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

Individuals  with  22g11.2  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 22911
DS in school, at work and in daily life.

At the same time, awareness on 22911 DS,
sharing knowledge on the specific
educational & psychosocial needs of
individuals with 22911 DS and on targeted
accommodations is lacking.
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The need for psycho-education on impact of 22q11 DS

Children and adults with 22q11.2DS require:

e Tailored educational support
e Psychosocial guidance because of experienced higher daily (social) stress
e |[nclusive and adapted school and work environments

mmmm Parents, caregivers and educators often report:

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

There is a big need for accessible, clear psychoeducational tools




Website: https://geneticpuzzle.eu/

Samen
Leggen we de Puzzel

Een psycho-educatieve tool (familieboekje + puzzel), ontwikkeld met
als doel de communicatie omtrent een zeldzame genetische aandoening
?lln het gezin op gang te brengen, te faciliteren, en te ondersteunen,
Zzodat alle familieleden hierover openlijk kunnen praten en hun
gevoelens hieromtrent verwoorden.

MEER INFO OVER ZGA

Begrijpen Antwoorden Bespreken

als ouders voor het kind zelf met broer of zus

Available in
Dutch and
English



https://geneticpuzzle.eu/

“Samen Leggen We De Puzzel” as App
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fﬁﬁ Bridging the Communication Gap Between People

27 With Cognitive Impairments and Their Caregivers

%% Using mHealth Apps: User-Centered Design and
Evaluation Study With People With 22q11 Deletion
Syndrome
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oo Figure 2. Some of the most important screens in the app: (A) the home screen with links to the 3 main parts. (B) the different functionalities for a child.
(C) the way answers to questions are presented to children. (D) the puzzle overview screen. (E) the list of possible puzzle pieces. (F) the way a puzzle
piece is presented to a child. (G) the option to make a puzzle piece larger or smaller depending on the level of recognition. and (H) selection screen for

Welkom bij de App parents. brothers. and sisters to navigate to their own part of the app.
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Infographics on impact of 22q11 DS in school

Marie Meuris

The infographics aim to:

A set of age-tailored, psychoeducational : .
1. Equip educators with clear knowledge

mfographlcs was developed for preschool, T e s g i
primary, and secondary school levels. classroom

Content was co-created with input from 2. Streamline and enrich communication

parents, school staff, and 22q11.2DS experts. SIEEE PEIENES EIRE) SElIEel Ll
3. Promote integrated and tailored support

# Duidelijke en korte instructies geven
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22Q11 DELETION SYNDROME
PRIMARY SCHOOL

What is 22q11 deletion syndrome?

It is a genetic disorder caused by
a deletion (a small missing piece)
on chromosome 22. The
symptoms are variable and not
present in every individual.
Furthermore, the severity of the
symptoms varies from person to
person.

and | have 22g11 deletion syndrome.

What d d to know? i ial <ki
@ oomicurnoct s sty s s

Easily overstimulated and stressed: quickly
Medical problems overwhelmed & slower adaptation
B peone il ffatigue Attention and concentration difficulties

VVVVV
VVVVV

Sleeping difficulties Anxious and withdrawn behaviour
Impaired hearing
Heart and/or vascular disorders
(mild to very severe) 9 Developmental delay/learning
difficulties
Difficulties with mathematics/
Delayed motor reading comprehension
development Difficulties with executive functions (e.g.
planning, organising)

This could help me in the classroom:

VVVVVY
VVVVV

Slower work pace
Coordination difficulties
Difficulties with spatial awareness Speech and language difficulties
Problems with writing motor skills Nasal speech, articulation problems
(fivent handwriting) Poor language comprehension

KU LEUVEN




22Q11 DELETION SYNDROME
PRIMARY SCHOOL

What is 22q11 deletion syndrome? Most common symptoms

It is a genetic disorder caused by
a deletion (a small missing piece)
on chromosome 22. The
symptoms are variable and not
present in every individual.
Furthermore, the severity of the
symptoms varies from person to
person.

Palate problems

Heart defects

Behaviour/social skills

Easily overstimulated and stressed: quickly
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What do you need to know?

