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  Introduction
Longitudinal studies of myasthenia gravis (MG) are essential for improving clinical 
care and informing future drug development. Yet the rarity of MG and broad 
geographic distribution of patients complicate site-based prospective or 
retrospective studies [1]. Real-world data (RWD) is a powerful tool that can be used 
by researchers and drug developers to accelerate new treatments for people 
affected by rare diseases [2]. 

Here, we describe the development of a cohort of people living with MG in the US, UK 
and Canada. This model combines patient-reported data with longitudinal clinical 
insights from medical records, allowing for a comprehensive understanding of 
disease progression.

  Methods   Conclusion
● The medical records of each MG patient contains a rich variety of document types 

from which RWD can be extracted, from pre-diagnosis through to current 
management.

● MG presents with a wide variety of initial symptoms, but muscle weakness most 
commonly has the greatest impact on patients’ quality of life.

● Future work will evaluate disease progression and clinical management using 
structured and unstructured data from patient medical records. These data will 
continue development of a robust real-world data resource to support future MG 
research.

86 MG patients from the US, UK and Canada were recruited and consented 
to release their medical records and participate in research

Diagnosis of MG: 
Confirmation of MG diagnosis by a physician in the medical record, and 1+ 
of the following:
1) Positive AChR, MuSK or LRP4 antibody test
2) Positive EMG/RNS study

Data Collection: 
✓ Demographics survey ✓ Symptoms survey ✓ Medical 

records 

  Results
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Figure 4. Symptoms of MG. The most common initial MG symptoms included double 
vision (n=5, 21%), muscle weakness (n=5/24, 21%) and droopy eyelids (n=4/24, 17%). 
The symptom that most commonly had the greatest impact on patients’ quality of 
life was muscle weakness of the arms, legs, hands, feet, and neck (n=12/24, 50%).

Impact of Symptoms

Symptoms survey:
1. When did you first start noticing 

symptoms?
2. What was the first symptom you 

noticed?
3. What symptom has the greatest 

impact on quality of life?

Participation & Demographics

Figure 1. MG patient participation & demographics. (A) Of the 86 patients who 
consented to research, the diagnosis of MG could be confirmed for 59 patients, and 
24/59 patients completed the symptoms survey. (B) Approximately half of the 
patients were female (n=30, 51%). (C) The mean age at diagnosis and current age 
(patient-reported) is 55 and 59 years, respectively for males and 41 and 49 years, 
respectively for females (age at diagnosis, p=0.006; current age, p=0.0134; unpaired 
t-tests). (D-E) The majority of patients self-reported ethnicity and race as 
non-Hispanic (n=44, 75%) and white (n=44; 75%). African American (AA), American 
Indian (AI), Alaskan Native (AN), Native Hawaiian (NH), Pacific Islander (PI).
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Figure 2. MG Patient Geography. (A) The majority of patients were from the United 
States (n=53/59, 90%). (B) Of the patients in the US, the majority lived in the South 
(n=24, 45.3%), followed by the Midwest (n=12, 24.6%), West (n=11, 20.8%) and 
Northeast (n=6, 11.3%). Geographic distribution is based upon US Census regions.
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Time to Diagnosis

Figure 3. Time to diagnosis. (A) The majority of patients reported that they received 
a diagnosis of MG within two years from the first symptom (n=22/24, 92%). (B) The 
majority of MG patients in this cohort reported that they received a diagnosis within 
the past five years (n=38/59, 63% diagnosed since 2017).
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Depth of Medical Records

Figure 5. MG patient medical records. (A) 
Medical records were collected from a 
median two facilities per patient, totalling a 
median of seven years of data per patient. 
(B) Total number of records per patient. The 
median number of records was 125 and the 
maximum number of records for one 
patient was 640. (C) Medical record types 
and counts. Box and whisker plot displays 
10–90 percentile, and individual data points 
represent outliers. (D) 18 patients (31%) had 
at least one nerve conduction study (NCS) 
or electromyography (EMG) test.
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