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Health, social and economic benefits of addressing endometriosis

Endometriosis has significant social, public health and economic implications. It can decrease quality of life 
due to severe pain, fatigue, anxiety and infertility. Some individuals with endometriosis experience 
debilitating endometriosis- associated pain that prevents them from going to work or school. In these 
situations, addressing endometriosis can reduce absence from school or increase an individual’s ability to 
contribute to the labor force. Addressing endometriosis will empower those affected by it, by supporting 
their human right to the highest standard of sexual and reproductive health, quality of life, and overall well-
being. In addition to fertility problems and reduced quality of life, this enigmatic disease also has serious 
economic consequences. Direct healthcare costs for women with endometriosis are more than twice as 
high as women without the disease. This amount also includes additional costs beyond hospitalization of 
the disease e.g. lost days at work, layoffs, having to change jobs, sick leave, and time off for having surgery.

12/22/22 2



Endometriosis Mapping
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IDC-11 has new cluster coding. 



WHO Classification of Tumours

IDC-O 2020 Blue Books contain a stand-alone 
chapter on endometriosis and leiomyomas
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Informatics
ICD-11 and Endometriosis
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Chapters: Stem Codes
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Health Status with Health Services



Causes of healthcare harm
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Signs and Symptoms
ICD-11 and Endometriosis
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Course of the Condition
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Symptoms and signs 
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Symptoms and Signs
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Infertility

Infertility may be caused by:
•  Tubal disorders such as blocked fallopian tubes, which 
are in turn caused by complications of unsafe abortion, 
postpartum sepsis or abdominal/pelvic surgery
•  Uterine disorders which could be inflammatory in 
nature as Endometriosis or benign in nature as fibroids
• Ovary disorders, such as polycystic ovarian syndrome 
and other follicular disorders; disorders of the endocrine 
system causing imbalances of reproductive hormones.
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Associated Illness
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Pain Therapy
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Sleep Disorders

12/22/22 19



Functional Assessment
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Severity Codes

12/22/22 22



@endostats | www.endometriosisalliance.org

Endocrine, nutritional or metabolic diseases
ICD-11 and Endometriosis
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Metabolic Issues
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Adrenal Glands Issues
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Endocrine issues

12/22/22 26



Nutrition Issues
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Anaemia
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Surgery Codes 
ICD-11 and Endometriosis
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Patient Coding Experience
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Coding Example. EAOC
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Cluster Coding
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Cluster coding refers to a convention used to show 
more than one code used together (e.g. stem 
code/stem code & extension codes to describe a 
documented clinical concept.



Example of coding anatomy

Stem code: Organ System Extension code: Anatomy
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Rare Endometriosis

Endometriosis of the Eyelid
Ocular surface changes, including 
squamous metaplasia, may be 
observed in the conjunctiva of 
patients with endometriosis. 
Symptoms include bleeding of the 
eye. Evaluation of the ocular 
surface by impression cytology in 
patients with endometriosis.

Intramedullary
Most cases of IEM present a mass with 
hematoma. Thus, the differential diagnosis 
includes underlying neoplasm or vascular 
lesion. Patients who present with occupancy of 
the nidus in the spinal canal might suffer from 
spinal cord- or cauda equina-related deficits. 
IEM demonstrates the importance of 
maintaining a broad differential diagnosis 
when evaluating spinal cord injuries and the 
necessity of a comprehensive history for each 
patient. Young female patients with acute or 
menstruation-related neurological symptoms 
should raise suspicion for IEM. Most IEM 
reported cases are associated with an actively 
bleeding mass. However, a mass intraspinal 
lesion without evident hematoma must also 
include EM as a differential diagnosis. 
Moreover, timely intervention and appropriate 
management in patients with neurological 
symptoms can control the disease and 
improve neurological function.

Haemoperitoneum due to 
uterine artery erosion
Hemoperitoneum can be due to 
bleeding endometriotic implants  or 
spontaneous rupture of vessels 
covering the uterine wall in a 
pregnancy complicated by 
endometriosis. Abdominal and pelvic 
ultrasound can confirm fluid in the 
abdominal cavity with areas of mixed 
echogenicity on both sides of the 
uterus.  

Diaphragm Holes
Some serious and life-threatening 
conditions associated with 
diaphragmatic endometriosis are 
the results of the expansion of the 
fenestrations or holes in the 
diaphragm due to necrosis of 
endometriosis lesions. These 
conditions are as follows:  
Catamenial pneumothorax  causing 
the lungs to collapse during 
menses. It occurs alone or with 
different manifestations of thoracic 
endometriosis syndrome, including 
hemopneumothorax and 
catamenial hemoptysis. 
Hemopneumothorax is known as 
presence of blood and air in the 
chest cavity. as well as Intrathoracic 
endometriosis nodules.

Pleural effusion 
Common causes of bloody pleural effusion 
include trauma, iatrogenesis, and 
malignancy. Thoracic endometriosis 
syndrome is characterized by the presence 
of functioning endometrial tissue in pleural, 
lung parenchyma, and airway.

