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People keep asking me if there is English copies of my books on
endometriosis that got published in Germany in 2017 and 2021. I would
like to accommodate this request by combining my insights from my
first two books, focusing on mental health. 
 I can't stress enough that endometriosis is not a mental illness or an
imaginary condition. The pain is real and based on less delightful
physical processes. In “Staring At Hot Water Bottles”, I would like to
shed light on the relationship between physical and mental health in
endometriosis.  
 The disease affects us in our entirety. I would like to show how much
the neglect of our psychological and emotional needs can worsen the
disease, and finally point out what we can do to positively influence our
wellbeing. I do not claim completeness. It should serve as inspiration!  
 Endometriosis is controversial among experts. People I mention in this
book do not necessarily have to agree with all the quotes and
statements about endometriosis that are displayed here.  
 My book does not replace the advice of doctors or psychologists. I'm
just a patient with an awful lot of questions spreading awareness for
the past 15 years. 
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PREFACE

 There is a lack of large-scale studies on endometriosis. Percentages
should therefore be seen as tendencies. I have tried to ensure that
statements are correct, but I am dependent on the respective sources
and cannot assume any liability, especially because the insights in
endometriosis are controversial and constantly changing. 
  I mention books and people who offer books, products or paid
services voluntarily and without being paid for this, I think it is called
"unpaid advertising".   



"Recurrence?!" – I sat in front of the chief physician of a women's clinic,
just as rumpled as the handkerchief I was tugging at. My endometriosis
was back. Basically, I'm not a rude person, but there was little joy on my
side about meeting each other again. 
 "You should seek advice in an endometriosis center." Yes, I should.
After 25 years of severe pain, emergency surgeries, inattentive doctors
and constant justification to family, partner, authorities, friends and
colleagues, sprinkled with side effects of hormone drugs as well as
bobbing around in involuntary marginal employment, I was at a stage
of complete resignation. 
 Under tears, it burst out of me: how the pain had started with starting
the pill at the age of 15. How I had never been taken seriously. How 13
years later, they took almost four kilos out of my belly – endometriosis
cysts on the peritoneum, parts of the ovaries, a fallopian tube, 30
centimeters of my rectum, endometriosis on the ureter, next to fibroids
and a lot of free fluid. It was a miracle that there was anything left of
me at all. I told her about emergency surgeries for intestinal
obstructions, fatigue, dizziness, brain fog, migraines, excessive urge to
urinate, constipation, painful bowel movements, neurodermatitis,
allergies, histamine intolerance and low blood sugar.  
 Rather casually, I mentioned that I had only had peace and quiet once
in my life: at the age of 25 when I had studied in Scotland for two
semesters. During the time abroad, to my astonishment, I had simply
menstruated. With a pack of sanitary towels in my hand, I was standing
in the bathroom of my student hall, thinking "Why am I standing
upright? Where is the pain?" Throughout the year in Scotland, I felt
better than ever – without medication and despite fried Mars bars,
cigarettes and constant stress from university and two part-time jobs.
Half a year after I had returned to Germany, I was back to crouching on
the couch in embryonic position. My endo  had  literally  exploded, and
with the first emergency surgery I  received the diagnosis.  
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PROLOGUE: NOW THAT 
YOU SAY IT ...



The doctor listened attentively. Finally, she leaned over to me and said:
"Listen, I am always here for you. If you have any questions, feel free to
send me an e-mail. But do me a favor: Go to see a psychotherapist to
find out why you could only feel good far away from home and family!"  
 What did she mean? What did home and family have to do with it? Why
should I see a psychologist? Did she want to insinuate that I had
imagined my pain despite the diagnosis? If an endometriosis lesion
presses on the sciatica, it has nothing to do with a sensitive mind!
Thoughtfully, I drove home. That was in June 2013. Since then,
everything has changed. 
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Trying to understand endometriosis is like having to solve a Buddhist
riddle. So called “koans” are unsolvable questions that Buddhist Zen
masters ask their students. Koans cannot be answered by thinking.
Nevertheless, it is worth getting to the bottom of it. If thinking
doesn't help, reality reveals itself through experience. This way,
Buddhist students finally find the answers. 
 It looks like the Zen masters of endometriosis got stuck on a karma
knot when heading to enlightenment. In 2018, a Scottish expert
opened his presentation in Edinburgh saying: "We have been
researching endometriosis for 30 years, but not much has happened;
We are still experimenting with the same medical ingredient groups." 
 As a patient, you don`t want to wait another 30 years. So, you find
yourself on a Sunday morning in slippers, wading knee-deep through
printed research papers - and in complete overestimation of your
own abilities. After reading the papers, you might be smarter, but not
healthier. Five surgeries and ten hormone drugs later, you  give up
everything that tastes good, sucking on herbs from shops where you
could bargain a gremlin, and having needles sticking in body parts
that you didn't even know existed. A few years ago, I learned during
an online seminar by Dr. Andrew Cook that all these attempts are of
little use, if you haven´t released the "handbrake”. What this
handbrake represents we will find out later. 
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ENDOMETRIOSIS -
THE INCOMPREHENSIBLE

Endometrio-ZEN



Considering what I've been through, I'm doing well today. I´m hardly
in pain anymore; I'm fine, even though the recurrences I was
diagnosed with in 2013 have never been removed. I´m mentioning
this not because I want to support the idea that it´s ok to leave
disease behind in the body. Quite the opposite. I will always have to
worry about my endometrioma that is associated with cancer,
especially after menopause. The last surgeon operating on me was
not trained in endometriosis care and therefore did not dare to touch
my lesions. He was saving my life by fixing my bowel obstruction.
Now, after 3 laparotomies, they say that another surgery is too risky.  
 In an ideal world, there was multidisciplinary expert excision centers
in every big city. But this is not an ideal world, and most of us do not
have excess to high quality expert excision. When I had my second
bowel obstruction, I hoped not to wake up from surgery anymore.
Today, I´m glad that I woke up. So, I´m mentioning that my lesions
have not been removed, because I don´t want you to give up on
yourself! I cannot promise you anything. But potentially, things can
change. After 20 years of endo, I answered my personal koans: 
   

"Why was I symptom-free that year in Scotland?" 
   

"Whatever had led to the absence of symptoms – can I apply it
intentionally?" 

This much I can already reveal: There are indications that my
freedom from symptoms in Scotland was anything but a coincidence.
This is not only underpinned by Zen masters, but by doctors and
researchers who have been dealing with chronic disease patients for
decades and stand for a change in the scientific world to no longer
regard body and mind as separate entities. Important
representatives of the body-mind connection are for instance
physician and author Bessel van der Kolk ("The Body Keeps the
Score”)", physician and trauma expert Gabor Maté ("When the Body
Says No") or pharmacologist David Hamilton ("How your mind can
heal your body"). Their work represent hardcore science, a crossover
of quantum physics, neurology and medicine.  
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Answering the koan



One keyword is particularly important here and unfortunately too
often misunderstood: trauma. We will have to take a closer look at it.
In the end, it's about showing that there is more that we can do than
dietary changes and acupuncture to intervene in a self-empowering
and healing way.   
 Endometriosis is not a "mental disease"! The pain is not imaginary! It
is a serious physical disease with often devastating consequences. To
this day, there is no cure. And my book doesn´t promise a cure. I´m
not healed. I´m pain free and my general wellbeing has improved.
That´s a difference. When coaches, nutrition experts or yoga teachers
promise healing in the true sense, I find it extremely dubious.
However, I would like to tell you my story, as you could be in a similar
situation, and what helped me could possibly help you as well.
 Nervous system, immune system, endocrine system, digestive
system – everything is interconnected. Physical processes influence
emotions and vice versa. We are one big super-system that´s
examined in new disciplines such as psychoneuroimmunology. You
will probably be amazed at how physical it gets in a book about
endometriosis and mental health when getting to the bottom of the
question:   
 

"How do endometriosis and the psyche influence each other?" 
 
