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My Family



Experience

 2004 we received the 22q11.2DS diagnosis – Charli was 4 ½ (this took 3 paediatricians)

 Immediately purchased the Educating Children with VCFS book and gave to school she 
was going to attend - expecting the school read the book and make provisions for our 

child  . You as a parent should buy and read the book/s and make 
notes for your teachers https://cutlerlandsman.com/

 When our daughter was 7 she was placed in a special needs class (our worst mistake – it’s 
an individual choice) 

 Over the years we have developed tools that assist the school with the help of other 
families and the foundation

 Taught our daughter to self advocate

 Ask questions when she doesn’t understand

 Ask for extra time

 Talk to the counsellor when feeling anxious 

https://cutlerlandsman.com/


Charli now!

 Charli is 20 years old completed Year 12 - Life Skills 

 Charli works 20-30 hours per week at McDonalds

 Charli has a drivers licence

 Money is a problem for Charli – we assist in budgeting

 Charli is socially 3 years behind her peers

 Charli suffers Anxiety and OCD

 Charli is relatively social – more-so with older people 

and little children



What I have found doesn’t work 

❖ Not telling the school about your child’s diagnosis

❖ It’s not labelling it’s helping those who work with her to understand what 
appears to be an invisible condition

❖ Giving teachers big books and binders of information to read about 
22q

❖ You as the parent need to read the books and use them as a guide for 
your teachers.

❖ Expecting the teacher to understand or research 22q

❖ They have a class full of kids and many with extra needs

❖ Having unrealistic academic expectations – even in the general 
population not everyone can be doctors or scientists!

❖ Thinking the information you supply one teacher is shown to all 
teachers 

❖ That it’s going to be easy – even if you have a great teacher



Siblings – the forgotten ones! 

 It’s important that all the family understand the needs 

of your 22q child. 

 Charli’s younger brothers wondered why she didn’t 

have to do the same work

 Why were they pushed harder

 Why does she get so much attention

 Why she was loved more – in their minds



What we found useful

Work with 
your school 
as a team

and if it 

doesn’t work 
change it



Not all teachers are as helpful as we 
would like – it’s a lack of understanding

Educate 
them about 
your child

** Help me to 
help you to 
help me **



Working with the 

school to help them 

understand your child

❑ Strengths

❑What doesn’t work

❑What does work

❑What your child loves

❑ Area’s your child is working on

❑ The goals or expectations you 

have for your child

One Page Info sheet



 The introduction to 22q for Teachers and Care 
Givers https://www.22q.org.au/school-
education

 Highlight things specific to your child 

 Understanding IQ and the different areas of 
strengths and weakness (Dr Linda Campbell)

 Work with your school and your psychologist on 
developing plans for the main areas of concern

 Understand that sometimes their strengths mask 
weakness

Useful things for teachers 

https://www.22q.org.au/school-education


IEP- individual education plan

 An IEP is a written plan that will describe the program(s) and special services the student 

requires to be successful at school. The IEP is developed collaboratively by school staff, 

parents, therapists and medical staff if appropriate. An IEP can focus on social, academic 

and independence needs (daily living). IEP meetings are usually held once term to ensure 

the IEP goals are being met and if not change the goals to assist in confidence and 

success. 

 Meet with all the teachers in one room if possible each term/semester – so everyone is on 

the same page





In the classroom

 Ability to have time out – things can be overwhelming

 Seated at the front of the classroom

 A buddy system

 Visual plans

 Colour coded books

 Extra time to complete tasks

 Homework that is realistic 

 Modified work 

 Information broken down into segments – lots of visuals

 Recognising the ques that my child doesn’t understand

 Eg; Day dreaming, fidgeting, disruptive behaviour and sometimes extremely quiet



Opportunities for success 

❖Giving them tasks they are 
capable of completing will 
build confidence and self 
esteem and ultimately 
success

❖Push to be the best they can 
be



 Academics is not as 

important as social 

interaction

 Give tasks that help them 

build confidence

Social Skills 



Introducing other students to 22q in the 
early years – via story telling









In the playground
(source:Prepared by Mr Neil Nicoll, Pscyhologist (Psychologist No PS0003047), CHERI

 Classrooms are generally quite structured, ordered, calm and predictable. Rules and 

expectations are clear, tasks and activities are well defined, and the transition from one 

activity or lesson to the next is structured. This is the opposite of most playgrounds in 

schools

 Use peer support systems and buddy systems to give children additional support and 

supervision

 Model, rehearse and reinforce appropriate play skills

 Teach the child more appropriate social interaction and play skills. 



 Teach the child specific problem-solving strategies when it is still too hard. For example, 

the child can go to the library or work on a computer or read.  

 Incorporate obsessions and intense interests into play sequences, for example ‘music 

club’. or make these into useful activities, for example categorising books in the library



Remember - They Can Achieve



Slowly, Slowly Catchy Monkey



Thank you!! www.22q.org.au

http://www.22q.org.au/

