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DATA & EVIDENCE WORKSTREAM  
 

OUR FOCUS ON DATA COLLECTION & EVIDENCE GENERATION 

The work of the COVID-19 Patient Recovery Alliance falls into three main workstreams: Data 
Collection and Evidence Generation; Care Model Development; and Payment Models. This 
document explains the Alliance’s Data Collection and Evidence Generation workstream. 
Drawing upon the expertise of key Alliance members and their own data collection efforts, 
research, and analyses, the Alliance is rapidly defining clinical subgroups of the long-
COVID survivor population in order to establish a critical foundation for developing targeted 

pathways for clinical management. This multi-sector approach will afford the Alliance the ability to aggregate 
multiple data sources to form a more complete picture of COVID-19 survivors, their clinical needs, and likely 
sources of health care coverage. This picture will evolve and be continually refined as new data and information 
become available. 

WHY OUR WORK IS CRITICALLY IMPORTANT 

 

A year into the COVID-19 pandemic, there is no comprehensive 
understanding of long-COVID, despite increasing evidence of its 
potential importance. Many questions remain: Why do 
individuals who had COVID-19 develop (or maintain) post-
infectious symptoms (long-COVID)? What are the risk factors and 
biomarkers for development? How long does long-COVID last? 
What treatments or therapies might alleviate symptoms and 
potential long-term sequelae?  

Researchers suggest that up to 100 million of Americans have 
been diagnosed with COVID-19, and many seem to suffer from 
lingering symptoms over months.1 A precise number has yet to 
be determined, but published studies estimate that 10-30 
percent of COVID-19 survivors may suffer from long-COVID. If 
those estimates are right, recognizing the reality that many 
Americans are not fully recovered has important ramifications 
for enabling them to be restored to full health, return to work, 
and reengage in their communities. As part of our national 
response to the COVID-19 pandemic, we need to better 
understand long-COVID and how its effects may impact our 
health care system, our communities, and the path to recovery.  

 

 

 
1 http://www.healthdata.org/sites/default/files/files/Projects/COVID/2021/102_briefing_United_States_of_America_15.pdf  
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GENERATING EVIDENCE TO INFORM DATA-DRIVEN SOLUTIONS  
 

To inform meaningful solutions for long-COVID patients, our Alliance is coordinating federated studies to 
characterize long-COVID by leveraging members’ individual robust data assets and analytic capabilities. The 
Alliance will use this data work to inform our policy positions and advocacy efforts, such as the development of 
targeted federal policy solutions and potential best practices. This will be done rapidly, in advance of long-term 
academic studies sponsored by the NIH, so that Alliance members can address “in real time” the burgeoning 
patient population now seeking care. 
 

Federated Analyses to Characterize & Understand Long-COVID  
 

Using electronic health records and other real-world data, the Alliance is 
currently conducting an initial study of COVID-positive patients along 
with control groups to characterize long-COVID through descriptive 
statistics and data visualizations. This study will look at symptoms, 
diagnoses, and health care utilization.  
 
After an initial data run on those criteria, the study will stratify the results 
by age, administrative gender/legal sex, and 3-digit zip code. After Phase 
1 of the federated analyses is complete, the data workgroup will continue 
to build on the analyses to include other stratification elements, such as 
payer source, race/ethnicity, and vaccination status.  
 

Expected Future Analyses in The Coming Months  
 

After the initial research outlined above, Alliance members will explore the need for additional federated studies 
to inform Alliance work, including: 

• Unsupervised Machine Learning. Utilize machine learning to discover long-COVID “clusters,” which may 
also help indicate COVID-19 variants.  

• Therapeutic and Protocols for Long-COVID. Leverage clusters to determine if therapeutics and protocols 
lead to better, worse, or no change in outcomes. 

• Supervised Machine Learning. Utilize machine learning to predict long-COVID. 