When I write about endometriosis and psyche, I certainly don't want
to call for leaving all doctors' offices behind. Endometriosis should
always be clarified by a conventional medicine practitioner. Without
surgeries, I wouldn't be here today.  
 My small contribution is to provide you with all the information that
has helped me on my journey. Maybe it will help you to find your own
answers. Whether it's conventional medicine, alternative medicine,
shamans, self-help books or Bill Gates – no one will be able to answer
YOUR personal koans (and there is even a scientific explanation for
this as we will see later). 
 Before we get into the topic, we should first clarify what we are
dealing with when talking about endometriosis. This is anything but
clear ... 
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You are a Super-System!°



Vienna, mid-19th century: Austrian pathologist Carl Freiherr von
Rokitansky prepares everything for the operation. It is strange that
he has not found an explanation for the mysterious symptoms of the
young woman, who is now lying on the table in front of him. Month
after month, she has been collapsing with dramatic pain in her
abdomen. Rokitansky applies the scalpel and is amazed to have
revealed what he has never seen before in his medical career: The
woman's entire abdomen is covered with tissue similar to that of the
uterine lining. It´s spread on bladder, intestines and peritoneum.
Without knowing the term for it yet, Rokitansky has just discovered
endometriosis. One little detail should not go unmentioned: The
women on the table in front of Rokitansky had been born without a
uterus. 
 Endometriosis is an "under-researched" disease. Prof. Dr. Jörg
Keckstein from Austria writes in his book “Endometriose – die
verkannte Frauenkrankheit” that data on the biochemical and
physiological processes of endometriosis is rather "poor".
Representative studies are lacking in all medical nooks and crannies.   
 The lack of attention cannot be justified by rarity. A number that is
mentioned repeatedly: 176 million. That's how many women are said
to suffer from endometriosis worldwide, with the number being
recently corrected to 200 million. The number of unreported cases is
probably much higher. According to an essay by Dr. Camran Nezhat
and Dr. Farr Nezhat, it is likely that at least 900 million women will
develop endometriosis at least once in their lives. We are mainly
talking about women, as almost all research papers on endo have
been looking at women only. But it should be mentioned that
endometriosis has been found in cis men, transgender men and
people of all gender identities. 
 Endometriosis is controversially discussed. Honestly, the more I
read about it, the less I know about it. In the following, I have
compiled contradictory statements about the absolute basics that I
have come across. It does not claim completeness. It is to show the
patients´ situation, being bombarded by contradictions – leaving us
behind more confused than before wading in slippers knee-deep
though research papers. 
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Endometriosis Rumor Mill



The website endometriosis.org, global forum for news and
information, is an international platform where news about
endometriosis is communicated. Experts from all over the world
review the articles. They criticize on of the most common statement
about endometriosis: Too many newspapers and online sources
referred to endometriosis as "uterine lining outside the uterus". This
was not correct. Endometriosis research agreed that it is
"endometrium-LIKE tissue outside the uterus".   

12

Endometriosis is uterine lining 

spreading outside the uterus 

Endometriosis is characterized 

by cells similar to those in the endometrium 

An Italian study from 2018 ("It's time to redefine endometriosis,
including its pro-fibrotic nature") deprives endometriosis of well-
known minimal features such as cells similar to the cells of the
endometrium. The uniform feature of all forms of endometriosis was
rather smooth muscle components and fibrosis (a kind of scarring
due to chronic inflammation or excessive wound healing).  

Endometriosis can only be developed with

menstruation as it is caused by retrograde

menstruation 

There are doctors who hold on to the theory of retrograde
menstruation as cause or one of the causes for endo. And there are
scientists who rather believe that we carry endometriosis cells from
birth. During his research, Dr. David Redwine examined newborns
who had died shortly after birth. He discovered endometriosis in
every ninth female fetus. He also discovered typical growth
pathways. His conclusion: If these pathways get cleared of endo cells
via excision, you could get rid of the disease. He called the theory of
retrograde menstruation the "most dangerous theory in the history
of medicine" and raised the question whether this theory is not
rather an excuse for "the ineffective treatment".  
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During menstruation endometriosis lesions 

shed blood like the uterine lining  

Dr. Redwine and Dr. William Hurd wrote in an article in 2015: “Blood
is not a product of the glands and stroma of endometriosis but
comes from blood vessels, so it is somewhat incorrect to say that
endometriosis bleeds”. Prof. Dr. Huber writes on his website that it´s
not endometriosis but the surrounding tissue that bleeds.

Endometriosis reacts to hormones 

of the menstrual cycle  

In his book, Prof. Dr. Keckstein discusses the differences between
endometriosis and endometrium. He writes that growth and
regression of endometriosis do not only depend on hormones but
are mainly determined by the genetically determined properties of
the cell. Not all lesions react to the hormones of the cycle. Endo has
quite a bit of assertiveness and sometimes stands its ground despite
ovarian removal, even with additional testosterone treatment. It is
indeed possible that transgender men suffer from painful
endometriosis as could be shown.   

Hormone treatment stops endometriosis growth  

Therapy with hormones, such as progestins (e.g. mini-pill or
hormonal IUD) or combination drugs of progestin and estrogen
(contraceptive pill), as well as therapies with GnRH analogues (for
chemical menopause), are commonly prescribed in the treatment of
endometriosis. They dampen certain inflammatory substances and
thus can help fighting pain. Some patients experience enormous pain
relief from the suppression of menstruation, especially if
adenomyosis is present.   
 However, the effect of these drugs on endometriosis growth does
not yet seem to be fully understood. Regarding progestin, for
example, German gynecologist and author Dr. Ewald Becherer notes
that it is not at all clear to what extent endometriosis can be
prevented from growing, even if the patient was symptom free. There
was a lack of clinical studies.  



It is agreed that there is a hereditary component to the development
of endometriosis: If a first-degree relative has endometriosis, there is
a 7 times higher risk to develop it, too. However, Dr. David Hamilton
or Gabor Maté for instance emphasize that even if you carry certain
genes, they must first be "switched on" by external influences.
Diseases that are purely genetic were extremely rare.  
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Endometriosis is a question of genes 

Endometriosis is a disease  

There are women with extended lesions who are symptom-free. Even
pronounced deep infiltrating endometriosis sometimes does not
cause symptoms. You could ask: Is the presence of lesions without
symptoms a disease? Does the disease only start when symptoms
are kicking in? - (Symptoms can occur individually or all together:
pain, infertility, loss of function of affected organs). And if the
presence of lesions is not a disease, what is the disease? 

Endometriosis is constantly progressing 

Lesions can be constant over years. Prof. Dr. Huber from Austria for
instance writes on his website that in 17-29 percent of cases, there
even seems to be some kind of spontaneous healing. A study from
2016 with participation of Prof. Dr. Keckstein was also unable to
confirm a general progressiveness. However, if endometriosis
progresses, it can do a lot of damage.  It some cases it can even be
fatal.

Prof. Dr. Keckstein sees the influence of hormones in endometriosis
as a "subordinate phenomenon" and Dr. Abishek Mangeshikar from
India explains in an interview that symptoms could improve during
menopause – be it natural or chemical. However, it was a myth that
existing endometriosis lesions automatically regress as a result.    



Some experts agrue that recurrences aren´t "true" recurrences. They
assume that remnants of endometriosis were left behind in the body
during previous operations. As a pioneer of excision surgery for
endometriosis, Dr. David Redwine explained that excision of
endometriosis is possible without having to remove organs. If Endo
was incurable, recurrence rates would always have to be 100
percent.  
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Endometriosis is recurrent 

Extrapelvic endometriosis is rare 

Define rare! A systemic review of extrapelvic endometriosis in 2020
by scientists from the USA and Brazil concluded: “Extrapelvic
endometriosis, traditionally thought to be rare, has been reported in
a considerable number of cases. Heightened awareness and clinical
suspicion of the disease and a multidisciplinary approach are
recommended to achieve a prompt diagnosis and optimize patient
outcomes.” 
 Dr. Wendy Bingham, who herself has been suffering from thoracic
endometriosis, has founded a Non-Profit on the subject:
extrapelvicnotrare.org. You can read her book “The ABCs of
Extrapelvic Endometriosis” for free on the website. It shows where in
the body endometriosis has already been detected, based on
research papers. 
 The Australian sociology professor Dr. Kate Seear has reworked her
doctoral thesis into a book: "The Making of a Modern Epidemic -
Endometriosis-Gender and Politics".  In her opinion, it is intentional
that cases of endometriosis outside the pelvis, and in women without
uterus, or in men and infants, are often left out of the discussion. This
way, the medical system established an order that would not exist.
Only this “imaginary order” made it possible to explain scientific
discoveries as progress.  



Kate Seear describes it aptly:   
   
"Endometriosis is a disease with a high degree of uncertainty, chaos

and challenges." 
   
As patients we are right in the middle of this chaos. Not only do we
suffer from our symptoms, but we also must turn to a system that
sometimes seems no less lost in its ambiguity – a system that is not
necessarily always patient-centered and has its own interests.  
 All gynecological issues can theoretically be attributed to
endometriosis: pain, infertility, unusual bleeding patterns, sexual
problems. In addition, there are numerous non-gynecological issues.
Endometriosis is a whole-body disease! It is complex, systemic,
individual. Endo research is contradictory. You must stay up to date.
Gynecological practices and departments, which also take care of all
other women's diseases and birth issues, are quickly overwhelmed.
The Canadian Journal of Obstretics & Gynecology therefore calls for
the care of endometriosis patients to be organized in a similar way to
the care of gynecological cancers – with specialized departments and
multidisciplinary teams that ONLY take care of endometriosis.  
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Waiting is no option

Dr. Seckin for instance is quite pessimistic when he writes that we are
still many years away from finding the genetic component that could
lead to a cure. Other experts are more optimistic and think that
research has increased and that future generations of women will be
diagnosed and treated more effectively. That's nice ... But: I'm alive
now! 

