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The National Breast and Cervical
Cancer Early Detection Program

"

AT-A-GLANCE
1999

i

“Quer 1.2 million women have taken advantage of services provided through CDC's National
Breast and Cervical Cancer Early Dezection Program. Less than a decade old. chis program
now operates in 2very state in the country, providing recommended screening 1o low-income

women. Yer we are stll only able to reach 13% of the <ligible popularion. As a nation. we must

step up our commitment <0 reaching all women.”

Jetfrev P. Koplan, MD. MFH
Director, Centers ror Disease Conrrol and Prevention

/ U.S. DEPARTMENT OF HEALTH AND HUMAN SERVICES (

Centers for Disease Control and Preventicn
"oy TENTERS FOR OISEASE CONTROL
N NG PREVENTION




Breast and Cenncal Cancer Screemng Preventmg Unnecessary
Deaths Among Women

m

An estimated 2 million American woren will be

diagnosed with breastor cervical cancer;in this decade, ' ' Beneﬁts of Screening
~ and half a million women will lose their lives to these o ' -
. Jiseases. A disproportioriate nuraber or “deaths will be Mammography is the best way to
. among women of minoritv and low-income groups. detect breast cancer in its earliest
Manv of these deaths could be avoided bv-making most treatable stage—a n a\;«erage

screening services avallabie to all women ac risk. “*ucn ‘

of 1.7 years before the woman can
screening measures could prevent a ’\pprowumateix 5%~

© 30% of all deaths trom breast cancer among women over | feel the. ““mp‘ Mammography also
the age of 40 and virrually all deachs from cervical cancer. - - locates cancers too smail to be felt
E\{Cludmo skin cancer, breast cancer s che most durmg a clinical breast. exammat:on

common cancer among American women and is e :
second only to lung cancer as a cduse of cancer- -related The pnmary pu rpose Of cervical '

death. An estimared 175.000 new cases ot breast . cancer screening—whichis = x
[ d 99, i . y . s i
cancer among women will be diagnosed lin 1999, and performed by the Papanicolaou (Pap) |

43,300 women will dle of this disease: .
: test—is not to detect cancer but to
The incidence of invasive cervical cancer has decreased

- significantly over the last 40 vears, in large part because find precancerous lesions. Detection
of early detection efforts. Even so. an estimated 12,800 and treatment of such lesions can
new cases of | invasive cervu:al cancer will be diagnosed actually prevent cervical cancer.
in 1999, and 4,300 women will die of ChlS disease. - - '
In most cases, the earlier breast cancer jis detected, che Cervical cancer screening also offers great benefits. -
betrer the survival rate. When breast cancer is For a woman found to have precancerous cervical
diagnosed ar a local stage, the 3-vear survival rate is ~~  lesions or to have cancer in its earliest stage, the
97%. When breast cancer is diagnosed after it has likelihood of survival is almost 100% with timely and
spread, the 3-year survival rate decreases o 21%. appropriate trearment and follow-up.

CDC’s National Breast andf Cen‘lical'Cancer Earlﬁ Detection Pfogram

Recognizing the value of screening and early o to screening and follow-up services, increase .

~ derection, Congress passed the Breast and Cervical *‘education and outreach programs for women and
Cancer Morrality Prevention Act of 1990: This act. health care providers, and improve quality assur-
authorized CDC o provide critical breast and &.erwcal ance measures for screening. Despite its success in
cancer screening services to underserved women, ,  screening more than a million women, with existing -
including older women, women with Iow incomes, and resources the NBCCEDP is able to screen only
women of racial and ethmc minoricy oroups ' - 12%-15% of the eligible- populamon for these two
Through its landmark \Iamonal Breast and Cervical - | cancers. ’
Cancer Early Detection Program (NBCCEDP), CDC . The 1egislation tor NBCCEDP. does not authorize
now supports screening activities in all 30 'stares, in CDC o pay for rreating breast and cervical cancer.
5 U.S. territories, in the District of Columbia, and However, participating state programs have been

~ through 13 American Indian/Alaska Narive ' ~determined and creative in ensuring that treatment
organizarions. By October 1997, more’ than 1.3 million _ services are available for women diagnosed with breasc
screening tests had been provided by the NBCCEDP. cancer or cervical abnormalities. The availability of

* Fiscal year 1999 anpfopriation: of appro&imately L treatment sources reflects the extent ohf‘scate and local
3158 mil tlion enable CDC to cstabhah greater access - SOvCTMNENT UPPOIL: the generosicy of medical

providers, and the commitment of communities.

o :



http:low~inco.me

e

U VOuRE e

i

CDC'S National Leadership

Screening alone is not sufficient to prevent
unnecessarv illness and death. Essential rechnical and
scientific underpinnings must be in place at the

nationai level to support state-hased programs. CDC -

collaborates with staté health agencies. professionai
and voluntary organizations. academia.-and other
federal ugencies to ensure thar the following clements
are in place ro serve as resources 10T states:

*  Quality assurance.

¢ Program rracking and evaiuation.”
¢ Proressional education.

o Public education and outreacn.

Ensuring Quality Screening and Follow-Up

© Services for Women . ;

Quality assurance is essential if screening for =arlyv
Jetection is to be an etfective tool tor conrrolling
cancer. To help ensure the qualitv of the screening
and tollow-up process, CDC has collaborated with the
American College of Radiology to improve and certity
the quality of mammography screening, developed
guidelines on the evaluarion of common breast
problems. used program data to monitor health
outcomes. and issued recommendations on a public
health response to the regularory closure ot cervical
cvrology laboratories. In addition, CDC provides

cancer was Jlagnosed. |

screening and Jiagnostic Juidelines to all state-based
programs and assists states in cv"uuatmﬂ their clinical
servicas.

{ZDC recentiv evaluated how eariy Jferection programs
in seven participanng staces + Calitornia. Michigan,
Minnesota. New Mexico. New York. North iZarotina,
ind Texas) Jevetoped strafegies o OBIAIN resOUTCEs
NOC BALY 0T Jdgnostic services, for which e
NBCCEDP srovides runding, ut also for trearment
services, wniea the NBCCEDP requires participating
states 0 orovide bur cannot thy law) reimburse.
Results f he studv indicate shdr reatment nad been -
initiated for aimost all NBCCEDP clients in wnom
However. tfie 2TOZrAMs pointed
Ut that the seproaches used [0 vbrain these services
were short-zerm. labor-intensive solutions rhat

Jiverred resources awav from scréening activicies.

As more women are screened by the NBCCEDP.
particivating healch agencies and croviders wiil
experience greater chailenges in obtaining sufficient
resourcss [or sreating women with breast and cervical
cancer. CLC has expanded its case management
services to help women overcome tinancial. logistical,
and uther barriers to these services. However, more
tormalized and sustained mechanisms need to be
instituted to ensure that all women screened have
ready access 0 appropnace rreatment and tollow-up.

250,000

i

200,000

150.000

100,000

30.000

C91-92 1993 1994 1995 199

Mammograms
Total = 721,666

Number of Screening Examinations
Among NBCCEDP" Participants, FY 1991-1997

185.824 RS

Total examinations = 1,573,484

*COC'S National Breast and Cervical Cancer Zariv Detection Prowram,

1994 1993 1994 1997

91221993

Papanicoiaou tests
" Total = 851.813

4
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Tracking Program Outcomes

To berter rarget critical screening activities, CDC
works with states to collect critical information
to monitor program progress in reaching women

. and dertecting cancer. Since its mcepnon the

NBCCEDP has

* Provided over 700,000 mammograms to women.
Of this number, over +8.00C were ubnormal. and
over 3,800 cases of breast cancer were diagnosed.

» Provided over 850.000 Pap tests.

Cf these. over 23.000 were abnormal. and over
26.0C0 cases ot precancerous lesions were
diagnosed. Over 4CC cases of invasive cervical
cancer were diagnosed.

ZDC also provides and tracks Jiagnostic =valuations

‘or women who have had abnormal results through

screening initiated bv providers not invoived with the

NBCCEDP.

Public Education and Cutreach: Ehmmatmg
Bamers to Screening :

CDC collaborates with health care professionals and
organizations, human service and voluntary organ-
izations, academia, and health agencies participating -
in the program to address barriers to screening.

National Collaboration

Examples of CDC collaboration with narional
organizations include the following:

» CDC collaborates with the American Cancer
Society (ACS) to develop and disseminate

comprehensive -information on cancer prevention

and early detecrion. Through CDC, ACS divisions
have formed partnerships with state health
departments to increase screening services to
medically underserved women. CDC and ACS
collaborate in many programmatic areas, including
establishing program infrastructure and public and
professional education activities.

» A unique public-private partnership fwas
established among CDC, Avon Products Inc.,
the YWCA of the U.S:A.. the National Alliance
of Breast Cancer Oruam.anons (NABCO), and
the National Cancer Institute. Avon's Breast
Cancer Awareness Crusade has raised more than
325 million for breast cancer programs nationwide

e

'Fear. Women may be afraid to discover |

-one group may be 1nappropr|ate for

‘Lack of Child Care. Some women need

-Barriers to Screening

that they have cancer.

i

Cost. Many women cite cost as the

' reason they do not use early detection
. programs. Many are not aware of the

availability of low-cost programs.

Lack of Transportation. For many
women who lack transportation, con-
venient location of screening facilities
is important.

Communication Barriers. Communica-
tion styles and methods appropriate for

another. ' ‘

Lack of Physician Referral. Studies have
shown that women are more likely to be
screened if their physician recommends
screening.

assistance with arranging child care to
be able to use screening services.

through the sale of its Breast Cancer Awareness'
pink ribbon products. Since 1993, about 300
community-based programs in 49 states and
Puerto Rico have received tunding from Avon's
program through the YWCA of the U.S.A: and
NABCO to educare women about breast cancer

- and to provide underserved women with access to
early Jdetection services. Beginning in 1998, all
f’unding of community-based programs was
consolidated under the Breast Health Access
Fund administered by NABCO.




States Take Action to Educate Women

With CDC's leadership, state-based programs have
made signiticant progress in building srate and
community parcnerships to reach women about the
benerits of screening and early detection. Yarious
outreacn acrivities have been Jdesigned to educate
women and motivare them to te screened. For
axampie.

» New Jersey's srate health department o
cotlaborating with the University or Medicine
and Dentistrv of New Jersev and the YWCA
reduce screening barriers by ortering educationai
outreach and access ro screening. Program start
make monthly visits to senior housing complexes
and other sertings where women congregate (2.2,
beautv parlors and supermarkets) to present an-
aducational program designed for minority women
aged 30 and older and to schedule appointments

hosting ot praver breakfasts, workshors ind
rorums. and pink ribbon reas: the Jistritution of
literaturé and pink ribbons: and the cuciication
of announcements in religious huilesins. in
addirion. on Sundavs acrivities focusing n
screening awareness Nave feen ConducT
festimonies TOM sUrvIvors ind educio,
on breast health.

Cwira

i
LoTaiks

‘The Cherokee Narion of Oklanoma u»

Jeveloped an educaticnai wideo on tne
imrortance «f Breast seif-examinaton &7
American Indian women. Fundeu tnreuln he

Avon Breast Health Sccess fund. the oo

highiighes three American indian cuncer
SUPYIVOrS adVOCating ror eally Jeracron Tmmoyen

preast self-examinacion.

for screening in a mobile mammography unit that
comes to the site 2 weeks later.

» Arkansas' “Hats Off to'Health” is a light-hearted
but ‘ntormative skit in which characrers conrmront
reasons women often give ror not having breast
cancer screening. Over 60C women have attended
the program; surveys found cthat this nonthreatening
approach to breast cancer screening education was
effective in reducing perceived barriers to
mammography. :

o Massachusetts' Breast and Cervical Cancer
Initiative has established partnerships witha - ™
variety of community agencies already active in
conducting outreach in racial and ethnic minoricy
communities. Using a health circle model. groups
meet in spaces thart are familiar, accessible, and ‘
comfortable (e.g., homes. churches, and local
agencies such as immigrarion offices). The health
circle model has proved especially successtul in
promoting screening among older Southeast
Asian women.

¢ Washington, D.C.'s breast and cervical cancer
program has recruited a woman minister to work
with Project WISH to raise breast health
awareness in the faith'communicy. Over 20

- Percent Distribution of Screening Examinations
Among NBCCEDP" Participants. by Race/Ethnicity,
FY 1991-1997

Mammograms ‘ Dth
s ther

8 Hispanic ; ‘,,,,
3.0

18.53%

American Indian/
Alaska Native £
T0%

Asian

3.0%

Biack. non-Hispanic
16.0%, White, non-Hispanic
30.3™

Papanicolaou Tests

. , Othertnknown
Hispanic 5.89
19.6% —

American Indian/
Alaska Native

3.8%
Asian

5 =n,
2.7

Black. non-Hispanic
13.9%

COCs National Breast and Carvical Cancer Zariv Detecnon Proeram,

activities have been implemented, including the
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Partnerships for Cancer Control in
Populations at Higher Risk

Partnersnips that focus their prevention efforts on
those ac greater risk are essential ror understanding
and aileviating disparities. Both mammography and
Pap tests are underused by women whoare members
of racial and ethnic minoricy groups. have less than a
high school ducation. are oider, o iive below the
foverty tevel,

CDC runas . strong and erfective network of carmers
that are weil-positioned in communities 4t risk. These
partners have Jeveloped projects thart are rocused on

underserved populations and cover a wide range ot
nublic and crofessional education interventions: For
exampie. manv crojects are involved with Jeveloring
low-literacy, hilingual, and cuiturally mpropnace
educational marerials that are used in diverse training
and outreacn programs and educational campaigns.
The various interventions used by the different
projects result in the common goal of increasing
access to and use of screening services-tor prioricy
populations. '

- Professional Education: Enhanc:ng Health
Care at the Source

Protessional education is Jdesigned o enhance the
quality of care that women receive. Through
education. the NBCCEDP has assisted a wide range ot
health care protessionals—including physicians,
nurses, radiology technologists, and cytologists—to
better understand their kev roles in the early detection
of breast and cervical cancer.

In 1998, CDC’s Narional Training Cem:er prcvaded
rwo training programs and one self-study
informarional packer for health protessionals. For
1999, CDC is developing a self-study. packet on
follow-up of abnormal findings from clinical breast
examinations and mammograms and'a workshop and
self-studv packer on evaluation-based work plans that
will assist personnel in state and local health agencies
and tribil organizations.

CDC tunds the following partners to promote
screening among populations at higher risk:
American Sociai Heaith Association

“Aggociation or Asian Pacinic Communin

=ieaith Craanizations

Bavior Coilege of Medicine: Saiud 2n Accion
Jrogram

Insiitute ‘or the ‘dvancament oF Social ark

Retearch
Mautner Prolect ror Laspians with Cancer
Narionai Asian Women ' Heaith Crzanization

National Association of Community Heaith

Lanters

National Caucus anc Canter on Black Aged.
Nationai Center ror Farmworkers Heaith. inc

National Education Association Health
Information Network

National Hispanic Council on Aging

U.S. Conference or Mavors’ Research and
Education Foundation

The Witness Project

World Education

Voice Information System: 1
cancerinfo@cdc.gov

For more information or additional copies of this document please contact the
Centers for Disease Control and Prevention,
National Center for Chronic Disease Prevention and Health Promotion. Mail Stop K-64,
4770 Buford Highway NE, Atlanta, GA 30341-3717, (770) 488-4751.
(888) 842-6355
http://www.cdc.gov/cancer

Fax: (770) 488-4760

e
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Foilow-Up and Treatment Issues in
the National Breast and Cervical
Cancer Early Detaction Program

~ Study Results
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Goals of the Study

¢ To document strategies and methods used by
states to obtain follow-up diagnostic services not
covered by NBCCEDP funds.

¢ To document strategies and methods used by
statas to obtain treatment sesvices for dients
diagnased with CIN or cancer.

» To identify strategies that are perceived as
succassful or innovative in securing diagnostic and
treatment rasourcss.

Research Questions

L

o What guidelines, polices or methods have been
daveloped and impiemented by states to ensure
that women with abnormai screening results and
women diagnosed with cancer ar precancarcus
lesions receive diagnostic follow-up and treatrant
services? -

® How is the compenent of the program that
Idantifies and secures diagnestic and freatment
services organized? A

o What rale do coalitions or other partnarships play?




Research Questions

T S T —

@ Have the methods or tactics being used to identify
and sacure dlagnostic and treatment resources '
changed with time, and do they differ within the
indivicizal state programs af 2cToss programs?

@ What are the key lessons ieamed regarding

ic and treatment services in a program such
as the NBCCEDP? B

What is a Case Study?

‘@ A case study seeks to understand the way in which a
program, system, or organization works within its
everyday setting o o .

