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Executive Summary
The purpose of this paper is to identify strategies for broadening the role of consumers in the health care management and policy making process, including an examination of their influence on the research agenda, standards of practice (including clinical guidelines), and other relevant health care policies such as resource allocation.  Three case studies are used to illustrate the potential and limitations of more participation.  

Various Canadian government reports document serious problems with our health care system.  For example, the Ontario Health Review Panel reported in 1987:

"Evidence on inappropriate care can be found throughout the Province's health care system, from inappropriate institutional admissions to overuse of medications among the elderly."

And yet, Canadians are continually told that our health care system is the best, or one of the best.  This rhetoric masks very serious quality problems stemming largely from the structure of health care delivery itself. A number of reports document that from a consumer's perspective, the system is a 'non-system', a bewildering maze of seemingly unconnected providers who only focus on one part of a person's care.  Quebec's Rochon Commission for example noted:

"Services are at present fragmented, with the establishments centred narrowly upon their respective missions and practically ignoring each other.  In the course of the consultations carried out by the Commission, this sate of affairs resulted in many complaints about impersonal care and a complete absence of any global approach to problems of the individual."

Consumers can facilitate government reform processes
The need for reform of the delivery system and even many solutions have been known for at least 25 years but little progress has been made. Even now as provinces restructure their systems, there is relatively little action on changing how services are actually delivered.  Most policy development has focused on accommodating budget cuts and changing governance and administration. Many of the more fundamental reforms to the delivery system are opposed by providers. Consumers bring balance and fresh perspectives to the traditional debates that predictably occur between funders and service providers. This balancing function can often be used to moderate or bolster resource demands, or influence reallocation decisions. Consumers also have unique information relevant to the decisions being considered by policy makers. Finally, consumer involvement in policy development can contribute to a society's "civic sense". 

The last five years have brought several new opportunities for more consumer involvement in health care decision-making including regionalization, the Cochrane Collaboration, and Ontario's new law governing health professionals.  While some of these initiatives appear to promise more consumer control, the overall analysis casts doubt on whether these new governance mechanisms actually do foster consumer participation, given the extent to which providers tend to dominate boards or otherwise influence their decisions. 

Lessons from three case studies
An analysis of three case studies of consumer participation (the Ontario Senior Citizens' Consumers' Alliance for Long-Term Care Reform, the influence of survivors on breast cancer policy, and the Australian Consumers' Health Forum -- or CHF) shows that meaningful changes to the structure of health care delivery are extremely unlikely unless extraordinary efforts are made to organize and resource the consumer sector. The Canadian case studies signal that consumer input can be hampered by sporadic or insufficient funding. The Australian example shows what can be done when funding for consumers' core operations is stable and sufficient.  The CHF which brings small and large consumer organizations groups together to share information and policy perspectives.  It has played a major coordinating role in placing consumer representatives on over 80 health policy tables at the national level.

The case studies warn however, that consumer groups may feel coopted by their funders. Whether the money comes from government or business, consumers treasure their independence and fear being perceived as "bought and paid for".   The case studies also clarify a number of issues related to representation.  First, is the need to ensure that consumer representatives on policy making bodies are not just acting on an individual basis but are also accountable to those whom they represent.  Groups need to have democratic processes for selecting representatives and strong mechanisms for creating an iterative loop for seeking input and feedback as policies develop.  

The case studies suggest that although one need not have an illness or health condition in order to advocate for better services, those who do have direct experience of the system may be in a better position to judge its quality of service, and in some cases, its quality of care.  On the other hand, they may also be less able to participate because of their illnesses.  There may also be issues which "survivors" do not wish to address directly themselves (such as Palliative Care) which could be tackled by other consumer advocates, such as family members.

The case studies also allow us to derive some specific measures that would serve to increase and strengthen consumer participation in policy development here in Canada: 

·
creating more opportunities for public debate;

·
helping consumer groups network with one another, sharing information, analysis, and resources;

·
helping consumers to become more knowledgable about the policy process.

As a final lesson, it seems clear that although consumers tend to organize around a single issue or condition, (breast cancer, long term care, disability, AIDS, etc.), some proposals for reform if implemented, would provide better service to all of these groups (eg. primary health care reform).  Bringing small and large groups together in a broad based coalition and encouraging them to develop a united position regarding specific health reform proposals, could dramatically change the political balance of debates.  

WHAT GOVERNMENT CAN DO
1.
CLARIFY THE GOALS OF CONSUMER PARTICIPATION:  The consumer organizations in our case studies were very clear about their goals and objectives, but government processes involving consumer input have not always been quite so explicit. 

2.
ENSURE FUNDING FOR CONSUMER INTEREST GROUPS:  Most industrial and professional interest groups can pay their own way.  Many "disease-specific" groups established primarily to raise funds for research (eg. Heart and Stroke Foundation, Canadian Cancer Society) are also in a position to be self-financing.  However, consumer interest groups with a major focus on advocacy are different. They need stable core funding from government in order to be meaningfully involved in the policy process.  In addition, to help advocacy groups fundraise in the private sector, government should change the current rules for charitable giving to permit these groups to retain their charitable status even though more than 20 percent of their resources are spent on advocacy activities. 

3.
SUPPORT AND MANDATE MORE CONSUMER PARTICIPATION IN DECISION-MAKING:  Governments are in charge of designing processes which can either include or exclude consumer participation.  They can further the opportunities for consumer impact by explicitly mandating consumer participation. 

4.
DEVELOP AND FUND A NATIONAL CONSUMER HEALTH FORUM:  The Consumers' Health Forum of Australia provides an excellent organizational template for strengthening consumer participation in health policy development.  Many officials in the Australian government as well as politicians acknowledge the useful role consumers can play in moving forward the health policy agenda.  

5.
SPONSOR A NATIONAL CONSUMERS' HEALTH CONFERENCE:  A developmental step to explore the potential of these recommendations would be for the federal government to host a National Consumers' Health Conference in 1997.  The focus would be on engaging consumer advocacy organizations from across the country to review their current perspectives on health reform and their willingness to work together on a joint agenda.  

Canada's health care system is a treasured national resource which badly requires structural reform.  The reforms are currently stalled, largely because dominant interest groups object to them.  Consumers -- particularly those with chronic illness -- stand to benefit from a better organized system, but they are poorly organized and poorly resourced.  They could be a much more potent voice for change, if given the chance.

INTRODUCTION
The purpose of this paper is to identify strategies for broadening the role of consumers* in the health care management and policy making process including an examination of their influence on the research agenda, standards of practice (including clinical guidelines), and other relevant health care policies such as resource allocation.  Three case studies are used to illustrate the potential and limitations of more participation.  

To assist in fleshing out the case studies, interviews were conducted with a number of key informants including consumers, health policy and communications consultants, current and former government officials, policy makers, and researchers.  Most interviews were by telephone, but most of the Australian case study interviews were conducted in person during one author's (CK) recent trip to that country.  A complete listing of those contacted is provided in the Appendix.  Information from these sources and selected articles from the literature have guided the analysis of this report.

The rationale for more public participation in decision-making is outlined first.  This is  followed by a description of the analytical frameworks used which reveal some limitations and barriers which can interfere with consumers having meaningful input, as well as some opportunities.  Then comes a brief review of current and emerging opportunities for consumer involvement in health care including regionalization, the Cochrane Collaboration, and the new law governing health professions in Ontario. 

Three case studies highlighting consumer involvement in health care decision making are then examined and considered in light of the above mentioned analytical frameworks.  This is  followed by a discussion of their  generalizability to the broader Canadian context and possible lessons for the future. Finally, the paper ends with some specific recommendations about how to support more consumer involvement in health care decision making.

RATIONALE FOR INCREASED CONSUMER INVOLVEMENT
Various government reports document serious problems with our health care system.  For example, a review of Ontario's system reported:

"Evidence on inappropriate care can be found throughout the Province's health care system, from inappropriate institutional admissions to overuse of medications among the elderly."

Some physicians, such as Dr. Adam Linton, former president of the Ontario Medical Association, have also been outspoken about these problems:  

"Evidence exists to suggest that laboratory tests are over-used, ineffective drugs and technologies continue to be used, new technology is inadequately evaluated before introduction, and we do not as yet have any reliable system to monitor our spending and minimize waste."

And yet, Canadians are continually told that our health care system is the best, or one of the best.  This rhetoric masks very serious quality problems stemming largely from the structure of health care delivery itself.  It is our hypothesis that improvements in the quality of care and service require greater consumer participation in the development of health policy and the restructuring of health care delivery.  In fact, consumer involvement may be absolutely essential to overcome the predictable resistance to change which will come from those who work in the  system.

There is substantial evidence about problems with quality in Canada's health care system.  As just a few examples:

·
a recent study from Quebec showed that half of all elderly patients were given at least one questionable drug prescription in 1990.

·
Dr. Ronald Grossman, chief of respirology at Mount Sinai Hospital in Toronto recently deplored the increasing deaths from asthma:  "It is clear the deaths are largely preventable.  We see asthmatics in the emergency ward every day.  And it's so unnecessary.  If they managed their asthma properly... they wouldn't have to endure such severe attacks."

