1 Demographics NHS number

Name

Address

2 Diagnostic Disorder
Information

Co-morbidities

3 Medication Disease modifying therapy

Dose/frequency
Method of administration

History of Adverse Reactions
4 Family history

Family tree

5 Presentation Age

Biochemical findings

6 Clinical Progress
Information

Hospital admissions

7 General Education

Family support

Mental health

8 Transition Understanding of condition

Preferences for family/carer

involvement

9 Plan Transfer to adults

Other specialities involved

Transfer letter checklist
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Date of birth
Contact details (young person)

Contact details (parent/carer)

Bichemical diagnosis

Mutation analysis

Start criteria
Start date
Other medication

Involvement in clinical trials

Clinical features

Radiological findings

Recent clinical findings

Causes of concern

Risk taking behaviours
Weight

Advance care plan

Independence with therapy

Outstanding procedures
Homecare

Provider:
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