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Abstract: Background: People suffering from Body Integritetity Disorder feel the intensive wish for an atagion of one
limb or another kind of handicap. Due to ethic dumiktic reasons, the desired surgery is diffitalrealize. In spite of these
problems several patients were able to achievevitteed amputation, in most cases with a cash-pagksy in a less developed
country. Our study examined whether these pati@msufficient with the amputation in the long ridethods: We found 21
operated BIID-people (18 men, 3 woman; 27 - 73yedd, average 53.5 years) and interviewed themmavifuestionnaire. Here,
we asked e.g. about quality of life and mentalestditefore and after their surgery, the integraitibm the social environment,
changes of their own dreams, the desire for furuegery and the presence of phantom sensatiomssiltRePsychological
therapy, psychopharmacological medication, andkagiian techniques have had little effect and somesiincreased the desire.
None of the patients regretted the surgery andaags for the better was seen in almost all aredigeofThere were several
problems regarding the quality of life, but theyrevestimated as bearable in contrast to the hagpioehave fulfilled the wish.
Many told their closer family members the true oeesof their amputation. Phantom limb feelings werported, what
contradicts the theory of BIID as a limb not embediih the brain’s body-schema. After the operatiast of the participants
dreamed of themselves with an amputated body. Tdjerity of the interviewee did not want further tréions. Conclusions:
These results point to the fact that the often msslnegative consequences of an amputation orfustirgery do not occur.
Thus, a realization of the wish of a person affédig BIID could be a possible form of therapy fatipnts, when other therapies
have shown no effects.
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d . subject don't see the concerned limb as ugly, jbsy have
1. Introduction the feeling it is not truly belonging to their bodyhile in
BDD all parts of the body come into question, tlealgf the
BIID wish are mostly legs and arms. There are sparallels
to the Gender Identity Disorder, in which peopleéatrong
feelings that their outer sexual organs don'tdittieir mental
identity. From this point of view, Prof. Dr. Michlagirst [3]
concludes that this phenomenon has to be calleddyBo
Integrity Identity Disorder” and should not subsumender
the older term “apotemnophilia” as a paraphilia,ickhhad
turned the focus on a sexual component [11]. Witramy
gyestion, several of these persons have erotienéselin
respect to amputations, but this sexual compongnoi

A person suffering from Body Integrity Identity Disler
(BIID) has an entire body, but the perception o thwn
identity is that of an amputated or otherwise imgaiperson
and they feel a strong urge for an amputation otheer kind
of operation [see e.g. 1, 2, 3, 4, 5, 6, 7, 8,09, They named
themselves as “wannabes” (for: want to be). Thessgns
are absolutely aware about the absurdity of théshwthey
do not show any psychotic symptoms and usuallyettzee
no signs of delusion, obesity or personality disosd[3, 9].
Furthermore, these persons do not want to be sasen
handicapped after the surgery, they strive for thema h TP )
self-determined life. Likewise BIID should be digjuished found in all individuals with BIID [12, 13, 14]. Grently

from Body Dysmorphic Disorder, because in BIID theMcGeoch and co-authors [15] named this syndrome
“Xenomelia”. Body Integrity ldentity Disorder (BlIDis a
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rare mental disorder, under 680 randomly chosemplpaewe
found only 1 with this syndrome, but we saw sevkiadis of
pre-stages: 7.9% of the general population knowtish to
get rid of a part of the body, because it does se@m to
belong to the self and 2.1% have had these feelngse
than once [16].

Even competent professionals are often unable dotify
BIID clearly [17]. The disorder manifests itself the desire
to obtain a physical impairment, and then to festdy with a
new gained identity as an amputee. In addition
amputations, the desired impairments are ofterypalarms
or legs. Currently discussed is, whether the desine
incontinence, chronic illness as e.g. diabetesitugllor the
loss of one sense as e.g. deafness or blindnessddshe
summarized under BIID [4, 9, 18].

To get closer to the feelings of a handicapped quers
people suffering from BIID simulate their desir@spairment
using crutches or a wheel-chair [e.g.: 3, 9, 1 behavior
is called “pretending”. Usually physicians refuséet
operation; then the urge can be so strong thapdtients try
to achieve their desired physical state on thein,aavg. with
a self-made guillotine, chainsaws, freezing théblimdry ice
or something comparable [see e.g.: 3]; occasiomalhatient
does not survive such a self-made trial. But mogtw#tations
are made by physicians in hospitals in developimgntries,
paid by cash and claimed to be the result of amdent or
infection.

Previously, the effects of therapies (e.g. antidsgpants,
behavioral therapy, psychoanalysis) were examinesbime
single case studies [19, 20, 21]. Most of the austlvame to
the conclusion that these treatments helped thientatto
cope with their strange urge, but in nearly allesathe desire
doesn’t vanish entirely. The BIID sufferers oftekel it to

of these persons, and to which extent they talkuslioeir
problem with family members, relatives, friends or
colleagues.

A current explanation for the cause of BIID is a
dysfunction of the parietal lobe, in which the body
represented [30, 31, 32]. Ramachandran [33] denthtid
BlID-sufferers are the opposite of people with atations
due to real accidents. The latter often have plmantmb
feelings in the amputated arm or leg, while in Btz limb

texists, but seems not to be animated in highentstaiictures,
where the borders of the body are represented If2].
MRI-studies McGeoch and co-authors [15] found asmi
representation of the concerned limb in the uppet of the
parietal lobe. If this theory is right, amputatelBpatients
should not have any phantom limb feelings.

In addition, if the limb is not represented in thein, it
could be that the affected limb does not longemode the
dreams after the surgery [34]. Therefore, we ctdidclata of
the perception of the own body while dreaming.