·
a Harvard University study on hospital quality in New York State in their analysis of 30,000 randomly selected discharge records from 1984 found among other things that nearly 7,000 people died and a further 1,700 were permanently disabled because of negligent hospital care.
  Even assuming an injury rate from hospital care in Canada that is only half the level found in this U.S. study, it would mean: 5,000 deaths a year due to negligent hospital care and over 1,300 cases of permanent disability every year in this country.

·
a study conducted in the Montreal suburb of Laval found that less than one-third of people with high blood pressure had their hypertension controlled.  Untreated hypertension confers a greatly increased risk for heart attack and stroke.  The authors comment:  "The study suggests that follow-up and counselling on modifiable risk factors in borderline and mild hypertensives might not be up to recent Canadian and American guidelines.

In addition, it is noted that health care systems often fail to translate promising directions from the research literature into programs or policies, if doing so requires fundamental system restructuring.  For example, few changes to our system have occurred as a result of these "prescriptions" for change:

·
many studies indicate that better organized primary care for people with chronic illness can reduce their need for specialist and hospital care and reduce short term mortality rates by 25 percent or more.
 
 
 
 
 
 
  In one such experiment (Hall, et al) conducted in New Westminster, British Columbia, people applying for long-term care were randomly assigned to a control group (who received the standard package of services depending on eligibility) or the experimental group which received individually tailored health promotion from a visiting nurse.  After 36 months, patients in the health promotion program were 39 percent less likely to have died or to have been placed in a long term care institution.

Recent critiques show consumers have considerable difficulty with the system's failure to integrate services and coordinate care.  A number of reports document that from a consumer's perspective, the system is a `non-system', a bewildering maze of seemingly unconnected providers who only focus on one part of a person's care.  Quebec's Rochon Commission for example noted:


"Services are at present fragmented, with the establishments centred narrowly upon their respective missions and practically ignoring each other.  In the course of the consultations carried out by the Commission, this state of affairs resulted in many complaints about impersonal care and a complete absence of any global approach to problems of the individual."

In 1987, the Ontario Health Review Panel concluded its executive summary with this:

"There is a remarkable consistency and repetition in the findings and recommendations of improvements in all the information we reviewed.  Current submissions and earlier reports highlight the need to place greater emphasis on primary care, to integrate and coordinate services, to achieve a community focus for health and to increase the emphasis on health promotion and disease prevention.  The panel notes with concern that well-founded recommendations made by credible groups over fifteen years have rarely been translated into action."

This suggests that we have known how to reform our health care system for at least 25 years but have been unable to make much progress with appropriate reforms.  Even now as provinces restructure their systems and refocus on quality, there is relatively little action on changing how services are actually delivered.  Most policy development has focused on budget cuts and changes to governance and administration.  Consumers -- particularly those with chronic illness -- still face an uncoordinated system.

At the same time, it needs to be acknowledged that in general, information is the weakest factor affecting any policy development process.
  Other factors which are typically much more significant include:  the environment external to the health policy process (e.g. how deficits and debt are perceived), the decision-making process within the health policy system (e.g. centralized or decentralized, top-down or bottom-up) and the values, beliefs and interests of stakeholders and the public (that is, those who derive incomes from the health system as providers, public officials, manufacturers of drugs and durable medical equipment, as well as those who currently rely or may need to rely on its services).

WHAT CONSUMERS COULD BRING TO THE REFORM PROCESS
There are at least three justifications for involving consumers in the development of public policy:

·
consumers have unique information relevant to the decisions being considered by policy makers. The implication is that better decisions will result if consumer input is tapped to tailor services to consumer expectations and preferences.

·
consumers bring balance and fresh perspectives to the traditional debates that predictably occur between funders and service providers.   This balancing function can often be used to moderate or bolster resource demands, or influence reallocation decisions.

·
consumer involvement in policy development can contribute to society's "civic sense".  Democracy provides either for citizens to be represented in decision making via clear lines of accountability (usually via elections) or for citizens to be directly involved in decision making themselves.  The latter is seen as a way to strengthen the public's sense of ownership over public institutions and processes.  

Most provincial reports on health reform and system reviews call for more public participation, and many reform proposals have specific measures aimed at increasing consumer control over health care delivery, a subject discussed in more detail in the section on regionalization.

ANALYTICAL FRAMEWORKS 
In developing the case for more consumer involvement, this report relies on a number of analytical frameworks.  The first, and arguably the most important, deals with the many very powerful interest groups which dominate our health care system and who are greatly threatened by reform.  For example, the British Columbia Royal Commission on Health Care and Costs made the following pointed observation:

"Too often creative and cost-effective solutions to health care problems -- particularly problems in the delivery of services -- are opposed by a fortress mentality that equates change with threat, shifts in priorities or reallocation of funds with cutbacks, and integration and accountability with loss of control."

The term `interest group' is often used quite loosely, usually to describe some association complaining to government.  However, there are clear differences in the "bench strength" of various types of interest groups.  Some represent individuals or organizations; for example, physicians or drug companies have enormous resources, can autonomously make many policy decisions themselves, and are automatically included in consultations about new health policies.  Others, including most consumer health groups, have few resources, little decision-making authority, and are rarely included in meaningful consultation.  

Of course, some so-called "disease groups" (for example, the Heart and Stroke Foundation, or the Canadian Cancer Society) are also quite well-resourced.  Their major function is to raise funds for research and to provide specific member services, with advocacy playing only a minor role in their overall activities.  This is why such organizations are not generally considered true "consumer" groups.  On the other hand, many women's groups, much of the environmental movement, activist groups from the disabled community, and some groups with a disease-specific focus (people with AIDS, breast cancer action groups, etc.) do focus much of their energy on advocacy.

Consumers who are ill have a direct stake in how well the health care system operates -- what's called a "concentrated" interest -- as distinct from the majority in the population whose interests in health care are far more diffuse.
  By contrast, people who work in the system also have a concentrated interest and are in general far more powerful in exerting influence over policy.  When those with chronic illnesses join forces to effect change, they may experience a host of difficulties obtaining access to and influencing the relevant policy tables, reflecting a fundamental imbalance between different types of concentrated interests.  

Robert Alford outlined his insights on interest group politics in the health care system in his classic book Health Care Politics:  Ideological and Interest Group Barriers to Reform.
 

He begins by making a distinction between those who have a direct stake in the present health care system -- which he calls "structural interests" and those who merely stand to benefit from a differently organized system -- which he calls "potential interests".  

He goes on to note that among the various structural interests in the health care system, some are well served by the current  arrangements (e.g. physicians, drug companies).  These he called the "dominant structural interests" noting that they typically had no need to organize for change since the system as currently set up serves their members very well.  Although Alford categorizes medicine's professional monopoly as the dominant structural interest in health care, he notes that there is always conflict within interest groups as well as conflict between groups.  This helps explain the fact that although private fee-for-service practitioners, specialists, family doctors, academic physicians and salaried practitioners do not have identical interests in the system, they all "share an interest in maintaining physician autonomy and control over the conditions of their work."

In contrast to the dominant structural interests, Alford identifies the second category as "repressed structural interests".  These interests are characterized as being poorly served by current arrangements.  In addition, they have enormous difficulty organizing for change "unless extraordinary political energies are mobilized."  Alford says that most other health care workers, (nurses, lab technicians, ambulance attendants, physiotherapists, etc.) are "repressed structural interests".

Alford also proposes a third category:  "challenging structural interests" and he points to the "corporate rationalizers" -- the planners, administrators, public health agencies, medical schools, hospitals, government departments and researchers who are increasingly contesting medicine's professional monopoly.  Alford says that challenging structural interests emerge when major developments in the structure of society occur -- for example when new technologies, shifts in the division of labour, or new incentives create pressure for "a new way of doing things around here."

Alford considers consumers as being both repressed structural interests and potential interests, noting that they have little in the way of resources or authority from present system relationships but that they would gain greater interests from system restructuring.

The second framework used for analysis was developed by the political scientist, Paul Sabatier
, who identifies two key factors to achieve what he calls "policy oriented learning".  The first is the need to create coalitions for change -- bringing individuals and groups together to work on an issue or reform idea.  Sabatier notes that shared ideology is a more powerful glue than common financial interests over the long term and that this should be considered in developing effective coalitions.  The second factor is to ensure public policy forums where at least two  coalitions can openly debate their beliefs and present their evidence.  Sabatier warns against debating core values and ideologies which are not amenable to change.  However, he points out that learning can occur when the coalitions debate beliefs, and that beliefs can change in the face of compelling evidence. 

The implication from Alford is that governments trying to restructure the health care system will benefit if they help develop a coalition of repressed groups to take on the dominant interests.  From Sabatier, we learn more about the details of how coalitions work to alter policy and how opportunities for public debate can change beliefs and foster learning.

This paper also uses several frameworks to examine levels of consumer participation.  Consumers have different levels of experience and expertise.  Processes intended to involve them need to take this into consideration.  Charlotte Williamson proposes three categories: 1) patients and carers; 2) consumer groups, and 3) consumerists.
 The first two are self-explanatory but the third refers to people with a level of understanding that is "wider and more abstract than that of any single consumer group or patient care-group."  She notes that consumerists tend to focus on general principles such as "access, information, choice, advocacy, equity, safety and redress -- with the additional health care principles of autonomy, respect, support, control and decision making and coordination and continuity of care."
  

