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Diagnoses that are years in the making

If you can’t measure it, you 
can’t change it.
- Lord Kelvin, 18th Century

If you can’t measure it, 
it doesn’t exist



Despite its high level of prevalence, EDS/HSD is still largely unnoticed 
by physicians. The delay for diagnosing an EDS case is in 21 years. 
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The most frequent forms don't have a genetic 
identification. The absence of diagnosis is at the 
root of a chaotic medical process with a medical 
drifting from specialist to specialist. 



patients were symptomatic for a mean of 4.6 years 
(range, 1-9 years) before being given a diagnosis of MCAS.



“POTS patients often 
experience lengthy 

[diagnostic] delays and 
misdiagnosis”

…. patients often experience lengthy delays 
[median (interquartile range) 24 (6–72) months] 
and misdiagnosis, but the diagnostic delay is 
improving. 

POTS patients can present with a myriad of 
symptoms most commonly including  
• lightheadedness (99%),  
• tachycardia (97%),  
• presyncope (94%),  
• headache (94%) and  
• difficulty concentrating (94%).



Still unwell, with normal test results: 
the fate of patients who have symptoms for which an organic 

cause cannot be determined. 

Then…

‘NORMAL’ TEST RESULTS

Now…



Patients Having ‘Nothing the Matter with Them’

A good many "Mrs. Browns," male and 
female, come to hospitals, and a great 
many more go to private physicians. 
They are all characterized by the 
presence of symptoms that cannot be 
accounted for by organic disease and 
they are all liable to be told that they 
have "nothing the matter" with them.

1927
1984

Dating back to Sumerian times, 7000 
years ago, healing was performed by the 
partnership of the priest and the potion. 
Then the priest was the more effective of 
these partners.  
Now, with the privilege of science, the 
potion has become the power and the 
priest has withered to the writer of 
prescriptions or the performer of a 
process, mostly surgery.

2006

…patients having ‘nothing the 
matter’ constitute up to half of 
any physician's practice, and this 
is probably true today.  It is 
known that the majority of 
antidepressants and minor 
tranquilizers are prescribed by 
nonpsychiatrists.



Missed diagnoses or mis-diagnosis: 
the fate of patients of many patients with 

EDS/POTS/MCAD

MCAD

EDS

POTS
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Between 80 and 90 percent of physicians surveyed 

said they favored patient-centered care.  
-Archives of Internal Medicine, 2006

“When I entered medical school, it was all about 
being an individual expert,” said Dr. Darrell G. 
Kirch, the president and chief executive of the 

Association of American Medical Colleges. “Now 
it’s all about applying that expertise to team-

based patient care.”



Medical Home:  
Complex Diseases 

 
Early Recognition  

and  
Shared Medical Decision Making
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Barriers to Good 
HealthCare

Bias



This is the s*** we’re 
teaching our docs

Bias in Medical Diagnosis



This is the s*** we’re 
teaching our docs

Of 222 white medical students and residents… half of them 
endorsed at least one myth about physiological differences 
between black people and white people, including that black 
people’s nerve endings are less sensitive than white people’s. 

Bias in  
Recommended Therapies



SHADES OF BIAS
I  Am a Racially Profiling Doctor

By SALLY SATEL
MAY 5, 2002 NY Times



Bias in medical diagnoses 
can cause delays in 

treatment, misdiagnosis, 
and even avoidable deaths

Where a person lives, which language he/she/they speak, how much a person 
weighs… can affect how their healthcare professionals treat/take care of them



My People perish for lack of knowledge. 
Hosea 4:6

the patient has to recognize that 
they have a medical problem that 
warrants mention to their primary 

healthcare provider (PCP) and 
obtain an appointment.

the PCP has to recognize that the 
patient may have a condition that 

may benefit from referral to a 
specialist and complete that 

referral 

the specialist has to learn  
about newly described 

syndromes, which may lack 
objective markers or exhibit 
variable signs and symptoms



Towards Health Equity

Healthcare professionals need to be aware of any implicit 
biases they may have and work to remove them 

• More education on health disparities 
• Positive and frequent intergroup contact with different 

historically marginalized groups and conversations with 
their healthcare professionals 

• Raise awareness of additional needs

Tips for Patient Self Advocacy 

• Signs + Symptoms = best working 
diagnoses? 

• Testing = rules in disease/syndrome 

• Therapies: Benefits 

• Therapies: Possible Adverse Events 

• OK with the plan? When to follow 
up?



“IMPLICIT,” can help you mitigate your own implicit biases

Introspection Explore and identify your own prejudices by taking implicit association tests or through other means of self-analysis.

Mindfulness Since you’re more likely to give in to your biases when you’re under pressure, practice ways to reduce stress and increase 
mindfuln3ss, such as focused breathing. 

Perspective-
taking

Consider experiences from the point of view of the person being stereotyped. You can do this by reading or watching 
content that discusses those experiences or directly interacting with people from those groups.

Learn to slow 
down

Before interacting with people from certain groups, pause and reflect to reduce reflexive actions. Consider positive 
examples of people from that stereotyped group, such as public figures or personal friends.

Individuation Evaluate people based on their personal characteristics rather than those affiliated with their group. This could include 
connecting over shared interests.

Check your 
messaging

As opposed to saying things like “we don’t see color,” use statements that welcome and embrace multiculturalism or other 
differences.

Institutionalize 
fairness

Support a culture of diversity and inclusion at the organizational level. This could include using an “equity lens” tool to 
identify your group’s blind spots or reviewing the images in your office to see if they further or undercut stereotypes.

https://www.aafp.org/pubs/fpm/blogs/inpractice/entry/implicit_bias.html

https://multco.us/diversity-equity/equity-and-empowerment-lens


The Secret of Patient Care

“The treatment of a disease may be 
entirely impersonal,” he said, “the 
care of a patient must be 
completely personal.” 
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