2. Methods

The study design was approved by the ethics comendt
the University of Luebeck (Ref.: 10/051) and was in
accordance with the regulations stated in the Datitan of
Helsinki. For our investigation we used a questaraeither
as paper-pencil- or online version. At first thertgépants
were informed about the pseudonymity. Subjects wersons
with BIID who already had achieved the desired apien. To
be really sure that only persons with amputationsneered
our questionnaire, the participants had to ansvpercific
guestions about their situation. Several of thetigpants
were known face-to-face with one of the authorse Th

compare their symptoms with Gender Identity Disordeparticipants were exclusively contacted in BIID eimtet

(GID), for which our society allows an operationdbange
the secondary gender organs. In contrast to thisiap
several scientists argue that GID surgery doesmtiyce a
handicap and it is unclear, whether BIID people satisfied
with their amputation in the long run. In additiogrjtics
often express the assumption that there is a "fgppffect"
after the operation, so that more surgeries areetdef2?],

forums via e-mail and received either the EnglisiGerman
versions of the questionnaire. Thus, there wds lithance a
not amputated BIID-subject was filling out the ctimaire.

2.1. Sample

Twenty-one participants send back the survey. $aisple
included 18 men (85.7%) and three women (14.3%pg Th

comparable to Body Dismorphic Disorder or manigy erage age was 53.5 years (27 — 73 y., SD: +12.86/2%

operativa.

Currently there is a livid discussion, whether atafians
in BIID should be done legally under strict conafits [23, 24,
25, 26, 27, 22, 28, 29]. The decision to solve thigstion
can only be made by examinations of “successfulnabas”,
i.e. persons who achieved the desired handicapreidre,
for the first time, in the here presented study khave
analyzed the consequences of an actual realizatiotihe
desired impairment in a larger group. Main tasloof work
was to solve the question how the symptoms sheet ah
operation changed, last these feelings for yearsicothe
subjects then want further operations? Another tipuesvas
to find out what kind of therapies these peoplesitbefore
the amputation.

A further important aspect asked for the social edalings

were heterosexual, 9.5% homosexual and 14.3% laseXill
except one, had an education degree higher or equake
specialist college. The majority is working in opetions
which are attended by high responsibility. Morentlahalf of
them (52.4%) were married, 14.3% lived with thedrtper or
they were single, 9.5% lived in a relationship, bat in the
same household with their partner and 9.5% wererdéd.
Fifteen persons (71.4%) had children, the numbgeddrom
one to fourThe achieved impairments are shown in Table 1.

2.2. Instruments

In the questionnaire some items had the level afinal
scale (e.g. experiences of phantom limb feelinggst of the
guestions used scales eithebQ.00 or -50> +50. Additional
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answers in free text were related to the reasotfseafdesire,
the feelings the subjects have had about the suyrgee
advantages and disadvantages of daily living éffieisurgery
and an example of a dream they had. Analysis wake mdgth
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amputation? (scale -50 to +50). For depressive disturbance
vs. depression/happiness before the operationdirelation
was r=-0.51 (p<0.05) and for anxiety disorder

anxiety/courage before the operation was r=-0.48 @b).

VS.

SPSS. Because the sample was small, in most groupser contingency for the parts of questions algpufeelings

homogeneity of variances was missed and there was
normal distribution of the data, we reckoned norapetrical
tests.

Test-objectivity was given because we used a stdimtal
printed form of a test. We investigated the relighof our test
with the correlation of some similar question, whappeared
on different pages of the questionnairBo“you had mental
disturbances due to BIID before the amputdti¢scale 0 —

bhefore the operation were Cronbach’s Alpha = 0.@);
private, occupational, health and sexual situatmefore
surgery 0.76; (3) for feelings after the operatio82; (4) for
private, occupational, health and sexual situatifter the
operation 0.47; (5) for satisfaction with the newadj 0.80;
and (6) for phantom limb pain/feelings was Cronkaéipha
0.68. Therefore in our mind the questionnaire lad
sufficient reliability.

100) and How would you judge yourself personally before

Table 1 Description of the sample.

No Age Gender  Handicap Year of operation fcr)g;rﬁtlon
1 57 male (ir_]complete)_p_a_lsy T5/6, leg orthotics (long lagtimearing leg splints 2010 _
without possibility to move)

2 48 male High incomplete paraplegia 2009 --

3 59 male Left above the knee amputation (LAK) 2001 self-induced

4 68 male Left above the knee amputation (LAK) 2008 physician

5 37 male Acampsia of the right knee by operation 2009 physician

6 65 male Right above the knee amputation (RAK) 1998 physician

7 a7 male Left above the knee amputation (LAK) 2010 physician

8 67 male Left below the knee amputation (LBK) 2009 physician

9 73 male Right above the knee amputation (RAK) 2009 physician

10 63 male Left above the knee (LAK) + amputation of the ledilf forefinger 2000, 2004 physician

11 46 female Right above the knee amputation (RAK) 2003 self-induced

12 52 male Left above the knee (LAK), Right above the knee atation (RAK) 1997 self-induced

13 59 male Left above the knee amputation (LAK) 1999 self-induced

14 38 male Right above the knee amputation (RAK) 2001 self-induced

15 68 male Left above the knee amputation (LAK) 2009 physician

16 m.d male Left above the knee amputation (LAK) 2005 --

17 41 male Double above the knee (DAK) + right below the elbmwputation (RBE) m.d. friend

18 27 male Double above the knee amputation (DAK) 2008 friend

19 67 male Loss of teeth & amputation of both feet 2007 physician

20 43 female Left below the elbow amputation (LBE) 2012 physician

21 46 female Double above the knee (DAK) 2010 self-induced
3. Results did not. Perhaps it was because my mother was ovexdive,

3.1. Mativations

As in other studies our subjects were unable retdly
explain their motives for their desire for ampugati Typical,
but often cloudy answers were (not all answergpargayed):
“To raise my inner body feelings, to step out & Hondages
of a schematic life with always the same cyclpsrdeived my
legs as of no relevance.”; “The otherness alwaysciiaated
me.”; “It supports my identity, | recognized myselfen before
the operation as a handicapped man. It's the p&tive of
myself.”; “Sometimes | felt envious, when | saw ateps;
found it fascinating to be this way. There are rmmarete
reasons, | searched for them, but with time goind éound
out that I'm liking myself only as an amputee. ey were
disturbing.”; “I have some ideas, but | do not kndvthey're
correct. Perhaps | believed that | was not OK, aaane to
believe that if | were different | would be OK. Raps |
observed that people with disabilities received sty and |