Another framework useful in approaching levels of consumer involvement is the "ladder of participation"
 where the higher the rung, the greater the decision making authority:

Lowest level:
Processes that are mainly consultative comprise the lowest rungs on the ladder.  Examples include Royal Commissions, advisory committees, focus groups.  This level involves no real power transfer, only the right to have concerns heard.

Middle level:

Processes that provide for consumers and providers to share decision making responsibility. Examples include joint policy boards and planning committees.  Some transfer of power from traditional decision makers is required.  

Top level:

Processes that put the power over decision making entirely in consumers' hands.  Examples include: health boards that exclude providers.  This requires a substantial transfer of decision making authority from providers, government officials, etc.

Finally, Mary Draper and Sophie Hill from the Royal Melbourne Institute of Technology developed the following table to illustrate some of the different assumptions at work in involving consumers.  


TABLE 1:  APPROACHES TO CONSUMER EMPOWERMENT
PRIVATE 
Scientific Approaches
Market Solutions
Legal Approaches
Democratic 

Participation

Rely on objective measurement and statistics
Rely on either market information as a way of influencing health services, or more responsive services which attract consumers
Rely on legally, or administratively defined rights, and access to judicial and semi-judicial institutions
Rely on ways for consumers to participate individually and collectively in health decisions

Consumers are subjects of research
Consumers are informed choosers
Consumers are citizens with rights
Consumer are equal partners and citizens

Strategies:

  standards,

  outcomes,

  guidelines,

  variations,

  classification,

  patient surveys
Strategies:

  information on      providers,

  marketing,

  statement of        expectations,

  consumer surveys
Strategies:

 health charters,

 right to complain,

 legal redress,

 legislation,

 transparent,         decision making,

 advocacy
Strategies:

 consultation,

 involvement in        decisions,

 participation in      planning,

 hand held records,

 representation on

 committees,

 accountability to

 consumers.

Sources:
Draper, M. and Hill, S. The role of patient satisfaction surveys in a national approach to hospital quality management.  Department of Human Services and Health. Melbourne, Australia. October 1995



Draper and Hill note that the table was derived from one developed by:



The Health Issues Centre. Casemix, Quality, and Consumers.  Melbourne:  Australia, 1992.

SOME CURRENT AND EMERGING OPPORTUNITIES FOR CONSUMER INVOLVEMENT:
Regionalization 
There is some question about whether the recent regionalization of Canada's health care system, which has taken place in every province except Ontario, actually affords more opportunity for consumer involvement in health care decision making.  In fact, whether increased decision-making authority is truly desired by the public may be something of an open question as well.
  A recent study in Ontario found that fewer than 30 percent of the District Health Council members sampled were willing to assume more authority, preferring to remain in an advisory role to the Minister of Health.

In those provinces which now have regionalized their systems,  the process was at least partly envisioned to facilitate greater local community participation, including more consumer input.  However, whether this has actually occurred is far from clear.  

In Alberta, for example, many individual hospitals used to be governed by boards with a partly elected membership.  These boards have now been replaced by regional boards whose members are political appointees.  Although Alberta intends to elect two-thirds of its health board members, beginning with the municipal elections in 1998, in the short term, at least, opportunities for democratic participation appear to have decreased with regionalization.  There is also some question about who current health board members represent -- is it consumers or the government?  

Also regionalization can mean a decline in the absolute number of citizen boards governing health care.  In Saskatchewan for example, the number fell from some 400 separate boards to 30 -- which could mean less rather than more opportunity for consumer participation.  Now 8 out of 12 members of Saskatchewan's health boards are elected, implying more direct accountability to the local population for their performance.  After the first round of elections held in October, 1995, a large number of health care providers took seats on the board, perhaps illustrating that those with the greatest stake in the system are more likely to seek control over its destiny than those with more diffuse, public interest concerns.  

On the other hand, regionalization in Saskatchewan has been accompanied by some very deliberate attempts to increase consumer input.  The Prince Albert Health District, for example, is creating new vehicles for consumer involvement including a rural health advisory committee, a community development committee, and an aboriginal health working group.
   

In Quebec, regionalization did not replace institutional boards, but rather introduced an additional layer in the decision-making hierarchy.  The transfer of authority from the province to regional bodies has steadily increased as the regions have developed technical and managerial skills.  In the latest set of reforms, the boards were given authority over resource allocation for most of the health care budget, although the Minister of Health and Social Services retains veto power over these decisions.  In addition, extensive changes were introduced regarding the conduct of elections to the councils governing these regional boards, and the other health care establishments in the province.  

Regionalization (with its potential for increased local input) is also supposed to result in better decision making.  There is little research evidence, however, to support this assumption.
  

Nor is it clear that governance should be the focus for increasing consumer participation, given the extent to which providers manage to keep the upper hand.  Two articles by consumer advocate Barry Checkoway describe how consumers managed to take control of an Illinois Health Service Agency board in the late 1970s and how quickly this was reversed when the local hospitals and physicians organized to rout them at the next election and re-asserted provider control over health planning.
 
  

The Cochrane Collaboration and Consumer Network
The Cochrane Collaboration is an international attempt to review the research literature on the effectiveness of health care interventions in order to derive policy direction from the results.  One of the guiding principles of the Collaboration is that decisions to abandon health care therapies because they are determined to be "ineffective" according to the evidence should not be made by professionals and service provider alone, but require input from, and collaboration with, consumers as well.  This openness by researchers to public input suggests a new and welcoming environment for those willing to become involved.  

And yet, a recent paper by consumer advocate Hilda Bastien was critical of the Collaboration:
  


"In the consumer approach, removing barriers to participation therefore becomes a goal.  This is in stark contrast with the Collaboration's statement in its Handbook that `the disincentives that confront those who are wondering whether they should become involved are a useful screening test in themselves.'"

Ms. Bastien goes on to point out how acutely consumers feel their lack of status when forced to ask for information, phones, and reimbursement for out-of-pocket expenses.  She also notes that: "For individuals where health care is irrelevant to their livelihood and days of participation may mean losing pay, the situation is different."                                       

    On the other hand, Bastien also applauds the openness of the research community in inviting consumer input and outlines the development of a Consumer Network "to bring together in a broad coalition the individuals and groups concerned with public participation in the Cochrane Collaboration."  The proposal for the Consumer Network identifies two main aims:  to help foster an environment within the Collaboration which encourages and facilitates consumer input and to promote consumer groups' participation in, and use of, systematic reviews of the effects of health care.  

Future plans for the Network include mechanisms to develop lines of accountability for consumer representatives on the various review groups associated with the Collaboration.  Bastien also suggests that consumers could be involved in more participatory research and notes the growing trend towards consumers conducting their own research.

Consumer representation on Health Professions' Regulatory Bodies in Ontario
Another opportunity which theoretically opens the door for increased public participation was created when Ontario passed its Regulated Health Professions Act (RHPA).  This legislation now requires that public members (lay representatives) comprise up to 49 percent of the governing councils.  Since each of these bodies is legally responsible for setting standards of practice for the profession in question, there appears to be a new opportunity for consumer input into the process.  

Certainly, in the case of midwifery, consumers have had a major influence over setting the standards of practice for this newly recognized profession in Ontario.  Indeed without consumers' strong support and backing,  it is doubtful whether midwifery could have become a regulated profession.

Even before this increase in consumer representatives on regulatory boards, public members have occasionally been able to win concessions over professional objections. For example, one of the public members at the Royal College of Dental Surgeons of Ontario (RCDS) fought for a regulatory change that would permit dentists to work for non-dentists -- a change which would allow full dental care to be provided in community health centres, for example.  Despite sharp attacks from some professional members, this regulation did pass the RCDS Council.

INTRODUCTION TO THE CASE STUDIES
The following case studies of consumer involvement in health care decision making include  one sub-national example (Long-term care reform in Ontario), one national example, (Breast Cancer Survivors in Canada) and one international example (The Consumers' Health Forum of Australia, Inc.).  

They were selected because all three demonstrate the promise of consumer input, in that health care policies have changed as a result of their involvement.  However, each also provides its own cautionary tale regarding some of the limitations and barriers which can interfere with consumer participation.

Each of the case studies which follow begins with a brief background history, followed by a section detailing the evidence of consumer influence over policy, a section dealing with issues regarding consumer representation, and one dealing with resource issues.  Each case study concludes with a section highlighting its fit with the analytical frameworks described earlier.

CASE STUDY #1: CONSUMERS AND LONG-TERM CARE IN ONTARIO

Background:
The Senior Citizen Consumer Alliance for Long-term Care Reform formed in 1990 in order to respond to government proposals to change long-term care in Ontario.  The Alliance was a coalition of three very large consumer organizations, representing the majority of seniors in the province: 

·
The Ontario Coalition of Senior Citizens Organizations with 39 member organizations representing more than 300,000 seniors;

·
The United Senior Citizens of Ontario, with more than 1,000 seniors clubs from all areas of the province; and, 

·
The Consumers' Association of Canada (Ontario).

A major component of the government's initial approach to reform was a very broad public consultation process, aimed specifically at garnering consumer input.  The Alliance members believed that senior citizens should have influence over the ultimate policy direction.  As the group most affected by long term care changes, (numerically, at least) they believed that their voting strength could convince politicians to side with their wishes.  However, the Alliance didn't like the government's initial policy proposals.  They also worried that the consultation process being designed by the government would not lead to the kind of policies they preferred.

