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Women’s Health Legidation in the 106th Congress

Alcohol/Fetal Alcohol Syndrome

Icoholism and diseases related to alcohol abuse

are not commonly considered women'shedthis-
sues. It istruethat alcohol useislower among women
than among men, both in terms of the number of women
who drink and the amount of alcohol they consume.
However, particularly for the heaviest drinkers, drink-
ing comparable amounts of alcohol has more severe
effects on women than on men.

* Female alcoholics develop alcohol-induced liver
disease over a shorter period of time and after con-
suming less acohol, compared with men.?

* \Women are more susceptible to interpersonal vio-
lence as aresult of alcohol abuse. According to the
Nationa Institute on Alcohol Abuse and Alcohol-
ism (NIAAA) at the National Institutes of Health
(NIH), onesurvey of femalecollege

used to describe aless severe conditioninwhich achild
exhibits some but not all of the components of FAS.
However, other diagnostic terms, such as alcohol-re-
lated birth defects (ARBD) and alcohol-related
neurodevelopmental disorder (ARND) are now more
commonly used.” The National Organization on Fetal
Alcohol Syndrome estimates that the lifetime institu-
tional and medical costs for one child with FAS total
$1.4 million.®

Advocates believe that FAS is misdiagnosed and
underdiagnosed due to a lack of health care provider
training. Less than 10 percent of medical schools re-
quiretraining on the diagnosisand referral of individu-
alswith alcoholism.®

FAS affects all races and socioeco-

students found a significant rela-
tionship between the consumption
of alcohol the women reported
drinking each week and their expe-
riences of sexual victimization.?

* Women aremorelikely to develop
alcohoalic hepatitis and to die from
cirrhosis than men with similar

Alcohol use during
pregnancy is the leading
cause of mental retarda-
tion in newborns and the

leading preventable

cause of birth defects.

nomic groups. One of its puzzling as-
pects is that the occurrence of FAS
among African Americansis 6 times
higher than among Caucasians, even
when the mothers have similar drink-
ing habits during pregnancy.’® The
occurrenceis 33 times higher among
some Native American tribes.*

drinking histories.®

* Heavy alcohol useincreasestherisk of death from
cardiovascular disease for women aged 55 and
younger.*

According to the Centers for Disease Control and Pre-
vention, 1 out of 8 women of childbearing age report
risk drinking, which is defined as consuming seven or
more drinks per week, or five or more drinks on any
one occasion. Additionally, 1 out of every 29 women
who know they are pregnant reportsrisk drinking.®

Alcohol use during pregnancy is the leading cause of
mental retardation in newborns and the leading pre-
ventable cause of birth defects. It can cause head and
facial deformities, organ dysfunction, growth retarda-
tion, learning disabilities, low | Q, behaviora problems,
short attention span, poor coordination, and hyperac-
tivity. Thisset of irreversible mental and physical birth
defects is known as Fetal Alcohol Syndrome (FAS)
and affects between 1,300 and 8,000 babies each year.
Fetal Alcohol Effects (FAE) is a term that has been

Smokers, single women, young
women, and less educated women—all of whom al-
ready face an increased risk of pregnancy complica-
tions—are more likely to drink alcohol during preg-
nancy and are therefore at a higher risk of having ba-
bieswith FAS.

Researchers are exploring gender differences in the
physiological effectsof alcohal. For example, hormonal
changesthroughout the menstrual cycle may influence
themetabolism of acohol inwomen. Alcoholic women
have higher rates of amenorrhea, miscarriage, early
menopause, gynecologic surgery, and infertility than
other women, but the mechanisms by which acohol
affectsthefemal e reproductive system are not well un-
derstood.*

Further Research Needed

The Health Resources and Services Administration at
the Department of Health and Human Services esti-
mates that less than 10 percent of American women
are dependent on alcohal. Prevalence rates are highest
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among Caucasian women, followed by African-Ameri-
can and Hispanic women.*® However, quantifying the
prevalence of acohol problemsamong women isham-
pered by thelack of data. Women have historically been
underrepresented in studies of alcohol use and abuse,
thusprevention, diagnosis, and treatment methods have
been developed largely through studies of men.

Women react differently to treatment and intervention
messages than men. The socia stigma against women
who drink heavily acts asamajor barrier to treatment.
Other barriersinclude lack of accessto services, trans-
portation, lack of culturally sensitive services for ra-
cial and ethnic minorities, responsibility for children,
cost, and fear of removal of their children. Studies show
that women who receive treatment improvetheir health,
productivity, parenting ability, and the health and well-
being of their children.’* Researchers are continuing
to look at the most effective gender-appropriate meth-
odsto prevent and treat alcohol abuse in women.

In FY 1999, the NIAAA allocated roughly $46 million
to research on women and alcohol.®® The Institute has
identified a broad list of research opportunities con-
cerning women and alcohol. Continued research will
help identify patterns of acohol use and abuse among
women, differencesin the physiological and social ef-
fects of alcohol on women and men, and the preven-
tion and treatment strategies that will be most effec-
tive for women. Additionally, the NIAAA will con-
tinue its focus on preventing maternal consumption of
alcohol during pregnancy.®

Congressional Action

During Senate consideration of the FY 2001 Labor,
Health and Human Services, and Education appropria-
tionshill (S. 2553), the Senate adopted an amendment
that would provide an additiona $10 million for edu-
cation on, and prevention and detection of, FAS and

FAE, bringing total funding to $15 million. The fina
measure (P.L. 106-554) included the amendment.

Committee report language accompanying the House-
passed FY 2001 Labor, Health and Human Services,
and Education appropriationsbill (H.R. 4577) encour-
aged the NIAAA to begin implementing a plan to es-
tablish anational clearinghouse on acohol-related birth
defects.
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Autoimmune Diseases

utoimmune di seases encompass more than 80 dif-

ferent chronic diseases whereby the body inex-
plicably devel ops antibodies to its own system, which
is subsequently attacked by its own immune cells.
Roughly 12 million Americans suffer from an autoim-
mune disease, and women are disproportionately af-
fected by these diseases. Autoimmune diseases tradi-
tionally strike women during their working and child-
bearing years.! Examples of autoimmune diseasesin-
clude rheumatoid arthritis, lupus, multiple sclerosis,
scleroderma, Type | diabetes, Graves disease, and
Sjogren’s syndrome.

Autoimmune diseases are particularly difficult to di-
agnose because of the vagueness of symptoms. Often
women are sent from specialist to specialist, taking
yearsheforethey arediagnosed. A study by the Ameri-
can Autoimmune Related Diseases Association
(AARDA) found that 65 percent of patients were la-
beled hypochondriacs or chronic complainers by their
physicians when they were actually in the early stages
of thedisease.? The emotional, physical, and economic
cost for individuals seeking an explanation for their
symptoms is significant. According to the AARDA,
direct medical costs associated with autoimmune dis-
eases total roughly $86 billion per year.?

Research

Research into autoimmune diseases is just beginning.
There is no known cause or cure for many of the dis-
eases. Some experts believe that the hormone estrogen
plays arole because of the disproportionate number of
women afflicted with autoimmune diseases. However,
many questions remain, such aswhy certain diseases,
for example, multiple sclerosis and rheumatoid arthri-
tis, become less severe during pregnancy when there
are high levels of estrogen in the body, and yet other
diseases, such as lupus, become worse.*

Additionally, there appears to be agenetic predisposi-
tion to autoimmune diseases. While no one gene has
been identified, thereisevidencethat clusters of genes
may increase anindividual’ssusceptibility. It isnot un-
common for severd individualswithin afamily to have
a number of different autoimmune diseases. Outside
triggers, such asstrep throat, rheumatic fever, and sun-
light may contribute to disease onset or worsen a

disease’ s progression. Research isneeded on the etiol-
ogy of autoimmune diseases in an effort to discover a
root cause for the diseases. Currently, there are several
treatments undergoing Phase 111 clinical trials, which
test anew drug or treatment against the standard method
of treatment.>

Researchers at the National Institute of Allergy and
Infectious Diseases (NIAID) at the National Institutes
of Health (NIH) are currently investigating theimmune
system during disease progression, the influence of
genetics, the role of infectious agents, and the effects
of therapeutic interventions.® In FY 1999, the NIAID,
the lead federal agency on autoimmune disease re-
search, spent $30 million on such research and the NIH
as awhole spent $393 million.”

Congressional Action

Committee report language accompanying both the
House-passed and the Senate-passed FY 2001 Labor,
Health and Human Services, and Education appropria-
tions bills (H.R. 4577/S. 2553) commended the NIH
for creating an Autoimmune Diseases Coordinating
Committee to develop a consensus research agenda.

The 106" Congress enacted legislation (PL. 106-310)
pertaining to children’s health that included an autoim-
mune diseases initiative at the NIH. Under the new
law, the NIH Director isrequired to expand, intensify,
and coordinate research on autoimmune diseases at the

Legidation

NIH Office of Autoimmune Diseases Act of
1999 (H.R. 2573/S. 1897)—Reps. Henry
Waxman (D-CA) and ConnieMoréla (R-MD)
and Sen. Joseph Biden (D-DE)

H.R. 2573/S. 1897 would authorize $950,000 to
establish an Office of Autoimmune Diseases
within the Office of the Director at the NIH. The
Office of Autoimmune Diseases would recom-
mend an agenda for conducting and supporting
research on autoimmune diseases, aswell as pro-
mote coordination and cooperation among the re-
search institutes at the NIH.
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NIH. The law requires the NIH to report to Congress
biennially on research, education, and other activities
on autoimmune diseases conducted or supported by
the NIH. Thelanguage is similar to bills sponsored by
Reps. Henry Waxman (D-CA) and Connie Morella(R-
MD) and Sen. Joseph Biden (D-DE).

