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Consumer Bill of Rights and Responsibilities
Executive Summary

The Advisory Commission on Consumer Protection and Quality in the Health Care
Industry was appointed by President Clinton on M&6, 1997, to "advise the

President on changes occurring in the health care system and recommend measures
as may be necessary to promote and assure health care quality and value, and
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protect consumers and workers in the health care system." As pamvofkishe
President asked the Commission to draft a "consumer bill of rights."

The Commission includes 34 members and isla@red by The Honorable Alexis

M. Herman, Secretary of Labor, and The Honorable Donna E. Shalala, Secretary of
Health and Humanesvices. Its members include individuals from a wide variety

of backgrounds including consumers, business, labor, health care providers, health
plans, State and local governments, and health care quality experts. The
Commission has four Subcommittees: Gonsr Rights, Protections, and
Responsibilities; Quality Measurement; Creating a Quality Improvement
Environment; and Roles and Responsibilities of Public and Private Purchasers and
Quality Oversight Organizations. The Commission and its Subcommittees meet
monthly in public.

Following is a summary of the eight areas of consumer rights and responsibilities
adopted by the President's Advisory Commission on Consumer Protection and
Quiality in the Health Care Industry:

. Information Disclosure

Consumers have theight to receive accurate, easily understood
information and some require assistance in making informed health
care decisions about their health plan$professionals, and failities.

This information should include:

o Health plans: Covered benefits, casharing, and procedures for
resolving complaints; licensure, certification, and accreditation status;
comparable measures of quality and consumer satisfaction; provider
netwak composition; the procedures that govern access to specialists
and emergency services; and care management information.

o Health professionals:Education and board certification and
recertification; years of practice; experience performing certain
procedues; and comparable measures of quality and consumer
satisfaction.

o Health care facilities: Experience in performing certain procedures
and services; accreditation status; comparable measures of quality and
worker and consumer satisfaction; proceduresdsolving
complaints; and community benefits provided.


http://www.hcqualitycommission.gov/final/append_a.html#foot1

Consumer assistance programs must be carefully structured to promote
consumer confidence and to work cooperatively with health plans, providers,
payers and regulators. Sponsorship that assures aabdiymto the

interests of consumers and stable, adequate funding are desirable
characteristics of such programs.

Choice of Providers and Plans

Consumers have the right to a choice dfealth care providers that is
sufficient to ensure access to appropriate higlquality health care.

To ensure such choice, health plans should provide the following:

Provider Network Adequacy: All health plan networks should

provide access to sufficientmbers and types of providers to assure
that all covered services will be accessible without unreasonable delay
-- including access to emergency services 24 hours a day and seven
days a week. If a health plan has an insufficient number or type of
providersto provide a covered benefit with the appropriate degree of
specialization, the plan should ensure that the consumer obtains the
benefit outside the network at no greater cost than if the benefit were
obtained from participating providers. Plans also &hestablish and
maintain adequate arrangements to ensure reasonable proximity of
providers to the business or personal residence of their members.

Access to Qualified Specialists for Women's Health Services:
Women should be able to choose a qualifiedvipler offered by a
plan-- such as gynecologists, certified nurse midwives, and other
qualified health care providersfor the provision of covered care
necessary to provide routine and preventative women's health care
services.

Access to Specialists€onsumers with complex or serious medical
conditions who require frequent specialty care should have direct
access to a qualified specialist of their choice within a plan's network
of providers. Authorizations, when required, should be for an
adequate numief direct access visits under an approved treatment
plan.

Transitional Care: Consumers who are undergoing a course of
treatment for a chronic or disabling condition (or who are in the



second or third trimester of a pregnancy) at the time they invoilyntar
change health plans or at a time when a provider is terminated by a
plan for other than cause should be able to continue seeing their
current specialty providers for up to 90 days (or through completion

of postpartum care) to allow for transition ofeaProviders who

continue to treat such patients must accept the plan's rates as payment
in full, provide all necessary information to the plan for quality
assurance purposes, and promptly transfer all medical records with
patient authorization during thiensition period.

Public and private group purchasers should, wherever feasible, offer
consumers a choice of higjuality health insurance products. Small
employers should be provided with greater assistance in offering their
workers and their familiea choice of health plans and products.

Access to Emergency Services

Consumers have the right to access emergency health care services
when and where the need arises. Health plans should provide payment
when a consumer presents to an emergency departmenitivacute
symptoms of sufficient severity-- including severe pain-- such that a
"prudent layperson” could reasonably expect the absence of medical
attention to result in placing that consumer's health in serious jeopardy,
serious impairment to bodily functions, or serious dysfunction of any
bodily organ or part.

To ensure this right:

(o]

Health plans should educate their members about the availability,
location, and appropriate use of emergency and other medical
services; cossharing provisions for emergenservices; and the
availability of care outside an emergency department.

Health plans using a defined network of providers should cover
emergency department screening and stabilization services both in
network and out of network without prior authoripatfor use
consistent with the prudent layperson standard -iNeiwork

providers and facilities should not bill patients for any charges in
excess of health plans' routine payment arrangements.
Emergency department personnel should contact a patienteyr
care provider or health plan, as appropriate, as quickly as possible to



discuss followup and posstabilization care and promote continuity
of care.
Participation in Treatment Decisions

Consumers have the right and responsibility to fully participde in all
decisions related to their health care. Consumers who are unable to
fully participate in treatment decisions have the right to be represented
by parents, guardians, family members, or other conservators.

In order to ensure consumers' right ahdity to participate in treatment
decisions, health care professionals should:

o Provide patients with easily understood information and opportunity
to decide among treatment options consistent with the informed
consent process. Specifically,

A Discuss altreatment options with a patient in a culturally
competent manner, including the option of no treatment at all.

A Ensure that persons with disabilities have effective
communications with members of the health system in making
such decisions.

A Discuss all crent treatments a consumer may be undergoing,
including those alternative treatments that areagfhinistered.

A Discuss all risks, benefits, and consequences to treatment or
nontreatment.

A Give patients the opportunity to refuse treatment and to express
preferences about future treatment decisions.

o Discuss the use of advance directivesoth living wills and durable
powers of attorney for health carewith patients and their designated
family members.

o Abide by the decisions made by their patients and/or their designated
representatives consistent with the informed consent process.

