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Where is the ‘me’ ? 
20+ un-fun facts

about endometriosis



UN-FUN fact 1: It hurts! 

https://behindendo.be/



UN-FUN fact 
1: It hurts! 



And yes : pain  is ‘gendered’



Glia enkel rol chronische pijn bij 

Mogil JS, Parisien M, Esfahani SJ, Diatchenko L. Sex differences in 
mechanisms of pain hypersensitivity. Neurosci Biobehav Rev. 2024 
Aug;163:105749. doi: 10.1016/j.neubiorev.2024.105749. Epub 2024 Jun 

3. PMID: 38838876.



 &  reageren niet gelijk op pijnmedicatie

•  30% meer morfine nodig voor zelfde analgesie
• M+ meer effectief in folliculaire dan luteale fase
• Andere copingmechanismen
• Andere activatie µ-opioid receptoren in CZS
•  met hypogonadisme > M+ nodig, kan met testosteron  worden

 meer MOR in PAG-
RVM
Significant minder  
krijgen adequate 
pijnstilling met gelijke 
pijn scores

Graf J, Simoes E, Kranz A, Weinert K, Abele H. The Importance of 
Gender-Sensitive Health Care in the Context of Pain, Emergency and 
Vaccination: A Narrative Review. Int J Environ Res Public Health. 
2023 Dec 21;21(1):13. doi: 10.3390/ijerph21010013. PMID: 

38276801; PMCID: PMC10815689.

MOR µ opioid receptor
PAG periaquaductal gray 
matter
RVM  rostroventrale 
medulla

Geslacht arts geen 
invloed
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UN-FUN fact 2: more than pain and 
subfertility 













UN-FUN fact 2: more than pain and 
subfertility 

Chronische systemische
Inflammatoire 

Ziekte

~rheuma, Crohn…



UN-FUN fact 3:  it is not LOCAL 

The lesion The ‘me’



UN-FUN fact 3:  it is not LOCAL 

• Central sensitisation!



Alle CPP: kleinere 
thalamus

CPP + endometriose:
Kleinere cingulatus, insula 
putamen

Endometriose ZONDER 
CPP
Toename peri aquaductale 
grijze stof (inhibitie 
descenderende pijn 
banen?)

Pijn: centraal



Meer connecties
Pain. Author manuscript; available in 
PMC 2017 Jan 1.
Published in final edited form as:
J Pain. 2016 Jan; 17(1): 1–13.
Published online 2015 Oct 
9. doi: 10.1016/j.jpain.2015.09.008
PMCID: PMC4698023
NIHMSID: NIHMS729108
Functional connectivity is associated 
with altered brain chemistry in women 
with endometriosis-associated chronic 
pelvic pain
Sawsan As-Sanie,a Jieun Kim,b,1 Tobias 
Schmidt-Wilcke,c,2 Pia C. 
Sundgren,d Daniel J. Clauw,c Vitaly 
Napadow,b andRichard E. Harrisc

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4698023/
https://www.ncbi.nlm.nih.gov/entrez/eutils/elink.fcgi?dbfrom=pubmed&retmode=ref&cmd=prlinks&id=26456676
https://dx.doi.org/10.1016%2Fj.jpain.2015.09.008
https://www.ncbi.nlm.nih.gov/pubmed/?term=As-Sanie%20S%5BAuthor%5D&cauthor=true&cauthor_uid=26456676
https://www.ncbi.nlm.nih.gov/pubmed/?term=Kim%20J%5BAuthor%5D&cauthor=true&cauthor_uid=26456676
https://www.ncbi.nlm.nih.gov/pubmed/?term=Schmidt-Wilcke%20T%5BAuthor%5D&cauthor=true&cauthor_uid=26456676
https://www.ncbi.nlm.nih.gov/pubmed/?term=Schmidt-Wilcke%20T%5BAuthor%5D&cauthor=true&cauthor_uid=26456676
https://www.ncbi.nlm.nih.gov/pubmed/?term=Sundgren%20PC%5BAuthor%5D&cauthor=true&cauthor_uid=26456676
https://www.ncbi.nlm.nih.gov/pubmed/?term=Sundgren%20PC%5BAuthor%5D&cauthor=true&cauthor_uid=26456676
https://www.ncbi.nlm.nih.gov/pubmed/?term=Clauw%20DJ%5BAuthor%5D&cauthor=true&cauthor_uid=26456676
https://www.ncbi.nlm.nih.gov/pubmed/?term=Napadow%20V%5BAuthor%5D&cauthor=true&cauthor_uid=26456676
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https://www.ncbi.nlm.nih.gov/pubmed/?term=Harris%20RE%5BAuthor%5D&cauthor=true&cauthor_uid=26456676


