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Section 1: Policy Recommendations for Congressional Action 

1. Grants to Federally Qualified Health Centers. Fund performance incentives to FQHCs that adopt care 
pathways and report standardized data in aggregate on long-COVID patient characteristics (age, gender, 
race, etc.), diagnoses, and utilization to the U.S. Department of Health and Human Services (HHS). Data 
should include mental health diagnoses and services/referrals. 

2. Grants to Primary Care Practices. Fund performance incentives over multiple years for primary care 
practices that adopt care pathways and report standardized data in aggregate on long-COVID patient 
characteristics (age, gender, race, preexisting conditions, etc.), diagnoses, and utilization to HHS. Data 
should include mental health diagnoses and services/referrals.  

3. Primary Care Technical Assistance Program. Fund a multi-year grant to launch a national long-COVID 
primary care technical assistance dissemination program run by an organization with primary care clinical 
expertise, a robust understanding of primary care clinical and business practices, and the ability to 
convene groups and disseminate learnings nationally. Part of the disseminated primary care focus will be 
open-source tools to collect and report standardized data in aggregate on long-COVID patient 
characteristics and diagnoses (age, gender, race, preexisting conditions, etc.) and to distribute rapid, 
iterative updates and improvements to clinical pathways.  

4. Community Screening. Fund grants over multiple years for organized networks at the community level, 
including FQHCs and primary care practices, to integrate long-COVID screening into social and medical 
screening and programming for uninsured, undocumented, and underserved populations. Screening must 
be conducted with collection of standardized data in aggregate on long-COVID patient characteristics and 
diagnoses (age, gender, race, preexisting conditions, etc.) and referral to primary care/FQHC.  

5. National Survey on Long-COVID. Require HHS to conduct a large national survey of consumers to assess 
prevalence of long-COVID, sources of health coverage (including primary and secondary health coverage, 
long-term care coverage), and workers’ compensation coverage. The survey should also include data 
collection on long-COVID patient characteristics (age, gender, race, preexisting conditions, etc.), whether 
the consumer had access to testing and/or a previous positive COVID test, and whether the consumer 
received a long-COVID diagnosis from a health care provider. 

6. Evidence-Based Strategies for High-Value Care. Direct the Agency for Healthcare Research and Quality 
(AHRQ) to issue grants over a multi-year period to (a) generate evidence about how to deliver high-quality, 
high-value health care for individuals with long-COVID, (b) create tools and strategies to help health 
systems, frontline clinicians, and caregivers provide care for individuals with long-COVID, and (c) provide 
educational materials for providers, payers, and consumers on high-value care for individuals with long-
COVID.   

7. Long-COVID Registries. Fund grants to organizations (e.g., patient groups, providers, researchers, or multi-
sector groups) for the development of long-COVID registries with data definitions and standards to enable 
data synchronization and to help inform the development of diagnostics, therapeutics, care pathways, 
behavioral health interventions, and potentially value-based payment models. It is important for such 
funding to avoid supporting the creation of registries as siloed sources of information that conflict or 
compete with one another. Rather, registries should have common data elements and definitions, and 
should be integrable at the federal level. 
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8. Evidence-Based Strategies for High-Value Care. Direct the Agency for Healthcare Research and Quality 
(AHRQ) to issue grants over a multi-year period to (a) generate evidence about how to deliver high-quality, 
high-value health care for individuals with long-COVID, (b) create tools and strategies to help health 
systems, frontline clinicians, and caregivers provide care for individuals with long-COVID, and (c) provide 
educational materials for providers, payers, and consumers on high-value care for individuals with long-
COVID.   

9. Long-COVID Registries. Fund grants to organizations (e.g., patient groups, providers, researchers, or multi-
sector groups) for the development of long-COVID registries with data definitions and standards to enable 
data synchronization and to help inform the development of diagnostics, therapeutics, care pathways, 
behavioral health interventions, and potentially value-based payment models. It is important for such 
funding to avoid supporting the creation of registries as siloed sources of information that conflict or 
compete with one another. Rather, registries should have common data elements and definitions, and 
should be integrable at the federal level. 

