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What is “Long COVID” (“Post-COVID”, “Long-Haulers”)?

Most people with COVID-19 get better within weeks of illness. However, some people
experience post-COVID conditions. Post-COVID conditions are a wide range of new,
returning, or ongoing health problems people can experience four or more weeks after
being infected with the COVID-19 virus.

Post-COVID conditions can occur not only in those who suffered severe COVID-19 illness
but also in those who initially had mild COVID-19 symptoms or no symptomes. It is
estimated that 10% to 30% of patients might experience post-COVID, even if they had
mild symptoms initially.

People experiencing long COVID should see a health care provider. Many health care
systems across the U.S. have launched post-COVID-19 clinics and recovery programs.

Types of Post-COVID Conditions

There are a variety of post-COVID conditions:

e Symptoms that occur because the COVID-19 virus directly damages healthy cells
in the body leading to lingering or ongoing symptoms that can last weeks to months
after a COVID-19 infection

e New symptoms that occur after someone recovers from an initial COVID-19
infection

e Symptoms that go away and then return

e Conditions affecting multiple organs of the body

e Effects of being hospitalized for an extended period for a COVID-19 related iliness

Symptoms of Post-COVID include one or more of the following:

e Difficulty breathing or shortness of breath

e Tiredness or fatigue

Symptoms that get worse after physical or mental activities (also known as post-
exertional malaise)

Difficulty thinking or concentrating (sometimes referred to as “brain fog”)
Cough

Chest or stomach pain

Headache

Fast-beating or pounding heart (also known as heart palpitations)

Joint or muscle pain

Pins-and-needles feeling

Diarrhea

Sleep problems


https://www.ama-assn.org/delivering-care/public-health/what-doctors-wish-patients-knew-about-long-covid
https://www.beckershospitalreview.com/patient-safety-outcomes/13-hospitals-health-systems-that-have-launched-post-covid-19-clinics.html

Fever

Dizziness on standing (lightheadedness)
Rash

Mood changes

Changes in smell or taste

Changes in menstrual period cycles

Multiorgan effects of COVID-19

Some people who had a severe illness with COVID-19 may experience multiorgan effects
or autoimmune conditions over a longer time. Symptoms may last weeks or months after
being sick with COVID-19.

The COVID-19 virus can affect many, if not all, organs and body systems, including
the heart, lung, kidney, skin, and brain functions. Patients with an underlying iliness
such as chronic kidney disease may experience additional damage to the kidney
after a COVID-19 infection and may require dialysis.

Autoimmune conditions occur when your immune system attacks healthy cells in
your body by mistake, causing inflammation (swelling) or tissue damage in the
affected parts of the body.

On rare occasions, some people, primarily children, experience multisystem
inflammatory syndrome (MIS) during or soon after a COVID-19 infection. MISis a
severe condition where different body parts become inflamed, including the heart,
lungs, kidneys, brain, gastrointestinal organs, skin, and eyes. MIS can lead to post-
COVID conditions if a person continues to experience multiorgan effects or other
symptoms. The condition is called MIS-C in children and MIS-A in adults.

MIS-C cases in the U.S. (as of March 28, 2022)

The CDC has been tracking reported cases of MIS-C since May 2020. The median
age of patients with MIS-C was nine years. Half of the children with MIS-C were
between the ages of 5 and 13 years.

57% of the reported patients with race/ethnicity information available occurred in
children who are Hispanic/Latino (1,934 patients) or Black, Non-Hispanic (2,303
patients).

98% of patients had a positive test result for SARS CoV-2, the virus that causes
COVID-19. The remaining 2% of patients had contact with someone with COVID-
19.

61% of reported patients were male.


https://www.cdc.gov/mis/index.html?CDC_AA_refVal=https%3A%2F%2Fwww.cdc.gov%2Fmis-c%2Findex.html
https://www.cdc.gov/mis/index.html?CDC_AA_refVal=https%3A%2F%2Fwww.cdc.gov%2Fmis-c%2Findex.html
https://www.cdc.gov/mis/about.html
https://www.cdc.gov/mis/about.html

Last updated with cases reported to CDC on or before March 28, 2022*

TOTAL MIS-C PATIENTS MEETING CASE TOTAL MIS-C DEATHS MEETING CASE
DEFINITION* DEFINITION
7,880 66

*Additional patients are under investigation. After review of additional clinical data, patients may be excluded if there are alternative
diagnoses that explained their iliness.

