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Orthostatic Intolerance (OI) is an integral part of ME/CFS (chronic fatigue syndrome) (1] and is

present in most fibromyalgia [2] patients and many of those with Lyme disease. [3] Caused by
dysfunction in the endocrine and autonomic nervous systems, it is a natural outcome of these
diseases. In fact, many of the most common symptoms - fatigue, exercise intolerance, brain fog,
headaches, and more - stem in part from OI. The good news is that OI is easily diagnosed,
effective treatments are readily available, and treating OI often improves all symptoms.

What is Orthostatic Intolerance (OI)?

Orthostatic Intolerance or OI is an umbrella term that encompasses several different conditions.
Generally, it means an inability to maintain a steady blood pressure (BP) and heart rate (HR)
while upright. The two most common types of OI in ME/CFS, fibromyalgia, and Lyme are Postural
Orthostatic Tachycardia Syndrome (POTS), where the HR goes up when the patient is upright,
and Neurally Mediated Hypotension (NMH), where the BP goes down when upright. There are
also rarer forms of OI that occur in these illnesses, such as where BP goes up, but the hallmark
symptom in OI is not being able to keep BP and HR stable when upright.

Patients with severe OI may actually faint when they stand up. Dizziness and light-headedness
are also common. However, for many with these diseases, OI simply manifests as a worsening of
symptoms - more fatigue, more brain fog, worsening of sore throat or headache, etc. - when
upright. Chest pain and related back pain may also occur. Many patients are completely unaware
that OI is a part of their illness, but it explains why they feel better lying down and so much
worse when standing.

What Causes Orthostatic Intolerance?
Just like the underlying illnesses behind it, OI is caused by a complex cycle of dysfunctions within

the body. Endocrine dysfunction, where your body does not release and clear the right hormones
at the right times, is an integral part of ME/CFS, fibromyalgia, and Lyme disease. Hormones
regulate everything in the body, and some of those hormones control BP and HR.

In a healthy body, sudden stress or fear (and to a lesser degree, standing up) causes the body to
secrete norepinephrine and epinephrine (aka adrenaline) for that classic “fight or flight”
response, causing increased heart rate and contraction of the blood vessels in the lower body to
help keep blood circulating adequately to the heart and brain. Those excess hormones are
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quickly cleared out of the bloodstream once the danger is past. In these illnesses, though, the
hormones are not released in the right amounts and are not cleared away quickly. Instead, the
vessels in the lower extremities don’t contract as they should, with blood pooling in the feet and
legs, leaving too little blood flow to the heart and the brain, and heart rate stays high long after
it should have returned to normal.

Hormones also regulate blood volume so that people with these ilinesses don't have enough
blood in their bodies, which further contributes to OI. Because of these dysfunctional hormones,
those with OI have low levels of sodium and cannot hold onto fluids. Even if you drink water
constantly, your blood volume remains low. And when you do get dehydrated, that triggers the
release of more epinephrine, making OI even worse.

All of this is a part of the autonomic nervous system, the way the body regulates automatic
functions, like heart rate, blood pressure, digestion, and temperature. With the endocrine system
not responding correctly, these functions that are normally automatic don’t work as they should.
As a result, most patients with these illnesses struggle with poor temperature regulation, poor
vascular control (i.e. the way the veins should contract and expand automatically), and poor
regulation of BP and HR (OI).

How Do You Diagnose Orthostatic Intolerance?
Many patients with these diseases are unaware they have OI because it rarely shows up in a

normal blood pressure or pulse check at the doctor’s office (11). Patients’ blood pressure may
look perfectly normal with a single measurement done while sitting (or if it is a bit low, the nurse
may be pleased). Heart rate (pulse) may be a little high with a single measurement while sitting,
but the nurse or doctor may think you are nervous or were walking fast. Further, POTS is often
misdiagnosed as anxiety because its symptoms are similar: racing heart rate, feeling sick,
nausea, dizziness or shakiness, etc. The only way to test accurately for OI is to watch what BP
and HR do while standing for at least ten minutes.

