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Let’s begin the ABC’s of Extra-Pelvic Disease. The description of endometriosis cannot be complete without
acknowledgment of the ENTIRE disease. This includes locations that are ‘atypical’ and occur outside the reproductive
system. As of May 2018, the American College of Obstetrics and Gynecology (ACOG) does not acknowledge extra-pelvic
disease in the description, FAQ’s and Treatment guidelines for endometriosis care. ‘Catamenial’ presentations of areas
remote to the pelvis are not recognized by most healthcare providers nor mentioned by the ACOG. This contributes to
longer delays for effective treatment of this disease. An increased risk of complications and decreased restoration of
function often results. Extra-pelvic disease is not ‘rare’. Yes, there are odd locations but urinary/excretory, digestive,
respiratory and cutaneous disease comprise (4) of the most common locations.

A is for: Adductor Magnus/Longus Muscle (Compartment), Adrenal Gland, Alveoli, Aorta and Appendix.
A single case study documented the presence of a endometrioma of the Adductor Compartment. The compartment is
comprised of the inner thigh muscles. The bulge grew over years with recurrent tenderness at menses.

(mendmeshop.com)
The Adrenal Gland(s) are part of the endocrine system (all glands identified in chart below). The Adrenal gland produce
hormones released into the circulatory system to alter target organs when needed for growth, metabolism, sexual
development and normal function. The Adrenal glands produce: Adrenaline (Epinephrine), Aldosterone, Cortisol and
Norepinephrine (noradrenaline). The adrenal glands are located at the top of each kidney.

(rhms.psychology.com)
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The Alveolus is the individual ‘air sacs’ where oxygen is extracted from the air we breath and enters our circulatory
system to be used by the tissues and organs for function. It is also the location where the used air (containing carbon
dioxide) is removed from the circulating blood and exits the body when we exhale. The Alveoli collectively compose the
majority of each lung’s parenchyma (tissue).

(images.medicinenet.com)
A single case study of a lesion within the walls of the Descending Aorta has been published. This lesion was resected

and no complications were reported.

(www.medizinfo.de)

The Appendix is part of the Large Intestine. It has a prevalence rate similar to the C: for Cecum. It often presents like

chronic or acute appendicitis.

( ncmarshall.co.uk)

B is for: Bladder, Bronchioles
The B’s involve the more commonly affected systems of the body: Urinary/Excretory and Respiratory. The Bladder
represents approx.. 85% of Urinary/Excretory system lesions. Painful urination w/wo blood in urine centrally located
pain above the pubic bones is common. If found in proximity to a ureter’s entrance into bladder, impaired drainage of
urine through the ureter may occur. Blockage can lead to urine backing into the kidney (hydronephrosis). If left
untreated it may lead to irreversible kidney damage.
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(life-in-spite-of-ms.com)
Lesions of the Bronchioles may cause blood to be cough up at menses (most often at day 1). Lesions may completely
‘disappear’ between episodes and be absent at visual inspection. Lesions in very tiny air passages near air exchange
sacs, may swell. Swelling can lead to air pulled into exchange sacs with inhale but, lesions prevent air from escaping
during exhale. Over time this can create expanding areas (blebs or bullae) that eventually rupture - pneumothorax.

(ibguides.com)

C is for:

(neonataldisease.com)

Cerebellum, Cerebrum and Cecum.

Two locations in the Central Nervous System that have been published (to my knowledge) (1) Cerebellum and (3)
Cerebrum (brain). A lot of women struggle with migraines. Please check the group files for an article about Migraines.

(chm.bris.ac.co.uk)
The Cecum is the first portion of the Large Intestine where the appendix is attached. The Gastrointestinal System is one
of the most common locations of extra-pelvic disease (up to 12% avg. with ranges 3.5-40%). The Rectum and Sigmoid
Colon (70-95%) are the most common location followed by the Cecum and Ileum (last part of small intestine) at 3.6-7%.
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(ncmarshall.co.uk)

