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

This report examines the potential role for the public in makingcitizen controf It may also be something less, such as
MCOs respond to their wishes—by means other than choosingelegated power in a specified area or a partnership between
to enroll in one MCO rather than another, i.e., market exit. Itproducers and consumers. Participation can also be merely a
describes various ways consumers can become involved idevice for informing those who make decisions, a form of
shaping the policies of MCOs and differing ideas about howconsultation. Organizations can also use token participation
the public’s views can be represented. We begin here with as a means of co-optation or manipulation.
brief definition of key terms.
Most individuals don’t have the time to participate in decision-
Market proponents believe that the best way to control healthmaking or to express their voice on every issue that arises.
care spending and increase the availability and quality oHowever, their views or interests canepresentedy an
services is to give consumers a choice among competingnitermediary that speaks or acts for the groups they repfesent.
managed care organizations. For them, the engines drivinglow the views of the consuming public are best represented
change are financial incentives for individuals to shop for theis a major challenge in making voice effective.
health plan which offers the best value. If the performance of
an organization declines, its customers or members willOne can distinguish three different kinds of representation:
become dissatisfied, and their defections will signal the firm(1) Formal Representatigrihe institutional mechanisms by
to clean up its act. In short consumers can express thewvhich representatives are selected and contryligt)
dissatisfaction bgxiting,purchasing their services elsewhere Substantive Representatiotiie process of acting in the
interests of constituencies; and (Bscriptive Representation,
For Albert Hirschman, author of the clas$jt, Voice, and  choosing representatives to mirror the represented group’s
Loyalty: Responses to Decline in Firms, Organizations andethnic or social makeup or other characteristics.
States,there are two choices: not juskit but voice—
complaints, grievance, protests, and political pressures.Consumer representatives can play various roles. These range
Consumers may express their voice horizontally, amongrom directing or controlling policy, exercising delegated
themselves and potential consumers, or vertically topower for defined tasks, being a partner with producers,
authorities. They may express themselves individually orproviding advice, or participating without power as a token
collectively. Voice takes many forms. Individuals can state or symbolic gesturé.
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 remetlies.

Individuals can express their voice by patrticipating 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

. How Consumer Voice Became an Issue From World War 1l until the mid-1970s, medical care was
viewed as different from most other goods and services. The
Once called “an alternative delivery system,” and consideredederal government subsidized the growth of medical schools
a means of reform’ managed care has now become th@nd in 1965 created Medicare and Medicaid, publiclyfinanced
predominant vehicle through which the public receives healtiinsurance programs for the elderly and the poor. Most people
care services. Yet the pub“c now views managed Caréjid not believe that the market alone could perform these
organizations (MCOs) as a source of problems to be addressef§inctions. The government also subsidized health insurance
and the issues surrounding MCOs figure prominently on thefor the middle class through tax subsidies for employer-
national political agenda. In the last five years there have beeRrovided health insurance and health insurance provided by
successive waves of state and federal legislation and regulatigiPnprofit insurers and hospitafsEven economists, led by
of managed care which aim to protect the public and bolsteNobel laureate Kenneth Arrow, believed that markets could

the authority of doctors and other providers in relation tonot work in health care as in other sectors of the economy
MCOs? because of imbalances of information between providers and

patientst® This skepticism regarding health care markets was

Take, for example, recent legislation for a “bill of rights” for Used to justify professional licensure, regulation of hospital

managed care consumérshese include several items: the construction using certificate-of-need, and community health

right to appeal decisions not to provide services, the ability toPlanning. Itis also supported by an ideal of professionalism
sue MCOs for medical malpractice, easy access to specialisté/hich ceded authority to doctors to regulate themselves and
coverage for emergency care, an accessible network g&ctin the interest of patients, and which provided little external
providers, access to out-of-network providers, and prohibitionsoversight.

on MCOs restricting communication between doctor and
patient. Health planning in the U.S. was bolstered by the passage of

the Comprehensive Health Planning Act in 1966, which

Step back from these issues. Underlying all these legislativéequired localities to survey and produce health ptafike
provisions lies one question. Which issues should be left tdrend was continued by 1972 legislation creating Professional
the market and which should be decided by public poncyStandard Review Organizations, which were charged with
through some kind of representative process? The spate @ssessing the appropriateness of hospital care that patients
current regulation represents political backlash against théeceived under MedicaféHospital expansion was regulated
policies and practices of MCOsThe public has used the by legislation in 19728 The trend was solidified by enactment
political process to achieve what it could not through thein 1974 of the Health Planning and Resources Development
market. This is in sharp contrast to conventional ideas abouf\ct, Which created Health Systems Agencies with consumer
how consumers affect the behavior of firms: namely that’epresentation to implement health planrfihg.

consumer choice in the market will force health care providers

to cater to their wishes. The fact that there is a political backlasfYet while health care regulation grew in the 1970s, at the same

suggests that at least in certain situations the market does néfne other trends emerged that promoted a market-oriented
work on its own and that the public relies on an alternative—approach to health care. The tide shifted in the late 1970s and

exercising its voicé? early 1980s, and for the next 25 years many restrictions on
markets were chipped away. Courts, economists, and critics

Health care represents an unusual case for testing the efficagyggested that regulation of health care was fueling health
of markets, government regulation, and democratic means dfare spending and stifling innovation. There was a steady flow
exercising public control over firmtsl.S. policy has shifted, Of proposals to promote health care markets followed by

sometimes intervening in health care markets, other time§hanges which treated medical care services more like other
leaving them alone. goods and services. The professional exemptions from anti-
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trust laws were removed by lawsuits in 197&nd 1982° patients’ rights and informed consent to consumer choice and
Federal certificate-of-need regulation of the growth of medicalconsumer right® While these changes eliminated a great deal
facilities was dismantled in the 1980s. Starting in 1978, Alainof physician paternalism, individuals were left to the vagaries
Enthoven proposed managed competition to control healtlof the market with the assumption that they could be better
care spending and improve quafityThe 1980s and 1990s off with unrestricted consumer choice.
were also characterized by the rapid growth of the investor-
owned for-profit health care sector and conversion of not-for-The Flaw in Current Policy
profit providers and insurers to for-profit stattig1 1997 62%
of MCOs were for-profit, up from only 12% in 19&1. For the past two decades public policy treated MCOs as if
they were providers of most other consumer services, and that
The 1960s skepticism about markets in health care gave wayith the right market conditions, they would cater to consumer
to celebration of markets in later years. The language opreferences. Major efforts were channeled into providing
markets, management, and money became integral toonsumers with information and eliminating other obstacles
discussions of health catfeHealth care institutions also to health care markets functioning w8lEmployers and other
changed. The most prominent development was the rise gburchasers also began to use their purchasing power to obtain
MCOs, which combined prepaid health care insurance withbetter value for their money. While admitting that MCOs were
the delivery of health care services, frequently with financialnot perfect, many people saw increased market competition
and managerial controls over the provision of health careas the main way to improve managed care.
services. These organizations had their origins in the 1930s
as experiments to deliver health care through nonprofit prepaid his conception of managed care is flawed. Managed care is
group practice that increased access to services and lowereat a traditional service, and individual patients and MCO
costs. Initially viewed as something of a “socialistic” members—what | will calconsumerdor short—are very
experiment, medical societies fought them. Yet a few suchdifferent from purchasers or users of most other services. These
prepaid group practices thrived, including Kaiser Permanentifferences, often ignored by those who advocate consumer
in California and Group Health Cooperative of Puget Soundchoice among alternative MCOs, limit the effectiveness of
in Washington state, Group Health Association in Washingtonmarket approaches as a means to promote accountability of
DC, Harvard Community Health Plan in Bostéithey served = MCOs to the public.
as a model for President Nixon’s Health Maintenance
Organization (HMO) Act of 1973. And since the 1980s it hasMCOs, unlike providers of most private services, exercise
been for-profit variations of such prepaid group practice thatauthority over those who receive their services, much the way
have grown most rapidly. As they grew, so did the ways inthat governmental institutions exercise authority over citizens
which insurance and health care services could be organizeavho are beneficiaries of their social programs and policies.
financed, and marketed. Somewhere around the late 19703here are four key reasons.
the term “managed care organization” was coined to describe
a wide variety of such organizations that were not organized-irst, participation in MCOs is oftarot voluntary For many
as the original HMOs were, i.e., as individual organizationsprivately insured individuals, being a managed care subscriber
integrating both the insurance and delivery of medical servicesis not their own choice. Most employers do not give employees
and with physicians as salaried employees. a choice of more than one health plan. Thirty-five percent of
covered employees were offered only one plan and only half
During this time, there was also a shift in how the public of employees were offered three or more pPfare. 1998,
viewed the users of medical services. Traditionally, they wereb4% of Medicaid recipients were enrolled in managed care
called patients and were usually treated paternalistically byplans®! And, once an individual is enrolled in an MCO, their
doctors. But patients’ rights, women’s health, and disability choice is more restricted than otherwise.
rights movements helped change the way patients were
viewed. Patients’ rights advocates argued that doctors shoul8econd, a major distinction between managed care and
respect the autonomy of patients, obtain their informed conserindemnity insurance is that indemnity insurers don't judge
before providing medical treatment, and allow patients tothe necessity for medical care or control its use of services
participate in medical decision-makitfgrheir intent wasto  while MCOs do. MCOs mediate what services to provide
foster the autonomy and rights of women and people withmembers and decide what services are medically necessary
disabilities and patients in general. They engaged in concerteand how to provide them. MCOs make these choices subject
political activity to change our health care systéhowever, to a limited budget and so effectivebtion resources?
in the process, they encouraged market trends. If people that
were ill could make more decisions themselves than doctordhird, MCOs also collect approximately equal funds from a
had traditionally accorded, then it was easy to conceive ofarge number of individuals and provide differing levels of
them as medical “consumers” rather than pati€néad benefits based on their criteria of need, therebistributing
indeed, that is what happened. Soon the focus shifted fromesources among individuals.
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Moreover, the funding for MCO servicesigblicly subsidized  Rationing and Redistribution
andthe services they provide angbued with a public purpose
Rather than being merely private purchases, many health cafdCOs not only provide services but also ration medical care
services have a public aspect and affect the community afr their members. MCOs receive fixed premiums and are
well. responsible for providing all necessary medical services for
their subscribers (subject to exclusions specified in their
These features make consumer choice in the health care markgtlicies). To stay solvent MCOs must manage their costs and
less viable as a way to promote organizational accountabilityspending and develop ways to deliver their services efficiently.
Traditional government regulation of industry is one way to However, there is also a trade-off between the money spent
address this problem but there is also another: giving the publion patient care and the profit or surplus the MCO recétves.
greater say in the operation of MCOs. Since MCOs exercisén short, a main way MCOs control spending is by limiting
authority over their members, individuals subject to MCO the volume and cost of services they provide to subscribers.
authority should receive an accounting for their performance
and main policy choices they make. The public should alsdTo limit their costs, most MCOs create procedures and rules
have some voice in key policies and decisions that MCOswvhich control access to specialists, hospital care,
make, just as is the case for governmental agencies. Yet MCQsharmaceutical products, and other serviéeghey set
today perform their work using criteria that are not generallyguidelines for treating different medical conditions and the
known let alone subject to public debate, representation, olength of hospitalization. MCOs also typically review the
approval? 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

