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November 13, 2023 

 

The Honorable Melanie Fontes Rainer 

Director 

Office for Civil Rights 

U.S. Department of Health and Human Services 

200 Independence Avenue, SW 

Washington, DC 20201 

 

RE: Discrimination on the Basis of Disability in Health and Human Service Programs or 

Activities [RIN 0945-AA15] 

 

Dear Director Rainer: 

 

On behalf of the more than 5,600 members of the American Academy of Hospice and Palliative 

Medicine (AAHPM), we would like to thank the Department of Health and Human Services (HHS) 

Office for Civil Rights (OCR) for the opportunity to comment in response to the Discrimination on the 

Basis of Disability in Health and Human Service Programs or Activities proposed rule. AAHPM is the 

professional organization for physicians specializing in Hospice and Palliative Medicine. Our 

membership also includes nurses, social workers, spiritual care providers, and other health 

professionals deeply committed to improving quality of life for the expanding and diverse population 

of patients facing serious illness, as well as their families and caregivers. Together, we strive to advance 

the field and ensure that patients across all communities and geographies have timely access to high-

quality, equitable palliative and hospice care. 

 

Summary of Key Messages and Recommendations 
AAHPM offers the following key recommendations, which are further detailed in our comments 

below. 

• AAHPM supports HHS’ goals in prohibiting discrimination on the basis of disability in the 
delivery of medical treatment.  

• AAHPM agrees that care decisions for all patients, whether they have a disability or not, 

should focus on patients’ needs and preferences, and we highlight that increased access to 
palliative care services for patients with serious illness could help to counter discrimination in 

medical treatment.  

• At the same time, we emphasize that informed decision making may appropriately result in 

patients electing hospice care rather than other treatments to address the underlying 

disease that may have become burdensome to the patient and no longer effective for 

achieving their goals, and we urge HHS to clarify this point in its final rule preamble. 

• AAHPM also appreciates that HHS recognizes the importance of applying professional 

judgment in making treatment decisions, including when a patient’s disability may pose a 
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legitimate medical contraindication for one or more treatments under consideration. 

However, AAHPM recommends that CMS update its proposed regulatory language regarding 

professional judgement to better reflect how medical decision making occurs.  

• AAHPM cautions that HHS should use clear and appropriate illustrative examples to help 

providers understand what may or may not qualify as discriminatory action. In particular, we 

have concerns with one-sided examples addressing treatment for patients with Alzheimer’s 
disease. Comfort-focused care, including hospice care, is high-quality care for end-stage 

disease and may be the most medically appropriate care for people with terminal illness. 

 

Nondiscrimination on the Basis of Disability in Medical Treatment 
HHS proposes new requirements that would prohibit discrimination on the basis of disability in 

medical treatment, so that persons with disabilities have opportunity to participate in or benefit 

from health care programs and activities that is equal to the opportunity afforded others. AAHPM 

applauds HHS for this effort and supports HHS’ goals in prohibiting discrimination on the basis of 
disability. Indeed, our members report repeatedly witnessing incidents where patients with 

disabilities are inappropriately referred to hospice care based on practitioners’ ill-conceived notions 

about patients’ ability to recover from immediate health threats and/or potentially poor quality of 

life if they do recover, despite clearly-stated patient or caregiver preferences to continue treatments 

to address their underlying disease and high self-ratings for quality of life.  Sadly, this pattern has 

appeared across a range of care settings, including hospitals, outpatient clinics, and nursing homes.  

 

For example, one member reported that, in his time as a hospice physician, he encountered a 25-

year old patient with congenital brain malformation and moderate developmental delay who was 

referred to an inpatient hospice unit after becoming poorly responsive with brain imaging 

demonstrating a shunt and severe abnormalities.  Her sister, who was her primary caregiver, 

reported that the patient had been able participate in a sheltered workshop and had enjoyed her life 

before this abrupt change.  At the sister’s request, our member arranged for a neurosurgical second 
opinion, leading to the shunt being surgically revised. Following the procedure, the patient fully 

recovered her prior level of function and enjoyed her life for many more years.  Her referral to 

hospice without sufficient exploration of other treatment options was inappropriate and may have 

been driven by a mistaken clinical assumption regarding her baseline quality of life. 

 

AAHPM agrees that care decisions for all patients, whether they have a disability or not, should focus 

on patients’ needs and preferences. Furthermore, patients – working in partnership with their 

clinicians – should be able to make informed decisions about the care that is right for them.  As 

hospice and palliative care professionals, our members identify the physical, intellectual, emotional, 

social, and spiritual needs and preferences of patients with serious illness, and they work with 

interdisciplinary teams to address those needs and preferences while managing the symptoms and 

stresses associated with patients’ illnesses.  To that end, we highlight that increased access to 

palliative care services for patients with serious illness that would be characterized as disabilities 

could help to counter discrimination in medical treatment and instead support patients in achieving 

goal-concordant care.  

