Community Participation as Necessary for Social Justice
John Steen 
Now that we have learned how difficult, and misguided, it can be to try to spread democracy throughout the rest of the world, we may be better able to spread some here. 
The need to refocus our resources and energies at home has raised health care to prominence once again, and that is surely a good place to start. Democratizing the delivery of health care was once before made a national goal when it was implicit in the community health planning promulgated by the National Health Planning and Resource Development Act of 1974, the first and last Public Law passed to facilitate a national health planning policy. At that time, it was seen as good government – stewardship of publicly owned resources that was best carried out by involving ordinary citizens in their own communities to participate in making some of the key decisions about health care delivery. It was also good planning in that it was planning with communities, not just for them. The willingness of government to collaborate with communities sent a powerful message to everyone, one that strengthened democracy. The lesson it seems we need now to relearn is that democracy is about equity, and equity cannot be given to communities, it must be developed out of their own engagement in equitable processes of decision making. 
Any national health care system that would serve the best interests of its constituents for greater equity in health must have health promotion through primary care as its fundamental priority. The full benefits of primary care require social justice with community participation and empowerment, and that was precisely the health policy ratified by WHO member states in the Declaration of Alma-Ata in 1978. The fourth article of the Declaration stated that, “people have the right and duty to participate individually and collectively in the planning and implementation of their health care,” and the seventh article stated that primary health care “requires and promotes maximum community and individual self-reliance and participation in the planning, organization, operation and control of primary health care.”
 In 2000, the UN Committee on Economic, Social, and Cultural Rights, working in close collaboration with WHO and many others, drafted and adopted general comment 14 that requires health systems to include institutional arrangements for active and informed participation in strategy development, policy making, implementation, and accountability by all relevant stakeholders, including disadvantaged individuals, communities, and populations. General comment 14 stands as the world’s most authoritative operational understanding of what constitutes a right to health.

Democracy Is Good Public Process

Democracy is about having a stake because you are a real participant. It is about knowing whom to hold accountable, and it is about the power to hold them accountable. Democracy is not about letting priorities be set by a bureaucratic or technocratic elite, or by the “blind forces” of the market (which always turn a blind eye toward human suffering); it is about constructing a social agenda, based on human need, through informed and active popular participation at every level.
   
***

Public health policies, programs, and priorities should be developed and evaluated through processes that ensure an opportunity for input from community members.
 

The rationale for public participation is that of procedural justice, which in turn, is a prerequisite for distributive justice. And it is distributive justice that is required to achieve social justice. These two principles were elucidated by John Rawls as his two fundamental principles of justice.
 Investment in processes of public participation is an investment in the belief that fair procedures will produce fair outcomes.
 Furthermore, public participation in a democratic society is the process upon which the protection of all civil and human rights depends. 
If as Rudolph Virchow wrote, health is more political than medical, then the sort of society we are and who gets to participate in decisionmaking are principal concerns for public health. He envisioned healthcare as a constitutional right of citizenship, delivered by a public health service consisting of an integrated system of publicly owned and operated healthcare facilities, staffed by health workers who were employed by the state. Most trenchantly, he saw that it was naïve to argue for a public health service without also struggling for more basic social change. 

Public health’s power comes from its reliance on communities as the contexts within which its methods are applied toward the benefit of all, and so it must invest in the quality of life in communities to best realize its goals. 

Investment in the common good – the communitarian ethic – is realized by promotion of the sort of self-government that empowers communities to seek the well-being of all. 

It requires knowledge of public affairs and also a sense of belonging, a concern for the whole, a moral bond with the community whose fate is at stake. To share in self-rule therefore requires that citizens possess, or come to acquire certain qualities of character, or civic virtues.

