
17q12 Foundation 
Website: www.chromo17q12.org 
Social Media:

Rare Diseases International 
Website: www.rarediseasesinternational.org/
Social Media:

UNIQUE (Multi Language)
Website: https://rarechromo.org
Social Media: 

National Organization for Rare Disorders 
Website: 17q12registry.iamrare.org/about/for-patients/ 
Social Media: 

Organizations & FoundationsOrganizations & Foundations

Simon’s Searchlight  - 17q12 Deletion
www.simonssearchlight.org/gene-guide/17q12-deletion-syndrome/

Rare Voices Australia 
www.rareportal.org.au/rare-disease/17q12-microdeletion-syndrome/

17q12 Foundation 
www.chromo17q12.org/deletion

Education - 17q12 DeletionEducation - 17q12 Deletion

PRISMA
www.precisionmedicineinautism.org/17q12deletion-duplication

UNIQUE
rarechromo.org/media/information/Chromosome%2017/17q12%20microdeletions%20FTNW.pdf

GeneReviews
www.ncbi.nlm.nih.gov/books/NBK401562/

PRISMA
www.precisionmedicineinautism.org/17q12deletion-duplication

Simon’s Searchlight  - 17q12 Duplication 
www.simonssearchlight.org/research/what-we-study/17q12-duplication/

GeneReviews
www.ncbi.nlm.nih.gov/books/NBK344340/

UNIQUE
www.rarechromo.org/media/information/Chromosome%2017/17q12%20microduplications%20FTNW.pdf

17q12 Foundation 
www.chromo17q12.org/duplication

Education - 17q12 Duplication Education - 17q12 Duplication 
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http://www.chromo17q12.org/
https://www.facebook.com/17q12Foundation
https://www.instagram.com/17q12foundation
https://www.rarediseasesinternational.org/
https://www.facebook.com/RareDiseasesInt/
https://www.instagram.com/rarediseasesinternational/
https://rarechromo.org/
https://www.youtube.com/@unique-rarechromosomedisor2970/featured
https://www.instagram.com/unique_charity/
https://www.facebook.com/Uniquerarechromosomedisordersupportgroup/
https://17q12registry.iamrare.org/about/for-patients/
https://www.facebook.com/NationalOrganizationforRareDisorders/
https://www.instagram.com/nord_rare/?hl=en
https://www.linkedin.com/company/national-organization-for-rare-disorders/
https://www.youtube.com/user/raredisorders
https://www.simonssearchlight.org/gene-guide/17q12-deletion-syndrome/
https://www.rareportal.org.au/rare-disease/17q12-microdeletion-syndrome/
https://www.precisionmedicineinautism.org/17q12deletion-duplication
https://rarechromo.org/media/information/Chromosome%2017/17q12%20microdeletions%20FTNW.pdf
https://www.precisionmedicineinautism.org/17q12deletion-duplication
https://www.simonssearchlight.org/research/what-we-study/17q12-duplication/
https://www.ncbi.nlm.nih.gov/books/NBK344340/
http://www.rarechromo.org/media/information/Chromosome%2017/17q12%20microduplications%20FTNW.pdf
http://www.precisionmedicineinautism.org/


17q12 Deletion/Duplication Support Group
www.facebook.com/groups/428773250798619

17q12 Foundation Support Group
www.facebook.com/groups/17q12support

17q12 Duplication: Simons Searchlight Community
https://www.facebook.com/groups/235285544024090

17q12 Duplication: Simons Searchlight Community
www.facebook.com/groups/505064296991722

Family and Peer Support (Facebook)Family and Peer Support (Facebook)

17q12 Foundation
Website: https://17q12registry.iamrare.org/faq/
Email: info@chromo17q12.org

Dr. Pengfei Liu's study
Website: http://pliulab.org
Email: pengfeil@bcm.edu

17q12 Immunological Study 
Website : https://yalesurvey.ca1.qualtrics.com/jfe/form/SV_4Je255Jy2UzPCTA
Email: immunodeficiency@yale.edu

Simon’s Searchlight
Website: www.simonssearchlight.org/research/
Email: coordinator@simonssearchlight.org

PRISMA Research Group  
Website: www.precisionmedicineinautism.org/17q12cnvs
Email: prisma@ualberta.ca

Research & opportunities to participate Research & opportunities to participate 

Deleción 17q12 España
www.instagram.com/delecion17q12es/

International Groups International Groups 

Do you know of other resources? Send us an email at prisma@ualberta.ca 
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