To facilitate greater communication between patients and providers, health
care providers, facilities, argans should:

o Disclose to consumers facterssuch as methods of compensation,
ownership of or interest in health care facilities, or matters of
conscience- that could influence advice or treatment decisions.

o Ensure that provider contracts do notteamany secalled "gag
clauses" or other contractual mechanisms that restrict health care



VI.

providers' ability to communicate with and advise patients about
medically necessary treatment options.
o Be prohibited from penalizing or seeking retribution agduestith
care professionals or other health workers for advocating on behalf of
their patients.
Respect and Nondiscrimination

Consumers have the right to considerate, respectful care from all
members of the health care system at all times and under all
circumstances. An environment of mutual respect is essential to
maintain a quality health care system.

Consumers must not be discriminated against in the delivery of health care
services consistent with the benefits covered in their policy or as required by
law based on race, ethnicity, national origin, religion, sex, age, mental or
physical disability, sexual orientation, genetic information, or source of
payment.

Consumers who are eligible for coverage under the terms and conditions of a
health plan or prgram or as required by law must not be discriminated

against in marketing and enrollment practices based on race, ethnicity,
national origin, religion, sex, age, mental or physical disability, sexual
orientation, genetic information, or source of payment.

Confidentiality of Health Information

Consumers have the right to communicate with health care providers in
confidence and to have the confidentiality of their individually
identifiable health care information protected. Consumers also have the
right to r eview and copy their own medical records and request
amendments to their records.

In order to ensure this right:

o  With very few exceptions, individually identifiable health care
information can be used without written consent for health purposes
only, induding the provision of health care, payment for services,
peer review, health promotion, disease management, and quality
assurance.

o In addition, disclosure of individually identifiable health care
information without written consent should be permittedery



VII.

limited circumstances where there is a clear legal basis for doing so.
Such reasons include: medical or health care research for which a
institutional review board has determined anonymous records will not
suffice, investigation of health care frauhd public health reporting.

To the maximum feasible extent in all situations, nonidentifiable
health care information should be used unless the individual has
consented to the disclosure of individually identifiable information.
When disclosure is reqed, no greater amount of information should
be disclosed than is necessary to achieve the specific purpose of the
disclosure.

Complaints and Appeals

All consumers have the right to a fair and efficient process for resolving
differences with their health plans, health care providers, and the
institutions that serve them, including a rigorous system of internal
review and an independent system of external review.

Internal appeals systems should include:

(0]

Timely written notification of a decision to demgduce, or terminate
services or deny payment for services. Such notification should
include an explanation of the reasons for the decisions and the
procedures available for appealing them.

Resolution of all appeals in a timely manner with expedited
consderation for decisions involving emergency or urgent care
consistent with time frames consistent with those required by
Medicare (i.e., 72 hours).

A claim review process conducted by health care professionals who
are appropriately credentialed with redpecthe treatment involved.
Reviews should be conducted by individuals who were not involved

in the initial decision.

Written notification of the final determination by the plan of an

internal appeal that includes information on the reason for the
determination and how a consumer can appeal that decision to an
external entity.

Reasonable processes for resolving consumer complaints about such
issues as waiting times, operating hours, the demeanor of health care
personnel, and the adequacy of facilities.

External appeals systems should:



VIII.

Be available only after consumers have exhausted all internal
processes (except in cases of urgently needed care).

Apply to any decision by a health plan to deny, reduce, or terminate
coverage or deny payment for servibased on a determination that
the treatment is either experimental or investigational in nature; apply
when such a decision is based on a determination that such services
are not medically necessary and the amount exceeds a significant
threshold or the pint's life or health is jeopardizéd.

Be conducted by health care professionals who are appropriately
credentialedvith respect to the treatment involved and subject to
conflict-of-interest prohibitions. Reviews should be conducted by
individuals who were not involved in the initial decision.

Follow a standard of review that promotes evidelnaged
decisionmaking ancelies on objective evidence.

Resolve all appeals in a timely manner with expedited consideration
for decisions involving emergency or urgent care consistent with time
frames consistent with those required by Medicare (i.e., 72 hours).

Consumer Responsillities

In a health care system that protects consumers' rights, it is reasonable
to expect and encourage consumers to assume reasonable
responsibilities. Greater individual involvement by consumers in their
care increases the likelihood of achieving thedst outcomes and helps
support a quality improvement, costconscious environment. Such
responsibilities include:

(o]

Take responsibility for maximizing healthy habits, such as exercising,
not smoking, and eating a healthy diet.

Become involved in specific héh care decisions.

Work collaboratively with health care providers in developing and
carrying out agreedpon treatment plans.

Disclose relevant information and clearly communicate wants and
needs.

Use the health plan's internal complaint and appealgsses to

address concerns that may arise.

Avoid knowingly spreading disease.

Recognize the reality of risks and limits of the science of medical care
and the human fallibility of the health care professional.
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o Be aware of a health care provider's galion to be reasonably
efficient and equitable in providing care to other patients and the
community.

o Become knowledgeable about his or her health plan coverage and
health plan options (when available) including all covered benefits,
limitations, and eXasions, rules regarding use of network providers,
coverage and referral rules, appropriate processes to secure additional
information, and the process to appeal coverage decisions.

o Show respect for other patients and health workers.

o Make a goodaith effort to meet financial obligations.

o Abide by administrative and operational procedures of health plans,
health care providers, and Government health benefit programs.

o Report wrongdoing and fraud to appropriate resources or legal
authorities.

Consumer Bill of Rights and Responsibilities
Preamble

American consumers and their families are experiencing an historic transition of

the U.S. system of health cdimeancing and delivery. In establishing the Advisory
Commission on Consumer Protection and Quality in the Health Care Industry,
President Clinton asked that it advise him "on changes occurring in the health care
system and recommend such measures as nagdessary to promote and assure
health care quality and value, and protect consumers and workers in the health care
system." As part of that effort, the President has asked the Commission to draft a
Consumer Bill of Rights and Responsibilities.

This Comnission includes 34 members from a wide variety of backgrounds
including consumers, business, labor, health care providers, health plans, State and
local governments, and health care quality experts. We hope our diversity of
interests and backgrounds wilbke our recommendations more valuable to those
who consider them.