With their own project funding -- mainly coming from government,
 the Alliance conducted a variety of initiatives related to long-term care reform, including:

·
hiring their own consultants to conduct research, prepare briefs, fundraise, and assist with communications' strategy;

·
sponsoring policy conferences where consumer groups, government decision makers, providers, and researchers could exchange views and debate the issues in the search for direction and consensus.

·
running their own public hearings into long term care during which consumers, providers and voluntary organizations, and government officials were invited to make oral presentations or written submissions to a Panel of Alliance representatives.

·
publication and broad dissemination of several papers concerning long-term care reform including a detailed alternative comprehensive policy proposal.

·
a range of advocacy activities including direct lobbying of government officials, policy advisors and Ministers responsible for the decisions affecting the sector.

One of the Alliance's key policy proposals was to create a network of non-profit, neighbourhood level, multi-service agencies (MSAs).  The MSAs would determine an individual's eligibility for service, provide initial and ongoing assessments and deliver a wide range of community-based services.  These new MSAs were to be governed by community boards, including consumer representation.  It was this MSA model that proved most controversial with providers because it represented a major shift  away from the "brokerage" model, where intermediaries arrange for and purchase necessary long-term care from organizations such as the Victorian Order of Nurses and the Red Cross. 

To bolster support for this key element, the Alliance commissioned an analysis of the economic advantages of the MSA model.  The hypothesis was that integrating services under the MSAs would involve less spending on administration and overhead and permit more long-term care resources to go into direct service.  The analysis
 showed that MSA's would be able to redirect about $44 million more into direct service delivery than the system as currently organized.   

Evidence of Policy Influence 
The Alliance did have direct influence on government policy, albeit for only a short time.  Following the release of the Alliance's policy recommendations,
 the government put out a series of discussion documents and subsequently introduced new legislation which very closely mirrored the Alliance's advice.
  

Even before this occurred, however, Ontario's Health Minister, Frances Lankin acknowledged in a private meeting with the Alliance that their proposals offered "a practical alternative" to the directions her government had largely inherited from the previous administration, and she hinted strongly that she intended to follow the seniors' advice.
 

Political support for these proposals continued under the next Minister of Health, Ruth Grier, although by this point, some of the difficulties with the new law had become evident.  For example, it appears that consumer influence alone was proving insufficient to overcome resistance from providers.  The consumers' perception that support from government officials was also relatively weak is understandable, given that many of the original proposals (which had been rejected by consumers) had originated with these same people.  That being said, the new policies were outlined in government discussion documents, and ultimately drafted and passed into law.  However, this legislative victory did not translate into the creation of any MSA's.  Implementation never occurred.

Following the most recent provincial election,  the long term care act was repealed, as the new government had promised to do if elected.  This was not especially difficult politically, as there were no MSAs to dismantle.  The Alliance has continued its work with one less member (OCSCO dropped out to work on other priorities of the organization).  However, on the issue of their preferred model for integrated service delivery, the consumers have largely lost their leverage with political and bureaucratic decision makers.  The new government is not particularly interested in consumer input.  The opportunity to challenge the interests of providers seems to have passed.

Other Issues:  Who is a legitimate consumer?  How are they accountable?  Whom do they represent?

One common criticism of the Consumers' Alliance was that it did not truly represent "consumer" interests, because its leaders were not care recipients themselves.    (We will return to this issue again in both of the other case studies.)  A related complaint was that the Alliance members were really "professional" consumers, and somehow not "grassroots" enough.  A third criticism was that the consumers were overly reliant on their consultants, who were "using" them to further their own policy ends.

To address these questions, requires a look at the Alliance's structure and mode of operation.  It was essentially a group of groups -- a coalition. (In fact, one of its members was itself a coalition of groups -- i.e. OCSCO).  Each of the three participating organizations "donated" four of its senior representatives to participate on the Alliance as it addressed long-term care reform. Each of these organizations had democratic mechanisms for selecting its own leadership, who in turn selected the participants in the Alliance.  In some cases, the leaders of the organization took on this responsibility themselves.  It is important to note that the Alliance was established to deal exclusively with long-term care.  It was expected  to "self-destruct" when this work was over.  The Alliance members worked hard to address the complexity of policy issues and to think through a responsible "consumer perspective".  They hired consultants to advise them, but remained very much in charge of the agenda.  They communicated extensively with their own members and were responsible to them for the positions taken.  

Other Issues emerging from the Alliance case study: Resources
Resources for the Consumers' Alliance came largely from the Ontario government, although negotiating to obtain these monies required significant time and energy on the part of the seniors and their consultants.  Additional support for their activities also came from the charitable and private sectors.  The consumers identified a number of issues associated with the continuous need to raise funds.  One was that it tended to divide their attention between "bouts of fundraising to support their activities" and "the policy work we had all joined forces to accomplish."

Another related issue was the concern about potential co-option by the funder.  For some consumer organizations this is sufficiently worrying to reject business or government sponsorship as a matter of policy.  For others, recognition that co-option can be a problem may prompt steps to reduce the likelihood of undue influence.  For example, some groups insist on clarifying up-front their right to independent action, and their need to represent consumer interests not industrial or  governmental ones.  Satisfied that these measures can work, some consumer organizations now feel they can accept such offers of help without fearing compromise.  There is no question, however, that consumer groups are very vulnerable to changes in funding sources.  Co-option is only one aspect of this vulnerability.

One consumer advocate put it like this: 


"The lack of sustained core funding from governments for consumer organizations seems to be based on the assumption that consumer groups enjoy a degree of stability and capacity which parallel that of industrial groups and professional organizations.  This is incorrect.  The fact that governments appear to want our involvement has not always translated into their willingness to cover even our travel expenses and other out of pocket costs associated with our voluntary participation.  As for resources to conduct our own research, publish position papers, or network among ourselves, we're often left scrambling to find a funder.  The truth is in my organization today, what we're spending on fundraising is about equal to what we're raising through the effort.  This is not a sustainable arrangement."

The increased use of the designation "special interest group" as a pejorative term has also been highlighted as a serious problem.  The term has been used in Canada to delegitimize a wide variety of public interest groups.  The Consumers Association of Canada, for example, used to receive substantial core funding support from the federal government, but this is no longer the case. It is no coincidence that the CAC no longer publishes its own magazine and has, as a result, lost its main mechanism for communicating with its members.  

Interest groups of all types risk being disqualified for public funding on this basis.  However, cutting them off fails to distinguish between those who have a vested interest and those who have a public interest perspective.  The former who stand to "profit" from policy directions can, (and usually should) pay for their own advocacy efforts.  By contrast, consumer groups who have a public interest perspective in addressing the disposition of public goods, and representing the broad interests of the people usually cannot manage to self-fund.  This supports Yale University political scientist Professor Ted Marmor's analysis of concentrated versus diffuse interests.
  Most consumers are really "potential consumers of care" rather than actual patients or clients of the system in an ongoing way.  Occasional use of the health care system is not enough to produce a "concentrated interest" in the system.  Even though theoretically everyone is a potential user of, for example, long-term care, most Canadians have only a diffuse interest in the system. On the other hand, those who work in the system, and in particular, those who have the most power within it, have a concentrated interest in its direction.  Diffuse interests need to be well resourced in order to compete effectively with concentrated interests.

Relevance to the analytic frameworks 
In this case study, the Consumers Alliance were able to influence the direction of public policy very dramatically.  Their strategies conformed to the "democratic participation" approach in the Draper and Hill framework.  (Table 1).

Referring to Charlotte Williamson's grid, the Alliance began as a consumer group with a specific mandate.  However, its members quickly developed the consumerist's perspective looking broadly at the issues of access, equity, choice, continuity of care, coordination of service. In the words of Alliance President, Jane Leitch, "We felt we were acting, not only on our own behalf, but also for our children and our children's children.  A better system, that would be our legacy."  

This case study also appears consistent with Alford's framework for looking at interest group politics, confirming that dominant structural interests (i.e. those people that work in the system) are usually well served by current arrangements and have more influence over its direction than the repressed interests, which include consumers, their family members, and consumer organizations.   Similarly, it supports his view that enormous political energy is needed to organize these more diffuse and disorganized sectors.  For example, early in its history, two of the three groups were in conflict over issues unrelated to long term care.  Although they set aside these differences and managed to work together, the process required time, energy and strong leadership.

For a time, the Consumers Alliance attempted to become what Alford calls "a challenging structural interest".  They seized the opportunity created by the new government's decision to involve consumers more directly in policy development.  Access to financial support from government for their activities allowed the consumers to mount a concerted campaign for "a new way of doing things around here."  

Paul Sabatier's work is germane to this case study as well.  Part of his theory of the policy process is that fundamental policy change occurs only when beliefs change.  To bring about changes in beliefs, according to Sabatier, requires "policy-oriented learning" -- most often involving a public debate between at least two coalitions with adequate resources to put forward their views.  He also argues that debates are most fruitful when organized around differing beliefs rather than ideologies.  

Through their publications, the public hearings they conducted, and especially at their well-attended policy conferences, the Alliance was able to challenge existing beliefs with new perspectives and new evidence.  

