Dec. 8, 2022

DISPROPORTIONATE IMPACT OF COVID-19 ON PEOPLE WITH DISABILITIES AND UNDERLYING MEDICAL CONDITIONS: CHALLENGING AND ADDRESSING THE FAILURES OF THE CDC’S CURRENT COVID-19 GUIDELINES
On behalf of our fellow disability advocates, we are greatly concerned with the Centers for Disease Control (CDC) largely abandoning collective and systemic measures that are known to protect people from COVID-19. The CDC has shifted to an individualized approach that fails to account for our inherent interconnectedness, thereby perpetuating ableist views of individual health and putting additional burden on the people who are most susceptible to adverse outcomes from COVID-19. Not only has the CDC failed to effectively address our health needs, their current guidelines deny people with disabilities our civil rights. 
Data equity and the need for disability data inclusion is a pervasive issue, and neither disabled people’s health needs nor their rights are being effectively accounted for. There has been a serious lack of adequate data gathered on how the COVID-19 pandemic has affected us; however, even with the current data, studies, and information that have been published by researchers and the CDC themselves, they still fail to consider us in their guidelines. Even worse, rather than ensuring that public essential services and programs are safely accessible to all people, previous and current CDC guidelines cause disproportionately negative consequences for disabled people.
Data published on the CDC’s website confirms that people with disabilities and with underlying medical conditions are disproportionately affected by the COVID-19 pandemic. Moreover, the CDC acknowledges that the available COVID-19 vaccines are less effective for people with disabilities, leaving millions of people at an increased risk for experiencing severe outcomes including hospitalization, intubation, and death, as well as the long-term sequelae called “Long COVID-19”. It is more often disabled people whose health is negatively—and perhaps permanently—impacted by involuntary exposure to SARS-CoV-2, and studies now confirm that each reinfection can worsen outcomes, despite vaccination status. In fact, people diagnosed with “Long COVID-19” have been entitled to the same protections from discrimination under the Americans with Disabilities Act, Section 504 of the Rehabilitation Act, and Section 1557 of the Affordable Care Act when their symptoms are severe enough to substantially limit one or more of their life activities. Therefore, the vaccine’s relative ineffectiveness makes guidelines for indoor masking and air quality that much more imperative. 
While fewer people are being hospitalized overall, people with disabilities and underlying medical conditions are hospitalized at disproportionate rates. This problematizes the CDC’s reliance on their newer “Community Levels”, which deprioritize case rates in favor of hospitalizations, to shape their guidelines. Given that people with medical conditions experience a greater proportion of hospitalizations, “Community Levels” do not accurately measure and convey COVID-19 risk for the 27 percent of the U.S. population that is disabled. Furthermore, the CDC recently acknowledged that when people perceive COVID-19 transmission as lower, they take more risks. This undermines CDC’s use of Community Levels, which obscure actual transmission amounts. Finally, case rates are likely massively underestimated: many people use at-home tests that aren’t reported to health departments, and there are people who do not even have access to testing or are unable to afford it. 
Rather than ensuring that public services and programs are safely accessible to all people, the guidelines since March 8, 2021 have placed the responsibility of wearing masks only on our shoulders. Yet public health departments and experts have shown that one-way masking is not sufficient to mitigate risk of infection, which leaves the most vulnerable still highly susceptible to being infected. These guidelines do not prevent disease spread, which fundamentally goes against evidence-based, equitable public health practices. 
The CDC specifically advises people with disabilities and underlying medical conditions to physically distance and avoid crowds. However, not only does this guideline inadequately try to solve a systemic problem by shifting the burden onto vulnerable individuals, it pushes disabled people out of public life. People with disabilities and underlying medical conditions have no choice but to go to public places like grocery stores, pharmacies, hospitals, outpatient care centers and clinics, or to use public transit to meet our basic needs. This makes it nearly impossible to physically distance or avoid crowds, especially when the general public isn't expected to do so. Disabled people have a right to safely access these programs and services, as well as to participate in all areas of public life. Given the airborne pandemic we’re all living through, if people with disabilities do not have safe access, then we do not have equitable access as required by federal law. 
