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Introduction

We al want to believe that when people get cancer—including ourselves and our rela
tives—they will get health care of the highest quality. This report is about how closely we cur-
rently approach this ideal in the United States. Concerns about a growing lack of public confi-
dence in the nation’s system of care prompted the National Cancer Policy Board to undertake a
comprehensive review of the evidence on the effectiveness of cancer services and delivery sys-
tems, the adequacy of quality assurance mechanisms, and barriers that impede access to cancer
care. This report is the result of that review; it summarizes the state of knowledge about quality
cancer care and makes recommendations about how to improveit.

The stakes are high. In 1999, more than 8 million Americans, or 3 percent of the popula-
tion, will require some form of care because of a diagnosis of cancer: 1.2 million of these indi-
viduals will be newly diagnosed this year and initiate treatment; some, diagnosed in previous
years, will continue treatment; others, who have been successfully treated and no longer have evi-
dence of cancer, will require follow-up care; and over 500,000 people will die from cancer. Even
larger numbers of adults in the United States will have been screened for cancer (ACS, 1999; Ries
et a., 1997).

As exciting new scientific advances are making the news, there are concerns that what is
already known to be effective for individuals with cancer is not reaching those who can benefit.
This concern is not new; it was prominent among the reasons for the 1971 Nationa Cancer Act
(P.L. 92-218) and was expressed again as recently as 1994 in areport of the National Cancer Ad-
visory Board (NCAB, 1994), Cancer at a Crossroads. At the same time, there is both uncertainty
about the relative effectiveness of many interventions that are being used and a growing recogni-
tion that research efforts need to be expanded to identify standards of care (IOM, 1994). Compli-
cating the picture is the rapid evolution of new health care delivery systems, whose impact on
cancer care outcomes remains unclear.

Major shifts in the organization and financing of health care in the United States have pre-
cipitated a crisisin confidence. A growing number of Americans are uninsured, even more are un-
derinsured, and many who are covered in health plans are worried that the system for delivering
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14 ENSURING QUALITY CANCER CARE

health care is more focused on cost than on quality. They wonder whether they will be referred
appropriately to someone expert in cancer treatment and whether health professionals will be their
advocates or the guardians of expenditures. The general concerns about health care are magnified
among those with cancer because of the fearsome nature of the disease, the complexity of cancer
management, the frequent reliance upon new and experimental interventions, and the high costs
associated with cancer care.

The experience of each individual with cancer is unique, affected by the type of cancer
(there are more than 100) and the extent to which it has progressed. Each individua’s experience
is also influenced by socioeconomic status, insurance coverage, geographic location, and cultur-
ally based attitudes and beliefs. Finding the best cancer care and navigating through the complex
care system can be difficult. Care spans screening, early detection, treatment, follow-up, palliative
care, and sometimes end-of-life care. Numerous health professionas in hospitas, clinics, and pri-
vate offices may al be involved. For certain individuas with cancer the best treatment option
might only be available far from home at a specialized cancer center.

Primary care physicians may guide patients through the initial stages of the diagnostic pro-
cess. In some cases, entry into the cancer care system may be the result of public health screening
rather than primary care. Once a diagnosis is made, charting a course for treatment may involve
second or multiple opinions from cancer specialists, who might recommend different treatment
options. Clinicians have agreed upon standard ways to treat some types of cancer, but for others,
no evidence-based consensus exists. While adjusting to having cancer and the fear that it engen-
ders, individuals frequently need to learn quickly about unfamiliar treatments and make difficult
treatment choices.

Some evidence suggests that quality falls short for many individuals with cancer. Various
cancer control and treatment strategies of known effectiveness, such as regular screening for cer-
vical cancer and mammography in women over 50, are underutilized (NCHS, 1997). In certain
regions, radical or modified mastectomies are still performed for breast cancer, despite evidence
that less invasive procedures are at least as effective in many situations (Fisher et a., 1985; Sar-
razin et a., 1984; Verones et al., 1981). In some circumstances, most notably care in the latter
phases of advanced cancer, providers fail to elicit, understand, and heed patient preferences
(SUPPORT, 1995).

ROLE OF THE NATIONAL CANCER POLICY BOARD

The National Cancer Policy Board (NCPB) was established in March 1997 at the Institute
of Medicine (IOM) and National Research Council to address issues that arise in the prevention,
control, diagnosis, treatment, and palliation of cancer. The 20-member board includes health care
consumers, providers, and investigators in severa disciplines (see membership roster). In its first
report, Taking Action to Reduce Tobacco Use, the NCPB addressed the foremost known cause of
cancer in the nation (NCPB, 1998).

This second NCPB report, Ensuring Quality Cancer Care,

» describes important elements of the current cancer care “system,” from early detection
to end-of-life care, in the context of the rapidly changing health care environment;
* identifiesmgor barriers that impede access to quality cancer care;



INTRODUCTION 15

» defines quality cancer care and describes its measurement;

» provides examples of problems that limit early detection, accurate diagnosis, optimal
treatment, and responsive supportive care;

* reviews and critiques systems of accountability that are in place to help ensure the re-
ceipt of quality cancer care;

» assesses whether ongoing cancer-related health services research is addressing out-
standing questions about the quality of cancer care; and

» presents recommendations to enhance cancer care for consideration by Congress, pub-
lic and private health care purchasers, hedlth plans, individual consumers, hedlth care providers,
and researchers.

The NCPB convened a public forum on March 31, 1997 and aso listened to presentations
by federa agency representatives at its quarterly meetings. Staff and Board members participated
in a series of President’s Cancer Panel meetings on quality issues in cancer care (PCP, 1998a—).
In addition, five background papers on cancer care quality issues were commissioned to support
this report:”

» two reviews of the health services literature related to quality cancer care (Hillner and
Smith, 1998; Schuster et a., 1998);

» acase study of model cancer care programs (Smith et al., 1998);

* an andysis of the state of clinical practice guidelines for cancer care (Smith et d.,
1998); and

» areview of the literature on barriers to access to cancer care (Mandelblatt et d.,
1998).

Primary cancer prevention (i.e., preventing people from getting cancer in the first place),
recognized as key to effectively curbing cancer, was viewed by the NCPB as outside the scope of
this report. The Board believes strongly in the value of prevention, as witnessed by its first report
on tobacco control, but prevention merits its own specific attention and fits better into other ac-
tivities the Board anticipates undertaking in the future than into this report, which focuses on the
system of medical care.

FRAMEWORK OF THE REPORT

Chapter 2 describes the trgjectory of cancer management, from early detection and treat-
ment to end-of-life care, and the existing cancer care infrastructure. The chapter concludes with a
summary of the effects on cancer care of recent changes in the organization, financing, and deliv-
ery of health care.

Chapter 3 discusses barriers to access to cancer care. A new diagnosis of cancer in the
absence of comprehensive health insurance coverage provides a case illustration of the difficulties
of achieving access to care and the potentialy devastating financial consequences of cancer. Even
in the absence of financia barriers, individuals may not receive quality care because of where they

"These papers are available on the NCPB website (www.nas.edu/cancerbd).



16 ENSURING QUALITY CANCER CARE

live, language or cultural barriers, and late adoption on the part of health care providers of effec-
tive interventions.

Chapter 4 defines quality cancer care, describes the ways in which it can be measured,
and documents important gaps in the quality of care for individuals with breast or prostate cancer,
two cancers for which there have been quality assessments.

Chapter 5 summarizes evidence on the ways in which three aspects of the health care de-
livery system can affect the quality of cancer care: (1) the volume of services provided either by
institutions or by individual providers; (2) specialization in cancer care either by ingtitutions or by
individual providers; and (3) managed care.

Chapter 6 reviews and critiques the means of monitoring quality and accountability that
arein place.

Chapter 7 surveys ongoing health services research that addresses cancer-related quality
issues sponsored by selected federal agencies and private organizations.

Chapter 8 summarizes the key findings and presents the Board's recommendations for
action by Congress, hedlth care purchasers, health plans, health care providers, individual con-
sumers, and health services researchers.
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The Cancer Care “System”

There is no national cancer care program or system of care in the United States. Like
other chronic illnesses, efforts to diagnose and treat cancer are centered on individual physicians,
health plans, and cancer care centers. The authority to organize, coordinate, and improve cancer
care services rests largely with service providers and insurers, athough employers and other pay-
ers are increasingly holding providers accountable for quality, and consumers are calling for action
by state and federal legidatures. Nevertheless, there is a federa research and programmatic infra-
structure that greatly affects the quality of cancer care obtained within the U.S. health care sys-
tem. This chapter describes:

» elements of the federal cancer care effort;

» elements of cancer care: who gets care, what services are provided, who provides
care, whereit is provided, and at what cost; and

» aspects of hedlth care organization and financing that affect cancer care.

ELEMENTS OF THE FEDERAL CANCER CARE EFFORT

Although there is no national cancer care system, substantial public investments in re-
search, training, prevention, and information dissemination have been made in an attempt to im-
prove cancer care in the United States. The federal infrastructure is larger and more complex than
that for other medical conditions. Since the “War on Cancer” was launched in 1971, alarge share
of federal medical research funding has been invested at the National Cancer Ingtitute (NCI) to
understand the underlying mechanisms of cancer, to evaluate progress against cancer through sur-
veillance, to test promising diagnostic and treatment modalities, and to make information on how
to prevent, treat, and live with cancer available to health care providers and to the public. At the

18



THE CANCER CARE “SYSTEM” 19

Centers for Disease Control and Prevention, ongoing efforts to reduce the burden of cancer in-
clude providing cancer screening to low-income populations and monitoring the achievement of
cancer-related public health goals (see Chapter 6). Elsewhere in the federa government, the
Agency for Health Care Policy and Research disseminates information about clinical practice
guidelines to health providers and supports health services research amed at understanding the
links between the organization and delivery of health care and the resulting health outcomes (see
Chapter 7). The federal Health Care Financing Administration (HCFA), as the nation’s largest
payer for health care, has established quality assurance programs targeting cancer care and is de-
veloping tools to more effectively monitor the quality of cancer care delivered to Medicare bene-
ficiaries (see Chapter 6).

Although there are numerous sites within the federal government whose programs and re-
search directly relate to the quality of cancer care, there is no system in place to coordinate these
efforts. This has not always been the case. Although the effort failed, an attempt was made during
the 1970s to coordinate federal and private cancer research programs through the National Can-
cer Program.

The 1971 War on Cancer Act (P.L. 92-218) created a National Cancer Program, headed
by the director of the NCI to coordinate both federal and private cancer research programs
(McGeary, 1997). The National Cancer Program concept saw NCI as primarily a research agency
that was also involved in trandating research into applications to improve prevention, diagnosis,
treatment, and rehabilitation efforts. The National Cancer Program was not supposed to become
the cancer care system, but it was supposed to interact enough with the system through planning
and coordination to improve the delivery of patient care. These broader coordination and planning
goals that should have extended the reach of the National Cancer Program beyond NCI to other
federal and private parties could not be met, and when the 1971 act was recodified in 1978, the
scope of the program was redefined to include only NCI (McGeary, 1997).

Cancer care is often provided as part of research initiatives;, consequently, the current Na-
tional Cancer Program intersects with the heath care delivery system. The mgjority of children
with cancer, for example, fall within an NCI-sponsored system of care because they are partici-
pants in NCI-sponsored research protocols (Simone and Lyons, in press). Furthermore, a system
of NCI-funded cancer centers extends research opportunities to community hospitals throughout
the country. Nevertheless, most cancer care services are provided by hospitals and centers falling
outside the purview of the National Cancer Program, and there is no national effort to coordinate
the disparate federal efforts related to the quality of cancer care.

The lack of national coordination in cancer-fighting efforts in the public, private, and vol-
untary sectorsis a problem that hinders progress against cancer, according to the findings of the
NCI-appointed National Cancer Advisory Board (NCAB) in their review of the National Cancer
Program in the early 1990s (NCAB, 1994). In its fina report, the NCAB recommended that the
National Cancer Program should extend “beyond research to its application to the people and in-
clude all non-research, non-governmental, and community constituents whose actions impact the
cancer problems’ (NCAB, 1994). To date, the legidative authority to have the National Cancer
Program coordinate federal and nonfederal cancer programs has not been reinstated (McGeary,
1997).
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ELEMENTS OF CANCER CARE

Individuals Receiving Cancer Care

In 1999, more than 8 million Americans, or 3 percent of the population, will require some
form of care because of a diagnosis of cancer: 1.2 million of these individuas will be newly diag-
nosed this year and initiate treatment; some, diagnosed in previous years, will continue treatment;
others, who have been successfully treated and no longer have evidence of cancer, will require
follow-up; and over 500,000 people will die from cancer (ACS, 1999; Ries et a., 1997). Even
larger numbers of adults in the United States will have been screened for cancer.

Cancer is characterized by abnormal cell growth, but it is realy more than 100 different
diseases, each with a unique profile of population at risk, symptoms, effective treatments, and
prognosis. Some cancers are extremely rare, but relatively few cancer sites account for more than
half (54 percent) of all new cases of cancer: prostate; breast; lung and bronchus; and colon and
rectum (Table 2.1) (ACS, 1999).

Cancer most often strikes after middle age. Six of ten new cancer cases occur among those age
65 and older (Rieset d., 1997). With the aging of the “baby-boom” cohort, the number of new cancers
diagnosed annudly in the United States among the elderly is projected to more than double by the year
2030 (Polednak, 1994). Roughly four of ten new cases of cancer occur among working-age adults
who often must meet the demands of supporting and raising a family while undergoing trestment. In
terms of potential years of life logt, lost productivity, and lost earnings, cancer that strikes at younger
ages has graver consequences than cancers that affect the ederly. Cancer among children israre (e.g.,
14.2 cases per 100,000 infants and children up to age 14 in 1993-1994) (NCI, 1998a); however, with
the success of treating cancer in childhood, estimates are that 1 in 1,000 people reaching adulthood isa
cured survivor of childhood cancer (NCI, 1997).

Cancer disproportionately affects the African-American community. Cancer incidence
rates are higher for several sites, and once cancer is diagnosed, survival is poorer (Figures 2.1 and
2.2). Limitations in access to hedth care explain some, but not all, of these differences (see
Chapter 3).

Slightly more men than women are diagnosed with cancer each year, but as women suc-
cumb to the effects of increased rates of smoking over the past two decades, they are becoming
more equally represented among those with cancer (ACS, 1999).

TABLE 2.1 Estimated Number and Distribution of New
Cancer Cases, United States, 1999

Estimated No. Distribution (%)
All Sites 1,221,800 100.0
Prostate 179,300 14.7
Female breast 175,000 14.3
Lung and bronchus 171,600 14.0
Colon and rectum 129,400 10.6
All other sites 566,500 46.4

SOURCE: ACS, 1999.
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Trajectory of Cancer Care

The continuum of cancer care spans prevention, early detection and screening, diagnosis
and treatment of new cancer cases, care of survivors, palliative care, and finally, support for ter-
minaly ill patients and their families (Mandelblatt et al., 1998). In this section, phases of cancer
care are described beginning with early detection and screening. Primary prevention (efforts to
prevent the occurrence cancer) is outside the scope of this report. (Much of this section is adapted
from Ganz, 1996.)

