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TOOLKIT 
Simple ways to raise awareness  
about Stiff Person Syndrome (SPS)  
in your community. 
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Why Your Story Matters  
 

Stiff Person Syndrome (SPS) is often misunderstood. People may only hear “stiff muscles,” but SPS can 
affect daily life in serious and unpredictable ways.  
 
When you share your experience, you help others understand the real impact of SPS — beyond the 
medical definition. 
 
This toolkit was created to help you share your experience in a way that feels comfortable and 
supportive.  
 
Choose the actions that feel safe and manageable for you. Even small steps can help raise awareness 
and build understanding. 
 
Enclosed, you’ll find: 

• My SPS Experience, In My Words worksheet: a guide to help you reflect and share your SPS 

experience 

• Understanding Life with SPS infographic: a simple visual that explains the daily impact of SPS, 

informed by community voices  

• Social media tips: Easy ways to build awareness online, including tips for sharing your story on video  

• Proclamation resources: Steps, tips and sample materials for local awareness  

 
By sharing our stories and raising awareness together, we can help build greater understanding, 
support, and hope for the SPS community. 
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My SPS Experience, In My Words  
This exercise is a chance to describe what living with Stiff Person Syndrome (SPS) feels like for you. 
Your words can help others better understand daily life with SPS. There are no right or wrong answers 
– just your experience, in your own words. 

 
One challenging part of living with SPS is… 
Use this space to write down one or more examples. You may find it helpful to think about how SPS 
impacts different parts of your everyday life (ex: your body, energy, or movement; your emotions, 
relationships, or connections with others; your confidence, independence, or self-esteem) 

 
 

 

Imagine…  
Let’s bring that example to life. Sometimes comparisons make hard experiences easier to understand. 
You might start with: “It feels like…” or “It’s like trying to…” How would you explain your experience to 
someone who has never heard of SPS? 

 
 

 
In Your Own Words  
One challenging part of living with SPS is: 
 

Imagine: 

 
That’s what SPS is like for me.  
 
Using Your Voice  
Where might sharing your experience help someone  
better understand what living with SPS is like?  
For example: family, friends, healthcare providers,  
coworkers, or others. One place I might share this is:   
 

  

 

 

 

Your Voice Matters 
What you shared can help 
others better understand 
what it’s like to live with 

SPS. Your experience 
matters. Sharing it can help 

others feel informed, 
understood and less alone. 

  



UNDERSTANDING LIFE WITH

Stiff Person Syndrome 
Stiff Person Syndrome (SPS) is a rare, neurologic 
autoimmune disease that causes muscle stiffness, painful 
spasms, and mobility challenges. For some, it may worsen 
over time. But that’s only part of the story. Conversations 
with more than 200 people living with SPS1 revealed how 
profoundly it impacts daily life. 

The Physical Impact of SPS “SPS feels like 
a full-body 

charley horse 
that never 
lets up.”

“The smoke 
alarm went off 

in my house 
and my body 

locked up for 45 
minutes.” 

“Imagine 
waking up every 
day feeling like 
you already ran 

a marathon.”

• Muscle stiffness causes persistent, painful 
stiffness that can impair breathing in 
severe cases

• Muscle spasms can cause falls, fractures 
or breathing complications 

• Exaggerated startle response to noise, 
touch, or movement can trigger sudden 
freezing and falls

• Falls caused by stiffness, spasms, and 
impaired balance can cause serious injury  

• Fatigue can leave people exhausted from 
constantly working against stiffness and 
muscle spasms 

• Pain from stiffness and spasms can be severe 
and persistent

• Sleep disruption is common due to stiffness, 
spasms and pain

1. Based on insights shared by more than 200 people living with SPS during the 
       Your Voice, Your Impact session at the 2026 SPS Symposium, hosted by the 
       Stiff Person Syndrome Research Foundation. 



“Living with SPS 
is like being a 911 

dispatcher. You 
never know what 

emergency is 
coming next.”

“SPS is very 
lonely. I feel like 
I’m screaming, 
but no one can 

hear me.”

“We are on a 
roller coaster 

we can’t 
control.”
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Help Make SPS Better Understood
Every conversation increases awareness of the 
realities of living with SPS. Learn more and get 
involved at StiffPerson.org.

