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Foreword by the Board of American Health Decisions
We are pleased to share information on American Health Decisions (AHD's) methods for increasing community capacity to participate in health choices. Community Responsibility for Health Policy outlines methods, structures, and financing strategies for educating the public, providing information on public values to policymakers, and increasing community responsibility for health issues. In this report, Michael Garland, a pioneer in the health decisions movement and a former faculty member of the Oregon Health Sciences University, summarizes the collective experience and wisdom of health decisions groups throughout the U.S.

This report is one in a series of three published by AHD to further our mission. We are a non-profit, non-partisan association that helps people understand health care choices, articulate the values that shape them and participate fully in personal health care decisions and public policy development. Community Responsibility for Health Policy not only talks about what we do, but how we do it so that others can replicate our efforts. 

    Empowering citizens to participate in the public process of health policy at the national level as well as at local and state levels will not happen automatically. Effective participation requires citizens to organize themselves in ways that make their presence felt at the centers of power, both private and public. Our work requires methods of participation that work, infrastructures that support participation, and marshaling financing sufficient to make effective participation happen.

    The following recommendations come from the collective wisdom and practical sense of thirty participants from twelve states who gathered in Portland in October 1994. We asked ourselves to identify and analyze what methods have worked for us. We looked at the infrastructures that made our programs succeed. We developed a systematic account of our experience in financing these efforts. In all of these examinations, we kept one eye on the politics of civic involvement --how to be credible both with the community and with those who hold power. The following report summarizes what we learned from one another.

_____

Methods
    Most of our experience is at the local and state level. When we organize programs in our communities we typically pursued one or more of these three goals:

        * to educate the public;

        * to transfer information about values from the public to policy makers;

        * to activate the sense of community responsibility around specific issues.

    Our inventories reveal that we use a wide variety of methods based on specific policy issues, overall goals, funding, and the habits of discourse in our particular communities. Each method of involvement has different effectiveness depending on which of the three goals we were pursuing: informing, extracting information, or building community.

    The goal of building the sense of community around an issue requires a major effort to get large numbers of participants and is best served by community meetings multiplied throughout a relevant geographic area (e.g., a state or region). Methods best suited to the goal of educating the public include media campaigns, study circles, speakers bureaus, and issue conferences. Excellent methods for transferring information from the public to policy makers include random sample opinion surveys and focus groups, both of which require contacting only a small number of persons to get reliable and valid information applicable to the whole population. (Hence, they have limited value for mobilizing the sense of community around an issue). Parliaments preceded by a community meeting campaign directly engage community members and policy leaders in the discussion of principles to guide actual policy decisions. Town hall meetings (single site and video-linked multiple sites), surveys at meetings and conferences, newspaper and television viewer surveys are good methods for extracting information and transferring it to decision makers, but the data can be misleading because of the problems of self-selection of respondents and participants.

    Methods we typically use:

        * Community meetings

        * Town hall meetings

        * Parliaments

        * Focus groups

        * Issue Conferences

        * Study Groups and Workshops

        * Retreats

        * Media Campaigns

        * Interactive video conferences

        * Informational video tapes

        * Newspaper surveys

        * Telephone Surveys

        * Surveys at meetings

        * Speakers bureaus

    Serve three basic goals

       1. Educate about issues

       2. Extract Information

       3. Build Community

    As we heard about one another’s experiences with these methods we formulated the following rules of thumb, which we here organize under three principles. All of these points refer to state and local activities, since AHD has not yet organized any truly nationwide projects.

    1. Establish a clear policy connection from the beginning.

          The most distinguishing characteristic of Health Decisions projects is the deliberate effort to engage citizens in the health policy process. The most important step toward involving the public in health policy is to make the policy link as clear and definite as possible from the outset. We need to ask ourselves, What is the health policy problem this program sets out to address? Who are the persons with direct responsibility for policy decisions about this problem? How are we going to get the results of this public participation program to these policy decision makers?

          This logic applies both to programs focused on governmental issues and to those related to private sector centers of power, such as insurance carriers or health care systems. If it is a piece

          of legislation under consideration, planners should work with the sponsor to clarify the purpose and use intended for public input. Where will it be received? How will it be used? How will it relate to other sources of information the sponsors will assemble in the legislative process? This connection is the foundation for the program participants belief that they are actually participating in the public policy process through their deliberations. They can then have a legitimate expectation that they will see some tangible effect of their participation.

