
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