This is an appropriate time to reexamine and reconsider the methods by which our
Nation and the health care industry establish and protect the rights and identify the
responsibilities of thse people who use the health care system. The Commission
believes it is essential to preserve those elements of the emerging system that have



a positive impact on the quality of care as well as the cost and availability of health
insurance coverage.

Devdopment of a Consumer Bill of Rights and Responsibilities is an important
step forward for all those involved in the health care system. Consumers, health
care professionals, administrators of health care facilities, and those who operate
health plans wilbenefit from a clear set of unifying standards. The Consumer Bill
of Rights and Responsibilities can help to establish a stronger relationship of trust
among consumers, health care professionals, health care institutions, and health
plans by helping to sbout the shared responsibilities of each of these participants
in a system that promotes quality improvement.

The work of this Commission builds on the efforts of many others. The
Commission reviewed dozens of proposals prepared and released byyaofariet
organizationsthat have addressed the rights, responsibilities, and protection of
consumers. We have heard public testimony from dozens of individuals and
organizationsWe are grateful for their contributions.

The Consumer Bill of Rights and Responsibilities charts a course for the continued
enhancement of health systems and processes that serve to protect consumers and
ensure quality. While the rights and respondibsiincluded in this report are

intended to apply to all consumers and participants in the health care system, the
Commission recognizes that the strength of these protections will grow over time

as the capabilities of the health care industry become sopitasticated. Certain
portions of the industry will require additional time to make these adjustments, but
the Commission intends that the bulk of its recommendations be put in place

within the next 3 years.

The Consumer Bill of Rights and Responsilabtwas first drafted by the
Subcommittee on Consumer Rights, Protections, and Responsibilities. The
Subcommittee met in open session on seven separate occasions, and the
Commission met six times during that same time period. The Subcommittee
considered bzkground papers on each topic, heard public testimony on most
topics, and considered two or three drafts of each chapter. At each point in that
process, the Subcommittee briefed the full Commission on its work and received
feedback on those issues. The @ussion also has considered draft chapters and
revised drafts reflecting the input of its members. Throughout this process, the
Subcommittee and the Commission have operated on a consensus basis that has
allowed any member to place an issue before thecésp body for consideration.
The list of issues was refined to reflect the discussions of the Subcommittee and
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the Commission. The final product reflects the areas of overall agreement
expressed by Commission members.

Objectives of a Consumer Bill of Rghts and Responsibilities

The Consumer Bill of Rights and Responsibilities is intended to accomplish three
major goals.

First, to strengthen consumer confidence by assuring the health care system is fair
and responsive to consumers' needs, provides cansuwmth credible and

effective mechanisms to address their concerns, and encourages consumers to take
an active role in improving and assuring their health.

Second, to reaffirm the importance of a strong relationship between patients and
their health car professionals.

Third, to reaffirm the critical role consumers play in safeguarding their own health
by establishing both rights and responsibilities for all participants in improving
health status.

Guiding Principles for the Consumer Bill of Rights andResponsibilities
The work of the Commission was guided by the following principles:

All consumers are created equallhe work of this Commission in
establishing a Bill of Rights and Responsibilities must apply to all
consumers. This includes all benédiies of such public programs as
Medicare, Medicaid, the Department of Veterans Affairs, and the
Department of Defense, as well as Federal, State, and local
government employees. It also includes all those who have private
insurance, including those wharnghase their own insurance, those
who work for companies that have sklhded health plans, and those
who work for companies that purchase insurance for their employees
and dependents. And, finally, to the extent possible, these rights
should be accorddd those who have no health insurance but use the
health care system.

Quality comes first. The first question we asked ourselves in each
circumstance was: Will this improve the quality of care and of the
system that delivers that care? Sometimes thisddd reject policy
options that we believe could hinder the progress our Nation has made



toward a health care system that is focused on improving quality
through accountable organized systems.

Preserve what works.There are elements of managed careadnd
iIndemnity coverage that must be changed to protect the rights of
consumers. But there also are elements of each system that have
improved quality and expanded access. We have tried to make sure
that we preserve what works while we address areas thahdan
should be improved.

Costs matter.Although a comprehensive cemhalysis was not
performed for this Bill of Rights and Responsibilities, the
Commission has sought to balance the need for stronger consumer
rights with the need to keep coverage affotdaWe recognize that,

In some circumstances, rights may create additional costs for
employers; health plans; Federal, State, and local governments; and
consumers. We also recognize that ultimately consumers can bear
these costs in the form of lower wagkgher prices, higher taxes, or
reduced benefits in other areas. The Commission believes some
components of the Bill of Rights may also enhance the efficiency and
effectiveness of the health care marketplace. While these efficiencies
cannot be well caldated, they may help to offset some cost increases.
The Commission has attempted to weigh these factors carefully and
support recommendations that may prompt additional spending in
cases where such spending may represent an investment in higher
guality hedth care and better health outcomes.

Goals for Consumer Protection in a QualityFocused Health Care
System

A Consumer Bill of Rights and Responsibilities is, by its nature, a snapshot
of what is needed at a particular time. The rights enumerated e plog

are intended to move the health care system in a direction that is consistent
with a system of health care delivery that is focused on obtaining the highest
quality and best outcome for consumers and their families. In that light, the
Commission haglentified a series of goals for the continued reform of the
American health care system that will maximize consumer rights in a system
that focuses on quality.



Health coverage is the best consumer protectioA health care

system that leaves more thahmillion Americans without health
coverage cannot adequately protect the rights of consumers and their
families. The fact that so many Americans live day in and day out
without the security that health coverage provides is intolerable.
Recent trends repiad by the U.S. Census Bureau that the number of
uninsured Americans rose by one million between 1996 and 1997 are
cause for great concern. Moreover, the continued existence of a large
group of Americans without health insurance increases the costs paid
by those who have insurance as uncovered expenses are shifted to
other purchasers. Efforts by Federal and State governments to expand
the number of children who are insured are encouraging and should be
strengthened. Similar efforts should be extended ter@&gments of

the population so that all Americans are covered.

Consumers faced with catastrophic illness require assistancEach
year, an estimated 1,500 to 2,500 Americans lose their private health
insurance coverage because their medical expensesceadifetime

limit included in their health insurance policy. Many of these
consumers must exhaust their family savings before becoming eligible
for Medicaid or other forms of public assistance. This creates a
tremendous hardship on these individuals thied families.