I´ve been through the fires of surgery and medication. It left scars
behind, on body and mind. I think we can agree: We need more than
an operation and a pill! The demand for multidisciplinary teams
includes psychological care for a reason. So, let's get into the topic
and see what has received too little attention so far:   
 

What does endometriosis do to our mental health? 

The Time is NOW



Most endometriosis patients suffer from depression, anxiety or other
mental disorders. The connections have not been definitively clarified.
The easiest explanation of course:  We are “difficult”, “oversensitive”,
“hysterical” or simply “disturbed”. This is accompanied by the idea that
we imagine the pain in a kind of hysterical delusion, or maybe we
overdramatize due to a personality disorder, or we simply don't know
how to deal with such an illness ... No more blaming - It´s time to tell a
different story! 

Endo On - Lights Out

Endometriosis Pain - Beyond Words
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"Anyone who knows endometriosis pain knows the worst pain you can
experience in life. Officially. The NHS put endometriosis on a list of the
20 most painful diseases ever. 
 The pain is often not limited to the abdomen. Pain in back, legs or
shoulder ... - everything is possible. A Brazilian study from 2020 confirms
that the intensity of pain in patients with endometriosis is higher than in
patients who have lower abdominal pain for other reasons.  
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When memories hurt

It is not only endometriosis tissue that is puzzling. When it comes to
endometriosis pain, doctors are still scratching their heads. It is
interesting that pain intensity has nothing to do with lesion size. It is
assumed that pain severity could depend on lesion activity and
depth of infiltration. Each patient has an individual nerve density and
number of pain receptors. Basically, one and the same endometriosis
lesion could be more painful in patient A's body than in patient B's
body, simply because of the individual physical conditions.   
 In general, a distinction can be made between acute and chronic
pain. Acute pain is relatively short and the result of an injury. This so-
called nociceptive pain is unpleasant, but helpful. It signals that
there is a problem and therefore prevents us from touching the hot
stove a second time or from wanting to climb the Everest with an
open shin fracture.  



If pain signals are constantly transmitted across the spinal cord, it's
like traffic jam on the highway. Just as we swerve over the country
roads, pain signals do the same and look for alternative nerve
pathways. The alternatives can lead through other organs. This can
result in vegetative symptoms, such as vomiting or diarrhea.
Perhaps the alternative pathways run through muscles and cause
painful tension in the abdominal wall or the pelvic floor.  
 Free nerve endings hang around in the peritoneum until pain
mediators come by and "nudge" them. The now activated nerves
can subsequently remain permanently activated. Pain caused by
changes in the nerves is called neuropathic pain, i.e. when normally
non-painful stimuli are perceived as painful.  
 There is a stimulus and a transmission – so the pain is not
imaginary. The signal is only "incorrectly processed".
Therapeutically, this type of pain is very difficult to treat. Basically,
you would have to rewire the nervous system.  
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Endometriosis likes company 

Pain and the presence of endometriosis does not necessarily mean
that endometriosis must always and solely be responsible for the
pain. Chronic lower abdominal pain can often involve several
diagnoses at the same time, for instance endometriosis and
interstitial cystitis (inflammation of the deep layers of the bladder),
which can cause radiating pain to the back.   
 Interstitial cystitis could be present in 50-84 percent of
endometriosis patients, as Dr. Iris Orbuch writes on her website.
Tension in the pelvic floor muscles, independent of or because of
endometriosis, could also cause pain. If you are still in pain after
surgery, an undetected/untreated second diagnosis could be to
blame.  

Traffic jam in the nervous system 



The transmission of pain stimuli from injury to brain is only one
factor. The experience of pain itself takes place in the brain:  
 
Via the spinal cord, the signal reaches the thalamus. From here, it is
distributed across different brain regions. The somatosensory cortex
wants to know: "Where in the body is the injury?" The motor cortex
must decide: "Should I leave the body curled up on the side? The
hypothalamus is involved in decisions like, "Sports and pushing
through the pain, or numbing by watching TV?" In the meantime, the
prefrontal cortex reports: "Can someone tell me what's going on? Are
we in danger? Do we have to act? Guys, we don't have forever, the
basal ganglia want to know the next steps." 
 Meanwhile, the limbic system is exhausted because the signal
reminds it of a painful memory that had taken a toll on it emotionally.
In the boardroom, the managers are arguing. Genetics shouts: "I built
it all up!" and it looks grimly at the epigenetic factors that are working
on the restructuring plans. Past experiences of pain interject: "We
have documented everything seamlessly." The childhood
experiences shake their heads: "You don't even know the background
..."  
 All these processes are individual in each person. Thus, pain is more
of a personal experience than just a feeling. From stimulus over
transmission to processing, each person has a very own "pain mix".
Recent studies increasingly see biological, psychological and social
pain processes as blending into each other. It is therefore not
surprising that there is not a one-size-fits-all solution to combating
endometriosis pain. 
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The personal pain mix



The immune system is also involved in pain development. In 2019,
there was a small breakthrough in endometriosis research: At the
Universities of Warwick and Edinburgh, it was found that so-called
macrophages lead the pack in endometriosis. They are something like
the "bouncers" of the immune system, but they also have a “first aid
certificate”. Their job is to eliminate viruses, bacteria, toxins and
dead cells. In their second job, they promote wound healing. For
every job they take on, they have their respective little helpers, the
cytokines.  
 In endometriosis patients, a high number of macrophages are found
in endo lesions and in the peritoneal fluid. Now one would assume
that they were clearing away endometriosis tissue in their function as
bouncers. Instead, they try to repair it as first aiders and activate
processes that lead to lesion growth and infiltration of blood vessels.
This insight gives hope to one day find a treatment that targets
macrophages. 
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Macrophages – 

bouncers with first aid certificates  

Errors in the immune system 

The question of whether endometriosis causes the immune system
to be imbalanced or whether a weakened immune system causes
symptomatic endometriosis is one of many endometriosis koans.
Keckstein et al. provided important insights in their study from 2016:
In endometriosis patients, the activity of natural killer cells of the
immune system, which eliminate tumors, among other things, is
reduced. The study suspects that a malfunction in the immune
system could precede endometriosis, as the activity of these cells
remains low even after lesion removal. 
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Endometriosis Blues
According to studies, 86.5 percent of endometriosis patients are
affected by depression, 32.7 percent even by severe depression. 87.5
percent suffer from an anxiety disorder. The psychiatric symptoms
are not related to lesion size or grade. However, there is a clear
connection between mental illness and pain. Patients who have
asymptomatic endometriosis, on the other hand, showed no
difference to the control group. It is the same with adenomyosis.  

25 percent of the world's population is affected by depression at
least once in their lives. In average, that´s one person in all families
on the world, as physician and psychologist Edward Bullmore writes
in his book "The Inflamed Mind". The problem for endometriosis
patients is that early symptoms of depression can be non-specific
headaches or abdominal pains. This seems to be the first thing
doctors think of when they see endo patients. "It's just in your head!"
– "You're probably going through a stressful phase," ...  
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Edward Bullmore reports about a patient with rheumatoid arthritis.
He recognized symptoms of depression in her and discussed it with
his senior physician. The latter said: "Well, you would also be
depressed with such an illness!" Bullmore didn't like this comment.
He didn't believe that you could develop depression just because
you knew you had an illness. He writes about a discovery that can be
described as revolutionary in medicine and that I think is very
important for us endometriosis patients:  

 
Inflammation can trigger depression! 

The Depression-Pain-Continuum

The brain in flight mode

I remember hearing about the blood-brain barrier in biology class.
For a long time, it was thought that proteins in the blood, such as
cytokines, would not reach the brain. Well, it turns out that the
blood-brain barrier is just as permeable as the laboratory where our
teacher used to smoke "secretly".  
 For decades, it had been assumed that depression is caused by low
serotonin levels. Bullmore describes how macrophages and
cytokines block synapses (connections for signal transmission) in the
brain, so that there is enough serotonin, but it can no longer be
transmitted. It is as if you had bought enough data, but the device is
in flight mode and therefore cannot connect to the Internet. If this is
the case, common antidepressants do not get to the root of the
problem. They only increase the data, but do not switch off flight
mode.  



