Let’s talk about sex and endometriosis
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BACKGROUND

It is a truth universally acknowledged
that the main symptoms of endometriosis
are pelvic pain and, to a lesser extent,
infertility and fatigue.! * These symptoms
affect an estimated 176 million women
worldwide.?

What is less frequently acknowledged,
however, are the different types of pains
associated with symptomatic endometri-
osis, a disease which constitutes the most
frequent origin of the ‘3D Syndrome’*:

» Dysmenorrhoea (defined according to loss
of work productivity and need for bed rest)

» Dyschezia (defined according to frequency
of the complaint) and

» Dyspareunia (defined according to limita-
tion of sexual activity).

Dyspareunia is generally described as
deep (pain experienced inside the vaginal
canal, at the level of the cervix, or in the
pelvic/uterine/abdominal region) or super-
ficial (pain in the vulvar region and/or the
vaginal introitus).” However, if sex hurts
it is a problem for the woman and the
couple regardless of whether the pain is
deep or superficial. If something is
painful, it is painful, and one will typically
wish to avoid it.

FREQUENCY OF DYSPAREUNIA IN
WOMEN WITH ENDOMETRIOSIS
Women with endometriosis have a nine-
fold increase in risk of deep dyspareunia
in comparison to the general female
population of corresponding age.® In two
groups of women with recto-vaginal
endometriosis (#=100) and peritoneal
and/or ovarian endometriosis (7 = 100)
compared to healthy controls (2=100),
67% and 53%, respectively, reported
deep dyspareunia compared with 26% of
controls.”

Whilst recognising that dyspareunia is
found in populations without endometri-
osis, this study demonstrated that women
with endometriosis experience more fre-
quent and severe deep dyspareunia and
worse sexual functioning compared with

women without endometriosis. Differences
between women with diverse endometri-
osis forms are, however, marginal.”

In a market research survey of 2753
women, with symptomatic endometriosis
or suspected (symptomatic of) endomet-
riosis, 50% responded that the single
largest impact on their quality of life was
that of their compromised sex lives.®

An international cross-sectional survey,
involving 12 centres in 10 countries,
investigating the quality of life of women
with surgically diagnosed endometriosis
(n=931) reported that 28% had origin-
ally presented with dyspareunia as one of
their primary symptom. Some 47% suf-
fered with painful sex at the time of the
survey. Of these, 61% reported pain
often or always, and 54% would either
interrupt or avoid intercourse all together
due to their pain.” Furthermore, those
with dyspareunia (as well as those with
chronic pelvic pain) had significantly
lower scores on both the physical and
mental components of the Short Form 36
Version 2 (SF36-v2), which was used to
measure quality of life on all aspects of
endometriosis in this survey.”

In addition, not only do these women
with endometriosis battle with the
painful symptoms of the disease, but they
can be left with issues concerning their
body image and self-esteem, consequent
psychological issues, and further conse-
quential relationship problems. None of
these issues are aided by today’s perpet-
ual bombardment through the popular
press, TV and/or glamour magazines
when it comes to the improbable promo-
tion of body images and what sex should
and/or could be like.

So, what we observe happening in a
population of women, who should be
quite sexually active at this particular
time of their lives, is a severely compro-
mised sex life due to dyspareunia. And, if
these women are not having sex, it
doesn’t just affect them, it affects their
partners as well.
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THE TRAUMATISED COUPLE

Whereas severe dysmenorrhoea contributes to absence
from work and/or reduced productivity,'® ' painful
intercourse — and a consequent lack of intercourse —
may lead to substantial psychological and relational
distress contributing to infidelity, relationship dissol-
ution and divorce.

In two separately designed studies, 50% and 56%
of women reported that endometriosis had affected
their relationships, causing a split in 10% and 8% of
cases, respectively.” 1*

SEX: A HUMAN RIGHT?

In 2002, the World Health Organization (WHO) pub-
lished a ‘Report of a Technical Consultation on Sexual
Health’.!® Within this, ‘reproductive health’® was
defined as “a state of complete physical, mental, and
social well-being and not merely the absence of
disease or infirmity, in all matters relating to the
reproductive system and to its functions and pro-
cesses”. Reproductive health therefore implies that
people are able to have a satisfying and safe sex life
and that they have the capacity to reproduce and the
freedom to decide if, when, and how often to do so. In
other words: sexual rights are reproductive rights.
And, according to the WHO," these sexual rights
embrace human rights that are already recognised in
national law, including the right of all persons to
pursue a satisfying and pleasurable sexual life.