Employers, health plans, and others should seriously consider taking
steps to ease this burden by (1) eliminating or increasing lifetime
limits, (2) expanding the use of higisk pools to provide immediate
coverage at the time consumegach a lifetime limit, or (3) offering
supplemental coverage for workers who wish to increase their limits.

Coverage must be made affordable for all consumers, employers,
and other purchasers.The recent moderation in health care costs is
promising and h&ibeen a contributing factor in the slowing of
insurance coverage losses. Employers, health plans, and Federal and
State governments should be applauded for their efforts to make
coverage more affordable for more Americans. Recent projections for
1998 ardess favorable. History makes clear that we cannot assume
that costs will remain under control without continued cost
containment.

Vulnerable groups require special attentionMany consumers are,
for reasons beyond their control, more vulnerable tharrotbdosing



their coverage or experiencing significant gaps in their coverage.
Individuals with mental or physical disabilities, lamcome

individuals, children, notftenglishspeaking consumers, and others
require considerable attention by decisionmakéd! levels of the
system. Enactment of the Americans with Disabilities Act of 1990, the
Health Insurance Portability and Accountability Act of 1996, and the
Mental Health Parity Act of 1996 were important steps to protect
these consumers. Further stepa and should be taken.

Small purchasers need assistanc&he owners of small businesses,
the selfemployed, and those who purchase insurance in the individual
market continue to have great difficulty finding and maintaining
affordable health careoverage. For a variety of reasons, insurance
premiums are higher for small firms relative to the benefits they are
able to purchase, and some small firms are unable to purchase
insurance at all. In its final report, the Commission intends to offer
severarecommendations to help ameliorate some of these effects,
including voluntary approaches for expanding insurance pools and for
adjusting payment systems to reflect the greater risk inherent in small
group and individual markets.

Consumer participation in clinical research.The national

investment in clinical research has led to breakthrough advances in
diagnosis, prevention, and treatment of illness and disability that have
lengthened and improved the quality of life for millions of consumers
while also &hieving significant cost savings to the health care
industry. Consumer participation in clinical research through their
inclusion in clinical trials is vitally important not only to continued
advancement and innovation in medical care but to the often lif
threatening nature of the conditions affecting such consumers. The
Commission encourages the ongoing efforts by researchers, health
plans, employers, public purchasers, and others to resolve
impediments to consumer participation in clinical trials arggsir
participants to reach agreement on an appropriate sharing of costs and
responsibilities related to such trials.

The Commission does not, in this report, speak to the issues of implementation or
enforcement of the Consumer Bill of Rights and Respdiig@bi The rights
enumerated in this report can be achieved in several ways including voluntary
actions by health plans, purchasers, facilities, and providers; the effects of market



forces; accreditation processes; as well as State or Federal legistaggulation.

In its final report to the President, the Commission intends to speak to the optimal
methods for implementing and enforcing these rights through one or more of these
approaches.

Finally, the Commission believes that the American peopleldi@ave access to
health care that is of high quality, eviderzzsed, safe, free of errors, and is

available to all Americans regardless of ability to pay. Progress, over time, will
require changes that must be made prudently, realistically, and witeghrel to

the needs of all stakeholders in the system. This Consumer Bill of Rights and
Responsibilities specifies improvements that we believe are achievable now and in
the next several years. It acquires even more meaning in the context of a broader
overarching commitment to ensure that full access to-yigdity health care will
eventually be available to all Americans.

Consumer Bill of Rights and Responsibilities
Chapter One
Information Disclosure

Statement of the Rght

Consumers have the right to receive accurate, easily understood information
and some require assistance in making informed health care decisions about
their health plans, professionals and facilities.

This information should include:

. Health plans# Covered benefits, cosharing, and procedures for resolving
complaints; licensure, certification, and accreditation status; comparable
measures of quality and consumer $atison; provider network
composition; the procedures that govern access to specialists and emergency
services; and care management information.

« Health professionals:Education and board certification and recertification;
years of practice; experience f@ming certain procedures; and comparable
measures of quality and consumer satisfaction.

« Health care facilities: Experience in performing certain procedures and
services; accreditation status; comparable measures of quality and worker
and consumer satesftion; procedures for resolving complaints; and
community benefits provided.


http://www.hcqualitycommission.gov/final/append_a.html#foot4

Consumer assistance programs must be carefully structured to promote consumer
confidence and to work cooperatively with health plans, providers, payers, and
regulators. Sponsdmg that assures accountability to the interests of consumers
and stable, adequate funding are desirable characteristics of such programs.

Rationale

Value-based purchasing allows consumers to obtain greater value for their health
care dollar by seekingdjner quality care at the best price. To do this, consumers
need accurate, reliable information that will allow them to assess differences in the
quality and cost of health benefits plans, the health care providers who treat them,
and the facilities and itisutions that house them. Active and informed
decisionmaking by consumers will improve the performance of the health care
system, as providers seek to enhance their quality and reduce their costs in order to
be more attractive to valtseeking consumers.

A more basic reason for providing consumers with information is an ethical one.
Health plans, facilities, and professionals have an ethical obligation to inform
consumers about how their actions can affect the consumer's life and health.
Medical ethicistgyround this obligation in the principle of respect for individual
autonomy and individuals' right to make choices about how they receive medical
care (Beauchamp and Childress, 1994).

This chapter provides a description of the types of information othhaahs,

health professionals, and health care facilities that should be made available to
consumers either routinely or upon request. The Commission recognizes that much
work remains to be done if all this information is to be readily available and
undestandable to consumers, specifically:

. Detailed explanation is needed for certain types of informatiorSome
types of information are straightforward and require no further definition
(e.g., the names, board certification status, and geographic location of
primary care providers in a plan's network). Other types of information
would benefit from the development of more detailed explanation, such as
the care management information on clinical protocols, practice guidelines,
and preauthorization and utilizati review standards and procedures.

« Standardized measures are needed for comparative purposéor the
information intended to support consumer decisions regarding the choice of
a health benefits plan, or choice of an individual provider or facility,



standardized definitions will be needed to allow for "apples to apples”
comparisons.

« Ongoing development and promulgation of standardized measurement
sets and instruments are needed for assessing satisfaction and quality.
The Commission believes that soofehe most important types of
information a consumer has a right to receive fall into the categories of
consumer satisfaction ratings and clinical quality performance measures for
health plans, health care professionals, and facilities. For all constamers
exercise this right, processes must be put in place to create standardized
performance measures. In its final report, the Commission intends to address
how such a process might be established so as to build on existing efforts,
encourage ongoing innawan in quality measurement, and provide the best
possible information to consumers at any given time to encourage quality
improvement through markétased decisions.

