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The COVID-19 pandemic (“the pandemic”) has magnified the critical importance of public policy deliberation in public health emergency circumstances when normal health care operations are disrupted, and crisis conditions prevail. Adopting the lens of syndemic theory, the disproportionate impact of the pandemic on vulnerable older adults suggests that the pandemic has heightened pre-existing precarities and racial inequities across diverse older adult populations, underlining the urgency of needed policy reforms. While the pandemic has called attention to systemic failures in U.S. public health emergency planning at both federal and state levels of government, the important role of civil society in influencing policy decision making and advocating for legal and ethics reforms and social change in a democracy calls for more open dialogue in aging, public health and legal communities and constituencies. To foster this dialogue, one public health lawyer, who is also a bioethicist and gerontological social work researcher and served as chair of the New York State Bar Association Health Law Section COVID Task Force in 2020 (“Task Force”), shares her first-person perspectives on the process of leading the development of a statewide bar's recommendations for policy reforms, including the challenges and conflicts encountered. A hospital-based attorney and clinical bioethicist brings a clinical ethics perspective to the discussions. This first-person contribution discusses the power of constituencies to influence policy deliberation in a democracy, and the implications of the Task Force recommendations for future aging and public health policy, particularly in view of the high suffering burdens and trauma older persons and older people of color have borne during the pandemic.
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INTRODUCTION

The unprecedented magnitude and impact of the COVID-19 pandemic across diverse communities in the United States have foregrounded the critical role of civil society in processes of policy deliberation shaping aging and public health policy, especially in public health emergency circumstances when normal health care operations have been disrupted and crisis conditions prevail. Such crisis conditions of scarce resources that prevailed in the United States during the periods of the pandemic and posed the most serious threat to the public health, and before vaccines became widely available, heightened risk for vulnerable populations. The absence of clear uniform crisis standards of care to guide medical care decisions at the bedside created significant challenges for provider systems and physicians in struggling to meet the medical emergency needs of all those affected by COVID illness, especially vulnerable older persons and older people of color who experience barriers to care and, in some cases, discrimination in allocation of scarce resources at both system and bedside levels of care. It is also clear that in some cases, decisions have been based upon forms of systemic discrimination barred by law (1).

Adopting the lens of syndemic theory, the disproportionate impact of the pandemic on vulnerable older adults suggests that the pandemic has heightened pre-existing precarities and racial inequities in older adult populations, underlining the urgency of needed policy reforms. Syndemic theorizing sheds light on the biopsychosocial forces of the pandemic that have exposed such pre-existing inequities, including forms of systemic racism and ageism (2).

Against this backdrop of trauma, suffering and loss, as well as moral distress on the part of many health care workers, the pandemic has called attention to blistering systemic failures in public health emergency planning at both the federal and state levels of government. While there has been a major focus on the federal government and its failures (3), the important role of state government in regulating public health in the contexts of the threat to the public's health posed by COVID illness, including the balance of power between the executive and legislative branches, has not been well-understood. Fostering open and participatory dialogue about opportunities to advocate for policy reforms through the power and influence of diverse constituencies and advocates is a pillar of democracy and democratic processes of debate and deliberation.


Reflections: The “Marketplace of Ideas” in Democracy

In looking back upon the experience of the last year, it's also helpful to reflect upon debates about the values that drive public health policymaking. These debates echo Thomas Jefferson' metaphor of the “marketplace of ideas” (4) that would create a space where Jefferson envisioned that reason would counter the “error of opinion,” a notion of truth-seeking advanced by Justice Oliver W. Holmes in arguing for freedom of speech protections (4, 5). In these contexts, it is evident that the public's acceptance of an organized public health response to the pandemic has been tempered by deeply entrenched attitudes toward and opinions about the role of state government and its legal authority to impose restrictions on the public, as well as skepticism about the very nature of public health itself and public health goals in protecting populations and communities. The task of balancing the competing goals of protecting the public's health and safeguarding civil liberties has been a source of constant and polarizing conflict during the pandemic, playing out in open challenges to states' imposition of requirements such as mask wearing, isolation, and quarantine. The authority of the state to protect the public in the contexts of a pandemic that poses a serious threat to the population rests upon a well-established body of constitutional law upholding the state's exercise of its police powers in regulating public health (6). Notwithstanding U.S. Supreme Court jurisprudence, however, historical tensions in the United States between the competing values of individual liberty, the market and small government on the one hand, and communitarian values that give primacy to the collective good of the society and social welfare on the other, have been front and center in debates about the role of government (3). Yet these debates are essential to a democracy and provide a ripe opportunity for all citizens and advocates to be heard and influence policy deliberation.

