPPORTING REFERENCES, EVIDENCE BASE AND RELATED POLICIES 

9.1. UHL Policies 

Combined UHL/LPT/LLR Alliance Cardiopulmonary Resuscitation Policy E4/2015 

UHL Do Not Attempt Cardiopulmonary Resuscitation (DNACPR) Policy (16 years and 
above) B25/2014 

9.2. Legislation 
Clinicians using this policy should be familiar and act in compliance with the following 
legislation: (http://www.opsi.gov.uk/acts): 

Children Act (1989 & 2004) 
Clinicians are expected to understand how the Act works in practice. The key 
consideration is to make decisions consistent with the best interests of the child. 

Adoption and Children Act (2002) (2006) addendum 2014 
Clinicians are expected to understand who has parental responsibility to consent to 
treatment in a child  

Mental Capacity Act (2005) 
Applicable to 16 and 17 year old patients and adults (see point 6.13) 
The Mental Capacity Act (MCA) 2005 is specific to a particular decision being 
considered: so a person may lack capacity for a DNACPR decision but have capacity 
for another e.g. preferred place of care. 
Clinicians facilitating an ACP for 16 and 17 year old young people must be familiar with, 
and fully comply with the MCA. 

Working Together to Safeguard Children (2006 & 2013) revisions Jan 2015. 
This details the responsibilities to report child deaths to the Child Death Overview Panel 

http://www.opsi.gov.uk/acts
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(CDOP) and the role of the local Rapid Response Team. 
http://www.workingtogetheronline.co.uk/chapters/chapter_five.html 

Human Rights Act (1998)  
The following sections of the Act are relevant to this policy: 

 Failure to provide CPR could be a breach of the individual’s right to life (article 2)  

 To be free from inhumane or degrading treatment (article 3)  

 Respect for privacy and family life (article 8)  

 Freedom of expression, which  includes  the right  to hold opinions and receive 
information (article 10)  

 To be free from discriminatory practices in respect to those rights (Article 14) 

Coroners Act (1988) new guidance updated 2012 
Clinicians are expected to know the circumstances when a death must be discussed 
with the District Coroner. 
http://www.medicalprotection.org/uk/resources/factsheets/england/england-
factsheets/uk-eng-reporting-deaths-to-the-coroner 
https://www.gov.uk/government/publications/update-for-coroners-on-death-certification-
reforms 
 
9.3. Guidance 
Additional guidance may be drawn from the following sources: 

https://www.respectprocess.org.uk/ 
 
http://cypacp.uk/ 
 
NICE guideline NG61, ‘End of life care for infants, children and young people with life-
limiting conditions: planning and management’. National Institute for Health and Care 
Excellence 2016. 
 
Resuscitation Council (UK) Guidelines http://www.resus.org.uk/pages/Guid.htm . 
 
Advanced Paediatric Life Support Group Guidelines http://www.alsg.org/uk/apls.  

Royal College of Paediatrics and Child Health (2015) Making decisions to limit 
treatment in life-limiting and life-threatening conditions in children: A Framework for 
Practice. http://adc.bmj.com/content/100/Suppl_2/s1.full.pdf+html.   

Resuscitation Council (UK) Recommended standards for recording "Do not attempt 
resuscitation" (DNAR) decisions (2009) 
http://www.resus.org.uk/siteindx.htm.  

Decisions relating to Cardiopulmonary Resuscitation (3rd edition) Guidance from the 
British Medical Association (BMA), the Resuscitation Council (UK), and the Royal 
College of Nursing (previously known as the “Joint Statement”) Oct 2014 
https://www.resus.org.uk/pages/dnacpr.htm.  