Early Detection and Screening

The goals of early detection and screening are to identify cancers before they invade
nearby tissue or spread to new sites. Visua examination of the colon using a colonoscope, for ex-
ample, can find polyps that can be removed before they turn into invasive tumors. Other common
screening and early detection methods are mammography, testing for bleeding in the digestive
tract, Pap smears of the cervix, blood tests for prostate-specific proteins, and examination of the
skin surface. Early detection of cancer is aso influenced by attention to symptoms of cancer (e.g.,
blood in stool, lump in breast) and prompt follow-up. Once cancer is detected by screening or be-
cause of symptoms, the diagnostic evaluation phase of cancer management begins.

Diagnostic Evaluation

When a cancer screening test is positive or symptoms lead to its detection, further exami-
nations are conducted to confirm the diagnosis and make it more precise. Pathologists attempt to
identify the type of cell causing the cancer and may try to identify prognostic factors from a bi-
opsy or tumor removed surgically to judge whether the cancer is fast growing or slow growing.
Breast cancer tissue, for example, is usually examined for the presence of hormone receptors. If
the receptors are present, therapy with hormone-blocking drugs may be prescribed to prevent a
recurrence. Results of diagnostic and prognostic tests may be reviewed by ateam of specidists as
a decision is made on the first approach to treatment. Most newly diagnosed cancer patients go
through a series of staging tests, including blood tests, x-rays, and various types of scans, to de-
termine the extent of the disease. Initial planning is unusually important for many types of cancer,
because choice of the first treatment severely limits subsequent treatment options due to the na-
ture of cancer progression.

Primary and Adjuvant Treatment

Traditionally, most cancers have been treated with surgery, radiation, chemotherapy, or
some combination of the three. Surgery has the longest history and is the mainstay of primary
treatment for solid tumors (i.e., most cancers other than leukemias and lymphomas). For cancers
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that have not yet metastasized to distant sites, surgery is often curative, particularly for tumors
that are completely localized.

Radiation is the primary treatment for some cancers (e.g., Hodgkin's disease and other
lymphomas), but more often, it is used in conjunction with surgery. As an adjuvant to surgery, it
is used to destroy remaining cancer cells in and around the site of the primary cancer. It is par-
ticularly important, for instance, as an adjunct to lumpectomy for women with early-stage breast
cancer and has been demonstrated definitively in randomized trials to reduce the likelihood of a
local recurrence. In some cases, radiation is used to shrink the size of atumor before surgery or in
late stages of disease to offer symptom relief by shrinking growths that interfere with eating,
breathing, or other functions.

Chemotherapy (including hormone therapy) may be used alone to treat some cancers (e.g.,
some lymphomas and leukemias), but it is more often used in combination with radiation and sur-
gery. If cancer is found at diagnosis to have spread from its origina site (i.e., metastasized), the
only potentially curative treatment option is chemotherapy, which can reach cancerous cells
around the body. In most cases, patients begin an extended course of chemotherapy, which may
last months, after surgery. Like radiation, it may aso be used as “neoadjuvant therapy,” given
before atumor is surgically removed, with the intent of shrinking the tumor.

With most forms of cancer, higher doses of chemotherapy and radiation are more effec-
tive, but they also cause more damage to healthy tissue. The bone marrow (from which most ele-
ments of the blood are continuoudly formed) is particularly sensitive to chemotherapeutic agents
and radiation, and doses high enough to control cancer can easily wipe out the bone marrow,
killing the patient as well. Over the past decade, oncologists have increasingly used a controver-
sa strategy that employs high-dose chemotherapy and/or radiation treatment in conjunction with
autologous bone marrow transplantation, in which patients have some bone marrow removed and
stored before they are treated. After treatment, the stored bone marrow cells are reinfused into the
patient to repopulate the bone marrow and begin producing blood cells. Bone marrow transplan-
tation using marrow from healthy donors (“alogeneic transplantation”) is established as a primary
treatment for some leukemias and lymphomas—diseases in which the cancer has arisen in the
blood e ements themselves—but autologous transplantation still remains of unknown value for the
treatment of solid tumors.

Other types of treatment use the body’ s own immune system to resist disease or invasions.
Agents known as biologic response modifiers, which are derived from or modeled on the body’s
own natural products (e.g., interferon, the interleukins, tumor necrosis factor) are being used in
cancer treatment, generally in combination with other treatments.

For most cancers, the mgority of physicians and researchers have agreed on one or more
“standard treatment approaches’—usually based on research findings, a consensus of expert
opinion, or both. Doctors may have different opinions about how to treat some cancers because
definitive evidence on what treatment works best (if there are any effective treatments) is not
available,

In a few cases, treatments that appear to be of equal effectiveness, but have different im-
plications for quality of life, are available (e.g., watchful waiting versus surgery for some prostate
cancers). In these situations, patient preferences often determine the choice of treatment. Patient-
centered care is care that incorporates respect for patients values and preferences, provides in-
formation in clear and understandable terms, promotes autonomy in decision making, and attends
to the need for physical comfort and emotional support.
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Much of cancer treatment involves managing cancer symptoms, including pain and the
side effects of cancer treatment. The latter may include fatigue; problems related to nutrition and
eating (e.g., loss of appetite, nausea and vomiting); hair loss; neurotoxicity (e.g., damage to nerve
cells, causing numbness or tingling in hands and feet); loss of concentration; psychological dis-
tress, sexual problems; and infertility. Some effects of cancer treatment are short-lived (e.g., hair
loss, nausea), but others are permanent (e.g., increased susceptibility to infection after removal of
the spleen, infertility after certain chemotherapy drugs). Likewise, some treatment side effects are
immediate (e.g., hair 10ss), whereas others may arise only after a substantial delay (e.g., conges-
tive heart faillure many years after anthracycline chemotherapy, leukemia secondary to akylating
agents or radiation therapy). Information about the long-term side effects of treatment on impor-
tant organs, such as the heart and lungs, is becoming more available.

Cancer patients in the United States have long been interested in treatments not tradition-
aly offered as part of mainstream medicine. The incorporation of some aternative or comple-
mentary approaches as adjuncts to conventional treatments is a direct result of patients desires
for better cancer treatment, both curative and palliative, and generally for treatment that leaves
them with a better quality of life than they might otherwise expect (Box 2.1).

BOX 2.1 Alternative or Complementary Cancer Treatments

Certain approaches to pain relief and coping (e.g., guided imagery, acupuncture,
therapeutic touch) are increasingly being offered in mainstream cancer centers alongside
conventional treatment. Other alternative approaches such as combinations of unknown
drugs and chemicals given with the promise of cure fall squarely outside what mainstream
medicine accepts, and patients may go to clinics inside and outside the United States to
obtain them.

Among the more popular alternative or complementary approaches are the follow-

ing:

dietary, ranging from low-fat “conventional” or vegetarian diets to a strict “mac-
robiotic” diet (which supporters believe to be curative);

spiritual approaches based on Western and Eastern religions, as well as Native
American belief systems;

mind—body techniques such as hypnosis, relaxation, meditation, yoga, and
guided Imagery;

physical approaches such as massage and therapeutic touch; and

Chinese medicine of various types.

Patients may use mind-body approaches, in particular, throughout the course of
cancer treatment (and survivorship)—for example, to alleviate the side effects of chemo-
therapy, to improve their psychological state, and to increase their energy levels. Some of
these techniques have been studied and have been shown objectively to benefit patients,
although this cannot be said for each approach or claim of benefit.

At present, there is little evidence available for judging which, if any, alternative
treatments are actually beneficial, particularly in terms of improved survival and, in some
cases, safety. It is reasonable to assume, however, that patient interest will continue to
maintain a focus on these treatments and that the government will continue its modest
efforts to foster reliable evaluations of them.
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Posttreatment Surveillance and Follow-Up Care

The follow-up care phase of treatment is the time after completion of the initial course of
therapy. Life-long follow-up is necessary to identify problems following cancer treatment, such as
new cancers or recurrence of the same cancer.

Treatment of Recurrent Cancer

Cancer may recur in the same part of the body in which it was found originally (aloca re-
currence), or it may reappear in a more distant part of the body (a metastasis). The type of treat-
ment that is selected for a recurring cancer depends on the specific type of cancer, how largeit is,
how it behaves biologically, and what previous therapy was given. Recurrent cancers can be
cured, but the chance of cure is usualy far lower than it is for the initial treatment of cancer. Ad-
vanced and incurable cancer may exist at the time of diagnosis, or it may occur after many years
of treatment and follow-up care. In ether case, the usual goa of care for the patient with ad-
vanced cancer resistant to anti-cancer therapy is symptom relief. Some patients may also want to
participate in clinical trials of new experimenta treatments.

Palliative Care

Much can be done to relieve symptoms, ease distress, provide comfort, and in other ways
improve the quality of life of someone with cancer. This care may be referred to as paliative care,
supportive care, or comfort care. Palliative care is important at any stage of cancer care manage-
ment. For a person with cancer, maintenance of quality of life requires, at a minimum, relief from
pain and other distressing symptoms; relief from anxiety and depression, including the fear of pain;
and a sense of security that assistance will be readily available if needed. Hospice care is an ap-
proach to care during the final stages of life.

End-of-Life Care

One-half of cancer patients die of the disease, making death and end-of-life care important
issues that must be addressed (American Society of Clinica Oncology, 1998). Poor symptom
control, fear, and a lack of acceptance of death before dying, can be minimized by ensuring that
appropriate medical and socia support services are available (Foley, 1998). End-of-life care isin
itself adiverse set of services and may involve the following (Lynn, 1997):

* management of physical or emotional symptoms and limitations of function;

» provision of pain relief and palliation to improve or maintain the quality of remaining
life;

» counseling on the potential harm or benefit of aggressive life-extending treatments;

* respite, social support, and other services to relieve caregiver burden;

» advance care planning (e.g., living wills); and

* bereavement support.
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End-of-life care extends beyond physical treatments to include supportive psychological, spiritua,
and emotiona care, and the goals of care shift from the quantity of life to the quality of life and
symptom relief.

Providers of Cancer Care

It is common for cancer patients to see a number of specialist providers during the course
of cancer care. Interdisciplinary care refers to the reliance on health care and other providers
with arange of backgrounds and expertise. An interdisciplinary cancer care team might include an
oncology nurse, pathologist, radiation oncologist, medical oncologist, surgeon, nutritionist, socia
worker, occupational therapist, pastoral counselor, hospice volunteer, and pain management team
made up of physicians, nurses, and pharmacists. Individuals being cared for in a cancer center may
have the most direct access to the full range of cancer care providers. In other settings—for ex-
ample, rura areas—a community-based primary care provider may become the local member of a
geographically dispersed team and, through communication, serve as a link between these provid-
ers and patients.

A wide range of physicians can be involved in cancer care, from pathologists, radiologists,
surgeons, and medical oncologists, to specidists in pain management. It is difficult to obtain a
precise count, but there are roughly 10,000 cancer physician specialists according to information
from medica boards, the American Medical Association’s (AMA’s) annua survey of physicians,
and the American Society of Clinical Oncology (ASCO).

Speciaty medical boards are private, voluntary, nonprofit organizations founded to con-
duct examinations and issue certificates of qualifications. As of 1997, four medica specialty
boards had certified nearly 10,000 cancer specidists.

1. The American Board of Internal Medicine had certified 6,550 medical oncologists.

2. The American Board of Radiology had certified 1,468 radiation oncologists.

3. The American Board of Pediatrics had certified 1,348 pediatric hematology oncologists.

4. The American Board of Obstetrics and Gynecology had certified 568 gynecologic on-
cologists.

Many practicing “oncologists’ are not board certified as such. For example, among physi-
cians identifying themselves as radiation oncologists on the AMA survey, as many as one-quarter
were not certified by the American Board on Radiology (AMA, 1997). The reasons experienced
oncologists might not be board certified include age (board certification is relatively recent) and
primary involvement in research activities rather than patient care. Board certification is used as a
quality indicator for physicians, but subspecialty certification is not always available for cancer
specidists (e.g., there is no board certification for surgical oncology).

According to the AMA, in 1996 there were an estimated 6,731 self-identified medical on-
cology specialists representing 1 percent of the U.S. physician workforce. Nearly all of these on-
cologists (87 percent) were involved in patient care, and of these, more than three-quarters (77
percent) were in office-based practices. An estimated 8 percent of oncologists were primarily
clinical researchers (AMA, 1998).

As of 1997, about 9,000 U.S.-based physicians belonged to the American Society of Clini-
cal Oncology, the largest professional society dedicated to clinical oncology issues (Linda Mock,
American Society of Clinical Oncology, personal communication to Maria Hewitt, March 1998).
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Ambulatory Cancer Care Providers

National data on ambulatory medical care is available from two large surveys conducted
by the National Center for Health Statistics, the Nationa Ambulatory Medical Care Survey
(NAMCS), and the National Hospital Ambulatory Medical Care Survey (NHAMCYS) (Schappert,
1997). Only nonfederally employed physicians are included in the NAMCS sample and certain
specialties are excluded—anesthesiologists, pathologists, and radiologists. Clinics speciaizing in
radiology were excluded from the NHAMCS. Radiologists are important providers of cancer care
and their omission limits the interpretation of cancer-specific analyses. Nevertheless, data from
these surveys are presented to obtain some insights into the characteristics of adult ambulatory
cancer care provided in physician office-based practices and hospital outpatient departments (care
provided in hospital emergency rooms was excluded from the following analyses).

Each year, an estimated 19 million adults (age 25 and older) visit physicians offices and
hospital outpatient departments for cancer care.' These visits represent 3 percent of adult ambu-
latory care vidits. The five physician specialties (excluding radiologists) providing most adult of-
fice-based ambulatory cancer care are the following (Table 2.2):

oncol ogists,

primary care providers,
dermatologists,
urologists, and

genera surgeons.

agrwnNhpE

The predominant physician provider (excluding radiologists) of adult ambulatory cancer
care varies by type of cancer (see Table 2.2):

* Urologists are the main providers of ambulatory care for adults with prostate cancer
(72 percent of vigits).

» Dermatologists are the main providers of ambulatory care for adults with skin cancer
(nonmelanoma) (67 percent of visits).

* Oncologists see roughly one-half of adults with cancer of the lung or larynx (46 per-
cent of vigits), female breast (45 percent visits), and colorectal cancer (51 percent of visits), and
nearly two-thirds of adults seeking care for lymphoma or leukemia (73 percent of visits).

This annual estimate represents the 3-year average (1994-1996) for visits for which the primary
reason for the visit was care for malignant neoplasms, International Classification of Diseases (ICD-9)
codes 140 to 208. The diagnosis represents the physician’s best judgment at the time of the visit and could
have been tentative, provisiona, or definitive. Excluded from this estimate are cancer-related visits made by
individuals without a diagnosis of cancer (e.g., for cancer screening tests).



