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SEXUALITY IN HEALTH AND DISEASE:

A JOURNEY ALONG A WOMAN’S LIFE
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ABSTRACT

Endometriosis may exert a profound negative influence on the lives of individuals with the disorder, adversely affect-
ing quality of life, participation in daily and social activities, physical and sexual functioning, relationships, educational
and work productivity, mental health, and well-being. Symptoms of endometriosis represent a great source of stress and
cause a substantial negative impact on the psychological parameters, on the daily life and on the physical functioning of
patients. The impact of endometriosis on work attendance has very significant economic consequences, as lost productiv-
ity has an associated cost, as do career changes resulting from a decline in education due to symptoms. Endometriosis is
a pathology that affects all aspects of women’s lives and that thus, it must be treated with a multidisciplinary vision that
includes not only a medical approach but also psychological, work, and economic support. In this specific long-term vi-
sion of patient-centered endometriosis care, aspects of quality of life and sexual health play a key role and should always
be evaluated with any patient as part of a multidisciplinary management.

(Cite this article as: Troia L, Luisi S. Sexual function and quality of life in women with endometriosis. Minerva Obstet Gy-
necol 2022;74:203-21. DOI: 10.23736/82724-606X.22.05033-3)

Endometriosis is a chronic inflammatory dis-
case that affects approximately 10% of wom-
en of reproductive age and up to 50% of infertile
women. As a consequence of inflammatory reac-
tion and infiltration of anatomic structures, endo-
metriosis can cause “pain symptoms” including
dysmenorrhea, dyspareunia, dyschezia, dysuria,
and chronic pelvic pain.! Endometriosis may ex-
ert a profound negative influence on the lives of
individuals with the disorder, adversely affecting
quality of life (QoL), participation in daily and
social activities, physical and sexual functioning,
relationships, educational and work productivity,
mental health, and well-being. Over the course
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of life, these daily challenges can result in limi-
tations in achieving life goals such as pursuing
or completing educational opportunities, making
career choices or advancing in a chosen career,
forming stable and fulfilling relationships, or
starting a family.!-2 This is a major issue consid-
ering that endometriosis mainly affects women
in the reproductive period and that the onset
of symptoms generally occurs at a time of life
(from menarche to menopause, adolescence to
middle age) when multiple life-changing and
trajectory-defining decisions are made.2- 3 Pain
is consistently reported as a central and destruc-
tive feature of life with endometriosis, and sev-
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eral studies report a negative correlation between
pain and QoL. The psyvchological and emotional
distress resulting from endometriosis symptoms
(chronic pelvic pain and infertility) may affect
pain perception in these patients, who also have
high rates of somatization, anxiety and depres-
sion.* * There is evidence that pelvic pain is the
main driver of depressive symptoms; however,
it is also possible that the presence of a mental
health condition increases pain perception. In-
deed, the personal experience of pelvic pain af-
fects emotional functioning and high levels of
anxiety and depression can amplify the severity
of the pain.t

Sexual health, i.e. physical, emotional, men-
tal and social well-being in relation to sexuality,
is a fundamental dimension of human life with
important consequences on physical and psycho-
logical health and on the overall QoL.7 This is
particularly important considering that in wom-
en with endometriosis female sexual dysfunc-
tions are relatively common and varies between
30% and 70%.7 Endometriosis, with its physical
symptoms of dyspareunia, chronic pelvic pain,
fatigue and infertility, as well as psychological
symptoms such as depression and anxiety, is
known to have a significant negative influence
on several aspects of female sexual functioning,
such as desire, orgasm, and overall satisfaction
with sex.” # These symptoms of sexual dysfunc-
tion reduce the frequency and quality of sexual
intercourse, reduce arousal, worsen QoL with a
negative impact on the psychological well-being
of women and also on the couple’s life.” Biopsy-
chosocial variables of sexual pain play a critical
role in the fear-avoidance model. Senses of in-
certitude, fear, expectations and guilt are often
reported in qualitative studies. Similarly, person-
ality traits, coping strategies (catastrophizing)
and the occurrence of mood/anxiety disorders
are crucial in the evolution from coital pain to
sexual dysfunction and distress. Sexual health
matters and improving global sexual function-
ing, and not just reducing pain at intercourse,
should be considered as a major clinical goal of
endometriosis treatment. Although surgical and
hormonal treatment of endometriosis can relieve
symptoms related to endometriosis, it does not
necessarily allow for normal sexual function.

204

MINERVA OBSTETRICS AND GYNECOLOGY

SEXUAL AND QUALITY OF LIFE IN ENDOMETRIOSIS

Beacuse of this sexual counselling should be of-
fered as a standard component of medical sup-
port for endometriosis and knowledge of the as-
sociations between endometriosis, physical and
psychosocial symptoms related to endometriosis
and sexuality is mandatory.!® The economic bur-
den of endometriosis is considerable, also con-
sidering the negative impact of the disease on the
professional activity of women, as well as the
cost of treatment and hospitalization. Due to the
chronicity of endometriosis, it can be associated
with significant physical and emotional mor-
bidity affecting the daily activities of affected
women, leading to absenteeism or the inability
to work for long hours. The impact of endome-
triosis on work attendance has very significant
economic consequences, as lost productivity has
an associated cost, as do career changes resulting
from a decline in education due to symptoms.!!
Ultimately endometriosis is a pathology that af-
fects all aspects of women’s lives and that thus,
it must be treated with a multidisciplinary vision
that includes not only a medical approach but
also psychological, work, and economic support.

QoL instruments and measures
for endometriosis

Health related quality of life (HRQoL) is a mul-
tidimensional concept that includes physical,
psychological, and social aspects. Despite the
importance of assessing the impact of endome-
triosis on QoL, there is still little consensus on
which method to use. Several types of question-
naires have been proposed and used over the
years and the most commonly used QoL tools
were the Short Form 36 (SF 36), the Short Form
12 (SF 12), and the World Health Organization
Quality of Life Assessment BREF (WHOQOL
BREF).2. 12

The SF 36 consists of 36 items in eight do-
mains: physical functioning, role-physical, bodi-
ly pain, general health, vitality, social function-
ing, role-emotional, and mental health.!> Women
with endometriosis had significantly lower SF 36
scores than the general population, especially in
the domains: vitality, role-physical, and general
health.!4 The SF 12 is made up of 12 items (taken
from the SF 36) which produce two measures re-
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lating to two different aspects of health: physi-
cal and mental health.!> The WHOQOL BREF
is a brief questionnaire comprising 26 items, in-
cluding two items for overall QoL and general
health, and another 24 items categorized in four
domains (physical, psychological, social, and en-
vironmental health).!¢

The Nottingham Health Profile (NHP) is a
questionnaire divided into two parts assessing
the physical, social, and emotional health of
women with endometriosis. Part I contains 38
objects (physical skills, pain, sleep, social iso-
lation, emotional reactions, energy level). The
second optional part provides a brief handicap
indicator and considers the effect of health prob-
lems on personal relationships, social and sexual
life, employment, housework, hobbies and holi-
days.!”

