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Disclosures

• Pertinent to this talk:

- ALS TDI
- ROON
- I AM ALS
- ALS Association

• Not pertinent to this talk:

- UTSW Brain Institute



Who is this for?

• Patients

• Medical

• Caregivers

• Advocates

• Everyone and Anyone
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Introduction

• Mike Ibarra

• Texas boy

• But… who am I?





Introduction

• Bounced around Texas for school

• University: Texas Tech

• Med School : UTHSCSA

• Neuro Residency and Sleep Fellowship: URMC

• Sleep Medicine Attending: UTSW
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The Beginning 

• Changes

• Medical School

• Residency

• Excuses

• Fear
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Diagnostic Journey

• November 2021: First neuro appointment
- Suprises… reflexes
- EMG… Oh boy

• Devastated

• November – December: More tests than I care to remember
- Autoimmune, CT, MRI, LP (2nd one… ugh)… plethora of tests
- Paradoxical disappointment in tests
- Confusing desperation



Diagnostic Journey

• Suspension of belief – Just poor timing
- Sleep interviews
- Boards
- Travel

• Alas, all good things come to an end…



Diagnostic Journey – The Day of Reckoning

• March 2023 – happy birthday 
- the EMG of truth



Diagnostic Journey – The Day of Reckoning

• World spiraling before me

• Keeping myself grounded

• Information overload
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The Struggles

• Flurry of emotions

• Next steps?

• How to break the news? Family? Friends? Work? Relationship?

• Loss of Identity
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Strength







Strength
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ALS Info

• Amyotrophic Lateral Sclerosis / Lou Gehrig’s Disease 

• UMN + LMN

• 90% sporadic, 5-10% familial

• Onset: 40-70 years, average age is 55 years

• Life expectancy: 2-5 years

• Annual incidence: 2 per 100,000

• Prevalence: ~7 per 100,000

• Around 30,000 people in the US



ALS Info – Lesser Known

• ~10% of patients less 45 years old

• Veterans are 2x more likely

• Cases expected to increase by up to 70% over the next 25 years

•  Ethnic groups: more likely in Caucasians and Non-Hispanics

• Riluzole – 1995

• Radicava (Endaravone) - 2017

• Relyvrio (sodium phenylbutyrate and taurursodiol) – 2022

• Tofersen (Qalsody) 2023 for SOD1 variant



Heartbreak

• April 4th, 2024
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The Patient

• Sympathy vs Empathy

• Loss of identity with a neurological disease

• Isolation

• Coping with support and life goals



The Patient

• Drinking through a water hose

• Time commitment

• Emotional roller-coaster

• Rejection 
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Physician 

• Neurologist

• Sleep Doctor
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The Coin – What I Learned

• What can we do better?

• What has my experience revealed?

• Bridging gaps



The Coin – The Model In an Ideal World



The Coin – ALS Association Chapter Liaison



The Coin – ALS Association Chapter Liaison



The Coin – PT/OT



The Coin - Respiratory



The Coin

• Mental Health Professional

• Registered Dietician

• SLP

• Nursing Professional

• Social Worker



The Coin

• Expectations for follow-up

• Insurance

• Checklist?



Outline

• Introduction

• The Beginning

• Diagnostic Journey
• The Struggles

• Surviving the Experience - Strength
• ALS Info
• The Patient

• The Physician
• The Coin
• Endeavors 

• Faces of ALS



Current and Future Endeavors
• Advocacy

• Speaking out about bills – national level

• Pushing for more trials

• Providing my expertise 

• Integrating ALS Patients into clinic

• Social Media
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Faces of ALS



Faces of ALS – Many More



Faces of ALS



10 Year Anniversary – Ice Bucket Challenge



Questions? 
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