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STATISTICS

« 82 IN HOUSE DEATHS

 CHILDREN NOT KNOWN TO
PALLIATIVE CARE TEAM

 ARE THESE ALL ACUTE UNEXPECTED
DEATHS?



TERTIARY CENTRE WORK

NATIONAL and INTERNATIONAL
referrals

NO A/E facilities, so children stabilised
before retrieval

NO transfers in utero

All admissions via local services or after
outpatient assessment



PERCEPTIONS

« FAMILIES: “no-one else has been able to
help my child but GOSH will make them
better”

« STAFF: “ we have the expertise,
resources, knowledge and skills, we
expect to make children better”

« DEATH IS A FAILURE



Acknowledging Difficulties

When and how should the possibility of
death as an outcome be introduced?

Intensivists as ‘gate-keepers’

Withholding or withdrawal of treatment
Ethical consultation

Assumption: “we don’t do death very well”






Audit Process

Registration and oversight
Sample selection
Demographics

Permission from families
ime for careful listening
Collating data

Reporting back




AUDIT QUESTIONNAIRE

Were you familiar with the hospital before
your child’s final stay?

Did you have an identified member of staff
coordinating your child’s care?

Were you given regular updates regarding
your child’s condition?

Did anyone discuss with you the fact that
your child was dying?



AUDIT QUESTIONNAIRE

Were you given a choice regarding
preferred place of death?

Did you feel supported during the time of
death?

Were your other children included
according to your wishes?

Have your other children needed any
particular support since your child died?



AUDIT QUESTIONNAIRE

Were you offered appropriate spiritual
support?

Have you been contacted by the hospital
since your child died?

Did anyone prepare you for the practical
aspects following your child’s death?

Have you and your family experienced
local support since leaving the hospital?



AUDIT QUESTIONNAIRE

« Have you had a letter from the chaplaincy
team inviting you to have your child’s
name in the Book of Remembrance?

* Did you receive an invitation to the Trust's
annual memorial service?

* Would you have taken up the opportunity
to come back for a follow up visit with your
child’s consultant?



AUDIT QUESTIONNAIRE

 Please tell us what made the situation
worse for you.

* Please tell us what was helpful or what
would have been helpful.
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Child DoB

END OF LIFE CARE PATHWAY TOOL
Patient Number

Date Pathway Initiated

Planning/ Intervention/Work

Not Not Pre Post
Yes No applicable | Available | death death

Comments

Date

Signature

Referral to Palliative Care Team

Liaison with local hospital

GP

Community Children’s Team

Children’s Hospice

School

Social Services

Psychological work with child

Psychological work with family

Pastoral Care/ Spiritual Support

Sibling work/play support

Respite provision

Choice of place of death discussed

Choice of place of death achieved

Links with GOSH ward ( for Palliative care
Team to complete)

Bereavement support identified
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The Barriers

Lack of experience
Fear of reactions

Ownership of who should hold these
conversations

Uncertainty about timing
Lack of services to support choices
Lack of knowledge about existing services

Unwillingness to acknowledge death as a likely
outcome



The next steps

« Continuing education, particularly around
communication skills

« Raising awareness of resources available
to staff to support them in caring for
families when goals of care change

* Enabling families to be empowered,
providing information on what they might
expect and who is available to help









