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What does an Advance Care Plan include?
Child & Young Person’s Advance Care Plan (version 5)

 

For Child/Young Person or Carers’ Use –

Irrespective of the ‘Date of plan’ it is good practice to check this still reflects current decisions / views

This booklet is designed to help you understand what an Advance Care Plan might look like, 
and what it can include. Each double page features:
 
n On the right: A example template of each section of the Advance Care Plan.  
n On the left: Clear explanations, helpful guidance, and comments from Stacey, a parent     
                              carer who has navigated the ACP process with her child.
 
Please note: This is just an example of what an Advance Care Plan might look like. Every child is 
unique, and your child’s plan may differ to reflect their individual needs and circumstances.
 
We would like to thank the Child and Young Person’s Advance Care Plan Collaborative for 
providing the materials used in this booklet. The images on the right are purely for illustrative 
purposes and you cannot click on the links. To access the original document please visit 
CYPACP-Version-5-Standard-all-ages-with-ReSPECT.docx 
 
You can access the Child and Young Person’s Advanced Care Plan website for more materials 
and information at: https://cypacp.uk/about-us/ 
 
We hope you find this resource useful. If you’ve been through the Advance Care Plan process 
and would like to share your experiences or tips (anonymously if you prefer) for other parent 
carers to benefit from, we’d love to hear from you. 
 
Please get in touch at familynetworks@wellchild.org.uk
 

1. Important Information For Your Family

This section gives you information about who to call if something happens to your child. 
For example, this may be a 24 hour number for the hospice.
 
(There is also a section for emergency contacts for all the professionals later on in 
the document).
 

https://view.officeapps.live.com/op/view.aspx?src=https%3A%2F%2Fcypacp.uk%2Fwp-content%2Fuploads%2F2024%2F04%2FCYPACP-Version-5-Standard-all-ages-with-ReSPECT.docx&wdOrigin=BROWSELINK
https://cypacp.uk/about-us/ 
mailto:familynetworks@wellchild.org.uk


2. Decision Making and Distribution List
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Decision Making

This is not meant to be a full capacity assessment. Instead, it helps inform professionals about 
how best to communicate with the patient and their family, and how the family prefers to be 
involved in decision-making. 

Healthcare professionals should note whether a mental capacity assessment has been 
completed, and if so, include the date it was carried out. 
 

 

Distribution List/ Key Contacts

This section helps identify who is responsible for managing the Advance Care Plan. If any part 
of the ACP changes, professionals will know who to contact, as that person holds the most  
up-to-date version of the document. 

It is your healthcare professional’s responsibility to inform anyone who has a copy of the plan 
about any updates. You do not need to do this yourself. 

However, the contact list is included for your reference, and there is space to add 24-hour 
contact numbers if needed. It may be helpful for you to know who has a copy of your child’s 
Advance Care Plan.
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 ☐

details of those involved if “looked after” child; 

Clinicians have a duty to act in a patient’s best interests at all time

☐ ☐

☐ ☐

☐ ☐

☐ ☐

☐ ☐

☐ ☐

☐ ☐

☐
Children’s 

☐

☐ ☐

☐ ☐



3. Medical Background; Personal  
Background; Priorities, Goals and Values
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Medical Background 

This section provides a summary of your child’s medical background and condition. It is not 
intended to cover every detail extensively. This section helps someone who has never met your 
family to quickly understand the issues that they need to be aware of. 
 

Personal Background 

This section allows the care plan to be personalised to your family. It helps someone working 
with your child to quickly understand what your child likes and dislikes. 

For example, you might include that your child doesn’t like loud noises. This allows 
professionals to adapt their approach to better support your child. 

It also gives your healthcare professional the opportunity to advocate for your child. Some 
professionals may only see your child when they are very unwell. This section gives you a 
chance to say who they are and what they enjoy. 
 
 
 
 
 
 
 

 
 
Priorities, Goal and Values 

This section gives you the opportunity to highlight your values. You can say what you would like 
in an ideal situation and what you want to avoid.

Child & Young Person’s Advance Care Plan (version 5)

Baby/infant/child/young person’s wishes: 

Others’ wishes: 

“The Advance Care Plan gave me the opportunity to say, “This is who my 
child is, and this is what matters to us.” It’s about making sure their care 
reflects your priorities - not just in medical crises, but in daily life too.” 

 
 – Stacey, Parent Carer

“It’s not just a medical document - it’s a way to 
capture what matters most to your child and your 
family. That’s what made me finally come around to 
the idea.”   

 – Stacey, Parent Carer
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This section offers a space to record your thoughts and values regarding your wishes around 
end-of-life care.  
 
This section also provides an opportunity for healthcare professionals to explain what may 
happen, what end-of-life care might look like, and some of the things you may need to consider.  
 