» It focuses on a particular problem, issue, or sgucture
which is studied in relationship to the larger program,
systam, or crganization

« While describing this refationship, the case study may cr
may notlaad to conclusions about cutcomes

@ A case study uses all appropriata sources of
avidance - written, coservational, and interview — that
may be anatyzed both quaiitatively and quantitatively

Case Study Selection Criteria
e o S
® Provided screening for at least three years - '
@ Diagnosed 60 or more breast cancers since
screening began
@ Representative of the following stratification
criteria: -
» Cantrailzed versus decentraiized programs
» Geographic region of Unitad States
» Urbarvrurai mix of the population
» Racial and etinic diversily ameng program clisnts

- Phases of the Study 4
AU 2

@ Phass : Care set of data on 35 programs
@ Phase ll: In-depth casa study of 7 states

-. @ Phasa iil: Linkage study (in process)~Tumor
registry data and program data from 3 states (CA,
Mi, NM) were linked to document timing of
treatment initiation and initial coursa of cancar
. treatment

Cbnducting a Case Study

o]
- Case Study States
e S S AN
State Number of Breast Region
Cancers Diagnosed
" California 168 West
Michigan 249 Midwest
Minnesoa 137 Midwest
New Mexico 169 West
New York 173 Northeast
Narth Carolina 106 South
Texas . 307 South




How Did We Conduct the

Case Study?
M
e Contactad the coardinator for each of the seven -

programs to schedule site visits, and to obtain
background information

@ Reviewed documents suppiied to us by the state -
program, such as crganizational tabies, reports
and articies , 1

o Traveled to each state and briefed state SCCEDP
staff regarding the project at the beginning of
each state's site visit

How Did We Analyze the Data and Write
the Case Study State Summaries?

@ The Project Pl and the Case Study Coordinator
developed 2 codebock based on the research
questions in the Case Study Protocol

@ Using the codebook, the Pi and Coordinator
warked together to achieve 80% inter-rater
agreement on the use of codes for text, and then
trained one other team member -

@ All interviews were coded and entered into a text
analysis software

Case Study Resuits

‘ .

@ Site visits were conducted February-June, 1997
® A total of 126 interviews wera conducted
® A total of 192 people wers interviewed

" How Did We Conduct the
Case Study?

" e Intérviewed State 3CCEDP Coordinator and
other staff who work with diagnasis and
{reatment issues

@ Interviewed local coordinators and providers
In a variety of settings throughout the state

@ Interviews wera tape recorded, ranscribed,
and entered into a word processing database

How Did We Analiyze the Data and Write
the Case Study State Summaries?
L. | ]
@ Using the analyzed transcripts, a member of the
site visit team developed a state summary
® Each member of the site visit team reviewed the -
state summary o
® The summary was then sent to state program
staff and other interviewees for review

® Reviewer feedback was incorporated into a -
ravised state summary

Number of Interviews
by State and Role

TOTAL [ CA | Ml | MNINM | NY ! NC | TX

State sulf 5 i3] 4 11 e 7
" [Cocal sulf 1S INENENERED 1

Screvning “ IR EREAE D]

\peorvider

O or Tx provede 48 7 4|9 )

Advaory Baesdd | 10 2 . i 3 ) 2 1

Caalision mrember

Oter & « . [} 2 . 1

TOTAL i3 WIS 13212124 49 | 23




Strategies Used to Ensure Provision of

Diagnostic and Treatment Services

an A' E]

@ Clients fallowed through uss of tracking and
fellow-up systems

@ Requirements in mmmwmm

® Appeals to providers through state medical
societies, professional associations, atc.

'

Additional Strategies Used by States
T A
» Blue Cross Foundation treatment fund CA*

@ Race for the Cure fund : MN®

® State breast cancer programs. NY* .

o Other state funds : TX*, NC

e Tobacco excise tax fund CA* MI
" @ Providers of last resort NM, TX

@ County indigent funds NM, TX

¥ funds used for breast servicas only

General Findings Across States
A s A

@ Solutions, strategies and netwarks are tenuous )
and fragile

# Programs operate within changing health care
environments (i.e. growth of managed care)

« Information lacking for many important issuas:

~payment source for diagnostic and treatment services

-cut-of-pockat axpenses for women
~impact of financial barriers on me delsyw/refusals

| . Strategies Used to Ensure Provision of

. Diagnostic and Treatment Services

« Bl insurance :

® Assist cifents in applying for Medicaid, Hill Surmn:
funds, other assistancs programs

® Referral to pubfic hospital

@ Charity care, donated services

& Case rotation

® Reducexi feas

@ Negotiated payment pians

® Cliants pay fee for service

General Findings Across States
0 S N
e States have found supplemental funds (primarily for

breast cancer diagnostic services)
¢ Women diagnosed with cancer who want to be
traated are receiving treatment
® Strong reliance on providers to find resources
¢ Follow-up handled on case-by-case basis

Strengths
D S R

¢ Women wha need and want cancer treatment are
receiving it

o Creative responses and sirong partnerships have
emerged at state, local and provider level

® Availability of state or foundation fundg to
supplement Faederal resources




Strengths

" e Centraizad fracking systems work well -

ongrmhaarudposﬁwaMcnwadcngm
failow-up in larger community ‘

Areas of Concems
o Y A
. Smommanmmmmdmormmmfcm

{especially in regard o cervical services)
oAmaﬂnumbercfwommmmedwwmmmt
o Coordinating dlagnosucfanwuprsgmawmeaman
amanging treatment -
. Rmmmmdwmmmmmmm
and difficuit to manage/administer ’

i

Respondent Recommendations
S S A
o Program shouid pay for all diagnostic and treatment

servicas, or at least through definitive diagnosis

» Allow state msources used for all diagnosis and
freatment servicas i be counted in the 3:1 match

# Cover anssthesia and other affiiated services

® Increase reimbursament rate for servicas covered

e increase support for casa management and communily
infrastructure

¢ Universal heaith insurancs

Areas of Cancem |

o Lack of financial suppert for diagnosis and treatment
« Tina and energy required for failow-up is tremendous
o Burden of follow-up has led to restrictions in number
of women screensd
» Severai harmers to provider recruitment:
) = iow resnDursement rates {mandatad by Congress)
~inck of coverage for all diagnostic follow-up services
. «Gahility for trestment
- adminisirative burden of ollow-o

Areas of Concem
b~ .

@ Categarical hature of program prohibits 3 more
comprehensive approach o women's health
@ Financial access i3 only one dimension of access o’
heaith care sarvices. Many non-financial barriers -
impeda follow-up care:
~logistical barriers (e.g. transportation, scheduling)
-ani bamers {(6.g. language bamiers, famistic atitudes,

- immigration issues

Conclusions of Casé Study

® Strong response o provision of diagnostic follow-up
and treatment servicas has emerged

& Wide range of sirategies is employed within states;
affart at local level is tremendous

® Respanses that have emerged are administratively
cumbersome and unstable; long-term soiutions are
needed

e Strong commitment %o ccntmued growth and success
of the NBCCEDP exists at state and local level
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Linkage Study —
Research Questions

(T

'@ What proportion of womnen identifisd through
ssiectad states’ BSCCEDPs as having breast
or cervical cancer did not receive an initial
course of freatment, based on registry
racords?

» What charscteristics of women and their cancers -

Linkage Study —

Research Questions
p - e

® What is the time interval between abnormal
sereemng and diagnosis?

@ What is the time interval between dlagnosus
and treatrnent?

» What characteristics of women and their cancers
appear to be ralated to these time intarvals?

Linkage Study —
Research Questions

S R A R

® What are the components (surgery, radiation,

" chemotherapy, hormonal therapy) of the

_ initial course of cancer treatment for women

- dentified through the BCCEDPs as having

_ braast or cervical cancer?

" »What characteristics of women and of their
cancers are associated with the content of the
initial coursa of treatment?

Linkage Study -

Research Questions
w

® How does the information from the program
- database compare with the corresponding
information from the cancer registry database? .
® How do women screened through the program
compare with all women in the registry with
regard to patterns of diagnosis and treatment?
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Imported Dracunculiasis — United States, 1995 and 1997

Dracunculiasis is a parasitic infection caused by a filarial worm {Dracunculus medi-
nensis [i.e., Guinea worm])} that is transmitted through contaminated drinking water.
Approximately 1 year after a person is infected, one or more meter-long adult female
worms begin to emerge through the skin, often incapacitating the patient for 22
months. Despite a dramatic decrease in cases worldwide, dracunculiasis is still occa-
sionally imported into the United States. Since 19395, two cases of dracunculiasis have
been reported in the United States, both imported from Sudan. This report summa-
rizes the investigation of these cases.

Patient 1. A S-year-old girl residing in Tennessee had emigrated from Sudan in Sep-
tember 1995 (7). Before the girl left Sudan, a Guinea worm had emerged and had
been extracted from herright lower leg. The lesion had healed when she arrived in the
United States. After she had been in the United States for 3 weeks, another Guinea
worm began to emerge from her left leg. Medical examination at a local health clinic
revealed a string-like worm dangling from a lesion on her left leg, and she was re-
ferred to an infectious disease specialist. The leg was secondarily infected and swol-
len, and the girl was unable to walk. Despite antibiotic treatment, her cellulitis did not
improve, and the lesion was surgically opened, drained, and debrided of pus, necrotic
debris, and fragments of the Guinea worm. The patient was hospitalized for 2 weeks,
requiring surgery to stretch a contracture of her ankle and to apply a skin graft to the
wound. After outpatient physical therapy, she was able to walk without crutches.

Patient 2. A 31-year-old woman residing in Connecticut had emigrated from Sudan
in January 1997. In April 1997, she was evaluated at a university clinic for possible
tuberculosis (TB). A radiograph revealed lung lesions consistent with TB and a worm-
like calcification in her left chest. Physical examination revealed muitiple, indurated,
oval lesions 4-8 cm in diameter on both lower legs. The patient reported the lesions

had been present for 1 year and were intermittently painful. She recalled that a long
string-like worm had emerged from her leg during the previous year. Biopsy of the leg
lesions revealed erythema induratum, consistent with Bazin disease, a cutanecus
manifestation of TB. The patient had evidence of a dead and calcified Guinea worm in
her chest and a history suggesting a live Guinea worm had emerged from her leg
before she arrived in the United States. She also had pulmonary TB with a cutanecus
tuberculid skin manifestation. Treatment with isoniazid, rifampin, and pyrazinomide

U.S. DEPARTMENT OF HEALTH AND HUMAN SERVICES
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ing that persons who receive preliminary results understand the meaning ofthe result
and prefer rapid testing {4 ). When additianal rapid tests become available for use in
the United States, the PHS will re-evaluate algorithms using specific combinations of
two or more rapid tests for screening and confirming HIV infection.
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Strategies for Providing Follow-Up and Treatment Services
in the Natnonal Breast and Cervical Cancer Early Detection Program —
Umted States, 1997

The Breast and Cervicai Cancer Mortality Prevention Act of 1990* authorized CDC
to establish the National Breast and Cervical Cancer Early Detection Program
(NBCCEDP) to increase screening services for women at low income levels who are
uninsured or underinsured (7). Although the NBCCEDP covers most diagnostic serv-
ices that women need after receiving an abnormal mammography or Papanicolaou
{Pap) test result, the program does not reimburse for breast biopsies. In addition, the
Act prohibits the use of NBCCEDP funds for cancer treatment. Participating health
agencies must ensure that NBCCEDP clients receive timely, appropriate diagnostic
and treatment services. In 1996, CDC began a case study to determine how early de-
tection programs in seven participating states (California, Michigan, Minnesota, New
Mexico, New York, North Carolina, and Texas) identified resources and obtained diag-
nostic and treatment services. This report summarizes the results of the study (2),
which indicate that respondents in these states reported that treatment had been initi-
ated for almost all NBCCEDP clients in whom cancer was diagnosed. However, re-
spondents alsc considered the strategies used to obtain these services as short-term
solutions that were labor-intensive and diverted resources away from screening ac-
tivities.

In the seven states, NBCCEDP-sponsored screenmg services had been provided for
23 years, and breast cancer had been diagnosed in 260 women. The states were se-

*Public Law 107-354,
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lected to provide a range of geographic locations, a combination of urban and rural
populations, and racial/ethnic diversity among program clients. Researchers con-
ducted semi-structured interviews with 192 persons affiliated with the seven state
‘praograms. Of these interviewees, 120 (63%) were providers of screening, diagnostic,
and/or treatment services; 58 (30%) were state program staff; and 14 (7%} were coali-
tion members. Interviews included topics. such as guidelines related to diagnostic and
treatment services, strategies used to obtain and pay for services, level of effort re-
quired to secure these services, and changes in strategies over time. Each interview
was tape recorded and transcribed. Using a systematic scheme derived from the re-
search questions, three researchers coded the same transcripts until an inter-rater
agreement of 80% was reached. Thereafter, all transcripts were.coded independently.
Coding results were entered into text analysis software that sorts text from transcripts
into sets of information, themes, and evidence relevant to the specific research ques-
tions {3 ). The results reflect a synthesis of the interviewees’ responses.

Respondents described several strategies used to ensure necessary diagnostic and
treatment services for women screened through the NBCCEDP State-level strategies
in all states included 1) computerized tracking and follow-up systems that used pro-
gram surveillance data to identify and manage clients in need of diagnostic and treat-
ment services; 2) provisions in contracts requiring screening providers to arrange for
diagnostic follow-up and treatment before screening women; and 3) arrangements
with provider groups and state professional associations for free or reduced-cost serv-
ices for NBCCEDP clients. All states aiso had access to public or private funds to help
support services not covered by the program; such revenue sources included state
appropriations from general or tobacco tax revenues or funds from private founda-
tions. These funds were: available primarily for breast diagnostic services.

Local strategies tailored to the needs of individual clients were used to obtain diag-
nostic and treatment services. Common strategies reported by respondents included
the following: providers billed public or private insurance plans; providers or local
health departments helped clients apply for public assistance programs; providers re-
ferred clients to public hospitals; county indigent-care funds and hospital community-
benefit programs financed services; clients received services through individually
negotiated payment plans; and clients paid reduced or full fees for services.

Respondents strongly supported the continued growth of NBCCEDP and its goals
but expressed several concerns. First, considerable time and effort were involved in
developing and maintaining systems for diagnostic follow-up and treatment. Second,
the process of identifying available resources within states for diagnostic and treat-
ment services was considered labor-intensive. Third, the lack of coverage for diagnos-
tic and treatment services negatively affected recruitment of providers and restricted
the number of women screened. Fourth, respondents believed that an increasing
number of physicians will not have the autonomy, because of changes in the health-
care system, to offer free or reduced-fee services to NBCCEDP clients.

Respondents reported that arrangements for treatment were made for almost all
NBCCEDP clients who received a diagnosis of breast cancer or invasive cervical can-
cer. Respondents stated that some women experienced time delays between screen-
ing, definitive diagnosis, and initiation of treatment. State program officials reported
that, according to 1992-1986 surveillance data, small numbers of clients in whom can-
cer was diagnosed (i.e., from three to 13 women in each state} subsequently refused
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treatment. Because these clients were not interviewed, it could not be determined
whether financial barriers contributed to their decisions to refuse treatment or their
loss to follow-up.

Respondents were concerned that the NBCCEDP did not provide funding for all
diagnostic procedures and treatment for the diseases for which clients were being
screened; approaches for delivering services were fragmented; and the process of ob-
taining resources required substantial effort at the state, local, and provider levels.
Respondents reported that the continuation of every strategy for diagnostic and treat-
ment services beyond the next few years is uncertain.

Reparted by: PM Lantz, PhD, Univ of Michigan School of Public Health, Ann Arbor. LE Sever,
PhD, Battells, Centers for Public Health Research and Evaluation, Seattle, Washington. Program

Sves Br, Office of the Director, Div of Cancer Prevention and Control, National Center for Chronic
Disease Pravention and Health Promotion, COC.

Editorial Note: During July 1991-March 1997, the NBCCEDP provided 576,408 mam-
mograms to women aged 240 years, and 3409 cases of breast cancer were diagnosed.
During this same period, the program provided 732,754 Pap tests; 23,782 cases of cer-
vical intraepithelial neoplasia and 303 cases of invasive cervical cancer were diag-
nosed. Thesa totals included women referred to the program for diagnostic evaluation
of an abnormal screening resuit. The NBCCEDP internal estimates suggested that dur-
ing this period only 12%-15% of uninsured women aged 40-84 years in the United
States had been screened by the program {CDC, unpublished data, 1997).

Screening alone doés not prevent cancer deaths; it must be coupled with timely
and appropriate diagnostic and treatment services. The Congressional mandate for
NBCCEDP requires grantees to take all appropriate measures to ensure provision of
services required by women who have abnormal screening results. COC provides
funds for case management to help these women access health-care services. To in-
crease the comprehensive nature of the program, CDC recently approved the use of
NBCCEDP funds for breast biopsies.

The resuits of this study indicate that state health departments and their partners in
‘the seven states had developed a wide range of strategies for diagnostic and treat-
ment services in the absence of program resources. However, the time and effort re-
quired to arrange and maintain these services diverted resources away from
screening activities.

This study was subject to at least two limitations. First, the results were based
solely on the experience and opinions of informed professionais affiliated with the
program and did not include the perspectives of NBCCEDP clients. Second, the resuits
may not reflect the program experiences in other states. Case-study methods, how-
ever, are an appropriate and well-accepted approach to gaining in-depth under-
standing of complex programs in real-life situations (4). The validity of the findings
was enhanced by developing standard instruments to guide the semi-structured inter-
views, protecting the confidentiality of respondents’ remarks, using interview tran-
scripts for data analysus rather than relying on interviewer notes, and obtaining
feedback concerning state summary reports from respondents.