10. Medicare Advantage Chronic Condition Special Needs Plan (C-SNP) Improvement. Add long-COVID to the 
definition of a condition for a C-SNP for the periods 2023-2025. Additionally, require a report on 
characteristics of Medicare Advantage patients with long-COVID as well as any learnings from the coverage 
provided to them by C-SNPs. (C-SNPs are Special Needs Plans that restrict enrollment to special needs 
individuals with specific severe or disabling chronic conditions.) 

11. Legislation to Create Medicaid Health Homes for Individuals with Long-COVID. Offer states the option to 
create Medicaid health homes for patients with long-COVID. Health homes have been used by several 
state Medicaid programs successfully for a variety of conditions. Health home services include care 
coordination, patient and family support, referral to community and social support services, and 
comprehensive case management. Funding would be provided at the rate of a state’s CHIP matching rate 
(the e-FMAP) for four quarters. Individuals eligible to enroll must have referral from a physician, and states 
would have to report data to CMS.  

12. Support Provider Collection of Long-COVID Data. Time-limited enhanced federal medical assistance 
percentages for state Medicaid programs to support provider collection and reporting of data related to 
long-COVID characteristics.  

13. Reinstate Code G2211 in Medicare for Individuals with Long-COVID. Reinstate the G2211 code in 
Medicare for the next three years (for individuals with a long-COVID diagnosis) to better enable health 
care providers to see patients diagnosed with long-COVID. This code is designed for ongoing, longitudinal 
relationships for complex care, but is currently delayed for three years to rebalance the Physician Fee 
Schedule conversion factor. The code should be additive to current payment and should not be reinstated 
at the expense of payment in other specialties to maintain budget neutrality.   

14. Grants for Two “Mini-Framingham” Studies. Fund longitudinal studies of long-COVID patient cohorts to 
understand the patient care journey, degree of resolution of sequelae over time, and health equity 
implications. We envision these studies to occur in two geographically and demographically diverse patient 
cohorts over a multi-year period, and they could be used in parallel with a patient registry. These studies 
should be non-duplicative of current efforts (unless NIH funds this approach specifically or this approach to 
research is already underway). 
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15. Report on Health Care Spending. Request the Congressional Budget Office (CBO) and ASPE to each release 
a report examining what is known about long-COVID and health care spending. Such reports should take 
into account provider types or populations disproportionately impacted by COVID-19 or long-COVID.  

16. Provide federal funding to support focused long-COVID programs in the establishment and 
dissemination of best practices in treatment and patient resources. This policy would create a time-
limited, targeted funding stream for clinics, hospitals, health systems or other entities that were treating – 
or coordinating the integrated treatment of - long-COVID patients on or before January 1, 2022 with a 
dedicated long-COVID team.  A physical clinical facility is not a requirement for eligibility if the other 
criteria herein are met. Federal funding should employ a framework that incentivizes participants to attain 
the program’s goals to establish and disseminate best practices, and allocates funds based on that 
attainment. The National Institute on Disability, Independent Living, and Rehabilitation Research 
(NIDILRR), which is the federal government’s primary disability research organization, employs such a 
framework.  

Criteria for participation include: 

 Participation in a long-COVID registry to assist in data collection 
 A patient-centered model focused on the symptoms of greatest concern to the patient, including 

productivity 
 Provision of primary care and inclusion of the following specialties, at a minimum: 

o Pulmonology 
o Physical medicine, rehabilitation, and related allied health professional services, including 

Respiratory Therapy, Physical Therapy and Occupational Therapy. 
o Psychiatry 
o Psychology 
o Neurology 
o Cardiology 
o Infectious disease 
o Otolaryngology 
o Hematology 

 Provision of telehealth and remote services 
 Provision of case management, care coordination, community health workers or other support 

services as supported by data as they emerge 
Any organization treating or coordinating the treatments of long-COVID patients in keeping with these 
criteria should be eligible for federal funding. 
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Section 2: Policy Recommendations for Administrative Action 

1. Support Community Mental Health. Use current funding or new funding to ensure a sufficient portion of 
public health service corps personnel are behavioral health care providers.   

2. Mental Health and Suicide Prevention. Provide grants through the Substance Abuse and Mental Health 
Services Administration (SAMHSA) to support training of health care providers (including behavioral health 
providers) on mental health and suicide prevention for individuals with long-COVID. Alternatively, 
Congress could increase resources for SAMHSA’s Mental Health Services block grants and include 
treatment of long-COVID as a recommended activity.  

