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ABSTRACT 
 

The interests of patients at most levels of policymaking are represented by a disconnected patchwork of 

groups focusing on disease, age, ethnicity, or gender, like Susan G. Komen, the AARP, and the NAACP. These 

groups compete with one another for funding and are ill-equipped to compete with groups representing 

the interests of healthcare professionals, pharmaceutical and medical device companies, hospitals, and 

insurance providers. The result is an imbalance – big health has more financing and power, resulting in 

healthcare policy that does not adequately reflect patient concerns, especially the concerns of poor or 

otherwise vulnerable patients. These big health groups also misrepresent patient concerns to further their 

own interests, and patients are seldom in a position to push back. While some suggest the creation of a 

unified, independent patient lobby to interface directly with policymakers and the public, it is not 

altogether clear how such a lobby could be formed or how to focus its efforts to have the intended impact. 

Though there are structural obstacles to the development of a unified, independent patient lobby, such a 

lobby could successfully pressure the appropriate officials or lawmakers to address the issues that affect 

most patients. Today’s culture values patient input, and with key ACA provisions at risk, patients should 

begin organizing so they can influence policymaking – potentially with a little help from bureaucrats. To get 

off the ground, a patient lobbying group analogous to PhRMA, the AHA, or the AMA would have to commit 

to a big tent philosophy, and it would have to fight hard to maintain its independence. 
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INTRODUCTION 

 Currently, the interests of patients at most levels of policymaking are represented by a disconnected 

patchwork of groups focusing on disease, age, ethnicity, or gender, like Susan G. Komen, the AARP, and the 

NAACP. These groups compete with one another for funding and are ill-equipped to compete with groups 
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representing the interests of healthcare professionals, pharmaceutical and medical device companies, 

hospitals, and insurance providers. The result is an imbalance – big health has more financing and power, 

resulting in healthcare policy that does not adequately reflect patient concerns, especially the concerns of 

poor or otherwise vulnerable patients. These big health groups also misrepresent patient concerns to 

further their own interests, and patients are seldom in a position to push back. While some suggest the 

creation of a unified, independent patient lobby to interface directly with policymakers and the public, it is 

not altogether clear how such a lobby could be formed or how to focus its efforts to have the intended 

impact. 

ANALYSIS 

Nearly all Americans will be patients at some point in their life, so patients are a diverse group. They have 

a range of unique interests informed by their disease, age, location, socioeconomic situation and, to some 

extent, political views. The differences that exist between individual patients are much greater than the 

differences between different pharmaceutical companies or even different physicians. But this does not 

mean that patients have nothing in common. Most patients have similar expectations about the 

confidentiality of their records or protections that should be afforded to them if their treating physician 

asks them to participate in a research trial. They want to be able to receive care at the nearest emergency 

department and to choose their doctors. They all hate surprise medical billing, and most are troubled by 

the high price of prescription drugs. 

A strong patient lobby might be able to successfully pressure Congress into taking action on these issues, 

or at least help advance the conversation by serving as a counterweight to the influence of other lobbies. 

The 2001 Bipartisan Patient Bill of Rights, sponsored by Senators John McCain (R, AZ) and Edward Kennedy 

(D, MA), would have expanded HMO coverage requirements and enabled employees to sue their 

employers if their claims were denied.1 It failed after a sustained lobbying and public information campaign 

by insurance companies and employers, linked through the deceptively-named Health Benefits Coalition.2 

Several efforts to end surprise medical billing and promote price transparency have similarly failed or been 

stalled, in part because the American Hospital Association (AHA) complained that the changes would be 

too difficult to implement during the COVID-19 pandemic.3 The Affordable Care Act (ACA) enacted some 

popular changes, including an elimination of coverage exclusions for people with pre-existing conditions, 

closure of the Medicare Part D “donut hole,” and expansion of coverage to age 26.4 A patient lobby might 

have been able to secure more benefits, e.g., coverage requirements for dental, vision, and mental health 

services. 

