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More about ECHO v GetInvolved v Q ==

Strategic Long COVID and Fatiguing

i Illness Recovery Program
Cancer Initiative
Family Health Centers of San Diego, Project ECHO, University of Washington and University of
CDC Advanced HIV Disease X ) . .
Colorado have collaborated to provide a CDC-funded monthly learning session. The aim of the
(Crerirroen by el Veens webinar-style program is to rapidly disseminate post-acute Sequelae of COVID-19 and Myalgic
g;??naérzal‘gaf“’e Care ECHO Encephalomyelitis/Chronic Fatigue Syndrome findings and emerging best practices.




Long COVID & Fatiguing lliness Recovery Program (‘LC&FIRP’)

* CDC-supported collaboration between Family Health Centers of San Diego,
Project ECHO/University of New Mexico, University of Washington,
University of Colorado

* Specific Aims:

* Improve care for patients with PASC/Long-COVID, ME/CFS and other post-infectious
fatiguing illness (OPIFI)

* Develop confidence of primary care providers in an urban FQHC safety-net clinicin
managing these conditions

* Test effectiveness of ECHO model vs. traditional CME

* Establish national platform for dissemination of advances in understanding and best
practices in management of PASC/Long-COVID, ME/CFS, OPIF]

https://hsc.unm.edu/echo/partner-portal/echos-initiatives/long-covid-fatiquing-illness-recovery/



https://hsc.unm.edu/echo/partner-portal/echos-initiatives/long-covid-fatiguing-illness-recovery/

The ECHO Model: Principles & Practices

ME/CFS historical background

Leverage Technology - warememmmespmmes,

2015b d h e commaon co ympt ms of fME[CFS

+  The IOM/NAM report is readily available:
hnps:/lpubmed.ncbi.nlm.nih.guv/ZSGBSlZZ/

Case-based Learning

*The term Systemic Exertion Intolerance Disease (SEID) was suggested but not adopted

Sharin g Best Practices @ =eeoo O s e o

Monitor and Evaluate Outcomes

Interactive Learning Environment
Collaborative Problem Solving

Learning through didactics, by doing,

from each other

Honoring the Patient Perspective
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Referral to PCP
Assignment:
approx. 1 week

LC&FIRP - Research Design

Patient Study Workflow

Diagnosis of PASC, ME/CFS, or OPIFI

l

I Referral to LCAFIRP

[ Added to LC&FIRP Registry

:

[ LcarIre PCP Assignment

18 years or older, have
persistent symptoms related
to PASC, ME/CFS, andior
OPIF, and completed
FHCSD's broad consent

Clinician Study Workflow

Screened to
Randomize:
approx. T month

Screened

l

Baseline

l

Ei

ligibility:
FHCSD Primary care

assistants, and nurse
practiioners.

qup?o";ﬂamm:e“ [ | Participation Outreach | _ __ Randomized
N l Subsample Eligibility: Pai
I Complete Baseline Survey }—'| Offer Fitbit |_ mam
phone
Intervention Control
LC&FIRP Initial Physical Therapy
Wisit l
] e l
LC&FIRP PCP Appointment | o L Activities: - Activities:
- | * Weekly ECHO session + Monthly Interactive Webinar ]
l Patients * Monthly Interactive Webinar « Quarterly Short Course Clinicians
LC&FIRP PCP Follu;w-up fﬂ; g:;ﬁ: Referrals 944 I + Quarterly Short Course :
Enroliment fa Appolntment(s) LOSFIRP PCP — End of Study: Enrolled and Randomized 2
End of Stusy: l BL Completed 652) §e Actively Participating (14
12 Months N —
| 3M Follow-up Survey | PCP Visits Completed 401 ?u‘?r.\l:\r:yasl;‘l A -Sugvn:y:rin oMl 1201 1M Paused Participation Y
PT Visits Completed 207 24M.&30M 24M. & 30M Withdrawn a
| 6M Follow-up Survey | 12M PT Visits Completed 3 Follow-up Surveys Completed:
’ l | Follow-up Surveys Completed: 3-Month 16
9M Follow-up S
- wlup ke 3-Month 286 End of Study Interview End of Study Interview 6-Month 13
| oV Folow i Suver 33.}1‘.’.:2'; ri::, 6-Month 200 . L S-Month 13
l S-Month 36 12-Month 11
LCA&FIRP Final Physical Therapy 12-Month 77 18-Month 3
Visi -
- - 12M Online Survey C 20
Fitbit Deployed 172




