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SPF Annual Conferences 

2026 SPF Annual Conference 

SPF Global Regulatory & Scientific Forum on HSP/PLS: From Data to Approval 

1. Opening Remarks 

2. Accelerating Therapeutic Development for HSP & PLS 

3. Measuring That Matters: Regulatory-Grade Endpoints 

4. Global Convergence on a Regulatory-Ready Data System 

5. Closing Remarks 

Conferences 

1. Craig Blackstone, MD, PhD – Disease Mechanisms and Therapeutic Targets. 

Understanding disease biology and emerging therapeutic opportunities. 

2. Darius Ebrahimi-Fakhari, MD, PhD – SP-CERN and Collaborative Research Networks. 

How collaborative networks are accelerating HSP and PLS progress. 

3. John Fink, MD – Clinical Translation and Therapeutic Readiness. Bridging scientific 

discovery into real therapeutic pathways. 

4. Collin Hovinga, PharmD, MS – Regulatory Science and Clinical Trial Frameworks. 

Clinical trial readiness, regulatory collaboration, and pathway development. 

5. Srikanth Ranganathan, PhD – NIH Research Priorities and Emerging Opportunities. 

Federal priorities, research opportunities, and future directions. 

6. Javier Truel – Inspiration, Motivation and Your Health #1 

7. Chadwick Prodomos, MD – Exomes for Parkinson’s Disease, ALS Lewy Body 

Dementia, MS, and other Neurocognitive Disorders. 

8. Rahul Sachdeva, PhD & Marcondes França, MD, PhD – Neurostimulation & Functional 

Neurology. Topics include: neurostimulation mechanisms, functional neurology, 

emerging intervention strategies, clinical applications. 

9. Michael Pacold, MD, PhD & Claire Miller, MD, PhD – Hope – SPG83 Research 

Progress & Emerging Possibilities. Promising research developments and future 

therapeutic opportunities. 

10. Eric Nepute, DC, DNM, DPC – Integrative Health, Functional Medicine & Whole-Body 

Healing Strategies. The 7 stages of disconnection: the truth about health no one ever 

explained to you. 

https://youtu.be/1WawWzeLFTo?list=PLewhf-y-ubrE0ICPn940fC6lmBmWnwjoj&t=7
https://youtu.be/1WawWzeLFTo?list=PLewhf-y-ubrE0ICPn940fC6lmBmWnwjoj&t=620
https://youtu.be/1WawWzeLFTo?list=PLewhf-y-ubrE0ICPn940fC6lmBmWnwjoj&t=6789
https://youtu.be/1WawWzeLFTo?list=PLewhf-y-ubrE0ICPn940fC6lmBmWnwjoj&t=12070
https://youtu.be/1WawWzeLFTo?list=PLewhf-y-ubrE0ICPn940fC6lmBmWnwjoj&t=14243
https://youtu.be/qol8fgYUllI?list=PLewhf-y-ubrE0ICPn940fC6lmBmWnwjoj&t=1511
https://youtu.be/qol8fgYUllI?list=PLewhf-y-ubrE0ICPn940fC6lmBmWnwjoj&t=3593
https://youtu.be/qol8fgYUllI?list=PLewhf-y-ubrE0ICPn940fC6lmBmWnwjoj&t=5605
https://youtu.be/qol8fgYUllI?list=PLewhf-y-ubrE0ICPn940fC6lmBmWnwjoj&t=8220
https://youtu.be/qol8fgYUllI?list=PLewhf-y-ubrE0ICPn940fC6lmBmWnwjoj&t=9782
https://youtu.be/qol8fgYUllI?list=PLewhf-y-ubrE0ICPn940fC6lmBmWnwjoj&t=12165
https://youtu.be/qol8fgYUllI?list=PLewhf-y-ubrE0ICPn940fC6lmBmWnwjoj&t=13797
https://youtu.be/qol8fgYUllI?list=PLewhf-y-ubrE0ICPn940fC6lmBmWnwjoj&t=13797
https://youtu.be/qol8fgYUllI?list=PLewhf-y-ubrE0ICPn940fC6lmBmWnwjoj&t=16477
https://youtu.be/qol8fgYUllI?list=PLewhf-y-ubrE0ICPn940fC6lmBmWnwjoj&t=16477
https://youtu.be/qol8fgYUllI?list=PLewhf-y-ubrE0ICPn940fC6lmBmWnwjoj&t=19001
https://youtu.be/qol8fgYUllI?list=PLewhf-y-ubrE0ICPn940fC6lmBmWnwjoj&t=19001
https://youtu.be/qol8fgYUllI?list=PLewhf-y-ubrE0ICPn940fC6lmBmWnwjoj&t=21869
https://youtu.be/qol8fgYUllI?list=PLewhf-y-ubrE0ICPn940fC6lmBmWnwjoj&t=21869
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11. Christi Lero, MSW, LCSW – Practical Self-Compassion: Sustainable Caregiving & 

Emotional Resilience. Practical emotional support and caregiving sustainability 

strategies. 

12. P. Hande Ozdinler, PhD – Motor Neuron Biology and Shared Disease Mechanisms. 

Foundational overview of motor neuron vulnerability across HSP, PLS, and related 

neurodegenerative disorders. 

13. Peter W. Baas, PhD, Liang Oscar Qiang, MD, PhD & Emanuela Piermarini, PhD –  

Cellular Mechanisms & Axonal Integrity Panel Microtubules, Axonal Transport & 

Cellular Stress in Neurodegeneration. Topics include: axonal transport failure 

cytoskeletal instability, intracellular trafficking, convergence of cellular stress pathways 

14. Claire Pujol, PhD – Molecular Dissection of Mitochondrial Dysfunction in HSP. A 

capstone science session linking cellular dysfunction to mitochondrial pathology and 

therapeutic opportunity. 

15. Nancy Carlson, PhD, OTR/L – Adaptive Strategies for Daily Living. Highlighting the 

need to balance personal factors, environmental components, and occupations to 

maintain independence and satisfaction in daily life. 

