E-health means e-democracy: the need for policy portal

Karin Geiselhart

Health infomatics has been responsible for many projects to improve information sharing and collaboration among health professionals, thereby contributing to more cost-effective and efficient health processes. Unfortunately there has been little use of information technology to increase participation in the area of health policy. This article analyses several public health information portals from the perspective of participation and outlines the current developments of participatory health portals.

Health Infomatics in Context 

Health infomatics theoretically embraces all aspects of the application of information technology to the health field. Its aim is to improve health outcomes and the efficiency of the health care system for all Australians. Appropriately, e-health has been the topic of research for the National Office for the Information Economy (NOIE). Given Australia’s excellence in medical technology innovation, there is a clear link between the effectiveness of the health care system and wider economic performance. A number of projects, such as Healthinsite and the Australian Indigenous HealthInfoNet have extended these efficiencies into broad clearinghouses of information for researchers, health care workers and the public.

Less common are uses of information technology that seek to introduce a participatory dimension to the processes of determining health policy. Certainly, it is difficult to distil complex information into forms suitable for non-specialist use. Perhaps even more difficult is the opening of agenda setting, program development and evaluation to wider sets of stakeholders. These key elements of the policy process have not generally been considered when developing applications of information technology. This constraint on thinking has been uniform across all areas of policy, not just health. Government initiatives in this area overwhelmingly display an instrumental approach based on service delivery rather than participation. A study of OECD countries found little application of new technologies to policy issues (Gualtieri 1998). 

The applications of information technology can only mirror underlying assumptions and power structures that generate broader patterns of consultation and policy development. Inherent in both globalisation and public sector reform, is the imposition of solutions without local or stakeholder involvement. 

Maturation of health infomatics inevitably leads to considerations of what lies beyond service delivery. Applications of new business models arising from electronic commerce illustrate the importance of a consumer focus, and lead towards the application of enhanced participatory mechanisms. The resulting structures, both technical and administrative, have the potential to achieve better outcomes and therefore cost-efficiencies by harnessing stakeholder involvement. These approaches are now being used in community development, international environmental activism, local council social policy, and general policy formulation. 

Existing Australian Public Health Information Portals

The federal government has set up several health information portals. This article examines two of these: the Australian Indigenous HealthInfoNet (http://www.healthinfonet.ecu.edu.au/) and Healthinsite (http://www.healthinsite.gov.au/), looking at their role in relation to health policy, the kind of information they provide, and whether they facilitate broad inputs and dialogue.

Healthinsite

This is a Commonwealth initiative, clearly aimed at delivering information about health issues. It also seeks to filter information that may be misleading or incorrect, so that people can have confidence in the information provided at Healthinsite. Their expert editorial board looks at all information before it goes on the web site, and the partners providing some of the information also have the trust of the Department of Health and Aged Care.  

The site is clear, easy to navigate, has much useful information, including links to reputable organisations. There is a comprehensive statement of the privacy policy and a disclaimer about the information. At the same time, Healthinsite supports an expert’s only approach and does not include information about health policy. There is probably an underlying assumption that health policy is totally separate from health information and service delivery. The site has virtually no interactivity, although there is provision for feedback and many of the expert articles include links to community organisations dealing with particular health problems, such as diabetes or asthma. There is also information such as quizzes aimed at schools, and self-assessment materials.

While it is laudable to produce clear information for public use, it may be equally useful to provide access to slightly more detailed or advanced information, particularly if it is annotated or briefly summarised. This would allow the public to dig a bit deeper to find out more and perhaps become better health consumers, if not healthier individuals. There are no links to the relevant sections of the Commonwealth or state Health Departments, nor to current research reports or media releases. The information has a slightly 'timeless' feel to it, rather than reflecting the dynamic and often contentious aspects of health information and services, much less health policy. 

HealthInfoNet

This site is cleanly designed and easy to use, and provides links to research papers and theses on Indigenous health issues. This site is slightly more interactive, with a list-serv (what is this?) and noticeboard (mostly intended to advertise jobs, tenders, etc). There is also a glossary and a media section with speeches and press releases. The list of sites is much more extensive than the Healthinsite, which does not have a unified list of links. However, if Healthinsite is rather narrow, the HealthInfoNet perhaps overcompensates by including links to all Indigenous issues, including legal and employment. Perhaps this holistic approach is desirable, given the close relation between socio-economic status and health outcomes. 

Analysis

The approaches of the health portals just described are consistent with the wider government understanding of the role of information technology. It is in keeping with the philosophy of public sector reform, which prizes efficiency above participation or the social determination of policy goals (Self 1993, Considine 1988, Peters 1996). 

The National Office for the Information Economy (NOIE) describes e-health as:

much broader than telemedicine or telehealth. It covers the use of digital data transmitted electronically—for clinical, educational and administrative applications—both locally and at a distance. Hence, e-health is the overall field that encompasses telemedicine and other applications. (http://www.noie.gov.au)

However, this 'broad' field does not include health policy, a notable omission. A report on E-health commissioned by NOIE (Mitchell 1999) offers an integrating perspective, but only in relation to business opportunities and achieving efficiency dividends. It acknowledges that consumers are more demanding of health information and services, and that tele-health approaches can help meet these requirements. However, there is no hint that consumers might also require greater input into health policy, and that information technology might assist here also in providing greater accountability and transparency. 

