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The need for psycho-education on impact of 22q11 DS

Individuals with 22q11.2 deletion
syndrome (> 95%) have a variety of
developmental delays and behavioral
challenges, some unique to 22q11.2
deletion, and others that are more
common. The developmental profile is
often complex and changes over time. It is
often colored by a (complex) medical
phenotype which frequently results in
(multiple) hospitalizations from an early
age. Later in life, psychiatric
manifestations can also have a significant
impact on global and daily life functioning.

Parents/caregivers and patients find it often
very difficult to explain the impact of 22q11
DS in school, at work and in daily life.

At the same time, awareness on 22q11 DS,
sharing knowledge on the specific
educational & psychosocial needs of
individuals with 22q11 DS and on targeted
accommodations is lacking.



• Tailored educational support
• Psychosocial guidance because of experienced higher daily (social) stress
• Inclusive and adapted school and work environments

Children and adults with 22q11.2DS require:

• Lack of understanding of the educational & psychosocial needs
• Communication barriers
• Fragmented support systems

Parents, caregivers and educators often report:

There is a big need for accessible, clear psychoeducational tools



Website: https://geneticpuzzle.eu/  

Available in 
Dutch and 
English

https://geneticpuzzle.eu/


“Samen Leggen We De Puzzel” as App



Infographics on impact of 22q11 DS in school

A set of age-tailored, psychoeducational 
infographics was developed for preschool, 
primary, and secondary school levels. 
Content was co-created with input from 
parents, school staff, and 22q11.2DS experts.

The infographics aim to:
1. Equip educators with clear knowledge 

about the condition’s impact in the 
classroom

2. Streamline and enrich communication 
between parents and school teams

3. Promote integrated and tailored support

Marie Meuris













The Leuven Response:
Infographics on impact of 22q11 DS at work

An infographic was developed for the impact of 
22q11 DS in the work setting.

Content was co-created with input from parents, 
adults with 22q11 DS, and 22q11.2DS experts. 

The infographic aim to:
1. Equip employers with clear knowledge 

about the condition’s impact in the work 
setting

2. Streamline and enrich communication 
between adults with 22q11 DS and 
employers, and 

3. Promote integrated and tailored support

Marie Meuris



Results and 
impact

• Genetic puzzle:  > 250 families and teams

• Infogrpahics: since Spring 2025

 (> 120 families, schools and work settings)

• Reported outcomes:

o  Increased understanding of 
educational & psychosocial needs in 
22q11 DS

o  Improved parent-teacher 
communication; improved patient-
employer communication

o  Stronger collaboration among 
school personnel/among team

o  More positive relationships



Voices from the Field

“I finally feel heard by 
the school.”

– Parent

“The infographic 
helped me understand 
what this child needs.”

– Teacher

“We now work as a 
team.”

– School counselor



Conclusion

• Psychoeducation on 22q11 DS by means of The genetic 
puzzle, App and Infographics at home, in school and work 
settings boost knowledge, foster effective parent-
teacher/patient-employer dialogue, and support cohesive, 
individualized care for children, adolescents and adults with 
22q11 DS.

• These psychoeducational tools are powerful tools for:

o Knowledge transfer

o Communication support

o Holistic care

• The Leuven experience shows:

o Real-world impact

o Scalable model for other syndromes/CNVs



What’s Next?

Expand use of these 
tools to other 

regions/countries

Translate into 
multiple 

languages

Integrate into 
teacher training 

programs

Evaluate long-
term outcomes

https://survey.kuleuven.cloud/264521?lang=nl

Provide feedback on testversion of App 
before 30 december 2026: 

https://survey.kuleuven.cloud/264521?lang=nl


Thank you for your attention! 

Info on Genetic puzzle and App: https://geneticpuzzle.eu/
Testversion App: https://survey.kuleuven.cloud/264521?lang=nl

Infographics free available on:
https://www.uzleuven.be/nl/velocardiofaciaal-syndroom-vcfs

Interested?  Connect with us: 
ann.swillen@uzleuven.be or ann.swillen@kuleuven.be
marie.meuris@uzleuven.be
robin.decroon@kuleuven.be

Educate

Empower

Achieve
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