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Improving Healthcare for Children 
and Young People with Intellectual 
and Developmental Disability
Reflections into the past, present and envisioning the future



Have you ever encountered 
a healthcare experience 
with your child or young 
person where safety or 
quality of care was a 
concern?
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Acknowledging our working group
Intellectual Disability Education Academic and Liaison Team



https://www.ihi.org/insights/why-florence-nightingales-improvement-lessons-still-matter-today

Pioneer in Patient Safety



Complex Adaptive System
Braithwaite J 2018: BMJ (Health Foundation QI Series)

60% Level 1 evidence 30% Waste 10% Adverse Events 

Reductionist approaches have not worked

Batalden and Davidoff (2007) – change is dynamic, needs to 
be intrinsic, informed by co-production
 
Jorm, C., Iedema, R., Piper, D., Goodwin, N., & Searles, A. 
(2021) “Slow science” - “meeting clinicians at the front line”



Intellectual Disability Health: 
Challenges

Develop Safety standards

Include Rights to equitable access 

New Bill of Rights



Children Intellectual 
Disability & Healthcare



Patient Safety 
Issues for children 
and young people 
with intellectual 
disability



Sam

Reflections on the past



Service Gap 

• Shift from Reductionism

• Self-organizing systems

• Resilient medical organisations capable 

of complex problem solving 

• No Road Map

• Not many services skilled- reasonable adjustments

• Photos provided by Unsplash





Putting into action

• Quiet Pathway

• Difficult to Vaccinate Pathway

Adaptive Care Pathways

• Motivated for Change

Training and Education

• All About Me tile

Identification in electronic systems



Adaptive Care Pathways
Quiet Pathway
Difficult to Vaccinate Pathway



The Perioperative 
Quiet Pathway
Department of Anaesthesia

Middleton Ward

Patient Flow

General Medicine

Facilitated by CDU



Perioperative Quiet Pathway
Referral for a procedure 

requiring GA

Decision for a 
preadmission clinic

Discussion with parents 
and staff

Preparation

Implementation

Feedback

Anaesthesia 

team alerted

Review medical 

record

 Consultation 

with 
paediatrician

Pre-operative 

phone interview 

with parent  

Pre-medications 

planned 

Option 1

Early admission 

to Day Stay Unit 

Scheduled as 

first case of the 

day 

Admission 
formalities 

completed by 

phone previous 

day or same day 

Pre-medications 

given

Avoids waiting 

time

Anaesthesia 

team made 

available

Option 3

Admission 

directly into an 

Anaesthesia Bay 

Facilitates 

immediate 

commencement 

of anaesthesia 

for children who 
are too 

distressed or 

presents with 

unpredictable 

behaviour  

 Pre-medications 

initiated 

preadmission

Option 2

Admission to 
General Ward 

with pre-

arranged 1:1 

nursing care

For children who 

regularly attend 

hospital   

Pre-medications 
on ward, 

followed by 

routine 

transport to 

theatre  

Option 4

A Clustered 
Care Admission 

For children who 

require several 

therapeutic and 
diagnostic 

procedures 

Dedicated 

theatre session 
to allow all 

interventions to 

be completed 

under same 

anaesthetic 

admission





The Quiet Pathway experience and support for 
families



Themes and Quotes

“On the day itself, it would not have been possible to have received better 
medical treatment or care or to have had a better outcome. Everything went as 
planned without any complications and that is due entirely to the hospital 
staff. I simply cannot commend them highly enough we are very grateful that 

they removed so much of the stress from the whole experience.”  Participant 2 
(p8)

Negative past 
experiences highlight 

the critical need for 
adapted perioperative 

pathways

Reasonable 
adjustments improve 
the child and parent’s 

hospital journey 

Things that helped: 
communication, 

convenience, and 
collaboration

Parent’s  satisfaction 
and relief for a more 
positive experience



So what happened to Sam?

Quiet Pathway Video



The development and evaluation of a vaccination pathway for 
children with intellectual and developmental disability and 

needle fear

Susceptible vaccine 
preventable diseases

Often have significant 
needle phobia

Video: COVID 19 
Vaccination Quiet Pathway



• Co-design and Process Mapping 

• Local Champions and Stakeholders

• Improve quality and safety

• Ownership and Advocacy



Training and Education
Motivated for Change Program



• DO• Study

• PLAN• Act

Build 
Knowledge

Reflect 
&Observe

Develop 
new 

concepts
Experiment

Cognitive Dissonance

Ong, N., Gee, B. L., Long, J. C., Zieba, J., Tomsic, G., Garg, P., Lapointe, C., Silove, N., & Eapen, V. (2023). Patient 
safety and quality care for children with intellectual disability: An action research study. Journal of Intellectual 
Disabilities, 27(4), 885-911. https://doi.org/10.1177/17446295221104619