The EuroQOL 5-dimension instrument (EQ
5D) is a generic test that includes five dimen-
sions: mobility, self care, daily activities, pain,
and emotional well being (depression or anxi-
ety). Each item is scored based on a three-point
scale, and the EQ 5D score is calculated by their
sum, resulting in scores ranging from 0 (best
possible status) to 10 (worst possible status).!8

Endometriosis also affects employment be-
cause women are unable to manage a full-time
job due to the difficulties associated with the
disease and for this reason it is also important
to evaluate this QoL domain.!® 20 The Health-
Related Productivity Questionnaire (HRPQ) is a
9-item measure of productivity, including absen-
teeism (work time missed, including household
work) and presenteeism (reduced work effective-
ness because of endometriosis, including house-
hold work).2!

To evaluate and quantify chronic pelvic pain,
dyspareunia, and dysmenorrhea, several scales
are available. One of the main tools for inter-
viewing patients about their pain level is the Vi-
sual Analogue Scale (VAS) for five components:
dysmenorrhea, dyspareunia, dyschezia, chronic
pelvic pain, and dysuria. The VAS is considered
the gold standard and consists of a 10 cm long
horizontal line with the ends marked “no pain”
and “worst imaginable pain.”22 Numerical Rat-
ing Scale (NRS) is a segmented numerical ver-
sion of the VAS in which patients select, on a
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horizontal line or a bar, an integer from 0 to 10
and NRS better reflects the intensity of pain. An-
other scale used to evaluate different types of
pain is the Verbal Rating Scale (VRS): with this
type of scale, patients evaluate their pain inten-
sity from absent (0) to severe (3) or from none
(0) to very severe (5).23

Dyspareunia is the symptom that most of all
affects the quality of the sexual life of women
with endometriosis: the DYSP diary evaluates it
in the last 24 hours. The response options vary
from absent =0 (no discomfort during sexual
intercourse), mild =1 (discomfort during sexual
intercourse was tolerated), moderate =2 (inter-
course was interrupted due to pain) to severe
=3 (sexual intercourse was avoided because of
pain).2¢ To assess the quality of the sexual life
of the patients, various questionnaires were used
including the Female Sexual Function Index
(FSFI) widely used in various studies. It is made
up of 19 items encompassing six domains: de-
sire, arousal, lubrication, orgasm, satisfaction,
and pain. Sexual dysfunction was defined as a
FSFI score <26.55, based on published valida-
tions studies.’

Female sexual dysfunction can be also evalu-
ated with Female Sexual Distress Scale Revised
(FSDSR) consisting of 13 elements to measure
anxiety related to sex. The fixed choice response
format offers five increments: never, rarely, oc-
casionally, often, and always. Sexual distress
was defined as an FSDSR score >11 based on
published wvalidation studies. The higher the
score, the greater the distress.?® Questionnaire on
Sexual Health Outcomes in Women (SHOWQ)
is another complete questionnaire on women’s
sexual function that assesses satisfaction, or-
gasm, desire of women, and the interference of
disease with the sex.?’

A disease specific QoL measure is the Endo-
metriosis Health Profile 30 (EHP 30), a validated
and reliable questionnaire that measures the pa-
tient’s perspective about her experiences with
the impacts of endometriosis. The EHP 30 is
composed of a core questionnaire of 30 items, in
addition to 6 modular parts containing 23 items.
One of the 6 modular parts specifically address-
es sexual intercourse, which includes questions
about pain, guilt, worry, frustration, and avoid-
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ance associated with sexual intercourse. The re-
liability and validity of the EHP 30 have been
assessed and affirmed.?s A shorter version of
EHP30, more practical and suitable for clinical
practice and also for research, was the Endome-
triosis Health Profile 5 (EHP 5). The EHP 5 is
built in two parts: a 5-item core questionnaire
about pain, control and powerlessness, emotions,
social support, self image, and a 6-item modu-
lar questionnaire about work life, relation with
children, sexual intercourse, medical profession,
treatment and infertility. The response system
consists of five levels ranged in order of severity:
never, rarely, sometimes, often and always.2?

All these questionnaires are used to evaluate
how endometriosis affects the various aspects of
patients’ life; however, it is not yet clear which
one is the best. A recent review by Bourdel ef al.
shows that the two scales most frequently used
arc the SF 36 and EHP 30 and that the most vali-
dated scales were SF 36 and EQ 5D for general
questionnaires and EHP30 and its abbreviated
form EHP 5 for specific ones.!”

Endometriosis and psychosocial impact
Quality of Life

World Health Organization (WHO) defines
Quality of Life as an individual’s perception of
their position in life in the context of the culture
and value systems in which they live and in re-
lation to their goals, expectations, standards and
concerns. Due to the chronicity of this condition,
iendometriosis may be associated with consider-
able physical and emotional morbidity and the
reduction of QoL in this population can be ex-
plained by the complexity of disease etiology and
manifestations, as well as by the interference in
women’s reproductive capacity.3? Chronic pain,
occurring with typical cyclicality and severity,
may significantly reduce the QoL of women with
endometriosis. The QoL indices include the abil-
ity to play previous life roles, adaptability, psy-
chological well-being and functioning within
social groups.3!

The review conducted by Culley ef al. re-
garding the social and psychological impact of
endometriosis on women’s lives showed that
endometriosis leds to significant disability in
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physical and mental health components affecting
daily activities, intimate relationships, planning
and having children, education and work and
emotional well-being.* Endometriosis symp-
toms, and specifically pain, have a detrimental
impact on daily life and physical functioning
(e.g. sleeping, eating, moving): between 16%
and 61% of women experience difficulties with
mobility, daily activities and/or self-care.# In ad-
dition to losing health, the disease leads to loss
of security, self-confidence and often hope. Pain
comes unexpectedly, hampering daily function-
ing. Physical symptoms of pain and psychologi-
cal distress associated with difficulty regulating
emotions can adversely affect HRQoL in women
with endometriosis. Poor QoL (SF-36) scores for
vitality, low energy levels with a negative impact
of pain on sport and exercise has also been dem-
onstrated.*

In the cross-sectional study conducted by
Pessoa de Farias Rodrigues et al., 106 women
with endometriosis and infertility, divided in two
endometriosis groups based on the stage of dis-
ecase, responded to the Short Form (SF) Health
Survey-36.30 The authors found QoL levels be-
low the cutoff values in the following domains:
vitality, general health, pain, and mental health.
Women tended to feel tired most of the time;
evaluated their personal health as precarious; ex-
perienced pain that was severe and limiting; and
felt the presence of a constant feeling of nervous-
ness, anxiety, stress, and depression.3? However,
this study pointed out that it is not the stage of
endometriosis that interferes in the QoL of wom-
en with endometriosis and infertility but rather
the clinical manifestations, such as dyspareunia
and pain. These findings indicate that the partici-
pants’ perception of endometriosis and infertility
are aspects that should be considered in health
care, since the loss of QoL would not depend di-
rectly on the staging of the disease but on how
the participants perceive it.30

Diagnostic delay

Women with endometriosis frequently experi-
ence significant delays from symptom onset to
diagnosis ranging from 5 to 8.9 years.32