To address a gap in the public health literature vis-à-vis policy deliberations concerning public health law and regulation in pandemics and implications for aging and health policy making, two public health attorneys share their first-person perspectives on the New York pandemic narrative. As chair of the New York State Bar Association Health Law Section COVID Task Force in 2020, Morrissey charts her experience leading the development of policy recommendations adopted by the statewide bar, including the challenges and conflicts encountered, as well as policy successes, and follow-up conversations with state legislators. Rivera-Agosto speaks to challenges in the hospital systems from the perspective of a clinical bioethicist, providing rich context from the ground. Informed by these first-person perspectives, this contribution discusses the implications of the Task Force recommendations for future aging and public health policy, particularly in view of the high suffering burdens and trauma older persons and older people of color have borne during the pandemic. The disproportionate impact of the pandemic on older adults suggests that the pandemic has heightened both pre-existing precarities of older adults and inequities in allocation of resources to older adults across all settings, including nursing homes. Finally, the promise of palliative care is highlighted as a philosophy of care, an integrated medical, social and spiritual care intervention, and a critical component of effective public health strategy in mitigating suffering and trauma and fostering resilience in pandemics.




NEW YORK'S PANDEMIC EXPERIENCE

The New York State Bar Association (NYSBA) Health Law Section COVID Task Force (“Task Force”) was appointed in early March 2020. The charge to the Task Force was to examine the key legal issues presented by the pandemic in the State of New York and under applicable New York law. The Task Force identified several key areas for study ranging from the role of state government in regulating the public health in emergencies to issues of structural racism and inequity across older adult populations.

Given the exigent circumstances in early March 2020, the Task Force worked feverishly to produce the first draft of its report by May 2020 and a final report by November 2020. The process of building consensus within both the Task Force itself and the wider state bar presented significant leadership challenges given the diversity of perspectives and interests and professional experience across the bar. Many of the challenges in building consensus related to proposed recommendations for major public health legal reforms in New York and calls for limits on the breadth of such proposed reforms. Concerns were raised about limiting executive powers in a public health emergency, as well as burdening civil liberties.

Dialogues were also held with key leaders in communities of color in the contexts of a decision structure proposed for guiding public health authorities on questions of whether vaccine mandates would be necessary in communities. The principal goals of such dialogues were to address issues of distrust in communities of color based upon contemporary racism and the U.S. history of exploitation of people of color in research studies, and develop strategies to encourage public acceptance and uptake of vaccines that had been approved by regulatory authorities.

Given the broad consensus that was achieved during months of intensive work, the Task Force Report (“Report”) as a whole and the final set of Resolutions and recommendations adopted by the statewide bar demonstrate an unparalleled breadth and depth of inquiry and deliberation about public health law and policy in the real-time contexts of the pandemic. The key provisions of the Resolutions (7) are outlined below:

• Enact a state emergency health powers act addressing gaps in existing laws in New York, drawing upon the Model State Emergency Health Powers Act (MSEHPA), developed by the Center for Law and Public Health at Georgetown and Johns Hopkins Universities (8, 9), and other sources as appropriate;

• Adopt crisis standards of care addressing gaps in existing laws in New York, drawing upon the Crisis Standards of Care, developed by the Institute of Medicine (10); The Arc, Bazelon Center for Mental Health Law, Center for Public Representation, Disability Rights Education and Defense Fund, and Autistic Self Advocacy Network Evaluation Framework for Crisis Standard of Care Plans (11) (“Evaluation Framework”); and other sources as appropriate;

• Provide comprehensive workforce education and training in the implementation of the above state emergency health powers act and crisis standards, including proper use and disposal of PPE and other equipment;

• Appoint and maintain a core team of emergency preparedness experts to review evidentiary sources and draft legislation to strengthen emergency preparedness planning;

