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Introduction
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The search for a cure for stiff person syndrome has been going on for nearly a century. But new research and an unusual patient advocate's efforts may finally draw researchers closer to a cure.
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What is Stiff Person Syndrome?
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Stiff person syndrome is a rare neurological disorder that causes muscle rigidity and progressive disability. People with stiff person syndrome can have difficulty moving, sitting, or walking. Some people with stiff person syndrome have episodes of temporary paralysis (flaccid paralysis). The symptoms of stiff person syndrome usually start when a person is in their 20s or 30s, but the condition can begin at any age.

Stiff person syndrome can affect the whole body or only certain body parts. Symptoms vary from mild stiffness to severe stiffness and hardening of the muscles in the arms, legs, face, and trunk (torso). People with stiff person syndrome may have difficulty swallowing and speaking. The powers that control movement are also affected, and some people may have tremors or jerking movements called chorea (choh-REE-ah) that are worse during rest.

The disease is characterized by rigidity of the joints and muscles, which makes the affected person appear "stiff" (thus the name) and may affect their ability to walk and move about.

The disease is characterized by rigidity of the joints and muscles, which makes the affected person appear "stiff" (thus the name) and may affect their ability to walk and move about. Other symptoms include muscle twitches, spasms, cramps, and overall weakness in the arms and legs. There may also be problems with memory and thinking ability. The disease is also characterized by slow movements, difficulty speaking clearly and eating, and general fatigue.

The symptoms of a stiff person syndrome can occur suddenly or develop over time. The disease can cause difficulty with swallowing, breathing, and speaking, as well as pain in the joints.
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The Story of Alena
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The story of stiff person syndrome begins with a woman named Alena, who was diagnosed with the disease in her early 20s. She had an active life until then, but doctors told her family that there was nothing they could do for her when she started having seizures and falling. But Alena’s mother refused to accept the doctors’ prognosis. 

She started researching her daughter’s condition and found it very rare and poorly understood. Then she discovered that a doctor in Italy had recently published a paper about stiff person syndrome, which helped her discover more about the condition and how it could be treated.

The family traveled to Italy, where they met the doctor and his team of researchers. They gave Alena an injection of botulinum toxin, which doctors had never tried before for this condition, but that seemed to help reduce her stiffness. The treatment was compelling enough that Alena could go home after only three days.

The family returned to Germany and continued monitoring Alena’s condition. After three weeks, she was still doing well. They were able to bring her back home and resume their everyday lives.

Alena did not experience any lasting side effects from the treatment. She has since developed typically and is now a healthy 12-year-old girl.

The doctors are still monitoring the long-term effects of Alena’s treatment. But for now, her family is thankful for what they have.

d2d_images/chapter_title_above.png





d2d_images/chapter_title_corner_decoration_left.png





d2d_images/cover.jpg
WHAT
S

STIFF-PERSON
SYNDROME

JANE WALTERS






d2d_images/chapter_title_corner_decoration_right.png





d2d_images/chapter_title_below.png