Women do not seek medical assistance due to
the difficulty in distinguishing between normal
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and pathological symptoms; they consider them-
selves “unfortunate™ as opposed to “sick” and
they fear that reporting the illness would involve
embarrassment and perceive them as weak, thus
leading to an average delay of 3.8 years between
onset of symptoms and help-seeking behavior.
The perception of menstrual irregularities as
“normal” and the perception of menstrual pain
as something to be endured also contribute to
delay in seeking help particularly for adoles-
cents.* Prior to diagnosis, women commonly ex-
perience repeated doctor visits where symptoms
are normalized, dismissed or trivialized, result-
ing in women feeling ignored and disbelieving.
Women are often initially referred to inadequate
secondary care or misdiagnosed (often with ir-
ritable bowel syndrome or pelvic inflammatory
disease), and general practitioners have been re-
ported as lacking knowledge and awareness of
endometriosis. On receiving a diagnosis, symp-
tomatic women frequently reported that they felt
a sense of relief, legitimation, liberation and em-
powerment, replacing feelings of fear and self-
doubt. Delay of diagnosis and worsening and
recurrence of pain, exacerbate dyspareunia and
dysfunctional behavior, prolonging the distress.8
Furthermore, a longer delay in diagnosis was
also associated with low work ability. A smaller
proportion of women categorized as having poor
work ability, as measured by the Work Ability In-
dex, were diagnosed with endometriosis within
2 years of symptom onset compared with wom-
en categorized as having excellent work ability
(16.2% and 48.2%, respectively). In contrast, a
delay in diagnosis of 7 to 8 years was more com-
mon among women with poor vs. excellent work
ability (24.2% and 5.4%, respectively).33

Consequently, all these aspects have been
shown that diagnostic delay is associated with
reduced health-related QoL.4

Education, employment and carreer

Pain appears to have a significant negative impact
on women’s education, employment and career.
Women consider endometriosis as a reason for
missing opportunities related to their education
and career and a good percentage of them stated
that they had not pursued further education be-
cause of endometriosis.! A cross-sectional study

Vol. 74 - No. 3

MINERVA OBSTETRICS AND GYNECOLOGY

TROIA

within a longitudinal study of women’s health
from 2 tertiary care centers enrolled adoles-
cents (<18 years; N.=295) and adults (>18 years;
N.=107) with surgically confirmed endometrio-
sis; a high percentage of women (61% and 60%,
respectively) reported moderate to extreme inter-
ference with work or school due to pain associ-
ated with endometriosis.3* Furthermore, a web-
based questionnaire with questions on menstrual
symptoms distributed to adolescent girls resid-
ing in the city of Stockholm (N.=3998) showed
that dysmenorrhea, regardless of the diagnosis of
endometriosis, was linked to school absences.3>
Although this could indicate that dysmenorrhea
and perhaps pain in general, rather than endome-
triosis per se, causes greater school absences, it is
expected that a large percentage of the study par-
ticipants had undiagnosed endometriosis. More-
over, it has been shown that deep endometriosis
is associated with greater school absenteeism
during menstruation than other forms of endo-
metriosis (37.7% [N.=98] vs. 25.2% [N.=131]),
respectively) in French adolescents undergoing
surgical treatment.3¢

A considerable deleterious influence of endo-
metriosis on work productivity and capacity as
well as career and salary growth were also re-
ported. Statistically significant associations were
detected between symptom severity and absen-
teeism, presenteeism, work productivity loss,
poor performance, failure to be promoted, not re-
ceiving bonuses, missed professional seminars,
and lost clients.32. 37

Women with endometriosis have more sick
days than women without disease (41% vs. 25%)
and have more frequent work-day disturbances
due to symptoms and lower working capacity
than women without endometriosis. Fatigue, fre-
quent pain, more severe pain, increased sickness
days, and depression at work have been associ-
ated with reduced ability to work.33

In a survey conducted by Fouquet et al., wom-
en (N.=193) reported an average of 7.41 hours
per week of missed work when symptoms were
at their worst, and work-related losses of 13%
due to absenteeism, 65% due to presenteeism,
and 64% from decreased work productivity, as
measured on the Work Productivity and Activity
Impairment Questionnaire.3® Endometriosis neg-
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atively impacts women’s careers, forcing them to
take a break from work, opt for a part-time job,
miss promotion opportunities, give up a favorite
job, or choose a less stressful job.3%.40 Women in
the youngest age more frequently report having
given up or dropped out of education or job due
to their endometriosis compared with the older
age groups.!4

Facchin et al. compared the employment sta-
tus (having vs. not having a job) and the associa-
tion between pelvic pain and employment status
in 298 consecutive endometriosis patients and in
332 women without a history of endometriosis
(control group). Women with symptomatic endo-
metriosis were significantly less likely to be em-
ployed compared with women without endome-
triosis (OR=0.35 [95% CI: 0.18-0.65]) or women
with asymptomatic endometriosis (OR=0.36
[95% CI: 0.17-0.79]) No significant differences
emerged between asymptomatic endometriosis
and the control group. Unemployed women with
endometriosis had a greater severity of dysmen-
orrhea, dyspareunia, chronic pelvic pain, and
dyschezia compared with employed women with
endometriosis.4!

Notably, women often do not inform employ-
ers of their diagnosis or symptoms for a range
of reasons including the potential implications of
this and because they find it difficult to discuss
a private and gender specific condition.#? The
disruptive impact of endometriosis has nega-
tive consequences not only for the psychologi-
cal and physical well-being of women, but also
for the economic costs of the disease for patients,
employers and society.*! Women with endome-
triosis not only have significantly higher direct
health costs (hospital and outpatient costs, drug
treatments and other health services), as well as
indirect costs due to decreased work productiv-
ity, sick leave and free time to attend medical
appointments, or even job loss due to short- or
long-term absenteeism and disability.!!

As pointed out by Hummelshoj,* the costs of
treatment represent only one third of the total an-
nual economic burden of endometriosis because
two thirds of this cost is caused by the loss of
productivity due to pain symptoms. Addition-
ally, as most women may begin to experience
endometriosis-related pain during adolescence,
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the cumulative impact of endometriosis on em-
ployment and career may be greater resulting in
a greater economic burden.

Social life

The diagnosis of endometriosis controls and
limits women’s lives and the effects on women’s
social life were one of the most well-known im-
pacts of the disease among age groups.? A high
proportion of women with endometriosis expe-
rience detrimental impact on social function-
ing as a result of their condition. Women with
chronic pelvic pain experienced a reduction in
social activities due to pain, bleeding, fatigue
and the need for toilet access, or worry about
the onset of pain while they were out, leav-
ing them feeling depressed, moody and angry.
Women also described feeling less able to so-
cialize when they are out (due to being preoccu-
pied with worry about their condition), resulting
in reduced confidence.# Approximately half of
women with self- reported, surgically diagnosed
endometriosis (N.=107) who were enrolled in
a long-standing registry expressed perceived
physical limitations to social activities. The
presence of incapacitating pain or dyspareu-
nia was associated with social impairments in
this cohort.32 Between 23% and 71% of women
with endometriosis reported that household and
housekeeping activities were affected by their
disease, and 45% of women reported a negative
effect on childcare.32 Decreased social interac-
tion and withdrawal from social activities may
be a reaction to depression, feelings of isola-
tion, dissatisfaction with body appearance, low
self-esteem, or lack of self-confidence.** Pain in
young adults can lead to loneliness and hope-
lessness if met with distrust from health care,
thus influencing the development of identity.45
The role of pain in social withdrawal is under-
scored by results from a web-based question-
naire of Swedish adolescents in which 59% of
participants reported avoiding social activities
because of dysmenorrhea.3s In addition, in a
cross-sectional web-based survey study, fatigue/
weariness/anemia has been shown to correlate
with impaired perceived quality of social sup-
port as well as self-rated emotional well-being.4¢
Women are reluctant to discuss their experienc-
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es with others, as they feel their accounts are not
always believed leading to feelings of loneliness
and isolation.2

