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The term body integrity dysphoria (BID) describes a discrepancy between the actual anatomical body
constitution and the mentally represented body of a physically impaired person, which is often
experienced as chronically dysphoric as well as the resulting desire of the affected person to have a
(permanent) physical impairment (amputation, paralysis, etc.) in order to complement their own “true”
identity. In the present study, potentially relevant factors influencing the quality of life of BID sufferers
in the context of their coming-out process were examined. A questionnaire survey was used to ask BID
sufferers (N = 50) about the reactions of their immediate social environment about their coming-out as a
person suffering from BID and the influence of these reactions on the stress caused by the BID
symptoms. Contrary to the expectations of those affected by BID and the great fear of social rejection
prior to coming out, most of the time they experienced positive reactions (t test: p = .000). In addition, it
became clear that coming-out can be a considerable relief for those affected by BID due to the social
support experienced in this context (t test: p = .000). These results suggest that the coming-out of BID
sufferers, in combination with the experience of being able to live out their own “true” identity within a
liberal social environment without having to fear being labeled “abnormal" and excluded from
participation in society can significantly reduce the likelihood of the occurrence of comorbid disorders
such as depression, etc., the not uncommon result of coming-out is a significant reduction in the
number of BID suffers. Comorbid disorders may frequently be the result of a defamatory self-perception
shaped by the collective views of a conservative society.
Key words: Body integrity dysphoria, BID, Body Integrity Identity Disorder, BIID, coming-out, quality of life.
INTRODUCTION
The term Body Integrity Dysphoria (abbreviated: BID)
describes the persistent desire of an otherwise
psychiatrically healthy person for (permanent) physical

impairment. The desire to have an amputation and the
desire to have paraplegia are the most common
manifestations of BID (Giummarra et al., 2012).
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It is common for those affected are often under enormous
pressure of suffering due to the successively manifesting
incongruence between their own intact body shape and
the "real", physically disabled body self (First, 2005).
Against this background, the desire of those affected for a
(permanent) physical disability should therefore be seen
as an expression of the attempt to counteract this partly
massively discrepant experience of non-correspondence
between the actual and the desired body constitution
(Blanke et al., 2008; Blom et al., 2012; First, 2005).
However, with regard to the Western cultural values, the
desire to have a (permanent) physical impairment
represents a significant violation of collective
conventions. The resulting consequences for those
affected by BID are numerous. A self-perception in which
one's own feelings deviate from the prevailing norm is
fearfully experienced as an anomaly, which massively
threatens the possibility of participation in society. In a
series of scientific studies it has been shown that the
threat of social exclusion activates identical areas in the
cerebral cortex, as is the case when processing physical
pain. With regard to the active processing of social pain,
more neuronal overlaps than differences with physical
pain processing could be demonstrated (Eisenberger and
Lieberman, 2004; Eisenberger, 2012; Spitzer and
Bonenberger, 2012). The attempt to suppress one's own
"true" identity as a physically impaired person in order to
protect oneself from the feared consequences of such a
violation of the norm seems to be the often unavoidable
conclusion with sometimes more serious consequences
for those affected, such as (severe) depression, etc.
which is often the result of a defamatory self-perception
(Hilti et al., 2013; Krell and Oldemeier, 2017; Nitschmann,
2007).
Another challenge for those affected by BID is access
to adequate medical care. Medical doctors are obliged by
the Declaration of Helsinki of the World Medical
Association to preserve the integrity of the patient
entrusted to them and, if necessary, to restore it, but not
to amputate a healthy limb (Wiesing and Parsa-Paris,
2015). In relation to Body Integrity Dysphoria, this
constitutes a medical-ethical debacle (Dua, 2010; Manok,
2012). This conflict is also reflected in the current legal
situation. For example, §228 of the German criminal code
(StGB) reads: "whoever inflicts bodily harm with the
sufferer’s consent is only deemed to act unlawfully if,
despite that consent, the act offends common decency."
Gender reassignment, cosmetic surgery, etc. are also
carried out on the basis of a psychologically stressful
incongruence of those affected and, from a legal point of
view, represent "physical injuries with consent". However,
in comparison to for instance amputating a limb due to
Body Integrity Dysphoria, these do not cause any lasting
impairments. No unequivocal conclusion can yet be
drawn from this legal discussion (Bensler and Paauw,
2003; Bridy, 2004; MacKenzie and Cox, 2007;
Nitschmann, 2007; Pollmann, 2007). The inclusion of