16. Javier Tuel – Inspiration, Motivation & Your Health #2 

17. Greg Pruit, president, Spastic Paraplegia Foundation, Inc – From Research Funding to 

Therapeutic Development: SPF’s Strategic Evolution. 

18. Anne Gridley & BE Alink – Watch Me Walk Production Overview. A powerful patient-

centered storytelling experience exploring resilience, mobility, identity, and hope 

through performance and lived experience. BE Alink will share perspectives on 

mobility, wellness, neuroscience-based sound healing, and innovative approaches to 

improving quality of life and independence for individuals living with neurological 

conditions. 

19. Kyle Moylan, MD – Palliative Care Basics: Practical Support, Symptom Relief & Quality 

of Life. Practical guidance for symptom management, communication, emotional 

support, and improving quality of life. 

20. Eric Nepute, DC, DNM, DPC – Toxemia - The Silent Health Crisis 

21. Sherry Brady, SPF Ambassador & Stephanie Ovalle, Mobility Specialist – Cionic 

Mobility Innovation & Functional Independence. Session featuring: wearable device 

demonstrations, adaptive mobility technologies, gait assistance innovations , patient-

centered functional solutions, real-world independence strategies , audience Q&A and 

engagement pertaining to: Dnsys exoskeleton, CIONIC electro-stim leg sleeves, Mollii 

electro-stim suit, Smart Cuffs blood flow restriction cuffs, ACE Ex spinal cord 

stimulation, Galileo vibration plate. 

 

 

https://youtu.be/qol8fgYUllI?list=PLewhf-y-ubrE0ICPn940fC6lmBmWnwjoj&t=26487
https://youtu.be/qol8fgYUllI?list=PLewhf-y-ubrE0ICPn940fC6lmBmWnwjoj&t=26487
https://youtu.be/U6-XUzlkKEw?list=PLewhf-y-ubrE0ICPn940fC6lmBmWnwjoj&t=260
https://youtu.be/U6-XUzlkKEw?list=PLewhf-y-ubrE0ICPn940fC6lmBmWnwjoj&t=1835
https://youtu.be/U6-XUzlkKEw?list=PLewhf-y-ubrE0ICPn940fC6lmBmWnwjoj&t=1835
https://youtu.be/U6-XUzlkKEw?list=PLewhf-y-ubrE0ICPn940fC6lmBmWnwjoj&t=7301
https://youtu.be/U6-XUzlkKEw?list=PLewhf-y-ubrE0ICPn940fC6lmBmWnwjoj&t=9122
https://youtu.be/U6-XUzlkKEw?list=PLewhf-y-ubrE0ICPn940fC6lmBmWnwjoj&t=11936
https://youtu.be/U6-XUzlkKEw?list=PLewhf-y-ubrE0ICPn940fC6lmBmWnwjoj&t=13634
https://youtu.be/U6-XUzlkKEw?list=PLewhf-y-ubrE0ICPn940fC6lmBmWnwjoj&t=13634
https://youtu.be/U6-XUzlkKEw?list=PLewhf-y-ubrE0ICPn940fC6lmBmWnwjoj&t=15398
https://youtu.be/U6-XUzlkKEw?list=PLewhf-y-ubrE0ICPn940fC6lmBmWnwjoj&t=17806
https://youtu.be/U6-XUzlkKEw?list=PLewhf-y-ubrE0ICPn940fC6lmBmWnwjoj&t=17806
https://youtu.be/U6-XUzlkKEw?list=PLewhf-y-ubrE0ICPn940fC6lmBmWnwjoj&t=20793
https://youtu.be/U6-XUzlkKEw?list=PLewhf-y-ubrE0ICPn940fC6lmBmWnwjoj&t=24991
https://youtu.be/U6-XUzlkKEw?list=PLewhf-y-ubrE0ICPn940fC6lmBmWnwjoj&t=24991
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2025 SPF Annual Conference 

1. Craig Blackstone, MD, PhD – Therapeutic approaches for the HSPs. 

2. Collin Hovinga, PharmD, MS – Drug development in rare diseases. 

3. Greg Pruitt – A patient voice in action. 

4. Javier Tuel – Movements and exercises in HSP. 

5. Darius Ebrahimi-Fakhari, MD, PhD – Spastic Paraplegia Centre of Excellence 

Research Network: Transforming collaboration to coordinated global research.  

6. Lindsay Perlman – The Paralyzed Veterans of America. 

7. Collin Hovinga, PharmD, MS – Pre-consortium-HSP/PLS. 

8. Mukesh Gautum, MD, PhD – Investigating upper motor neuron health in HSP and PLS. 

9. Leigh Ann Fairley, Health Legislative Assistant for U.S. Congressman Gus M. Bilirakis, 

Florida. 

10. Zack Settle, Legislative Assistant for US Congressman James Comer, Kentucky. 

11. Jon Audhya, PhD – Gene therapies strategies for HSP. 

12. John Fink, MD – Towards in-home testing and novel rehabilitation strategies for 

subjects with PLS and HSP: Ideas, progress, and imagination. 

13. Peter W. Baas, PhD – Developing a therapeutic regimen for SPG4-HSP. 

14. Javier Tuel – Exercise period. 

15. P. Hande Ozdinler, PhD – From understanding to treatment: why upper motor neurons 

degenerate and how can we repair them. 

16. Liang Oscar Qiang, MD, PhD – From human stem cell based motor cortical organoids 

to preclinical therapeutic testing for HSP. 

17. Richard Silverman, PhD – Inhibition of protein aggregation and the development of 

NU-9 (AKV9) for amyotrophic lateral sclerosis and other degenerative diseases. 

18. Richard Novak, PhD – Predictable medicine: How patient-driven drug discovery is 

accelerating a path to treatment for multiple spastic paraplegia. 

19. Rahul Sachdeva, PhD – Neurological recovery with spinal cord neuromodulation. 

Insights from spinal cord injury and cerebral palsy. 