. Useful and appropriate reporting formats and processes are needed for
consumers Although the Commission believes that consumers should have
access to pertinent information, it recognizes that caution must be taken to
provide information to consumers in useful formats (e.g., summary and
detailed reports, printed copy, and Internet), at ap@tEtimes (i.e.,
decision points), with assistance for vulnerable groups (i.e., those who are
hearing impaired or neknglish speaking). These issues also will be
addressed in the Commission's final report.

Consumers should be able to obtain other médron upon request as outlined
below. Plans, providers, and facilities should inform consumers that such
information is available and describe how it can be obtained.

Health Plan Information

Many consumers face a choice of health plans such as an itg@hani, an HMO,

a pointof-service plan, or a preferred provider organization. Consumers' choice of
a health plan has a significant impact on consumers' ability to make other choices
about facilities, health professionals, and treatment options. Evases where
consumers do not have a choice of plans, they require information on the plan in
which they are enrolled to use the available services effectively.

To the extent that a right to information creates disclosure requiremehesaftn
plans, these requirements should apply equally to all types of plans (including
indemnity, HMO, PPO, and POS) regardless of sponsor (e.g., such government
programs as CHAMPUS, VA, FEHBP, Medicare, and Medicaid and private plans



including fully fundel, partially sefunded, or fully seHfunded plans). If the
specific information required for disclosure does not exist, or is unavailable, the
consumer should be informed.

The primary responsibility of providing consumers with health plan information
falls upon the plans themselves. In the case oirsg&lfed plans, this responsibility
will rest with the plan sponsor unless it is delegated or contracted to -gp#niyd
administrator.

Within the category of health plan information, one can discenmnpioncipal
subcategories of information: (1) benefits, esisaring, and dispute resolution; (2)
health plan characteristics and performance information; (3) network
characteristics; and (4) care management information.

A. Benefits, CostSharing, and Disput Resolution.Consumers should

receive the following information about a health benefits plan:
o A general summary of all covered benefits, including:

A General limits on coverage, including any annual or lifetime
limits, as well as limits for specific cortoins.

A Whether preventative services are covered.

A Whether a drug formulary is used and, if so, how decisions are
made pertaining to inclusion of drugs, particularly new drugs
(including a process to consider exceptions).

A How drugs, devices, and procedsitare deemed experimental.

o Enrollee cossharing, including employee or beneficiary premium
contributions, deductibles, copayments, and coinsurance.

o Type and extent of dispute resolution procedures available in the
event of a dispute.

B. Health Plan Characteristics and Performance Information.Consumers
joining or considering whether or not to join a health plan should receive
information about:

o State licensure status, Federal certification, and private accreditation
status (including publicly availableports).

o Consumer satisfaction measures.

o Clinical quality performance measures.

o Service performance measures (e.g., waiting time to obtain an
appointment with primary care providers and specialists).

o Disenrollment rates (adjusted for involuntary disdinment and other
relevant factors).



Additional information that should be made availalghen requesincludes:

o Number of years in existence.

o Corporate form of the plan (i.e., public or private; gateway.html or
for-profit ownership and management).

o Whether the plan meets requirements (State and Federal) for fiscal
solvency.

o Whether the plan meets standards (State, Federal, and private
accreditation) that assure confidentiality of medical records and
orderly transfer to caregivers.

C. Network Characteristics. It is important to provide consumers with
information about the characteristics of the network and the procedures that
govern its use. Consumers should receive:

o Aggregate information on the numbers, types, board certification
status, and geograplddstribution of primary care providers and
specialists.

o Detailed list of names, board certification status, and geographic
location of all contracting primary care providers; whether they are
accepting nevpatients; language(s) spoken and availability of
interpreter services; and whether facilities are accessible to people
with disabilities.

o Provider compensation methods, including base payment (e.g.,
capitation, salary, fee schedule) and additional firmecentives
(e.g., bonus, withholds, etc.).

o Rules regarding coverage of enftnetwork services, and applicable
rates of cossharing.

o Information about circumstances under which primary care referral is
required to access specialty care.

o Informationabout what options exist for 24bur coverage and
whether enrollees have access to urgent care centers.

Additional information that should be made availalg®n requesincludes:

o Detailed list of names, board certification status, and geographic
location of all contracting specialists and specialty care centers;
whether they are accepting new patients; language(s) spoken and
availability of interpreter services; and whether facilities are
accessible to people with disabilities.

o Detailed list of namescareditation status, and geographic location of
hospitals, home health agencies, rehabilitation andtemg care



facilities; whether they are accepting new patients; language(s) spoken
and availability of interpreter services; and whether they are
accestble to people with disabilities.
D. Care Management Information. Information in this category that should
be availablaipon requesincludes:

o Preauthorization and utilization review procedures followed.

o Use of clinical protocols, practice guidelines, amitization review
standards pertinent to a patient's clinical circumstances.

o Whether the plan has special disease management programs or
programs for persons with disabilities. (This information should
indicate whether these programs are voluntary ordaany or if a
significant benefit differential results.)

o Whether a specific prescription drug is included in a formulary and
procedures for considering requests for patspacific waivers.

o Qualifications of reviewers at the primary and appeals levels.

Health Professional Information
All consumers should receive information on:

« Whether the health professional's ownership or affiliation arrangement with
a provider group or institution would make it more likely that a consumer
would be referred to padiular specialists or facility or receive a particular
service.

« How the provider is compensated, including base payment method (e.g.,
capitation, salary, fee schedule) and types of additional financial incentives
(e.g., bonus, withholds).

Consumers shoulgkceiveupon requesthe following information on health
professionals:

« Education, board certification, and recertification status.

« Names of hospitals where physicians have admitting privileges.

« Years of practice as a physician and as a specialistdestified.

« Experience with performing certain medical or surgical procedures (e.g.,
volume of care/services delivered), adjusted for case mix and severity.

« Consumer satisfaction measures.

« Clinical quality performance measures.

« Service performance measures.

« Accreditation status (if applicable).



