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Breast and Cervical Cancer Treatment

he National Breast and Cervical Cancer Early De-

tection Program (NBCCEDP) was created by Con-
gress in 1990 under the Breast and Cervical Cancer
Mortality Prevention Act (P.L. 101-354). Administered
by the Centers for Disease Control and Prevention
(CDC), the program was designed to provide screen-
ing for breast and cervical cancer to underinsured and
uninsured women. While the program was authorized
to provide screening, it was not authorized to use funds
for treatment. Rather, states had to find away in which
to treat the women diagnosed.

Since the NBCCEDP's inception, it has served over
1.4 million women, diagnosing over 5,800 breast can-
cers, over 31,000 precancerous lesions, and over 500
cervical cancers.! However, due to financial con-
straints, the program reaches only 15 percent of the
women eligible for screening. Currently, the
NBCCEDP operates in al 50 states, 6 territories, the
District of Columbia, and 12 American Indian/Alaska
Native organizations.?

Despite the program’s success, women's health advo-
cates argued that some women diagnosed under the
program were not receiving timely follow-up and treat-
ment. Although states have created extensive networks
through which women are referred to treatment, these
systems are frequently disconnected. Treatment is of -
ten provided by physicians, hospital's, or managed care
organizations on donated time or at a reduced cost.

According to the CDC, 92 percent of women screened
and diagnosed through the program obtai ned treatment,
the remaining 8 percent either refused treatment (2
percent), were lost to follow-up (1 percent), or data
was unavailable (5 percent).® For women diagnosed
with breast cancer, there is amedian of eight days be-
tween the diagnosis and theinitiation of treatment. The
CDC currently doesnot collect datathat followswomen
through the treatment process, including the actual
length of treatment, whether or not those who initiated
treatment received it through the full course of their
illness, or if women received any necessary auxiliary
services.*

A recent evaluation conducted for the CDC demon-
strated that approaches used to secure treatment for
patients were short-term, labor-intensive, and difficult

to manage, calling the system “tenuous and fragile at
best.”5 Practitioners and advocates share stories of
women waiting six months to a year to initiate treat-
ment. Those who do initiate care are often forced to
incur serious debt in order to afford the treatment.®

If women do obtain care, the standard of careis often
not met. According to advocates, once diagnosed
through the NBCCEDP, women are forced to navigate
aconfusing health care system, and then they often do
not have accessto all the services necessary for acom-
plete recovery, such aspsychologica counseling, physi-
cal therapy, or support groups. Further, many women
opt for a radical mastectomy rather than breast con-
serving surgery, even if the cancer would be amenable
to thistype of treatment, becuase they cannot afford to
pay for additional treatments such as chemotherapy or
radiation. Surgical reconstruction is seldom a possi-
bility for these women.”

Congressional Action

In an effort to remedy these problems, Congress en-
acted a bill (PL. 106-354) to provide treatment to
women diagnosed under the program. The new law
gives states the option of providing Medicaid cover-
age to women diagnosed with breast or cervical can-
cer under the NBCCEDP. The law provides an en-
hanced federal match identical to the match provided
under the State Children’s Health Insurance Program,
which rangesfrom 65 to 83.76 percent, depending upon
the state.

Thelanguageisbased on several bills(H.R. 1070, H.R.
4386, S. 662). H.R. 1070 was sponsored by Reps. Rick
Lazio (R-NY) and AnnaEshoo (D-CA). H.R. 4386 was
sponsored by Reps. Sue Myrick (R-NC), Pat Danner
(D-MO), and Lazio. S. 662 was sponsored by the late
Sen. John Chafee (R-RI) and Sen. Barbara Mikulski
(D-MD).

Additionally, the 106" Congress improved Medicare
coverage for screening Pap smears and pelvic exams.
Under thenew law (PL. 106-554), Medicareisrequired
to provide biennial coverage for screening Pap smears
and pelvic exams for all women. Currently, Medicare
covers a Pap smear once every three years. Women
who areat risk of developing cervical cancer and those
who have had an abnormal Pap smear in the past three
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years are currently eligible for an annual Pap smear.
The provision was part of the Medicare “givebacks’
legidlation, which was included in the final FY 2001
Consolidated Appropriations Act (PL. 106-554).
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Bone M ass M easur ement

steoporosis, a disease characterized by weak,

brittle bones, is aleading cause of injury and dis-
ability in older women. Eight million women are af-
flicted with the disease, which causes 1.5 million frac-
tures annually.! The only accurate way to diagnose
osteoporosis, predict future risk of fractures, and se-
lect the most appropriate treatment is through a bone
mineral density (BMD) test or bone mass measurement.

Bone densitometry is often recommended for women
at menopause who are trying to decide whether to start
hormone replacement therapy because bone density
loss is linked to a reduction in estrogen that occurs
with menopause. Repeat BM D measurements can help
monitor the amount of bone lost or evaluate the effec-
tiveness of treatment over time.?

A variety of techniques for measuring bone density
exists, including radiographic absorptiometry (RA),
single photon and single x-ray absorptiometry (SPA/
SXA), dual photon and dual x-ray absorptiometry
(DPA/DXA), peripheral dual x-ray absorptiometry
(PDXA), quantitative computed tomography (QCT),
and ultrasound.® In addition to BMD tests, health care
providers also assess a woman’s risk for osteoporosis
and fracture, as well as monitor therapy, using bio-
chemical markers, which measure bone formation and
resorption.

A high degree of diagnostic accuracy makes DXA one
of the preferred methods of BMD today.® DXA uses
small amounts of radiation (much lower than that of a
chest x-ray or CT scan) to measure bone density in the
spine, hip, wrist, or heel. The test is quick, painless,
and reliable, and can detect even the earliest stages of
bone loss.®

The cost of DXA, which ranges from $100 to $300, is
now covered under Medicare.” The Balanced Budget
Act of 1997 (PL. 105-33) included a provision that
requires M edicare coverage of bone mass measurement
every two years for those at high risk of developing
osteoporosis, including estrogen-deficient women. The
law also mandates coverage for individual s being moni-
tored to determine their response to osteoporosis drug
therapy. Recently, the National Osteoporosis Founda-
tion recommended guidelines that all women aged 65
and over and postmenopausa women under age 65 who

have one or morerisk factorsfor osteoporosis undergo
BMD testing.®

Additionally, under the Balanced Budget Refinement
Act of 1999 (PL. 106-113), Medicare wasreguired to
establish a new system to classify and pay for tests
performed in an outpatient setting. Under the rule,
which went into effect on July 1, 2000, all BMD tests
have been placed under the same class (plain x-ray)
and they are reimbursed at the same rate, $67. How-

L egidation

Osteoporosis Early Detection and Prevention
Act of 1999/Early Detection and Prevention of
Osteoporosis and Related Bone Diseases Act
of 1999 (H.R. 925/S. 1106)—Reps. Carolyn
Maloney (D-NY) and ConnieMorella(R-MD)
and Sens. Robert Torricelli (D-NJ) and Olym-
pia Snowe (R-ME)

H.R. 925/S. 1106 would require private health in-
surance plans to cover bone mass measurement
for qualified individualswho are at risk of devel-
oping osteoporosis.

Osteoporosis Federal Employee Health Ben-
efits Standardization Act of 1999 (H.R. 933/S.
1152)—Rep. ConnieMordla (R-MD) and Sen.
Olympia Snowe (R-ME)

H.R. 933/S. 1152 would ensure that coverage of
bone mass measurement is provided under the
health benefits program for federal employees.
Under thebill, the Federal Employees Health Ben-
efits Program could not contract with a plan that
does not include coverage for bone mass mea-
surement.

Medicare Osteoporosis Measurement Act of
2000 (H.R. 3840/S. 2524)—Reps. Connie
Morella (R-MD) and Shelley Berkley (D-NV)
and Sen. Olympia Snowe (R-ME)

H.R. 3840/S. 2524 would expand Medicare cov-
erage of bone mass measurement to all individu-
alsat clinical risk of osteoporosis.
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ever, prior to the new rule, Medicare reimbursed at dif-
ferent rates for BMD tests depending on the technol-
ogy. For example, a DXA exam was reimbursed at
$136.20, while a PDXA exam was reimbursed at
$41.37. Advocates are concerned that the new rulewill
encourage hospitals to use cheaper and less effective
technologies, while being reimbursed at the same rate
as amore expensive technology.®

Notes
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Clinical Trials

For many years, research on women’s health focused
primarily on reproductive functions, with informa-
tion on other health issues affecting women often de-
rived by extrapolation from studies of men. Women
have been greatly underrepresented in clinical research,
which uses human subjects to translate discoveriesin
basic science into advances in medicine. Research on
coronary heart disease, kidney transplants, alcoholism,
tobacco use, and HIV/AIDS, until recently, has been
particularly notable for its exclusion of women from
clinical trials.

