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Introduction 

Purpose 
The Best Practices for Treating Long COVID Summit was held on January 27, 2023, in Richmond, 
Virginia. Sponsored by the Agency for Healthcare Research and Quality (AHRQ) in partnership 
with the Office of Senator Tim Kaine, the Summit’s goal was to hear directly from patients and 
clinicians about their experiences with Long COVID.  

The discussions were designed to drive Senator Kaine’s work in the Senate and to further AHRQ’s 
efforts to support healthcare clinicians and health systems to better provide patient-centered, 
coordinated care for patients with Long COVID. 

Beyond that, the conversation was intended to inform the whole of the U.S. Department of Health 
and Human Services’ (HHS’) efforts to address Long COVID, involving patients, caregivers, 
clinicians, and community organizations in shaping initiatives to address this complex condition. 

Opening Remarks 
Following a brief welcome from Dr. Edmondo Robinson, Summit facilitator, Senator Tim Kaine 
shared his experience of living with Long COVID. He noted that although he has a mild case, he 
believed that it was important to champion the cause of Long COVID given his seat on the U.S. 
Senate’s Committee on Health, Education, Labor, and Pensions. 

Senator Kaine shared statistics indicating that 14.4 percent of Americans and 13.9 percent of 
Virginians state that they have Long COVID, with 85 percent of those in Virginia who report Long 
COVID noting that it significantly limits their activities. He also mentioned a study from the 
Brookings Institution that found that 500,000 Americans are no longer working as a result of Long 
COVID, in addition to those who may be struggling at work as a result of the condition. 

Subsequently, three HHS leaders shared opening remarks. 

Admiral Rachel L. Levine, M.D., Assistant Secretary for Health, HHS, described the National 
Institutes of Health’s (NIH’s) Researching COVID to Enhance Recovery (RECOVER) initiative as 
a critical component of HHS’s response to Long COVID, including treatment and prevention. She 
highlighted the participation of patients and families as foundational to this work and to framing the 
most important research questions to be addressed while promoting greater inclusion.  

ADM Levine also discussed three high-level HHS publications: 
 Services and Support for the Longer-Term Impacts of COVID-19, a report outlining 

federally funded activities for those experiencing Long COVID and related conditions 
(mental health, substance use, and bereavement). 

 National Research Action Plan on Long COVID, outlining a comprehensive and equitable 
strategy informing the national response to Long COVID, including research programs 
under NIH’s RECOVER initiative, the Centers for Disease Control and Prevention’s 
INSPIRE study, and the U.S. Department of Veterans Affairs. 
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 Health+ Long Covid report, which complements the existing pool of statistics, scientific 
literature, and policymaking. 

Alison Barkoff, J.D., Acting Administrator and Assistant Secretary for Aging, U.S. Administration 
for Community Living (ACL), highlighted the role that ACL plays in partnering with States and 
communities to provide supportive services through community organizations. As the entity within 
HHS with responsibility for disability research funding and advocacy at the Federal level, ACL has 
built a set of resources to support people with Long COVID. This includes a guide to available 
services and supports, a national hotline to connect people with Long COVID to local resources, 
and information on protections for people with Long COVID under Federal civil rights law. 

Robert Otto Valdez, Ph.D., M.H.S.A., Director, AHRQ, emphasized the need to support rural 
and urban healthcare systems caring for patients with Long COVID by identifying what is working 
well and what is not, modifying as necessary, and building on AHRQ’s core competencies in 
research and implementation. He acknowledged that the U.S. healthcare system is not designed for 
complex health issues involving multiple body systems and that clinicians and healthcare systems are 
struggling with workforce burnout, overcrowding, and the triple pandemic of influenza, respiratory 
syncytial virus, and COVID-19. He also highlighted the need to serve patients effectively through 
better partnerships between healthcare systems and clinicians. 