Corporate form of the practice (i.e., public or private, gateway.html or for
profit, ownership and management, sole proprietorship or group practice).
The availability of translation anterpretation services for ndenglish

speakers and people with communication disabilities.

Any cancellation, suspension, or exclusion from participation in Federal
programs or sanctions from Federal agencies; any suspension or revocation
of medical liensure, Federal controlled substance license, or hospital
privileges.

Health Care Facility Information

Consumers should receive the following information from a health care facility:

Corporate form of the facility (i.e., public or private; gateway.htnibo-

profit; ownership and management; affiliation with other corporate entities).
Accreditation status.

Whether specialty programs meet guidelines established by specialty
societies or other appropriate bodies (e.g., whether a cancer treatment center
has been approved by the American College of Surgeons, the Association of
Community Cancer Centers, or the National Cancer Institute).

The volume of certain procedures performed at each facility.

Consumer satisfaction measures.

Clinical quality performaoe measures.

Service performance measures.

Procedures for registering a complaint and achieving resolution of that
complaint.

The availability of translation or interpretation services for-&aoglish

speakers and people with communication disabilities.

Numbers and credentials of providers of direct patient care (e.g., registered
nurses, other licensed providers, and other caregivers).

Whether the facility's affiliation with a provider network would make it

more likely that a consumer would be refertedhealth professionals or

other organizations in that network.

Whether the facility has been excluded from any Federal health programs
(i.e., Medicare or Medicaid).

Consumer Assistance Programs

Initial results indicate that consumer assistance progsapysort consumer needs
for information on health plans, providers, and facilities. A loose patchwork of



consumer assistance services currently exists in the public and private sectors. In
the public sector, 14 State or locally based Medicaid program$aosv

established ombudsmen programs to assist beneficiaries with information needs.
Some Medicare beneficiaries and people with chronic health problems have access
to consumer assistance services through Information, Counseling, and Assistance
(ICA) prograns, longterm care ombudsmen programs, and protection and
advocacy programs.

In the private sector, health plans often provide consumers with assistance services
through customer and member service departments (Oxford Health Plans, 1997;
Harvard Pilgrim Halth Plan, 1997). Large group purchasers and labor unions

often provide their employees with consumer assistance by organizing information
on plans, educating employees about their rights, and intervening when employees
have complaints about their plari3afling, 1997).

While there are a number of sources that provide assistance to consumers, most
programs target specific subpopulations and have limited funds, and hence provide
a limited range of services. There are reasons to believe that consumahetber
stakeholders would benefit from greater availability of consumer assistance
programs that:

« Inspire confidence.Consumers want to know that they will be treated
fairly.

« Provide a safety valveEven in the best of systems, there will be
individuds who fall through the cracks. Assistance programs provide a
resource that can help such individuals resolve problems quickly and
efficiently, often bridging communication failures between the consumer
and the provider or health plan.

. Foster collaboration. Assistance programs should work with the array of
available resources to best meet the needs of consumers.

The challenge to crafting assistance programs for health care consumers is to
ensure that such programs are not duplicative, but rather thaupplement and
complement existing resources.

With regard to consumer assistance, the Commission has not addressed issues of
implementation. Specifically, this is not an endorsement or a requirement for any
particular form of consumer assistance progtamslays out desirable

characteristics of such programs.

Implications of the Right



Obtaining the information listed above and making it available to consumers will
not, by itself, equip consumers with the knowledge and abilities required to act on
thisinformation. Discussed below are some basic considerations in making this
information useful to consumers and the implications of this for key segments of
the health care industry.

Information Should Be Useful to Consumers and Cost Effective to

Obtain. EdgmanLevitan and Cleary (1996) have documented that
consumers are able to evalute critical information about quality. However,
research on how consumers use information to make decisions suggests that
too much information can be overwhelming. In its 1988casment of

methods for commmunicating the quality of medical care to consumers, the
Office of Technology Assessment's Expert Advisory Panel concluded that
“limiting information to only a few indicators of quality will probably be
necessary [because] pé@pan consider only a few items at any one time.
Information is processed as a unit or chei& person'’s processing capacity
has been estimated as being anywhere from four to seven chunks" (OTA,
1988). Ongoing research must be conducted to determirtasatha most
effective subset of information that consumers can use. Finally, while
consumers clearly have a right to information, it must be understood that
there are costs associated with collecting and distributing it. While providing
information to casumers generates significant benefits for both the
consumers and the health system as a whole, it is not necessarily
inexpensive. Recognizing these costs, however, is not an argument for a
"bare bones" approach to information disclosure. The failurectode
information also has costs. Wigliformed consumers are the bedrock of an
efficiently operating market. Without meaningful information, consumers
are more likely to make choices that can result in less than optimal outcomes
for themselves and therg liess incentive for participants to strive for
excellence. The challenge is to develop coordinated approaches to
information collection and dissemination that will provide consumers the
information they need to make decisions without imposing severersurde

on plans and providers.

Investments in Clinical Information Systems and Workforce Education

and Training Will Be Needed.Greater investment in automated

information systems will be necessary for health plans and providers to
satisfy these informationigtlosure requirements, especially ones pertaining
to product, facility, and provider performance and quality. The Commission
IS currently assessing barriers or impediments to investment in clinical



information systems (e.g., inadequate data collectioratds;

confidentiality concerns; magnitude of capital investments required) and
plans to speak to this issue in its final report. Responding to these increased
information demands also has implications for the training and education of
the health care wkforce. There will be greater demand by health care
organizations for individuals with particular technical and analytic skills
(e.g., computer programming, engineering, data auditing, and statistics).
Ongoing training and continuing education programfactitioners and

other workers whose work involves recording, compiling, or manipulating
clinical and administrative data will also be needed to assure the
completeness and accuracy of data and adherence to confidentiality
safeguards.
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Consumer Bill of Rights and Responsibilities
Chapter Two
Choice of Providers and Plans

Statement of the Right

Consumers have the right to a choicefdealth care providers that is sufficient
to ensure access to appropriate higlquality health care.

To ensure such choice, health plans should provide the following:

Provider Network Adequacy: All health plan networks should provide
access to sufficiemumbers and types of providers to assure that all covered
services will be accessible without unreasonable delagluding access to
emergency services 24 hours a day and seven days a week. If a health plan
has an insufficient number or type of prov&l& provide a covered benefit
with the appropriate degree of specialization, the plan should ensure that the
consumer obtains the benefit outside the network at no greater cost than if
the benefit were obtained from participating providers. Plans ataddsh
establish and maintain adequate arrangements to ensure reasonable
proximity of providers to the business or personal residence of their
members.