Il. Managed Care as a System of Authority patients. In making such decisions, MCOs assess the value of
reducing different categories of medical risk, in effect
Not Voluntary balancing claims to services from competing groups. Such

choices are not merely technical or reducible to medical

Most individuals enrolled in MCOs don't choose them from knowledge, science, or an economic calculus. They require
alternatives such as indemnity insurance, nor do most peopliéldgments about values that are essentially political. In effect,
even have a choice among competing MCOs. Indemnityh€alth policy is delegated to MCOs and their agents.
insurance, once the norm, is now available mainly for the well-
to-do, only approximately 11% of the American public in Of course, MCOs tend not to override or ignore most physician
199834 Even choosing among managed care plans is limiteqddecisions about what care is medically necessary. So MCOs
Most employers do not give employees a choice of more tha@nlist the aid of doctors in rationing medical care. MCOs
one health plan. In 1999, 35% of employees were offered onlyattempt to change the standard of care and the individual
one plan and only half of employees were offered three oflecisions of doctors. They harness physician self-interest as a
more plans® The poor, in particular, have few exit optidhs. 0ol to control resource use. They pay doctors in ways that
Some state Medicaid programs lock beneficiaries into adive them financial incentives to be frugal in using or
managed care plan, generally the one with the lowest premiunf€commending services or referring patients to specialists or
hospitals. Doctors in most MCOs bear part of the cost for the
Moreover, many individuals who would like to be insured by resources the MCO uses, a powerful incentive to make clinical
managed care or other health insurance, can’t. Approximatelghoices in ways that reduce resource use. The fewer costs
18% of Americans lacked health insurance in 1997 and 3294ncurred for patient care, the greater the income physicians
did not have health insurance some time over the previou®ill receive. Doctors are now partners with MCOs in
two years’ MCOs and other insurers refuse to enroll many controlling costs through rationirg.
individuals because they are already sick or have a higher
than average risk of becoming ill. Still other people lack fundsHealth insurance by its nature redistributes resources from
to purchase the most basic insurance. And after Congred§e healthy to the sick. People pay for health insurance because
passed the Balanced Budget Act, which created new optiond1ey want to be able to tap medical benefits should they need
for managed care in the Medicare program, most MCOgthem but do not know whether they will. They pay premiums
decided not to participate in the program, effectively denyingregardless of their health but don't reap the benefits unless
this as a market option for most seniors. As of January 199hey need medical services. This redistributive function makes
10.4 million Medicare beneficiaries had no choice of managecnrolling in an MCO or other health insurance more like
care plans, 4.7 million had only one plan and 23.8 million funding a governmental program than purchasing an individual
had more than one plan to choose f@nd between 1998 product. The insurance plan, like a government social program,
and 2000, 198 HMOs dropped out of the Medicare programprovides economic security for all those who are eligible to
forcing 750,000 people to find a new Medicare pgafhus receive benefits, and the individuals who don't need the service
managed care is imposed on many who would like anin effect subsidize the program for those who do. Willingly
alternative. It is not an option for others who would choose it(0r reluctantly), we pay taxes to fund a government program

if they could. ,
Promoting Accountable Managed Health Care

4



because we feel obligated to help those the program supportdCOs have no financial incentives to cater to the needs of
and also because the program might help us. Yet in the casaembers who can use medical care the most, those with
of governmental programs the public can use the politicalchronic, high-cost ilinesses. Such individuals represent a loss
process to determine how the program works. There is littldéo MCOs because they cost much more to treat than the

public input into the operations of managed care. premiums they pay. MCOs are better off deterring such
individuals from joining rather than attracting them. The threat
Public Subsidy of leaving is not an effective means for such individuals to

make their MCO respond to their needs.
Our private health insurance system and infrastructure are
publicly subsidized. In 1998 approximately 46% of U.S. healthMoreover, typically employers, not employees, decide which
care spending was paid for directly with public funds throughMCOs or other health insurance plan to offer to employees.
programs such as Medicare, Medicaid, and CHAMPUSThis reduces the responsiveness of MCOs to individual
(Civilian Health and Medical Program of the Uniformed members because employers are imperfect agents for their
Services)? employees. While employers and employees have common
concerns, their interests are not always the same, a fact evident
Even private payments are subsidized by tax-expenditurefrom management-labor disputes. Certainly, employers need
Employers’ payments for health insurance premiums are taxo treat employees well enough to retain a ready supply of
deductible business expenses. Employees, too, often pay thdabor and therefore will try to maintain a minimum level of
share of premiums with pre-tax earnings through workplacesatisfaction. However, a firm’'s loyalty and obligations are
tax benefit plans, which have the same effect as a tayprimarily to shareholders or other owners, not employees.
deduction. Individuals who purchase health insurance on their
own also can deduct their premiums. The loss of tax revenu®wnership of MCOs is also becoming concentrated, and this
from such subsidies, the so-called “tax expenditure” was $111imits available choice. Some analysts believe that a few
billion in 1998#* Our medical infrastructure is subsidized as oligopolies will soon dominate the market. If this occurs these
well. Government funds have contributed to construction ofMCOs may become complacent about the risk of losing market
nearly all U.S. hospitals through the Hill-Burton Act. Graduate share and therefore less responsive to consumer swit€hing.
medical education and biomedical research are heavihAlbert Hirschman calls attention to what he calls lazy
subsidized by the National Institutes of Health. MCOs sharemonopoly or collusive behaviéf.In a restricted market, a
in this subsidy. firm may choose to be rid of its difficult customers rather
than change its behavior to please them. If a problem is
In sum, MCOs make public policy on medical matters, haveendemic among all rival plans, dissatisfied customers will only
significant control over the lives of their members, and usebe able to switch to an equally unresponsive competitor.
public funds to perform their work. This itself is reason for
giving the public voice into MCO policies and requiring MCOs However, choice within an MCO or physician network might
to account for their decisions to the public. Yet many peoplerender unnecessary choice among competing MCOs. Is this
shy away from public solutions. They prefer to let individual so? Will MCOs respond to consumers if they can choose
choice in the market be the means to make private firmsamong several physician groups, or go outside the preferred
responsive to consumers. They say that individuals can leavprovider network? Such choice won't produce options for
one MCO for another. However, such an approach is sorelgonsumers that make the most significant difference. MCOs
inadequate for managed care. restrict the clinical decisions of all physicians through
organizational rules and influence physician discretion through
financial incentived’ Thus when consumers switch doctors,

[ll. Why Market Choice Alone Can’t Make they are subject to the same organizational constraints that

MCOs Respond to Consumers significantly affect the care they receive. Moreover, many
consumers in preferred provider organizations can’t afford to

Typically, private firms have good reasons to cater to consumeP® the extra fees required to seek care outside the list of

wishes. If they provide poor services, they risk losing preferred providers.