In 1986, the Nationa I nstitutes of Health (NI1H) adopted
apolicy of encouraging theinclusion of womeninclini-
cal trias; however, 21990 General Accounting Office
(GAO) report found that little had been doneto imple-
ment that policy.! The report was requested by Rep.
Henry Waxman (D-CA) and the co-chairs of the Con-
gressional Caucusfor Women’s Issues (CCWI1), Reps.
Pat Schroeder (D-CO) and Olympia Snowe (R-ME).
Additionally, the CCWI introduced the Women's
Health Equity Act, which included a provision to es-
tablish an Office of Research on Women's Health at
the NIH.

Asaresult, the NIH in September 1990 announced the
creation of the NIH Office of Research on Women's
Health (NIH-ORWH), which would oversee and coor-
dinate theinclusion of womeninclinical trias. In 1993,
Congress enacted the NIH Revitalization Act (PL. 103-
43), which established guidelines on the inclusion of
women and minoritiesin clinical trialsand permanently
established the NIH-ORWH.

Ten years after its initia report, the GAO examined
the NIH’s progress and found that while the NIH had
made significant advances in the inclusion of women
and minorities in clinical trials, the data from those
trials was not being analyzed to reflect sex and gender
differences.? The report was requested by Sens. Tom
Harkin (D-1A), BarbaraMikulski (D-MD), and Olym-
pia Snowe (R-ME) and Rep. Henry Waxman (D-CA).
The NIH-ORWH responded to the GAQ report by cre-
ating an NIH-wide Tracking and Inclusion Subcom-
mitteeto specifically overseethe adherenceto the 1993
guidelines on the inclusion of women and minorities
inclinical trials. Additionally, the NIH-ORWH posted

anotice on its website clarifying the requirements for
theinclusion of women and minoritiesin Phaselll clini-
cal trias, which test anew drug, a new combination of
drugs, or a new surgical procedure in comparison to
the current standard for treatment.?

Reimbursement | ssues

Broad agreement exists among academic health cen-
ters, researchers, and managed care plans that insurers
should not be responsible for the research costs of pa-
tientsenrolledin clinical trial s—extratests, experimen-
tal treatment, hospitalization, or outpatient care that
patientsreceive only becausethey arerequired by study
protocols.* However, the National Center for Research
Resources at the NIH and many researchers contend
that insurers should pay the normal clinical costs for
Category B patients regardless of the phase of thetrial
in which they are enrolled, since these costs would be
incurred even if the patients were not participating in
clinica trials. Category B patients are research par-
ticipants who have an underlying illness and are hos-
pitalized or are receiving outpatient care for medically
necessary reasons—not simply because they are en-
rolled in aclinical trial.®

In many cases, these patients have seriousillnessesfor
whichthetreatmentsarelargely experimental . Because
medical costs associated with these illnesses are often
high, the refusal of insurers to pay can result in ama-
jor financial burden on either the academic health cen-
ter or the patient. The possibility of losing coverage
for al costs associated with anillnessif they enroll in
aclinical trial may lead some patients to decline to
participate and thereby deprivethem of potentially life-
saving treatments.®

Studies show that 1 percent of seniors participate in
clinical trials. While 63 percent of cancer patients are
over the age of 65, they make up only 33 percent of
those enrolled in clinical trials. Additionally, older
women constitute 44 percent of breast cancer patients,
but only 1.6 percent of women aged 65 and over who
participate in clinical trials for the disease.”

While the Health Care Financing Administration
(HCFA), which oversees Medicare and Medicaid, has
no formal policy on reimbursement for routine care
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associated with clinical trials, a1997 GAO report dis-
covered that HCFA was unknowingly reimbursing for
most routine care costs of Medicare beneficiaries in
certain cancer clinical trials.® A recent Institute of
Medicine report recommended that Medicare should
reimburse routine care for patientsin clinical trialsin
the same way it reimburses routine care for patients
who are not participating in clinical trials. The report
found that uncertainty about reimbursement contrib-
uted to difficulty in enrolling patients in clinical tri-
as’®

Additionally, 21999 GAO report found that health in-
surance policies generally exclude coverage for clini-
cal trids, although some exceptions are made on acase-
by-case basis. Insurers also reported wide variations
intheway they review casesfor approved clinical trial
coverage. X’

On June 7, 2000, the President issued an executive
memorandum directing the Medicare program to re-
imburse providers for the cost of routine care associ-

L egidation

Improved Patient Accessto Clinical StudiesAct
(S. 117/H.R. 2769)—Sen. Olympia Snowe (R-
ME) and Rep. Nita Lowey (D-NY)

S. 117/H.R. 2769 would prohibit health plansfrom
discriminating against enrollees who are partici-
pating in clinical research studies. Specifically,
plans would be prohibited from denying, limit-
ing, or imposing additional conditions on the cov-
erage of items or services for persons enrolled in
approved clinical studies, as long as those items
and services would otherwise be covered under
the plan.

Medicare Cancer Clinical Trial Coverage Act
of 1999 (S. 784/H.R. 1388)—Sens. John
Rockefeller (D-WV) and ConnieMack (R-FL)
and Reps. Nancy Johnson (R-CT) and Ben
Cardin (D-MD)

H.R. 1388/S. 784 would create a demonstration
project to study and provide coverage of routine
patient care costs for Medicare beneficiarieswith
cancer who are enrolled in a federally approved
clinical trial.

ated with participation in clinical trials. The executive
memorandum also directs the Medicare program to
promote the participation of Medicare beneficiariesin
clinical trials.*
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Contraceptive Drugs and Services

A ccess to contraceptives is a crucial determinant
of women'’s health. Contraceptive use prevents
millions of abortions and unplanned birthsin the United
States each year, yet prescription contraceptive devices
and services are not routinely covered by most private
health plans. This omission places some women at an
economic disadvantage and poses health risksfor them
and their families.

Traditional indemnity (or fee-for-service) health care
plans have generally covered medically necessary di-
agnostic and treatment services but not those services
characterized as preventive in nature. These are the
health plans |east likely to provide contraceptive cov-

erage.

The growth of managed care has expanded coverage
of contraceptive services, but the majority of plansstill
do not cover al of the most commonly used contra-
ceptives. Moreover, the newer types of managed care
plans, such as preferred provider organi zations (PPOS)
and point of service (POS) plans, are considerably less
likely to offer contraceptive coverage than are health
maintenance organizations (HMOs). According to a
1998 Alan Guttmacher Institute (AGI) survey:
» Half of al indemnity plans and PPOs, 20 percent
of POS networks, and 7 percent of HMOs cover no
reversible forms of contraception. However, the
majority of indemnity plans and HMOs cover both
surgical abortions and sterilization.
* Fifteen percent of indemnity plans and PPOs and
lessthan 40 percent of HM Os or POS networksrou-
tinely allow women to choose from the five most
commonly used reversible contraceptive methods
(oral contraceptives, the lUD, diaphragm, Norplant,
and Depo Provera).
* Although 97 percent of indemnity plans cover pre-
scription drugs in general, only 33 percent include
oral contraceptives in that coverage. The vast ma-
jority of HMOs that cover prescription drugs in-
clude coverage of oral contraceptives.!

A more recent employer survey by the Kaiser Family
Foundation/Hospital Research and Educational Trust
found that 60 percent of individualsenrolled inindem-
nity plans had contraceptive coverage, compared to 62
percent of individualsin PPQs, 75 percent of individu-

as in POS plans, and 87 percent of individuals in
HMOs.?