20. Senator Chuck Grassley 

21. Senator Amy Klobuchar 

https://youtu.be/CgLDe2NAFkk?list=PLewhf-y-ubrHmrZHIPrgmVcZ_CQtm_7UX&t=2832
https://youtu.be/CgLDe2NAFkk?list=PLewhf-y-ubrHmrZHIPrgmVcZ_CQtm_7UX&t=5214
https://youtu.be/CgLDe2NAFkk?list=PLewhf-y-ubrHmrZHIPrgmVcZ_CQtm_7UX&t=7575
https://youtu.be/CgLDe2NAFkk?list=PLewhf-y-ubrHmrZHIPrgmVcZ_CQtm_7UX&t=10303
https://youtu.be/CgLDe2NAFkk?list=PLewhf-y-ubrHmrZHIPrgmVcZ_CQtm_7UX&t=10303
https://youtu.be/CgLDe2NAFkk?list=PLewhf-y-ubrHmrZHIPrgmVcZ_CQtm_7UX&t=11495
https://youtu.be/CgLDe2NAFkk?list=PLewhf-y-ubrHmrZHIPrgmVcZ_CQtm_7UX&t=11495
https://youtu.be/CgLDe2NAFkk?list=PLewhf-y-ubrHmrZHIPrgmVcZ_CQtm_7UX&t=14036
https://youtu.be/CgLDe2NAFkk?list=PLewhf-y-ubrHmrZHIPrgmVcZ_CQtm_7UX&t=15396
https://youtu.be/CgLDe2NAFkk?list=PLewhf-y-ubrHmrZHIPrgmVcZ_CQtm_7UX&t=19392
https://www.youtube.com/watch?v=CgLDe2NAFkk&list=PLewhf-y-ubrHmrZHIPrgmVcZ_CQtm_7UX&index=3
https://www.youtube.com/watch?v=CgLDe2NAFkk&list=PLewhf-y-ubrHmrZHIPrgmVcZ_CQtm_7UX&index=3
https://youtu.be/CgLDe2NAFkk?list=PLewhf-y-ubrHmrZHIPrgmVcZ_CQtm_7UX&t=22722
https://youtu.be/CgLDe2NAFkk?list=PLewhf-y-ubrHmrZHIPrgmVcZ_CQtm_7UX&t=22722
https://youtu.be/AWD9V2_Y40M?t=1080
https://youtu.be/AWD9V2_Y40M?t=4095
https://youtu.be/AWD9V2_Y40M?t=4095
https://youtu.be/AWD9V2_Y40M?t=7455
https://youtu.be/AWD9V2_Y40M?t=10560
https://youtu.be/AWD9V2_Y40M?t=11910
https://youtu.be/AWD9V2_Y40M?t=11910
https://youtu.be/AWD9V2_Y40M?t=15087
https://youtu.be/AWD9V2_Y40M?t=15087
https://youtu.be/AWD9V2_Y40M?t=17431
https://youtu.be/AWD9V2_Y40M?t=17431
https://youtu.be/AWD9V2_Y40M?t=19951
https://youtu.be/AWD9V2_Y40M?t=19951
https://youtu.be/AWD9V2_Y40M?t=21862
https://youtu.be/AWD9V2_Y40M?t=21862
https://youtu.be/AWD9V2_Y40M?t=24401
https://youtu.be/AWD9V2_Y40M?t=24889


  5 

2024 SPF Annual Conference 

1. P. Hande Ozdinler, PhD – Developing effective treatments for UMN diseases: the 

future is now.  

2. Darius Ebrahimi-Fakhari, MD, PhD – The dawn of translational research in hereditary 

spastic paraplegia. 

3. Lauren Leiva, DPT – Inspiration and movement, including a mini-stretch. 

4. Thomas J. Hart, JD – Fast tracking HSP and PLS. 

5. Natalie Downs, MSc, CGC – Delivering novel therapies to patients impacted by genetic 

disease. 

6. Craig Blackstone, MD, PhD – New therapeutic approaches for the HSPs. 

7. Hiroshi Mitsumoto, MD, DSc – PLS natural history study and PLS International 

Meeting. 

8. Peter W. Baas, PhD – Development of an M1-spastin antibody for diagnosis, study and 

treatment for SPG4 hereditary spastic paraplegia. 

9. Emanuella Piermarini, PhD – Beyond gene therapy, can we promote functional 

recovery of SPG4-patients? 

10. Liang Oscar Qiang, MD, PhD – Advancing hereditary spastic paraplegia research: 

insights from human stem cell models. 

11. Linda LaFontaine – The HSP cohort within C-BIG at the NEURO at McGill University in 

Montreal, Canada. 

12. Stephan Züchner, MD, PhD – Updates on spastic paraplegia genetics and 

opportunities ahead.  

13. Daniel Calame, MD, PhD – Genetic mechanism underlying undiagnosed pediatric HSP.  

14. Luca Schierbaum, PhD – HSP sequencing initiative: closing the diagnostic gap for 

childhood-onset HSP. 

15. Kim Sanchez – Podcasts and social media. 

16. John R. Fink, MD – Questions and answers. 

17. After the 2024 SPF Conference, James H. McClaren provides a down-to-earth 

explanation of the speaker's presentations – Breaking down the science.  