As a result of the CDC’s new amendments on Sept. 23, 2022, healthcare facilities can now choose not to require universal masking, despite these being places where our health and well-being should be most protected. In congregate care settings, it is the staff and visitors who primarily transmit COVID-19 in these facilities. Not only will we now not be safe when receiving medical and therapeutic services in the community, the people who have experienced the most trauma and loss are once again susceptible to reliving it. In nursing homes alone (not including other congregate care settings and institutions), at least 160,354 residents and 2,798 staff have died and another 1,344,130 residents have reported getting COVID-19. They are forced to lock down, are relegated to their rooms, remaining there with roommates who they don’t choose to live with and are unable to physically distance from. This is their reality, and it is completely inhumane. On top of that, it is the staff and visitors who are the ones primarily bringing COVID-19 into these facilities and are causing these lockdowns.
Since June 2, 2021, the CDC has recommended using a layered approach that includes improvements to buildings’ ventilation in order to mitigate the risk of exposure to COVID-19; however, this guideline is now under review. Ventilation, filtration, and disinfection are widely known to effectively reduce aerosol transmission of infectious diseases. On Oct. 11, 2022, the White House hosted a Summit on Indoor Air Quality which recognized the critical importance of indoor air quality, not only in preventing disease but also in promoting a healthy, productive society. Considering that COVID-19 and other common infectious diseases are airborne, addressing the quality of our air in buildings should be considered the first line of defense. 
While it is many people’s desire to lower their guard and not follow advice about masking, vaccinating, and improving indoor air quality, the over one million people in the U.S. who have died as a result of having COVID-19 unfortunately do not have that option. As long-time disability activist Tom Olin, who has spent years documenting the Disability Rights Movement, asserted, “How our society and our government handled and is still handling the pandemic is very much tied to how they think about disability.” 
It is time for that to change.
The time for advocacy and action is now. On August 17, 2022 the CDC Director publicly admitted that the agency has "fallen short" in their COVID-19 pandemic response. Also, the White House has created a “Clean Air Buildings Challenge”, however this effort only goes so far and provides minimal incentives for building owners to make any significant change. What actually needs to occur is the improvement and enforcement of building and occupational safety standards.  
As Leonard A. Mermel, Professor of Medicine at Brown University and previous Technical Expert Panel Member of the CMS Patient Safety Monitoring System, stated:
“Failure to maintain more than a modicum of masking would reflect an inability to learn from the past to improve our lives in the future.”
PROPOSED ACTIONS AND SOLUTIONS:
1. Request that the CDC should do the following:
· Make public statements to the media:
· Acknowledging that, based on the current data on people with disabilities and underlying health conditions, the CDC’s current indoor masking guidelines do not effectively protect their health and safety. 
· Reiterating that the CDC and the Dept. of Justice do not support the court order that no longer requires masking on public transit, and that masking on public transit is strongly advised.
· Provide guidance explicitly recommending indoor masking: 
· All healthcare facilities (i.e. hospitals, long-term care facilities, clinics, pharmacies, and outpatient laboratories — as defined by the CDC) 
· All congregate living settings (i.e. Nursing Homes; Assisted/Supportive living communities; State Operated Developmental Centers; Group homes, Community Integrated Living Arrangements (CILAs), Intermediate Care Facilities ICFs); Homeless, emergency, and domestic violence shelters and transitional housing; Residential substance use treatment facilities; Correctional and detention facilities)
· All pharmacies and drug stores (i.e. CVS, Walgreens, Kroger Health, Rite-Aid, Walmart Pharmacy, Good Neighbor Pharmacy, Costco Pharmacy, Safeway, Giant Pharmacy, and independent pharmacies)
· Current U.S. policies tell people with disabilities and underlying medical conditions to go to pharmacies in order to get vaccines and boosters. At the same time, people who are contagious with active COVID-19 infections go there to get Paxlovid and COVID-19 tests.
· Drug stores and in-store pharmacies are community shopping centers that provide healthcare. It is not acceptable to require staff and customers to submit themselves to involuntary exposure to a known pathological airborne contaminant, especially when there are effective, evidence-based strategies to prevent this. Pharmacies should be a safe location with infection control prioritized.
