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The Disproportionate Effect of Ehlers-Danlos Syndrome on Women

Ehlers-Danlos Syndromes (EDS) manifests with diverse symptoms, including
musculoskeletal and cutaneous issues (A. J. Hakim & Grahame, 2003), cardiovascular
dysfunction (A. Hakim, O’Callaghan, et al., 2017), gastrointestinal problems (Fikree et al.,
2017), psychiatric/neurodevelopment disorders (Cederlof et al., 2016), chronic pain and fatigue
(Chopraetal., 2017; A. Hakim, De Wandele, et al., 2017), and occasionally mast cell activation
(Seneviratne et al., 2017). While EDS and its multi-systemic symptoms do not discriminate and,
as such, affect both men and women, women are disproportionately affected by EDS, with ~70%
of diagnosed cases occurring in females (Demmler et al., 2019). This gender difference may be
linked to estrogen, as women generally have looser ligaments as compared to men or individuals
with higher levels of testosterone and this can make women more susceptible to injury (Ehlers-
Danlos Syndrome & hEDS Symptoms In Menopause, n.d.). However, the roles of estrogen and

progestin in hyperlaxity remain somewhat controversial (Hugon-Rodin et al., 2016).

It is well-established that early diagnosis of EDS is crucial, yet there is an average delay
of 14 years between the first clinical signs of EDS and diagnosis (Terry et al., 2015; The Voice of
12,000 Patients. Experiences and Expectations of Rare Disease Patients on Diagnosis and Care
in Europe, 2009). This is especially true for women due to instances of misdiagnosis, often with
fibromyalgia, chronic fatigue syndrome, depression, or endometriosis (Hugon-Rodin et al., 2016;
Miklovic & Sieg, 2023), and medical gaslighting which also disproportionately affects women
(Fraser, 2021).

EDS symptomology specific to women can be divided into urinary, gynecological, and
obstetric domains. Urinary effects are the highest reported category of urogenital symptoms in
both men and women (Gilliam et al., 2020). There is a strong correlation between EDS and
experiences of urinary incontinence and urinary tract infections throughout both childhood and
adulthood (Gilliam et al., 2020). Gynecological symptoms are common and most frequently
present as menstrual complications such as menorrhagia, dysmenorrhea, or dyspareunia (Hugon-
Rodin et al., 2016). Additionally, women with EDS report pelvic organ prolapse, ovarian and

uterine abnormalities, pelvic or vulvar varicose veins, pelvic floor dysfunctions and various types
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of pelvic pain (Gilliam et al., 2020). Problems with genital mucosa can also result in vaginal
dryness, spontaneous genital skin fissures, genital edema, genital lacerations and bleeding after
intercourse, perineal tearing during medical treatment, and recurrent vaginal infections (Gilliam
et al., 2020; Sorokin et al., 1994). Post-coital vaginal bleeding, laceration, and bruising can be so
severe as to require emergency medical care (Howard et al., 2009; Tucker & Yell, 1999).
Hormonal fluctuations also appear to exacerbate gynecological effects of EDS and symptoms
often worsen during puberty, prior to menstruation, when taking oral contraceptives, and during
the post-partum period (Hugon-Rodin et al., 2016). Obstetrically, EDS is associated with higher
risk of spontaneous abortion, preterm delivery, and stillbirth (Hugon-Rodin et al., 2016; Sorokin
et al., 1994), along with potential complications like pregnancy-related bleeding, uterine rupture,
and postpartum hemorrhage (Lind & Wallenburg, 2002; Murray et al., 2014; Pepin et al., 2000).
Additional obstetric complications include uterine torsion, cervical incompetence, severe
perineal tearing, failure of sutures for episiotomies and C-sections, separation of pubic
symphysis, and coccyx dislocation (Gilliam et al., 2020). Peripartum joint laxity, an increase in
laxity experienced during pregnancy, is also commonly reported in women with EDS (Ainsworth
& Aulicino, 1993; Karthikeyan & Venkat-Raman, 2018; Lind & Wallenburg, 2002).

Some women with EDS report a decrease in symptoms after menopause, but many
experience a worsening of symptoms before menstruation during the perimenopause phase
(Ehlers-Danlos Syndrome & hEDS Symptoms In Menopause, n.d.; Hugon-Rodin et al., 2016).
Nonetheless, EDS is a lifelong condition and the information contained in this summary is only
the tip of the iceberg regarding women’s experiences with EDS. More research is undoubtedly
needed to better understand the role of hormones in EDS and provide EDS patients, both male

and female, with the support and validation they need.
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