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Long COVID as a Chronic Disease: Assessment and Mitigation
Resources and References Document

NACDD GEAR Groups

GEAR Groups explore their topic through case presentations, short didactic presentations, and active discussions
throughout four 90-minute video conferences. A facilitator and strategist guide each discussion to explore
opportunities for improvement through partnerships, promising interventions or policies, data, and evaluation.

Long COVID as a Chronic Disease: Assessment and Mitigation

Some people who have been infected with the virus that causes COVID-19 can experience long-term effects
from their infection, known as Long COVID or Post-COVID Conditions (PCC). Long COVID is broadly defined as
signs, symptoms, and conditions that continue or develop after initial COVID-19 infection. In July 2021, Long
COVID was added as a recognized condition that could result in a disability under the Americans with Disabilities
Act (ADA). The cases brought to this GEAR Group will take a nuanced look at the reality of how Long COVID
shows up within chronic disease prevention, management, and programming as well as promising and/or
innovative strategies to assess for, measure, and mitigate Long COVID. Case presentations or proposals may
elevate approaches for assessment and mitigation of Long COVID as well as how to conceptualize, approach, or
treat Long COVID as a chronic disease. Meetings were held March 5, 12, 19, and 26, 2024.

Participating states

e Idaho e Minnesota

e Kentucky e Utah

e Maryland e Vermont

e Michigan e West Virginia

Resources and References

The following resources were shared amongst the participants during the four-week GEAR Group in March 2024.
The linked articles or resources do not necessarily represent the official views of individual participants,
participants’ respective organizations, or NACDD.

Advocacy/Grassroots Groups

1. ME Action
a. ME Action Network Dropbox
2. Solve M.E.

3. Survivor Corps

Chronic Disease Connection

4, Cardiovascular Manifestations of the Long COVID Syndrome

5. Looking at the Data on Smoking and Post-COVID-19 Syndrome—A Literature Review

6. The bidirectional association between diabetes and long-COVID-19 — A systematic review

The linked articles or resources do not necessarily represent the official views of individual participants, participants’ respective organizations, or NACDD.


https://www.meaction.net/countries/usa/
https://www.dropbox.com/scl/fo/3g5gdupdppuq2vqm7z7s8/h?rlkey=lr2t9jy1s4cdsrkxb4q3r9xq3&dl=0
https://solvecfs.org/
https://www.survivorcorps.com/
https://pubmed.ncbi.nlm.nih.gov/37071080/#:%7E:text=Large%20observational%20studies%20of%20COVID,therapy%20to%20reduce%20systemic%20inflammation.
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC10821354/#B44-jpm-14-00097
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC9727969/#:%7E:text=Some%20evidence%20suggests%20that%20diabetes,a%20complication%20of%20COVID%2D19.
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Communications Resources
7. NACDD Communications Guide
8. NACDD Communications Resources

Communications Examples

9. Long COVID YouTube playlist

10. Symptom graphics

11. Work-related messaging and resources

12. Phone survey

13. General messaging

14. Cover article for Minnesota Physician magazine
15. Press release

Community Engagement/Storytelling

16. Accessible and Adaptive Communication

17. Arts-Focused Approaches to Public Health Communications (Webinar)

18. Arts-Focused Approaches to Public Health Communications (Resources)

19. Community Engagement Toolkit: A Participatory Action Approach Towards Health Equity and Justice
20. CSPI Resource Hub Training: The Stories We Tell

21. Engaging Community Residents with Lived Experience: Common Concerns & What to do About Them
22. Engaging People with Lived Experience to Improve Federal Research, Policy, and Practice

23. Engaging People with Lived Experience Toolkit

24. Foundations of Community Engagement: Advancing Community Engagement in Public Health Practice
25. HHS health+ Long COVID Human-Centered Design Report

26. MPHI Community Engagement and Collective Impact

27. Narratives and Health Equity: Expanding the Conversation

28. The power of public health storytelling (University of Michigan)

29. Voices of Long COVID

Disabilities/Ableism

30. For patients with disabilities, this doctor prioritizes independence — and fun

31. Resources for People with Long COVID

32. The Lancet: Structural ableism in public health and healthcare: a definition and conceptual framework

Funding
33. Michigan Health Endowment Fund: Special Projects & Emerging Ideas

General Information

34. Implementation of the Government-wide Response to LONG COVID An update from the Office of Long
COVID Research and Practice | February 2024