TABLE 2.2 Didtribution of Adult (age 25 and older) Ambulatory Cancer Care Visits, by Type of Cancer, Site of Visit, and

Physician Specialty, 1994-1996°

Type of Cancer”

Larynx, Femae Colon, Lymphoma,  Skin (non- Other
All Lung Breast Prostate Rectum Leukemias meanoma) Type
Sample Sze 5,609 455 1,122 698 606 705 713 1,310
Ste of Visit 100.0 100.0 100.0 100.0 100.0 100.0 100.0 100.0
Physician office-based visits 88.6 83.5 88.4 94.0 87.9 86.5 94.5 84.8
Hospital outpatient department
visits 114 16.5 11.6 6.0 12.1 135 55 15.2
Physician Office-Based Visits
All physicians 100.0 100.0 100.0 100.0 100.0 100.0 100.0 100.0
Oncology 33.8 455 45.1 9.9 51.0 729 0.3 27.3
Primary care 154 23.0 12.8 14.3 24.1 16.0 10.5 14.7
General surgery 10.4 3.0 29.9 0.7 16.3 15 59 8.0
Speciaty surgery 51 44 6.6 0.2 18 0.8 12.7 54
Dermatology 14.3 0.0 0.0 0.0 0.0 16 67.3 14.4
Urology 12.3 0.0 0.0 715 0.1 0.0 0.0 134
Other specialty 8.8 24.0 55 35 6.7 7.3 3.3 16.9
Hospital Outpatient Department
Visits'
Tota 100.0 100.0 100.0 100.0 100.0 100.0 100.0 100.0
Genera medical 81.0 731 87.0 66.6 91.3 96.0 82.2 69.8
Surgery 18.0 26.8 13.0 334 8.7 3.7 17.8 26.7
Other 1.0 0.1 0.0 0.0 0.0 0.3 0.0 35

28
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®Percentages are adjusted using sampling weights to produce national estimates.

®According to the Ninth Edition of the International Classification of Diseases (ICD-9): larynx, lung = 161, 162; female breast =
174; prostate = 185; colon, rectum = 153, 154; lymphomas, leukemias = 200-208; skin = 173; other = all other malignancies. Visit
was considered cancer related if the principal diagnosis was coded as a malignant neoplasm (ICD-9 140 to 208).

“Oncology includes medical oncology and gynecological oncology; primary care includes family practice, internal medicine, and gen-
erd practice; specialty surgery includes the following surgical specidties: colorecta, head and neck, neurosurgery, orthopedic, plas-
tic, thoracic, cardiovascular, abdominal, and vascular. Other specialty includes hematol ogy, gastroenterology, pulmonary disease,
and others. Radiologists are not included in the NAMCS sample.

“Radiology clinics are not included in the NHAMCS sample.

SOURCE: USDHHS, 19993, b.
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Nurses and social workers are also essential providers of cancer care. More than 17,000 nurses
are certified by the Oncology Nursing Society as oncology nurses (ONS, 1998). These nurses
have extensive experience with the management of cancer, including the administration of che-
motherapy, monitoring of pain and nausea, and patient counseling and education. An estimated
1,000 socia workers with specia training in oncology provide psychosocial services to people
with cancer and their families (Susan Hedlund, Association of Oncology Social Workers, personal
communication to Maria Hewitt, September 1998).

Cancer care often involves numerous practitioners across a variety of settings, physicians
offices, outpatient diagnostic centers, hospitals, nursing homes, patients homes, and hospices,
making communication and coordination of care difficult. Comprehensive and coordinated care
management refers to the ability to fully access necessary services and to have components of
care efficiently planned and integrated. Clear and ongoing communication among care providers
and among providers, patients, and family members is a prerequisite to coordinated care. Too of-
ten, adults newly diagnosed or suspected of having cancer see one doctor and then others se-
guentially, without having an overall plan of care devised at the outset by, or in consultation with
an interdisciplinary team. This can have deleterious consequences because the first treatment of-
fers the best chance for cure and because every treatment used may limit subsequent treatment
options (Moore, 1985).

Sites of Cancer Care

Although the locus of cancer care in the past has been the hospital, an increasing number
of cancer care services, from diagnostic imaging to the administration of chemotherapy, are being
shifted from the hospital to outpatient settings. According to the NAMCS and the NHAMCS,
most cancer-related adult ambulatory care is provided in physicians' offices (89 percent), with the
balance (11 percent) provided in hospital outpatient departments (Table 2.3).> Reatively few
types of cancer account for more than three-quarters (79 percent) of al adult ambulatory visits—
femae breast; skin (nonmelanoma); lymphomas and leukemias; prostate; colon and rectum; and
lung and respiratory cancers (Table 2.3). Management of cancer-related symptoms and the need
for follow-up care and pre- or postoperative checks are among the most common reasons for
adults making cancer-related ambulatory care visits (Table 2.3). Chemotherapy is administered
during about one in five adult ambulatory care visits (22 percent). As would be expected given the
age of onset of most cancers, more than one-half (56 percent) of adult ambulatory care visits are
made by the elderly, and Medicare is the principal source of payment for adult ambulatory care
visits (Table 2.3).

In 1997, nearly 1,000 hospital-based cancer care programs discharged 276 or more pa-
tients with a primary diagnosis of cancer (Comarow, 1997; Ehrlich, 1997). These hospitals range
from relatively small, community-based hospitals to large referral centers that treat cancer patients
exclusively. Available evidence suggests that cancer patients are concentrated in a few U.S. hos-
pitals. Only one in three of the 5,080 general hospitals in the United States has a cancer program

’These estimates exclude ambul atory care visits to radiologists and to hospital radiology clinics.
These providers are excluded from the NAMCS and the NHAMCS.
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approved by the American College of Surgeons Commission on Cancer (ACoS-COC) (1,500
programs), but these hospitals, most of them community hospitals, provide care for 80 percent of
newly diagnosed patients (Carol Cook, Administrative Coordinator, American College of Sur-
geons,spersonal communication to Maria Hewitt, February 1999; American Hospital Association,
1999).

TABLE 2.3 Characteristics of Adult (age 25 and older) Cancer-
Related Ambulatory Cancer Care Visits, 1994-1996

Cancer Care Visits”

Distribution
Characteristic SampleSize  (%)°
Type of cancer®
Lung, other respiratory 455 7.3
Female breast 1,122 18.4
Prostate 698 12.7
Colon, rectum 606 11.0
Lymphomas, leukemias 705 14.0
Skin (nonmelanoma) 713 15.7
All others 1,310 20.9
Age
25-44 649 9.8
45-64 1,970 339
6574 1,604 29.2
75+ 1,386 271
Site of visits
Physician office 3,075 88.6
Hospital outpatient department 2,534 114
Reason for visit®
Symptoms 1,297 26.4
Exam, tests, medication 735 12.3
Chemotherapy, other therapy 680 11.6
Follow-up, pre- or post-op check 1,158 19.2
Cancer, no specific reason provided 1,474 25.8
Other 265 4.8
Oncolytic therapy administered®
Yes 1.090 219
No 4,519 78.1
Result of referral |
Yes 1,740 28.0
No 3,869 72.0
Continued

3See Chapter 6 for a description of the ACoS-COC survey process.
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TABLE 2.3 Continued

Cancer Care Visits”

Distribution
Characteristic SampleSize  (%)°
Insurance
Medicare 2,671 49.2
Medicaid 299 2.4
Non-Medicare, private commercia 1,316 239
Non-Medicare, HMO, other prepaid 653 14.6
Self-pay or no charge 295 4.6
Other insurance 92 1.0
Unknown 283 4.2

4Visit was considered cancer related if the principal diagnosis was coded
as a malignant neoplasm (ICD-9 140 to 208). Radiologists and radiol-
ogy clinics are not included in the survey samples and ambulatory visits
to these providers are not represented.

® Percentages are adjusted using sampling weights to produce national
estimates.

‘In the Ninth Edition of the International Classification of Diseases
(ICD-9): larynx, lung = 161, 162; female breast = 174; prostate = 185;
colon, rectum = 153, 154; lymphomas, leukemias = 200-208; other = al
other malignancies.

4 Reason for visit is the most important patient complaint, symptom, or
other reason given by the patient for the visit.

© Oncolytic therapy ordered, supplied, or administered during the visit
including antineoplastics; hormonal or biological response modifiers;
antimetabolites; antibiotics, alkaloids, or enzymes, or DNA-damaging
drugs (National Drug Code Directory Drug Classes).

"Was patient referred for this visit by another physician?

SOURCE: USDHHS, 19993, b.

Each year, individuads with cancer incur 1.4 million hospitaizations (5 percent of al hospita
discharges) (Graves and Gillum, 1997). In 1994, relatively few types of cancer accounted for the ma-
jority (52 percent) of hospitaizations—lung and other respiratory cancers, lymphomas and leukemias,
and cancers of the colon and rectum, female breast, and prostate (Table 2.4). Most individuas hospi-
talized with a principal diagnosis of cancer are ederly (55 percent), and Medicare is the payer for most
hospitd care (Table 2.4). A greater share of cancer-related hospitaizations occurs in larger than in
smaler hospitds (i.e., 45 percent of cancer-rlated hospitaization are in hospitals with 300 beds or
more, and 37 percent are in hospitals with fewer than 200 beds) (Table 2.4).

With the advent of earlier hospital discharges, there has been a growing demand for serv-
ices provided in the home. About 6 percent of the 2 million individuals estimated to be receiving
home health care services each year have cancer (Jones and Strahan, 1997). Most individuals who
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die as a result of cancer spend the end of their lives in hospitals, but individuas with cancer are
more likely than those with other conditions to use hospice care. The mgority of individuals re-
siding in hospice care facilities have cancer (Jones and Strahan, 1997).

TABLE 2.4 Characteristics of Hospital Discharges with Primary Diagnosis of

Cancer, 1994
Estimate No. of Percent
Sample Cancer-Related Hospital Distribution
Characteristic Size Discharges Nationdly (s¢)®  (se)?
All cancer discharges 11,021 1,408,600 (66,300) 100.0
Type of cancer”
Lung, other respiratory 1,415 194,000 (14,800) 13.8(0.8)
Female breast 1,092 137,300 (11,900) 9.7 (0.7)
Prostate 838 110,000 (10,400) 7.8 (0.6)
Colon, rectum 1,172 142,900 (12,200) 10.1 (0.7)
Lymphomas, leukemias 1,116 152,000 (12,700) 10.8 (0.7)
All others 5,388 672,300 (35,800) 47.8 (1.2)
Age
0-24 455 53,600 (10,100) 3.8(0.2)
25-44 1,029 129,900 (8,100) 9.2 (0.4)
45-64 3,434 444,900 (27,300) 31.6 (0.5)
365 6,103 780,100 (48,900) 55.4 (0.6)
Sex
Mae 5,227 664,100 (44,800) 47.1 (0.6)
Femde 5,794 744,600 (31,100) 52.9 (0.8)
Race
White 7,382 1,012,600 (62,700) 719 (1.1)
Black 1,059 127,100 (11,500) 9.0 (0.4)
Other 642 54,600 (10,400) 3.9(0.2)
Not stated 1,938 214,300 (29,000) 15.2 (0.6)
Hospital size (No. of Beds)

6-99 896 190,800 (14,600) 13.5(0.8)
100-199 1,822 329,800 (21,100) 23.4 (1.0)
200299 2,627 254,200 (17,600) 18.0 (0.9)
300499 3,521 384,100 (23,500) 27.3(1.1)

3500 2,155 249,600 (17,400) 17.7 (0.9)

Continued
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TABLE 2.4 Continued

Estimated No. of Percent
Sample Cancer-Related Hospital Distribution

Characteristic Size Discharges Nationally (se)®  (se)®

Principal expected source of

payment
Medicare 5,352 733,500 (64,300) 52.1(0.8)
Medicaid 683 82,900 (11,400) 5.9(0.7)
Other government 117 20,100 (5,500) 1.4(0.3)
Blue Cross 1,097 119,500 (28,131) 8.5(1.9)
Other private or commercial 2,965 354,600 (49,100) 25.2 (3.0)
Self-pay or no charge 298 36,700 (8,800) 2.6 (0.6)
Other 352 38,200 (6,372) 2.7(0.3)
Not stated 157 23,100 (5,700) 1.6 (0.2

#Numbers and percentages are adjusted using sampling weights to produce national estimates.
Variance estimates were calculated using the Taylor series approximation technique taking
into account the complex design the survey (StataCorp, 1997).

® According to the Ninth Edition of the International Classification of Diseases, (ICD-9): lung,
larynx = 161, 162; female breast = 174; prostate = 185; colon, rectum = 153, 154; lympho-
mas, leukemias 200—208; other = al other malignancies. Table includes discharges for which
thefirst listed diagnosis was cancer.

SOURCE: USDHHS, 1999c.

The Intersection of Cancer Care and Research

The mgority of children with cancer (an estimated 70 percent), but only about 2 percent
of adults, receive their care through a research protocol, most often sponsored by the National
Cancer Ingtitute (NCI, 1998a). There are 35 NCIl-designated “comprehensive cancer centers’
with extensive research portfolios covering basic science, epidemiology, medicine, and public
health. Another 23 NCI-designated “basic” and “clinical” cancer centers have research programs
with a narrower focus (Figure 2.3). In addition to conducting research, NCI-designated cancer
centers also provide community outreach activities and public education (NCI, 1999).

NCI’s Cooperative Group Program conducts and promotes multi-institutional clinical tri-
as. Twelve cooperative groups involve 1,700 institutions and 6,000 investigators throughout the
United States, Canada, Europe, and Australia. Each year, approximately 20,000 new patients par-
ticipate in cooperative group clinical trails (NCI, 1999).

The Community Clinical Oncology Program (CCOP) links community cancer specialists
and primary care physicians with clinical cooperative groups and cancer centers to conduct clini-
cal trids. There are currently 48 CCOP offices in 30 states, with 330 participating hospitals at
which some 2,300 physicians enter individuals into NCl-approved clinical trials. An additional
seven minority-based CCOPs enhance the participation of minority populations in clinical trials.
Altogether, more than 4,000 patients are entered into NCI-sponsored cancer treatment clinical
trials each year through CCOPs and an additiona 4,000 participants are entered into cancer pre-
vention and control clinical trials (NCI, 1999).
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FIGURE 2-3 National Cancer Institute-designated cancer centers

FINANCIAL COSTS OF CANCER CARE

The financid costs of cancer care are substantia, both in societd terms and to individuas pay-
ing for care. This section describes estimates of nationa cancer care expenditures and, with the limited
data that are available, the distribution of costs by cancer Site or phase of care. Chapter 3 discusses fi-
nancia costs from a patient perspective and reviews potential financia barriers to access to care related
to the absence of insurance coverage or to inadequate insurance coverage for care.

In 1998, the “direct” health care cost of delivering cancer care (e.g., hospital and outpa-
tient care, nursing home care, home health care, doctors and other providers, drugs) was esti-
mated to be roughly $50 bhillion, representing about 5 percent of U.S. hedlth care expenditures
(Martin Brown, Head, Health Services and Economics Section, Applied Research Branch, Cancer
Surveillance Research Program, National Cancer Institute, personal communication, October 19,
1998; Schuette et al., 1995). Most “direct” cancer care expenditures cover hospital care (65 per-
cent) and physicians services (24 percent) (Brown and Fintor, 1995). The economic burden of
cancer is substantially higher if “indirect” costs are considered, for example, those associated with
lost earnings and reduced work productivity (Brown and Fintor, 1995).