consumers to competing firms. Providing good service is in . :

the firm’s interest especially where a business relies on repe{Hn“ke many_other services, there are high costs for most
customers and long-term relationships for its reputation. Th@eqple to switch .MC.OS' For one, patients are often onal to
need to attract and keep customers helps restrain the intere[&e'r d_octors. Sywtchmg c_iqctors may als_o Mmean Severing an
of a firm in maximizing its short-run profit by skimping on e_stgbhshed pa}t|ent—phyS|C|an _reIatlonsh|p. Exit IS _espemally
quality. In principle MCOs should behave in the same way asd'ﬁ'c_UIt for patients with chronic or complex conditions Fhat
other firms and thus resist temptations to provide too few orequire coordination among medical personnel or particular

poor quality services. These general incentives, however, don?nqwledge c_)f the case. And especially for the Si.Ck and the
work as well for MCOs for several reasons. rail, shopping for medical care may be physically and
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emotionally difficult*® If the MCQO's performance is mediocre There is now a movement to create report cards that rank MCO
but not terrible, they may simply suffer poor quality and the performance along several dimensions to help consumers
market will not do its work. choose among thefAStill in their infancy, most report cards
have focused on consumer satisfaction and medical outcomes
The fact that managed care provides a bundle of varied medicébr a few medical conditions. They measure quality based on
services, medical providers, and health insurance also makgsoxies such as the rate of childhood immunizations or the
exit a crude tool. Consider a family of three, each with differentsuccess rate in coronary artery bypass surgery.
medical problems: the father with a cardiac problem, the
mother with breast cancer, and the child with asthma. Suppos@&ypically designed to be understandable by the layperson,
that the family can choose among three managed careeport cards focus on a few key measures and in doing so
organizations, each of which is strong in only one area ofsimplify and screen out a great deal of pertinent information.
medical care that the family needsVhich should the family  For example, there is very little public information on the

choose? internal operations of MCOs, their management practices, the
criteria they use for utilization review and the process used to
Rational Consumer Choice and Report Cards conduct it, and the incentives paid to physicians for cost

containment. There is also little data available on the
Individuals are also not in a good position to evaluate MCOs performance of physician groups, which are now assuming
For most purchases consumers make—food, clothing, homé&unctions that were traditionally the province of MCOs,
products, restaurants, and rental housing—the stakes are loincluding bearing financial risk, overseeing quality assurance
and the variables that differentiate the product or serviceand utilization review, and monitoring consumer complaints.
relatively few. People make these purchases frequently an&urthermore, much of the data is not collected using uniform
when they make a bad choice they learn quickly, without muchstandards and is not subject to audit.
cost, and are better informed the next time.

Report cards also infrequently provide data related to MCO
Choosing an MCO is a different matter. The consequenceperformance in addressing particular medical conditions,
can be great, the number of factors that differentiate MCOsvhich would help people who are most apt to make
are many and often not apparent to the layperson. People makemparisons: those with chronic illnesses. And most report
such choices infrequently. Experience is also an inadequateard measures of outcome are based on averages of all
guide. Since most people are healthy, they won't encountephysicians in the MCO rather than the much smaller physician
the effect of their MCO policies or learn how well it performs groups that will serve a particular member. The measures of
until they are ill—which is when they will need it most. Even outcome therefore don't accurately reflect the experience of
then, their experience probably won't be a good guide for thehe doctors consumers will use.
future. Unless consumers have a chronic condition, they
probably won't need the care of the same doctors and otheReport cards aimed at individual consumers simplify greatly
providers again. Other medical personnel may perform veryand therefore lack detail that would allow a robust and
differently, and so might the MCO for different kinds of sophisticated assessment of MCOs. Information about MCOs
medical problems. that is not included in report cards could reveal a great deal

about an MCOQO's values, particularly on how and where to
The lack of knowledge that most people have about medicing@ation and what groups gain and lose by the way the MCO
has always been an obstacle for their making chdéfces. manages costs. However, providing a great deal of detailed
However, it's much harder to compare two MCOs than twoand complex information about MCOs probably would
physicians practicing the same specialty because the numbeverwhelm most laypeopfThis problem could be overcome
of variables is much greater and there is much less reliablé instead a great deal of information was made available to
information®! In choosing among MCOs, consumers compareexpert intermediaries. They could use such information to
two networks of physicians, hospitals, and other medicalmake informed judgements and advise consumers on which
personnel. In addition, one must compare systems of qualitfCOs to avoid or to seek otftThat is the model and lesson
assurance, methods of administration, including systems foof the information disclosure in the securities market.
resolving complaints, handling appeals, and organizing
personnel and services. Each is difficult to assess. ConsumeMevertheless, it will be hard for anyone to perform this expert-
would like to know whether the MCO would provide good intermediary role because much of the kind of data that would
care for them when they need it. But since most people don’allow a thoughtful assessment of the performance of MCOs
know what illness they will have and thus, what medical and providers is not publicly available. MCOs have or could
personnel will provide the service, it's hard to compare twoproduce most of this information but are unlikely to do so
different MCOs. Moreover, most MCOs can contract with voluntarily. They consider this information their private
different providers yearly and so even a careful assessment giroperty, and making it public is costly and offers MCOs few
which MCO has the best provider network is constantly inbenefits. Rather, it raises potential dangers, for example, that
flux.
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outsiders will raise questions about their performance or thaConstitutional requirements for due process, however, apply

other firms will use the information to compete with them. only when there is state action and so do not pertain to the

Most HMOs also are worried that releasing information couldaction of firms acting in a private capacityCurrently,

yield increased regulatory oversight or could help lawyersMedicaid patients are entitled to constitutional due process

bring lawsuits against them. and fair hearing requirements and Medicaid MCOs are legally
obliged to provide such hearifyMedicare patients are

As we have seen, consumers’ relation to MCOs is veryentitled to appeals by federal regulatf®nt is therefore

different from their relation to providers of other services, significant that legislation has now been passed by both houses

and is more like that of a citizen to a governmental programof Congress to create due process rights for MCOs serving all

providing benefits. Moreover, choice of MCOs is less effective patientst* Such legislation, if signed into law, will be an

as a tool to make MCOs responsive to consumers than is thenportant step in protecting consumers and making their

case for many other services. Small wonder then, that agrievances heard.

managed care became the predominant means by which the

public received health care and problems with managed carAppeals of MCO decisions not to provide service give

came to light, there was a public backlash. 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

IV. Why Current Proposals for a Patients’ Bill of appeals can only change what services are provided in

Rights Are an Important but Insufficient Remedy individual cases. They don't create precedents that bind the
MCO (or other MCOs) to provide the same services to other

é'ndividuals in similar circumstances. They can't change the
MCO's general policies or the criteria it uses to decide what

with more information so that the market can work better, S€"V!CesS are medlca!ly necessary. Nor do_ mdependent
Thus, bills introduced in numerous state legislatures requireéj?v'ev_"ers h_ave autho_nty to ghange rgles and incentives that
that MCOs disclose to their subscribers the financial incentived'V© S€ to |n.appropr|ate dem_als. Typically, the substance OT
that doctors receive to be frugal in providing services and adeu_spns of mdependent. reviewers and_ the reason for.the|r
good deal of other information about how MCOs wiikhe deC|S|on_s are not pupllshed. There is, therefore, little
assumption behind such disclosure is that informed consumefQPPOTUNIty for the public to Iearn_what pr_oblt_ams thgy have
can make better choices among competing MCOs and thereH{) common and to seek changes in organization policy.

force MCOs to cater to their preferences or lose business. . o i . .
Relying on individuals to file appeals is also inadequate as a

remedy for mistakes. The evidence from studies of consumer
Icomplaints shows that the overwhelming majority of

Current public debate over how to reform managed car
ignores key issues. Some proposals would provide consume

Other groups champion a “patient bill of rights” which will
allow lawsuits against MCOs, as well as appeals, from thei
decisions not to provide a service, and various minimum_ " o i o
standards. These reform proposals seek legislative fixes t 0ing SO Is time-consuming and cos_tly. Most individuals also
particular problems and provide important new remedies.ack cc_)nfldence that spea_klng out W'”. hglp thgm or they I_ack
Once in place, such standards, appeals, and the right to sﬁl&e ab|llty todoso. The ewdence of this is striking for medical
can improve performance, deter negligence, and providénqlpract|ce. A §tudy that mdepepdently measu_red the.rates
important feedback to MCOs, advocacy groups, and oversigh?f injury to patients due to negllgent conduct in hosplt.als
agencies. However, legislation creating due process rights doé%‘OWGd few people brought claims. There were seven times

not change what caused the problems that give rise &S many negligent injuries as claims. Since some claims

grievances, nor create a mechanism to incorporate citizen Voicgccurred when there was no negligence, the number of people

into future policies or decisions of MCOs short of anotherWho suffer malpractice that b.ring. c_Iaims Is even Ies;, between
round of legislation. Such legislation, although an important15 and 30 cases of malpractice injury for every claim riade.

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. V- What Consumer Voice Can Contribute

individuals with problems don'’t bother to make complathts.

The notion that consumers should have a right to appealoday the priorities, standards, and processes MCOs use to
decisions to deny services to a neutral party is based on ided§it services are not transparent, subject to public scrutiny
about fair judicial process that every American takes forOr public approval. This should not be the case. Consumers
granted. The constitution requires that government agencie§an insist that managers publicly account for their rationing
provide due process when important individual rights or and management strategies and should have means to ensure
benefits are at stake. Government agencies may not depriv@at MCO policies meet their approval. The use of consumer
citizens of property or important interests unless they do s/oice can help in four ways: (1) it can set standards and
using fair procedures and allow the individual to challengePriorities for benefit coverage decisions, (2) it can open to
the state action before a neutral péfty. public scrutiny the process by which MCOs make key
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decisions about rationing health care, (3) it can provideConsumer involvementin MCOs may decrease organizational

feedback about local problems, and (4) it can spurefficiency because it can slow decision-making or call into

organizational change. guestion standard practices. Yet, that is also its virtue. By
shifting some authority from other groups with power,

HMOs necessarily make many health policy choices for theirconsumer voice can be an engine of change. Organizational

members. Market exit is often a crude tool for gaugingand professional routines are often conservative. If

consumer satisfaction on such matters since the choice ainquestioned, the status quo may continue even when new

whether or not to leave reflects the consumer views on a bundleircumstances make change preferable.