Rheumatoid Arthritis
Rheumatoid arthritis (RA) is an autoimmune disease
in which theimmune system attacks the lining of vari-
ous joints, causing pain, swelling, and stiffness. RA
affects 2.1 million Americans, of whom 1.5 million
are women.® Earnings lost annually by women with
rheumatoid arthritis-like symptoms are estimated at
$8.9 billion.®

Researchers areinvestigating the role that genetic fac-
tors play in RA. Scientists have been able to discover
that more than one gene is involved in the develop-
ment of the disease; however, some people who carry
these genes do not develop RA while othersdo.’® Ad-
ditionally, the National Institute of Arthritisand Mus-
culoskeletal and Skin Diseases (NIAMS) at the NIH
has partnered with the Arthritis Foundation to support
the North American Rheumatoid Arthritis Consortium.
The consortium will collect medical information and
genetic material from 1,000 families in which two or
more siblings have RA .1t

Researchers believe that some incident triggers the
onset of RA in peoplewho are genetically predisposed
to the disease. As aresult, the NIAMS is undertaking
research on environmental factorsand RA. In an effort
to better understand why women are more affected by
RA than men, researchers also are studying male and
female hormones, aswell asother gender differences.’?

Current treatment for RA involves an integrated ap-
proach. In addition to prescribing medication, many
health care providersa so addresslifestyleissues, such
asdiet, exercise, and stresslevels. Certain medications
are aimed at reducing the inflammation of the joints,
whileother more powerful disease-modifying antirheu-
matic drugs are used to slow disease progression.®®
Non-steroidal anti-inflammatory drugs such as aspi-
rin, ibuprofen, naproxen, and a number of other drugs
are commonly used to treat rheumatoid arthritis; how-
ever, these medications often have gastrointestinal side
effects that can be quite severe in some cases. While
the Food and Drug Administration (FDA) approved a

new painkiller for RA in January 1999, the FDA de-
clared that there was no proof that the drug had fewer
side effects than other drugs on the market.

In an effort to raise awareness about RA, the Centers
for Disease Control and Prevention launched the Na-
tional Arthritis Action Plan in November 1998. The
plan was created to serve as a blueprint for health pro-
fessionals, organizations, academic institutions, com-
munities, and others for the prevention and control of
arthritis.®®

Multiple Sclerosis

Multiple Sclerosis (MS) is an autoimmune disease in
which the immune system attacks nerve tissues of the
central nervous system. Symptoms of the disease in-
clude difficulty in walking; abnormal sensations, such
asnumbnessor tingling; impaired vision; weaknessand
fatigue; and equilibrium difficulties. An estimated
250,000t0 350,000 Americansare affected by M S, and
it istwice as common in women asin men.*®

Treatments for MS can include occupational, physi-
cal, and speech therapy, in addition to medication aimed
at adleviating MS symptoms and preventing rel apses.

Like many autoimmune diseases, there is no known
cause of, or cure for, MS. However, researchers be-
lieve that there are immunologic, environmental, vi-
ral, and genetic factors that contribute to disease on-
set. Certain geographic areas have higher prevalence
rates of M S than others, suggesting a possible envi-
ronmental agent.r” While no M S gene has been identi-
fied, studies show that an individual’srisk for MSin-
creases if she/he has a first-degree relative, such as a
parent or sibling, diagnosed with MS.28

Scientists have been able to identify the cells that at-
tack myelin, afatty layer that surrounds nervefibers.t®
Destruction of the myelin causes nerve impulsesto be
slowed or halted altogether, thereby causing MS symp-
toms. In November 1999, the Journal of Neuroscience
reported a study that isolated cells (oligodendrocyte
progenitor cells) in the brain that have the potential to
repair myelin that has been destroyed by MS.2°

Asresearch into a cause, better treatments, and a cure
continues, the NIH hasincreased the resources devoted
to M S research. In 1990, $40.5 million was allocated
for research; in FY 1999, the NIH spent $96.3 million
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and was expected to spend $107.4 million in FY 2000
and $110.5 million in FY 2001.%

Congressional Action

The House on October 19 approved a resolution (H.
Con. Res. 271) supporting increased awarenessof MS.
Sponsored by Rep. Bab Weygand (D-RI), the resolu-
tion expressed the sense of Congress that all Ameri-
cansshould play an activerolein fighting multiple scle-
rosis. Theresolution commended the work of national
and community organizations, as well as health care
professionals. Finally, the resol ution stated that the fed-
era government hasaresponsibility to continueto fund
research, to consider ways to improve access to, and
guality of, health care services, to raise public aware-
ness, and to raise health care professionals' awareness
about treatments. The Senate did not consider a simi-
lar resolution (S. Con. Res. 97), sponsored by Sen. Jack
Reed (D-RI), prior to adjournment.

Lupus
Lupusis an autoimmune disease in which theimmune
system attacks organs and tissues. Lupus affects 1 out
of every 185 Americans, 90 percent of whom are
women; 1 out of every 102 women is affected by lu-
pus.?2 African-American women are three times more
likely than Caucasian women to devel op the disease.?®

There are several forms of lupus—discoid, systemic,
drug-induced, and neonatal. Discoid lupus is limited
to the skin only and is characterized by a rash. Sys-
temic lupus erythematosus (SLE), the most severeform,
affects the joints, skin, kidneys, lungs, heart, nervous
system, and blood vessels. Drug-induced lupusis most
commonly associated with certain drugs used to treat
high blood pressure and irregular heart rhythms, and
its symptoms are similar to systemic lupus. Neonatal
lupus is a very rare form of lupus that can affect the
newborn babies of women with SLE. Neonatal lupus
is characterized by skin rash, liver abnormalities, low
blood counts, and sometimes a heart defect. Although
thedisease affectseach individual differently, itischar-
acterized by periods of onset and remission. Thereis
no cure for the disease, and it is a lifetime affliction
that can be life-threatening.?

Although up to two million people have been diag-
nosed with lupus, patient advocacy groups argue that
too little is spent on research. According to the Lupus
Foundation of America, lessfederal money is spent on

lupus research per patient than for AIDS, leukemia,
multiple sclerosis, muscular dystrophy, or cystic fibro-
sis.® In FY 1999, the NIH allocated $46.1 million for
lupus research and is expected to spend $52.4 million
in FY2000 and $55.2 million in FY 2001.%

Because lupus is 10-15 times more likely to occur in
adult women thanin adult men, itisfrequently referred
to asa“woman’'sdisease.” The onset of lupusis most
likely to occur during a woman's childbearing years.
This can limit birth control choices. Women with lu-
pus are discouraged from taking oral contraceptives
containing estrogen because estrogen has been linked
to increased disease activity. Currently, the NIAMS,
the NIH Office of Research on Women's Health, and
the NIH Office of Research on Minority Health are
funding a study to look at the safety of estrogen for
women with SLE.?

Although there is no cure for lupus, there are numer-
ous treatments if the disease is detected early. How-
ever, side effects from medication, especially on post-
menopausal women, can be debilitating. Women treated
with corticosteroids—the most common and effective
form of treatment—are more likely to develop os-
teoporosis or cardiovascular disease. The use of corti-
costeroids can a so lead to high blood pressure and high
cholesteral. Asthe disease devel ops, theinflammation
of joints and organs is increasingly pronounced, be-
coming a disabling condition for many women.?®

The origin of lupus remains largely a mystery. Re-
searchersbelievethat environmental, genetic, and hor-
monal factors contribute to the disease. Genetic stud-
ies have been ongoing, and in 1997 a study funded by
the NIAM S discovered agene that predisposes people
to SLE. According to the NIAMS, the gene appearsto
cut across ethnic groups and may be found in Cauca-
sians, Asians, and African Americans. TheNIAMSalso
has established alupus registry to track the prevalence
of the disease among families.?®

Congressional Action

Congress enacted legislation (PL. 106-505) to autho-
rize and expand research on, and services for, lupus.
The bill (H.R. 762), sponsored by Rep. Carrie Meek
(D-FL), was incorporated into an omnibus health re-
search package (H.R. 2498). The new law authorizes
an unspecified amount of funding to expand and in-
tensify research on lupus at the NIH. Additionaly, the
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new law authorizes an unspecified amount of funding
for programs that deliver services to individuals af-
flicted by lupus and their families. A similar bill (S.
1163) was sponsored by Sen. Robert Bennett (R-UT).

Additionally, committee report language accompany-
ing both the House-passed and the Senate-passed
FY 2001 Labor, Health and Human Services, and Edu-
cation appropriationsbills(H.R. 4577/S. 2553) encour-
aged the NIAM S to enhance research efforts at devel-
oping safer and more effective treatments for lupus.

Committee report language accompanying the final
FY 2001 Labor, Health and Human Services, and Edu-
cation spending bill (P.L. 106-554) urged the Centers
for Disease Control and Prevention to continueits“re-
search, surveillance, and health communication efforts,
including the impact of lupus on women, within the
framework of the National Arthritis Action Plan.”
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Breast Cancer

B reast cancer is the most common form of cancer
in women and the second leading cause of cancer
death in women. There are 2.6 million women living
with the disease in the United States today.

* The American Cancer Society estimated that
182,800 new cases of breast cancer would be diag-
nosed in the United Statesin 2000, with an estimated
41,200 deaths.*

* While Caucasian women are more likely to de-
velop breast cancer, African-American women are
12 times more likely to die from it. The five-year
survival rate for African-American women is 71
percent, compared with 86 percent for Caucasian
women.?

