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Goals of public health

• Understand disease burden and trends
• Identify risk and protective factors
• Prevent disease, disability, injury, and premature death

• Ensure resources are available 
• Testing, treatment, prevention, information

• Achieve health equity and improve the health of all groups



Goals of public health: Long COVID

Need to understand who is affected
Need a standard definition

• Understand disease burden and trends
• Identify risk and protective factors
• Prevent disease, disability, injury, and premature death

• Ensure resources are available 
• Testing, treatment, prevention, information

• Achieve health equity and improve the health of all groups



Model disease tracking on that used for infectious diseases
• Labora tory based  trigge r
• Clear de fin ition  and  easily collected

Approach to tracking Long COVID 

Long COVID does not fit in to  in fectious m ode l
• Absence  of labora tory re su lt trigge r
• Com plex de fin ition

• varie ty of p resen ta tions
• varie s ove r tim e

• No un ive rsa l de fin ition



Example: MIS-C - Multisystem Inflammatory 
Syndrome in Children

An illness characterized by all of the following, in the absence of a more likely alternative diagnosis*: 
• Subjective or documented fever (temperature ≥38.0⁰ C) AND
• Clinical severity requiring hospitalization or resulting in death AND
• Evidence of systemic inflammation indicated by C -reactive protein ≥3.0 mg/dL (30 mg/L) AND 
• New onset manifestations in at least two of the following categories: 

1. Cardiac involvement indicated by: 
• Left ventricular ejection fraction <55%, OR
• Coronary artery dilatation, aneurysm, or ectasia, OR
• Troponin elevated above laboratory normal range, or 
indicated as elevated in a clinical note 

2. Mucocutaneous involvement indicated by: 
• Rash, OR 
• Inflammation of the oral mucosa (e.g., mucosal 
erythema or swelling, drying or fissuring of the lips, 
strawberry tongue), OR 
• Conjunctivitis or conjunctival injection (redness of 
the eyes), OR 
• Extremity findings (e.g., erythema [redness] or 
edema [swelling] of the hands or feet) 

3. Shock** 
4. Gastrointestinal involvement indicated by: 

• Abdominal pain, OR 
• Vomiting, OR
• Diarrhea 

5. Hematologic involvement indicated by: 
• Platelet count <150,000 cells/ μL, OR
• Absolu te  lym phocyte  count (ALC) <1,000 ce lls/μL



• Mode l-based  e stim ation  of burden  
• Using da ta  stud ie s and  lite ra ture  and  extrapola tion

• Direct da ta  collection  from  popula tion

Efforts underway in a variety of states

Goals –
• Understand burden of Long COVID and spectrum of illness
• Understand trends over time
• Identify risk/protective factors 
• Uncover inequities
• Identify opportunities for linkage to care and interventions



Utah -specific Long COVID 
work



Prevalence of Long COVID

Representative data 
Information meant to reflect an overall population
● Estim ate  how m any people  a re  a ffected  by Long COVID 
● Estim ate  the  ove ra ll popula tion  care  needs

Behaviora l Risk Factor Surve illance  Survey 
● A long-stand ing CDC survey tha t collects  extensive  in form ation  on  peop le ’s 

hea lth
● Utah  added  12 questions specifica lly about Long COVID

Utah  DHHS Office  of Health  Equity survey
● Targe ted  to  collect in form ation  from  people  in  unde rrepre sen ted  groups



Impact of Long COVID
Non -representative data
Focus on those people most likely to be affected by Long COVID
● In form ation  m eant to  re flect those  m ost like ly to  need  support or re sources

People  accessing hea lth  care  - num ber of peop le  who are  seen  by m edica l p rovide rs for 
Long COVID

● All paye rs cla im s da tabase  – insurance  cla im s for 80% of Utahns
● Em ergency room  visit  da ta  – d ischarge  d iagnoses for a ll peop le  seen  in  the  

em ergency room
● Electron ic case  reporting – d iagnoses for a ll peop le  seen  in  one  of Utah’s la rgest 

hea lth  system s
● Data  from  the  Long COVID clin ic a t the  Unive rsity of Utah  – specia lty clin ic

People  who haven’t p re sen ted  to  hea lth  care
○ Com m unity hea lth  worke r su rveys

● In -dep th  survey of peop le  in  unde rse rved  com m unitie s who have  Long COVID
● Long COVID Facebook group  survey



Standard case definitions will help

Lessons learned

Clinical diagnosis codes (ICD)
● Rates a re  m uch  lower than  stud ie s and  surveys suggest

Surveys
● Rely on  se lf-report
● No standard  to  ask

● Like ly an  a rtifact due  to
○ unde rd iagnosis of pa tien ts
○ unde ru tiliza tion  of code
○ inab ility to  access hea lthcare



We need a consistent and stable definition!
▪ Allow for com parison  be tween jurisd ictions and  popula tions

Important considerations for Long COVID 
definition- public health perspective

The  defin ition  used  for public hea lth  surve illance  will need  to:
• Be  sim ple r than  those  used  in  resea rch  se ttings

• Resource  lim ita tions
• Conside r se lf-d iagnosis

• Popula tions unable  to  access hea lth  ca re  or a fford  com plex d iagnoses
• Not connected  to  COVID-19 test docum enta tion
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● Cross sectional surveys
● Using inform ation  from  surveys to  e stim ate  ove ra ll popula tion

● Mode l-based  e stim ation  of burden  
● Using da ta  stud ie s and  lite ra ture  and  extrapola ting

● Sentine l surve illance
● Evalua ting a  subse t of people  com ing for care

● Syndrom ic surve illance  
● Evalua ting em ergency room  visits

● Analysis of insurance  cla im s and  othe r adm inistra tive  clin ica l da ta

Efforts underway in a variety of states

Goals- to understand burden, spectrum of illness, inequities, 
risk/protective factors, trends, identify opportunities for 
interventions.
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