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University Medical Center Groningen
PMS center of expertise

Autism Team Northern-Netherlands
Center of expertise on Autism



Multidisciplinary PMS team

Carlijn Frantzen Clinical geneticist & coordinator 

Martijn de Groot Clinical geneticist

Rien Verbruggen Peadiatrician

Johanna ter Beest Physician assistent

Inge van Balkom (Child) psychiatrist & researcher

Margreet Walinga Physician in intellectual disability medicine

Annemiek Landlust Healthcare psychologist & PhD student
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Care

• Children and adults with PMS

• Their families & caregivers 

• Diagnostics

• First timers after diagnosis

• Follow-up care

• Sharing knowledge and experiences from science and clinical 
experience but foremost sharing information from other 
parents 
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Research projects

• Development & behaviour

• Follow-up study

• Parental survey

• Ring 22 study

• Intranasal insulin treatment evaluation
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• Developmental delays and plateaus 
(M 3 y)

• Development slowing down at 6 y 
calender age

• High variation in development 
(cognitive and adaptive)

• Adaptive development M 17 mths

• Socio emotional M 22-25 mnths

• Specific sensory issues

• Specific behaviour

Current project: Follow up of children 
and young adults
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European guideline
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Parental survey
• Somatic issues
• Genetic information
• Mental health issues
• Care needs
• Parental stress

10 languages
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Current: Survey the sequel

What matters to parents when it comes to PMS research? 

• Which topics are important to them

• Do they participate

• Are they involved

• Do they know about research projects

European Research Consortium, 1st meeting Ulm, 5 
October 2023

11



Ring 22

- Prevalence of tumours in ring 22

- Recommendations for 
surveillance scheme

Current prospective European 
follow-up study, coordinated by 
UMCG (Carlijn Frantzen):

- Identification and registration 

- Online questionnaire every 2 
years to patient and physician
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Carlijn Frantzen
22q13@umcg.nl



Intranasal insulin evaluation
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Constructs:
- Cognitive development
- Motor functions
- Contact & communication
- Sleep
- Sensory functioning
Side effects
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