The gold standard for an orthostatic intolerance diagnosis is a tilt table test (TTT), where the
patient is strapped to a table and the head of the table is slowly raised. Often, doctors will focus
solely on POTS (heart rate going high) and ignore or be unaware of the possibility of NMH (BP
going low). However, many patients with these particular chronic illnesses have both conditions.
There are some downsides to a TTT: It is expensive, requires a specialist and special equipment,
is likely to make the patient very ill (from intentionally bringing on severe OI), and may not pick
up OI in a single test. One study shows that POTS was diagnosed through a single test in only
46% of patients who had it.

An alternative is an in-office standing test. This can be done by any doctor in any office and costs
nothing more than a regular appointment. The only equipment needed is a blood pressure
monitor and a watch for monitoring heart rate (a heart rate monitor makes this even easier). It
takes only about 20 minutes of the doctor or nurse’s time. Best of all, the standing test mimics

20of 6 8/16/21, 10:35 AM



Prohealth What is Orthostatic Intolerance and How to Diagnose I... https://www.prohealth.com/library/orthostatic-intolerance-part-1...

real life conditions and is often more accurate than the TTT.

A standing test begins with the patient lying down (feet bare) for ten minutes. The doctor or
nurse measures and records resting BP and HR. The patient then stands up, leaning against a
wall for stability. It is critical that the patient stand absolutely still, not even wriggling fingers or
toes. Our bodies automatically try to keep BP and HR stable, without us even noticing, for
example by moving limbs to try to keep blood flowing. While the patient stands completely still
for at least ten minutes, the doctor or nurse takes BP and HR readings every two minutes. In
addition, they also record any observations and patient-reported symptoms, like the feet turning
purple, as blood pools there, or the patient becoming very pale or suddenly feeling hot or light-
headed or just plain sick. The test can be stopped early, if the criteria is met or the patient faints
or gets too sick.

POTS is an increase in HR of at least 30 beats per minute (bpm) in adults during the 10 minutes
of standing or a 40 bpm increase in children OR the HR going above 120 bpm at any time during
the test. NMH is defined as a drop of 25 mm Hg in systolic BP (the top number) while standing;
however, in NMH, BP can often take longer than 10 minutes to drop (though symptoms may
occur immediately), so the doctor can draw conclusions based on symptoms, how the BP is
trending, or even extend the test a little longer, if the patient can tolerate it. If NMH is suspected
and doesn’t show up in the standing test, a TTT can be ordered, which is longer. Remember that
a single test may not pick up OI even when it is present (results are best in the morning).

NASA has established clear instructions and forms for an OI standing test [4] to print and share
with your doctor. If your doctor is unfamiliar with OI, POTS, and NMH as a part of your iliness,
Dr. Peter Rowe of Johns Hopkins is one of the top experts in the world and has written an

xcellent article, all about OI [5], what it is, and how to diagnose and treat it. Read it yourself

€xcelient article,

and print a copy for your doctor.

Ol is an integral part of these chronic illnesses for most patients. It is behind many of the

symptoms you experience, including the most debilitating ones. Diagnosing OI (6] is important
because treating it can often bring dramatic improvement to many symptoms and a significant
increase in quality of life, allowing you to feel better and do more.
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For details on the many ways to treat OI, check out part 2 of this article: Treating Orthostatic

Intolerance [7],

This article was first published on ProHealth.com on June 24, 2018 and was updated on April 25,
20189.
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Suzan Jackson is a freelance writer who has had ME/CFS for 16 years and
also has Lyme disease. Both of her sons also got ME/CFS 14 years ago, but
one is now fully recovered after 10 years of illness and the other is in
college, with ME/CFS plus three tick-borne infections. She writes two blogs:

Living with ME/CFS at http://livewithcfs.blogspot.com [8] and Book By Book

at http://bookbybook.blogspot.com [9] You can follow her on Twitter at
@livewithmecfs.
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