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PRINCIPLE 6
Empower, Encourage and Enable
Young People to Self-Manage

The process of teachlng young people to self-manage should be carefully planned
adolescent friendly and developmentally appropriate. Responsibility for decision-
making should be increased gradually, and the process should be discussed and
accompanied by formal documentation covering details of clinical care, a record of
their transition assessment undertaken by Trapeze or ACI, goals, and should include

any inter-agency agreements.

Where the young person has complex needs, or will be unable to manage their care
i dependently, itis partlcularly |mportant to mvolve thelr famlly/carer

6.1 Applying the principle in practice

Person-Centred Care Tools Follow up / review

e Baseline health e Transition care e Regular follow up,
knowledge assessed information pack monltorlng and

e Transition readiness evaluation

g Self—menagement - checklist = e Ongoing assessment
needs identified coe e Health coaching oo when required

e Specific condition eoe’ e Checklists -4 e Review when change
related transition e Apps/Social Media Celeris
groups e Forums

e Individual plan e  Support Groups
developed for e (Case management

education services
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6.2 Evidence-base

e ‘Learning self-care skills is an important way to enhance self-esteem and autonomy and to empower the
adolescent to become a responsible individual as she or he gets older’."": 2 3.3

e Young people expressed the need for patient choice and control, a need for independence and being more
responsible for self-management.3”- 8

e ‘Encouraging young people to develop as much independence as possible, both from their families and
health care staff, will help bridge the gap to adult services and help them to make informed decisions about
their own care’.®®

e ‘Patients who were more knowledgeable about their condition were more likely to respond to providers’
questions themselves and had more understanding of the implications of transition to adult care. Patients
who were able to explain their diagnosis in both lay and medical terms appeared to be more confident. They
communicated directly with providers instead of using their parents as a proxy and were self-assured in their
ability to take care of themselves’.?% 40

6.3 Quality Measures

System measurements

e Health coaching programs and self-management tools available to encourage independence

e  Condition specific education transition groups

Patient measurements

e Pre and post health education surveys on knowledge, confidence, readiness

e HbA1ic levels, acute and chronic complications, clinic attendance rates,
self-management skills, disease specific knowledge and rates of screening
for complications, and reduction in unplanned hospital admissions
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PRINCIPLE 7
Follow up and Evaluation

‘ Follow up may be required for several years to ensure that young people have

engaged effectively with adult health care services. Evaluation of the transition
W process must be undertaken to inform future planning and policy.

7.1 Applying the principle in practice

Young person is referred to Trapeze for those known to SCHN, and to ACI for those outside SCHN.
Young person is referred to coordinator in the adult health system
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Young person is tracked for as long as they require support up until the age of 25
[ ] ®
e o690

00000

[ X X ]
L]

The opportunity exists for the young person to re-engage with the transition support program once
they have exited. They can also be connected to other support programs once they reach age 25

Following transition, feedback on the young persons’ progress is provided to paediatric providers
and to adult providers where transition has not been successful

7.2 Evidence-base

e ‘Support needs to be provided to youths for 6-12 months after they make the transition to adult care with a
policy in place for those youths who fail to make a successful transition. Monitoring and evaluation of patient
outcomes after transition is needed.*'
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e Constant assessment of how the process is going with emphasis on young patients being treated at adult-
oriented services must take place for some time after the transition has been completed.*

e ‘An evaluation of the effectiveness of transition is required’.2 25 43 44. 45

7.3 Quality Measures

System measurements

Young people are tracked electronically for a minimum of 12 months post transition
Evaluation is undertaken of the transition process

Patient measurements

e  Surveys of young people are conducted 6 and 12 months post transfer
e Check that the young person is engaged with a GP

e Check that the young person is engaged with adult health services
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