and did not want me to run and play.”; “| have nidea how,
why or where my wish/need to be an amputee cammesal |
dont know the cause either. | believe the desisHimeed
comes from some genetic mix up in my brain. It$ no
something | wanted to have to deal with for moshypfife.”;
“Since very young age | knew that my right leg =t n
belonging to me and | want to get rid of it at athsts.”;
“Since my early childhood | have had an appetenoe a
yearning to live as an leg- and arm-amputee. Lifgldhis
desire was very strong. Always | imagined to have a
amputation beginning from my left thigh and I'vedhthis
body scheme before my inner view. The yearninthistideal
body image grew with increased age; at last so mtit—in
regard to my age—I decided to look for a solutioecause |
think help from medicine will not be possible foibag time,
i.e. for the time | have in front of me, havingaaye in the third
decade of my life. | only wanted to shake off tlesgure and
the suffering from BIID and to have a liberate e@ded and
sufficient life in the future. Out of my view, et of other
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causes for an amputation (e.g. diabetes, tumorsmadn), |
was suffering from BIID, which | haven't had in gmp and
which hampered me to live a good life. To get thwalthe
amputation was necessary. Already as a child | badn
several amputees, especially in the open air bathd

instantly admired, how they handle their handichpwvas
absolutely fascinated and wished to be like thesmple. | felt
drawn to them and felt always well, when | watcttezn.”;

“...When | was a young child, | pretended that myffetu
animals had missing legs, or | immobilized thegideAnyway,
it got to a certain point where | had to proveriyaget off the
pot, and it basically came down to a question dafigpbappy. |
figured one way or another, how | could be happy, dn a
long term | could only be happier without legs.”Y...

3.2. Erotic Component

Several, but not all subjects wrote they feel aatier
component as e.g‘in puberty there came an additional
sexual component of about 50% weight.”; “In additithe
stump is erotic.”; “When my first wife suffered finoan
osteo-sarcoma and lost her left leg, my life wadegoe The
stump became part of our sexual satisfaction.”; Eféis an
aesthetic sexual complex, in addition I find thedkbf walking
very erotic.”; “The otherness, the stump stimulatee.
Pretending always resulted in masturbation”

3.3. Estimation of the Affected Part of the Body

It was discussed, whether BIID has similaritieshvBiody
Dysmorphic Disorder (BDD); in the latter peopledia part of
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if there is any change of the general quality f&f fter the
surgery? For this purpose, we asked questions athaut
situation before and after the operation usingescéiom -50
to +50. All participants judged their situationtstter after the
surgery and we found significant improvements iarg\field
(see Tab. 2).

Before the amputation, most of the participants. {89
suffered very much from not having the desired apen
(mean on a 0 to 100 scale: 93.5 + 11.8). Afterdperation
none of the persons with BIID regretted the amjportabr
surgery: For this question, without any variabjligyerybody
had chosen zero (i.e. absolutely not). Furthermahe,
affected persons were very happy with their bodisr the
change (mean 88.1 + 19.7), reached their ideal hodyge
(mean 87.6 *+ 18.95) and felt complete with theidypémean
94.0 + 13.1).

In addition, we had asked how they assessed theessel
personally before and after the amputation. We doun
significant improvements after surgery for the dnsiens
depression / happiness, introversion / extraversaomiety /
courage, nervous / calm, aggressive / peaceflialgic /
enthusiastic and wretched / self-confident (see3)ab

Furthermore persons with BIID do not feel handiebp
after the surgery: On a 0 to 100-scale the mearbvilas 11.4.
In addition they feel less pain. The mean of thengars on the
guestion, to what extent they are restricted irgiadity of life
due to an amputation-pain was 12.1 + 21.5 on 4 00-scale.

Table 2 Changes of satisfaction in activities of daily rigibefore and after
the achieved handicap on a -50 to +50 scale.

their body ugly and try to get plastic-surgery. Werefore
asked: How much differed the body part you had amputate

Before (mean After (mean Wilcoxon Test

from the rest of your bodyThe mean of all answers on a -5C
to +50 scale showed a tendency to the negative ihadl
dimensions:

Very unaesthetic / very aesthetic: -06.7 + 25.0

Very soulless / very soulful: -13.5 + 28.9

+SD) + SD)
general life situation -20.5+24.4 452 +7.5 p<.01
job satisfaction 20.5+32.0 39.5+21.8 p<01
private life 3.8+27.8 43.8 +8.7 p<.01
health status 20.0+32.7 424 +122 p<.05
sexual satisfaction  15.2 +25.2 35.2+225 p<o01
body identification -21.4 £ 29.0 47.6+54 p<.01

Not belonging / very belonging to me: -24.8 + 35.2
Very disgusting / very beautiful: -08.6 + 28.5

Table 3 Changes of emotions before and after the achiewedlibap on a
-50 to +50 scale.

3.4. Ways to Get Rid of the Affected Limb

One of the most interesting questions was, hovstigects

achieved their handicap and what have they told #uzial
environment?

Nineteen subjects told us about their goal achi@rgnien
of them had a surgery, in most cases in a foredgmicy. They
told their environment about a medical problem wiitle

Before (mean After (mean Wilcoxon

+ SD) + SD) Test
depression/happiness -16.5 +23.2 41.0+15.8 p<.01
introversion/extraversion -7.0 +22.3 24.3+14.7 p<.01
anxiety/courage -6.8+16.4 27.0+175 p<.01
nervous/calm -16.0 +20.4 36.2+16.3 p<.01
aggressive/peaceful -1.0+26.5 37.6+17.5 p<.01
lethargic/enthusiastic -6.5 +26.6 36.0+18.5 p<.01
wretched/self-confident  -5.0 £ 24.1 40.5 + 15.3 p<.01

concerning limb. Eight
amputation caused by a deliberate accident. They diy ice,
a pellet-gun, self-induced infections, medicines ar
railway-coach to roll about the leg. The excuse tineented
was mostly an accident-story. One person had aacsadent
and therefore no need to invent an excuse.

