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Vision
A routine, publicly-funded National Screening Program 

for all children in Australia

Realistic, scalable, sustainable, equitable and cost-effective



Feasibility
Acceptability

Safety
Clinical Efficacy
Cost-effectiveness

Preferences:
Community
Clinical
Political
Industry



Figure Adapted from TrialNet





Cohort 1
• RHW
• RPA
• St George

Cohort 1 Women’s & Children’s Hospital

Cohort 3
South-East Perth

Cohort 2
• Brisbane North
• Western Sydney

Cohort 3
North-West 
Melbourne

Catchment Areas
Each model focused in small target areas in two states
Goal to offer screening to all eligible children in area



Cohort 1 (Newborns)

Cards for hospital bassinets

Parents of newborns are offered screening 
through a heel prick dried bloodspot alongside 

existing Newborn Screening Program. 



Cohorts 2 and 3
• Mailed invitations to eligible children
• Primary care recruitment



Website

www.KidsDiabetesScreen.com.au

http://www.kidsdiabetesscreen.com.au/


Portal/Database

Screening portal guides families through 
registration, online consent, ordering 

screening kit, receiving screening results 
and completing surveys



Cohort 2 Saliva Kits

Our specially-designed kits contain the 
child’s saliva swab and instructions, then 

function as reply-paid return mailers.



Dried Bloodspot Kits

Our pilot-branded finger 
prick dried bloodspot kits 
are mailed out to families 

with custom 2-spot 
screening cards and 
reply-paid branded 

envelopes.



1800 505 909
Monday – Friday, 9am to 4pm AEST

Alternatively:
Request a call back via website OR

Email: info@KidsDiabetesScreen.com.au

Dedicated Screening Helpline

Staffed by: Paediatric CDE, Genetic Counsellor 
& Research Staff



Preliminary Results



Screening Update As of 24th Oct 2023

Cohort 1 Cohort 2 Cohort 3

Total

Registered Children 2,287
Screening Closed

2,095
Available to Dec ‘23

2,025
Available to Dec ‘23 6,407

Consented Children
% of registered 94% 84% 82% 87%

Samples Collected/Received     
% of consented 92% 70% 50% 73%

Screening Results Returned
% of samples received/collected

12%
Returned at ≥ 11mo

50%
Returned at ≥ 10mo

95% 41%
Genetic - Increased Chance
% of returned results 8% 9% N/A 9%

Antibody Positive (1+ IAb) 0 1 2
+3 pending 0.2-0.3%

Note: Cohorts have had 
staged rollouts, not all 

running identical durations.



Preliminary: Demographics
Cohort 1 

(Newborns)
Cohort 2       
(Infants)

Cohort 3 (Children)

Sex (M/F) 51%/49% 52%/48% 52%/47%

Age
2yo: 34%
6yo: 31%

10yo: 35%

T1D Fam Hx Yes: 11%
Unsure: 14%

Yes: 16%
Unsure: 16%

Yes: 14%
Unsure: 16%

Ethnicity
Oceanian/European: 56%

South/East Asian: 24% 
Middle Eastern: 6%
South American: 5%

African/ATSI/Other: 10%

Oceanian/European: 66%
South/East Asian: 23% 

Middle Eastern: 4%
South American: 3%

African/ATSI/Other: 4%

Oceanian/European: 69%
South/East Asian: 22% 

Middle Eastern: 2%
South American: 2%

African/ATSI/Other: 6%



Preliminary: Top Reasons for Screening

Reason %

My child may benefit from knowing the results of this screening test 26

Other families and children can benefit from the results of this pilot in 
the future 16

It is easy to have my child screened 14

The screening test is free 10

To contribute to research 10



Preliminary: Top Hesitations

Reason %

None of these apply 30

I am too busy/don’t have enough time 15

I have concerns about the test (e.g., could be painful for my child) 10

I am not worried about my child’s risk of type 1 diabetes 8

Completion of surveys is too demanding 7



Preliminary: Parental Anxiety is Low
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Parental Anxiety Scores (SAI – T1D-Risk Specific)

- Cohort 1 (Newborns)

- Cohort 2 (Infants)

- Cohort 3 (Children)75-80%

15-20%

~5%



What’s Next?

Nov 2023 Launch in School Screening 
Program (C3)

Final media & social media 
advertising (C2-3)

Dec 2023 Screening closes (C2-3)

Jan 2024    HTA & Economic modelling 
commences

June 2024  First follow up of genetically at-
risk children closes (C1-2)

Nov 2024    Final results of Pilot due



Multidisciplinary 
Collaborating Team

Kirstine Bell (PI) Maria Craig Jenny Couper Peter Colman John Wentworth Liz Davis

Christel Hendrieckx Gary Deed Natasha Nassar Antonia Shand Adrienne Gordon Amanda Henry

Bill Hagopian Richard Oram
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