Direct medical costs for cancer exceed those for most other chronic ilinesses. In one study
of chronic hedlth care direct costs in alarge staff-model health maintenance organization (HMO),
the annual costs for cancer exceeded by far the annual costs associated with other chronic dis-
eases such as heart disease, diabetes, depression, and multiple sclerosis. A person diagnosed with
heart disease accounted for 40 percent more in annual costs than someone without such a diagno-
gis, after controlling for age, sex, and presence of other chronic conditions. For cancer, there was
more than a ninefold increase in annual cost (Fishman et al., 1997). Factors contributing to the
high costs associated with cancer care include the specialized facilities and personnel used to de-
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liver therapy, the inherent toxicity and other risks associated with anticancer treatments, the com-
plexity of the disease and variability in patient response, and the advent of new technologies (e.g.,
radiotherapeutic equipment, new drugs, diagnostic tests) (Bailes, 1995; Lazar and Desch, 1998).

Cancer is a diverse set of conditions, so it is not surprising that the cost of cancer care
varies by the type of cancer. In one anaysis within a large staff-model HMO, the costs of initial,
continuing, and terminal care were found to vary for three cancers. colon, prostate, and breast.
The costs associated with each treatment phase varied by stage at diagnosis, patient age, and the
presence or absence of other diseases, and the patterns of variation differed for each type of can-
cer. The total costs of initial care, for example, increased with stage at diagnosis for colon and
breast cancer, but not for prostate cancer (Taplin et al., 1995).

The variation in cost by type of cancer and stage of illness is also seen in a study of Medi-
care payments. Among the Medicare population, average payments varied among cancer sites,
especidly in the initia care phase, where payments were highest for lung and colorectal cancers
and lowest for female breast cancer (Table 2.5).

Efforts to promote cancer screening among the elderly will likely increase Medicare costs.
Persons diagnosed at earlier stages incur higher total Medicare payments between diagnosis and
death than those diagnosed at later stages, reflecting their longer survival. Total Medicare pay-
ments from diagnosis to death were lowest for those with lung cancer, mainly because of short
survival times (Table 2.6).

IMPACT OF A CHANGING HEALTH CARE SYSTEM ON
CANCER CARE

Cancer is a common chronic illness whose management is costly, technology dependent,
and interdisciplinary and extends from prevention to end-of-life care. It thus illustrates the chal-
lenges posed by the increasingly complex and dynamic American health care system. This section
describes how one dominant force of change, the rise in managed health care, has affected essen-
tial aspects of health care delivery that are important to individuals with cancer. Another trend,
the tendency for employers to assume financia risk and to self-fund or insure their own health
plans, is aso described because it has limited the applicability of cancer-related, state-mandated
health benefits and consumer protections.

TABLE 2.5 Average Medicare Payments by Site and Phase of Cancer
(1990 dollars per person-year)

Femde Colon or
Lung Breast Prostate  Rectum Bladder

Lessthan 1 year surviva $19,199 $16,475 $18,698 $22,473 $21,529
Survived 1 year or more

Initial 17,518 8,913 10,235 17,505 10,717

Continuing care 4,305 3,138 3,788 3,625 4,656

Pre-final 9,985 7,633 8,542 9,056 10,036

Find 13,217 11,129 12,061 12,028 13,633

SOURCE: Riley et al., 1995.
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TABLE 2.6 Medicare Payments, Average Age at Diagnosis, and Average Y ears of
Surviva by Site of Cancer

Femae Colon or
Lung Breast Prostate Rectum Bladder

Total payments from diagnosisto  $29,184 $50,448 $48,684 $51,865 $57,629
death?

Average payments per year® $17,371 $5,333 $7,005 $8,016 $7,927
Average age a diagnosis 73.6 74.9 75.3 76.2 75.6
Average years of survival 1.68 9.46 6.95 6.47 7.27

#1990 dollars per person-year.

SOURCE: Riley et al., 1995.

Managed Care

Although the majority of Americans insured through employment-based plans, 73 percent
in 1995, are enrolled in some type of managed care plan (President’s Advisory Commission,
1998), less than one-haf of newly diagnosed cancer patients are in such a system. This decreased
exposure to managed care occurs because 60 percent of individuals newly diagnosed with cancer
are elderly and covered by Medicare, and 87 percent of Medicare beneficiaries have opted for tra-
ditiona fee-for-service (FFS) care (HCFA, 1998).

Managed care can be defined as an entity that assumes both the clinical and the financial
responsibility for the provision of health care for a defined population (Donaldson, 1998). It is,
however, difficult to distinguish one type of managed care organization from another (Box 2.2).

With the shift to managed care, health insurance products have adopted features that di-
rectly influence how care is delivered—what services are offered, who provides them, and how
they are organized (President’s Advisory Commission, 1998). The relationship between managed
care and quality is not clear, and evidence can suggest that managed care is as good as, worse
than, or better than fee-for-service care—depending on which research one turns to (Miller and
Luft, 1997). Managed care presents “both a problem and an opportunity for cancer care’ accord-
ing to the President’ s Cancer Panel (President’s Cancer Panel, 1997). On one hand, managed care
organizations (MCOs) may restrict patients access to oncology specidists, limit the use of new
therapeutic agents (e.g., closed drug formularies, off-label use of drugs), or deny coverage of care
offered as part of a clinical trial. Furthermore, physicians within MCOs may be at financial risk
and so may not fully assume the role of patient advocate. On the other hand, proponents of man-
aged care applaud the success of MCOs in curbing health care spending and suggest that managed
health care promotes preventive services, standardizes “appropriate” care by adopting clinical
practice guidelines, and often provides comprehensive disease management for those with chronic
illnesses such as cancer. For Medicare beneficiaries, more extensive coverage of outpatient drugs
and other ancillary services by HMOs than FFS plans is aso viewed as particularly beneficia for
cancer patients. The limited evidence regarding the way in which managed care has affected the
quality of cancer careisreviewed in Chapter 5.
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BOX 2.2 Defining Managed Care

Although managed care has a long history in the United States, adoption of the federal
Health Maintenance Organization Act in 1973 (as well as the term “health maintenance or-
ganization”) marked the beginning of an era of accelerating growth for the managed care in-
dustry. In the 1970s and 1980s, HMOs typically were one of four distinct types:

1. staff-model HMOs hired and supervised salaried physicians;

2. group-model HMOs contracted with a single group of physicians without directly
hiring them;

3. independent practice association (IPA) models contracted with individual physi-
cians or small groups in private practice and often arose when groups of physicians affili-
ated for the purpose of securing contracts;

4. network HMOs contracted with two or more groups and were largely centrally or-
ganized as a means of securing discounted contracts with providers.

Currently, this typology fails to describe accurately new forms of managed care.
Many new systems now have components of both IPAs and groups, and share many of
the same physician groups and intermediary organizations (e.g., IPAs). Most managed
care organizations now have multiple options or “products” from which consumers can
choose. Thus, the evolution of health care organizations has surpassed the current tax-
onomy, and even experienced observers of the health care system cannot adequately
distinguish different health plans from one another.

SOURCE: Landon et al., 1998.

A key concern of individuals with cancer is how they access cancer care specialists. In
managed care systems, access to oncology specialists is often through a “ gatekeeper,” a primary
care provider who authorizes referrals to specidists. In recent years, nearly one-third of primary
care physicians report an increase in the severity and complexity of patient conditions they care
for without referring to a speciaist (St. Peter et al., 1997). Oncologists have expressed concerns
that delays in referrals from primary care providers in managed care settings can negatively affect
the outcome of therapy (Mortensen, 1997). While there are public concerns about access to spe-
ciaists within managed care, there is little information on how managed care has affected oncol-
ogy referral patterns. Furthermore, it is not entirely clear what the respective roles of primary care
physicians and specialists should be in the provision of some aspects of care (e.g., follow-up care).
The limited available evidence on the effect of provider specidization on quality is reviewed in
Chapter 5.

Access to treatments and procedures has also changed in recent years. Utilization review
has become a standard feature of both conventional and managed care. In a 1995 national survey,
physicians said that on average, 59 percent of their patients were reviewed for length of stay, 45
percent for site of care, and 39 percent for the appropriateness of treatment. Although utilization
review is common, denias of recommended procedures or referrals to speciadists are relatively
rare. Physicians reported that only 1 percent of recommended surgical procedures and 3 percent
of referrals to specialists were ultimately denied (Remler et a., 1997).
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Most Medicare HMO enrollees report having few problems accessing care—in a 1996
survey, 6 percent said that they did not get a desired referra to a specialist. People with chronic
illnesses, disahilities, or functiona impairments were, however, more likely to report problems of
access (Gold et a., 1997). Medicare beneficiaries enrolled in HMOs are generaly satisfied with
their plans, and those whose cancer is diagnosed after they enroll are no more likely than others to
disenroll and opt for fee-for-service care (Riley et al., 1996).

When patients (or their physicians) disagree with a plan’s coverage decision, a resolution
procedure is available, but the timeliness and processes (e.g., option of external review) may vary
greatly from plan to plan. Licensed hedlth plans are subject to numerous state and federal laws,
and many also comply with standards of private accrediting bodies (e.g., National Committee for
Quality Assurance, Joint Commission on Accreditation of Healthcare Organizations) (see Box
2.3) (President’s Advisory Commission, 1998).

BOX 2.3 Selected Federal and State Regulations Regarding
Resolution of Complaints or Appeals*

Medicare

Under the Medicare fee-for-service system, fiscal intermediaries and carriers must
provide a two-step internal review and notification of their final decision before a benefici-
ary is entitled to seek reconsideration from the Social Security Administration (SSA) and
the Health Care Financing Administration (HCFA). HMOs that participate in Medicare are
required to provide meaningful internal procedures for resolving complaints about the
guality of care, untimely provision of care, or improper demeanor of health care person-
nel. HMO decisions to deny coverage for certain treatments, referral outside a plan, or
reimbursement for emergency or out-of-area care are subject to an external review and
administrative appeal.

HCFA has contracted with a private organization, the Center for Health Dispute Resolu-
tion, to perform these reconsiderations. After external review, a Medicare beneficiary dis-
satisfied with the results of the review has a right to SSA review.

Medicaid

The federal Medicaid statute requires state agencies to provide beneficiaries with a
fair hearing and an administrative appeal when their eligibility or requests for services are
denied or not acted upon within reasonable time. These determinations can be chal-
lenged in state court under state administrative procedure acts or in federal court. In ad-
dition, HMOs that contract to serve Medicaid beneficiaries must establish an internal
complaint procedure that will resolve disputes promptly. These internal procedures are
subject to review and approval by the state.

*A “complaint” is any expression of dissatisfaction to a health plan, provider, or facility by
a consumer made orally or in writing, for example, concerning waiting times, the de-
meanor of health care personnel, respect paid to consumers, or provision of services. An
“appeal” is a consumer’s request for a health plan, facility, provider, or other body to
change an initial decision.

Continued
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BOX 2.3 Continued
ERISA Plans

All employers offering health benefits to their employees through managed care or-
ganizations or traditional indemnity insurers must comply with requirements of the Em-
ployee Retirement Income Security Act (ERISA). ERISA requires private employer-
provided health benefit plans to disclose certain information to plan participants, to report
information to the federal government, and to pay benefits that are promised under the
plans. ERISA regulations generally require employer health plans to approve or deny
claims within 90 days and to approve or deny an appeal of claims denials within 60 days.
Although ERISA health plans are required to establish and disclose complaint and ap-
peals procedures to participants, and to notify participants of claims denials, the plans are
not required to provide a particular complaint procedure.

State-Licensed Insurance Products

Some state insurance regulations require health insurers doing business in the
state to provide certain complaint procedures to enrollees. In addition, all 50 states have
laws licensing or governing HMOs doing business in the state, which are separate from
their laws regulating indemnity insurance products. Many states’ laws are based on the
model HMO law drafted by the National Association of Insurance Commissioners, which
requires HMOs to establish complaint procedures approved by the state’s insurance
commissioner.

An estimated 30 states have some specified complaint procedures that HMOs must
follow, and at least seven states now require an expedited appeal for denials of urgently
needed care.

SOURCE: President’s Advisory Commission, 1998.

Changes in the way physcians are paid have dtered the financid incentives of clinica practice.
Whereas providers under fee-for-service generdly have financid incentives to provide more care, man-
aged care plans have atempted to shift the incentive system toward the use of performance indicators.
Common measures used by haf or more HMOs with such physician incentive systems include utiliza-
tion and cogt, quality of care (e.g., adherence to practice guiddines), patient complaints, and the results
of consumer surveys. Usudly, these performance-based bonuses or “withholds’ represent asmdl share
of a phydcian’s total income. Managed care organizations still tend to pay individua specidists on a
fee-for-service bass, but elements of risk are being introduced. Some plans are capitating (i.e., paying a
flat fee per patient covered) or competitively bidding for specific specidty services such as menta
hedlth, radiology, podiatry, and cardiology (InterStudy, 1997). Some managed care organizations offer
cancer care as a“carve-out” through a network of cancer care providers (e.g., Vaue Oncology Serv-
ices) (Bdl, 1997). In these arrangements, an employer removes coverage for cancer care from the
regular hedlth benefits plans and arranges for coverage through a contract with a separate set of spe-
cidized providers.

Cancer care is often resource intensive, and some managed care companies are hiring dis-
ease management specialists to track costs and manage patient care (Bennett, 1997; Piro and
Doctor, 1998). Disease management systems can reduce costs and improve care if they coordi-
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nate care and reduce unnecessary visits or redundant diagnostic tests or if they manage pain and
other symptoms better, thereby reducing the use of emergency rooms. Disease management can
contribute to greater patient satisfaction if coordination of care and provider communication im-
prove.

Several versions of a patient’s Bill of Rights were considered during the 105th Congress,
but no federal legidation was passed (Medical Payment Advisory Commission, 1998). A range of
protections that are particularly relevant to people with cancer in managed care plans were con-
sidered, including guaranteed access to health care specialists, continuity of care if a health pro-
vider is dropped in the middle of treatment, reimbursement for care while participating in clinical
trials, and access to a meaningful internal and external appeals process for consumers to resolve
their differences with their health plans and health care providers.

Self-Funded Health Insurance Plans

Nearly one-half of insured workers in 1995 were employed by organizations that self-fund
their health insurance plans (Jensen, 1997). Many states have mandated the coverage of certain
health benefits and consumer protections, but self-funded plans are regulated under the federal
Employee Retirement Income Security Act of 1974 (ERISA) and are not subject to these man-
dates. Several state laws affect cancer care (Box 2.4). Rhode Island, Georgia, and Maryland, for
example, require insurers to pay for new investigational cancer therapies provided as part of a
qualified clinical trial, and at least 17 states prohibit insurers from excluding coverage for the off-
label use of prescription drugs to treat cancer (e.g., use of a drug approved by the U.S. Food and
Drug Administration [FDA] for one type cancer or other condition to treat another type of cancer
for which the drug has not yet been FDA approved) (NCI, 1998b). States can affect the care pro-
vided under ERISA plans by mandating what providers licensed in the state must do (e.g., re-
quiring physicians to give patients with breast cancer information about treatment options) (Mur-
phy et a., 1997).

KEY FINDINGS

A single national system or program to ensure access to comprehensive, coordinated care
for cancer does not exist. This Situation is not unigque to cancer, and in fact, pluralism, dynamism,
and diversity are halmarks of the U.S. hedlth care industry (President’s Advisory Commission,
1998). The ad hoc and fragmented nature of the existing “system,” however, is especialy prob-
lematic for individuals with cancer because of the complex nature of cancer care.