 

At the same time, we also emphasize that informed decision making may appropriately result in 

patients electing hospice care, and we urge HHS to clarify this point in its final rule preamble.  Hospice 
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itself is a valid treatment choice for patients at the end of life – where hospice care teams provide 

expert medical, emotional, and spiritual support focused on maximizing patients’ comfort and quality 
of life – and referral to hospice most often reflects proper end-of-life care.  

 

Furthermore, we highlight that the efficacy of treatments may vary based on patients’ disabling 
conditions and/or whether they are at an advanced terminal stage in their disease progression.  For 

example, there is clear evidence that patients with advanced dementia do not benefit from 

placement of feeding tubes, and a decision not to recommend feeding tubes for such patients should 

not be considered discriminatory.  Likewise, aspiration pneumonia is an expected complication of 

advanced Alzheimer’s disease, and patients who develop it are often at a stage where hospice 
referral is appropriate, for example when the swallowing difficulties associated with the dementia 

are irreversible or when patients and their families prioritize hospice care over rehabilitation.  

AAHPM therefore appreciates that HHS recognizes the importance of professional judgment in 

making treatment decisions, including through proposed regulations at 45 CFR 84.56(c).  Indeed, 

there are numerous examples where a patient’s advanced terminal illness would preclude a range of 
treatment options from having any reasonable chance of affecting the patient’s prognosis or disease 
progression (for example, additional rounds of chemotherapy for advanced metastatic cancer). We 

therefore appreciate that HHS has provided explicit clarification in the proposed regulation text that 

decisions to not to provide such treatment would not be considered discriminatory.  

 

However, we offer some suggestions to clarify the proposed regulation text.  Specifically, the 

proposed regulations at 45 CFR 84.56(c)(1)(i) state, “Nothing in this section requires the provision of 
medical treatment where the recipient has a legitimate, nondiscriminatory reason for denying or 

limiting that service or where the disability renders the individual not qualified [emphasis added] for 

treatment.” In our members’ experience, the term “qualified” is not one that is used very often in 
the context of making treatment decisions.  Physicians may, for example, weigh the relative risks, 

burdens and benefits of a treatment for a particular patient.  They may determine whether a patient 

is eligible for a particular benefit such as hospice or skilled nursing care.  And they may check 

whether the patient’s condition meets the requirements listed in a local coverage determination or 
national coverage determination policy for a given treatment.  But the use of a term such as 

“qualified” presents the possibility that a determination of discrimination may be subjective or 

potentially biased.  We therefore recommend that HHS replace the phrase “where the disability 

renders the individual not qualified for treatment” with the phrase “when a patient’s disability may 
pose a legitimate medical contraindication for the treatment under consideration,” which we believe 

better reflects how medical decision making occurs. 

 

Finally, we note that it will be important for HHS to use appropriate illustrative examples to help 

providers understand what may or may not qualify as discriminatory action.  For example, the 

preamble discusses a patient with Alzheimer’s disease who developed pneumonia but was not 

placed on ventilator support due to discrimination.  As noted above, however, pneumonia is an 

expected complication of advanced Alzheimer’s disease, yet the example could be interpreted to 

suggest that practitioners must provide intensive ventilator support in all such cases – including 

those where it would not be medically beneficial as improvement would not be expected – rather 

than being offered hospice and/or comfort-focused treatments for the end-stage of Alzheimer’s 
disease, which is frequently characterized by progressive difficulty swallowing and aspiration 

pneumonia.  Unfortunately, it is difficult to determine from the example which course of treatment 
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was more clinically appropriate.  We therefore caution against using Alzheimer’s disease in examples 

of discriminatory behavior. If an Alzheimer’s example is retained, we believe it should clearly 
articulate that the Alzheimer’s disease in this example is early and mild; it should also include 

conditions under which decisions to forgo treatment and/or refer to hospice are appropriate, rather 

than only showing examples of comfort focused treatment and hospice as inappropriate denial of 

treatment. 

 

***** 

 

Thank you again for the opportunity to provide feedback on this proposed rule. Please direct 

questions or requests for additional information to Wendy Chill, Director of Health Policy and 

Government Relations, at wchill@aahpm.org . 

 

Sincerely, 

 

 

 

Holly Yang, MD HMDC FACP FAAHPM 

AAHPM President 

mailto:wchill@aahpm.org

