
T H E  AP S  T YP E  1 
F O U N D AT IO N





HUDDLE Rules of the Road
• Lead with Kindness: This is a supportive space. Please treat 

everyone with compassion and respect.
• Respect First: Everyone’s experience is valid. Respect diverse 

perspectives and experiences.
• Honor Confidentiality: Personal stories shared here stay within 

this community.
• Share at Your Comfort Level: You are welcome to speak or 

simply listen. Both are valid ways of participating.
• Experiences, Not Medical Advice: We share personal 

experiences only. The Foundation does not provide medical 
advice. Please consult your own healthcare professionals for 
guidance. 

• One Voice at a Time: Allow each person the space to be heard 
without interruption. Mute when not speaking.

• Stay Present & On Topic: Help us create a meaningful and 
focused conversation for all.
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WHAT WE DO
EDUCATE

In t e rn a t ion a l Sy m p osia

Glob a l Sc ie n t ific  
Su m m it s

Con fe re n ce  Ta lks

Ext e n sive  We b sit e  
Ma t e ria ls

Soc ia l Me d ia  
P re se n ce

We b - b a se d  
Re g ist ry

Re se a rch  Gra n t s

SUPPORT RESEARCH RAISE AWARENESS



INTERNATIO NAL SYMP O SIA

Our patients and families at the 2025 
Symp o sium in Sa n Fra nc isc o , C A

O ur p a t ie nts a nd  fa milie s a t  the  20 23  
Symp o sium in Wa shing to n, D.C .

Ne xt Symp o sium will b e  in Summe r 20 27



Ra ise d  o ve r $70 0 K fo r 
Re se a rc h

O UR ACCO MP LISHMENTS
De ve lo p e d  a  We b - b a se d  

Re g ist ry



THE AP S TYP E 1 (AP ECED) REGISTRY
NEW AND IMPROVED PLATFORM LAUNCHING FALL 2026

Our registry has approximately 150 patients registered 
from many countries.



APS Type 1 leads to a large range of different symptoms and conditions. 

THE AP S TYP E 1 (AP ECED) REGISTRY



Ge n e t ic Te s t in g  
De c is io n  Tre e

Education Initiative



Fu n d ra is in g :
Ac c o m p lish m e n t s  & O p p o rt u n it ie s  

Our community has found creative ways of fundraising and raising awareness for APS Type 1



P AST FAMILY FUNDRAISERS



FO UNDATIO N ALLIANCES



JOIN US IN 
JULY IN D.C.



Shorten time to diagnosis

Find  b e tte r t re a tme nts

Find  a  c ure

Sup p o rt  the  LIVED e xp e rie nc e  o f o ur p a tie nts a nd  fa milie s

Build  a  g lo b a l re se a rc h ne two rk

Exp a nd  o ur re g istry fo r g re a te r p ub lic a t io n

Find  o ur p a t ie nts he re  a nd  a ro und  the  wo rld

Fund ra ise  fo r a ll o f the  a b o ve

O UR VISIO N FO R THE FUTURE



HO W 
CAN 
YO U 
HELP ?

JOIN FUTURE HUDDLES

O RG AN IZ E A FU N D RAISER

FO LLO W  TH E 
FO U N D ATIO N



HO W 
CAN 
WE 
HELP ?

CONNECT YOU TO 
O TH ER P ATIEN TS, 

FAM ILIES & P H YSIC IAN S 

SH ARE ED U C ATIO N AL 
M ATERIALS, RESEARC H  AN D  

N EW  FIN D IN G S

BE REC EP TIVE TO  ALL O F 
YO U R ID EAS 



O sm o sis .o rg  vid e o  o n  
“Wh a t  is  AP S Ty p e  1? ”

Education Initiative

https://www.youtube.com/watch?v=m3T2AOvXgI4


T H AN K YO U !
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