Body Integrity Dysphoria into the newly updated
international classification of disease (ICD-11) is therefore
an important milestone for future adequate medical and
therapeutic care. This aid to prevent life-threatening
mutilations or other massive self-inflicted personal
injuries of BID sufferers, that are intended to provoke an
amputation, and often represent the last resort from
sometimes enormous psychological suffering (Elliott,
2000; First, 2005; Furth and Smith, 2000; Horn, 2003;
Kasten, 2006; Money et al., 1977; Stirn et al., 2010).
The study aims to improve the understanding of BID
sufferers and for this purpose examines factors that have
a (positive or negative) influence on the coming-out
process and the associated quality of life. So far, no clear
conclusion can be drawn from this legal discussion
(Bensler and Paauw, 2003; Bridy et al., 2004; MacKenzie
and Cox, 2007; Nitschmann, 2007; Pollmann, 2007). The
inclusion of Body Integrity Dysphoria in the ICD-11
therefore represents an important milestone for the
possibilities of medical and therapeutic care for BID
sufferers. In order to prevent mutilations or other massive
self-inflicted injuries, which are intended to provoke an
amputation, for example, and often represent the last
resort for those affected out of their sometimes enormous
psychological suffering, whereby they often accept lifethreatening circumstances in the course of this (Elliott,
2000; First, 2005; Furth and Smith, 2000; Horn, 2003;
Kasten, 2006; Money et al., 1977; Stirn et al., 2010). This
study intended to contribute to an improved
understanding of the living environment of people
affected by BID and, to this end, deals with factors that
have a (positive or negative) influence on the coming-out
process and the associated quality of life of people
affected.
HYPOTHESIS
The basis of this study is research on the coming-out
process of homosexual, bisexual and transsexual
persons (Krell and Oldemeier, 2017; Oldemeier, 2017;
Rauchfleisch, 2011), whereby the idea of a process
divided into two separate phases (that is inner and outer
coming-out) was taken up. So far, however, there is a
lack of comparable studies in the relevant literature
dealing with the coming-out of BID sufferers, which
consequently made it impossible to formulate the
alternative hypotheses in a directed manner. Accordingly,
it was not possible to decide in advance whether the
independent variable had a positive or negative influence
on the corresponding dependent variable. Therefore, twosided questions had to be formulated. The following
topics were examined with the help of the hypotheses:
symptom expression, desire for body change, pretending
(imitation of disability), fear of coming-out, desire to
communicate, type of communication, reaction of the
social environment, relationship before and after coming
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Table 1. Socio-demographic data.

Variable

N = 50

Age (M ± SD)
Gender (m / f / d)
Sexual orientation (hetero / homo / bi / other)
Marital status (single / married / divorced)
Children (yes / no)
Subjects with (surgical) body modifications (A)
Subjects without (surgical) body modifications (B)

47,22 ± 13,27 yr.
30/ 18/ 2
31/ 8/ 5/ 5
(one missing data)
16/ 29/ 5
14/ 36
A=5
B = 45

Table 2. Desired physical impairment.

