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There are a rapidly growing number of children living with life-limiting and
life-threatening conditions across the UK.

Research suggests that such children and their families would benefit from
some elements of the palliative care approach and from knowing about the
support that is available from children’s palliative care services
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What is Paediatric Palliative Care?
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Who may receive Paediatric Palliative Care?

e Children with Cancer

o e Some Cardiac Conditions
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e Cystic Fibrosis

f; * Neurodegenerative Conditions
5 * Duchene's Muscular Dystrophy
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https://www.togetherforshortlives.org.uk/app/uploads/2018/01/ProRes-A-Guide-To-End-Of-Life-Care.pdf

Who may receive Paediatric Palliative Care?

e Batten’s Disease
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i * Multiple disabilities, such as
B following brain or spinal cord
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Palliative care can be introduced at any point
throughout a child’s life; it is completely individual.

Some children may require palliative care from birth or
diagnosis; others only as their condition deteriorates.

Families may also vary as to whether they wish to
pursue treatments aimed to cure or significantly
prolong life. Intent to cure should not mean that
palliative care can input is not offered when
appropriate.
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https://www.lullabytrust.org.uk/bereavement-support/supporting-brothers-and-sisters/
https://jme.bmj.com/content/44/7/438
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https://www.youtube.com/watch?v=PSSZNGc26A4

Services Offered at Derian House

Perinatal Service
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Day care

Respite and End of Life Care




Services Offered at Derian House

Respite Care- 0-26

Counselling Sibling support years old

End of Life Care

Transition

Bereavement Support Youth Services
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Facilities offered at Derian House
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« The CYPACP is a document designed

Name: | | pos: | | NHS No: |

to capture advance care planning
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FOR EMERGENCY MANAGEMENT TURN TO FINAL PAGES
Plans can begin aotenatally and are suitable for infants, children and young people

discussions between professionals,

patients and their families. o e ook

Known as (i different): DOB:

« Itaims to aid these discussions giving | = e

f AL this is filed in mother’s notes (with relevant birthing plan):

prompts of important issues to = == 1] =
consider and also to give space and
For Child/Young Petm or Carers’ Use - Who to call in (65,999 or 111, or Hospice, etc)

structure to enable documentation of | ===

See also Emergency Contacts on last page

This isin with NICE gui NG61 and is a tool for discussing care preferences and
ommunicating wishes. it is intended to enable clinicians and families to make good decisions together.

Not every poge/section needs to be

Date of Plan/Last review

.
Irrespective of the ‘Date of plan’ it is good practice to check this still reflects current decisions / views, and to regularly
review the plan, especially if changes have occurred. However, an old / expired date does not necessarily negate this
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http://cypacp.uk/
file://tigger/redirected$/kirsty.blackburn/Downloads/CYPACP-Version-5-Standard-all-ages-with-ReSPECT (1).docx

Perinatal palliative care is defined as the planning and provision of
supportive care during life and end-of-life care for a fetus, newborn
infant or infant and their family in the management of an
appropriate candidate condition.



https://www.bapm.org/resources/30-palliative-care-a-framework-for-clinical-practice-in-perinatal-medicine-2010

Association for
Paediatric

Palliative
Medicine

* The APPM was established in November 2009 after the merger

of Children’s Hospice UK doctors’ group and the British Society
of Palliative Medicine

. Joining forces provided a platform to better promote and
support practice and reflects the work of paediatric palliative
medicine practice across the sector and develop tailored
resources and educational opportunities to our members

Download the APPM Master Formulary (5th edition, 2020) - PDF

APPM CLINICAL GUIDELINES- now available
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https://www.appm.org.uk/guidelines-resources/clinical-guidelines/
https://www.appm.org.uk/_webedit/uploaded-files/All%20Files/Event%20Resources/2020%20APPM%20Master%20Formulary%202020%20protected.pdf
https://www.appm.org.uk/events/

Whilst NICE (2016) recommends that “health
and social care service managers in children’s
and adult services should work together in an
integrated way to ensure a smooth and gradual
transition for young people,” research evidence
suggests that many staff feel ill equipped and
often lack confidence to provide this care. The
Care Quality Commission (2014) emphasised
that “everyone seems to want to do the right
thing but there seems to be a missing link and
no one seems to work together.”

“Transition is a time in which we need to empower young
people. But it is also a time to let them explore and explain
their own destiny and help them achieve that. Not everyone’s
ambitions look the same, not everyone wants to be fully in, or
out, of control.” Hannah Hodgson



https://www.togetherforshortlives.org.uk/resource/transition-adult-services-pathway/

Paediatric Palliative & End of life Care Education Project

Elearning & Face to Face sessions
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