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The ACP Vision – Taken to the W.Midlands

To Improve End of Life Care by:
1. Standardising guidance 
2. Standardising paperwork for the region
3. Developing a tool that is recognised and used
4. Empowering clinicians to discuss Advance Care Plans
5. Create a joined up care pathway:

Home, school, ambulance, community, hospital

Led by Fiona Reynolds, PICU BCH
Taking the teams forwards with us as benefits seen
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The ‘purple pages’ branding
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What do we know about this child, from their past episodes of care,  that an 
ambulance crew or junior doctor need to know when managing an acute 

situation?
What do we need to know about their ongoing care – antibiotic choice and route?

What action in the event of a metabolic crisis?
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Following consultation with the child’s wider clinical 
team including.....



What did we need to do?
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1. Discuss the child with colleagues involved in their care from the wider 
clinical team

2. Discuss the management of acute events/illnesses with the family 
3. Discuss the management of chronic and acute deterioration to the 

point of cardio- respiratory arrest with the family in line with RCPCH 
ethical guidelines 

4. Discuss the wishes of the family in the light of these clinical and 
ethical decisions and come to an agreement

5. Then agree to set a time aside to document this in summary format, as 
an Advance Care Plan – a Plan for Life

Over a period of time begin to discuss the child’s future care, including:
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Taking it Out to Embed in The West Midlands

Gave Network Leadership & Gained Network agreement
Gained policy & document approval at BCH:

Seen as approved lead in the region
Had focal point leads in teams across W Mids, building infrastructure:

Hospitals, hospices, locality teams
CCNs/Medics with responsibility to introduce & oversee for their locality

C&W: Pall Care Paed Community alongside CNS Pall Care C & W and Paed CC UHCW 
Took to policy groups for ratification in localities:

Acute Units & Community teams, hospices
Trained, trained, trained!...

CCN leads trained all CCNs & acute unit nursing teams & revisited
CPD for W Mids Medics facilitated by Pall Care Paeds W Mids
W Midlands Training Days, Conferences
Sat alongside colleagues  during individual ACP completions

Monitored activity across W Midlands:
ACP Coordinators quarterly meetings W Midlands – more ‘living with’ ACP
Looked at local issues to resolve WMAS, schools.



West Midlands Paediatric Palliative Care Network

The Advance Care Plan
and our

Collaborative Journey
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https://www.cypacp.nhs.uk
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Keep Momentum Going…

Infrastructure to gather & disseminate information & issues:
Networks at regional and local levels
ACP coordinators

Keep informed of changes such that seen as helpful developments
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Then and Now
December 2015 121 children and young people living with an ACP.

March 2016 182 children and young people living with an ACP
46% Full resus 
34% Modified
21% DNACPR
TFSL Categories

February 2017 219 children and young people living with an ACP (of figures submitted)
38% Full resus
32% Modified
15% DNACPR
TFSL Categories
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ACPs



Local and National Initiatives

• ACP Co-ordinator identified in each area. (Hospital, CCN team and 
Hospice). 

• Annual audit

• Local Policies

• Research Project via University of Birmingham.

• Recommendations for ACP within NICE EOL for children 
guidelines.
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Challenges

• Timely reviews

• Generalist v Specialist

• WMAS

• Version Control spreading the word!
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