April 27, 2020
Hon. Alex Azar
Secretary, U.S. Dept of Health and Human Services
200 Independence Ave., SW
Washington DC 20201

Hon. Robert Redfield
Director, Centers for Disease Control
and Prevention
1600 Clifton Road
Atlanta, GA 30329

Hon. Seema Verma
Administrator, Centers for Medicare & Medicaid Services
7500 Security Blvd.
Baltimore, MD 21244
Re: COVID-19 data collection and reporting concerning people
with disabilities
Dear Secretary Azar, Director Redfield, and Administrator Verma:
The undersigned national disability organizations write to you as the co-chairs of the Consortium
for Citizens with Disabilities (CCD) Rights Task Force to urge you to collect and report data
concerning the impact of COVID-19 on people with disabilities. CCD is the largest coalition of
national organizations working together to advocate for federal public policy that ensures the
self-determination, independence, empowerment, integration and inclusion of children and adults
with disabilities in all aspects of society.
We have been extremely concerned about the particularly dramatic way in which the pandemic
has affected people with disabilities. In states around the country, COVID-19 has had
devastating effects on people with disabilities not only due to vulnerabilities to the virus related
to underlying disabilities, but also due to the dangers posed by the widespread continued reliance
of our disability service systems on institutional and congregate living settings. The pandemic
has ravaged nursing homes, psychiatric hospitals, institutions for people with intellectual and
developmental disabilities, board and care homes, and other confined, congregate settings.
Each day brings new stories of outbreaks and deaths in these facilities. For example, the Wall
Street Journal has reported that more than 10,000 deaths from COVID-19 in the United States

have occurred among residents of nursing homes and long-term care facilities. 1 The New York
Times has chronicled thousands of deaths of nursing home residents across the country, including
55 deaths at the Cobble Hill Health Center in Brooklyn, 70 deaths at the Andover Subacute and
Rehabilitation Center II in New Jersey—with the remaining 420 residents either testing positive
or sick with fevers and coughs, at least 46 deaths at the Canterbury Rehabilitation & Healthcare
Center in Richmond, Virginia, and outbreaks and deaths in hundreds of other facilities. 2
Significant outbreaks have also occurred in psychiatric hospitals, 3 institutions for people with
intellectual and developmental disabilities, 4 board and care homes, 5 and group homes. 6 Many of
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these facilities have no personal protective equipment for either staff or residents, and no plan for
what to do in the event of an outbreak.
The effects of the pandemic exacerbate the civil rights concerns already present with the
widespread overreliance on institutional care for people with disabilities. The Americans with
Disabilities Act’s integration mandate and the Supreme Court’s Olmstead decision prohibit the
needless institutionalization and segregation of people with disabilities. Now, people with
disabilities are not only isolated and segregated in institutional settings but at risk of death in
those settings. And transitions out of these institutions have largely come to a halt due to the
pandemic.
In many cases, information concerning COVID-19 testing, cases, and deaths in these facilities
remains hidden from the public. At the Andover nursing home in New Jersey, where 70 residents
died, information about the spread of COVID-19 became public only after police discovered 17
bodies in a holding room following an anonymous tip. 7 In Texas, despite the pleas for
information of family members restricted from visiting relatives in state institutions for
individuals with intellectual and developmental disabilities, state officials have refused to
disclose data concerning the number of cases among staff and residents of these facilities. 8
Information about COVID-19 testing, cases, and deaths of people with disabilities in institutional
facilities as well as in community settings is critically important for those individuals, for their
families, for staff, and for the public. Further, this information is important to collect and report
on a national basis in order to better understand the impact of the virus on people with
disabilities and to inform strategies to prevent its spread—including strategies to improve
compliance with the ADA’s integration mandate in the current environment. According to one
New York study, people with disabilities in group homes and similar facilities in and near New
York City were more than five times as likely as others to become infected and nearly five times
as likely to die from the coronavirus. 9
The federal government has the ability to collect information from states and service providers
concerning the impact of the virus on people with disabilities. We implore you to collect and
report publicly the following information:
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•

Numbers of tests and rates of testing for COVID-19 of people with disabilities and staff
in nursing homes, psychiatric facilities, facilities for people with intellectual and
developmental disabilities, board and care homes, group homes, and other congregate
facilities for people with disabilities, as well as for people with disabilities in supported
housing and other community settings.

•

Numbers of people with disabilities and staff testing positive for COVID-19 and rates of
positive tests in each of these settings.

•

Numbers of COVID-19 related hospitalizations of people with disabilities and staff in
each of these settings.

•

Numbers of COVID-19 related deaths and death rates among people with disabilities and
staff in each of these settings.

•

Numbers of people who have recovered from COVID-19 and recovery rates among
people with disabilities and staff in each of these settings.

•

Numbers of people with disabilities who have been transferred from community settings
to institutional settings as a result of COVID-19.

•

Numbers of people with disabilities who have been discharged from institutions as a
result of COVID-19.

•

Analysis of the data to identify trends and factors such as facility type, disability type,
location or geographical area, or other factors that correlate with rates of testing, positive
cases, or outcomes.

The Paycheck Protection and Health Care Enhancement Act that Congress just passed requires
HHS to report on the number of positive diagnoses, hospitalizations, and deaths resulting from
COVID-19, disaggregated nationally by race, ethnicity, age, sex, geographic region, and “other
relevant factors.” We believe it is critical that disability be included as one of those “relevant
factors” and we urge you to include it. We also urge you to collect and report on the additional
data identified above.
We appreciate your prompt attention to this urgent matter.

__________________
Jennifer Mathis
Bazelon Center for Mental Health Law

__________________
Kelly Buckland
National Council on Independent Living
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_____________________
Stephen Lieberman
United Spinal Association

_______________________
Samantha Crane
Autistic Self Advocacy Network

__________________
Allison Nichol
Epilepsy Foundation
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