But the need to protect the ACA may be a better impetus for the formation of a strong patient lobby. The 

ACA has already been gutted by the Trump Administration’s actions to end certain insurance subsidies and 

Congress’s decision to repeal the penalty associated with the individual mandate, resulting in premium 

increases.5 Cuts to funds that facilitate sign-ups on the exchanges also resulted in premium increases. The 

individual mandate is the subject of yet another Supreme Court challenge. If the legislation is struck down, 

already weakened protections for pre-existing conditions will be in jeopardy.6 The changes to the ACA may 

galvanize patients to organize. Already, the general public’s interest in health policy has increased and 

appears to remain strong, unlike the waning enthusiasm following the failure of the Clinton healthcare plan. 

Nevertheless, there are significant practical and cultural obstacles to the formation of a unified, 

independent patient lobby in the United States, and limits to what such a lobby could reasonably 

accomplish. Patients are a diverse group, and on a variety of issues, they can hardly be considered a group 

at all. The healthcare system consists of many interlocking parts. A provision to significantly benefit one 
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group of patients, e.g., those on Medicaid, may not only come at the expense of insurance companies, but 

at the expense of other groups of patients. It is doubtful that most better-off patients would be willing to 

make sacrifices for the more disadvantaged among them. Research funding is limited, and if it is allocated 

to curing childhood leukemia, it may not be allocated to curing joint disease in the elderly. Then there is 

the problem of what is actually necessary to promote patient welfare. Patients often do not know exactly 

what will benefit them, whether their town really needs a Level IV neonatal intensive care unit or whether 

pharmaceutical companies should be able to advertise off-label drug uses. Even if they agree on general 

problems, they may not agree on solutions. 

Patient groups are also susceptible to industry influence. The prestige of larger, well-established patient 

advocacy groups makes them attractive investments. According to a 2017 study in the New England Journal 

of Medicine, more than 80 percent of the largest 104 patient advocacy groups accepted money from drug, 

medical device, and biotechnology companies. Several groups did not disclose sources of funding or did 

not disclose what proportion of their budget came from each donor. Many also have company executives 

on their governing boards.7 When diverse patient advocacy groups have banded together to increase their 

clout, industry has always been a part of the conversation. The results have been predictable. 

For example, the American Cancer Society, the American Heart Association, and the American Diabetes 

Association, as well as various pharmaceutical and biotechnology companies are all members of the 

National Health Council, an organization founded to advocate for those living with chronic diseases and 

disabilities. These companies provide the majority of the Council’s funding and have strong representation 

on its board. In 2016, the Council came out strongly in favor of a deal between the FDA and pharmaceutical 

companies to speed the approval of new drugs as part of the reauthorization of the Prescription Drug User 

Fee Act. It also campaigned energetically for the 21st Century Cures Act, which was criticized by watchdogs 

as another attempt at weakening the FDA’s protection of consumers from dangerous drugs and medical 

devices.8 It is possible that patients really believed they would benefit from these changes, and perhaps 

some will, but the changes will chiefly benefit the pharmaceutical industry, the legitimacy of which is 

boosted by its partnerships with patient groups. 

Since the 1960s, medical culture has undergone dramatic changes. Patients are seen more as partners in 

health and well-being than passive slabs of clay. Their individual value systems and social context are 

incorporated into care plans. The result has been more satisfied patients, more cost-effective care delivery, 

and better health outcomes.9 These productive partnerships could extend into policymaking by expanding 

the physician-patient dyad, or physician-patient-hospital triad, to include more actors. Keeping interest 

high and ensuring that the voices of some patients do not drown out the voices of others will be a challenge. 

To begin to broaden patient groups at the local level, hospitals and clinics can host community meetings, 

where patients, healthcare providers, and administrators talk about the issues affecting them and 

brainstorm solutions. Trust grows over time. Perhaps patients can secure more forgiving medical debt 

repayment programs, reforms to arbitration procedures, more permissive visitation policies, or 

transparency in ethics and quality improvement committee deliberations and recommendations. Local 

patient groups can help steer conversations and exert gentle pressure, where necessary. They can ensure 

that hospitals and physicians do not blindly follow national guidelines but tailor them to meet the specific 

needs of the local population. They can publish lists of institutions or physicians who engage productively 

with them, potentially costing others goodwill and business. 