Bullmore, like many other scientists, thinks that conventional
medicine should finally leave behind the classic separation of body
and psyche. This separation was established in the 17th century by
French philosopher René Descartes. He saw the body as something
purely mechanical. According to his Christian view, the soul could
also exist without the body; In his conclusion they had to be
separate.  
 At the beginning of the 20th century, Sigmund Freud came on the
scene and brought at least psychosomatics with him. In modern
medicine, a rethink has begun. For Bullmore, reacting to an
inflammatory disease with depression is logical, because the brain
also inflames!   
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Let's go back in time, when there was woolly mammoth fur spread
out in home caves. If you had inflammation in your body at that time,
it was most likely due to contagious viruses or bacteria. Social
withdrawal saved the survival of the entire clan in this case. The sick
person had to stop all activities to save energy for healing. To save
energy, evolution has arranged that activities that we normally enjoy
are no fun in times of sickness. 
 While the others sat by the fire grilling bats, the sick person lay far
away from the fire on the edge of the camp. This person was now
easy prey for enemies, such as saber-toothed tigers or the
hunchbacked neighboring clan. So, from an evolutionary point of
view, it makes sense that in times of sickness, you are in a heightened
state of alert, which manifests in insomnia and increased anxiety.
Social withdrawal, nothing is fun, anxiety and insomnia - these are all
classic symptoms of depression, which is “sickness behavior” in this
sense. And evolutionarily speaking, we have not developed since
crawling out of the caves.  

Far from the fire 



Researchers from Essen in Germany were able to show for the first
time that in acute inflammation, interleukin-6 increases (cytokine)
not only in the blood, but also in the cerebrospinal fluid. The higher
the IL-6 concentration, the more symptoms of depression could be
noted. And yes, interleukin-6 is increased in endometriosis patients.
Is it really far fetched to say: 
  

 We don't suffer from depression and anxiety because we melt into
self-pity or because we don't have willpower. The probability is high

that we suffer from depression and anxiety primarily because we
suffer from an inflammatory disease!  
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It is assumed that depression is an umbrella term for several diseases
with different causes. Thus, you cannot only have an individual pain
mix, but also an individual depression mix. Perhaps in some cases, it
is not inflammation alone. However, it has been found that
conventional depression medication is less effective in patients with
depression who also suffer from inflammatory diseases (such as
endometriosis patients). Unfortunately, no one knows yet how to
apply this knowledge. According to Bullmore, it takes a long time for
biological insights to find their way into practice. There is still no
medicine for depression that primarily targets the immune system.
It's basically the same as with endometriosis. 

The personal depression mix



Researchers have been trying to create specific psychological
profiles of endometriosis patients. An Italian study from 2017
compared women with endometriosis to patients with other
gynecological diseases. They found that women with endometriosis
showed more signs of psychoticism, introversion, sensitivity and
anxiety. The risk of bipolar disorder with endometriosis was also
increased. There are indications that inflammation can not only
trigger depression, but all other psychological disorders mentioned
above: At the University of Freiburg in Germany, it has been shown
that anti-inflammatories helped with bipolar disorder. The film "Fire
in the Head" shows how even schizophrenia can be triggered by
inflammation.    
 The biological connection between depression, bipolar disorder and
schizophrenia has been deciphered by Anke Hammerschlag from the
University of Amsterdam. She claims that the various psychiatric
diagnoses biologically do not exist as their own entities. They would
rather form clusters on the same genes with the same physiological
processes in the background. Depression, bipolar disorder and
schizophrenia are related in the same cluster. If inflammation can
trigger depression, isn't it obvious that this could also apply to the
other disorders in the cluster?  
 Let's link here to an article by Nancy Petersen, a pioneer of
endometriosis education in the USA. Petersen presents the work of
British gynecologist Shirley Pearce. She would have said 30 years ago
that we were on the wrong track with current therapies. In her
research, she had noticed that a large proportion of endometriosis
patients showed psychological problems. Pearce wanted to know
how patients fared psychologically after successful pain
management. The result: After effective pain control, almost all
psychological symptoms, from depression over anxiety to psychosis,
disappeared. 
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Endometriosis Personality?



In 1997, a survey among Australian general practitioners was
conducted. Many of them saw endometriosis patients as "difficult"
and blamed them for their situation. A friend of mine, who has been
involved in self-help organizations for decades, tells me that she has
often heard similar statements. One doctor had said to her: "We can't
afford these endometriosis women. They are not welcome, because
they are not easy to please”. In any case, the Australian study
concludes that it´s rather the doctors who need tutoring here.   
 Psychological symptoms of endometriosis have already been shown
in rats that had been implanted with endometriosis. After
implantation, they showed fear, despair and apathy. In addition, they
showed increased sensitivity to pain. Rats with endometriosis were
found to have a decrease in antioxidants as glutathione and showed
increased oxidative stress. Increased markers of oxidative stress are
also found in women with endometriosis:  
   

Ladies and Gentlemen, we are not difficult – we are burdened
beyond measure! 

This raises the question of why we don't just take anti-inflammatories
for endometriosis and depression. Prof. Kate Seer and Dr. Edward
Bullmore address the fundamental problem here: The side effect
profile of currently available medication is too problematic for long-
term use.   

27

The "difficult" patient  



Contraceptive pill or the mini pill are often used for treating
endometriosis symptoms. With all hormone therapies, depressive
moods and depression are possible side effects. I also had the worst
depressive period under progestin treatment. Looking back, I could
crochet myself the Federal Cross of Merit for keeping it up for six
years. I was told: "If you stop taking the hormones, endometriosis will
come back!" The fear of recurrence made me taking hormones, even
though it felt as if I was swallowing myself into a cognitive no-man's
land.   
 In 2016, a German TV magazine called Stern TV reported on the
largest study about hormone medication in Denmark with over 1
million participants. The result: Women who used hormonal
contraception were prescribed antidepressants 70 percent more
often than women who had never used hormones for contraception;
women with hormonal IUDs even 90 percent more often. Among
young women aged 15 to 19, the risk of having to take
antidepressants increased by 120 percent with the pill and by 300
percent with hormonal IUD. The risk of suicide under the pill
increased by 90 percent, under hormonal IUDs by 190 percent.   
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Bitter Pills



In endometriosis patients, a change in the hypothalamic-pituitary-
adrenal axis (HPA axis) has been observed. It is a kind of control loop
in which hormone and nervous system are interwoven. It serves to
regulate stress. Researchers assume that changes in the HPA axis in
endometriosis patients results from increased chronic stress. 
 One marker of stress is cortisol. In women with endo, it is too low in
the long term. This phenomenon is called hypocortisolism, and it is
associated with chronic inflammatory processes. Normally, cortisol
levels are elevated under stress. It is assumed that hypocortisolism is
a self-protection mechanism of the body. If too much cortisol gets
into the blood, the body tries to protect itself from negative
consequences and goes into underproduction.  
 A change in the HPA axis is a sign of chronic pain. Various stressors
can activate the HPA axis. These can be physical and - here it comes
they can also be   
   

emotional
psychological and 
social
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A stressful affair

Stress can activate endometriosis

Stressors, which are classically assigned to the psyche can lead to
physical changes in intracellular signal transmission. It was found
that this impairs the entire mechanism of stress regulation leading to
an altered immune response – and this immune response can
activate endometriosis.   
 A Japanese study from 2020 comes to the same conclusion and
raises the question: "Which comes first, endometriosis or stress?" In
this study, the role of inflammation and the effects of emotional
stress on both, inflammatory process and lesion growth, are
emphasized.  
 Endometriosis had been implanted in mice that were put under
social stress. As a result, the lesions started growing. In addition,
cytokine concentration increased. The study showed that emotional
stress not only led to endometriosis growth, but also to an
inflammatory response to the fatty tissue surrounding the uterus.  



According to a British study from 2011, the effects of endometriosis
on life quality on a physiological level could certainly be compared to
cancer. In 2007, an article was published in "Obstetrics and
Gynecology" with participation of health economist Iris Brandes from
Hannover in Germany. The article emphasizes the psychological
impact on endometriosis patients. On a psychological level, they
experience their life quality significantly reduced compared to
results among rheumatism or cancer patients.   
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Underrated

Gynecological and yet everywhere?  

In the inflammatory process, cytokines get into our bloodstream, and
thus into other parts of the body, as research could show. According
to Australian gynecologist Dr. Alison Hey-Cunningham, there are
indications of general inflammation and immune reactions in women
with endometriosis, not only around lesions.  



Inflammation, possible side effects of medication, other physical
imbalances and loss of self-confidence because you are never believed.
Impairment of mental health is almost a sign that everything is fine with
us. After all, aren't these "normal" reactions to rather "abnormal"
circumstances?   