Endometriosis and mental health:
depression and anxiety

Endometriosis with or without chronic pelvic
pain may have a significant association with
mental health in women, as exemplified by
changes in temperament (mood swings, easily
angered) to feelings of distress, depression, anxi-
ety, and negative perceptions of self (low self-
esteem, self-consciousness).3- 47 4 Women with
endometriosis articulate feelings of worthless-
ness, guilt, and frustration connected with dis-
ease- related limitations on participation in daily
activities, social functioning, independence, and
interpersonal relationships.44 47 Frustration may
also stem from a woman’s inability to manage or
predict her pain and the feeling that endometrio-
sis/endometriosis-associated pain controls her
life.4 Negative emotions may be reinforced by
the perception that others (even healthcare pro-
fessionals) consider what they are experiencing
to be “all in their heads.”s" These feelings may
also be stronger in women with a higher endo-
metriosis symptom burden.5! In an analysis of
comorbidity among women with and without en-
dometriosis, women with the disease were at in-
creased risk of developing depression and anxi-
ety compared with women without disease (Haz-
ard Ratio [HR]=1.5, 95% confidence interval
[CI]: 1.4-1.6).48 According to these data, Chen
et al. found that endometriosis increased the
risk of developing major depression (HR=1.56,
95% CI: 1.24-1.97) and any depressive disor-
der (HR=1.44, 95% CI: 1.25-1.65) and anxicty
disorders (HR=1.44, 95% CI: 1.22-1.70) com-
pared to healthy women.52 Results from a cross-
sectional Italian study evaluating the presence of
psychiatric comorbidities among women with
endometriosis with and without pelvic pain re-
vealed mental health disorders in 59% of women
surveyed (N.=134); some of these issues includ-
ed somatoform disorder, panic and other anxiety
disorders, major and other depressive disorders,
and eating disorders.5! Women positive for a
psychiatric disorder were significantly more
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likely to report severe endometriosis-associated
pain than were women with a negative screen-
ing result (53% vs. 22%; P=0.003). The presence
of mental health disorders was not significantly
associated with the need for surgery, number
of interventions, or infertility.5! Similar results
were reported in a case-control study in which
women with surgically diagnosed endometriosis
and healthy controls were evaluated for the pres-
ence of psychiatric disorders. Cavaggioni et al.
reported that women with endometriosis had a
higher prevalence of any depressive (18.9 versus
9.3%) and anxiety disorders (29.7 versus 7.0%)
than controls.>3

There is still no agreement on the origin of this
evident correlation. Some authors showed that
depression and anxiety may be the result of the
experience of pelvic pain itself rather than of en-
dometriosis since the rate of these psychological
disorders was not different between women with
endometriosis-related pelvic pain and those with
pelvic pain of another nature 54 55 However, even
when rates of depression and anxiety appeared to
be higher for women with endometriosis-related
pain, the causal direction could not be identified.
Anyway, a mutual relationship between pelvic
pain and emotional function has been highlight-
ed; anxiety and depression increase pain percep-
tion, and pain can compromise the psychological
state in a vicious circle2 53 Depression negatively
affects different aspects of QoL such as relation-
ships, sex, work, and even sleep quality. Poor
sleep quality (reduction of total sleep time, fre-
quent awakenings, and difficulty falling asleep)
can in turn negatively affect the ability to per-
form daily functional activities in women with
endometriosis. Moreover, poorer and poorer
sleep can lead to an exacerbation of pelvic pain,
and this negatively affects the QoL.5¢ The asso-
ciation between sleep quality and depression is
probably two-way, with poor sleep quality wors-
ening mood and depression which in turn affects
sleep.5”

Facchin ef al. reported several correlations be-
tween endometriosis-related factors and mental
health in 210 Italian women with clinical or sur-
gical diagnosis of endometriosis, showing that
lower self-esteem, body esteem and emotional
self-efficacy were associated with poorer mental
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health.” These collective findings on the psycho-
logical well-being of women with endometriosis
are consistent with other conditions involving
chronic pain, such as chronic back pain or mi-
graines.l. 58

Endometriosis and sexual function

The sexual response is a psychophysiological
experience. It is a sequence of physiological
events, including sexual desire, arousal and geni-
tal responses.® Female sexual dysfunction in-
cludes a range of disorders, namely, hypoactive
sexual desire, reduced subjective and/or physical
genital arousal (poor sensation, vasocongestion,
lubrication), sexual pain and inability to achieve
orgasm/satisfaction, which are multidimensional
by nature and often coexisting.5* Therefore, a
global approach has been proposed in the Diag-
nostic and Statistical Manual of Mental Disor-
ders (DSM-5 diagnostic criteria), which combine
desire and arousal disorders into one disorder,
namely female sexual interest/arousal disorder.
Similarly, diagnosis of vaginismus, vulvodynia
and dyspareunia were merged into a new genito-
pelvic pain/penetration disorder (GPPPD) (http://
www.dsm5.org). GPPPD is characterized by per-
sistent or recurrent difficulties for 6 months or
more with at least one of the following symp-
toms: 1) inability to have vaginal intercourse/
penetration; 2) marked genito-pelvic pain during
vaginal intercourse/penetration attempts; 3) fear
of pain as a result of vaginal penetration; or 4)
marked tensing or tightening of the pelvic floor
muscles during attempted vaginal penetration
(http://www.dsm5.org).

The association between coital pain and sex-
ual dysfunction is the result of repeated expe-
riences of sex associated with pain and fear of
pain. The fearful reaction in turn negatively af-
fects desire, arousal, reward, lubrication, loss of
genital congestion and heightened pelvic floor
tone in a circular model.®® Furthermore, emo-
tional claboration (anxiety, bitterness or frustra-
tion during or after sexual engagement, feelings
of guilt, distress) and cognitive elaboration of
pain (hypervigilance, catastrophizing) negative-
ly affect sexual motivation and desire/arousal. As
result, decreased lubrification and loss of genital
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congestion (also worsened by pharmacological
hypogonadism) heighten pelvic floor tone, risk
of vaginismus and pain. Central sensitization
caused by chronic pelvic pain leads to hyperal-
gesia and allodynia, worsening dyspareunia in a
circular model.%: 60