State and national institutions involved in health policy creation can also attempt to incorporate patient 

voices into their deliberations. Unlike in Germany, where all Health Committee hearings feature testimony 
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from the same several Spitzenverbände (national associations of various interests) and all meetings and 

briefs are made accessible online, US legislation is deliberated in a haphazard, back-and-forth process that 

involves a lot of back-room dealing.10 That is, there is no single table at which American patient groups can 

sit to have far-reaching impact; they must establish themselves at multiple levels and learn to play a 

lobbying game that other interests have been playing a lot longer. But state public health departments in 

addition to the Centers for Medicare & Medicaid Services (CMS) and the Department of Health and Human 

Services (HHS) could establish public/patient advisory boards or include patient advocates as agenda 

setters in various sub-departments. Some short-term results could be more generous Medicaid eligibility 

and coverage requirements or accelerated Certificate-of-Need hearings for the creation of new medical 

infrastructure. 

In the long-term, the institutionalized representation of patient voices at various places in the bureaucracy 

could provide the basis for the development of a unified patient lobby. These boards could vie for increased 

influence through membership in a formalized, state, regional, or national organization. Local patient 

advocacy groups could be incorporated as well.11 After consolidation, the lobby might expand its purview 

and meaningfully pressure legislatures on issues like surprise medical billing, high prescription drug prices, 

and privacy protections. The lobby’s success may depend on its commitment to issues on which there is 

little disagreement between patients. To ensure the continued independence of the patient lobby, 

sunshine laws mandating funding transparency could be expanded.12 

Importantly, this unified patient lobby could include existing patient advocacy groups that could continue 

to pursue their own goals independently, much as various pharmaceutical companies, hospitals, and 

physicians do outside of the Pharmaceutical Research and Manufacturers of America (PhRMA), the AHA, 

or the American Medical Association (AMA). The whole is greater than the sum of its parts: a unified patient 

lobby can (1) push for action on issues where patients generally agree, like surprise medical billing, (2) 

indirectly further the goals of each constituent organization, e.g., through a push for global increases in 

disease and disability research, and (3) slowly raise the level of public debate, encouraging and sustaining 

broader and more informed public attention to the health policy development process. 

Ideally, a unified patient lobby would also elevate previously-unheard voices. As patients with various 

backgrounds and interests work with one another to achieve their common goals, they may find that they 

have other things in common as well. They may also see that improving the health of some parts of the 

population has important spillover effects for others. For example, healthy workers are more productive, 

and healthy parents can be more engaged in their children’s lives, setting them up for success. In the same 

way that the AARP has special divisions to promote the particular interests of its black and Hispanic 

members, an umbrella patient lobbying group could allocate some resources to promoting the interests of 

disadvantaged patients. Most importantly, however, it could create a tighter sense of community among 

patients, pushing society to become more compassionate and understanding. 

James Morone would warn that creating mechanisms for increasing the representation of disaffected or 

marginalized groups is not a panacea. This “democratic wish” could begin a social and political process that 

ends in circumstances similar to those that initially brought it about: political stalemate.13 But I argue that 

the stalemate is avoidable, and that group representation can further democracy. Disease, age, ethnicity, 

and gender groups like the American Association of Pediatrics (AAP), which campaigns for policies that 

benefit children’s health, should continue to represent patient interests as well. Within the unified patient 

lobby, experts on cost and quality, including those who suggest unpopular solutions like certain changes to 
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Medicare, should be heard and, in many cases, heeded. A unified, independent patient lobby could help to 

restore balance to a policymaking process dominated by other well-funded, well-organized interests.  

CONCLUSION 

Patients in the United States are a diverse group, with complicated and often contradictory interests. 

However, they do share some common interests including expectations of confidentiality, freedom to 

choose their providers, and a hatred of surprise medical billing. Though there are structural obstacles to 

the development of a unified, independent patient lobby, such a lobby could successfully pressure the 

appropriate officials or lawmakers to address the issues that affect most patients. Today’s culture values 

patient input, and with key ACA provisions at risk, patients should begin organizing so they can influence 

policymaking – potentially with a little help from bureaucrats. To get off the ground, a patient lobbying 

group analogous to PhRMA, the AHA, or the AMA would have to commit to a big tent philosophy, and it 

would have to fight hard to maintain its independence. With time, it might become more ambitious and 

catalyze substantive changes in the arena of patient access and care. 
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