· Improve communications with the public in the following areas: 
· Continue to recommend using layered protection strategies as the most effective way to prevent infection and severe disease.
· Explicitly and repeatedly remind the public to mask indoors in CDC communications, rather than focusing only on vaccination and hand washing, which have been demonstrated to be insufficient transmission mitigation measures. 
· Be clear that well fitting N95/KN95 masks offer superior protection to cloth or surgical masks. 
· Continue recommending and bolstering messaging on improved indoor air quality, such as increasing buildings’ ventilation, filtration, and disinfection systems.
· Proactively and thoroughly informing the public about the risks of Long COVID and the dangers of repeat infections.
· Improve the accessibility of the CDC’s website and communications for people with varying disabilities. 
· Improve accuracy of reported data:
· Base recommendations on “Community Transmission”, not “Community Levels”
· Create a system for gathering data on case counts that include at-home testing
· Announced on Nov. 22, the National Institute on Health (NIH) has established a website for self-reporting COVID-19 test results. The CDC should do the same.
· Montana Department of Public Health and Human Services has created a COVID-19 At-Home Test Result Reporting Form 
· The CDC should develop a phone app to increase the convenience and accessibility of reporting results
· Increase infection isolation period back to 10-days, rather than 5-days
· Resume daily reporting to the public on COVID-19 case, hospitalizations, and deaths
2. Make the CDC accountable for their continued handling of the COVID-19 pandemic, including during the Biden Administration, and how their mismanagement of it has created disproportionate harm to disabled people. 
· We request the Select Subcommittee on the Coronavirus Crisis to initiate hearings and create briefings and/or reports investigating this issue.
· The remit of the Subcomittee includes investigating: “(6) any disparate impacts of the coronavirus crisis on different communities and populations, including with respect to race, ethnicity, age, sex, gender identity, sexual orientation, disability, and geographic region, and any measures taken to address such disparate impacts;” However to our knowledge, at this time—nearly three years since the COVID-19 pandemic began—it has still not issued a single briefing or report, or held a single hearing, on the topic of disproportionate impact on people with disabilities and underlying medical conditions. 
· Topics for examination may include, but not be limited to: 
· The CDC’s lifting of the indoor mask mandate, even for public, essential services that people with disabilities have no choice but to utilize, despite data demonstrating that lifting mask mandates increases transmission
· The CDC’s lifting of the mask mandate for healthcare settings
· The CDC excluding encouraging masking from its communications—and instead, focusing its communications on vaccination and hand-washing, which have been repeatedly demonstrated to be insufficient transmission mitigation measures 
· The CDC’s ending of daily updates on COVID-19 deaths, hospitalizations, and confirmed cases 
· The CDC’s reliance on “Community Levels” to make recommendations, rather than “Community Transmission” 
· The CDC shortening the isolation period from 10 days to only 5 days, despite data demonstrating people are infectious for longer than 5 days
3. Codify indoor air quality standards and guidelines for ventilation, filtration, disinfection, and CO2 monitoring and display 
· On Dec. 5, 2022, we submitted a response to the EPA’s “Request for Information: Better Indoor Air Quality Management To Help Reduce COVID-19 and Other Disease Transmission in Buildings: Technical Assistance Needs and Priorities To Improve Public Health": https://docs.google.com/document/d/163iAgKTBNDezC5AJiZ5iMGdpNmnBz_sa1WK7NLAwWVw/edit?pli=1
· Good news on Dec. 7, 2022: ASHRAE Commits to Developing an IAQ Pathogen Mitigation Standard within 6 months 
· These standards should be legally recognized as reasonable accommodations for employment under Title I, and reasonable modifications of public policy, practice, and procedures under Title ll and Title III of the Americans with Disabilities Act (ADA). 
· We request that agencies responsible for enforcing standards for indoor air quality as it relates to building operations, occupational health and environmental controls — such as the American Society of Heating, Refrigerating, and Air-Conditioning Engineers (ASHRAE) and The Occupational Safety and Health Administration (OHSA) — institute improved standards for ventilation, filtration, disinfection, and CO2 monitoring systems that effectively address and protect the health needs of people with disabilities and underlying medical conditions.
