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CONDITION

Torsion dystonia

Torsion dystonia causes repeated muscle contractions that twist the body into unwanted
movements or postures.

WHATITIS
Movement condition causing twisting movements and abnormal postures

BODY SYSTEM
Nervous system and muscles

MAIN SYMPTOMS
Twisting, abnormal postures, muscle spasms, pain

WHAT CAUSES IT
Inherited changes, brain injury, medicines, or unknown causes

HOW IT IS DIAGNOSED
Neurological examination, supported by tests for underlying causes

MAIN TREATMENT
Movement therapy, medicines, injections, or deep brain stimulation

CAN IT BE CURED?
No - treatment can reduce symptoms

ISIT AN EMERGENCY?
Sometimes - breathing difficulty or severe continuous spasms

LONG-TERM OUTLOOK
Often lifelong; severity and spread differ by pattern

Overview

Torsion dystonia is a form of dystonia, a movement condition in which muscles contract when
you do not intend them to. These contractions can pull part of the body into a twisting
movement or an unusual posture.

"Torsion" describes the twisting quality of the movement. The term is used less often today
because dystonia is now classified by the body areas affected, the age symptoms began, and
the underlying cause. You may still see torsion dystonia in older medical records or information
about inherited, widespread dystonia.

Dystonia can affect one small area, several connected areas, or much of the body. For example,
it may involve the neck, eyelids, jaw, voice, hand, foot, or trunk. Generalized dystonia affects
the trunk and at least two other body areas.
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The condition matters because sustained contractions can interfere with walking, speaking,
eating, writing, driving, sleep, or work. They may also cause pain. Dystonia does not usually
affect intelligence, but its physical and emotional effects can be significant.

Symptoms

Dystonia may cause slow twisting, repeated movements, fixed postures, or a mixture of these.
Symptoms can be mild and intermittent or more persistent.

Common features include:

Symptoms may first appear during a specific action, such as writing, playing an instrument,
speaking, or running. Over time, they may occur during other activities or at rest. Stress,
tiredness, movement, and strong emotions can temporarily make symptoms more noticeable,
but they do not mean the symptoms are imagined.

Some people find that lightly touching the face or another body area briefly reduces a posture.
This is called a "sensory trick." Symptoms often improve during sleep, although this is not true
for everyone.

- Afoot that turns inward or drags while walking

- Aneck that turns, tilts, or pulls backward

- Repeated blinking or forceful eyelid closure

- Ahand that curls or tightens during writing or another task
- Twisting of the trunk, arms, or legs

- Shaking that may look like a tremor

- Muscle pain, stiffness, or tiredness

Causes and risk factors

Dystonia results from changes in the brain networks that control and coordinate movement. It
is not simply a problem with the affected muscles.

In many people, no single cause is found. This is sometimes called idiopathic dystonia.
"ldiopathic" means that the cause remains unknown after assessment.

Some forms are inherited. Changes in genes such as TOR1A can cause early-onset dystonia,
but many other genes are also linked to dystonia. Having a gene change does not always mean
symptoms will develop. The pattern of inheritance and the chance of passing it on differ
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between genes.
Dystonia can also develop because of another condition or exposure, including:

Dystonia caused by dopamine-blocking medicine may appear during treatment or after
long-term use. Do not stop a prescribed medicine suddenly. A clinician can review its risks and
possible alternatives.

Early-onset dystonia often begins in an arm or leg and has a greater chance of spreading to
other body areas. Dystonia beginning in adulthood more often starts in the neck, face, or hand
and may remain more localized.

- Braininjury, stroke, or reduced oxygen reaching the brain

- Cerebral palsy or certain neurological conditions

- Wilson disease, which causes copper to build up in the body

- Some infections or immune-related conditions affecting the brain

- Medicines that block dopamine, including certain antipsychotic and anti-nausea
medicines

Diagnosis

There is no single scan or blood test that confirms every form of torsion dystonia. Diagnosis is
mainly clinical, meaning it is based on your symptoms, medical history, and a neurological
examination.

A clinician may watch you walk, write, speak, or perform an action that brings on the
movement. They will look at which body areas are affected, whether movements are patterned
or twisting, and whether there are signs of another neurological condition.

You may be asked about:

Blood or urine tests may be used to look for treatable causes, such as Wilson disease. Brain
MRI may be appropriate if symptoms started suddenly, follow an injury, or occur with other
neurological signs. Genetic testing may identify an inherited cause, especially when symptoms
began young or affect several relatives.

Some people are offered a supervised trial of levodopa, a medicine that replaces a brain
chemical called dopamine. A strong response can help identify dopa-responsive dystonia.
Tests also help distinguish dystonia from muscle cramps, tics, seizures, joint problems, and
other movement conditions.

- When the movements began and how they have changed
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- Medicines you currently take or previously used
- Birth complications, injuries, infections, or other health conditions

- Relatives with dystonia, tremor, or unexplained movement problems

Treatment and management

Treatment aims to reduce unwanted movements, pain, and the effect on daily life. The most
suitable approach is influenced by the body areas involved, the cause, and how much
symptoms interfere with your activities. More than one treatment may be used.

Botulinum toxin injections are commonly used for dystonia affecting a specific area, such as
the neck, eyelids, jaw, or hand. The medicine weakens selected overactive muscles for a
limited period, so repeat treatment is usually needed. Possible effects include temporary
weakness. Injections around the neck or mouth can sometimes affect swallowing or speech.

Oral medicines may be considered when several body areas are affected. Options include
medicines that alter acetylcholine, dopamine, or other chemical signals in the nervous system.
Examples include anticholinergic medicines, baclofen, clonazepam, and levodopa for certain
forms. Benefits and side effects differ, and some medicines must be adjusted gradually rather
than stopped suddenly.

