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Preface:
The Concept of Consumer Exit, Voice, and Representation

citizen control.3 It may also be something less, such as
delegated power in a specified area or a partnership between
producers and consumers. Participation can also be merely a
device for informing those who make decisions, a form of
consultation. Organizations can also use token participation
as a means of co-optation or manipulation.

Most individuals don’t have the time to participate in decision-
making or to express their voice on every issue that arises.
However, their views or interests can be represented by an
intermediary that speaks or acts for the groups they represent.4

How the views of the consuming public are best represented
is a major challenge in making voice effective.

One can distinguish three different kinds of representation:
(1) Formal Representation, the institutional mechanisms by
which representatives are selected and controlled5; (2)
Substantive Representation, the process of acting in the
interests of constituencies; and (3) Descriptive Representation,
choosing representatives to mirror the represented group’s
ethnic or social makeup or other characteristics.

Consumer representatives can play various roles. These range
from directing or controlling policy, exercising delegated
power for defined tasks, being a partner with producers,
providing advice, or participating without power as a token
or symbolic gesture.6

This report examines the potential role for the public in making
MCOs respond to their wishes—by means other than choosing
to enroll in one MCO rather than another, i.e., market exit. It
describes various ways consumers can become involved in
shaping the policies of MCOs and differing ideas about how
the public’s views can be represented. We begin here with a
brief definition of key terms.

Market proponents believe that the best way to control health
care spending and increase the availability and quality of
services is to give consumers a choice among competing
managed care organizations. For them, the engines driving
change are financial incentives for individuals to shop for the
health plan which offers the best value. If the performance of
an organization declines, its customers or members will
become dissatisfied, and their defections will signal the firm
to clean up its act. In short consumers can express their
dissatisfaction by exiting, purchasing their services elsewhere.

For Albert Hirschman, author of the classic, Exit, Voice, and
Loyalty: Responses to Decline in Firms, Organizations and
States, there are two choices: not just exit but voice—
complaints, grievance, protests, and political pressures.1

Consumers may express their voice horizontally, among
themselves and potential consumers, or vertically to
authorities. They may express themselves individually or
collectively. Voice takes many forms. Individuals can state
their views when asked, complain, file grievances, protest,
bargain collectively, participate in organizational governance,
appeal to higher authority, or become active in politics. They
may express their concerns to physicians, managers,
policymakers or influential outsiders—such as the press or
activists—who may take up their cause. Voice can be exercised
episodically as special circumstances arise, or continuously
through established consultative mechanisms. Sometimes exit
and voice reinforce each other, while at other times they may
be at cross-purposes. Each has strengths and limitations. Exit,
for example, sends a powerful signal that something is wrong,
but reveals little or none of the information that voice can
provide about the problem or possible remedies.2

Individuals can express their voice by participating in decision-
making. At its fullest, participation can mean consumer or
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Chapter I:
The Interplay of Consumer Voice and Exit in Managed Care

I. How Consumer Voice Became an Issue

Once called “an alternative delivery system,” and considered
a means of reform, managed care has now become the
predominant vehicle through which the public receives health
care services. Yet the public now views managed care
organizations (MCOs) as a source of problems to be addressed,
and the issues surrounding MCOs figure prominently on the
national political agenda. In the last five years there have been
successive waves of state and federal legislation and regulation
of managed care which aim to protect the public and bolster
the authority of doctors and other providers in relation to
MCOs.7

Take, for example, recent legislation for a “bill of rights” for
managed care consumers.8 These include several items: the
right to appeal decisions not to provide services, the ability to
sue MCOs for medical malpractice, easy access to specialists,
coverage for emergency care, an accessible network of
providers, access to out-of-network providers, and prohibitions
on MCOs restricting communication between doctor and
patient.

Step back from these issues. Underlying all these legislative
provisions lies one question. Which issues should be left to
the market and which should be decided by public policy
through some kind of representative process? The spate of
current regulation represents political backlash against the
policies and practices of MCOs.9 The public has used the
political process to achieve what it could not through the
market. This is in sharp contrast to conventional ideas about
how consumers affect the behavior of firms: namely that
consumer choice in the market will force health care providers
to cater to their wishes. The fact that there is a political backlash
suggests that at least in certain situations the market does not
work on its own and that the public relies on an alternative—
exercising its voice.10

Health care represents an unusual case for testing the efficacy
of markets, government regulation, and democratic means of
exercising public control over firms.11 U.S. policy has shifted,
sometimes intervening in health care markets, other times
leaving them alone.

From World War II until the mid-1970s, medical care was
viewed as different from most other goods and services. The
federal government subsidized the growth of medical schools
and in 1965 created Medicare and Medicaid, publicly financed
insurance programs for the elderly and the poor. Most people
did not believe that the market alone could perform these
functions. The government also subsidized health insurance
for the middle class through tax subsidies for employer-
provided health insurance and health insurance provided by
nonprofit insurers and hospitals.12 Even economists, led by
Nobel laureate Kenneth Arrow, believed that markets could
not work in health care as in other sectors of the economy
because of imbalances of information between providers and
patients.13 This skepticism regarding health care markets was
used to justify professional licensure, regulation of hospital
construction using certificate-of-need, and community health
planning. It is also supported by an ideal of professionalism
which ceded authority to doctors to regulate themselves and
act in the interest of patients, and which provided little external
oversight.

Health planning in the U.S. was bolstered by the passage of
the Comprehensive Health Planning Act in 1966, which
required localities to survey and produce health plans.14 The
trend was continued by 1972 legislation creating Professional
Standard Review Organizations, which were charged with
assessing the appropriateness of hospital care that patients
received under Medicare.15 Hospital expansion was regulated
by legislation in 1972.16 The trend was solidified by enactment
in 1974 of the Health Planning and Resources Development
Act, which created Health Systems Agencies with consumer
representation to implement health planning.17

Yet while health care regulation grew in the 1970s, at the same
time other trends emerged that promoted a market-oriented
approach to health care. The tide shifted in the late 1970s and
early 1980s, and for the next 25 years many restrictions on
markets were chipped away. Courts, economists, and critics
suggested that regulation of health care was fueling health
care spending and stifling innovation. There was a steady flow
of proposals to promote health care markets followed by
changes which treated medical care services more like other
goods and services. The professional exemptions from anti-
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trust laws were removed by lawsuits in 197518 and 1982.19

Federal certificate-of-need regulation of the growth of medical
facilities was dismantled in the 1980s. Starting in 1978, Alain
Enthoven proposed managed competition to control health
care spending and improve quality.20 The 1980s and 1990s
were also characterized by the rapid growth of the investor-
owned for-profit health care sector and conversion of not-for-
profit providers and insurers to for-profit status.21 In 1997 62%
of MCOs were for-profit, up from only 12% in 1981.22

The 1960s skepticism about markets in health care gave way
to celebration of markets in later years. The language of
markets, management, and money became integral to
discussions of health care.23 Health care institutions also
changed. The most prominent development was the rise of
MCOs, which combined prepaid health care insurance with
the delivery of health care services, frequently with financial
and managerial controls over the provision of health care
services. These organizations had their origins in the 1930s
as experiments to deliver health care through nonprofit prepaid
group practice that increased access to services and lowered
costs. Initially viewed as something of a “socialistic”
experiment, medical societies fought them. Yet a few such
prepaid group practices thrived, including Kaiser Permanent
in California and Group Health Cooperative of Puget Sound
in Washington state, Group Health Association in Washington,
DC, Harvard Community Health Plan in Boston.24 They served
as a model for President Nixon’s Health Maintenance
Organization (HMO) Act of 1973. And since the 1980s it has
been for-profit variations of such prepaid group practice that
have grown most rapidly. As they grew, so did the ways in
which insurance and health care services could be organized,
financed, and marketed. Somewhere around the late 1970s,
the term “managed care organization” was coined to describe
a wide variety of such organizations that were not organized
as the original HMOs were, i.e., as individual organizations
integrating both the insurance and delivery of medical services,
and with physicians as salaried employees.

During this time, there was also a shift in how the public
viewed the users of medical services. Traditionally, they were
called patients and were usually treated paternalistically by
doctors. But patients’ rights, women’s health, and disability
rights movements helped change the way patients were
viewed. Patients’ rights advocates argued that doctors should
respect the autonomy of patients, obtain their informed consent
before providing medical treatment, and allow patients to
participate in medical decision-making.25 Their intent was to
foster the autonomy and rights of women and people with
disabilities and patients in general. They engaged in concerted
political activity to change our health care system.26 However,
in the process, they encouraged market trends. If people that
were ill could make more decisions themselves than doctors
had traditionally accorded, then it was easy to conceive of
them as medical “consumers” rather than patients.27 And
indeed, that is what happened. Soon the focus shifted from

patients’ rights and informed consent to consumer choice and
consumer rights.28 While these changes eliminated a great deal
of physician paternalism, individuals were left to the vagaries
of the market with the assumption that they could be better
off with unrestricted consumer choice.

The Flaw in Current Policy

For the past two decades public policy treated MCOs as if
they were providers of most other consumer services, and that
with the right market conditions, they would cater to consumer
preferences. Major efforts were channeled into providing
consumers with information and eliminating other obstacles
to health care markets functioning well.29 Employers and other
purchasers also began to use their purchasing power to obtain
better value for their money. While admitting that MCOs were
not perfect, many people saw increased market competition
as the main way to improve managed care.

This conception of managed care is flawed. Managed care is
not a traditional service, and individual patients and MCO
members—what I will call consumers for short—are very
different from purchasers or users of most other services. These
differences, often ignored by those who advocate consumer
choice among alternative MCOs, limit the effectiveness of
market approaches as a means to promote accountability of
MCOs to the public.

MCOs, unlike providers of most private services, exercise
authority over those who receive their services, much the way
that governmental institutions exercise authority over citizens
who are beneficiaries of their social programs and policies.
There are four key reasons.

