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Another aspect of 21st century medicine is the rapid proliferation of disease identification. Almost 23,000 
distinct disorders have been identified,30 including rare diseases, new named diseases, and medical 
conditions no one knew existed 20 years ago. The list is growing. It is hard to diagnose a disease that has no 
name or known etiology. 

What is particularly relevant today is that information about novel and rare diseases is publicly accessible, 
allowing patients to become more informed about their health. Patients are becoming more engaged and 
empowered, using digital tools to navigate the complexities of modern healthcare. More than three-quarters 
use Google search,31 and social media groups,32,33 and about 15 million leverage free symptom checkers 
online monthly.34 All are important parts of the diagnostic process patients use in determining whether, 
when, and how to seek care. 

Real patient-centered care and patient representation in research has been the goal of many patient advocates 
and advocacy groups. This goal is especially important to those who represent medical conditions that 
are frequently misdiagnosed because their symptoms are unrecognizable to their physicians or are rarely 
considered by physicians, including: 

 ■ Patients with rare or yet unnamed diseases, 

 ■ Women with heart disease or endometriosis, 

 ■ Family members of patients who have died from sepsis, 

 ■ Survivors of kidney cancer, and

 ■ People with long COVID. 

This lack of knowledge places patients in the untenable position of having to advocate for care, band 
together to fund research, or suffer alone.
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by providing detailed insights into each patient’s unique diagnostic journey. As PROMs contribute to a 
more comprehensive patient narrative, new applications are emerging that leverage these data to improve 
diagnostic accuracy and patient outcomes.44,45

BY the Patients: The Future of Diagnostic Safety 
The last element of Cormac Russell’s Four Modes of Change46 is BY. The future of innovative and patient-
centered healthcare delivery and healthcare research involves patient-initiated, patient-run, and patient-
controlled healthcare innovations, interventions, and research.

Patients’ possible range of responsibilities has proliferated “from having a seat in the back of the room, to 
sitting at the table, being heard, and now shaping the patient safety landscape.”47 While their involvement is 
still growing, researchers are bringing patients in to design and lead research projects while some patient-
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