
Utah Patients’ Report on “Long COVID,” “Long Haul COVID,” or 
“Post-COVID Syndrome” 

 

 
 
Who are we? 

 
We are a group of patients who contracted COVID19 in the spring/summer of 2020. All of us have been 
sick for much longer than the 2-6-week period that the World Health Organization and other medical 
authorities often point to.1 Many of us have been sick for at least five months. Among us, there is no known 
common medical or demographic thread.  We found each other via the Utah COVID-19 Long Hauler 
Facebook group, now with over 500 members. Many of us are in other worldwide COVID support groups as 
well, such as Survivor Corps, and Long haul COVID fighters, with memberships in the tens to hundreds of 
thousands (Survivor Corps support group, for example, just reached 114,000+ members2). 
 
What is “Long COVID,” “Long Haul COVID,” or “Post-COVID Syndrome?” 
 
There is no clear answer yet, but doctors are now beginning to understand the long term effects and what 
needs to be done to help patients.3,4 Patients experience a broad range of symptoms and pathologies 
including—but not limited to—flu-like symptoms, body pain, fatigue, fever, nausea, gastrointestinal distress, 
dermatological issues, altered heart rates and rhythms, altered blood pressure, altered cognition, poor 
circulation, coagulopathy, memory loss, dyspnea, hypoxia, and paresthesia. It is presently unknown whether 
our symptoms stem from incomplete clearance of the virus (documented in Ebola5), a post-viral 
neuroimmune condition like Myalgic Encephalomyelitis (documented in SARS6), or from some other 
unknown etiology.  
 

What is the prevalence of post-COVID syndrome? 
 
The latest study done by the University of Michigan shows that at the time of survey completion, 26.2% of 
respondents had not recovered from COVID-19 to their usual state of health.7 According to an Italian study, 
more than 87% of hospitalized patients report the persistence of at least one symptom sixty days after first 

1 
https://www.who.int/dg/speeches/detail/who-director-general-s-opening-remarks-at-the-media-briefing-on-
covid-19---24-february-2020 
2 https://www.facebook.com/groups/COVID19survivorcorps 
3 https://www.msn.com/en-us/health/health-news/doctors-begin-to-crack-covids-mysterious-long-term- 
effects/ar-BB1aAS6V?fbclid=IwAR3IHAWyWEgY5xj7XMevwH7-NZ-9QtgEqHFoTDqtaqNPdCLXxk_sF
yR0NxM 
4 https://drive.google.com/file/d/15Z1pPMsTvxKe_eJtNG3XyXNxx9gB2xxU/view 
5 https://www.ncbi.nlm.nih.gov/pmc/articles/PMC6291550/ 
6 https://jamanetwork.com/journals/jamainternalmedicine/fullarticle/415378 
7 https://sph.umich.edu/mi-cress/ 
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symptoms.8 In a Dutch survey of 1600 “recovered” COVID patients—91% of whom were never 
hospitalized—94% of patients did not feel as healthy as before the infection and 60% had breathing issues 
that impacted their ability to walk.9 A CDC phone survey revealed that 35% of symptomatic COVID patients 
had not returned to their usual state of health 2–3 weeks after testing.10 The exact prevalence and duration of 
prolonged symptoms are unknown because the research has not yet been done. Utah presently has more than 
133,000 confirmed COVID19 cases.11 If 10-35% are affected by persistent symptoms, an estimated 
13,300-46,550 of those Utahns will suffer from this post-COVID syndrome. 
 
By way of comparison, 27% of a post-SARS patient cohort was found to meet the diagnostic criteria for 
Myalgic Encephalomyelitis (Chronic Fatigue Syndrome) one year after infection.12 Sufferers of Myalgic 
Encephalomyelitis are often housebound or bedbound, struggle to work full time, and experience a generally 
poor quality of life.13 

 

What is the impact of post-COVID syndrome? 
 
While some patients experience ongoing symptoms that are mild or merely uncomfortable, many patients’ 
symptoms are physically debilitating. Patients often report extreme difficulty exercising, walking any distance, 
walking up the stairs, caring for children, performing mental tasks, working, and going about the daily 
activities they were previously able to do. Some symptoms—such as altered heart rhythms, altered blood 
pressure, and coagulopathy—can lead to life-threatening complications, in the near or long term. We 
anticipate that the syndrome will have a significant and ongoing impact on public health and the economy. 
 
Notably, many patients report that symptoms are greatly exacerbated by mental and physical exertion. The 
UK’s National Institute for Health and Care Excellence has advised against graded exercise therapy 
(GET) for this reason, noting that pacing and rest are likely important to proper recovery.14 

 

What do post-COVID syndrome patients need? 
 

● Funding for clinical research. Post-viral conditions are poorly funded and understood. For every 
$254 spent on funding for multiple sclerosis research—for example—only $5 is spent for Myalgic 
Encephalomyelitis research. An estimated one million Americans suffer from Multiple Sclerosis, 
while an estimated 2.5 million Americans suffer from Myalgic Encephalomyelitis.15 Post-COVID 
Syndrome patients need funding for proper clinical research to understand their condition. 

