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Figure 1. A conceptual model of parenting children with disabilities.
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ﬁ ﬁ Parental background
l, Life history, values and parenting style

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

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

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

M@ Parental behaviour
L l, Supportive: affection, care, responsiveness

l, Regulatory: discipline, setting boundaries, monitoring




Impact of 22g11 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 Parent Par ent

happiness but also significant emotional distress, including
anxiety, depression, and feelings of isolation, while also : -
facing practical challenges related to caregiving, healthcare o] : &F wi t h

navigation, and financial strain. 2 2]1 1 S|b||ng

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

Background: 22q11 Deletion Syndrome (22q11DS) is the most common microdeletion
syndrome with broad phenotypic variability, leading to significant morbidity and some
mortality. The varied health problems associated with 22q11DS and the evolving phenotype
(both medical and developmental/behavioural) across the lifespan can strongly impact the
mental health of patients as well as their caregivers. Like caregivers of children with other
chronic diseases, caregivers of children with 22q11DS may experience an increased risk of
traumatisation and mental health symptoms.

Objective: The study’s primary objective was to assess the frequency of traumatic experiences
and mental health symptoms among mothers of children with 22q11DS. The secondary
objective was to compare their traumatic experiences to those of mothers of children with
other neurodevelopmental disorders (NDDs).

Method: A total of 71 mothers of children diagnosed with 22q11DS completed an online
survey about their mental health symptoms and traumatic experiences. Descriptive statistics
were used to summarise the prevalence of their mental health symptoms and traumatic
experiences. Logistic regression models were run to compare the traumatic experiences of
mothers of children with 22q11DS to those of 335 mothers of children with other
neurodevelopmental disorders (NDDs).

Results: Many mothers of children with 22q11DS experienced clinically significant mental
health symptoms, including depression (39%), anxiety (25%), and post-traumatic stress
disorder (PTSD) symptoms (30%). The types of traumatic events experienced by mothers of
children with 22q11DS differed from those of mothers of children with other NDDs as they
were more likely to observe their child undergoing a medical procedure, a life-threatening
surgery, or have been with their child in the intensive care unit.

Conclusion: 22q11DS caregivers are likely to require mental health support and trauma-
informed care, tailored to the specific needs of this population as they experience different
kinds of traumatic events compared to caregivers of children with other NDDS.

HIGHLIGHTS
- Mothers of children with

22q11DS experience
clinically significant levels
of depression, anxiety, and
PTSD.

Mothers of children with
22q11DS experience many
and diverse trauma
particularly related to
medical interventions of
their child.

« The types of traumatic

events experienced by
mothers of children with
22q11DS are different from
those of the mothers of
children with other
neurodevelopmental
disorders.
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Parentsof children
e With 22g11.2
Deletion Syndrome
(22911 DS) can
access a range of
practical and
emotional support

servicesdesigned
to help them
navigatethe
challengesof
caregiving

@ Family and Caregiver Support

* Psychosocial and emotional support: Counseling for caregivers
and siblings to manage stress and emotional challenges.

. ﬂ Family-Centred Support Programs

* Peer networks: Connecting with other families through support
groups, camps, and online communities helps reduce isolation.

* Educationalresources: Access to fact sheets, webinars, and
expert guidance empowers families to advocate for their child.

Financial and Practical Support

eDisability Allowances: Parents may be eligible for increased child
benefits and other financial support through (Belgium’s) federal
system.

*Mutualités (Health Insurance Funds): reimburse therapy costs and
may offer additional support for families with children who have
chronic conditions.

Respite and Family-Centred Care
ee.g. VAPH: Provides access to respite care, personal assistance
budgets, and family support services.
eFamily support centers: Some offer temporary care, sibling support,
and counseling to help balance family life, e.g. Casa Clara (Bxl).

 Peer Support and Community

*22g11 Vlaanderen and Relais 22: parent organisations that organize
events for the whole family, and peer support groups where parents
can share experiences and receive information.

*22q11 Europe: international conferences and resources, where
parents and professionals can meet and bond with each other




Supportingsiblings
IS essential for
maintainingfamily

balanceand
emotional
wellbeing

@ Emotional and Social Support for Siblings

*Sibling-focused counseling: Many family support centers and
psychologists offer sessions tailored to siblings, helping them
process feelings of confusion, jealousy, or guilt.

*Peer connection: Events organized by and often include
activities for siblings, allowing them to meet others in similar
situations.

eFamily therapy: Encourages open communication and helps
siblings feel heard and valued within the family dynamic.

Q Activities and Respite for Siblings

eInclusive 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 22g11 DS, it can free up time for one-on-one outings or
quality time with siblings.