    Examples:

        Oregon Health Decisions and the Health Services Commission worked together on public values to guide the task of creating a prioritized list of health services. See Health Care in Common (1990). The same pattern was followed in later focus group projects done under contract with several Commissions and agencies responsible for state health policy. See Common Purpose in Health Policy (1994), and A Common Voice for Health Reform (1994).

        The Vermont Ethics Network conducted a program in collaboration with the Vermont Health Authority concerning values relevant to the choice of state health care reform options and is currently participating in a statewide program to assess values about health issues and report them to the Vermont General Assembly. See Neighbor to Neighbor (1993).

        The Drake Center for Health Issues worked as a participating member of the Iowa Health Reform Council, a policy advising body appointed by the Governor, reporting the results of the survey of values taken in conjunction with town meetings held across the state. See What’s Important in Health Care? Iowans Discuss Their Health Care Values (1993).

    An explicit, prior link to policy makers is not always possible. In fact, the more frequent pattern is for Health Decisions organizations to take the lead, involve the public in dialogue, and transmit the product of the discussions to policy leaders after the fact. These cutting edge projects run the risk of falling on deaf ears. However, more often than not, legislators or private sector leaders become interested listeners and turn the report into a policy agenda for the future.

    Examples:

        California Health Decisions, The California Health Care Divide: (1994) and Condition Critical (1993).

        Georgia Health Decisions, Georgians Speak Out on Health Care (1993).

        Massachusetts Health Decisions, Cape & Islands Public Opinion Program (1989-1991); Greater Boston Public Opinion Program (1992-1993)

        New Mexico Health Decisions (1992-94).

        Oregon Health Decisions, Society Must Decide (1985) and Quality of Life in Allocating Health Care Resources (1988).

        South Carolina Health Decisions, Health Care in South Carolina: Where Do We Go From Here? (1993).

    2. Maximize citizen involvement.

          When a specific program begins to take shape as a needed step in policy development, it is important to get all stakeholders involved as early as possible. This is a fundamental norm for open and inclusive democratic practice. While Health Decisions groups rely heavily on networking with existing community groups, experience has taught us that it is important to seek the participation of ordinary people, not representatives who sometimes turn out to be self-appointed (and unauthorized) spokespersons for their groups.

          Because citizen involvement is at the heart of the Health Decisions movement, AHD organizations should always pay close attention to processes of planning and program design to avoid partisan advocacy for specific policy options while fostering a sense of community responsibility for achievable solutions. Consequently, program planners should seek to create a presence in the communities so that participants feel identified with the project and invested in the policy outcome which their deliberations will illuminate.

          When pursuing the goal of building the sense of community around an issue, an organization has to attract large numbers of participants to its meetings. Unlike the goal of merely extracting information, which can be accomplished with relatively small numbers in a random sample survey design, community building requires involving a critical mass, so that the public literally feels the program as a community event.

          Advance Directives Programs are a special instance of community involving activities. Many state organizations conduct ongoing programs related to the distribution and explanation of Advance Directives (living wills and power of attorney for health care decisions documents). Typically, this activity grew out of early work on policy issues when specific states were considering modifications to their advance directive statutes. The continuing work is often part of the organization’s fund-raising activity selling guidebooks or conducting workshops for employees in return for corporate donations to the organization.

          California Health Decisions experience illustrates the pattern. The advance directive program grew directly out of concerns expressed by the public in small group discussions and town hall forums, where many participants revealed that they did not understand their options to control decisions at the end of life. CHD found that advance directives discussions often serve as a springboard into wide ranging discussions on values and health care allocation issues. The effect of this work can be measured by looking at the level of community awareness of options and by surveying participants about whether they have actually used the forms. In California, four years prior to the Patient Self Determination Act requiring organizations to inform patients of their rights and options, a major nationwide insurance plan began making advance directives available to its members in direct response to concerns from the public conveyed to it by CHD.

    3. Maximize credibility through appropriate selection of methods.

          Being realistic about the limits to Health Decisions programs is extremely important enthusiasm for the process always tempts us to bite off more than we can chew. Since policy related issues are predictably controversial, it is important to select methods of involvement carefully so that they can meet the test of validity and credibility. Often, a combination of methods (e.g., a random sample survey in combination with an open community meeting process), is desirable because quantifiable data and insightful qualitative information can effectively complement each other for purposes of policy development. Program planners should design evaluation strategies right along with intervention plans. This is an important element for credibility as well as for maintaining good relationships with funders.