One important consequence of the lack of contracep-
tive coverage isthat women spend more out-of -pocket
for health care services than men. According to the
Agency for Healthcare Research and Quality, women
paid an average of $480 per year in out-of-pocket ex-
penses, compared with men, who spent an average of
$374 per year.®

A 1998 Kaiser Family Foundation study found that
three-quarters of Americans support legidation to re-
quire contraceptive coverage, with 78 percent of
women expressing support for such policies compared
to 66 percent of men. Additionally, 73 percent of those
surveyed said that they would support contraceptive
coverage even if it raisestheir insurance premiums by
$1 to $5 per month. Eighty-two percent of those sur-
veyed believe that contraceptive coverage should in-
clude all FDA-approved methods.*

Another AGI study found that the addition of contra-
ceptive coverage to a health plan would cost $21.40
per year per employee. Of that amount, employers
would beresponsiblefor $17.12 and employeeswould
be responsible for $4.28. The cost of adding contra-
ceptive coverage would result in an increase of less
than 1 percent in employers’ costs.®

In addition to the cost-effective nature of contracep-
tive coverage, family planning provides a significant
health benefit for women as well. By helping women
to adequately spacetheir families, contraceptives con-
tribute to healthier pregnancies and births. They also
reduce rates of maternal complications, low
birthweights, and infant mortality.

As of December 2000, 13 states had enacted legisla-
tion requiring health insurance plansto cover prescrip-
tion contraceptives if they also cover other prescrip-
tion drugs; however, therange of servicescovered var-
ies. According to the Kaiser Family Foundation, al of
the state laws cover contraceptive drugs and devices,
many states require coverage for birth control-related
services, some states only require insurers to offer
health plansthat cover contraception, severa statesonly
require HM Os to cover contraceptive drugs, and sev-
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eral other states simply require HMOsto cover family
planning serviceswithout defining what those services
would include.®

In December 2000, the Equal Employment Opportu-
nity Commission (EEOC) ruled that it was unlawful
for an employer to exclude coverage for prescription
contraceptives when it provided coverage for other
prescription drugs. The EEOC determined that exclu-
sion of such coverage violated Title VII of the Civil
Rights Act of 1964, asamended by the Pregnancy Dis-
crimination Act (PDA), which requires equal treat-
ment of women “affected by pregnancy, childbirth, or
related medical conditions.” In 1991, the U.S. Supreme
Court determined that the PDA prohibits discrimina-
tion based on a woman's ability to get pregnant, as
well as the pregnancy itself.” Assuch, the EEOC de-
termined that the exclusion of contraceptive coverage
constituted “prohibited sex discrimination since pre-
scription contraceptives are available only for
women.”®

Congressional Action

A Disgtrict of Columbia's(D.C.) City Council-approved
bill to require health insurance plans that provide cov-
erageto city employeesto cover contraceptivesif they
also cover other prescription drugs became the subject
of controversy when the House considered its FY 2001
D.C. appropriations bill (H.R. 4942) in July 2000. As
approved by the House Appropriations Committee,
H.R. 4942 would have prohibited D.C. from imple-
menting the City Council bill, unless it was rewritten
to include a conscience clause that would allow an ex-
emption for religious beliefs and mora convictions.

After D.C. Mayor Anthony Williams pocket vetoed the
D.C. City Council bill, the House approved an amend-
ment by Del. Eleanor Holmes Norton (D-DC) to strike
thelanguage that would prevent D.C. from implement-
ing the bill. However, as passed by the House, the
FY2001 D.C. spending bill directed the D.C. City
Council to rewrite a contraceptive coverage bill that
includes a conscience clause. The Senate-passed bill
did not include language regarding the city’s contra-
ceptive coverage hill.

The final bill (PL. 106-522) retained the House lan-
guage requiring the D.C. City Council to rewrite the
contraceptive coverage bill to include a conscience
clause.

Legidlation

Equity in Prescription Insurance and Contra-
ceptive Coverage Act of 1999 (S. 1200/H.R.
2120)—Sens. Olympia Snowe (R-ME) and
Harry Reid (D-NV) and Reps. James Green-
wood (R-PA) and Nita Lowey (D-NY)

S. 1200/H.R. 2120 would require health insurance
plansthat already cover prescription drugsto cover
FDA-approved prescription contraceptivesand de-
vices. It a'so would require plans that cover basic
health care servicesto also cover medical and coun-
seling servicesto promote the effective use of those
contraceptives.

Additionally, after a protracted battle, the 105" Con-
gress enacted legislation to require plans participating
in the Federal Employees Health Benefits Program to
cover prescription contraceptives if they also cover
other prescription drugs. The provision was included
in the FY 1999 Treasury, Postal Service, and General
Government appropriations bill (PL. 105-277). The
106" Congress renewed the provision during the
FY 2000 and FY 2001 appropriations process.
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Family Caregivers/Long-term Care

amily caregivers are those who have primary re-

sponsibility for arelative who—dueto physical or
mental limitations—is dependent upon others for as-
sistance with daily activities. Caregivers assist with
tasks such as bathing, grooming, eating, meal prepara-
tion, housework, running errands, and administering
prescriptions and other medical care.

Most often, caregiversare unpaid family memberswho
provide care on along-term basis. Caregiving respon-
sibilities disproportionately fall upon women. In fact,
7 out of 10 unpaid caregiversare women.r Many indi-
viduals, particularly the elderly, rely on family mem-
bers because it is determined that they do not require
“skilled” care and therefore do not qualify for Medi-
care home health care benefits. The General Account-
ing Office found that 60 percent of disabled elderly
individuals relied on unpaid caregiving.?

Although caregiving is not considered “ skilled” care,
the responsibilities often can exceed

strain.t One study found that elderly caregivers had a
63 percent higher death rate than individuals who do
not provide care.”

Additionally, aswomen live an average of seven years
longer than men, they often require long-term care
themselves.

Congressional Action

Congress has endeavored to provide some assistance
for family caregivers. For instance, under the Health
Insurance Portability and Accountability Act of 1996
(PL.104-191), taxpayerswhoitemizetheir deductions
can deduct certain expenses related to long-term
caregiving if those expenses and other medical costs
combined exceed 7.5 percent of thetaxpayer’sadjusted
grossincome.?®

In addition, acaregiver can claim an elderly relative as
adependent and claim apersona exemption if arange
of criteriaismet. The caregiver and the

those of afull-time job. Research aso
has shown that the average American
woman spends 18 years of her life car-
ing for an elderly relative. Most
caregivers spend an average of 69 hours
per week in that role; two-thirds work
full- or part-timejobsin addition to pro-
viding family care. Most caregiversalso

Caregiving responsi-
bilities disproportion-
ately fall upon women.

In fact, 7 out of 10
unpaid caregivers are
women.

recipient of care must livein the same
home, the caregiver must provide at
least 50 percent of the financia sup-
port for therelative, and the annual in-
come of the care receiver cannot ex-
ceed the personal exemption amount,
which is about $3,000. As many eld-
erly individuals receive Social Secu-

are simultaneously caring for their own
children.®

Family caregiverscontribute significantly to the Ameri-
can hedlth care system. A study publishedinthe March/
April 1999 issue of Health Affairs Magazine found that
family caregivers provide $196 billion in services an-
nually. Comparatively, $32 billion is spent on private
home health providersand $83 billion is spent on nurs-
ing home care.* Additionally, three-quarters of nurs-
ing home residents aged 65 and older are women and
two-thirds of home health care users are women.®

Many of the persona costs to family caregivers are
not quantified. Research has shown an increased like-
lihood of depression and anxiety among caregivers
seeking to balanceavariety of responsibilities. Chances
for physical injury also are increased, as much of the
work of caregiving involveslifting and other physical

rity and pension benefits in excess of
that amount, few can be claimed as dependents.®

During the 106" Congress, the President and severa
Members of Congress advanced proposalsfor expand-
ing assistanceto family caregivers. In hisFY 2000 bud-
get proposal, the President proposed a $125 million
initiative called the National Family Caregiver Sup-
port Program, which would provide information ser-
vices for caregivers, assist caregivers in gaining ac-
cessto such services, provideindividual counseling or
support groups for caregivers, offer respite care, and
provide other long-term care arrangements. In addi-
tionto providing information and services, the proposal
included atargeted $1,000 tax credit for peoplein need
of long-term care or their caregivers. In his FY 2001
budget plan, the President called for increasing that
tax credit to $3,000.
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Provisions designed to benefit long-term caregivers
were included in a tax bill (H.R. 2488) approved by
Congress in August 1999. Under the bill, employers
would have been able to deduct the cost of providing
long-term care insurance for their employees. In addi-
tion, the measure would have expanded the personal
exemption for an individual who cares for an elderly
relative at home and allowed the deduction of more
care-related costs. However, based on objections to
unrelated provisions also included in the package, the
President vetoed the bill in September 1999.

