
 

 

Access to Coverage: Therapies Resource Guide 

MDA Resources 
MDA.org is a great place to find programs and resources to support you. A few of these resources are listed below: 

• MDA Care Center Network  

o Explore the MDA Care Center Network and find a location near you. 

• MDA Quest 

o Read through the MDA Quest blog, Newsletter & Magazine, and listen to the Quest podcast for more on 

topics relevant to the neuromuscular disease community. 

• MDA National Connections Program 

o Helps MDA families find others with shared experiences. 

• MDA Engage 

o MDA Engage virtual educational events empower individuals and their families with knowledge and 

resources shared by experts in the neuromuscular disease field. 

Resources from our Module Supporter 
• Recommendations for Composing an Appeal Letter 

Resources from this Workshop 
Find a list of resources that were included in this Access Workshop.  

• Glossary of Common Insurance Terms  

• ALS Treatment Landscape 

o Exservan | ALS JourneyMate 

o Radicava | Searchlight Support 

o Rilutek | HealthWell Foundation 

o Tiglutik 

• Adult Dermatomyositis Treatment Landscape 

o https://www.octagamus.net/dermatomyositis 

• Duchenne Muscular Dystrophy Treatment Landscape 

o Amondys45 | SareptAssist 

o Emflaza | PTC Cares 

o Exondys51 | SareptAssist 

o Viltepso | NSSupport 

o Vyondys53 | SareptAssist 

• Lambert-Eaton Myasthenic Syndrome Treatment Landscape 

o Firdapse | Catalyst Pathways 

• Generalized Myasthenia Gravis (gMG) 

o Soliris | OneSource 

o Vyvgart | My Vyvgart Path 

• Periodic Paralysis 

o Keveyis | Stonebridge CareConnection 

• Late-Onset Pompe Disease (LOPD) 

o Nexviazyme | CareConnectPSS 

https://mda.org/
https://www.mda.org/care/mda-care-centers
https://strongly.mda.org/
https://strongly.mda.org/national-connections-program-helps-mda-families-find-others-with-shared-experiences/?_ga=2.135722802.2052349878.1627574899-1640398244.1624645256
https://www.mda.org/care/mda-engage
https://static.ecoach.com/uploads/course/62853/227dc24418295b4aa0ab04754f7697aabe6f6e76.pdf
https://static.coassemble.com/uploads/client/12581/global/8312dedf8394af603f7deadcb86c4f81836a2c50.pdf
https://www.exservan.com/t
https://www.exservan.com/journeymate
https://www.radicava.com/
https://www.radicava.com/patient/support/searchlight-support/#cost-support-options
https://www.goodrx.com/rilutek?gclid=Cj0KCQiAw9qOBhC-ARIsAG-rdn6c0jaHW9E2S9VS71OQwdGJmzfqogxsxlcVwuSBZ56p4fe28wMQ6JYaAjZoEALw_wcB&gclsrc=aw.ds
https://www.healthwellfoundation.org/fund/amyotrophic-lateral-sclerosis/
https://tiglutik.com/
https://www.octagamus.net/dermatomyositis
https://amondys45.com/
https://www.vyondys53.com/#getstarted
https://www.emflaza.com/
https://ptccares.com/
https://www.exondys51.com/
https://www.exondys51.com/getting-support/how-sarepta-case-managers-help
https://www.viltepso.com/patient
https://www.viltepso.com/support
https://www.vyondys53.com/
https://www.vyondys53.com/#getstarted
https://www.firdapse.com/
https://www.yourcatalystpathways.com/
https://solirisgmg.com/
https://alexiononesource.com/soliris
https://vyvgart.com/
https://vyvgart.com/support-and-resources/savings-and-support
https://www.keveyis.com/
https://www.keveyis.com/patient/support-program/
https://www.nexviazyme.com/
https://www.nexviazyme.com/support/


 

