
2022 Year End
Update on 

The APS Type 1      
(APECED) Registry



How to Register
Click link below or paste web address into your browser:

https://apstype1.iamrare.org/

https://apstype1.iamrare.org/


Who has enrolled in the Registry?

106 Enrolled 
(our initial goal was 

100 so congratulations 
to all of us!)

84 Consented 
(if this is you, please 
let us know how we 

can help)



Our Global Reach
57 Patients from 9 Countries 



Our U.S. Reach 
39 Patients from 22 States



Our Canadian Reach 
5 Patients from 4 Provinces



Registry Goals

Achieve earlier 
diagnosis

Find new, 
undiagnosed 

patients

Learn about the 
disease course 

over time 

Inform research 
priorities

Unite patients 
with the 
research 

community

Improve quality 
of care

Attract new 
researchers 

Attract 
investment in 

the field



Plans for 2023

Publish article using de-
identified data. 

Update your surveys today to be 
included!

Create more relevant 
surveys.

What do you want us to know?
What questions do you want the 
researchers to answer?

Improve user experience with existing surveys and 
platform.

Add additional language capabilities.



(Hopeful) Evolution of our Registry

PHASE 1

• Patient input 
data

• Some disease 
specific 
questions

PHASE  2
We’re Here!
• More disease 

specific 
questions

• Updates to 
earlier answers

PHASE 3

• Doctor input 
data

• Upload medical 
records, 
including labs

PHASE 4

• Bio-bank



What have we learned from 
the Registry?



Medical Conditions 
(275+ Responses)



Medications
(185 Responses)



Time to Diagnosis
44% @ 7 years +

We still have a lot work to do to shorten the time to proper diagnosis!



How can you help?

Let us know 
what you want 
to learn about

1
Enroll and 
consent today

2
Update your 
survey 
responses 
annually

3



Thank you for your support!

Register at: 
https://apstype1.iamrare.org/

Email us: 
registry@apstype1.org

https://apstype1.iamrare.org/
mailto:registry@apstype1.org
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