31

Psychosocial aspects 

Unpresentable 
According to the so-called biopsychosocial depression model,
psychosocial aspects such as insecurity, financial hardship, social
isolation and associated worries increase the susceptibility for
developing depression.  
 As an endometriosis patient, you live in a society that is neither familiar
with this disease nor prepared for it in any way. Thus, the environment
becomes an arena. You don't know where to direct your energy – to
disease or environment. The double burden had repeatedly led me into
a deficient state. It may sound weird, but I always felt like everyone
didn't want to LET me be sick: 
  

Gynecologist: "Why don't you just go and have a coffee?"  
Husband: "You've had an operation, now everything should be
fine!", and “One day, we all are going to die”. 
Mother: "And what if you write a doctoral thesis after all?"  
Colleague: "I've had endometriosis. No big deal”. 
Friend: "Don't hide behind the disease!"  
Job Centre: "Why don't you become self-employed?"  
Social worker: "Congratulations, you have found the hole in our
social net. There's nothing you can do about it."  
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Elephants and self-confidence  

According to an Australian study from 2014, up to 48 percent of
endometriosis patients experience an impairment of social life,
reasons being pain, exhaustion and the need to have access to a
toilet (That's right, you're not alone!). When they went out, many
stated that they still couldn't mingle with the crowd. In their minds,
they were busy with symptoms.  
 Bladder, intestines, kidneys, sinuses, lungs, bronchi, skin, back,
ovaries – something always emits a message. Do you know this
thought experiment: Don't think about a pink elephant! With
endometriosis, the experiment is a bit different: The pink elephant
stands on your foot. And now don't think about a pink elephant.
That's a completely different concept. If I don't have symptoms, I
don't think about my organs. It's as simple as that.   



Women with endometriosis have an average loss of working time of
13 percent, they miss an average of 19.3 working days a year. It's not
as if you enjoy these "free" days. They are spent in doctors' offices,
emergency rooms or on bathroom floors. Other studies show that,
even if you show up at work, 10.8 hours a week (one working week a
month) alone are lost due to symptoms compromising your
effectiveness. 
 The economic burden is comparable to diabetes or rheumatoid
arthritis. The total annual national burden of direct and indirect costs
is around USD 208.26 million in Germany. Endometriosis is therefore
not only an individual problem, but also an economic problem.  
 A British study from 2011 concludes: There is a discrepancy between
the clear results that endometriosis has a negative effect on working
life on the one hand, and the "poor" legal regulations on disability
and labor law for endometriosis on the other hand. Due to this
discrepancy, many end up in dependency on family or partner, who
must bear the situation financially, or they end up completely on the
social sidelines. Even though I can now pursue a full-time job, due to
my late start to work life, I on the direct way to poverty in old age.   
 In 2017, a study concluded: To reduce the social costs of
endometriosis, investments must first be made – in training of
medical professionals and, above all, in patients, who meanwhile
need economic and social support.   
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From hospital to old-age poverty 



In 2018, I attended a lecture on endometriosis in Edinburgh. A young
man from the audience stood up and took the floor: He told us that
now that he was a transgender man he would be taken much more
seriously regarding his symptoms than when he had been in his female
body. A murmur went through the audience.  
 "If endometriosis were a men's disease, its cause would have been
found long ago," – so rumor has it in the endometriosis community. It's
difficult to judge, but I wouldn't rule it out. On the Instagram account of
Endo What?, I read a post saying five times more research is being done
on erectile dysfunction, which affects 19 percent of men, than on PMS,
which affects 90 percent of women.  
 The headline of an article says it all: "The health care system thinks
helping women is bad for business." It was written in 2020 by the
founder of an US-American medical training provider, Gloria Lau, and
gynecologist Mary Jacobson. This article states:  
"(Health) is a very profitable business. Part of its success comes from
the fact that it’s assembled with a level of complexity designed to keep
us—women in particular—confused by our bodies, in recurring and
sometimes chronic pain while constantly seeking answers and
treatment, and trapped in a vicious cycle (...). We have a healthcare
system in place that keeps women sick, uninformed, and at the mercy
of a system that was not created to treat her. "  
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I´m just a girl



In the history of medicine, – as in all areas – men have been seen as
default setting. Women are the deviation. Perez writes that results of
medical studies would be applied to men and women alike, even if
there had been no women among the tested subjects. The cycle was
not considerated when testing new drugs. Depending on the phase of
the cycle, antidepressants, antipsychotics, antihistamines or
antibiotics can therefore be overdosed or underdosed.  
 Pain is not taken as seriously in women as in men. This phenomenon
is called Yentl syndrome. Among patients with chronic pain, men are
referred to pain clinics more instant by general practitioners,
whereas women are more likely to have to consult a specialist first. It
was also shown that women were more likely to receive sedatives,
antidepressants and non-opioid painkillers for pain, while men were
more likely to get opioids.    
 The opinion that a decrease of pregnancies contributes to the
advance of endometriosis dates to the 1960s. The American
researcher Joe Vincent Meig conducted studies on monkeys. He
claimed that early and regular pregnancy among monkeys is natural
and that these can be prevented by disruptive factors from the
outside. And if that happened, endometriosis would occur more
frequently among those monkeys. According to Seear, his real
intention was to teach doctors how to get women to have children at
a time when women were increasingly in control of their pregnancies
and life choices.    
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Enigmatic creatures 

Eve´s legacy

Meig's concerns about reproduction coincided with a period in
American history when African American and European immigrants
were reproducing at a higher rate than white Anglo-Saxon
Protestants. According to Seear, his research was motivated by
racism and chauvinism that produced women who could be blamed
for the advance of endometriosis: late mothers and women who did
not want to have children. Thus, these women had been made a
legitimate target for biomedical interventions.  



The icing on the cake was be the aspect of mystery. For Seear, it is no
coincidence that endometriosis is described in the same manner as
women had been described, for example by Sigmund Freud:  

 "Throughout human history, people have racked their brains over
the riddle of the nature of femininity (...) You (women) are the

problem yourselves."   

According to Seear, references to endometriosis as mysterious
reinforced the idea of women as "confusing". Instead of seeing the
limits of science, women are blamed. With focus on the theory of
retrograde menstruation, menstrual blood and femininity were
portrayed as hostile.   
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Psychotherapeutic treatments can have more physical effects than
one might assume. They can even normalize certain hormonal
dysregulations. At the Competence Centre for Psycho-traumatology
at the University of Konstanz, it was shown that even trauma-related
epigenetic changes can be reversed by psychotherapy.   
 One study found that a combination of physiotherapy and
psychotherapy in women with endometriosis lead to balanced
cortisol levels and an improvement of vitality and bodily functions. In
a 2017 study, it was shown that psychotherapy in combination with
acupuncture stimulation techniques led to an improvement in pain
symptoms and quality of life. The results remained stable even in a
follow-up after two years.   
 Long-term effects after six years could be shown after a
mindfulness-based psychological intervention with visualization
techniques, counseling, group support and patient education with
focus on exhaustion, sleep quality, work, relationships and family
matters – and that after only ten sessions.  
 As always, it must be said that not all modalities help all in the same
way. Cognitive behavioral therapy had not helped me. There was
something deeper. For a long time, I didn't have access to it. I was
literally cut off from my feelings.   

If you consider how much suffering we must endure with endo and
how devastating the psychological effects are, it is more than
dramatic that there have not been standards in mental health care
for endometriosis patients yet. But can psychotherapy even be
effective for endometriosis? 

37

Treating the psyche

Brains against pain 



A few years ago, a friend and counselor asked me that exact
question. I didn't even have to think about the answer, it
automatically came out of my mouth: "Then I wouldn't know how I
feel!" I was surprised by my own words. Above all, I didn't know
that there was a suitable technical term for it: alexithymia.  
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Alexithymia – When you don't feel 
what you feel  

I think I just stumbled over an emotion! 

Several research papers have shown that women with endometriosis
and chronic pelvic pain have higher levels of alexithymia than
healthy women. It is the inability to recognize and describe emotions,
often accompanied by problems in social bonding and interpersonal
relationships. It is also called "emotional blindness". However, this
does not mean to have no feelings. You just can't assign them. Body
reactions or pain that arise in stressful situations are not associated
with respective emotions.   
 You do notice that you have strong emotional reactions, but you
don't know: Is it fear, sadness or anger? Endometriosis patients also
show difficulties in thinking outwardly, which in turn is due to an
inadequate internal view. In other words, there is often a lack of deep
connection – to the Self and to others.   
 The roots of alexithymia lie in childhood. Often, those affected were
not treated particularly sensitively as babies or toddlers. The parents
did not respond lovingly to the child's needs. In such cases, toddlers
take a step back with their own needs.   
 A significant feature of alexithymia is large fluctuation between no
emotional awareness at all and an extreme spike in emotional
activation, a kind of dysregulation of emotions. People without
alexithymia, for example, are aware of their anger in all stages and
can express it. People with alexithymia tend to push away anger for a
while and then suddenly explode.  