As more women are screened by the NBCCEDP, a greater burden wiil be placed on
participating health agencies, providers, and other partners to obtain resources for
breast and cervical cancer treatment. Case-management services will continue to be
essential in helping underserved women overcome financial, logistical, and other bar-
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riers to receiving these services. Other long-term solutions to ensure that women in
the program receive necessary treatment services are being pursuecﬁ.
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Notice to Readers“

Worlid Health Day — April 7, 1998

“Invest in the Future: Support Safe Matherhood” is the theme in the United States
for World Health Day, April 7, 1998. In the United States, this day will focus on the
continued importance of maternal health and opportunities to improve this aspect of
women’s health. Aithough the risk for women dying from pregnancy has decreased
substantially during the past 50 years, the maternal mortality ratio for the nation has
not decreased since 1982 (7). Approximately 50% of pregnancy-related deaths remain
preventable (2}, and the extent of morbidity assaciated with pregnancy is often unrec-
ognized.

Safe motherhood begins before pregnancy with healthy lifestyles that include
good nutrition, physical activity, preconception care, and avoidance of harmful sub-
stances. Safe motherhood continues with planned pregnancies; early, quality prenatal

"care; knowledge of warning signs of problems; and the delivery of a healthy, full-term
baby with the minimum of necessary interventions. Postpartum support for women
and their families in a positive, nurturing environment also is important.

in 1398, in the United States, women can plan, carry, and deliver a pregnancy more
safely than. in the past. However, additional efforts need to be taken to make safe
motherhood a reality for all wormen. Improved public health surveillance, prevention
research, and prevention programs are needed to continue improving the health of
women before, during, and after pregnancy and delivery. Examples include new sur-
veillance methods to monitor and understand pregnancy complications; prevention
research on the essential content of prenatal care; and prevention programs to ensure
the adequate intake of folic acid by women of repraductive age to prevent neural tube
defects (3 ).

The World Health Day Advisory Committee of the American Association for World
Health coordinates World Health Day activities in the United States. Additional infor-
mation about special events and resource materials about Worid Health Day 1998 are
available from the Armerican Association for World Health, 1825 K Street, N\W.,, Suite
1208, Washington, DC 20006; e-mail: AAWHstaff@aol.com; or from the World-Wide
Web site: http://www.aawhworldhealth.org.
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Hearing Probes CDC On Cancer Treatment
For Working Poor In Screening Program

Welcome to Oncopolitical Theater. In this episode, the players gather
in a hearing room of Rayburn Housé Office Building to discuss a bill that
aims to correct a paradox in the U.S. health care system: -

The Centers for Disease Control and Prevention pays for breast
and cervical cancer screening of low-income women. However, if cancers

* are found, women who have no insurance and don’t quahfy for Medicaid |

are not assured treatment, i ,
"~ Legislation pending in the House and Senate seeks to give additional

money to state-run Medicaid programs to cover the care for these women.

(Continued to page 2)

In Brief:
Pazdur To Direct FDA Oncology Division;

Ganz Awarded ACS Clinical Professorship

RICHARD PAZDUR has been appointed director of the FDA
Division of Oncology Products, cffcictivc Sept. 26. Pazdur has been a
faculty member at the University of Texas M.D. Anderson Cancer Center
for almost 12 years, most recently as professor of medicine in the Division
of Medicine and director of the division’s educational programs. Pazdur
is board certified in internal medicine and oncology. He served for five
years as the Associate Director of the Clinical Trials Administration at
M.D. Anderson, has been principal irivestigator on numerous trials, and
has been a consultant to FDA. Pazdur received a B.A. from Northwestern
University and an M.D. from Loyola Stritch School of Medicine. He
trained in internal medicine at Loyola University, and in oncology at Rush
Presbyterian-St. Luke’s Medical Center, with hematology/oncology training
at University-of Chicago Medical Center. Pazdur succeeds Robert Delap,
who directed the oncology division frori),1995 to 1998. Delap was promoted
to deputy director in the agency's Office of Drug Evaluation V last spring

" {The Cancer Letter, May 29, 1998). Robert Justice, deputy director

of the division, has served as acting division director since Delap’s

“promotion. Julie Beitz, medical team leader, has served as acting deputy

director. In the division director’s position, Pazdur will report to Robert
Temple, director of the Office of Drug Evaluation I, and Rachel
Behrman, deputy director of ODEL ... PATRICIA GANZ, director of
cancer prevention and control research at the Jonsson Cancer Center at
University of California, Los Angeles, was awarded an American Cancer

Socwty Chmcal Research Professorship. Ganz conducts research on
: ‘ . {Continued to page 8)
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Waxman's Lament: “So, What
Are We Arguing About’?”

{Continued from page 1)
“This is not alarge bill,” said Rep.: Anna Eshoo
(D-CA), a co-sponsor of the bill (H.R. 1070) at a

hearing July 21. “This is not a bill that’s directed -

toward curing breast and cervical cancer. It doesn’t
make a gigantic promise to people across the country.
Ido think that within that context, we need to develop
the political will to get this done.” ;

Not so fast! The traditions of oncopolitics require

that before anything gets done, all players engage in

ferocious wrangling over turf and data.
The first step is to find a brave soul willing to

deny that the problem exists—or at léast to obfuscate

its existence: C-

“The most current.program data indicate that
92 percent of the women diagnosed with breast or
cervical cancer have initiated treatment,” said Nancy
Lee, director of the CDC Division of Cancer
Prevention and Control, testifying before the

subcommittee.

“The remaining 8 percent refused the treatment,
have not yet initiated it, or are lost to follow-up,” she
said. “For women diagnosed with breast cancer, data
show a median of eight days betweén the cancer
diagnosis and initiation of the treatment.” '

This seemingly neutral bureaucratic statement
proved to be a gold mine for members of the
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Subcommittee on Health and Environment of the
House Committee on Commerce.

Do the women who initiated treatment
complete it? Is the treatment delayed while health

" officials scramble to provide care‘7 Is the care

appropriate?

“We know that 92 percent have initiated
treatment; that’s all we know,” said Lee, responding
to a question from Rep. Michael Bilirakis (R-FL),
chairman of the subcommittee and a supporter of the
bill. “We don’t know if it’s a full course, [but] they
have initiated treatment.”

As Bilirakis persmted Lee responded with a
something of primer in elementary statistics and data
collection:

-“We have. mformanon on every woman's
diagnosis. Date of diagnosis. Date when treatment
initiated. The median is eight days, and there are
women in our data set whose treatment was initiated
over a year later. They are what we call in statistics,
sort of, the end of the curve.” '

“The median—half of the women—receive their
treatment initiation within eight days. That’s what

-‘median’ means. But there are women who are very

far out. There aren’t many of them, or the median
wouldn’t be eight.”

BILIRAKIS: “Well, why are they far out?”

LEE: “For a whole variety of reasons, and we
don’t have the information in our data set as to why
they are far out... I do have a plane to catch to San
Diego.” ‘ o

BILIRAKIS: “At what time?”

LEE: “At three-something. And I have a
conference call before then.”

BILIRAKIS: “We have to. vacate this room

-before two o’clock.”

LEE: “Well, everybody is gomg to eat lunch, too;
right?”

The time was just shy of 11 a.m., and Lee’s
ordeal was to continue for nearly another hour.

The committee’s lack of sympathy for CDC
could be attributed to heavy lobbying by the National
Breast Cancer Coalition, a Washington-based patient
advocacy group that made the CDC bill its top .
legislative priority. In the Senate, the bill is estimated
to cost about $315 million over five years. The
measure has not been scored in the House. .

This is the coalition’s third attempt in as many
years-to push through the legisiation. The measure
has 263 co-sponsors in the House and 41 in the
Senate. On the Health and the Environment
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Subcommxttee the b111 has the support. of 25 of the 30

members. r

Facing a barrage of questions from the panel,
.Lee acknowledged that the necessuy to lme up care
stresses the screening program.

The program screens only 12 to 15 percent of

the ellgtble population, which means that about 11
million women don’t take advantage of breast and
. cervical screening, Lee said. ;

“Although states are currently meenng "their
commitment to help women access treatment,
programs have told us of concerns regardmg their
ability to expand screening services to more womern,

because the systems for obtaining care and treatment

are becoming overburdened,” Lee said at the hearing.
“As long as the numbers of cancers diagnosed
through the program remam at their current level, the

- burden should not be too great,” she said. “However

increased screening, which is our goal, is accompamed :

by increased numbers of cancers diagnosed, and
many physicians who contract with‘programs"are

concerned about bringing more uninsured panents into .

their care.’

This statement, too, proved 10 be a gold mine
- reaches those most in need of assistance.”

. for the panel:

 “The fact of the matter is ‘that only 15 percent_’
1 - of eligible women are getting screened,”

Henry Waxman (D-CA), a supporter of the bill.

“Maybe it’s because they don’t have assurance that .

they would have treatment available; and maybe it’s
because a lot of resources that could be used for

screening have been diverted to try to [find] care..

Are those factors important?” - .
LEE: “I think the main factor is the level of our.

current resources [$158 million durmg the current -
fiscal year] that we have to give out to. states don’t

allow more women to get screened.”™
, . WAXMAN:- “What percentage of the money
has to be used to seek out treatment?”
LEE: “We have never quantified that. I can tell

- you that additional funds we have allocated for case .-
management will augment some case managementf

funds that are there.”

diverts resources from the program.”

LEE: “That’s true. We have not quanttfled what

proportlon how much that is, though.”

WAXMAN “And the lack of treatment serv1ces

neg&t:vely affects the recrultment
LEE: “True.”

WAXMAN: “So what are we argumg about‘?” .

said Rep.

Proponents vs. The “Undecided” ‘
The debates at the hearing were marked by a

* striking absence of opponents-of the measure.
_ Instead, proponents of the measure crossed swords

with the undecided.
The latter camp includes the Adtmmstratlon and

the Susan G. Komen Breast Cancer Foundation.
“The only information I have from the

Administration.is what the CDC testified to this

_morning,” NBCC president Fran Visco said at the

hearing.. Visco said the coalition is seeking White
House endorsement of the measure. “We have had

-discussions with them, but we don’t have an answer,”

she said. “If the Administration refuses to endorse -
* this bill, NBCC will take it to task. They will hear
A from members of NBCC.”

"The position. described by the Komen

. Foundation required textual analysis.

“Contrary to some accounts we have heard; the
Komen Foundation is not opposed to this legislation,”
Susan Braun, president and-CEO of the Dallas-based
group, said in her written testimony. “We are

- concerned,  however, that any treatment initiative

provides a comprehenswe and effective solution and

This claim of neutrahty notwithstanding, Rep.

- Rick Lazio (R-NY), the original sponsor of the bill,
-said his reading of Braun’s testimony points to

opposition to the measure.

“I am, quite frankly, disappointed in the
testimony of the’ Komen Foundation,” Lazio said. “At
my request, my staff reached out to them months -

" ago-to discuss this legtslatlon and any concerns they
© may have about the bill. Despite this invitation, they

dld not bring any concerns to me or my staff, until -
yesterday, when I read their testimony. Please, don’t
get me wrong, I am a strong supporter of the Race
for the Cure, and I enjoy working closely with Priscilla
atld Sen. [Connie] Mack [(R-FL)]. But I wanted to
register my disappointment over the lack of K()men

. Foundation’s response to my request months ago.”

" Eshoo, too, said she was having difficulty

' lnterpretmg Braun’s tesnmony “I'have a difficult time
-WAXMAN: “[Ftndmg] treatment serv1ces ‘ '

connecting the dots,” she said at the hearing.
Indeed, a reading of the Komen testlmonyg

‘submitted for “the record is more consistent with
““opposition than- o position on the part of the
. foundatlon '

" —Komen advocates framtng the problem

beyond the boundaries of the CDC screening

program “Insured women who have lost their
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coverage or have reached a lifetime maximum,
particularly those being treated for a recurrence of
their breast cancer can be in need,” Braun said in
her submitted remarks. ;
__“Need” can be defined as a need for bone
marrow transplantation and other experimental
procedures. .“Women with healthcare coverage, but

~with a policy that excludes some forms of treatment

may also be in need,” Braun said.

—Braun-said that a study by Komen concurs
with the findings by CDC that “treatment was initiated
for the vast majority of women” diagnosed through
the program. “While imperfect and needing further
resources, the system has been providing treatment
for most women who need and want it,” Braun said.

—Braun’s testimony points to a preference for
a private sector solution to the problem. “Eight states

have legis!ated'breast cancer treatment funds, and |

local programs also exist,” Braun said. “Pro-bono care
is provided in many communities. In the case of
failure of these funding opuons, federal assistance
may be required.” ‘

—Medicaid may be an inappropriate program

-for addressing the problem, Braun said, citing

variability in state Medicaid benefits. “Medicaid
participation is optional in the proposed bill;” she said.

“States with limited funds in their Mechcald programs .

may be reluctant to cover care for people who would
otherwise be ineli gible.”
- Unlike Braun, NBCC's Visco said the problem
can be framed narrowly and solved through Medicaid.
“We are not asking you to put every woman
who doesn’t have insurance on Medicaid,” Visco said
at the hearing. “We are asking you to enact Jegislation
that completes an existing program. We are asking
that women diagnosed through the CDC program be
made Medicaid-eligible at the same rate that they
have to be eligible to get into the program. If they
are eligible for screenmg, they should be ehglble for
Medicaid treatment.”

If the screening bill is signed into law, NBCC

will have to mobilize its grassroots constituencies to
force state legislatures to take part in the Medicaid
program. While CDC admits to having no data beyond
“initiation” of treatment, NBCC has put together a
horrifying armamentarium of anecdotal evidence.
These include the testimony of Carolyn Tapp,
president of Women of Color, a Los Angeles-based
support group of about 120 women. '

“Some of the women I know took six months to
actually start their treatment,”

Tapp said at the

“hearing. “I know one woman who was diagnosed;

she passed away the very next day after she found
out she qualified for treatment. I know women who
have used a balloon with water as a prosthesis.

“I know that I loaned many women some of my
medication. It costs hundreds of dollars, and they
couldn’t afford to buy it. So we share.”

Physicians, too, have stories to contribute.

“The patients who come through the [CDC
program] are six months to a year out when they
come to see me,” Stanley Klausner, a Long Island
breast cancer surgeon, said at the hearing.
“Sometimes the réferral slip is yellow.”

Subcommittee Postpones
Markup Of HHS Funding Bill

The House Appropriations Subcommittee on
Labor, HHS, Education and Related Agencies earlier

“this week postponed work on a fiscal year 2000

funding bill that would have mcluded NIH

. appropriations: .

The markup of the appropriations bill was to

‘have taken place July-21.-There was no indication
~ when legislators planned to take up the bill.

Subcommittee Chairman John Porter (R-IL) has

‘'said that drafting a bill would be pointless because

the budget allocation for the subcommittee is $11
billion below last year’s appropriation (The Cancer
Letter, July 9).

" Dave Kohn, a spokesman for Porter said the
subcommittée was planning to draft a bill that would
have funded the departments at the same level as
the current fiscal year by obtaining offsets for
spending. Thus, the bill would not have exceeded the
caps put in place by the Balanced Budget Act. “The
offsets have not matérialized,” Kohn said to The
Cancer Letter. “We are in a hold pattern waiting to
see if the offsets can be obtained, and if not, funding
decistons would be made in the fall.” -

The appropriation for NIH would have been

- about an 8 percent increase over the Institutes’

current budget, or about $16.9 billion, Kohn said. “Mr.
Porter still intends to shepherd through an increase
for NIH that would be somewhere in the 8 to 9 percent
range,” he said. “He has been clear in saying it would
be absolutely unacceptable to go backwards. We need
to increase resources for thls type of research He’s
going to keep fighting forit.’ ‘

No action has been’ taken on NIH appropriations
in the Senate.
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The Breast and Cerv1cal Cancer Treatment Act

H.R. 1070
Bill Summary

The bill would establish an optional State Medicaid benefit for coverage

- of certain women who were screened and diagnosed with breast or

~ cervical cancer under title XV of the Public Health Services Act’s
National Breast and Cervical Cancer Early Detection Program

(NBCCEDP) ' :

To be eligible, women‘would have to satisfy the income and resource
eligibility requirements established under NBCCEDP; be under the age
of 63; have been diagnosed with breast or cervical cancer under the title
XV Program; and not otherwise have health insurance coverage.

Women who qualify for NBCCEDP would be allowed 'presum'ptive
eligibility for Medlcznd coverage for the duratlon of the treatment of thelr
breast and cervical cancer.

‘States who elect to provide breast and cervical cancer treatment as an -
optional benefit would receive an enhanced match to encourage
part1c1pat10n in estabhshmg this benefit. |




NBCC

NAmNALBREAsrCANCBR COALITION

gm::roon advocacy in action

Testimony of Fran Visco, President
National Breast Cancer Coalition -
. before the _
House Commerce Committee
Subcommittee on Health and Environment
July 21, 1999

;

l

Thank you Mr. Chairman, and members of the Committee for inviting me to testify today. I am Fran °
Visco, President of the National Breast Cancer Coalition, and a breast cancer survivor. I am one of the
2.6 million women living with breast cancer in the U.S. today.

The National Breast Cancer Coalition (NBCC) is a grassroots advocacy organization dedicated to
eradicating breast cancer. We are made up of 500 member organizations and more than 60,000
individual women, their families and friends. NBCC seeks to increase the influence of breast cancer
survivors and other activists over pubhc policy in cancer research clinical trials, and access to quality

health care for all women.
BACKGROUND

The National Breast Cancer Coalition has made passage of H.R. 1070, the Breast and Cervical Cancer
Treatment Act, a top priority. As you know, this legislation would establish a federal treatment
component for the Centers for Disease Control and Prevention’s (CDC) National Breast and Cervical -
Cancer Early Detection Program (NBCCEDP) that Congress enacted as part of the Breast and Cervical
Cancer Mortality Prevention Act in 1990. That program — which has screened more than one-half a
million women for breast cancer ~ does not provide any federal resources to pay for the treatment
when women are diagnosed with breast or cervical cancer. Instead, Congress asks pamapatmfr states
to assure that the women who are screened get the treatment they need.

