July 7, 2020
The Honorable Alex Azar, Secretary
U.S. Department of Health and Human Services
200 Independence Avenue, SW
Washington, DC 20201
Re: Interim Final Rule – Nursing Home COVID-19 Reporting Requirements
(CMS-5531-IFC)
Dear Secretary Azar,
The Consortium for Citizens with Disabilities (CCD) is the largest coalition of national
organizations working together to advocate for federal public policy that ensures the selfdetermination, independence, empowerment, integration and inclusion of children and adults
with disabilities in all aspects of society. The undersigned co-chairs of the CCD Long-Term
Services and Supports Task Force write to implore HHS to include all institutional facilities that
receive Medicaid funding, not just nursing homes, in its interim final rule on nursing home
COVID-19 reporting requirements.
People with disabilities face a particularly high risk of contracting COVID-19 and of experiencing
complications and death if exposed.1,2 This risk has been elevated by the severe outbreaks in
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A recent study showed that people with intellectual disabilities and autism die at rates that, in at least some
states, are 2 to 2.5 times higher than the death rates among others who contract COVID-19. The study also showed
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comorbidities associated with poorer COVID-19 outcomes. Margaret Turk, Scott Landes, Margaret Formica, and
Katherine Goss, “Intellectual and Developmental Disability and COVID-19 Case-Fatality Trends: TriNetX Analysis,”

institutions for people with disabilities, including Intermediate Care Facilities for Individuals
with Intellectual Disabilities (ICF-IIDs) and psychiatric hospitals, across the country.3
Widespread COVID-19 infections in these institutions have continued in recent weeks4 and
likely will increase in frequency and severity as states experience a second wave of the virus or
surges in cases following premature reopening. Residents in all institutional settings – not just
nursing homes – are at serious risk during the COVID-19 crisis, and regulations to promote
resident safety must address all institutions if we hope to effectively mitigate the outbreaks
residents in these settings face. We raised this concern in an April 21, 2020 letter to CMS in
response to the announcement of the “New Nursing Homes COVID-19 Transparency Effort,”
which led to the promulgation of the regulations about which we are commenting in this
letter.5
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As CMS itself emphasizes in the preamble to the new regulations, tracking data on infection and
death rates as well as providing notice to residents and their families or representatives about
confirmed or suspected COVID-19 cases, are essential to supporting the health and safety of
residents of institutional settings.6 It is therefore appalling that the only source currently
tracking 50-state data on infection and death rates in all institutional settings – not just nursing
homes – is a small non-profit, the Autistic Self Advocacy Network (ASAN),7 which is compiling
data largely from media reports to fill major gaps in data reported directly by states or the
federal government.8 Addressing a crisis of the magnitude of COVID-19 demands accurate,
consistent, and official collection of data from all states on all institutional settings that receive
Medicaid funding, not just nursing homes. CMS has the responsibility and authority to expand
the reporting requirement regulations intended to protect the health and safety of nursing
home residents to residents in other Medicaid-funded institutions given CMS’ similar regulatory
oversight role over non-nursing home institutions like psychiatric hospitals and Intermediate
Care Facilities.9 Therefore, we urge CMS to expand the new nursing home reporting
requirements to all Medicaid-funded institutions.
In addition, we endorse the comments submitted by the American Association on Health and
Disability and the National Consumer Voice for Quality Long-Term Care, particularly their
recommended changes about required demographic data collection, analysis and public
reporting.
We appreciate the efforts the Department has taken during the COVID-19 pandemic. We urge
you to act quickly to protect the lives of ALL people with disabilities and older adults residing in
institutional settings, who are at serious risk during this crisis. If you have any questions, feel
free to contact Alison Barkoff (abarkoff@cpr-us.org).
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Sincerely,
Long-Term Services and Supports Co-Chairs
Alison Barkoff
Center for Public Representation
Julia Bascom
Autistic Self Advocacy Network
Nicole Jorwic
The Arc of the United States
Sarah Meek
American Network of Community Options And Resources (ANCOR)