Access to Qualified Specialists for Women's Health Serviced/omen
should be able to choose a qualified provider offered by a-prch as
gynecologists, certified nurse midwives, and other qualified health care
providers-- for the provision of covered care necessary to provide routine
and preventative women's heattlre services.

Access to Specialistf€onsumers with complex or serious medical

conditions who require frequent specialty care should have direct access to a
qualified specialist of their choice within a plan's network of providers.
Authorizations, wheneaguired, should be for an adequate number of direct
access visits under an approved treatment plan.

Transitional Care: Consumers who are undergoing a course of treatment
for a chronic or disabling condition (or who are in the second or third
trimester ofa pregnancy) at the time they involuntarily change health plans
or at a time when a provider is terminated by a plan for other than cause
should be able to continue seeing their current specialty providers for up to
90 days (or through completion of pogtipan care) to allow for transition of



care. Providers who continue to treat such patients must accept the plan's
rates as payment in full, provide all necessary information to the plan for
guality assurance purposes, and promptly transfer all medicatiseatih
patient authorization during the transition period.

Public and private group purchasers should, wherever feasible, offer consumers a
choice of highquality health insurance products. Small employers should be
provided with greater assistance ifiening their workers and their families a

choice of health plans and products.

Rationale

The ability of consumers to exercise choice in the health care marketplace is
associated with several desirable characteristics of a health care system.

. First, choie is associated with increased consumer satisfaction. In a survey
of consumers receiving health care in both indemnity and managed care
plans, individuals with a choice of health products report greater satisfaction
with their plan and tend to rate botlethhealth insurance product and their
individual physicians of higher quality (Davis and Schoen, 1997).

« Second, the ability of consumers to choose among competing products is a
hallmark of a healthy marketplace. Individual consumers are responsible for
34 percent of all direct expenditures for health care in the United States
(Cowan et al., 1996). As the science of measuring and generating accurate
and valid information on the quality of health plans, providers and facilities
advances, consumers can witkdir purchasing power to create incentives
in the marketplace for improvements in health care quality.

. Third, consumers who have a role in the selection of their caregivers are
likely to have greater confidence in those practitioners and are, therefore,
more likely to seek appropriate care in a more timely fashion and follow
agreeeupon care regimens.

« Fourth, having a choice of providers allows consumers to take action to
preserve continuity of care within the health care system by selecting
products ad providers that allow them to continue provider relationships
when continuity of care is especially important (e.g., prenatal care, care of
individuals with complex chronic or disabling conditions).

Thus, a health care marketplace that promotes satfreslimers, continuity of
care, and continuous improvements in quality requires that an array of choices be
available to consumers. Without consumers' ability to have and exercise choice,



greater activities may need to be undertaken by group purchaseegatadors to
ensure that the health care marketplace responds appropriately to consumers' health
care needs.

Consumer Choice of Health Plans or Products

During the last decade, there has been a marked increase in the number and types
of health insurancproducts available in most geographic markets. Prior to the
widespread development of managed care plans, most Americans had limited
choice of health insurance products. Indemnity products dominated the market
with HMO and PPO products available primariycertain metropolitan areas. The
past 10 years have seen a significant increase of insurance products with the
expansion of many health plans into new geographic markets and the development
of multiple insurance product lines by indemnity insurers aadaged care
organizations. As a result, with the exception of sparsely populated areas, most
communities now have available HMO, POS, PPO, and indemnity products
offering consumers a variety of options in terms of benefits, premiums,
copayments, and healtlare delivery systems.

At the same time, there has been a steady migration from traditional indemnity
plans to various managed care products in both the public and private markets.
Between 1991 and 1995, the percentage of American workers enrolled in
indemnity plans decreased from 59 percent to 35 percent (EBRI, 1997). In 1997,
more than 5 million Medicare beneficiaries were enrolled in 336 managed care
plans, an increase of more than 100 percent since 1993. Under Medicaid, 13
million, or 35 percent, oflebeneficiaries have been enrolled in managed care

plans, an increase of more than 170 percent since 1993. The Balanced Budget Act
of 1997 will increase those trends by expanding the types of products available to
beneficiaries of those two public prograum

Although there is greater choice of health insurance products available in most
markets, it is important to note that this choice often is exercised at the level of the
group purchaser instead of by individual consumers. Between 1988 and 1997,
health pan offerings by moderatand largesized employers declined (Gabel,

1997). Those offering three or more plans declined from 35 percent to 32 percent,
while those offering only one plan climbed from 41 percent to 44 percent over that
period. Notably, th@ercentage of employees in firms with 200 or more workers
who were offered coverage of PPOs and POS plans increased from 12 percent in
1988 to 58 percent in 1997 (Gabel, 1997).



There also is evidence of variation in consumer preferences for varioustproduc
characteristics. In the Kais&HCPR survey (1996), 70 percent of survey
respondents would prefer a highst product with a wide range of benefits over a
low-cost product with a more limited range of benefits (26 percent). Respondents
were more dividedver other health product decisions. Fityee percent said

they would pay more for unrestricted choice of physicians, while 43 percent would
opt for a lowercost product that limited choice to a list of physicians. Ferty

percent would pay more toVvedirect access to any specialist, whereas more than
half (51 percent) would choose a lowgst plan that requires a visit to the family
physician for a referral (Robinson and Brodie, 1997).

The Commission is troubled by the limited choice of insurgmoducts made

available to many consumers through their employer group purchasers. Some of
the reduction in choice of plan and product has resulted from conscious decisions
by employers to select higiuality products at the best price in the market. In

other instances, employers may be seeking to minimize administrative costs
associated with multiple offerings. Affording consumers greater choice of plans
would allow consumers to select the product that best meets their individual
preferences and would engage health plans to be responsive to consumers'
expressed needs. However, the Commission recognizes that, for many consumers,
the availability of one plan is better than no plan at all.