The fact that the CDC Early Detection Program does not cover any costs of treatment for breast and
cervical cancer has created a very serious public. polxcy gap. State and local providers and women
themselves have been left to scramble for resources to pay for treatment. Women are relying on
charity and donated care when it is available and sometimes going into debt when no public or private
dollars can be found. The NBCCEDP is a program dedicated to serving low-income women, but at
times fails to come through.
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Let me be perfectly clear. The individuals who run this program and the thousands of
volunteers who help find women treatment do all that they can everyday to ensure that
patients diagnosed through the program get the treatment they need. It is the people who -
do the screening and spend countless hours trying to find treatment who have identified

. the problems with a system that lacks a treatment component. It is the system that is
broken, and we need to fix this problem so that they can screen more women, and not
have to spend the majority of their time finding treatment services.

' What H.R. 1070 Would Do
NBCC-Personal Stories

- Not long after the CDC screening program was enacted into law, Jan Eick-Swigart, an
NBCC advocate from California, launched an effort to guarantee treatment for women
screened and diagnosed with breast cancer through the federal program.

Prior to Iosirig her battle with breast cancer, Jan wrote a compelling memorandum on the
need for a federal treatment component to CDC'’s Early Detection Program. Her

memorandum states:

“One of the heartbreaking i'ronies about the BCCEDP and other programs that offer
underserved women free or low cost mammography is the lack of resources to treat the
women who are diagnosed with breast cancer as a result of these programs.”

In the years following Jan Eick-Swigart’s efforts to ensure that women screened and
diagnosed with breast cancer through CDC’s federal program are guaranteed treatment
through Medicaid coverage, many NBCC advocates have reaffirmed the need for a
federal treatment component to this program. Our members have witnessed the delay
that can result from having to scramble to find treatment — and the physical and

" emotional result that delay has on women screened and diagnosed through the program.

A woman in Florida had to wait 5 months before a volunteer found her treatment dollars.
This woman had five agonizing months of knowing she was sick and having no way to
get the treatment she so desperately needed.

Morcover, we havc “heard from women who ulnmétcly got treatment, but were then
saddled with medical bills that they couldn’t pay. Instead of focusing on getting well,
these uninsured women have had to focus on how they are going pay for their care.

A woman in Massachusetts, for instance, has already spent her children’s college fund for
her treatment and is paying off more than $20,000 in medical bills, Her story is
incorporated in a statement from Mary Ann Waygan, coordinator for the CDC Breast and
Cervical Cancer Initiative for Cape Cod, Massachusetts. (Mr. Speaker, may I introduce

this statement into the record?)




- A woman in New York smd that durm g her treatment it seemed that her conversauons '
wrth her doctors were more about the bllls than how to save her life.

There are other women who after havm g a rnammogram find out they need foElow-up
diagnostic services but refuse to get them. They do not want to know they have cancer
without knowmg exactly where the treatment dollam come from. .

A woman from Vtrglma explamed she “feels that if she is not dJagnosed itis better :
because she will not have to worry about ! treatment ? -

A woman from Maine had an: mmal mammogram through the NBCCEDP program and
the results were “highly suggestlve of malignancy.” Due to the cost, rather than pursue a
biopsy and the treatment, which may have been needed, the client decided to wa:t and

have a repeat marmnogram m srx months.

Surely, these scenanos are not what Congress intended when it enacted the National
Breast and Cervical Cancer Early Detection Program into law. Yet, these scenarios are
the reality of what happens when women are screened and diagnosed with breast and
cervical cancer through a federal program that does not ouarantee federal treatment

coverage.
CDC-Case Study - ﬁ

-NBCC is not alone m our behef that the CDC Early Detectlon Program needs a system
that provides sufficient fundin g for treating women. In response to concerns about -
treatment raised across the. country -(and raised by advocates like us), CDC conducted a
-~ case study which illustrated 4 similar conclusion. The study focused on participating
states (California, Michigan, Minnesota, New Mexico, New York, North Carolina and -
Texas) and looked at the treatment followmg a diagnosis of breast or cemcal cancer

- through the program.

The results of that study released inlJ anuary 1998 found that although treatment had
been initiated for most of the women in whom cancer was dragnosed, the system of o

~ treatment is “tenuous and fraglle at best.”

(Mr. Chairman, may I mtroduce the report which summanzes Ihe results of the study mro
the record? ) :

"The Numbers Dorz ’t Tell Us the Whale Story

I want to make very clear that the issue is not Just that some women don't get treated. -
We have had to look beyond the numbers to find the real story. It is behind these
numbers that the story exists - the story that women from all over the country come and
talk to me about. It’s the story that CDC’s own study underscores. The story of women
— diagnosed with breast and cervical cancer ~ wondering how and whether and when




, they Il find treatment for their disease, and then often left w1th a hfenme of bills to pay
for that treatment.

Lack of Treatment F undmg Is Diverting Resources Away From the Screenmg
Program ‘ :

‘There are several findings that are very telling in the conclusions of CDC’s study. First,
the study highlights the considerable time and effort involved in developing and
maintaining systems for diagnostic follow-up and treatment. It illustrates the labor-

_intensive process required to 1dent1fy resources within states to provide diagnostic and

treatment services.

‘NBCC has heard about the serious problems people who run the screening programs
across the country have in finding treatment for women diagnosed through the program.
The hours spent searching for treatment are diverting resources away from the screening
program. As a result, fewer women are being screened. This is very serious - the
program currently serves only 12% to 15% of age eligible, uninsured women nationally.

The threat that the lack of treatment funding poses - not only to the wornan who have

been diagnosed through the pr"ogram — but also to the women who may rely on the
- screening services in the future - is lethal. This is the story behind the numbers.

It is our hope that in enacting a Medicaid option for these women, they will be presumed
eligible for Medicaid on the first day that they-are diagnosed. This way — they know
they’ll get the immediate care they need instead of facing delays and wondering how and
whether they’ll get treated. This way — program coordinators can focus their efforts on
 increasing the number of women they are able to screen for breast and cervical cancer.

In the Context of an Evolving Health Care System

Second, the CDC study puts this issue in the context of an evolving health care system.
The study highlights what we too are hearing from our advocates around the country, and
what Dr. Stanley Klausner has testified about today - an increasing number of physicians
who do not have the autonomy, because of the changes in Lhe health care system, to offer
free or reduced-fee services to NBCCEDP chents

Mr. Chairman, I pomt you o a letter from Robert Brooks, MD, Secretary of the
Department of Health for the Flonda Dcpartment of Health and Human Services.

(Mr. Chairman, may I submz_t this letter for the record?)

In his letter, Dr. Brooks writes, “We are starting to see the strain our providers are
experiencing through their support of the program...One county program had had three
women diagnosed with breast cancer during their first two years in operation; each one-
cared for by a different provider. Since October, 1998, five additional women have been
diagnosed and approximately' 10 to 15 more have abnormal clinical breast exam or




mammogram results and could be diagnosed with cancer. Needless to say, the prov1ders
are concerned with these increasing numbers. Some of the providers have asked the local
program coordmator not to refer additional pauents to them for the remainder of this

program year...

“...Another county program has seen a total of 10 women with cancer and they have two
to three physician providers and one hospital provider who agrees to see program clients.
Three providers have also expressed alarm at the number of women with abnormal exams
- who are referred to them for care. We have been told that these current providers may
not be willing to support the Program when this county renews their program agreement
this October...

And the stories go on.

Dr. Brooks concludes with the fear that Florida’s providers continue to show signs of
abandoning this program unless they are provxded with some a331stance that is not

available through the CDC grant.

Florida, a state with the highest degree of managed care penetration in the country, is
perhaps one of the best (but certainly not the only) example of a situation where the lack
of availability of treatment can only get worse, and where any attempts to expand the

screening program are hmdered

It is important to note that as managed care continues to expand across the country, more
and more doctors may have less autonomy to provide the charity care relied on by
NBCCEDP coordinators. To illustrate this point, a recent survey based on 12,000 U.S.
physicians was published in the April 1999 issue of the Journal of the American Medical
Association. The study finds that doctors whose income depends most heavily on health
maintenance organizations and other managed-care health plans, on average, devote only
half as much time to charity care as do their colleagues who don’t participate in managed

care. .

What will this mean for the people who run the NBCCEDP programs who are already
spending countless hours searching for treatment for women diagnosed with breast and
cervical cancer? What will this mean for women who are already suffering a delay in
treatment? Or who are saddled with treatment bills they can’t pay? Or who are reluctant
to get screened because they “prefer not to know” if there is no treatment available?

What will this mean for the ability of the National Breast and Cervical Cancer Early
Detection Program to sustain itself? A

Precedent in tke Medicaid Progrdm '
Respondents in CDC’s study suggest a similar solution to the lack of funding for

treatment that we bring before you today - a solution that passage of H.R. 1070 would
guarantee. That solution is a provision of treatment services assured through a federal :




“Medicaid option” which would give state Medicaid programs "pexmission to allow
eligibility to BCCEDP clients who are diagnosed with cancer through the program. This
would include those women who are eligible for BCCEDP services but whose incomes

- and/or assets exceed Medxcaxd limits.

There is a precedent for covcn'ng participéms in the Breast and Cervical Cancer Early
Detection Program under Medicaid. In 1993, Congress created the Tuberculosis Optional
Benefit Program, makmg 1nd1v1duals who are infected with tuberculosis ehg1ble for

Medicaid.

~ Mr. Chairman, and Membg:rs of the Committee, as the stories of NBCC’s advocates and
as the results of CDC’s own study show — what we have today is an ad-hoc system that is
incapable of serving the future needs of the program and the women it serves. Solutions
in the vast majority of states are short-term, tenuous and fragile. The fact that so many
women eventually get treated reflects the dedication of providers and volunteers who
spend enormous effort and time to find treatment services. - Yet, while the majority of
women get care, there is no system of care. As a result, some women experience
urmecessary delays or are lost to follow-up care, and a few don’t get treated at all.

Our message is not to put an end to the screening program. It is to finish the work
- Congress initiated in 1990 by adopting a treatment component that will serve all the
women screened and diagnosed with breast and cervical cancer through this program.

How Tﬁgg New Treatment Program Would Work

Enactment of H.R. 1070 would allow the women who are eligible for the CDC Early
Detection program -- that is women who are between 200% and 250% of poverty
depending on their state and who are not already insured -- to receive their treatment
through the state Medicaid program. States would not be required to participate, but
those that do will receive an enhanced match - ’75 percent federal dollars and

25 percent state dollars.

NBCC is heartened by the incredible support for this lchslatxon from you, Mr. Chairman,
and from the Committee. ; All but three Subcommittee members have signed on as ’
cosponsors, and three quarters of the Full Commerce Committee has cosponsored HR.
1070. We are pleased that in a bipartisan way — this Committee has come together in
recognition that breast and cervical cancer screening alone does not prevent cancer

deaths; it must be coupled with treatment if we are to achieve a reduction in mortality. '

We now ask the Committee to ensure that happens as the screening program grow$ by
enacting H.R. 1070, the Breast and Cervical Cancer Treatment Act this Congress. ‘

Mr. Chamﬁan, and members of the Committee, thank you 'agam for the opportunity to
testify. We look forward to working with you on this critically important issue. I’ d be

happy to answer any questxons you may have.




Statement of Mary Ann Waygan
- March 18, 1999

Heilo my name is Mary Ann Waygan and I am the coordmator for the CDC Breast and
Cervical Cancer Inmanve for Cape Cod, Massachusetts

Before I bcgm 1 would like to thank Senators Chafee, Mzkulskx Snowe and Moynihan
for sponsoring this le,,xslanon [ would also like to thank Senator Smith for his support of
_this bﬂl ; . ,

~ Clearly, the single largest problem facing the Breast and Cervical Cancer Screening
Program today is finding resources and caregivers to provide treatment to the women
who are diagnosed with breast or cervical cancer. The lack of treatment dollars is one of
the biggest policy gaps in the program ~ and the probiem is only getting worse.

The barriers to recruiting providers for charity care are growing, and funding for the
treatment is an ad-hoc system that relies on volunteers, state workers and others to find
treatment services. In the cémmum’ty, we 2o to tremendous ends to find treamment — and
raise money to help pay forit. I've organized luncheons, bake sales, raffles - you name
it. Anything to raise money for women who could not afford to pay out of pocket for
treatment. Despite these cfforts all too often, we come up short.

~ Funding for treatment Lhrough the CDC program is the biggest problem I face as a

. coordinator and frankly a barrier to screening and detection. Funding for treatment is
tenuous at best. Without passage of the Breast and Cervical Cancer Treatment Act,
future fundmg for trcatment for these women will remain uncertain.

" Iwanttotell you one story in pameular that clearly xllustrates the problem some of these
women face. A woman who lives in Buzzard’s Bay, Massachuset:s who was diagnosed
with breast cancer through the CDC program

V

Arlene McMann isa rnamed woman in her early | fomes with two teenage sons and no
health insurance. r

When Arlene was dxagnoscd with breast cancer through the CDC screemng program, she
was devnstated not just with the diagnosis, but with the fact that she had no way to pay

for the treatment she needcd

Faced with that situation, she and her husband were forced to use the $20,000 they had
been saving for years to pay for their children’s college tuition. In less than a year, that
money was gone. After that, she and her husband were forced to go into debt to pay for
her ongoing chemotherapy/radiation treatment and other procedures including a
craniotomy and gall bladder surgery. They are now more than $40,000 in debt, were
forced to move into a much smailer house and lost their dream of sending their sons to
college without going into further debt.




The additional stress and pressure placed on Arlene and her husband by this situation has
turned a difficult situation into an almost unbearable one. To make it even worse, Arlene
recently found out that the canccr has spmad to her hip, pelvis, lungs and liver.

_Through all of this, Arlene has showed tremendous molve Despite bcmg in pain and

discomfort and forced to use a wheelchair, Arlene desperately wanted to be here today to
- share her story with vou directly. She thought it was important for everyone to
understand not just what the cancer had done to her. but what the affect of having to take
~ on this incredible financial burden had done to her physxcal health, mental su'engr.h and

family resources. o

" Due to her condmon Arlene s treatment ﬁnally is bemg paid because she qualified for
disability. But to this day, Arlene is convinced that her cancer would not have spread
had she been able to afford rcgular vnsxts to an oncologist.

Arlene’s energy and determination to fight this disease and remain positive are amazing.

I feel lucky to know her and to have worked with her. I only wish that as the program
coordinator, I could have done more - that I could have assured her that any treamment

she needed would be paid for and that she wouldn’t have to spend time dealma with bank
* statements, mortgages or packing boxes on top of evcmmna else.

In summary, we hear over :md over acam that early detection saves lives In actuality,
early detection alone does nothing but find the disease; detection must be coupled wuh
guaranteed, quality treatment to actually save lives.

We must pass the Breast and Cervical Cancer Treamment Act to make sure that screening
and treatment always 20 togethcr : ’ ‘

I would like to thank thc Nanonal Breast Cancer Coalition for its lcaderstup role in
working to get this legislation passed and thank the members of Congress here today for

sponsoring and supporting thls leg:slanon

Thank you.

" -
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* Jeb Bush R Robert G, Brooks, MD.
- Govemor R : V Smewy

Thne Honorabie Connie Macx

United States Saenate

517 Hart Sanate Office Bmldmg

Wathington DC 2050 .
‘ !