3.5. Changes of Quality of Live after the Achieved
Handicap

Another important task of this study concerns thestjon,

subjects have achieved then

3.6. Disadvantages Due to the Achieved Handicap

Asked about the disadvantages of a live with a icapd
they answered in free text (not all answers areodiced
here): “Now | need more power and more time. My body
changes (I put on weight!), living is more expeasiv
(orthotic-device, wheel-chair, fitting my house ang car to
the handicap etc.).”; “I need the double of timer fony
personal toilet. I'm sweating more on hot days,eesgly in
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the prostheses. Sometimes people found me ugly Wwhen
without prostheses.”; “Rather few. | can't walk & (yet)
without getting tired and have to use a ‘scooter fonger
walks. | have had some problems on and off witpnosthesis.
| find it harder to walk on a floor that is clutted (as floors are
often by my young grandchildren) or on uneven farr8ut
actually my amputation has resulted in only rathmemor
difficulties and adjustments. And | have enjoyedking to
find ways to overcome these minor difficulties.Alsolutely

Body Integritgritity Disorder (BIID): How Satisfied are Succesdidnnabes

answers for this question were homogenous insafaalha
participants said, they are happier today, feehealand more
content.

Short time before the operation the subjects udtere
following thoughts and feelingsiin the years before the
operation I've had a double life. | always felt #@us that
somebody trapped me, when | was pretending. Beddnzme
a job in the public, | was anxious then to be phadfor my
life. Short time before the operation I've had ayvpositive

nothing. Things | cant do now without problems aretalk with my boss, this helped a lot. The days reefoe
secondary and I'm missing nothing.”; “Absolutely no operation were full of joy and hope. I've had narfe slept
disadvantages. With my ‘wheeli’ | can reach eveminpand well and was able to think in a constructive mariner
can do what | want.”; “Need more surgery because th “Neutral at first, because | knew that there woblel no palsy

doctors botched the first one. Was treated veryhbadthe
hospital in general, and still dealing with someess stuff
from that too.” (...)

3.7. Advantages Due to the Achieved Handicap

Asked about the advantages of a live with a hapdioar
subjects answered:“Since living permanently in a
wheel-chair (July2010) I'm free of depressions gad enjoy
my life. Even in the wheel-chair I'm able to work finy
occupation. Before this, BIID pressed me into ahbiedlife.
Now this compulsion is gone. The more atrophy I&ttigg in
my legs, the easier it becomes for me.”; "Feeling o

due to the operation of the spinal disc. | alwags wrealistic. |
felt disappointed because the operation went fiitleout any
complications and nothing had happened in the tiwecof

my desire. Then, two weeks later | had an accidetit the
result of a paraplegia. Directly thereafter | hadefings of
happiness.”; “Many question marks, how life will go after
the amputation, and how my people will get alongh vit.

Insecurity for details, but no anxiety.”; “Unable understand
my fortune. For years I've worked for this day andidenly,
now it was here! Everything felt normal and surbe Btuff in
the hospital treated me totally normal; | was emjdyhow fast
and normal everything ran. I've had fears to berses a

identity—now I'm much more myself, more openness yfunatic, but this was absolutely not the case.”;xitement.

feelings of lightness in my life; | can meet peaptae openly
now. | see my job in a new way and find more poavet
creativity in daily living.”; “At last | found mydé relaxed,
happy, satisfied. The knowledge | have done thw tiang.”;
“My preoccupation with BIID has been markedly resal.
While | am still interested in amputation relatessues, they
don't dominate my thoughts or distract me from withterests,
obligation and the like. As a consequence | am nmuore
content, much less irritable,
professionally, and a much better member of my Ifartri
addition, | really enjoy being an amputee. | enjthe
challenges of finding new ways to do things, toobex
stronger and more fit. | like crutch walking andings my
prosthesis, | like my stump. Basically | am justmbappier
with myself.”; “When I'm looking in the mirror toda | can
see me in the way | always wanted to be. | likesthmp in my
thigh. | dont need to think about amputations dunsther. |
can stop to hide my feelings before my family.datmer and
more relaxed. | got more life-energy.”; “Finally thiout the
need to think the whole day about how | will became day
an amputee.” (...)

3.8. Emotions and Thoughts Short before the Operation

The next questions we asked were whether thereawas

change of feelings before, directly after, one yedter
amputation and now. Nearly all participants wrdteyt were
afraid before the surgery. This fear disappearetidtier the
surgery and was generally replaced by euphoriarAfeeks
for most of the participants this euphoria changedormal
feelings, while others demanded it goes on untiv.ndhe

Will | be relieved? Will | just want more amputatg®? Will |
have complications or just even die? Could | ordheyeon be
found out and get in trouble? Am | making a mistale it
crazy to do this? | have wanted this for so longiould hate
myself for the rest of my life if | back out now:¥When the
physician explained me that they must amputatagheleg, |
was nearly unable to hide my joy. I've reached roglg
Because the amputation was done as an emergepgyyihde

much more productivéhe paperwork short after the talk, and the anesthe

discussed the narcosis with me. That day I've @dére so
much and therefore they could prepare me for theraton
immediately. Within 2 hours | had lost my leg. Ihaad a lot of
respect before the organization, but my happiness very
huge.”; “Joyful equanimity, during the spinal anksstia |
was awake and watched.”; “In one word: EXITED.” (...)

3.9. Emotions and Thoughts Short after the Operation

Feelings and thoughts directly after the operatiene: “|
wasnt able to understand my luck, like the mottmw have |
deserved this'—or is there still any higher powmttfilled my
life with luck and life? | was not able to undersawhy the
‘fate’ chose me under so many people suffering fRItD.
Because of this | recognized happiness and thamdgsl®;
“When | awoke in the room, | felt relaxation andlieé
lightness as never before. | had the feeling: ‘@sdtlthis is
forever!| cant stop to look at the leg. | feight as a feather. |
felt totally normal, as if it ever should have behis way.”;
“When | woke up, the first | recognized was thallBivas
gone. For sure this was the most overwhelmingrfgeh my
life. | suffered for more than 40 years from BlIDrdanow it's
vanished.”; “l was elated. | woke up just after tamputation
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when | was returned to my room in the hospital. Wifg and
the surgical team were all together eating and itajkwhen
they brought me into the room. | awakened briefid ¢hey
said the surgery was done and | said thank youfathback to
sleep. The next morning they woke me up and | tbdkan
where my leg should have been and saw that it was.d was
extremely happy. | could still feel my leg, so ¢l ha actually
look to make sure it was gone. | was ecstaticl!ltl lfiee a

