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PREFACE
Myths around Menstruation
Taboos surrounding menstruation exclude women and girls from many aspects of social
and cultural life. Such taboos about menstruation present in many societies impact on girls’
and women's emotional state, mentality and lifestyle and most importantly, health. The
challenge, of addressing the socio-cultural taboos and beliefs in menstruation, is further
compounded by the fact the girls’ and women’s knowledge levels and understandings of
puberty, menstruation, menstrual disorders such as endometriosis and reproductive health
are very low. It is therefore necessary to employ a strategic approach in combating the
myths and social taboos associated with menstruation in order to improve the reproductive
health of adolescent girls and women. (Garg and Anand, 2015, p. 185)
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INTRODUCTION
Endometriosis
Endometriosis is when tissue similar to the endometrium (the lining of the uterus) is found
in areas it should not be. This tissue is most often found in places in the pelvis like the
ovaries, bladder, and intestines. Classic endometriosis symptoms include; Painful, heavy,
prolonged or irregular periods, pain during or after sex, infertility, painful bowel
movements and fatigue. Extrapelvic endometriosis refers to endometriotic implants found
elsewhere in the body, including the gastrointestinal tract, urinary tract, pulmonary system,
extremities, skin, and central nervous system. On average, depending on the region, it can
take up to 10 years to diagnose or even longer. The exact cause of endometriosis isn’t
known, and there are several theories regarding the cause, although no one theory has been
scientifically proven. Endometriosis affects 1 in every 10 women. There are newer ways of
staging endometriosis but one of the oldest methods is referred to as the four stages of
endometriosis. These are: minimal, mild, moderate and severe. However, there is no direct
correlation between the level of pain and the stage one is in. This means that one can have
mild endometriosis with extreme pain. The only definitive way to diagnose endometriosis is
by a laparoscopy – an operation in which a camera (a laparoscope) is inserted into the
pelvis via a small cut near the navel. The most effective form of treatment is excision
surgery. Major impacts of endometriosis are on education for young women aged between
16–24 years, and life opportunities and employment for women between 25–34 years.
Those aged 35 years and above face negative financial impact. The economic burden of this
disease is also high. Endometriosis has a negative impact on marital/sexual relationships,
social life, and on physical and psychological aspects in all the affected women. Below are
common endometriosis statistics.
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Myths and taboos associated with menstruation can only be dispelled when the stigma
around conditions such as endometriosis dissolves. In this respect, towards demystifying
endometriosis, this booklet strategically talks of the various misconceptions associated with
endometriosis from the perspective of those (‘endo warriors’) living with it. By highlighting
these misconceptions, we hope to promote better understanding of endometriosis, and
consequently, inspire improved societal acceptance for those impacted by the condition.
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Myth 1
Objective: Endometriosis is a much more common and prevalent condition than people imagine it is.
Endometriosis is a rare disease.
Nope, it is one of the most common gynaecological conditions amongst women. Research
shows that one in every ten women has endometriosis. However, it is difficult to diagnose
endometriosis in women because of the lack of definitive symptoms specific to the illness.
Meaning that the symptoms presented could easily be for any other gynaecological
disorder.
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Myth 2
Objective: For people to understand that it is possible to get endometriosis from a young age.
I’m way too young to worry about having endometriosis.
Actually, it is really common for symptoms to start in the teen years, sometimes from a girl’s
first period. This is particularly so if there is family history of endometriosis or severe
menstrual pain. It is really important not to delay seeking help as early intervention is vital
to relieve suffering and avoid the possibility of affecting fertility down the track.
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Myth 3
Objective: To demonstrate that those with endometriosis do not experience normal menstrual periods.
Endometriosis is Kind of like getting normal period cramps.
By and large, apart from cases of silent endometriosis whose main symptom is infertility,
most girls and women with endometriosis will experience crippling menstrual pain such as
pelvic pain, cramping, fatigue, diarrhoea or constipation and others. Some even require to
be on consistent strong pain medication, injectable as well as admission in hospitals.
The pain of endometriosis can affect one’s ability to work, perform daily chores, have sex,
urinate as well as cause bowel movements to be painful and difficult.
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Myth 4
Objective: Show that you can have only one or two symptoms and still have endometriosis.
I don’t have all the endometriosis symptoms so I don’t have the disease.
Some of the symptoms of endometriosis include: painful periods, pelvic pain, painful sex,
heavy or irregular bleeding, fatigue and pain during bowel movements or urination. Some
women with endometriosis will have none of these symptoms, some will have one and
others will experience them all. Every woman is unique in how their symptoms may or may
not manifest. Also, the stage of endometriosis does not translate into severity of symptoms
experienced.
We can all understand how people who suffer pain, chronic fatigue, heavy and frequent
bleeding, miss out on many opportunities in life. Women with endometriosis especially
suffer missed opportunities because of severe chronic pain and recurring symptoms.
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Myth 5
Objective: To highlight the importance of seeking different opinions from medics if one suspects that
they may be suffering from endometriosis and are not getting adequate medical assistance.
All medics know about and understand Endometriosis.
You would be surprised! A big part of the confusion and lack of understanding on
endometriosis exists because unfortunately a large number of medics do not understand the
disease. Many medics are unable to identify the endometriosis symptoms because
endometriosis mimics so many other diseases such as Irritable Bowel Syndrome. Secondly
patients can present with differing symptoms in terms of symptoms and intensity adding to
the confusion. Obviously, under such circumstances it is no wonder that the general public
know little or nothing about it. The general assumption is that if the doctor did not mention
it, I probably don’t have it or worse, the condition does not exist!