Dear Senator Mack v

This iutiar n response 10 the May 4™ lelaphone inquiry from Mark Smnth to Margo Blake
regarding cancer reatment for woman enroliad in Floriga's Breast and Carvical Cancer Early
Batacton Pragram (the Prag'am) Thank you for allowing us the opportunity lo fumish some
el it apout tre Frogram. :

Fiorga reca;ved 114 awwrd from the Cemen tor D.‘sease Cortrol and Prevention (CDC) in iate
surr mer 1884 We §13ried operatons in nine couries in Seplember 1885 and graw to 20
couties in 1988, The 20 counties are compnsed of iarge urban aregs, Mid-51264 counnes and
small rural counties (A map depicting ali 20 pamicipating countes i3 enciossd.; Population
oatu stiow that thers are approximately 275,000 women. ages 50-64 in Fiorida wno are under or
unirgured  Shightly over 175.000 of these women reside in the 20 paerticipaling counties

Sinc.e jate 1985, COC grant funds have allowed the Program to provide scragning services 1o
shghtty over 10.00C sigibie wamen  Annually, the parucipating couniies screen approxamata!y
3,500 women. or about 2 percant of the eligibie population. One nundred thity women have
bee Giagnosed with Dreast or invasive carvical cancer through thus Program in Florida. As you
xnow CDCfunds cover reimbursement. @t 1ne Madicare rate, 10r breast ang cervical scraening
sen Ices such a8 Pap smears an@: mammograms.” These are also limited funds for apescrfied
Adizg noehic procedurs such as Colposcopis, biopsaies, and breas! ultrasounds. The CDC fungs
can ot be usea for reimbursement for treatment cr other associated costs. This 1S the
Program's most vuinerablo area as we are now enienng a competitive appicatiun proceas for
aadnonat COC grani funas (0 begn year six in October 1865 -

We aie starung to see the strain our providers are expanencing througn their suppon of tne

_ progjram  Before providing case scenanos that demonstrate this strain, | would like 10 expand
on tha definition of provider as used throughout this lanar  Normally, we refer 10 the general or
oncalogic sufgeon as the pnncip§i provigier or treatment Many others aiso gonsis sarvices 10
the breast and caervicat program. These incluge oncoiogms raniologisis radiation pneoiogists,
pathiologis!s and nosprails. L ,

The scenarios mennonen inelude the foilowing

s  Onoe county pragram worked with a client dragnosed with carvical cancer i Novemuer
1868 Tne womsn saw a gynecoiogical oncologist in January 1988 and underwent »
nystérectomy in Marcn aftar filing for Medicard  Her family nad to pay $682% ‘up front to

cover hospital costs. which may be covc!ed retroactivaily by Meo.ca.a

-

362 qpsul Cycile 82 6'rmixﬁ‘. FL 313%5.1700
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Senitor Mack

Pagu two S

Jure 22, 1809 ;

¢ (me county program had three women diagnased with breast cancar aunng their frst we
years in operation; gach one cared for by 3 different provider. Since Octaber 1888, five
additonal women nave been diagnosed and approximately 10 to 15 mors have abnormat
chinical breas! exam or Mammogram results and couid be Gagnosea whh cancer Neeginss
t gaay he providers are concemed with theae increaging numbers. Same of the providers -
nave asked the local program caordinutor Not 1o refer agdmonat pauems 0 tham for ine
ramainger of this program year.

s Ap0ther county program has %een a totel of 10'wornen with cancer ang they have two 10
three physic:an proviiens anc ones hospital provider who agrees to see program clients
Theee providers have also exprestad alanm al the number of women with abnomar exams
who are referred 1o them for care. We have been toid that tnese current providers may not
Be willing 10 support tne Pt ogram when this county renaws their program agreemsnt thig
Qaober

« Tne founth county program diagnesed 10 wamen with breast cancer during their firg! \wo
y3ar8 ana since January 1988 ciagnosed four more women with brasst cancer. Ten
provyiers who onginally agréed 1o each sce one 10 two clisnts per year have formeo thrae
s3parwtad groups who have agreed 1o see one 10 two dients per group, for & 10tal of three 10
§ x clients per year. This would not be suffic.omt coverage i Ime rate of disgnosing cancsr
c3ntinues. ;

CDC nas nformally conveyad [0 us that they may award the Flonda Program more funas for
breast aird cervical BCreenINg S&rvices in our naxt flve-year grant ¢ycis tnat begins this October
Whil¢: this 18 pogitive newas for the many thousands of woman at need for those §ervices, we
alsc Hetiove thie will have a 'dominc effact’ an the providers who provide in-kind reatment.
With increased numbers of woman screensd Comas an increase in the numbers of cancers
diagr ased. placing an ever-intréasing burden on our aiready cverwheimed providere of cancer
trogtrnent! Please note these same providers more than bkely aiso dondte in-kind services o
othear cients glagnosed with cancsr or other chronic deseuos

So wmm our information shows |hat a provider may fumish pro bono treatment for two or three
woman with breast or carvical cancer per yass, in gl kelinooa that same provider 18 88ked 10
aona'a treatmant sanvices for other clienta as well. Ws are geeply inaebtad {0 all of thase
indiviausls and ingtitutions for their. support of the Program and would like (o see them recawo
soms maeasure of acknowieagemom for theu effons -

in aummary the Flonda Breast ang Carvical Cancer Program hes provided cancer servicas o
aver 10 000 women at or below tne 200 gercant povarly level, and found treatment services for
over 130 women tniough tha generosity of l0cal proviaers in 20 counties  As screening
numt-ars increase. 5o will the numbar of women diagnosed with ereast or cervical cancer
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Ou providerns are showing s:gns of abandoning this program uniess we are able to provide
the:n some assislance that s nof avahable tnmugh the CDC grant. ,

Thank you for your persona! interest in Florida's Program. -If you nave further questions. plcase

_ feel free 10 contact me at (850) 487-2045, or Ms. Margo C. Bigke, Program Manager for the
Bresst andg Carvical Cancer Early Detaction Program at (850) 488-2801. We ook forward toa
suczessful conclusion o tms year's mm and wish you our beet.

B ) ‘ Smcofely
f Robert G Brooks. M D
» ... Becretary. Deparmant of :-(aann

RGBig
Encicsure

Ce Mark Smith .




THE BREAST AND CERVICAL CANCER TREATMENT ACT

| The NBCCEDP

s In 1990, Congress enacted the National Breast and Cervical Cancer Early Detection
Program (NBCCEDP) into law (P.L. 101-354), enabling states to provide breast and
cervical cancer screening services to women with no other source of payment for such
services.

a The program is administered by the Centers for Disease Control and Prevention
(CDC), and works in partnership with state and local health agencies and other community
partners to provide education, outreach, screening services. and follow-up care. NBCCEDP
serves older women, women with low income, uninsured or underinsured women, and
women of racial/ethnic minority groups who qualify. )

. Congress appropriated $1:9 million for FY 1999 for the NBCCEDP. The program is
now in all 50 states, the District of Columbia and 13- American Indian/Alaska Native
organizations; however not all state programs are fully functioning.

| The S‘ucccss of theScreening Program -

‘Since the NBCCEDP’Q inception through March 1998 it has:
s Provided manundgraphy‘screveniﬁg to 794;445 women aged 40 years and older; -
s Found 56,119 (7%) abnormalf mammograms;
. Diagnosed4 137 cases of bre;ﬁst cancer; and

Of those diagnosed with breast cancer, 3 350 were under 65 years of age - and ineligible for
Medicare coverage. :

‘i:-CUrrent:"Aéproachés:.tofErovi’dih‘g;Tfeafment K

s As enacted by Congress, the NBCCEDP provides funding only for screening services.
Recently CDC agreed to cover diagnostic services- services necessary to determine whether
or not a woman has breast cancer. However, there is still no federal funding to provide
treatment services to the 3, 350 women under age 65, who have been screened and diagnosed
with breast cancer.

s The current system for treatment is an ad hoc patchwork of providers, volunteers, and
local programs scrambling to find treatment dollars. Aithough health agencies at the
state and local levels and breast cancer advocates have found creative ways to help women
find treatment, these networks are overloaded and increasingly unreliable. Women are
tforced to rely on charity care, donated services, and bake sales to pay for their treatment.




s The lack of financial support for treatment is hurting the NBCCEDP. Time and effort
required to arrange for treatment services have begun to divert resources away from
screening activities. As a result fewer women are being screened-the program serves only
12% to 15% of age-eligible, uninsured women nationally.

A Long-term Solution: Covering Treatment Costs Through the Medicaid Program

s The National Breast Cancer Coalition (NBCC) believes that women should not have to
hold bake sales to fund breast cancer treatment. NBCC believes it is irresponsible to
enact a federal program that promises to reduce the number of deaths from breast and
cervical cancer and not guarantee federal funding for treatment services to women who have
been screened and found to have breast or cervical cancer.

s Medicaid is the answer. Congress should allow states the option of providing women
diagnosed with breast or cervical cancer through the NBCCEDP, Medicaid coverage for their
disease.

a Thereisa precedént for cavering participants in the NBCCEDP under Medicaid. In
1993, Congress created the Tuberculous Optional Benefit Program, making individuals who
are infected with tuberculosis eligible for Medicaid.

Summary of the Breast.and Cervical Cancer: Treatment Act. -

= The bill would establish an optional State Medicaid benefit for coverage of certain women
who are screened and diagnosed with breast or cervical cancer under Title XV of the Public
Health Services Act’s NBCCEDP.

s To be eligible, women would have to satisfy the income and resource eligibility requirements
established under NBCCEDP; be under the age of 65; have been diagnosed with breast or
cervical cancer under the Title XV Program; and not otherwise have health insurance
coverage. ‘

s Women who qualify for NBCCEDP would be ﬁllowed presumptive eligibility for Medicaid
coverage for the duration of the treatment of their breast and cervical cancer.

w  States electing to provide breast and cervical cancer treatment as an optional benefit would
receive an enhanced match to éncourage participation in establishing this benefit.

National Breast Cancer Coalition ; . A . March 18, 1999
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HR 1070 [H
106th CONGRESS
Lst Session
H.R. 1070

To amend title XIX of the Social Security Act to provide medical assistance for certain women
screened and found to have breast or cervical cancer under a federally funded screening program.

IN THE HOUSE OF REPRESENTATIVES
March 11, 1999

Mr. LAZIO (for himself, Ms. ESHOO, Ms. ROS-LEHTINEN, Mrs. CAPPS, Mrs. MORELLA, Mrs.
KELLY, Mr. BROWN of Ohio, Mr. GEORGE MILLER of California, Mr. HORN, Mr. DIXON, Ms.
PELOSI, Mr. LATOURETTE, Mr. WAXMAN, Mr. SERRANO, Mr. GILMAN, Mr. MALONEY of
Connecticut, Mr. MEEHAN, Mr. WELDON of Pennsylvania, Mr. UNDERWOOD, Mr. SHOWS,
Mr. ABERCROMBIE, Mr. MCHUGH, Mr. ETHERIDGE, Mr. SANDERS, Mrs. CLAYTON, Mr.
WALSH, Mr. MCGOVERN, Mr. MCNULTY, Mr. FROST, Mr. NEY, Mr. OLVER, M.
MILLENDER-MCDONALD, Mr. CROWLEY, Mr. SUNUNU, Mr. CLEMENT, Mr. STARK, Ms.
CARSON, Mr. FOLEY, Mr. COYNE, Mr. LANTOS, Mr. INSLEE, Mrs. WILSON, Mr. SHERMAN,
Mr. BALDACCI, Mr. BOEHLERT, Mr. LUTHER, Mr. HINOJOSA, Mr. DEFAZIO, Mr. QUINN,
Mr. PRICE of North Carolina, Mr. RANGEL, Mr. WEYGAND, Mr. FORBES, Mr. MEEKS of New
York, Mr. NADLER, Mr. BARRETT of Wisconsin, Ms. WOOLSEY, Mr. KUCINICH, Mr. KING,
Ms. SLAUGHTER, Mrs. TAUSCHER, Mr. BILBRAY, Mr. THOMPSON of Mississippi, Mr.
HINCHEY, Mr. KLECZKA, Mr. PAYNE, Mr. WYNN, Mr. JEFFERSON, Mr. SMITH of New
Jersey, Mr. MASCARA, Mr. LOBIONDO, Mr. OBERSTAR, Mr. LEACH, Mr. RUSH, Mr.
MATSUI, Mr. DINGELL, Mrs. EMERSON, Mr. FILNER, Mrs. MYRICK, and Ms. LOFGREN)
introduced the following bill; which was referred to the Committee on Commerce

A BILL

To amend title XIX of the Social Security Act to provide medical assistance for certain women'’
screened and found to have breast or cervical cancer under a federally funded screening program.

Be it enacted by the Senate and House of Representatives of the United States of America i in
Congress assembled,

SECTION 1. OPTIONAL MEDICAID COVERAGE OF CERTAIN BREAST OR
CERVICAL CANCER PATIENTS '

(a) COVERAGE AS OPTIONAL CATEGORICALLY NEEDY GROUP-

http://thomas.loc.gov/cgi-bin/query/C?c 106:./temp/~c L06kR3u3E ' | 4/9/99
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(1) IN GENERAL- Section 1902(a)(10)(A)(ii) of the Social Security Act (42 US.C.
1396a(a)(10)(A)(i)) is amended--

(A) iﬁ subclause (}:(III), by striking “or' at the end;
(B) in subclause (XIV), by adding “or' at the end; and
(C) by adding at the end the following:

“(XV) who are described in subsection (aa) (relating to certain breast
or cervical cancer patients);'.

(2) GROUP DESCRIBED- Scctién 1902 of the Social Security Act (42 U.S.C. 1396a) is
amended by adding at the end the following:

*(aa) Individuals described in this paragraph are individuals who--
*(1) are not described in fsubsection @(10)(A)(d);
*(2) have not attained agé 65;

*(3) have been screened for breast and cervical cancer under the Centers for Disease
Control and Prevention breast and cervical cancer early detection program established
under title XV of the Public Health Service Act (42 U.S.C. 300k et seq.) in accordance
with the requirements of section 1504 of that Act (42 U.S.C. 300n) and need treatment
for breast or cervical cancer; and

*(4) are not otherwise covered under creditable coverage, as defined in section 2701 (c) of
the Public Health Service Act (45 U.S.C. 300gg(c)).".

(3) LIMITATION ON BENEFITS- Section 1902(&)(10) of the Social Security Act (42
U.S.C. 1396a(a)(10)) is amended in the matter following subparagraph (F)--

(A) by striking and (XIII)' and inserting *(XII)"; and .

(B) by inserting *, and (XIV) the medical assistance made available to an
individual described in subsection (aa) who is eligible for medical assistance only
because of subparagraph (A)(10)(ii)}(XV) shall be limited to medical assistance
provided during the period in which such an individual requires treatment for
breast or cervical cancer' before the semicolon.

(4) CONFORMING AMENDMENTS- Section 1905(a) of the Social Security Act (42
U.S.C. 1396d(a)) is amended in the matter preceding paragraph (1)--

(A)in clause (x), by strikingfor' at the end;

(B) in clause (xi), by adding “or' at the end: ahd

http://thomas.loc.gov/cgi-bin/query/C?c106: ./temp/~c106kR3u3E | 4/9/99
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(C) by inserting after clause (xi) the following:
*(xii) individuals described in section 1902(aa),'.
(b) PRESUMPTIVE ELIGIBILITY-

(1) IN GENERAL- Title XIX of the Social Security Act (42 U.S.C. 1396 et seq.) is X
amended by inserting after section 1920A the following:

"PRESUMPTIVE ELIGIBILITY FOR CERTAIN BREAST
OR CERVICAL CANCER PATIENTS

“SEC. 1920B. (a) STATE OPTION- A State plan approved under section 1902 may provide for
making medical assistance available to an individual described in section 1902(aa) (relating to
* certain breast or cervical cancer patients) during a presumptive eligibility period.

*(b) DEFINITIONS- For purposes of this section:

*(1) PRESUMPTIVE ELIGIBILITY PERIOD- The term “presumptive eligibility period'
means, with respect to an individual described in subsection (a), the period that--

*(A) begins with the date on which a qualified entity determines, on the basis of
preliminary information, that the individual is described in section 1902(aa); and

*(B) ends with (and includes) the earlier of -

*(i) the day on which a determination is made with respect to the eligibility
of such individual for services under the State plan; or

-*(ii) in the ¢ase of such an individual who does not file an application by the
 last day of the month following the month during which the entity makes the
detcnnination referred to in subparagraph (A), such last day.

*(2) QUALIFIED ENTIT Y-

*(A) IN GENERAL- Subject to subparagraph (B), the term quahfied entity' means
any entity that--

~() is eligible for payments under a State plan approved under this title; and

*(i1) is determined by the State agency to be capable of making
determinations of the type described in paragraph (1)(A).

*(B) REGULATIONS- The Secretary may issue regulations further limiting those

entities that may become quahﬁed entities in order to prevent fraud and abuse and
for other reasons. :

http://thomas.loc.gov/cgi-bin/query/C?c106: /temp/~c 106kR3u3E : - 4/9/99
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*(C) RULE OF CONSTRUCTION- Nothing in this paragraph shall be construed
as preventing a State from limiting the classes of entities that may become
qualified entities, consistent with any limitations imposed under subparagraph (B).

*(c) ADMINISTRATION-
*(1) IN GENERAL- The State agency shall provide qualified entities with--

*(A) such forms as are necessary for an applicati}dn to be made by an individual
described in subsection (a) for medical assistance under the State plan; and

- *(B) information on how to assist such individuals in completing and filing such
forms. ‘

*(2) NOTIFICATION REQUIREMENTS- A qualified entity that determines under

subsection (b)(1)(A) that an individual described in subsection (a) is presumptively
eligible for medical assistance under a State plan shall--

“(A) notify the State agency of the determination within 5 workiﬁg days after the
date on which determination is made; and

*(B) inform such individual at the time the determination is made that an
application for medical assistance under the State plan is required to be made by
not later than the last day of the month following the month during which the
determination is made. ‘
*(3) APPLICATION FOR MEDICAL ASSISTANCE- In the case of an individual
described in subsection (a) who is determined by a qualified entity to be presumptively
eligible for medical assistance under a State plan, the individual shall apply for medical
assistance under such plan by not later than the last day of the month following the
month during which the determination is made.
*(d) PAMM- Notwithstanéiing any other provision of this title, medical assistance that--
*(1) is furnished to an individual described in subsection (a)--
*(A)during a presumptive eligibility period;
*(B) by a entity that is eligible for pa.yAments under the State @larx; and

*(2) is included in the care and services covered by the State plan;

shall be treated as medical assistance provided by such plan for purposes 6f section 1903(a)(5)

®)..
(2) CONFORMING AMENDMENTS-

(A) Section 1902(a)(47) of the Social Security Act (42 U.S.C. 1396a(a)(47)) is

http://thomas.loc.gov/cgi-bin/query/C?c 106:./temp/~c 106kR3 u3E 4/9/99
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amended by inserting before the semicolon at the end thé following: “and provide
for making medical assistance available to individuals described in subsection (a)
of section 1920B during a presumptive eligibility period in accordance with such
section'.