D is for: Diaphragm.
The Diaphragm is the most common respiratory tissue involved with Thoracic Endometriosis. Initial presentation can
present with pain 'up and under' the rib cage (Right side much more common but it does occur on the Left and Both
sides). Symptoms may also include referred discomfort referred to upper chest, shoulder, clavicle, neck and sometimes
down the arm and shoulder blade. Shortness of breath is also common. These symptoms often start around the menses
but may expand over time to include mid-cycle ovulation and most advanced, daily ebb and flow. Disease of the
diaphragm can occur ONLY on abdominal side, ONLY on chest side or BOTH. If disease creates holes in the diaphragm,
this is one of multiple ways a lung collapse can occur. The only way to inspect both sides of the diaphragm is with a
gynecologist and thoracic surgeon working together with a laparoscopy to view the abdominal side and a Video Assisted
Thoracic Surgery (VATS) to view the chest cavity side. Few of these excision teams with experience exist around the
world.

(crossfitsouthbay.com)

E is for: External Oblique Muscle. This muscle comprises one of the (4) abdominal layers. It is important to understand
that, Skin/Cutaneous Endo is estimated at 1%-5% prevalence. Lesions occur in BOTH incisional scars AND in areas
without prior history of invasive procedure (intact skin). These lesions often swell and are tender to touch at times of
menses. They may also be discolored and bleed. Lesions of the Umbilicus (with and without incisional site) is the most

common location.

(milanstolicny.com)

F is for: Femoral Nerve and Femoral Vein. Peripheral Nerve lesions are not a common location (< 1% est). However,
cyclical onset acute pain and/or weakness through the anterior thigh at menses may need further investigation. Femoral
Vein involvement may lead to cyclical swelling.
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(anaesthesia.co.uk) (Note Yellow is Femoral Nerve; Blue is Femoral Vein)

G is for: Gallbladder, Gastrocnemius Muscle, Gluteus Muscles and Groin.

Goodness! These are not locations in which
endometriosis locations frequently occur. However, it is important to recognize that lesions exist in some of the
strangest locations. Second, you wonder how these lesions 'arrived' or perhaps developed 'in place' at these locations. I
have not encountered any studies that estimate the prevalence of Gallbladder (GB) lesions. However, it is encountered
from time-to-time. The GB also refers pain in the Right Shoulder region and local near the ribcage. Always take note of
what you eat and timing of any symptoms to share with your care provider. Similarly, the Groin (and Inguinal region) is
often encountered from time-to-time. Only one publication of Gastrocnemius/Soleus muscle (the posterior calf muscle
of the lower leg) has been published and a few publications of the Gluteus Muscles.

(nursingcrib.com)

(brianmac.co.uk)

(projectswole.com)

(ptclinic.com)

H is for: Heart. A single case advanced endometriosis within the heart muscle was published many decades ago. At
the time of this case, advanced imaging was non-existent. A lack of advanced medical technologies, which are present
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today were unavailable at the time of this case. However, today, the growth would have been detected and
intervention more prompt before extensive growth which occupied the chamber of the heart and aorta that limited
heart function. This individual died as a result. It is the only case I was able to find specific to the heart (and not the sac
around the heart - pericardial sac).

(ai.rug.nl)

I is for: Iliocecal Valve; Ilium, Inguinal Region.
The Iliocecal valve is the junction where the small and large intestine comes together. The valve is a one-way 'door' for
passage of material that enters the cecum and ascending large intestine. A small percentage of gastrointestinal lesions
are found here (GI is one of the top two most frequent involved extra-pelvic locations).

(topicstock.pantip.com
The Ilium is one of the three bones which form each side of the pelvis The ilium is commonly termed the 'hip bone) that
sits below your waist. Very isolated cases of this area, however, the tissue on the interior surface of this bone makes up
part of the 'pelvic sidewall' which is very frequently involved in the disease.

(crosswordese.com) (pelvis is composed of three fused bones: ilium, ischium, pubis and
the large triangular bone in the back is the sacrum.
The inguinal region is the junction where the lower leg and abdomen comes together. It is 'at the crease' in the front of
the upper thigh when seated. Here, multiple cases of lymph node, psoas muscle and lesions among the fascia (coating
of muscles) have been reported
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(fitsweb.uchc.edu) (L to R: Femoral Vein (blue), Artery(red), Femoral Nerve (yellow))

J is for: Jejunum is the middle section of the Small Intestine. Although the large majority of lesions involve the large
intestine, occasionally the small intestine is involved. Those with lesions of the small intestine may report episodes of
nausea and vomiting.