Beyond the Physical
• Loss of independence as many eventually

need walking aids or wheelchairs

• Unpredictability makes work, travel and daily
life difficult to plan

• Fear and isolation can keep people from
social gatherings, crowds, and public places

• Emotional toll can include anxiety,
depression, grief, frustration, and loneliness

• Work and financial impact as physical
limitations threaten employment and can
strain finances

• Cognitive and social impact as fatigue, pain,
and medications can affect memory and
conversation

• Loss of normalcy can mean giving up
routines, relationships and plans

https://www.stiffperson.org
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Tips for Social Media 

 
Social media can help build awareness, connection, and support for the SPS community.                             
If you choose to use social media:  
 
Share Your Story 

• Speak in your own voice 

• Share personal moments or experiences – stories connect more than facts alone 

• Lift up others in the SPS community when possible 

 
Create Clear, Simple Posts 

• Focus on one idea per post at a time 

• Keep posts short and easy to read 

• Use photos and videos to help people stop and pay attention 

• Post consistently to help build awareness over time – even one post per week can make a difference 

 
Build Connection 

• Reply to supportive comments and questions 

• Invite others to share their thoughts or experiences 

• Connect with rare disease, disability, or autoimmune groups to grow awareness together 

 
Remember: Protect your peace 
Your mental health matters. 
 
Social media can help people feel connected, but it can also feel overwhelming. It’s okay to: 

• Take breaks 

• Limit time online 

• Mute stressful content 

• Create a separate awareness account from your personal profile, if you prefer 

 
Choose the level of sharing that feels right for you. If you find yourself needing additional guidance or 
support, SPSRF offers resources designed to help you stay informed, feel connected, and access care 
when you need it. 
 
  

https://www.stiffperson.org/sps-resources
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Easy post ideas 

• “A Day with SPS” - Share one challenge, moment, or win from your day 

• “What I Wish People Knew” - Help others understand an invisible part of SPS 

• “Small Victories” - Celebrate progress, strength, or support 

• “Support Looks Like…” - Share ways friends, family, workplaces, or communities can help 

• Awareness Posts - Share facts during awareness months, advocacy days, or local events 

 

Tips for filming video  

• Try to film in a bright, quiet spot so your video looks and sounds clear 

• Hold your phone steady or lean it against something 

• Film in landscape mode (not vertical)  

• Keep your video short; less than 60 seconds works best for most social media posts  

• Speak naturally and from the heart; viewers connect more with videos that feel authentic  

• Wear comfortable clothes in solid colors so the focus stays on you 

• Check your background before filming so it looks neat and not too distracting 

 
Start small 
You do not have to do everything at once. Simple actions can still make a difference. You could: 

• Share one SPS fact 

• Repost an awareness graphic 

• Like or comment on another person’s SPS post  

 
Tips when sharing on social: 
To help more people see your posts, consider tagging the SPSRF or using awareness hashtags: 

 

Tagging Hashtags 

 
Facebook: TheSPSRF 
Instagram: @stiff_person_syndrome 
LinkedIn: SPSRF 
X: @TheSPSRF 
 

 
#StiffPersonSyndrome 
#SPSAwareness 
#RareDisease 
#ChronicIllness 
#InvisibleIllness 
 

 

 
 
 
 

https://www.facebook.com/TheSPSRF
https://www.instagram.com/stiff_person_syndrome/
https://www.linkedin.com/company/spsrf/
https://x.com/TheSPSRF
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How to Request a Proclamation 
 

Community recognition can help more people learn about SPS. A proclamation is an  
official statement from a mayor, governor or other elected leader that recognizes a  
cause or awareness campaign. 
 
Proclamations can help: 

• Educate the public about SPS 

• Support people and families affected by SPS 

• Encourage understanding and compassion 

• Bring attention to the need for research and better treatments 

 
Most proclamation requests take several weeks to process, so it’s important to submit requests early. 
 
You do not need advocacy experience to request a proclamation. Many offices welcome community 
awareness requests and may guide you through the process. 
 