The 106" Congress enacted legislation (PL. 106-265)
to assist federal and military employees and retirees
with the purchase of long-term careinsurance. The new
law allows federal and military employees and retir-
eesto purchase long-term careinsurance at group rates,
which usually are significantly lower than the ratesfor
individually-purchased plans. Long-term careinsurance
policies can be purchased to help cover arange of situ-
ations, including private in-home nursing care, family
caregivers, and assisted living facilities. The Office of
Personnel Management (OPM) is authorized to nego-
tiate with long-term careinsurersfor benefits, in much
the sameway that OPM currently negotiateswith health
insurers on behalf of workers enrolled in the Federal
Employees Health Benefits Program.

The 106" Congress also enacted legislation (P.L. 106-

501) to reauthorize the Older Americans Act. Included
in that bill was a provision to establish the National
Family Caregiver Support Program. The program was
appropriated $125 million under the FY 2001 Labor,
Health and Human Services, and Education spending
bill (PL. 106-554).

A number of legidative proposals aimed at providing
long-term care and aiding family caregivers were in-
troduced in the 106" Congress. For a listing, see Ap-
pendix I1.
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Genetic Discrimination

edical researchisrapidly expanding knowledge

about the role of geneticsin diseases from can-
cer to Alzheimer’s to heart disease. Researchers con-
tinue to discover new genes in the human body and
identify how genes are involved in avariety of medi-
cal conditions. In fact, in July 2000, researchers an-
nounced that they had mapped the entire human ge-
nome.!

With this knowledge comesthe possibility of devel op-
ing more effective treatments, as well as developing
genetic tests to identify individuals at risk for certain
diseases. These individuals could then participate in
early detection screenings, potentially saving both lives
and medical costs. However, few practitioners or con-
sumers are adequately informed about the limitations
of genetic testing. In the absence of safeguards, some
fear that genetic information could be used to deny
individuals health and life insurance or employment
opportunities.

Over the past few years, scientistshaveidentified genes
that may predispose individuals to cancers of the co-
lon, breast, and ovary, aswell as Huntington’s disease,
amyotrophic lateral sclerosis, and some forms of
Alzheimer’sdisease.? Additionally, scientistshave dis-
covered over 100 alterations in the inherited BRCA1
and BRCA 2 genes, known to cause breast cancer. This
discovery has focused public attention on the role of
genetics in breast cancer and raised for the first time
the possibility of screening a segment of the popula-
tion for acancer predisposition mutation. WWomen who
have inherited the BRCA1 mutation have a 50 to 85
percent risk of developing breast cancer in their life-
time. Scientists believe that BRCA1 and BRCA2 mu-
tations account for 30 to 70 percent of al inherited
breast cancer cases.?

The possibility of screening women for these muta-
tions, however, also points out the limitations of ge-
netic testing. Only 5to 10 percent of al breast cancers
are hereditary.* Thus, a negative test result does not
guarantee that an individual will not develop cancer.
Further, apositivetest result for ageneimplicatedina
certain medical condition does not guarantee that an
individual will develop the disease.

A geneticstest does not take into account factors such
asexposureto environmental compounds, diet, behav-
ior, and infectious agentsthat al so influence the devel -
opment and course of a disease. Finally, there are no
comprehensive criteriain place to monitor the quality
or assess the scientific validity of genetic tests, or to
ensurethat adeguate counseling is provided along with
the tests.

Studies have shown that there is arisk of discrimina-
tion against those who have a genetic predisposition
for adisease. A 1998 study by the National Center for
Genome Resources at the National Institutes of Health
(NIH) found that 63 percent of respondents probably
or definitely would not take a geneticstest if employ-
ers could access the results. The study also found that
85 percent of respondents thought that health insurers
should be barred from accessing genetic information.®
Another survey by the American Management Asso-
ciation found that one-fifth of employers take family
medical histories of employeesand applicants.® Addi-
tionally, during genetic testing studies at the NIH, nearly
32 percent of eligible individuals offered a test for
breast cancer risk declined to take it; most cited con-
cerns about health insurance discrimination.’

Although discrimination on the basis of genetic infor-
mation may not yet be systemic, as scientists charac-
terize the genetic connections of more diseases and
develop screening tests, the potential for genetic dis-
crimination may continue to increase. As of August
2000, 37 states had laws prohibiting insurance discrimi-
nation on the basisof geneticinformation, and 24 states
had laws regarding genetic discrimination in the work-
place.® But even in those states, large employers who
develop self-funded insurance plans are exempt from
such regulations.

The 104™ Congress addressed the issue of genetic dis-
crimination in the Health Insurance Portability and
Accountability Act of 1996 (PL. 104-191). The law
prohibits group health plans from using genetic infor-
mation to deny coverage, but does not protect people
who need individual health insurance, such asthe self-
employed. The law also does not prohibit insurance
companies from raising their rates based on genetic
tests.
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The Balanced Budget Act of 1997 (PL. 105-33) ad-
dressed the effects of genetic discrimination by pro-
hibiting managed care plans participating in Medicare
and Medicaid, as well as certain Medigap insurance
plans, from discriminating in enrollment or coverage
on the basis of genetic information.

During the 106" Congress, legislation to prohibit ge-
netic discrimination wasincluded in the Senate-passed
patients’ bill of rights(S. 1344), but thebill stalledina
House-Senate conference. The language included in
the Senate bill isidentical to legislation (H.R. 306/S.
543) sponsored by Rep. Louise Slaughter (D-NY) and
Sen. Olympia Snowe (R-ME).

L egidation

Genetic Information Nondiscrimination in
Health Insurance Act of 1999 (H.R. 306/ S.
543)—Rep. L ouise Slaughter (D-NY) and Sen.
Olympia Snowe (R-ME)

H.R. 306/S. 543 would prohibit group and indi-
vidual health insurance plans from using predic-
tive genetic information to discriminate against
individuals. Health insurers would be prohibited
fromusing predictive geneticinformation asacon-
dition of eigibility and to adjust premiums. Ad-
ditionally, health insurers would be prohibited
from requesting or requiring predictive geneticin-
formation concerning an individual or family
member.

GeneticNondiscriminationin Health I nsurance
and Employment Act of 1999 (S. 1322/H.R.
2457)—Sen. Tom Daschle (D-SD) and Rep.
Louise Slaughter (D-NY)

S. 1322/H.R. 2457 would prohibit the use of ge-
netic information by employers and health insur-
ersto discriminate against individuals. The mea-
sureswould cover all genetic information includ-
ing anindividual’sfamily history. Under thebills,
employers would be prohibited from collecting
and disseminating genetic information without an
individual’s consent.

Additionally, on February 8, 2000, the President is-
sued an executive order prohibiting federal agencies
from using genetic discrimination information in any
hiring or promation action.®
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Mammography Screening

ammography screening is one of the few effec-

tive means of breast cancer detection currently
available. While government and private educational
campaigns have led to steady increases in the use of
mammograms, there have been sharp divisionsin the
scientific community about the age at which screening
should begin. A highly publicized debate between the
National Cancer Ingtitute (NCI) at the National Insti-
tutes of Health (NIH) and the American Cancer Soci-
ety (ACS) wasresolved in March 1997 when the NCI
joined the ACS in endorsing regular mammography
screeningsfor women aged 40 and over. Sincethat time,
policymakers have moved quickly to expand public and
private insurance coverage for the procedure.

During a mammogram, a woman’'s
breast is exposed to alow dose of ra

mogram within the last year, compared with 72 per-
cent of women living above the poverty line*

However, according to a recent NCI and Health Care
Financing Administration (HCFA) survey, only 57 per-
cent of women aged 65 and older know about recom-
mendations to have a mammogram every one or two
years.® This also is the population that is at greatest
risk of breast cancer; 77 percent of breast cancers oc-
cur in women over 50.