(genesisjohnson.com)

K is for: Kidney and Knee. The Kidney is involved in up to 2% of all urinary/excretory system disease. However,
indirectly the kidney may be damaged (hydroneprhosis) as a result of endometriosis lesions of the Ureter blocking urine
produced by the kidney from reaching the bladder.

(theexecutivecoach.com)

A single case of Endometriosis within the Knee has been published.
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(ncashevillechiropractor.com)

L is for: Liver, Lung Parenchyma, Lymph Nodes
Prevalence of Liver lesions has not been reported however, similar to lesions of the (R) side of diaphragm, pain may be
felt ‘up under’ the R ribcage and referred pain felt in the (R) shoulder area (similar to the Gallbladder). It is important to
monitor a cyclical pattern that peaks at menses. It is important to report any association to other things like eating,
positions or activities.

(nursingcrib.com)
Lung Parenchyma lesions are often painless unless the lesions are in close contact to the peripheral lung where contact
to the highly sensitive chest wall exists. Lesions of the Lung Parenchyma are less frequent than Diaphragm and Parietal
Pleura (chest wall), but more frequent that airway (bronchiole) lesions. Shortness of breath and bleb formation with risk
of pneumothorax may be present. Pleural spot specific pain may occur with lesions of the lung parenchyma near the
periphery of the lungs.

(asdk12.org)

(anatomybody101.com)
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A variety of publications on lymph node lesions can be found in numerous sites around the body. This includes
abdominal, chest cavity and groin regions. One theory of origin is metastatic lymph-hematogenous spread. It is unclear if
sources are bone marrow or uterus.

(imagestutorvista.com)

M is for: Mesentery. Connective tissue that attaches some of the abdominal organs collectively to the back wall of the
abdomen. The mesentery is part of the abdominal peritoneum. It attaches the stomach, small intestine, pancreas,
spleen etc. Vascular and lymphatic structures to the organs occur within the mesentery.

(apsa.com)

N is for: Nasal Mucosa. A few cases of endometriosis lesions have been reported in the literature. One important
similarity is that pain is present with the nosebleeds to occur. It is important to realize that nasal lesions have been
documented in only a handful of cases. Please check out the Group Files for an article about Catamenial Epistaxis
(nosebleeds concurrent to menses).

(medlineplus.gov)
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N is for: Nerve Root.

Although Peripheral Nerve lesions are estimated at <1% prevalence, they do occur. dependent
upon the type of nerve and location, it may result in purely sensory changes (numb, tingle, burn, electrical) or weakness.
It is important to note if it is cyclical during your menses and specific location of any sensation or strength changes.
There are other causes for these changes with menses and discussion with your provider and allied health care providers
to investigate may be needed.

(heritance.me)

O is for: Omentum and Obturator Nerve.
The (Greater) Omentum is also a peritoneal membrane (like the mesentery) that drapes over the front of the
abdominal organs from the stomach over the small intestine. The (Lesser) Omentum similarly attaches the liver and
stomach together.

(knowyourbody.net)

(stepwards.com)

The Obturator Nerve is a peripheral nerve of the inner thigh muscles (adductors). Lesions of this nerve may result in
pain, sensory changes or weakness at menses. As noted above, Peripheral Nerve lesions are less than 1% prevalence.

P is for: Pancreas, Parietal Pleura, Pericardium and Perineum. The Pyrimidalis, Psoas Major and Piriformis Muscles.
Not only has endometriosis involved the Pancreas, here is a case of a 68 yo women with active endometriosis long after
menopause. https://www.ncbi.nlm.nih.gov/pmc/articles/PMC5040200/
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(womenworking.com)

(wiremea.com)

After the Diaphragm, the Parietal Pleura is the second most frequently involved tissue of the respiratory system. Lesions
of this tissue are part of the complex: Thoracic Endometriosis. Parietal Pleura lesions may create hemothorax/pleural
effusion of fluid accumulation between the lung and chest wall. These lesions also present as cyclical pleurisy with pain
cyclical and localized. If lesions develop to involve the visceral pleura this can lead to pneumothorax.
The Pericardium is the outer most layer of the heart which creates a 'sac' to hold the heart in place a top the diaphragm.
Lesions here are included in the Thoracic Endometriosis tissues. Pain may present in the cardiac distribution, develop
into pericardial effusion (fluid accumulation inside the heart sac but outside the heart muscle.) This may lead to EKG
abnormalities to include palpitations, a-rhythmias, reduce blood output and reduced blood pressure.