Emerging Themes: Clinician Perspective
Challenges:

* Complex patients, many with loss, grief, medical trauma

* Overwhelming diversity of clinical symptoms across body systems

* 4-vs. 12-week time threshold; many patients recover before 12 weeks
* Documentation of initial triggering infection not always available

* Low clinician understanding/awareness of ‘neglected’ co-morbid syndromes: MCAS,
Ehlers-Danlos syndrome, POTS/dysautonomia, SIBO, ‘brain fog’

* Challenges of providing comprehensive, compassionate care in 20-minute visit and
addressing difficult social determinants/financial barriers

* Some providers/specialists incredulous of diagnosis

* Limited therapeutic toolbox

* Must develop comfort in off-label use and limited evidence base
* Limited support so clinician often takes on advocate role



Emerging Themes: Patient Perspective

Challenges:
* Not enough ‘Long COVID-informed’ providers

Difficult/impossible to navigate medical system; referred from specialist to specialist
Medical trauma and ‘gaslighting’ by incredulous providers

Grief, loss of function, acceptance of new limitations

Little to no support with ADLs/iADLs making daily life difficult/impossible

Navigating loss of income/reduced work. Hard to get disability benefits or job
accommodations with limited community support

Absence of approved/well-studied interventions
* Vulnerable to unproven, expensive diagnostic/therapeutic products



Emerging Best Practices

Clinician perspective:

* Naming & acknowledging the diagnosis

Empathy, education, understanding

Early deployment of self-management strategies: Pacing, activity modification, home
support for ADLs/iADLs, sleep hygiene; (fitbit deployment)

Symptom-targeted interventions (low-dose naltrexone, anti-histamines, cromolyn)
Patient Navigation

Patient Perspective:

* Online grassroots/social media communities for info-sharing, emotional support
* Sharing anecdotal therapeutic interventions
* Awareness of and encouraging participation in clinical trials
* Patient-led research
* Peer learning exchange on how to navigate new normal, benefits, medical care access

* Centering lived experience: including patient perspective in policy meetings, provider
education, conference, press coverage

* Increasing public awareness of long COVID, ME/CFS

* Coordination of care by competent, compassionate PCP + care coordinator/navigator



Lessons Learned from ME/CFS

* Legitimacy for skeptical clinicians
* 2015 IOM/National Academies Report
* US ME/CFS Clinician Coalition
* Consensus Recommendations
* [CD-10 code

* Normative professional guidance
 CDC, IOM, NASEM educational
materials
* Requires patient-centered model
of care with patient voice included
in policy, education, programs
 Caution with exercise-focused research
or recommendations

https://www.cdc.gov/me-cfs/pdfs/Could-You-Have-MECFS 508.pdf ;
https://www.mayoclinicproceedings.org/article/S0025-6196(21)00513-9/fulltext ;
https://mecfscliniciancoalition.org/about-mecfs/ ; https://pubmed.ncbi.nlm.nih.gov/25695122/

Simple straightforward diagnostic criteria

BEYOND MYALGIC ENCEPHALOMYELITIS/

CHRONIC FATIGUE SYNDROME

U.S. ME/CFS onyeums
CLINICIAN COALITION

ABOUT ME/CFS  CLINICAL MANAGEMENT ~ MEDICAL EDUCATION ~RESOURCES ABOUT US

U.S. ME/CFS
CLINICIAN COALIFIONS

Resources for Medical Providers Caring for People with Myalgic

Encephalomyelitis/Chronic Fatigue Syndrome:

MESSAGE FROM THE COALITION ON LONG CQOVID:

M e D000 et e o Pec e o COVIL whees S etoie v WL E CE SISt oomen e o

consider ME/CFS in the differential diagnosis of Long COVID, particularly when post-exertional malaise (PEM) is present. It is our
clinical impression that early diagnosis and management of PEM and ME/CFS in these patients may be important in their disease

trajectory. For more information, read the ME/CF S Clinician Coalition Letter.

