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This document provides guidance for key discussions to be held with the child and family to enable them to achieve their wishes as closely as possible. Having these discussions in advance may prevent families from having to make rushed decisions shortly after death.

Further information or support in these discussions can be provided by 

· Children’s Palliative Care Nurse
· Specialist nurses such as oncology outreach nurses 
· Children’s hospice staff

	Wishes during life


	Discussion points for child and family
· Knowledge of condition
· Prognosis
· Involvement with decisions and planning
· Choices
· Fulfilling goals, achieving special wishes
· Bequests
· Organ and tissue donation


	Child – Difficult to assess Tinkers understanding and wishes due to communication difficulties. Parents know the activities that make Tinker happy and what causes discomfort.


	
	Family
Parents fully understand Tinker needs and want to undertake activities that keep Tinker well and comfortable. 

Tinkers parents are fully aware that the course of her condition and deterioration is difficult to predict and will make decisions for any treatments with the health care team in relation to best interest.

Tinkers parents have requested that they stop sending her to school to prevent occurrence of infections. They would ensure that Tinker is socialised in a family environment with the large extended family.

Tinker plan to take short excursions from home for short stays to area’s that suit them and Tinker’s needs.

Tinker’s parents like their privacy and would only want professionals attending their home on an as need to basis.

Tinker’s parents would like to consider all organ donation possibilities but would prefer that Tinker is cared for at home at the end of life during terminal stages.



	Wishes nearing end of life


	Discussion points for child and family

· Key worker

· Preferred place of care

· How to say goodbye

· Environment 

· Spiritual, cultural and religious needs

· Family practicalities

· Who should be present

· Visitors

· Creating memories

· Memory boxes

· Handprints, footprints, castings, lock of hair

· Photographs

· bequests
	Child - Difficult to assess Tinkers understanding and wishes due to communication difficulties. Parents know the activities that make Tinker happy and what causes discomfort.



	
	Family

Tinkers parents would like to be at home and would like to ensure comfort is maintained by symptom management. At present they would not want a care package but would want key professionals to be available for symptom management.
Tinkers’ parents have already started making memories  and take photographs etc on a regular basis something they have done with all their children.

Tinker’s parents are supported by extended family and their community.



	Wishes following death


	Discussion points for child and family
· Washing and dressing

· Care of child

· Religious or cultural observances

· Environment

· Visitors

· Creating memories

· Saying goodbye

· Burial or cremation

· Funeral arrangements or other ceremony

· Transfer following death

· Removal of implanted devices

· Organ and tissue donation

· Psychological and emotional support
	Child Difficult to assess Tinkers understanding and wishes due to communication difficulties. 


	
	Family – Tinkers parents do not want to discuss this at present.



Discussion between:

Signature:

Date:








































































Additional module:  Child and family wishes during life, at end of life and death
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