Agenda 
Following the opening remarks, Sherri Wilson, D.N.P., M.P.A., R.N., President, Virginia Nurses 
Association, moderated a patient panel. The goal of hearing from the panel was to gain a better 
understanding of how policymakers and clinicians can best advocate for those living with Long 
COVID. This conversation provided crucial context for the entire Summit, with patients each 
describing their own journey with Long COVID and the challenges they have experienced in 
receiving the care and support that they need.  

Subsequently, a series of breakout sessions enabled deeper conversation on three general topics:  
1. Identifying patients with Long COVID. These discussions included an overview of 

strategies and tools that healthcare systems are using to identify and triage patients with 
Long COVID; barriers that healthcare organizations are facing in identifying these patients; 
attempts healthcare systems are making to reach communities disproportionately affected by 
COVID-19; and health services research needed to improve patient identification. 

2. Interacting with primary care. These conversations focused on how primary care 
clinicians are working with specialists; education and consultation programs that healthcare 
systems are providing for primary care clinicians; how healthcare systems are addressing the 
social and mental health needs of Long COVID patients; and the top barriers healthcare 
systems confront in working with primary care clinicians to provide whole-person care and 
care coordination. 

3. Strategies and tools for treating Long COVID. These breakout groups discussed 
strategies, tools, and staffing models that healthcare systems are using to care for Long 
COVID patients, including care coordination, navigation services, and social work support, 
as well as the barriers healthcare systems face in providing care to Long COVID patients. 

Each breakout group was also asked to suggest ways that healthcare systems within Virginia could 
best coordinate and share learnings to improve whole-person care for patients with Long COVID. 
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The breakout sessions were followed by time for a member of each group to report out to all 
Summit attendees and by brief closing remarks from Summit moderator Dr. Edmondo Robinson. 

Listening to Patients 

The patient panel and subsequent conversations described four key challenges that Long COVID 
patients face: the impact of the condition itself, challenges in getting needed care and support, not 
being trusted or believed, and reliance on a single clinician “hero.” 

Debilitating Impact of Long COVID 
Patients described the debilitating impact that Long COVID has had on their lives. Each patient 
experienced a transition from being a highly active, engaged person to having a far more limited 
range of activities within their reach. They described extreme fatigue, brain fog, and an inability to 
work, attend school, and/or participate in family activities in the ways they previously had. Patients 
experienced depression as a result of having Long COVID and described its symptoms to be as 
disabling as their physical symptoms. 

Tremendous Challenges in Getting Needed Care and Support 
Each patient described the tremendous challenges involved in getting needed care, including 
difficulty identifying knowledgeable clinicians and months-long waits to see needed specialists. In 
addition, patients have faced extensive travel times to reach some specialists, particularly if the 
patients were coming from rural areas; they noted that telehealth services are of no use for patients 
in rural areas where broadband service is not available.  

Patients have had little to no support outside of their families for addressing their non-clinical needs, 
such as making appointments, arranging transportation, and obtaining their medical records. They 
also highlighted the enormous obstacles they face in filing disability claims. 

Also, because clinicians from multiple practices and healthcare systems are involved in the care of 
each Long COVID patient, patients described serving as their own de facto cross-system medical 
record, often hand-carrying paper copies of medical records and test results to visits with clinicians 
from different healthcare systems. 

Not Being Trusted or Believed by Clinicians 
The patient panelists all described disturbing experiences of clinicians not believing or trusting them. 
These experiences included the following: 

 Clinicians denying the existence of Long COVID. 
 Clinicians denying the possibility that a patient has Long COVID because a symptom the 

clinician was expecting was not present. 
 Patients having the existence of their symptoms denied by clinicians. 
 Patients being accused of illicit drug use or drug-seeking behavior.  
 Patients being diagnosed with behavioral health conditions because a clinician could not find 

evidence of a specific physical problem. 
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In response to the patient panel, one clinician from the audience noted how different this experience 
is from a disease such as cancer, where clinicians and non-clinical staff work together to ensure that 
patients’ needs are met (reducing fragmentation of care), and clinicians do not question the clinical 
feasibility of patients’ reported symptoms (increasing trust). 