· As a long-term goal, create legislation (i.e. a Clean Indoor Air Act) or amend previous related legislation. 
§  Language should include an explicit statement that there is a need for standards to protect sensitive subpopulations, such as people with disabilities, workers, and workers who are disabled. This statement can be modeled on a similar expression of such a goal in the outdoor Clean Air Act (initiated in 1963). 
For your information, our background experiences include: 
Kira Meskin Schiff, OTD, OTR/L, CAPS, ECHM, ADAC
Contact information: KiraMeskin@gmail.com
· Vice Chairperson of the Illinois Emergency Management Agency’s Access and Functional Needs Advisory Committee
· Lead efforts to draft and pass bill SB 921 that created IEMA’s AFN advisory committee, which was unanimously passed by both the State Senate and House of Representatives: 
· Member of the City of Chicago Mayor’s Office for People with Disabilities’ Disability Advisory Group
· Consulted on COVID-19 related response and recovery issues, including Chicago Dept. of Public Health’s vaccine distribution
· Member of The Arc of Illinois Public Policy Committee
· Member of The Partnership for Inclusive Disaster Strategies
· Community Reintegration Advocate at Progress Center for Independent Living
· Occupational Therapist, Home Modification Specialist, and Certified ADA Coordinator
· Member of Disability Lead
Megan E. Doherty, PhD
Contact information: megseliz0@gmail.com
· Strategic Advisor and Project Manager at Disability Lead
· Member of the USAWorking Group of Myalgic Encephalomyelitis/Chronic Fatigue Syndrome Advocates
· 2021 Fellow at Disability Lead 
· Writer focusing on chronic illness, medical research, and disability
· Documentary photographer
· First Place recipient of the 2022 Getty Images Disability Communities Grant, which was created in partnership with the National Disability Leadership Alliance
· Awarded the 2016 Project Development Grant from CENTER, an arts organization that supports socially and environmentally engaged photographic projects
· Member of the Board of Directors, Eighth Blackbird
Todd Holloway, Disability Inclusion Advisor
Contact information: toddh@cfisouth.org 
· Chair of the Tacoma Area Commission on Disability (TACoD) 2014-2020
· Chair of the Pierce County Accessible Communities Advisory Council (PC-ACAC) 2016-2021
· Chair of the National Council on Independent Living’s (NCIL) Emergency Planning Subcommittee 2015-2020
· Founding member of the WA State Coalition on Inclusive Emergency Planning/Preparedness (WA-CIEP)
· Founding member of the WA State Dept. of Health’s (WA-DoH) Office of Equity and Social Justice (E&SJ) Disability Access and Functional Needs (D-AFN) Coalition
SUPPORTING EVIDENCE:
People with disabilities and underlying medical conditions are at disproportionate risk for adverse outcomes:
· CDC: Twenty-seven percent of the United States is disabled
· CDC: Older adults and people with medical conditions are at higher risk of severe illness from COVID-19; Studies have shown that some people with certain disabilities are more likely to get COVID-19 and have worse outcomes.