* The risk of breast cancer increases significantly
with age. Roughly 77 percent of women

The National Cancer Institute (NCI) at the NIH isthe
lead federal agency on breast cancer research. Breast
cancer research receivesthe mgjority of thefunds spent
by the NCI on cancersin women. The NCI’'swork in-
cludes basic cancer research, to which approximately
half of its breast cancer funds are directed, as well as
research on prevention, treatment, and diagnostic tech-
nology. The NCl isalso funding studies on breast can-
cer risk factors, including diet and obesity, estrogen
replacement therapy, stress, and environmental factors.
In October 2000, the NCI awarded $12.7 million in
first-year funding for five Specialized Programs of
Research Excellence to research breast and prostate
cancer.®

Breast cancer research also is conducted by several
other NIH institutes, including the National

with breast cancer are over 50, and 84 per- R Institute of Child Health and Human Devel-
cent of breast cancer deaths occur in esearch | gpment and the National Institute of Envi-
women over 50.3 funding for | yonmental Health Sciences. Total NIH fund-
breast ing for breast cancer in FY 1999 was $474.7

Background cancer has million, and the NIH estimated that it would
The public policy response to breast cancer increased spend $523.8 million in FY2000 and $553
in recent years has been more urgent and | 600 percent | millionin FY2001.” Additionally, Congress
energetic than to any other women's health | since1990. | enactedtheWomen'sHealth Reauthorization
Act (PL. 105-340) in 1998. The act reautho-

issue. Since 1994, federal efforts have in-
cluded the National Action Plan on Breast
Cancer, apublic-private partnership designed to coor-
dinate the research, treatment, and education activities
of government and non-governmental organizations.
The action plan was developed in response to a Na-
tional Breast Cancer Coalition petition calling for a
comprehensive strategy to end breast cancer. Theplan's
top prioritiesinclude expanding research on breast can-
cer, enhancing the quality of lifefor personswith breast
cancer, improving survival, and increasing theinvolve-
ment of diverse partners, such as consumer advocates,
in research decisions.*

One of the primary goals of the breast cancer advo-
cacy community is to increase the federal investment
in breast cancer research. Asaresult, research funding
has increased 600 percent since the beginning of the
decade—from less than $90 million in 1990 to more
than $660 millionin 1999.° Thesefiguresinclude pro-
grams at both the National Institutes of Health (NIH)
and the Department of Defense (DoD).

rized NIH’s breast cancer research program
through the year 2003 but did not provide specific dol-
lar amounts for the program.

In addition to the NIH, the Department of the Army
administers a peer-reviewed breast cancer research
program, which was started in FY 1992 with atwo-year
$210 million appropriation. In FY 2001, the program
isfunded at $175 million, the same amount as FY 2000,
but up from $135 million in FY 1999. In recent years,
the well-regarded program has focused its research on
innovative scientific ventures that represent unat-
tempted avenues of investigation or novel applications
of existing technologies.? Breast cancer advocates be-
lievethat the DoD program hasfostered a positive com-
petition with the NCI, challenging each institution to
be innovative about finding a cure for breast cancer.

In addition to the growth in federal funding for medi-
cal research, the 105" Congressvoted overwhelmingly
in 1997 to establish aspecia stamp to raise money for
breast cancer research when it enacted the Stamp Out
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Breast Cancer Act (PL. 105-41). Authorization for that
stamp was dueto expire on July 29, 2000, but the 106™"
Congress extended authorization for the stamp for an
additional two years under the Semipostal Authoriza-
tion Act (P.L. 106-253).

Currently, the NIH receives 70 percent of the revenues
raised when consumers purchase the alternative first-
class stamp, and the DoD receives 30 percent. The 40-
cent stamp went on sale to the public in August 1998.
Asof August 2000, 223 million stamps had been sold,
raising $15.7 million for research. The sale of the stamp
has been so successful that the U.S. Postal Service an-
nounced it would print an additional 85 million stamps,
bringing the total to 415 million stamps.® In October
2000, the NCI announced that it had awarded $6.9
millionintwo-year Insight Awardsto Stamp Out Breast
Cancer grants, as aresult of the money raised through
the sale of the stamp. According to the NClI, the grants
programs will focus on research in biology, etiology,
genetics, prevention, detection, diagnosis and progno-
sis, treatment, control, and outcomes.*

Genetics

The federal investment in research hasresulted in im-
portant advances in our understanding of the biology
of breast cancer and treatment of the disease. Research-
ers have discovered over 100 alterations in the inher-
ited BRCA 1 and BRCA2 genes, known to cause breast
cancer. While the discovery has answered some ques-
tions about the biology of breast cancer, there are till
many unanswered questions, particularly sinceonly 5
to 10 percent of all breast cancers are hereditary. How-
ever, scientists believe that BRCA1 and BRCA2 mu-
tations account for 30 to 70 percent of al inherited
breast cancer cases.™ Women who have inherited the
BRCA1 mutation have a 50 to 85 percent risk of de-
veloping breast cancer in their lifetimes.? The NCI
estimatesthat BRCA 1 isresponsible for 45 percent of
breast cancers in families with multiple cases of the
disease, and BRCA2 mutations represent 35 percent
of breast cancersin such families.*®

An August 2000 study published in the Journal of the
National Cancer Institute also found that European
families that have a mutation in the CDKN2A gene
have an increased risk for breast cancer.’* Researchers
continueto examine the genetic factors associated with
breast cancer.

New Treatments

Additionally, several advancements have been made
in the treatment of breast cancer. In early 1998, the
NCI and the National Surgical Adjuvant Breast and
Bowel Project (NSABP) announced the results of a
study documenting the efficacy of tamoxifen in reduc-
ing the risk of breast cancer in high-risk women. Al-
though the study demonstrated a 45 percent reduction
inbreast cancer incidenceamong trial participantswho
took the drug, some women experienced potentially
life-threatening side effects, including uterine cancer,
blood clots, and stroke.> For example, the chances of
developing uterine cancer weredoubled from 1in 1,000
to 2.3 in 1,000. The Food and Drug Administration
(FDA) approved tamoxifen as a treatment to reduce
theincidence of breast cancer in October 1998.% How-
ever, tamoxifen cannot be marketed as a preventive
measure due to concerns that women will falsely be-
lieve that the drug will offer them alifetime immunity
against breast cancer.'’

Moreover, a Dutch study published in The Lancet in
September 2000 showed that women who took
tamoxifen for two or more years experienced agreater
risk of endometrial cancer.’® Researcherswill continue
to examine the safety and effectiveness of long-term
tamoxifen use.

TheNCI began another study—the Study of Tamoxifen
and Raloxifene (STAR)—in 1999. The STAR study is
examining whether the drug raloxifene is as effective
as tamoxifen in reducing the risk of breast cancer.®®
After thefirst year of thetrial, over 6,000 women were
enrolled, and the NCI is searching for an additional
16,000 participants.?® Raloxifene has been approved
by the FDA for the prevention of osteoporosis.

In September 1998, the FDA approved herceptin, adrug
that can be used to treat women with advanced breast
cancer only.* The drug targetsthe HER2 gene, which
produces a protein that causes cells to divide, multi-
ply, and grow. Normal cells contain two copies of the
HER2 gene, but some women have extra copies of the
gene. These extra copies then overproduce the pro-
tein—known as HER2 overexpression—Ileading to a
more aggressive form of breast cancer.?2 Herceptin tar-
gets the HERZ protein by directing the protein to stop
growing. Studies show that the drug may help 25 to 30
percent of breast cancer patients.?
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Early Detection

Efforts to develop improved technology for the early
detection of breast cancer may further reduce cancer
mortality rates in years to come. In April 1999, the
FDA approved a hand-held imaging device for usein
thediagnosisof breast cancer.?* Clinical studies showed
improved diagnostic accuracy for women with ambigu-
ous mammogram results. Additionally, thefirst digital
mammography system (Senographe 2000D) was ap-
proved by the FDA in January 2000.2 While the clini-
cal trials that led to its approval did not demonstrate
that digital images are better at detecting the disease
than traditional film/screen images, digital images of-
fer patients several advantages. These advantages in-
clude electronic storage and transfer of the imagesto
facilitate quick evaluation, correction for under- or
over-exposed films, and a large range that alows the
entire breast to be photographed despite varying breast
density.?

Since 1994, the Department of Health and Human Ser-
vices has worked in collaboration with the DoD, the
Central Intelligence Agency, and the National Aero-
nautics and Space Administration (NASA) to adapt
missile detection technology for use in identifying
breast cancer. The digital mammography system ap-
proved earlier this year was a result of this collabora
tion. Report language accompanying the House-passed
FY 2001 Labor, Health and Human Services, and Edu-
cation appropriations bill (H.R. 4577) encouraged the
NCI to pursue the development of advanced imaging
technologies derived from the military and NASA.

Additionally, the 106" Congress enacted legislation
(PL.106-391) to reauthorize NASA. Thelaw includes
a$2 million earmark for research and early detection
systems for breast and ovarian cancer and other
women's health issues.

Further Research Needed

Despite recent advances, little is known about how to
prevent breast cancer. While the disease's mortality
rates have owly begun to decline, researchersare still
unable to explain the steady increase in the incidence
of the disease over the past 50 years. Thelifetime risk
of devel oping breast cancer hasincreased over the past
two decades from 1 in 20 to 1 in 8 today.?” Further

research also is needed to understand disturbing ra-
cial, ethnic, and economic differencesin breast cancer
mortality rates. During the 1980s, mortality rates for
African-American women with breast cancer were
slightly lower than Caucasian women diagnosed with
the disease. However, mortality rates for African-
American women were 16 percent higher than Cauca-
sian women in 1990 and 29 percent higher in 1995.%
Therole of environmental factorsisalso attracting in-
creased attention in breast cancer research.

Consumer Involvement

The successful role played by consumersintheDoD’s
breast cancer research program has drawn attention to
the importance of involving a broader range of per-
spectivesin the grant review process.

When Congressfirst appropriated funds for the breast
cancer research program in 1992, the DoD asked the
Institute of Medicine (IOM) for guidance on how to
best use funds to accelerate the pace of research ad-
vances. Inthisreport, the |lOM recommended the DoD
focus on bringing new talent into the field of breast
cancer research and on supporting innovativeideasand
cross-cutting proposalsthat could shed light on funda-
mental questions concerning causation, prevention,
detection, diagnosis, and treatment.?® The IOM also
helped the DoD create apeer-review processthat would
be better able to accommodate the goals of theinnova:
tive program being devel oped.