The cost of mammograms and limited accessto health
care are among the major barriersto regular screening
for low-income and ol der women. A mammogram typi-
caly costs $100, with newer technol ogies costing more.
Although coverage under privatein-
surance plansvarieswidely, most in-

diation to create an image of itsinter-
nal structure. A mammogram can find

Screening mammogra-

surerswill providefull or partial cov-
erage for an annual screening.

roughly 90 percent of breast cancer phy—performed when a

tumors in women over 50 and detect | Woman hasno symptoms | The Balanced Budget Act of 1997
them asmuch astwo yearsearlier than of breast cancer—has (PL. 105-33) expanded mammogra-
a breast self-examination. In part be- repeatedly been shown phy coverage under Medicare to in-

cause of the density of younger
women'’s breasts, mammograms may
miss up to 25 percent of invasive
breast cancersin this age group.*

to reduce breast cancer
mortality rates by up to
30 percent in women
aged 50 to 69.

clude annual mammograms—with
no deductible—for women aged 40
and older. Under previous|aw, annual
mammograms were covered under
Medicare for women aged 50-64. For

Screening mammography—nper-
formed when a woman has no symp-
toms of breast cancer—has repeatedly been shown to
reduce breast cancer mortality rates by up to 30 per-
cent inwomen aged 50 to 69. Breast cancer death rates
in all women have decreased approximately 18 per-
cent since 1990, afinding cancer researchers attribute
to the increase in mammography screening.?2 Accord-
ing tothe National Center for Health Statistics, in 1998,
66.9 percent of women aged 40 and over and 68.9 per-
cent of women aged 50 and over reported having a
mammogram within the past two years.®

The number of women aged 50 and over who have
received at least one mammogram increased from 61
percent in 1994 to 69 percent in 1998. Certain popula-
tions are far less likely to be screened, however, in-
cluding those with low incomes or limited education
and those older than 65. Fifty-three percent of women
living bel ow the poverty linereported receiving amam-

women under 50 and over 65, the pro-
gram covered a mammogram every
two years. Under current law, Medicare pays 80 per-
cent of the cost of amammogram for beneficiariesaged
40 and older.

In addition, many medically underserved women have
received free or low-cost mammography screenings
through the Centers for Disease Control and
Prevention’s (CDC) National Breast and Cervica Can-
cer Early Detection Program. Enacted in 1990, the CDC
program now provides support and technical guidance
to all 50 states, U.S. territories, and the District of Co-
lumbia.®

Mammogramsfor Women in Their 40s

While a broad consensus has existed for many years
on the benefits of annual screening for women over
50, the research on whether routine mammaography
decreases cancer mortality for younger women is less
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conclusive. Asaresult, the NCI and the ACS have dif-
fered over the years in their recommendations about
the age at which women should begin mammography
screening.

TheNCI first recommended annual mammography for
women over 50in 1977. At that time, however, it stated
that the only time awoman between the ages of 40 and
49 merited a mammogram was when she had a per-
sonal or family history of breast cancer. In 1983, the
ACS came out in support of regular screening for
women in their 40s. The NCI followed suit in 1989, in
part to eliminate the confusion caused by the conflict-
ing recommendations.”

But the debate over mammograms for women under
50 has continued. Although more than half a million
women have participated in randomized clinical trials
on the value of mammography screening over the past
30years, researchersargue that these studieshavefailed
to show a clear decrease in mortality rates in women
under 50.2 Researchers also have expressed concern
about thefact that women in their 40swho are screened
annually have about a 30 percent chance of receiving a
“false positive” result.®

Due to these concerns, the NCI rescinded its guide-
linesin 1993, rekindling the controversy over the age
at which mammography should begin. Absent conclu-
sive scientific evidence, the NCI said, women in their
40s should review the facts with their health care pro-
viders and make their own decision.®

In 1996, following the release of new data showing a
17 percent reduction in breast cancer deaths among
women in their 40s who had regular mammograms,
the NIH agreed to convene an independent consensus
panel to review the research literature and report to the
National Cancer Advisory Board, which was prepar-
ing to review federal mammography screening guide-
lines® In late January 1997, the panel issued a draft
report, which concluded that existing datadid not war-
rant arecommendation that all women intheir 40shave
regular mammograms.*?

The panel’sfindings came under immediate attack from
other researchers who said the group had overempha-
sized mammography’s risks while paying too little at-
tention to the data that showed benefits.’* The Senate
expressed its disapproval of the panel’s recommenda-
tionsin February 1997, when it voted unanimously (98-

0) to strongly urgethe National Cancer Advisory Board
to consider reissuing its 1993 guidelines recommend-
ing mammography for women in their 40s. In March
1997, the Board agreed to recommend again that
women in that age range have a mammogram every
one to two years, citing the 1995 data.4

On the same day that the NCI adopted its hew guide-
lines, the President announced a series of executive
orders on theissue. He instructed HCFA to send a let-
ter to state Medicaid directors encouraging them to
cover annual mammography screenings beginning at
age 40 and informing them that the federal govern-
ment would provide matching payments for these ser-
vices. He also directed the Office of Personnel Man-
agement to require all federal employee health plans
to provide such coverage.®

Adding to the controversy over mammography screen-
ing, a recent study by Canadian researchers that fol-
lowed nearly 40,000 women aged 50-59 found that
clinical breast exams were equally as effective at de-
tecting breast cancer asmammograms. Under the studly,
half the women received clincial breast exams aone
and the other half received both clinical breast exams
and mammograms. After a13-year period, equal num-
bers in both groups had died of breast cancer.1®

Additionally, a study published in the Journal of the
National Cancer Ingtitute found that the cumulative
risk of a false-positive mammogram over time varies
depending on a woman's risk and factors related to
screening technologies. The study reviewed the medi-
cal records of 2,227 women aged 40-69 who had at
least one screening mammogram. The study found that
by the ninth mammogram the risk of a false-positive
can be as low as 5 percent for women at low-risk for
breast cancer and as high as 10 percent for women with
a number of known risk factors.'” Both these studies
point to the need for improved screening methods.

Congressional Action

The 106" Congress enacted legislation (PL. 106-554)
to provide additiona Medicare paymentsto health care
providers, which included provisions pertaining to
mammography screening. Under the new law, two new
payment rates for new technol ogies applied to screen-
ing mammography will be established beginning in
2002. For technologies that directly take digital im-
ages, the payment rate will be equal to 150 percent of
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the payment for bilateral diagnostic mammography. For
technologiesthat convert images, the payment rate will
be increased by $15. Additionally, the Secretary of
Health and Human Services will be required to deter-
mine if anew code is necessary. The provisions were
part of the Medicare “givebacks’ legislation, which
was included in the FY 2001 Consolidated Appropria-
tions Act (PL. 106-554).

A number of legidative proposals aimed at improving
women’s access to mammaography were introduced
during the 106" Congress. For alisting, see Appendix
.

Notes

1 National Cancer Institute (NCI), CancerNet, “ Screening
Mammography,” Sept. 29, 1999 <http://cancernet.nci.nih.gov/
cgi-bin/

srchegi.exe?DBID=pdgé& TY PE=search& SFM T=pdq_statement/
1/0/08zui=600528> (8/10/00).

2 National Center for Health Statistics (NCHS), Health, United
Sates, 2000 With Adolescent Chartbook (Hyattsville: NCHS,
2000), p. 198.

31bid., p. 271.

4 1bid.

5 NCI, “Misconceptions Persist Among Older Women In Spite

of Rising Mammography Rates’ (press release, Oct. 20, 1999)
<http://rex.nci.nih.gov/massmedia/pressrel eases/nbcam.html> (8/
10/00).

6 CDC, “National Breast and Cervical Cancer Early Detection
Program At-a-Glance 2000" <http://www.cdc.gov/cancer/
nbccedp/about.htm> (8/9/00).

7 Brooke Masters, “Women in 40s Urged to Have
Mammograms,” Washington Post, June 28, 1989, A1l.

8 Gary Taubes, “The Breast Screening Brawl,” Science 275
(Feb. 21, 1997): 1056-1059.

9 GinaKolata, “ Stand on Mammograms Greeted by Outrage,”
New York Times, Jan. 28, 1997, C1.

10 Taubes, “The Breast Screening Brawl.”

11 Dolores Kong, “Mammogram Guidelines are Called into
Question,” Boston Globe, May 7, 1996, p. 1.

12 Kolata, “ Stand on Mammograms.”

13 Ibid.

14 NCI, “ Statement from the National Cancer I nstitute on
National Cancer Advisory Board Recommendation on Mammog-
raphy” (pressrelease, March 27, 1997) <http://rex.nci.nih.gov/
massmedia/pressrel eases/ncabrecommend_part3.html> (8/10/00).