Reliance on a Clinician “Hero” 
For each patient on the panel, better care and health improvements hinged upon finding a single 
clinician who was willing to champion their cause—a clinician “hero.” These clinicians spend 
unusually large amounts of time with the patient (up to three hours in a single visit); routinely make 
themselves available to patients outside of appointments (phone calls, correspondence via patient 
portal); and provide extensive care coordination.  

Each patient had a painfully long journey to find their clinician hero, with many months passing and 
many clinicians visited. Core to each relationship with a clinician hero is the experience patients 
report of that clinician believing and trusting them. 

Patients’ experiences with these clinician heroes are radically different from their Long COVID 
experiences with other clinicians. As a result, one patient stated that when their clinician hero went 
on maternity leave, they waited to seek care until the clinician returned, because they lacked 
confidence that other clinicians would understand or believe their experiences. 

Listening to Clinicians and Patients: Opportunities for Action 

Conversations with patients and clinicians throughout the Summit suggested opportunities for 
action in several key areas. 

Convene 
Convene Specialty Societies 
Throughout the Summit, clinicians repeatedly noted that multiple specialty societies and other 
organizations have put forth definitions of Long COVID and guidelines for how to treat it. But 
according to Summit participants, few of these definitions and guidelines account for the full range 
of body systems involved in Long COVID, and therefore a multi-disciplinary treatment approach is 
needed. 

Further, participants highlighted that the existence of conflicting definitions and the lack of broad 
consensus on what symptoms and body systems are involved in Long COVID undermine efforts to 
communicate about clinical care. Throughout the Summit, clinicians commented on the challenges 
that the lack of standardized definitions and language pose to triaging, diagnosing, and treating Long 
COVID patients. 

Participants repeatedly called for convening multiple specialty societies to agree on definitions 
of Long COVID; a common, Long COVID-specific vocabulary to facilitate communication 
between clinicians; a comprehensive list of symptoms and body systems involved based on 
what is known to date; and the roles different specialists, therapists, and support teams may 
play in caring for Long COVID patients. Clinicians also noted the need to ensure that these 
conversations address Long COVID separately in children and in adults. 
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The National Academies of Sciences, Engineering, and Medicine is conducting public workshops to 
examine the current U.S. Government working definition of Long COVID. Although the National 
Academies will seek input from a range of stakeholder groups, their work does not address the need 
for promulgating cross-specialty definitions and vocabularies that will directly support 
communication about clinical care. 

Convene Electronic Health Record Vendors 
An additional opportunity exists to convene electronic health record vendors to address 
concerns that both patients and clinicians expressed about lack of access to medical records 
and test results. Other Federal partners, such as the Office of the National Coordinator for Health 
Information Technology, and non-Federal partners, such as the American Medical Informatics 
Association, would be important partners in this work. 

Patients at the Summit described hand-carrying paper copies of medical records and test results to 
clinician appointments, because receiving care from different practices and healthcare systems 
means that none of their clinicians have access to their full health record. 

Clinicians noted that when their patients are seen in other practices or healthcare systems, they 
typically lack access to patients’ records and test results from those clinicians. One clinician noted 
that, as a result of a special arrangement, he has read-only access to medical records from one 
healthcare system with which he is not affiliated, but he is unable to obtain records for the same 
patient from other systems. 

Consolidate 
Consolidate Information 
Clinicians at the Summit repeatedly described the need to create a single, trusted source of up-to-
date, vetted, turnkey information about Long COVID symptoms, treatments, and resources. 

In particular, primary care clinicians expressed frustration at having to search for information about 
the diagnosis and treatment of Long COVID, finding conflicting information from different 
sources, and not having information readily available when they need it to treat their patients. 

Consolidate Care Provision 
Several clinicians called for the consolidation of care, emphasizing the benefits of creating Centers 
of Excellence for Long COVID care. These benefits include: 

 Having multi-disciplinary groups work collaboratively as patient care teams.  
 Ensuring the existence of a group of specialists who “get it”—that is, a group of specialists 

who believe patients’ reports of their Long COVID experiences and are willing to work with 
them. 