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. Itis 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.
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Chapter II:
Challenges to Effective Consumer Representation

l. A History of Consumer Involvement in representation on health system agencies as part of an implicit

American Health Care program of representing interest groépkhe health planning

process proved only partially effective in restraining health

Consumer representation and citizen participation blossome pendlng for several reasdﬁsocal health p'a””'r?g boards_
id not control funds. Hospitals or groups wanting to build

in the Johnson administration’s War on Povéttgeveral tacilit bilized ition that of de the health
statutes imposed citizen participation requirements on acilities mobilized opposition that often overrode the healt

Community Health Centers, Community Action Programs planning agencies. Individuals chosen to represent consumers

and other recipients of federal funds. This trend Continueotypically lacked the clout, resources, and institutional support
until the 198045 that providers had. Consumer groups were not as easily or

effectively organized as providefs.

The Community Action Programs, created by the Office ofS_ lar i . cipation led h
Economic Opportunity (OEO), received a legislative mandate imilar interest in consumer participation led to the

for “maximum feasible participation” of the pdbit was a requiremer_ns in the HMO Act of 1973 for consumer
prominent experiment. The key idea was that institutions'€Presentation. Under the statute, federally qualified HMOs

governed by community representatives could set priorities,had to have at least one-third of their policymaking bodies

manage a budget, and produce better programs than %ravyn from their members. The r_epresent_atlves r_lad toinclude
medically under-served populations. This requirement was

often ignored, and there is little evidence of significant
Sfonsumer participation in federally qualified HMOs. The
Fequirement was eliminated from the statute in 1988.

governmental agency without roots in the commufity.

There was little direction and a constant struggle over how t
implement the participation requirements. Those speaking fo
the poor wanted both employment in the programs and a role

in policy making. There was controversy, too, about how manyThere were important exceptions, however. A few HMOs

poor people should serve on a community b&avhether started as cooperatives in the 1940s, and had a long tradition

citizens should give advice or make policy, and thejurisdictionOf consumer governance prior to the HMO ACt: The most
of the board?® notable examples were Group Health Cooperative of Puget

Sound and Group Health Association in Washington, DC. In
h these HMOs consumers elected the board of trustees and there

The Office of Economic Opportunity Neighborhood Healt L
|yas a culture of consumer participatién.

Centers encouraged consumer participation and the formatio

of citizen advisory councils for several purposes: to shape

health center policy, to implement the program, and to evaluatgy the_ end of the _19705 the effectivenes_s of health planning
the center’s servic®. Neighborhood Health Centers had a agencies and the idea that consumer voice would be a force

majority of consumers on their boards, as did City Povertyfolrr']DOSiti;]’e change ir; health plolicy Wasgéjgitionsd by many
Councils™* The ambulatory services advisory committee of although never adequately asses € Reagan

the Ghetto Medicine Program of New York also required administration defunded federal health planning agencies in

citizen participatiod? Medicare was required to have 1986 and instead encouraged the use of markets to reduce

consumer representation on the Health Insurance BenefitQealth care spending.
Advisory Committee, while Medicaid law mandated consumer

representatives on state Medical Care Advisory Committees. James Morone, who has written the |eading book on the history

of participation in American politics, argues that citizen

The idea of citizen participation was later applied to local €ONSUMEr voICe N health planning made enduring

_— N . -
health planning agenciéThese local agencies were created contributions? He contends that it changed the political

to plan the use of regional resources and to control healtﬁg_?tn%a' WLeS_tEdf authohr ity frtzjr_n rlnedltf:al professmrg?ls, agd
care spending. Federal legislation mandated consumet ited authority from the medical profession to public an
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private health care organizations. Such changes are ironiqolio) have special concerns and long-term interests. They
for they spurred the growth of managed care and for-profithave often organized groups around their health concerns to
medical institutions. promote greater funding and better treatment. There is also
an active women'’s health movement and a disabilities rights
There are few empirical studies evaluating the costs anadnovement which have organized groups to advance their
benefits of consumer participation or the pros and cons ofnterests on medical and other matters. The elderly have also
different approaches. Yet analysts have noted failures andrganized on health issues, particularly regarding the Medicare
successe®.Some note the trade-offs in program efficiency program. Such groups can effectively represent their
and democratic participatidhOthers doubt whether such constituency! They provide a model for organizing other
programs produce increased accountalfliBtill others think  constituencies around specific diseases or status (gender, age
that the goals of participation should be made clear incohort, ethnic group), or through one’s place of employment.
designing the progranis.James Morone suggests that such Although these groups are not organized to represent
programs are based on a “democratic wish”: the idea thatonsumers on managed care issues or within managed care
“direct participation of a united people pursuing a sharedorganizations, they are familiar with health issues and
communal interest” will overcome conflicts between diverse consumers. In many situations, disease specific groups may
interests and groups and solve problems of governthent.  advocate for changes in MCOs that will affect quality of care
and patients’ rights generally. Such groups are likely to make
This idea waxes and wanes, but does not disappafitness MCOs more responsive to patients and to improve the quality
the state of Oregon’s recent process combining publicof care for all consumers. Disease specific and other interest
deliberation and representation to set health care priorities fogroups may therefore be a vehicle for improving quality for
health care coverage for Medicaid and uninsured grups. all health care consumers.
Morone suggests that the democratic wish does not work as
proponents of popular participation often expect that it will. However, there are limits to representation through interest
Yet it has, he argues, been a central instrument to bring abogfroups. Interest groups excel at representing their own
political and social change. Consumer voice might then helpconstituency by focusing on their narrow concerns. The
transform managed care in ways that will improve it. problem is that not all consumer interests are easy to organize.
Nevertheless, there are many challenges to making consumés is true for American politics generally, those interests that
voice an effective instrument of change. are not organized will be neglect&durthermore, most health
care constituencies currently organized don’'t have managed
care as their focus. Nevertheless, for practical purposes,
Il. How to Represent Health Care Consumers drawing on organized constituencies is probably the most
effective way to represent health care consumers. Such groups
Organized Constituencies will promote consumer welfare better when they are broad-
based coalitions of discrete interest groups. Consumer

The idea of representing health care consumers is appealingfdvocates can and should organize such consumer gfoups.
simple but how can it be done? Who should speak forinstitutional Consumer Advocates

consumers? There are many ways to select consumer

representatives and different institutional means to channef\n alternative or complement to organized constituencies
consumer voice. The nature of American politics, however,fepresenting consumers is to have institutions that are

probably makes it necessary to have organized constituencig¥signated to advocate for consumers. These could include a
to effectively represent thef. government agency for health consumer affairs, a division of

consumer affairs in an Attorney General’'s Office, or a

This poses a fundamental problem, because currently thergonsumer representative in state health care insurance
are few organized consumer health constituencies. Everyongommissions or departments. It could also include Ombud in
is a potential medical consumer, but most people do not neelf!COs and other health care organizations.

extensive medical care. When individuals do, it is frequently

for an acute injury or illness so they won't remain a medicalRepresentatives in Attorneys General OfficesMany states
consumer for |0ng_ AS a resu|t’ few peop]e have strong o'ha.VE established divisions to advocate for consumers in Utlllty
lasting identities as medical consumers, and this inhibitshearingsOften situated in the state Attorney General's office,
forming health care consumer constituencies or long-termfhese units take part in rate-setting. Such offices have been
consumer involvemeri?.The result: although there are many Very effective in analyzing finance and equity issues and in

consumer advocacy groups, there are few organized consumepnvincing rate-setting bureaus to heed their advice. A
health constituencies. consumer affairs unit following the utility model could be

established in state offices that regulate insurance or health
There are some important exceptions. People with chroni¢are. They could evaluate information that managed care firms
illnesses (e.g., AIDS, breast cancer, renal failure, diabetes, d#isclose and recommend policy changes or oversight if needed.
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Such representatives could develop expertise and be in ar acute illnesses are less likely to identify themselves as a
position to influence the decisions of the regulatory ag&ncy. group or to organize. Thus people who have a wide variety of
non-chronic diseases are unlikely to organize as constituencies.
Ombud.®®* MCOs and state or federal agencies could create
Ombud programs for health care consumers. Some MCOZ%he Elderly and Other Age Cohorts
have already done $6They serve several functions. They
provide information and assistance to individuals in resolvingSince the creation of the Medicare program in 1966, the elderly
problems they have with an organization. Ombuds also informhave become a potent political force on health care issues.
the organization of problems it has and, where appropriateMedicare entitled them to health care benefits, which
suggest changes in organizational policy or procedures. Thegoncentrated their interests in program benefits and policies.
also advocate for consumers, both to resolve individualThe elderly mobilized easily because their interests were clear:
problems and change policy. There are several examples dhey are more likely to use health care than younger people
ombud or independent assistance programs for health carand program benefits affect them directly. As a group they
The National Health Law Program is coordinating ombud in also have more income and leisure than the average American.
six sites®® The Center for Consumer Rights in California has Groups such as the American Association of Retired Persons
also created an independent assistance program. have represented the health care interests of the elderly. Other
groups, such as the Medicare Rights Center (New York), have
There are two main models: (1) those independent of théormed to advocate for Medicare beneficiaries.
organization they investigate, and (2) those that work within
the organization they investigate. Ombuds independent of th&oday there are attempts to expand health insurance to cover
organization have much more freedom but not necessarilfhe young. Groups such as the Children’s Defense Fund have
much clout with the organization. Those working within the made such an effort one of their priorities. However, there are
organization are likely to have access to officials andcertain obstacles to youth becoming an organized health care
information and better relations but also divided loyalties andconstituency. Individuals under 18 can't vote, typically do not
less discretion. To be effective, ombuds need security of tenurdyave serious illnesses, and are economically dependent on
independence, resources, clout, and political savvy. The rolg@arents or guardians. They also will outgrow their group
requires a combination of skills: cajoling insiders informally, membership as they age. These factors make it harder to
making use of the press, building allies with outside groupsorganize the young than the elderly as a constituency for health
or public agencies to put pressure on an organization, andare.
writing reports that command respect.
Gender
Legal Services OrganizationsThrough grants to state legal
aid organizations, the federal government provides legal aidstarting in the late 1960s, women organized to advocate for
for the poor. Legal service organizations provide assistanc¢heir rights in employment, education, health, and other areas
to individuals, often on issues involving Medicaid, Medicare, of social life. They opposed stereotypes that portrayed them
and other health care programs. Legal aid organizations havas less capable than men and employment discrimination,
expertise on the common legal problems the poor and elderlywhich blocked job opportunities. Although they did not
encounter. They are an important institutional base forconceive of themselves as health care consumers, as women
representing the poor on health care problems involvingthey encountered common problems with the way doctors and
managed caré. 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.
lll. Potential Health Care Constituencies , ,
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