15 The White House, “President Clinton Announces Mammog-
raphy Actions’ (pressrelease, March 27, 1997).

16 Susan Okie, “Mammogram Recommendations Challenged:
Annual Physical Examination of Breasts Just as Effectivein
Curbing Cancer Deaths, Study Says,” Washington Post, Sept. 20,
2000, A6.

17 Cindy L. Christiansen, et al., “Predicting the Cumulative
Risk of False-Positive Mammograms,” Journal of the National
Cancer Ingtitute 92 (2000) 20: 1657-1666.

Wobmen’'s Policy, Inc. 87



Women'’s Health Legidation in the 106th Congress

M astectomy Hospital Stays

he shift to managed care has created dramatic re-

ductions in the length of hospital stays. Concerns
raised by the health and consumer advocacy commu-
nities have prompted incremental steps toward regu-
lating coveragein private sector plans. Public outrage
over “drive-by deliveries,” in which women were dis-
missed from hospitals less than 24 hours after giving
birth, led to the passage in the 104" Congress of a hill
(PL. 104-204) mandating coverage of a hospital stay
for at least 48 hours after delivery. This same legisa-
tive strategy isnow being applied to the issue of breast
cancer surgery, primarily mastectomies.

Thetrend of decreasing post-mastectomy hospitaliza-
tion was first brought to national attention by a Con-
necticut surgeon who clashed with health maintenance
organizations (HMOs) in her area regarding covered
hospital stays for her patients. These HMOs had
adopted guidelines developed in 1995 by an account-
ing and consulting firm that suggested that mastecto-
mies without complications could be performed on an
outpatient basis.

While cost containment measures have abbreviated
average hospital stays for all surgeries, the length of
stays following mastectomies have decreased more
rapidly than for other surgeries on the whole. Accord-
ing to a1997 study of hospitalization by the Connecti-
cut Office of Health Care Access, hospital staysfor all
surgical proceduresin that state dropped by 23 percent
over the previousfive years. In this same period, stays
for mastectomies dropped by more than 42 percent.?
The National Center for Health Statistics found that
the average length of stay for women aged 45-64 who
were diagnosed with breast cancer increased from 2.7
daysin 1996 to 3.5 daysin 1997. However, the aver-
age length of stay for women aged 65-74 years who
were diagnosed with breast cancer decreased from 2.9
daysin 1996 to 2.4 daysin 1997. Additionally, the av-
erage length of stay in a hospital for any procedure
across the United States has decreased from 6.3 days
in 1985 to 4.9 daysin 1998.3

Many women's health advocates argue that reducing
hospital stays places undue physical and emotional

burdens on women. Following a mastectomy, plastic
drains are generaly placed in theincision and must be
emptied of blood and cleaned every few hoursfor days
after the surgery. Most women need painkillers and
antibiotic treatment to prevent infection. Because of
pain and weakness, it may be difficult for awoman to
manage her own medication schedule and the mainte-
nance of drainsimmediately following surgery.

Some doctors suggest that the security and comfort of
afamiliar environment may speed some women's re-
covery and that shorter stays for mastectomy patients
may be advisable under certain circumstances. These
include an absence of medical complications, thorough
patient education about aftercare prior to the proce-
dure, and family or friendswho arewillingto assist in
aftercare.® Proponents of legidation to require mini-
mum hospital stays argue that while it requires insur-
ersto cover aminimum stay, doctors and patients may
still decide together if ashorter stay isappropriatein a
given situation.

Congressional Action

Insurers strongly oppose legidlative efforts to create
minimum stays, arguing that it is inappropriate for
Congress to mandate benefits and levels of coverage.
In November 1996, the American Association of Health
Plans announced that their members would cover at
least aone-night hospital stay for women who undergo
mastectomies.® However, during consideration of the
Balanced Budget Act of 1997 (P.L. 105-33), the House
approved a provision that would have required man-
aged care organizations participating in Medicare to
cover the length of an inpatient hospital stay that the
attending physician or health care provider deemed
medically appropriate. The provision was dropped in
conference with the Senate.

In February 1997, Secretary of Health and Human Ser-
vices Donna Shalala issued an executive directive to
the 350 managed care plans contracting with Medi-
care. It prohibits them from requiring outpatient sur-
gery, or other limitationson thelength of hospital stays,
for Medicare beneficiaries undergoing surgery for the
treatment of breast cancer.’
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L egidlation

Breast Cancer Patient Protection Act (H.R.
116/S. 681)—Rep. Rosa Del auro (D-CT) and
Sen. Tom Daschle (D-SD)

H.R. 116/S. 681 would require insurance compa-
niesto provide at |least 48 hours of inpatient hos-
pital carefollowing amastectomy and aminimum
of 24 hours following a lymph node dissection
for the treatment of breast cancer.

Women'’s Health and Cancer Rights Act of
1999 (S. 115/H.R. 383)—Sens. Olympia Snowe
(R-ME) and DianneFeinstein (D-CA) and Rep.
Sue Kelly (R-NY)

H.R. 383/S. 115 would require insurance compa-
nies to provide inpatient hospital care following
a mastectomy and lymph node dissection for a
period of time to be determined by the physician
in consultation with the patient.
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Mental Health Services

According to a 1999 U.S. Surgeon General's re-
port, an estimated 44 million peoplein the United
States suffer from some form of mental disorder each
year, roughly 20 percent of the adult population. The
report also estimates that direct medical costs from
mental illnesstotaled $69 billionin 1996.* Fortunately,
many of these illnesses can be treated successfully.

Many neurobiological disorders—most notably depres-
sion, anxiety disorders (including phobias and panic
disorders), and eating disorders—disproportionately
affect women. A number of factors associated with
neurobiological disorders—particularly depression—
include heredity, biochemistry, behavioral responses,
high stresswork or circumstances, domestic violence,
sexual abuse, lower income, and single parenthood.
However, experts continue to debate the relative sig-
nificance of these factors. Further research on indi-
vidual and social indicators that contribute to depres-
sion and other neurobiological disordersis needed.?

Major depression is one of the most prevalent psychi-
atric disturbances affecting women. Approximately
twice as many women as men suffer from depression.®
One out of seven women will suffer from depression
in her lifetime.* Additionally, the National Institute of
Mental Health (NIMH) at the National Institutes of
Health estimatesthat 20 percent of women have at least
one episode of depression that should be treated.®

Symptoms of major depression include persistent sad-
ness, disruption in sleep patterns, changes in appetite
and energy level, loss of interest in daily activities, and
impairment of cognitive functions. Major depression
can cause severe impairment in social and physical
functioning and is a major precipitating factor in sui-
cide. It has been associated with higher medical costs,
greater disability, poor self-care and adherence to medi-
cal regimens, and increased morbidity and mortality.®
According to the American Psychological Association,
depression in women is misdiagnosed 30 to 50 percent
of thetime.”

Depression occurs most frequently in women aged 25-
44, with postpartum depression affecting roughly 10
percent of new mothers® Researchers also are seeing
arisein depression among adolescent women. A 1999
NIMH study of adolescent girls transitioning through

high school to early adulthood found that 37 percent
of the girlsexperienced amajor depressive episode that
had a negativeimpact on their school performance and
their intimate romantic relationships during this time
period. Additionally, 47 percent of the girls had expe-
rienced depression at some point in their lifetime.®

In most cases, a combination of psychotherapy and
medication can successfully treat clinical depression
in amatter of months. The advent of new medications
has brought new hopeto long-term sufferers of mental
illness. The NIMH states that more than 80 percent of
individuals suffering from clinical depression respond
positively to antidepressants.’® However, according to
the American Psychological Association, 70 percent
of the prescriptions prescribed for antidepressants are
prescribed for women, often with improper diagnos-
ing.1t

Research

TheNIMH iscurrently undertaking research on women
and depression that will focus on life stresses. Data
from another NIMH-sponsored study indicates that
stressful life experiences may play arolein recurring
episodes of depression. Additionally, the NIMH isin-
vestigating the role of hormones and depression in
women and the mechanisms that contribute to post-
partum depression.!2

Congressional Action

L egidlation addressing the need for better coverage of
mental health services was passed in 1996 under the
FY 1997 Veterans Affairs, Housing and Urban Devel-
opment, and Related Agenciesappropriationshbill (P.L.
104-204). Insurersthat offer mental health care cover-
age are required to set similar coverage limits on an-
nual and lifetime coverage for mental and physical ill-
nesses. The law allows employers to purchase plans
with different coverage limits for physical and mental
disordersif aplan offering similar coverageraises costs
by 1 percent or more. Businesses with fewer than 50
employees are exempt from the law’s requirement.

