Reading Guide

Books in a Box Information
We hope you will enjoy the convenience of having multiple copies of the same title to share—
either with your official book group or with an unofficial friends-and-family group!
Some general information about the kits:
♦ Kits check out for six weeks.
♦ Kits are available to reserve, but we cannot guarantee their availability for specific dates.
♦ One person in the group is responsible for the kits full return.
♦ Return kits in person at any Whatcom County library
How do I find a list of all your kits?
♦ Go to www.wcls.org
♦ Click on “catalog”
♦ In the Subject Keyword Search type “book club kit”
This list includes kits owned by both Whatcom County and Bellingham Library Systems.
Please note that the Bellingham kits must be picked up and returned to the Bellingham Library.
Whatcom County kits can be reserved and sent to any location for pickup.

Suggested Discussion Questions
1. How does Bauby's life as a magazine editor enable him to create a new life full of adventure and
vitality?
2. Jean-Dominique Bauby does not mention his own religious beliefs, but says that he is thankful for all
the prayers offered on his behalf in every religion. Do you feel that Bauby uses spirituality to deal with
his condition? If so, how?
3. Why do you suppose Bauby leaves the description of the day he suffered his stroke until the end of
the book? What effect does the suspension of this information have on the reader's impression of
Bauby?
4. Bauby does not say that he is divorced from Sylvie, but he has taken up residence with Florence. If
Bauby was not divorced from his wife at the time of his stroke, how do you think his affair affects his
mindset as he contemplates his new life?
5. Bauby mentions that he sometimes enjoys being cared for like an infant. Discuss why you think a
forty-five-year-old, adventurous man would make this statement?
6. Discuss the "coincidences" Bauby mentions that seem to point to his current condition. Do you feel
they were foreshadowings, or simply coincidences discovered in hindsight?
7. Discuss the role of Bauby's dreams. Do they reflect his new life or his psychological state as a
locked-in patient?
8. Discuss how Bauby's stroke affected his children. He notes that Théophile was with him the day he
fell ill and is more withdrawn than Céleste.
9. How do stroke survivors, their families, and healthcare providers remain hopeful and “realistic”?
What values are implicated in their hope?
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10. How we label a health condition is important for how those who have the condition understand
themselves. Labels have the tendency to both empower and confine. Is “locked-in syndrome” a good
descriptor of the experience of Jean-Dominique Bauby? Why or why not?
11. Changes to the brain can be life-altering and can critically impact one’s identity. How does Bauby
re-see himself after his stroke? How do you think others see him as the same or different from the man
they knew up until the time of his stroke?
12. What are ways in which persons with disabling conditions are treated as if they are invisible in our
society? What are ways to help them to be seen, recognized, and included?
13. Liam Lacey writes in his review, “The Diving Bell and the Butterfly isn’t about feeling better about
terrible things, but about cherishing imagination as the force that sustains life.” What is so important
about imagination for understanding who we are as persons, as humans?
14. How is imagination important for Jean-Dominique Bauby to be able to hold his life together, and to
bridge between his locked-in state and the world around him?
15. How is our ability to imagine stroke survivors’ experiences important for giving these persons their
due regard and responding appropriately to their needs? How is having imagination important for
certain kinds of ethical concerns?
16. There are many neurological conditions that are at this time neither well-understood nor
explainable. In the face of this, even with the tools of modern science and medicine, some of us for
whom these realities are proximate can feel helpless or hopeless. What are some examples of
“imaginative” response on the part of Bauby’s caregivers? How is “imagination” more broadly a bridge
to those, “whom fate has cast to the far edge of life?”
17. In the film by the same name, Bauby’s character states: “My task now is to write the motionless
travel notes from a castaway on the shores of loneliness.” Stroke survivor John Horan states in his
review of the movie, “There is in stroke survivors an almost primal urge to tell their story.” What are
ways to make sure that these voices are listened to and matter in ways that make a difference to how
stroke survivors are treated?
18. In the film by the same name, one of the characters likens his past experience as a hostage to
Bauby’s locked-in syndrome condition. This character advises Bauby to “hold fast to the human inside,
and then you’ll survive.” What do you think this means? What makes our humanity something on the
“inside”? Do you agree with this view of humans?
19. At one point in the film, Bauby’s character says, “Today, my life feels like a string of near misses.”
Bauby went from being a very powerful person to a person with impairments in a very short space of
time. Is the prospect of disability a “near miss” away in most of our lives? How might knowing this help
us to re-see ourselves as all temporarily abled, or perhaps even circumstantially abled? What are the
implications for how we approach and respond to those labeled “disabled” in our society?
(Questions 1-8 from BookRags.com)