3. Create Data Standards. Require the Office of National Coordinator for Health Information Technology 
(ONC) to convene stakeholders regarding best practices and standards for collecting, reporting, and 
transmitting COVID and long-COVID data. This initiative is intended to support the policy 
recommendations in this interim report, but the information it gathers will also be critical for future efforts 
to characterize and study long-COVID.  

4. Interagency Task Force. Require the Administration to form a time-limited interagency Long-COVID Task 
Force to include broad representation (e.g., Centers for Medicare & Medicaid Services, SAMHSA, Indian 
Health Service, Public Health Service, Department of Housing and Urban Development, Office of the 
Assistant Secretary for Planning and Evaluation, Department of Labor) and input from private sector 
stakeholders (e.g., clinicians, patient groups, medical and scientific researchers) that identifies and 
provides technical support, best practices, and insights for the value-based care of individuals with long-
COVID. The Task Force would provide regular reports to Congress. 

5. Long-COVID Education Website. Require HHS to work with medical societies (primary care, specialists, 
mental health professionals), medical researchers (including through the NIH), and public health experts 
(CDC) to create a “one-stop” government website (e.g., LongCOVID.gov or equivalent) which originates, 
collects, and curates high-quality educational materials for health care providers and consumers about 
long-COVID symptoms, treatment, and access to care while dispelling misinformation. This website should 
include or link to comprehensive educational resources for providers, such as the CDC’s interim guidance 
(and subsequent updates) for health care providers on how to treat individuals with long-COVID. 

6. Evaluate Disparities in Long-COVID. Direct the Office of the Assistant Secretary for Planning and 
Evaluation (ASPE) to evaluate the disparities in long-COVID care for racial and ethnic minority groups, and 
to make recommendations. 

7. Support Return to Work. Require the Department of Labor (DOL) to fund research on best practices and 
disseminate learnings to employers to support the process of returning to work for individuals with long-
COVID through tools, resources, and interventions that are inclusive of behavioral health interventions and 
address socioeconomic challenges. 

8. Public Awareness Campaigns. Require HHS, through the Surgeon General, to include in public awareness 
campaigns clear, culturally competent educational materials, particularly for underserved communities, on 
long-COVID (e.g., two-page advisory, long-COVID self-screening checklist).  

9. CMS Issue State Medicaid Director Letter. Require CMS to issue a State Medicaid Director letter on tools 
and strategies that can help address long-COVID by facilitating (a) strong primary care and linkages to 
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specialists, (b) social supports at the local and state levels, and (c) linkages to community-based 
organizations. 

10. Center for Medicare & Medicaid Innovation (CMMI) Long-COVID Demonstration. Create an optional 
long-COVID demonstration to support primary care providers who care for patients with long-COVID and 
report data on long-COVID characteristics, including health disparity data. Long-COVID could also be 
incorporated into existing demonstrations to the extent practical and appropriate. Examples of potential 
new models include a long-COVID bundle or a risk-adjusted per-member per-month (PMPM) payment. 

11. Support Quality Measure Development. Request that CMS require the National Quality Forum (NQF) 
Measures Application Partnership (MAP) to collaborate with measure developers on evaluating 
opportunities to include long-COVID in existing measures and identify new areas for measure 
development. 

12. Broaden the COVID-19 Claims Reimbursement to Health Care Providers and Facilities for Testing, 
Treatment, and Vaccine Administration for the Uninsured Program to include long-COVID diagnoses. 
This policy would modify the FFCRA and subsequent legislation to make the provision of care for uninsured 
patients with long-COVID an allowable use of the HRSA funds.  Because PCR tests have not always been 
readily available throughout the pandemic and are less than 100% accurate, to be eligible for 
reimbursement under this policy a patient would have to have a long-COVID diagnosis by a physician, but 
such diagnosis would not require a PCR test. Instead, the policy would rely on the physician’s best clinical 
judgment based on current standards, such as the CDC and WHO guidelines which use subjective history 
for presumed positive COVID diagnosis.  
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Section 3: What Is Long-COVID?  