That constitutes what Rawls called “the public culture of a democratic society,” and I believe that civic deliberation is necessary to form an ethos with a moral vision that can drive the politics of health policy. It must be a vision of what we all have in common, and it must inspire compassion for all who share in it. Such a sensibility can only be cultivated, nurtured, and sustained through a concerted national effort to rebuild what Robert Putnam called “social capital,”
 and to restore the practice of civitas in our communities. Only through that process will we revive and expand our social ties and learn to see political issues in a public context, not just in a personal context. The future of public health depends on it, but nothing in democracy fosters solidarity, only participation in community will do that. What is needed is a sense of community as “one in which there are shared perceptions of the value of individual lives and a social commitment to protect them all equitably.”

This is the first principle of democracy: that the essential things in men are the things they hold in common, not the things they hold separately. And the second principle is merely this: that the political instinct or desire is one of these things which they hold in common…. In short, the democratic faith is this: that the most terribly important things must be left to ordinary men themselves.
 
Health Care Reform This Time Around?

Without it, I don’t think we will develop a just health care system. In order to do so, we must overcome the conflicts among diverse interests and groups through what James Morone called “the democratic wish”: “direct participation of a united people pursuing a shared communal interest.”
 The promise of “health care reform” must be to give us a just system of health care, and that cannot be accomplished in a democracy without its constituents seeing that they have a stake in how it works in their communities. “Realizing the vision of healthy people in healthy communities is possible only if the community, in its full cultural, social, and economic diversity, is an authentic partner in changing the conditions for health.”

In 1965, two landmark programs in American health policy were founded as part of the War on Poverty. Medicare/Medicaid and community health centers were passed by the Congress to ensure civil rights for the elderly and the poor, and the rationale for the health centers was that of empowering their communities. Community participation in health care decision making makes health care providers more responsive to community-defined needs.
 One of the co-founders of the centers, Dr. H. Jack Geiger, has written of their practice: “It is not simply to involve the community in the programs of a community-oriented practice, but rather to involve the practice in the basic processes and structures within the community.”
 
In a landmark report, Health Is a Community Affair
 (1966), the National Commission on Community Health Services chaired by Marion B. Folsom of Kodak in Rochester, NY provided the classic definition of community/comprehensive health planning when it wrote that “action planning for health should be community wide in area, continuous in nature, comprehensive in scope, all-inclusive in design, coordinative in function, and adequately staffed.”
 By “all-inclusive in design,” it meant that it should consist of “a partnership between private, voluntary, and governmental sectors representing all elements of the community, including consumers as well as providers of services, civic leaders, and, importantly, health professionals.
 What can result from such an investment is a community-based public health infrastructure for addressing the conditions that affect population health, the determinants of disease, disability, and premature mortality. 

Community health centers furnish us with a model of community empowerment that honors the principle that “all health is public health.” In Federally Qualified Health Centers we have the hub of a community based delivery system, and in Medicare/Medicaid we have the funding system, upon which to build a robust national health system able to meet everyone’s health care needs equitably. 
Knowledge Is Power

The role of government is to ensure the conditions in which people are able and encouraged to work in association with each other to produce the society that best suits them. Communities are entitled to the right to identify and frame those issues that most concern them, and to advocate for solutions satisfactory to them. It is in public forums that public opinion comes to reflect the interests of the communities that engage in them, and it is there that consensus is forged as a basis for the political will to act.
 