BMA (2006) Parental Responsibility: Guidance from the BMA. 
http://bma.org.uk/practical-support-at-work/ethics/children.  

http://www.workingtogetheronline.co.uk/chapters/chapter_five.html
http://www.medicalprotection.org/uk/resources/factsheets/england/england-factsheets/uk-eng-reporting-deaths-to-the-coroner
http://www.medicalprotection.org/uk/resources/factsheets/england/england-factsheets/uk-eng-reporting-deaths-to-the-coroner
https://www.gov.uk/government/publications/update-for-coroners-on-death-certification-reforms
https://www.gov.uk/government/publications/update-for-coroners-on-death-certification-reforms
https://www.respectprocess.org.uk/
http://cypacp.uk/
http://www.resus.org.uk/pages/Guid.htm
http://www.alsg.org/uk/apls
http://adc.bmj.com/content/100/Suppl_2/s1.full.pdf+html
http://www.resus.org.uk/siteindx.htm
https://www.resus.org.uk/pages/dnacpr.htm
http://bma.org.uk/practical-support-at-work/ethics/children
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General Medical Council (2007) 0-18 years: guidance for all doctors http://www.gmc-
uk.org/publications/standards_guidance_for_doctors.asp#0-18.  

DNAR decisions in the Perioperative Period; Association of Anaesthetists of Great 
Britain and Ireland May 2009 http://www.aagbi.org/sites/default/files/dnar_09_0.pdf.  
 
Reconsideration of ACP for surgery or procedures, GOS protocol 
http://www.togetherforshortlives.org.uk/assets/0000/8555/Great_Ormond_St_policy_req
uired_reconsideration.pdf.  

General Medical Council (2010) Treatment and Care towards the end of life: good 
practice in decision making. http://www.gmc 
uk.org/static/documents/content/Treatment_and_care_towards_the_end_of_life_-
_English_0914.pdf.  

 

10. PROCESS FOR VERSION CONTROL, DOCUMENT ARCHIVING AND REVIEW 

10.1. This document will be uploaded onto SharePoint and available for access by Staff 
through INsite. It will be stored and archived through this system.  
 

10.2. The latest version of the ACP will be uploaded onto SharePoint and available for 
access by Staff through Insite and is also available at http://cypacp.uk/ 
 

10.3. The policy will be reviewed on a 3-yearly basis or earlier if new guidance is 
published

http://www.gmc-uk.org/publications/standards_guidance_for_doctors.asp#0-18
http://www.gmc-uk.org/publications/standards_guidance_for_doctors.asp#0-18
http://www.aagbi.org/sites/default/files/dnar_09_0.pdf
http://www.togetherforshortlives.org.uk/assets/0000/8555/Great_Ormond_St_policy_required_reconsideration.pdf
http://www.togetherforshortlives.org.uk/assets/0000/8555/Great_Ormond_St_policy_required_reconsideration.pdf
http://cypacp.uk/
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Appendix 1: ReSPECT Form Example (https://www.respectprocess.org.uk/) 
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Appendix 2: CYPACP Example (http://cypacp.uk/) 
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Appendix 3:  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

                 
 

In the event of change in a child’s condition triggering the need for an 
ACP, a senior member of the child’s medical team and ideally the child’s 
keyworker should develop the plan with the family and sometimes the 
child/young person themselves.  Document the plan with the help of the 
template which aids its recognition by emergency staff. 

A copy of the plan is produced that can be given to the family as a 
temporary record and for their further consideration at their leisure. A 
copy of that should be filed in the child’s main medical record.  A copy is 
passed to the secretary for typing. 

Advanced Care Plan process for Medical/Nursing/Secretarial Staff  

(From EMCYPPCN) 

(Based on EMCYPPCN Process) 

 
If the plan states that the child should be transferred to the hospice it 
must also state that the hospice needs to be contacted prior to transfer. 

Consultant:  
 
Ensure that the final copy of the 
ACP is filed at the front of the 
child’s main medical record.  
 
 
Date plan created and Consultant 
responsible plus 24 hour contact 
number for any queries about the 
plan needs to be on the front 
page. 
 
Arranges for final version of Plan 
to be typed. 

The Consultant needs to sign originals of the final plan printed in colour.  
 
Consultant or senior member of medical/nursing team needs to meet with 
the family for the parent/carer signature, if applicable. 
 