teenager again, even though | was 56 years oldas ws
happy as I'd ever been and | was really horny, todélt

extremely great for the next 6-8 weeks, then thatgted to
return to the new “normal”. | am still happy aftewver 7 years
as an LAK amputee. The only regret | have is tletly wish |
could have had my amputation done when | was ireanly

teenage years or my early twenties. | lost so nafamy life
because | had to endure all those long years withoy
needed amputation and stump!”; “After a well-slepght |

was en route with my crutches, in a rent bungalotha sea.”;
“Have | really achieved it? Am | an amputee? Thigswny
first thought. Immediately | looked and saw witleajrrelief
and happiness that | had reached my goal. Simpitafdic,

now | have the body | always wanted to own. | wasply, full

of joy, felt good and sufficient, that everythingsvas it was. In
addition | suffered no pain.”; “In one word: FINALYL” (...)

3.10. Emotions and Thoughts One Year after the Operation

Feelings and opinions about the operation one lgar
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painfully over the bone ends every time | move ekpecially
frustrating because | was doing really well on pheses
before the pain problems kicked in, and | havece miair of
C-Legs just sitting in the closet that | cant wsteall, other
than to just stand in.” (...)

3.11. Emations and Thoughts Now

Asked for the feelings today, our subjects wrtd: as said
above. Only to say in the meantime | learned thatuok will
stay und this makes me more than happy. ‘Hurrayy fim the
human | always wanted to be and can continue abddwycan
take away my wheel-chairl The advantages outwelgh
disadvantages by far.”; “Would always do the sarhever
regretted and | am proud with my stump. Get vecjited, when
somebody speaks about it. Touches of the stunfigapositive
electric impulses.”; “Rarely questions/concerns nhigtween
my positive experiences. But the latter prevaiever wanted
not to be amputated. | rather should have had th@wtation
with 25 or 30 or even earlier; through this muchality of life
was lost. To see my reversed image in the mirre mever a
topic, today it is. It's a shame that after a catefxamination, a
legal amputation for people like me is hampered padple
with psychological strain have to lay on railwaysdaisk their
life. The real operation was more a recovery, amg day some
pain.”; “Life keeps getting better. | feel a bit@ous when | see
someone with an AK amputation but | am perfeatly éis | am
and | do not need anything else. My wife and | leaeh other

were: “Since about 11 months I'm living permanently withmore than ever before.”; “After more than 7 yeasan LAK

orthotics or wheel-chair. | live my everyday lifedd from
burnout and depression, meet friends without agxiean
enjoy trivial things. I've got a new view of lifenriching me.
In some way the feeling: | arrived.”; “This is thenly single
truth, you feel well, try to savor as long as pbksiperhaps it
will work with the second leg as well.”; “I'm stifieeling this
lightness. | recognize a total normality. Sometiffredooking
at myself in the mirror und feel to be attractivecan go to
people better and with more confidence. At any tinveuld
repeat this operation, only sometimes | regret nve had it
10 years earlier.”; “I am happier than | was eveefore. | am
surprised how easy it is to be an amputee. | arpriaed how
little other people care that | am an amputee, loattl had
chosen to be one. I no longer need to do somedtitige time
to escape from my bad feelings about myself. | anfident
that if anyone tries to abuse me again, | will h#tve strength
and courage to prevail. | no longer feel guiltyashamed to
be what | am. People treat me much better becaukerot
appear guilty or unhappy.”; “More than happy. Sinthee first
day | felt ‘complete’. The adaption of the prosikewas
without any problems and today | can walk withautches.”;
“I wish they'd done a good job with the operatiohhey
focused too much effort on preserving bone leragtt,left me
with very little soft tissue at the ends of my gsnthey left the
bone ends messy, and they just chopped the nerddstahat
be that, so | was in a lot of pain and having taldeith keep
money coming in, so | wouldn't be completely uniediand
destitute. Oh, and they sutured things up so thatright
femur's at the wrong angle and my muscles go diki

amputee, I'm still extremely happy and content witly
amputation and my stump! | cant imagine NOT beang
amputee. | feel as though my body is now in tutiremy mind!
| do not regret my choice to get an amputationlatyes, there
are times where it is and can be a challengesitikbetter than
all the suffering | lived through until | got my potation. | love
waking up and seeing my stump there. My stumpllivesty
erotic and | do not suffer from any pain at allcliding no
phantom pains. | have phantom sensations, butswtamy as |
once had. | miss them a lot as they really remindedhat | was
an amputee and they felt really good. The sensatibave now,
help me to bring my Phantom-Leg back to me. SanIstill
‘feel’ my missing leg whenever | choose!”; “I stileed to get
surgery to fix things, but I'm actually in a plaadere | can do
that. | switched jobs and moved relatively recerdlyd aside
from the pain problems, life's going really welhéfamputation
stuff definitely affects people’s perceptions of, maich is
frustrating, and | still have to deal with everygid aspect of
our fucked-up health-care system and the way thdicale
suppliers bleed everybody else dry so they canteiaitheir
markups, but | can deal with that at least. Nowstjneed to get
past the surgery, lose some weight, and get backrufhe
prostheses so | can get back into things all theifa..)

3.12. Effects of Psychotherapy, Psychopharmacological
Medication and Relaxation Techniques

All participants had resisted their desire for geand many
tried to avoid the operation with different kindkstberapies.

—
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The participants were asked to give us informadioout these Table 6 Change of the wish for amputation in the group atignts who had

therapies (i.e. psychotherapy, pharmacologicatrireat and

learned a relaxation technique before the operation

relaxation techniques).
Seven persons (33.3%) never had any treatmentge wt

Number (percent) of

Effect of relaxation techniques participants with relaxation

others tried more than one kind of therapy. SixXBsufferers
(28.6%) participated in psychoanalysis and anotwren
(33.3%) in behavioral therapy; three (14.3%) ha
depth-psychology, twelve (57.1%) had counselingotsef
surgery, one (4.8%) psychodrama and another chiose

technigues
Considerable decrease of BIID desi 0 (0.0%)
Little decrease of BIID desire 2 (15.4%)
No influence on BIID desire 4 (30.8%)
Little increase of BIID desire 5 (38.5%)

Considerable increase of BIID desir 2 (15.4%)

category “other psychotherapy”. Only two persorid,shey
felt a profit from the therapy, all of them had osaling
therapy. In contrast the desire for amputationgased in five
other cases during a therapy (see Tab. 4).

