Parental/GP concern
Pregnancy scan

Critical event (illness/injury)

Place/people
Information
Emotional support

Interpreter

Using person centred thinking with children
and young people with palliative care needs

Transition Care Pathway
Stage One: Recognising the need
to move on

Identification of concern et saeenns Thinking about relationships
(Referral to paediatrician)

Clinical assessment
of the child

Diagnosis or recognition Deterforaion of
. . T " long-term condition
of life-threatening or life-limiting condition

Prognosis What is my history....my
important memories

Breaking news The First Standard )

Planning for going home The Second Stondord)

-

N

Family/carers

Immediate needs:
Information
Training
Transport
Support groups
Emotional support for
parents/siblings/friends

Child/young person Early liaison meeting N

Immediate needs: Early liaison with:

What does a good day and a
bad day look like for me?

Sympton control Family
Medication GP and Primary Care Team
Equipment Hospital team

Information Multi-disciplinary
Follow-up community team

Social services

ACT
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Full multi-agency
assessment

How | communicate and how
| would like others to respond
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Transition Care Pathway Person centred thinking tools that can help
Stage Two: Moving on

What | want and do not want f"\
Multi-agency assessment ) in the future....hopes and

of child’s and family’s needs The Third Standard ) fears
éa Family/carers Child/young person Environment ) 4 \
Information needs Symptoms/pain Home assessment O’
-~ ~
Financial review Personal care needs Equipment needs What doeS d gOOd day d nd d /7 \ 7///////
Emotional needs Therapies Transport needs ba d d ay IOO k | i ke fo rme?
Sibling well-being Emotional support School
Family functioning Information University/college If | could, | would...
Respite/short breaks Short breaks
Quality of life School/leisure
Interpreter Quality of life If | cou Id, | would
Transition to adult services Young person’s transition plan
k Genetic counselling Independent living needs /
Clinical lead .
Family GP ) Multi-agency Fare plan The Fourth S'fcmdard)
Interventions
What is my history....my
(" Family/carers Child/young person Envionment ) important memories
Psychological support Symptom management Home adaptations
Training Personal care Aids/equipment
Access to benefits Nursing support Motability
Parent support group Educational support
Sibling group Social and leisure activities
Respite/short breaks Short breaks — & —
Pharmacy/supplies Psychological support g‘? %34
Independent living advice . . .
What is and is not working B
S ) in my life and what do | want
to change?

Acute or planned Review of needs J e

admission

Discharge back to . .

Community feam Review of prognosis ¢ Whatisimportan to mc [iow best to support me. 1
What is important for me : 1 |
now, and how | wantto be él |

L_) Recognition of end of life supported : :

ACT o

Valuing short lives helensanderson



Transition Care Pathway

Stage Three: Recognition of end of life

(

Family/carers

Practical support
Sibling involvement
Emotional support
Spiritual issues
Cultural/religious issues
Funeral planning
Organ donation
Grandparents

(

Family/carers

Family support
Practical help
Sibling care
Contacts

Bereavement support

ACT

Valuing short lives

Recognition of
end of life

Assessment of
end of life needs
and wishes

End of life plan

Child/young person

Pain/symptom control
Quality of life
Friends
Emotional support
Spiritual issues
Cultural/religious issues
Funeral planning
Organ donation
Resuscitation plan
Special wishes/visits
Memory box

Child/young person

Funeral
Burial/cremation

and bereavement

The Fith Standard )

Environment \

Place of death
Ambience
Place after death

Organ Donation

Environment \

Place to be with the body
Ambience
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Person centred thinking tools that can help

I | could, | would... )

If | could | would

What is my history...my
important memories

What | want and do not want
in the future....hopes and

fears ,“\

. What is important to me. [_How best to support me j

What is importantto me |
now, and how | wantto be ;| |
supported | |

ttow would | like to be
remembered?

How would | like to be
remembered?

LU___J

Who would | like to do what
at the end of my life?

What do | want as | think
about the end of my life?