To meet the goa of funding new scientists with new
ideas, the IOM recommended that the review panels
include a mix of people drawn from a broad pool of
reviewers representing different perspectives, exper-
tise, career levels, and disciplines, and that women be
strongly represented in the peer-review process, with
aspecial effort made to include women of color.®

In accordance with the IOM recommendations, the
DoD has placed breast cancer advocates as voting
members on peer-review panels. Despite initial con-
cerns in the scientific community, there is a genera
consensus among researchersthat the program iswork-
ing well and that broadening the perspectives repre-
sented on study panels has resulted in a better grant-
making process.
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L egidation

Consumer Involvement in Breast Cancer Re-
search Act (S. 118/H.R. 1596)—Sen. Olympia
Snowe (R-ME) and Rep. Nita Lowey (D-NY)

S. 118/H.R. 1596 would direct the NCI, to the
extent practical, to increase the involvement of
consumer advocates in breast cancer research
decisions. An advocateis defined for purposes of
the bill as an individual who is accountable to,
represents, and reports back to organizations that
represent those affected by breast cancer.

Breast Cancer Resear ch Extension Act of 2000
(H.R. 4699)—Rep. Nita Lowey (D-NY)

H.R. 4699 would authorize $750 million for breast
cancer research programs.
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Cardiovascular Diseases

ardiovascular diseases are the leading causes of
death and disability among American women.

¢ |n 1997, cardiovascul ar diseases accounted for 49.1
percent of deaths in women.!

* Morethan a half million women died from cardio-
vascular diseases in 1997, and 97,227 women died
from stroke in 1997, accounting for 60.8 percent of
al stroke deaths.?

* Forty-two percent of women who have heart at-
tacks die within one year compared with 24 percent
of men?

* More than one in five women has some form of
heart or blood vessel disease.

* Death ratesfor coronary heart diseasefor African-
American women are 14.6 percent higher than those
for Caucasian women. Death ratesfor strokefor Af-
rican-American women are 31.4

cardiac catheterization were 60 percent less than Cau-
casians and men. The disparity was most dramatic for
African-American women, whose odds of being re-
ferred for the procedure were 40 percent lessthan those
of Caucasian men.®

The Centers for Disease Control and Prevention’s
(CDC) National Ambulatory Medical Care Survey,
publishedin 1998, showed that women were counseled
less often than men about exercise, nutrition, and weight
reduction.® Another 1997 study found that women were
less likely than men to enroll in cardiac rehabilitation
after a heart attack,'’ and a 1999 study by Yale Uni-
versity demonstrated that middl e-age women who have
heart attacks were more likely to die from them than
middle-age men.

Studies also have shown that diagnostic tools are often
less accurate in women than in men

percent higher than for Caucasian
women.’

¢ |n 1999, the cost of cardiovascu-
lar diseasein the United Stateswas
estimated to be over $286 hillion.®

Gender Disparities

Although half of theindividua swith
cardiovascular diseases are women,
and nearly half of fatal heart attacks
occur in women, cardiovascular dis-
eases have long been perceived as

Although half of the
individuals with cardio-
vascular diseases are
women, and nearly half of
fatal heart attacks occur
in women, cardiovascular
diseases have long been
perceived as primarily
affecting men.

becausethetestswere originally de-
signed for men. Biological differ-
ences between men and women can
also cause diagnostic differences. A
1997 American Heart Association
(AHA) statement on cardiovascular
disease in women said that “gender-
specific considerations related to di-
agnostic test performance may influ-
ence the choice of procedures used
to evaluate chest pain syndromesin

primarily affectingmen. A 1997 study

found that only 8 percent of American women believed
that heart disease and stroke were the greatest health
threat to them, and only 30 percent of those surveyed
said that their doctors mentioned heart disease when
discussing general health.”

Additionally, studies have shown that doctors are less
likely to diagnose heart disease in women than in men
with the same symptoms. In fact, a 1999 study pub-
lished in the New England Journal of Medicine con-
cluded that physicians contribute to race and sex dis-
parities in heart disease treatment. Conducted by the
Georgetown University Medical Center and funded by
the Agency for Healthcare Research and Quality, the
study found that the odds of African Americans and
women presenting with chest pain being referred for

women.” 12

Current Prevention Efforts

Currently, the CDC is supporting efforts in three
states—Arizona, Massachusetts, and North Carolina—
to screen women for factors that increase their risk for
cardiovascular disease. The screening is being con-
ducted through the CDC's WISEWOMAN program
and has evauated more than 4,000 low-income and
uninsured women aged 50 and older. In 1999, 50 per-
cent of the women screened had either elevated cho-
lesterol or high blood pressure, and more than 60 per-
cent were overweight.

Several medical associations, including the AHA, the
American College of Cardiology, the American Medi-
cal Women’'s Association, the American College of
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Nurse Practitioners, and the American College of Ob-
stetricians and Gynecol ogists, have joined together in
producing a Guide to Preventive Cardiology for
Women. Issued in April 1999, the guide recommended
that health professionals begin assessing a woman's
risk during the preconception period and pregnancy in
an effort to establish heathy behaviors that will re-
duce her risk.*

Many of the risk factors for heart disease are similar
for women and men: smoking, high blood pressure,
high cholesterol, obesity, and a sedentary lifestyle.
However, somerisk factors, such asdiabetes, high lev-
elsof triglycerides, and low levels of HDL cholesterol
appear to increase the risk more for women than for
men. Infact, the AHA recommendsthat everyone aged
20 and older havetheir cholesterol checked. Under the
recommendations, premenopausal women whose ini-
tial testisnormal may wait five years before repeating
the test, but postmenopausal women should have a
cholesterol screening every one to three years.®® In
addition, women tend to develop heart attacks later in
life than men—on average, 10 years later.

Evidence that short-term use of estrogen replacement
therapy (ERT) and hormone replacement therapy
(HRT) in postmenopausal women reduces the risk of
heart disease is mixed. In 1995, the Postmenopausal
Estrogen/Progestin Interventions (PEPI) Tria found
that both ERT and HRT increased the level of HDL
cholesterol, the“good” cholesterol.'® Additionaly, the
Nurses Health Study found that ERT and HRT reduced
therisk of death from heart disease and stroke.*” How-
ever, results from the Heart and Estrogen/Progestin
Replacement Study (HERS), publishedin August 1998,
found that the use of estrogen plus progestin in post-
menopausal women with heart disease did not prevent
further heart attacks or death from coronary disease.’®
Additionally, there are other health risks associated with
ERT, such as an increased risk of endometrial or uter-
ine cancer, and an increased risk of blood clots and
gall bladder disease.

In fact, in April 2000, researchers involved with the
HERS trial announced that women who had been tak-
ing estrogen as part of the study were at adightly higher
risk for heart attacks and strokes. However, officials at
the Nationa Heart, Lung, and Blood Institute (NHLBI)
a the National Institutes of Health (NIH) cautioned
that the results did not address the long-term benefits

and risks of HRT and should not influence current
medical practice.’®

An August 2000 study published in the New England
Journal of Medicine found that the use of estrogen
aone or estrogen plus progestin did not affect the pro-
gression of heart disease in women who aready had
the disease. The study suggested that “women should
not use estrogen replacement with an expectation of
cardiovascular benefit.” %

Another study found that a reduction in smoking, im-
provement in diet, and an increase in postmenopausal
hormone use attributed to a decline in the incidence of
coronary diseaseinwomen participating inthe Nurses
Hedth Study.#

Research Initiatives

InFY 1999, the NHLBI spent $180 million on research
on cardiovascular disease and women. The NHLBI
estimated that it would spend $207 million in
FY 2000.%2

Despite increased spending on research on cardiovas-
cular diseases and women, a recent study found that
women made up only 38 percent of participants in
mixed-sex studies on heart disease at the NHLBI. Ad-
ditionally, women represented only 26 percent of par-
ticipants in congestive heart failure studies.?®

TheNHLBI iscurrently supporting several clinical tri-
as dealing with women and cardiovascular disease,
including the Women's Health Initiative (WHI), the
Women's Angiographic Vitamin and Estrogen (WAVE)
Trial, the Women’s Estrogen/Progestin and Lipid L ow-
ering Hormone Artherosclerosis Regression Trial
(WELL-HART), and the Estrogen Replacement and
Artherosclerosis (ERA) Tria. These tridls are dated
for completion in 2005 and 2006.2*

Congressional Action

Whilethe NHLBI has historically pursued research on
women and cardiovascular diseases, the ingtitute did
not have acongressionally authorized program for such
research until 1998 when the 105" Congress autho-
rized such a program under the Women's Health Re-
authorization Act (PL. 105-340). The law directs the
NIH to expand, intensify, and coordinate research on
heart attack, stroke, and other cardiovascular diseases
inwomen. Research should includethe underlying risks
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for women, causes of the disease in women, differ-
ences between men and women, development of new
diagnostic approaches for women, and educational
campaigns. Despite the authorization, no money has
been earmarked by Congressfor the program sincethe
law was enacted.

Committee report language accompanying the House-
passed and the Senate-passed FY 2001 Labor, Health
and Human Services, and Education appropriations
bills (H.R. 4577/S. 2553) encouraged the NHLBI to
expand its research on cardiovascular diseases in
women. The reports also encouraged the NHLBI to
focus on the dissemination of educational materialsto
women and their providers.

Additionally, committee report language accompany-
ing the final FY 2001 Labor, Health and Human Ser-
vices, and Education spending bill (PL. 106-554) stated
that adequate funding was provided to allow the CDC
to expand itsWISEWOMAN program to not morethan
15 states. Sen. Bill Frist (R-TN) and Rep. RosaDelauro
(D-CT) sponsored hills (S. 2635/H.R. 4606) to expand
the WISEWOMAN program (see Mid-life and Older
Women, p. 57).

L egidation

H. Res. 220—Rep. Juanita Millender-
McDonald (D-CA)—Theresolution expressesthe
sense of the House that public awareness of heart
disease among women should be heightened.
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Cervical Cancer/HPV

vidence indicates a strong link between human
apillomavirus (HPV)—the most common viral
sexually transmitted disease (STD) in the United
States—and cervical cancer, which the American Can-
cer Society estimated would be diagnosed in 12,800
women and claim 4,600 lives in 2000. The death rate
for African Americansis more than twice the national
average. In addition, Hispanics and Native Americans
have higher than average death ratesfrom cervical can-
cer.