Table 4 Change of the wish for amputation in the group atfgmts who had
psychotherapy before the operation.

Number (percent) of

SIS R EE D) participants with psychotherapy

Considerable decrease of BIID desi 1 (6.3%)

Little decrease of BIID desire 1 (6.3%)
No influence on BIID desire 9 (56.3%)
Little increase of BIID desire 2 (12.5%)

3.13. Effectson Mental Disorders

In cases of involuntarily amputation, e.g. duedci@ents or
diabetes-necrosis, mental disorders as depressiamxaety
are reported quite often. In the next part, ourstjopanaire
investigated, whether this is the case in a desiragdutation,
too. We surveyed the appearance of anxiety, ddpress
concentration deficits, sleeping disorders and lpgyomatic
disorders before and after having surgery. Thoserders, if
existing, significantly decreased (see Tab. 7).

Table 7 Extent of emotional and psychosomatic disordersrbedind after
the operation on a 0 to 100 scale.

Considerable increase of BIID desir 3 (18.8%)

Twelve persons had taken psychopharmacologic
medications, some of them up to 3 different kinfismedicine.
Ten (83.3%), i.e. most of them, got antidepresseuat(16.7%)
neuroleptica, another two (16.7%) tranquilizer afodir

Disturbance before OP after OP Wilcoxon
(mean £ SD) (mean £ SD) Test
anxiety 23.5+£26.0 3.8+9.2 p<.01
depression 41.0 +33.2 24+7.0 p<.001
concentration deficits ~ 43.0 + 31.1 3.8+8.1 p<.001
sleep disorders 29.0£33.7 24+54 p<.001
psychosomatic disorder 17.5 +28.1 1.0+ 3.0 p<.05

(33.3%) tried other medications to reduce the desar
amputation. These medications had no positive &sffedout
two thirds of these twelve patients stated thatdésire for
surgery was constant and in about one third th®-8Hsire
increased (see Tab. 5).

Thirteen persons used relaxation techniques, Setrezd
different methods, one of them up to five differkimds. Eight
(61.5%) autogenic training, seven (53.8%) mediadind five
(38.5%) the progressive muscle relaxation, YogaQ@itgbng
were used by one person each (7.7%), two partitspeirose
the category “others” (15.4%). The majority of therersons
did not profit from relaxation techniques. Due thet
concentration on the body, the BIID desire incrdanes3.9%
(seven persons), only two persons (15.4%) statededsed
wishes for amputation (one used autogenic trairtimg other
progressive muscle relaxation), there was no abange in
the remnant 30.8% (four persons), see Table 6.

Table 5 Change of the wish for amputation in the group atignts who had
psychopharmacological medication in the years leefbe operation.

Number (percent) of
participants with
pharmacotherapy

0 (0.0%)

Effects of psychopharmacological
medication

Considerable decrease of BIID desi

Little decrease of BIID desire 0 (0.0%)
No influence on BIID desire 8 (72.7%)
Little increase of BIID desire 1 (9.1%)

Considerable increase of BIID desir 2 (18.2%)

One argument against a legalization of amputation f
persons with BIID is that these people may uttdesire for
more surgeries, when the first one is done. Theseiffo our
guestionnaire we asked whether they desire fughegeries.
Seventeen out of 20 persons (1 m.d.) stated tlegtdb not
feel a desire for any other surgery. Two felt ahnfer an
additional right above the elbow amputation, oraest the
wish for a double above the knee amputation anthen@ne
wish a left above the elbow amputation.

3.14. To Whom do They Tell the Truth?

An amputation leads to a handicap, in addition he t
psychosocial reactions of the surrounding peopies has
several financial consequences, e.g. the after-oarst be
paid by the insurance, in several patients thetiasilto do
their work can be restricted and partially the gaitineed an
education for another job. While there is no probleith
payments of the health care system, when the atiputs
due to an accident or an illness, a self-afflidiasdicap can
lead to juristically embarrassments. Therefordirst nearly
all operated BIID sufferers claimed to have ha@decident or
a severe infection. On the other hand, an appreeiabcial
environment is very important for long-term satisian and it
may be important to these people to have somebodgik
about their situation. Here the question emergeghdy tell
the truth to good friends and close relatives?

Sixteen (out of 20) of the participants (76.2%)edathat
they have told their families the true reasonsafmputation;
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twelve out of 20 (57.1%) told their friends as wéidl contrast,
colleagues were rarely informed in most cases (60619,
28.6%).

3.15. Phantom Limb Feelings

Another part of the questionnaire investigatedptesence
of phantom limb pain which could cause strong retsbins for
persons concerned. Missing phantom limb feelingsldvo
support the theory of a failure of embedment ofahegputated
leg or arm into the body scheme of BIID-persons.

Fifteen out of 18 participants (83.3%) had norneslihgs
of pain at the stump after the operation. The nwédhis pain
on a 0 — 100 scale was 22.8 +26.1. Seventeen dif of the
participants (94.4%), who answered this questitated that
have phantom limb pain. The mean of phantom linib pa a
0 to 100 scale was 28.9 * 30.7. Seventeen out of
participants (94.4%) felt sensations in their pbantimbs.
The mean of the frequency of these phantom feetings“not
at all 0 — 100 very often” scale was 55.3 +36.8.tén
participants (55.5%) these feelings began direafter the
operation, in three (16.6%) some days later, in (1B8%)
after some weeks, in three (16.6%) after some nsoautial in
one (5.5%) these feelings emerged after severakydde
participants described these feelings as: itchingl),
needles & pins (n=9), pressure (n=7), limb feelsltem than
natural (n=3), longer (n=1), shorter (n=1), warn{as2),
colder (n=1), and “others” (n=4).
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always), twelve subjects (63.2%) felt in most dreaas an
amputee (n=3 always), and in three (15.8%) both atmmit
equally frequent. One subject (5.2%) wrote thathibdy in
dreams is different to the actual body but the @erdidn’t
describe it in detail.

