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------------------------------------- 
Introduction 

Despite considerable public health burden, associated costs of care, and impact on many women’s l ives, reliable US 
population-based estimates of adenomyosis incidence, prevalence and healthcare utilization patterns are lacking. To 
address this gap, we conducted a retrospective cohort study using electronic health records (EHRs). 
 
Materials and Methods 
We conducted a ten-year (2006-2015) population-based retrospective cohort study of women enrolled in Kaiser Permanente 
Washington. Women were aged 16-60 years, without hysterectomy, had at least 1 health care utilization, and were 
continuously enrolled during 2 years prior to cohort entry. Potential incident and prevalent adenomyosis cases were 
identified via ICD-9/ICD-10 diagnosis codes from a cohort of 333,693 women. To identify incident adenomyosis cases, we 
excluded women with diagnoses in the prior 2 years. Age-standardized annual incidence rates and temporal trends overall, 
and by age and race/ethnicity were estimated. We calculated prevalence among 135,162 women enrolled in 2015. Chart 
review was performed on 642 enrollees with adenomyosis diagnoses in 2012-2015. True incident cases were defined as 
having biopsy proven or possible/probable adenomyosis on imaging (60 days before, on, or after diagnosis date). Positive 
predictive value (PPV) was calculated to determine accuracy of diagnostic codes. We assessed treatment and utilization 
patterns for the five years after incident diagnoses. 
 
Results 

We identified 3,425 incident adenomyosis cases among women who contributed 1,185,855 person-years over 10 years. The 
overall incidence was 1.03% or 28.88 per 10,000 person-years. Incidence rates declined significantly from a peak of 30.56 
per 10,000 person-years in 2007 to 24.51 in 2015. Incidence was highest among women ages 41-50 years and among non-
Hispanic Black women. Incidence was lowest among Asian women. Adenomyosis prevalence was 0.79% and was highest 
for women ages 41-45 (1.54%). Case validation resulted in 624 chart reviews with sufficient information for adjudication, 490 
confirmed incident cases, and a 78.5% (95% confidence interval: 75.1%, 81.7%) PPV of adenomyosis diagnosis codes. 
Healthcare utilization was high: 82.0% of incident cases underwent hysterectomy, 72.5% used pain medications (37.6% for 
> 6 months) and 16.3% used hormone medications (10.4% for > 6 months).  

 
Conclusion 
Our study showed a decline in incident adenomyosis over 2006-2015, perhaps due to changes in diagnostic methods, 
coding practices or decreasing hysterectomy rates. PPV of ICD-9/ICD-10 codes for identifying incident adenomyosis cases 
was high. Health care utilization was not insignificant. The overwhelming majority of incident adenomyosis cases had a 
hysterectomy within 5 years of their diagnosis and nearly 40% were chronic users of pain medications. Data such as these, 
which are widely available in many health care systems, have the potential to allow for yet more widespread evaluation of 
the public health burden of adenomyosis, guide development of effective interventions, improve monitoring of treatment 
success and relapse, and assess changes in disease burden over time.  
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