Source

Characteristics of Reported MIS-C Patients

CDC is closely monitoring characteristics of MIS-C patients by race and ethnicity, sex, and age.

To date, the majority of MIS-C patients have been of Hispanic/Latino or Non-Hispanic Black race/ethnicity. Hispanic/Latino and Non-
Hispanic Black populations are also disproportionately affected by COVID-19 overall. Additional studies of MIS-C are needed to learn why
certain racial or ethnic groups may be disproportionately affected and to understand the risk factors for this disease.

MIS-C Patients by Race & Ethnicity
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Effects of COVID-19 illness or hospitalization

People who have severe illness due to diseases that affect the lung, like COVID-19, and
people hospitalized for weeks at a time can suffer long term health effects, including
extreme weakness and exhaustion during their recovery period.

Effects can vary from:
e Post-intensive care syndrome (PICS), which are health effects that begin when a
person is in an intensive care unit (ICU) and can remain after a person returns
home.


https://covid.cdc.gov/covid-data-tracker/#mis-national-surveillance
https://covid.cdc.gov/covid-data-tracker/#mis-national-surveillance

e Severe weakness, problems with thinking and judgement, and post-traumatic
stress disorder (PTSD).

It can be challenging to know whether some of the symptoms people experience weeks
after a COVID-19 infection are caused by hospitalization, long-term effects of the virus,
or acombination. This is because some symptoms that people may experience after
prolonged hospitalization are similar to symptoms that people with initially mild or no
symptoms may experience weeks after a COVID-19 infection.

Diabetes risk after COVID-19 disease

An association between a COVID-19 infection and diabetes in adults has been noted in
prior research. COVID-19 disease is associated with worsening diabetes symptoms, and
persons with diabetes are at increased risk for severe COVID-19. SARS-CoV-2 infection
might also induce newly diagnosed diabetes.

A study evaluating the risk for developing diabetes in children who have had COVID-19
disease was published in January 2022 by the CDC. This study looked at a group of
patients under 18 years of age from March 2020 to June 2021 and found an increased risk
of a new diagnosis of diabetes in people who had a COVID-19 infection.

The increased diabetes risk among persons aged <18 years following COVID-19
highlights the importance of COVID-19 prevention strategies, including vaccination, for
all eligible persons in this age group and the prevention of chronic COVID-19 disease.

How to prevent Long COVID

Preventing COVID-19 illness is the best way to avoid long COVID.

Getting vaccinated, staying up to date on your COVID-19 vaccines, and utilizing all the
tools (including masking, social distancing, testing, hand washing, etc.) in our toolbox is the
best way to prevent getting COVID-19 and to help protect those around you.

Quote from a member of the American Medical Association: “What is reassuring is that
patients who were vaccinated (received COVID-19 vaccination), in those rare instances where
they got a breakthrough infection those patients are 50% less likely to develop long COVID or
post COVID syndrome.”

Long COVID resources

e CDC pages for the public on post-COVID conditions and caring for people with
post-COVID conditions



https://www.cdc.gov/mmwr/volumes/71/wr/mm7102e2.htm
https://www.cdc.gov/coronavirus/2019-ncov/vaccines/stay-up-to-date.html
https://www.cdc.gov/coronavirus/2019-ncov/long-term-effects/index.html#:~:text=New%20or%20Ongoing%20Symptoms&text=Difficulty%20breathing%20or%20shortness%20of,to%20as%20%E2%80%9Cbrain%20fog%E2%80%9D)
https://www.cdc.gov/coronavirus/2019-ncov/long-term-effects/index.html
https://www.cdc.gov/coronavirus/2019-ncov/long-term-effects/care-post-covid.html
https://www.cdc.gov/coronavirus/2019-ncov/long-term-effects/care-post-covid.html

e CDC pages for healthcare providers on post-COVID conditions and evaluating and
caring for patients with post-COVID conditions

e American Medical Association: What-doctors-wish-patients-knew-about-long-
covid

e Becker's Hospital Review: Health-systems-that-have-launched-post-covid-19-

clinics.html

Resolve to Save Lives’ Voices of Long COVID campaign

CHOP video on COVID-19 and MIS-C, MIS-A and long-haulers

Johns Hopkins article on COVID "long haulers" and long-term effects of COVID-19

US Dept. of Labor resources for workers, employers, youth and policymakers

HHS guidance on long COVID as a disability

Administration for Community Living resources for people with long COVID

Long COVID as a disability

As of July 2021, “long COVID,” also known as post-COVID conditions, can be considered a
disability under the Americans with Disabilities Act (ADA) under Section 504 and Section
1557. Learn more here.