• Spinal Muscular Atrophy (SMA) 

o Evrysdi | MySMA Support 

o Spinraza | SMA 360 

o Zolgensma | OneGene Program 

• Free Genetic Testing - DMD 

• ClinicalTrials.gov 

• MDA Clinical Trials 

• Patient Registries 

• Detect Muscular Dystrophy 

• FDA Patient Fact Sheet on Expanded Access 

• Summary of Benefits and Coverage Sample Document 

• Patient Advocate Foundation 

• GoodRx | RxSaver | Blink Health | WellRx 

• NeedyMeds | RxAssist  

• National Association of Free & Charitable Clinics 

• Patient Rising Concierge  

• Let Medicaid Give You a Ride 

• Your States Medicaid Office 

• Your Local County Government’s Office 

• Department of Transportation 

• Appeal Letter Example 

• A Guide to Disability Rights Laws 

• State Insurance Department 

• Patient Advocate Foundation 

Other Access to Therapies Resources 
• ADA.gov 

• Administration for Community Living (ACL)  

• Centers for Disease Control and Prevention 

• U.S. Department of Veterans Affairs 

• Healthcare.gov 

• National Council on Aging  

• National Organization for Rare Disorders 

• Medicaid.gov 

• Medicare.gov  

• State Directory of Vocational Rehabilitation Agencies  

• State Health Insurance Assistance Programs (SHIP)  

• TRICARE 

 

 

For additional resources, please reach out to the MDA Resource Center: 
By Phone: 1-833-ASK-MDA1 (1-833-275-6321) 

By Email: ResourceCenter@mdausa.org 

https://www.evrysdi.com/
https://www.evrysdi.com/support-services/support-for-you.html
https://www.spinraza.com/
https://www.spinraza.com/en_us/home/support/sma360.html
https://www.zolgensma.com/
https://www.zolgensma.com/onegene-program
https://www.duchenne.com/your-number
https://clinicaltrials.gov/
https://www.mda.org/research/clinical-trials
https://static.coassemble.com/uploads/client/12581/global/f17aadff5e24b5e46e2cda227a766cc2b8a05ceb.pdf
https://www.invitae.com/en/detect-muscular-dystrophy/
https://www.fda.gov/media/120067/download
https://www.cms.gov/CCIIO/Resources/Forms-Reports-and-Other-Resources/Downloads/SBC-Sample-Completed-MM-508-fixed-4-12-16.pdf
https://www.patientadvocate.org/
https://www.goodrx.com/
https://www.rxsaver.com/
https://www.blinkhealth.com/
https://www.wellrx.com/
https://www.needymeds.org/
https://www.rxassist.org/patients
https://nafcclinics.org/
https://www.patientsrising.org/get-help/
https://www.cms.gov/Medicare-Medicaid-Coordination/Fraud-Prevention/Medicaid-Integrity-Education/Downloads/nemt-factsheet.pdf
https://www.medicaid.gov/about-us/beneficiary-resources/index.html
https://ce.naco.org/?find=true
https://www.fhwa.dot.gov/about/webstate.cfm
https://static.ecoach.com/uploads/course/76271/eb9bd940eda30d20a561adb171d58c2d8b361f51.docx
https://www.ada.gov/cguide.htm
https://www.iii.org/services/directory/state-insurance-departments
https://www.patientadvocate.org/
https://www.ada.gov/cguide.htm
https://acl.gov/programs/aging-and-disability-networks
https://www.cdc.gov/publichealthgateway/healthdirectories/healthdepartments.html
https://www.va.gov/COMMUNITYCARE/programs/dependents/champva/index.asp
https://www.healthcare.gov/medicaid-chip/
https://www.ncoa.org/
https://rarediseases.org/for-patients-and-families/help-access-medications/patient-assistance-programs-2/#section-1
https://www.medicaid.gov/
https://www.medicare.gov/
https://askearn.org/state-vocational-rehabilitation-agencies/
https://www.shiptacenter.org/
https://tricare.mil/
mailto:ResourceCenter@mdausa.org
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