A recent General Accounting Office (GAO) report
examined compliance with the Mental Health Parity
Act of 1996 and found that 86 percent of health plans
were in compliance with the 1996 law. According to
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the GAO, 14 percent of planswere noncompliant, com-
pared to 55 percent of plans that were noncompliant
before the law was enacted. However, of the plansthat
were compliant, 87 percent limited mental health ben-
efitsto a greater extent than medical benefits.’®

The Balanced Budget Act of 1997 (PL. 105-33) in-
cluded a provision, as part of the $24 billion State
Children'sHealth Insurance Program, that requires state
health plansto expand health coverage and servicesto
include menta health benefits for low-income, unin-
sured children.

L egidation

Mental Health Equitable Treatment Act of 1999
(S. 796)—Sens. Pete Domenici (R-NM) and
Paul Wellstone (D-MN)

S. 796 would prohibit health plansfrom imposing
limitation or financial requirements on the cover-
age of mental health benefits if similar benefits
are not imposed on medical and surgical benefits.
The hill would limit mental health coverage to
severe biologically-based mental illnesses.

Mental Health and Substance Abuse Parity
Amendments of 1999 (H.R. 1515)—Reps.
Mar ge Roukema (R-NJ) and Bob Wise (D-WYV)

H.R. 1515 would prohibit health plans from im-
posing treatment limitations or financial require-
ments on the coverage of mental health benefits
and on the coverage of substance abuse and chemi-
cal dependency benefits if similar benefits or re-
quirements are not imposed on medical and surgi-
cal benefits. The bill does not define mental ill-
ness.

Mental Health Parity Enhancement Act of 1999
(H.R. 2445)—Reps. Carolyn Maloney (D-NY)
and Benjamin Gilman (R-NY)

H.R. 2445 would clarify that health insurance plans
may not impose limitations on the number of vis-
its alowed for mental health, nor may they im-
poseany other limitationson covered menta health
benefits.

Additionally, in May 1999, the President issued an
executive order requiring plans participating in the
Federal Employees Health Benefits Program to pro-
vide mental health benefits that are equal or compa-
rableto physica health benefits.** Plans cannot set lim-
itson the number of inpatient daysfor mental illnessif
they do not set similar limits for physical illness. Ad-
ditionally, the executive order bars higher co-payments
for mental health care than for physical health care.

The 106" Congress also addressed the issue of post-
partum depression. On October 10, 2000, the House
approved aresolution (H. J. Res. 163) expressing the
sense of the House regarding postpartum depression.
Sponsored by Reps. Jack Kingston (R-GA) and Lois
Capps (D-CA), the resolution expressed support for
providing all new mothers and fathers with complete
information about postpartum depression, encouraged
al ob-gynsto inquire prenatally about any psychiatric
problems the mother may have experienced, encour-
aged all ob-gyns to screen new mothers for postpar-
tum depression prior to discharge from the hospital,
recommended that appropriate health care profession-
asbetrained in screening for postpartum depression,
and recommended that the NIMH undertake additional
research on postpartum depression. The Senate did not
consider asimilar resolution.
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Obstetricians-Gynecologists

ne result of the dramatic shift toward managed

care over the past decade has been the develop-
ment of the role of the primary care physician as a
“gatekeeper” who serves as an entry point into the
health care system while playing avariety of other roles
in providing for a patient’s care: delivering preventive
services, treating common illnesses, and taking primary
responsibility for the patient’s general well-being and
long-term continuity of care.

According to a 1999 American College of Obstetri-
cians and Gynecologists (ACOG)/Princeton poll, 60
percent of all ob-gynsin managed care plans reported
that their patients were either limited or barred from
seeing an ob-gyn without prior authorization. Twenty-
eight percent of ob-gyns reported that their pregnant
patients had to go through a gatekeeper prior to seeing
them. Additionally, nearly 75 percent of ob-gyns sur-
veyed reported that their patients had to return to their
primary care physician prior to receiving follow-up
care!

In contrast with other primary care specialists, ob-gyns
are the only physicians specifically trained to provide
comprehensive primary care for women. Primary care
training recently hasbeen expanded in ob-gyn residency
programs and must encompass the following: taking
comprehensive histories that include medical, nutri-
tional, sexual, family, genetic, and social behavior data;
ng health risks; appropriately screening patients
of various ages and under specific circumstances; di-
agnosing and treating common non-reproductive ill-
nesses affecting women; managing the health care of
patients in a continuous manner through all the repro-
ductive and post-reproductive years; knowledge of the
behavioral and societal factors that influence health
among women of differing socioeconomic and cultural
backgrounds; and knowledge of behaviora medicine
and psychosocia problems, including domestic vio-
lence, sexual assault, and substance abuse.?

Furthermore, women examined by ob-gyns, as com-
pared to other types of primary care physicians, are
more likely to receive certain primary care preventive
services such as pelvic exams, Pap tests, clinical breast
exams, and referrals for mammograms. Eighty-one
percent of women whoseregular provider isan ob-gyn

received a clinical breast exam in the past year, com-
pared to 68 percent of women who saw another type of
provider.®> Additionally, of those women who sought
carefrom an ob-gyn, 94 percent received apelvic exam
compared to 35 percent of women who received care
from other health care practitioners. Ninety-four per-
cent of women who sought care from an ob-gyn re-
ceived a Pap smear compared to 33 percent of women
who received care from other providers.

In addition, many ob-gyns manage non-reproductive
health concerns (such as hypertension, cardiovascular
diseases, diabetes, and asthma) for women, including
pregnant women.

Direct Access

Surveys consistently show that women consider ob-
gyns to be important providers of health care. A 1998
survey found that 82 percent of Americans support di-
rect access to ob-gyns, and 63 percent of Americans
would support direct access even if their health insur-
ance costs were to increase as a result.®> A 1998 cost
analysis found that requiring managed care organiza-
tions to allow direct access to ob-gyns would raise an
individual’s health insurance premium by only 12 cents
a year.® The Congressional Budget Office estimated
that direct access to ob-gyns would cost $1 million in
the first year, or 0.1 percent of an individual’s insur-
ance premiums.’

Federa and state regulations have adopted several ap-
proaches to address thisissue. As of December 2000,
38 statesand the District of Columbiahad implemented
laws to require insurers to either allow women direct
access to ob-gyns or to designate an ob-gyn as their
primary care provider.®

In response to these actions, 22 of the nation’s largest
health care plans formed the Coalition for Affordable
Quality Healthcare and pledged to provide direct ac-
cessto ob-gyn services, in addition to anumber of other
services.®

Congressional Action

In 1997, Congress addressed the issue of accessto ob-
gyns in the debate over the balanced budget. A provi-
sion in the House version of the Balanced Budget Act
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(PL. 105-33) would have required managed care plans
participating in Medicaid to allow a Medicaid recipi-
ent to choose an ob-gyn as her primary care provider
or to alow her direct accessto an ob-gyn, or a partici-
pating health care professional practicing in collabo-
ration with an ob-gyn, without prior authorization. The
provision was dropped during conference.

The 106" Congress revisited the issue of direct access
during its debate on managed care reform. Both the
House-passed and Senate-passed bills (H.R. 2990/S.
1344) included language allowing women direct ac-
cess. The House-passed bill contained a stronger ver-
sion of the provision. The House language would have
applied to all health care plansand would have required
those plansto allow women direct accessto health care
professionals specializing in obstetrics and gynecol-
ogy for gynecological care and pregnancy-related ser-
vices.

The Senate-passed version (S. 1344) would have ap-
plied to health plans regulated by ERISA and would
have required those plans to allow women direct ac-
cess to a physician who specializes in obstetrics and
gynecology for obstetric care and related follow-up
obstetrical care or routine gynecological care.

Advocates preferred the House-passed version because
it applied to al health plans, allowed women accessto
arange of health care professionals, and more broadly
defined gynecological care. However, the legidation
stalled in a House-Senate conference.

