


The Siegel Rare Neuroimmune Association (SRNA) advocates for, 

supports and educates individuals and their families diagnosed with 

acute disseminated encephalomyelitis, acute flaccid myelitis, MOG 

antibody disease, neuromyelitis optica spectrum disorder, optic neuritis, 

and transverse myelitis, and accelerates and invests in scientific 

research, therapy development and training of clinician-scientists 

dedicated to these disorders. Our end goal is to improve the quality of 

life of individuals with rare neuroimmune disorders and redouble 

our commitment to finding a cure. Together.



Founded in
1994

We are a team of
8 staff

Supporting
Over 15,000 

people

From over
121 countries



Membership

Privacy Policy: wearesrna.org/about/privacy-policy

In 2024, 541 new members joined the association, 
including individuals diagnosed with AFM, ADEM, 
MOGAD, NMOSD, ON, and TM, relatives, and 
caregivers of people diagnosed, healthcare 
professionals, and others who have an interest in this 
cause. 
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Privacy Policy: wearesrna.org/about/privacy-policy





Connect



• Support Group Network and Peer to Peer 

program

• Personalized support via phone calls and 

emails

• In 2024, 22 support group meetings were 

held with over 419 attendees

• In 2024, 35 peer connect requests were 

made and over 50 documented peer 

connections were made

Connect



Blogs and Magazines

• Weekly blog posts and 

quarterly magazine

• Stories from members, 

research summaries, 

announcements, event 

recaps, and time-sensitive 

information 

• Subscription via email in 

addition to our magazine

Connect



SRNA Quality of Life Family Camp

• Unique opportunity to bring families 

affected by rare neuroimmune 

disorders together and connect with 

medical professionals 

• Children, siblings included, connect 

with peers with similar situations

• 23 families attended our 2025 camp 

which was held at the Morgan’s Camp 

in San Antonio, TX

Connect



• Launched in 2017 with the 100-day 

myelife. my hope. Awareness 

Campaign, our Hope Ambassador 

Network currently features over 

130 ambassadors

• Collaborations and partnerships 

with other organizations to 

increase awareness and support 

opportunities

Connect



Connect

• Walk-Run-N-Rolls

• Organized by community members

• Raise awareness, fund education 
and research opportunities

• Inform local community

• In 2024, 5 regional events were held 
with over 330 attendees



Care



Website

• SRNA’s website, established in 1997, has become one of the 

most extensive sources of information on rare neuroimmune 

disorders, from diagnosis to treatment to ongoing care

• In 2024, atotal of 211,000 active users (compared to 162,000 

in 2023) visited the website

https://wearesrna.org/living-with-myelitis/disease-information/
https://wearesrna.org/living-with-myelitis/disease-information/
https://wearesrna.org/living-with-myelitis/disease-information/


Over 868 
resources 
available



420 individuals 
supported through the 
Myelitis Helpline in 2024 



Rare Neuroimmune Disorders Symposium

• First international symposium held in 1999, with more than 

100 attendees from all over the world.

• Since then, yearly symposia, alternating between international 

and regional engagement every other year. 

• One of a kind event that brings together individuals diagnosed 

with rare neuroimmune disorders and the clinicians and 

researchers that focus on these disorders. 







v

• Disorder Information Sheets 

available for all disorders

• All website and printable 

publications from SRNA are 

reviewed by members of 

medical and scientific council

• In 2022, all information sheets 

were translated into Spanish

Care





Healthcare professionals and 

specialized medical institutions 

finder tool

Medical 
Professional
Network



Centers of Excellence in Rare Neuroimmune 
Disorders

• SRNA’s Centers of Excellence in Rare Neuroimmune Disorders 

(CERND) designation recognizes medical centers that provide 

comprehensive care to treating people diagnosed with ADEM, 

AFM, MOGAD, NMOSD, ON, and TM.

• 17 Centers

• 5 Pediatric-Only

• 1 Rehabilitation







Cure





• We accelerate research to advance our 
understanding of:

• the causes and the natural history of 
these disorders

• to develop new acute and restorative 
therapies

• to improve the quality of life of those 
affected by these disorders

• SRNA initiated research to date has 
included:

• The SRNA Registry

• Study on experiences with vaccinations

• COVID-19 survey

• QoL in NMOSD

Cure



• 763 participants

• 65% TM, 10% NMOSD, 1% 
MOGAD, 5% ADEM and 4% AFM

• 90% adults

• 69% in the United States

• 44 people joined the SRNA Registry 
in 2024

SRNA Registry



The James T. Lubin Clinician Scientist Fellowship 
Award

Objectives



Fellowship

• 10 funded fellows since 

2012

• 4 training institutions → 

now expanded to 7





Questions?

info@wearesrna.org

mailto:info@wearesrna.org
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