The impact, however, was short-lived.  When it comes to major change in public policy, information plays a relatively minor role.  Far more important in this case was the change in government and the declining government funding support for the Alliance.  
CASE STUDY #2: THE INFLUENCE OF CONSUMERS ON BREAST CANCER POLICY

Background
Perhaps no disease or condition, except AIDS has stirred more consumer activism than breast cancer.  Survivors of the disease have begun to influence health policy in a number of spheres, including the research agenda and the development of clinical guidelines.  This disease, according to research evidence is destined to afflict one woman in nine over the course of her lifetime.  It is estimated that in 1996, 18,600 women will be diagnosed with breast cancer and 5,300 will die from the disease.

Breast cancer presents a number of unique challenges.  In the first place, unlike many other cancers, the factors which cause breast cancer remain largely a mystery, making primary prevention virtually impossible.    

Then too, there are controversies over the effectiveness of various screening approaches (mammography, clinical breast examinations, and breast self-examination) as well as of current treatment options which include surgery, chemotherapy and radiotherapy. Overall,  although screening programs are turning up cancers at an earlier stage, mortality rates from the disease have remained almost stable over the past 30 years.  While this might suggest progress, given the rising incidence of the disease, this may well not be the case.  Although mammography is discovering more tumours and at an earlier stage than could be detected by physical examination, many of these "new" breast cancers are very slow growing and might never pose a threat to life.  This not only raises questions about mammographic screening
 but also suggests that science has not really made much progress against those "older" types of breast cancer which still cost lives despite early detection and treatment efforts.

From a public policy perspective dealing with breast cancer presents a minefield of complexity.  Many consumer groups have formed to address what are seen as major inadequacies in responding to the disease.  First and foremost are hundred or so local support groups peppered across the country whose raison d'être is usually to provide newly diagnosed women with a source of information and the chance to connect with other women with the disease.  Other consumer-driven breast cancer groups emphasize their advocacy role.  For example, the brochure for Breast Cancer Action in Montreal identifies it as an activist group.  BCAM's founder and president, Sharon Batt says their goal is to "increase the power of women with breast cancer and have an impact on the policies that affect us." 

One of the highpoints in the efforts of breast cancer survivors to influence public policy, occurred at the National Breast Cancer Forum held in Montreal in November 1993.  There, for the first time, 150 breast cancer survivors and their families were able to challenge the research and treatment community with a series of issues they felt were receiving too little attention.   

Communications problems with providers were a major concern and the desire of women to have family doctors more involved in the prevention, detection and treatment of their disease was a main recommendation.
  Asked to indicate how this input might change clinical practice, for example, one interviewee responded, "Well a few physicians at the conference seemed surprised to find out how much information some survivors wanted.  Some actually said that what they'd heard from survivors would change how they dealt with breast cancer patients."

Survivors also argued for a stronger role in all aspects of the breast cancer continuum -- from research through to treatment.
  For example, survivors asked researchers to pay more attention to investigating what causes breast cancer -- particularly its connection with estrogens and environmental pollutants.  And they argued for more money for research rather than a reallocation of resources from other research initiatives.   Another issue concerned alternative therapies.  A large proportion of breast cancer patients use both conventional and alternative therapies but little information is available about the effectiveness of the alternatives.  "Women need this information to make good choices." was how one survivor put it.  

The three day event was hailed by many who attended as historic.  The conference ended with a long list of recommendations, many of which originated with the breast cancer survivors who attended.  

Evidence of Influence
One concrete indication of survivor influence is the existence today of the Canadian Breast Cancer Network (CBCN).  This consumer-driven network encourages education, public awareness and research to improve the quality and length of life of breast cancer survivors.  The federal government has provided CBCN with extensive technical support and expertise as well as financial and in-kind support for the network's outreach activities.

Also demonstrating consumer influence are the priority areas developed by the Canadian Breast Cancer Research Initiative (CBCRI): -- 1) improving provider/patient communications at the time of diagnosis and afterwards and, 2) establishing evidence on alternative therapies, and 3) health services research.   This is the group that sets the research agenda for breast cancer and it includes survivors, patients, researchers, ethicists and policy makers.  The management committee for CBCRI had their monthly meeting in Montreal so they could all attend the Forum.

"Based on what they heard at the Forum," said Louise Liao, Research Program Director for CBCRI, "they wanted to take action."  At the March meeting following the Forum, the Management Committee invited the Forum's organizers to a full-day workshop -- asking them to identify underserved areas for research.  "They too asked for more work on communications and alternative therapies."

"There's no question that advocacy and survivor groups have had an influence on the research agenda for breast cancer.  But it isn't just the agenda.  The processes for conducting research have been challenged by survivors, as well.  For example, in setting aside funds for communications research, our subcommittee released an RFA (request for applications) which explicitly asked for applications that included survivors as part of the research team in developing the project, implementing the research and analyzing the results.  It was our understanding that consumers and advocates could be involved in helping to frame the research question, helping to design the study, and interpret the results.  In addition, when it came to reviewing the applications for funding, the review panel included a breast cancer survivor in order to tap her experiential expertise."

Of the 8 projects ultimately funded, one is participatory action research intended to have the full involvement of breast cancer survivors who are not just advisory to the project but actually conducting it and getting paid as part of the research team.  The researcher, Professor Abby Lippman from McGill agrees that this is a significant departure from traditional approaches, "but the logic behind this concept -- that women with breast cancer find it easier to talk to other women with breast cancer than with a professional researcher -- is compelling."

When the information exchange projects were being set up,  50 percent of the positions on each advisory panel had to be survivors, signalling the government's intention to put consumers more in charge of the projects' management.  However, calling the panels "advisory" seems to imply that some other group would actually manage the projects and make the important decisions.  That, in fact, appears to be the case in Atlantic Canada where an Executive Committee has been set up in addition to the Advisory Panel.  Also, even though survivors on Advisory Panels are having a strong influence over project operations in other regions, actual management of the projects is in the hands of hired coordinators.  It is difficult to see an alternative to these arrangements given that the Advisory Panels typically only meet twice a year, too rarely to permit hands-on, continuous leadership.

Consumers are involved as well in advising the Canadian Breast Cancer Initiative about clinical guidelines for care and treatment. Breast cancer survivor, Dr. Maria Hugi feels strongly that no one can replace the important role survivors play in this process. "No one who hasn't been a breast cancer patient has the same insights," she says.  She is the sole consumer on the clinical guideline committee and although she would love to have others involved, she definitely feels that she has been able to have an impact.  "Perhaps because I am also a medical doctor, I'm not that easy to intimidate, and it's been possible for me to convey to other committee members the importance of seeing the bigger picture."  She has tried for example, to bring to the table the wealth of concerns related to what happens after the disease has been diagnosed and treatment has been received.  


"There's a legacy of issues related to our daily lives and coping with the complications of treatment -- what happens to younger women dealing with early menopause, for example, and their concerns about heart disease and osteoporosis?  What about diet?  What about pregnancy?  What about implants?  What about emotional issues, and getting back to work?  What about lymphoedema?  The experts weren't planning to address most of these issues, but I bring a sense of street smarts to the table -- I'm in the trenches, they're in the ivory towers and we're learning to value one another."

The process being followed by the clinical guidelines committee involved the selection of 10 topics and the committee must agree about the content to be included under each topic.  When position papers for the topics have been developed they will be shared with other survivors for their reactions and feedback.  Hugi points out "I'm really just a conduit in this process of sharing information and checking back with the broader survivor network."

Dr. Cindy Bell who has the breast cancer portfolio at the Medical Research Council agrees that advocates, survivors and researchers have also had an impact in moving the research agenda forward. The management committee of the Canadian Breast Cancer Research Initiative has taken these issues very seriously.  "We've been reminded of the importance of survivor perspectives."  She argues for the need to strengthen the role of advocacy noting that advocates will be an important voice when the breast cancer research initiative comes up for renewal next year. (The federal government's commitment of $25 million for breast cancer over five years was established in 1992) 

On the other hand, some survivors and policy makers are more cautious about the influence consumers have had.  For example, Pat Kelly one of the organizers of the National Forum in Montreal and a breast cancer survivor herself worries that the five or six site specific programs for breast cancer research in Canada are not working together and do not share information.  

In addition, Kelly, who helped set up Ontario's breast screening program, now has some doubts about whether mammography may cause more harm than good, "given that 9 out of 10 mammagrams identified as `suspicious' are actually false positives causing women enormous anxiety".  

Sharon Batt, president of Breast Cancer Action Montreal and policy advisor to the Canadian Breast Cancer Network, also feels that consumers are not having as much impact as she would like.  In some cases, she noted, projects have been "rubber stamped" for funding that do not reflect consumer priorities.  She also worries about tokenism -- the tendency of government processes to add a single consumer to a group of professionals and feel that consumer input has been ensured.  

Other Issues:  Who is a legitimate consumer?  How are they accountable?  Whom do they represent? What issues can they tackle?
Pat Kelly is concerned about who really wields the power at the CBCRI, noting that consumers are on the management committee but not the Steering Committee where she feels the real decisions get made.  Dependence on government funding is part of the problem, says Kelly, "because you want the money, but then government wants to pick and choose the individual participants which skews things their way....I'm not passive enough to suit government controlled processes."   Despite her long involvement with the issue and her role in planning the Forum, she maintains that she was not invited to help establish the Canadian Breast Cancer Network, a contention hotly denied by Sharon Batt and several others active in CBCN, who insist that Kelly was invited to help set up the network.