£ Educational Resources

*Books and guides: Age-appropriate materials explaining
22911 DS can help siblings understand the condition and
reduce fear or misconceptions cfr. psychoeducational tools:
https://geneticpuzzle.eu

*Workshops for families: Some Belgian hospitals and
nonprofits offer sessions that include sibling education as part
of broader family support.



https://geneticpuzzle.eu/

Anjet van Dijken, https://brussenboek.nl/boek/
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HET NIEUWE BRUSSENBOEK! HET BRUSSENBOEK

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 22g11 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/

Welkom bij de App
“Samen leggen we

de puzzel”


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

& Activities and Respite

eInclusive family events: 22911 parent organizations
host gatherings where siblings can participate in fun,
educational activities alongside their affected brother

or sister.

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

*Respite care: When parents use respite services for https://casaclara.be/fr/accueil/

the child with 22911 DS, it can free up time for one-on-
one outings or quality time with siblings.
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Workshops

Contact with other parents

Sharing experiences
Sharing ideas

Information

Care system (regular and specialized)

Managerial point of view

Time, energy, resilience A Time management
Sharing care A Delegation
Partnerships with professionals A Meeting skills
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I 0 ¢ dyaddingyouback?

1.»ThresholdsY

On-this-form-you-can-indicate-and-complete-your-thresholds-for-passing-on-or-delegating-tasks.- This-
may-have-something-to-do-with-the-household, -caring-for-your-child,-your-work,...-In-this-way-you-can- List of 35 items

get-an-idea-of-the-things-that-make-it-difficult-for-you-to-give-up-your-hands: 1]
O It-costs-{too-much)-moneyq]

¢ = Why-don't-l-want-to-outsource-certain-things ]
* = What-exactly-is-it-about 1]
* = Can-lfind-a-solution-to-this?- O It-takes-time-(explaining,-organizing) 9

* = Who-can-help-me-with-this?q] O-My-child/caretaker-prefersto-be-with-me9]

O-|-feel-guilty-if-I-don't-do-it-myself. 9]

O-l-don'thave-enough-faith-in-anyone-elsef]
O l'wonderwhat-will-come-out-of-it9)

O .don'twant-to-admit-that-can't-do-it-aloneq
O-l-could-do-it-on-my-own.q|

O-=There's-no-one-l-can-ask-for-help-from.q

Magexta
o e ceo@e o

www.loopbaanmetzorg.be
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2 2 Incentivesy]

On-the-first-form,you-could-indicate-yourthresholds-for-passing-on-tasks.-In-this-card,”'stimulants’,-you-
can-indicate-and-complement-what-you-stimulate-when-you-pass-on-a-task.-There-are-a-fewthings-you:
can-think-about-here-againf

o <\What-can:l-outsource?-Doing-less-myself?q]
» +\What-makes-it-possible-for-me-to-get-rid-of-this?-9] List of 30 items

» < Do-l-see-stimuli-that-lwasn't-aware-of-in-the-past ™

O-It's-necessary,-it'stoo-much.q

» +\What-steps-can-l-take-now? -4 , ,
O- l'want-to-avoid-that-my-child/care-seeker-becomes-too-dependent-on-me."|

This-table-can-also-help-you-to-look-at-possible-thresholds-in-a-different-way-and-to-find-incentives-to- B hwanttouse the experience of others

O- It-gives-me-peace-of-mind-to-know-that-there's-a-solution-for-when-I'm-sick...q]
discover-how-these-particular-tasks-can-help-you,-your-child-or-the-other. 1] O itgives-me-rest-and-time-for-myself/ourself.q

O- l-also-want-to-give-someone-else-the-chance-to-take-care-of-my-child/carer.q
O-sI-hear-stories-and-positive-experiences-from-other-parentsq|
O-I'want-to-make-time-for-the-other-kidsq
O-This-is-how-I-learn-to-let-go-of-my-child/caretakerq
O-It's-a-way-to-broaden-my-child/care-seeker's-world. 4]

O- Others-have-a-fresh-view-and-take-a-different-approach.f]

Magexta
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www.loopbaanmetzorg.be
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SEARCUING FOR PEOPLE OR
ORGANISATIONS

BRICFING OTHERS,
COORDINATING CARE, ...

What do | want?
MAKING DECISIONS
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ENERGY BALANCE

ENERGY DRAINERS

Grind for the sake
of grinding.
Busy, not better.

over burny

ENERGY GIVERS

Aligned effort,
meaningful progress.
Choose recharge

Parent Ssibling

Parent
Parent ) _ Parent
Child with
+ | 22911 " sibling
> . Sibling-
Child with :

22q11 Sibling
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fAdvicexfrdim other parents

NG Y1 X B §H

“Assume beforehand that the
appointment will be running late”

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

“Bring a notebook”




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

Connectd You are not alone



Thank you for your attention!

e Q&A?
e Connect:

e ann.swillen@uzleuven.be or ann.swillen@kuleuven.be
* ines.vankeer@kuleuven.be
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