          In organizing surveys and discussions involving values, it is important not to ask value questions in a way that assumes knowledge of technical facts (e.g., is newborn intensive care more important than preventive services for adults?). As a general rule in clarifying values about health care it is useful to start with homogeneous groups (where discussions of value can be more comfortably pursued) and then move to more heterogeneous groups as the program develops. Methods set limits on the validity of data and conclusions.

          It is particularly important to be cautious when making quantitative statements about program findings related to policy issues unless the numbers are justified by the sampling and analysis methods used in developing the information. Many Health Decisions programs do not aim at pure research but rather seek community mobilization. As a consequence the sampling of the population in our programs often does not validly support statements like, The public feels freedom of choice is more important than income sensitivity in shaping health reform. On the other hand, we are usually on solid ground with statements like, The public feels that policy makers should consider personal responsibility an important element in health reform solutions.

   Implications for National Projects
          To date, American Health Decisions has not organized any nationwide projects. We have accomplished a few regional and collaborative projects, such as the Minorities Project (involving California, Georgia, and New Mexico), Condition Critical (involving California, Georgia, and New Jersey), and the videotape on advance directives (developed under the leadership of California with participation by Arizona, Oregon, and Vermont). The above principles all apply to the context of a nationwide effort, but some adaptation will certainly be required, notably in the arena of media support. The involvement of several AHD member organizations in Condition Critical will be an instructive model. We can also study the work of the National Issues Forum, sponsored by the Kettering Foundation, to better understand the challenges and payoffs of projects with national scope.

          Meanwhile, it continues to be extremely useful to bring energy to bear on further developing AHD to be a true consortium whose members share information about projects, methods, and outcomes. These functions provide the mutual nurturing needed by established as well as incipient groups.

          While conducting this review of methods, infrastructure, and funding, we recognized that an analysis of findings from several recent state projects focused on health care allocation would be a useful resource for AHD members and others. Hence, we are publishing a companion report in which Bruce Jennings summarizes the results of that content analysis (Voices of Value: What Americans Expect from a Health Care System).

    Infrastructure
    Programs and projects do not exist in a vacuum. In our review we found it extremely important to share what we knew of the institutional structures which make successful projects possible and practical. Organizations develop routines and habits. They adapt to their social environment. What principles have we learned about the kinds of habits and adaptations that facilitate the work of Health Decisions organizations?

       1. Magnify program effect by working with coalitions and networks.

          All of the AHD organizations tend to be relatively small organizations. On average, a staff of two or three conduct the work of the organization which typically has a statewide or at least regional field of operation. Relationships with other civic groups magnify the energy and impact needed to connect citizens to the public policy process in a meaningful way. Networking for purposes of a specific program should lead to the formation of continuing informal affiliations that can be quickly mobilized for future projects.

          It is important, on this score, to be careful not to lose people for lack of follow-up as specific programs conclude. Experience teaches that networking is a dynamic process. AHD groups have to remember the obvious reminder easily forgotten by activists with good causes: Start from where you are. It will predictably take more time than is available to link up with everyone who ought to be interested in a specific problem. We should make a deliberate effort in each project to establish new links and strengthen old ones.

       2. Turn small size and interdependence into organizational strengths.

          Because networking is so essential to this work, expectations of flexibility should be built into staff hiring and operating practices. AHD organizations need to be continuously innovative, creative, and responsive to agendas that get developed elsewhere, yet quickly become central to the goals of citizen participation. It is very important to develop the organizations marketing and media relations skills to effectively communicate information on processes and programs.

       3. Use technical consultants and volunteers to maintain effectiveness.

          Paid technical consultants and volunteer planning committees dedicated to the mission of the organization should be used to create well thought-out project designs, with clear goals, and measurable evaluation criteria. Make regular use of the insights and wisdom of other civic organizations to insure that programs are appropriate for the local environment, i.e., local culture, demographics, politics, geography.

          It is extremely important to create and maintain a data base of key persons, organizations, target audiences, and decision makers in the community. Each AHD organization should develop a clear sense of the agendas other organizations will predictably bring into collaborative ventures and clarify whether there will be problems down the road in continuing relationships.