While it may perhaps be natural for those new to the experience of sharing power to select people who will be less adversarial, Kelly worries this can mean losing the advocacy role she values so highly.  However, Kelly says, "Until consumers have an understanding of their own values and identity and manage to nurture that sense into a forceful body, I think we will keep losing the battle against cooption."

She also feels strongly that survivors involved in public policy must be accountable to a group or an organization.  "They need to represent more than simply their personal issues, survivors must be advocates for change and tied into a broader group for input and reporting back."  

Another interviewee mentioned that although survivors were, for the most part, eager to participate in policy setting -- there was one area none wanted to address, for understandable reasons -- palliative care.  It is possible that this issue (and perhaps there are others?)  might be better addressed by consumers who are not survivors -- perhaps by affected family members or other advocates who do not have breast cancer.  On the other hand, both Kelly and Batt warn against accepting any arguments that may exclude survivors a priori  and rob them of their advocacy rights.  

It was pointed out by several researchers and policy makers that consumer involvement took more time but that the time invested was worth it because of the extreme relevance of the input.  Some however, cautioned that it was often difficult for individual survivors to move beyond their personal issues to become effective advocates.  

Other issues emerging from the Breast Cancer Case Study: Resources
"What consumer advocates want and need is money -- a level of funding that can be used to support our activities -- and an agenda that reflects our perspectives which are understandably diverse given the multi-cultural nature of our society.  We want the advocacy community to continue influencing the research, diagnostic and treatment communities.  We need to build these partnerships."

Ms. Kelly contrasts the situation for survivors and advocates in Canada with what's happening in the U.S. and finds America further ahead in terms of the respect and support consumers receive there.  For example, one of the key American initiatives involves training survivors to sit on peer review committees, something almost unknown here in Canada.  

However, a key limitation to more consumer advocacy in Canada is that non-profit charitable organizations must, by law, limit their advocacy work to 20 percent or less of the budget in order to retain their charitable status.  This financial disincentive discourages many organizations from becoming more involved in advocacy and in general weakens the consumers' opportunity to push for change.  To address a similar difficulty in the U.S., the National Breast Cancer Coalition there has set up two separate non-profit organizations:  one for advocacy education and the other one for advocacy.  Donations to the former are tax deductible, while those to the latter are not.  

Pat Kelly recommends creating stronger links to breast cancer advocacy organizations in the United States.  She also thinks the private sector should be paying more of the shot.  "There is a huge amount of profit going to industries involved with this disease that's not benefitting us at all."  

By contrast, Sharon Batt thinks that reliance on industry support would increase consumer groups' vulnerability to exploitation and make it even harder for them to advocate for policies opposed by business.   However, without adequate support for advocacy, she says "consumer groups are also ripe for exploitation by governments who are more than willing to offload service responsibilities to them as long as they don't have to pay for it."  She notes for example, that although the Canadian Breast Cancer Initiative has a five-year budget of $25 million, the federal government only provided $75,000 this year to support the Canadian Breast Cancer Network, with no guarantees of continued funding for it.  And she goes on to note the enormous challenge of trying to build a network of support groups that barely exist, they are so starved for resources.  "It would have been better to begin at the beginning and get these groups up and running on a more solid footing.  You can't network nothing."

Besides resources to reimburse expenses, or to purchase supplies and pay for consulting services, some consumer advocates raise the prospect of payment for their participation.  However, although both Pat Kelly and Sharon Batt were paid as consultants to help plan the National Breast Cancer Forum, Batt says that in general there is high resistance in Canada to the idea of paying advocates.  And Kelly noted:

"When I work in the U.S., I get paid as an "expert", as do all of the other experts on the panel, because I've lived with breast cancer and because of my involvement with survivor issues and advocacy.  Here, I don't even get invited when I ask to come for free!"  

Relevance to the analytic frameworks 
Survivor involvement in breast cancer covers each of the four approaches outlined by Draper and Hill: scientific, market, legal and democratic participation.  However, their influence on the research agenda suggests an impact well beyond what's usual, with the example of consumers participating on an equal footing with professional researchers in conducting research.  

With respect to Williamson's categories, consumer involvement in health policy for breast cancer centres mainly on survivors and their carers, with an understandable focus on individual needs.  The consumer support groups which formed to address their concerns are getting help to make linkages, and have been involved in some policy activities.  However, concerns about the accountability of individual survivors on decision-making bodies perhaps suggest the need for stronger democratic processes for selecting consumer representatives.  

Consumers had an impact during and following the Breast Cancer Forum in Montreal.  This suggests that they succeeded in transforming themselves from a group of patients with a "repressed interest" in the system into a "challenging interest" as Alford says can sometimes occur with the addition of additional resources from government and lots of organizational energy on the part of survivor support group leaders.  Alford, however, also points out that there are often conflicts within an interest group and these have been highlighted as well.  It is possible, however, that the value consumers place on receiving better information about the disease and more effective treatment is perhaps the glue that binds breast cancer survivors together in spite of differences about how to arrive at these ends.

Paul Sabatier's analysis regarding policy oriented learning is perhaps most relevant here.  The National Breast Cancer Forum in Montreal was a perfect opportunity for the treatment, research, and consumer communities to meet and share their perspectives.  In effect each represents a "coalition" and the sharing certainly involved numerous challenges to commonly held "beliefs" in each group. As a direct result, two of consumers key concerns were identified as priorities for research and a survivor was appointed to participate on the guidelines to treatment committee.  The role of consumers as researchers is yet another concession to what was heard at the Forum about the desire of survivors to be partners in the search for better answers to this disease.   

CASE STUDY #3:  THE CONSUMER HEALTH FORUM OF AUSTRALIA, INC.

Background
The Consumer Health Forum of Australia, Inc. (CHF) was established in 1987.
  It began with a petition to the Commonwealth (federal) government from consumer and community groups who wanted more representation in health policy development in order to balance the views of professionals, governments and industry.  Its creation more or less corresponded to recommendations from a review of community participation in the Commonwealth Department of Health done in 1985.  The health minister of the day, Neal Blewitt, felt the Forum might be a useful foil in dealing with provider groups and, after some serious lobbying, he agreed to fund it.

Representatives from sixteen consumer organizations formed the original core of the General Committee (the Australian term for board of directors) of the CHF.
  The first board meeting emphasized that the group was not to become "elitist", and that its role was primarily one of networking, bringing in new consumer groups, working on matters and questions the Forum members identified as having high priority and helping individual groups to work on matters they saw as essential. 

The goals of the CHF are
:

·
to be a national voice for health care consumers by promoting the role and importance of consumer perspectives on health policy and practice, and by nominating onto national health committees, consumer representatives who can promote consumer views;

·
to further develop and respond to a network of Australia's consumer and community groups with interests in health, and to identify areas of common concern by enabling member organizations to meet, work together, and to pool knowledge and resources on issues of common concern at a national, state and local level;

·
to develop policies, and actively pursue their adoption and implementation, so that inequalities are reduced, universal access is enhanced, and consumer rights are upheld by ascertaining the needs, views and priorities of health care consumers and member organizations, and by facilitating, stimulating and encouraging research and evaluation by consumers and advocating for the vital role of consumers.

Voting members include representatives from peak consumer councils, national organizations, self-help groups, specialized interest groups and advocacy organizations.  It is also possible for individuals and other organizations not representing consumers to be members, however, they do not have the right to vote.  President Ros Wood comments that  "the structure of the Forum is very important in permitting small consumer organizations like the one I helped found [The Endometriosis Association of Melbourne] to have a voice along side the large peak groups like the Council on the Ageing.  Together we can cover a lot of territory."

Any voting member can bring an issue forward for consideration by the GC and every vote has equal weight.  At the end of its first year, the Forum's voting membership numbered 81 and its associate membership 35.  By September 1990, these had increased to 108 and 75 respectively, making CHF one of the largest consumer organizations in Australia.
  Today its activities are coordinated by a Core Group of 13 organizations which make up the General Council, elect an Executive Committee of not more than five, and employ a Secretariat.

Kate Moore, CHF's Executive Director heads a small staff including a policy/liaison officer, a departmental liaison officer, an office manager, and a secretary.  The Forum also hires consultants as required to handle special projects and has established a good relationship with several academic researchers.  She notes that the CHF only tackles "those projects which other consumer groups want us to take on.  We're not in the business of duplicating what's already being handled and this has helped preserve our relationship with existing groups.  We're meant to be a support and an adjunct, not a replacement."    

The Forum, does however, speak for all of its members on broad issues, such as doctors' fees and pharmaceuticals, while providing access to government decision makers for those matters specific to the member groups' interests.

The work and responsibilities of the Forum have expanded considerably since it was first established.  "It democratically selects, organizes and supports consumer representatives on over 80 national committees, including most committees and working parties in the Department of Health, Housing, Local Government and Community Services and the National Health and Medical Research Council.
  

Evidence of Influence:
Shortly after the creation of CHF, Nancy Milio in 1988 observed that there was perhaps no other country in the world where an organisation representing consumer interests, had such direct access to national policy makers.