Variable
Right lower leg amputation (below the knee)
Left lower leg amputation (below the knee)
Right transfemoral amputation (above the knee)
Left transfemoral amputation (above the knee)
Right forearm amputation (below the elbow)
Left forearm amputation (below the elbow)
Upper arm amputation right (above the elbow)
Upper arm amputation left (above the elbow)
Blindness
Deafness
Paraplegia
Polio myelitis
Reverse plastic surgery of the right leg
Deformed feet (club feet)
Tetraplegia C2 / C3
Hemipelvectomy right leg

N = 50
1
2
14
10
1
2
2
2
3
1
20
1
1
1
1
1

Note: The table only refers to the physical impairments sought by those affected by Body
Integrity Dysphoria. The total is not identical to the number of subjects included in the evaluation,
as some subjects stated that they wanted to have more than one physical limitation.

out, pressure of suffering before and after coming out.
METHODOLOGY
For data collection, a self-constructed online questionnaire was
created, but since no concrete model-theoretical assumptions on
the construct of coming out among BID sufferers exist yet, the
intuitive construction strategy was used in the development of the
questionnaire (Moosbrugger and Kelava, 2012).
In the course of this, the questionnaire was divided into two
independent parts. In the first part, which consists of eight items,
the socio-demographic data of the test persons were collected, that
is age, gender, sexual orientation, marital status, as well as already
(surgically) achieved or still desired body modifications (Tables 1 to
3). The second part of the questionnaire consisted of 52 items.
These related to the content of the hypotheses formulated in
advance and thus served to test these hypotheses.
The items were answered either on a seven-point bipolar rating
scale from -3 (does not apply at all) to +3 (fully applies), on a four-

point unipolar rating scale from 0 (does not apply at all) to 3 (fully
applies), on the basis of predefined answer options or in the form of
an open statement. Against this background, the following statistical
evaluation procedures were used in addition to the calculation of
frequencies, mean values and standard deviations: In order to be
able to determine significant correlations, the rank correlation
according to Spearman was carried out as a non-parametric test
procedure if the prerequisites for a parametric test procedure could
not be fulfilled.
Correspondingly, the Bravais-Pearson correlation was used as a
parametric test procedure with equivalent behaviour if the conditions
for it could be considered fulfilled. In order to be able to determine
significant differences, the Man-Whitney U test was carried out for
independent samples as a non-parametric test procedure and the ttest for dependent samples as a parametric test procedure.
In order to test the reliability of the questionnaire, three pairs of
items were formulated, each of which asked the same question
twice using opposite-pole response scales. The items were placed
at different points within the questionnaire. In the course of data
cleaning, 69 of 128 subjects had to be excluded from the evaluation
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Table 3. Physical impairments achieved at the time of the survey.

Variable
Left forearm amputation
Left transfemoral amputation
Muscle atrophy in the legs*

N=5
1
2
2

* Permanent use of a walking aid or a wheelchair led to muscle
atrophy resulting in inability to move.

because they did not answer >20% of the items. A further nine
subjects had to be excluded due to a lack of reliability in their
response behavior as measured by the reliability items. In this way,
50 subjects could be included in the evaluation, 74% of whom
stated that they had already their Come-out. The respondents were
informed about the aims of the study and about the anonymous
publication of the collected data.

RESULTS
With regard to symptom expression, no significant
correlation could be found with the fear of BID sufferers
prior to coming out (r = .207, significance Spearman: p =
.110). On average, however, the test persons stated that
on a scale of 1 to 4 they were very afraid (M = 3.08 (SD =
±1.16)) of their coming out and the consequences feared
in this context (social exclusion, etc.). A significant
correlation (r = .300, Pearson significance: p = .017) was
found between the severity of symptoms and the
frequency of pretending a physical impairment. On a
scale of 1 to 4, the subjects stated on average that they
felt a strong desire for a (permanent) physical impairment
(M = 3.56 (SD = ±.675)) and accordingly often simulated
the impairment they wanted (M = 3.48 (SD = ±.762)). No
significant difference could be found between BID
sufferers with a desire for amputation compared to
sufferers with a desire for paraplegia with regard to their
fear of coming out (r = .007; U = 125.000, significance Utest: p = .517). On average, both the subjects with a
desire for amputation (M = 3.16 (SD = ±1.2)) and the
subjects who expressed a desire for paraplegia (M = 3.12
(SD = ±1.12)) stated that they were very afraid of their
coming out on a scale of 1 to 4. A highly significant
difference was found with regard to the fears of those
affected in the run-up to their coming out and the actual
reactions of the immediate social environment (family
members, friends, colleagues, etc.) (r = .6; t(36) = -4.51,
significance t-test: p = .000). On a scale of 1 to 4, the
subjects stated that they were very afraid of possible
negative reactions from their social environment before
coming out (M = 3.08 (SD = ±1.16)). When asked how
the person to whom they confided actually reacted, it was
found that, contrary to their fears, they reacted positively
to their coming out on a scale of -3 to +3 (M = 2.05 (SD =
±2.1)).
No significant correlation could be found between the