With alexithymia, you are exposed to enormous permanent stress in
everyday life. According to a 2018 study from Italy, it is likely that
alexithymia could increase pain symptoms in women with
endometriosis. I always knew that there is something off. The
diagnoses I had given myself ranged from ADD to Asperger's. Until
my therapist said that none of this was true. 
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Completely off track  



I´ve been suffering from complex post-traumatic stress disorder
(CPTSD) since my earliest childhood. I've only known that for a few
years now. My first diagnosis was called "dysthymia". According to
Harvard Medical School, this form of mild, chronic depression has its
roots in childhood trauma, among other things – that's how the threads
come together for me.  
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Time of Awakening – 
Endometriosis and Trauma  

"Is everyone affected by trauma now?" – a question that has been
asked a lot lately. According to studies, post-traumatic stress disorder is
at least completely underdiagnosed. Unfortunately, the topic is a bit like
endometriosis: Not all psychologists are familiar with it. 
 CPTSD was only included in the ICD (International Classification of
Diseases) as an independent diagnosis in 2019. Therapists who are
familiar with trauma say that many of their colleagues often do not
recognize the disorder as they consider the so-called "functional self" a
healthy personality. It is not rare that trauma survivors even develop a
functional part that performs at a high level. Throwing yourself into
overemployment distracts from unpleasant feelings. 
 A trauma-related disorder is, for example, dissociative disorder.
According to studies, it is probably as common as depression! Everyone
experiences dissociative states in everyday life. It is a kind of
immersion, for example when you are reading a book or do something
routinely such as driving a car. If this state is initiated by trauma, it
occurs uncontrollably, usually by triggers that you are not aware of
(smells, sounds, objects, words, looks ... it can be anything), and you
can't get out of it willingly. There can be the feeling of not being part of
yourself (depersonalization) or being separated from your environment
(derealization), or sometimes you cannot remember your childhood at
all (dissociative amnesia). It is a disorder that one has acquired in life as
a protective mechanism.   

When you can't be who you are 



It is discussed whether (C)PTSD is ultimately an immunological
disorder. The HPA axis is activated, and the immunological balance is
shifted to a pro-inflammatory state. Increased levels of cytokines,
such as IL-6 or IL-17, are found. All factors that have also been
proven in endometriosis.  
 The good news first: Brain, nervous system and immune system have
a so-called "plasticity". Studies have shown that dissociation, trauma
and trauma consequences, including cell damage and epigenetic
changes – even if they have been passed down through generations –
are reversible.   
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I talk to PD Dr. Alexandra Kohl Schwartz, a doctor for Reproductive
Medicine in Switzerland. With her participation, a study was
published in 2018: "Childhood Abuse and Neglect: Risk Factors for
the Development of Endometriosis?" After connections could be
shown, she would like to see more attention for this topic.  Sexual
and emotional abuse or neglect in childhood are associated with the
occurrence of endometriosis. Women with endometriosis also
reported a significantly higher number of different types of abuse
than the women in the control group. One conclusion is that such
experiences should be queried in anamnesis so that these women
can be adequately cared for and treated as early as possible. 
 The results of an US-American study from 2018 coincide. The result:
There is a 79 percent increased risk of laparoscopically confirmed
endometriosis in women who reported various types of severe
chronic abuse in childhood.    
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Endometriosis and childhood trauma  



Several factors suggest that childhood abuse or neglect has an
influence on the risk of endometriosis: People who were abused in
childhood tend to have a higher susceptibility and mortality from
chronic diseases as well as an increased number of gynecological and
obstetric complications, including chronic pelvic pain. 
 Kohl-Schwartz and colleagues mention hypocorticolism in their study.
As with endometriosis, this is also more common in adults with a
history of child abuse. The fact that asthma and fibromyalgia are
associated with endometriosis and are also more common in childhood
trauma survivors could be a consequence of common patho-
physiological factors that are adversely affected by maltreatment and
neglect. 
 In general, it is difficult to do research on trauma and endometriosis.
Study results can always be underestimated, as traumatic experiences
are often not conscious and can´t be queried due to dissociative
amnesia. 
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Childhood trauma and infertility  

Studies have shown that women who have experienced sexual abuse
not only have a higher risk of developing endometriosis, but also a 50
percent higher risk of experiencing accelerated loss of ovarian
reserve in midlife. The study's lead researcher, Dr. Stacey Missmer,
an associate professor at Harvard Medical School, says these studies
are part of the growing body of evidence that stress and trauma can
affect the hormonal and central nerve center and so lead to long-
term chronic diseases, including cardiovascular disease, diabetes,
and reproductive disorders. In 2015, the first indications were found
in the USA that showed a connection between childhood trauma,
menstrual problems and infertility via a change in the HPA axis.    



One of the most important trauma experts of our time is the Canadian-
Hungarian physician Gabor Maté. For a long time, he had worked as a
doctor in a hospice. He became a trauma expert after learning about
his own trauma. In an interview, he explains how endo is connected to
attachment trauma acquired in childhood. And he adds:  
 "These women suffer from stress. It comes from suppression of the
Self as a coping mechanism. Their bodies say no to stresses in their
lives that they themselves have not said no to."

Dealing with the following questions could have a positive effect on the
body: 
 

How are your relationships! 
How much stress from your partner do you take on, how much
stress from the people around you? 
How nice are you to people, no matter how you feel about them? 
Are you a People Pleaser? 
How well do you know yourself? 
How many times do you not say no for fear of rejection or not being
loved or not being good? 

According to Maté, attachment trauma leads to inner self-devaluation
and self-irony. He describes people who have learned not to express
their feelings to anyone, not even to themselves. Expressing feelings in
childhood, being vulnerable and questioning, would have been
dangerous. It felt safer to be considerate of other people's feelings. 
 The number one survival mechanism as a child is to connect with the
caregivers. If attachment was not secure in the past, we will also
unconsciously reject attempts to connect with people close to us today.
The need for connection had been replaced by the need for protection.
The nervous system cannot tell the difference between past and
presence - not cognitively, but somatically.  
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Boundaries



Do you remember when I told you in the introduction that no one can
answer your personal koan? Here's why: In 2018, researchers showed
how nervous and immune system develop and influence each other in
the first few years. In that time, the way we respond to stressors is
shaped by our unique environment. 
 So called microglia, the macrophages of the brain, play an important
role in this process. They get programmed by stress and trauma in
childhood. As a result, you react to your own individual stressors with
an exaggerated immune response, to which other people would
probably react only very weakly. What is harmless for one person can
cause another's pre-programmed microglia to go wild, which then
initiate an inflammatory process in the body. Therefore, only you can
answer the question of what stresses you out and what you must
distance yourself from. 
  

The first step to healing is to get to know yourself. 

I would like to describe it with an example of a patient whose
endometriosis pain has been triggered by her boss walking through the
office. During coaching, she found out that her boss reminded her of
her father, she had always been in conflict with. This is no coincidence.
Something happens in the body. The basic conflict has not yet been
resolved. It is her very personal stressor. Not every endometriosis
patient reacts with pain when the boss walks through the office.
Therefore, it would be important to pay attention to such triggers and
to write them down. Maybe at some point you will recognize a pattern
and can work through these things in psychotherapy or coaching. 
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Personal stressors 



Maté believes that many of us live in emotionally inadequate
relationships in which the deepest needs are not recognized nor
honored. Isolation and stress affect many who may believe that their
lives are quite satisfying. This is because stress caused by
suppressed emotions is not consciously perceived. We believe that
we can feel stress, perhaps as tension. But stress that makes you sick
is not consciously felt. Otherwise, it would be easy to find your
stressors. But it's not that simple.    
 For many endometriosis patients, the first thing they do on their
self-healing journey is to change their diet. It helps some, others less
so. However, if the body does not feel safe, it is not interested in
nutrients or medicinal herbs. The same has been found for the effect
of intestinal cleansing with probiotic cultures. The
psychoneuroimmunological component is often overlooked here.
Bullmore writes that depressive and inflammatory reactions to
harmful intestinal bacteria in the microbiome are favored by the fact
that the macrophages are already on alert due to early social stress
in childhood. The reason for persistent inflammation is probably due
to persistent reactions to social stress and a lack of boundaries. In
other words, if you want the probiotic cultures to be effective, you
first have to crack the code of your sociol stressors and work on your
ability to say no in the respective situations.     
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Nervous system first!

