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This blog post is associated with a free assessment designed to help you figure out the 
probability you have Long COVID. 
 
To get the most out of this blog post, please do the assessment before reading further. 
  
Now that you have completed the assessment and have your Long COVID Score, this blog will 
provide additional information to help you understand: 
 

• What are the most common symptoms in Long COVID? 
• How many of these symptoms are also typical of ME/CFS? 
• What’s going on in the body that may be causing these symptoms? 

 
Note that most people with Long COVID have many symptoms (on average 55 symptoms 
overall) in addition to those mentioned in this assessment. The 13 symptoms in the assessment 
are among the most common symptoms from each body system reported by 3762 people with 
Long COVID in 56 countries. The data was gathered by a combined patient-led research team 
from Body Politic in collaboration with academic researchers (Davis et al., 2021). The most 
prominent symptoms change over time and vary among different reports. As new information 
emerges, these numbers may need to be revised. 
  

The Most Common Symptoms in  
Long COVID and Myalgic Encephalomyelitis/Chronic Fatigue Syndrome 

 
Symptom Percent of people with  

Long COVID  
still experiencing a 

symptom 
>6 months after 

becoming ill. 

Percent of people with  
Myalgic Encephalomyelitis/ 
Chronic Fatigue Syndrome 

experiencing a symptom > 6 months 
after becoming ill. 

1. Fatigue | 
decreased ability to 
function 

 
80% 

 

Core symptom – 100% 
(Canadian Consensus and NAM 

definitions). 
2. Headache 
 

 
54% 

50% in adults with ME/CFS 
Even more common in children and 
adolescents with ME/CFS (Canadian 
Consensus and Pediatric Definitions). 

3. Cough 66% Not common in ME/CFS 
4. Changes to feeling 
and movement 
Eg. numbness, 
tingling, tremor 

 
56% 

  
Occurs in some severely ill people. 

5. Post-exertional 
malaise (PEM) 
Worsening of 

 
72% 

 
Is the core defining symptom of ME/CFS – 

100% 

https://www.eleanorsteinmd.ca/long-covid-assessment
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symptoms due to 
physical, cognitive or 
emotional exertion 
lasting more than 24 
hours, sometimes 
with a delayed onset. 

 
(Canadian Consensus and NAM 

definitions). 

6. Difficulty thinking 
or remembering 

 
58% 

80% 
(Canadian Consensus and NAM 

definitions). 
7. Loss of smell and 
taste  

25% Not a reported symptom 

8. Shortness of breath 40% Common with mild exertion 
9. Rapid or irregular 
heart rate 
Dysfunction of the 
autonomic nervous 
system 

 
43% 

 
About 50% 

(Canadian Consensus and NAM 
definitions). 

10. Muscle aches | 
pain 

43% 73% 
(Canadian Consensus definition) 

11. New onset 
sensitivities to light, 
sound, smell, food or 
medications 

Reported by many 
individuals with Long 
COVID. I was unable to 
find a firm estimate. 

 
51% 

(Canadian Consensus Definition) 

12. Unrefreshing 
sleep 
 

 
44% 

92% 
(Canadian Consensus and NAM 

definitions) 
13. Dizziness | poor 
balance 

37% Common, multiple causes 
(Canadian Consensus Definition) 

 
You will see from the table above that there are similarities in the symptoms of Long COVID and 
ME/CFS. However, the two conditions are not identical and not everyone with Long COVID 
meets criteria for ME/CFS. Estimates people with Long COVID meeting criteria for ME/CFS 
range from 15% - 50%. Clearly, we need more research to get a clear picture. 
  
Why do Long COVID and ME/CFS have similar symptoms? 
There is growing research showing that the underlying biology of Long COVID and ME/CFS has 
similarities. This is a summary of some intriguing findings. 
  
Immune activation (inflammation) is commonly reported in both ME/CFS and Long COVID. The 
research suggests that immune activation lasting beyond the period of active infection plays a 
role in both conditions (Sukocheva et al., 2022). Inflammation is associated with many of the 
common symptoms. Neuroinflammation may be associated with sensitivities, vibration, brain 
fog and dizziness. 
  
Impaired mitochondrial function associated with decreased energy production is a frequent 
research finding in ME/CFS. In Long COVID there is indirect evidence of impaired mitochondrial 
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function through altered balance of oxidation and reduction and low levels of antioxidants 
(Komaroff & Lipkin, 2021). Decreased energy production may contribute to fatigue and PEM. 
  
Microclots – Research in both ME/CFS and Long COVID suggests small blood clots exist and 
could be related to symptoms such as cold limbs and organ dysfunction (Kell, Laubscher, & 
Pretorius, 2022; Nunes, Kruger, Proal, Kell, & Pretorius, 2022). 
  
Changes in brain function – In Long COVID, PET scan studies show evidence of a disrupted 
blood brain barrier, neuroinflammation and decreased brain metabolism. In ME/CFS there is 
extensive evidence of decreased blood flow to the brain and changes in brainstem connectivity. 
It will require studying both groups together with the same tests to see if the changes to brain 
function in ME/CFS and Long COVID are the same or different (Sukocheva et al., 2022). Changes 
in brain blood flow may explain the brain fog, vibration, sensitivities, altered sensation and 
dizziness. 
  
Changes in the microbiome (bacteria in the large bowel) have been reported in both Long 
COVID and ME/CFS. The organisms that live in and on us produce molecules which travel 
throughout the body and cause almost any symptom (Komaroff & Lipkin, 2021). 
  
Changes to blood flow to and from the heart –Dr. David Systrom from Harvard University 
reports insufficient blood return to the heart (preload failure) on invasive cardiopulmonary 
exercise testing in both ME/CFS and Long COVID (Joseph et al., 2022; Novak et al., 2022). This 
may be associated with fatigue, PEM, rapid and irregular heartbeat, shortness of breath and 
brain fog. 
  
If you have some of these symptoms, what can you do next? 
If you have five or more of the symptoms of Long COVID, your life is likely to be limited and you 
may be searching for trustworthy strategies to help you improve. 
 
I can help you on the path to recovery. Based on over 30 years personal and professional 
experience with ME/CFS, I teach people with chronic, complex diseases how to identify and 
manage symptoms to improve health and get back to the life you love. Improvement is the rule, 
not the exception. Here are a few comments by recent students. 
  
TESTIMONIALS 
 
 "It was extremely valuable to be seen and heard by Dr. Stein through her recognition, 
validation, extensive knowledge and own lived experience of complex chronic illness. I learned 
a lot about managing my illness physically, mentally and emotionally and really enjoyed sharing 
the experience with so many other patients who were going through the same thing as me. I 
would recommend the course to anyone living with Long Covid and/or ME/CF." 
 
  I am so impressed with your breadth of knowledge and how you can present a very 
complicated topic in such an easy to understand way. 
 
  This course provided me with so much important information, that will definitely assist me in 
my journey to better health. The information was shared in a very clear, precise fashion and 
questions were encouraged, if clarification was needed! 
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To learn more about this comprehensive, online self-study course go to 
www.eleanorsteinmd.ca/pathways 
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