HPV refers to more than 70 types of viruses, only a
few of which are associated with cervical cancer. Itis
estimated that as many as 80 percent of sexually active
women are infected with HPV.2 While some types of
HPV cause genital warts, 95 percent are

Cervical cancer was once one of the most common
causes of cancer death for women. However, between
1955 and 1992, deaths from cervical cancer declined
by 74 percent. This shift was due mainly to the use of
a simple and readily available screening method, the
Pap test, that allowsfor early detection of cervical can-
cer. Diagnosed while it islocalized, the disease has a
5-year survival rate of 91 percent.® According to the
American Medica Women's Association, two-thirds
of cervical cancers occur in women who have not been
screened.

Inthe past few years, several new screening techniques
have been approved by the Food and Drug Adminis-
tration (FDA), including improved versions of Pap test-

ing and HPV DNA testing of cervical

latent and can only be identified through
DNA testing.®

HPV infection isthe major risk factor for
cervical cancer. Based on a number of
epidemiologica studies, evidence of HPV
has been found in 90 to 95 percent of cer-

Itis estimated that
as many as 80
percent of sexually
active women are
infected with HPV.

cells* Because most HPV infectionsdo
not progress to cancer, treatment is
mainly decided on a“wait and se€” ba-
sis, with follow-up Pap testing.!?

Two studies published in the Journal of
the American Medical Association in

vical cancers. Most HPV infections, how-

ever, do not develop into cancer. In addition, the pro-
cess of devel oping cancer frominitial exposureto HPV
takes at least a decade, which explains why cervical
cancer is a disease most often affecting midlife and
older women—even though HPV infection is most
common in young women.*

A recent study suggeststhat genesaso may play arole
inawoman'srisk of cervical cancer. According to the
study, published in the International Journal of Can-
cer, more than one in four (27 percent) cervical can-
cers in Swedish women were attributed to genetics.®
A woman'srisk for cervical cancer was highest if her
sister had cervical cancer. Additionally, the authors of
the study also suggest that genes may make some
women more vulnerable to HPV infection.®

Other risk factors for cervical cancer include unpro-
tected intercourse at an early age; a large number of
sexual partners; infection with other viruses, includ-
ing HIV; cigarette smoking; and low socioeconomic
status.” While condoms provide some protection, HPV
can be transmitted by parts of the groin area that are
not covered by condoms.®

January 2000 conclude that HPV DNA
testing may improve screening for cervical cancer in
some populations and also could provide a means to
better reach underserved women. However, an edito-
rial in the same issue contends that the question of
whether HPV DNA testing is feasible or affordable,
and whether it will actually lead to better outcomes
and fewer cases of cervical cancer will require further

study.®3

One of the studies examined HPV DNA testing on a
population at high risk for developing cervical cancer,
a group of about 8,500 women in Guanacaste Prov-
ince, Costa Rica, where cervical cancer rates are high.
Investigators concluded that HPV DNA screening was
more sensitive than the conventional Pap test, but less
specific, and that HPV DNA screening could be ause-
ful tool depending on the population and other fac-
tors.4

The other study’s objective was to determine whether
HPV DNA testing of self-collected vaginal swabs can
be used for cervical cancer screening in women aged
35 years and older. Given the high rate of women with
cervical cancer who have not been screened and the
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limited accessto such screening inless devel oped parts
of theworld, such testing could be effective for harder-
to-reach populations. The study was conducted in out-
patient clinics outside of Cape Town, South Africa,
between January 1998 and April 1999. Investigators
concluded that HPV DNA testing of self-collected vagi-
nal swabs was as sensitive, but not as specific as Pap
testsfor detecting high-grade cervical diseaseinwomen
aged 35 and older.?

The National Cancer Institute (NCI) at the National
Institutes of Health is currently conducting a national
study, the ASCUS/LSIL Triage Study or ALTS, to de-
termine the best way to address abnormal Pap tests.
The study is examining three approaches, including
immediate colposcopic exam and biopsy (the current
standard), repeat Pap tests every six months, and HPV
DNA testing to determine which abnormalities indi-
cate colposcopy and which would be better followed
by repeat Pap testing. The study results are expected
in the near future.’* Guidelines for the use of HPV
DNA testing are expected at the conclusion of the
study.’

The NCl iscurrently working to develop avaccine for
HPV infection. In FY 1998, the NCI spent $58 million
on cervical cancer research, and in FY 1999 the NCI
spent $66.3 million.*

Congressional Action

During the closing moments of the 106" Congress, leg-
islation (P.L. 106-554) was enacted to require the Cen-
tersfor Disease Control and Prevention to conduct sur-
veillance on HPV, research prevention strategies, and
prepare and distribute educational materials on HPV.
The law requires the Department of Health and Hu-
man Servicesto study existing condom labelsto deter-
minewhether they are medically accurate with respect
to the effectiveness or lack of effectiveness of condoms
in preventing STDs. The final language, authored by
Rep. Tom Coburn (R-OK), was included in the final
version of the FY 2001 Labor, Health and Human Ser-
vices, and Education appropriations bill (H.R. 4577)
after it wasremoved from abill (H.R. 4386) to provide
treatment to women diagnosed with breast or cervical
cancer under the National Breast and Cervical Cancer
Early Detection Program. Thelanguageissimilar to a
stand-alonebill (H.R. 3248) sponsored by Rep. Coburn.

Additionally, on October 3, 2000, the House approved
a resolution (H. Con. Res. 64), sponsored by Reps.

Juanita Millender-McDonald (D-CA) and Rick Lazio
(R-NY), to call for a national cervical cancer public
awareness and education campaign, recognizethe need
for early detection, recognize the importance of feder-
aly funded programs providing screening, and encour-
age all women to have regular Pap tests.
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DES

eveloped in 1938, adrug called diethylstilbestrol

(DES) was prescribed by doctorsfor nearly three
decadesto prevent miscarriage and other problemsdur-
ing pregnancy. It is estimated that four million preg-
nant women in the United States took the drug before
it wasremoved from the market in 1971, exposing five
to ten million individual s to the drug.*

Not only was DES found to be ineffective at prevent-
ing miscarriage, it aso has been shown to increase
health risks for the women who took the drug, as well
as for their children. When DES was conclusively
linked to clear cell vaginal adenocarcinoma in the
daughters of women who had taken the

The Nationa Institute of Environmental Health Sci-
ences at the National Institutes of Health (NIH) pub-
lished a study in 1998 that showed an increase in re-
productive tract cancers in third-generation DES-ex-
posed mice. The study, however, did not show signs of
infertility in those mice.®

Detection and Education

Screening procedures can increase the early detection

of DES-related health problems and help reduce the

impact of DES exposure. Since the drug and similar

compounds were marketed under a wide range of

names, many women who used DES may not be aware
of their exposure. As a result, many

drug, the Food and Drug Administra-
tion banned its use in pregnant women

Further researchis

women and their now-grown children
may not bereceiving appropriate health

in 19712 needed to define care.
. : N long-term health : .

Th f f al esti- -
Israreform of vaginal cancer isesti orobl from DES There is an ongoing need for educa

mated to occur in 1 out of every 1,000
daughters of women whotook DES, and
it hasan 80 percent survival rate.® It oc-
curs most often in the late teens and
early twenties, although recent research
has documented cases in females aged
7-48, with an increase in cases in
women aged 40-46. Researchershelieve
thismay demonstrate a possible second
peak of incidence.* In addition to vagi-
nal cancer, DES daughters also face
greater risks of ectopic pregnancy, pre-
mature labor, and infertility.

exposure, including
whether hormone
replacement therapy
isadvisable for DES
exposed women and
their daughters, and
whether DES could
have a genetic impact
on the grandchildren
of women who took
DES

tion about the effects of the drug, as
well asfor improved accessto clinical
servicesfor the DES population and in-
creased outreach to those who may
have been exposed.

National DES

Education Program

In 1992, Congress passed legislation
mandating the establishment of a na-
tional DES research and education
campaign. As a direct result, the Na-
tional Cancer Ingtitute (NCI) at theNIH

The effects on DES sons are still un-

clear, athough some DES sons have higher rates of
testicular abnormalities. Women who actually took
DES have a 30 percent increased risk of breast cancer
over women who did not take the drug.®

Further research is needed to define long-term health
problems from DES exposure, including whether hor-
mone replacement therapy is advisable for DES-ex-
posed women and their daughters, and whether DES
could have a genetic impact on the grandchildren of
women who took DES.

launched the National DES Education
Campaign.

The program’s objective is to design, implement, and
evaluate expanded health information about DES ex-
posure and to improve early diagnosis and treatment
of conditionsrelated to exposure. Grantswere awarded
infiveregionsfor programsthat targeted both the DES-
exposed population and health care providers. Six con-
sumer publicationswere created to raise public aware-
ness about the issue. Research identifying DES grand-
children for studies of possible effects is now being
conducted, as are studies placing DES in the broader
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context of environmental estrogens, currently receiv-
ing increased scrutiny for their possible role as car-
cinogens.

Congressional Action

The 105" Congress passed |egislation—the Women's
Health Reauthorization Act (PL. 105-340)—reautho-
rizing the DES research and education program through
the year 2003.

During the 106" Congress, the Senate-passed FY 2001
Labor, Health and Human Services, and Education
appropriations hill (S. 2553) included committee re-
port language noting that adequate funding had been
allocated to the NCI to conduct the DES education
campaign in conjunction with the Centers for Disease

Control and Prevention. The House-passed version of
thehill (H.R. 4577) included committeereport language
urging the NCI to ensure that public information pam-
phlets are readily available to consumers.

Notes
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2 1bid.
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5 Ibid.

6 National Institute of Environmental Sciences, “* DES Daugh-
ters’ Had Increased Rates of Cancer; An Animal Study Shows
‘DES Granddaughters’ May Too” (press release, Sept. 25, 1998).