35. Long COVID and Fatiguing lliness Recovery Program ECHO

36. International Long COVID Awareness

37. Post COVID-19 condition (Long COVID)

38. Risk Factors Associated With Post—-COVID-19 Condition

The linked articles or resources do not necessarily represent the official views of individual participants, participants’ respective organizations, or NACDD.


https://chronicdisease.org/resource/resmgr/website-2020/commstools/2019_Communications_Guide.pdf
https://chronicdisease.org/page/communications/
https://www.youtube.com/playlist?list=PLnv1INVkmxmv_j_01wAeJOyORPMm6t4V7
https://www.facebook.com/mnhealth/posts/pfbid0pQxZso6nkJE1Kutgjs2FhZsaFFpAd9SmMbbdrdxvwVtgCghpPaWJsbZK2GvdeFwwl
https://www.facebook.com/photo.php?fbid=613219294164897&set=pb.100064304967147.-2207520000.&type=3
https://www.facebook.com/photo/?fbid=579170417569785&set=pb.100064304967147.-2207520000
https://fb.watch/jjftghW3p9/
https://www.mnphy.com/long-covid-facing-a-shadow-pandemic-0323
https://www.health.state.mn.us/news/pressrel/2023/covid032923.html
https://unh.az1.qualtrics.com/jfe/form/SV_3KH769aNL18oYXc?RID=MLRP_3fsn4HSwLlPf458&Q_CHL=email
https://publichealthcollaborative.org/webinars/
https://publichealthcollaborative.org/resources/arts-focused-approaches-to-public-health-communications/
https://centerforwellnessandnutrition.org/wp-content/uploads/2020/02/FINAL-COMMUNITY-ENGAGEMENT-TOOLKIT_-Upd2282020.pdf
https://www.youtube.com/watch?v=j_-aOvaqq8k&ab_channel=CSPITV
https://drive.google.com/file/d/1-yG15HBDazWWJg3aXfBiuHM7-53ESBNn/view
https://aspe.hhs.gov/lived-experience
https://www.communitycommons.org/collections/Engaging-Lived-Experience-Toolkit
https://engagementforequity.org/
https://www.hhs.gov/sites/default/files/healthplus-long-covid-report.pdf
https://mphi.org/wp-content/uploads/2022/01/Community-Engagement-and-Collective-Impact-Report.pdf
https://www.health.state.mn.us/communities/practice/healthymnpartnership/narratives/index.html
https://sph.umich.edu/pursuit/2023posts/the-power-of-public-health-storytelling.html
https://voicesoflongcovid.org/
https://www.npr.org/sections/health-shots/2024/03/26/1240827697/for-patients-with-disabilities-this-doctor-prioritizes-independence-and-fun
https://acl.gov/covid19/resources-people-experiencing-long-covid
https://www.thelancet.com/journals/lanam/article/PIIS2667-193X(23)00224-7/fulltext
https://gcc02.safelinks.protection.outlook.com/?url=https%3A%2F%2Fmihealthfund.org%2Fgrantmaking%2Fspecial-projects-emerging-ideas&data=05%7C02%7CAhmedS13%40michigan.gov%7Ce0004812c8ba49b8106708dc395697ca%7Cd5fb7087377742ad966a892ef47225d1%7C0%7C0%7C638448291267593080%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C0%7C%7C%7C&sdata=3An%2BTJtlLKMbupNVZhHW4Q0DC1ksZgxKG5%2BgIWVFdnw%3D&reserved=0
https://www.hhs.gov/sites/default/files/long-covid-update-2024.pdf
https://www.hhs.gov/sites/default/files/long-covid-update-2024.pdf
https://iecho.org/public/program/PRGM1699044218879IERCAXHJ8Y
https://www.longcovidawareness.life/
https://www.who.int/europe/news-room/fact-sheets/item/post-covid-19-condition
https://jamanetwork.com/journals/jamainternalmedicine/fullarticle/2802877
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Health Systems

39. CDC's Healthcare Appointment Checklist for Post-COVID Conditions

40. Coding long COVID: characterizing a new disease through an ICD-10 lens

41. Evaluation and Supporting Children and Adolescents Presenting with Post-COVID Conditions
42. Providing Health Care and Screenings for Individuals with Disabilities

Related Conditions
43. Myalgic Encephalomyelitis/Chronic Fatigue Syndrome

Research
44. CDC Household Pulse Survey data on Long COVID
45. CDC Science behind Long COVID
a. CDC: Track PCC (Tracking the Burden, Distribution, and Impact of Post COVID-19 Conditions in Diverse
Populations for Children, Adolescents, and Adults)
46. Michigan COVID-19 Recovery Surveillance Study
47. NIH opens long COVID trials to evaluate treatments for autonomic nervous system dysfunction
48. RECOVER: Researching COVID to Enhance Recovery
a. RECOVER Caveat/Consideration: ‘Underwhelming’: NIH trials fail to test meaningful long Covid
treatments — after 2.5 years and $1 billion