https://youtu.be/hNIHof5IQFQ?t=3233
https://youtu.be/hNIHof5IQFQ?t=3233
https://youtu.be/hNIHof5IQFQ?t=7106
https://youtu.be/hNIHof5IQFQ?t=7106
https://youtu.be/hNIHof5IQFQ?t=11139
https://youtu.be/hNIHof5IQFQ?t=19990
https://youtu.be/hNIHof5IQFQ?t=22801
https://youtu.be/hNIHof5IQFQ?t=22801
https://youtu.be/hNIHof5IQFQ?t=25075
https://youtu.be/hNIHof5IQFQ?t=27357
https://youtu.be/hNIHof5IQFQ?t=27357
https://www.youtube.com/watch?v=XOTPMgjEYrM&t=810s
https://www.youtube.com/watch?v=XOTPMgjEYrM&t=810s
https://youtu.be/XOTPMgjEYrM?t=5674
https://youtu.be/XOTPMgjEYrM?t=5674
https://youtu.be/XOTPMgjEYrM?t=7184
https://youtu.be/XOTPMgjEYrM?t=7184
https://youtu.be/XOTPMgjEYrM?t=18335
https://youtu.be/XOTPMgjEYrM?t=18335
https://youtu.be/XOTPMgjEYrM?t=20400
https://youtu.be/XOTPMgjEYrM?t=20400
https://youtu.be/XOTPMgjEYrM?t=22271
https://youtu.be/XOTPMgjEYrM?t=24056
https://youtu.be/XOTPMgjEYrM?t=24056
https://youtu.be/XOTPMgjEYrM?t=27315
https://www.youtube.com/watch?v=3M4QSptH_Qg&t=92s
https://www.youtube.com/watch?v=6qw-j_JIi7o
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2023 SPF Annual Conference 

1. Chris Lorek, Katie Gregg, Bridget Lassig and Ece Filiz – Diagnostic to hope: life as a 

parent caregiver. 

2. Chrissy Smith – Duo dogs. 

3. Darius Ebrahimi-Fakhari, MD, PhD – Clinical trial readiness for children with HSP. 

4. Stephan Züchner, MD, PhD – Opportunities in HSP genomic and therapy: Centers of 

Excellence Research Network (HSP-CERN). 

5. Craig Blackstone, MD, PhD – Hereditary spastic paraplegia: biology. 

6. Darius Ebrahimi-Fakhari, MD, PhD – Clinical trial readiness for hereditary spastic 

paraplegia: lessons learned from translational research in rare diseases.  

7. Hiroshi Mitsumoto, MD, DSc – PLS natural history study (PLS NHS) update. 

8. P. Hande Ozdinler, PhD – Developing clinical trials. 

9. Mukesh Gautam, PhD – Potential role of cardiolipin in improving upper motor neuron 

health. 

10. Emanuela Piermarini, PhD – Gene therapy approach for SPG4-based hereditary 

spastic paraplegia: a preclinical study. 

11. D Liang Oscar Quiang, MD, PhD – Unveiling HDAC6: a promising therapeutic target 

for SPG4 – insights from human and animal models. 

12. Open forum with doctors. 

13. John R. Fink, MD – Questions and answers. 

2022 SPF Annual Conference 

1. John K. Fink, MD – Let’s dance. Emerging strategies towards neuro-rehabilitation in 

primary lateral sclerosis and hereditary spastic paraplegia. 

2. Peter W. Baas, PhD – Mechanistic route to therapy for SPG4 hereditary spastic 

paraplegia. 

3. Hiroshi Mitsumoto, MD, DSc – PLS natural history study (PLS NHS) update.  

4. Angie & Jeremy McCord – Movement matters. 

5. Chelsea Burton, PA-C – Symptomatic management of spasticity. 

6. P. Hande Ozdinler, PhD – Building effective and long-term treatments for UMN 

diseases: time is NOW. 

https://youtu.be/bZYB6Egkfz4?list=PLewhf-y-ubrF7uzl6ndpYP7PXt5SXs-da&t=2371
https://youtu.be/bZYB6Egkfz4?list=PLewhf-y-ubrF7uzl6ndpYP7PXt5SXs-da&t=2371
https://youtu.be/bZYB6Egkfz4?list=PLewhf-y-ubrF7uzl6ndpYP7PXt5SXs-da&t=18366
https://youtu.be/bZYB6Egkfz4?list=PLewhf-y-ubrF7uzl6ndpYP7PXt5SXs-da&t=22612
https://youtu.be/uTP4FiVLZxU?list=PLewhf-y-ubrF7uzl6ndpYP7PXt5SXs-da&t=12
https://youtu.be/uTP4FiVLZxU?list=PLewhf-y-ubrF7uzl6ndpYP7PXt5SXs-da&t=12
https://youtu.be/IMd-H5EK8pw?list=PLewhf-y-ubrF7uzl6ndpYP7PXt5SXs-da&t=5628
https://youtu.be/IMd-H5EK8pw?list=PLewhf-y-ubrF7uzl6ndpYP7PXt5SXs-da&t=7064
https://youtu.be/IMd-H5EK8pw?list=PLewhf-y-ubrF7uzl6ndpYP7PXt5SXs-da&t=7064
https://youtu.be/IMd-H5EK8pw?list=PLewhf-y-ubrF7uzl6ndpYP7PXt5SXs-da&t=10981
https://youtu.be/IMd-H5EK8pw?list=PLewhf-y-ubrF7uzl6ndpYP7PXt5SXs-da&t=20310
https://youtu.be/IMd-H5EK8pw?list=PLewhf-y-ubrF7uzl6ndpYP7PXt5SXs-da&t=24251
https://youtu.be/IMd-H5EK8pw?list=PLewhf-y-ubrF7uzl6ndpYP7PXt5SXs-da&t=24251
https://youtu.be/nWFGrYumWEA?t=1849
https://youtu.be/nWFGrYumWEA?t=1849
https://youtu.be/nWFGrYumWEA?t=4332
https://youtu.be/nWFGrYumWEA?t=4332
https://youtu.be/IMd-H5EK8pw?list=PLewhf-y-ubrF7uzl6ndpYP7PXt5SXs-da&t=28384
https://youtu.be/nWFGrYumWEA?t=9478
https://www.youtube.com/watch?v=lnWNVQoAEoI&list=PLM0_-wMVB0nd3miPbb_vFOYcArvzsDSoM&index=3
https://www.youtube.com/watch?v=lnWNVQoAEoI&list=PLM0_-wMVB0nd3miPbb_vFOYcArvzsDSoM&index=3
https://youtu.be/5llJfLCf8gs?list=PLM0_-wMVB0nd3miPbb_vFOYcArvzsDSoM&t=1
https://youtu.be/5llJfLCf8gs?list=PLM0_-wMVB0nd3miPbb_vFOYcArvzsDSoM&t=1
https://youtu.be/wH3dv5yf8_M?list=PLM0_-wMVB0nd3miPbb_vFOYcArvzsDSoM&t=2
https://youtu.be/EkB9pztTYyc?list=PLM0_-wMVB0nd3miPbb_vFOYcArvzsDSoM&t=19
https://www.youtube.com/watch?v=ffYBcmzK24A&list=PLM0_-wMVB0nd3miPbb_vFOYcArvzsDSoM&index=7
https://youtu.be/5naax-hv__E?list=PLewhf-y-ubrG3Dwt3sGWVlrMThaxJcBEA&t=1
https://youtu.be/5naax-hv__E?list=PLewhf-y-ubrG3Dwt3sGWVlrMThaxJcBEA&t=1
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7. Darius Ebrahimi-Fakhari, MD, PhD – Childhood-onset hereditary spastic paraplegia: 

