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Dr. Joseph Fins is on a civil-rights crusade, one that advocates for people most of us never
consider.

He is interested in the rights of brain-injured patients who hover on the edge of consciousness
- the so-called minimally conscious. Too often, Fins says, they are dismissed by doctors as
being in a persistent vegetative state. As a result, these patients are shunted aside,
unstimulated, cared for only enough to keep alive.

Fins' new book, "Rights Come to Mind,"
draws on dozens of stories of patients
suffering from disorders of consciousness
and argues for more and better care for
such patients. Fins concentrates especially
on the case of Maggie Worthen, a Smith
College senior in Massachusetts who
suffered a severe stroke one week before
graduation. The staunch advocacy of
Worthen's mother, Nancy, and her
determination to bring back as much of her
daughter as she could, gave Maggie a richer life than she would have had before she died last
year at the age of 31.

Fins, a professor of medical ethics and chief of the medical ethics division at Weill Cornell
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Dr. Joseph Fins advocates for the rights of minimally conscious patients.
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Medical College in New York, visited Houston recently to do grand rounds and to speak to
physicians at Houston Methodist Hospital.

"Why not think of rehabilitation as
education?" he asks, noting that many
brain-injured patients are dismissed as
beyond rehabilitation far too soon. More
than 40 percent of such patients, he says,
have the potential for some recovery, and
some may make it all the way back.
Advances in imaging technologies have
offered some hope.

In the U.S., traumatic brain injury accounts
for about 275,000 hospitalizations a year.
Another 795,000 people suffer strokes.

Much of the problem, Fins says, is that
brain injury is little understood. The
designation "minimally conscious" itself is
less than 15 years old. And a patient's state
of consciousness is not at all easy to
determine.

Many patients begin, whether from illness
or accident (and accident is a better predictor of recovery), in a coma.

"A coma is a self-limited state," says Fins. Comas usually end within 10 days to two weeks,
progressing to improvement, brain death or "conventional" death.

After that, the designations get complicated.
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A persistent vegetative state (that term is only a little more than 40 years old) describes a
patient whose eyes are open but do not recognize images. Sometimes, these people can
progress to minimal consciousness.

The minimally conscious "will look vegetative but are not," Fins says. They have "intention,
attention and memory," though irregular and sporadic. A patient might squeeze his wife's hand
at one time, for example, but not when the doctor is in the room. He may also progress out of
this state, but on no particular timeline; it can be decades.

Locked-in syndrome - made famous by the book and movie "The Diving Bell and the
Butterfly" - means all brain functions are normal but the patient can, say, move only an eyelid.

All of this can make caregiving confusing. "At the bedside, you need to be exceedingly
careful," says Dr. Robert D. Stevens, an associate professor of anesthesiology, neurology and
neurosurgery at Johns Hopkins University medical school. How much can the patient hear?
How much pain is he in? What can he understand?

"We have an evolving understanding of what state patients are in," says Dr. Kevin Sheth,
chief of the neurocritical care and emergency neurology at Yale-New Haven Hospital in
Connecticut. "The accepted practice is to work through surrogate decision making" - that is,
to allow families to make decisions, however imperfectly.

If a person is at some level alive and to some degree conscious, then they do have rights,
Sheth says. "Part 2 is to deal with what the rights may be."

Fins says two steps are crucial to any patient's future: First, "before designating permanent
anything," make sure the diagnosis is right, and second, make sure the patient is not in pain.

Some treatments have proved useful in certain patients, including deep-brain stimulation and
drugs. More are in the offing.

But this brings Fins back to civil rights, especially as designated in the 1990 Americans with



3/5/16, 4:10 AMAdvocating for brain-injured patients who are minimally conscious - Houston Chronicle

Page 5 of 5http://www.houstonchronicle.com/news/health/article/Advocating-for-brain-injured-patients-who-are-6871297.php#photo-9505367

Disabilities Act.

"They have the right to protection under the law and rights as citizens," he says. "Science
gives us a window into a problem we didn't know existed. If we get the thinking right, we'll
get the science right."

A joint ethics fellowship between Weill Cornell in New York and Baylor University School of
Medicine in Houston launches this year.

"A lot of ethicists deal with science fiction," Fins says. "I just saw a problem that needed a
solution."
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