Many advocates for people with specific chronic illnesses havd'oW €ven mclude; advocac_y for using women as re;earch
designated constituencies (e.g., for AIDS, Gay Men’s Health.SUbJeCts so that differences in physiology will be considered

Crisis). Having a focused concern gives such groups a definelf! (Ijedvelopc)jlng meilcuges and medlcalfprocedurgsh. It 3'.50
mission and facilitates advocacy. Depending on their poIiticaI'nC udes advocacy for etter treatment of women with cardio-
clout these groups can be very effective. Can individuals Withvasc:ular and other diseases that are often neglected because

other diseases or medical conditions also form constituencie octohrs dof? t percelvvevthher_n as afgclecnrt])g Worr]nen 0 the: dr(]egrleﬁ
to promote their interests? Yes, for certain illnesses, but notat they affect men. Whatis notable about the women's healt

for many others. For purposes of organizing it helps to have fnovement is its resiliency. The issues and strategies have

chronic medical condition. It also facilitates organizing if the gvolved, but the ‘?b'.“t.y to mobilize women around common
ssues has not diminished even among women who do not

individuals likely to be affected share a common status orS h | fermin liticall .
background (being a woman, or gay). People with episodicVIewt emselves as feminists or politically active.

Disease Specific Groups
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Ethnic Goups (Families U.S.A.); by advocating for the poor and elderly and
assisting in coalition building (the National Health Law
Ethnic groups are a potent force in American politics. TheyProgram); by criticizing the abuses of MCOs and advocating
have electoral influence and a net of related community andor health system reform beyond incremental change (Public
national organizations to represent them. Could they be &itizen Health Research Group); by evaluating MCOs
vehicle for representing health care consumers? In part, thegConsumer’s Union); and by creating ombud programs and
could. The question is whether health care issues are analyzing consumers rights (Center for Health Care Rights).
prominent enough issue to be the focus of their concerns. It i$hey are likely to continue to be key sources for representing
likely to be so when particular illnesses or health care issuekealth consumers in national forums. However, they are
affect them disproportionately and are not being adequatelynlikely to be vehicles to represent consumers at the local
addressed in other ways. However, illness or health care issudsvel or within individual MCOs.
are not the basis for their being a constituency or, in the
American experience thus far, for their forming interest groups.

Employees IV. Choosing Consumer Representatives

Most people receive their health insurance through theirOften MCOs or other organizations will need a consumer

employer, which makes groups representing employees, sudigPresentative. Suqh representatives can either be appointed
lgr elected?® If appointed, the representatives can be chosen

as labor unions, a natural forum to represent health car )
y consumer groups, governmental agencies, MCOs, or by a

consumers. However, less than 14% of the American wor !
force is unionized, so this approach would not work for theneutral party. Alternatively, a board of two of more such groups
can choose the representatite.

majority of Americans® For those employees who are
unionized this could be an effective means to represent worker
interests. Unions already have an organizational means t@‘p

express their views to employers, resources to addressh dvant in havi tablished
employee concerns, and a system of electing leadership t-lc; ere are advantages in having establisned consumer

represent the views of members. Most unions bargain Oveprganizations appoint consumer representatiyes. There is a
the extent of health benefit coverage and costs of insurancgreater chance that they will represent a constituency and the
for employees. Some unions have sponsored Taft-Hartlefrganizational representative will have greater credibility than

health plans, which purchase health care for employees. Stilf,ntgSt unafﬂhgted individuals. The. organ(ljzatlon ?"SO will be .
unions have not typically joined employers in representinga e to provide resources, expertise, and experience to assist

employee views in purchasing cooperatives that buy healtﬁhe representative and they will have some formal or informal

insurance for large employers or made representing employe@eansg er;]surehtha; thg repr_esentatl\je IS accc:(un:]ablr(]e to ghe
health care interests a significant part of their mission. Yetdroup- F” got er hand, critics can always as w ether the
unions could become a significant vehicle to representorganlzatlon in fact represents consumers beyond its members.

consumer/employee voice if they chose to do so, as could

other employee organizations that might be formed for thisBUt which consumer heaIFh organization should reprgsent
PUrPOSEY: 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

Several consumer groups (including the National Health LaV\)Q(EI"’mFmS Act establlghes procedures. for gmployegs to vote
Program, Families U.S.A., and the Public Citizen Healthfor union representatives and for desgr_matmg a union as the
Research Group, Consumers Union, the Center for Health Cal%xcluswe agent of employees for bargaining with mapagemeqt
Rights) advocate for consumers on health issues withouPVe' employment contracts. One way to address this ISSue IS
having a precise or narrowly defined constituency to which® have th? leading consumer health groups form a coalition
they must answé?? These self-appointed consumer advocatesC" consortium for purposes of choosing representatfves.

are often very effective at lobbying for legislation or changesIf o h . : d
in regulation, initiating strategic litigation, analyzing consumer organizations that represent constituencies are not used to

health care issues, assessing choices available to consume'i%?reser,‘t he_algh ggre lconhsumerr]s, tEen one neest to sgel; out
and speaking truth to power. They represent consumers befo%Op{ohp”ate individuals through ot er met:;ms.h ow [)n'\g/]v;
state and federal legislatures, monitor the actions of privat@eat. care consumer representatives be chosen at
firms and governmental institutions, and disseminatemd'vIduals might perform such roles? Many people now

information to consumers. They have performed importantbelieve that representatives should reflect the social, ethnic,
functions by championing a patients’ bill of rights for MCOs, or other characteristics of the population they represent. By

and assessing federal and state laws regulating managed cpgtue of their similar F:haraptensucs _sgch individuals are
assumed to have the viewpoint and opinions of the group and

pointments

Independent Consumer Advocacy Groups
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to be able to represent its interests. Being poor was one of th&lthough the idea of electing consumer representatives for
main qualifications for selection of a substantial portion of MCOs may seem daunting there are some models of such
the members of Neighborhood Health Centers establishedrganizational democracy. Most schools have Parent Teacher
under the War on Poverty programs in the 1960s. Similarly, aAssociations (PTAs) that are elected and in some school
program targeting youth would try to involve young personsdistricts the associations can even control funds they raise for
as representatives. Often racial or other ethnic background ikiring additional teachers. Even when they do not control
considered sufficient to represent a particular racial or ethnidunds, PTAs can exert voice and can command respect from
group. For health care issues, individuals might be choseschool administrations for a range of issues. Some cities have
because of their medical characteristics. For example, peoplactive “block associations” of neighborhood residents. Tenants
with different diseases or disabilities could be chosen tohave formed renters’ associations. If individuals can become
represent the point of view of persons with their specific involved and elect representatives in such local associations,
conditions. Choosing representatives because they reflect thlaey might do so for consumer associations in MCOs if such
social or medical characteristics of the group they representassociations had real power or influence.
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 thay \will Consumer Representatives Have
represented group with nothing more in common offers

: ; Influence?
symbolic representation.

Many people believe that if an individual is chosen to represenf‘ formal rr}eansffto .choose consumer rhepresentgtl_ves 'S
the members of a particular MCO the representative shouldi€cessary for € ective representat_lon, owever, it Is not
be a member of the MCO. Membership will ensure Somesufflment.Aseat on a board or committee has value based on
familiarity with the organization but it will not necessarily what the rgpr’eg,eﬂntanve canbdo. _In sc:rtr)]e mstanhces thz
ensure that the representative has knowledge of health Ca{gpresen.tatwes influénce may be minima ecause the boar
issues or expertise, or that he or she is an effective advocat@' committee on which the representative serves lacks power

gualities which are more important than organizationalOr mf_Iuence. This fu_ndamentgl p0|nt.|s often |gnore_d.
membership. Considerable effort is spent in creating representative

mechanisms without considering the influence representatives

Elections would have. Often consumer representatives serve on boards
that have only symbolic value or token influence.
en if a consumer representative sits on a board that has
ower, the consumer voice may be drowned by others. Asingle
gonsumer representative serving on a board of twelve
individuals will have little impact on the outcome of votes.

f course, the consumer representative can try to persuade

e majority of the board. However, reason is enhanced when

acked 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

Consumer representatives could be elected by members 6?ey can influence consumer enroliment in MCOs or use their

each MCCO® Such representation is the exception rather thanCout to get legislation enacted.

the rule, the main example being Group Health Cooperative . . .
of Puget Sound (GHCPS), whose members elect its goveminegometmes consumer representatives may lack influence

representatives. Elected representatives can be removed if th
do not reflect the voters’ views or otherwise perform poorly.
There are fewer issues concerning the representative
legitimacy. The most practical way to elect consumer
representatives is through existing organizations representin
defined constituencies because we lack a tradition or othe
institutional means to elect consumer representatives from th
public at large or to represent a region.