lessons learned from a translational approach to ultra-rare diseases. 

8. John K. Fink, MD – Post discussion. 

9. Questions and answers panel discussion with doctors.  

2021 SPF Virtual Annual Conference 

1. P. Hande Ozdinler, PhD – Building effective treatment strategies for UMN (upper motor 

neuron) disease. 

2. Sabrina Paganoni, MD, PhD – What’s new in PLS? 

3. John K. Fink, MD – Spasticity and spastic gait in HSP and PLS treatment targets and 

approaches. 

4. Corey Braastad, PhD – Basic genetics, cell and gene therapy update, and virtual 

conference talk review. 

5. Marcondes Franca, MD, PhD – Anti-spastic therapies in hereditary spastic paraplegia. 

6. Hiroshi Mitsumoto, MD, DSc – We are making a steady progress in clinical front of 

PLS. 

7. Wladimir Bocca Vieira de Rezende Pinto, MD, PhD – Hereditary spastic paraplegia in 

Brazil: recent achievements and current challenges. 

2020 SPF Virtual Annual Conference 

1. Corey Braastad, PhD – Basic genetics and therapy update. 

2. John K. Fink, MD – Primary lateral sclerosis, hereditary spastic paraplegia: paths 

towards therapy.  

3. Peter W. Baas, PhD – HSP: understanding what's wrong so that we can fix it.  

4. P. Hande Ozdinler, PhD – Path to improve upper motor neuron health. 

5. Stephan Züchner, MD, PhD – Genetic topics in HSP & related diseases. 

6. Hiroshi Mitsumoto, MD, DSc – We have made steady progress on the clinical front of 

PLS. 

7. Craig Blackstone, MD, PhD – Research advances in the HSPs. 

8. Darius Ebrahimi-Fakhari, MD, PhD – AP-4-associated hereditary spastic paraplegia 

(SPG47, SPG50, SPG51 & SPG52) - A multimodal strategy to finding a cure for an 

ultra-rare disease. 

https://www.youtube.com/watch?v=kcUtKubq9io&list=PLM0_-wMVB0nd3miPbb_vFOYcArvzsDSoM&index=9
https://www.youtube.com/watch?v=kcUtKubq9io&list=PLM0_-wMVB0nd3miPbb_vFOYcArvzsDSoM&index=9
https://www.youtube.com/watch?v=KGyjiCUqjSc&list=PLM0_-wMVB0nd3miPbb_vFOYcArvzsDSoM
https://youtu.be/KGyjiCUqjSc?list=PLM0_-wMVB0nd3miPbb_vFOYcArvzsDSoM&t=5
https://www.youtube.com/watch?v=DJRxKPOrUBM&list=PLewhf-y-ubrH170at3RuiVochlDC-G-7l&index=1&t=1s
https://www.youtube.com/watch?v=DJRxKPOrUBM&list=PLewhf-y-ubrH170at3RuiVochlDC-G-7l&index=1&t=1s
https://www.youtube.com/watch?v=DHYWaUZNMME&list=PLewhf-y-ubrH170at3RuiVochlDC-G-7l&index=2
https://www.youtube.com/watch?v=hIVHaSsn88c&list=PLewhf-y-ubrH170at3RuiVochlDC-G-7l&index=3
https://www.youtube.com/watch?v=hIVHaSsn88c&list=PLewhf-y-ubrH170at3RuiVochlDC-G-7l&index=3
https://youtu.be/oBIN5OhVVDU?list=PLewhf-y-ubrH170at3RuiVochlDC-G-7l&t=1
https://youtu.be/oBIN5OhVVDU?list=PLewhf-y-ubrH170at3RuiVochlDC-G-7l&t=1
https://www.youtube.com/watch?v=lSfuFkbTJmI&t=6s
https://youtu.be/eZ-FD2cNw6Q?list=PLewhf-y-ubrH170at3RuiVochlDC-G-7l&t=1
https://youtu.be/eZ-FD2cNw6Q?list=PLewhf-y-ubrH170at3RuiVochlDC-G-7l&t=1
https://www.youtube.com/watch?v=uU3svjXxJls&list=PLewhf-y-ubrH170at3RuiVochlDC-G-7l&index=8
https://www.youtube.com/watch?v=uU3svjXxJls&list=PLewhf-y-ubrH170at3RuiVochlDC-G-7l&index=8
https://youtu.be/kNxbhCuAOj0?list=PLewhf-y-ubrG-POVoQAFiP2h-LD80mKOz&t=3610
https://youtu.be/IFUBvOZIpbA?list=PLewhf-y-ubrG-POVoQAFiP2h-LD80mKOz&t=3521
https://youtu.be/IFUBvOZIpbA?list=PLewhf-y-ubrG-POVoQAFiP2h-LD80mKOz&t=3521
https://www.youtube.com/watch?v=C3EmaLMSGTY&list=PLewhf-y-ubrG-POVoQAFiP2h-LD80mKOz&index=3
https://youtu.be/MC6NORfD9uk?list=PLewhf-y-ubrG-POVoQAFiP2h-LD80mKOz&t=1
https://www.youtube.com/watch?v=_Zd3Kp5n7eI&list=PLewhf-y-ubrG-POVoQAFiP2h-LD80mKOz&index=5
https://www.youtube.com/watch?v=fUTVkUlBhT8&list=PLewhf-y-ubrG-POVoQAFiP2h-LD80mKOz&index=6
https://www.youtube.com/watch?v=fUTVkUlBhT8&list=PLewhf-y-ubrG-POVoQAFiP2h-LD80mKOz&index=6
https://www.youtube.com/watch?v=61U-Xm42N6o&list=PLewhf-y-ubrG-POVoQAFiP2h-LD80mKOz&index=7
https://www.youtube.com/watch?v=nDOyw7qX_uw&t=1s
https://www.youtube.com/watch?v=nDOyw7qX_uw&t=1s
https://www.youtube.com/watch?v=nDOyw7qX_uw&t=1s
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PLS Conference 