● Outpatient support and rehabilitation. Many post-COVID syndrome patients are unable to access 
in-person medical care and rehabilitation. Emergency rooms and hospital beds must be reserved for 
acute COVID patients, but many urgent care facilities, primary care providers, laboratories/imaging 
centers, and rehabilitation centers will “screen out” post-COVID syndrome patients for having 
COVID symptoms. Patients need safe, purpose-built, interdisciplinary clinics designed to address this 
multi-system disease. One of the first Post COVID Care centers was developed at Mount Sinai in 
New York and is currently booked until the spring of 2021.16 The need for Post COVID Care 

8 https://jamanetwork.com/journals/jama/fullarticle/2768351 
9 
https://www.ad.nl/binnenland/longfonds-gezondheid-thuiszittende-coronapatienten-schrikbarend-slecht~a4
5346fe/?referrer=https://www.google.com/ 
10 https://www.cdc.gov/mmwr/volumes/69/wr/mm6930e1.htm 
11 https://coronavirus.utah.gov/ 
12 https://jamanetwork.com/journals/jamainternalmedicine/fullarticle/415378 
13 https://pubmed.ncbi.nlm.nih.gov/26147503/ 
14 https://doi.org/10.1136/bmj.m2912 
15 https://solvecfs.org/funding-disparity/ 
16 https://www.mountsinai.org/about/covid19/center-post-covid-care 



centers is steadily growing as the number of cases continue to increase. These centers are rapidly 
emerging across the country, with at least 24 in total now.17  

● Paid leave and disability. Many post-COVID patients are facing denials of leave and disability 
eligibility because the post-viral syndrome has not yet been medically recognized. There is no one 
biomarker or diagnostic indicator of the syndrome. Patients need to be eligible for paid leave and 
disability based on clinical diagnoses and symptomatology, not any one specific test. 

● Full insurance benefits plus research and treatment eligibility based on clinical diagnoses 
alone. Many post-COVID patients have been denied full insurance benefits for certain tests and 
procedures due to a lack of positive swab or antibody test results. Furthermore, the limited resources 
Utah has available to recovering COVID patients are only available to patients with a positive test. 
No patient should be denied insurance coverage or access to research or treatment 
opportunities on the basis of negative testing. The tests have proven to be inaccurate,18 ,19 and 
many patients were denied testing when they first fell ill in spring 2020 due to testing shortages. A 
clinical diagnosis must be sufficient for all purposes.  

● Diagnostic guidelines and education for health care providers. Primary and urgent care 
providers will undoubtedly face a deluge of post-COVID syndrome patients in the coming months. 
The CDC and/or state departments of health must provide resources, like the one recently published 
by the National Institute for Health and Care Excellence (NICE)20 to: 1) disseminate diagnostic 
guidelines noting the prevalence and characteristics of the syndrome, 2) educate providers about the 
benefits and drawbacks of testing, and 3) support providers with uniform recommendations for 
treatment including avoidance of graded exercise therapy (GET) for patients experiencing 
increased symptoms post-exertion. 

 
 
*Contact us at: Utahlonghaulers@gmail.com or call: Lisa O’Brien @ 801-814-4962 
 
Additional Resources: 
 

● https://www.pscp.tv/w/1ynJOqlgMXOKR - Meeting with the World Health Organization on long 
term effects. Dr. Tedros states that, “It is imperative that governments recognize the long-term 
effects of COVID19 and also ensure access to health services to all of these patients. This includes 
primary healthcare and when needed specialty care and rehabilitation.” 

● https://youtu.be/-QCU97jcmrg - Interview with Dr. Fauci on Long term effects on Oct. 30. 
● https://youtu.be/SJutJTQN5k0 Long Hauler PSA, featuring some of our Utah Long Haulers.  
● https://jamanetwork.com/journals/jama/fullarticle/2771111 JAMA discusses Long Haulers. 
● https://docs.google.com/document/d/1BrWY0OEZTSM03QJfgwkSMj2jH6mpcxThPKcd0wEbBJ

w/edit?fbclid=IwAR0kV2keLn2FrelC4DQgaXZAGmAxp_MaBpdH26YHhqYafQJzS89nkFsKSqQ 
–Long Hauler symptom study conducted by Indiana University School of Medicine.  

 
 
 
 
 

 

17 https://www.survivorcorps.com/pccc 
18 https://www.cdc.gov/coronavirus/2019-ncov/lab/resources/antibody-tests-guidelines.html 
19 https://www.nejm.org/doi/full/10.1056/NEJMp2015897 
20 
https://www.pslhub.org/learn/coronavirus-covid19/guidance/nice-covid-19-guideline-management-of-the-l
ong-term-effects-of-covid-19-30-october-2020-r3412/ 
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