Female sexuality can be negatively influenced
by numerous factors, such as psychiatric and
psychological dysfunctions, chronic diseases,
endocrine disorders, drug use, and operative
vaginal delivery. Moreover, women who are af-
fected by chronic inflammatory gynecological
diseases such as endometriosis may report sexual
dysfunctions.” Endometriosis is also associated
with a 9-fold increased risk of deep dyspareunia:
the presence of endometriotic lesions infiltrating
the posterior vaginal fornix, the pouch of Doug-
las, the uterosacral ligaments, and the rectum —
known as deep infiltrating endometriosis (DIE)
— causes pain at intercourse due to mechanical
pressure on lesions occurring during coitus or
due to traction of scarred and inelastic endome-
triotic tissue.®! Because the disease afflicts about
5% to 10% of reproductive-age women,5? it is
reasonable to suppose that at least 2% to 4% of
all sexually active women may experience pain-
ful intercourses due to endometriosis. As demon-
strated by several studies pain during intercourse
is frequently associated with a wide range of dif-
ferent sexual dysfunctions, such as hypoactive
sexual desire, lubrication, arousal, and orgasm
disorders.”- 63. 64 Morecover, fear and anticipation
of pain, resulting from repeated painful sexual
experiences, represent powerful inhibitors of the
sexual response cycle.%5 Endometriosis-related
dyspareunia may negatively affect women’s lives
to the point that some participants were com-
pletely avoiding sexual activity, with decreased
selfesteem and quality of couple relationships.®

Studies on sexual dysfunctions
in women with endometriosis

Sudies comparing sexual outcomes in women
with endometriosis versus healthy women or
women without endometriosis, showed a sig-
nificantly worse sexual functioning in the endo-
metriosis population.” Tripoli et al. investigated
sexual satisfaction in 84 women having chronic
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pelvic pain (CPP) with or without endometriosis
versus 50 healthy controls.34 Sexual functioning
was assessed using the GRISS questionnaire, a
psychometric instrument focused on frequency
of relations, sexual communication, sexual sat-
isfaction, sexual aversion, lack of expression of
sensuality, vaginismus, and anorgasmia. Of the
84 participants with CPP, 40% were sexually
unsatisfied and reported decreased frequency of
sexual intercourses, reduced expression of sen-
suality, and higher rates of sexual aversion. No
significant differences were found between the
2 CPP conditions (with and without endome-
triosis).>* As regards the prevalence of sexual
dysfunctions in women with endometriosis, in a
multicenter cohort study on 125 women with en-
dometriosis and dyspareunia lasting for at least
6 months, sexual dysfunction and sexual distress
were found in 32% and 78% of participants,
respectively.®® Interestingly, 30% of patients
referred that the primary motivation for sexual
intercourse was just to try to conceive, whereas
46% of women reported that they were willing
to tolerate pain at intercourse in order to satisfy
their partner and avoid conflicts. There were sig-
nificant correlations between female sexual dys-
functions and pain intensity during or after in-
tercourse, sense of guilt toward the partner, and
fewer feelings of femininity, whereas no signifi-
cant associations were found with DIE.¢¢ Women
with endometriosis perceived the frequency of
sexual contacts significantly more often as “too
low” than the control women (42.3 vs. 30.5%
respectively; P<0.001). There was also a sig-
nificantly lower frequency in preliminary perfor-
mance (“never” 31.3%, vs. 26.6% respectively;
P=0.003).10 Other studies showed significantly
decreased sexual functioning in women with en-
dometriosis relative to the control/comparison
group.54 64. 65. 67

Jia et al. investigated the factors associated
with the presence of sexual dysfunctions in
women with endometriosis.®® In their study on
111 women with endometriosis, the prevalence
of sexual dysfunction was 73%, and 3 potential
predictors of dysfunctions were identified: pelvic
pain intensity, presence of DIE, and advanced
American Society for Reproductive Medicine
classification stages.®”
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Vercellini et al. evaluated sexual functioning
and deep dyspareunia in 100 women with rec-
tovaginal endometriosis, 100 women affected
by peritoneal and/or ovarian endometriosis, and
100 women without endometriosis.®* Items of
the self-assessment questionnaire of sexual func-
tioning (SRS) measured sexual interest, sexual
activity, sexual satisfaction, experience of sexual
pleasure, orgasm capacity, and sexual relevancy.
Women with endometriosis (either rectovaginal
or peritoneal/ovarian endometriosis) reported
worse sexual functioning relative to women
without endometriosis, although with marginal
differences. The majority of participants with
endometriosis experienced deep dyspareunia
(67% in the rectovaginal group, 53% in the peri-
toneal/ovarian group vs. 26% in women without
endometriosis), but no statistically significant
differences were observed between women with
different localization of endometriosis (recto-
vaginal or peritoneal/ovarian).%4 Surprisingly,
the severity of dyspareunia did not affect over-
all sexual functioning in women with endome-
triosis. A possible explanation of this unexpected
finding was that because female sexuality is a
multidimensional phenomenon and includes
psychological processes, the effect of dyspa-
reunia could have been diluted by other factors,
such as degree of couple intimacy, coping capac-
ity, personality traits, marital adjustment, and
partner support.

In contrast to previous data Mabrouk ef al., in
a more recent observational study, founded that
women with DIE experienced deep dyspareunia
more frequently (85.2%) than women with iso-
lated ovarian endometriosis (70.9%).70 In addi-
tion, previous studies have correlated the pres-
ence of dysparcunia with the presence of DIE,
specifically of the uterosacral ligaments result-
ing in a significant reduction in QoL and sexual
function. Indeed, Ferrero ef al. demonstrated that
among subjects with deep dyspareunia, those
with DIE of the uterosacral ligaments have the
most severe impairment of sexual function. The
authors investigated the quality of sexual life in
309 women having deep dyspareunia by com-
paring 3 conditions: DIE of the uterosacral liga-
ments, endometriosis without deep infiltrating
lesions of the uterosacral ligaments, and a con-
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trol group composed of women without endo-
metriosis.”! The prevalence of deep dyspareunia
was significantly higher in the 2 endometriosis
groups (60.6%) compared with controls (34.9%).
Women with DIE of the uterosacral ligaments
exhibited the most severely impaired sexual
functioning, with higher pain scores, reduced
number of intercourses per week, and a less sat-
isfying orgasm and felt less relaxed and fulfilled
after sex than the other 2 groups. The presence of
bilateral uterosacral ligament lesions did not af-
fect symptom severity.”! A cross-sectional study
by Montanari et al., investigating the specific
sexual impact of different endometriosis symp-
toms and types of lesions in women with DIE,
revealed that dyspareunia and vaginal nodules
were significantly associated with poorer sexual
functioning.®3

The authors have assessed sexual function
with SHOWQ scores and health related QoL
through SF36 in particular in women with
DIE. They founded a significant correlation be-
tween the SF36 scores and the SHOWQ scores
(P<0.0001). Overall, women showed impaired
sexual functioning and satisfaction was the most
aftfected dimension, followed by orgasm; 61.5%
of patients with DIE indicated a low frequency
of sexual intercourse, whereas 71.4% reported
remarkable interference of their pelvic problems
with sexual activity.o3

Evangelista et al. reported high prevalence of
dyspareunia in 75% of women with DIE versus
34% in healthy controls.” Patients with DIE re-
ported greater pain at intercourse (i.e., the pain
domain of the FSFI questionnaire), although
with no effects on the overall sexual function-
ing (i.e., the FSFI global score). Di Donato et al.
used the SHOW-Q to evaluate sexual function-
ing in 182 women with DIE versus 182 healthy
women.®S Women with DIE exhibited greater
sexual impairment in all sexual functioning
domains (satisfaction, desire, orgasm, and pel-
vic problem interference with sex) relative to
healthy controls; 58% of participants in the DIE
group (vs. only 1% in the control condition) re-
ported that pelvic pain severely affected their
sexual functioning. Sexual desire was absent or
experienced less than 1 or 2 times per month
in 45% of patients with DIE relative to 14% of
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healthy controls.®5 These data show that DIE
is the type of endometriosis most associated
with dyspareunia and so with impaired sexual
function.”? Furthermore, deep dyspareunia was
associated with worse sexual QoL in women
with endometriosis independently of other con-
founders.

