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Abstract

In an era of massive data proliferation, trusted information is very difficult to find. This situation is exacerbated in rare diseases where 
despite there being > 7000 types, they comprise < 0.2% of the medical literature. Furthermore, patients, advocates, and caregivers 
(PACs) are almost nonexistent as authors even though they are experts in their own diseases and often more knowledgeable than med-
ical professionals. In recent years, there is an increased interest in having PACs as co-equal authors on medical manuscripts. Articles 
authored or coauthored by PACs can have far-reaching impact, including identifying problems with access to medication or post-treat-
ment support and influencing change of regulatory decisions that can affect all patients with that particular rare disease. The value of 
having PACs as authors cannot be overstated. Including PACs as authors on publications provides the articles with an authenticity that 
is inherently absent in clinical manuscripts authored by physicians, which is currently the norm. Inclusion of PACs in the development 
of a trial protocol and as authors on the ensuing publication can help the sponsor recruit and retain patients and potentially speed up 
the discovery and approval of novel therapies. Inclusion of PACs as authors on manuscripts reporting the results of that trial can help 
other patients feel more confident and reassured about trying new medications or treatments. In short, inclusion of PACs is beneficial 
to all stakeholders, including other patients, researchers, clinicians, sponsoring organizations, and industry, and can positively influ-
ence decisions by regulatory agencies.
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