
New Study Reveals the True Burden of One of
the Most Devastating Neurological Conditions:
Locked-in Syndrome

ORLANDO, FL, UNITED STATES, September 2, 2026 /EINPresswire.com/ -- KEY FINDINGS

●  Lifetime care costs can top $6 million. Comparable catastrophic injury data cited in the study

shows a 25-year-old with high tetraplegia faces $6M+ in lifetime costs, before lost wages.

●  The hidden costs hit harder than the hospital bills. Home modifications, communication

devices, accessible vans, insurance appeals, and lost caregiver income pile up month after

month, for decades.

●  One diagnosis can wipe out two incomes. The patient stops earning, and a spouse or parent

often leaves work to become a full-time, unpaid caregiver.

●  Misdiagnosis carries legal weight. Locked-in syndrome is often linked to brainstem strokes and

medical emergencies where missed warning signs or delayed treatment may constitute

negligence.

●  Families are warned: don't settle early. The study urges families to calculate the full lifetime

cost of care before accepting any settlement or insurance decision.

●  Patients are awake, aware, and trapped. They can hear, think, and feel everything, but often

can't speak or move beyond blinking or eye movement.

When someone survives a catastrophic neurological injury, the first question is often, “Will they

live?” For families facing locked-in syndrome, another question quickly follows: “How will we care

for them for the rest of their lives?”

The Research Reveals What Families Actually Pay For

Locked-in syndrome is one of the most misunderstood neurological conditions. A person may be

awake, aware, able to think, hear, understand, and feel, but unable to speak or move in the way

others expect. To the outside world, they may look unconscious or unresponsive. Inside, they

may be fully present. That is what makes locked-in syndrome so shocking. The mind is there. The

body cannot answer.

The new study from Brain and Spinal Cord, “The Hidden Cost of Locked-In Syndrome: What

Families Face Financially, Emotionally, and Practically Compared to Other Severe Neurological

Injuries,” explores a side of the condition that families often discover too late: the cost is not

limited to hospital bills. It can include years of caregiving, home modifications, lost income,

http://www.einpresswire.com
https://brainandspinalcord.org/the-hidden-cost-of-locked-in-syndrome/


communication technology, insurance battles, emotional trauma, and long-term planning.

The Hidden Costs Begin After Survival

The first costs are visible: ambulance care, ICU treatment, brain imaging, hospitalization,

medications, feeding support, respiratory care, rehabilitation, and specialist visits. But the

hidden costs often begin after discharge.

Families may need ramps, widened doorways, hospital beds, ceiling lifts, accessible bathrooms,

wheelchair-accessible transportation, backup power for medical equipment, home nursing,

communication devices, and long-term case management. A spouse, parent, or adult child may

reduce work hours or leave a job entirely to provide care.

For comparison, The Miami Project estimates that a 25-year-old with high tetraplegia may face

more than $6.4 million in lifetime direct costs, not including lost wages, lost productivity, or other

indirect costs. Locked-in syndrome does not have the same widely used cost table, but many

families face similar categories of lifelong need, with an added challenge: the person may also be

unable to speak.

Communication Is Not a Luxury. It Is Medical Care.

For someone with locked-in syndrome, communication can be the difference between safety

and danger. A blink can mean “yes.” An eye movement can mean “pain.” A letter board or eye-

gaze device can allow a person to express fear, consent, discomfort, preferences, or love.

Without communication, pain may be missed. Depression may go untreated. Medical consent

may be unclear. A person’s wishes may be ignored. Families may be forced to guess what their

loved one needs.

This is why communication support should begin as early as possible. Speech-language

pathologists, occupational therapists, rehabilitation teams, and assistive technology specialists

can help families build systems that restore a patient’s voice, even when speech is impossible.

Families Become the Care System

The story of locked-in syndrome is also part of a much larger caregiving crisis. According to AARP

and the National Alliance for Caregiving, 63 million Americans now provide care for someone

with a chronic, disabling, or serious health condition, a nearly 50% increase since 2015. More

than 40% provide high-intensity care, yet only 22% receive training for complex medical tasks.

For families dealing with locked-in syndrome, those numbers become deeply personal. A family

caregiver may become the patient’s nurse, advocate, interpreter, scheduler, benefits

coordinator, equipment manager, and emotional support system. They may learn to read eye



movements, manage feeding routines, monitor breathing equipment, prevent pressure injuries,

fight insurance denials, and stay alert through the night.

This is not ordinary “help at home.” In severe cases, the home becomes an unpaid ICU.

The Lesson That Reaches Far Beyond a Rare Disease

Locked-in syndrome is rare, but the lesson reaches far beyond it: awareness can survive in a

body that looks unresponsive, and the people who love a patient are often the first to know it.

The takeaway for families and clinicians alike is simple and urgent. If you suspect someone is

aware, say so, loudly, and keep saying it until someone checks their eyes. A hospital bill shows

the cost of survival. It does not show the cost of being unheard.

About Brain and Spinal Cord

Brain and Spinal Cord is a dedicated organization for brain and spinal cord injury survivors and

their families, offering clear, accessible information on medical conditions, rehabilitation options,

long-term care planning, and legal pathways. 

For families affected by locked-in syndrome, the organization helps with understanding legal

representation options, including reviewing the medical events behind a diagnosis, working with

medical experts to assess whether the standard of care was met, and calculating the full lifetime

cost of care. 

Brain and Spinal Cord is also preparing a forthcoming book, Locked-In Syndrome: A Guide for

Families and Caregivers, developed to support families, caregivers, and healthcare professionals

with practical guidance and compassionate insight.
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