First, participation in MCOs is often not voluntary. For many
privately insured individuals, being a managed care subscriber
is not their own choice. Most employers do not give employees
a choice of more than one health plan. Thirty-five percent of
covered employees were offered only one plan and only half
of employees were offered three or more plans.30 In 1998,
54% of Medicaid recipients were enrolled in managed care
plans.31 And, once an individual is enrolled in an MCO, their
choice is more restricted than otherwise.

Second, a major distinction between managed care and
indemnity insurance is that indemnity insurers don’t judge
the necessity for medical care or control its use of services
while MCOs do. MCOs mediate what services to provide
members and decide what services are medically necessary
and how to provide them. MCOs make these choices subject
to a limited budget and so effectively ration resources.32

Third, MCOs also collect approximately equal funds from a
large number of individuals and provide differing levels of
benefits based on their criteria of need, thereby redistributing
resources among individuals.
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Moreover, the funding for MCO services is publicly subsidized
and the services they provide are imbued with a public purpose.
Rather than being merely private purchases, many health care
services have a public aspect and affect the community as
well.

These features make consumer choice in the health care market
less viable as a way to promote organizational accountability.
Traditional government regulation of industry is one way to
address this problem but there is also another: giving the public
greater say in the operation of MCOs. Since MCOs exercise
authority over their members, individuals subject to MCO
authority should receive an accounting for their performance
and main policy choices they make. The public should also
have some voice in key policies and decisions that MCOs
make, just as is the case for governmental agencies. Yet MCOs
today perform their work using criteria that are not generally
known let alone subject to public debate, representation, or
approval.33

II. Managed Care as a System of Authority

Not Voluntary

Most individuals enrolled in MCOs don’t choose them from
alternatives such as indemnity insurance, nor do most people
even have a choice among competing MCOs. Indemnity
insurance, once the norm, is now available mainly for the well-
to-do, only approximately 11% of the American public in
1998.34 Even choosing among managed care plans is limited.
Most employers do not give employees a choice of more than
one health plan. In 1999, 35% of employees were offered only
one plan and only half of employees were offered three or
more plans.35 The poor, in particular, have few exit options.36

Some state Medicaid programs lock beneficiaries into a
managed care plan, generally the one with the lowest premium.

Moreover, many individuals who would like to be insured by
managed care or other health insurance, can’t. Approximately
18% of Americans lacked health insurance in 1997 and 32%
did not have health insurance some time over the previous
two years.37 MCOs and other insurers refuse to enroll many
individuals because they are already sick or have a higher
than average risk of becoming ill. Still other people lack funds
to purchase the most basic insurance. And after Congress
passed the Balanced Budget Act, which created new options
for managed care in the Medicare program, most MCOs
decided not to participate in the program, effectively denying
this as a market option for most seniors. As of January 1999
10.4 million Medicare beneficiaries had no choice of managed
care plans, 4.7 million had only one plan and 23.8 million
had more than one plan to choose from.38 And between 1998
and 2000, 198 HMOs dropped out of the Medicare program,
forcing 750,000 people to find a new Medicare plan.39 Thus
managed care is imposed on many who would like an
alternative. It is not an option for others who would choose it
if they could.

Rationing and Redistribution

MCOs not only provide services but also ration medical care
for their members. MCOs receive fixed premiums and are
responsible for providing all necessary medical services for
their subscribers (subject to exclusions specified in their
policies). To stay solvent MCOs must manage their costs and
spending and develop ways to deliver their services efficiently.
However, there is also a trade-off between the money spent
on patient care and the profit or surplus the MCO receives.40

In short, a main way MCOs control spending is by limiting
the volume and cost of services they provide to subscribers.

To limit their costs, most MCOs create procedures and rules
which control access to specialists, hospital care,
pharmaceutical products, and other services.41 They set
guidelines for treating different medical conditions and the
length of hospitalization. MCOs also typically review the
necessity of medical services that doctors recommend and can
veto or modify choices that doctors make. In so doing, MCOs
limit the discretion of the individual clinician as an agent for
patients. In making such decisions, MCOs assess the value of
reducing different categories of medical risk, in effect
balancing claims to services from competing groups. Such
choices are not merely technical or reducible to medical
knowledge, science, or an economic calculus. They require
judgments about values that are essentially political. In effect,
health policy is delegated to MCOs and their agents.

Of course, MCOs tend not to override or ignore most physician
decisions about what care is medically necessary. So MCOs
enlist the aid of doctors in rationing medical care. MCOs
attempt to change the standard of care and the individual
decisions of doctors. They harness physician self-interest as a
tool to control resource use. They pay doctors in ways that
give them financial incentives to be frugal in using or
recommending services or referring patients to specialists or
hospitals. Doctors in most MCOs bear part of the cost for the
resources the MCO uses, a powerful incentive to make clinical
choices in ways that reduce resource use. The fewer costs
incurred for patient care, the greater the income physicians
will receive. Doctors are now partners with MCOs in
controlling costs through rationing.42

Health insurance by its nature redistributes resources from
the healthy to the sick. People pay for health insurance because
they want to be able to tap medical benefits should they need
them but do not know whether they will. They pay premiums
regardless of their health but don’t reap the benefits unless
they need medical services. This redistributive function makes
enrolling in an MCO or other health insurance more like
funding a governmental program than purchasing an individual
product. The insurance plan, like a government social program,
provides economic security for all those who are eligible to
receive benefits, and the individuals who don’t need the service
in effect subsidize the program for those who do. Willingly
(or reluctantly), we pay taxes to fund a government program



Promoting Accountable Managed Health Care
5

because we feel obligated to help those the program supports
and also because the program might help us. Yet in the case
of governmental programs the public can use the political
process to determine how the program works. There is little
public input into the operations of managed care.

Public Subsidy

Our private health insurance system and infrastructure are
publicly subsidized. In 1998 approximately 46% of U.S. health
care spending was paid for directly with public funds through
programs such as Medicare, Medicaid, and CHAMPUS
(Civilian Health and Medical Program of the Uniformed
Services).43

Even private payments are subsidized by tax-expenditures.
Employers’ payments for health insurance premiums are tax
deductible business expenses. Employees, too, often pay their
share of premiums with pre-tax earnings through workplace
tax benefit plans, which have the same effect as a tax
deduction. Individuals who purchase health insurance on their
own also can deduct their premiums. The loss of tax revenue
from such subsidies, the so-called “tax expenditure” was $111
billion in 1998.44 Our medical infrastructure is subsidized as
well. Government funds have contributed to construction of
nearly all U.S. hospitals through the Hill-Burton Act. Graduate
medical education and biomedical research are heavily
subsidized by the National Institutes of Health. MCOs share
in this subsidy.

In sum, MCOs make public policy on medical matters, have
significant control over the lives of their members, and use
public funds to perform their work. This itself is reason for
giving the public voice into MCO policies and requiring MCOs
to account for their decisions to the public. Yet many people
shy away from public solutions. They prefer to let individual
choice in the market be the means to make private firms
responsive to consumers. They say that individuals can leave
one MCO for another. However, such an approach is sorely
inadequate for managed care.

III. Why Market Choice Alone Can’t Make
MCOs Respond to Consumers

Typically, private firms have good reasons to cater to consumer
wishes. If they provide poor services, they risk losing
consumers to competing firms. Providing good service is in
the firm’s interest especially where a business relies on repeat
customers and long-term relationships for its reputation. This
need to attract and keep customers helps restrain the interest
of a firm in maximizing its short-run profit by skimping on
quality. In principle MCOs should behave in the same way as
other firms and thus resist temptations to provide too few or
poor quality services. These general incentives, however, don’t
work as well for MCOs for several reasons.

MCOs have no financial incentives to cater to the needs of
members who can use medical care the most, those with
chronic, high-cost illnesses. Such individuals represent a loss
to MCOs because they cost much more to treat than the
premiums they pay. MCOs are better off deterring such
individuals from joining rather than attracting them. The threat
of leaving is not an effective means for such individuals to
make their MCO respond to their needs.

Moreover, typically employers, not employees, decide which
MCOs or other health insurance plan to offer to employees.
This reduces the responsiveness of MCOs to individual
members because employers are imperfect agents for their
employees. While employers and employees have common
concerns, their interests are not always the same, a fact evident
from management-labor disputes. Certainly, employers need
to treat employees well enough to retain a ready supply of
labor and therefore will try to maintain a minimum level of
satisfaction. However, a firm’s loyalty and obligations are
primarily to shareholders or other owners, not employees.

Ownership of MCOs is also becoming concentrated, and this
limits available choice. Some analysts believe that a few
oligopolies will soon dominate the market. If this occurs these
MCOs may become complacent about the risk of losing market
share and therefore less responsive to consumer switching.45

Albert Hirschman calls attention to what he calls lazy
monopoly or collusive behavior.46 In a restricted market, a
firm may choose to be rid of its difficult customers rather
than change its behavior to please them. If a problem is
endemic among all rival plans, dissatisfied customers will only
be able to switch to an equally unresponsive competitor.

However, choice within an MCO or physician network might
render unnecessary choice among competing MCOs. Is this
so? Will MCOs respond to consumers if they can choose
among several physician groups, or go outside the preferred
provider network? Such choice won’t produce options for
consumers that make the most significant difference. MCOs
restrict the clinical decisions of all physicians through
organizational rules and influence physician discretion through
financial incentives.47 Thus when consumers switch doctors,
they are subject to the same organizational constraints that
significantly affect the care they receive. Moreover, many
consumers in preferred provider organizations can’t afford to
pay the extra fees required to seek care outside the list of
preferred providers.