The time in which the switch from an unimpaired Yool a
disabled body took place in the dreams was verfgreift.
Only fourteen subjects were able to answer thisstipe
Sometimes it was within a few days (n=7, 50%) oekexn=3,
21.4%) or months (n=3, 21.4%), only one person, shid
was the case after years (n=1, 7.2%).

Some typical dreams wer&efore the operation | nearly
always dreamed about amputation or poliomyelitiy (eal
BlID-goal). After | lost my leg, my dreams changddhe
dreams never affect the concrete number of my |Bgs.
{@terpreting this in the way that amputation doéany longer
bother me, because | don't have BIID any long€iViostly |
dream of being in my body as it is now. Immediatdter
amputation, | often dreamed of still having twodelyot as an
important part of the dream, just as backgroundl’saw how
| ride my bicycle or motorcycle with one leg. Gitl with my
stump on the hand-grip of the crutch and jump adan the
sandy beach.”; “It was nice to see myself in myading around
me all surgeons, doing a leg amputation.
disappointment after waking up, out of this dregril.'tlrove
with my wheel-chair through a long floor of a martmuse
into my garden, which looked like a park. Birds evehirping

The question: Do you sometimes forget that your body2nd this makes me awake.".)
limb has been amputateti®as asked on a scale “not at all 03 7. Pretending Behavior and Body Feslings

to 100 very often”. Only three out of 19 patienéver forgot
to be handicapped. The mean of the other 16 w&s535.6,
i.e. they tended often to forget, that they araldisd. For the
16 who answered “yes”, our next question askdésb you

There were some additional questions we tried swan
with our investigation. One question was, whethbe t
frequency of pretending behavior has any relatibhdw the

intuitively use i®” six out of these 16 persons (37.5%) neveperson judged the affected limb. We found a smiailit

tried to use the non-existing limb. The mean ofdtteer nine
(62.5%) was 34.4 = 29.2, i.e. they tended rarelyde the
amputated limb intuitively.

significant correlation of r = 0.44 (p<0.05) betwe¢he
qguestion How much differed the body part you had
amputated from the rest of your body? Not belongingery

Whenever phantom limb pain was observed most psrsohelonging to me(on a -50 to +50 scale) with the frequency of

(12 out of 19 persons, 63.2%) feel absolutely mydired in
their quality of life (on a scale from 0 to 100rRhe other
seven the mean was 32.9 + 24.3.

3.16. Dreams

Phantom limb pain seems to influence the way céuahiag

of the own body [34]. The questiortiave you ever dreamed

of yourself as an amputee before the oper&iomwas
answered from 19 persons. Only two (10.5%) crosbhed
alternative “never”. Three (15.8%) participants eentered
one or two dreams like this, four (21.1%) said theypember
about 3-10 amputee-dreams and ten (52.6%) had threomel 0
dreams.

In addition, we asked, whether the participantgrathe
operation dreamed of themselves with their oldat)t body
or with their new (amputated) body. Nineteen suisjaeere
able to remember dreams and to answer this que<ioly
three (15.8%) had mostly an intact body in thegasins (n=1

pretending behavior (on a 0 to 100 scale).
3.18. Use of Prostheses and Body Feeling

One strange fact is that many BlID-amputees aragusi
prostheses after the amputation. At last with tl@sice they
rebuild a status they have had before with theil limb. We
had the theory that the more belonging and sotttisl limb
has been before the amputation, the higher thecehizat the
subject will tend to replace it with a prosthedikerefore we
analyzed the correlation between the results ofginestion
“Are you using prostheses and devices in ordermappear
handicappeti (on a “never -50 to +50 very often” scale) and
“how much differed the body part you had amputated the
remnant of your bodyand found:

Very soulless — very soulfut:= 0.53 (p<0.05)

Not belonging — very belonging to me= 0.49 (p<0.05)

Very disgusting — very beautiful:= 0.52 (p<0.05)

Though these significant correlations support dwaoty,

It was a
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earnings but a worse boss. The lasting musing aheypros

when the person has had feelings of belonging arehd cons draws considerable energy from activifedaily

soulfulness.

4. Discussion

To be disabled would be a worse fate for most aflus are
owner of a healthy body. At first glance it is ulieeable that
someone claims to be happy only after changingohiber
intact body into a handicapped one. Until now iit&t clear
why and how this wish developed. Still all of uplindesires,
which, once they emerged, are hardly to get ridBaft the
wish to have a new pair of shoes, to buy a motdecygc to
find a new intimate partner is by far not the sadesire
compared with the loss of a leg or an arm. Oryverdraw this
point, some depressive people are feeling a stiogg to
commit suicide; it is their desire to be dead. Thestion
emerges, when and how can the health care systenthese
people and when do we have to protect them frorin tven
wishes? Must the society prevent, when somebodysieam
amputation of an otherwise healthy limb? The heesgnted
results have no need to struggle with ethical amistjc
limitations of a desired amputation, because atiptes who
were interrogated in our study, had already acli¢heir wish.
The major goal of our study was the question, wretm
amputation or another kind of surgery really helpetple
suffering from BIID in the long run?

living. This may explain, that all BIID subjects ate they
have had feelings of depression before the operatial felt
free, when they had achieved the desired operation.

In contrast to patients with an amputation duedtidents
or infections, BlID-afflicted persons are feelingyful after
the amputation. They listed several disadvantamesn total
they said that the advantage to have reached it
outbalanced these disadvantages by far. A lot edisaof life
changed for these persons after the amputation thasge
changes are not felt as wearing but as exonerafihe.
reported improvements are not only descriptively &aiso
statistically relevant. Our detailed questions dbdhe
emotions and thoughts short after the operatioe,year later
and now show that these modifications are not short
term-improvements but long term.

In contrast to body dysmorphic disorder (BDD) isBHD
subjects only a very small tendency to judge thaetiveness
of the concerned limb as “unaesthetic” and “disiggst
much more they have the feeling it is “soullessd &not
belonging” to the self. So we can confirm thera tifference
between BDD and BIID.