· CDC: Underlying Medical Conditions Associated with Higher Risk for Severe COVID-19: Information for Healthcare Professionals
· CDC: Persons with disabilities are at increased risk for severe COVID-19–associated outcomes compared with the general population 
· Administration for Community Living: People with disabilities disproportionately affected by COVID-19
· National Institute of Health publication: People with Disabilities in COVID-19: Fixing Our Priorities
· Washington Post’s analysis of CDC data on Nov. 29, 2022: Nearly 9 out of 10 deaths are now in people 65 or older, the highest rate since the pandemic began
· CDC: Disabled people more likely to get Long Covid
· CDC: Nearly One in Five American Adults Who Have Had COVID-19 Still Have “Long COVID”
· Dept. of Health and Human Services: Guidance on “Long COVID” as a Disability Under the ADA, Section 504, and Section 1557
· Nature Medicine: Reinfection worsens outcomes, regardless of vaccine status
Vaccines are less effective for many people with disabilities, are immunocompromised, or have certain medical conditions:
· CDC: People who are immunocompromised or are taking medicines that weaken their immune system may not be protected even if they are up to date on their vaccines
· CDC: People who are moderately or severely immunocompromised may not have an immune response to the COVID-19 vaccination as strongly as people who are not 
· The Lancet COVID-19 Commission: People who are immunocompromised who cannot mount an effective immune response to vaccination will never be able to achieve effective immunity
One-way masking is insufficient to mitigate risk of infection: 
· Media information from Departments of Public Health: 
· Tompkins County Health Department, New York
· Jefferson County Dept. of Public Health
· The Town of Fenwick Island, Delaware
· Intermountain Healthcare, Utah
People with disabilities and underlying medical conditions deserve and have the right to reasonable accommodations to participate in public life during the COVID-19 pandemic:
· Journal of American Medical Association (JAMA): Universal masking should be considered a reasonable accommodation on the basis of disability to protect immunocompromised individuals 
· EEOC: Improving indoor air quality is a reasonable accommodation for disabled workers
Universal masking should continue in indoor settings:
· DOJ asks federal appeals court to reverse order lifting travel mask mandate
· NEJM: Universal masking is more equitable than shifting that burden onto the most vulnerable individuals
· JAMA: Community masking substantially reduces COVID-19 transmission
· Proceedings of the National Academy of Sciences of the United States of America (PNAS): Chance of infection drops significantly when everyone is masked
· PNAS: Mass mask-wearing notably reduces COVID-19 transmission
· JAMA: Masks cut secondary transmission in half 
Current COVID-19 guidelines are not based on the most accurate data that would reflect the real risk to people with disabilities.
· PNAS: Official COVID case counts severely undercounted 
· CNN: Official COVID case counts are undercounted
· CDC’s demographic data in their COVID-19 Data Tracker do not include disability
· American Journal of Bioethics: Not enough data gathered on COVID-19 impact on disabled people
· Bonnielin Swenor, Director of the Johns Hopkins University Disability Health Research Center, and member of the CDC’s Health Equity Work Group: A Need For Disability Data Justice
The CDC needs to change its messaging:
· The Lancet COVID-19 Commission: dismantling basic transmission controls and advertising the end of the pandemic is premature and harmful
· JAMA: The U.S. would have had hundreds of thousands fewer COVID-19 deaths if it did not rely on a vaccine-only strategy
· CDC: People take more risks when they think transmission is lower than it is
Increase infection isolation period back to 10 days, rather than 5 days:
· JAMA: Reducing infection isolation to only 5 days is not enough because most people are still infectious at 5 days
Improving indoor air quality is an inclusive emergency response practice that addresses COVID-19, and promotes everyone’s health:
· CDC: Ventilation in Buildings
· The White House Briefing: We spend 90 percent of our time indoors
· The White House: Let’s Clear The Air On COVID
· The White House’s “Clean Air Buildings Challenge” for organizational leaders and building owners and operators across the country to pledge to join efforts to continue fighting the spread of COVID-⁠19 
· EPA: Risk of COVID-19 infection increases with worsening indoor air quality
· The Lancet COVID-19 Commission: Nearly all transmission occurs indoors, building ventilation and filtration systems can reduce transmission
· Existing ventilation standards are not effective against the transmission of respiratory diseases. It is imperative that the American Society of Heating, Refrigerating and Air-Conditioning Engineers, the U.S. CDC, and WHO develop ventilation targets for respiratory infectious diseases, including for non-healthcare settings
· The Lancet COVID-19 Commission: Task Force Publications
· Why COVID-19 Raises the Stakes for Healthy Buildings
· California Dept. of Public Health: Ventilation and Filtration to Reduce Long-Range Airborne Transmission of COVID-19 and Other Respiratory Infections: Considerations for Reopened Schools
· Risk of Sick Leave Associated with Outdoor Air Supply Rate, Humidification, and Occupant Complaints
· Environmental Protection Agency’s Indoor Air and COVID-19 Key References and Publications 
· Video recording of The White House’s Summit on Indoor Air Quality
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