 Building a group of clinicians who have deep experience and expertise in treating Long 
COVID, akin to the way in which a surgeon develops expertise by repeatedly performing 
specific surgical procedures. 
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Care Pathways 
During the Summit, clinicians called for identifying and clarifying care pathways that would 
support them in caring for their patients, which would include the following: 

 Intake forms and intake processes that can be completed by case managers. 
 Approaches to patient assessment, including information about what tests should be run and 

which tests should be run before making referrals to specific types of specialists so that 
specialists have everything they need to complete the patient’s diagnosis and treatment 
planning. 

 Information on which specialists should be involved. 
 Best practices for involving therapists in the care of Long COVID patients (occupational 

therapy, physical therapy, speech language pathology, and behavioral health). 

Clinicians also highlighted the need for clinical practice guidelines, although some acknowledged 
that symptoms and patient experiences are so diverse that preparing clinical practice guidelines may 
currently be impractical. They also stated a desire to have a validated screening tool for Long 
COVID that addresses all body systems and symptoms known to date. 

Create Communities of Practice 
Clinicians at the Summit discussed the need for and opportunities to create closer connections 
between primary care clinicians and specialists, including the ability for primary care 
clinicians to receive virtual “curbside consults” to support their care of Long COVID 
patients. 

Patients and clinicians also discussed the need to connect with patients via telehealth and the 
challenges of doing so in rural areas that lack broadband services. 

Several clinicians suggested the need for registries of Long COVID patients that would connect 
clinical information from multiple sources and enable clinicians to benchmark their own care 
provision against others, learn about typical treatment pathways, and offer timelines based on data 
from many patients that indicate when a patient might expect to see improvement. 

Many of the clinicians noted that being at the Summit helped them meet their colleagues, learn more 
about Long COVID, learn about local resources of which they were unaware, and identify clinicians 
to whom they could refer their patients for care. They also highlighted the benefits of conversations 
such as those held during the Summit to help reduce feelings of isolation among primary care 
clinicians in particular. Together, these remarks suggest that there is an opportunity to create 
geographically based communities of practice to better support clinicians and inform patient 
care. 

Listening to Clinicians and Patients: Opportunities for Research 

Learning from Existing Care Models 
Throughout the Summit, clinicians noted the challenges they face in arranging and delivering 
complex, multi-disciplinary care for their Long COVID patients. In many conversations, they noted 
that the way that care for Long COVID patients is organized could benefit from being informed by 
how care is organized and delivered for other health conditions. 
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One example that frequently arose during the Summit is cancer care. Several clinicians highlighted 
the need that Long COVID patients have for the types of multi-disciplinary care that cancer centers 
provide, where oncologists and other physicians, physical therapists, behavioral health clinicians, 
nurses, case managers, and social workers all partner within the same center or clinic to provide care. 
Other clinicians noted the use of tumor boards, in which oncologists and other clinicians hold a 
standing meeting to review and discuss new and complex cancer cases and to provide guidance to 
the primary treating clinician. Other examples of multi-disciplinary care models provided during the 
Summit included sepsis care, sarcoidosis, and traumatic brain injury. 

These conversations highlight an opportunity for AHRQ to sponsor research on demonstrated 
ways to bring together expertise from multiple disciplines to plan and deliver care to Long 
COVID patients. Key questions to be addressed include the following: 

 What can be learned from existing models of multi-disciplinary care about how to best 
organize clinics and care centers to treat and support patients with complex conditions? 

 How might such care teams be designed? What specialties should be included for Long 
COVID? 

 What are proven ways to overcome communications challenges that such teams may 
experience? 

 What administrative support is required for these models to be effective? 
 Have any such teams been proven to work when clinicians are distributed among multiple 

healthcare organizations and systems? Have they reduced fragmentation of care from a 
patient perspective? What has helped them succeed? 

 How might a model akin to a tumor board function for Long COVID? A tumor board 
involves supporting a primary treating clinician in decision making by convening a broad 
range of expertise to periodically discuss specific patients. 

