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Determined to Amputate: One Man's
Struggle With Body Integrity Identity
Disorder
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It's hard to imagine anyone wanting to lose a limb. But for people living
with Body Integrity Identity Disorder (BIID), it’s a burning desire that
haunts them every day of their lives.
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For "John," it's a feeling that has consumed him for as long as he can
remember.
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“The first thing I can remember was when I was about 4 or 5 years old
and in kindergarten — and I remember riding in the subway, and
opposite me, one of the kids in the play group had no left hand — that
was apparent — and I was really very curious about this… and I got up
and crossed the car and tried to put my hand up his sleeve to try and
figure out where his hand was,” he told FOXNews.com in an
anonymous phone interview.
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“John” also recalled several other vivid memories including one incident
that happened when he was between the ages of seven and 11.
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“I remember two buses going in the same direction, and I was standing RECOMMENDED VIDEOS
by the second bus, and I said to myself, ‘if I just stick my leg under the
rear wheel of the bus, it will run over it and it will have to get cut off,’ and
then I can remember saying to myself: ‘How will I ever explain why I did
this.’”
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“John” never went through with it — he eventually went to college and
got married. But even now, after 47 years of marriage, he cannot shake
the burning feeling of wanting to be an amputee.
“When I see an amputee — when I imagine the amputee — there is this
inner pull that says ‘why can’t I be like that?’” he said.
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The stigma that BIID carries is tremendous — and as a result, many
people end up feeling like they're “living a lie” — not even sharing their
desire to amputate a limb with their spouses or loved ones.
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"John" only revealed his secret to his wife five years ago.
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“As you can understand, my wife was not
exactly pleased with finding out that I
wanted to get a leg lopped off,” he said.
“She asked me and said ‘you know, you’re
a rational man, you should be able to deal
with this,’” he said. “And what I answered is
that most of the things we hold deep within
us – are not rational.”
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Most people think anyone who wants to
amputate a healthy limb has to be crazy — but John said that is
certainly not the case. He said he has seen several psychiatrists, and all
of them have concluded that he’s perfectly sane.
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“They said there’s nothing else wrong with me — I just have this odd
sort of dependency.”
Now in his “senior years,” as he calls them, “John” said he is feeling
more pressure to carry out his lifelong desire.
But the fact is — people with BIID are left with very few options.
In 2000, Dr. Robert C. Smith, a surgeon from Scotland, made headlines
when he amputated the healthy legs of two patients with BIID He said
he was following the Hippocratic Oath by preventing his patients from
resorting to more life-threatening options — but the medical community
did not agree. Since then, it’s been virtually impossible for a person to
find a surgeon willing to do the elective surgery, and many people with
BIID have resorted to drastic and dangerous measures to induce
amputation.
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“I just want to get on with it,” “John” said. “But I want to do it safely. And
my wife — who I won’t say accepts it, but is willing to go along with me,
also insists — and I think she’s right, that this be done safely.”
John says that having his leg amputated would finally allow him to move
on with his life.
“People keep saying you got to be awfully darn sure because there's no
going back," he said, "and what I realized, well, maybe a half a year
ago, is that if I keep putting it off, there's no going forward.”
Understanding BIID
Described for the first time in 1977 as apotemnophilia, BIID was
originally thought to be a psychological disorder characterized by sexual
arousal associated with desire to be an amputee.
“It actually sounds a lot like another condition which we already do
recognize called gender identity disorder ― where, for example, people
are born as a male, but feel they're really a woman trapped in a man's
body,” said Dr. Michael First, a professor of clinical psychiatry at
Columbia University in New York City, who has been studying this rare
condition since 1999.
"Typically it's more common legs than arms, there are people who want
bilateral amputations, and I actually know of someone who has
achieved that," he added.
“The idea here is — a lot of these people want to be an amputee in all
that means. Which is the life of an amputee, the life of an amputee is
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wearing — for some amputees at least — wearing a prosthetic,” First
said. “It's more functional. These people don't want to be disabled —
they want to be a functioning disabled person.”
Through his research, First began to realize that the current
classification of these patients as apotemnopheliacs was not truly