WHAT CAN BE DONE ABOUT
ENDOMETRIOSIS-RELATED DYSPAREUNIA?
Dyspareunia is an ideal candidate for doctor shop-
ping, uncoordinated multiple treatment attempts, and
low adherence to strategies that do not show immedi-
ate effects. Thus dyspareunia may also have a financial
and personal cost associated with the complaint,
which can be a challenge to treat.

First, it has to be emphasised that the partners of
women with endometriosis should be intensely
involved in the management of the disease from the
beginning. Proper counselling of the woman and her
partner on the nature of the disease and its potential
consequences for their sex life could hopefully dimin-
ish the sexual burden for these couples.

Second, physicians need to be mindful of the fact
that many women may not voluntarily disclose what
is, after all, very personal and intimate information.
Even caring and inquisitive physicians may have diffi-
culty explicitly exploring this aspect of a woman’s
medical history. However, by asking probing (and
potentially awkward) questions, a physician may hone
in faster on the real problem and thus be in a better
position to advise on appropriate solutions long term,
including a multidisciplinary approach and self-help
resources. Such questions include whether the woman
experiences cyclical pain, pain with different sexual
positions, pain at entry, and pain at either — or both —

shallow and deep penetration. Pain immediately after,
and up to 24 hours after intercourse, is an issue for
many women also.

Third, be mindful that there is no immediate
medical solution. Surgery or medical treatment with
norethisterone acetate for dyspareunia provide
improvement of only 43% and 59%, respectively, at
12 months,"* and the side effect profile of medical
treatments cannot be ignored. Painful sex appears to
be substituted by a loss of libido, as observed in 20%
of cases,'* and so such treatments cannot be hailed as
an improvement in the sex lives of this particular
group of women.

What also needs to be taken into consideration is
the fact that dyspareunia may be a comnsequence of
treatment, and not an initial complaint. Aggressive
(and at times unnecessary) surgery, such as bowel
resections and resection of large parts of the uterosa-
cral ligaments with consequent scarring of the pouch
of Douglas, can adversely contribute to an impaired
sex life.”> Women should therefore always be coun-
selled appropriately prior to surgery so that they are
aware of these potential risks. Furthermore, advice
should be heeded from the recently published consen-
sus on the current management of endometriosis, that
those women with a higher stage of disease and/or
intractable clinical problems should receive care from
a centre of expertise with appropriate surgical expert-
ise in the laparoscopic excision of endometriosis.”

Finally, it is worth bearing in mind that improving
symptoms may not be sufficient when dealing with
dyspareunia. To use the analogy of being hit by a
hammer: it hurts. It hurts less, however, to be hit by
stick — but it still hurts. Anyone would avoid any kind
of pain if at all possible. Thus reducing the pain alone
is not necessarily enough when it comes to improving
the sex lives of women with endometriosis and their
partners. Less pain may be all good and well, but if
sex still hurts — it hurts. Engaging a wider team of sex-
ologists, pain specialists, physical therapists and psy-
chologists may be advisable when dealing with the
challenge of dyspareunia.

CONCLUSIONS

Dyspareunia affects mainly young women in their
most sexually active years, which may compromise
their fertility in addition to struggling with the painful
symptoms of endometriosis.

If 50% of women with endometriosis report dyspar-
eunia as a major, persistent complaint then it is time
to start addressing this particular symptom specifically,
rather than studying symptomatic women with endo-
metriosis as an undifferentiated population. With the
latter, important distinctions between subgroups with
specific symptoms, such as dyspareunia, may be
masked, which consequently may interfere with clin-
ical understanding and therapeutic decision-making.*
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Dyspareunia should at all times be viewed in a
broader clinical perspective, considering potential psy-
chological and interpersonal consequences. A multi-
disciplinary perspective is essential when developing
individual treatment pathways for this incredibly large
group of afflicted women and their partners.
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