7

Myth 6
Objective: To inform that what is perceived as normal is actually a menstrual disorder that varies in
severity amongst girls and women.
Irritability and anxiety is just a normal part of a woman’s period.
Irritability and anxiety are symptoms of a menstrual disorder, Pre-menstrual syndrome
(PMS).In some women, the PMS can be so severe and it is referred to as Pre-menstrual
Dysphoric Disorder (PMDD) which can result in the development of suicidal tendencies.
Women and girls with endometriosis usually experience chronic fatigue as well as severe
pain, heavy bleeding, and bloating making menstruation especially harder for them.
Therefore, for endometriosis patients it is important to monitor PMS symptoms so that it
does not escalate to PMDD.
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Myth 7
Objective: To highlight that it need not be a lonely journey – you can walk with others.
Must be the only one going through this hell in the whole wide world.
Because awareness on endometriosis is not so widespread, most girls and women with
endometriosis endure it alone and assume that they are the only ones going through that
particular hell. So in addition to all the pain that a girl or woman goes through, it is a very
lonely journey.
The feeling that no-one understands what I go through is so real. So when one comes across
another that understands and identifies with similar pain this is truly a sisterhood
experience. We at Endo Sisters (WAGs support group), know this only too well and
appreciate the relief one gets from sharing, venting, crying, praying, and listening that tends
to make us stronger!
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Myth 8
Objective: To highlight that endometriosis has been around for a long time and is a common disease.
Endometriosis is a new disease.
According to research, endometriosis was first discovered in the 1920s. However, a story in
the bible, with similar symptoms suggests that it could have been around for longer. This is
the story of the woman with the issue of blood. This woman suffered for twelve long years
with uncontrollable bleeding and all the doctors could not identify what her condition was
in order to cure it. Even to date, a cure for endometriosis has not yet been found. Though
excision surgery is recommended as the gold standard for the management of the disease.
Nevertheless, the good news is that the bible reports that she received miraculous healing
from Jesus. Whether or not it was endometriosis, we do know that she received miraculous
healing. So it is safe to say that we can continue to put our hope in God as if he did it once
he can do it again. For the bible says that He is the same yesterday, today and forever!
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Myth 9
Objective: To highlight the other available options of having children.
Endometriosis inhibits Parenthood.
Whereas endometriosis is one of the top causes of infertility, and may limit a woman’s
ability to conceive naturally, a woman can still experience motherhood through IVF,
surrogacy and adoption.
Endometriosis does not mean that you never experience being a mother…With early
diagnosis, through egg freezing; a woman can plan to have children at a later time in her
life.
So both you and your partner can still experience the joy of parenthood with all these
options and this is something wonderful to look forward to.
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Myth 10
Objective: To guard against the danger of going into seclusion as it raises the potential for severe
depression and PMDD amongst those with endometriosis.
No one can comprehend what I go through so it’s better to be alone.
Sometimes we think it is better to shut others out because we are going through so much
pain and we feel that we have nothing to offer in a relationship. Relationships are important
in navigating the endo journey. A support system is critical for one’s healing as mental
well-being is developed by relating positively with others and avoiding depression. It is
really important to join a support group where one can be:
 Helped to feel less alone and more understood.
 Empowered to work on managing their endometriosis symptoms.
 Helped to reduce anxiety, increase hope, improve self-esteem, and help members'
sense of overall wellbeing.
 Feel less isolated and reduce the stigma that they may feel.
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Myth 11
Objective: To make women realize that painful sex is an indicator of an underlying problem.