Depending on your situation, this may or may not be discussed in detail, but it gives your 
healthcare professional a prompt to begin those important conversations when the time  
is right.
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4. Wishes around End of Life

“Take your time, ask questions, and be honest about 
what matters to your family because at the end of 
the day that’s what matters the most.”  

 
 – Stacey, Parent Carer

Top Tip 
 
 

Remember, you do not have to complete the entire Advance Care Plan at once.  
 
If there are decisions you’re not yet ready to make, or discussions you’re not yet ready to have, 
you can return to them when you feel ready, or not fill in this section at all.
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Not all of the boxes in this section may be relevant, and you don’t need to complete every one.

However, this section can be a helpful way to encourage you and your healthcare professional 
to consider all the different elements involved in your child’s care.

It also allows you to distinguish between what to do in the case of an acute deterioration 
versus a more gradual decline.

Thinking About End-Of-Life Care Can Be Incredibly Difficult  
 
 
You don’t have to face it alone. Connecting with others who are going through similar  
experiences can offer comfort, understanding, and practical support. 
 
You could consider joining the WellChild Family Tree, our dedicated parent carer community, 
or explore other peer support networks, to share, listen, and find help within in a community 
that understands. You could also try using our In Your Area platform to find local support 
groups near you.
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–

–

“It’s about making sure your child receives the kind of care you’d want, 
even when you’re not there to explain it. We had numerous discussions 
before finalising our wishes which really helped us in completing 
the ACP. We weren’t always in agreement either but speaking to the 
professionals and discussing more in depth definitely helped us to all 
get on the same page once we understood further.” 

 
 – Stacey, Parent Carer

5. Management of Anticipated  
Complications/ Deteriorating Health

https://www.wellchild.org.uk/get-support/join-our-community/
https://www.wellchild.org.uk/in-your-area/
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This section is primarily for emergency services, so they know what to do first in accordance 
with your wishes.

Completing this section prompts a conversation between you and your healthcare professional 
about the different types of care, how each one might apply to your child, and why certain 
interventions may or may not be appropriate, including their potential implications.

The final part of this section, titled “Additional Comments”, offers prompts for various 
scenarios that may arise. It gives you the opportunity to consider and record how the care you 
want for your child might change depending on the situation. For example, if your child is at 
respite care or school, would you want an intervention to be carried out in your absence?
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“Management of Anticipated Complications”/”ReSPECT”
“Wishes around End of Life” 

☐ ☐
☐ ☐

☐ ☐

☐ ☐
☐ ☐
☐ ☐

☐ ☐

☐ ☐
☐ ☐
☐ ☐
☐ ☐
☐ ☐

☐ ☐

☐ ☐
☐ ☐

“Anticipated 
Complications”

6. Management of an Acute Significant  
Deterioration/ Emergency

“For us, it was reassuring to know that in situations where we might not 
be there to advocate directly, there’s a clear guide in place that reflects 
who our daughter is, how she communicates, what helps her feel safe, 
and what kind of interventions we feel are or aren’t appropriate.”  

 
 – Stacey, Parent Carer
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It’s important to note that the ReSPECT document is not a Do Not Resuscitate order, it is a nuanced plan 
tailored specifically to your child’s needs. It is also not a legally binding document.

This is the part of the Advance Care Plan which brings together your wishes and thoughts with 
medical expertise. Therefore, it should be completed by a medical professional to confirm their 
recommendation. Usually, this should be completed by your child’s lead consultant but may 
also be completed by other professionals with appropriate expertise (and knowledge of your 
child’s condition).

The ReSPECT summarises the rest of the Advance Care Plan, but concentrates on management in an 
emergency situation.

Where there is no agreement between you and the clinical team, it can still be helpful to highlight 
views of both professionals and yourself to help decision making at the time.

It is important to note that ReSPECT is not a legal document, and any clinician must do what they feel 
is appropriate at the time. However, part of that decision making process should include appropriate 
consideration of your thoughts and values.

Child & Young Person’s Advance Care Plan (version 5)

[Child and Young Person’s Advance Care Plan]  

I have a legal welfare proxy in place (eg registered welfare attorney; person with parental responsibility).  If “yes” provid
☐ ☐

Clinician’s signature Clinician’s signatur Clinician’s signature

Clinician’s signature Clinician’s signature Clinician’s signature

“I think having supportive professionals who understand 
your child and can help you work through it makes all the 
difference. We would have been lost without the teams 
we have had around us during the process.”  

– Stacey, Parent Carer

7. The ReSPECT Document
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The final page is for recording who was involved in the document.

There is the space to sign the document, however this is optional as this is not a legal document.  
You do not have to do this if you don’t wish to and your healthcare professional may not even ask 
you to sign.
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(see also “Decision Making” section)
☐

☐ 

If “no” in what way does this person lack 

☐

☐

☐

☐

☐

☐

Clinicians’ signatures

☐

☐

☐

☐

☐

8. Capacity and Signature