Author Bio: Jean-Dominique Bauby
Source: Contemporary Authors Online, Gale, 2003.
On March 9, 1997, two days after the publication of his book Le Scaphandre et le Papillon (published in
English as The Diving Bell and the Butterfly), author Jean-Dominique Bauby died. On December 8,
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1995, he had suffered a paralyzing stroke which left him in a
coma for twenty days. Thereafter he was a victim of a rare
condition of the brain stem known as "locked-in syndrome."
Confined to a hospital bed, unable to move any part of his body
except for his left eyelid, he "dictated" what would become The
Diving Bell and the Butterfly. According to Richard Bernstein of
the New York Times, "Even if this book were not very good, its
very existence would be an achievement."
At first, Bauby's nurses at the Naval Hospital at Berck-sur-Mer in
northern France were unsure if he was still sentient or had
entered into a permanent vegetative state. By a series of blinks--once for "yes," twice for "no"--Bauby
was able to assure them that he was fully conscious. Later, a speech therapist, who Bauby described
as "an angel," began working with a special alphabet arranged in order of the frequency of a letter's
occurrence in the French language, beginning thus: "E-s-a-r-i-n-t-u. . . ." The therapist, and subsequent
others who wished to communicate with Bauby, would read this alphabet aloud, and when he heard the
letter he wanted, Bauby would blink. By those means, he managed to "blink out" a letter to his friends
and colleagues in June, 1996, in which he assured them that he was fully aware of what was going on in
the world around him--even if he couldn't respond by any means other than blinking his eye.
Editors at Robert Laffont/Fixot, a French publishing house with whom Bauby had worked during his days
with Elle magazine, learned of his letter. They suggested that he use the blinking method to write a
book about his experience, and they hired editor Claude Mendibil to work with him. During a two-month
period in the summer of 1996, Bauby "dictated" what would become The Diving Bell and the Butterfly,
which concludes with the question, "Is there a key out in the cosmos that can unlock my bubble?"
Bauby continues: "A currency valuable enough to buy my freedom? I have to look elsewhere. I'm going
there."

Reviews
Publishers Weekly
Bauby, Jean-Dominique. The Diving Bell and the Butterfly: A Memoir of Life in Death. Vintage, New
York, 1997.
In 1995 Bauby, the 45-year-old editor of French Elle, suffered a stroke that left him paralyzed in all but
his left eyelid. Out of this waking nightmare (what the medical community calls "locked-in syndrome") he
managed to dictate-letter by letter, in a semaphore of winks-this memoir of his "life in a jar." He died two
days after the book's French publication. Bauby's essays are remarkable simply because they exist,
and he earns admiration for having endured, with surprising grace and good humor, what is perhaps the
worst imaginable fate. This said, the real poignancy of these pieces is their ordinariness. No deathbed
philosopher, Bauby avoids the depths of despair and prefers to view his hospital ward with the sardonic
cheerfulness and smiling regrets of an homme moyen sensuel, as he remembers meals, baths, work,
conversations - the pleasures taken from him. There are moments of extraordinary sadness and beauty
- when, for instance, Bauby dreams at dawn that he can visit his girlfriend, "slide down beside her and
stroke her still-sleeping face" or wishes, during a visit from his nine-year-old son, "to ruffle his bristly hair,
clasp his downy neck, hug his small, lithe, warm body tight against me." But Bauby's observations, like
his prose, stick to the predictable: the everyday is his sustenance. What is most surprising, in the end,
is how little he gave in to the loneliness of his "diving bell," how completely he relied on the butterfly of
dreams and memory. That is the triumph of his final words.
“A book of surpassing beauty, a testament to the freedom and vitality and delight of the human
mind.” (Oliver Sacks)
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“A wistful, poetic, ironic and whimsically affirmative statement by a man who refused to die in
spirit.” (The New York Times)
“One of the great books of the century. . . . You read it at one go, so gripping is the voyage to the inner
heart and mind.” (Financial Times)
“Life-enhancing and devastating in equal measure -- everyone should read it.” (Gloss magazine)

Suggested Related Reading
The Brain that Changes Itself: Stories of Personal Triumph from the Frontiers of Brain Science, by
Norman Doidge.
My Stroke of Luck, by Kirk Douglas.
Autobiography of a Face, by Lucy Grealy.
My Year Off: Recovering Life After a Stroke, by Robert McCrum.
Locked In, by Marcia Muller.
The Last Lecture, by Randy Pausch.
Medical Mysteries: From the Bizarre to the Deadly … the Cases that have Baffled Doctors, by Ann
Reynolds and Kenneth Wapner.
Schuyler’s Monster: A Father’s Journey with his Wordless Daughter, by Robert Rummel-Hudson.
The Man Who Mistook his Wife for a Hat and Other Clinical Tales, by Oliver Sacks.
My Stroke of Insight: A Brain Scientist’s Personal Journey, by Jill Bolte Taylor.

Web Resources
Time article on Bauby: http://www.time.com/time/magazine/article/0,9171,986096-1,00.html
NYT Book Review: http://www.nytimes.com/books/97/06/15/reviews/970615.mallon.html
Salon.com article comparing “truth” of film and book stories: www.salon.com/ent/feature/2008/02/23/
diving_bell/
Article about Erik Ramsey, another victim of Locked-in Syndrome: http://www.esquire.com/features/
unspeakable-odyssey-motionless-boy-1008
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