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Rationale
• Findings from the Living with Noonan Syndrome Project (2022-

24) identified education as a key area where families wanted 
more support

• Challenges:

- Low awareness of Noonan Syndrome in educational settings

- Difficulties accessing educational support; fighting for EHCPs 
and specialist settings or mainstream settings that would meet 
medically complex needs

- Learning difficulties, disabilities, ADHD and ASD are common

- Educational needs are not always being recognized or met

- School work can be source of conflict at home

- Frequent reports of bullying and social exclusion 

• Some examples of good support but this is very variable

He really wanted to do well at 
school, he worked so hard… he 
was really bright but that didn't 
translate into passing exams so 
that was was that frustrating for 
him. (Laura)

Since day one, he's had a 
teaching assistant who is with 
him all the time. He got his EHC 
plan before he even started school, 
which is brilliant because the lady 
that he started with when he was 
four is still his TA. [Their] 
relationship is wonderful. He trusts 
her and he's confident with her. She 
always constantly reassures him 
and tries and keep him engaged in 
what's going on. (Sarah)



Aims of the toolkit are to:

Explain what NS is in 
simple terms

1

Promote recognition 
of how NS can 
impact on learning

2

Outline practical 
strategies for 
supporting children 
with NS in 
educational settings

3



The Toolkit 
version 1





Community 
Feedback

• 6 Focus Groups with parents, young people with 
NS and siblings

• 3 written reflections from parents and 3 ‘child 
voice’ submissions

11 parents (3 of whom are also teachers)
6 children with NS and one sibling



Why the toolkit is needed

• Families are carrying too much of 
the explanatory work

• Parents are left to research the 
educational impacts of NS 
themselves

• Valued the idea of a tool to 
support opening conversations 
with educators and support 
planning

• Important to support continuity 
during transitions (between 
settings, classes)

I've spent the past year going into 
meetings with educators saying we 
have this diagnosis and them being 
like, oh, what is that? Tell us more. 
And I've been like, I don't know. If 
someone had handed me this at 
the same time as they'd given me 
(child’s) Noonan's diagnosis, I 
would have had a very different 
year. Like that would have saved 
me hours of everything.
FG3, Parent



Challenges families are facing

Difficulties with emotional 
regulation, sensory 

processing, memory, 
recognizing danger and 

attention often read as ‘bad 
behaviour’ 

The cumulative impacts of 
NS on education are not 
recognized – impacts go 

beyond academic learning

Abilities and needs 
fluctuate from one day to 

the next

Pain and fatigue are often 
invisible

Anxiety around medical 
appointments not always 

recognized

Toileting, eating and 
personal care as significant 

issues shaped by school 
rules and routines

Children do not always 
want to ask for help

Social relationships can be 
impacted by children 

‘feeling different’ or being 
treated differently – some 

reports of bullying

Having support on paper 
does not always translate 
into receiving support in 

practice

Some reports of parents not 
being believed, reported to 
social services by schools 

for neglect or harm (e.g. 
bruising, sores, minor 

injuries)



I think the stress on the cumulative effect 
of the condition is more the biggest issue 
rather than just one difficulty. It's not just 
one thing, it's everything.
FG3, Parent

She's really clever, but it's accessing, 
do you know what I mean? She just 
found it so difficult. She'd have days 
where she'd have English - she loves 
English - and she'd write and write and 
write and write and write and she'd have 
these beautiful stories, and then she'd 
have days where she was just an absolute 
mess and just couldn't do anything. She 
wouldn't be able to write a word. 
FG4, Parent

I think the school hasn't really 
understood fully what they needed to 
be doing. And I think, they haven't done 
as well as they probably could have 
done in helping [child] achieve their 
potential.
FG1, Parent

He can find lunchtime quite stressful 
because he doesn't want to sit there and 
eat. He can get a bit hyper and 
chaotic.[It said in his end of year report 
that] sometimes he can struggle to 
focus... And that's not something we'd 
even been aware of. Maybe if [the 
teacher] was more aware of the fact 
that that could have been due to 
Noonan’s she would have come to us 
with that earlier. 
FG5, Parent



