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 August 13, 2019
Roger Severino
Director, Office for Civil Rights
U.S. Department of Health and Human Services
Hubert H. Humphrey Building, Room 509F 
200 Independence Avenue SW 
Washington, DC 20201
RE:    HHS Docket No. HHS-OCR-2019-0007, RIN 0945-AA11, Comments in Response to Section 1557 NPRM 
Dear Mr. Severino:
The National Disability Rights Network (NDRN) is the non-profit membership association for the federally mandated nation-wide Protection and Advocacy (P&A) and Client Assistance Programs (CAP). P&As are located in all 50 States, the District of Columbia, Puerto Rico, and the United States Territories. The P&A/CAP Network has special federal authorities to advocate for all people with disabilities by guarding against abuse or neglect; advocating for basic rights; and ensuring accountability in health care, education, employment, housing, transportation, and within the juvenile and criminal justice systems. The P&A System comprises the nation’s largest provider of legally-based advocacy services for persons with disabilities. 

NDRN appreciates this opportunity to share our view that the changes in the NPRM would dangerously weaken the nondiscrimination provisions of the Affordable Care Act (ACA). We oppose the rule changes and emphasize that the proposals will harm individuals with disabilities and their family members. We urge HHS not to finalize this regulation in whole or in part.
Every year our members, the P&As receive calls for help from individuals who have been denied access to medically necessary services. Section 1557 and its implementing rules are a critical tool to fight this discrimination on the basis of disability. HHS underwent a comprehensive public process to develop the Section 1557 regulations, including a request for Information, proposed rule, and final rule. HHS considered more than 24,875 public comments submitted for the 2016 rule. There is no reason to reopen this rule and ignore the reasoned process HHS has already undertaken.
We request that HHS retain the current definition of a “covered entity.” The proposed rule seeks to radically narrow the scope and applicability of Section 1557, contrary to the plain meaning of the statute. Congress made clear in Section 1557 that if one part of an entity receives federal financial assistance, the entire entity should be covered. It also clearly intended Section 1557 to address discrimination in health insurance. 
The discrimination faced by a young client of the Texas P&A shows how vital it is for §1557 to address discrimination in private insurance. The P&A represented a healthy 13-year old child who had been categorically denied health insurance by Blue Cross & Blue Shield of Texas based on his Down Syndrome diagnosis. The District Court for Travis County ruled in favor of Blue Cross and the case was appealed to the 3rd Circuit that upheld the lower courts' decision holding that it was not a violation of state law for an insurer to categorically deny individual health insurance coverage. The appeals court determined that even though a significant number of persons with Down Syndrome do not pose a greater risk for becoming ill than persons without this condition, the risk was enough for Blue Cross Blue Shield to exclude all persons with Down Syndrome who apply for individual health care policies. 
NDRN also disagrees with HHS’ proposal to delete the current requirement that covered entities provide notice, with every significant communication to individuals, that they do not discriminate based on disability or other prohibited grounds; that they provide auxiliary aids and services for people with disabilities, including qualified interpreters and information in alternate formats; and how to obtain those auxiliary aids and services. Without the notice, members of the public will have limited means of knowing that auxiliary aids and services are available, how to request them, what to do if they face discrimination, and their right to file a complaint. As HHS itself notes in the proposed rule, “repealing the notice of nondiscrimination requirement may result in additional societal costs, such as decreased utilization of auxiliary aids and services by individuals with disabilities due to their reduced awareness of such services.” We agree, and therefore object to removing this requirement. 
The inexcusable lack of accommodations experienced by a client of the Delaware P&A shows how important it is to maintain the current notice requirements. A woman was deaf and was brought by the police to the local emergency room to receive a mental health assessment. The assessment was completed without ASL services or notice that these services were available. The individual was voluntarily committed to the state hospital and was repeatedly provided mental health services without the benefit of ASL. By the time the P&A became of the woman and her need for appropriate ASL services she had been in the facility for several years. 
HHS should retain strong, clear language prohibiting insurance companies from discriminating on the basis of race, color, national origin, sex, age, or disability in a number of areas, including marketing plans, designing benefits, coverage claims, or imposing additional costs. These protections are especially important for people with disabilities and those with serious or chronic conditions. Eliminating this regulatory provision could result in health insurers illegally excluding important benefits, designing their prescription drug formularies in a way that limits access to medically necessary care, or cherry-picking healthier enrollees through marketing practices. It may make it harder for people who experience discrimination to enforce their rights through administrative and judicial complaints. 