The trgjectory of cancer care services—from early detection to treatment, follow-up, and
palliative care—can span decades, occur in a variety of settings, involve numerous providers from
different medical disciplines, and incorporate an ever-changing set of treatment modalities. The
course of care through this trgjectory varies widely by type of cancer (of which there are more
than 100) and stage of disease. In addition to being highly complex, cancer is one of the most ex-
pensive conditions to treat, consuming about one out of every twenty health care dollars spent in
the United States.
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BOX 2.4 State Laws Mandating Cancer Care Benefit Coverage

Screening

At least 15 states have enacted laws requiring coverage for prostate cancer
screening, applying primarily to people over age 50 or over 40 for high-risk individuals.
Most state laws require coverage of the prostate specific antigen (PSA) test, and slightly
more than half of the laws require coverage of digital rectal examination. The laws apply
mostly to private insurers and specialized managed care providers (Alaska, Colorado,
Delaware, Georgia, lllinois, Louisiana, Maine, Maryland, Minnesota, New Jersey, North
Carolina, North Dakota, South Carolina, Texas, Virginia).

Twenty-two states have enacted laws requiring coverage for cervical cancer
screening. In most cases, the law calls for coverage of an examination annually or as
recommended by a physician. The laws apply primarily to private insurers and specialized
managed care providers, with only a few states mandating this of public employee health
plans and Medicaid or state medical assistance programs (Alaska, California, Delaware,
District of Columbia, Georgia, lllinois, Kansas, Louisiana, Maine, Massachusetts, Minne-
sota, Nevada, New Jersey, New Mexico, New York, North Carolina, Ohio, Oregon, Rhode
Island, South Carolina, Virginia, West Virginia).

All 50 states have enacted laws requiring third-party payers to offer or provide
coverage for mammograms. For most states there is required coverage for annual exams
for women over 50.

Treatment

At least 16 states have enacted laws requiring physicians to distribute informa-
tion to patients about breast cancer treatment (California, Florida, Georgia, lllinois, Kan-
sas, Kentucky, Massachusetts, Maryland, Maine, Michigan, Minnesota, Montana, New
Jersey, New York, Pennsylvania, Texas). For most states, this includes information about
the specific treatment (e.g., surgery, radiation) and information about reconstructive sur-
gery and mammography.

Several states have also enacted regulations requiring third-party payers to pro-
vide a specified amount of inpatient care following a mastectomy, lumpectomy, or lymph
node dissection. For mastectomy the minimum length of stay ranges from 24 hours (Vir-
ginia) to 72 hours (New Jersey) following modified radical mastectomy. Most other states
that have such laws require coverage for a 48-hour stay or as directed by the physician
(Arkansas, Connecticut, Florida, Illinois, Kentucky, Maine, Montana, New Mexico, New
York, North Carolina, Oklahoma, Pennsylvania, Rhode Island, South Carolina, Texas).

A number of states have laws requiring third-party payers, particularly private in-
surers and private managed care providers, to cover reconstructive surgery and/or pros-
thetic devices following mastectomy (Arizona, Arkansas, California, Connecticut, Florida,
lllinois, Indiana, Kentucky, Louisiana, Maine, Maryland, Michigan, Missouri, Montana, Ne-
vada, New Hampshire, New Jersey, New York, North Carolina, Oklahoma, Pennsylvania,
Rhode Island, South Carolina, Tennessee, Texas, Virginia, Washington, West Virginia).

Continued
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BOX 2.4 Continued
Clinical Trial Reimbursement
Three states (Georgia, Maryland, and Rhode Island) have laws requiring insur-

ance reimbursement for cancer treatment provided as part of a clinical trial, but not all
studies are applicable.

Protections for the Indigent

The Maryland legislature has passed a law requiring screening and treatment
for needy women without access to care.

SOURCE: NCI, 1998b.

Over the past few decades, managed care has grown to become the dominant organizing and
financing mechanism for U.S. hedlth care, changing dramaticaly the way in which hedlth care services
are dlivered. Individuas with cancer are less likely to be covered by managed care plans because they
are ederly and tend to have Medicare's traditiond fee-for-service coverage. Nevertheless, many as-
pects of cancer care—for example, access to specidists, coverage for drugs and ancillary services, and
use of practice guiddines—differ in managed care compared to fee-for-service care. In response to
market forces, managed care organizations have consolidated, diversified, and become quite heteroge-
neous, making it difficult to generdize about their impact on cancer care. States, in some instances,
have tried to counter the effects of managed care by mandating certain benefits or consumer protec-
tions. These mandates, however, do not apply to many Americans whose hedlth plans are sdf-funded
by an employer and therefore exempt from State regulation.
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Ensuring Access to Cancer Care

The link between poor access to care and poor health outcomes is well established
(Hoffman, 1998; IOM, 1994), but the reasons for inadequate access are not well understood.
Some of the connections are intuitive and obvious: women without health insurance have breast
cancer detected at later stages and have poorer surviva rates than women with insurance (Ay-
anian et al., 1993). One in seven Americans lacks health insurance, which creates a general barrier
to getting medical care of any kind. Some other barriers to receiving appropriate medical care are
less obvious. Nonfinancial barriers that may prevent people from “getting to the door” of a health
care provider include geography, language, fear and distrust of health care providers, and difficul-
ties getting through appointment or “gatekeeper” systems. Once “in the door,” other barriers to
access may surface when attempting to navigate the system: for example, getting from a primary
care provider to a specidist. Within the system, providers may lack current information on treat-
ment, have difficulty communicating with patients, or have insufficient staff to coordinate care and
provide all the services patients need. The cancer care system is complex; consequently, various
barriers that serve to limit access may surface during each phase of care.

Access, as defined by the Institute of Medicine (IOM, 1994), is the timely use of per-
sonal health services to achieve the best possible health outcomes. This definition of access
incorporates both the use of health services and the quality of such services to assess the degree
of access that has been achieved. The test of equity of access involves first determining whether
there are systematic differences in use and outcomes among groups in U.S. society and, if there
are, the reasons for these differences (IOM, 1994).

This report brings together the best evidence from the published literature about the barri-
ers to health care for cancer patients and the roots of these barriers. The body of available litera-
ture clearly documents differences in access to particular phases of care for particular cancers, at
specific points in time and place. In no case, however, does it provide an overall picture of access
to cancer care across society in the late 1990s, and in some cases conflicting evidence is presented
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on the same topic. Some discrepancies may be due to different research methods, but many of
them probably reflect the actual situation—that access has varied across time and place and that
the variation has multidimensional causes and effects. Nonetheless, the material presented here is
a useful guide to general patterns of differential access and to some of the interventions that have
been successful in improving access.

EVIDENCE OF ACCESS PROBLEMS

Individuals who are poor, have low educational attainment, or are members of racial or
ethnic minority groups tend to have poorer cancer outcomes than members of other groups. This
is supported by findings from the literature relating to different aspects of cancer care:

» Surviva from cancer is associated with socia class (characterized by income and edu-
cation): lower socia classes tend to have poorer survival (Gordon et a., 1992; Greenwald et al.,
1996; Kogevinas and Porta, 1997; Savage et al., 1984).

e Overdl cancer mortality is higher in the lower socia classes, even after risk factors
such as smoking are taken into account (Lantz et al., 1998).

» Death rates among African-American hospital patients with colorectal cancer are
higher than rates for white patients, even when differences in patient characteristics, insurance
status, clinical factors, and providers are accounted for (Ball and Elixhauser, 1996; Cooper €t a.,
1996).

* Hispanic cancer patients have lower colorectal survival rates than non-Hispanics
(Goodwin et a., 1996).

* Fiveyear surviva rates for Native American compared to white, non-Hispanic indi-
viduals, ascertained in 1978-1981, were substantialy lower for colorectal cancer (37 versus 51
percent), lung and bronchial cancer (5 versus 12 percent), and female breast cancer (53 versus 75
percent) (Miller 1996).

» Individuals with cancer who are elderly, women, and members of racial/ethnic minority
groups are more likely to have poor pain relief than others (Bernabei et al., 1998; Cleeland et al.,
1994, 1997).

Why Do These Differences Exist?

Some of the factors that have been investigated as possibly affecting access to optimal
cancer care are

» health insurance coverage and type of coverage;

» cost, including health insurance and out-of-pocket costs,

» atributes of the health care delivery system (e.g., geographic distribution of cancer
care facilities, lack of service coordination);

e attributes of individuals (e.g., lack of knowledge or misperceptions about cancer pre-
vention and treatment, linguistic or cultural attributes); and

» atributes of health care providers (e.g., lack of knowledge about cancer prevention
and treatment, communication styles).
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These factors and others may come into play in different ways at one or more of the steps
along the path from cancer detection and treatment to care at the end of life, and al can poten-
tially contribute to differences in outcomes. In this chapter, the role of financial barriers in the
context of cancer care is reviewed, in particular, problems related to health insurance coverage
and out-of-pocket costs. Then the literature exploring the sources of the mortality differentials
among sociodemographic groups is summarized by the following phases of care (For a more in-
depth review of this literature and a conceptual framework regarding issues of access to cancer
care, see the NCPB commissioned paper by Mandelblatt and colleagues [Mandelblatt et al., 1998,
available on line at: www.nas.edu/cancerbd], upon which this review is based):

* Phase 1: Early detection,

* Phase 2: Evaluation of abnormal screening results,

e Phase 3. Cancer treatment,

e Phase 4. Posttreatment surveillance and recurrence care, and
» Phase5: End-of-life care.

Financial Barriers to Access to Cancer Care

Health Insurance and Type of Coverage

Individuals with cancer are very likely to be insured, because the large mgority is over age
65 and covered by Medicare. Nevertheless, of the 1.3 million new cases of cancer diagnosed in
1997, an estimated 86,000 individuals, or 7 percent, would be expected to be uninsured (estimate
based on age-specific cancer incidence rates and the age distribution of the uninsured). Nationally,
16 percent of the population was uninsured in 1997 (U.S. Bureau of the Census, 1998). In addi-
tion, many individuas with hedth insurance experience lapses in coverage (an estimated 12 mil-
lion in 1992).

The diagnosis of cancer can, in itself, lead to a loss of health insurance coverage or to
higher insurance premiums. In 1992, 7 percent of cancer survivors who were insured prior to their
diagnosis reported that their heath insurance changed following their cancer diagnosis (e.g., 5
percent said that their insurance costs increased) (Hewitt, 1998). Congress tried to remedy this
problem in 1996, enacting the Health Insurance Portability and Accountability Act (Kennedy—
Kassebaum Act) to improve the portability and continuity of health insurance coverage in private
insurance markets and among employer-sponsored group health plans. The act limits the ability of
insurers to deny or discontinue coverage because of preexisting conditions such as cancer. The
increased cost of premiums for portable insurance products and difficulties in implementing the
law, however, have limited the value of these new protections for consumers (U.S. General Ac-
counting Office, 1997).

If individuals are uninsured, medical expenses related to cancer may force them to “spend
down” to become €eligible for Medicaid—that is, to deplete their assets until they meet eligibility
criteria. Alternatively, individuals who are disabled by cancer for a period of two years may be-
come eligible for Medicaid coverage through the Supplemental Security Income (SSI) program.
Some hospitals are obligated to provide some charity care to the uninsured (i.e., under the Hill-
Burton Act of 1946); some state and federal programs provide free cancer screening and some-
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times treatment for the uninsured (e.g., the Centers for Disease Control and Prevention [CDC]
Nationa Breast and Cervica Cancer Early Detection Program; the Maryland state program that
pays for treatment for uninsured women with breast cancer); at least 50 pharmaceutical compa-
nies have patient assistance programs to help defray the costs of expensive chemotherapy drugs
for those who are poor and uninsured (or underinsured);* and some charitable organizations pro-
vide free services or financia assistance to individuals with cancer. These programs and services
cannot substitute for adequate insurance coverage for cancer treatment, but they can ease the fi-
nancia burden for those who receive them.

» The American Cancer Society has a volunteer-based program called Road to Recovery
that provides transportation for cancer patients to and from medical appointments and treatments
(Anne Marie Oria, Texas American Cancer Society, personal communication to Elizabeth Kidd,
October 1998).

» Cancer Care, a nonprofit, voluntary agency serving primarily the New York City area
provides, on a limited basis, financial assistance for treatment-related expenses (e.g., transporta-
tion, child care, home care, pain medication) (Sherry Fremont, persona communication to Eliza-
beth Kidd, October 1998).

e St Jude Children’s Research Hospital provides free medical care, transportation, and
other supportive services for children with cancer and other conditions (Jerry Chipman, persona
communication to Elizabeth Kidd, September 1998).

» The Organ Transplant Fund provides health care support services, financial assistance,
and advocacy programs to transplant candidates and their families (Organ Transplant Fund,
1998).

At least 27 states sell comprehensive health insurance to state residents with serious medi-
cal conditions who cannot find a company to insure them or who cannot afford the high cost of
coverage. The insurance provided through these so-called state risk pools (also known as Guar-
anteed Access Programs) generally costs more than regular insurance, and in some states, there
are waiting periods for coverage of preexisting conditions and lifetime caps on benefits (e.g.,
sometimes as low as $250,000) (Matt Hayes, Patient Advocate Foundation, personal communica-
tion to Elizabeth Kidd, September 1998).

'Bristol-M yers Squibb Company, for example, provides financia assistance to pay for the near 25
chemotherapy drugs that it makes. One of its products, Vepesid, (etoposide, ora), could cost an uninsured
(or underinsured) cancer patient more than $1,000 per month. This program approved more than 5,000
applications from January through September 1998 (individuals must reapply for assistance every six
months) (Betsey Grasser, personal communication to Elizabeth Kidd, October 1998). The Bristol-Myers
Squibb program and those of other pharmaceutical companies have stringent eligibility requirements based
on income and insurance status.
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Cost, Including Health Insurance and Out-of-Pocket Costs

Health insurance coverage may not adequately protect individuals from the high costs as-
sociated with cancer treatment. Some policies have high deductibles (e.g., catastrophic policies
typicaly contain a deductible of $15,000 or more), and copayments or coinsurance over the
course of cancer treatment can be substantial (HIAA, 1998). Furthermore, many insurers, includ-
ing Medicare, do not cover al of the drugs and treatments used by cancer patients (see discussion
of prescription drug coverage below).

Relatively few studies specific to cancer exist regarding the magnitude of the financia
burden associated with out-of-pocket costs, but available evidence suggests that it is substantial.
In a study conducted in 1986, Medicare was found to cover an estimated 83 percent of typical
total charges for lung cancer and 65 percent of typical charges for breast cancer (Sofaer et al.,
1990). For these two cancers, investigators assessed the extent to which supplemental Medigap
plans reduced out-of-pocket costs and found that plans varied widely in the financial protection
offered. Out-of-pocket expenses ranged from less than $100 under some health maintenance or-
ganization (HMO) plans to nearly $4,000 under some private Medigap plans (1986 dollars) (So-
faer et al., 1990). Unlike the great majority of employer-provided insurance plans, Medicare does
not cap beneficiaries’ total payments for cost sharing (AARP, 1997). Medicare HMOs typically
have lower cost sharing than the traditional Medicare program and may offer additional benefits,
such as outpatient prescription drug coverage (AARP, 1997).