Motivated for Change Program – Pedagogical Framework

Capability

Opportunity Motivation



Action Research/ Co- production

Time Period

Parent 
Experience

Staff 
Experience



MOTIVATED FOR CHANGE: 
Session Structure

FLIPPED CLASSROOM

GROUP MOTIVATIONAL INTERVIEW

SIMULATION PROCESS MAPPING

Engaging and Evoking Focus and Planning

GROUP 

FACILITATION



Program Evaluation

Sleep Unit Kids Research Medical Imaging

Improvements in care, adjustments and patient experience

Emergency

Engagement
Codesign

Codesign 
Co-production

Parent and Staff 
Coproduction



Staff and parent
Survey
Interviews
Observations



Significant differences in knowledge, skills and 
experience in the pre and post intervention 
scores

Knowledge Skills and 
Experience

Working with people with intellectual disability Z: -3.40;  p<0.001 Z: -3.44;  p<0.001

Working with people with intellectual disability and 
behaviours that challenge

Z: -2.63;  p=0.008 Z: -3.09; p=0.002

Working with people with communication difficulties Z: -3.66;  p<0.001 Z: -2.78;  p<0.001

Working with strategies to support communication 
differences

Z: -4.25;  p<0.001 Z: -3.49; p<0.001

Working with triggers and causes of behaviours that 
challenge

Z: -3.46;  p<0.001 Z: -3.54;  p<0.001

Working with strategies to manage behaviours that challenge Z: -3.52;  p<0.001 Z: -2.65; p= 0.008



i9 presentation to Joe 
Smith

34

Aware of impact of procedure on 
child …we decided like it was a chaotic day, 
very busy. But we identified that this was a patient 
who would really benefit from taking the time to 
make sure that we did this properly because we 
didn't want to, you know, make it a bad 
experience for him…[knowing he would return]

Success in communication 
strategies
The 'one voice ' was a good strategy re 
procedures that I haven't utilised 
previously.   
Amazing...even things like, you know, I 
used One voice. It worked really well. 

Using reasonable 
adjustments
Provide quiet room if available. Get 
distraction toy/book. Contact child life 
therapist. Talk to parents about individual 
needs. Diff – Busy/ no single rooms

Improved documentation
Every time I see it [system alert], and I see 
that they put history of autism

Becoming a local 
champion
….how to best look after this patient. 
So everything that I've heard after 
motivated for change has been 
implemented, has been positive and 
that's why I'm so glad to be a part of its 
implementation as well in our ED. 

Behaviour curve informs 
response
Understanding the body language so 
like kind of knowing where they are on 
their on their escalation curve. So what 
are the signs that they're calm and 
rumbling ….

Integrate into staff 
orientation
…possibly like integrating it into the 
orientation programme of the hospital 
'cause. I feel like it's such a great 
programme that it shouldn't just be ED 
who's learning about it. 

Staff Feedback
Post intervention



i9 presentation to Joe 
Smith

35

Child Engagement

Use of communication tool
So she introduced me to this passport 
profile thing or something that you 
guys have there, which I thought was 
brilliant.

More positive experiences
So from my perspective, we've gone from like, say a 
two out of 10 up to a 10 out of 10…..

Technical glitches
Where we need all that information to 
pop up is not popping up

Improved communication
I wasn't left wondering why we were 
sitting there, you know, [un]like my 
previous experience..

Parents report noticing 
change

Parent Experiences Interviews

…we have had reasonable, you know, 
numbers of interactions in the hospital, so 
it's very interesting from my perspective to 
see how things have changed.

that's another thing that I really noticed was 
different. the people were looking at 
[child]and talking to him…

10x increase in use of reasonable 
adjustments



“From code 
blacks and 
restraint to 
calm 
cooperation”





Self- Developed Resources



https://www.health.nsw.gov.au/awards/2024/Pages/motivated-for-change.aspx



• Behaviour Change Psychology/ Adult Learning Theory/ Quality 

Improvement strategies

• Emergence Local Champions

• Team capacity to adapt/ solve complex issues

• Sustainability



Identification in Electronic Systems
All About Me tile



All About Me
Adapted from ADHC - Child centered 

information for teachers



Personal Plan/ Hospital Passport



Many publications citing the 
importance of a flagging system

Need for reasonable adjustments



Getting it online
Recruit allies

• Digitizing

• Clinical Systems Governance: “too many alerts”

• PEACH project focus groups lobby

• Embedded in November 2023 >260 completed 
(80% met min standards) various depts

“ I know when staff have read the TOP 5 and when they haven’t”



SYSTEM ALERTS and DOCUMENTATION





• System alert

• Provide information

• Transferable

• Updated



What does the future hold?

Taken from https://frankdiana.net/2024/07/24/a-journey-through-the-looking-glass/



Next Steps:
Translation &

Scaling

Translation to other LHD/ adult settings

Greater reach: Blended learning and Train the trainer

Future Research : Outcomes/ Sustainability/ Diffusion/ Translation

Permanence allows broader service provision



Sam needs to go to hospital

Envisioning the 
future



Call to Action

• Reach out

• Like learn more or collaborate

• Access to our resources 

• Future: CoP 



Contact

Child Development Unit
The Children’s Hospital at Westmead
Westmead NSW 2145 Australia

(+612 9845 2828)  

natalie.ong@health.nsw.gov.au

Thank you
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