A legacy of eugenics against people with disabilities and misunderstandings of quality of life for people with disabilities still subconsciously impacts medical decision making by some doctors and surrogate decision makers for people with disabilities. We need to keep communication access and due process rights strong as a protection against this unconscious but deep seated bias that can effect medical decision making. 
For example, the Rhode Island P&A assisted a 78 year old man with intellectual and other disabilities in a “petition for instructions” – a substituted judgment procedure to determine his wishes regarding surgery for colon cancer. Pursuant to state practice, the petition was brought by the state developmental disability agency after his residential providers advised the state agency of the man’s need for treatment. In reviewing the client’s records, it became clear that without surgery he would die within a year. Although the client was non-verbal, the staff at his residence were convinced that the client still enjoyed his life and would not want to forego surgery. In meeting with the consulting surgeon in preparation for his testimony on the petition, the surgeon opined that there was no reason to prolong the client’s life due to his significant disabilities. The P&A met with the doctor to explain about different forms of durable medical equipment which could be made available to allow the gentleman to have more communication and independence. The surgeon was persuaded that the gentlemen could still enjoy life and testified that the benefits of the surgery outweighed the risks. The Surgery was ordered and performed and the client was able to enjoy life for another two years. 
Another example is a young man assisted by the Ohio P&A.  He had been admitted to palliative care at a nearby hospital and despite the fact that the individual had no guardian attorney and was still competent, the hospital had been deferring to his family on important decisions and had been refusing to communicate with the individual (either through his communication device or other method). The hospital, based on the family's decision, decided to stop providing him food or water or nutrients because medical professionals determined it could aggravate his existing heath condition. 
The P&A visited the individual several times in the hospital and confirmed that the hospital staff and doctors had not been communicating with him effectively. The P&A used assistive technology to communicate with the man explaining to him in detail exactly what was going on and subsequently wrote a letter to the hospital's risk management informing them of their concerns, asking for a second opinion on his inability to eat food or drink water without causing further harm to himself, etc. The hospital began affirmatively asking if he wanted food or water, rather than waiting for him to independently ask for it himself. Eventually his sister was appointed his guardian and he was moved to a nursing facility.
. 

We urge HHS to retain the language in the 2016 Final Rule regarding effective communication for individuals with disabilities. In the proposed rule, HHS changes the definition of auxiliary aids and services, and does so without explanation. HHS claims to import the definition of auxiliary aids and services from the regulations for Title II of the Americans with Disabilities Act, but deletes “[a]cquisition or modification of equipment and devices; and [o]ther similar services and actions” from the list of examples of aids and services. This could create confusion, as it takes what is now a clearly illustrative list and implies that it is exhaustive. HHS should retain the definition of “auxiliary aids and services” from the 2016 final rule. Furthermore, we oppose any proposal to exempt entities with 15 or fewer employees from the requirement to provide effective communication. In some areas of the country, this could effectively bar access to many providers, including specialists who are essential to providing high quality health care to individuals with chronic health conditions.
We oppose HHS’ proposal to delete regulations that prohibit discrimination on the basis of association with a protected class. This will create uncertainty and confusion regarding the responsibilities of providers and the rights of persons who experience discrimination, and inconsistencies with other regulatory requirements that entities are subject to, including the Americans with Disabilities Act and Section 504 of the Rehabilitation Act.
NDRN strongly oppose HHS’s proposal to replace current § 92.301(b) with proposed § 92.5(b). Every court that has ruled on the question has found that the statutory language of Section 1557 confers a private right of action for monetary damages. The existence of such a right is clear from the statutory language in Section 1557, which explicitly references and incorporates the “enforcement mechanisms” of the four civil rights laws listed—all of which contain a private right of action. Once again, this understanding is also consistent with Congress’s intent that civil rights laws be broadly interpreted to effectuate the remedial purposes of those laws. Removing the regulatory language that makes clear that private right of action and monetary damages are available to redress violations of Section 1557 will serve only to confuse and will make it harder and more complicated to fight back against the discrimination that is still all too frequent in healthcare. HHS should not finalize proposed § 92.5(b). 
Again, we urge HHS not to finalize these proposed changes. If you have questions about our comments, please contact Elizabeth Priaulx, Senior Disability Legal Specialist at elizabeth.priaulx@ndrn.org. Thank you.
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