Identifying such models and what makes them successful could benefit Long COVID patients and 
support the clinicians who treat them. In addition, such research could be used to identify principles 
of multi-disciplinary collaborative care models that could support the diagnosis and treatment of 
other seemingly ill-defined health conditions that affect multiple body systems and require the 
expertise of multiple clinical specialties. 

Identifying Feasible Payment Models 
During the patient panel, each speaker noted the tremendous importance of a single clinician to 
their care. The clinicians they described spend significant amounts of time with patients beyond 
what is typically reimbursed, routinely make themselves available to patients outside of 
appointments, and handle extensive care coordination far beyond the usual. 

Clinicians who spoke during the Summit also described spending far more time than would be 
typical searching for usable information to inform clinical decision making and investing significant 
time identifying specialists who are willing to work with Long COVID patients and who believe  
their patients. Clinicians also described the need for curbside consults to informally obtain 
information and guidance from their colleagues. 
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This extra time and effort are generally uncompensated. Relatedly, clinicians noted that many Long 
COVID clinics are staffed for limited hours each week and that additional staffing is not financially 
feasible for small clinics or clinics that receive limited financial support from larger healthcare 
systems. 

These challenges suggest that there is an opportunity for AHRQ to sponsor research on feasible 
financial models for Long COVID care. Key questions to be addressed include the following: 

 What is the work required for primary care clinicians to manage the complex care of a 
variety of Long COVID patients who may have multiple body systems involved, and what 
compensation is required to support this work? 

 What financial models might support multi-disciplinary collaborative care for Long COVID 
patients? 

 How might clinicians be compensated for the care of patients outside of office visits, such as 
through e-consults or other population-based models of consultation? 

Identify Strategies for Shifting Clinician Beliefs About Long COVID Patients 
Patient panelists at the Summit all described disturbing experiences of clinician disbelief, distrust, or 
stigmatization, as well as of having their descriptions of physical symptoms attributed solely to 
mental health problems when no structural or chemical problem could be identified. Multiple 
clinicians noted that the large majority of their Long COVID patients have few objective test results 
that signify a clear diagnosis, and yet they all live with a wide array of deeply challenging 
symptoms—a pattern that is inconsistent with the typical symptoms-diagnosis-treatment pattern that 
characterizes much of current clinical care.  

These experiences suggest the opportunity for AHRQ to sponsor research focused on shifting 
the culture of clinical practice to more positively support Long COVID patients and others 
with complex conditions affecting multiple body systems. Drawing from the well-established field of 
doctor-patient communication, as well as fields outside the typical realm of health services research, 
such as communications research, industrial/organizational psychology, and the psychology of 
behavior change, this research could help to identify strategies that could improve the experiences of 
Long COVID patients and ways to effectively implement those strategies. 

Additional Policy Considerations 
Disability 
Patients and clinicians both discussed the extensive challenges that Long COVID patients face in 
obtaining disability designation and benefits, including under the Social Security Disability Insurance 
(SSDI) program. Months-long waiting periods followed by denials of benefits were described as not 
uncommon, even after patients have lost their jobs because of their inability to work and have only 
two to three hours each day during which they feel well enough to function. Further, the range of 
criteria required for disability designation and benefits causes confusion, with patients being 
approved for State disability programs while being denied SSDI or vice versa. 

Clinicians also described the challenges they experienced when interacting with various systems for 
disability designation. These challenges include the extensive amount of time required to complete 
the required forms; lack of reimbursement for completing the forms; and difficulties determining 
whether a patient has a temporary, episodic, or permanent disability.  
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Because so little is known about the likely progression of Long COVID and patients’ symptoms and 
experiences vary widely, clinicians repeatedly noted their inability to answer the required questions 
associated with disability application forms. These include questions such as when a patient will be 
able to lift a 10-pound weight and how long the patient can sit—questions that clinicians described 
as more suited to patients who have clear, stable health problems than to patients with Long 
COVID. 