Because it's not psychological  

The US-American doctor Veronique Mead blogs on her website:
chronicillnesstraumastudies.com. Her first statement on trauma: 
  

"Because it's not psychological!" 



Mead had worked as a general practitioner. She became a trauma
expert because it was exactly the path that ultimately helped her with
her chronic diseases – asthma, fatigue and irritable bowel syndrome.   
 Mead writes about Dr. Robert Naviaux, Professor of Medicine,
Pediatrics, and Pathology at the University of California. He described
the so-called Cell Danger Response (CDR). This is a natural process by
which mitochondria – the powerhouses of our cells – protect and
defend themselves and the bodies from threats such as infections,
toxins, physical and psychological trauma and other environmental
stressors. According to Naviaux, chronic diseases occur when you get
stuck in the healing process.  
 Our cells memorize particularly threatening situations to ensure our
chances of survival, just in case it will happen again. So, a second hit
triggers exactly this memorable process. Mead refers to the threatening
event before the second hit as an adverse pre-onset experience (APOE).
"Many people with chronic illnesses become ill after some kind of
trigger," she writes.  
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For Mead and Naviaux, none of this is by coincidence. Naviaux and
other researchers have defined different types of environmental
stressors that can trigger the onset of a chronic disease. These include
psychological trauma (loss of a loved one, divorce, financial struggle,
emotional neglect in childhood, etc.) and physical trauma (accidents,
burns, surgeries, massive infections, physical abuse, etc.).  
 Other possible triggers are biological stressors (viruses, bacteria, fungi,
parasites, etc.) and chemical stressors (e.g. environmental toxins).
Studies have shown that the risk of endometriosis is increased with
infections of the lower genital tract, such as chlamydia infections. The
role of the Eppstein-Barr virus in the risk of endometriosis is also being
discussed. Regarding environmental toxins, there have already been
various experiments with dioxin in monkeys, which developed endo
after dioxin exposure.  
 As Naviaux explains, these are all possible triggers of diseases, but they
are not the cause. Their common denominator was that they all "ring
the same bell". In his opinion, this bell is the cell danger response.
Depending on the genetic predisposition, one person subsequently
develops rheumatism, another MS and others symptomatic
endometriosis. His theory in other words: 
  
Chronic diseases are not caused by unique sets of defective enzymes,
faulty genes, or missing hormones. They resulted from the body's
innate, natural survival responses to environmental stressors (trauma,
pathogens, environmental toxins) that got stuck in a continuous healing
loop. 
  
Mead, like Naviaux, believes that chronic diseases are likely to be more
reversible than one might think. 
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Possible triggers of chronic diseases 



I was free from symptoms in Scotland despite a questionable diet
(burgers, fries, sweets) and chaotic lifestyle choices (a lot of partying, a
lot of work, hardly any sleep). Without knowing it – I had switched off
the most important personal stressors - home and family.  
 "Freedom" generally seems to be an important aspect in connection
when it comes to endometriosis. Prof. Dr. Daniela Hornung, Chief
Physician of the Clinic for Gynaecology and Obstetrics in Karlsruhe,
reports in a German magazine about a study on apes with
endometriosis: 
 It has been shown that only about three percent of apes in the wild
have endometriosis. In captivity, the risk of endometriosis increases to
80 percent after a year. I think it is the same for us a humans with the
concepts of freedom and captivity being more abstract. An important
question at all levels seems to be: "What keeps us captive?" 
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Cry for freedom? 



A lot of endometriosis patients are sensitive to histamine. The Cell
Danger Response could provide an explanation. According to Naviaux,
due to CDR, even mild stressors trigger an increase of histamin leading
to anaphylactic reactions, food intolerances and mast cell activation
disorders. Once I talked to a nurse who had been diagnosed with
mastocytosis. I told her about my symptoms symptoms (nausea and
dizziness after showering, lightheadedness in the cold, nausea and rash
during sports, panic attacks after eating strawberries etc.), and she said,
"That sounds just like me!" 
 Doctors never understood why I showed low Vitamin D levels as a dog
owner. According to Naviaux, due to CDR the body reacts more
sensitively to vitamin D and reduced natural vitamin D production. This
hypersensitivity would also explain why I react with nausea every time I
take vitamin D supplements (which no one has believed me so far ...). I
don´t feel queasy but have a “mechanical” vomit reflex. I never had this
before. Only with vitamin D. Now I know: It´s not psychosomatic!
 Substances and hormones in our body can be low because they are
intentionally suppressed. If the circumstances change, they can be
produced again because the body is not broken, but only follows its
own instructions. According to Naviaux and Mead, effective trauma
therapy can lead to normalization of suppressed substances.  
 Mitochondria produce ATP, which is important for the cell's energy
production, but also supports the processes of defense. Researchers
assume that somatically based trauma therapy can interrupt ATP
release as much as drugs do. Somatically based trauma therapy could
possibly help us to get out of the continuous loop of defense processes
– no matter what the "bell has rung".  

 Trauma therapy for endometriosis  
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In the so-called Adverse Childhood Studies (ACE) by Stephen Porges,
child abuse and neglect have been intensively researched. It could be
shown that the higher the ACE score (1-10) the higher the risk of
chronic diseases. Causes for trauma for instance could be:

Sexual abuse  
Physical abuse  
Emotional abuse  
Physical neglect   
Emotional neglect    
Domestic violence   
Substance abuse in the household   
Mental illnesses in the household   
Separation/divorce of the parents   
Detention of a family member   
Multigenerational Trauma
Institutional Experiences (being doubted, rejected, ridiculed by
people in positions of power as in medical trauma) 
Experiences as a baby (separation from the mother, emotional or
physical stressors of the mother, birth experiences, hospitalization
...) 
Relationships in childhood (not feeling seen, having had no one to
turn to with difficult feelings, little sense of connection with others
in the family, not feeling safe or protected or loved, being treated as
if you were invisible, the problem, weak or stupid. This category also
includes parents who only see you when you perform.) 
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What can traumatize us?  



Under progestins, I developed symptoms beyond depression. My
perception and my orientation were disturbed. In addition to dizziness,
I often had the feeling of stepping into some kind of air holes. Katja
Materne, clinical social worker and trauma consultant, draws my
attention to the possibility that it could have been my trauma
symptoms, i.e. depersonalization. But why were these symptoms
suddenly much better after withdrawing the progestines?  
 Researchers at Emory University School of Medicine and Harvard
Medical School had found that high estrogen levels protect against
PTSD symptoms. By taking the mini-pill, estrogen production is shut
down. Did my trauma symptoms had consequently more room? A
study from 2018 could indeed show that lower levels of estradiol and
progesterone, as they are prevalent under the mini-pill, can increase
PTSD symptoms; another aspect that should be considered in the
treatment of endometriosis patients, in my opinion.  
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The less estrogen, the more trauma  



Good news: We can all support our autonomic nervous system in
switching from a survival mode to life mode in which healing is
possible – releasing the handbrake so to speak. But it is not an easy
path, there is no quick solution, it requires courage and consistency.   
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From surviving to thriving 

What heals us is our self 

According to scientists, somatic trauma therapy could help us
releasing the handbrake. Unfortunately, there is (still) no
standardized care for us in this regard. But I have hope. In their book,
Dr. Becherer and Dr. Schindler have included a chapter by author
and director Joachim Faulstich about psychoneuroimmunology and
possibilities for self-healing. Dr. Becherer writes the conclusion:  
 
 "The phenomenon that the disease can at some point turn into an
inactive state or even spontaneously heal cannot be explained by
conventional medicine. It is unclear whether this is a random
spontaneous occurrence or whether it may be based on conscious or
unconscious (self-)treatment. Healing comes from within. It is the
overcoming of separation – from ourselves and from others. The
deepest believes about ourselves can initiate or prevent healing
processes. We do not come to these believes by thinking, but by
feeling.” 

Tell your own story  

According to Maté, the lack of essential information about ourselves
and our situation is one of the main sources of stress and one of the
most powerful activators of the HPA stress response. We cannot be
autonomous as long as we are driven by relationship dynamics, by
the need for guilt and commitment, by hunger for success, fear of the
boss, fear of boredom, fear of loss, etc.   
 I have seen so many patients who, despite psychotherapy, still want
to gain love and attention of a narcissistic mother – or a narcissistic
partner – who still strive for acceptance of the strict father, continue
to serve the role of the "black sheep" in the family, cling to
perfectionism or are still people pleasers, etc. I´m not an exception. I
am also working on these things.