Prescription Drug Coverage. Insurance policies often lack comprehensive coverage for prescrip-
tion drugs, a benefit needed by most individuals with cancer. Medicare, for example, does not
cover the costs of most outpatient prescription drugs, which can include pain medications and
other drugs to treat the effects of cancer and its treatment. Many Medicare beneficiaries are sub-
ject to these costs because only one-third of them have insurance policies that cover prescription
drugs (e.g., Medicaid, employer-provided, or privately purchased policies) (Gluck, 1999). Most
chemotherapy is administered in outpatient settings and is covered by Medicare. Even when in-
surance does offer prescription drug coverage, out-of-pocket expenses can be high because of
limits to coverage.” An estimated 7 percent of the elderly with chronic illnesses spend at least 10
percent of their household income on prescription drugs (Rogowski et al., 1997).

REVIEW OF THE LITERATURE, BY PHASE OF CARE

Phase 1. Early Detection

Early detection tests for breast, cervical, and colorectal cancers are effective in reducing
mortality. For women age 50 to 69, for example, mammography screening reduces the death rate
from breast cancer by about one-third (USDHHS, 1991). Although effective, these tests are un-
derutilized, for example,

ZAvailable Medigap policies, for example, vary in their coverage of outpatient prescriptions. For
some plans, the patient pays 50 percent per prescription. Others have an annual deductible (e.g., $250) and
then cover up to $1,250 or $3,000 of the cost of prescription drugs.
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» 56 percent of women age 50 and older in 1994 had had a mammogram to detect breast
cancer within the past 2 years,

e 77 percent of women age 18 and older in 1994 had had a Pap smear to detect cervical
cancer within the past 3 years,

e 30 percent of people age 50 and older in 1992 had had a fecal occult blood test
(FOBT) to detect colorectal cancer within the past 2 years, and

» 33 percent of people age 50 and older in 1992 had ever had a proctosigmoidoscopy to
detect colorectal cancer (NCHS, 1997).

For those cancers for which effective screening tests exist, diagnosis at advanced stages
among those eligible for screening suggests that tests are underused. Overall, 6 percent of breast
cancers, 8 percent of cervical cancers, and 21 percent of colorectal cancers are diagnosed late
(i.e., advanced) (Ries et a., 1997), but late stage at diagnosis is more common among some Soci-
odemographic groups than others:

» People living in areas with high rates of poverty and unemployment are more likely to
have their colorectal cancer diagnosed at a late stage than those living in other areas (Mandelblatt
et a., 1996).

* Women living in poorer neighborhoods are more likely than women living in wealthier
areas to have invasive, rather than localized, cervical cancer at diagnosis (Breen and Figueroa,
1996).

» African-American and other minority group members diagnosed with cancer are more
likely to be diagnosed at advanced stages of disease than are whites (Farley and Flannery, 1989;
Mandelblatt et al., 1991, 1996; Wells et a., 1992). For cervical cancer, this racial gap has in-
creased over time despite greater use of Pap tests among African-American, compared to white
women (Mitchell and McCormack, 1997).

» African-American and Hispanic women are more likely to have breast cancer diag-
nosed at late stages than white women, when setting of care, income, and education are controlled
for (Mandelblatt et al., 1991).

«  Women are more likely than men to have late-stage colorectal cancer at diagnosis
(Mandelblatt et al., 1996).

Financial Barriers to Cancer Screening

Lack of heath insurance is clearly linked to lower rates of cancer screening (Ayanian,
1993; Hedegaard et a., 1996; Katz and Hofer, 1994; Mickey et a., 1997) and to diagnosis at
more advanced stages of disease (Figure 3.1). However, even in countries where health care cov-
erage is universal, screening rates are not uniformly high. In Canada, for example, individuals with
high compared to low household incomes are more likely to be screened for cancer (Katz and
Hofer, 1994). Conversely, despite not having health insurance, 40 to 50 percent of uninsured
women in the United States report that they have been screened for cervical and breast cancer
(Hoffman, 1998).
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Insurance policies vary in the extent of coverage they offer for cancer screening. People
covered by plans with no or low levels of cost sharing are more likely to be screened for cancer
than those in plans with higher out-of-pocket costs (Lurie et al., 1987). Among Medicare benefi-
ciaries, those with private supplemental insurance are more likely to be screened for cancer than
beneficiaries with Medicare supplemented by Medicaid or with Medicare alone (Blustein, 1995;
Potosky et al., 1998). Cancer screening tests were a covered benefit for Medicare beneficiaries,
but until 1998 a copayment was required for these tests.

Health Care Delivery and Cancer Screening

The way hedlth care is delivered aso affects the use of cancer screening tests. Individuals
covered by managed care plans have higher rates of cancer screening than those covered by fee-
for-service plans (Burack and Gimotty, 1997; Potosky et al., 1998). Thisis true also of Medicare
beneficiaries in HMOs, whose cancer screening rates are the highest of the elderly population
(Potosky et al., 1998).

Even for those with insurance, screening tests may be inaccessible because there are no fa
cilities within a reasonable distance. Perhaps for this reason, residents of rura areas use cancer
screening tests less often than their urban counterparts (Hayward et al., 1988b; Katz and Hofer,
1994). Some specific findings include the following:

* Women living in areas with no or few mammogram facilities are less likely to have
mammograms than those living in areas with more facilities (Mandel blatt, 1995).
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* Women living in areas with primary care shortages are less likely to have regular
mammograms than women living elsewhere (Phillips et al, 1998).

Role of Patient Beliefs, Knowledge, and Racial or
Socioeconomic Characteristics in Screening

A lack of awareness of the benefits of cancer screening can pose as significant a barrier as
lack of insurance or distance from screening facilities. Many individuals know little about cancer,
and do not know that it can be successfully treated or when and why screening tests are useful
(Grady et d., 1992; Myerset al., 1991). Low level of education (which usually occurs in conjunc-
tion with low household income) is associated with lower cancer screening (and rescreening) use
(Lannin et a., 1998; Mickey, 1997; Rutledge et a., 1988).

Concerns about inconvenience, discomfort, trouble, embarrassment, fear of radiation, and
pain involved in screening are among the reasons people forgo cancer screening tests (Daviset dl.,
1996; Glanz et d., 1996; Myers et a., 1991; Stein et a., 1990). Other attitudes—fatalism, a feel-
ing that one's health cannot be affected by traditional medicine, and religious or cultural beliefs—
may aso preclude cancer screening (Kagawa-Singer, 1997; Lannin et al., 1998; Mo, 1992).

In one breast cancer study, culturaly based attitudes and beliefs were more predictive of
advanced stage at diagnosis (suggesting low screening rates) than were social class and race
(Lannin et al., 1998). In this study, African-American women had three times the odds of white
women (i.e., an “odds ratio” of 3) of being diagnosed with late-stage disease (Stages I11 and V).
When socid class was taken into account in the analysis, the odds ratio decreased to 1.8. When
measures of cultural beliefs (e.g., the devil can cause you to get cancer, air causes cancer) were
also controlled for in the analysis, African-American women no longer had increased odds of late-
stage disease.

Use of mammography appears to account for much of the variation of stage at diagnosis
of breast cancer that can be attributed to race (Breen and Figueroa, 1996; Mandelblatt et al.,
1995). Studies have found the following:

» There were no differences in stage at diagnosis among women who were regular
mammography users according to comparisons of mammography histories of elderly African-
American and white women. However, among women who had not participated in screening
mammography, the odds of being diagnosed with late-stage breast cancer were 2.5 times greater
for African-American than for white women (McCarthy et a., 1998).

*  Women who receive medical care through the Department of Defense, and who
should therefore al have the same access to care, demonstrate no difference in stage among Cau-
casian, African-American, and Hispanic women diagnosed with breast cancer (Zaloznik, 1995,
1997).

* Among elderly women, African-Americans as compared to whites use mammography
less often. More frequent use of mammography is associated with more visits to a primary care
physician in both groups, but the deficit for African-American women persists at each income
level, even after primary care use is considered. Primary care visits are less likely to “boost”
mammography use for African-American women than for white women (Burns et a., 1996).
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Some evidence suggests that certain racial and ethnic groups that appear to have adequate
access to care are not getting appropriate screening services. In one study, women living in Ap-
palachia and Hispanic women living in urban Texas had relatively low cancer screening rates de-
spite having access to care (NCI, 1995b). Hispanics and some Asian groups (e.g., Chinese, Viet-
namese) tend to have lower screening rates than whites or African Americans, which may be
attributable, at least in part, to language and cultura barriers on the part of patients and providers
(Hiatt and Pasik, 1996). Studies have found that

* physicians discussed mammography less often with Hispanic than with non-Hispanic
patients (Fox and Stein, 1991),

» African-American women enrolled in managed care plans were less likely than white
women to have had a doctor advise them to get a mammogram. Nevertheless, African-American
and white women had similar self-report mammography use (Glanz et a., 1996); and

» African-American patients were less likely to report receiving advice about cancer
screening or receiving screening tests than white patients seeing the same physicians (Gemson et
al., 1988).

The older people are, the less likely they are to be screened for breast and cervical cancers
(Fox et al., 1994; Hedegaard et a., 1996; NCHS, 1997; NCI, 1995). The elderly may hold beliefs
that inhibit testing, but they are likely to comply with physicians' recommendations to be screened
(Fox et d., 1994; Mandelblatt et a., 1991). Some physicians may also mistakenly believe that
routine cancer screening is unimportant in elderly patients (Weisman et al., 1989).

Many people who are screened for cancer once do not have the tests repeated at recom-
mended intervals. Rates of adherence to regular or “interval” screening are significantly lower
than for the initial screening procedure (Burack and Gimotty, 1997; De Waard et al., 1984). Ad-
herence to lifetime cancer screening is measured as the number of cancer screens received per
number recommended. For example, if five screens were recommended for a 55-year-old woman
and she had received only four of the five, she would be considered 80 percent adherent. The ef-
fect of age on adherence to interval screening appears to vary by cancer type, with higher screen-
ing rates observed for the elderly with colorectal cancer (Brown et a., 1990; Mandelblatt et d.,
1996), but lower rates for cervical cancer (De Waard et al., 1984; Fink et al., 1972; Mandelblatt
et a., 1998). One study indicates that adherence to lifetime breast cancer screening is higher
among women who are younger, are members of a higher social class, and have access to care,
especialy membership in an HMO (the study compared women of smilar age, race, education,
and income) (Philips et al., 1998).

Role of the Physician in Cancer Screening Access

With or without insurance, lacking a regular source of care also leads to lower rates of
cancer screening (Bindman et a., 1996; Fox et al., 1994; Gordon et al., 1998; Zapka, 1994;
Zapkaet a., 1992). In one study, women who did not have a regular doctor were 3.5 times more
likely to be diagnosed with |ate-stage breast cancer than women who had seen their regular doctor
within the past year (Lannin et al., 1998). In a study of multiethnic black and Hispanic women in
New York, breast and cervical cancer screening rates increased when women had a usual source
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of care and when they had aregular clinician at their usua source (O'Malley et d., 1997). One of
the strongest predictors of whether a person will be screened for cancer is whether the physician
recommends testing (Fox and Stein, 1991; Grady et a., 1992; Mickey et al., 1997; Zapka et d.,
1991). Overdll, physicians order fewer cancer screening tests than are recommended in preventive
health care guidelines (Fox et al., 1988; Schwartz et al., 1991). Some researchers have looked
into the reasons physicians may not recommend screening tests and have found the following:

» Physicians are generally aware of guidelines, but they may not perceive screening tests
to be beneficia in the absence of symptoms (Schapira et a., 1993).

»  Screening recommendations change, and some providers may not keep up with current
standards, whereas others may be confused by conflicting guidelines.

e Many individuals seek hedth care only when they have an acute illness and providers
may miss opportunities to provide screening if they focus only on the presenting illness.

* A lack of reimbursement for counseling about screening, time pressures, and hedth
system infrastructure limitations (e.g., alack of tracking or reminder systems) may aso contribute
to providers’ underuse of cancer screening tests.

Screening practices aso vary by physician specialty. Obstetrician—gynecologists are more
likely than family practitioners to order cancer screening tests for women. Internists generally rec-
ommend screening at lower rates than other primary care providers, and subspecialists providing
primary care tend to screen at the same, or lower rates than primary care providers (Albanes et
al., 1988; Bassett, 1985; Bergner et a., 1990; Mann et a., 1987; Schwartz et al., 1991; Weinber-
ger et a., 1991, Weisman et al., 1989; Zapka et al., 1992). Some studies suggest that women
cared for by female physicians are more likely to be screened for cancer than women cared for by
male physicians (Lurie et a., 1997).

The manner in which screening is presented by health care providers can affect whether a
person actually has the test. A higher level of enthusiasm for the recommendation can influence
the likelihood of screening (Mickey et a., 1997). Women who say that they participated in the
initial decision to be screened for breast cancer were also more likely to adhere to the recom-
mended follow-up mammography regimen than those who felt the doctor had made the decision
for them (Phillips et al., 1998).

Interventions to Improve Screening Rates

A number of interventions have been demonstrated to increase cancer screening rates.
Telephone and mailed reminders from providers, multimedia educationa interventions, financial
incentives, and peer counseling can al increase women's use of mammography (Clementz et d.,
1990; Davis et d., 1997; Irwig et al., 1990; Janz et a., 1997; Kendall, 1993; Kiefe et al., 1994,
King et al., 1994; Landis et al., 1992; Lantz et a., 1995; Mickey et al., 1997; Mohler, 1995; Ta-
plin et a., 1994). Among women aready screened for cancer, reminders to return for screening
increase interval testing (Mayer et a., 1994; Schapira et a., 1992). Providing genera information
about cancer screening alone to those who are éligible, however, has not been effective in in-
creasing test use (Champion, 1994b; Nattinger et al., 1989; Skinner et a., 1994).
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Interventions aimed at providers can aso improve screening use. Physician reminder sys-
tems, chart audit with feedback, and physician education about appropriate screening practices
contribute to higher screening test use (Becker et al., 1989; Burack et al., 1997; Chambers et d.,
1989; Cheney and Ramsdell, 1987; Cowan et al., 1992; Landis et a., 1992; McPhee et al., 1989,
1991; Nattinger et al., 1989; Ornstein et a., 1991; Tierney et al., 1986; Yarnal et a., 1993).
However, in one study, written feedback and financial incentives were ineffective in improving
physician compliance to cancer screening guidelines in primary care sites serving women age 50
and older cared for inaMedicaidd HMO (Hillman et al., 1998).

Phase 2: Evaluation of Abnormal Screening Results

Follow-Up of Abnormal Results

Screening tests aone do not provide a diagnosis of cancer; this can be made only with
further testing. In fact, most people with abnormal results from a single cancer screening test will
not be found to have cancer, so definitive testing is essential if the benefits of screening are to be
realized (Mandelblatt et al., 1997). Nonetheless, many individuals fail to receive timely, or any,
follow-up of an abnormal screening test, with large variations in the rates of nonresolution across
settings and populations. Different studies have reported that 2099 percent of women who have
abnormal mammograms receive appropriate diagnostic follow-up (Kerlikewske, 1996; Manelblatt
et al., 1993b), and 20—74 percent of women with abnormal Pap smears receive appropriate fol-
low-up (Lacey et a., 1993; Marcus et a., 1992; Mandelblatt et al., 1997; Michielutte et al.,
1985).