Unlike many other services, there are high costs for most
people to switch MCOs. For one, patients are often loyal to
their doctors. Switching doctors may also mean severing an
established patient-physician relationship. Exit is especially
difficult for patients with chronic or complex conditions that
require coordination among medical personnel or particular
knowledge of the case. And especially for the sick and the
frail, shopping for medical care may be physically and
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emotionally difficult.48 If the MCO’s performance is mediocre
but not terrible, they may simply suffer poor quality and the
market will not do its work.

The fact that managed care provides a bundle of varied medical
services, medical providers, and health insurance also makes
exit a crude tool. Consider a family of three, each with different
medical problems: the father with a cardiac problem, the
mother with breast cancer, and the child with asthma. Suppose
that the family can choose among three managed care
organizations, each of which is strong in only one area of
medical care that the family needs.49 Which should the family
choose?

Rational Consumer Choice and Report Cards

Individuals are also not in a good position to evaluate MCOs.
For most purchases consumers make—food, clothing, home
products, restaurants, and rental housing—the stakes are low
and the variables that differentiate the product or service
relatively few. People make these purchases frequently and
when they make a bad choice they learn quickly, without much
cost, and are better informed the next time.

Choosing an MCO is a different matter. The consequences
can be great, the number of factors that differentiate MCOs
are many and often not apparent to the layperson. People make
such choices infrequently. Experience is also an inadequate
guide. Since most people are healthy, they won’t encounter
the effect of their MCO policies or learn how well it performs
until they are ill—which is when they will need it most. Even
then, their experience probably won’t be a good guide for the
future. Unless consumers have a chronic condition, they
probably won’t need the care of the same doctors and other
providers again. Other medical personnel may perform very
differently, and so might the MCO for different kinds of
medical problems.

The lack of knowledge that most people have about medicine
has always been an obstacle for their making choices.50

However, it’s much harder to compare two MCOs than two
physicians practicing the same specialty because the number
of variables is much greater and there is much less reliable
information.51 In choosing among MCOs, consumers compare
two networks of physicians, hospitals, and other medical
personnel. In addition, one must compare systems of quality
assurance, methods of administration, including systems for
resolving complaints, handling appeals, and organizing
personnel and services. Each is difficult to assess. Consumers
would like to know whether the MCO would provide good
care for them when they need it. But since most people don’t
know what illness they will have and thus, what medical
personnel will provide the service, it’s hard to compare two
different MCOs. Moreover, most MCOs can contract with
different providers yearly and so even a careful assessment of
which MCO has the best provider network is constantly in
flux.

There is now a movement to create report cards that rank MCO
performance along several dimensions to help consumers
choose among them.52 Still in their infancy, most report cards
have focused on consumer satisfaction and medical outcomes
for a few medical conditions. They measure quality based on
proxies such as the rate of childhood immunizations or the
success rate in coronary artery bypass surgery.

Typically designed to be understandable by the layperson,
report cards focus on a few key measures and in doing so
simplify and screen out a great deal of pertinent information.
For example, there is very little public information on the
internal operations of MCOs, their management practices, the
criteria they use for utilization review and the process used to
conduct it, and the incentives paid to physicians for cost
containment. There is also little data available on the
performance of physician groups, which are now assuming
functions that were traditionally the province of MCOs,
including bearing financial risk, overseeing quality assurance
and utilization review, and monitoring consumer complaints.
Furthermore, much of the data is not collected using uniform
standards and is not subject to audit.

Report cards also infrequently provide data related to MCO
performance in addressing particular medical conditions,
which would help people who are most apt to make
comparisons: those with chronic illnesses. And most report
card measures of outcome are based on averages of all
physicians in the MCO rather than the much smaller physician
groups that will serve a particular member. The measures of
outcome therefore don’t accurately reflect the experience of
the doctors consumers will use.

Report cards aimed at individual consumers simplify greatly
and therefore lack detail that would allow a robust and
sophisticated assessment of MCOs. Information about MCOs
that is not included in report cards could reveal a great deal
about an MCO’s values, particularly on how and where to
ration and what groups gain and lose by the way the MCO
manages costs. However, providing a great deal of detailed
and complex information about MCOs probably would
overwhelm most laypeople.53 This problem could be overcome
if instead a great deal of information was made available to
expert intermediaries. They could use such information to
make informed judgements and advise consumers on which
MCOs to avoid or to seek out.54 That is the model and lesson
of the information disclosure in the securities market.55

Nevertheless, it will be hard for anyone to perform this expert-
intermediary role because much of the kind of data that would
allow a thoughtful assessment of the performance of MCOs
and providers is not publicly available. MCOs have or could
produce most of this information but are unlikely to do so
voluntarily. They consider this information their private
property, and making it public is costly and offers MCOs few
benefits. Rather, it raises potential dangers, for example, that
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outsiders will raise questions about their performance or that
other firms will use the information to compete with them.
Most HMOs also are worried that releasing information could
yield increased regulatory oversight or could help lawyers
bring lawsuits against them.

As we have seen, consumers’ relation to MCOs is very
different from their relation to providers of other services,
and is more like that of a citizen to a governmental program
providing benefits. Moreover, choice of MCOs is less effective
as a tool to make MCOs responsive to consumers than is the
case for many other services. Small wonder then, that as
managed care became the predominant means by which the
public received health care and problems with managed care
came to light, there was a public backlash.

IV. Why Current Proposals for a Patients’ Bill of
Rights Are an Important but Insufficient Remedy

Current public debate over how to reform managed care
ignores key issues. Some proposals would provide consumers
with more information so that the market can work better.
Thus, bills introduced in numerous state legislatures required
that MCOs disclose to their subscribers the financial incentives
that doctors receive to be frugal in providing services and a
good deal of other information about how MCOs work.56 The
assumption behind such disclosure is that informed consumers
can make better choices among competing MCOs and thereby
force MCOs to cater to their preferences or lose business.

Other groups champion a “patient bill of rights” which will
allow lawsuits against MCOs, as well as appeals, from their
decisions not to provide a service, and various minimum
standards. These reform proposals seek legislative fixes to
particular problems and provide important new remedies.
Once in place, such standards, appeals, and the right to sue
can improve performance, deter negligence, and provide
important feedback to MCOs, advocacy groups, and oversight
agencies. However, legislation creating due process rights does
not change what caused the problems that give rise to
grievances, nor create a mechanism to incorporate citizen voice
into future policies or decisions of MCOs short of another
round of legislation. Such legislation, although an important
reform, leaves control over the policies and rationing priorities
in the hands of MCO managers, not in those of the people
who may use the services and ultimately pay for them.

The notion that consumers should have a right to appeal
decisions to deny services to a neutral party is based on ideas
about fair judicial process that every American takes for
granted. The constitution requires that government agencies
provide due process when important individual rights or
benefits are at stake. Government agencies may not deprive
citizens of property or important interests unless they do so
using fair procedures and allow the individual to challenge
the state action before a neutral party.57

Constitutional requirements for due process, however, apply
only when there is state action and so do not pertain to the
action of firms acting in a private capacity.58 Currently,
Medicaid patients are entitled to constitutional due process
and fair hearing requirements and Medicaid MCOs are legally
obliged to provide such hearing.59 Medicare patients are
entitled to appeals by federal regulation.60 It is therefore
significant that legislation has now been passed by both houses
of Congress to create due process rights for MCOs serving all
patients.61 Such legislation, if signed into law, will be an
important step in protecting consumers and making their
grievances heard.

Appeals of MCO decisions not to provide service give
consumers the opportunity to be heard by a neutral party, which
can require the MCO to provide the service. However, this
kind of consumer voice does not address many problems. Such
appeals can only change what services are provided in
individual cases. They don’t create precedents that bind the
MCO (or other MCOs) to provide the same services to other
individuals in similar circumstances. They can’t change the
MCO’s general policies or the criteria it uses to decide what
services are medically necessary. Nor do independent
reviewers have authority to change rules and incentives that
give rise to inappropriate denials. Typically, the substance of
decisions of independent reviewers and the reason for their
decisions are not published. There is, therefore, little
opportunity for the public to learn what problems they have
in common and to seek changes in organization policy.

Relying on individuals to file appeals is also inadequate as a
remedy for mistakes. The evidence from studies of consumer
complaints shows that the overwhelming majority of
individuals with problems don’t bother to make complaints.62

Doing so is time-consuming and costly. Most individuals also
lack confidence that speaking out will help them or they lack
the ability to do so. The evidence of this is striking for medical
malpractice. A study that independently measured the rates
of injury to patients due to negligent conduct in hospitals
showed few people brought claims. There were seven times
as many negligent injuries as claims. Since some claims
occurred when there was no negligence, the number of people
who suffer malpractice that bring claims is even less, between
15 and 30 cases of malpractice injury for every claim made.63

V. What Consumer Voice Can Contribute

Today the priorities, standards, and processes MCOs use to
limit services are not transparent, subject to public scrutiny
or public approval. This should not be the case. Consumers
can insist that managers publicly account for their rationing
and management strategies and should have means to ensure
that MCO policies meet their approval. The use of consumer
voice can help in four ways: (1) it can set standards and
priorities for benefit coverage decisions, (2) it can open to
public scrutiny the process by which MCOs make key
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decisions about rationing health care, (3) it can provide
feedback about local problems, and (4) it can spur
organizational change.

HMOs necessarily make many health policy choices for their
members. Market exit is often a crude tool for gauging
consumer satisfaction on such matters since the choice of
whether or not to leave reflects the consumer views on a bundle
of issues. Yet with a voice in MCO policy, consumers could
steer the organization in the direction they wanted. The affected
public could help reorient priorities and values when MCOs
veered away from the sentiments of its members. Consumers
could exercise choices about the scope of benefits as well as
the direction, priorities, and standards of MCOs.

Of course, affected members are unlikely to become involved
in the details of organizational policy choices. It is not practical
to involve MCOs members on most detailed issues. But
consumers could have a say in the major decisions the
organization makes and their approval could be required for
strategic plans. There are likely to be periods when only a
few members are interested in becoming involved. But if
MCOs lose touch with their members, consumers are likely
to become dissatisfied and more members will assert their
views.