Physical therapy can help you maintain movement, balance, comfort, and safe ways of
completing tasks. It does not remove the neurological cause, and repeatedly forcing a dystonic
body part into a "normal” position may worsen pain. Occupational therapy can help with
writing, computer use, dressing, mobility, equipment, and workplace changes.

Speech and language therapy may help if dystonia affects your voice, speech, chewing, or
swallowing. Psychological support can be useful when pain, visible movements, work
problems, or social reactions affect your mood or confidence.

Deep brain stimulation may be considered for severe dystonia that has not improved enough
with other treatment. A surgeon places thin electrical leads in selected brain areas, usually
those involved in movement control. A device under the skin supplies adjustable electrical
stimulation. Improvement may develop gradually, and ongoing programming is required.
Surgery has risks, including infection, bleeding, and device problems.

Complications

Repeated contractions can cause pain, exhaustion, falls, joint strain, or reduced movement. A
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fixed posture may eventually shorten muscles and tendons, leading to contractures that make
a joint difficult to straighten.

Dystonia affecting the mouth, throat, or neck may make speaking, chewing, or swallowing
harder. Swallowing problems can increase the chance of food or liquid entering the airway.

Symptoms may also affect employment, education, driving, relationships, and emotional
well-being. Anxiety and depression can occur and deserve direct care rather than being
treated as an unavoidable part of dystonia.

Rarely, severe generalized dystonia becomes continuous and rapidly worse. This is sometimes
called dystonic storm or status dystonicus. It can cause dehydration, muscle breakdown, fever,
breathing problems, and exhaustion, and requires emergency treatment.

Prevention

Inherited torsion dystonia cannot currently be prevented. Genetic counselling can explain a
confirmed genetic result and what it may mean for relatives or future pregnancies, but it
cannot predict the exact severity of symptoms.

Many cases with no known cause also cannot be prevented. Avoiding unnecessary exposure to
medicines that can cause dystonia may reduce some risk, but these medicines may be
important treatments. Never stop or change a prescribed medicine without medical advice.

Early assessment may not prevent dystonia, but it can identify treatable causes and help limit
pain, loss of movement, or other complications.

Living with it and what to expect

Torsion dystonia is often long term. Its course is not the same for everyone. Symptoms may
remain in one body area, spread gradually, or settle into a stable pattern. Day-to-day intensity
can change with sleep, stress, pain, illness, and activity.

When dystonia begins in a leg or arm during childhood, it is more likely to spread over the
following years than dystonia that begins in adulthood. Adult-onset neck, eyelid, or
task-specific dystonia often remains more localized, although spread is still possible.

Treatment usually manages symptoms rather than removing the condition. Finding the best
combination may take time because benefit must be balanced against weakness, sleepiness,
thinking problems, or other side effects. Injection appointments, medicine reviews, therapy,
and device programming may form part of long-term care.
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Many people continue working, studying, exercising, caring for family, and taking part in social
activities. Practical adjustments may be needed. Pacing demanding tasks, using adapted
equipment, planning rest, and explaining the condition to people you trust can make daily life
easier.

Arrange routine follow-up if symptoms are changing, treatment is wearing off sooner than
expected, pain is increasing, or daily tasks are becoming harder. New swallowing problems,
falls, low mood, or medicine side effects should also be discussed.

When to get medical help

Arrange aroutine medical appointment if you develop repeated twisting movements, muscle
contractions, or abnormal postures that do not have an obvious short-lived cause. Assessment
is also appropriate if a movement began after starting or changing a medicine.

Seek prompt medical advice if:

Call emergency services if you have difficulty breathing, are choking, or cannot swallow saliva.
Emergency care is also needed for severe, continuous spasms accompanied by fever, marked
sweating, confusion, extreme exhaustion, or dark urine. Sudden abnormal movement with
facial drooping, weakness, or trouble speaking could be a stroke and also needs emergency
assessment.

- Symptoms worsen quickly over hours or days

- Swallowing becomes difficult or you repeatedly cough while eating

- New weakness, numbness, confusion, or loss of coordination appears
- Pain, falls, or reduced movement are increasing

- A medicine seems to be causing new movements

Common questions

Is torsion dystonia the same as Parkinson's disease?

No. Both are movement conditions, but they are different. Dystonia causes patterned
contractions and abnormal postures. Parkinson's disease more often causes slowed
movement, stiffness, and a characteristic tremor. Dystonia can occur in someone with
Parkinson's, but having dystonia does not mean you have Parkinson's disease.

Does torsion dystonia get worse with age?
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It can change over time, but worsening is not inevitable. Early-onset limb dystonia is more likely
to spread than adult-onset focal dystonia. The underlying cause also matters. A neurological
assessment gives more useful information than age alone.

Can stress cause dystonia?

Stress does not usually cause inherited or neurological dystonia, but it can make movements
more noticeable. Tiredness, pain, illness, and focused activity can have a similar effect.
Managing stress may reduce flare-ups without removing the underlying condition.

Is torsion dystonia painful?

It can be. Pain is especially common when contractions repeatedly pull the neck, back, or a joint
into an uncomfortable position. Treatment directed at the overactive muscles, along with
movement therapy and pain management, may help.

Can exercise make dystonia worse?

Exercise does not usually damage the nervous system or make the condition permanently
worse. Some movements may trigger temporary contractions, while other activities feel
easier. A physical therapist familiar with neurological movement conditions can help you adapt
exercise without repeatedly forcing painful positions.

Can torsion dystonia be cured with surgery?

Deep brain stimulation is not considered a cure. It can substantially reduce symptoms in some
people, particularly with certain inherited or isolated generalized forms, but the response is not
guaranteed. The implanted system also needs long-term monitoring and adjustment.
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