In one study of the reasons for delays between the time of the initial medical consultation
and the establishment of a diagnosis among women with breast cancer, providers and the health
care systems were found to be responsible for 45 percent of cases with significant delays. Delays
were attributed to difficulties in scheduling or physician inaction. In about 25 percent of the cases,
the delay was attributed to patients, and the most common reason for inaction provided by
women was that the problem was not perceived as important. In another 17 percent of cases, both
the patient and system were determined to be responsible. For the balance of cases, no reason for
the delay was ascertained (Caplan et al., 1996). Severa patient characteristics are associated with
inadequate follow-up of abnormal cancer screening results: rura residence (Fox et a., 1997),
relatively less education (Michielutte et al., 1985), low income (McCarthy et al., 1996a), and be-
ing a member of aracia or ethnic minority group (Chang et a., 1996; Kerlikowske, 1996; Man-
delblatt et al., 1996; Rojas et al., 1996), but these factors are not al independent predictors of
follow-up. Some of the observed racial differences may, in part, be attributable to socioeconomic
status, age, marital status, and history of previous mammogram. For instance, when these factors
were controlled for in an analysis of the effect of race on screening follow-up, the effect of race
diminished substantially (McCarthy et al., 19964). It is unclear whether certain patients fail to
heed advice about follow-up; whether persona characteristics predict the likelihood that a physi-
cian will make follow-up recommendations; whether certain institutions lack tracking systems; or
whether certain patients have difficulties navigating the system.
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Studies have shown that out-of-pocket costs and the type of health care delivery system
may influence follow-up rates. Women in HMOs who made copayments waited an average of
1.25 months longer between initial suspicion of cancer and obtaining a definitive diagnosis than
women without copayments (Greenwald, 1987). In another study, colorectal cancer patients
treated in HMOs had delays in diagnosis or treatment relative to patients in fee-for-service set-
tings (Francis et al., 1984).

Some inadequate follow-up may be traced to poor provider—patient communication. In
one study, more than half of the women with abnorma mammograms who had not sought follow-
up care indicated that they thought their mammograms were normal (McCarthy et al., 1996b).

Among those who are informed of an abnormal screening test, some may not seek follow-
up care for avariety of reasons:

* concern about cost,

» fear of learning that something iswrong,

» anxiety about painful diagnostic procedures (Rojas et al., 1996), or
» concern that they are too old for treatment (Mandelblatt, 1993a).

Interventions to Improve Follow-Up Rates

Several techniques have been tested to improve follow-up rates. Findings from key studies
include the following:

* Telephone reminders are more effective than letters in increasing the follow-up of
screening tests among women with abnormal Pap smears (Lerman et al., 1992; Marcus et d.,
1992; Miller et a., 1997; Paskett, 1990).

» Computerized tracking systems can improve follow-up of abnormal screening results,
but their success depends on adequate system staffing and support (Monticciolo and Sickles,
1990; Mandelblatt et al., 1998).

* A comprehensive review of interventions to increase colorectal cancer screening ad-
herence found that the most intensive strategies delivered to eligible persons rarely increased ad-
herence to FOBT above 50 percent. These intensive strategies included the use of a letter signed
by one's own physician and including FOBT Kkits in the mailout to intensive follow-up with in-
structional telephone calls (Vernon, 1997).

* A review of the literature on strategies to increase adherence to breast and cervical
cancer screening among underserved women determined that management systems directed to
both patients and providers were consistently effective for most underserved women. Community-
based outreach and integration of preventive services at the primary health care site are effective
strategies for both African-American and Hispanic women. Use of mass media has been successful
when targeted toward Hispanic women, but not when targeted toward African-American women.
Mobile units and integration of preventive services at primary health care sites are effective
strategies for elderly women (Vellozzi et a., 1996).
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* One hospital serving a low-income population instituted a “patient navigator” system
that was successful in improving follow-up of abnormal screening or cancer diagnostic tests. Pa-
tient navigators were employed to ensure that individuals with abnormal tests were brought into
care. Navigators made intensive efforts to contact women, including home visits, and facilitated
follow-up appointments once women had been contacted (e.g., arranged child care, transporta-
tion) (Freeman et a., 1995).

Access to Definitive Cancer Staging

After a cancer diagnosis, additional tests are used to further classify and stage the disease.
These staging tests provide critical information for selecting among treatment options and also
provide prognostic information (e.g., likelihood of survival). Cancer patients who have a complete
set of staging tests have better survival compared to those who do not (although the reason for
thisis not obvious) (Lee-Feldstein et al., 1994; Mandelblatt et al., 1998).

There is significant variation in oncologists and surgeons use of tests for diagnosis and
staging for cancer (Plawker et a., 1997), and standard diagnostic workup and staging are not
performed consistently in all population groups. There is evidence suggesting that appropriate
staging is completed more frequently for

» younger women with breast cancer (Hillner et a., 1996; Kosary et al., 1995; Lash and
Silliman, 1998; Silliman et a., 1989);

* men compared to women (e.g., for colorectal cancers, lung cancers) (Kosary et d.,
1995);

* Medicare beneficiaries in HMOs compared to those in fee-for-service (e.g., for breast,
cervical, colon, and prostate cancers) (Riley et a., 1994);

» whites compared to African Americans (e.g., for bladder, breast, colorectal, lung or
bronchus, uterine, cervical, renal, and prostate cancers) (Ball and Elixhauser, 1996; Harris et d.,
1997; Kosary, 1995; Liff et a., 1991); and

» urban compared to rural residents (Liff et al., 1991).

Phase 3: Cancer Treatment

Physicians use information from the diagnostic workup and staging process to formulate
treatment recommendations. The treatment that patients actually receive depends on a number of
factors, however, including the availability of health care resources, insurance coverage, phys-
cians awareness of treatment options, and patients' treatment preferences. These variations often
show up as differences in the geographic distribution of cancer treatments (Ballard-Barbash et al.,
1996; Farrow et al., 1992, 1996; Harlan et al., 1995; Nattinger et al., 1992; Samet et al., 1990).
For example, use of breast conserving therapy ranged from 48 percent in Minnesota to 74 percent
in Massachusetts (Guadagnoli et al., 1998). Rates of use of systemic chemotherapy aso show
wide geographic variation (Osteen and Karnell, 1994).
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The availability of health care resources explains some geographic variation in cancer
treatment:

* Women with breast cancer were more likely to get breast conserving surgery (BCYS)
than other types of surgery if they resided in counties with a cancer center or in a large city
(Samet et al., 1994).

* Women were more likely to receive BCS when they were treated in hospitals with a
high volume of breast cancer cases, a medical school affiliation, radiation facilities, and geriatric
services (Nattinger et al., 1992).

* In two studies, women with early breast cancer, who were cared for in teaching hos-
pitals, were more likely to receive BCS than those seen in nonteaching settings (Lee-Feldstein et
al., 1994; Studnicki et al., 1993).

Having hedlth insurance and the type of coverage one has are also associated with differ-
ential treatment patterns:

* Among individuals with non-small-cell lung cancer, patients without private insurance
receive surgery less often than those with it (Greenberg et al., 1988).

» Rates of bone marrow transplantation for leukemia or lymphoma have been from one-
third to one-half lower among self-pay and Medicaid patients than among privately insured pa-
tients (Mitchell et a., 1997).

Physicians may not recommend expensive chemotherapy for uninsured or underinsured
patients for financial reasons or because they believe that such groups are less likely to comply
with the treatment regimen (Begg and Carbone, 1983).

In one study, one-third or more patients undergoing treatment for cancer in Texas re-
ported out-of-pocket costs exceeding $100 per visit for chemotherapy or radiotherapy. Hispanics
were more likely than whites or blacks to have out-of-pocket costs higher than $200 per visit,
probably because they were uninsured or underinsured (Guidry et a., 1998).

These same investigators found that black and Hispanic cancer patients being treated in
Texas with chemotherapy or radiotherapy consistently reported that barriers such as distance, ac-
cess to an automobile, and availability of someone to drive them to the treatment center were
major problems (Guidry et al., 1997).

The mgjor barriers influencing whether or not patients with cancer seek or continue treat-
ment identified in arecent review of the literature include (Guidry et al., 1996):

e communication problems between patients and providers,

» lack of information about side effects,

* cost of treatment,

» difficulties in obtaining and maintaining insurance coverage, and
» absence of socia support networks.

Access barriers generally were found to be greater for older women, members of minority groups,
and patients of lower socioeconomic status.
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Variation in Cancer Treatment by Age

In many cases (though not al), older people are less likely to get effective cancer treat-
ments than are younger people, despite evidence that the elderly can tolerate and benefit from
them (Begg and Carbone, 1983). The underuse of aggressive treatment among older people is
often assumed to be related to the presence of coexisting conditions, but even among those with-
out potentially complicating conditions, treatment differences exist by age (Newschaffer et al.,
1996). Physicians may underuse some cancer treatment for elderly patients because they do not
know that the elderly can tolerate aggressive therapy, they make mistaken assumptions about pa-
tient preferences, or they underestimate life expectancy. Some evidence suggests that the elderly
are as likely as younger patients to prefer aggressive, lifesaving treatment (McQuellon et al.,
1995; Yellen et al., 1994). Severa research studies have documented the underuse of cancer
treatments among older patients:

* Older patients with localized or regiona non-small-cell lung cancer were less likely
than younger patients to receive any therapy, and among those who did receive therapy, older pa-
tients were more likely to receive radiotherapy than the more aggressive surgical treatment (Smith
et a., 1995).

* Theéelderly arelesslikely to receive bone marrow transplantation for leukemia or lym-
phoma (Mitchell et al., 1997).

* Among women with breast cancer, older women are less likely to receive BCS instead
of mastectomy (Chu et al., 1987; Farrow et al., 1992; Mor et a., 1985; Newschaffer et a., 1996;
Satariano, 1992), and among those getting BCS, older women have lower rates of adjuvant ra-
diotherapy (Greenfield et al., 1987).

» Use of adjuvant chemotherapy declines with age among women with localized breast
cancer (Hillner et a., 1996).

» Physicians deviate from recommended chemotherapy regimens more frequently when
treating older patients with cancer (Schleifer et a., 1991).

* In New Mexico between 1984 and 1986, 43 percent of women age 85 and older, 84
percent of women age 75-84, and 92 percent of women age 6574 received definitive treatment
for localized breast cancer (defined as lumpectomy or excisional biopsy followed by radiation
therapy or mastectomy). Age remained significant when access to transportation, physical activity
levels, income, socia support, ability to perform activities of daily living, menta status, and the
presence of other medical illnesses were taken into account (Goodwin et al., 1993).

* In acomparable population of women in Virginiain 1985-1989, 66 percent of women
age 65-69 and 7 percent of women age 85 and older received the appropriate radiation therapy
after BCS. In addition, 44 percent of patients with positive lymph nodes received any adjuvant
therapy, and 33 percent received hormone therapy (even though adjuvant therapy is recommended
for all patients with node-positive disease) (Hillner et a., 1996).

» Based on Surveillance, Epidemiology, and End Results Program (SEER) data, 76 per-
cent of women age 65-69, 68 percent age 70-74, 56 percent age 75-79, and 24 percent age 80
years or older received radiation therapy after breast conserving surgery for Stage | or Il cancer.
Controlling for differences in comorbidity narrowed, but did not eliminate, the difference associ-
ated with age (Ballard-Barbash et a., 1996).
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Similar differences in treatment by age have been reported from other studies (Farrow et
al., 1992; Greenfield et al., 1987; Lazovich et al., 1991).

Not al the evidence points to underuse of treatment in older people, however. One of the
more thorough studies, of postmenopausal women with early breast cancer treated in 1993 in
Minnesota, found that most (92 percent) women with node-positive breast cancer received some
form of adjuvant therapy (Guadagnoli et a., 1997). The likelihood of treatment with adjuvant
therapy did decline dightly with age, but the decline was not statistically significant. The use of
adjuvant therapy was less frequent in women with node-negative breast cancer and did decline
with age, but the age-associated differences were not significant after adjusting for various demo-
graphic and disease-associated factors.

Variations in Cancer Treatment by Race, Social Characteristics, and Gender

Differences in treatment by race have been well documented: African-American patients
are less likely than white patients to undergo surgical resection for colorectal cancer (Cooper et
al., 1996), to receive bone marrow transplantation for leukemia or lymphoma (Mitchell et al.,
1997), to receive radical prostatectomy and radiation for localized prostate cancer (Harlan et d.,
1995), or to have breast conserving surgery (BCS) for breast cancer or receive radiation therapy
following BCS (Farrow et al., 1992; Muss et a., 1992; Nattinger et al., 1992). However, it ap-
pears that these effects may actually be more closely related to social class than to race.

In one study, elderly residents of areas characterized by low compared to high educationa
attainment were more likely to have received no treatment for non-small-cell lung cancer and,
when treated, to receive radiation instead of surgica therapy, despite having similar clinical pro-
files (Smith et al., 1995). In another study, low educational attainment and a high percentage of
the population with poverty-level incomes were associated with lower rates of BCS for women
with breast cancer (Samet et al., 1994).

There are few large differences in survival among cancer patients by gender and studies of
patterns of treatment by gender for bladder or colorectal cancer, leukemia, and lymphoma do not
suggest any differencesin care for men and women (Harris et a., 1997; Mitchell et d., 1997).

Physician-Associated Variation in Cancer Treatment

Physicians treatment recommendations are influenced by a number of factors, including
physician age (Liberati et a., 1987), gender (GIVIO, 1988), speciadty (Deber and Thompson,
1987), and belief in efficacy of care (Liberati et a., 1987). The content of physician communica-
tion also varies according to patient characteristics, including age, income, education, race or eth-
nicity, and expected prognosis (Waitzkin, 1985).

Variations in the use of breast conserving surgery (BCS) instead of mastectomy for pa-
tients with early breast cancer may, in part, be explained by physician specialty, training, and expe-
rience. When asked about treatment preferences, medical oncologists were more likely than sur-
geons to prefer BCS (Deber and Thompson, 1987), surgeons were more likely than primary care
physicians to prefer BCS, and among surgeons, those with postgraduate speciaty training in sur-
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gical oncology were more likely than surgeons with general board certification to recommend
BCSto ederly patients (Mandelblatt et a., 1998).

Delays in adoption or lack of compliance with practice guidelines can limit access to rec-
ommended cancer care. In 1985, for example, a consensus statement of expert opinion was pub-
lished accepting the use of BCS and radiation therapy in selected patients with early-stage breast
cancer (Harris, et a., 1985). By 1990, the rates of BCS among women 65 to 79 in the Medicare
program ranged from only 8 to 26 percent across regions of the United States and rates of BCS
use had not increased appreciably nationally (i.e., from 14 percent in 1986 to 15 percent in 1990)
(Nattinger et a., 1996). Physicians have aso not adhered to recommended chemotherapy regi-
mens. In one study, more than half of patients had their chemotherapy modified by their phys-
cians in ways that were considered inappropriate (Schleifer et a., 1991).