There are some advantages in electing rather than appointirgy

board. Although GHCPS has had an effective board, consum ecause they are unfamiliar with the issues or untrained in
governance is not feasible for for-profit MCOs that must be isciplines that WOU|d, help them work with health care and
responsive primarily to stockholders. But consumer Management professionals. Some observers have advocated

representatives that did not have ultimate responsibility fortaining for rep_rgseqtat|v_(|a_f] toc'.”.‘ provzdthe effecgvenesi of
governing the MCO could be elected in most MCOs. It's notonsumer participation. The Citizen Advocacy Center has

clear, however, that there will be much participation in suchWorked for several years providing such trainfitigowever,

elections. Even at GHCPS, which has a long tradition of beinggOOd t_raiqing can't make up for deficiencies in the resources,
consumer governed, voter turnout for election of trustees hagrganlzanonal support, or networks the representative can

09
been low, around 5% for most of the last decade and only urgommandl.

to 15% for the last few years when there were controversial . .
issueso? 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 affectemhsumer organization or consumer representative to hire their
by different proposals or policies, write reports, mobilize own professional staff. An advantage of using consumer
support, and perform similar activities. Such resources fororganization staff is that they are likely to have expertise in
consumer representatives can be provided either by thareas of consumer concerns and share consumer perspectives.
organization in which the consumer serves or a consumefhere may also be economies of scale since the same staff
group. could provide information and analysis for representatives
serving in several different forums. Drawing on staff of
An MCO or state agency can put its own professional staff inconsumer organizations would also encourage communication
the service of consumers. This might be administrativelybetween the organization and consumer representatives. It
simpler than other approaches. Staff drawn from the MCO isvould promote accountability of the representatives to the
likely to be familiar with managed care issues and perhap®rganization.
have greater access to information from the organization.
Moreover, advocacy staff drawn from the MCO can alsolt will be easier for MCOs to raise funds for professional staff
promote consumer-oriented values in the organization thathan it will be for consumer groups because MCQOs can assess
probably would facilitate consumer proposals being acceptedhe fee as part of the premium for all their members. This is
by operating personnel. The experience with the consumean efficient mechanism to raise funds and the means to collect
advisory board suggests that proposals are more likely to bthem are already in place. The argument for such premium-
implemented if they are supported by the organization’s stafbbased funding is simple. The services will benefit all members,
as well as top management. and so the cost of services should be shared by all. Moreover,
if all MCOs fund consumer representatives this way, no MCO
MCO staff members, however, will have divided loyalties and will be at a competitive disadvantage. Such a consumer
might not provide consumer representatives with the kind ofrepresentation fee could be tried as an experiment by states,
neutral analysis or effective consumer advocacy they desirgperhaps through its regulation of health insurance, and
Consumers would also be limited by whatever informationcontinued or eliminated, depending on the experience.
the MCO staff provides. An alternative would be for the
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Chapter llI:
The Range of Ways Through Which Consumer Voice
Can Influence Managed Care

|. Consumer Influence from within MCOs MCOs could create oversight boards modeled on inspectors
general or auditors that report to a consumer board or a board

Avenues for consumer voice, participation, and representatio/ith consumer representatives as well as to top management.

within MCOs are relatively unexploré#.in at least one other Such a board would play a rotly when there were

industry, there has been some experimentation withSignificant problems, scandals, or the appearance of

representing consumer views. A Study of the auto Supp')}.mpropriety. HOWeVer, their existence would bolster publIC

industry by the economist Susan Helper showed that firmgonfidence and consumer trust.

with combined systems for soliciting both employee

suggestions and consumer voice achieved greater cost savingg®vernance

and improvements in quality than firms which did not use

both employee and consumer voléielper concluded that ~Consumer representation on a governing board would allow

representing consumer voice within firms is particularly voice and participation in the direction of managed care

valuable when there is a long-term relationship betweerPrganizations through consumer representatives. The power

producers and consumers, conditions that appear to hold ftnd operation of these boards varies widely, yet all may
managed caré? provide some opportunity for consumer representation.

Voice, participation, and representation within MCOs would For-profit MCOs are usually monitored by a board of directors
offer additional benefits not available through consumerWwhich oversees management and has power to dismiss the
involvement in outside groups that can influence MCOs. SucH-hief Executive Officer. Elected by shareholders, directors
representatives would be close to the consumers served, awaiée supposed to act in shareholders’ interests—not consumers.
of local problems, and positioned to focus on them. Theréiowever, a few corporations have appointed a trustee to
might also be greater willingness for consumers to becomédepresent environmental interests (for example, Exxon after

involved in institutions that would directly affect the health the Valdez oil spill). And in recent years organized labor has
care they received. purchased stock and been represented on the board of directors

of some firms, for example, United Airlines. Consumer

The systematic representation of consumer views could béepresentatives might also be granted a seat on the MCO
part of the process by which MCOs learn, adapt, and improveboafds- However, without a constituency that owned stock
The views of consumers could be represented in oversighthey would have less clout.

governance, and advisory boards as well as in the management

of operations. Data on complaints and grievances as well aé board of trustees directs nonprofit MCOs. They are supposed
opinion surveys reveal consumer views. There are severdpP act in the interest of the public, which includes but is not

examples of how this might work. limited to consumers. However, typically there is no election
or other mechanism to ensure that trustees represent the
Oversight Boards interests or views of consumers and it is usually management

who nominates or chooses trustees. Nonetheless, nonprofit
Many organizations provide for oversight by quasi- MCOs could place consumer representatives on their boards.

independent officials. Banks and other financial institutions o _ _
have auditors. Government agencies have inspectors generdl,cooperative is the easiest means to represent consumers in
and both private and public organizations have experimente§overnance since it is the consumer members who vote for

with ombud. These officials typically have authority to conduct frustees. Group Health Cooperative of Puget Sound, which
investigations and obtain confidential information. has existed since 1947, has health plan members vote for

trustees. Even with consumers electing trustees, there are
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difficulties in fostering consumer participation and voice. And management, as they would seek to avoid negative publicity
in the current health care market, starting a new cooperativéfom unfavorable reports.
would be difficult since a new nonprofit organization would
have difficulty gaining access to capital or a significant Advisory Boards
membership.
Advisory boards can be used in multiple areas of an MCO,
Operations including oversight, governance, and operations. Advisory
boards can range from those created with specific mandates
Trustees and top management set the direction of a firm. Otheand limited time spans to standing boards or committees of
control daily operations which are crucial to organizational general jurisdiction that can offer continuing feedback and
success. With increasing frequency MCOs have physiciangaddress numerous issues as they arise. Some of the most
and other providers serve on committees or participate ireffective advisory boards are those convened to address
groups that set medical protocols and organizational policiesspecific issues. They have a focus and bring together people
Consumer views could also be represented on various MC@hosen for a distinct task. For example, several electric, gas,
boards and committees that deal with operations. These migh#nd telephone companies have convened advisory groups for
include boards reviewing grievances and appeals, committeesdvice on creating billing statements that are easier for
that set policies for benefits covered, and committees thatonsumers to read and understand. Kaiser Permanente has
address particular issues of operatiihigoice in day-to-day  recently convened a blue ribbon advisory panel to advise them
operations could well have the greatest impact on howon improving their system for arbitrating malpractice claims.

consumers experience managed care. Advisory boards are frequently used to represent the views of
consumers or other groups. They allow firms to obtain advice,
Complaints and Grievances satisfy demands for change, and yet still leave management

discretion in decision-making if they do not wish to follow
Many states require MCOs to have an internal grievancehe advice.
process. The National Committee for Quality Assurance
(NCQA) also requires an internal grievance process for itsPublic Opinion Surveys and Focus Groups
accreditation, however NCQA accreditation is not necessary
for MCOs to operate in all states. Federally qualified HMOs MCOs typically survey consumer opinion using focus groups,
must also meet provisions of the HMO Act of 1973. Thesesatisfaction surveys, exit polls, and other approaches. Such
provide an opportunity for consumers to voice their complaintsinformation helps management obtain information to gauge
or to appeal an MCO's denial of service. Complaints can be @&onsumer wants and correct problems. It can be used for
source of information for management to supplement opiniormarketing purposes as well. If conducted properly, surveys
surveys. Such mechanisms are a useful, yet limited, vehiclean more accurately and precisely measure opinion of MCO
for individual consumer voice. Most consumers with problemsmembership of particular groups within MCOs than can voice
do not bother to file complaints or appeal organizationexpressed through representative institutions or advisory
decisions, and many individuals do not have the resources tboards. Surveys also allow opinion gathering on detailed
adequately represent themselves in the appeals process. issues, something that representative institutions are not
designed to do. Another advantage of such information to the
Many, if not most, MCOs review appeals internally according firm is that it is usually confidential and there is little risk that
to their own organization’s criteria. Such processes can weethe process of obtaining information will cause
out errors made by individuals in applying organizational embarrassment, stir up consumer dissatisfaction, or lead to
standards and may help alert MCOs to problems of whichnew consumer demands.
they are not aware. However, they cannot help correct other
problems resulting from MCO standards that consumers oFrom the consumer perspective most surveys of consumer
others believe are inappropriate. To resolve such problemspinion are limited because they are not instigated, directed,
there needs to be review by independent parties not chosédnterpreted, or routinely accessible to consumérehey
by the MCO. remain a management tool and can be used for management’s
purposes. If consumers directed what would be surveyed and
Two approaches in particular could foster the role of controlled the dissemination, such information could become
participation and voice. First, MCOs might place members ora powerful tool for consumers.
consumer representatives on the committee that reviews
complaints and appeals, perhaps as a majority. Second, MCQZonsumer groups could design surveys, and decide what
could be required to publish information about the complaintsquestions are asked and how the answers are disseminated.
received and their resolution. The first approach allowsNeutral outside groups, too, could design and carry out
consumers a role in administering standards. The secondurveys. In any event, if groups outside of MCOs carry out a
would help ensure that problems receive the attention of topurvey of several MCOs, this would facilitate comparison
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among organizations. If made public, such information couldin organizational democracy might come about voluntarily as
affect the choice of health plans by employers and consumer$/COs decide they would prefer to have consumers play a
which in turn could prompt MCOs to respond to consumergreater role within their own organizations rather than have
concerns. 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

Il. Consumer Influence on Managed Care from consumer protection legislation and the prospect of greater
Outside MCOs governmental supervisigtf.