Women'’s Policy, Inc. 19



Women'’s Health Legidation in the 106th Congress

Environmental Health

M ost human disease is believed to be the product
of a complex interaction between genetic and
environmental factors. Over the past ten years, the
mapping of the human genome has transformed bio-
medical research and the practice of medicine. How-
ever, research on environmental factors haslagged far
behind.

Humans are exposed to a multitude of environmental
agents from conception to death. From the food we
edat, to the synthetic and naturally occurring chemicals
in our environment, to physical agents such as sun-
light, theimpact of the environment on women’shealth
is profound. There is disturbing evidence—both from
laboratory experimentsand epidemiol ogical surveys—
that certain chemicals mimic the biological effects of
the female hormone estrogen.

These “environmental estrogens,” like other environ-
mental toxins, tend to accumulate in fat tissues. Be-
causewomen have ahigher percentage of body fat than
men, they may build up greater stores of these com-
poundsinsidetheir bodies. In addition, when women's
fat reserves are mobilized during pregnancy, lactation,
and dieting, they may face secondary exposure to tox-
ins.

Estrogen exposure has been implicated in the devel op-
ment of breast, ovarian, and endometrial cancers, which
account for more than one-fifth of cancer deaths in
American women.! Chemicals that can mimic the ef-
fects of estrogen include chlorinated hydrocarbons
(such as DDT, PCBs, and dioxin), which are among
the most widespread and persistent classes of pesti-
cides.

The 1996 publication of Our Solen Future, co-authored
by two environmental scientistsand ajournalist, raised
public concern about the possible human health effects
of synthetic chemicals added to the environment in
pesticides, detergents, plastics, and other products.
Although the authors acknowledged that the scientific
evidence is incomplete, they believe broader public
awareness of the effects of environmental toxins on
human health is needed. The chemicalsthey term “en-
docrinedisruptors’ may beresponsiblefor thedramatic
increase in breast and prostate cancer rates over the

past three decades, declining sperm counts, and neuro-
logical problemsin children exposed in utero.?

A number of federal agencies have jurisdiction over
environmental health research and regulation, includ-
ing the Centers for Disease Control and Prevention
(CDC), the Environmental Protection Agency (EPA),
the Food and Drug Administration, the National Insti-
tute of Environmental Health Sciences (NIEHS) at the
National Institutes of Health (NIH), and the Occupa-
tional Safety and Health Administration. In 1994, the
Public Health Service's Office on Women's Health
convened aFederal Interagency Coordinating Commit-
tee on Women's Health and the Environment to pro-
mote collaboration between the various agencies with
responsibility for environmental health issues.

Under the Food Quality Standards Act of 1996 (PL.
104-170), the EPA was directed to establish a screen-
ing program for chemicals that mimic the biological
effects of estrogen or other hormones, and report to
Congress, within four years of enactment, on the hu-
man health effects of those chemicals. Additionally,
the Safe Drinking Water Act Amendmentsof 1996 (PL.
104-182) required the EPA to establish an estrogenic
chemicals screening program. PL. 104-182 also per-
mitted the EPA to regul ate such substances if they are
found to pose a threat.

As aresult of those two laws, the Endocrine Disrup-
tion Screening and Testing Advisory Committee at the
EPA recommended that the congressionally mandated
screening program expand its effortsto include chemi-
calsthat may affect the androgen and thyroid systems
in both humans and wildlife, in addition to screening
chemicals that may disrupt the endocrine system.®
Implementation of the Endocrine Disruption Screen-
ing Program (EDSP), asrequired by law, will occur in
two phases: the first phase will involve screening
chemicalsto determine whether they interact with hor-
mone systems, and the second phase will involve a
“two-tiered” test to determine the effects of that inter-
action on hormone systems. The program will focus
on providing methods and procedures to detect and
characterize endocrine activity of pesticides, commer-
cia chemicals, and environmental contaminants. The
EDSP was established in August 1998 and the EPA is
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currently in the process of implementing the program.
The EPA anticipates that required screening of active
ingredientsin pesticides will begin in 2003.°

Alsoin 1999, the National Academy of Sciences(NAS)
completeditsreport examining the effects of endocrine
disruptors on humans as required by the FY 1997 Vet-
erans Affairsand Housing and Urban Devel opment ap-
propriations bill (PL. 104-204). Whilethe NASreport
found that the lack of data on endocrine disruptorsled
to differences in interpretation of results among re-
searchers, areview of the literature showed that there
was evidence of a link between endocrine disruptors
and developmental, reproductive, neurological, immu-
nological, and ecological problems within animal and
human populations. The report made recommendations
for screening and testing endocrine disruptors that are
consistent with the goals of the EPA’s EDSP?®

On the research front, the NIEHS conducts and sup-
ports research on a wide range of women’s health is-
sues, including the relationship between environmen-
tal factors and breast, ovarian, and endometria can-
cers. The NIEHS aso has been involved in research
on the health effects of exposure to diethylstilbestrol
(DES), adrug givento approximately five million preg-
nant women before 1971 in the mistaken belief that it
prevented miscarriages.’

Additionally, the Institute of Medicine issued a 1998
report, Gender Differences in Susceptibility to Envi-
ronmental Factors: A Priority Assessment. The report
was requested by the NIH Office of Research on
Women's Health to review the research programs of
the NIH, the CDC, and the EPA. In an effort to better
coordinate research, the report recommended that an
annual interagency workshop be held. The report also
recommended additional research on exposureto “en-
vironmental estrogens.” Basic research should include
studies on environmental contributions and biological
causes for gender differences; gender differences in
disease outcomes; metabolic and hormonal differences,
genetic markers of susceptibility; and translational re-
search, which examineswaysto apply clinical research
to health care practices®

Congressional Action

Committee report language accompanying the final
FY 2001 Labor, Health and Human Services, and Edu-
cation appropriations bill (PL. 106-554) urged the

L egidation
Tampon Safety and Research Act of 1999 (H.R.
890)—Rep. Carolyn Maloney (D-NY)

H.R. 890 would direct the NIH to conduct research
on the presence of dioxin, synthetic fibers, and
other additives in tampons to determine what, if
any, health risks their presence poses to women.

Breast Cancer and Environmental Research
Act of 1999/Breast Cancer and Environment
Research Act of 2000 (H.R. 3433/S. 2287)—
Rep. Nita Lowey (D-NY) and Sens. Lincoln
Chafee (R-RI) and Harry Reid (D-NV)

H.R. 3433 would establish up to eight Breast Can-
cer and Environmental Research Centers of Ex-
cellence through the NIEHS. The centers would
be charged with conducting multidisciplinary re-
search on environmental factors that may be re-
lated to the etiology of breast cancer research. The
bill would authorize $30 million each year in
FY 2000 through FY 2005.

Women'’sHealth Environmental Research Cen-
ters Act of 2000 (H.R. 4634)—Reps. Louise
Slaughter (D-NY) and Sue Kelly (R-NY)

H.R. 4634 would authorize $4 million to estab-
lish Multidisciplinary Centers for Women's En-
vironmental Health at the NIEHS. The centers
would be charged with conducting
multidisciplinary research on environmental fac-
tors that may be related to the development of
women’s health conditions.

NIEHS to “enhance its research efforts to study the
links between the environment and breast cancer
through all available mechanisms, as appropriate, in-
cluding establishing centers of excellence.”

Notes

1 American Cancer Society, “ Cancer Facts and Figures: 2000”
<http://www.cancer.org> (8/1/00).
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HIV/AIDS Research

IV/AIDS is a serious health concern for women

in the United States and around the world. Ac-
cording to the Centers for Disease Control and Pre-
vention (CDC), an estimated 800,000 to 900,000
Americansarelivingwith HIV and an estimated 40,000
people become infected each year. Of the number liv-
ing with HIV, 120,000 to 160,000 are estimated to be
women.!

* An estimated 2.5 million people worldwide died
of AIDSin 2000 and 1.3 million were women.?

* Approximately 47 percent of the 36.1 million adults
and children living with HIV/AIDS worldwide are
women, totaling 16.4 million women.®

* Although the number of new AIDS cases hasfallen
every year since 1996, women are the fastest grow-
ing group of newly reported AIDS cases and HIV
diagnoses. Women accounted for 32 percent of HIV
cases reported in 1999.4

* The proportion of all reported AIDS cases among
adult and adol escent women more than tripled from
7 percent in 1985 to 23 percent in 1999, according
tothe CDC.®

U.S. women living with HIV/AIDS are disproportion-
ately African American and Hispanic. In 1999, Afri-
can Americansand Hispanics accounted for morethan
77 percent of AIDS cases in women, while they ac-
count for lessthan 25 percent of all womeninthe United
States.® While AIDS isthefifth leading cause of death
for all women aged 25-44, it isthe third leading cause
of death for African-American women and the fourth
leading cause of death for Hispanic women.” Addi-
tionally, African-American women represented nearly
two-thirds of al new AIDS casesin 1998.2

Sexual Transmission

Since 1994, heterosexual contact has been the leading
source of HIV infection among women, followed by
injection drug use.® Of U.S. AIDS cases reported in
1999, 40 percent were attributed to heterosexual con-
tact and 27 percent to injection drug use. The source
of infection in the remaining cases was listed as not
reported or identified.® Worldwide, heterosexual trans-
mission is responsible for about 80 percent of adult
HIV infections.