Endometrial carcinoma
Sciatic nerve endometriosis 
presents with cyclical sciatica 
and is often difficult to 
diagnose as it mimics many 
other causes of sciatica. 
Histological proven 
endometrial carcinoma 
arising in a pre-existing is 
managed by surgery with the 
aim of better symptom 
control and long-term 
prognosis.
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Extension Codes
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Extension Codes: Anatomy
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Anatomy and Topolography
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Anatomy and Topolography
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Severity codes
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Pain Classification
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Mechanism Pain
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Post-procedure Issues
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Iatrogenic

MECHANICAL ARTEFACTS
• Displacement of endometrial tissue into lymphovascular 
channels
• Displaced ovarian granulosa cells

THERMAL ARTEFACTS
• Cervix
• Endometrium
• Fallopian tube
• Ovary and peritoneum

CHEMOTHERAPY INDUCED CHANGES
• Neoadjuvant therapy for ovarian cancer
• Taxane effect on the endometrium

HORMONAL THERAPIES
• Mirena coil
• Progesterone receptor modulators (PRMs)

NON-SURGICAL MANAGEMENT OF UTERINE LEIOMYOMAS
• Gonadotropin releasing hormone agonists
• Uterine artery embolisation
•

Iatrogenic endometriosis (IE) is defined by the appearance of 
endometrial glands and stroma outside the uterus following certain 
surgical procedures, including hysterectomy, myomectomy, cesarean 
section, and the endometrial tissue seeding of surgical scars during 
these operations. Gynecologic surgery includes adenomyosis, uterine 
leiomyomas, and fibroids. Iatrogenic mechanism of the endometrial cell 
spread to the peritoneal cavity and abdominal wall raises awareness of 
the need for careful management of surgical interventions involving the 
uterus. Cesarean scars such as skin and uterine scars, trocar insertion 
sites, sigmoid colon, ovaries, bladder, vaginal vault, and parietal 
peritoneum are the most prevalent locations.
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ICD-O
ICD-11 and Endometriosis
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ICD-O Associated Cancer

Most relevant breast cancer 
driver mutations: TP53 or 

PIK3CA - AACR 

Cancer-associated mutations, 
including mutations in PIK3CA, 
are frequently found in deep 

infiltrating endometriosis (DIE)
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ICD-O: Stem Code

12/22/22 46



ICD-O Extension Code: Histopathology

12/22/22 47



IHC: Endometriosis Associated Cancer

12/22/22 48



@endostats | www.endometriosisalliance.org

Imaging
ICD-11 and Endometriosis
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Clinical Findings on Imaging
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Thoracic Endometriosis
Ultrasound of the thorax can be used to assist 
with the diagnosis of diaphragm paralysis and 
pneumothorax. 

Lung Ultrasound Score

The B mode of ultrasound can show the 
diaphragm as a thick echogenic line. 

The M mode can show the movement of the 
paralyzed diaphragm and can show no motion or 
a paradoxical movement with quiet breathing, 
voluntary sniffing, or deep breathing.

MRI may be considered to diagnose the etiology 
of the diaphragm weakness accurately.

Diaphragm
Ultrasonography can assess the characteristics of 
diaphragmatic movement, such as amplitude, 
force and velocity of contraction, special 
patterns of motion, and changes in 
diaphragmatic thickness during inspiration.

Heart
The number of B-lines correlates with an 
abnormal echocardiogram; hence the detection 
of B-lines is an indication for performing 
echocardiography, irrespective of the possible 
etiology of B-lines.

• Pneumothorax
• Pleural Effusion
• Atelectasis
• Chest Wall 

The dangling diaphragm sign shows visualization of the free edges of the torn diaphragm 
as comma-shaped structures, which curl inward, toward the center of the abdomen. It is 
usually associated with a segmental diaphragmatic defect and diaphragm thickening. 
Fluoroscopy is the primary radiologic means of evaluating diaphragmatic motion, though 
MRI and ultrasound also are capable of this function. 
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Harmful effects
ICD-11 and Endometriosis
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Harmful effects
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Traditional Medicine
ICD-11 and Endometriosis
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Traditional Medicine

Traditional Medicine (TM):
the knowledge, skill, and practices 
based on different indigenous 
cultures, used in the maintenance of 
health as well as in the prevention, 
diagnosis, improvement or treatment 
of physical and mental illness. 

Acupuncture, nutrition, herbal 
remedies, massage therapy, yoga and 
meditation.
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An international classification of diseases for the twenty-first century
Understanding diseases in ways that enable prevention, treatment, and the 

allocation of resources requires measurement. To be useful, measurement must be 
reliable, allow valid comparisons to be made between places and over time, and 

enable coherent summarization of large volumes of data. A classification of 
diseases and related things is essential for such measurement. Changes in design 
and structure reflect the arrival of the networked digital era, for which ICD-11 has 

been prepared. Uses of the ICD are diverse and widespread, 
extending directly to much of the world and indirectly to all populated places.
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