A Health Policy Portal 

If the 'received wisdom' apparent in the sites described previously is inadequate, what is lacking? What further could one ask of a web site, particularly one subject to the constraints imposed by Commonwealth funding?

Firstly, it must be recognised that in reality, health policy, health services and health outcomes are related. Divisions between them are necessary for administrative purposes, but linkages between these aspects of health are also necessary to maximise desired outcomes. This is a clear lesson from electronic commerce: in a networked environment, it is the connections between areas that create impact, not the separations. 

In the policy field, there is much information that a government agency could provide without compromising its commitment to the government path. 

These could include: 

· details about policy committees;

· current issues and discussion papers;

· press releases;

· commissioned reports (many of these publicly funded papers are never made publicly available;

· statistics gathered by bureaucrats; and

· links to relevant non-government organisations that have an interest in these issues, such as the Health Issues Centre.

This kind of information about the policy processes it not often available, with the exception of discussion papers. However, knowledge about discussion paper’s availability is dependent on looking in the right place at the right time, or being part of a network which is alert to these things. 

It is much more likely that information and dialogue about health policy would be available through an independent organisation. While presenting the inevitable problems of funding and maintenance, such a site could provide the needed integration of information on a wide range of health issues.  Even if sustainable funding is elusive, it is feasible to enlist a key group of stakeholders with a strong interest in equitable health funding, the retiring baby boomers. This group is likely to have both spare time and the technology skills necessary to fuel active participation in issues affecting their future wellbeing (McCallum and Geiselhart 1996).

Many organisations, such as the Health Issues Centre, subscribe to electronic news alerts. If placed quickly onto a web site, these could become a central place where not just health organisations, but media, unions, even bureaucratic and industry players could follow the policy events as they unfold. Currently, this information is gathered in fragmented ways, and passed along according to the intricate vines of personal contacts and inclinations. A highly successful social activist site based in Sydney (http://www.active.org.au) uses open source software to create web-based forms that can be accessed by members at their own computers. This allows distributed contributions, and eases the burden of maintenance. There are now seven cities in the Active network, with links to independent media sites.

A good health policy portal could help to articulate desirable policy outcomes, provide an inescapable layer of accountability by allowing people to tell their 'stories' about experiences with the health care system. A 'chorus of voices' could contribute to a body of knowledge about aged care, oral health, Indigenous health, pharmaceuticals, public hospitals, prevention, drug treatment, genetically modified foods, environmental health, health care financing (e.g. Medicare, private health insurance rebate), and infectious diseases, to name just some of the important issues. Early notice about campaigns by particular groups could help each to become more successful, and overcome both the fragmentation of knowledge and action, and the incipient 'tragedy of the commons' scenario that seems to loom in so many areas of public policy. Similar approaches are already being applied successfully to health issues (Peterson Bishop et al 2000).

Examples of Participatory Websites

One example of a website which is encouraging participation in the health policy are is PBAC Protest site (http://www-sph.health.latrobe.edu.au/PBAC/). On this site, Ken Harvey of La Trobe University has presented a substantial amount of information in response to the current controversy. In addition to a substantial set of resources on this important health policy issue, there is a discussion board, email addresses for parliamentarians and others involved in the area, and reports for downloading. By including press materials and information about pharmaceutical issues overseas, the site bridges the global-local divide and puts the Australian situation in a broader perspective. The site invites materials, but without support, maintaining this large a set of resources is difficult.

There is now a substantial body of experience and expertise on the use of electronic networking for social change. This builds on and extends the approaches of electronic commerce to enhance social networks. This work illustrates another lesson from electronic commerce that virtual communities can enhance but do not replace real world interactions. Thus, a great web site will work best when the people behind it know each other and have overlapping projects in the real world. Then the technologies facilitate, extend and enhance activities that all stakeholders want anyway. The online environment just makes it easier, and can also save scarce resources by cutting down on phone time, cumbersome faxes, and photocopying or rekeying of information. Efficiency is always a worthy goal, even when the primary goals are not economic. 

The Health Equity Coalition Site

A current action research project in its early stages, the Health Equity Coalition (http://www-sph.health.latrobe.edu.au/HEC/) is proposed as a complement to existing health information services. 

At this time, the Health Equity Coalition site is just a hint of what this sort of integration could be across the wider range of health issues. Ideally, it would apply the techniques of electronic commerce to invite public subscribers, much as the Friends of the ABC site (http://www.fabc.org.au/) does. Economic viability often determines sustainability, and a site that could support its own maintenance and development, rather than relying on volunteers, would be a path-breaking success. Building connections between specialists and the general public would be a valuable feature, and could be approached by inviting annotations on feature articles or government reports. This could allow casual visitors to become a bit more informed, and even specialists might be able to quickly glean an understanding of areas outside their field. 

While some of the possibilities outlined in this article may be currently out of reach, there is no doubt that the time is ripe for applying all the tricks of electronic communications and networking to the health policy field. Over the next few months, the research and collaborators intend to explore the possibilities for turning 'policy portal' into a political rapier.

Karin Geiselhart is a Post-Doctoral Research Fellow in Electronic Commerce at RMIT University.
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