2024 International PLS Conference 

PANEL 1 - TAKING PLS DIAGNOSIS TO THE NEXT LEVEL  

1. John Fink, MD – How to clinically distinguish PLS from HSP. 

2. Matthew Kiernan, PhD – Cognitive and behavioral dysfunction in PLS. 

3. Matthew Harms, MD – Do we need genetic testing in PLS? 

4. Albert C. Ludolph, MD – Validation of the new PLS diagnostic criteria. 

5. Eric Sorenson, MD – EMG is crucial for diagnostic criteria. 

6. Lauren Elman, MD – PLS NHS diagnostic criteria. 

PANEL 2 - PLS REGISTRIES AND BIOREPOSITORIES: THINKING GLOBAL 

7. Orla Hardiman, MD – The Irish registry. 

8. Osamu Kano, MD, PhD – Japanese registry. 

9. Leonard Van den Berg, MD – ENCALS PLS. 

10. Alexander Sherman, MS – International expansion PLS registry. 

11. Paul Mehta, MD – USA CDC National ALS/PLS registry. 

12. Hiroshi Mitsumoto, MD, DSC – PLS NHS - Harmonised system of collecting data in 

PLS. 

KEYNOTE SPEAKER 

13. Peter Bede, MD, PhD – What is neuroimaging teaching us about PLS? 

PLS BIOMARKERS TO WATCH 

14. Sandra Banack, PhD – MicroRNA in PLS. 

15. Ikjae Lee, MD – Lipidmics in PLS. 

16. Paride Schito, MD – NFL in PLS. 

17. P. Hande Ozdinler, PhD – UMN marker biomarkers for PLS trials? 

18. Kourosh Rezania, MD – Intermuscular coherence in PLS. 

https://youtu.be/xfQSGpiIbH0?t=29
https://youtu.be/xfQSGpiIbH0?t=452
https://youtu.be/xfQSGpiIbH0?t=661
https://youtu.be/xfQSGpiIbH0?t=972
https://youtu.be/xfQSGpiIbH0?t=1357
https://youtu.be/xfQSGpiIbH0?t=1682
https://youtu.be/xfQSGpiIbH0?t=1954
https://youtu.be/xfQSGpiIbH0?t=2092
https://youtu.be/xfQSGpiIbH0?t=2279
https://youtu.be/xfQSGpiIbH0?t=2544
https://youtu.be/xfQSGpiIbH0?t=2919
https://youtu.be/xfQSGpiIbH0?t=3050
https://youtu.be/xfQSGpiIbH0?t=3050
https://youtu.be/xfQSGpiIbH0?t=3305
https://youtu.be/xfQSGpiIbH0?t=5453
https://youtu.be/xfQSGpiIbH0?t=5748
https://youtu.be/xfQSGpiIbH0?t=6051
https://youtu.be/xfQSGpiIbH0?t=6296
https://youtu.be/xfQSGpiIbH0?t=6664
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PANEL 3 - PERFORMANCE OF THE PLSFRS AND OTHER OUTCOMES TO SUPPORT 

CLINICAL TRIAL READINESS 

19. Ken Cheung, MD – PLSFRS performance. 

20. Grace Jang – Other outcomes for NHS. 

21. Daragh Heitzman, MD – EMG can be outcome. 

22. Ken Cheung, MD – How to conduct effective clinical trials in rare disease. How does 

magnitude of change fare in relation to variability of the measure, and what can be 

learned from clinical trial/sample size simulations based on these data. 

PANEL 4 - CRITICAL PATH TO CLINICAL TRIALS 

23. Senda Ajroud-Driss, MD – Eligibility criteria. 

24. Osamu Kano, MD, PhD – Can we make PSLFRS universal? 

25. Michael Benatar, MD, PhD – What outcome would have a clinically meaningful impact 

on PLS? 

26. Martin Turner, MD, PhD – Do we need to revise the current Diagnostic Criteria? 

27. Philippe Corcia, MD – Any other critical issues? 

28. Vincenzo Silani, MD, PhD – What else do we suggest before the next clinical trial? 

29. Questions and answers. 

30. Wrap up- Are we ready for clinical trials? 

This session is without slides. Panelists: Jinsy Andrews, Mamede de Carvalho, Angela 

Genge, Orla Hardiman, Matthew Kiernan, Martin Turner and Leonard van den Berg. 

SPF Talks 

2026 SPF Talks 

1. Nancy Carlson, PhD, OTR/L CAPS – Living Your Best Life. Navigating your HSP/PLS 

with purpose and confidence. 

2. Sabrina Paganoni, MD, PhD & Erica Scirocco, MD – PLS Research Updates. 

3. Kent Keyser & Bill Nixon / SecureRide Coalition – Advocating Wheelchair Securement 

Standards. 