(aziyo.com)

(fitbumpsandmums.co.uk)

The Perineum is a 'global' term to collective include the surface areas around and including the external genitalia.
Imagine sitting on a bicycle seat. The area under pressure includes the Perineum.
The Pyrimidalis, Psoas Major and Piriformis are all muscles where lesions have been identified. The Pyrimidalis is a tiny
abdominal muscle. The Psoas Major is a short muscle from the lumbar spine attaching to the upper leg bone (femur)
just below the groin area. This is your primary hip flexor muscle. The Piriformis is literally, a 'pain in the buttocks'. The
Piriformis is a muscle that runs from the inner surface of the Sacrum (the bigger bone from which the 'tailbone'/coccyx
attaches). and attaches near the top of the upper leg bone on the outside (femur). This Sciatic Nerve that provides
innervation to muscles of the posterior thigh and front of the lower leg, passes behind or often through this muscle. Pain
felt 'dead center' of the butt cheek is often attributed to this muscle.
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(memorangapp.com)

(skydmagazine.com)

(buffalobackandneckpt.com)

Q is for: Quadriceps Femoris Muscle Group and Cauda Equina. The front of the thigh is composed of (4) muscles This
muscle group is assist with flexing the hip and are the primary muscles to extend (straighten) the knee. A case of
endometrioma that slowly grew over many years was reported in a middle-aged female. The lesion was located within
the outer fascia layers that coat the Vastus Lateralis and Quadriceps Femoris muscles. The lesion was removed. It never
grew back. No complications followed.
A case of endometriosis in the same location in which the spinal cord travels down the vertebra was documented. The
Spinal Cord ends at the level of the upper lumbar spine. At the bottom of the spinal cord are branches of peripheral
nerves that that continue down the canal (Cauda Equina), exiting out the vertebra at lower levels of the spine. A lesion
in this area can present with a 'mixed bag' of signs and symptoms ranging from spasticity to weakness, sensations of
burning to numbness into the lower limb.

clinic-hq.co.uk

(medlineplus.gov)

The spinal cord ends in the upper Lumbar section of vertebral spine. A bunch of 'noodles' which are nerves continue
inside the spinal bony canal and eventually exit from the spine at lower levels of the Lumbar spine and Sacrum (the big
fused bone where your tailbone comes from). As these 'noodles' exit the spinal canal they are termed 'nerve roots'.
12
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These nerve roots are named by the vertebra just above it where it exits from the spine (Ie.L2, L3, L4, L5, S1, S2,S3, S4
and S5. L stands for Lumbar and S stands for Sacrum)

(orthobullets.com)

R is for: Rectum, Rectus Abdominus and Round Ligament.
The Rectum is the one of the two most common areas of the Large Intestine where lesions are located. Women often
report pain with bowel movements (greatest at time of menses), occasional blood in stools, and altered bowel patterns.
Lesion location may make intimacy painful. The Rectum is the last section of the large intestine. The Uterus and Cervix
are intimately situated in front of this section of the bowel. This helps understand why intimacy can be very painful.

(mayoclinic.org)

(fascrs.org)

The Rectus Abdominus is the abdominal muscle that represents the 'six pack abs'. The abdominal wall is the most
common location of skin/cutaneous lesions (with a prevalence of 1%-5%). It is important to understand that cutaneous
lesions occur in both Intact and Scars (most common reported following operative incisions). The Rectus Abdominus is
the 'six pack abs'. It is the outermost layer of abdominal muscles and confined to the middle section of the abdomen.
Lesions swell and may discolor at time of menses. They oft become tender to touch at this time. If very superficial and
involved layers of the skin, they may bleed with menses.
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(moveforwardpt.com)
The Rectus Femoris is on of the (4) muscles that comprise the Quadriceps Femoris muscle group of the anterior thigh.
As noted in 'Q', an endometrioma was excised from the Vastus Lateralis and Quadriceps Femoris. In this case study, the
lesion grew over many years with cyclical temporary size increase at menses also.
The Rectus Femoris is highlighted here. It is the middle of (4) muscles that make up the 'Quadriceps' on the front of the
thigh.

