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Realizing and defining „the gap“

Starting research projects / 

publications on the topic of

transition

Clinicians, psychologists, national and

international societies increasingly

start initiatives for standardized

transition

>20 years pediatric specialties established

„self constructed“ ways to transist young adult 

patients with chronic diseases to adult care, 

for example chronic heart diseases to

cardiology, cystic fibrosis to pulmonology ….

and others stayed at the pediatric department.

PAST

PROGRESS
Conclusion (example Turner Syndrome*):

- Medical follow-up was inadequate
- Patients felt inadequately treated and leaving
them vulnerable for longterm health risks.

urgently needed:
 structured transfer process and initiatives 

improving health autonomy
 closer collaborations within specialities

*Ertl DA, Gleiss A, Schubert K, Culen C, Hauck P, Ott J, Gessl A, Haeusler G.

Endocr Connect. 2018 Apr;7(4):534-543. doi: 10.1530/EC-18-0053. Epub 2018 Mar 7. PMID: 29514898
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Barriers of successful transition

Challenges in transition for IMD patients Multisystemic

nature of IMDs – need to be followed by multiple 

professionals

- Developmental delays/intellectual disabilities must be

taken into consideration

- Dietary care is often complex; IMD’s emergency

protocols should be made available for facilities

specialised in adult care

- shortage of physicians specialized in the adult care of

IMDs

- lack of standardized programs or specific guidelines

shared across Europe

- lack of financial resources

Special requirements

Common barriers

Example 1 Inborn Disorders of metabolism IMDs
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Transition Readiness Assessment Questionnaire

All cross-culturally adapted TRAQ 
questionnaires share the features of
easy administration, 
good comprehensiveness and
applicability for all chronic conditions
(Anelli et al., 2018; Gonzalez et al., 2017; Kızıler, Yıldız, & Eren Fidancı, 2019).

questionnaire designed to assess self-management and self-advocacy

TRAQ 5.0, Wood et al 2014
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Further initiatives to improve transition at the Dep. Pediatrics and Adolescent

Medicine, Vienna

• Workshops for adolescents to improve

disease-related knowledge and skills in 

same clinical specialities (ongoing)

• SOPs to define the responsibilities of

clinical psychologists in the transition

process at our department (in prep.)

• Enhancement of autonomy and self-care through

medical and psychological counselling.

Lemly et al Curr Opin Pediatr 2013
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Future

Collaboration with EUHA

Set of minimal requirements for managing transition

Joint research projects

Transition management