UN-FUN fact 4: it is also a sociocultural 
construct 







Lived experience



UN-FUN fact 4: it is also a sociocultural 
construct 
• En dat is de reden dat het 7-10 jaar duurt voor de diagnose wordt 

gesteld



Fun (?) fact 1: it is not a cisgender female 
condition

https://endomarch.org/endometriosis-in-men-boys-
without-aneuploid-features/

Cis-mannen

trans-mannen

trans-vrouwen



And Yes  pain is gendered part 2



• Endometriose is beschreven bij cis-mannen en endometrium is aangetroffen in de 
prostaat bij trans- vrouwen, ook bestaat endometriose bij congenitale agenese van 
de uterus zoals Mayer-Rokitansky-Küster-Hauser syndroom 

Rei C, Williams T, Feloney M. Endometriosis in a Man as a Rare Source of Abdominal Pain: A Case Report and Review of the Literature. Case Rep Obstet Gynecol. 2018 Jan 31;2018:2083121. doi: 10.1155/2018/2083121. PMID: 29670782; PMCID: PMC5833878./ Coleman-Belin 

J, Amakiri UO, Deng FM, Hoskoppal D, Safer JD, Reisman T. Hematospermia in a Transgender Woman with Evidence for Endometrial Tissue in the Prostate. AACE Clin Case Rep. 2024 Jan 24;10(3):80-83. doi: 10.1016/j.aace.2024.01.006. PMID: 

38799045; PMCID: PMC11127599./ Steinmacher S, Bösmüller H, Granai M, Koch A, Brucker SY, Rall KK. Endometriosis in Patients with Mayer-Rokitansky-Küster-Hauser-Syndrome-Histological Evaluation of Uterus Remnants and Peritoneal Lesions and 
Comparison to Samples from Endometriosis Patients without Mullerian Anomaly. J Clin Med. 2022 Oct 31;11(21):6458. doi: 10.3390/jcm11216458. PMID: 36362689; PMCID: PMC9655844.)

Enorme negatie van endometriose als 
Oorzaak pijn bij trans



• Hoewel endometriose voornamelijk bij cisgender vrouwen 
voorkomt, erkent men dat er mensen zijn met endometriose 

die transgender zijn, niet menstrueren, geen baarmoeder 
hebben of zich niet identificeren met de gendertermen die 

in de literatuur worden gebruikt; voortaan verwijzen we 
naar de populatie personen met endometriose  met 

genderneutrale termen, tenzij we verwijzen naar specifieke 
studies die uitsluitend vrouwen omvatten

Pascoal E, Wessels JM, Aas-Eng MK, Abrao MS, Condous G, Jurkovic D, Espada M, Exacoustos C, Ferrero S, 

Guerriero S, Hudelist G, Malzoni M, Reid S, Tang S, Tomassetti C, Singh SS, Van den Bosch T, Leonardi M. 

Strengths and limitations of diagnostic tools for endometriosis and relevance in diagnostic test accuracy 

research. Ultrasound Obstet Gynecol. 2022 Sep;60(3):309-327. doi: 10.1002/uog.24892. PMID: 35229963.



Gender bevestigende hormoontherapie

Trans
• Oestrogeen:  pijn
• Anti-androgeen:  pijn
• Trans  > pijn dan cis  of cis 

Trans
• Testosteron
• Minder pijn ???
• Kleine studies
• Soms  pijn na T soms 

Boerner KE, Keogh E, Inkster AM, Nahman-Averbuch H, Oberlander TF. A developmental framework for understanding the influence of sex and 
gender on health: Pediatric pain as an exemplar. Neurosci Biobehav Rev. 2024 Mar;158:105546. doi: 10.1016/j.neubiorev.2024.105546. Epub 2024 
Jan 24. PMID: 38272336.