Other factors associated with an increased risk of HIV
infection among women include substance abuse and
infection with other sexually transmitted diseases. The
risk of HIV infection is increased not only by STDs
like syphilis or genital herpes that cause open sores,
but also by gonorrhea and chlamydia—STDs that are
often asymptomatic in women and which can go years
without detection (see Sexually Transmitted Diseases,
p. 61). HIV and anumber of other STDsare also more
easily transmitted from men to women than from
women to men. Individualswith STDsarethreetofive
times more likely to become HIV-infected. ™t

Different Manifestation in Women

Because AIDS first manifested itself in the United
States as a disease predominantly affecting Caucasian
homosexual men, most research during the beginning
of the epidemic was conducted on this population. As
aresult, the official definition of AIDSfor many years
did not reflect some of the specific manifestations in
women. Largely in responseto criticism fromwomen’s
health advocates, the CDC expanded its definition in
1993 toinclude severa conditionsthat occur frequently
in women with HIV infection.*

Women with HIV/AIDS experience a number of
chronic gynecological conditionsthat have been linked
to HIV infection. These include pelvic inflammatory
disease, vagina yeast infections, genital warts, and a
precancerous cervica cell condition associated with
human papillomavirus. Although these conditions oc-
cur in uninfected women, they are more severe or per-
sistent and more complicated to treat in women with
HIV/AIDS. The failure of some health care providers
to recognize these chronic conditions as early mani-
festations of HIV infection may account for |ater diag-
nosisand poorer prognosisfor somewomenwith HIV/
AIDS®

Currently, researchers are investigating gender differ-
ences in HIV/AIDS. Among the gquestions scientists
are attempting to answer are the effects of the estrogen
cycleon HIV inwomen and the biological basisfor an
initial lower level of HIV in women than in men. Sev-
era studies have shown that women, upon the initia
diagnosis of HIV, aswell as during the early stages of
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HIV, have a lower level of the virus in their systems
than men. However, the initial viral load difference
disappears within four to five years.** Additionally,
another study showed that women with the same viral
load as men had a 60 percent greater chance of devel-
oping AIDS.® Researchersare closely examining this
gender difference. Despite these results, according to
the Nationa Institute of Allergy and Infectious Dis-
eases (NIAID) at the National Institutes of Health
(NIH), womenwhose HIV infections are detected early
and who receive appropriate treatment survive aslong
asinfected men. However, women are less likely than
men to receive early diagnosis and treatment, thereby
shortening their survival rates.

Ongoing Resear ch Efforts
In response to criticism that women were being ex-
cluded from HIV/AIDS research

In 1994, the NIAID released a study reporting that
women who were treated with AZT during their preg-
nancies reduced the risk of perinatal transmission to
their newborns by as much as two-thirds. As aresult,
the Public Health Service recommended offering AZT
to infected pregnant women.® Since that recommen-
dation, the rates of perinatal HIV transmission have
decreased by 75 percent between 1992 and 1998.%°

Results worldwide, however, have been mixed. An
NIAID-sponsored study in Ugandafound that asingle
dose of the antiretroviral drug nevirapine given to an
HIV-infected woman in labor and another dose given
to the baby within three days of delivery reduced the
transmission rate by 50 percent.?* However, another
study, whose results were announced at the 13" Inter-
national Conference on AIDSin July 2000, found that

the initial benefit of treating new-

and because women were becoming
increasingly infected, a number of
federal health agencies, including
theNIH and the CDC, haveinitiated
studies focusing specifically on
women. The Women's I nteragency
HIV Study (WIHS) wasinitiated in
1993 to examine the natural history
of the disease in women, including
conditions specific to women and
the role played by substance abuse

One of the great hopes for
women in HIV/AIDS
research is the devel op-
ment of a topical microbi-
cide—an agent that would
prevent transmission of
HIV and other STDs—that
could be used by women
before intercour se.

borns with two antiretroviral drugs
at birth was lost by the age of 18
months due to breastfeeding. Under
the study, only 6.7 percent of babies
who received the drugs were in-
fected at 6 weeks compared with
16.4 percent of babies who did not
receive the drugs. Death rates for
treated babies after 18 months were
21.3 percent compared with 26.8
percent for babies who did not re-

and sexual behavior. WIHS enrolls
both HIV-negative and HIV-posi-
tive women and participants are examined every six
months. Since its inception, more than 2,600 women
have been enrolled in the study, of which roughly 80
percent are minorities and 60 percent live below the
poverty line. In 1998, the NIAID renewed the study
for an additional five years after publishing the demo-
graphic, socioeconomic, health, and other characteris-
tics of the women enrolled.'’

Much of the research on women and HIV/AIDS has
been more narrowly focused on pregnant women and
therisk that they will infect their newborns. The Women
and Infants Transmission Study (WITS) was estab-
lished in 1989 to determine risk factors for perinatal
HIV transmission. Since its inception, nearly 1,800
pregnant women and more than 1,400 infants have
enrolledinthe study.®® In September 1997, the NIAID
announced it would renew the study for an additional
four years.

ceive the drugs.2

Thenumber of women participating in HIV/AIDS clini-
cal trials, including the AIDS Clinical Trials Group
(ACTG), has drawn criticism from women's health
advocates over the years. In 1990, women made up 10
percent of the AIDS cases reported among adol escents
and adults and only 7 percent of ACTG participants,
half of whom took part in an AZT experiment on pre-
venting perinatal transmission.?® The situation has
gradually improved, however. In 1999, women—who
accounted for 23 percent of al U.S. AIDS cases—were
18 percent of the ACTG.%

Development of Microbicides

One of the great hopes for women in HIV/AIDS re-
search is the development of a topical microbicide—
an agent that would prevent transmission of HIV and
other STDs—that could be used by women before in-
tercourse. Current HIV prevention methods, including
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abstinence and condoms, are not effective for some
women who are not always in control of when, with
whom, and on what terms they have sexual relations.

Since 1992, Congress has encouraged the NIAID and
the National Institute of Child Health and Human De-
velopment at the NIH to devote resources to devel op-
ing topical microbicides. The NIH spent $26 million
on microbicide research in FY 1999, and was expected
to spend $29.4 million in FY 2000 and $31.6 millionin
FY2001.% Bath institutes currently have ongoing ef-
fortsin basic research, product devel opment, and clini-
cal evaluation (including behavioral research). Re-
searchers are pursuing microbicides that could serve
as contraceptives, as well as microbicides to protect
against STDs, whilestill allowing awoman to become
pregnant. Scientistsare currently pursuing over 50 dif-
ferent product leads and advocates believe that with
sufficient resources a microbicide may be availablein
five years.®

In July 2000, researchers announced the results of a
study to determine whether nonoxynol-9, aspermicide,
would be effective in preventing the transmission of
HIV. The study enrolled 1,000 HIV -negative sex work-
ersin Africa. Half of the women received the spermi-
cide, whilethe other half received aplacebo. The study
found that women who used nonoxynol-9 became in-
fected with HIV at a50 percent higher rate than women
who used the placebo. Additionally, the morefrequently
women used the spermicide, the higher their infection
risk. As aresult of the study, the CDC recommended
that HIV prevention messages be changed to reflect
that the use of spermicidesalone doesnot prevent HIV
transmission.?’

Researchers and advocates say that the results of the
study further highlight the need to pursue expanded
research for HIV/STD prevention.®

Congressional Action

Both the House- and Senate-passed FY 2001 Labor,
Health and Human Services, and Education appropria-
tions bills (H.R. 4577/S. 2553) included committee
report language pertaining to microbicides. The Sen-
ate report encouraged the NIH to develop afive-year
implementation plan for microbicide research, and re-
quired that the report be submitted to Congress by April
1, 2001. The House committeereport urged the NIH to
enhance microbicide research.

Thefina FY 2001 Labor, Health and Human Services,
and Education appropriations bill (P.L. 106-554) con-
curred with the Senate language.

Legidation

Microbicides Development Act of 2000 (H.R.
3891)—Reps. Connie Morella (R-MD) and
Nancy Pelosi (D-CA)

H.R. 3891 would direct the NIH to expand, inten-
sify, and coordinate microbicide research through
the establishment of a program for microbicide
development. The bill would include basic re-
search on theinitial mechanisms of infection, de-
velopment of appropriate animal models, devel-
opment of mucosal systems, research on contra-
ceptive and non-contraceptive microbicides, clini-
cal trials, and behavioral research. The bill would
authorize $50 million in FY 2001, $75 million in
FY 2002, and $100 million in FY 2003 for such a
program. Additionally, H.R. 3891 would autho-
rize$7 millionin FY 2001, $11 millionin FY 2002,
and $15 million in FY 2003 for the CDC to coor-
dinate microbicide activities with the NIH.
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Ovarian Cancer

Ithough ovarian cancer isacommon form of can-

cer, the lack of a simple diagnostic test makes it
particularly deadly. It ranks fifth for cancer-related
deaths in women.

* Currently, 50 percent of women who are diagnosed
with ovarian cancer will diewithin five years. Only
25 percent of ovarian cancers are diagnosed in the
beginning stages.t

* The American Cancer Society (ACS) estimated
that 23,100 new cases of ovarian cancer would be
diagnosed, and 14,000 women would die of the dis-
ease in 2000.2

* Ovarian cancer ranks second among gynecologic
cancers and causes more deaths than any other gy-
necologic cancer.®

Risk factors for ovarian cancer include family history
of the disease, no childbearing, and age. According to
the ACS, roughly 7 percent of ovarian cancer cases
result from an inherited genetic defect (BRCAL or
BRCA2), and 90 percent of women who are diagnosed
with ovarian cancer do not have any known risk fac-
tors.*

If ovarian cancer is caught while it is still localized,
the 5-year survival rate is 95 percent, but only 24 per-
cent of casesare diagnosed at this stage. Oncethe can-
cer has spread and the disease is diagnosed in the late
stages, the survival rate falls to 28 percent. Treatment
usually consistsof radical hysterectomy combined with
chemotherapy.®

Improving early detection of ovarian cancer would help
reduce deathsfrom the disease. Transvaginal ultrasound
and the CA125 blood test are currently used as diag-
nostic toals, but not for screening purposes. Addition-
aly, health care providers and patients are finding that
the CA 125 blood test produces a high number of false
positives and false negatives, leading many to ques-
tion its accuracy. Some studies have shown that more
than half of the participating women with Stage | ova
rian cancer had normal CA 125 blood levels.® Research-
ers are currently working on another blood test that
would better detect ovarian cancer by measuring the
level of lysophosphatidic acid (LPA) intheblood. Since
LPA isbelieved to stimulate the growth of ovarian can-

cer cells, researchers believe an LPA blood test would
more accurately detect the disease.’