Sometimes I have pain at school, but 
I don't tell the teacher because 
sometimes they're very busy. And I 
don't like to interrupt when we're like 
in the middle of something.” 
FG1 Child

I think that teachers need to realise 
like, they can't just put your feelings 
back. If like, say (Child) feels a bit like 
dysregulated and you know, she just 
needs a minute to step out of the 
class. And then sometimes the 
teacher will just be like, oh, (Child), 
you're fine. Just don't worry about it. 
Just get on with it. 
FG2, Sibling

(Child voice, submission 2)

Well, sometimes Miss (name) helps 
me a bit, but because there's like 
thirty something children in our 
class. She can't just keep her eye 
just on me. No. So yeah, I wasn’t 
getting extra help, but I'm getting a 
bit of help.
FG2, Child



Examples of good practice

Individualized support Feeling safe – calm, kind 
staff help build trust

Inclusion - Playing to the 
child’s strengths, 

supporting activities they 
enjoy, providing 

opportunities for them to 
succeed

Importance of social 
relationships – supporting 

friendships

Proactive and practical 
strategies to help e.g. visual 

road map for tasks

Open, two-way dialogue 
between parents and 

teachers



Her teacher basically said she is behind, 
but I don't care. I just want her to be 
happy. And it's like, OK. I think that's 
important, which is lovely. It's great just 
to have them there and enjoying the 
process of going to school… they saw 
her for who she was. 
FG6, parent

A calm approach really, really helps her 
because she now really trusts her 
teacher because he doesn't shout at her. 
She really responds to people who she 
feels that they care about her and 
about her well-being. One of the really 
big things for her was just to be like she's 
been included and not that she's been a 
pain. 
FG4, Parent

(child’s) Keyworker at nursery has 
also really got to know him well and 
has helped him integrate well into 
his class. She has more recently 
really taken on board the advice form 
physio, OT, SLT and tries to spend 
some time with him each day 1:1 
working on specific skills through 
games and activities. 
Parent, written submission 3

We've had a constant open 
dialogue, and that is, to be honest, 
the best, because it's 
communication both ways.
FG3, Parent



What is missing from the toolkit?

Topic to add What participants asked for

Pain and fatigue How pain and tiredness affect a child, delayed pain, and what staff can offer

Asking for help Children find it hard to speak up; staff should check in and offer options

Toileting Urgency, not making children wait, time limits, privacy and safeguarding

Eating, lunchtime and feeding Low appetite (don’t push them to eat), tube feeding, gastrostomy care, reminders to eat (daughter forget to eat), not forcing food

Personal care, hygiene and puberty Face wiping, handwashing, periods, delayed puberty

Bruising Easy, severe bruising, so staff aren't alarmed and families aren't wrongly suspected

Medical devices, scars, mobility PEG/gastrostomy training, wheelchairs, private changing, lift keys

Appointments and attendance Impact of appointments, frequent infections, attendance pressure, anxiety

Growth hormone Side effects to watch for, such as headaches and hip pain

Emotional wellbeing and relationships Emotional regulation, mental health, friendships, height and difference

Strengths Much more on strengths, interests and a 'spiky profile'

Transitions Planning for Year 7 and later transitions within secondary school



Next steps

Consolidate feedback into a new draft of the 
toolkit

Seek further feedback from parents, children 
and teachers and other professionals

Give your feedback today, or contact us over 
email later

Pilot the toolkit in schools Jan - March (if you are 
interested let us know!)

Produce a final version (April/May)


	Slide 1: Supporting children and young people with Noonan Syndrome in Education: Co-production of an educational toolkit 
	Slide 2: Rationale
	Slide 3: Aims of the toolkit are to:
	Slide 4: The Toolkit version 1
	Slide 5
	Slide 6: Community Feedback
	Slide 7: Why the toolkit is needed
	Slide 8: Challenges families are facing
	Slide 9
	Slide 10
	Slide 11: Examples of good practice
	Slide 12
	Slide 13: What is missing from the toolkit?
	Slide 14: Next steps