representative of the disorder’s actual characteristics, so he came up
with the name Body Integrity Identity Disorder to describe the condition
as an issue of identity, rather than sexual desire.
“Apotemnophelia was not an accurate name because it suggests that
the primary motivation is sexual,” First said. “So where there's these
people where clearly the primary motivation was an identity issue, I
came up with the name BIID sort of as a model as a parallel to gender
identity.”
People often confuse BIID with a similar mental illness called Body
Dysmorphic Disorder (BDD) in which sufferers become fixated on a
perceived flaw in their appearance or some slight physical abnormality.
But First says the main difference between the two is that people with
BIID don’t see the limb they wish to amputate as a flaw in their
appearance.
“These people don't feel that it's a limb that needs to be removed
because it's ugly and defective in any way, they just feel like it's extra,”
First said. “So it's just a sense of discomfort and they just feel like it's
not right having it there.”
For people suffering with BIID, the desire to amputate in order to make
their physical appearance match their ideal image of themselves often
dates back to childhood, and some patients even recall being exposed
to an amputee at an early age as the beginning of their compulsion.
“When I did the interview study, I basically interviewed 52 people with
this condition and asked them all kinds of questions about how they felt
about it, where they thought it began, and virtually everyone said it
started somewhere in childhood or adolescence and it's been persistent
ever since then,” First said.
There are other people who have no memory of any early exposure to
an amputee, they just say “As long as I can remember, I've felt like my
leg shouldn't be here,” he added.
But because of the negative stigma attached to BIID, and the medical
ethics involved in amputating a healthy limb, people with the condition
often suffer in silence well into their later years.
“As people get older and older they start to feel more pressure to either
act on it or not,” First said. “People live with this lifelong burning desire
to be an amputee, if they're getting older they start getting to some point
where they're like, listen I only have 20 years left of life, it’s now or
never.”
As for treatment options, First said he always recommends starting with
therapy in combination with certain medications — but he admitted the
only thing proven to work so far is surgery.
“There's a huge amount of suffering,” he said. “The people I've
interviewed with this condition suffer tremendously with this. They spend
so much time thinking about it, they're pre-occupied, their life is
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unsettled, and after they get the surgery, they appear to be perfectly
normal again.”
Recognizing BIID
BIID is not recognized in the Diagnostic and Statistical Manual of Mental
Health Disorders, a book published by the American Psychiatric
Association and regarded by most of the mental health community as
the bible of identified mental illnesses.
But First, as an editor of multiple editions of the DSM, is working to
change that, in an effort to create a reference for mental health
professionals to use in identifying and treating the condition.
“Number one — for the people who have it — there’s a whole issue of
labeling something as a disorder, and there are pros and cons labeling,”
he said.
“The disadvantage of labeling is stigma. We’re basically saying this is a
mental illness — this is a sickness. But the advantage of having it in the
book is twofold. It might encourage more work on treatment by getting it
on the map and getting therapists and people aware of it.”
But the most important factor is for the patients themselves, First added.
“Every single person who has this has gone through many years of their
lives thinking they’re the only person in the world who has this — feeling
very isolated. And the moment they realize that what they have, other
people have, and it has a name, it’s very, very comforting and it gives
them a sense that they’re not alone.”
The Future of BIID
First is currently working on two studies. In one, he’s examining other
disabilities to try and define the boundaries of BIID. He wants to find out
if the disorder is just about amputation or something wider.
“One of the reasons of doing that is to provide more insight into what
this is really all about,” he said. “If this only exists as an amputation —
that may be stronger evidence towards the neurological hypothesis that
the researchers out in San Diego were matching. But when you start
seeing people who want blindness and deafness and other types of
disabilities – it suggests a more psychological origin.”
The other study aims to evaluate the effects of surgery.
“People that have had amputations have claimed to be cured — so I’m
going to get a hold of these people who’ve had the amputations and find
out if this is really true. Hopefully this should provide more insight about
whether surgery is really a viable option,” he said.
In the end, First's priority is treatment.
“I think the community of people with BIID are looking ahead to some
future where this will become understood and people can accept it in
some way — that this is a condition and there is a solution to their
problem.”
RECOMMENDED STORIES
Teen dies weeks after winning hearts on YouTube
AP 'napalm girl' photo from Vietnam War turns 40
'Fast and Furious' heat on Obama administration