. . State and Federal AgenciesMCOs are now subject to
Today, the.re. are more opportunities for representingy;iqeq oversight by multiple state agencies with diverse
consumers in institutions outside of MCOS than from W'th'n_' missions. These state agencies include those that regulate
The p9I|C|_es and actions of both private groups and pUbIIOmsurance, health care, private and charitable corporations, and
agencies influence MCOs. 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 public sector influences MCOs mainly through public The requirements of the agencies also vary. Some oblige

purchasers, legislatures, administrative agencies, Iegislatureﬁ,ICOS to report information, while other state agencies

boal;]ds or comrcljmssmns, ombud, grievance and appeazgpprove an MCO benefit package and other terms of the

mechanisms, and courts. contract with consumers. Still other agencies can investigate
. - . . . or sanction MCOs.

Through legislatures, administrative agencies, the executive

branch, and independent commissions, government haéonsolidating some of these functions in a new agency would

authority tf) act on .bEhaIf of th? puinc,.incIuding CONSUMETS.pave advantagé¥.The new agency could oversee health care
Such public authority can provide a variety of ways to overseg . managed care, acquire expertise, and develop a focus.

MCQs for consumers. The most important are noted belovV'Activities that now take place in different agencies could be
coordinated more easily. If established with appropriate

owers, the new agency would have tools that do not exist
'Eﬁrrently to represent consumers.

Consumer Influence in the Public Sector

State and Federal LegislaturesElected by the public at large,
legislatures are the classic democratic means to represent t
public’s views. Our system of interest group pluralism,

however, assures that the best organized groups will be betterrhere are, however, limitations to a new agency. It may lack

able to influence legislators and are therefore most effectivel3fhe political independence and strong mission for consumer

i . i o _ _
representedt’It is typically producer or provider groups rotection that the Attorney General and other directly elected
rather than consumers—that have concentrated interests a'g({iate officials now have. It might also lack the powers
are most influential. resources, or expertise of other state agencies. Also, if a single

gi;ency oversees all of health care or managed care,

. a
Howeyer, ONn SOME ISSUES consumer groups are able to marsr]‘apresenting consumers may not take as high a priority given
effective public support and form strategic alliances to enact, multiple missions

legislation they favor. The recent outpouring of legislation
restricti_ng drive-through deliveries and gag rules, a”“.' Othepl’oday, several states have an office to advocate for consumers
regulat_lon OT mqnaged care, show that consumer voice ca utility rate-setting hearings or health insurance. It may
result in legislation that changes how MCOs operate. The

dvant f leqislation is that it tes binding | Iconduct research, analyze evidence, and make
advantage ot legisiation 1s that 1t creates binding 1€gal oo mmendations in hearings. Such consumer bureaus serve

authority. Nevertheless, it is only one of several avenues foE\s a model for representing consumers in managed care or
consumer voice, and it has limitations. It is easier to pass thaﬂealth care more generally. Although such intervenors have
implement legislation. Legislation is also time consuming andfocused on financial issues for consumers (cost savings from

cumbersome. Moreover, itis usually more appropriate Wher\ower premiums/rates), intervenors in managed care could also
used to address general problems, set broad standards or cregl€s on broader issues including quality of care

regulatory authority than to resolve detailed problems in the

organization of managed care. The Office of the Attorney General is a particularly appropriate

o ial ¢ leqislati d b site for a managed care consumer advocacy bureau. Attorneys
one pptenual\) ur?e 'Oh' eg|zat|on.dw012 MCCe) to _Creer‘]t.ehneWGeneral have an independent source of authority as they are
Institutions—both within and outside o s—in which to directly elected. They perform multiple functions including

represent consumers’ views. Proposals promoting suc'?:nforcement of consumer protection law, lobbying for new

org.anlzatlonal democracy \.N'” be viewed as radical "’?”d arfonsumer legislation, resolution of consumer disputes through
unlikely to be enacted anytime soon. Ironically, experiments
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alternative dispute resolution, and public education onNursing home ombuds have two main functions: (1) to
consumer issues. These features make the Office of thadvocate for individuals in nursing homes and other
Attorney General institutionally flexible and competent to institutions for long-term care; and (2) to advocate for policy
address new consumer issues. Other bureaus in various stathanges and to promote the development of citizen
agencies could also advocate for health care consumers if theyrganizations and resident and family councils. The Institute
were granted appropriate authority. of Medicine evaluation of the long-term ombud program
suggests that it is more difficult to successfully advocate for
Federal agencies also oversee MCOs through various federgblicy changes and integrate state policy than to perform
programs. These include the Health Care Financingindividual advocacy services. Policy advocacy might be easier
Administration, responsible for Medicare; the Department ofto perform if the program were not so decentralized.
Labor, which the Employee Retirement Income Security Act
authorizes to supervise employee benefits, including healtifhe federal government funds the nursing home ombud
benefits of self-insured firms; the Veteran’s Administration; program and specifies the functions to be performed, but
and the CHAMPUS (Civilian Health and Medical Program administration is carried out by states. State Units on Aging
of the Uniformed Services) program. Consumers could bedirect most programs and either report to the Governor or to
given more voice in policies that these agencies adopt. larger agencies of which they are a part. The State Units on
Aging often contract with public or private nonprofit agencies
The Health Care Financing Administration (HCFA) has a listto carry out their responsibilities, but some hire staff and
of 150 consumer advocacy groups which it consults on variousupervise volunteers directly.
initiatives. All groups are invited to a monthly meeting; usually
about 45 attend. HCFA also consults with advocacy groupsState programs vary, of course, but all investigate and resolve
when issues arise. Recently it consulted consumer groups atomplaints, monitor nursing home compliance with law, and
marketing guidelines for HMOs and a booklet on consumerdisseminate information. Ombud are directed to advocate for
rights in HMOs. Several states also have consumeresidents of long-term care facilities rather than serve as neutral
representatives on Medicaid advisory boards, and states haymrties. Nursing home residents are guaranteed direct access
Medical Care Advisory Committees for Medicaid. The latter to ombud services. States, too, generally are required to
have not focused on managed care and have not generaluarantee ombud access to nursing homes and patient records.
had significant influenc&8Several states have also held
hearings in developing their Medicaid managed care programsviedicare Appeals/Center for Health Care Dispute
Resolution The Health Care Financing Administration hires
State and Federal Boards or Commission$tate and federal an independent group, the Center for Health Care Dispute
governments frequently establish commissions, task forcesResolution (CHDR), to review Medicare beneficiaries’ appeals
or boards to oversee a program or to investigate a problenfrom denial of claims or services. The independent review
these groups can include consumer representatifmame that CHDR performs allows consumer voice to be heard by
are ad-hoc or short-term, for example, the Presidentiakvaluators outside MCOs, and the information CHDR receives
Commission on Consumer Protection and Health Care Qualitys available to administrators in the Health Care Financing
and the California Managed Health Care Improvement TaskAdministration. Although the information is public, it is not
Force. Each of these has members who were appointed foublicized. Publishing and disseminating this information
represent the interests of consumers. Other long-standingnight make MCOs with problems more attentive and spur
commissions which influence policy include the Medical corrective actions.
Payment Assessment Commission (MedPac), the former
Physician Payment Review Commission (PPRC), and theState and Federal CourtsConsumers can use courts to voice
Prospective Payment Assessment Commission (ProPac)heir complaints and represent their interests on private and
These commissions do not have representatives appointgulblic disputes. Courts can order parties who cause consumers
specifically to represent the interests of consumers; howeveharm to pay compensation, or require private organizations
it may be appropriate to have consumer representatives in the change their practices to conform to the law. The use of
future. litigation to resolve individual disputes is very costly and often
not economically viable except in class action lawsuits.
State and Federal Ombud Program State and federal Nevertheless, strategic lawsuits can change policy. For
governments could establish ombud programs for managedxample, class action lawsuits were instrumental in getting
care plans that they oversee in Medicare and Medi¢aid. HCFA to develop stronger due process rights in managed
Several states have established such progfai@sven care!?? Although other ways of representing consumer
appropriate new legislation they might also create similar staténterests are often preferable, most parties do bargain with a
or federal programs for firms in the private sector as well. Asense of what they might win or lose if the dispute were
useful model for such a program is the nursing home ombudesolved in court.
created by the Older Americans’ Act.
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Consumers have used courts to bring suits against private firmBrivate Accrediting or Standard Setting Organizations

that do not respect their rights and against governmentaSeveral private organizations set industry standards or draft
agencies that do not perform their oversight roles. Recently, anodel laws for MCOs. These include the National Committee
federal court found that the Medicare system of grievancegor Quality Assurance (NCQA), the Foundation for
and appeals did not provide due process of law and orderedccountability (FACT), the Joint Commission on
changes in the progralffAnd the California Supreme Court Accreditation of Healthcare Organizations (JCAHO), and the
allowed a suit to proceed which charged that an MCO hadNational Association of Insurance Commissioners (NAIC).
unfairly administered its binding arbitration system for Most, if not all, now designate consumer representatives either

resolving malpractice disputéX. to advise them or to serve on committees which develop
standards. Representation of these groups is a constructive

Consumer Influence in the Private or Nonprofit Sector way to affect the practices and policies of the managed care
industry.

