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Abstract:  The Orphan Patient (OP) was first described by Walter and 
Dorinda Shelley in 1988.  Herein, we describe a number of categories of 
OPs and discuss the importance of adopting them in our clinical practices. 
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On March 2, 2006, Walter Shelley gave a talk to the Dermanities Day 
registrants at the American Academy of Dermatology meeting in San 
Francisco entitled “Preserving the Passion for Dermatology.”  Shelley, at the 
time, was, at 89, perhaps the most famous and respected dermatologist of the 
second half of the 20th century.  He beseeched us to “always have a project.” 
An enduring passion of his, he told us, dating back many decades, was his 
habit of adopting “orphan patients.” 
 
There are orphan drugs, orphan diseases and orphan patients. Walter and 
Dorinda Shelley introduced the medical world to Orphan Patients with a 
1988 letter to the NEJM1.  They defined the OP as an individual “with a 
unique, inchoate, baffling and often disabling disease and yet clearly not 
discernable in the medical literature.”   
 
Over the years, I have thought a lot about the OPs I see in a private practice 
far from the academe.  The Shelley’s definition was narrow. To me, OPs 
come in many categories. but the Shelley’s entreaty to us rings even more 
true with each passing year. 
 
The following is an incomplete list of OPs: 
 
1. A common definition is a patient without a doctor.  
 
2. Dr. Shelley in his 1988 letter to the NEJM defines the OP as an individual 
“with an unique, inchoate, baffling and often disabling disease and yet 
clearly not discernable in the medical literature.”  
 
3. Patients who cannot (for any of a number of reasons) get the care they 
need or want. This might be due to no or poor health care coverage. In the 



States, many physicians don’t see patients with Medicaid because 
reimbursement is poor.  
 
4. Illegal immigrants are frequently orphan patients. 
 
5. Patients who live in remote areas where medical care is spotty or 
nonexistent. 
 
6. Those individuals who have disorders that are too complicated or time-
consuming for a busy doctor.  
 
There are undoubtedly other categories.  
 
In 2000, Dr. Henry Foong and I started Virtual Grand Rounds in 
Dermatology2, an online discussion group devoted to patients with difficult 
to diagnose disorders and/or who presented therapeutic challenges.  We did 
not have the language “orphan patient” at the time, but as VGRD has 
developed and functioned for the past decade, it is clear that it is a platform 
for the consideration of OPs. 
 
Some OPs from my practice are introduced in a Power Point Presentation 
given to the Hot Spots conference in August 2012*.  A recent one is a 44 
year-old woman with Clouston’s Hidrotic Ectodermal Dysplasia3 who 
presented to my office as a same-day appointment on August 2, 2012.  She’d 
been seen at a university clinic where 40 dermatologists examined her and 
where they took pictures for their department files.  No therapeutic 
recommendations were sent to her referring physician but the academic 
doctors got good photos for their files.  Her feet were so painful and had 
been so for so long that she asked, pleadingly and pathetically, “Can I have 
my feet amputated?”  I promised myself that I would adopt her.  The buck 
ends here. 
 
The Shelley’s in their book “Studies of Orphan and Unique Patients4” give 
us a template to aid in our handling of OPs.”  It is called: “Prayer of the 
Orphan Patient to the Doctor.”  Their words are apt for many of the OPs we 
see. 
 
Every day, we see orphan patients.  The Shelley’s instruction on this topic is 
an invaluable asset for patient care. 
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* OP Power Point.  I will make this available to interested readers. 
 