A recent study published in Cancer found that screen-
ing for ovarian cancer using transvaginal ultrasound
during routine gynecological examinations greatly
improved early diagnosisof ovarian cancer.? The study
screened 183,034 Japanese women over a 10-year pe-
riod and found 22 primary tumors. According to the
study, of the 22 primary tumors detected, 77.3 percent
were found during Stage I, the most curable stage.®

In addition to improving early detection methods, an-
other study demonstrated the need to educate doctors
and women about ovarian cancer. The study examined
themedical recordsof 1,725 U.S. and Canadian women
with ovarian cancer and found that many of thewomen
had the symptoms of ovarian cancer. However, only
20 percent of the women were told they might have
ovarian cancer during their first visit to adoctor. Many
of the women were diagnosed with a number of other
conditions, and 21 percent of the women in the study
blamed their doctor for the late diagnosis.*®

According to the Ovarian Cancer National Alliance,
one-third as many women die of ovarian cancer asdie
of breast cancer, but the National Cancer Ingtitute (NCI)
at the National Institutes of Health (NIH) spends one-
eighth as much money for ovarian cancer asfor breast
cancer research.! Additionally, the majority of ova-
rian cancer research funds at the NCI are directed to-
ward treatment rather than prevention or early detec-
tion. Researchers say a sustained effort to identify risk
factors, improve early detection, and expand treatment
options will be crucial to reducing deaths from this
disease. In FY 1999, the NIH spent $65.4 million on
ovarian cancer research, with an expected increase to
$73millionin FY 2000 and $77.9 millionin FY 2001.22

In October 1999, the NCI announced that it would grant
four academic institutions a total of $5.85 million to
research ovarian cancer. The grants are part of Spe-
cialized Programs of Research Excellence (SPORE)
that support innovative, multidisciplinary research. The
four institutions will focus their research on
chemoprevention, gene resistance, vaccine develop-
ment, and prevention and treatment of the disease.
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In addition to research at the NIH, the Department of
Defense also has been conducting research on ovarian
cancer since FY 1997 when it was appropriated $7.5
million. The Ovarian Cancer Research Program re-
ceived $12 million in each of FY2000 and FY 2001.
Eight projects were funded in FY 1997-1998 that fo-
cused on chemoprevention of ovarian cancer, genetic
aterations in ovarian cancer, genetic definitions, the
role of angiogenesisin the etiology and prevention of
ovarian cancer, and multidisciplinary strategiesin the
prevention and early detection of ovarian cancer.”® In
FY 1999, 18 new projects were funded, focusing on
mechanistic studies, psychosocial assessments, devel-
opment of new vaccines, biomarkers, diagnostics, and
treatment, and characterization of animal models for
human ovarian cancer.*

L egidation
Ovarian Cancer Research and Information
Amendments of 1999 (H.R. 961)—Rep. Patsy
Mink (D-HI)

H.R. 961 would authorize $150 million for ova-
rian cancer research. Thefundswould be divided
between basic cancer research and clinical trials.
Under the bill, funding priorities would be given
to developing an early detection test, to identify-
ing precursors to ovarian cancer, and to deter-
mining the relationship between ovarian cancer
and endometriosis. H.R. 961 also would provide
for apublic education program on the known risk
factors, screening procedures, and effectiveness
of various treatments for ovarian cancer.

Congressional Action

The 106" Congress enacted legislation (PL. 106-391)
to reauthorize the National Aeronautics and Space
Administration. Thelaw includesa$2 million earmark
for research and early detection systemsfor breast and
ovarian cancer and other women'’s health issues.

Additionally, the Senate-passed FY 2001 L abor, Health
and Human Services, and Education appropriations bill
(S. 2553) included report language urging the NCI to
“expedite current research on screening methods to
detect, diagnose, and identify staging of ovarian can-
cer” and to fully fund four ovarian cancer SPOREs.
The House-passed version of the bill (H.R. 4577) in-
cluded committee report language urging the NCI to
fully fund four ovarian cancer SPOREs.
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Treatment of Women Scientists

I n recent decades, increasing numbers of women have
chosen careersin the sciences. Women have contin-
ued to overcome societal attitudes about what inter-
ests and activities are “appropriate” for girls and
women, a lack of encouragement in the educational
system, and ingtitutional indifference in industry, gov-
ernment, and academia. Still, parity has not been
achieved:
* \Women represent 46 percent of the U.S. workforce
but only 22 percent of those employed as scientists
and engineers.t
* Among science and engineering faculty, 24 per-
cent of women are full professors compared to 49
percent of men. Additionally, 35 percent of full-time
employed women science and engineering faculty
aretenured, compared to 59 percent of men. Women
are one-fourth as likely as men to achieve the rank
of full professor over their careers.?
* In 1995, the average salary of women scientists
and engineers was $42,000—about 20 percent less
than the $52,000 average salary for men—accord-
ing to the National Science Foundation (NSF). The
disparity is partly attributed to age; women scien-
tists and engineers are on average younger and less
likely to pursue higher-paying fields, such as com-
puter science.®

In the 1039 Congress, several legisative initiatives
addressed the status of women scientistsat the National
Institutes of Health (NIH). A provision of the NIH
Revitalization Act of 1993 (P.L. 103-43) instructed the
NIH Office of Research on Women's Health (NIH-
ORWH) to monitor and promote the status of women
scientists and physicians at the NIH and NIH-funded
institutions, with particular emphasison increasing the
representation of women in senior positions. Additional
legidlation, introduced as part of the Women's Health
Equity Act of 1993, would have required the NIH to
establish policies regarding women scientists (includ-
ing tenure, family leave, and the recruitment of women
of color), and to study and address the issue of pay
differences between male and female scientists. This
legislation was incorporated into the Minority Health
Improvement Act, abill that died awaiting Senate ap-
proval of the conference report in 1994.

Attention by Congress, the General Accounting Of-
fice, and the Equal Employment Opportunity Commis-
sion to the status of women at the NIH has led to im-
provements.

* The representation of women has increased in a
variety of positions at the NIH. There were no fe-
male scientific directors in 1992; in 1995, 14 per-
cent were women; and in 2000, 17 percent were
women. In 1992, 4 percent of lab and branch chiefs
were women; in 1995, 10 percent were women; and
in 2000, 12 percent were women. In 1992, 13 per-
cent of section chiefswere women; in 1995, 18 per-
cent were women; and in 2000, 19 percent were
women.

e Additionaly, in 2000, women accounted for 19
percent of tenured scientists and 24 percent of ten-
ure-tracked scientists.*

TheNIH-ORWH hasundertaken severd projectsaimed
at encouraging women's participation in biomedical
science careers. |n January 2000, the NIH-ORWH an-
nounced the Transitional Career Development Award
in Women’s Health Research. The career devel opment
program provides women scientists with the opportu-
nity to study and conduct research at the NIH for a
two-year period. Participants also are awarded fund-
ing to continuetheir study and research at an academic
institution of their choice for an additional two years.
The program began in September 2000.5

Additionally, the NIH-ORWH has established a Build-
ing Interdisciplinary Research Careers in Women's
Health program aimed at providing career development
for junior researchers. The NIH-ORWH also partici-
pates in the Professional Opportunities for Women in
Research and Education (POWRE) program estab-
lished by the NSF in 1997. The program’s mission is
to encourage the pursuit of careers by women in sci-
ence and engineering. In FY 1999, POWRE provided
159 grants, totaling $11.5 million.®

Congressional Action

Congress al so has pursued the advancement of women
in science and engineering. In 1998, Congress created
a commission (PL. 105-255) to examine the barriers
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keeping women, minaorities, and the disabled from ca-
reersin scientific fields. In July 2000, the commission
released its report, which detailed a series of recom-
mendations aimed at advancing the participation of
women, minorities, and the disabled in science, engi-
neering, and technology.”

The commission recommended that states adopt and
implement high-quality education standards in math
and science curricula and math and science teachers
gualifications. Additionally, the commission recom-
mended aggressive and focused interventions for
women, minorities, and disabled high school students
transitioning into post-secondary colleges and commu-
nity colleges. Another recommendation called for an
increase in federal and state financial investments in
science, engineering, and technology higher education.
In terms of professional life, the commission recom-
mended that al private and public science, engineer-

Legidation

HHS Women Scientists Employment Oppor -
tunity Act (H.R. 269)—Rep. L ouise Slaughter
(D-NY)

H.R. 269 would require the Department of Health
and Human Services (HHS) totake actionin three
areas to improve the employment opportunities,
pay, and visibility of women scientists. HHS
would be required to establish palicies to pro-
mote the employment of women scientists and
monitor compliance within each of the agencies
and offices of the department. These policies
would include improved recruitment of minority
women scientists, family leave, and interviews
of departing scientiststo determine their reasons
for leaving.

H.R. 269 also would require the Secretary to es-
tablish a policy for the inclusion of women sci-
entistsin greater numbers at conferences, work-
shops, or meetings funded or sponsored by HHS
agencies. The policy would mandate the inclu-
sion of at least one woman scientist in each such
group. Finally, the bill would require the depart-
ment to conduct a pay equity study to identify
any pay differences, and to make recommenda-
tions for adjusting any disparities.

ing, and technol ogy employers be held accountablefor
the career development and advancement of their
women, minority, and disabled employees®

Additionally, during the 106" Congress, the House
defeated legidation (H.R. 4271) aimed at improving
science and math education. The bill included a provi-
sion, sponsored by Rep. Lynn Woolsey (D-CA), that
would have provided grants to educational agencies
and ingtitutions of higher education to develop curricula
encouraging girls in grades 4-12 to select careersin
math and science. The bill also included a provision,
sponsored by Rep. ConnieMorella(R-MD), that would
have created a pilot project to distribute grantsto com-
munity collegesfor the purpose of encouraging women,
minorities, and personswith disabilitiesto study math,
science, and engineering. H.R. 4271 was defeated be-
cause of objections to an unrelated provision in the
bill.
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