It always hurts when I have sex.
Pain with sex is never normal. There are a number of reasons why sex can hurt; from less
serious reasons such as if there is not enough lubrication, anxiety or infection such as
thrush. More seriously though, painful sex is one of the symptoms of endometriosis and is
an indicator of an underlying problem.
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Myth 12
Objective: To make girls and women realize that there is nothing normal about pain.
Real Women bear Pain.
The notion that real women are strong, bear pain and never let others know just how bad
something as personal as period pain is – is an outdated culturally insensitive myth that has
kept many women bond in silent suffering.
Women with endometriosis are constantly made to feel as if they exaggerate their period
symptoms. They are perceived as weak women who whine at the first sign of discomfort.
All we endo warriors can say is, step into our shoes for just one day. That strange horrific
sensation that you have never ever felt – yes that is Pain, and it is a miracle we live through
it every single month.
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Myth 13
Objective: To make girls and women realize that there is nothing normal about pain.
I should blindly rely on what the doctor tells me.
For many women and girls, particularly of specific ethnicity, once it is determined that
fibroids which are one of the common causes of heavy bleeding, are not the cause for their
heavy bleeding, they are sent home with the assurance that the menses will normalize, with
no further investigations or bleeding management plan. There is nothing normal about
heavy menstrual bleeding or Inter menstrual bleeding. Women and girls with heavy
bleeding need to be treated for the root cause of the bleeding as well as advised to maintain
healthy diets that help guard against anaemia and other related ailments. It is important
that other illnesses such as endometriosis should not be omitted in the diagnosis review
process where fibroids have been ruled out. Girls and women must learn to self-advocate
for their health and ensure that they get accurate diagnosis for their illnesses. It is upon
them to seek a 2nd, 3rd or even 4th medical opinion and research on the possible conditions
that they may be suffering from to help in shortening the diagnosis time.
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Myth 14
Objective: To prevent girls and women from losing hope with an endometriosis diagnosis.
There is no hope with an endometriosis diagnosis.
There is no cure for endometriosis. Opening my eyes in the morning and waiting to see if
the pain is there within the first 30 seconds, which will dictate how the rest of the day will
be like…In the eventuality it turns out to be another ‘endo day’ I prepare to crawl into a
deep dark hole..I dread this hopeless life.
There is nothing pretty about having endometriosis, it can be hell. The gold standard of
treatment is excision surgery, but where I live, there are no available excision surgeons.
Nonetheless, as a Christian believer, I place my faith and hope in God whose grace is
sufficient to carry us through anything that we may go through – even endometriosis. So
keep the faith and pray, pray and pray some more!
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Myth 15
Objective: To prevent girls and women from losing hope with an endometriosis diagnosis.
She is in terrible pain and there is nothing I can do for her.
I should not even make the effort to comfort her as it does not make a difference. She is still
in horrible pain whether or not I am around and frankly I don’t think my presence matters.
Many men find it so hard to know how to begin to support partners with endometriosis.
They often wonder, how do I support and comfort her? What can I do to take the pain
away? I feel inadequate as her man…It hurts me to see her in such pain.
There are men who have taken the time to learn about endometriosis. They really do care
but don’t know how to help …and it really pains him that he lacks the capability to help
you…
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Myth 16
Objective: To show women that they can hope to lead a normal life with endometriosis.
There is no happiness in marriage with endometriosis.
Endometriosis can cause a huge strain in a marriage. However it is important to remember
that with information, understanding, communication, counselling, prayer, external
support and tons of patience, this journey can be navigated.
There is no doubt that it requires a special grace to survive a marriage with endometriosis,
but the good news is that it is possible. Just ask the many that are living it…
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Myth 17
Objective: To emphasize the importance of an early endometriosis diagnosis.
Endometriosis is an illness that I can manage and not one that manages me
Heavy bleeding, pain, fatigue and being bloated makes it difficult to plan any sort of
movement during that time of the month for an endo warrior. One never knows just how
bad or good a day is going to be. You learn to take each day as it comes. However, with the
benefit of early diagnosis one can manage endometriosis much better. Hence the relevance
of the campaign around early diagnosis. By early we mean at adolescence age. As soon as a
girl starts menstruating it is important to keep track of menses…quantity of flow…pain
levels…symptoms present in a bid to catch it early and have a more effective management
plan.
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Myth 18
Objective: To dispel the myth that only women who don’t birth children early get endometriosis.
Endometriosis is the career woman’s disease.
It is not easy to talk about a condition once dismissed as ‘the career woman’s disease’. But
women will continue to suffer until we realize the cost of ignoring it’. Hilary Mantel
Success means having the courage, the determination and the will to become the person
you believe you were meant to be despite all the physical and emotional challenges one may
face. Whether you choose to have your family now or later should not be held against you.
If you were already predisposed to the illness it will manifest. That said, information is
power and early diagnosis is critical.
There are so many new options for women today such as egg stimulation, egg freezing, IVF,
Surrogacy and adoption that allow a woman to have a child. The choice is yours to make,
which is great!
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Myth 19
Objective: To completely refute this line of thinking that says African women do not get endometriosis.
Endometriosis is a Caucasian Disease.
“African women do not get endometriosis”. 15 years ago many gynaecologists were saying
this to their patients. This statement was responsible for delayed diagnosis for so many girls
and women. We are glad that this era of gynaecologists no longer exists.
Consequently, today, the checklist for diagnosis is broader than Pelvic Inflammatory Disease
(PID) and fibroids. It is inclusive of endometriosis and other conditions such as
adenomyosis.
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Myth 20
Objective: To let girls and women know just how untrue this statement is.