• Adopt resource allocation guidelines addressing gaps in existing laws in New York, drawing upon the New York State Task Force on Life and the Law 2015 Report, Ventilator Allocation Guidelines (12), the Evaluation Framework, and other sources as appropriate; and

• Issue emergency regulations mandating all providers and practitioners follow the ethics guidelines, and ensure:

° the needs of vulnerable populations, including persons and communities of color, older adults and nursing home residents, persons with disabilities, persons who are incarcerated, and immigrants, are met in a nondiscriminatory manner in the implementation of emergency regulations and guidelines;

° provision of palliative care to all persons as an ethical minimum to mitigate suffering among those who are in institutional, facility, residential, or home care settings during the COVID-19 crisis;

° provision of education and training to physicians, health care practitioners, and institutional triage and ethics committees; and

° provision of generalist-level palliative care education and training for all health care workers and health-related service workers in all settings who are providing supportive care.

The following selected issue areas addressed in the November 2020 Report and Resolutions, and by a second NYSBA Nursing Home and Long-Term Care Task Force,1 are discussed more fully below: (i) the proposed public health legal reforms and their scope; (ii) ethical issues in the allocation of scarce resources; (iii) long-term care systems and impact of the pandemic upon nursing home residents; and (iv) vulnerable populations and equitable access to palliative care, virus testing and vaccination.


Public Health Legal Reforms

The Report recommends major public health legal reforms in New York, including enactment of a state emergency health powers act and adoption of crisis standards of care (13). Drawing on the MSEHPA (8, 9), the Report recommends that clear statutory authority in emergencies is critically important. Such clear statutory authority would perhaps have avoided action taken by the legislature investing broad emergency powers in the executive branch of state government, and the reliance in New York State on executive orders and guidance during the pandemic (14). Similarly, adoption of crisis standards of care, drawing on the Institute of Medicine Model Crisis Standards of Care (10), would have provided clear guidance on decision making during the pandemic following widely accepted ethical principles. The Resolutions adopted (7) clarify that the recommendations made do not call for wholesale enactment or adoption of model acts and standards, but rather crafting of provisions that fit the needs of New York State and swift action to put these measures in place in the present pandemic, as well as for the purposes of preparing for future public health emergencies.



Ethical Issues in Allocation of Scarce Resources

Extensive discussions not only within the bar, but with physicians and bioethicists in major hospital systems both upstate and downstate, were had regarding scarce resources during the pandemic, including allocation of ICU beds, PPE and staffing (15). Debate centered around not only who would get what resources when there was not an adequate supply to meet the needs of all patients, but who would decide how scarce resources would be allocated. Would such decisions be made at the bedside by practitioners, or would there be clearly articulated guidelines that practitioners on the ground could follow? Despite a strong consensus that it was the role of the state to issue triage guidelines and urging by bioethicists for the state to take action, no such guidelines were issued in New York, leaving many practitioners in the position of making decisions on their own. For example, great controversy surrounded whether physicians could make determinations not to resuscitate based upon their own clinical judgments even if such determinations ran counter to the express wishes of the family or surrogate (16). For example, the Report identifies and recommends adoption of certain procedural protections by health providers in the case of futility DNR Orders:

More specifically, we recommend that any disaster or emergency crisis-related futility DNR should still be subject to certain procedural protections, for example, (i) futility must be defined narrowly, in terms of effectiveness of restarting the heart, as it is in PHL 2991; (ii) there must be a concurring determination of medical futility by a second practitioner, selected by the facility; (iii) the attending practitioner must notify the patient or, if the patient lacks capacity, the agent/surrogate of the order and the basis for it; (iv) such determinations must be documented in the medical record; and (v) if the order is issued without patient/agent or surrogate consent, there should be a post-issuance medical peer review of the medical support for the futility finding (13).

Questions about discrimination in allocation of scarce resources to older persons and persons with disabilities remained an ongoing concern throughout the pandemic, including explicit rationing decisions, as well as implicit forms of rationing, for example, in failures to equip nursing homes with adequate PPE and staffing during the pandemic (16).