When considering the relation between deep
dyspareunia and sexual QoL, it is fundamental to
take into account potential confounders that can
affect sexual function, such as superficial dyspa-
reunia, other types of pelvic pain, psychological
comorbidities, and concurrent pain diagnoses.”
Either individual factors (such as self-esteem) or
relational variables (such as the quality of inti-
mate relationships) may shape the way in which
each woman experiences endometriosis and
sexual activity. In addition to dyspareunia, the
mental health can also compromise sexual activ-
ity. Depression has been associated with impair-
ment of sexual QoL in terms of sexual desire,
sexual arousal, sexual cognition, and orgasmic
functions.? Nondistressed women were still en-
joying their sexuality despite endometriosis (for
instance, they had been able to find comfortable
and painless sexual positions), while distressed
women with clinically significant symptoms of
anxiety and depression were totally avoiding any
type of sexual activity due to not only pain but
also overwhelming concerns about infertility and
lack of support from partners.’

These findings suggest that there may be a
mutual complex interaction between psychologi-
cal distress, which is associated with pelvic pain
(especially chronic, nonmenstrual pelvic pain),
and sexual dysfunction. Thus, the high propor-
tion of endometriosis-related sexual problems
may be not only due to coital pain caused by
endometriosis-related anatomical distortion or
pelvic inflammation but also due to psychoso-
cial factors, including emotional distress asso-
ciated with the disease and quality of intimate
relationships. Women with endometriosis may
experience remarkable sexual impairment, with
potential negative consequences on their psycho-
logical and physical health and QoL, especially
if one considers the chronic nature of the disease
and its association with infertility. Sexual health
is a highly important aspect of QoL: sexual health
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should be part of any clinicians’ assessments and
the improvement of sexual QoL should be con-
sidered as a purpose of treatment.2

Partner’s physiological and sexual
perspective: relationship consequences

Endometriosis may negatively atfect women’s
relationships,’® to the point of leading to a rela-
tionship breakup in 8-10% of women.”” In an in-
ternational cross-sectional survey conducted by
De Graaffet al., 34% of 931 participants declared
significant problems with their partner caused by
endometriosis, and 10% of women considered
endometriosis as a cause of their divorce.”” In the
retrospective qualitative study by Fagervold er
al., 15% of women with endometriosis reported
that, over a period of 15 years, they had serious
problems in their relationships and 7.7% suftered
from a broken relationship due to the symptoms
of endometriosis.” Previous investigations have
documented strain on social relationships, in-
cluding reduced social support and various rela-
tionship difficulties. Reduced socialization due
to disease and the inability of partners to tolerate
chronic symptoms has been attributed to rela-
tionship breakdowns or divorces.® Women with
endometriosis often identity their partners as
the most important source of support, however
those with symptoms of anxiety and depression
perceive less support from partners than women
with good psychological health.”

The partner’s perception of sexual pain and
the sociocultural context in which sexual pain
and fertility concerns are experienced may exac-
erbate sexual distress, lack of arousal/desire and
avoidance.

The consequences of chronic dyspareunia
with or without associated sexual dysfunction
for the sexual partner are largely unknown in
endometriosis couples. Male partners of women
with provoked vestibulodynia also suffer from
the consequences of the partner’s pain, show-
ing increased rates of psychological distress,
increased prevalence of sexual difficulties (e.g.
erectile dysfunction), and decreased sexual sat-
isfaction.o4. 80

As regards the impact of endometriosis on
sexuality, research has provided contradictory
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findings. Sexual activity in couples living with
endometriosis can be rare or even non-exis-
tent.7® In the Ameratunga et al. study, partners
who felt that their relationship had been affected
by endometriosis were more likely to report
that their sex life had also been affected.®! In
the Hammerli et al. study, a 33-item question-
naire (that also included selected questions from
the Brief Index of Sexual Functioning and the
Sexual History Form) was used to collect infor-
mation regarding sexual satisfaction and desire,
type and frequency of sexual activity, sexual
limitations (including the role of dyspareunia),
and options to overcome sexual problems in 236
male partners of women with endometriosis,
compared with 236 partners of women with-
out the condition.’2 Among partners of women
with the disease, 75% of participants reported
changes in sexuality due to endometriosis; these
participants were also more likely to be unsat-
isfied with the sexual relationship and showed
lower frequency of sexual intercourse and other
types of partnered sexual activities than partners
of women without endometriosis. Dyspareunia
was more frequently reported as a cause of sex-
ual impairment by the partners of women with
endometriosis compared with the partners of
women without the disease.52

In another study of 83 endometriosis patients
and 74 partners, De Graaff ef al. found no sig-
nificant differences regarding male sexual func-
tion (assessed using a 15-item questionnaire, the
International Index of Erectile Function) and
overall satisfaction between partners of women
with endometriosis and partners of women with-
out the disease. However, the partners of women
with endometriosis were more likely to report to
have less intercourse than desired for taking into
account women’s wishes and pain symptoms.67
On the other hand, qualitative and semi-qualita-
tive studies revealed that partners can be hesitant
to initiate sexual activity with their loved one
because they are aware that sex can be painful
for her.” Overall, the negative consequences of
the disease on women’s physical and psycholog-
ical conditions (not only pain, but also fatigue,
treatment effects, infertility, low mood, and poor
sense of femininity) have an impact on sexuality,
and partners’ reactions are characterized by ac-
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ceptance and understanding, along with feelings
of loss and dissatisfaction.®

The consequences of endometriosis on part-
ners including also the impact of the disease on
daily life, finances, and work productivity, con-
tribute to further understanding of the potentially
devastating effect of the discasc.

