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WHILE STUDYING THE EXSTROPHY-
EPISPADIAS COMPLEX



BLADDER EXSTROPHY EPISPADIAS
COMPLEX (BEEC)

• Urogenital malformation

• Non closure of the abdominal wall

• Spectrum of malformation from epispadias to cloacal 

exstrophy

• Rare (1/10 000 to 1/50 000 living births)



ANATOMY OF THE BEEC 

• Bladder outside the abdomen

• Bifid clitoris

• Rudimentary labia majora without superior fusion

• Vaginal introitus often stenotic and horizontal axis of the vagina..

• Internal genital organs anteriorly displaced,

• Pubic diastasis, pelvic muscles in an open book, no support for pelvic organs.  

Secondary prolapse







MULTIPLE SURGERIES

• To fuse the clitoris and the superior part of the labia

majora

• Vaginoplasty to permit heterosexual intercourse

• Many of these surgeries to obtain a more « normal » 

appearance of the external genitalia.

• Often performed in childhood and adolescence.



SEXUAL FUNCTION IN PATIENTS WITH
BEEC

• Lack of data

• Many non standardized questionnaires

• Sexual function is often evaluated in correlation with the 

possibility of vaginal penetration and the presence of 

orgasms.



AMERICAN STUDY, 
2003

• 16 patients > 18yo answered questions about sexuality

• 5 (31%) not sexually active

• 10 (63%) sexually active
› 3 were restreining their sexual activities because of the appearance of 

their genitalia

› 3 had dyspareunia with all sexual activities

› 2 had occ dyspareunia

› 7 reported orgasms, 3 were not sure, 1 none

• 7 were satisfied

• 4 were dissatisfied with their sexual life
› 3 because of cosmesis, 1 because of dyspareunia



• Non satisfying sexual life for 8 of the 13 

sexually active women (47%)

› Urinary incontinence after sexual intercourse (5/8)

› Reduction or lack of clitoral sensitivity (4/8)

› Dyspareunia secondary to stenosis (2/8)

› Genital prolapse (2/8)

› Abnormal vaginal position that limits sexual positions 

(2/8)

› Excessive vaginal dryness (1/8)



SEXUAL FUNCTION IN BEEC

• In summary, the surgeries that are performed in childhood to achieve

« normal » genitalia are often detrimental to sexual function.



GENITAL SURGERIES TO NORMALISE 
INTERSEX CHILDREN



BUT WHO DECIDES WHAT IS NORMAL 
GENITALIA?



NORMATIVITY

• Knowledge from the feminist critic theories

• Structures of oppression:  Sexism, racism, hetero and trans normativity, 

capacitism



STANDPOINT THEORY

• Gorelick (1990):  The starting point is the lived experience.  Knowledge is
socially incarnated.  Knowledge and research should take for starting point 
marginalized people. 

• Harding: Studying the margins (or from below) brings an objective light on 
the dominants and the social system. Pas seulement pour prendre en 
compte la pluralité des points de vue, mais surtout pour analyser les 
rapports de force et les structures d’oppression.

• The researcher has the responsibility to shed light on hidden oppression 
structures.

• My hypothesis:  The normativity and the capacitism of the medical world 
and the society in general is the oppression structure for women who
have atypical external genitalia. Decision are made to control women’s
bodies before they are in age to say something about it.



MEDICALIZATION OF THE BODY

• Kraus: Medically, the intersex body is also defined like a body that is not 
finalised.  The doctors tendency to « finish » it most of the time in a girl’s
body is doubly androcentric. 



IN THAT SAME WORLD, FGM/C IS STILL
PRACTISED

• To control women’s bodies 

and sexuality

• But also for reasons of 

esthetics

• To have « neat and clean » 

genitals for the future 

husband

Abdulcadir, J. 2016 
Khau 2012, Morris 2006



THE SAME REASONS WHY WOMEN
REQUEST LABIAPLASTY

• Genital cosmetic surgery is in 

constant rise everywhere in 

America and Europe

• 44% augmentation since 5 

years in USA

• 70% in Belgium

• 50% in United Kingdom



HOW CAN WE STAY TRUSTWORTHY? 

How can we accept as health professionals to 
continue to do unnecessary genital surgeries that
impact on sexual function, do labiaplasties and at the 
same time condemn FGM/C?

We want to prevent FGM/C, but continue to 
promote a normative vision of women’s external
genitalia.



THIS DOUBLE STANDARD IS AN 
OBSTACLE FOR FGM/C PREVENTION



GENITAL DIVERSITY MUST BE PART OF 
PREVENTION OF FGM/C



Jamie McCartney





AS HEALTH PROFESSIONALS WE MUST 
ACKNOWLEDGE THAT WE HAVE A 

RESPONSABILITY

IN PROMOTING GENITAL DIVERSITY
AND PREVENT WITHOUT BEING

HYPOCRITS FGM/C



IN CONCLUSION

• The medical world’s and society’s normative vision of the women’s external

genitalia permits surgeries on children with urogenital malformations and with

atypical sexual differenciation that are detrimental to their later sexual function.

• It permits cosmetic genital surgeries. 

• It creates a double standard for women with FGM/C and is an obstacle for 

prevention.

• Health professionals need to be advocates of genital diversity in order to be

trustworthy doing prevention of FGM/C.