Just have a baby and the bad period pains will all disappear.
Many girls never bother to see a gynaecologist early because they have been made to believe
that the cure lies in them getting pregnant and giving birth. What a disappointment it is to
learn that this is not true. This is because endometriosis symptoms subside during
pregnancy but they return after giving birth.
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Symptoms of Endometriosis
These can include:
•

Painful periods

•

Pain during or around ovulation

•

Pain during or after sex

•

Heavy bleeding or irregular bleeding

•

Pain with bowel movements or urination

•

Pain in the pelvic area, lower back, or legs

•

Nausea

•

Fatigue

•

Diarrhoea and constipation

•

Difficulty falling pregnant (infertility)

If you experience any of the symptoms above, please see a gynaecologist as soon as possible
to increase your chances of obtaining an early diagnosis. Delayed diagnosis usually results
in other complications, heightened risk of infertility and is much harder to manage.
For

more

information

Please

contact

(https://endosisterseastafrica.org/)
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The Yellow Nails Movement is a campaign aimed at sensitization and
driving participation for endometriosis awareness creation. The
movement aims to create a visual identifier for endometriosis through
yellow nails in addition to the commonly known yellow ribbons given that
yellow is the global endo colour. The call to action is ‘paint nails yellow’
and upload the said yellow nails photos on social media using
#YellowNailsMovement. The target audience of this campaign are women
and adolescents of child bearing age who can either be accessed through
salons, nail bars, schools, colleges or through social media. Men and Boys
can also participate by tagging friends and posting on endometriosis
awareness, with the hashtag #YellowNailsMovement.
For more info on the YellowNailsMovement visit:
www.endosisterseastafricafoundation.org/yellownailsmovement/