Bessel van der Kolk describes the trauma state: The emotional brain is
working, stress hormones are sending signals, while the rational brain
is incapable of talking the emotional brain out of its own reality. It is still
trapped in the past and does not know how it can be fully alive in the
present moment. It's a bit like talking to a good friend who is still
attached to her ex. Anything that brings us into the here and now and
involves the body can be a step towards healing.   
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Mindfulness



Jon Kabatt-Zinn, former professor of medicine, created Mindfulness-
Based Stress Reduction (MBSR) to teach people in Western
industrialized countries how to deal with stress, depression and illness.
It was first tested on pain patients who could no longer be helped by
conventional medicine, and positive effects could be demonstrated. It is
an 8-week program that is built on mindfulness and acceptance and
composed of 
 

Mindful body awareness (body scan) 
Mindful execution of yoga postures 
Meditation 
Walking Meditation 
Breathing 
Mindfulness in everyday activities 

 
Researchers have found that the part of the brain responsible for "fight-
or-flight" response and feelings of fear and anxiety shrinks with
mindfulness exercises. Mindfulness meditation can have a positive
effect on the immune system and reduce inflammation. 
 We are programmed to survive. When we become mindful, we
automatically perceive negative things first. Once, it was more practical
to keep an eye on the saber-toothed tiger than on the cute squirrel. For
this reason, we should train to consciously direct our mind towards
positive things; not to eliminate the negatives, but to include the
positives. You can do this, for example, with a gratitude diary, in which
you write down four things you are grateful for every evening. One
thing should have to do with yourself. Yes, you can certainly show
gratitude to yourself. This boosts self-confidence. If you practice this for
months, health-promoting changes come up in the body. It takes
discipline, like training a muscle. 
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The summer of 2020, in the middle of lockdown, I discovered Somatic
Movement under guidance of great teachers: Brian Siddhatha Ingle
(licensed Doctor of Osteopathic Medicine and a Naturopath and
founder of Living Somatics) and Gayatri Maya Andersson-Schriefer
(registered master somatic movement educator, clinical Hanna Somatic
Educator and board member of the International Somatic Movement
Education and Therapy Association (ISMETA).  
I had tried yoga before. Studies could show that yoga has benefits for
endometriosis patients. However, for me personally, yoga is too
intense. There are so many poses (asanas) that I experience as
uncomfortable. 
 Somatic Movement is based on the work by philosopher and educator
Thomas Hanna and emphasizes increasing sensory awareness and
voluntary control over the body. Hanna believed that the body can
unconsciously develop maladaptive patterns of muscle tension due to
stress, injury, or trauma (like in surgeries for instance, but also
emotional trauma). He called it Sensory-Motor Amnesia: the brain
"forgets" how to control certain muscles, leading to stiffness, pain, and
restricted movement. 
Somatic movement is a way to "retrain" the brain to regain control of
these muscles. Somatic movement involves becoming deeply aware of
how muscles feel and move. It´s not about strength or endurance but
slow, deliberate movements that require awareness. This conscious
engagement helps re-educate the nervous system and restore fluid,
efficient movement. Releasing physical tension and physical trauma
patterns can lead to both physical relief and emotional healing, helping
people overcome the lasting effects of trauma. 
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Somatic Movement



Thomas Hanna had been inspired by Moshé Feldenkrais and Hans
Selye. Hormone researcher Selye had recognized in the 1930th already
that physical illnesses can arise from psychological causes such as
stress. He can be considered as the father of stress research.
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Bessel van der Kolk writes that we must open ourselves to non-
pharmacological practices outside of Western medicine: breathing
exercises, singing, martial arts such as qui-gong, drumming, group
singing and dancing. All modalities rely on interpersonal rhythms and
vocal and mimic communication that help bring people out of the
fight/flight state, reorganize their perception of danger, and improve
their ability to manage relationships.   
 Many of these practices work through the activation of the vagus nerve,
which Stephen Porges described in 1994 with the polyvagal theory. The
vagus nerve is the longest and most complex of 12 cranial nerves. It
connects the brain to tissues and organs, sending signals to them and
vice versa. It runs through head, neck, chest and abdomen. The vagus
nerve, for instance, provides signals for the muscles in the throat for
swallowing and speaking. It is also responsible for the functions of the
digestive tract or breathing and heartbeat. In the parasympathetic
nervous system, it ensures rest, relaxation and digestion. It plays a role
in bowel movements, urination and sexual arousal. Last but not least, it
sends anti-inflammatory signals to other parts of the body.   

Activating the vagus nerve  
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At Fundan University in Shanghai, data from a 2019 study suggest that
patients with ovarian endometriosis have increased sympathetic
nervous system activity (fight/flight/freeze mode) and reduced vagus
activity. The study has provided initial evidence that stimulation of the
vagus nerve can suppress the progression of endometriosis.  
 The activation of the vagus nerve supports the immune system and
controls an inflammatory reflex in the body. When it is active, its sensors
receive an increased status of cytokines in the body. It then sends an
electrical signal to the brain. This reacts with an outgoing signal through
the vagus nerve into the spine, where it calms down our “bouncers”, the
macrophages, who then whistle back their cytokines. Vagus nerve
stimulation can therefore be used to counteract inflammation.   
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Vagus activity up, endo activity down 



The vagus nerve consists of two branches, the ventral (anterior) and the
dorsal (posterior) branch. The ventral branch is the younger one. Its
purpose is to connect us socially. If the function of the vagus nerve is
disturbed, it has consequences on all levels: In social situations, one is in
danger mode and reacts inappropriately (over-excitation/under-
excitation). The sympathetic and parasympathetic nervous systems
must be balanced by the vagus nerve to resonate with other people.
Social support is also the strongest protection against being
overwhelmed by stress and trauma.  
 Social support is not the same as the mere presence of others. You can
be with someone and still feel like the loneliest person if that person is
not also connected to his/herself. The connection to our authentic self
through somatic methods therefore has not only a personal, but also a
social dimension.  

To be truly heard and seen by people around us, to feel that we are in mind
and heart of another person, is vital!

In a seminar on Somatic Psychology, I learn from Peter Levine
personally how the stimulation of the vagus nerve can convey safety to
our system. We take a deep breath together and as we exhale we say
"Woooooooo" out loud. Some people know the "Om" from Buddhist
traditions. We put our hands on our stomach and try to feel the
vibration. Peter Levine explains that through this stimulation, the nerve
sends signals from the digestive organs back to the brain and tells it:
There is no danger, we can relax. 
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Afterword
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The Japanese cup

Endometriosis patients are under massive stress and we must stop
trying to attribute this to hysteric personalities or psychological
instability. It is probably more likely that physiological processes are
responsible for the development of depression and anxiety.
Psychosocial stress additionally promotes psychological illnesses. 
 Trauma is not the cause of endometriosis and not every endometriosis
patient has experienced childhood trauma. But if there is traumatic
stress in the body, and this can also arise from ignoring our symptoms
and medical gaslighting, this can act as a booster for the illness. Trauma-
informed treatments would therefore be desirable.
 We need solutions at all levels - not just medical, but also psychological,
socio-psychological and financial. The standard of care is globally not
sufficient. Most people do not have access to multidisciplinary high-
quality excision centers. Therefore, we must increasingly take care of
ourselves. I hope I was able to give you a little inspiration on how you
could find out where your Low Road leads.

During an online seminar on somatic psychology, Peter Levine shows us
a Japanese wabi-sabi cup. In ancient Japanese tradition, it is a teacup
that you share with guests. After a while, cracks will appear. These
cracks were then filled with gold. Levine says, "And look at how beautiful
this cup is now!" Then he says that in over 30 years of trauma therapy,
he has experienced that tracking down and healing wounds in people
with the deepest cracks has made them the most beautiful
personalities.   
  
I wish you all the best!  Yours Endo Sister Martina 
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Staring At Hot Water Bottles
ENDOMETRIOSIS & MENTAL HEALTH

MARTINA LIEL

"Endometriosis affects us in our entirety and hits our whole
life." In this book, Martina Liel shows the enormous influence of

endometriosis on the mental health of those affected. Based
on her own story, she sheds light on the interaction between

traumatic stress and endometriosis. Her most important
realization: I cannot get well in the same environment and
under the same conditions in which I became ill. She talks

about important changes and she had made to become pain-
free.

To date, there is no cure for endometriosis. This book does not
promise a cure. However, on the background that not all

patients have access to multidisciplinary high-quality excision
centers, the author wants to provide inspiration on what

patients can do for themselves besides changing their diet and
exercising. The author´s intention: , despite the poor care in

many places, the patients should not give up on themselves! 

Martina Liel is a published German Author. Her books about
endometriosis (“Nicht ohne meine Wärmflasche”, 2017.
“Endometriose und Psyche”, 2021) are well received in

Germany, Austria and Switzerland. Her first book has been
translated and published in Polish as well. 

Martina has been suffering from endometriosis for more than
30 years. She has been spreading awarenes since her first blog

post in 2007.