(B) Secnon 1903(u)(1)(D)(v) of such Act (42 U S.C. 1396b(w)(LY([D)(V)) 1s
amended--

(i) by striking “or for' and inserting °, for’; and
(i1) by insjertirig before the period the following: *, or for medical assistance
provided to an individual described in subsection (a) of section 1920B

during a presumptive eligibility period under such section'.

(c) ENHANCED MATCH- Section 1903(a)(5) of the Social Security Act (42 U.S.C. 1396b(a)
(5)) i1s amended--

(1) by striking “an’ and inserting "(A) an’;
(2) by adding "plus' after the semicolon; and
(3) by adding at the end the foiioWihg:
“(B)an amount equal to 75 percent of the sums expended during such quarter which are
attributable to the offering, arranging, and furnishing (directly or on a contract basis) of
breast or cervical cancer-related treatment services; plus
(d) EFFECTIVE DATE- The amendments made by this section apply to medical assistance
furnished on or after October 1, 1999, without regard to whether ﬁnal regulations to carry out

such amendments have been promulgated by such date.

END

" http://thomas.loc.gov/cgi-bin/query/C2c106: /temp/~c I06kR3u3E - - 4/9/99



http://thomas,loc.gov/cgi-binlquery/C?cl06:.ltemp/-cl06kR3u3E

The Breast and Cervical Cancer Treatment Act of 1999
. S.662/H.R. 1070
" Endorsing Organizations

National Breast Cancer Coalition

American Cancer Society °

National Association of Public Hospitals & Health Systems
National Partnership for Women & Families

YWCA

National Women's Health Network

Oncology Nursmg Socxety

Y-ME

Armin Arm -

Association of Women'’s Health Obstetric, and Neonatal Nurses
Rhode Island Breast Cancer Coalition

Florida Breast Cancer Coalition

The Breast Cancer Coalition of Utah

Maine Breast Cancer Coalition . »

American Medical Women’s Association

American Public Health Association

California Breast Cancer Organizations -

Linda Creed Breast Cancer Foundation - -

- Wisconsin Breast Cancer Coalition

Cancer Research Foundation of America

American Society for Therapeutic Radiology and Oncology
National Women’s Law Center
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TABLE 1

OH, OK, OR, PA, R}, SC, TX, UTVTWA,WV wi

National Breast and Cervical Cancer Early Detection Program (NBCCEDP) %
Initiation of Treatment fur Wamen Diagnosed with In Situ or Invasive Breast Cancer =
Minimum Data Elements® through March 31, 1997 =
_ )
Total Number of | Total Number of Number of : Number of Breas
NBCCEDP Breast Cancers | Breast Cancers Median Days _ Cancers with 3
Funded Diagnosed | with Camplete | from Diagnosis to | Percent Initiated || Pending/Missing i
Program Name Mammograms | (InSitw/Invasive)® | Information | Treatment Initiation Information* R’
TOTAL for NBCCEDP 594,436 4409 4242 10 95.8 (4064) %
(35 Programs Combined)® ) . S : B
— ’%
=
£
g
! The Minimum Data Elements (MDES) are electronically submitted semi-annually (January 15 and July )5) to & data
management contractor, who analyzes the data and submits a data file to the CDC. For example, the duta used for this report were
submitted on January 15, 1998 and included screening exams through September 30, 1997, The next data will be sutunitted on July 4
15, 1998 and will include screening exams through March 31, 1998, The intervul of three and one-half months provides states time 1o &
prepare the data submission and gather information that may be missing. Routinely an additional six month interval is provided for %
complelmn of diagnostic follow-up and treatment information. “ <
v 2 The total number of breast cancers diagnosed include same women referred to the NBCCEDP for diagnusuc evaluation of a
non-NBCCEDP funded screening exam. , ' .
-
> Women who did not initinte treatment either refused treatment, were lost to follow—up, ar died, ,3’:,‘
* Breast cancer cases have pending or missing information on one or more of the following variables: date of diagnosis; date of o
treatment initiation; or status of treatment initiation. =
' Programs include AK, AZ, AR,CA,CO CT,FL, GA,IL, 1A, KS, LA,MB MD, MA MI, MN, MO, NE, NJ, NM, NY, NC, ]:

5/5198 |



- TABLE2

Nationa} Breast and Cervical Cancer Barly Detection Program (NBCCEDP)
Initiation of Treatment for Women Diagnosed with In Situ or Invasive Breast Cancer
Minimum Data Elements through March 31, 1997
Program with > 40 Cascs of Breast Cancer

HONVES ZONVT1ISANNS EZONYO-mos 4
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Total Number of Total Number of Number of Breast Number of Breast
NBCCEDP Breast Cancers Cancers with Median Days Percent Cancers with
Program Funded Diagnosed ~ Complete from Diagnosis o 1nitlated Pending/Missing
Name Mamm% m(lnSiWinvisivc) Information Treatment Initiation | Treatment (_N_=) lnfohnj(ion
AR 5,652 54 52 w0 96.1 (50) 3
CA 50,767 489 478 1 93.1 (445) 11
co 20,485 119 117 13 99.1 (116) 2
MD 35,788 314 305 1 96.7 (295) 9
MA 14,038 207 182 13 973 (177) 25
Mi 58,473 435, 424 0 94.3 (400) n
MN 26,375 217 215 8 977 (210) 2
MO 24,041 143 140 8 96.4 (135) 3
NE 2,950 79 78 8 91.0 (71) 1
NM 47,613 244 244 18.5 95.9 (234) 0
NY 59,573 397 397 25 94,2 (374) 0
NC 42,191 274 269 1 194.0 (253) 5
OH 10,254 121 121 'y 95.9 (116) 0
PA 5,503 48 43 13 100 (43) 5

853 E1/80°d
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TABLE 2 (continued)

National Breast and Cervical Cancer Barly Detection Program (NBCCEDP)
Initiation of Treatment for Women Diagnosed with In Situ or lnvasive Breast Cancer
Minimum Data Blements through March 31, 1997
Program with > 40 Cases of Breast Cancer
Total Number of Total Number of Number'nf Breast Number of Breast
- NBCCEDP Breast Cancers Cancers with Median Days Percent Cancers with
Program Funded Diagnosed Complete from Diagnosis to Initiated Pending/Missing
Nume Mammograms (InSitw/Invasive) Information Treatment Initiation | Treatment (N=) Information.
sC - 30,192 227 206 10 1 98.5(203) 2
TX 71,662 526 514 45 97.9 (503) 2
uT 5,918 43 41 0 100 (41) 2
WA 12,812 71 61 90.2 (55) 10
wv 32,063 214 198 99.5 (197) 16
Wi 10,860 40 36 10.5 97.2 (35) 4

- 5/5/98

BRgyl| BE-gO-te

HONYEE ZONVTT13AUNS ¥2ONVD-@0id

‘BSLYBRVOLI+

e TMY Swel




TABLE 3

National Breast and Cervical Cancer Early Detection Program (NBCCEDPF)
Initiation of Treatment for Women Diagnosed with In Situ or Invasive Breast Cancer
Minimum Data Efements through March 31, 1997

Program with < 40 Cases of Breast Cancer

Program  Total Number of NBCCEDP ‘Total Number of Breast Cancers
Name Funded Mammograms Diagnosed (InSitu/lnvasive)
AK 989 8
AZ 1,495 13
CT 1,302 .8
FL 1,535 14
GA 6,234 3
IL 102 6
IA 416 5
KS 785 7
LA 174 1
ME 872 3
NI 2,549 1
OK 1,328 15
OR 1115 1
Rl 1,269 1
VT 979 7

NOTE: Median days from diagnbsis to treatment initistion and the proporfion who heve initinted treatment aro not cnlculatéd because the total
number of breast cancer cases are too small to produce siatistically reliable information. However, these breast cancer cases are included in the
overall NBCCEDP measures reported in Table 1. These states are still in the start-up stage and have been screening for approximately two years

- as of March 31, 1997,

5/5/98

BE=SO-AER

Ui 1R ]

HONVEE 2NV 3ANNS ¥DNYD-10) 4

BS.P8BY0LL4

El/S0°d G2kl .

.. Gge=d


http:Progr.am

e

W-ﬁﬁ 11:47an  From=-CANCER SURVEILLANCE BRANCH ‘ HTT04884758° 7 - T~425.° P-06/13 F-585

Article

2

Strategies for Follow-Up and
- Treatment Services in State
Breast and Cervical Cancer
Screening Programs

: Panla M. Lantz, PhD

i Lisa C. Richardson, MD, MPH

Debra J. Macklem, MEd
Lisa R. Shugarman, BA

University utwdnganc}morPubuc‘{:dd\
Arm Arbor. Muctugan

Danna B. Knutsan, MSEd, CHES

Centers for Ensease Conrol and Prevenaon,
Division of Cancer Prevennon and Conmol
Astanma, Coonga »

Lowell E. Sever, PhD

Bametle Canters tor Public Health Researzh and Evaluaton
Seamiza, Washingnm

This report describes strategies med to provide diagnostic follow-up and
treatment services to loi-income women scregned through the National
Breast and Cervical Cancer Early Detection Program.

! he Breast and Cervical Cancer Mortality Prevention Act, enacted by
the US. Cangress in August 1990 (Public Law 101-352) authorized
funds for a national screening program for breast and cervical cancer
for medically underserved women.! This program—the National
Breast and Cervical Cancer Early Detection Program or NBCCEDP—is admin-
istered by the Cenrers for Dhsease Control and Prevention (CDC). The goal of
tus large public health initiative is to reduce the morbidity and mormliry
associated with breast and cervical cancer in the United States.
The NBCCEDP is implemented through cooperative agreements with
qualifying health agencies that provide free or low-cost screening w uninsured
or underinsured low-income women, develop and disseminate public and
professional educarion strategies, esmblish quality assurance systems, engage
In surveillance and evaluadon activities, and develop coalitions and parmer-
ships.2 To date, the health departments of all 50 states, the Dismrict of Columbia, -
4 US. terrimnes, and 15 American Indian and Alaska Native tribes or tribal  © 1999 by the Jacobs Inssitass
organizations have recetved support for comprehensive Breast and Cervica] —of Wemens Heddh
Cancer Farly Detection Programs (BCCEDPs). The age and income eligibiliry  Fiomi=d Py Sisevics Scunc fnc

. 1049-3867/99/$20.00
requirements for screeming services vary across the programs, burall programs  Fu s10-3867(98100027-9
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rarget high-priority groups, for example, older women, women in radal and
ethnic minoriry groups, women with disabilities, lesbians, and women who
live in rural or ather hard-tc-reach areas. ‘
Through Seprember 1997, mare than 1.5 million free mammograms and
Papanicolaou smear tests were provided through the NBCCEDP.? The pro-
gram alsa covers a number of follow-up diagnostic procedures, inciuding
diagnosnc mammography, breast ultrasound, surgical consultarion, fine nee-
dle aspiranon of the breast, and colposcopy. Because of limited rescurces,
however, program funds have not been available to cover all of the diagnostic
tesys thar women may need for follow-up of abnormal scceenung results and 1o
reach a defininve diagnosis (including excisional breast biopsy, stereoracric
localizanon for breast brapsy, or needle core breast bwpsy). In addinon, the
federal legislation prohibics the use of natonal program funds to pay for
meamment services for women diagnosed with cervical intraepithelial neoplasia
(CIN) or for any component of weagment for breast or cervical cancer,
including surgery, radiotherapy, chemotherapy, hormonal therapy, and breast Throu gh S ept ember

recansrucnon.
' Despite these restricsions in funding, diagnostic and weament services are 1997, more than 1.5
recognized as essential companents of this screening imatve Feder;iéegis— million frgg
lation requires thar participating programs ensure that women with abnormal
screemneg resuirs repcéwe %eﬁn%nge diagnoses and that they have access o mammogr ams and
timely and appropriare weamman: services for CIN or cancer if needed, Papanicolaou smear
regardless of ther ability to pay.'* Parncipating health agencies are expected  fests ere prOvided
to build collaboraticns and partmerships with hospitals and commumity-based
organizatons o obtain accass 10 and f:escmx'cef.- for diagnostic. treatment, and thmugh the NBCCEDP.
support services ‘
Anecdoral informadon reported w© CDC suggests that parucipating agen-
cies are indeed finding innovadve and interesting ways to secure diagnostic
follow-up and treaument services for women in need> however, this aspecr of
the NBCCEDP has not been assessed mn depth or systemancally. Thus, we
undertoak a three-part srudy w document and investigare the swategies and
approaches thar srate BCCEDP> have implemented to secure diagnosnc
follow-up and cancer treamment services far clients in the absence of federa)
dollars for these activities: 1) a descriptive study of the genera! smategies and
activities regarding diagnostic and weamment services in 35 BCCEDPs; 2) an
in-depth case study of 7 of the 35 suate programss and 3) documenraden of
cancer weamment services recesved and the rimung of these services by linking
wformaton from 3 state BCCEDPs with dara from populaton-based tumor
regismes, In this repors, we presene the results from the first study component.

METHODS

All 35 siare BCCEDPs that received federal funding for a comprehensive
screemung program before October 1, 1996 (and thus had significant experience
dealing with clients in need of diagnostic follow-up and treatment servicss)
were selected for study.® Dama were cojlected with the assistance of 18 CDC
program consullants, who are Adanta-based staff who provide technical
assistance to and serve as federal baisons with the state programs. A srandard-
ized dam collecnon form that consulrants could self-administer as part of their
‘general dunes was designed and pilot tested. The form was used to document
state-specific informadon on the organizatonal structure of the screening
program, mechanisms for notifying women of results, and swategies for
securing diagnostc and reatment servicas for clients in reed. Wrirten instruc-
tions for complering the form and 3 3-hour training session were provided.
Consuirants completed a farm for 2ach of their assigred states in the sample

LANTZ IT AL STRATECISS IN CANCER SCREENING PROCRAMS 4
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(ranging from 1 to 3 states per consulmnt), using their kncwledgs of the state
program and available materials and documents. They aiso discussed specific
issues in their routine rechnical assistance calls with states if clarifcadon from
the state program was needed. Complered forms (N = 35; 100% rasponse rate)
were forwarded w Unuversity of \dxchxgan research saff along with any
relevant written docz.ments

RESULTS

One way in which all state programs work 0 ensuse .har neecad follow-up
diagnostic tests and weanmern services are received 13 by tracking chenrs using
program survellance dar. State programs have designed and impiemen ted a
variety of managemenr mnformaton systems t© mack women through the
processes of screening, diagnostc fullow-up, and meammenr mdanon. In
addinon, ar the dme of our dara collection, mosr states had wricten guidehines
or protocols for screening providers for notifying women of scarzening results
and for tracking women needing diagriostic servicss after an abnormal
screening result (Table 1). In addition, 85% of stases had wrinen guidelines for
enswing that women raceive defininve diagnosnc follow-up sersices, and 77%
had written guidelines for ensuring thar women ininare rreatment for breast ar
cervical cancer or CIN. Similarly, most states had written guidelinas or defined
protocols for providers regarding appropriate clinical pathways ror diagnostic
follow-up (86% for breast diagnostics and 83% for carvical dagnosncs),
whereas fewer states had developed promcols for apprepriate rearment
pathways (65% for breast cancer, 66% for cervical cancer, and 60% for CIN).

Srartes ar2 required 1o report 20 CDC rhe dare thar cancar z2aiment was
ininated for women diagnosed with breast or cervical cancer Even those states
withour wrinen guidelines or protocols regarding how women should get
from an abnormal screening resuls to tratment have implemented surveillance
sysiems that mclude the meammenr inidadon dare. Some smre programs
document addinonal informanon about treamnent For example, our results
suggest that 21 state programs (60%) were mutmely dcmrnenrmo each client's
mital course of cancer meammens, and of these programs, 8 (23%) were
documennng the content of weanment beyond the mitial course Five stare
programs (14%) wera documenting how each clienr's cancer trearment was:
funded, although none were collecting informanon on our-of-pockat expenses
for diagnostic or weatment services. -

State-leval respurces used to fund or w provide diagnosne and reatment
services 1o women in the absence of federal program dollars for these acuvidas
are listed in Table 2. The mor2 common smategies were appeals through the
srare medical society for physicans to volunreer or donate procadures and

+ referral of clients o designated providers (such as state-funded cancer centers,

teaching haspitals, and public hospirls). Several srates receive funding for
chagnostic and eatment services from their legislatures. This funding comes
from state appropriations provided shrough general public revenus or tobaceo
excise tax revenue In some of these smes, funds are provided exclusively for
wamen screened through the BCCEDP, in other swates, the funds are available
to all citizens who meer stare-established eligibility enwena for senices. In some
staes, the funds are resmicted o paying for breast cancer services (primarily
for diagnostic rests).