Consumer involvement opens up decision-making to public
scrutiny. When key choices are presented to MCO members,
the public can analyze them and subject MCO choices to
criticism. Such a process can generate ideas that would not
have been considered if a few managers made decisions
privately, without a thorough discussion of the issues. The
process of having to present and defend organizational choices
to the public forces managers to think through options carefully
thereby promoting better decision-making. Potential problems,
will become known and managers can plan accordingly.

Consumer criticism can be a valuable source of information
for MCOs. Often, however, the criticism is ignored by
organizations. Yet when complaints are publicly available, they
cannot be buried in files and managers are more likely to
respond to them. Complaints may include the potential for
embarrassing disclosures that could cause some members to
leave, other potential members not to join, regulators to
conduct an investigation, or the press to highlight the MCO
in an unfavorable way. Consumer complaints, either through
public forms or private correspondence, provide feedback to
an organization. The disclosure of complaints may prompt
the further monitoring of the MCO by consumer groups and
public and private officials.

Consumer involvement in MCOs may decrease organizational
efficiency because it can slow decision-making or call into
question standard practices. Yet, that is also its virtue. By
shifting some authority from other groups with power,
consumer voice can be an engine of change. Organizational
and professional routines are often conservative. If
unquestioned, the status quo may continue even when new
circumstances make change preferable.
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Chapter II:
Challenges to Effective Consumer Representation

representation on health system agencies as part of an implicit
program of representing interest groups.75 The health planning
process proved only partially effective in restraining health
spending for several reasons.76 Local health planning boards
did not control funds. Hospitals or groups wanting to build
facilities mobilized opposition that often overrode the health
planning agencies. Individuals chosen to represent consumers
typically lacked the clout, resources, and institutional support
that providers had. Consumer groups were not as easily or
effectively organized as providers.77

Similar interest in consumer participation led to the
requirements in the HMO Act of 1973 for consumer
representation. Under the statute, federally qualified HMOs
had to have at least one-third of their policymaking bodies
drawn from their members. The representatives had to include
medically under-served populations. This requirement was
often ignored, and there is little evidence of significant
consumer participation in federally qualified HMOs. The
requirement was eliminated from the statute in 1988.78

There were important exceptions, however. A few HMOs
started as cooperatives in the 1940s, and had a long tradition
of consumer governance prior to the HMO Act. The most
notable examples were Group Health Cooperative of Puget
Sound and Group Health Association in Washington, DC. In
these HMOs consumers elected the board of trustees and there
was a culture of consumer participation.79

By the end of the 1970s the effectiveness of health planning
agencies and the idea that consumer voice would be a force
for positive change in health policy was questioned by many
although never adequately assessed.80 The Reagan
administration defunded federal health planning agencies in
1986 and instead encouraged the use of markets to reduce
health care spending.

James Morone, who has written the leading book on the history
of participation in American politics, argues that citizen
consumer voice in health planning made enduring
contributions.81 He contends that it changed the political
agenda, wrested authority from medical professionals, and
shifted authority from the medical profession to public and

I. A History of Consumer Involvement in
American Health Care

Consumer representation and citizen participation blossomed
in the Johnson administration’s War on Poverty.64 Several
statutes imposed citizen participation requirements on
Community Health Centers, Community Action Programs,
and other recipients of federal funds. This trend continued
until the 1980s.65

The Community Action Programs, created by the Office of
Economic Opportunity (OEO), received a legislative mandate
for “maximum feasible participation” of the poor.66 It was a
prominent experiment. The key idea was that institutions
governed by community representatives could set priorities,
manage a budget, and produce better programs than a
governmental agency without roots in the community.67

There was little direction and a constant struggle over how to
implement the participation requirements. Those speaking for
the poor wanted both employment in the programs and a role
in policy making. There was controversy, too, about how many
poor people should serve on a community board,68 whether
citizens should give advice or make policy, and the jurisdiction
of the board.69

The Office of Economic Opportunity Neighborhood Health
Centers encouraged consumer participation and the formation
of citizen advisory councils for several purposes: to shape
health center policy, to implement the program, and to evaluate
the center’s service.70 Neighborhood Health Centers had a
majority of consumers on their boards, as did City Poverty
Councils.71 The ambulatory services advisory committee of
the Ghetto Medicine Program of New York also required
citizen participation.72 Medicare was required to have
consumer representation on the Health Insurance Benefits
Advisory Committee, while Medicaid law mandated consumer
representatives on state Medical Care Advisory Committees.73

The idea of citizen participation was later applied to local
health planning agencies.74 These local agencies were created
to plan the use of regional resources and to control health
care spending. Federal legislation mandated consumer
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private health care organizations. Such changes are ironic,
for they spurred the growth of managed care and for-profit
medical institutions.

There are few empirical studies evaluating the costs and
benefits of consumer participation or the pros and cons of
different approaches. Yet analysts have noted failures and
successes.82 Some note the trade-offs in program efficiency
and democratic participation.83 Others doubt whether such
programs produce increased accountability.84 Still others think
that the goals of participation should be made clear in
designing the programs.85 James Morone suggests that such
programs are based on a “democratic wish”: the idea that
“direct participation of a united people pursuing a shared
communal interest” will overcome conflicts between diverse
interests and groups and solve problems of government.86

This idea waxes and wanes, but does not disappear.87 Witness
the state of Oregon’s recent process combining public
deliberation and representation to set health care priorities for
health care coverage for Medicaid and uninsured groups.88

Morone suggests that the democratic wish does not work as
proponents of popular participation often expect that it will.
Yet it has, he argues, been a central instrument to bring about
political and social change. Consumer voice might then help
transform managed care in ways that will improve it.
Nevertheless, there are many challenges to making consumer
voice an effective instrument of change.

II. How to Represent Health Care Consumers

Organized Constituencies

The idea of representing health care consumers is appealingly
simple but how can it be done? Who should speak for
consumers? There are many ways to select consumer
representatives and different institutional means to channel
consumer voice. The nature of American politics, however,
probably makes it necessary to have organized constituencies
to effectively represent them.89

This poses a fundamental problem, because currently there
are few organized consumer health constituencies. Everyone
is a potential medical consumer, but most people do not need
extensive medical care. When individuals do, it is frequently
for an acute injury or illness so they won’t remain a medical
consumer for long. As a result, few people have strong or
lasting identities as medical consumers, and this inhibits
forming health care consumer constituencies or long-term
consumer involvement.90 The result: although there are many
consumer advocacy groups, there are few organized consumer
health constituencies.

There are some important exceptions. People with chronic
illnesses (e.g., AIDS, breast cancer, renal failure, diabetes, or

polio) have special concerns and long-term interests. They
have often organized groups around their health concerns to
promote greater funding and better treatment. There is also
an active women’s health movement and a disabilities rights
movement which have organized groups to advance their
interests on medical and other matters. The elderly have also
organized on health issues, particularly regarding the Medicare
program. Such groups can effectively represent their
constituency.91 They provide a model for organizing other
constituencies around specific diseases or status (gender, age
cohort, ethnic group), or through one’s place of employment.
Although these groups are not organized to represent
consumers on managed care issues or within managed care
organizations, they are familiar with health issues and
consumers. In many situations, disease specific groups may
advocate for changes in MCOs that will affect quality of care
and patients’ rights generally. Such groups are likely to make
MCOs more responsive to patients and to improve the quality
of care for all consumers. Disease specific and other interest
groups may therefore be a vehicle for improving quality for
all health care consumers.

However, there are limits to representation through interest
groups. Interest groups excel at representing their own
constituency by focusing on their narrow concerns. The
problem is that not all consumer interests are easy to organize.
As is true for American politics generally, those interests that
are not organized will be neglected.92 Furthermore, most health
care constituencies currently organized don’t have managed
care as their focus. Nevertheless, for practical purposes,
drawing on organized constituencies is probably the most
effective way to represent health care consumers. Such groups
will promote consumer welfare better when they are broad-
based coalitions of discrete interest groups. Consumer
advocates can and should organize such consumer groups.93

Institutional Consumer Advocates

An alternative or complement to organized constituencies
representing consumers is to have institutions that are
designated to advocate for consumers. These could include a
government agency for health consumer affairs, a division of
consumer affairs in an Attorney General’s Office, or a
consumer representative in state health care insurance
commissions or departments. It could also include Ombud in
MCOs and other health care organizations.

Representatives in Attorneys General Offices. Many states
have established divisions to advocate for consumers in utility
hearings.94 Often situated in the state Attorney General’s office,
these units take part in rate-setting. Such offices have been
very effective in analyzing finance and equity issues and in
convincing rate-setting bureaus to heed their advice. A
consumer affairs unit following the utility model could be
established in state offices that regulate insurance or health
care. They could evaluate information that managed care firms
disclose and recommend policy changes or oversight if needed.
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Such representatives could develop expertise and be in a
position to influence the decisions of the regulatory agency.95

Ombud.96 MCOs and state or federal agencies could create
Ombud programs for health care consumers. Some MCOs
have already done so.97 They serve several functions. They
provide information and assistance to individuals in resolving
problems they have with an organization. Ombuds also inform
the organization of problems it has and, where appropriate,
suggest changes in organizational policy or procedures. They
also advocate for consumers, both to resolve individual
problems and change policy. There are several examples of
ombud or independent assistance programs for health care.
The National Health Law Program is coordinating ombud in
six sites.98 The Center for Consumer Rights in California has
also created an independent assistance program.