Additionally, the Senate-passed version of the FY 2001
Labor, Health and Human Services, and Education
appropriations bill (S. 2533) included a compromise
version of the patients' bill of rights. The amendment,
offered by Sen. Don Nickles (R-OK), included adirect
access provision; however, the language was dropped
during a House-Senate conference.

The President issued an executive order in 1998 re-
quiring the Health Care Financing Administration
(HCFA), which oversees Medicare and Medicaid, to
implement the Consumer Bill of Rights and Responsi-
bilities. Asdirected, HCFA issued a proposed rule that
would, among other things, ensure women enrolled in
Medicare and Medicaid direct access to ob-gyns for
routine and preventive health care services.®

L egidation

Women’s Access to Care Act (S. 697)—Sens.
Barbara Boxer (D-CA) and Olympia Snowe
(R-ME)

S. 697 would require that group health insurance
plans allow women to choose obstetrician-gyne-
cologists as primary care physicians, or allow
women direct access to ob-gyns, without prior
authorization by separate primary care physicians.

Access to Women'’s Health Care Act of 1999
(H.R. 1806)—Reps. Nita Lowey (D-NY) and
Rick Lazio (R-NY)

H.R. 1806 would require that groups and indi-
vidual health insurance plans allow women to
choose obstetrician-gynecol ogistsas primary care
physicians, or allow women direct access to ob-
gyns, or to participating health care profession-
aspracticing in collaboration with ob-gyns, with-
out prior authorization by separate primary care
physicians.
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Prescription Drug Coverage for Older Women

edicare has provided older individuals with

health care coverage for 35 years. However,
when the program was created in 1965, prescription
drug coverage was not included. Currently, Medicare
covers prescription drugs when they are provided dur-
ing an inpatient stay at a hospital or nursing facility
and when the drugs cannot be self-administered. Asa
result, Medicare beneficiaries are forced to either seek
supplemental coverage for prescription drugs, incur
debt to pay for prescription drugs, or forgo certain medi-
cations. According to the Kaiser Family Foundation,
16 percent of older individuals report that they did not
fill a prescription because of the cost; 21 percent say
that they gave up thingsto pay for prescription drugs;
and 9 percent say that they gave up basic necessitiesto
pay for their prescriptions.t In 1999, 35 percent of
Medicare beneficiaries had no prescription drug cov-
erage.?

Women are particularly affected. According to the
Older Women'’s L eague, women constitute 58 percent
of the Medicare population at age 65, and 71 percent
of the Medicare population at age 85.2 Minority women
constitute 60 percent of all minority Medicare benefi-
ciaries.* Seventeen million women use prescription
drugsregularly, and an estimated seven million women
served by Medicare lack prescription drug coverage.®

Studies show that older women are particularly vul-
nerable because women live an average of seven years
longer than men and report more chronic conditions
that require prescription drugsthan men. A 1999 study
found that 73 percent of older women on Medicare
reported two or more chronic conditions, compared to
65 percent of older men.® According to AARP, 11 per-
cent of older women reported having one or more se-
vere limitationsin activities of daily living, compared
to 7 percent of men.’

As aresult, women pay more in out-of-pocket health
care coststhan men. In 1999, older women spent $2,520
in out-of-pocket expenses, while older men paid
$2,320.8 Estimates show that women spent an average
of $430 ayear in out-of-pocket prescription costs, com-
pared to $380 a year for men.®

In addition, the cost of prescription drugsisrising. In
2000, spending on prescription drugs increased by an

estimated 11 percent, and it hastripled since 1990.%° A
July 2000 study found that spending on prescription
drugs increased a record 17.4 percent in 1999, with
average prescription pricesrising 18 percent for women
aged 70-79 and 20 percent for women over 80, com-
pared with a 9 percent increase for men aged 70-79
and 11 percent for men over 80.%

Not only are women paying morein out-of-pocket ex-
penses for prescription drugs, but these women also
aremorelikely to be poor. AARP estimatesthat women
constitute three-quarters of poor Medicare beneficia-
ries, defined as having an income below 200 percent
of the poverty line. Of that number, 17 percent are mi-
nority women.!2

A study by the Department of Health and Human Ser-
vices (HHS) found that seniorswithout drug coverage
not only lack insurance, but do not have access to the
discountsand rebatesthat insured individualsreceive.”®
The Kaiser Family Foundation found that insured in-
dividuals paid an average of $6 per prescription for
generic drugs and $10 per prescription for brand name
drugs. Uninsured individuals paid an average of $31
per prescription.* Additionally, the HHS study found
that the percent of M edicare beneficiarieswithout drug
coverage who reported not being able to afford adrug
was about fivetimes higher than those with coverage.?®
In 1996, women who did not have prescription drug
coverage used 24 percent fewer prescriptions than
women who had coverage.i®

According to another survey, 76 percent of Americans
support providing prescription drug coverage under
Medicare. Sixty-two percent of Americanswould sup-
port expanding Medicare to provide such coverage di-
rectly, while 32 percent would support government sub-
sidies for seniors to purchase private health insurance
to cover prescription drugs.t’

Congressional Action

The 106" Congress debated prescription drug cover-
ageat length. While Republicansand Democrats agreed
on the need for a prescription drug benefit for seniors,
there was disagreement about how to best implement
the benefit. Some argued that the benefit should bein-
cluded in the Medicare program, but only if the pro-
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gram as awhole was reformed. Others prefered to en-
act a separate prescription drug benefit through gov-
ernment-subsidized private plans.

While the House passed a Republican-sponsored plan
(H.R. 4680) that would have alowed seniors to pur-
chase prescription drug coverage through private in-
surance plans or Medicare+Choice managed care plans,
the Senate never considered similar legislation, leav-
ing the issue to be decided by the 107" Congress.

A number of legidative proposals pertaining to pre-
scription drug coverage for seniorswereintroduced in
the 106" Congress. For alisting, see Appendix I1.
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Reconstructive Breast Surgery

he American Cancer Society estimated that

182,000 new cases of breast cancer would be di-
agnosed in the United States in 2000.! Treatment for
breast cancer may include two or more of the follow-
ing: lumpectomy and removal of lymph nodes under
the arms; mastectomy and removal of lymph nodesun-
der the arms; radiation; and/or chemotherapy.

* |n 1996, the last year for which datais available,
85,000 women underwent mastectomies as part of
their treatment for breast cancer.?

* According to the American Society of Plastic Sur-
geons (ASPS) in 1999, 82,975 women underwent
reconstructive surgery after mastectomies.®

For many women with breast cancer, reconstructive
surgery isan integral part of the healing process, both
physically and mentally. However, the daunting finan-
cial burden associated with reconstructive surgery and
the concern that the surgery will not be covered by
insurance policies provides further obstacles on the
road to recovery.

By 1998, 29 states had enacted laws mandating insur-
ance coverage for breast reconstruction after a mas-
tectomy.* Despite state efforts to legislate insurance
coverage of breast reconstructive surgery, many advo-
catesfelt that federal |egislation wasneeded since many
women were covered by plansregulated under thefed-
eral Employee Retirement Income Security Act
(ERISA), not state law.

Congressional Action

Asaresult, Congress enacted the Women’'s Health and
Cancer Rights Act of 1998 (PL. 105-277). The bill
was included in the FY 1999 omnibus appropriations
measure. The law requires insurance policies to cover
reconstructive breast surgery if they cover mastecto-
mies. Reconstructive surgery isdefined asall stages of
reconstruction of the breast on which the mastectomy

was performed; surgery and reconstruction of the other
breast to produce asymmetrical appearance; and pros-
theses and treatment for physical complications asso-
ciated with a mastectomy.

In the 106" Congress, an effort was made to further
enforce the coverage of reconstructive breast surgery
by hedlth insurers; however, the legidation was never
considered by either the House or the Senate.

L egidation

Women’'sHealth and Cancer RightsConform-
ing Amendments of 1999/Breast Reconstruc-
tion Implementation Act of 1999 (H.R. 3224/S.
1679)—Reps. Sue Kelly (R-NY) and Karen
Thurman (D-FL) and Sen. Joe Biden (D-DE)

H.R. 3224/S. 1679 would provideacivil monetary
penalty against those health plansthat fail to pro-
vide coveragefor breast reconstruction after breast
cancer surgery. This changeisintended to ensure
compliance with the Women's Heal th and Cancer
Rights Act of 1998.
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