Social Media Posts

Talking points, like those above, are meant for just that — talking. They shouldn’t be used
verbatim in print, email or social media.

Talking points are most effective when you use your language to share the basic information
found in said content, sharing messages in a style of speech that is both expected and best
understood by your audiences. For social media, that means keeping it short, conversational and
not trying to tackle too much information at once. Stick to the essential details, and don’t try to
explain too much in a single post.

You wouldn’t read Shakespeare to a fifth-grade class; instead, you would talk about the general

themes of Shakespeare’s stories and avoid the complicated language. We suggest a similar
approach to using critical vaccine information on social media. For example:

Social Media Examples

The following social media content examples come from Resolve to Save Lives.



https://www.cdc.gov/coronavirus/2019-ncov/hcp/clinical-care/post-covid-conditions.html?CDC_AA_refVal=https%3A%2F%2Fwww.cdc.gov%2Fcoronavirus%2F2019-ncov%2Fhcp%2Fclinical-care%2Flate-sequelae.html
https://www.cdc.gov/coronavirus/2019-ncov/hcp/clinical-care/post-covid-index.html
https://www.cdc.gov/coronavirus/2019-ncov/hcp/clinical-care/post-covid-index.html
https://www.ama-assn.org/delivering-care/public-health/what-doctors-wish-patients-knew-about-long-covid
https://www.ama-assn.org/delivering-care/public-health/what-doctors-wish-patients-knew-about-long-covid
https://www.beckershospitalreview.com/patient-safety-outcomes/13-hospitals-health-systems-that-have-launched-post-covid-19-clinics.html
https://www.beckershospitalreview.com/patient-safety-outcomes/13-hospitals-health-systems-that-have-launched-post-covid-19-clinics.html
https://voicesoflongcovid.org/
https://www.chop.edu/centers-programs/vaccine-education-center/video/what-known-about-covid-19-and-mis-c-mis-long-haulers
https://www.hopkinsmedicine.org/health/conditions-and-diseases/coronavirus/covid-long-haulers-long-term-effects-of-covid19
https://www.dol.gov/agencies/odep/topics/coronavirus-covid-19-long-covid#Workers
https://www.hhs.gov/civil-rights/for-providers/civil-rights-covid19/guidance-long-covid-disability/index.html
https://acl.gov/covid19/resources-people-experiencing-long-covid
https://www.hhs.gov/civil-rights/for-providers/civil-rights-covid19/guidance-long-covid-disability/index.html#footnote10_0ac8mdc
https://preventepidemics.org/covid19/us-response/campaigns/voices-of-long-covid/

Twitter (limited to 280 characters with spaces):

Many people, including children and young adults, suffer from long-term health problems
months after getting COVID-19. Getting vaccinated is the best way to prevent Long
COVID. #VoicesofLongCovid

Anyone can get Long COVID, even young people. It's important to get vaccinated to
prevent persistent health problems that often occur after COVID-19.
voicesoflongcovid.org #VoicesofLongCovid

If you're suffering from Long COVID, you're not alone. Anyone can get it, but the best way
to prevent it is to get vaccinated. Share your story so that others won’t have one to share.
#VoicesofLongCovid

Facebook, Instagram, LinkedIn:

Long COVID survivors share their stories so that others won’t have one to share. Many
people, including children and young adults, have been infected with COVID-19 and
continue to suffer from persistent health problems months later. Anyone can get Long
COVID, but the best way to prevent it is to get vaccinated. voicesoflongcovid.org
#VoicesofLongCovid



Social Media Images:

SHARE YOUR LONG COVID STORY.

Post a video using the hashtag

This has honestly been a very scary
journey ... I'm telling my Long COVID
story because | wouldn't
wish this on anyone."

#VoicesofLongCovid
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got COVID ... 'm telling my-Long COvID
story so that you WON't have one to tell.”

1 can no longer

#VoicesofLongCovid

.

| used to run 5 to 6 miles a day:
Now, when | walk up a flight of stairs, I'm
gasping for air ... 'mdelling my Long COVID
story because | don't want'it to ruin other
people’s lives like it did mine."