There are two main models: (1) those independent of the
organization they investigate, and (2) those that work within
the organization they investigate. Ombuds independent of the
organization have much more freedom but not necessarily
much clout with the organization. Those working within the
organization are likely to have access to officials and
information and better relations but also divided loyalties and
less discretion. To be effective, ombuds need security of tenure,
independence, resources, clout, and political savvy. The role
requires a combination of skills: cajoling insiders informally,
making use of the press, building allies with outside groups
or public agencies to put pressure on an organization, and
writing reports that command respect.

Legal Services Organizations. Through grants to state legal
aid organizations, the federal government provides legal aid
for the poor. Legal service organizations provide assistance
to individuals, often on issues involving Medicaid, Medicare,
and other health care programs. Legal aid organizations have
expertise on the common legal problems the poor and elderly
encounter. They are an important institutional base for
representing the poor on health care problems involving
managed care.99

III. Potential Health Care Constituencies

Disease Specific Groups

Many advocates for people with specific chronic illnesses have
designated constituencies (e.g., for AIDS, Gay Men’s Health
Crisis). Having a focused concern gives such groups a defined
mission and facilitates advocacy. Depending on their political
clout these groups can be very effective. Can individuals with
other diseases or medical conditions also form constituencies
to promote their interests? Yes, for certain illnesses, but not
for many others. For purposes of organizing it helps to have a
chronic medical condition. It also facilitates organizing if the
individuals likely to be affected share a common status or
background (being a woman, or gay). People with episodic

or acute illnesses are less likely to identify themselves as a
group or to organize. Thus people who have a wide variety of
non-chronic diseases are unlikely to organize as constituencies.

The Elderly and Other Age Cohorts

Since the creation of the Medicare program in 1966, the elderly
have become a potent political force on health care issues.
Medicare entitled them to health care benefits, which
concentrated their interests in program benefits and policies.
The elderly mobilized easily because their interests were clear:
they are more likely to use health care than younger people
and program benefits affect them directly. As a group they
also have more income and leisure than the average American.
Groups such as the American Association of Retired Persons
have represented the health care interests of the elderly. Other
groups, such as the Medicare Rights Center (New York), have
formed to advocate for Medicare beneficiaries.

Today there are attempts to expand health insurance to cover
the young. Groups such as the Children’s Defense Fund have
made such an effort one of their priorities. However, there are
certain obstacles to youth becoming an organized health care
constituency. Individuals under 18 can’t vote, typically do not
have serious illnesses, and are economically dependent on
parents or guardians. They also will outgrow their group
membership as they age. These factors make it harder to
organize the young than the elderly as a constituency for health
care.

Gender

Starting in the late 1960s, women organized to advocate for
their rights in employment, education, health, and other areas
of social life. They opposed stereotypes that portrayed them
as less capable than men and employment discrimination,
which blocked job opportunities. Although they did not
conceive of themselves as health care consumers, as women
they encountered common problems with the way doctors and
the health care system treated them. The fact that there was
already a women’s movement and women’s groups facilitated
mobilization around health care issues.

The issues raised by the women’s health movement started
with reproductive rights, birthing, and gynecological issues.
It soon expanded to include a much wider range of issues. It
now even includes advocacy for using women as research
subjects so that differences in physiology will be considered
in developing medicines and medical procedures. It also
includes advocacy for better treatment of women with cardio-
vascular and other diseases that are often neglected because
doctors don’t perceive them as affecting women to the degree
that they affect men. What is notable about the women’s health
movement is its resiliency. The issues and strategies have
evolved, but the ability to mobilize women around common
issues has not diminished even among women who do not
view themselves as feminists or politically active.
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Ethnic Goups

Ethnic groups are a potent force in American politics. They
have electoral influence and a net of related community and
national organizations to represent them. Could they be a
vehicle for representing health care consumers? In part, they
could. The question is whether health care issues are a
prominent enough issue to be the focus of their concerns. It is
likely to be so when particular illnesses or health care issues
affect them disproportionately and are not being adequately
addressed in other ways. However, illness or health care issues
are not the basis for their being a constituency or, in the
American experience thus far, for their forming interest groups.

Employees

Most people receive their health insurance through their
employer, which makes groups representing employees, such
as labor unions, a natural forum to represent health care
consumers. However, less than 14% of the American work
force is unionized, so this approach would not work for the
majority of Americans.100 For those employees who are
unionized this could be an effective means to represent worker
interests. Unions already have an organizational means to
express their views to employers, resources to address
employee concerns, and a system of electing leadership to
represent the views of members. Most unions bargain over
the extent of health benefit coverage and costs of insurance
for employees. Some unions have sponsored Taft-Hartley
health plans, which purchase health care for employees. Still,
unions have not typically joined employers in representing
employee views in purchasing cooperatives that buy health
insurance for large employers or made representing employee
health care interests a significant part of their mission. Yet
unions could become a significant vehicle to represent
consumer/employee voice if they chose to do so, as could
other employee organizations that might be formed for this
purpose.101

Independent Consumer Advocacy Groups

Several consumer groups (including the National Health Law
Program, Families U.S.A., and the Public Citizen Health
Research Group, Consumers Union, the Center for Health Care
Rights) advocate for consumers on health issues without
having a precise or narrowly defined constituency to which
they must answer.102  These self-appointed consumer advocates
are often very effective at lobbying for legislation or changes
in regulation, initiating strategic litigation, analyzing consumer
health care issues, assessing choices available to consumers,
and speaking truth to power. They represent consumers before
state and federal legislatures, monitor the actions of private
firms and governmental institutions, and disseminate
information to consumers. They have performed important
functions by championing a patients’ bill of rights for MCOs,
and assessing federal and state laws regulating managed care

(Families U.S.A.); by advocating for the poor and elderly and
assisting in coalition building (the National Health Law
Program); by criticizing the abuses of MCOs and advocating
for health system reform beyond incremental change (Public
Citizen Health Research Group); by evaluating MCOs
(Consumer’s Union); and by creating ombud programs and
analyzing consumers rights (Center for Health Care Rights).
They are likely to continue to be key sources for representing
health consumers in national forums. However, they are
unlikely to be vehicles to represent consumers at the local
level or within individual MCOs.

IV. Choosing Consumer Representatives

Often MCOs or other organizations will need a consumer
representative. Such representatives can either be appointed
or elected.103 If appointed, the representatives can be chosen
by consumer groups, governmental agencies, MCOs, or by a
neutral party. Alternatively, a board of two of more such groups
can choose the representative.104

Appointments

There are advantages in having established consumer
organizations appoint consumer representatives. There is a
greater chance that they will represent a constituency and the
organizational representative will have greater credibility than
most unaffiliated individuals. The organization also will be
able to provide resources, expertise, and experience to assist
the representative and they will have some formal or informal
means to ensure that the representative is accountable to the
group. On the other hand, critics can always ask whether the
organization in fact represents consumers beyond its members.

But which consumer health organization should represent
consumers? Usually there is more than one that would like to
assume the role. Choosing the organizational representative
is more difficult than choosing who should represent workers
in labor-management negotiations. There, the National Labor
Relations Act establishes procedures for employees to vote
for union representatives and for designating a union as the
exclusive agent of employees for bargaining with management
over employment contracts. One way to address this issue is
to have the leading consumer health groups form a coalition
or consortium for purposes of choosing representatives.105

If organizations that represent constituencies are not used to
represent health care consumers, then one needs to seek out
appropriate individuals through other means. How might
health care consumer representatives be chosen? What
individuals might perform such roles? Many people now
believe that representatives should reflect the social, ethnic,
or other characteristics of the population they represent. By
virtue of their similar characteristics such individuals are
assumed to have the viewpoint and opinions of the group and
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to be able to represent its interests. Being poor was one of the
main qualifications for selection of a substantial portion of
the members of Neighborhood Health Centers established
under the War on Poverty programs in the 1960s. Similarly, a
program targeting youth would try to involve young persons
as representatives. Often racial or other ethnic background is
considered sufficient to represent a particular racial or ethnic
group. For health care issues, individuals might be chosen
because of their medical characteristics. For example, people
with different diseases or disabilities could be chosen to
represent the point of view of persons with their specific
conditions. Choosing representatives because they reflect the
social or medical characteristics of the group they represent,
however, assumes that most individuals in such a class or
ethnic group will have similar views and interests. That’s not
necessarily so. Choosing representatives to look like the
represented group with nothing more in common offers
symbolic representation.

Many people believe that if an individual is chosen to represent
the members of a particular MCO the representative should
be a member of the MCO. Membership will ensure some
familiarity with the organization but it will not necessarily
ensure that the representative has knowledge of health care
issues or expertise, or that he or she is an effective advocate,
qualities which are more important than organizational
membership.

Elections

There are some advantages in electing rather than appointing
representatives. Elected representatives can be removed if they
do not reflect the voters’ views or otherwise perform poorly.
There are fewer issues concerning the representative’s
legitimacy. The most practical way to elect consumer
representatives is through existing organizations representing
defined constituencies because we lack a tradition or other
institutional means to elect consumer representatives from the
public at large or to represent a region.

Consumer representatives could be elected by members of
each MCO.106 Such representation is the exception rather than
the rule, the main example being Group Health Cooperative
of Puget Sound (GHCPS), whose members elect its governing
board. Although GHCPS has had an effective board, consumer
governance is not feasible for for-profit MCOs that must be
responsive primarily to stockholders. But consumer
representatives that did not have ultimate responsibility for
governing the MCO could be elected in most MCOs. It’s not
clear, however, that there will be much participation in such
elections. Even at GHCPS, which has a long tradition of being
consumer governed, voter turnout for election of trustees has
been low, around 5% for most of the last decade and only up
to 15% for the last few years when there were controversial
issues.107

Although the idea of electing consumer representatives for
MCOs may seem daunting there are some models of such
organizational democracy. Most schools have Parent Teacher
Associations (PTAs) that are elected and in some school
districts the associations can even control funds they raise for
hiring additional teachers. Even when they do not control
funds, PTAs can exert voice and can command respect from
school administrations for a range of issues. Some cities have
active “block associations” of neighborhood residents. Tenants
have formed renters’ associations. If individuals can become
involved and elect representatives in such local associations,
they might do so for consumer associations in MCOs if such
associations had real power or influence.