The main private and nonprofit sector influences on MCO
policies come in four ways: from purchasers, private Standard-setting organizations use a variety of ways to select
accrediting or standard setting agencies, ombud programs ruconsumer representatives. For example, the NAIC, which
by private non-profit groups, and public opinion surveys.  drafts model state laws on insurance, budgets $60,000 a year
to pay the out-of-pocket expenses of the 12 consumer
Purchasers of Health Care and Third-Party PayersThird- representatives who participate in their quarterly meetings and
party payers and purchasers of health care negotiate witiwork groups. Approximately 1500 individuals, primarily from
MCOs over benefits, premiums, quality, and the terms undethe insurance industry and state insurance agencies, attend
which services are provided. Employers have used theithe quarterly meetings. Consumer representatives take partin
purchasing power to negotiate arrangements they prefer fomeetings and offer advice and comments on draft model laws.
their employees. In some cases they have imposed morBut only insurance commissioners or their staffs are on the
stringent demands on MCOs than most governmental rulescommittees that draft the model laws.
Employers have represented their interests as individual firms
and sometimes collectively through purchasing cooperative§ he funding for the 12 NAIC consumer representatives is
which pool the purchasing power of several firms or awarded by the ten-person board that includes five insurance
governmental agencies. These include the Pacific Businessommissioners and five consumer representatives serving
Group on Health and the Washington State Health Carestaggered terni& The five insurance commissioners and three
Authority.!% Purchasing cooperatives can coordinate the viewsconsumer representatives currently on the board select the two
of disparate purchasers and bargain with MCOs. Because thayew consumer board membéts.The board reviews
control the flow of funds to MCOs, they can have extraordinaryapplications from individuals or groups and decides which
clout. individuals would be most appropriate to fund, considering
both the group represented and the financial needs of the
While purchasing cooperatives buy health insurance on behalfrganization.
of their employee-consumers, it is employers who control what
is purchased, and their interests are not always the same ate NAIC and other standard-setting organizations have
employees. What is now lacking in purchasing cooperativeshosen individuals with credible qualifications to represent
are mechanisms for directly representing consumersconsumers. Having consumer representatives ensures that
Consumers neither control the funds nor have sufficient clousome consumer concerns are heard. However, these
to have a significant role. In the future, employee-consumersepresentatives usually lack time and resources—and
might seek representatives on boards of purchasingometimes expertise as well. Currently, representatives are
cooperatives. Representatives might be appointed by unionsiot accountable to consumers in general, although members
elected by employees, or jointly chosen by management andf consumer organizations are likely to represent at least the
employees. views of those organizatiof®.The small number of consumer
representatives in these standard-setting organizations also
There are also some opportunities to represent consumers foeduces their influence.
firms that self-insure. Union or other employee representatives
could participate in the oversight or management of theStandard-setting organizations such as NCQA and JCAHO
managed care plan. Representatives could provide advice @so evaluate MCOs as part of the process of granting
participate in the management or operation of health plansaccreditation. The Health Care Financing Administration also
Even with third-party payers, such as Blue Cross-Blue Shieldnspects HMOs that participate in Medicare. Typically,
or private insurers, there are opportunities for representingonsumer representatives do not participate in these
consumers. inspections and lack access to the detailed findings.
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Standard setting organizations affect the practices of theservices for individuals are able to identify patterns that reveal
managed care industry across the board. Involving consumengroblems best addressed through general organizational or
at this level can have a national impact and may eliminateolicy changes. If these problems are then addressed, the
problems by ensuring that all MCOs conform to minimum ombud/independent assistance program will have helped all
standards. However, consumers may also seek opportunitiesonsumers, not only those who voiced their complaints and
to address the problems of individual MCOs and for this theysought assistance. The broader the base of consumers served
will need to become involved within MCOs. by the ombud, the more easily such systemic change is
facilitated. However, certain populations, such as Medicare
Privately Run Ombud or Independent Assistance beneficiaries, may have special concerns. These might be
Programs. Such programs can help consumers when theybetter addressed by ombud programs designed to serve them
have difficulties in dealings with MCOs. Ombuds assist exclusively. The Medicare Rights Cenperforms such a role
consumers with grievances, identify systematic organizationahow, and future assistance programs could be created to serve
or industry problems, and make recommendations forother groups.
addressing them. In brief, they represent consumer interests
and voice their concerns. Public Opinion Surveys Surveys reveal the views of
consumers who do not normally voice their opinions or
The classic tension in ombud programs is betweenactively participate in organizations. They also enable complex
independence and control. Ombud programs lodged within @nalysis of how the opinions or experience of consumers vary
MCO or governmental agency may lack independence, eithedepending on several variables, including different social
in action or funding, but they are likely to have greater characteristics, diverse organizations or medical practices, and
authority and the ability to contact directly and influence key how these change over time. They can be a powerful tool to
individuals who can resolve the problem. Freestandingdiscern consumer views and perceptions. MCO management,
programs are more likely to be independent but also perceivedonsumer advocates, representatives, and public officials often
as outsiders; they have less influence and often lack knowledgease surveys to inform their choices.
of the most effective means to address the organizational
problem. In general, the program’s effectiveness depends oiithere are advantages in having independent groups poll
the skills of the individuals who run it and the way it is consumers using surveys and focus groups, rather than rely
organized and financed. on the survey information provided by MCOs. It may be less
biased. An independent group can also obtain information
One way to set up an ombud or independent assistancacross MCOs using the same survey instrument, thereby
program is for the state to contract with independentfacilitating comparison. In addition, independent groups can
organizations to perform these functions for an area. Fodesign surveys to obtain the information that consumer
example, the Center for Health Care Rights in Los Angelesadvocates and representatives need rather than rely on
with funding from private foundations, runs an independentinformation obtained for purposes of marketing or other uses
assistance program for members of managed cardy MCOs.
organizations in four counties in the Sacramento ‘étda.
operates a hot line, makes referrals, offers advice, and collectBhe information that independent groups obtain from surveys
complaint information for analysis, intervention, and public is not a substitute for consumer participation. Information
dissemination. It also assists individuals in filing appealsalone does not produce change. Nevertheless, the information
within MCOs. can be reported to and used by consumer groups and
representatives (as well as MCOs and public officials).
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
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Chapter IV:
Voice and Representation in Perspective

Today, MCOs benefit from public subsidies, exercise authoritymanagement. The overriding problem of MCOs today is the
over individuals, and redistribute and ration resources. MCOsbsence of effective consumer voice or institutions to represent
thus have enormous influence over the kinds of services thatonsumer interest$® Rather than too much consumer
individuals receive and the quality of their lives. In effect, involvement, it is far more likely that MCOs and other
private institutions are assuming public functions. Yet, mostorganizations might create institutions to represent consumers
individuals have little choice over whether or not they receivethat are symbolic rather than ré&ISymbolic representation
health care through such organizations. might then be used to contain consumer involvement in minor
choices, or to co-opt consumers into supporting the decisions
By and large, public policy treats MCOs as if they were merelyand plans set by management rather than promoting
private organizations that only incidentally affect the public. accountability*** There is also the risk of providers
Yet the enormous influence that such institutions play inmasquerading as consumers.
making policy suggests that the public should have a greater
voice in the policies and processes of MCOs. Moreover, theloday, the public needs a greater consumer role in the
usual approach to making organizations respond—Iettinggovernance, operations, and oversight of MCOs. To be
individuals choose among competing providers—is noteffective, representatives must have real authority and
sufficient to make MCOs accountable to the public. influence, rather than merely the ability to offer advice or
participate in decision-making in a tangential way. The
Relegated to the periphery of our health care system for mostxperience of public representation in other areas suggests
of the last 35 years, consumer voice and representatiothat constituencies need to be organized to effectively represent
currently play only a minor role. There are, however, severaconsumers and that representatives need to be answerable to
models for representing consumer interests. This reporthese constituencies. Training, funding, and support by
explores the pros and cons of options to represent consumersonstituency organizations are also important if representatives
These include a variety of ways to exercise voice within MCOsare to play an effective role.
and additional ways to represent consumers within public and
private institutions that affect the policies of MCOs. We may Our future challenge is to foster balanced and effective use of
also need to create new ways in which the consuming publiconsumer voice. Under the right circumstances, consumer
can exercise its voice in MCOs. involvement can put managers in touch with the experience
and desires of customers and be a countervailing power to
There are, of course, also limitations of consumer voice providers, insurers, and payé#slt can set priorities for
Unchecked, consumer voice could lead to as much imbalanckenefit coverage, make public the means and criteria by which
as when the health care system is dominated by providerdMCOs make decisions about rationing, and require managers
Consumers might demand too many services. Consumeto account for their decisions. It can set organizational
groups may become divided and polarize issues, leading tetandards. Enhancing consumer voice should not be merely
increased confliéé®The idea of participation might become another way to implement policy; rather, it can be a vehicle to
a goal in itself rather than a means to improve services fotransform it. Consumer voice can be an engine for change
MCO memberd3 Consumer voice can make decision-making when other means don't work.
slower and less efficient and organizational planning more
complext??

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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