fear of the persons concerned of their coming out and the
way in which this message was communicated on the
part of the persons concerned (that is personal
conversation, telephone conversation, WhatsApp etc.
message, letter) (r = .152, significance Pearson: p =
.185). On average, subjects indicated that regardless of
their level of anxiety (M = 3.08 (SD = ±1.16)), on a scale
of 1 to 4 (1 = "face-to-face conversation"; 2 = "telephone
conversation"; 3 = "WhatsApp etc. message"; 4 = "letter")
they were more likely to have sought the setting of a
personal conversation for their coming out (M = 1.16 (SD
= ±.55).
Furthermore, no significant correlation could be found
with regard to the influence of a coming out on the
relationship with the person to whom the BID sufferers
had their coming out with (r = .146; t(36) = .887,
significance t-test: p = .809). On average, the subjects
indicated on a scale of -3 to +3 that their relationship with
this person had neither fundamentally worsened nor
improved after coming out (M = 2.03 (SD = ±1.74)),
compared to the time before coming out (M = 2.32 (SD =
±1.35)).On the other hand, a highly significant connection
was found between the stress caused by the BID
symptoms for those affected and the relieving effect of
coming out in relation to the resulting pressure of
suffering (r = .56; t(36) = 4.154, significance t-test: p =
.000). Thus, on a scale of -3 to +3, the test persons
stated on average that the degree of stress after coming
out (M = 0.7 (SD = ±1.41)) had decreased compared to
the time before coming out (M = 2.28 (SD = ±1.6)).
No significant connection could be found between the
influence of positive reactions to the coming out of those
affected on the part of "like-minded people" in
corresponding internet forums and a possible relief from
the burden caused by the BID symptoms (r = .21,
significance Pearson: p = .109). On average, the test
persons indicated on a scale of -3 to +3 that the users in
the corresponding internet forums reacted positively to
the affected person's announcement that they suffer from
BID (M = 3.06 (SD = ±1.1). When asked to what extent
these reactions had an influence on the stress caused by
the BID symptoms, the subjects indicated on a scale of -3
to +3 that the reactions of other users had neither a
positive nor a negative effect (M = 1.31 (SD = ±1.16)).
Also, no significant connection could be found between
the positive reactions on the part of the immediate social
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environment to the coming out of those affected by BID
and an increased need on the part of the respondents to
want to communicate with other people as a result of this
experience (r = .044, significance Spearman: p = .397).
On average, the subjects indicated on a scale of -3 to +3
that the users in corresponding internet forums to whom
the BID sufferers confided tended to react positively to
this communication (M = 2.05 (SD = ±2.1)). When asked
to what extent these reactions had an influence on the
stress caused by the BID symptoms, the test persons
indicated on a scale of -3 to +3 that the reactions of other
users had neither a positive nor a negative effect (M =
1.31 (SD = ±1.16)). Also no significant connection was
found between the positive reactions on the part of the
immediate social environment to the coming out of the
BID sufferers and an increased need on the part of the
subjects to communicate with other people as a result of
this experience (r = .044, significance Spearman: p =
.397). On average, the subjects indicated on a scale of -3
to +3 that the persons to whom the BID sufferers
confided tended to react positively to this communication
(M = 2.05 (SD = ±2.1)), but that these reactions had no
influence on the decision to also want to communicate
with other people (M = 1.62 (SD = ±2.1)).
DISCUSSION
The question of the present study could be answered
with regard to the fact that the reactions of the immediate
social environment (family members, friends, etc.) to the
notification of the person affected that they suffer from
BID seems to have a decisive influence on whether
coming out can be a relief for the BID sufferer. In the
course of this study, it was shown that the fear of social
rejection on the part of those affected by BID, which
existed before the coming-out, was not fulfilled and that