    National dimension--Infrastructure
          Although it has been repeatedly debated in AHD meetings, and finances make it currently unfeasible, it seems to be a desirable step to establish a permanent national office and staff. If an economical means can be found to initiate a national office, it will have several functions. It will provide a ready support for networking activities among already existing AHD members, and can be a central source for new organizations to get startup information efficiently.

          We have a growing store of experience and can profit from a quick clearinghouse capacity. It seems desirable to produce a general resource document or electronic data base and make it available to existing and starting groups. AHD will help members by creating an internal capacity for technical assistance consultation from existing organizations to starting or struggling organizations. The central office can create a data base to scan for projects suitable for collaborative work among state organizations. A permanent national office can convene ad hoc planning committees and appropriate consultants to choose feasible national scope projects that are likely to achieve success.

          AHD is a founding member of The American Civic Forum, an umbrella organization dedicated to promoting democratic practices. In 1995 the Forum created The Civic Practices Network (CPN) on the World Wide Web (http://cpn.journalism.wisc.edu). CPN seeks to bring practical tools for public problem solving into community and institutional settings across America. In addition to health, CPN organizes information under headings such as journalism, work, education, families, and religion. This development is a major infrastructure advance that will greatly assist AHD members in sharing resources, challenges, problems, and solutions.

    Financing
    Typically, AHD member organizations are not-for-profit entities and rely on project-driven funding supplemented with funds from membership dues, service contracts or products (such as advance directive guidebooks). As such, we share the need for useful guidelines and reminders about successful fundraising in the non-profit sector.

       1. Organize the hunt before you start.

          Identify goals for projects in terms of measurable outcomes before seeking funding. Research funding sources using both formal means (i.e., annual reports, source books, Requests for Proposals) and informal approaches (information accessible through friends and acquaintances who may be foundation trustees or officers). See that projects are targeted and replicable. Communicate with funders in their own terms and frames. Funders are currently expressing interest in systemic change, although language around public policy is difficult to interpret. Themes of interest to health decisions organizations currently being talked about in the foundation literature include:

              * communities

              * empowerment, new democracy

              * partnership among service organizations

              * efficiency in the use of resources

              * community capacity through coalitions

       2. Make a difference in your community.

          Think locally, act locally. Local and regional foundations are acutely interested in making a difference in their communities. Appeals for their support should address that sense of mission. Demonstrate how your program attacks significant local problems, is capable of marshaling local pride, and will catalyze local change by energizing the community. Design programs that mobilize local leadership by engaging local groups as partners. Leverage foundation funds with local support (dollars or in kind). Make sure that the programs stir local media interest.

          Demonstrate to funders that projects are multi-cultural in design and outcomes. Show a readiness to leverage the effect of the project and its funding by sharing what works, including funding sources. Maintain the long range view by describing potential macro effects of micro changes. Recruit funding sources as project partners (i.e., sponsors of pilot projects with conditional commitment to next steps).

          Funding sources are interested in the outcomes of programs they support. It is absolutely essential to report to funders effectively and follow up with them to maintain their interest in your organization and its activities.

       3. Renew the organizations funding strategy every year.

          The need to renew the revenue stream never dies until the organization does. It is essential to have and implement an annual fund- raising strategy. Seek unrestricted funds which are necessary to maintain the continuity of the organization, including board and leadership solicitation campaigns, corporate and organizational sponsorship, honoraria, program revenues, and memberships. Try to develop and maintain a diverse funding base. Design program proposals and evaluations with specific funders in mind. Project grants and contracts should always include all overhead. Solicit and keep an accounting of the dollar value of in kind resources.

    National dimension
          The national funding for AHD has been slender and difficult to maintain. The establishment of a permanent office will require funding. It seems opportune to search for new funding partners through linkage with the American Civic Forum.

          National scope projects should look to tying measurable goals in funding requests into the vision of Healthy Communities to keep the full range of health system issues (including public health frame) in the field of concern both for the public and for decision makers. AHD can employ a consensus process in deciding to pursue funding for nationwide projects.

          Substantive topics where national scope projects seem appropriate include:

              o health system reform

              o personal health issues

              o genetic testing and counseling

              o violence

  o environmental (e.g., partnerships with public health professionals)
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