Long-Term Care Systems and Disproportionate Impact Upon Nursing Home Residents

It is now well-known that the pandemic imposed unforeseeable burdens on providers who were ill-equipped to meet the needs of patients. The long-term care systems in New York, and in other states, including psychiatric hospitals and other congregate care settings, were hard hit, but perhaps no population was more detrimentally impacted by the pandemic than those older persons residing in New York's nursing homes, especially older people of color. Research study findings suggest nursing homes with higher proportions of non-White residents were more likely to experience COVID-19 cases and/or deaths (17–19). Other facility characteristics have been positively associated with the high number of deaths in nursing homes, including ownership and low levels of staffing (20). However, the results of a targeted analysis of New York data made recently available through a FOIL request suggest that the evidence may be mixed and less than persuasive on the question as to whether low staffing or for-profit ownership contributed to New York's nursing home mortality (21).

From a more global policy perspective, while pre-pandemic and historical policy failures at the federal level of government left many nursing homes and nursing home residents more vulnerable to the pandemic (22), macro-level policy decisions at the state level of government in New York both before and during the pandemic also contributed significantly to the number of deaths, including: (i) historical underinvestment in New York's public health infrastructures and systems (23); (ii) historical underfunding of nursing homes and levels of reimbursement; (iii) failure to allocate adequate PPE to nursing homes during the pandemic (24); and (iv) issuance of Executive Orders and Guidance, including the March 25, 2020 guidance directing that COVID positive nursing home residents be transferred from hospitals to nursing homes (25, 26), that detrimentally affected under-resourced nursing homes, and most importantly, the nursing homes residents themselves who suffered the trauma of isolation.



Vulnerable Older Adult Populations and Equitable Access to Palliative Care, Virus Testing, and Vaccination

The 2020 NYSBA COVID Report and Resolutions speak throughout to pre-existing inequities in social and economic determinants of health that have heightened suffering of older persons during the pandemic. In response to such historical inequities, recommendations have been made to ensure equitable access to care for all older adults and vulnerable populations, especially older communities of color who have been disproportionately impacted by the pandemic. Such recommendations call for older adults' and nursing homes residents' priority access to virus testing and vaccination. Older persons residing in correctional facilities and older immigrants are included in the scope of the recommendations. Importantly, the recommendations also call for strengthening palliative health and social services and supports as an ethical minimum of care during pandemics, consistent with the provisions of the Institute of Medicine Model Crisis Standards of Care (10). Reframing palliative care as essential integrated medical and social care (27) during a pandemic is critically important in mitigating pain and suffering, and in responding to experience of massive losses, trauma, and bereavement.




DISCUSSION

First-person perspectives of leadership as demonstrated by a statewide bar association in New York yield insights about the important role of civil society (28) in fostering policy deliberations through processes of debate and consensus-building, culminating in final recommendations for certain public health legal and ethics reforms in New York. These recommendations emerged from a broad consensus that the pandemic has exposed and heightened structural racism in the United States, described by some scholars as the racism pandemic (2), and pre-existing inequities and intersectional health disparities by race, ethnicity and age (22, 29). Syndemic theory (2) advances understanding of interaction and concentration of disease and macro-level sociopolitical and economic forces, including systemic racism and ageism, that have contributed significantly to suffering and mortality during the pandemic, and may guide the formulation of public health policy. In addition to the specific recommendations made in the New York State Bar Association Report and Resolutions (7, 13), reflections by two public health law attorneys and bioethicists on the ground in New York during the pandemic provide first-person perspectives on the challenges that were faced in the course of intensive work over many months to build support across diverse constituencies for a plan of action to address the urgent needs of communities. Consistent with recommendations made by other leaders, in their global advocacy for a robust public health response to the pandemic in New York, public health lawyers and policy advocates prioritized the values of equality, equity, adequacy and justice, calling for dialogues with key leaders in communities of color, eliminating disparities, strengthening public health infrastructures, and ensuring equitable access to palliative care as an ethical minimum for all persons. Recent conversations with state legislators show some promise that at least certain recommendations made by the statewide bar may be taken seriously. The work done in New York by a professional association in dialogue with health care professionals and civic leaders may serve as a model for other states in public health planning and research for the purposes of developing policy reforms that address the present humanitarian crisis as well as future threats to the public's health.
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FOOTNOTES
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