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COGNITIVELY 

“COMPLETE” 

AT 25

MEDICATION NON-

ADHERENCE

NEGLECTING 

LIFESTYLE 

GUIDELINES 

FAST: 

FRONTOSTRIATAL 

REWARD CIRCUITS

SLOW:

 PREFRONTAL 

CORTEX



BE PATIENT AND STATE IT

ASK HOW OFTEN THEY FORGET THEIR 

MEDICATION, NOT IF

REPEAT IMPORTANT INFORMATION

A FOLLOW-UP CALL CAN BE HELPFUL
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Question



Transitioning from pediatric to adult health care

26/05/2025 42



Results of no transitioning care 
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Congenital heart disease: 50-75% drop out

Diabetes: more ER/hospital admissions, HbA1C ↑

IBD: 20-25% drop out

Lever transplantation: 10% more rejections

Cystic fibrose: worse pulmonary function tests, weight loss

Cerebral palsy: 25% discontinuity care

Schmidt A, J pediatric nursing 2020; Garcia-Rodriguez F, Pediatric Rheumatol 2022
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Behaviour & environment

Therapy (non)adherence

Lost to follow-up

Less trust in new healthcare 
professional

Differences in healthcare 
systems

Parental overcautioness

Impact on QoL & 
health

Reduced physical and
psychosocial wellbeing

Increased risk of mortality and
morbidity

Increase in disease symptoms

Increase in ER visits, hospital
admissions and outpatient visits

Impact on QoL and health 

Schmidt A, J pediatric nursing 2020, Eros A, Inflamm Bowel Dis 2020
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Strenghten selfmanagement and self-efficacy

Disease understanding

Support of parents

Collaboration pediatric and adult healthcare team

Personalized approach

Therapy (non)adherence

Lost to follow-up

Less trust in new healthcare
professional

Differences in healthcare
systems

Parental overcautioness

what can be done?
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Garcia-Rodriguez F, Pediatric Rheumatol 2022
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Transitioning protocol



• Individual transition plan

• Guide parents in changing roles

• Introduce adult specialist

• Inform about differences in 
healthcare systems

Prepare adolescent  to
leave pediatric

healthcare system

• Warm (live/online) handover

• Written transfer

Moment of transfer 
from pediatric to adult 

healthcare

Double-time consultation

Individual transition plan

Help with differences in 
healthcare systems

Reception and
aftercare adult 

healthcare

TRANSITION COORDINATOR

PROM’s and PREM’s

Pediatric 
healthcare team

Multidisciplinary
Teamwork

Adult 
healthcare team

Patient and
family

Personalized
approach



Consultations; topics to discuss

Klok F, eur
heart journal
2022



Young adults; topics to discuss

Adherence! (How often do you forget your medication?)
Alcohol, drugs

Heavy menstrual bleeding
pregnancy(wish)

Be active (not just gaming); Sports is good (but no (kick)boxing)
Stop smoking
school and profession

Anxiety? Depression? Psychological support, physio, rehabilitation

Thrombophilia screening?
Vascular abnormalities?
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• Young women with estrogen related thrombosis (with and without 
anticoagulants!)

• Patients with severe thrombophilia

• Patients with indefinite anticoagulation 

• Patients with thrombosis due to rheumatic disease (SLE)

• Patients with abdominal thrombosis (‘rare site thrombosis’)

Transitioning from pediatric to adult health care



Sophia – Erasmus – way (what we do):

- Heleen van Ommen (pediatric hematology) contacts me

- First appointment preferably just before 18th year in adult out patient clinic

55
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Sophia – Erasmus – way (what we do):

- Heleen van Ommen (pediatric hematology) contacts me

- First appointment preferably just before 18th year in adult out patient clinic

- at first consultation

- Get acquinted, social context

- Adherence! ‘how often do you forget medication?’

- Alcohol and drugs

- Contact details (patient and not parent) and when to contact me

- at consultations thereafter

- Anxiety, depression

- Work, future, sports

56

Transitioning from pediatric to adult health care



• Children are not small adults

• Young adults need special attention and are in between pediatric and adult 
‘protocols’

–Adherence!

–Sport, leisure time

–Anxiety

–Women’s health; heavy menstrual bleeding, pregnancy (wish)

• Have a transitioning protocol in your hospital

–‘Warm’ handover

–  Consistent treatment/care from pediatrician to adult-specialist

To conclude

26/05/2025 57
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