
 

 
SYNGAP1 Resources for Newly Diagnosed Families 

Printable Documents 
 
Checklist (download or print your checklist of our recommendations for your first steps) 
ICD-10 Code (give this code to all of your doctors) 
Medical Consideration Doc (share with all of your doctors) 
CURE SYNGAP1 Brochure (share with family, friends, doctors, teachers, etc.) 
Guidelines For Sharing Your SYNGAP1 Story With Media Outlets 
SRF 5th birthday newsletter (share with your family) 
SYNGAP1: BACKGROUND, DEVELOPMENT, AND THE IMPACT ON CHILDREN (share with 
your doctors, teachers, caregivers, etc.) 
Emergency Room IDD Stabilization Protocol (share with your doctors and healthcare facilities) 
BioPsychoSocial Approach to SYNGAP1 Severe Behaviors (chart) 
“Ways to Help" - a few ways you could suggest to family & friends if or when they ask, "How can 
I help?" (by Effie Parks, from Once Upon a Gene) 
Functional Behavior Assessment - information about this process schools often use to figure out 
what your child is saying through their behaviors so they can come up with possible solutions. 

 

https://docs.google.com/document/d/137Ey8XLj-MQ6YvxELR4n0K3nR2qwHgJJKT85CukV_7o/edit
https://www.syngapresearchfund.org/post/syngap1-assigned-its-own-icd-10-code-f78-a1-srf
https://drive.google.com/file/d/1bVHV0O1Lv6H8pXGMR6nbYUKWROIQO_yv/view
https://drive.google.com/file/d/199bEoDS0nsQ_U0yg6nfFBzoHMq0fN3HM/view?usp=sharing
https://docs.google.com/document/d/18Wl-chXRPE0VmRuCVPMYdPdcocd6zIcP3D8W9ms19ZE/edit
https://drive.google.com/file/d/1V__8zouSJ9q3VZ-F_dppo7AVDhO-mAU0/view?usp=share_link
https://drive.google.com/file/d/12ldb51pdm3VrlB3_2rgWb0t5E01xi_rm/view?usp=sharing
https://drive.google.com/file/d/1RiMzWEXWrR06m-79XFM27R2ngO1DZsb2/view?usp=sharing
https://drive.google.com/file/d/1hu7Xu49eY0iofPtfN8rfyzYCtld4yCkz/view?usp=drive_link
https://drive.google.com/file/d/1ZjJbr_2qtyxqafcIXDq3uk92Mege8-Gq/view?usp=drive_link
https://effieparks.com/
https://drive.google.com/file/d/14FwLjuT40guraSIsf8e-1j-be0LkqEAr/view?usp=sharing