Medical problems
More prone to illness/fatigue
Sleeping difficulties
Impaired hearing

Heart and/or vascular disorders
(mild to very severe)

Delayed motor
development

Slower work pace
Coordination difficulties
Difficulties with spatial awareness

Problems with writing motor skills
(fluent handwriting)

LEUVEN ‘ CENTRUM MENSELIJKE ERFELIKHEID

Behaviour/social skills

Easily overstimulated and stressed: quickly
overwhelmed & slower adaptation

Attention and concentration difficulties

Anxious and withdrawn behaviour

Developmental delay/learning
difficulties

Difficulties with mathematics/
reading comprehension

Difficulties with executive functions (e.g.
planning, organising)

Speech and language difficulties

Nasal speech, articulation problems

Poor language comprehension
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| mainly experience the following syn

VVVVV

This could help me in the classroom:

VVVVV

Additional information

As a teacher, it is important to meet with the ch
parent(s) on a regular base to coordinate your apf

If you would like more information about 22q11 de
syndrome, please do not hesitate to contact 1

Prof. Ann Swillen
Centre for Human Genetics
Herestraat 49, 3000 Leuven
ann.swillen@uzleuven.be
tel. secretariaat 016/345903
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How can you help?

Be aware of medical issues (hearing, fatigue,...)

Preferably a smaller class setting

Provide clear/brief instructions, repeat

Provide visual instructions/aids (e.g. calculator)

Give more time and one-on-one guidance

More experiential learning, learning by doing

Limit written homework

Provide regular rest breaks (to “calm down”)

Support social development (pay attention to bullying, support friendships)

* E Kk Kk Kk K K K K

Involve the remedial teacher / school counselor

Who am |?



Learning difficulties Who am I?

O i and | have 22q11 deletion syndrome.

our/social skills | mainly experience the following symptoms:

ated and stressed: quickly
d & slower adaptation

concentration difficulties

VVVVV
VVVVYV

withdrawn behaviour

This could help me in the classroom:

ntal delay/learning
ifficulties

with mathematics/
comprehension

VVVVYV
VVVVV

executive functions (e.g.

ng, organising) Additional information

As a teacher, it is important to meet with the child's
parent(s) on a regular base to coordinate your approach.

language difficulties If you would like more information about 22q11 deletion

syndrome, please do not hesitate to contact us:

, articulation problems



The Leuven Response:

Infographics on impact of 22q11 DS at work
i en— D)

22911 DS in the work setting.

c 2 5 OP DE WERKVLOER
An infographic was developed for the impact of

Content was co-created with input from parents,
adults with 22g11 DS, and 22q11.2DS experts.

_ 1K DN .ooooovvcricsccccsciiiisnsnsscssnssssssinnsenenennnee €1 1K DEN gekend met het 22q11 deletie syndroom.
EE) Lichamelijke klachten @5 Ppsychische klachten

S TR Prikkel- en stressgevoelig: snel oversposld
Verminderd gehoor & meer tijd nodig om zich aan te passen

Scaliosefrugklachten

komen vooral deze klachten voor:
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Slaapproblemen n n _ Dit zou mij kunnen helpen op de werkvloer:

The infographic aim to: it il

1. Equip employers with clear knowledge iy
about the condition’s impact in the work ettt
setting

2. Streamline and enrich communication q KU LEUVEN
between adults with 22911 DS and
employers, and

3. Promote integrated and tailored support

VVVV VVVV

VVVV
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Results and
Impact

Genetic puzzle: > 250 families and teams
Infogrpahics: since Spring 2025
(> 120 families, schools and work settings)

Reported outcomes:

. Increased understanding of
educational & psychosocial needs in
22911 DS

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

. Stronger collaboration among
school personnel/among team

. More positive relationships



Voices from the Field

“The infographic

I f/n%lé/ giilohoeﬂrd gy helped me understand e n;)ev;;qvo”rk asa
) what this child needs.” )
— Parent — School counselor

— Teacher




* 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

COnClUSion 22411 DS.

These psychoeducational tools are powerful tools for:
- Knowledge transfer
- Communication support

- Holistic care

The Leuven experience shows:

- Real-world impact

- Scalable model for other syndromes/CNVs




What’s Next?

Expand use of these Translate into Integrate into

Evaluate long-

tools to other multiple teacher training
: : term outcomes
regions/countries languages programs
J J J J
T - L R = W = Provide feedback on testversion of A
Welkom bij de App Bedankt voor b . PP
S i efore 30 december 2026:
“Samen leggen we jullie feedback!
de puzzel” R . https://survey.kuleuven.cloud/264521?lang=nl

bezig geweest met het
verbeteren van de app. Wij
hebben ook een
feedbackscherm toegevoegd,
zodat jullie divrect in de app
jullie feedback en
verbeterpuntjes met ons — .
kunnen delen! We horen ot
graag jullie mening.

Mot rr Mo e

OVERZICHT VAN JOUV FEEDBACK
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(Binkim Beschiguing)



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

Thank you for your attention!

‘ Educate ’}
< Empower
‘ Achieve ’]

Info on Genetic puzzle and App: https://geneticpuzzle.eu/
Testversion App: https://survey.kuleuven.cloud/2645217lang=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
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