If amendments are made at this point, return back to secretary to make 
changes. 

Secretary:  
If the copy has been signed by 
Consultant and parent/carer with no 
changes proceed to distribution.  
 
If amendments are made following 
signing by Consultant, the Consultant 
makes amendments and puts an 
amended date on the front of the 
plan. 
 
There may be several drafts before 
the final version is agreed and each 
amended copy should be kept in the 
notes (not at the front). 
 
All amended copies should be crossed 
through with 2 diagonal lines to show 
that this plan has been amended and 
is not the up to date copy. 

If no amendments required, a final version of the plan should be printed off in colour and signed and filed in the patient’s 
notes (if an inpatient) or given to the child’s parent/guardian(s). 
        
Ambulance staff will follow the plan that is with the child 
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Appendix 4 – Suggested framework for completing an Advanced Care Plan 
 

Step Action By 

1 Make an assessment of the child’s clinical situation: Has there 
been a new diagnosis or recent change in the prognosis or 
clinical condition that should prompt the formulation (or revision) 
of an ACP? 

Any professional 
involved with the 
child’s care 

2 Facilitate discussion/s with all health care professionals involved 
in the child’s care and secure their opinions regarding the 
appropriateness of preparing an ACP. Consider if it is 
appropriate to discuss the ‘resuscitation plan’ section of the 
form.  

Senior clinician 

3 Discuss the child’s status with the child’s parents/ guardians and 
child (if appropriate). Also include other significant family 
members where appropriate. Establish their feelings regarding 
the need for an ACP. Consider involving an interpreter if they 
are not fluent in English. 

Senior clinician 

4 Allow plenty of time to discuss and complete the document with 
the parents/guardians (and child as appropriate). Allow a 
minimum of 1–2 hours.  Consider the best setting for this 
conversation or conversations (home, hospital or elsewhere).  
Completion of the plan may require several consultations and 
discussions, which may take place over several days or weeks.   
The amount of input into this process by the child depends on 
their capacity for this decision   

Senior Clinician, 
Senior Children’s 
Community Nurse, 
Palliative Care 
Specialist Nurse, 
specialty specific 
Specialist Nurse 

5 Once the ACP is completed, ensure it is dated and signed by 
clinician and/or specialist nurse.  Parents or legal guardians 
may wish to sign the form to indicate their agreement, but this is 
not essential. Where parents prefer not to sign, the notes should 
record that the discussion has taken place, and that agreement 
has been reached.  

Senior specialist 
nurse and/or 
senior clinician 

6 Consider whether a review date should be set for the ACP. 
There is no standard maximum time before review: this depends 
on the child’s individual circumstances and is at the discretion of 
the lead clinician. An earlier review should be triggered should 
the child’s condition change significantly. 

Senior specialist 
nurse or senior 
clinician 

7 Ensure that all care settings that the child attends are aware of 
the plan and receive updated details as appropriate. 

Consultant 
(delegated 
accordingly) 

 

Amended from ‘Guide to using the Advance Care Plan v1.6’, CYPACP Collaboration, 
2015: http://cypacp.uk/. 

An Advanced Care Plan Process Guide is also available from the same source.  
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APPENDIX 5 – Suggested Advanced Care Plan Decision Making Framework 

 
NICE recommends4 that professionals should develop and record an Advance Care 
Plan at an appropriate time for the current and future care of each child or young 
person with a life-limiting condition. Yet Advanced and Emergency Health Care plans 
are commonly discussed very late in a child’s illness, or not discussed at all. 
Reasons for this include difficulty in identifying when an ACP should be considered; 
professionals reluctance to take responsibility for discussing an ACP; a lack of 
understanding of the role of parallel planning; and the distressing nature of having to 
consider end of life care, for patients, families and professionals.  

The flow charts and tables in this appendix, developed by Dr Annette Shawcross, 
give guidance on when to consider introducing an ACP; when to complete it, and 
who it should be completed by.  