Anger JT, Case LK, Baranowski AP, Berger A, Craft RM, Damitz LA, Gabriel R, Harrison 
T, Kaptein K, Lee S, Murphy AZ, Said E, Smith SA, Thomas DA, Valdés Hernández MDC, 
Trasvina V, Wesselmann U, Yaksh TL. Pain mechanisms in the transgender individual: 
a review. Front Pain Res (Lausanne). 2024 Mar 27;5:1241015. doi: 
10.3389/fpain.2024.1241015. PMID: 38601924; PMCID: PMC11004280.



Trans
• Chronic pelvic pain 51-72%
• Meer pijn

• Hoofdpijn

Cis 
• Chronic pelvic pain 27%
• Minder pijn

Jeffrey S, Ashton L, Ferfolja T, Armour M. Transgender and gender diverse people with endometriosis: A perspective on affirming gynaecological 
care. Womens Health (Lond). 2024 Jan-Dec;20:17455057241251974. doi: 10.1177/17455057241251974. PMID: 38742674; PMCID: PMC11095187.



UN-FUN fact 5: adolescents suffer



UN-FUN fact 6: menopause is not the end 



UN-FUN fact 7: CT, MRI,  US can not exclude 







See fact 8



UN-FUN fact 8: can be missed on 
laparoscopy 





UN-FUN fact 8: can be missed on 
laparoscopy 
• Een gouden standaard die eender van  aluminium is



UN-FUN fact 9: local lesions ≠ ‘I have 
symptomatic  endometriosis’ 



https://evidencehunt.com/



UN-FUN fact 9: local lesions ≠ ‘i have 
symptomatic  endometriosis’ 



Meer pijn  ZONDER 
endometriose



UN-FUN fact 9: NO local lesions ≠ ‘i have NO 
endometriosis’ 
• Zie ook UN FUN fact 8





UN-FUN fact 10: surgery is less useful than 
thought 



UN-FUN fact 10: surgery is less useful than 
thought 



UN-FUN fact 11: early detection apps seem 
crap  

N =25

Hoge PPW in selecte groep: al 
verwezen voor vermoden 
endometriose!





No studies found



Veel vager wordt het niet….



Wel zinvol voor QoL en zelf management

Cave App ipv mensen?



UN-FUN fact 12: we do not know the real 
incidence/ prevalence 



UN-FUN fact 13: standard treatment is crap 



UN-FUN fact 14: alternative/ additive 
treatment is ?



?









UN-FUN fact 15: proposed KCE ? Level of 
evidence?





Remember: sociocultural construct etc



UN-FUN fact 16: there is no lack of 
information, but it s a mess 
• See fact 3

• E.g  risk factors mess up causes, associations and consequences







Good info!



UN-FUN fact 17: those caring for people with 
endometriosis also need support 
• Family
• Professionals  : 

• 40–75 percent of Ob-Gyns experience some form of professional 
burnout (e.g., losing control, conflicting demands on time, or 
diminishing sense of worth

Smith RP, Rayburn WF. Burnout in Obstetricians-Gynecologists: Its Prevalence, Identification, Prevention, 
and Reversal. Obstet Gynecol Clin North Am. 2021 Mar;48(1):231-245. doi: 10.1016/j.ogc.2020.11.008. 
PMID: 33573788.
https://www.acog.org/news/news-articles/2019/10/why-ob-gyns-are-burning-out



UN-FUN fact 18: environmental factor are not 
proven causes - associations
• Association is no causation

• Se fact 16



UN-FUN fact 19: het gaat over vrouw 
specifieke zorg 

Nationale Strategie Vrouwengezondheid - WOMEN Inc.

https://www.womeninc.nl/artikel/nationale-strategie-vrouwengezondheid/


UN-FUN fact 20: there is no cure! 



UN-FUN fact 20+: doesn’t stop at menopause

19 Feb 2025

RR vs no endo 4,2 (3,5-4,9)

Barnard ME, Farland LV, Yan B, Wang J, Trabert B, Doherty JA, Meeks HD, Madsen M, Guinto E, Collin LJ, 
Maurer KA, Page JM, Kiser AC, Varner MW, Allen-Brady K, Pollack AZ, Peterson KR, Peterson CM, Schliep 
KC. Endometriosis Typology and Ovarian Cancer Risk. JAMA. 2024 Aug 13;332(6):482-489. doi: 
10.1001/jama.2024.9210. PMID: 39018030; PMCID: PMC11255975.



endoMEtriosis



FUN fact 2, 
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