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 Parental background
↳ Life history, values and parenting style

Characteristics of the child
↳ Related to disability: type, severity, cognitive/social impact
↳General characteristics: age, temperament, gender

 Social support
↳ Formal: professionals, therapists, doctors
↳ Informal: family, friends, other parents, online communities

Worry and stress
↳Uncertainty about the future, safety, well-being

Parental behaviour
↳ Supportive: affection, care, responsiveness
↳ Regulatory: discipline, setting boundaries, monitoring



Impact of 22q11 DS

• Impact is individual and variable but may be multifaceted 
on all family members (child, parents, siblings) 

• Parents experience moments and period of joy and 
happiness but also significant emotional distress, including 
anxiety, depression, and feelings of isolation, while also 
facing practical challenges related to caregiving, healthcare 
navigation, and financial strain.

• Siblings, too, experience a variety of feelings including 
positive feelings about brother- and sisterhood but also 
periods of emotional distress, changes in family dynamics, 
and potentially taking on caregiving responsibilities.

Parent
Parent

Child with 

22q11





Parents of children 
with 22q11.2 
Deletion Syndrome 
(22q11 DS) can 
access a range of 
practical and 
emotional support 
services designed 
to help them 
navigate the 
challenges of 
caregiving. 



Supporting siblings 
is essential for 
maintaining family 
balance and 
emotional 
wellbeing

https://geneticpuzzle.eu

https://geneticpuzzle.eu/


Anjet van Dijken, https://brussenboek.nl/boek/ Since October 2018, Prof. Ann Swillen & multidisciplinary 
CME team have been organizing the “Babbel & Doe 
program” to better support young people between the 
ages of 12 and 16 with 22q11 DS and their parents.

Professor Ann Swillen  developed the psychoeducational tool: ‘Together we solve the puzzle’: the package/App 
consists of two parts: Patients can put together the puzzle pieces of their condition to form their own unique clinical 
picture. In addition, communication within the family is also central: using the family book, the patient, siblings, and 
the entire family can share their experiences and feelings.
For more information, please visit the website: https://geneticpuzzle.eu/

https://brussenboek.nl/boek/
https://geneticpuzzle.eu/


 Activities and Respite

•Inclusive family events: 22q11 parent organizations 
host gatherings where siblings can participate in fun, 
educational activities alongside their affected brother 
or sister.

•Respite care: When parents use respite services for 
the child with 22q11 DS, it can free up time for one-on-
one outings or quality time with siblings.

https://casaclara.be/nl/startpagina/

https://casaclara.be/fr/accueil/

https://www.villaclementina.be/in-vogelvlucht/inclusit



https://www.deouders.be/ 

https://www.care4minds.org/

info@deouders.be

https://www.deouders.be/
https://www.care4minds.org/
mailto:info@deouders.be


Magenta | Versterken van ouders met een kind met extra zorgnoden
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[§ÅШÂ ÅE ÑÉ FOR PROFESSIONALS

[ƖĲĲШƽŸƖťƚőŸƓƚШѼШ
ƣŸŸũĤŸǂĲƚ

Trainings &
toolboxes
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ĦċƖĲЯШƽŸƖťШċŰĬШũŔŉĲ

For parents in search of tools 
ŉŸƖШƣőĲŔƖШĦőŔũĬќƚШ

journey to adulthood



QOL: Quality of Life



QOL: Quality of Life
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QOL: Quality of Life
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FQOL: Family Quality of Life

Child with 

22q11
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Bart
computer-

freakBoth are important!! 
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Key takeaways

Self-care is not just me-time. 

It is being able to live your life.



Contact with other parents
Sharing experiences
Sharing ideas

Information
Care system (regular and specialized)

Managerial point of view
Time, energy, resilience Ą Time management
Sharing care ĄDelegation
Partnerships with professionals ĄMeeting skills

Workshops
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DELEGATE

How shall I do it?
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Not anymore

Not so often

Not so long

To create more 

ónourishingô 

moments
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ìőċƣќƚ holding you back?

List of 35 items

www.loopbaanmetzorg.be



ìőċƣќƚШċŰШŔŰĦĲŰƣŔƻĲе

List of 30 items

www.loopbaanmetzorg.be



Mary

Legend
Mom
DAD
N7NP/M "?Y
Nephew JIM

"Q@P />>/@
Volunteers: 
Buddy Lizzy
Transport service
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www.datisdevraag.be







What do I want?
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ћAdviceќШfrom other parents

љÑċťĲШƚŸůĲŸŰĲШƽŔƣőШǃŸƨњ

 

“Don’t plan anything right 
after a doctor’s appointment” 

“Bring a notebook”

“Assume beforehand that the 
appointment will be running late”



Conclusion: Key take home messages

For professionals:
Pay attention, listen to and treat stress and possible 
traumatic experiences of parents and children

For parents and siblings:
Dare to ask for help
Dare to share the care
Dare to take care of yourself

ConnectJ You are not alone



Thank you for your attention!

• Q&A?
• Connect:

• ann.swillen@uzleuven.be or ann.swillen@kuleuven.be
• ines.vankeer@kuleuven.be 

mailto:ann.swillen@uzleuven.be
mailto:ann.swillen@uzleuven.be
mailto:ann.swillen@kuleuven.be
mailto:ines.vankeer@kuleuven.be
mailto:ines.vankeer@kuleuven.be
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