The importance of investigating the partners
experience of people with chronic diseases is
well known in the literature, as well as the fact
that coping with the disease is not an individu-
al process but of social interaction.”® However,
only a few studies included partners of women
with endometriosis as a unit of analysis. Male
partners of women with endometriosis are often
reluctant to share their feelings with women and
even with researchers, which may lead to isola-
tion and lack of support.83 On the one hand, dis-
closing feelings and emotions is not consistent
with cultural expectations related to traditional
ideas of masculinity, according to which men
have to appear strong and stoical. On the other
hand, male partners may tend to minimize their
own sufferance for fear of appearing selfish, but
also to protect women, who are already experi-
encing intense physical and psychological pain,
from further emotional burden.®> Anger towards
doctors is common among partners. This feeling
partly derives from partners’ frustration for the
absence of a definitive cure, for ineffective medi-
cal treatments and repeated surgical interven-
tions.8? However, partners often feel excluded by
health professionals, who are not very likely to
consider their emotions and to engage them in
the decision-making process.8!. & Partners play
an essential role for women with endometrio-
sis, and women’s perceptions of partner’s sup-
port may shape their emotional reactions to the
disease.”® Stressed partners may not be able to
provide adequate support to women, and for this
reason, health professionals should give more at-
tention to partners and engage them in the deci-
sionmaking processes. Furthermore, partners re-
ceive little information regarding endometriosis
and its consequences on the couple.®! As report-
ed by Ameratunga et al., only 34% of partners
felt engaged and supported by health profession-
als, and 80% reported that no information was
provided regarding the impact of the disease on
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couples. In this study study, 70% of partners re-
ported that endometriosis had affected their daily
life either moderately or severely.8! Van Niekerk
et al. performed dyadic analyses of data related
to emotional intimacy, empathic concern, psy-
chological health, and relational satisfaction in
60 women with endometriosis and their partners.
The findings revealed that partner emotional in-
timacy and empathic concern had an impact on
women’s and partners’ relationship satisfaction.34
In this regard, there is evidence that including
partners in the healthcare process, for instance
by providing psychoeducational programs, may
increase patients’ engagement, which is associ-
ated with reduced costs and improved QoL in
the context of chronic disease.”® The disease,
as well as treatment decisions, has an impact on
partners’ everyday life, because they may have to
take over additional tasks when women have de-
bilitating symptoms, or are recovering from sur-
gery. When partners are able to take the role of
caregiver, they provide different types of support
(either practical or emotional) to women, which
may affect family organization and work produc-
tivity. In this regard, partners are also affected by
the economic burden of endometriosis (although
less than women), especially when women are
no longer able to work due to the disease.8!. 83
Despite all the difficulties related to endometrio-
sis, the partners reported experiences of personal
and relational growth, feelings of acceptance and
stated that coping with endometriosis as a couple
increased the sense of closeness to the spouse.
In Culley et al. study, partners reported that liv-
ing with a woman with endometriosis made them
more understanding and able to listen and pro-
vide support, as well as increasing the strength
of the intimate relationship.33

Endometriosis and infertility: the impact
on sexuality and psychological well-being

Infertility is defined as the incapacity for a cou-
ple to conceive after at least 6months for women
over 35 years, or 12 months for those under the
age of 35, always considering regular unprotect-
ed sexual intercourses.8> A correlation between
endometriosis and infertility is largely known:
recent data suggest that up to 50% of women
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with infertility may suffer from endometriosis,
with about 16-40% of women with endometrio-
sis experiencing difficulty conceiving.®3

However, it is difficult to identify a specific
cause due to the multiple complex mechanisms
that could be involved in the etiopathogenesis of
the disease and the variety of clinical presenta-
tions. The presence of endometriotic tissue can
create a pro-inflammatory environment which
in turn determines a mechanical alteration of
the pelvis that could aftect not only the fallopian
tubes, the eutopic endometrium but also the gam-
etes and the transport of the embryo. Addition-
ally, patients with endometriosis are more at risk
of ovarian tissue damage and compromise of the
ovarian reserve which can be a possible cause
of infertility. This is particularly true in patients
with ovarian-localized endometriosis who have
undergone multiple surgical procedures.8¢

For these women, the experience of infertility
adds to the burden of endometriosis, negatively
affecting psychological health, social interac-
tions (avoiding friends and relatives with chil-
dren), and financial status (due to fertility treat-
ment) as well as causing feelings of stigmatiza-
tion and hopelessness.?. 47 Additionally, some
young women with endometriosis worry about
finding a partner who will be accepting of pos-
sible infertility,' considering that this condition
itself plays an important role in influencing psy-
chological well-being within the couple. Indeed,
studies showed that the incapacity of procreating
is extremely distressing for both the individual
and the couple.35.87 [n several cases, this can sub-
sequently result in loss of self-esteem, impair-
ment of sexual function, low mood and depres-
sion, anxiety, increased levels of frustration and
guilt, relational difficulties within the couple.?s
In addition, it is recognized that psychological
factors could also affect the success rate of fertil-
ity treatments, creating a vicious cycle of wors-
ening mental health.s5

With the increased risk for infertility, family
planning is of considerable concern to women
with endometriosis. Women with debilitating
pain may face the difficult decision between
treatment for pain relief and delaying or forego-
ing pregnancy (for those who undergo hysterec-
tomy).8¥ In interviews conducted as part of the
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ENDOPART study in the UK, 18 of 22 couples
reported that endometriosis affected their plans
to have children.®® Some couples reported having
children earlier than they had planned because
there was potential for future infertility. Indeed,
some healthcare providers counsel women to be-
gin planning a family at a younger age because
of their endometriosis and risk of infertility,
which may induce anxiety associated with pre-
mature fertility choices.** Therefore, taking into
account the potential negative impact of endo-
metriosis and infertility on the mental well-being
of the couple, it is crucial to offer an appropriate
multidisciplinary management, including early
psychological support and counseling from sex-
ologists.

Patient quality of life and sexual
function after medical and surgical
treatment for endometriosis

Endometriosis treatment options include hor-
monal therapies in order to achieve a hypo-oes-
trogenic status, pain relieving agents or surgical
removal of endometriotic implants. Medical
therapy represents the first line of treatment, able
to improve symptoms or prevent the recurrence
of the post-surgical disease. This therapy does
not eradicate the disease and increase fertility
or resolve endometriomas or deeply infiltrating
diseases, and lesions and symptoms commonly
reappear upon discontinuation of therapy. The
aim of the surgical approach is the excision of
all visible lesions to obtain a maximum effect
regarding pain relief and increase in fertility.
Surgery may be associated with peri- and post-
operative complications and also confers recur-
rence of disease even in optimally resected case.
Despite all of the available treatments should be
considered suppressive rather than curative. it is
important to highlight the potential of medical
and surgical therapy as a response to improv-
ing sexual symptoms and QoL. Among the hor-
monal therapies used for clinical treatment of
endometriosis is Dienogest (DNG), a synthetic
progestin that is currently used with a dose of 2
mg daily. The steroid also has direct antiprolif-
erative, immunologic and antiangiogenic activi-
ties that contribute to the reduction of endome-
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triosis-associated symptoms and exhibits highly
selective binding to the progesterone receptor.s?
Caruso et al. evaluated the effects of DNG on
QoL, and sexual function of women affected by
endometriosis pain. Fifty-four women taking 2
mg/daily DNG (study group) were compared
with 48 women were given non-steroidal anti-
inflammatory drugs (control group). The Short
Form-36 (SF-36), the Female Sexual Function
Index (FSFI) and the Female Sexual Distress
Scale (FSDS) were used to assess the QoL, the
sexual function and the sexual distress, respec-
tively. At the three-month follow-up, women re-
ported QoL improvements in some functions; at
the six-month follow-up, they reported improve-
ment in all categories (P<0.001). The FSFI and
FSDS scores both improved with respect to the
baseline at the second follow-up. No change was
observed in the control group.®0 Subsequently
the same authors extended the follow-up period
and confirmed the positive effects of the drug
on pain; they showed a gradual and continuous
improvement of QoL and sexual function and
a reduction of sexual distress starting from the
6th month follow-up until the 24-month follow-
up. Furthermore, the improvements are stable
until 24 months.?! The progressive reduction of
the pain syndrome reported by women over the
treatment period could contribute to improve the
QoL and sexual life of women on DNG.9!
Leonardo-Pinto et al. assessed sexual func-
tion and dyspareunia after a long-term treat-
ment with dineogest in 30 women diagnosed
with DIE (intestinal and posterior fornix). After
12-month treatment, dyspareunia showed a de-
crease of intensity and an improvement on FSFI
Index was accomplished. Despite the improve-
ment in sexual function after 12 months of DNG
usage, it was not enough to completely restore
sexual function, considering a FSFI Index cut-
off of <26.55 that is usually accepted for diag-
nosis of female sexual dysfunction.”2 Although
DNG is known to have antiandrogenic activity
which could affect the libido of long-term users,
recent studies showed that the quality of sexual
life, particularly, improve during 6 months of
DNG treatment of women with endometriosis.”
The low antiandrogenic effect showed by DNG
on sexual desire could be due to psychosexual
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well-being related to the decrease in pain. DNG
is believed to be a promising therapy which pos-
sibly implies in QoL enhancement. Sansone et
al. evaluated the effectsof an alternative way of
delivering progestogens -the etonogestrel (ENG)
implant- on pelvic pain, QoL, and sexual func-
tion in women requiring long-term reversible
contraception and presenting ovarian cysts of
probable endometriotic origin. After 12 months,
the bodily pain, general health, vitality, social
functioning, and mental health domains of the
QoL score were significantly improved. The total
FSFI score results increased in comparison with
baseline both at 6 and 12 months. In particular,
the authors highlighted a significant improve-
ment in desire, satisfaction, and pain domains al-
ready at 6 months; the arousal domain improved
only after 12 months.%4