MAYO CONSENSUS RECOMMENDATIONS
CLINIC

S

Myalgic Encephalomyelitis/Chronic Fatigue ® ook rvpones
Syndrome: Essentials of Diagnosis and

Management

Lucinda Bateman, MD; Alison C. Bested, MD; Hector F. Bonilla, MD;

Bela V. Chheda, MD; Lily Chu, MD, MSHS; Jennifer M. Curtin, MD;

Tania T. Dempsey, MD; Mary E. Dimmock, BA; Theresa G. Dowell, DNP, MPT;
Deonna Felsenstein, MD; David L. Kaufman, MD; Nancy G. Klimas, MD;
Anthony L Komaroff, MD; Charles W. Lapp, MBME, MD; Susan M. Levine, MD;
Jose G. Montoya, MD; Benjamin H. Natelson, MD; Daniel L. Peterson, MD;
Richard N. Podell, MD, MPH; Irma R. Rey, MD; llene S. Ruhoy, MD, PhD;
Maria A. Vera-Nunez, MD, MSBI; and Brayden P. Yellman, MD

Abstract

Could You Have ME/CFS?
(Myalgic Encephalomyelitis/Chronic Fatigue Syndrome)

ME/CFS is a complex iliness and symptoms of ME/CFS may seem similar to many other illnesses.

ME/CFS requires three symptoms:

1

In addition, at least one of the following symptoms is also required:

z% Impaired memory or ability to concentrate. People with ME/CFS may have trouble

b
LT

Post-exertional malaise (PEM).
Worsening of symptoms after
physical, mental, or emotional
effort that would not have caused
a problem before the illness. This is
sometimes referred to as “crashing”
by people with ME/CFS.

Not being able to participate in routine
activities that were possible before
becomingill, such as work, school, social
life, and/or personal life, that:

« Lasts for more than 6 months
« |s accompanied by fatigue that is:
- Often serious

Unrefreshing sleep. People with
ME/CFS may not feel better even
after a full night of sleep (e.g., feeling
just as tired upon waking up as
before going to bed).

« Just started (not lifelong)
+ Not the result of ongoing activities 3
- Not from more than usual effort

+ Not made better by rest

remembering, learning new things, concentrating, or making decisions.

Orth ic intol that occur when standing upright). People
with ME/CFS may feel lightheaded or dizzy when standing upright and may even faint.


https://www.cdc.gov/me-cfs/pdfs/Could-You-Have-MECFS_508.pdf
https://www.mayoclinicproceedings.org/article/S0025-6196(21)00513-9/fulltext
https://mecfscliniciancoalition.org/about-mecfs/
https://pubmed.ncbi.nlm.nih.gov/25695122/

Considerations for Long COVID Definition

* Overlap of ME/CFS and Long COVID may be amenable to overarching ‘post-infectious
fatiguing illness’ diagnosis
* Recovery does occur in 4-12-week window
* Definition should allow for ‘possible Long COVID’ definition after 4 weeks
* Exclusive 12-week definition would create challenges/delays for disability, work accommodations

* Clinical presentation often sorts into patients with known/documented trigger vs.
unknown/undocumented trigger

* Definition should be sensitive to demonstrable organ-specific post-COVID sequelae (e.g.
from ICU/severe disease, such as pulmonary fibrosis, thromboembolic complications)



Summary

* Role of PCPs is essential for education, implementation of Long COVID definition

* Ongoing need for clinician education (primary care and specialty)
* Basics of pathophysiology of Long COVID/PCC, ME/CFS
* Emerging literature from RECOVER and other ongoing trials
* Patient perspective

Current working definition too broad to be practically useful and widely implemented
4-week vs. 12-week definition could have unintended consequences
Must adapt definition to current understanding of pathophysiology

May be beneficial to add modifiers: cognitive, autonomic, fatigue, MCAS/hypermobility
syndromes, known/documented trigger vs. unknown

Long COVID definition should be first step in comprehensive approach to influence
systems of care to better respond to complex patient needs



Questions?
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