V. Will Consumer Representatives Have
Influence?

A formal means to choose consumer representatives is
necessary for effective representation, however, it is not
sufficient. A seat on a board or committee has value based on
what the representative can do. In some instances the
representative’s influence may be minimal because the board
or committee on which the representative serves lacks power
or influence. This fundamental point is often ignored.
Considerable effort is spent in creating representative
mechanisms without considering the influence representatives
would have. Often consumer representatives serve on boards
that have only symbolic value or token influence.

Even if a consumer representative sits on a board that has
power, the consumer voice may be drowned by others. A single
consumer representative serving on a board of twelve
individuals will have little impact on the outcome of votes.
Of course, the consumer representative can try to persuade
the majority of the board. However, reason is enhanced when
backed by power. The persuasiveness of a consumer
representative is strengthened if the representative is backed
by consumer groups that must be taken into account because
they can influence consumer enrollment in MCOs or use their
clout to get legislation enacted.

Sometimes consumer representatives may lack influence
because they are unfamiliar with the issues or untrained in
disciplines that would help them work with health care and
management professionals. Some observers have advocated
training for representatives to improve the effectiveness of
consumer participation. The Citizen Advocacy Center has
worked for several years providing such training.108 However,
good training can’t make up for deficiencies in the resources,
organizational support, or networks the representative can
command.109

Representatives may lack the time, funds, and other support
to evaluate claims that management and other groups make,
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conduct research, assess how consumer interests are affected
by different proposals or policies, write reports, mobilize
support, and perform similar activities. Such resources for
consumer representatives can be provided either by the
organization in which the consumer serves or a consumer
group.

An MCO or state agency can put its own professional staff in
the service of consumers. This might be administratively
simpler than other approaches. Staff drawn from the MCO is
likely to be familiar with managed care issues and perhaps
have greater access to information from the organization.
Moreover, advocacy staff drawn from the MCO can also
promote consumer-oriented values in the organization that
probably would facilitate consumer proposals being accepted
by operating personnel. The experience with the consumer
advisory board suggests that proposals are more likely to be
implemented if they are supported by the organization’s staff
as well as top management.

MCO staff members, however, will have divided loyalties and
might not provide consumer representatives with the kind of
neutral analysis or effective consumer advocacy they desire.
Consumers would also be limited by whatever information
the MCO staff provides. An alternative would be for the

consumer organization or consumer representative to hire their
own professional staff.  An advantage of using consumer
organization staff is that they are likely to have expertise in
areas of consumer concerns and share consumer perspectives.
There may also be economies of scale since the same staff
could provide information and analysis for representatives
serving in several different forums. Drawing on staff of
consumer organizations would also encourage communication
between the organization and consumer representatives. It
would promote accountability of the representatives to the
organization.

It will be easier for MCOs to raise funds for professional staff
than it will be for consumer groups because MCOs can assess
the fee as part of the premium for all their members. This is
an efficient mechanism to raise funds and the means to collect
them are already in place. The argument for such premium-
based funding is simple. The services will benefit all members,
and so the cost of services should be shared by all. Moreover,
if all MCOs fund consumer representatives this way, no MCO
will be at a competitive disadvantage. Such a consumer
representation fee could be tried as an experiment by states,
perhaps through its regulation of health insurance, and
continued or eliminated, depending on the experience.
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Chapter III:
The Range of Ways Through Which Consumer Voice
Can Influence Managed Care

MCOs could create oversight boards modeled on inspectors
general or auditors that report to a consumer board or a board
with consumer representatives as well as to top management.
Such a board would play a role only when there were
significant problems, scandals, or the appearance of
impropriety. However, their existence would bolster public
confidence and consumer trust.

Governance

Consumer representation on a governing board would allow
voice and participation in the direction of managed care
organizations through consumer representatives. The power
and operation of these boards varies widely, yet all may
provide some opportunity for consumer representation.

For-profit MCOs are usually monitored by a board of directors
which oversees management and has power to dismiss the
Chief Executive Officer. Elected by shareholders, directors
are supposed to act in shareholders’ interests—not consumers.
However, a few corporations have appointed a trustee to
represent environmental interests (for example, Exxon after
the Valdez oil spill). And in recent years organized labor has
purchased stock and been represented on the board of directors
of some firms, for example, United Airlines. Consumer
representatives might also be granted a seat on the MCO
boards. However, without a constituency that owned stock
they would have less clout.

A board of trustees directs nonprofit MCOs. They are supposed
to act in the interest of the public, which includes but is not
limited to consumers. However, typically there is no election
or other mechanism to ensure that trustees represent the
interests or views of consumers and it is usually management
who nominates or chooses trustees. Nonetheless, nonprofit
MCOs could place consumer representatives on their boards.

A cooperative is the easiest means to represent consumers in
governance since it is the consumer members who vote for
trustees. Group Health Cooperative of Puget Sound, which
has existed since 1947, has health plan members vote for
trustees. Even with consumers electing trustees, there are

I. Consumer Influence from within MCOs

Avenues for consumer voice, participation, and representation
within MCOs are relatively unexplored.110 In at least one other
industry, there has been some experimentation with
representing consumer views. A study of the auto supply
industry by the economist Susan Helper showed that firms
with combined systems for soliciting both employee
suggestions and consumer voice achieved greater cost savings
and improvements in quality than firms which did not use
both employee and consumer voice.111 Helper concluded that
representing consumer voice within firms is particularly
valuable when there is a long-term relationship between
producers and consumers, conditions that appear to hold for
managed care.112

Voice, participation, and representation within MCOs would
offer additional benefits not available through consumer
involvement in outside groups that can influence MCOs. Such
representatives would be close to the consumers served, aware
of local problems, and positioned to focus on them. There
might also be greater willingness for consumers to become
involved in institutions that would directly affect the health
care they received.

The systematic representation of consumer views could be
part of the process by which MCOs learn, adapt, and improve.
The views of consumers could be represented in oversight,
governance, and advisory boards as well as in the management
of operations. Data on complaints and grievances as well as
opinion surveys reveal consumer views. There are several
examples of how this might work.

Oversight Boards

Many organizations provide for oversight by quasi-
independent officials. Banks and other financial institutions
have auditors. Government agencies have inspectors general,
and both private and public organizations have experimented
with ombud. These officials typically have authority to conduct
investigations and obtain confidential information.
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difficulties in fostering consumer participation and voice. And
in the current health care market, starting a new cooperative
would be difficult since a new nonprofit organization would
have difficulty gaining access to capital or a significant
membership.

Operations

Trustees and top management set the direction of a firm. Others
control daily operations which are crucial to organizational
success. With increasing frequency MCOs have physicians
and other providers serve on committees or participate in
groups that set medical protocols and organizational policies.
Consumer views could also be represented on various MCO
boards and committees that deal with operations. These might
include boards reviewing grievances and appeals, committees
that set policies for benefits covered, and committees that
address particular issues of operations.113 Voice in day-to-day
operations could well have the greatest impact on how
consumers experience managed care.

Complaints and Grievances

Many states require MCOs to have an internal grievance
process. The National Committee for Quality Assurance
(NCQA) also requires an internal grievance process for its
accreditation, however NCQA accreditation is not necessary
for MCOs to operate in all states. Federally qualified HMOs
must also meet provisions of the HMO Act of 1973. These
provide an opportunity for consumers to voice their complaints
or to appeal an MCO’s denial of service. Complaints can be a
source of information for management to supplement opinion
surveys. Such mechanisms are a useful, yet limited, vehicle
for individual consumer voice. Most consumers with problems
do not bother to file complaints or appeal organization
decisions, and many individuals do not have the resources to
adequately represent themselves in the appeals process.

Many, if not most, MCOs review appeals internally according
to their own organization’s criteria. Such processes can weed
out errors made by individuals in applying organizational
standards and may help alert MCOs to problems of which
they are not aware. However, they cannot help correct other
problems resulting from MCO standards that consumers or
others believe are inappropriate. To resolve such problems
there needs to be review by independent parties not chosen
by the MCO.

Two approaches in particular could foster the role of
participation and voice. First, MCOs might place members or
consumer representatives on the committee that reviews
complaints and appeals, perhaps as a majority. Second, MCOs
could be required to publish information about the complaints
received and their resolution. The first approach allows
consumers a role in administering standards. The second
would help ensure that problems receive the attention of top

management, as they would seek to avoid negative publicity
from unfavorable reports.

Advisory Boards

Advisory boards can be used in multiple areas of an MCO,
including oversight, governance, and operations. Advisory
boards can range from those created with specific mandates
and limited time spans to standing boards or committees of
general jurisdiction that can offer continuing feedback and
address numerous issues as they arise. Some of the most
effective advisory boards are those convened to address
specific issues. They have a focus and bring together people
chosen for a distinct task. For example, several electric, gas,
and telephone companies have convened advisory groups for
advice on creating billing statements that are easier for
consumers to read and understand. Kaiser Permanente has
recently convened a blue ribbon advisory panel to advise them
on improving their system for arbitrating malpractice claims.
Advisory boards are frequently used to represent the views of
consumers or other groups. They allow firms to obtain advice,
satisfy demands for change, and yet still leave management
discretion in decision-making if they do not wish to follow
the advice.

Public Opinion Surveys and Focus Groups

MCOs typically survey consumer opinion using focus groups,
satisfaction surveys, exit polls, and other approaches. Such
information helps management obtain information to gauge
consumer wants and correct problems. It can be used for
marketing purposes as well. If conducted properly, surveys
can more accurately and precisely measure opinion of MCO
membership of particular groups within MCOs than can voice
expressed through representative institutions or advisory
boards. Surveys also allow opinion gathering on detailed
issues, something that representative institutions are not
designed to do. Another advantage of such information to the
firm is that it is usually confidential and there is little risk that
the process of obtaining information will cause
embarrassment, stir up consumer dissatisfaction, or lead to
new consumer demands.