In recent years, the use of the levonorgestrel-
releasing intrauterine device (IUD-LNG) in
women with endometriosis has been shown to
provide a significant reduction of endometriois
related pain symptoms and deep dyspareunia in
patients with recto-vaginal endometriosis, com-
parable to the effect achieved by gonadotropin-
releasing hormone (GnRH) analogues.?5 A ran-
domized clinical trial of 103 women with chron-
ic pelvic pain and dysmenorrhea due to endome-
triosis compared the LNG-IUD with the etono-
gestrel-releasing contraceptive implant over 180
days. Both contraceptives improved significantly
the mean visual analogue scale endometriosis-
associated pelvic pain and dysmenorrhea, with-
out significant differences between treatment
group profiles. HRQoL improved significantly in
all domains of the EHP-30 questionnaire.?® A re-
cent meta-analysis concluded that the LNG-IUD
was as cffective in pain relief as gonadotropin-
releasing hormone analogues and prevented re-
current dysmenorrhea postoperatively in women
with diagnosed endometriosis.”’

The review of Fritzer et al. evaluated the ef-
fects of surgical excision of endometriotic le-
sions on dyspareunia after surgery. All included
studies showed a significant postoperative im-
provement in pain during intercourse after a fol-
low-up period of 10 up to 60 months. A reduction
in dyspareunia and an improvement in sexual
activity are observed 12 months after complete
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excision of endometriosis. Besides, sexual satis-
faction has increased, and sexual problems have
decreased significantly. QoL and mental health
also improved significantly. Surgical excision of
endometriosis is a feasible and good treatment
option for pain relief and improvement of quality
of sex life in symptomatic women with endome-
triosis.o8

A multicenter cohort study found significant
sexual pain relief and an improvement in all
QoL scores as early as 6 months after laparo-
scopic treatment for women with endometrio-
sis; furthermore, these improvements remained
stable over a 3-year period of postoperative fol-
low-up. This evolution was observed in patients
receiving postoperative medical treatment in ad-
dition to surgery and in the surgery-only group.
As regards the physical component, the most
favorable postoperative results concerned the
domains of role limitations due to physical prob-
lems and bodily pain, whereas improvements in
the domains of social functioning and role limi-
tations due to emotional problems for the mental
component were much less. Improvement later
plateaus and remains stable, allowing patients to
experience the beneficial effects over a period
of years.? Martinez-Zamora et al. demonstrated
an improvement in sexual QoL and HRQL in
patients with DIE undergoing complete laparo-
scopic endometriosis resection and these find-
ings were comparable to those of healthy wom-
en at 6 months after surgery. Nonetheless, there
was a partial decline in this improvement at 36
months of follow-up.190 Vercellini ef al. investi-
gated which treatment — medical versus surgical
— for severe profound dyspareunia related with
endometriosis was able to achieve better results
in terms of patient satisfaction, variation in co-
ital pain and frequency of sexual intercourse.5!
Both strategies are effective in relieving endo-
metriosis-associated deep dyspareunia, although
with a different temporal trend, and with a great-
er improvement in the medical therapy group
at the end of the follow-up period. Excision of
lesions is followed by a rapid and substantial
decrease in pain, with short- and medium-term
advantage over medical treatment, but a gradual
recurrence of the symptom after 6 months since
surgery. The pain relief effect of the progestin

Vol. 74 - No. 3

MINERVA OBSTETRICS AND GYNECOLOGY

TROIA

was more gradual, but progressive throughout
the study period. At a 12-month follow-up, the
frequency of intercourse per month (mean+SD)
was 4.6£1.8 in the surgery group and 5.3%1.5
in the norethisterone acetate group (P=0.02).
A total of 43% of women were satisfied in the
surgery group compared with 59% in the pro-
gestin group (adjusted odds ratios [OR]=0.36;
95% CI: 0.16-0.82; P=0.015). This difference
was much more marked in women without rec-
tovaginal endometriotic lesions (33% versus
63%, adjusted OR=0.23; 95% CI: 0.07-0.76,
P=0.02).6! There are few data in the literature
on the influence of medical and surgical treat-
ments on psychiatric comorbidities associated
to endometriosis. Although there are promising
results on both hormone and surgical therapy in
the improvement of psychiatric symptoms, fur-
ther studies are needed.

Conclusions

Endometriosis is a chronic gynecological con-
dition affecting a large portion of the world’s
female population of childbearing age with a
negative impact on women’s quality of life and
psychological health. Painful endometriosis in-
volves remarkable limitations in everyday activi-
ties, including education and work; women suf-
fer from dysmenorrhea as well as chronic pelvic
pain and this affects work, leisure, and social and
love relationships. Pain-related to endometrio-
sis also affects the psychological aspect, com-
promising the quality of sleep, making women
anxious and depressed. Dyspareunia is one of
the cardinal symptoms of the pathology and the
impact of endometriosis on sexual life is very
relevant. Sexual pain in endometriosis patients
induces a fear-avoidance reaction, leading to
arousal/desire disorder and sexual distress in the
majority of patients. Dyspareunia, female sexual
dysfunction and associated infertility may dis-
rupt the relationship with the partner and his/her
sexual functioning, especially in young couples.
The costs of endometriosis should not be under-
estimated, both in terms of treatment and loss of
productivity of the woman due to the disease. In
this specific long-term vision of patient-centered
endometriosis care, aspects of quality of life and
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sexual health play a key role and should always
be evaluated with any patient as part of a multi-
disciplinary management.
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