The Commission was unable to achieve consensus on creating attright

consumer choice of health plan or product but it is determined to find ways to
encourage and assist employers and other group purchasers in providing
consumers with a meaningful choice of health plans and products. Consumer
choice of health plans important and should be provided whenever possible and
in a way that is affordable both to employers and consumers. In its final report, the
Commission will address policy options to provide greater choice of health plans
and products, including encouragithe development of purchasing coalitions and
alliances to assist small employers who encounter the greatest difficulty in offering
multiple options.

Consumer Choice of Physicians and Other Health Care Providers

The shift from indemnity coverage to mgea care arrangements can affect
consumers' choice of physicians and other health care providers. In a 1995 study,
41 percent of managed care enrollees who changed health plans over the prior 3
years also changed physicians (Davis et al., 1995). Howeaeatyrall covered
workers can now choose a health plan that coversietwiork providers. In some



cases, however, the additional cost of these products or of the option to go out of
network effectively puts such choice out of the reach of some consumers.

It also is clear that consumers value some degree of choice of physicians. The 1997
Kaiser/Commonwealth National Health Insurance Survey found that respondents
with a choice of physicians registered the highest level of satisfaction with their
plans (Davisand Schoen, 1997). A Kais@HCPR survey of consumers identified

four reasons why consumers prefer a greater choice of physicians and other health
care professionals:

« "So0 you can see whatever doctor you think is best qualified to treat a
particular medial problem” (43 percent);

« "So0 you can change doctors if you become dissatisfied with the one you're
seeing" (24 percent);

« "S0 you can continue seeing your regular doctor” (20 percent); and,

« "Soit's easier to see someone else if your doctor is not available for an
appointment” (9 percent).

The most frequently cited reasons speak to consumers' desire to use choice of
physicians as a way to obtain quality care. The third is directed towantaimaig
relationships with physicians with whom consumers have an existing relationship.

In other words, 63 percent of consumers surveyed wanted a choice of physicians so
that they can develop and maintain a relationship with a physician they trust to
provide them highquality care.

Therefore, it is important for all health plans and products to maintain an adequate
network of physicians and other health care providers, to provide for continuity of
care when consumers change plans, and to allow conswitieispecial health

care needs to have adequate choice of physicians and other health care providers.
This can lead to higher consumer satisfaction with providers and their health plans
without undermining the efforts of provider groups and health pladevelop
organized delivery systems.

The Commission's recommendations seek to build on these trends toward
providing greater choice by taking several steps to ensure (1) network adequacy;
(2) greater access for women to qualified specialists for womealthlservices;

(3) ease of access to specialists for consumers with complex and serious
conditions; and (4) greater continuity of care for consumers who enroll in new
health plans or see their provider dropped from a plan for other than cause.

Provider Network Adequacy



When appropriately structured, a plan using a network of providers can improve
the quality and coordination of care delivered to consumers through careful
selection and credentialing of providers and through coordination of care by
primarycare physicians and those with specialty training. The National
Association of Insurance Commissioners (NAIC, 1996) has developed standards
for provider network adequacy that have been adopted by several States. The
Commission believes universal adoptidrileese standards will improve both the
quality of care and consumers' satisfaction with their health plans and their care.
Because of its strong desire to maintain the integrity of health plan networks, the
Commission has rejected approaches to mandat@dhusion of providers into
networks (i.e., "any willing provider" laws) or to require plans to allow enrollees to
go out of plan networks at will (i.e., "freedom of choice" laws).

Access to Specialists

Consumers with ongoing health needs often reqagalar access to physicians

and other health care professionals who are specially trained to serve those needs
(Bernstein, Dial, and Smith, 1995). This is especially true of those consumers who
have disabling or terminal conditions. In such cases, thgitmaal "gatekeeper"
approach used by some health plans can be an impediment to access to quality care
and result in unnecessary inconvenience to consumers. The Commission's
recommendations are designed to promote consumers' access to appropriately
trained specialists while maintaining the integrity of network models of care.
Consumers with complex and serious medical conditions who require frequent
specialty care should have direct access to a qualified specialist of their choice
within a plan's networkfgroviders. Authorizations, when required, should be for

an adequate number of direct access visits under an approved treatment plan.

Access to Qualified Specialists for Women's Health Services

Morbidity and mortality associated with breast cancer, cahdancer, ovarian

cancer, and sexually transmitted diseases in women can be significantly reduced
through the provision of preventive and routine gynecological services. The U.S.
Preventive Services Task Force has issued recommendations pertaining to the
provision of Pap smears, mammograms, and other preventive services for women.
Women should be able to choose a qualified provider offered by a-phatuding
gynecologists, certified nurse midwives, and other qualified health care providers
offered bya plan-- for the provision of routine and preventive women's health care
services.



Transitional Care

Finally, consumers who are undergoing an extensive course of treatment (e.g.,
chemotherapy or prenatal care) at the time they join a new health plad sbou

able to continue to see their current providers for a period of up to 90 days (or
through completion of postpartum care). Similarly, such consumers should be able
to continue to see a provider who is terminated from a plan's network for reasons
otherthan cause. Sudden interruption of care can compromise the quality of care
and patient outcomes. Continuity of care has been shown to increase the likelihood
that patients receive appropriate preventive services (O'Malley et al., 1997).
Appropriately trasitioning of care can protect the quality of that care and improve
consumers' satisfaction with a new health plan or product. The Commission's
recommendations are designed to ease the impact of these transitions from one
health insurance product to anothed changes in the composition of health plan
networks while maintaining the integrity of network models of care. Consumers
who are undergoing a course of treatment for a chronic or disabling condition (or
who are in the second or third trimester of ggpercy) at the time they

involuntarily change health plans or at a time when a provider is terminated by a
plan for other than cause should be able to continue seeing their current specialty
providers for up to 90 days (or through completion of postpactane) to allow for
transition of care.

Implications of the Right

Health planswill need to comply with network adequacy standards.
Because these changes are primarily to be carried out within existing
networks, there should not be a significant increasmsts to health plans

or enrollees. Many licensed plans already meet these requirements as laid
down by the National Association of Insurance Commissioners (NAIC) in
its Managed Care Plan Network Adequacy Model Act. Plans also will need
to develop procees to comply with requirements regarding continuity of
care and ease of access to specialists within their network of providers.

Consumerswill need to exercise their right to choice by using good
judgment and providing direct feedback to plans abourt lgwnel of
satisfaction with the network provided for them.

Quality Oversight Organizations will need to incorporate network
adequacy standards into their review activities.
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