From the consumer perspective most surveys of consumer
opinion are limited because they are not instigated, directed,
interpreted, or routinely accessible to consumers.114 They
remain a management tool and can be used for management’s
purposes. If consumers directed what would be surveyed and
controlled the dissemination, such information could become
a powerful tool for consumers.

Consumer groups could design surveys, and decide what
questions are asked and how the answers are disseminated.
Neutral outside groups, too, could design and carry out
surveys. In any event, if groups outside of MCOs carry out a
survey of several MCOs, this would facilitate comparison
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among organizations. If made public, such information could
affect the choice of health plans by employers and consumers,
which in turn could prompt MCOs to respond to consumer
concerns.

II. Consumer Influence on Managed Care from
Outside MCOs

Today, there are more opportunities for representing
consumers in institutions outside of MCOs than from within.
The policies and actions of both private groups and public
agencies influence MCOs.

Consumer Influence in the Public Sector

The public sector influences MCOs mainly through public
purchasers, legislatures, administrative agencies, legislatures,
boards or commissions, ombud, grievance and appeal
mechanisms, and courts.

Through legislatures, administrative agencies, the executive
branch, and independent commissions, government has
authority to act on behalf of the public, including consumers.
Such public authority can provide a variety of ways to oversee
MCOs for consumers. The most important are noted below.

State and Federal Legislatures. Elected by the public at large,
legislatures are the classic democratic means to represent the
public’s views. Our system of interest group pluralism,
however, assures that the best organized groups will be better
able to influence legislators and are therefore most effectively
represented.115 It is typically producer or provider groups—
rather than consumers—that have concentrated interests and
are most influential.

However, on some issues consumer groups are able to marshal
effective public support and form strategic alliances to enact
legislation they favor. The recent outpouring of legislation
restricting drive-through deliveries and gag rules, and other
regulation of managed care, show that consumer voice can
result in legislation that changes how MCOs operate. The
advantage of legislation is that it creates binding legal
authority. Nevertheless, it is only one of several avenues for
consumer voice, and it has limitations. It is easier to pass than
implement legislation. Legislation is also time consuming and
cumbersome. Moreover, it is usually more appropriate when
used to address general problems, set broad standards or create
regulatory authority than to resolve detailed problems in the
organization of managed care.

One potential use of legislation would be to create new
institutions—both within and outside of MCOs—in which to
represent consumers’ views. Proposals promoting such
organizational democracy will be viewed as radical and are
unlikely to be enacted anytime soon. Ironically, experiments

in organizational democracy might come about voluntarily as
MCOs decide they would prefer to have consumers play a
greater role within their own organizations rather than have
them exercise their voice through legislation. Recent voluntary
consumer protection standards proposed by the industry are
an example of the managed care industry’s response to
consumer protection legislation and the prospect of greater
governmental supervision.116

State and Federal Agencies. MCOs are now subject to
divided oversight by multiple state agencies with diverse
missions. These state agencies include those that regulate
insurance, health care, private and charitable corporations, and
Medicaid programs, as well as Attorney General Offices,
which in most states have general jurisdiction to protect
consumers. None of these agencies were established for the
purpose of overseeing managed care in a comprehensive way.
The requirements of the agencies also vary. Some oblige
MCOs to report information, while other state agencies
approve an MCO benefit package and other terms of the
contract with consumers. Still other agencies can investigate
or sanction MCOs.

Consolidating some of these functions in a new agency would
have advantages.117 The new agency could oversee health care
or managed care, acquire expertise, and develop a focus.
Activities that now take place in different agencies could be
coordinated more easily. If established with appropriate
powers, the new agency would have tools that do not exist
currently to represent consumers.

There are, however, limitations to a new agency. It may lack
the political independence and strong mission for consumer
protection that the Attorney General and other directly elected
state officials now have. It might also lack the powers,
resources, or expertise of other state agencies. Also, if a single
agency oversees all of health care or managed care,
representing consumers may not take as high a priority given
its multiple missions.

Today, several states have an office to advocate for consumers
in utility rate-setting hearings or health insurance. It may
conduct research, analyze evidence, and make
recommendations in hearings. Such consumer bureaus serve
as a model for representing consumers in managed care or
health care more generally. Although such intervenors have
focused on financial issues for consumers (cost savings from
lower premiums/rates), intervenors in managed care could also
focus on broader issues including quality of care.

The Office of the Attorney General is a particularly appropriate
site for a managed care consumer advocacy bureau. Attorneys
General have an independent source of authority as they are
directly elected. They perform multiple functions including
enforcement of consumer protection law, lobbying for new
consumer legislation, resolution of consumer disputes through
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alternative dispute resolution, and public education on
consumer issues. These features make the Office of the
Attorney General institutionally flexible and competent to
address new consumer issues. Other bureaus in various state
agencies could also advocate for health care consumers if they
were granted appropriate authority.

Federal agencies also oversee MCOs through various federal
programs. These include the Health Care Financing
Administration, responsible for Medicare; the Department of
Labor, which the Employee Retirement Income Security Act
authorizes to supervise employee benefits, including health
benefits of self-insured firms; the Veteran’s Administration;
and the CHAMPUS (Civilian Health and Medical Program
of the Uniformed Services) program. Consumers could be
given more voice in policies that these agencies adopt.

The Health Care Financing Administration (HCFA) has a list
of 150 consumer advocacy groups which it consults on various
initiatives. All groups are invited to a monthly meeting; usually
about 45 attend. HCFA also consults with advocacy groups
when issues arise. Recently it consulted consumer groups on
marketing guidelines for HMOs and a booklet on consumer
rights in HMOs. Several states also have consumer
representatives on Medicaid advisory boards, and states have
Medical Care Advisory Committees for Medicaid. The latter
have not focused on managed care and have not generally
had significant influence.118 Several states have also held
hearings in developing their Medicaid managed care programs.

State and Federal Boards or Commissions. State and federal
governments frequently establish commissions, task forces,
or boards to oversee a program or to investigate a problem;
these groups can include consumer representatives.119 Some
are ad-hoc or short-term, for example, the Presidential
Commission on Consumer Protection and Health Care Quality
and the California Managed Health Care Improvement Task
Force. Each of these has members who were appointed to
represent the interests of consumers. Other long-standing
commissions which influence policy include the Medical
Payment Assessment Commission (MedPac), the former
Physician Payment Review Commission (PPRC), and the
Prospective Payment Assessment Commission (ProPac).
These commissions do not have representatives appointed
specifically to represent the interests of consumers; however,
it may be appropriate to have consumer representatives in the
future.

State and Federal Ombud Program. State and federal
governments could establish ombud programs for managed
care plans that they oversee in Medicare and Medicaid.120

Several states have established such programs.121 Given
appropriate new legislation they might also create similar state
or federal programs for firms in the private sector as well. A
useful model for such a program is the nursing home ombud
created by the Older Americans’ Act.

Nursing home ombuds have two main functions: (1) to
advocate for individuals in nursing homes and other
institutions for long-term care; and (2) to advocate for policy
changes and to promote the development of citizen
organizations and resident and family councils. The Institute
of Medicine evaluation of the long-term ombud program
suggests that it is more difficult to successfully advocate for
policy changes and integrate state policy than to perform
individual advocacy services. Policy advocacy might be easier
to perform if the program were not so decentralized.

The federal government funds the nursing home ombud
program and specifies the functions to be performed, but
administration is carried out by states. State Units on Aging
direct most programs and either report to the Governor or to
larger agencies of which they are a part. The State Units on
Aging often contract with public or private nonprofit agencies
to carry out their responsibilities, but some hire staff and
supervise volunteers directly.

State programs vary, of course, but all investigate and resolve
complaints, monitor nursing home compliance with law, and
disseminate information. Ombud are directed to advocate for
residents of long-term care facilities rather than serve as neutral
parties. Nursing home residents are guaranteed direct access
to ombud services. States, too, generally are required to
guarantee ombud access to nursing homes and patient records.

Medicare Appeals/Center for Health Care Dispute
Resolution. The Health Care Financing Administration hires
an independent group, the Center for Health Care Dispute
Resolution (CHDR), to review Medicare beneficiaries’ appeals
from denial of claims or services. The independent review
that CHDR performs allows consumer voice to be heard by
evaluators outside MCOs, and the information CHDR receives
is available to administrators in the Health Care Financing
Administration. Although the information is public, it is not
publicized. Publishing and disseminating this information
might make MCOs with problems more attentive and spur
corrective actions.

State and Federal Courts. Consumers can use courts to voice
their complaints and represent their interests on private and
public disputes. Courts can order parties who cause consumers
harm to pay compensation, or require private organizations
to change their practices to conform to the law. The use of
litigation to resolve individual disputes is very costly and often
not economically viable except in class action lawsuits.
Nevertheless, strategic lawsuits can change policy. For
example, class action lawsuits were instrumental in getting
HCFA to develop stronger due process rights in managed
care.122 Although other ways of representing consumer
interests are often preferable, most parties do bargain with a
sense of what they might win or lose if the dispute were
resolved in court.
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Consumers have used courts to bring suits against private firms
that do not respect their rights and against governmental
agencies that do not perform their oversight roles. Recently, a
federal court found that the Medicare system of grievance
and appeals did not provide due process of law and ordered
changes in the program.123 And the California Supreme Court
allowed a suit to proceed which charged that an MCO had
unfairly administered its binding arbitration system for
resolving malpractice disputes.124

Consumer Influence in the Private or Nonprofit Sector

The main private and nonprofit sector influences on MCO
policies come in four ways: from purchasers, private
accrediting or standard setting agencies, ombud programs run
by private non-profit groups, and public opinion surveys.

