
Support Resources 

Evidence‐based consensus guidelines for ALS genetic testing and counseling: Roggenbuck J, et 

al. Ann Clin Transl Neurol. 2023;10:2074-91. doi: 10.1002/acn3.51895 

ALS Association: 

• Genetic Counseling and Testing Information Sheet 

• Genetic Counseling and Testing for ALS 

• Benefits and Risks of Genetic Testing for People Living With ALS 

• Benefits and Risks of Genetic Testing for Family Members of People Living With ALS 

Les Turner ALS Foundation: My ALS Decision ToolTM 

National Society of Genetic Counselors (NSGC): “Find a Genetic Counselor” Tool 

End the Legacy: Genetic testing information 

Your ALS Guide: Genetic counseling and testing for ALS 

International Alliance of ALS/MND Associations: 

• Fundamental Rights for People Living with SLA/MND 

• Fundamental Rights for Caregivers of People with ALS/MND 

Federal Code on Presumptive Service Connection for ALS: Presumptive service connection for 

amyotrophic lateral sclerosis 

Veterans Benefits Association Guidelines for Service Connection for Congenital, Developmental, or 

Hereditary Disorders: M21-1, Part V, Subpart ii, Chapter 2, Section E – Service Connection (SC) for 

Congenital, Developmental, or Hereditary Disorders (va.gov) 

 

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC10646996/
https://www.als.org/sites/default/files/2023-10/Genetic-Testing-Info-Sheet.pdf
https://www.als.org/understanding-als/who-gets-als/genetic-testing/genetic-counseling
https://www.als.org/understanding-als/who-gets-als/genetic-testing/benefits-and-risks-genetic-testing-people-living-als
https://www.als.org/understanding-als/who-gets-als/genetic-testing/benefits-and-risks-genetic-testing-family-members
https://lesturnerals.org/my-als-decision-tool/
https://findageneticcounselor.nsgc.org/?reload=timezone
https://www.endthelegacy.org/genetic-testing
https://www.youralsguide.com/genetic-testing.html
https://www.als-mnd.org/wp-content/uploads/2024/04/Fundamental-rights-for-people-living-with-ALS-MND-FINAL.pdf
https://www.als-mnd.org/wp-content/uploads/2024/04/CALS-Rights-2024-FINAL.pdf
https://www.ecfr.gov/current/title-38/chapter-I/part-3/subpart-A/subject-group-ECFR39056aee4e9ff13/section-3.318
https://www.ecfr.gov/current/title-38/chapter-I/part-3/subpart-A/subject-group-ECFR39056aee4e9ff13/section-3.318
https://urldefense.com/v3/__https:/www.knowva.ebenefits.va.gov/system/templates/selfservice/va_ssnew/help/customer/locale/en-US/portal/554400000001018/content/554400000180485/M21-1-Part-V-Subpart-ii-Chapter-2-Section-E-Service-Connection-SC-for-Congenital-Developmental-or-Hereditary-Disorders__;!!AU3bcTlGKuA!EdvdIQ9o_QgsYDBMGmSDLMJU_2IUunxoTUm8nyexesu9gozjM5Y67OqgQdzkCo2PWXhROUlnsxFUxy5WoJRbwRoVxjBOonDwBpDtQQ$
https://urldefense.com/v3/__https:/www.knowva.ebenefits.va.gov/system/templates/selfservice/va_ssnew/help/customer/locale/en-US/portal/554400000001018/content/554400000180485/M21-1-Part-V-Subpart-ii-Chapter-2-Section-E-Service-Connection-SC-for-Congenital-Developmental-or-Hereditary-Disorders__;!!AU3bcTlGKuA!EdvdIQ9o_QgsYDBMGmSDLMJU_2IUunxoTUm8nyexesu9gozjM5Y67OqgQdzkCo2PWXhROUlnsxFUxy5WoJRbwRoVxjBOonDwBpDtQQ$