Schools/Education

49. Long COVID under Section 504 and the IDEA: A Resource to Support Children, Students, Educators, Schools,
Service Providers, and Families

50. School Accommodations

State Grant
51. 2024 Long COVID Network & Capacity Building Grants: Request for Proposals (MN)

State Statute
52. 2023 Minnesota Statutes: 145.361 LONG COVID AND RELATED CONDITIONS; ASSESSMENT AND
MONITORING

State Webpages/Resources

53. California Department of Public Health: Post-COVID Conditions (or Long COVID)
54. Minnesota Department of Health: Long COVID A Post COVID Condition

55. New York State Department of Health: Long COVID

56. Utah Department of Health: Long COVID Resources

57. Washington State Department of Health: Long COVID

Survey Questions
58. Long COVID Questions in NHANES 2022
59. Maryland Behavioral Risk Factor Surveillance System (BRFSS)

The linked articles or resources do not necessarily represent the official views of individual participants, participants’ respective organizations, or NACDD.


https://www.cdc.gov/coronavirus/2019-ncov/long-term-effects/post-covid-appointment/appointment-checklist.pdf
https://bmcmedicine.biomedcentral.com/articles/10.1186/s12916-023-02737-6
https://emergency.cdc.gov/coca/calls/2023/callinfo_022323.asp
https://unh.az1.qualtrics.com/jfe/form/SV_1B5WLVvguiDtBZ4?RID=MLRP_3fsn4HSwLlPf458&Q_CHL=email
https://askjan.org/disabilities/Myalgic-Encephalomyelitis-Chronic-Fatigue-Syndrome.cfm
https://www.cdc.gov/nchs/covid19/pulse/long-covid.htm
https://www.cdc.gov/coronavirus/2019-ncov/hcp/clinical-care/post-covid-science.html
https://www.cdc.gov/coronavirus/2019-ncov/hcp/clinical-care/post-covid-science.html
https://www.cdc.gov/coronavirus/2019-ncov/hcp/clinical-care/post-covid-science.html
https://sph.umich.edu/covid/epidemiology/micress.html
https://www.nih.gov/news-events/news-releases/nih-opens-long-covid-trials-evaluate-treatments-autonomic-nervous-system-dysfunction
https://recovercovid.org/
https://www.statnews.com/2023/08/09/long-covid-nih-trials/
https://www.statnews.com/2023/08/09/long-covid-nih-trials/
https://sites.ed.gov/idea/files/ocr-factsheet-504-20210726.pdf
https://sites.ed.gov/idea/files/ocr-factsheet-504-20210726.pdf
https://longcovidfamilies.org/daily-living/school/
https://www.health.state.mn.us/diseases/longcovid/funding/2024grants.html
https://www.revisor.mn.gov/statutes/2023/cite/145.361
https://www.revisor.mn.gov/statutes/2023/cite/145.361
https://www.cdph.ca.gov/Programs/OPA/Pages/Communications-Toolkits/long-covid.aspx
https://www.health.state.mn.us/diseases/longcovid/index.html
https://www.health.ny.gov/diseases/long_covid/
https://coronavirus-download.utah.gov/Health/COVID-19_Long_COVID_Flyer_Resources.pdf
https://doh.wa.gov/emergencies/covid-19/long-covid
https://www.cdc.gov/nchs/data/bsc/bsc-pres-chia-yih-wang-long-covid-nhanes-10-24-2022.pdf
https://health.maryland.gov/phpa/ccdpc/Reports/pages/brfss.aspx
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Workplace Accommodations: Employer and Health Care Provider Guidance

60. JAN: Accommodation and Compliance: Long COVID

61. Providing Sufficient Medical Documentation in Support of a Patient's Accommodation Request
62. Supporting Employees with Long COVID: A Guide for Employers

The linked articles or resources do not necessarily represent the official views of individual participants, participants’ respective organizations, or NACDD.


https://askjan.org/disabilities/Long-COVID.cfm
https://askjan.org/articles/Medical-Provider-Support-for-Accommodation-Request.cfm
https://www.dol.gov/sites/dolgov/files/ODEP/topics/pdf/long-covid-report-v2-accessibilized.pdf