Health is a special dimension, for while communities hold the key to the conditions for health, health itself is a defining property of individuals. Health has intrinsic value because it is so intrinsic to the human condition, and consideration of this is what elevates it to the level of a human right that ought to be ensured as an entitlement. It was Aristotle’s insight in his Nicomachean Ethics that for a human life to flourish, health is an essential prerequisite, but so is the knowledge of what to do with it. Recognition is given to this when the aim of medicine is seen to be that of informing the judgment of its autonomous patients in making decisions that guide their care. For government health planning, the community is the patient served by public health, but the ultimate beneficiaries are still autonomous individuals whose judgment about conditions of health must be informed as well as respected. A government that respects its constituents solicits their opinions and judgments.
 A failure to do so is a moral failure that abridges the individual’s freedom of determination, a defining quality of human dignity, of what it is to be human.  
At the policy level, accountability for health and for all the disparate influences that threaten it may be shared by giving the public a formal role in decision making about health system priorities and resource allocation. What is thus being shared is information, and information empowers people when it gives them real control over the decisions that affect their lives. A good maxim for this is, “Nothing about me without me.”
 This is the essence of democracy, and it requires that private plans be made public information in a process that encourages civic discourse and deliberation on their merits. In this manner, accountability for access, quality, and safety is shared between the public and the government, the patient and the provider, at all levels in the total healthcare delivery system. 
The U.N. points out that “good governance is essential to the realization of all human rights,” and its fundamental principles are “transparency, accountability, participation, responsibility, and responsiveness (to the needs of people).”
 The Obama Administration clearly recognizes this as documented in a Memorandum on “Transparency and Open Government”
 signed as the President took office and published in the Federal Register. Here are two excerpts from that document:
My Administration is committed to creating an unprecedented level of openness in Government.  We will work together to ensure the public trust  and establish a system of transparency, public participation, and collaboration. Openness will strengthen our democracy and promote efficiency and effectiveness in Government. 

*******

Government should be participatory. Public engagement enhances the Government's effectiveness and improves the quality of its decisions.  Knowledge is widely dispersed in society, and public officials benefit from having access to that dispersed knowledge. Executive departments and agencies should offer Americans increased opportunities to participate in policymaking and to provide their Government with the benefits of their collective expertise and information. Executive departments and agencies should also solicit public input on how we can increase and improve opportunities for public participation in Government.
BARACK OBAMA
Empowerment of people by their government is a prerequisite for social justice.

Government agencies must share their information and decision making power with communities and respect public opinion. When government planning becomes community planning, there is greater accountability for the appropriateness of that planning. Seen as appropriate, the plans can be expected to foster public support for greater funding of public health. 

Empowering Communities

“Community participation” has a wide range of operational meanings from token references to consultation and the exploitation of community resources to empowering communities with the means to initiate their claim to the full range of human rights as an entitlement.
  

The International Association for Public Participation (IAP2) lists seven standards for public participation:
 

1. The public should have a say in decisions about actions that affect their lives. 

2. Public participation includes the promise that the public's contribution will influence the decision. 

3. The process communicates the interests and meets the process needs of all participants. 

4. The process seeks out and facilitates the involvement of people potentially affected by the proposed decision. 

5. The process involves participants in defining how they will participate--thus how the process will be structured. 

6. The public participation process provides participants with the information they need to participate in a meaningful way. 

7. The public participation process communicates to participants how their input affected the decision. 

Among the benefits that have been found to accrue from public participation in decisionmaking are:
 
· Improvement in the quality, legitimacy, and justice of decisions;

· Greater acceptance of decisions;

· Improved likelihood of their implementation; 

· More transparency for government; 
· More accountability for government;

· Greater capacity for participants to engage in policymaking;

· Greater democratization of the policymaking process. 
The American Health Planning Association’s Statement of its Mission and Core Values
 is centered on community and its meaningful participation in health planning. It asserts that, “the challenge that health planning addresses has always been that of making the healthcare system more accountable to average residents in their communities.” About community participation, it has this to say:
Communities should be enlisted as active participants and given a meaningful role in:
· How health plans serving their communities are governed; 

· How quality of care is measured; 

· Making the health care system more responsive to  

            consumer needs;
· Planning and developing services to meet their needs, and 
            evaluating results; 

· Providing oversight for provider initiatives; 

· Validating the missions of health care systems; 
· Improving the health status of all of their members; and, 
· Determining how societal resources are distributed.
Despite the vigorous national debate on “health care reform” that has been constant for the last two years, no presidential candidate, and no subsequent political initiatives, have addressed how reform might encourage the people themselves to take part in shaping health care planning and implementation. Nevertheless, a government that seeks social justice must empower its constituents to participate in those decisions that most affect them.  
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