The quality of physician—patient communication can affect clinical outcomes (Greenfield et
a., 1988; Kaplan et a., 1989), adjustment to cancer (Roberts et al., 1994), patient quality of life,
and satisfaction with care (Greenfield et al., 1988; Kaplan et a., 1989). Evidence of communica-
tion gaps is therefore worrisome. Patients and their physicians report the content of their interac-
tions differently (Mackillop et al., 1988; Mosconi et a., 1991; Siminoff et al., 1989), assess the
role of the patient in the decision-making process differently (Strull et al., 1984), and have differ-
ent expectations of treatment benefits (Mackillop et al., 1988; Mosconi et a., 1991; Sminoff et
al., 1989). In one study, relatively few women with breast cancer (15 to 27 percent) who had had
a mastectomy reported that their physicians discussed BCS as a treatment option (Guadagnoli et
a., 1998). Physicians who believe that patients should participate in treatment decisions are more
likely to recommend BCS (Liberati et al.,1991).

Cancer Treatment in Clinical Trials

Clinical trids are the mechanism through which new technologies, pharmaceuticals, or
therapeutic strategies are evaluated against current standards of care. For patients with cancer,
clinica trias can provide access to the best available and most promising new treatments.

There are striking variations in age-specific rates of participation in cancer clinica trias:
more than 70 percent of children with cancer participate, but fewer than two percent of individu-
als age 50 and older with cancer participate in cooperative group clinical trials sponsored by the
National Cancer Ingtitute (Tejeda et al., 1996). Pediatric cancers are relatively rare and care
within the context of a clinical trial has become standard practice (Simone and Lyons, in press).
The elderly have historically been excluded from cancer clinical trials because of concerns about
treatment complications or side effects, comorbid conditions, and interactions with current medi-
cations (although this has been changing).

Studies conducted to identify inequalities in access to clinical trials among racial or ethnic
groups suggest that African Americans are represented in treatment trials, but underrepresented in
screening and chemoprevention trials, in proportion to their age-specific rates of cancer (Bleyer et
al., 1997a, b; Chlebowshi et al., 1993; Tejeda et a., 1996; Thompson et al., 1995). Negative atti-
tudes toward medicine and research may inhibit African-American participation in clinical trias
(Mouton et al., 1997; Robinson, 1996). The Nationa Institutes of Health (NIH) Revitalization
Act of 1993 specified that women, minorities, and other subpopulations must be included in all
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government-sponsored Phase 111 clinical trials (which are usually large, randomized trials), or jus-
tification for their exclusion must be documented (NIH, 1994).

Physicians underrefer patients to clinical trials because of concerns about patient age,
frailty, inadequate health insurance coverage, ability to travel to the clinical trial center, and other
aspects of participation that might be considered a burden to the patient (Foley and Moertel,
1991). Physicians aso report being concerned about the amount of time associated with partici-
pation in atria (patient and physician), being uncomfortable with discussions of the uncertainty of
trial treatment, and being concerned about changes in the physician’s role as a result of trial par-
ticipation (Farrar, 1991; Kaluzny et al., 1993; Taylor et a., 1984).

Access to clinical trials can be limited by insurance policies. Most insurers do not cover
the cost of participation in clinical trials as a matter of policy (e.g., Medicare, most state Medicaid
programs, most managed care organizations).

Phase 4: Posttreatment Surveillance and Recurrence Care

Patients are monitored for recurrent cancer and psychosocia distress for the first severd
years following their primary and adjuvant treatment when the probability of recurrence and ad-
justment difficulties is greatest (Schiffer et al., 1997). For most cancers, however, little evidence
exists from which to develop guidelines for “appropriate’ follow-up procedures, so variations in
treatment cannot necessarily be interpreted as better or worse care. Not surprisingly, thereisrela
tively little research on access to care during this phase of disease management, although there are
indications that the intensity of follow-up care does vary, at least for some cancers (e.g., lung and
colorectal cancers) (Johnson et al., 1996a, b; Virgo et a., 1995). Some of this variation is ex-
plained by physician experience and training (Johnson et al., 1996¢). One study of the effect of
race on the follow-up care of men with prostate cancer in the U.S. military health care system
suggests that when health care is uniformly available, follow-up care is similar for whites and Af-
rican Americans (Moul et al., 1996).

Phase 5: End-of-Life Care

Care at the end of life for patients dying from cancer may include heroic attempts at cure,
pain management, treatment for psychological problems, or combinations of these. Caregivers
may be the same as those involved in earlier phases of treatment but are likely to include others,
among them, hospice caregivers from various disciplines. For most patients, palliation eventually
becomes the focus of care. Barriers to the best end-of-life care may stem from financial con-
straints, and from provider and patient attitudes and knowledge.

Financial Factors

The uninsured and inadequately insured may not be able to afford important components
of end-of-life care (e.g., pain medication, nutritional supplements, outpatient nursing services)
(Underwood, 1995). Even among the well insured, the costs of end-of-life care can contribute to
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financia hardship. In one study, more than half of the familiesinvolved in the care of a serioudy ill
family member reported at |east one severe burden ranging from loss of family savings, or loss of
income, to changes in future educational plans or employment status (Covinsky et a., 1994). One
commonly cited financial burden relates to Medicare reimbursement policy. Medicare will reim-
burse for pain management at an inpatient facility, but not for outpatient oral analgesics. Thisisa
major barrier to adequate pain management for terminal cancer patients who choose to die at
home.

An additional barrier to end-of-life care is the absence of a primary care provider. The
poor and uninsured may be less likely to have aregular clinician with whom they are comfortable
discussing end-of-life care issues.

Patient Factors

Patients dying of cancer often suffer avoidable pain and distress (Cleeland et al., 1994;
Passik et a., 1998). Certain patient attitudes or beliefs can act as barriers to good end-of-life care.
Stoicism can lead to underreporting of pain, nausea, or depression; concerns about becoming ad-
dicted to pain medication or a belief in the inevitability of pain with cancer can contribute to the
underuse of pain medication (Ward et a., 1993). Some patients are reluctant to communicate
symptoms to their providers for fear of diverting attention from the pursuit of a cure (Ward et d.,
1993). Some evidence suggests that these attitudinal barriers may be more prevalent among cer-
tain sociodemographic groups (e.g., those with low educationa attainment) and certain racial or
ethnic minority groups (Cleeland et al., 1997; Rimer et al., 1987; Ward et a., 1993).

Provider Factors

Aside from financia barriers, most impediments to adequate end-of-life care are associated
with health care providers. For example, athough there are effective pharmacological strategiesto
manage pain, providers consistently undertreat pain (Levin et al., 1998; Levy, 1996; McCaffery
and Ferrell, 1995). In one study, 42 percent of patients with recurrent or metastatic cancer were
inadequately managed for their pain (Cledland et a., 1994). The ederly, women, and members of
racial or ethnic minority groups are more likely than others to have poor pain relief (Bernabei et
a., 1998; Clecland et a., 1994, 1997). Physicians report concerns about management of side ef-
fects, patient tolerance of analgesia, and regulatory scrutiny when prescribing narcotics as barriers
to effective pain management (Van Roenn et a., 1993). Simple measures, such as attaching a pa-
tient-completed pain assessment sheet to the front of the medical chart, can increase effective pain
management (Trowbridge et al., 1997).

Physicians also do not adequately identify signs of depression among patients with cancer.
In one study, only 13 percent of patients with evidence of moderate to severe depression were
identified by their physicians (Passik et al., 1998). Providers may not have clear guidance on how
to manage termina cancer care. Guidelines are available to assist in the management of cancer-
associated pain (e.g., from the Agency for Health Care Policy and Research), but there are no
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standards of care for other common symptoms of cancer such as anxiety, anorexia, or the wasting
often associated with cancer.

Communication among various members of the end-of-life care team and with patients
may be less than optimal. In one study of terminally ill patients, communication between physi-
cians and patients was poor—only 41 percent of patients in the study reported talking to their
physician about prognosis or about their wishes regarding resuscitation (SUPPORT, 1995; Lo,
1995). Physicians infrequently discuss advance directives, and when these are discussed, there is
considerable disagreement on the outcome of such discussions. Patients requests for end-of-life
care (e.g., withholding of CPR) are frequently not documented in the medical chart (Haidet et al.,
1998; SUPPORT, 1995).

A recent study reports that the vast majority of people with terminal cancer overestimate
their chances of surviving their illness (Smith et al., 1998; Weeks et a., 1998). Those who
thought they were going to live for six months were more than two times as likely to choose ag-
gressive anticancer therapy instead of palliative or hospice care, which is designed to relieve
symptoms. The overoptimistic patients did indeed live longer than those who had more redlistic
expectations. Patients who overestimated their survival and received aggressive therapy, however,
had exactly the same median surviva as those who received palliative care and were more likely
to have a hospital readmission, undergo attempted resuscitation, or die while receiving ventilatory
support. Some patients choose aggressive chemotherapy, even when there is little chance of
benefit (Slevin et a., 1990). To achieve the goals of supporting patient values and minimizing the
prospect of utilizing therapies that will not increase survival, physicians must make sure that pa-
tients understand their prognosis by initiating a dialogue, asking what patients want to know, pro-
viding estimates of survival duration, explaining the poor efficacy and debilitating side effects of
therapy common at this stage, and discussing all treatment options, including palliative care alone
(Smith et al., 1998).

About half of cancer patient deaths involve hospice care. “Hospice’ is a philosophy of care
that emphasizes the coordinated delivery of many services for termindly ill patients and their
families including: nursing care; physician services, homemakers and home health aides; physical,
occupational, and speech therapy; and psychologica counseling and socia services. Medicare
provides a hospice benefit that has criteria for patient admissions and use of therapies. Eligibility
for hospice services under Medicare requires an expected survival of less than six months, but
most hospice patients live for less than two months following their admission. Physicians appear
to delay referring patients for hospice care, in part because it is difficult to predict accurately the
expected surviva of the terminaly ill. Delays in referra may aso be due to a physician’s lack of
knowledge of hospice services, poor communication with the palliative care team, or reluctance to
engage in uncomfortable discussions or feelings about end-of-life care (Christakis and Escarce,
1996). Hospice benefits for non-Medicare patients are variable and Medicaid coverage of hospice
care varies from state to state.

The National Cancer Policy Board sought additional information about barriers to effec-
tive end-of-life care for cancer patients by commissioning interviews with 19 expert physicians,
nurses, socia workers, and health services researchers. The findings are summarized in the paper,
Issues in End of Life Care for People with Cancer: Interviews with Selected Providers and Re-
searchers (Gelband et al., 1999). This approach was taken to complement the 1997 report, Ap-
proaching Death: Improving Care at the End of Life, completed by IOM’s Committee on Care at
the End of Life (IOM, 1997). The 1997 report is a thorough review of end-of-life issues, ending
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with a series of recommendations that were accepted by the NCPB for cancer patients (Box 3.1).
For more detail and context, the reader is referred to the complete IOM report.

A recent review examined outcome measures that have been used, or proposed for use in
the clinical audit of palliative care of patients with advanced cancer. Identified measures met
some, but not all of the objectives of measurement in palliative care, and fulfilled some, but not all
of the criteria established for validity, reliability, responsiveness, and appropriateness (Hearn et al.,
1997).

KEY FINDINGS

A persistent, vexing problem for many Americansis lack of health insurance or insufficient
coverage to help defray the expense of a costly illness such as cancer. Although most individuas
diagnosed with cancer are elderly and have Medicare coverage, an estimated 7 percent of those
facing a new diagnosis of cancer lack health insurance. Health insurance offers some, but often
incomplete, protection against the high costs of cancer care. High deductibles, copayments or co-
insurance, and limits on coverage can al contribute to high out-of-pocket costs. Medicare was,
for example, estimated to cover only 83 percent of typical total charges for lung cancer and 65
percent of typical charges for breast cancer in 1986. Some individuals have additional protection
through other insurers (e.g., Medigap policies, Medicaid), but even then, the financial burden of
cancer can be substantial. A particular problem for many with cancer involves limitations on pre-
scription drug coverage, an expensive and widely used benefit.

Individuals who are poor, have low educational attainment, or are members of racial or
ethnic minority groups tend to have less favorable outcomes with cancer than other groups. Lim-
ited access to primary care or cancer screening contributes to having cancer diagnosed at later
stages when the prognosis is worse. Having health insurance coverage improves access, but does
not guarantee that cancer screening tests are used. Other factors that can impede access to
screening are culturally based attitudes and beliefs, not having services available in the local com-
munity, and health care providers not able to speak the language of the people they serve.

It is often health care providers who can be held accountable for the underuse of cancer
screening tests. One of the strongest predictors of whether a person will be screened for cancer is
whether the physician recommends testing, and evidence suggests that physicians order fewer
screening tests than they should. The use of screening tests is improved in managed care plans,
compared to fee-for-service plans.

Even when screening is used, many individuals fail to receive timely, or any, follow-up of
abnormal screening results. Both screening and follow-up rates can be improved with interven-
tions amed at those eligible for screening (e.g., telephone and mailed reminders from providers,
educational interventions) and health care providers (e.g., reminder systems).

Differences in treatment by race have been well documented. However, it appears that the
effect may actually be related more closely to socia class than to race. Another group that ap-
pears to be vulnerable in the cancer care system is the elderly. Older people are often less likely to
get effective cancer treatments than are younger people, despite evidence that the elderly can tol-
erate and benefit from them. Some undertreatment is explained by provider attitudes toward
treating the elderly, who are perceived as less willing or able to tolerate aggressive treatment.
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There is evidence of widespread quality problems in end-of-life care, especialy in the area
of pain management. The elderly, women, and members of racia or ethnic minority groups are
more likely than others to have poor pain relief, which appears to be due to a combination of fac-
tors. poor palliative care practices on the part of providers, attitudes of patients (e.g., stoicism),
and miscommunication between patients and health care providers.

BOX 3.1 “Recommendations and Future Directions” from
Approaching Death: Improving Care at the End of Life

1. People with advanced, potentially fatal illnesses and those close to them should
be able to expect and receive reliable, skillful, and supportive care.

2. Physicians, nurses, social workers, and other health professionals must commit
themselves to improving care for dying patients and to using existing knowledge effec-
tively to prevent and relieve pain and other symptoms.

3. Because many deficiencies in care reflect system problems, policymakers, con-
sumer groups, and purchasers of health care should work with health care providers and
researchers to:

a. strengthen methods for measuring the quality of life and other outcomes of
care for dying patients and those close to them;

b. develop better tools and strategies for improving the quality of care and hold-
ing health care organizations accountable for care at the end of life;

c. revise mechanisms for financing care so that they encourage rather than im-
pede good end-of-life care and sustain rather than frustrate coordinated systems of
excellent care; and

d. reform drug prescription laws, burdensome regulations, and state medical
board policies and practices that impede effective use of opioids to relieve pain and
suffering.

4. Educators and other health professionals should initiate changes in undergradu-
ate, graduate, and continuing education to ensure that practitioners have the relevant at-
titudes, knowledge, and skills to care for dying patients.

5. Palliative care should become, if not a medical specialty, at least a defined area of
expertise, education, and research.

6. The nation’s research establishment should define and implement priorities for
strengthening the knowledge base for end-of-life care.

7. A continuing public discussion is essential to develop a better understanding of
the modern experience of dying, the options available to dying patients and families, and
the obligations of communities to those approaching death.

SOURCE: IOM, 1997.
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