Steps to Request a Proclamation 
1. Send a letter and a sample proclamation to your mayor, governor, or local elected official 

2. Follow up by phone or email to confirm your request was received 

3. If approved, schedule a time to accept the proclamation and take photos to help spread awareness 

in your community 

 
Tips for Success 

• Use the sample language in this toolkit as a starting point 

• Share why SPS awareness matters to you 

• Include simple educational materials about SPS  

• Follow up politely if you do not hear back right away 

• Send a thank-you note after the proclamation is issued 
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Sample Proclamation Request Letter 
Copy the below into your own document and fill in the details. Or, use this as a starting  
point for your own draft. 
 
[Governor, Mayor, or State Representative Name] 
[Address] 
[City, State ZIP] 
 
Dear [Title and Name], 
 
I am writing to respectfully request that you issue a proclamation recognizing March 15 as Stiff Person 
Syndrome Awareness Day in [City/State]. 
 
Stiff Person Syndrome (SPS) is a rare, debilitating, and progressive autoimmune neurologic disease. 
People living with SPS may experience severe muscle stiffness, painful spasms – often called “freezing 
attacks” – difficulty walking, falls, and other disabling symptoms. Over time, up to eighty percent of 
people with SPS lose the ability to walk independently often requiring walking assistance or wheelchair 
use. Many also have reduced ability to work and have a poor quality of life. The disease can worsen over 
time and is often misunderstood or misdiagnosed because it is so rare. 
 
What people often don’t understand about SPS is [insert one example of how SPS is challenging]. 
Imagine [insert your comparison or description]. 
 
There are currently no FDA-approved treatments for SPS. Raising awareness can help improve 
understanding of the disease, support earlier diagnosis, encourage research, and show support for 
individuals and families with SPS. 
 
Recognizing SPS Awareness Day in [City/State] would help bring attention to this rare disease and the 
challenges faced by the SPS community every day. 
 
Thank you for your time and consideration. I would be happy to provide additional information or 
answer any questions. 
 
 
Sincerely, 
[Your Name] 
[Contact Information] 
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Sample Proclamation 
 

STIFF PERSON SYNDROME AWARENESS DAY 
 
 
WHEREAS, Stiff Person Syndrome (SPS) is a rare autoimmune neurological disease that affects the 
nervous system and can cause progressive muscle stiffness, painful spasms, impaired mobility, and 
disability; and 
 
WHEREAS, SPS can affect individuals of all ages, genders, races, and backgrounds and is often difficult to 
diagnose due to limited public and medical awareness; and 
 
WHEREAS, individuals living with SPS and families may experience significant physical, emotional, and 
financial challenges; and 
 
WHEREAS, many individuals with SPS face barriers to diagnosis, treatment, accessibility, and specialized 
medical care because the disease is rare and not widely understood; and 
 
WHEREAS, increased public awareness can promote earlier diagnosis, improved support services, 
expanded research efforts, and greater understanding of the needs of those living with SPS; and 
 
WHEREAS, advocacy organizations, healthcare professionals, researchers, patients, caregivers, and 
supporters continue working to improve education, advance research, and support those affected by 
Stiff Person Syndrome; and 
 
WHEREAS, raising awareness about SPS helps foster compassion, inclusion, and hope for improved 
treatments and future scientific breakthroughs; 
 
NOW, THEREFORE, I, ____________________, ____________________ of the ____________________ 
of ____________________, do hereby proclaim March 15 as STIFF PERSON SYNDROME 
AWARENESS DAY in ____________________, and encourage all citizens to learn more about this rare 
neurologic autoimmune disease and support individuals and families affected by Stiff Person Syndrome. 
 
IN WITNESS WHEREOF, I have hereunto set my hand and caused the seal of the ____________________ 
of ____________________ to be affixed this ______ day of _________________, 20___. 
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Closing thoughts 
 

Remember, awareness starts with real people sharing real experiences.  
 
Your voice can: 

• Help someone feel less alone 

• Build understanding 

• Encourage support and research 

• Create stronger communities for people living with SPS 

 
Whether you share your story publicly, post online, request a proclamation, or even educate one 
person, your voice matters.  
 
Even small actions can make a meaningful difference. 
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