(clinic-hq.co.uk)

(healthappointments.com)

The Round Ligament is part of the female reproductive organs. The Round Ligament originates from the body of the
Uterus, passes through the pelvis and travels through an opening where the torso abdominal layers attach to the front
pelvic bones (where the crease in your hip at the groin exists). This ligament continues on to spread out, anchoring at
the external genitalia. Lesions of the Round Ligament are 'extra-pelvic' if they are located outside the pelvis at the
Inguinal area. In the same region of the Inguinal Canal are lymph nodes. Hence, palpation of any 'lumps' in this region, it
is important to note any size and tenderness changes at menses and discuss with a physician.
A great picture that shows the origins of the Round Ligament from the Uterus and passes through the 'hole' (Inguinal
Canal) before dispersing its anchoring attachments through the external genitals. The Inguinal Canal is a common
location for 'hernias' to occur in both males and females. A hernia is the result of tissue bulging through an opening. A
hernia can become 'strangulated', hence blood flow to the tissue bulging through the hole loses blood flow (becomes
ischemic) and can die. Hence, and 'bulges, nodules or bumps in this region need to be investigated. The Inguinal Canal
contains numerous structures, hence see a provider to determine the concern.

(Round Ligament origin at body of Uterus, passes through groin area and anchors at
region of external genitalia.)
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S is for: Scar and Skin (Cutaneous), Sciatic Nerve, Sigmoid Colon and Subarachnoid Space.
Lesions are found among the various layers of the Skin, Surgical Scars and its Subcutaneous tissues. Most people
associate lesions to prior incisional scars, most oft after uterus procedures (ie cesarean section). However, lesions do
occur in areas with intact skin and no history of prior invasive procedures. The exact prevalence is unknown however an
educated ‘guess’ that umbilicus site is most common and 1%-5% prevalence has been recorded.
The Sciatic Nerve is the most frequent nerve affected by lesions. The Sciatic Nerve is composed of nerve roots that exit
below the Lumbar 4th and 5th vertebrae and Sacral 1st thru 3rd openings. These Nerve Roots mix to create the Sciatic
Nerve. The nerve provides sensation and motor for back of entire leg and foot and front of lower leg and foot.
The Sigmoid Colon is one of the two most common sites of the Gastrointestinal System involved. The GI System is also
one of the two most frequent systems of extra-pelvic disease.
A single case was recorded that documented lesion located within the Subarachnoid Space of the ‘meninges’ tissue
covering the brain and spinal cord.

Sciatic Nerve (jtethos.com)

Sigmoid Colon (researchgate.net)

Subarachnoid Space (light blue) (Wikepedia.com)
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T is for: Trachea. The Trachea is part of the Respiratory System. Although a very uncommon area where lesions can be
found, it is one of the locations to be assessed for coughing up blood during menses (Hemoptysis). Approximately 7-10%
of those with Thoracic Endometriosis (TE) report coughing up blood (catamenial hemoptysis).

(bodytomy)

U is for: Umbilicus, Ureter and Urethra.
The Umbilicus (belly button) is the most frequently reported site of skin/cutaneous lesions. These lesions occur in 'belly
buttons' that have, and have not, been altered by incisional o. These lesions may be tender to touch at menses,
discolored and bleed with menses. Skin lesions are estimated to occur in 1%-5% of population.

(deltadermpath.com)

The Ureter is the tube that drains urine from the Kidney to the Bladder. Lesions of the Ureter most often begin outside
of the Ureter and may invade into the tube. A small portion of disease originates within the Ureter. It is important to
monitor lesions for obstruction of urine flow. If the Ureter fully occludes, death of the linked Kidney may occur. Ureter
lesions often refer pain to the groin or low back, especially with urination and at menses. The Kidney, however, does not
have pain receptors. Ureter lesions are est. to comprise 4% of all Urinary System disease.
The Urethra is involved in approximately 2% of all Urinary System disease. The Urethra is the passage for urine to travel
from the Bladder to exit the body. The presence of Urethra lesions may create pain with voiding, esp at menses. They
may obstruct urine passage and complete bladder emptying and contribute to an environment with increased risk for
Urinary Tract Infections.
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(livescience.com) (Kidney, Ureters, Bladder and Urethra)