 

Identifying children who might benefit from an ACP – a guide to vulnerability factors 
for a child with a static neurological condition 
 

 Green Yellow  Orange Red 

Respiratory Frequent or 
increasing No. 
LRTI 

PICU 
admission for 
LRTI 

Home: long 
term Oxygen 
or non-invasive 
ventilation 

Tracheostomy 
+/- 24-hour 
ventilation 

Feeding  PEG Jejunostomy 
Severe GOR 
despite max 
treatment 

Weight loss 
due to feeding 
diff 

Pain/ distress 
with feeds --> 
progressive 
feed reduction 

Seizures Epilepsy 
requiring 
treatment 

Poor seizure 
control despite 
numerous Rx 

Daily use of 
rescue Rx 

Episodes of 
status needing 
IVI / PICU 

Locomotor Spastic 
quadriplegia / 
total body 
involvement 

Poor head 
control/ fixed 
spinal curve 

Depends on 
carer / 
propelled 
wheelchair 

Difficulty 
maintaining 
sitting 
(GMFCS level 
V) 

Other 
Evidence of sever bulbar involvement (worsening swallow, cough, gag reflex) 
Baclofen pump (as a marker for severe hypertonia/ very difficult spasms) 
VP shunt (especially if there is a frequent need for review) 
severe sensory impairment  
 

If the child has multiple tick in the ‘Orange’ and/or ‘Red’ columns, consider the 
need for completing an ACP.  

 

                                            
4
 NICE guideline NG61, ‘End of life care for infants, children and young people with life-limiting 

conditions: planning and management’. National Institute for Health and Care Excellence 2016. 
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The flow chart above is intended for broad guidance only, and individual patient and 
family circumstances may mean that an ACP is needed earlier in the process than 
indicated here.  

There is unpredictability in the course of a life-limiting condition, and hence planning 
that covers times when the child or young person is well and times when the 
condition may deteriorate is particularly important in end of life care (Parallel 
Planning).  
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If it is decided that it is appropriate to complete an ACP or ReSPECT form  

1. When should it be done? 

1.1. In the next few days: If the child has multiple factors, is unwell and medical 
team feel that resuscitation would not be in the child’s best interests.  

1.2. Before the child leaves hospital: If it is felt that resuscitation would not be 
appropriate if the child arrested.  

1.3. Within next few weeks: If, when the child is seen in clinic, it is considered that 
the answer to the question “Would you be surprised to hear that this child had 
died within the next 6 months” is ‘no’. 

1.4. Within the next month: If, when the child is seen in clinic, it is considered that 
the answer to the question “Would you be surprised to hear that this child had 
died within the next 12 months” is ‘no’. 

2. Who should do it? For options above:  

2.1. Needs to be done in next few days /before the child leaves hospital: The 
consultant who knows the child best in hospital regarding the condition that is 
likely to cause their death (e.g. respiratory or seizures), along with a key 
nurse from the ward or specialist respiratory/cardiac/neurology nurse as 
appropriate.  

2.2. Needs to be done within next few weeks: The consultant who knows the child 
and their condition best. In general, the doctor or nurse who made the 
decision that the child needs to discuss having an ACP is best placed to do 
this. If the child is well known to a community paediatrician then clinicians 
should liaise with them about this discussion. 

2.3. Needs to be done within the next month: The consultant most closely 
involved with child and their family – this could be a hospital paediatrician or 
a community paediatrician if they are already closely involved with the family.  

2.4. Although patients with life limiting conditions often have more than one 
specialist consultant involved in their care, it is best to avoid having more 
than one doctor speaking to the parents about ACPs if possible (excluding 
trainees for learning).  The health care team should instead discuss and 
come to a consensus on specific issues to be addressed in the ACP, 
regarding, for instance what would be in the child’s best interest with respect 
to DNACPR, invasive ventilation, admission to PICU etc.  

2.5. Completion of the ACP should not be left automatically for the community 
paediatrician or forgotten about until the next time the child becomes unwell 
and is admitted to PICU.  