Children 
Care for children with Long COVID was discussed several times during the Summit. The presence 
of an 11-year-old child on the patient panel highlighted the added challenges that children and 
families experience when seeking care for Long COVID. Notably, Long COVID can affect a child’s 
development, socialization, and schooling. Summit attendees emphasized the importance of school 
involvement in the care of children with Long COVID to ensure that their educational needs are 
met. 
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Appendix 2: Summit Agenda 

Best Practices for Treating Long COVID Summit 

January 27, 2023 
10:00 a.m. – 3:00 p.m. EST 

AGENDA 

10:00 a.m. – 10:25 a.m. Welcoming Remarks 
Summit Facilitator: 
Edmondo J. Robinson, M.D., M.B.A., M.S. 
Senior Vice President and Chief Digital Officer 
Moffitt Cancer Center 

Senator Tim Kaine 
United States Congress 

Admiral Rachel L. Levine, M.D. 
Assistant Secretary for Health 
U.S. Department of Health and Human Services 

Alison Barkoff, J.D. 
Acting Administrator and Assistant Secretary for Aging 
U.S. Administration for Community Living 

Robert Otto Valdez, Ph.D., M.H.S.A. 
Director 
Agency for Healthcare Research and Quality 

10:25 a.m. – 11:40 a.m. Panel Discussion: Patient Experience with Long COVID 
Moderator: 
Sherri Wilson, D.N.P., M.P.A., R.N. 
President 
Virginia Nurses Association 

Panelists: 
Cynthia Adinig (Fairfax County) 
Mattie Smith, R.N., M.S.N. (Tazewell County) 
ZZ DeFonde and Katherine Tochtrop (Prince William County) 
Rachel Beale, M.B.A. (Southampton County) 
Senator Tim Kaine 

11:40 a.m. – 12:30 p.m. Lunch Break 

Appendix 2: Summit Agenda 
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12:30 p.m. – 1:30 p.m. Breakout Sessions: Best Practices, Collaborations, Treatment 
Strategies, and Barriers with Long COVID 

Breakout 1: Patient Identification 
Breakout 1a Location: Boulevard Room 
Breakout 1b Location: Shockoe Room 

Breakout 2: Interaction with Primary Care
Breakout 2a Location: Mayo Room 
Breakout 2b Location: Lee Room 

Breakout 3: Strategies and Tools for Treatment  
Breakout 3a Location: Tredegar Boardroom 
Breakout 3b Location: James River Ballroom (back of room) 

1:30 p.m. – 1:45 p.m. Transition Back to General Session Room 

1:45 p.m. – 2:30 p.m. Breakout Session Reports 
Facilitator: Edmondo J. Robinson, M.D., M.B.A., M.S. 

2:30 p.m. – 2:50 p.m. Post Breakout Reconvening/Discussion 
Facilitator: Edmondo J. Robinson, M.D., M.B.A., M.S. 

2:50 p.m. – 3:00 p.m. Closing Remarks 
Facilitator: Edmondo J. Robinson, M.D., M.B.A., M.S. 

3:00 p.m. Adjournment 
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Washington, District of Columbia 
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Office of Senator Tim Kaine 
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Office of Senator Tim Kaine 
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Quality 
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Services 
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Services 
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U.S. Department of Health and Human 

Services 
Washington, District of Columbia 

Secretary John Littel  
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Annaliese Mobasseri 
Office of the Assistant Secretary for Health 
U.S. Department of Health and Human 

Services 
Washington, District of Columbia 

Allison O'Donnell 
Office of the Assistant Secretary for Health 
U.S. Department of Health and Human 

Services 
Washington, District of Columbia 
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Agency for Healthcare Research and 

Quality 
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Alicia Pullen 
Office of Senator Tim Kaine 
Richmond, Virginia 

Brigid Russell 
Agency for Healthcare Research and 

Quality 
Rockville, Maryland 

Laura Sessums 
Agency for Healthcare Research and 

Quality 
Rockville, Maryland 

Paula Sherman 
Office of Senator Tim Kaine 
Richmond, Virginia 

Taylor Thornhill 
Office of Senator Tim Kaine 
Richmond, Virginia 
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Agency for Healthcare Research and 

Quality 
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Agency for Healthcare Research and 
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