Following the Science to Understand Evolving Threats 
 

The Alliance is aware that new COVID-19 variants are rapidly emerging and being identified, and the constellation 
of symptoms and signs attributed to long-COVID yesterday, today, and tomorrow may differ based on variants. 
These differences may also be impacted by other factors, including improvements in the standard of care, access 
to health care, maintenance of supply chain, vaccines, etc. To the extent possible, the data workgroup will 
account for and/or acknowledge the impact of these factors in its work to support transparency and accuracy.  
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KEY AREAS OF ONGOING RESEARCH INTEREST  

In early 2021, the National Institute of Health (NIH) launched a new initiative to study long-COVID, known as 
the PASC Initiative. Congress has allocated over $1.15 billion in funds over a four-year period to support new 
and ongoing research on long-COVID-related research topics, including how to prevent and treat long-COVID 
symptoms. It is hoped that this dedicated funding to study long-COVID will generate fresh insights to inform 
the nation’s response. The Alliance will generate information and insights far in advance of these studies, and 
be integrated into testable plans for health care delivery, payment, and rehabilitation and economic recovery. 

As the pandemic evolves, so too must our efforts to understand the challenges it presents to our nation and 
our health care system. In addition to the primary research the Alliance is undertaking through its federated 
data assets, the Alliance is deeply interested in a number of issues that are important to understanding the 
needs of patients with long-COVID and how the nation’s health care system may best care for them. The 
Alliance is working with its members and their data assets, as well as monitoring and curating the available 
literature and emerging research on these key topics.  

Long-COVID Impact on Return to Work 

Many of the common long-COVID symptoms can negatively impact an individual’s 
ability to return to work following infection and be productive while engaged in work. 
Such symptoms include brain fog, dizziness, inability to focus, fatigue, anxiety and 
depression, and inability to exercise or be active.2 Many individuals with long-COVID are 
requesting accommodations at work as a result of these symptoms, such as shortened 
schedules, adjusted expectations for constant digital communication, and even 
maximizing possible disability benefits.3 

Disparities Among Long-COVID Patients 

The hospitalization and death rates of COVID-19 are significantly higher for Black, 
Hispanic/Latino, and American Indian/Native Alaskan communities. Contributing 
factors for increased risk of getting sick, being hospitalized, and dying from COVID-19 
include lack of health care access, discrimination, occupation, education, income, 

wealth gaps, and crowded living circumstances.4 What is currently unknown, 
however, is the risk of long-COVID among various racial and ethnic minority groups, 
and their access to treatment, both of which are areas this Alliance is exploring 
through data collection and evidence generation.   

Health Care Costs and Utilization 

Recent data suggests that health insurers are anticipating increased health costs in 2021 
as a result of deferred care or avoided preventative care for chronic conditions during 
social distancing lockdown periods, and health care complications following recovery 
from severe cases of COVID-19. However, there is no comprehensive and holistic study 
concerning the types of health care coverage long-COVID patients currently have, nor 
are there estimates around their future health care costs and utilization following acute 

COVID-19 infection.5  

 

 
2 http://www.healthdata.org/sites/default/files/files/Projects/COVID/2021/102_briefing_United_States_of_America_15.pdf 
3 https://www.wsj.com/articles/the-challenges-of-getting-long-covid-patients-back-to-work-11613350801  
4 https://www.cdc.gov/coronavirus/2019-ncov/community/health-equity/race-ethnicity.html  
5 https://www.kff.org/private-insurance/issue-brief/2021-premium-changes-on-aca-exchanges-and-the-impact-of-covid-19-on-rates/  

http://www.healthdata.org/sites/default/files/files/Projects/COVID/2021/102_briefing_United_States_of_America_15.pdf
https://www.wsj.com/articles/the-challenges-of-getting-long-covid-patients-back-to-work-11613350801
https://www.cdc.gov/coronavirus/2019-ncov/community/health-equity/race-ethnicity.html
https://www.kff.org/private-insurance/issue-brief/2021-premium-changes-on-aca-exchanges-and-the-impact-of-covid-19-on-rates/
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