the coming-out itself did not lead to a worsening of the
relationship with the person to whom the BID sufferers
had their coming-out. On the other hand, it was shown
that the coming-out was perceived as relieving by those
affected, due to the positive experience of social support,
with regard to the pressure of suffering caused by the BID
symptoms. However, the type of reaction of the person to
whom the person with BID came out does not seem to
have any influence on the further desire of the person
with BID to communicate with other people.
Furthermore, it was shown that a high intensity of the
individually experienced symptom of Body Integrity
Dysphoria and the associated desire for a permanent
physical change seems to increase the fear of those
affected of their coming out and also has a considerable
influence on the frequency with which those affected by
BID pretend. It was found that the frequency with which
BID sufferers simulate the body modification they desire
is conditioned by the individually experienced grandeur of
the symptom expression. This result supports the findings
of previous studies with regard to the fact that the burden
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perceived by BID sufferers varies measured by the grand
of symptom expression and that fantasizing or simulating
the desired physical impairment represents a
considerable relief from this very burden, at least in the
short term (Kasten, 2009; Stirn et al., 2010). Furthermore,
it was shown that BID sufferers with a desire for
amputation are just as afraid of their coming out to family
members, friends, etc. as sufferers with a desire for
paraplegia. The extent to which BID sufferers experience
fear of negative reactions to their coming out does not
seem to have any influence on the way in which this
information is communicated (personal conversation,
letter, etc.).
Conclusion
Despite the limitations described above, the results of this
study are of great importance, as it is the first study to
focus on the coming out of people affected by BID.
Contrary to the expectations of those affected by BID, it
was shown in the course of this work that the fears of
social rejection that existed in advance of coming out
were not fulfilled. In contrast, it becomes clear that
coming out can be a considerable relief for those affected
by BID, due to the social support experienced in this
context, being allowed to live out their own "true" identity
within a liberal social environment, without having to live
with the fear of being excluded from participation in
society and being degraded to something "abnormal", as
well as without the burden of having to conform to
supposed ethical and aesthetic norms in order to protect
themselves in this way from the feared consequences of
social rejection. This leads to the assumption, although
this result can of course differ in individual cases and
does not represent any relief of the symptoms with regard
to the syndrome BID itself, that the probability of the
occurrence of comorbid disorders such as depression,
etc., which are often the result of a defamatory selfperception (Hilti et al., 2013; Krell and Oldemeier, 2017;
Oldemeier, 2017), can be significantly reduced by coming
out.
Limitations
The generalizability of the present results must be
considered as limited due to the small sample size (N =
50). In addition, the heterogeneity of the group
composition is an obstacle, as the sample, at least in a
methodological sense, did not show an optimal
composition (Döring and Bortz, 2015). This is primarily
reflected in the gender ratio (male: n = 30, female: n = 18,
diverse: n = 2) of the sample, as well as the fact that a
vast majority of the test subjects opted for the amputation
of one or more extremities (n = 27) or paraplegia (n = 14).
It should also be noted that the data on which the study is
based was collected within the framework of a field
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research design. On the one hand, this has the
fundamental advantage of being more transferable to
practice, but on the other hand, it may have led to
increased bias in the response behaviour of the subjects,
as there was no possibility to control potentially occurring
confounding variables (Döring and Bortz, 2015;
Moosbrugger and Kelava, 2012).
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