Purchasers of Health Care and Third-Party Payers. Third-
party payers and purchasers of health care negotiate with
MCOs over benefits, premiums, quality, and the terms under
which services are provided. Employers have used their
purchasing power to negotiate arrangements they prefer for
their employees. In some cases they have imposed more
stringent demands on MCOs than most governmental rules.
Employers have represented their interests as individual firms
and sometimes collectively through purchasing cooperatives
which pool the purchasing power of several firms or
governmental agencies. These include the Pacific Business
Group on Health and the Washington State Health Care
Authority.125 Purchasing cooperatives can coordinate the views
of disparate purchasers and bargain with MCOs. Because they
control the flow of funds to MCOs, they can have extraordinary
clout.

While purchasing cooperatives buy health insurance on behalf
of their employee-consumers, it is employers who control what
is purchased, and their interests are not always the same as
employees. What is now lacking in purchasing cooperatives
are mechanisms for directly representing consumers.
Consumers neither control the funds nor have sufficient clout
to have a significant role. In the future, employee-consumers
might seek representatives on boards of purchasing
cooperatives. Representatives might be appointed by unions,
elected by employees, or jointly chosen by management and
employees.

There are also some opportunities to represent consumers for
firms that self-insure. Union or other employee representatives
could participate in the oversight or management of the
managed care plan. Representatives could provide advice or
participate in the management or operation of health plans.
Even with third-party payers, such as Blue Cross-Blue Shield
or private insurers, there are opportunities for representing
consumers.

Private Accrediting or Standard Setting Organizations.
Several private organizations set industry standards or draft
model laws for MCOs. These include the National Committee
for Quality Assurance (NCQA), the Foundation for
Accountability (FACT), the Joint Commission on
Accreditation of Healthcare Organizations (JCAHO), and the
National Association of Insurance Commissioners (NAIC).
Most, if not all, now designate consumer representatives either
to advise them or to serve on committees which develop
standards. Representation of these groups is a constructive
way to affect the practices and policies of the managed care
industry.

Standard-setting organizations use a variety of ways to select
consumer representatives. For example, the NAIC, which
drafts model state laws on insurance, budgets $60,000 a year
to pay the out-of-pocket expenses of the 12 consumer
representatives who participate in their quarterly meetings and
work groups. Approximately 1500 individuals, primarily from
the insurance industry and state insurance agencies, attend
the quarterly meetings. Consumer representatives take part in
meetings and offer advice and comments on draft model laws.
But only insurance commissioners or their staffs are on the
committees that draft the model laws.

The funding for the 12 NAIC consumer representatives is
awarded by the ten-person board that includes five insurance
commissioners and five consumer representatives serving
staggered terms.126 The five insurance commissioners and three
consumer representatives currently on the board select the two
new consumer board members.127 The board reviews
applications from individuals or groups and decides which
individuals would be most appropriate to fund, considering
both the group represented and the financial needs of the
organization.

The NAIC and other standard-setting organizations have
chosen individuals with credible qualifications to represent
consumers. Having consumer representatives ensures that
some consumer concerns are heard. However, these
representatives usually lack time and resources—and
sometimes expertise as well. Currently, representatives are
not accountable to consumers in general, although members
of consumer organizations are likely to represent at least the
views of those organizations.128  The small number of consumer
representatives in these standard-setting organizations also
reduces their influence.

Standard-setting organizations such as NCQA and JCAHO
also evaluate MCOs as part of the process of granting
accreditation. The Health Care Financing Administration also
inspects HMOs that participate in Medicare. Typically,
consumer representatives do not participate in these
inspections and lack access to the detailed findings.
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Standard setting organizations affect the practices of the
managed care industry across the board. Involving consumers
at this level can have a national impact and may eliminate
problems by ensuring that all MCOs conform to minimum
standards. However, consumers may also seek opportunities
to address the problems of individual MCOs and for this they
will need to become involved within MCOs.

Privately Run Ombud or Independent Assistance
Programs. Such programs can help consumers when they
have difficulties in dealings with MCOs. Ombuds assist
consumers with grievances, identify systematic organizational
or industry problems, and make recommendations for
addressing them. In brief, they represent consumer interests
and voice their concerns.

The classic tension in ombud programs is between
independence and control. Ombud programs lodged within a
MCO or governmental agency may lack independence, either
in action or funding, but they are likely to have greater
authority and the ability to contact directly and influence key
individuals who can resolve the problem. Freestanding
programs are more likely to be independent but also perceived
as outsiders; they have less influence and often lack knowledge
of the most effective means to address the organizational
problem. In general, the program’s effectiveness depends on
the skills of the individuals who run it and the way it is
organized and financed.

One way to set up an ombud or independent assistance
program is for the state to contract with independent
organizations to perform these functions for an area. For
example, the Center for Health Care Rights in Los Angeles,
with funding from private foundations, runs an independent
assistance program for members of managed care
organizations in four counties in the Sacramento area.129 It
operates a hot line, makes referrals, offers advice, and collects
complaint information for analysis, intervention, and public
dissemination. It also assists individuals in filing appeals
within MCOs.

One important feature of independent assistance/ombud
programs is often overlooked: the link between individual
assistance and advocacy and efforts to address systemic
problems. With appropriate resources, programs that provide

services for individuals are able to identify patterns that reveal
problems best addressed through general organizational or
policy changes. If these problems are then addressed, the
ombud/independent assistance program will have helped all
consumers, not only those who voiced their complaints and
sought assistance. The broader the base of consumers served
by the ombud, the more easily such systemic change is
facilitated. However, certain populations, such as Medicare
beneficiaries, may have special concerns. These might be
better addressed by ombud programs designed to serve them
exclusively. The Medicare Rights Center performs such a role
now, and future assistance programs could be created to serve
other groups.

Public Opinion Surveys. Surveys reveal the views of
consumers who do not normally voice their opinions or
actively participate in organizations. They also enable complex
analysis of how the opinions or experience of consumers vary
depending on several variables, including different social
characteristics, diverse organizations or medical practices, and
how these change over time. They can be a powerful tool to
discern consumer views and perceptions. MCO management,
consumer advocates, representatives, and public officials often
use surveys to inform their choices.

There are advantages in having independent groups poll
consumers using surveys and focus groups, rather than rely
on the survey information provided by MCOs. It may be less
biased. An independent group can also obtain information
across MCOs using the same survey instrument, thereby
facilitating comparison. In addition, independent groups can
design surveys to obtain the information that consumer
advocates and representatives need rather than rely on
information obtained for purposes of marketing or other uses
by MCOs.

The information that independent groups obtain from surveys
is not a substitute for consumer participation. Information
alone does not produce change. Nevertheless, the information
can be reported to and used by consumer groups and
representatives (as well as MCOs and public officials).
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Chapter IV:
Voice and Representation in Perspective

management. The overriding problem of MCOs today is the
absence of effective consumer voice or institutions to represent
consumer interests.133 Rather than too much consumer
involvement, it is far more likely that MCOs and other
organizations might create institutions to represent consumers
that are symbolic rather than real.134 Symbolic representation
might then be used to contain consumer involvement in minor
choices, or to co-opt consumers into supporting the decisions
and plans set by management rather than promoting
accountability.135 There is also the risk of providers
masquerading as consumers.

Today, the public needs a greater consumer role in the
governance, operations, and oversight of MCOs. To be
effective, representatives must have real authority and
influence, rather than merely the ability to offer advice or
participate in decision-making in a tangential way. The
experience of public representation in other areas suggests
that constituencies need to be organized to effectively represent
consumers and that representatives need to be answerable to
these constituencies. Training, funding, and support by
constituency organizations are also important if representatives
are to play an effective role.

Our future challenge is to foster balanced and effective use of
consumer voice. Under the right circumstances, consumer
involvement can put managers in touch with the experience
and desires of customers and be a countervailing power to
providers, insurers, and payers.136 It can set priorities for
benefit coverage, make public the means and criteria by which
MCOs make decisions about rationing, and require managers
to account for their decisions. It can set organizational
standards. Enhancing consumer voice should not be merely
another way to implement policy; rather, it can be a vehicle to
transform it. Consumer voice can be an engine for change
when other means don’t work.

Today, MCOs benefit from public subsidies, exercise authority
over individuals, and redistribute and ration resources. MCOs
thus have enormous influence over the kinds of services that
individuals receive and the quality of their lives. In effect,
private institutions are assuming public functions. Yet, most
individuals have little choice over whether or not they receive
health care through such organizations.

By and large, public policy treats MCOs as if they were merely
private organizations that only incidentally affect the public.
Yet the enormous influence that such institutions play in
making policy suggests that the public should have a greater
voice in the policies and processes of MCOs. Moreover, the
usual approach to making organizations respond—letting
individuals choose among competing providers—is not
sufficient to make MCOs accountable to the public.

Relegated to the periphery of our health care system for most
of the last 35 years, consumer voice and representation
currently play only a minor role. There are, however, several
models for representing consumer interests. This report
explores the pros and cons of options to represent consumers.
These include a variety of ways to exercise voice within MCOs
and additional ways to represent consumers within public and
private institutions that affect the policies of MCOs. We may
also need to create new ways in which the consuming public
can exercise its voice in MCOs.

There are, of course, also limitations of consumer voice.
Unchecked, consumer voice could lead to as much imbalance
as when the health care system is dominated by providers.
Consumers might demand too many services. Consumer
groups may become divided and polarize issues, leading to
increased conflict1.30 The idea of participation might become
a goal in itself rather than a means to improve services for
MCO members.131 Consumer voice can make decision-making
slower and less efficient and organizational planning more
complex.132

However, these are not the problems of our health care system
today, and they can best be addressed when consumer
representation develops a more significant role. We currently
lack a reasonable balance between consumer voice and
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