Access to Genetic Testing Resource Guide

MDA Resources

MDA.org is a great place to find programs and resources to support you, a few of those
resources are listed below. The MDA Resource Center is also available to help you navigate
MDA’s wide array of resources and also connect you with outside organizations that can help.

e Meet the MDA Care Center Team
e MDA Advocacy Initiatives: Newborn Screening and Early Intervention
e MDA Care Center Locator
e MDA Mental Health HUB
e MDA Emergency Resources Page
e MDA Emergency Room Alert Summary
e MDA Health Insurance Worksheet
e MDA Print Materials
0 Genetics and Neuromuscular Disease
How Genetic Neuromuscular Disease Happens
Genetic Testing Options for Amyotrophic Lateral Sclerosis
Genetic Testing Options for Charcot-Marie-Tooth Disease
Genetic Testing Options for Limb-girdle Muscular Dystrophy
0 Genetic Testing Options for Pompe Disease
e MDA Toolkit: Printable Resources
e MDA Young Adult Resources
e MDA Health Insurance Worksheet
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MDA Engage

MDA Engage virtual educational events empower individuals and their families with knowledge
and resources shared by experts in the neuromuscular disease field. Recent events about
medical equipment and assistive devices are listed below:

e Genetic Testing Webinar (2019)

MDA Access Workshops

For upcoming MDA Engage Events, please visit mda.org/engage.

e Access to Coverage: Mental Health
e Access to Coverage: Insurance



https://www.mda.org/
https://www.mda.org/care/mda-resource-center
https://www.mda.org/care/mda-care-center-team
https://www.votervoice.net/MDA/1/BlogPosts/4061
https://www.mda.org/care/mda-care-centers
https://www.mda.org/community-ed/mental-health-hub
https://www.mda.org/care/resource-list/emergency-resources
https://www.mda.org/sites/default/files/2022/06/NMD-ER-Alert-Card-Summary.pdf
https://www.mda.org/sites/default/files/2020/03/Health-Insurance-Worksheet_MDA-MCDA-17001.pdf
https://www.mda.org/services/education-materials
https://www.mda.org/sites/default/files/2021/07/Genetics-and-NMD.pdf
https://www.mda.org/sites/default/files/2021/07/Genetics-Infograph.pdf
https://www.mda.org/sites/default/files/2022/12/Genetic-Testing-Options-for-ALS.pdf
https://www.mda.org/sites/default/files/2023/05/Genetic-Testing-Options-for-CMT.pdf
https://www.mda.org/sites/default/files/2022/11/Genetic-Testing-Options-for-LGMD.pdf
https://www.mda.org/sites/default/files/2022/11/Genetic-Testing-Options-for-Pompe-Disease.pdf
https://www.mda.org/care/mda-toolkit
https://www.mda.org/young-adults/resources
https://www.mda.org/sites/default/files/2020/03/Health-Insurance-Worksheet_MDA-MCDA-17001.pdf
https://www.youtube.com/watch?v=4o4wmSvH4C4
https://www.mda.org/care/community-events
https://www.mda.org/care/access-workshop/2023/access-to-coverage-mental-health
https://www.mda.org/care/access-workshop/2021/access-to-coverage-insurance

MDA Quest Media

Quest Media is an innovative adaptive lifestyle platform from MDA. With the power of this
platform, we foster awareness and empowerment and have important conversations with
experts, thought leaders, and members of the neuromuscular disease community about topics
that matter to them and to the larger community of individuals with disabilities.

e (Can Genetic Testing Make You Uninsurable?

Resources From This Workshop

e (CDCResources
O Cascade Testing: Finding Family Members with Genetic Conditions
0 Family Health History and Planning for Pregnancy
0 Genetic Testing

e Genetic Testing Resources
0 ALS Identified
Athena Diagnostics
Blueprint Genetics
Decode Duchenne
GeneDx
Invitae Alnylam Act hATTR Amyloidosis
Invitae ALS Identified
Invitae Detect Lysosomal Storage Diseases (LSDs)
Invitae Detect Muscular Dystrophy
Jain Foundation
Lantern Project
PreventionGenetics ALS Testing Program
PreventionGenetics No-Cost Genetic Testing Program for TK2 Deficiency
Rare Genomes Project
SMA Identified
0 UMDF Genetic Testing for Suspected Mitochondrial Disease Program
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e Medline Plus Resources

0 What happens during a genetic consultation?
e National Society of Genetic Counselors

0 Youtube: What is a Genetic Counselor?

e Surgeon General Resources
0 My Family Health Portrait

e U.S Equal Opportunity Employment Commission Resources
0 Genetic Information Discrimination



https://mdaquest.org/can-genetic-testing-make-you-uninsurable/
https://www.cdc.gov/genomics/disease/cascade_testing/cascade_finding.htm
https://www.cdc.gov/genomics/famhistory/famhist_plan_pregnancy.htm
https://www.cdc.gov/genomics/gtesting/genetic_testing.htm
https://www.insideals.com/
https://www.athenadiagnostics.com/
https://blueprintgenetics.com/financial-assistance-program/
https://www.parentprojectmd.org/about-duchenne/decode-duchenne/
https://www.genedx.com/
https://www.invitae.com/us/sponsored-testing/alnylam-act-hattr-amyloidosis
https://www.invitae.com/us/sponsored-testing/als-identified
https://www.invitae.com/us/sponsored-testing/detect-lsds?tab=for-your-patients
https://www.invitae.com/us/sponsored-testing/detect-mdys
https://www.jain-foundation.org/patients-clinicians/the-dysferlinopathy-journey/testing-and-diagnosis/
https://www.perkinelmergenomics.com/lanternproject/
https://www.preventiongenetics.com/sponsoredTesting/Ionis_ALS
https://www.preventiongenetics.com/sponsoredTesting/UCB
https://raregenomes.org/limb-girdle-muscular-dystrophy
https://protect-us.mimecast.com/s/pVmnCXDlX8UXWQqZfQxbAB?domain=invitae.com
https://www.umdf.org/genetic-testing-clinicians/
https://medlineplus.gov/genetics/understanding/consult/expectations/
https://www.youtube.com/watch?v=GDjLazXGV0s
https://cbiit.github.io/FHH/html/index.html
https://www.eeoc.gov/genetic-information-discrimination