A wuie range of sirategies and activides orgamuzed at the lecal level (i,
county, ity or individual cliucal facility) were being used to provide diag-
nosne and wearment services o women in the absence of program dollars fm-
thesa activiries (Table 3). The most corunon straregies used at rhe local level
include referrals 10 designated providers who have agreed 0 serve program

States are required to
report to CDC the date
that cancer treatment
was initiated for . . .
breast or cervical cancer.
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Table 1. PREVALENCE OF WRITTEN GUIDELINES FOR NOTIFICATION, TRACKING, AND SERVICE
DELIVERY IN STATE BREAST AND CERWCAL CANCER EARLY DETECTION PROGRAMS

(N = 35)
Does the State Progmm Have Written Guidelines for Yes . No
Notifying women of screening results? : «
Breast cancer screening results : : 32 (91%) 3(9%)
Cervical cancer screening resulrs, 32 (91%) 3 (9%)
k Breast cancer diagnastic test results : , 3 (89%} V 2 (11%)
Cervical cancer diagnostic rest results : 31 (89%) 4(11%)
Tracking women needing follow-up services? | _
Breast cancer diagnostic services' 35 (100%) 0
Cervical cancer diagnosuc services - _ 34(97%) 1(3%)
- Breast cancer reamment services 32 (91%) 3 (9%)
Cervical neoplasia weamment services : 32091%) 3 (9%)
Cervical cancer rreamment seTvices . 32 (91%) 3 (9%)
| Ensuring women receive needed diagnostic services?
|  Breast cancer diagnostic services. 31 (89%) o 4(11%)
¢ Cervical cancer diagnastic services 31 (85%) 4 (11%)
| N .
! Ensuring women imtiate needed meatment?
|  Breast cancer weatment services , 27 (77%) 8 (3%)
| Cervical neoplasia mreamment services 37 (77%) : 8 (23%)
;i Cervical cancer rearment servu:es ‘ ‘ 7 (77%) 8(23%)
| ,
. Defining appropriate paths for diagnosnc follow-up and treatment?
| Breast cancer diagnesnc services _ 30 (86%) - 5(14%)
| Cervical cancer diagnostic services 29 (83%) 6 (17%)
i Breast cancer weatment services : : ‘ 23 {69%) 11 (31%)
| Cervical neoplasia weatment services ' _ ' 21 (60%) 14 (40%)
|

Cervical cancer treatment services ‘ 23 (66%) 12 (34%)

l clients for free or ar a reduced cost, assistance o clients in applying for

Medicaid, or referrals to other gevemnment-sponsored insurance programs.

Another common sirategy is the use of funds from local foundations, charitable

| arganizanoms, or COrporate sponsors.

| several different strategies that involve clinicians or providers (in hospi-
wls, clinics, community health centers, and local health departments) were
used to secure diagnostic and trearment sevices for program chents (Table 3).
Many providers donate services or pravide other types of charity care, offer

~ services at a reducad fee, negotiate payment plans with dients, and write off
diagnostic and meamment services as bad debt. In half of the states, 2 formal or
informal syscem exists for romting referrals for services nor covered by
program funds among providers in one or more locales.

Mare than 40 different strategies or activilies were named as being used
secure diagnostic and weamment services for BCCEDP cliems in need. These
strategies, in the order of frequency with which they were named, were: 1)
reduced fee-for-service or a sliding-fee scale for services. 2) negotated pay-
ment plans berween providers and clienss; 3) in-kind chantable conmributions
of providers (including hospiral mdzgent care programs); 4} assistance in
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Table 2. USE OF STATE-LEVEL STRATEGIES TO PROVIDE DIAGNOSTIC AND TREATMENT SERVICES IN
THE NATIONAL BREAST AND CERVICAL CANCER EARLY DETECTION PROGRAM (N = 33)

Number of Suxe Proyrams Using Strategy ta Protdr,

' : Diagnostic Treatment , : .

Serategies Organized and/or Administered ar State Level Sermees Only Services Only Both Services Nog Used
Organization of chariry care/uw-kind dcnation 3{(9%) L 15 (43%) 17 (48%)

of services ar state level .
Referral of clienss o smre-funded cancer center 0 : 0 5 (14%) 30 (86%)
Referral of chenrs ro other designared providers - 1(3%) 1(3%) 13 (37%}) 20 (57%)

who have agreed o serve program h
Client assistance in applying for Medicaid or 0 0 10 (29%) 25 (71%)

other state program ‘
Indian Health Service funds C o 0 - 8(B%) T (TT%)
Race for the Cure funds C6(17%) 1(3%) 1(3%) 27 (77%)
Orher Xomen Foundation funds 3 (9%) 0 0 32(91%)
Blue Cross Foundation funds : a 16%). 0 31 (97%)
Ceneral public revenue in fund . . 6 (17%) 0 4(11%) 25 (71%)
Tobaceo excise mx revenue in fund : 1(3%) 1(3%) 1(3%) 32 (91%)

applying to Medicaid or a state-sponsored insurance program; 5] referral o a
designated cancer center or a publicly funded medical fdility providing
wnidigent care; 6) use of smte approprdations for diagnestic or weaument
services, or both; and 7) use of funds raised through a Susan G Komen Breagt
Cancer Foundarion Race for the Cure.

State programs collaborate with a variety of public and private agencies
and organizations in their anempts to bring diagnostic and reanment services
to BCCEDP chenrts. Collaboranng agencies include swate health and human
service agencies, county and cty health departments, the Indian Health
~ Seypvice, the American Cancer Society, the Nadonal Cancer Institute’s Cancer

Informanon Service, state and local medical societies, state hospital assoaa-

Table 3. USE OF LOCAL-LEVEL STRATEGIES TO FROVIDE DIAGNOSTIC AND TREATMENT SERVICES
IN THE NATICNAL BREAST AND CERVICAL CANCER EARLY DETECTION PROGRAM (N = 135)

Number of Swate Programs Using Straregy to Provide

: D Duagrosnu: Treatment
Strategies Orgpnrzed and/or Adminisicred at Local Leve Sermees Cnly Services Only Bath Seroices Nar Used

Referral of clients to designared providers ) A 0 25(71%) 10 (29%)
Client assistance in applying for Medicaid or 2(6%) - 1(3%) 22 (63%) 10 (29%)
uther state program ' ’
Race for the Cure funds : 3(9%) 0 6 (17%) 26 (74%)
Qrher private foundation funds . 3(5%) 1} o 11{(31%) 21 (60%:).
Assistance from local American Cancer Society 1(3%) 0 5 (14%) 29 (83%)
County maney in fund 0 0 3 (S%) 32 (91%)
—Donation of services or charity care (mdudmg 1(3%) 1 (3%) 32 (51%) 1(3%)
indigent care programs) :
Reduced fee-for-service f 2{6%) ) 27 (77%) 6 (17%)
Negotiated paymenr plan : 0 1(3%) 31 (89%) 3(9%)
Services wriren off as bad debt ; o0 0 . 25 (71%) 10 (39%)
System for rotating referrals 1. 0 16 (46%) 18 (51%)
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nons, private foundations. local corporarons. churches and synagogues,
YWCAS, and commumry health centers.

In Maryland, a centralized respanse orgaruzed at the stare level was
implemented 10 ensure that women :cxeened for breast and cervical cancer
receive all needed diagnosnc and treatment services. In July 1992, the Mary-
land legislature allocated funds for the Maryland Breast and Cervical Cancer
Diagnosis and Treament Program. Thus program, funded through general
public revenue and robacco tax revenue, provides a means by which women
can receive free breast and cervical cancer diagnostc tests and treatment
services. Providers under contract with this fund offer a wide range of
diagnostic and wreatmenr procedures for wamen meering speafic eligbiliry
criteria. This stare-funded program is not resmicred to women screenad
through the BCCEDP, althuugh the elinibility critena are sundar

By conmast, the Minnesota BCCEDP does not have access to state funds o
supplement the federal program. Réthex. the Minnesota program has devel-
oped a relationship with the Susan G, Komen Breast Cancer Foundation Race ; .

- for the Cure in the ’}I:"win Cities. The majority of the money raised in this annual M?‘Ihple’ strategies are
walking/running fundrawsing evant is allocated o the Minnesora Breast and bemg used to ensure
Cervical Cancer Conwol Program 1o pay for breast ultrasounds and outpatient  thgt program clients
breast biopstes for women throughout the smre This strategy IVOWVES 3 oo posomtinl
parmership hetwesn the state health department and a private foundaden in - ', . en

an attempt fo secure breast diagnostic tests for program clients This strategy, diagnastic and treatment
howaver, does not provide resources for the weatment of breast cancer, cervical  serpices.

cancer, or CIN, and, in fact, anly half of the breast biopsies received by
program clients are paid for through Race for the Cure funds (] Kam, personal
comumunicazton, June 1997). To secure addinonal crucial services for program
clients, the Minnwsora BCCEDP also refers women to Medicaid or Minnesora- |
Care (a state-sponsored health insurance program for low-income people) and
negonares payment plans, reduced fee-for-service, or charity cara for individ-
ual cases.

DISCUSSION

Through the NBCCEDP. low-mcome uninsured and underinsured women
teceive important clinical prevennve services: breast and cervical cancer
scraening. These women, however, are among those with the fewest resources
w pay for diagnastic follow-up tests or for meatment services for a subsequent
diagnosis of CIN, cervical cancer. or breast cancer, The NBCCEDP's goal o
reduce morbidity and mortalry from breast and cervical cancer cannot be
reahized unless women with abnormal screening results receive a definitive
diagnosis and recetve prompt and efficacious therapy for cancer or prscan:ar
aus lesions.®’

The NBCCEDP does nor cover all the diagnosnc services that clients may
need. and 1t covers no treagnent costs at all. Our study of 35 state screening
programs shows that mulnple stratezies arc being used to ansure thar program
clients recerve essential diagnostic and trearment sarvices. Some srrategies use -
centralized funds admimsterad ar the state level {eg, smre funds appmpmmd
by the legislarure or funds raised through parmerships with private founda-
tions). Other strategies are decenrralized and informal, reflecting parmerships
and collaborative arrangemenss that have been wurked our at the lavel of a
community or a within a single health care instiruticn. There is grear reliance
on providers of diagnosnc and trearment sezvices 1o offer NBCCEDP chents
different types of charity care, reduced fees, or long-rerm payment plans. Many

. of the smategies or approaches on which swmre programs rely to provide
diagnostic and Teament services 1avolve some charge (either full fee or 2
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reduced fee) to the client. The numeer of BCCEDP clients being charged for
follow-up tests and meament services, she amount of these charges, and the
degree to which finandal barriers canmbute 10 rime delays or refusals for are
are not known,

Approaches providing dxagnosnc and teammenr services vary greatly .
across states. This 1s not surprising, given the different sociopolirical enviren-
ments of the states and the different ways in whuch they have arganized or
structured their BCCEDPs.3? Smaregies and tactics also vary within states
Communities and individual facilities within a smte have access 1o different
resqurces, and health seyvice delivery systems vary across regions of a siate.
Thus, local programs within the same state have devised different means of
providing diagnostic and weatment services 1o their cliens.

At the time of this strdy, some state programs did nor have any wrinen
guidelines or protocols for clinical providers for racking clients or for ensuring
the initianon of follow-up or oeamnen; services. The NBCCEDP-sponsored
programs are required to have an active medical advisory commimes or
consulrans that approves clinical protocols/guidebnes and provides oversight
w0 the qualiry of the services being delivered. The CDC recommends that
NBCCEDP-spansored programs use clinical practice guidehines established by
naticnally recognized organizarions as a basis for developing clinscal protocols
for their programs. Some swmta programs were in the process of deszgnmg ar
approving such guidelines at the rime of our study.

The results of this study are limited in several ways. We do aot have
detailed information regarding the history behind the developmenr of certain
policies. or the swengths and weaknesses of various swategies or tactcs. We
also do not have information regarding the effors or resources required o
implement various straregies or the efficacy or specific approaches. In addition,
while we have idenrified a wide variety of acrivities that are underway o
provide women with diagnostic follow-up and treaumnent services, these results
dcnotreilusszommaxeacmauyzecewmgrhesemc&smeyneedmanmely
fashion. Yet the results of this study can answer important questions abour the
NBCCEDP and the need for s partcipating health agences w obtin
resources for some diagnostic tests and for all meatment services. This research
represents the first systemaric look at how state health agencies are working to
provide NBCCEDP clienrs the diagnostic and reamment services that the
program does nor cover. In additon, this srudy sheds Light on how a large
federal program has been implemented at the s@are and local levels and how
funding restrictions in the federal program have been addressed i innovative
ways by collabarating instirutions and organizations. uynad healrh agendes.
and organizations sponsor fre2 or reduced-cost screening programs for a
diseases other than breasr or cervical cancer withour offering coverage for
definitive diagnostic and wearment services. The swrategies and approaches of
the 35 sare BCCEDPs described here may be useful and relevant to those

mplementing cther types of disease screening programs

ACK.NOWLEDGMENTS

. Lisa C. Richardson, MD, MPH, is now with the CDC. This project was funded
by the CDC Divisian of Cancer Prevention and Conwol. and was approved by
the University of Michigan Health Sdences Human Subjects Review Commit-
tee. Rosemarie Henson, MSSW, MPH, Stephen Wyan. DDM, MPH, Nancy C
Lee, MD, Diane Duner, MPA. Jane Schulman, PhD, Martha H.a:e PhD, Cazlyn
Qrians, MA, and Madelaine Péahler contribured to the design and implemen-
fation of the project. In addinon, the authors thank the CDC Program
Consultants for their ccoperation with and effort on this project.

48 WOMEN'S HEALTH [S5UES VOL 3, NO 1 JANUARY/FESRLARY 1999



http:MarthaHa.re
http:e501Jrc.es
http:de.la.ys

.. IS (s FoeONCR SUREILLWGE BB T TUSBTSE . Teils PdA3 Fsig

REFERENCES
nmm?m@mmwwemmmmmauscmqu
§1501-1509 (1990).

2. Hemson RM, Wyatr SW, Lee NC. The National Breast and Cervical Cancer Early : )
Detecnon Program: a comprehensive public health respomse w0 two major health
issues for women. ] Public Health Management Pracy 1996, 2:36-47.

3. US. Depastment of Health and Human Services. The National Breast and Cervical
Cancer Eacly Detecnon Program: Ar-a<Clance 1998.

4. Reynolds T. Stanes bagan CDC-sponsored breast and curvival cancer xcneerung.
J Nad Cances [nst 19928479,

5. Lantz PM, Sever LE. et al. Strareyivs for providing follow-up and wearment servicas
n the aanonal breast and cervical cancer early detection program--United Stapes,
1997. MMRW 1998:47.215~8.

6. Caplan LS, Helzlsousr K] Bdavm&eurmam«ddahmm
Haalth Rev 1993:20.187-214.

7. US. Deparmment of Health and Human Services. The national strategic plan for the
garly detecnon. and conmol of breast and cervical canoers. Adanta: Cemers for
Pisease Conmrol and Prevennon, 1953

8 Manlic M, Orlaff TM. De;mh&?mfomingmhealﬁtagmwmz
currens and future challenges Washingron (DC): Nadonal Covernor’s Association,
1997

9. Studnicka ], Sreversan B, Blais HN. Goley E, Richards TB, Tharton N. Analyzing
orgamizational practices in 1ocal health organizarions. Public Health Rep 1994109:

|

LANTZ ET AL. STRATEGES IN CANCER SCSEENING PROCRAMS 49



http:Cavem.ar
http:HeJ2bo.wr

During the House Commerce Subcommilttee on Health and Environment Hearing on
H.R. 1070 in July, the tremendous need to enact this bill was illustrated through
compelling testimony. Following are a few highlights:

Mr. Biliraks:

“..Iam an early cosponsor of thislegislation, and I do feel that something like this is
needed. You heard during the prior testimony and the questioning, that we have only
been able to reach approxxmately 15 percent of the eligible population as far as the
screening is concerned. So, something has to be done, I think we would all agree, for ‘
improvement there, which would take additional funds...”

Dr. Stanley Klausner:

“Yes, the issue is really the fact that it is very-difficult to do charity work, pro bono
work, work at the markedly reduced rates, when you have to pay your staff, your rent and
so on. Ithink that making an effort, even if it is at the Medicaid level, the government is
making that effort. It is putting the signal out to the physicians, if the government is
moving funds in that direction, we have to meet them halfway...”

Ms. Carolyn Tapp
(President, Women of Color Breast Cancer Survivors Support Project:

“Many of the women who are in our group were screened through the CDC program, and
they must have beén the ones that fell through the cracks, because it wasn’t as easy as I
have heard, you know, to get treatment. Some of the women I know took about 6 months
to actually get treatment...I have known women who have had t borrow medication from
other women in the group, because they couldn’t afford to buy the medication. Iknow
that I loaned many women some of my medication Tamoxifen especially, because they
were left out to get this kind of medication, and it costs hundreds of do]]ars So they

- couldn’t afford to buy it. So we share..

Mr. Lazio:

“_..What would the impact be in terms of the breadth of service is you had a Medicaid
option, if there was a Medicaid reimbursement in our backyard?”

Dr. Klausner:

... The bill would be effective, because after I do my portion, which is surgery for a
diagnosis and definitive care, sometimes they require — the lymph nodes are positive.
‘They require chemotherapy. That is when we start running into problems. Ihave an

~ oncologist who does a lot of work for me in the private sector, so he is more apt to be
favorable for this, but he has to fill out reams of paper to get medication under indigent —




_there is an indigent drug plan.' So here is fellow I am asking to do something for free,
and he is filling out reams of paper just to get medication to give to the patient. There
are a lot of oncologwts around they won’t do it for me and I don’t blame them, They are
not bad people.” : -

Ms. Fran Visco
(President, National Breast Cancer Coalition:

“I think Josefina’s testimony summarizes it for all of us, and there are many like her.
These women initiated treatment, but they are sitting with second mortgages and third
mortgages. They are sitting with $40,000 in bills, with creditors knocking on their door.
They are sitting with— begging the health care community to help them; and the health
care commumty wants to, but the evolving health care system is. harmmg them and is
stopping them from doing this.”