In their book, Health Care & Public Policy:An Australian Analysis, authors George Palmer and Stephanie Short suggest that the CHF:


".. and its consumer consultations have contributed to policy development on a number of issues including breast implants, and other therapeutic devices, pharmaceutical education programs, and the establishment of divisions of general practice.  The CHF would appear to be achieving its aim of increasing access by consumer and community groups to decision making on policy, research priorities, budget allocations and regulatory and legislative change."

They also single out the CHF's popular quarterly journal Health Forum  the major vehicle through which the organization stays in touch with the public.  

John Loy, who is First Assistant Secretary to the Hospitals and Health Financing Division of the Commonwealth Department of Human Services and Health is the government official who oversees the budget from which CHF is funded.  Asked about CHF's influence, he said they were "well plugged in at the overall delivery level -- although their influence is felt more at the national than at the state level."  He felt their role was useful, positive and generally well-accepted -- although "at first there was resistance and a general  underestimation of what consumers could do.  But they've been particularly helpful, he said,  as a "policy broker, helping to resolve some intractable disputes with providers."

One specific area where CHF has had a clear influence is the development of standards of GP practices as part of a process for accreditation.  The idea of accrediting general practices arose in 1991 in discussions between the profession and the Minister of Health and was initially seen as involving only physicians and government.  As the project developed, however, consumers began to take an active role.   

First the Royal Australian College of General Practitioners established a working group to develop standards of practice for GPs in 1992 and has been engaged in an interactive process with the profession, government, and consumers who have been reviewing and commenting on successive drafts.  The introduction to the Response by the Consumers' Health Forum to the Discussion Paper:  Draft Standards for General Practice, dated April 1993  notes:

"CHF congratulates the RACGP on the progress it is making.... It is apparent that considerable thought has gone into assimilating comments made on the previous draft."  The criteria and indicators supporting the standards have been extensively re-worked since the 1993 draft as a result of the process of trial and consultation.

Assistant Secretary General of the RACGP, Dr. Michael Crampton notes that the process "has revealed ... a full range of views about what constitutes quality"  and that different stakeholders have different perspectives.
 

Dr. Col Owen, president of the Royal Australian College of General Practitioners thinks the CHF influence has been positive:  The groups I have been involved with who have dealt with the Forum have found that a) their input has been very useful because they have experience in things such as standards and accreditation which we are still only coming to terms with and b) the consumer groups in general are supportive of general practice."

In November 1995, CHF hosted a conference on health care quality attended by consumers, researchers, providers, government officials and other interested parties.  It was used as an opportunity to explore policy proposals for reform in light of their impact on quality and offered numerous chances for debate and discussion.  At the conference, Dr. Michael Crampton gave an up-date on the GP standards development process noting that the new 1996 version is undergoing its final development and "that includes specific consultation with representatives from the Consumers' Health Forum."

Other Issues:  Who is a legitimate consumer?  How are they accountable?  Whom do they represent? What issues can they tackle?
While many health professionals have welcomed the consumer movement's involvement, former Chairperson Janne Graham says that some do seem uncomfortable with it and the pivotal role the forum was playing.  "What we are talking about is a cultural shift and we are always uncomfortable with that sort of change."
  Australian Medical Association President, Dr. David Weedon, for example, believes the forum is "too politicized" and that "one needs to be removed from government to be truly representative of consumers," suggesting that the funding relationship with government necessarily compromises the Forum's independence.    

By contrast, the Doctors' Reform Group, a small group of physicians, who support universal public health insurance, and want to pilot different types of non-fee-for-service reimbursement for doctors, supports the CHF and its growing influence.  Its president, Con Costa, thinks being politicized is fine.  "If the forum is going to take its involvement on these committees seriously, then without it being tokenism, like any other group they need to be very politicised."

Within the consumer movement in Australia, these issues occasionally arise.  However, the structures of CHF were very carefully and deliberately developed to ensure accountability and open lines of communication.  These strategies have helped CHF avoid some of the difficulties mentioned earlier.

Issues re: Resources
As noted earlier, CHF is funded by the commonwealth government for its core operations -- approximately $315,000[Australian dollars].*  CHF also receives support from member organizations and, this year has grants for special projects totalling some $700,000.  

The biggest concern about resources for CHF was what would happen when the Labour government which got it started, lost office.  And indeed,  Labour lost the most recent election in 1996.  Prior to the election, the Health Forum, CHF's newsletter, arranged an interview with the Opposition Spokesperson on Health, Dr. Michael Wooldridge.  He said he believed consumers had a role to play in determining health care policies and practices and he indicated that existing support arrangements for the organization would be maintained in the event of a Coalition victory.
  Dr. Wooldridge is now the Minister of Health.  Although CHF has to wait until the first budget is announced (August 1996) to know for sure, Kate Moore says she's hopeful that government support for the organization will be maintained and that, if cuts are coming, they will most likely apply to all sectors without singling out CHF.

Relevance to the Analytical Frameworks
CHF's work to clarify consumer perspectives in research and to promote participatory research (scientific), to improve the quality of information available to consumers about how to get good care (market), to establish complaints bodies and other mechanisms for redress (legal), and to promote consumer participation in all aspects of health care decision making (democratic participation) covers the full territory of approaches outlined by Draper and Hill in Table 1.  

They have had very insightful leadership
 at both the elected and executive levels, an effective process for developing consumers' capacity for participation (e.g. orientation, policy training, etc) which has allowed them to move well beyond the interests of individual patients and carers, (although this is a key starting point).  They have been able to provide effective linkages among a wide assortment of consumer groups, large and small, and encouraged their active participation.  In addition to issues brought to the table by their members, CHF has also tackled a set of broader issues on behalf of the whole consumer community -- issues related to access, quality and continuity of care.  The CHF therefore meets Williamson's definition of "consumerist".

As noted by Palmer and Short
 "The principle behind the CHF is that the best way to ensure better representation of the repressed community interest is through resourcing and networking consumer and community organisations that have an interest in health issues."  As they further point out, CHF's presence has allowed interest groups with concentrated interests, such as the Endometriosis Association or the Maternity Alliance access to policy tables where they can articulate and strengthen the interests of their members.  

"It acknowledges that the community interest is repressed because the existing structure guarantees that its interests will not be furthered unless an extraordinary amount of political and organizational energy is expended to counteract its structural disadvantage."

As for Paul Sabatier's framework, CHF really is a coalition of interests within the consumer health sector.  The policy conference on quality of care which it hosted last November is only one example of the opportunities for public debate encouraged by the organization, considering the large number of policy tables at which CHF consumers play a role.  Leading health professionals and government officials have acknowledged that this involvement has resulted in "policy oriented learning" for all.  

LESSONS FROM THE CASE STUDIES
The most significant lesson from the case studies is that meaningful changes to the structure of health care delivery are extremely unlikely unless consumers' potential and repressed interests can be transformed into challenging interests. This, in turn, is unlikely to occur unless extraordinary efforts are made to organize and resource the consumer sector.  In short, if it has been established that more consumer participation is desirable, where's the money?  The Canadian case studies signal that consumer input can be hampered by sporadic or insufficient funding. The Australian example shows what can be done when funding for consumers' core operations is stable and sufficient. 

The Canadian case studies suggest a particular difficulty with respect to Canada's taxation rules for charitable groups.  As government support for consumer groups has diminished, these policies, which limit advocacy work to 20 percent of the budget in order to retain charitable status, impede the ability of consumer groups' to raise funds in the private sector.  Consumerism is unlikely to be much of a force in policy development if funding opportunities are thus limited in both the public and private sectors.

On the other hand, the case studies also demonstrate that given adequate financial support and opportunities for consumers to "get in the game",  consumer perspectives can help to change beliefs and policy, too.  (This is not to deny that consumer perspectives can be changed by challenges to their beliefs, as well.) 

The case studies warn however, that consumer groups may feel coopted by their funders, whether the money comes from government or business, and fear being accused of being "bought and paid for".  This can only be countered by clarifying that advocacy has a legitimate role in the policy-making process and by demonstrating over time that criticism (or praise) of policy directions by consumers does not affect funding support.  This may seem too much to ask in a political arena where so much is at stake. However, it does appear more likely that governments can comply with this condition better than private sector firms.

And so while more consumer participation can be helpful to governments who want to introduce structural reforms to health care, it cannot be assumed that the actual policy directions envisioned by government at the start of a policy development process will automatically be accepted by consumers.  Similarly, if pharmaceutical companies become the alternative source of finance for consumer groups (several interviewees suggested that they were the only ones with deep pockets these days), consumers would likely find it difficult to speak out about drugs and the behaviour of the industry.

In addition, the case studies also clarify a number of issues related to representation.  First, is the need for processes to ensure that consumer representatives on policy making bodies are not just acting on an individual basis but are also accountable to those whom they represent.  Groups need to have democratic processes for selecting representatives and strong mechanisms for creating an iterative loop for seeking input and feedback as policies develop.  

The case studies also suggest that although one need not have an illness or health condition in order to advocate for better services, those who do have direct experience of the system may be in a better position to judge its quality of service, and in some cases, its quality of care.  On the other hand, they may also be less able to participate because of their illness.  There may also be issues which "survivors" do not wish to address directly themselves (such as Palliative Care) but which could be tackled by other consumer advocates, such as family members.