5 of 7

ALSO ON THE WEB
7 Conditions People Mistake for Fibromyalgia
(HealthCentral.com)
Scots Investigate Worst Legionnaires Outbreak Since
1980s (Bloomberg.com)

6/13/12 07:39 AM

Determined to Amputate: One Man's Struggle With Body Integrity...

http://www.foxnews.com/health/2012/05/30/determined-to-amputa...

‘Soul Surfer’ gets a new smile

What's Triggering Your Migraine? (Healthcommunities)

Obama claims most Americans aren't closely following
2012 race at campaign stop

The Lowdown On Your Gray Hair (Hair Color For Women)
Dad Accused of Beating Daughter's 'Molester' to Death Is
No Hero (CafeMom)

Goldberg: Matthews right about network liberal bias claim

Selena Gomez Is Spending All Her Time in a Bikini These
Days (Zimbio)
[What's This?]

SHARE THIS ARTICLE

119

57

Like

Tweet

NEWSLETTER SIGNUP
Sign up for free e-mail news alerts from
FoxNews.com and FoxBusiness.com.

0

Enter Your Email Address

Sign Up

StumbleUpon
97

Ads by Google

Anorexia Treatment Center

Treat Eating Disorder

Eating Disorder Treatment

Affordable Intensive Care
ProgramsFree Confidential Evaluation
Now!

Rebecca's House Eating
DisorderClinic In CA. Get Your Life
Back!

Anorexia Treatment ClinicSpecializing
In Teen Girls & Adults

aPlaceOfHopeForEatingDisorders.com

www.RebeccasHouse.org

www.AvalonHills.org

ALSO ON THE WEB

Formula 1 Montreal Roundup

Foods that fight acid reflux

Eat & Run: My Unlikely Journey to Ultramarathon
Greatness

Age-proof your skin like a star

Euro 2012 Underdogs

The worst habits for your heart
Hangover remedies: what works?

Euro 2012 Host: Ukraine

20 healthy, easy family meals

How Couples Sleep

Which Food Has More Sodium?

Strength Training Guide

6 Allergen-Free Snacks for Kids

Nutrition for Strength

4 Balancing Exercises for a More Muscular Middle

Get Stronger! Support Center

How to Be More Creative

Healthy Chicago
Fitness Made Faster!

Holiday Recipes From Charleston Receipts
Good Eats With Charleston Receipts
Propelling Ground Meat to Presidental Status
Oink, Oink, Happy Thanksgiving
A Grown-Up Easy-Bake Oven

What You Can Do About Fitness - HER Health Minute - Dr
Connie Mariano
Do You Constantly Look In The Mirror? - HER Daily Dose
How Dirty Is Your Office? - HER Week In Health
Can Active Friends Keep Your Child More Active? - HER
Daily Dose
Why You Should Think Twice Before Diving Into The
Community Pool - HER Daily Dose

6 of 7

SECTIONS

SHOWS

Home
Video

America Live
America's News HQ

Politics

America's Newsroom

TOOLS

ABOUT

Happening Now
Huckabee

Trending
uReport

Careers
Internships - FNCU

Justice with Judge Jeanine

Newsletters & Alerts

Fox Around the World

FOLLOW
Facebook
Twitter
YouTube

6/13/12 07:39 AM

Determined to Amputate: One Man's Struggle With Body Integrity...

http://www.foxnews.com/health/2012/05/30/determined-to-amputa...

U.S.
Opinion

Cavuto
Fox News Sunday

Red Eye w/ Gutfeld
Special Report

Blogs
Mobile

Advertise With Us
Terms of Use

Entertainment
SciTech

Fox & Friends
Fox & Friends Weekend

Specials
Studio B

Podcasts
Radio

Privacy Policy
Ad Choices

Health
Travel

Fox News Watch
Fox Report

The Cost of Freedom
The Five

Fox News Store
Apps & Downloads

Contact Us
Email Newsroom

Lifestyle
World

Geraldo at Large
Greta

The Journal Editorial Report
The O' Reilly Factor

Sports
Weather

Hannity

War Stories

RSS
Newsletters

FAQ
Media Relations

This material may not be published, broadcast, rewritten, or redistributed. ©2012 FOX News Network, LLC. All rights reserved. All market data delayed 20 minutes.

7 of 7

6/13/12 07:39 AM