4. Ikjae Lee, MD – PLS Natural History Study. 

5. Norma Pruit & Anne Grideley – Rare Disease Day 2026  

https://youtu.be/xfQSGpiIbH0?t=7446
https://youtu.be/xfQSGpiIbH0?t=7763
https://youtu.be/xfQSGpiIbH0?t=8054
https://youtu.be/xfQSGpiIbH0?t=8270
https://youtu.be/xfQSGpiIbH0?t=8270
https://youtu.be/xfQSGpiIbH0?t=8270
https://youtu.be/xfQSGpiIbH0?t=8758
https://youtu.be/xfQSGpiIbH0?t=9038
https://youtu.be/xfQSGpiIbH0?t=9277
https://youtu.be/xfQSGpiIbH0?t=9277
https://youtu.be/xfQSGpiIbH0?t=9697
https://youtu.be/xfQSGpiIbH0?t=10148
https://youtu.be/xfQSGpiIbH0?t=10505
https://youtu.be/xfQSGpiIbH0?t=10810
https://youtu.be/xfQSGpiIbH0?t=12106
https://www.youtube.com/watch?v=AzsNdGoKIg4&list=PLewhf-y-ubrGdLk739JKZApdjIOeCxTzv&index=4
https://www.youtube.com/watch?v=AzsNdGoKIg4&list=PLewhf-y-ubrGdLk739JKZApdjIOeCxTzv&index=4
https://www.youtube.com/watch?v=PahqSL-vUCc&list=PLewhf-y-ubrGdLk739JKZApdjIOeCxTzv&index=3
https://www.youtube.com/watch?v=cRw7MqzV-IE&list=PLewhf-y-ubrGdLk739JKZApdjIOeCxTzv
https://www.youtube.com/watch?v=cRw7MqzV-IE&list=PLewhf-y-ubrGdLk739JKZApdjIOeCxTzv
https://www.youtube.com/watch?v=Tn1a5BRa2eg
https://youtu.be/CJDRMxMzU-M?list=PLewhf-y-ubrGdLk739JKZApdjIOeCxTzv&t=5
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6. SPF Talks with Ziv Gan-Or, MD, PhD & Linda Lafontaine. 

2025 SPF Talks 

1. Jon Bockelmann-Evans – How to use the Joy Formula. 

2. Marcondes Franca Jr, MD, PhD – Biomarcadores : neuroimagem e neuromodulação 

podem ajudar a entender o tratamento de pacientes comPEH. 

3. Marcondes Franca Jr, MD, PhD – Biomarkers: neuroimaging and neuromodulation can 

help understand and treat HSP patients. 

4. Annie Streit & Steve Lieberman, United Spinal Association – Advocacy.  

5. SPF team – Fundraising ideas. 

6. Rahul Sachdeva, PhD – Neurostimulation: spinal cord stimulation for neurological 

recovery.  

7. Sabrina Paganoni, MD, PhD – Connecting PLS patients (March 28th, 2025). 

8. Anne Cameron, MD – UTI causes, treatment and prevention. 

9. E. Guterriez – 5K Run, Walk, and Roll 2025. 

10. Ikjae Lee, MD – Natural history study for PLS. 

11. Sabrina Paganoni, MD, PhD – Connecting with PLS Patients (June 5th, 2025). 

12. Sherry Brady – Dnsys X1 exoskeleton 

13. Sabrina Paganoni, MD, PhD – Connecting with PLS patients (August 18th, 2025). 

14. Ruth Dismuke-Blakely, MS – Hippotherapy 

15. Jason Karamchandani, MD & Linda Lafontaine – HSP cohort within the NEURO at 

McGill University.  

16. Javier Tuel – Transforming Your Strength. 

2024 SPF Talks 

1. Bianca Martinez, MD – Spasticity management. 

2. Lori Renna Linton – "Potato Pants" revised. 

3. Mike Marsh – Parking mobility. 

4. Paul Freda, MD – Mental help part 1. 

5. Paul Freda, MD – Mental help part 2. 

https://youtu.be/yPNvVHR1Ivg?list=PLewhf-y-ubrGdLk739JKZApdjIOeCxTzv&t=1
https://www.youtube.com/watch?v=vzqUvgIFVG0&t=9s
https://www.youtube.com/watch?v=hmPIfxQW4fU
https://www.youtube.com/watch?v=hmPIfxQW4fU
https://www.youtube.com/watch?v=_PSonW-MZ-g
https://www.youtube.com/watch?v=_PSonW-MZ-g
https://www.youtube.com/watch?v=vl5DQrksAWY&list=PLewhf-y-ubrGdLk739JKZApdjIOeCxTzv&index=9
https://www.youtube.com/watch?v=m9W07sjvD7A&list=PLewhf-y-ubrGdLk739JKZApdjIOeCxTzv&index=7
https://www.youtube.com/watch?v=-48pog4Ey-o
https://www.youtube.com/watch?v=-48pog4Ey-o
https://www.youtube.com/watch?v=DUrvdFUmD6Q&list=PLewhf-y-ubrGdLk739JKZApdjIOeCxTzv&index=5
https://www.youtube.com/watch?v=oxS3YIiVXo8&list=PLewhf-y-ubrGdLk739JKZApdjIOeCxTzv&index=4
https://www.youtube.com/watch?v=FE4Bwp24mA0&list=PLewhf-y-ubrGdLk739JKZApdjIOeCxTzv&index=3
https://www.youtube.com/watch?v=M8PJxYRkpZI&list=PLewhf-y-ubrGdLk739JKZApdjIOeCxTzv&index=2
https://www.youtube.com/watch?v=P6sYqyPEGRg&list=PLewhf-y-ubrGdLk739JKZApdjIOeCxTzv&index=1
https://www.youtube.com/watch?v=vRxsNXjReTY&list=PLewhf-y-ubrGdLk739JKZApdjIOeCxTzv&index=4
https://www.youtube.com/watch?v=P6sYqyPEGRg&list=PLewhf-y-ubrGdLk739JKZApdjIOeCxTzv&index=1
https://www.youtube.com/watch?v=dTnVAuz_6uc&list=PLewhf-y-ubrGdLk739JKZApdjIOeCxTzv&index=2
https://www.youtube.com/watch?v=v4SM-4yke7w&list=PLewhf-y-ubrGdLk739JKZApdjIOeCxTzv
https://www.youtube.com/watch?v=v4SM-4yke7w&list=PLewhf-y-ubrGdLk739JKZApdjIOeCxTzv
https://www.youtube.com/watch?v=sQJYamOdk2I&list=PLewhf-y-ubrGdLk739JKZApdjIOeCxTzv&index=5
https://www.youtube.com/watch?v=gVWZJMbxsBQ&list=PLewhf-y-ubrGdLk739JKZApdjIOeCxTzv&index=2
https://www.youtube.com/watch?v=uJ8g6piaBXc&list=PLewhf-y-ubrGdLk739JKZApdjIOeCxTzv&index=4
https://www.youtube.com/watch?v=xTflcnO_snw&list=PLewhf-y-ubrGdLk739JKZApdjIOeCxTzv&index=3
https://www.youtube.com/watch?v=433IosoG0us&list=PLewhf-y-ubrGdLk739JKZApdjIOeCxTzv&index=3
https://www.youtube.com/watch?v=7Oqisa-IkhQ&list=PLewhf-y-ubrGdLk739JKZApdjIOeCxTzv&index=1
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6. Roberta La Piana MD, PhD & Ruwan Bedeir – On the hunt for genetic diseases: white 