Since there is no known therapy that seems to p®m@i
healing from BIID, amputation has to be consideesda
possibility to help these persons. In the foregtbstands the
quality of life, which is crucial for success oiltae of therapy.

Our sample included 85.7% men and 14.3% women, th@Bur results lead to the conclusion that for thimgie of

relation is consistent with the results from othleudies
showing that more men than women seem to be affdnte
BIID. 76.2% were heterosexual, and 9.5% homoseXuals
the percentage of homosexuals is higher than intakted
population, but lower than the postulated numbetwh [10].

persons an improvement in quality of life is recagble.
Mental disturbances decreased. Wishes for furthegesies
were seen in some participants, but all claimetidee had
these desires before their first operation.

Frequently participants stated that living with Bland not

The most frequent impairment in our study was albeing helped by surgery is the worst case. Butt m@xan

amputation left above the knee. This preferencetterleft

side is confirmed by other studies [e.g. 10, 3] amas

explained by the cause that driving an automokilgassible
when you lost your left leg [7, 36]. Other disatigls, which

were more than once reported, were leg amputasiodpalsy.
Most discussions about BIID consider only amputetjdout
in our study several other impairment were figuratl In five

of 21 cases (23.8%), the desired impairment wasonatot

exclusively an amputation of a limb. Thus, the ®af a
quarter of the persons is not only to the loss lohh.

Ouir first task was to investigate motives. As ineststudies
the motivations were still unclear. Most subjeemembered
that the wish emerged in childhood and adolesceoiten
after viewing a disabled person. In contrast towarchildren,

operation, we must ask, whether it can give otheysno help
these people? In our study counseling therapy hddcant
effect on the desire for amputation. We found marckffect of
other psychotherapeutic methods or relaxation figcies or
psychopharmacological treatment. There is a réstnicof
these results, because we only asked for the Kitdeoapy,
but missed to ask how long the subjects have hadntthe
other hand it must be said, that in some parti¢gpére wish
for amputation increased due to one of these metHadbur
opinion there can be a risk that due to talkingualiiID the
attention of the patients was focused more on thish.
Especially relaxation technique draws the attentionthe
body and increased the desire in some subjectsseThe
conclusions are restricted, because in our studyowsg

who react with sadness, when they see such a “podrivestigated people who decided pro operation.at this

handicapped amputee, the BlID-subjects were fatinand
developed the idea to be like these disabled people

All of them tried to fight against their wish foedades of
years. Years of pondering about a question withoie able
to find a solution, costs a lot of energy. Thisi@ typical for
BIID but also the case in several other situatwitbe life, e.g.
when a person is unable to decide whether he obstter
should divorce from a partner or change a job wgjtiod

decision was based on the fact, that no other plgenas had
any sufficient effect, i.e. the results presentedehdo not
mean that therapy can not have any effects on HD B
affected people. Those therapies were only ineffector
most of the persons being asked in this samplesretke
participants would not have had surgery. Until nthere
exists no standardized therapy study with a laggeup of
BIID sufferers to determine, whether a therapyetpful for
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these persons or not.

Certainly there has to be further research on locamprove
psychotherapy for people with BIID and to make ibrm
effective. As Milller [22] stated, it would be repemsible to
amputate healthy body parts when there is an effici
alternative therapy. Oliver Sacks [35] reported assible
method. He used music therapy to reach a statéhiohvhe
accepted his leg again.

In our study there was only one out of 21 subjedt®
suffered from heavy side effects and even thisgrejisdged it
better to have fulfilled his wish than to suffengger from
grieves due to BIID. Most of the persons report thay had
suffered more from BIID than from any disadvantaga life
as a disabled person. There are no reports oftesgven when
complications occurred. It can be assumed thafptisitive
identification with the own body after surgery, tralize
negative effects of BIID. Those effects are solidrefor the
longer term.

As said in the introduction, a current explanatfon the
cause of BIID is a dysfunction of the parietal lpbewhich
the body is represented [30, 31, 32, 33]. If theoty is right,
amputated BIID patients should not have any pharitorh
feelings. Our data shows that most subjects, vwerringated,
had phantom limb feelings. Possibly these resutgradict
the theory. But we have to assume, that phantoimf@alings
depend on an intact somato-sensory area in thetphlobe.
This area clearly is undamaged in BlID-sufferettheowvise
they would have been be unable to have sportingites
before the operation. The body-scheme may lay wthem
parietal area, which is perhaps not responsible
phantom-limb feelings.

The results about dreams we found, do not cleanbpart
any theory. Some of our subjects dreamed to be tatgul
before the operation, some dreamed to have allslistiort
after the operation. We found no clear pattern aiiigubjects
dreamed of themselves as handicapped very fast thite
operation. For an explanation of these resultsheilsl have
had a group of amputated people due to accidenfemtions,
but this was not the central goal of our study.

5. Conclusion

As long as there is no alternative therapy like,tpeople
with BIID still need to be helped. Most of themdiwith BIID
for decades of years and many of them decide theytihave
more time to wait for results of any scientificdis to come.
So it is important to think of any help that can dieen to
people with BIID now. Most of concerned personsesgahigh
level of suffering especially in
self-amputations. Levy [26] already claimed legabatation
surgery for people with BIID as soon as it is olmgdhat the
disorder is hard to treat. Right now the only dffecway to
help seems to be the surgery. For that reasonoamédgsons of
autonomy, amputation should be recognized as ossilge
way of therapy and should be permitted once furttedies
find similar results.

Enrolling of BIID in a Classification Systems asOQr

for

reported cases of
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DSM may be a good start. Further therapies must be
developed. In addition a legalization of such arapohs has

to be discussed. Nowadays we have several surgical
operations such as e.g. breast-implants (whictcaarse back
issues) or nose correction for young clients (ehenigh their
noses still grow), or surgery on infants who arenbwith a

“not identifiable genital”. These surgeries aredle¢giowever,
amputation in BIID subjects created a body whiclesdaot
correspond with human’s ideal of beauty. It brirgg a

disabled body and the human society is afraid to be
handicapped. Our results show that the amputatdrhielped
all BIID affected subjects and, as long as no otherapy
exists, it may be better to help these people aitloperation
than to take the risk of deliberate accidents oerafions
somewhere in developing countries.
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