Research shows a significant percentage of individuals who get COVID-19 continue to experience a 
constellation of physical and mental complications weeks and even months after acute infection. This 
phenomenon has been referred to as Post-Acute Sequelae of COVID-19 (“PASC”), but it is more commonly 
known as “long-COVID.”i  

While the science informing our understanding of long-COVID prevalence continues to evolve as our 
understanding of this novel virus grows, published studies estimate that 10-30 percent of COVID-19 survivors 
may suffer from long-COVID.ii,iii With more than 114 million Americans reported as having contracted COVID, 
the number of individuals who could face lingering symptoms from long-COVID is staggering.iv Even though 
there is wide heterogeneity in how individuals with long-COVID experience symptoms, how disruptive such 
symptoms are, and how long they may last, it’s clear that leaders need to mobilize existing data, insights from 
emerging research, and their best thinking to more fully address the challenging situation so many individuals 
face.  

Section 4: About the Alliance 

The COVID-19 Patient Recovery Alliance is a multi-sector collaboration, formed in the fall of 2020 with the 
mission to support the energy and innovation of government and private-sector leaders as they care for 
individuals with long-COVID. The Alliance consists of leading organizations across the health care sector 
marshaling resources in a coordinated effort to leverage data to inform the development of models of care 
and assess the adequacy of current payment structures to ensure individuals with long-COVID can get the care 
they need to recover and return to full health.  

The Alliance is especially interested in understanding the needs and potential gaps in care for individuals with 
long-COVID who may have served their communities as frontline essential workers, individuals who come 
from underserved communities already facing disparities and inequities,v and individuals who experience 
unique challenges in accessing care. Through our data analysis, research, and policy development, the Alliance 
informs and influences policymakers and health care leaders to help make sure individuals with long-COVID 
get needed care.   

The Alliance is convened and managed by Leavitt Partners. Leavitt Partners seeks to improve lives by 
advancing value-based care, striving to make health more accessible, effective, and sustainable. The firm 
provides clients with investment support, member-based alliances, and strategic advisory services. 
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Section 5: Alliance Members 

 

Co-Conveners 
 

Governor Michael O. Leavitt  Nancy-Ann DeParle 
Founder, Leavitt Partners;    Partner and Co-Founder, Consonance Capital Partners; 
Former Governor of Utah;    Former Assistant to the President and Deputy Chief of  
Former Secretary of Health & Human   Staff for Policy for President Barack Obama; 
Services for President George W. Bush Former Administrator, Centers for Medicare & Medicaid 

Services  

Contributors 
Allscripts 
Ambitna  
American Heart Association 
Association of Asian Pacific 
Community Health Organizations 
Arcadia 
Atrium Health  
CyncHealth 
Duke Clinical Research Institute 
Johns Hopkins Medicine  

HCA Healthcare 
Health Catalyst 
Health Rosetta 
Intermountain Healthcare 
MedStar Health 
Mount Sinai Health System 
NewYork-Presybterian 
One Call 
Survivor Corps 
University Hospitals 

 
Policy Experts 
 

Donald Berwick, MD    Brett Giroir, MD 
President Emeritus and Senior Fellow,    Distinguished Visiting Executive, 
Institute for Healthcare Improvement;   Leavitt Partners;  
Former Administrator, Centers for    Former Assistant Secretary for Health,  
Medicare & Medicaid Services    Department of Health & Human Services 

Charlene Frizzera      William Winkenwerder, MD 
President and CEO, CF Health Advisors;   Chairman, CitiusTech; Former Assistant 
Former Acting Administrator, Centers for   Secretary of Defense and Health Affairs; 
Medicare & Medicaid Services     Former CEO, Highmark Health 
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Endnotes 
 

i https://www.nih.gov/about-nih/who-we-are/nih-director/statements/nih-launches-new-initiative-study-long-covid  
ii https://jamanetwork.com/journals/jama/fullarticle/2771111  
iii https://www.medrxiv.org/content/10.1101/2021.03.22.21254026v1  
iv Estimate based on symptomatic confirmed cases and estimated asymptomatic cases. Centers for Disease Control and Prevention. Estimated disease burden of 
COVID-19 (updated April 14, 2021) of 114.6 million total infections from February 2020-March 2021. https://www.cdc.gov/coronavirus/2019-ncov/cases-
updates/burden.html. Website accessed July 8, 2021.  
v https://www.cdc.gov/coronavirus/2019-ncov/community/health-equity/race-ethnicity.html  