matter abnormalities as diagnostic clues. 

7. Senda-Ajorud Driss, MD – Connecting with PLS patients. 

8. Zachary Lipson – Adaptive training. 

2023 SPF Talks 

1. Angela Girardier, PT – Incontinence. 

2022 SPF Talks 

1. Brittany Kasaba – Disability life-hacks, tips and tricks, part 1. 

2. Brittany Kasaba – Disability life-hacks, tips and tricks, part 2. 

3. Chris Pace, MSW – Self-care and chronic illness-disability. 

4. Christine Patrick Hendrickson, ARNP – Three mobility assistive devices. 

5. Crissy Smith – Duo dogs. 

6. David Ball – Social security disability benefits. 

7. Kevin Gallagher – BOTOX. 

8. Melissa Sheorn – Caregiving. 

9. Yolanda Heath, ND – Vitamins and supplements. 

SPF Podcasts 

2024 SPF Podcasts 

1. Anne Gridley with Kim Sanchez. 

2. Cece Russell with Kim Sanchez. 

3. Celyna Káritas Rackov. 

4. Gary Goad with Kim Sanchez. 

5. Kristen Cordrey with Kim Sanchez. 

6. Ray White speaks about HSP. 

7. Tina Croghan's Story. 

https://www.youtube.com/watch?v=3YdSDJoZpNU&list=PLewhf-y-ubrGdLk739JKZApdjIOeCxTzv
https://www.youtube.com/watch?v=3YdSDJoZpNU&list=PLewhf-y-ubrGdLk739JKZApdjIOeCxTzv
https://www.youtube.com/watch?v=AcxIKaxdAUY&t=1s
https://youtu.be/xsFVdtQ-zdY?list=PLewhf-y-ubrGdLk739JKZApdjIOeCxTzv
https://youtu.be/KJTm5TQdySY?list=PLewhf-y-ubrGdLk739JKZApdjIOeCxTzv&t=1
https://www.youtube.com/watch?v=YPk1e3mEI84&list=PLewhf-y-ubrGdLk739JKZApdjIOeCxTzv&index=14
https://www.youtube.com/watch?v=NA2Z0e8T3y8&list=PLewhf-y-ubrGdLk739JKZApdjIOeCxTzv&index=12
https://www.youtube.com/watch?v=O3D-ZVixB4I&list=PLewhf-y-ubrGdLk739JKZApdjIOeCxTzv&index=11
https://www.youtube.com/watch?v=sYGfg5SFNdU&list=PLewhf-y-ubrGdLk739JKZApdjIOeCxTzv&index=15
https://www.youtube.com/watch?v=l_NuP5NIMbY&list=PLewhf-y-ubrGdLk739JKZApdjIOeCxTzv&index=9
https://youtu.be/rN7BI1UECYs?list=PLewhf-y-ubrGdLk739JKZApdjIOeCxTzv&t=1
https://www.youtube.com/watch?v=QPuWDI3R-EQ&list=PLewhf-y-ubrGdLk739JKZApdjIOeCxTzv&index=13
https://www.youtube.com/watch?v=t77qX6WtD30&list=PLewhf-y-ubrGdLk739JKZApdjIOeCxTzv&index=8
https://www.youtube.com/watch?v=-PnjhQrCHtw&t=3s
https://www.youtube.com/watch?v=w6V-qj9Aaos&list=PLewhf-y-ubrF0lYQX7gUvdq0dKrTR3Mbq&index=4
https://www.youtube.com/watch?v=w6V-qj9Aaos&list=PLewhf-y-ubrF0lYQX7gUvdq0dKrTR3Mbq&index=4
https://www.youtube.com/watch?v=n7T9qMcqZlg&t=7s
https://www.youtube.com/watch?v=QQP0vnye9iw
https://www.youtube.com/watch?v=zSeOvrAuUVU
https://www.youtube.com/watch?v=p3PV5VNxMyE
https://youtu.be/M-DmvyE-pPk?list=PLewhf-y-ubrF0lYQX7gUvdq0dKrTR3Mbq&t=2
https://youtu.be/M-DmvyE-pPk?list=PLewhf-y-ubrF0lYQX7gUvdq0dKrTR3Mbq&t=2
https://www.youtube.com/watch?v=V5_f8xWHej4&list=PLewhf-y-ubrF0lYQX7gUvdq0dKrTR3Mbq&index=1