The case studies also demonstrate the challenge facing consumer groups in addressing their information needs, both in terms of managing incoming information and publishing their own newsletters, position papers, policy critiques and alternative proposals.  Although adequate resources are part of this challenge, there are also technical challenges related to the complexity of many health care issues and numerous administrative challenges.  And while computer use and Internet connections are permitting wider access to some consumers, the increasing reliance on these newer forms of communication may be excluding many potential participants.

With respect to creating linkages and forming alliances all three case studies point to strength in numbers and the greater potential in sharing resources and working together.  Shared values appear to be important in maintaining such alliances over the long term and their absence may doom an alliance's longevity.  Also, the potential for information sharing should not be overlooked.  Policy analysis in one jurisdiction may well have relevance to another group or geographical location.  

The analysis of regionalization (and Canada's experience with hospital boards, more generally) suggests that governance mechanisms provide relatively weak levels of accountability and have not necessarily enhanced opportunities for consumer participation. The lesson is that creating more boards, or more consumer positions on boards, or introducing elected boards, will not likely have much impact on increasing consumer influence -- although these initiatives may be worthy for other reasons including the desire of the organization to reflect its own community more accurately.

The case studies also identified some approaches related to government consultation processes which have been rejected by consumers as inappropriate:

·
"rigged" processes in which the outcome is pre-determined are unhelpful -- consumers are not there to rubber-stamp; 

·
"tokenism" -- the tendency to appoint a solo consumer representative and assume the participation base is covered.  It isn't.

·
"undue haste" -- the failure to recognize that consumer involvement adds to the time required for policy development.  The time may well be worthwhile if it results in better policies.  

The case studies also allow us to derive some specific measures that would serve to increase and strengthen consumer participation in policy development here in Canada: 

·
creating more opportunities for public debate;

·
helping consumer groups network with one another, sharing information, analysis, and resources;

·
helping consumers to become more knowledgable about the policy process.

As a final lesson, it seems clear that although consumers tend to organize around a single issue or condition, (breast cancer, long term care, disability, AIDS, etc.), some proposals for reform if implemented, would provide better service to all of these groups.  Bringing small and large groups together in a broad based coalition and encouraging them to develop a united position regarding specific health reform proposals, could dramatically change the political balance of debates.  

WHAT GOVERNMENT CAN DO
1.
CLARIFY THE GOALS OF CONSUMER PARTICIPATION:  The consumer organizations in our case studies were very clear about their goals and objectives, but government processes involving consumer input have not always been quite so explicit.  A starting point would be for governments to clarify their goals for consumer participation.  This would allow consumer groups to evaluate a) their desire to participate and b) what might be expected of them if they choose to do so.  


Governments cannot really reform the delivery system without consumer involvement.  Many provinces have made a start through regionalization and hospital rationalization processes to attempt to improve their system's cost effectiveness.  However, many of the recommended policies for resource reallocation have been frustrated by opposition from provider groups.  For example, experts have been recommending for years the need for a stronger, more coordinated and integrated  primary care system.  It has been the subject of national debate.  However, reform in this area has, so far, proved elusive.


The theoretical literature suggests that this won't happen without expending enormous energy to organize the repressed and potential interests in the system. So the ball is very much in government's court.

2.
ENSURE FUNDING FOR CONSUMER INTEREST GROUPS:  The involvement of government as a funder of special interests groups, is in general unnecessary.  Most industrial and professional interest groups can pay their own way.  Many "disease-specific" groups established primarily to raise funds for research are also in a position to be self-financing.  However, consumer interest groups with a major focus on advocacy (in addition to member services) are different.  To function effectively, they need reliable core organizational support.  This support must not involve cooption to a particular agenda or partisan position, but it needn't be entirely "without strings".  One "acceptable" string might be to tie funding to the consumer organization's willingness to meet the government's goals of consumer participation as well as their own.  The requirement to participate in the policy process, to contribute to the debate, to build and foster a consumer coalition of interests through networking, and policy orientation for consumers  -- all of these could be part of the "contract".


To assist advocacy groups to raise private sector resources, government should also seriously consider changing the current rules for charitable giving to permit these groups to retain their charitable status even though more than 20 percent of their resources are spent on advocacy activities.  Without this change consumerism will lose even more ground in Canada, from its already quite weak position.

3.
SUPPORT AND MANDATE MORE CONSUMER PARTICIPATION IN DECISION MAKING:   While increased government funding for consumer advocacy appears essential if health reform is to move forward, the support required is not only financial but also structural.  Governments are in charge of designing processes which can either include or exclude consumer participation.  They can further the opportunities for consumer impact by explicitly mandating consumer participation.  It should be noted however, that the capacity of consumer representatives to participate  meaningfully also needs to be ensured.  This could involve, as just one example, sponsoring policy orientation sessions for consumers to become more informed about the policy process.

4.
CONSIDER SPONSORING A NATIONAL CONSUMER HEALTH FORUM: The Consumers' Health Forum of Australia provides an excellent organizational template for strengthening consumer participation in health policy development.  Many officials in the Australian government as well as politicians acknowledge the useful role consumers can play in moving forward the health policy agenda.  


However, even if a organization modelled on the CHF were seen as desirable in Canada there remain questions about whether such organization would work here. What are the similarities between our two countries, our respective health care systems, institutional arrangements and policy processes?  In short, are the impacts in Australia, generalizable to the Canadian scene?


To respond, both countries are modern industrial states with parliamentary democracies.  Both involve large territories.  As to the details of our respective health care systems,  there are both similarities and differences.   Perhaps one of the key differences is the fact that in Australia many health policy decisions affecting service delivery occur at the federal level.  This is not the case in Canada, where provinces have almost exclusive jurisdiction over health care delivery, both constitutionally and in practice.  However, in the case of breast cancer, the federal government has found ways to support the development of a national network of breast cancer survivors.  Perhaps this can be the precedent that leads to federal support for consumer coalition building at the national level.

5.
SPONSOR A CONSUMERS' HEALTH CONFERENCE


A developmental step to explore the potential of these recommendations would be for the federal government to host a National Consumers' Health Conference in 1997.  The focus would be on engaging consumer advocacy organizations from across the country to review their current perspectives on health reform and their willingness to work together on a joint agenda.  

CONCLUSIONS
It is important that these initiatives be viewed as national, but not necessarily federal, given the dominant role of provinces in health policy development.  

While support for consumer participation can be politically useful, it also appears to be in the broader public interest to engage the perspectives of these important, but often neglected, stakeholders.  Public support, in the form of funding for advocacy and other consumer group activities is not merely a contribution to another "interest group" but an investment towards a more civilized and civic society.  

While the decision to move forward on these issues is obviously a political one, the consequences of failing to act also have political implications.  Canada's health care system is a treasured national resource which badly requires structural reform.  The reforms are currently stalled, largely because dominant interest groups object to them.  Consumers -- particularly those with chronic illness -- stand to benefit from a better organized system, but they are poorly organized and poorly resourced.  They could be a much more potent voice in advocating for change, if given the chance.


APPENDIX

Interview List
The following people were interviewed for this project by phone in June, 1996.
Andrew Aitkens, 

Research and Policy Coordinator

One Voice Seniors Network

Ottawa, Ontario

Sharon Batt, Founder,

Breast Cancer Action Montreal and

Policy Advisor to the Canadian Breast Cancer Network

Montreal, PQ

Dr. Cindy Bell

Medical Research Council of Canada

Ottawa, ON

Ms. Barabara Mains, Executive Director

Willow,

Toronto, ON

Lin Grist,

The Lyra Group

Toronto, ON 

(former political advisor to Ontario health ministers,

Frances Lankin and Ruth Grier)

Michele Harding

Health Strategies Group

Ministry of Health

Toronto, ON

Dr. Maria Hugi

Consumer representative

Clinical Guidelines Committee

Canadian Breast Cancer Initiative

Whistler, BC.

Pat Kelly, Co-founder

Burlington Breast Cancer Support Services, Inc.

Burlington, ON

Louise Liao, Director

Research Program

Canadian Breast Cancer Research Initiative 

Ottawa, ON

Professor Abby Lippman, Researcher

McGill University

Montreal, PQ

Lise Mathieu

Program Manager

Disease Prevention Division

Health Canada

Margaret Ann McHugh

Manager, Women's Health bureau

Ontario Ministry of Health

Dr. Phillip Mickelson, 

Medical Consultant

Health Standards, Disease Prevention Division

Health Promotion and Programs Branch

Health Canada, and Facilitator of the

Clinical Guideline Committee

Canadian Breast Cancer Initiative

Ottawa, ON

Dawn Renee

Coordinator

Canadian Breast Cancer Initiative

The following people were interviewed in November, 1995 in Australia:
Dr. Michael Crampton

Assistant Secretary General 

Royal Australian College of General Practitioners

Dr. Con Costa

Doctors Reform Group

Sydney, Australia

Janne Graham

Former Chairperson,

Consumers' Health Forum of Australia Inc.

Lyons, ACT

John Loy

First Assistant Secretary

Hospital and Health Financing Division 

Commonwealth Department of Health and Human Services

Canberra, ACT

Kate Moore, Executive Director

Consumers' Health Forum of Australia Inc.

Lyons, ACT

(also interviewed in July, 1996)

Ros Wood, Chairperson, 

Consumers Health Forum of Australia Inc.

Melbourne, Australia
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