X is for: Sacral PleXus. The Sacral Plexus is part of the peripheral nervous system. As nerve roots exit between the
vertebra of the lumbar spine (remember the nerve level is names for the vertebra number above the exit), L4 and L5 and
those that exit the holes of the Sacrum (The Sacrum is the large bone of fused vertebra where the vertebral spine
connects. The Sacrum is also the back portion of the Pelvis.
The first four Sacral Nerve roots blend with the last two lumbar nerve roots for form the Sacral Plexus. Neural tissue
from the Sacral Plexus gives sensory and motor innervations to areas which include the pelvic floor, buttocks muscles,
posterior thigh muscles (hamstrings), front of lower leg, calf and foot muscles. If you have changes in sensation or
weakness in any of these areas it is important to document the involved areas as detailed as possible. A body diagram
or, some have used a ballpoint pen on their own skin to outline the areas affected. These are helpful for a healthcare
provider to determine the location of the source.

(nysora.com)

(researchgate.net)

This is how the Sacral Plexus is formed. A blend of nerve roots as they leave L4, L5, S1, S2, S3, S4. These nerve roots
blend to create Peripheral Nerves. Among these Peripheral Nerves is the Sciatic Nerve. This view is looking inside the
pelvic cavity from the front, looking toward the back. The organs (bladder, uterus, ovaries, intestines, kidneys and
ureters are removed. These nerves lie 'retroperitoneal' and in very close relation to the pelvic floor and deep buttocks
muscles (ie piriformis, obturator internus).
The view below, portrays the pathway of plexus formed peripheral nerves as they enter the perineum and lower
extremity. (Note the Pudendal Nerve – which has three branches and innervate the perineum.)
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Y is for: ParenchYma. Parenchyma is the official name of lung tissue. Lung tissue is less frequent than Diaphragm or
Chest Wall (Parietal Pleura) and lung surface (Visceral Pleura) lesions. Lesions in this area may give mixed symptoms.
This is dependent upon the lesion proximity to airway or peripheral alveoli air exchange areas that may contact the
Parietal Pleura. Thus, lesions in this area may create catamenial hemoptysis (coughing blood), shortness of breath,
pleural pains or pneumothorax. The lung parenchyma is the 'spongy' tissue.

(Med-Health.net)
As mentioned. Lesions in the Parenchyma which is near an airway may result in catamenial hemoptysis (coughing blood
with menses). If this occurs, it is most common on day 1 of menses. The Bronchial airway system is void of sensory
nerves. Hence, less than 10% of those with hemoptysis report concurrent pain. Those with hemoptysis, most often the
lesions are located close to larger communicating airways. If lesions are located in the peripheral Parenchyma....into the
smaller bronchioles and nearer to terminal air exchange areas, cyclical swelling of these structures can lead to one-way
entrance of air into these airways that becomes trapped. Overtime, these areas enlarge, weaken the outer walls and
rupture. As the tissue expands, contact with the chest wall (Parietal Pleura) may cause location specific pleurisy pains
and rupture will result in pneumothorax.
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(stlukes-stl.com)

Z is for: Z-lines. Z Lines are a component of Actin. What is Actin? Actin is one of the two contractile components that
make up muscles. Throughout our recital of the ABC's of EPD we mentioned numerous muscles in the body. As a result,
Z lines will be affected by endometriosis lesions.
OK this is a bit more details. Each of our muscles is made up of lots and lots of myofibrils. Myofibrils are bundled
together in large quantities to make a muscle. What are myofibrils made of? They are made of rows and rows repetitive
sarcomere. Each sarcomere is made of two different kinds of filaments: Actin and Myosin. Actin and Myosin are the
basic substances that glide across each other - shortening, during a 'contraction'. Between these sets of sarcomeres are
Z-lines. Z-lines separate each contractile unit (sarcomere). *Whew*
This image is the simplest 'contractile component' of a muscle. The two filaments that make up the sarcomere is Actin
and Myosin. these slide past each other to create a contraction (shorten the muscle). Each Sarcomere is separated by a
Z-Line.

(basicmedicalkey.com)
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