Mr. Lazio:

“...So we don’t really know in any real sense about the continuity of care. When you
say, for example, that a treatment was “initiated,” we don’t know whether that was an
appointment, or whether it was surgery or radiation, chemotherapy, reconstruction,
Tamoxifen. We have no idea what that means and whether it was spotty and sporadic or
whether it was initiated.” ' :

Ms. Nancy Lee:
(Director, Dmsnon of Cancer Prevention and Control CDC)

“As stated in my testimony, we are not able to collect data on the type of treatment, or
even more difficult on the quality of treatment either from the perception of the providers
or the perception of women. That is not something we are able to do.”

Dr. Klausner:

“...Even more disturbing is my gradual awareness that the working poor are afraid to
elect breast conserving surgery. They are so terrified of their medical bills that their
medical judgment is biased. Take for example a working mother supporting two children
and not qualified for Mediciad. Even if her breast cancer is amendable to breast .
conserving surgery, she often elects a mastectomy because she knows the cost of the
additional treatments needed in breast conservation, such as radiation and chemotherapy,
are too expensive. What a difficult decision this woman must make when she opts to
sacrifice her breast rather than incur medical bills she can’t pay. As for plastic surgical
reconstruction of her mastectomy site, this has simply never been an option.”




After the House Hearing on H.R. 1070, a hearing was held in the Senate Finance
Subcommittee on Health (on the companion legislation — S. 662). Following are a few
highlights: ‘ : : '

Ms, Barbara Matula:

(Director, Health Care Programs, North Carolina Medical Society Foundation
Former Chairperson, National Association State Medicaid Directors

Raleigh, North Carolina): :

“Imagine now that you come home tonight and you learn that someone in your family has
a potential diagnosis of breast or cervical cancer. Your only concern is getting the best
care. You have a sense of relief that she has regular care, regular exams. So you are
hoping that it was caught early. And all you look for is full recovery...

But if you are that same woman and your income is below 200 percent of poverty, which
is so very little — if you are a single person that is $16,480 a year, if you are married and

it is $22,000 for the couple. That is very low, but twice what Medicaid eligibility is. You
have run out of funds and you are left to your own devices...”

This is unconscionable.- For all the little administrative wrinkles in Medicaid eligibility, I
hope this bill will pass.”

Senator Chafee:

Ms. Matula and the others...Some have suggested that CDC provide the treatment as well
as the screening, in other words forgo Medicaid. What would you say to that?

Ms. Matula:
“If it was the last resort, I would say do it, of course.”
Senator Chafee:

“Do ot put it in the last resort category. Move it up. Let us say you were -
queen...Would you have a CDC treatment program?”

Ms. Matula:
“...The only reason I would not do it is that, and this was after talking to a fellow with
many years experience with CDC programs, they have no experience as third party

administrators, Their job is to do public education and outreach which they do very very -
well. To duplicate what an existing program is already doing...” :

1




Senator Chafee:
“Meaning Medicaid?”
Ms. Matula:

“Meaning Medicaid. Learning how to reimburse physicians and hospitals and
pharmacies and clinics and doing it in a quick turnaround time so that they will continue
to pamcxpate would be a waste of our time and resources to duplicate this in another
agency.’ :

Ms. Barbara Flett:
Director
Women’s Health Partnership of Suffolk County

“Lack of guaranteed treatment means there is no way to tell how long a woman will have
to wait to get the care following a diagnosis of breast or cervical cancer. Moreover, once
a woman receives treatment, she often must spend her time arguing with doctors and
hospitals and sometimes creditors over her bills rather than focusing on recovering from
her devastating illness.” '

Senator Chafee:

“...Would Medicaid have problems interfacing with another program’s eligibility
standards? Will Medicaid be able to easily enroll and cover those who are found eligible
in screening done under the CDC program?”

Ms. Matula:

“If you would have asked me this 15 years ago, I would say we do not even speak to our
public health agencies, but in that interim, we have learned how to do it with the pregnant
women coverage to reduce infant mortality where the determination of pregnancy
services as the presumptive eligibility, where the income tests at that time were easily
twice as high as we had for the women on welfare who were the only other women. Ido
not that this would be a problem. The State Medicaid agency and the public health
agency could have a cooperative agreement that would spell out those 200 percent of
eligibility as a trigger. And it could be as smooth as silk”
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'The Clinton Administration }zas responded fo the szgmf icant threat posed by breast cancer with
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Breast Cancer Advanclng the: Sclence, Enhancmg Educatmn, and Improvmg
: - Dlagnosm and Treatment

Overview: Breast cancer is the most commonly diagnosed cancer and the second leading cause of
cancer deaths among American women. Early detection fhroztgh mammograpky and Clzmcal breast
exams are essential for effective breast cancer screénin g . : :

For women age 50-69, having regular mammograms can reduce the charzce of death from breast cancer
by approximately 30 percent. Even in, women age 40-50, regular mammograms can reduce mortalzty

,

increased efforts in research, prevention and treatment. HHS Secretary Donna E. Shalala convened a
conference in December 1993 to establish a National Action Plan on Breast Cancer (NAPBC)..The. -
NAPBC, which is being carried out today by public, private and volunteer sectors is a key element of
the Administration's commitment to f ghtmg breast cancer. | J

Ongoing breast cancer education efforts are makzng a difference. A 1994 survey by the Centers for
Disease Control (CDC) revealed that 66, percent of all women ages 50- 64 and 55 percent of all women

National Cancer Institute (NCI) and'the Health Care Financing Administration (HCFA) released deay
suggests that the number of women age 65 and older receiving routine mammograms increased to 70

At the same time, HHS dzscretzonary funa’mg for breast cancer research preverzison and rreaz‘mefz{ kas A’
increased from approximately $283 million in FY 1993 to $599 million in FY 1999. President Clmfon s
FY 2000 budget mciudes $623 mzllzon for breast cancer-related acz‘zvzfzes ' N

HHS afso helps prowde screening cma’ treatnient for breast cancer t‘krougk z‘ke ‘Medicare and Medicaid
programs and through the Indian Health Service. In January 1998; Medicare coverage expanded to help
pay Jor annual mammograms for all Medzcare benef iciaries age 40 and over.

To spread the word about z‘he zmportance of mammography in early a’etectzon of breast cancer,
especially in minority communities, HHS Secretary Shalala also released two public service .
announcements today featuring singer and actress-Whitney Houston and First Lady Hillary Rodham
Clinton. Since 1995, both. the President and the First Lady have appeared in televised public service
announcements encouraging older women 10 get mammograms and promotmg the use of Medzcare .
coverage for mammography . S

t
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A woman's chances of gettmg breast cancer change with age: by age 40, one of 217 women will face
breast cancer; by age 70, one of 14 will be diagnosed with the disease. Although death rates from
breast cancer have dec]med in recent years, breast cancer accounts for 30 percent of all cancers among
women.

« Approximately 175,000 new cases of breast cancer will be diagnosed in 1999, and about 43,300
women are expected to die from breast cancer. Epidemiologic studies estimate that breast
cancer will be diagnosed in 1.5 million American women in this decade and that breast cancer
will claim nearly half a million lives. Death rates from the disease are highest among older,
African-American and low-income women. During the 1980s, breast cancer incidence for
women increased, but in the 1990s, it has leveled off.

« The death rate for women with breast cancer has declined on average 1.7 percent per year since
1989. Between 1992 and 1996, the greatest reductions in death rates were among younger women
(5.7 percent) and white women (5.5 percent), with more modest reductions among African
Americans (0.4 percent) and women age 65 and older (3.9 percent).

« During 1992-1996, death rates among white and African-American women declined for all
decades of age from 30 to 79 years. Among both groups, the greatest improvements in mortality
were seen in the younger age groups. For women age 30 to 39 years, rates dropped about 4.24
percent among whites and 2.8 percent among African-Americans. For women aged 40 to 49 years,
rates dropped 8.78 percent among whites and 0.97 percent among Afmcan—Amerlcans

HHS Spending On Breast Cancer

HHS discretionary funding for breast cancer research, prevention and treatment has increased from
approximately $283 million in FY 1993 to $599 million in FY 1999. President Clinton' s FY 2000
budget includes $623 million for all breast cancer-related activities. As CDC has worked to increase
access for all women to mammography screening and follow up services, the resources devoted to
breast cancer services have increased from an estimated $43 million in FY 1993 to $93 million in FY
1999. Cancer research is vital to our understanding of how to prevent, detect and treat breast cancer.
The Clinton Administration has invested in breast cancer research at the NIH by i increasing funding
from $237 million in FY 1993, to $478 million in FY 1999. HHS also helps provide screening and
treatment for breast cancer through the Medicare and Medicaid programs and through the Indian Health
Service.

HHS Action T0 COmbat Breast Cancer

Under President Clinton, HHS has directed a wide array of activities and new initiatives:

Medicare's Annual Mammography Benefit :

Since January 1998, Medicare coverage has helped pay for annual mammograms for all Medicare
beneficiaries age 40 and over. Under this new benefit, Medware waives the Part B deductlble for
screening mammograms

In 1998, NCI and HCFA formed a partnership to raise awareness of the importance of regular
mammography screening among women age 65 and older, and of the expanded mammography
screening benefit for Medicare beneficiaries. According to a joint HCFA/NCI study, the vast majority
(88 percent) of older women have had at least one mammogram in their lifetime, representing a 25
percent increase from a similar survey conducted by American Association of Retired Persons (AARP)
in 1992. And 70 percent received their most recent mammogram two years ago or less -- agaln a
substantial increase from 35 percent in 1992. ‘ :

Still, data from the survey also show that more than one-third of women age 65 and older are not as

concerned about getting breast cancer as they were when they were younger. Additionally, only 57
percent of the nationally representative sample of 814 women ages 65 and older know they should have
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a screening mammogram every one or two years. To spread the word about the importance of
mammography in early detection of breast cancer, especially in the minority community, HHS
Secretary Shalala released two public service announcements in October featuring singer and actress
Wh1tney Houston and First Lady Hillary Rodham Clinton. Information about the Medicare benefit also
is included in the new Medicare and You handbook, mailed to all Medlcare beneficiaries and is on the
Internet at http://www. med1care gov.

Mammography Quality Standards and Technology

The final regulations to 1mplement the Mammography Quality Standards Act (MQSA) of 1992 went
into effect April 28, 1999, ensuring universal access to high quality mammography services in this
country. Under the final rules FDA sets high standards for mammography facilities and certifies those
that meet the standards. The roughly 10,000 mammography facilities nationwide accredited by the FDA
must meet quality standards for‘equlpment and personnel and are inspected annually.

These regulations spell out the details for requiring facilities to hire capable technologists, use quality
dedicated equipment that produces clear images, and employ skilled interpreting physicians to interpret
the results both accurately and efficiently. The rules also require that doctors be fully and quickly
informed of results so that any follow-up testing or treatment can begin immediately. In fact, the
Mammography Quality Standards Reauthorization Act of 1998 required every U.S. mammography
facility to notify patients of their mammogram results promptly and in easy-to-understand language.

The names and locations of FDA-certified mammography facilities are available by calling NCI's
Cancer Information Service at 1-800-4-CANCER. In addition, the FDA has included a list.of all
FDA-certified mammography facilities in the United States on its Internet home page. The address is
http://www.fda.gov/cdrh/faclist.html.

National Action Plan on Breast Cancer

HHS' Office on Women's Health coordinates the National Action Plan on Breast Cancer (NAPBC). The
NAPBC was initiated under President Clinton's direction and Secretary Shalala's leadersh1p and serves
asa catalyst for national efforts in six pr10r1ty areas:

o The Information Action Counczl Working Group is identifying strategies to disseminate
information about breast cancer using state-of-the-art information technologles This group
developed and maintains the NAPBC Web site and oversees a pilot project in which
community-based organizations link informationally-underserved women with breast cancer
information available through the Internet.

o The Breast Cancer Etiology Workzng Group is expanding the scope and breadth of biomedical,
epidemiological and behavioral research activities related to the etiology of breast cancer. ThlS
group has convened workshopsito review the current state of knowledge and to develop research
recommendations in the areas of viruses, hormones and the environment, physical activity,
medical ionizing radiation, electromagnet1c fields and light-at-night, early life exposures,
multicultural aspects of breast ¢ancer etiology, and tissue architecture. The group also developed
the "Breast Cancer Comprehensive Questlonnalre a series of high-quality questionnaire
modules that can be used to clarlfy emerging rlsk factors and to make possible meta- analyses

o The Consumer Involvement Workzng Group is outhnmg issues related to the 1nvolvement of

. breast cancer consumer advocates and implemented surveys to explore the nature of the
involvement of breast cancer patlents and survivors in consumer organlzatlons cancer centers
and government programs. Lo

o The Clinical Trial AccessibilityWorking Group 1s examining ways to make clinical trials more
widely accessible to women with breast cancer and women who are at risk for breast cancer.
They have extensively reviewed the literature on barriers to participation in clinical trials, and are
developmg strategies to overcome these barriers.

o The Heredzty Susceptibility Workmg Group addressed the somal ethical and legal issues related to
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genetic testing. The group produced and distributed an educational video, developed an
educational curriculum and convened workshops on research priorities and on privacy and
confidentiality in genetics research. This group also spear headed efforts to ensure that policies are
established to protect women from workplace and health and life insurance discrimination. This
group has achieved its goals and will sunset this year.

o The National Biological Resource Banks Working Group is the first group to accomphsh its
objectives and sunset. The Working Group advanced efforts to establish a national inventory of
biological specimen banks to facilitate breast cancer research, conducted a needs assessment,
focused on determining the nature and extent of the need for blologlcal resources, and developed
guidelines for the ethical use of blologlcal tissues in breast cancer research.

The NAPBC also administered a one'time grant program for mnovatlve research and outreach projects
in.each of the six priority areas. More information about the NAPBC's act1v1t1es and products can be
found on the Web site, http://www. napbc org

" Discovery of Genes for Breast Cancer

Breast cancer research and discovery has expanded rapidly at the NIH. Promlsmg news first came in
1994 when a team of investigators at the University of Utah, Myriad Genetics and the National Institute
of Environmental Health Sciences (NIEHS) identified a breast cancer susceptibility gene (BRCAT1) that
may account for 5-10 percent of the breast cancers diagnosed each year. The discovery of a second,

“entirely different breast cancer susceptibility gene, BRCA2, has helped us understand even more about
the genetics of breast cancer. Researchers more recently discovered a particular variant of the BRCA1
susceptibility gene in Jewish women of eastern European descent (Ashkenazi Jews). While only 5-10
percent of all breast cancers are the result of an inherited anomaly, these findings hold promlse for the
development of new prevention and tréatment strategies

- On October 27, 1996 President Clinton announced $30 mlllion in new- funding for research into the
genetic basis of breast cancer through a collaborative initiative between the Department.of Defense and
the National Institutes of Health. A recent initiative under NCT's Cancer Genome Anatomy Project, the
Tumor Gene Index, a partnership with academic centers and private companies to compile on the
Internet the first comprehenswe record of genes involved in human cancer, is identifying and
cataloguing genes in the breast that aré active in cancer.

Breast Cahcer Prevention Trials ,
As part of a large North American study conducted by the National Surgical Adjuvant Breast and Bowel
Project (NSABP) with support from NCI, more than 13,000 women volunteered to take tamoxifen or an
inactive pill to see if the drug would help prevent new cases of breast cancer. In 1998, the trial showed
49 percent fewer cases of breast cancer reported in the high-risk women in the trial who took the drug
versus those on the inactive pill. The study highlighted the fact that while a reduction in new cases is
significant, there are risks associated with tamoxifen that-must be carefully weighed against the benefits

- of breast cancer reduction. NSABP and NCI developed information for individual decisionmaking that
will help women at increased risk of breast cancer consult with their health care prov1ders about
whether or not to begin tamox1fen therapy A

In October 1998, Secretary Shalala announced the 1argest-ever breast cancer prevennon clinical mal
involving more than 400 sites across the United States and Canada. The Study of Tamoxifen and
Raloxifene, (STAR), will include 22,000 postmenopausal women at increased risk of breast cancer.
STAR will build on the success of the Breast Cancer Prevention Trial by determining whether
raloxifene, a drug similar to tamoxifen, is also effective in preventing breast cancer but with fewer side
effects than tamoxifen. Women interested in becoming part of the study will receive'individualized
assessments about their risk for developing hreast cancer and detailed information about the potential
risks and benefits of both drugs. o

Privacy of Genetic Information and Breast Cancer :
President Clinton has supported bipartisan legislation to prOhlblt health plans from mapproprlately using
genetic screening information to deny coverage, set premiums or to distribute confidential information.
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In many diseases, such as breast cancer, we are beginning to identify genetic alterations that may place
a woman at increased risk. Women who test positive may increase cancer detection efforts, may choose
to have preventive surgery or may join a cancer prevention research study. However, insurance
companies and others also can misuse genetic testing to discriminate and stigmatize individuals and
groups of people. In fact, studies show that women often do not get genetic testing: for breast cancer
because they fear the mformatlon w111 be used to discriminate against them.

National Breast and Cervical Cancer Early Detection Program

CDC's National Breast and Cervical Cancer Early Detection Program offers free or r low-cost
mammography screening to uninsured, low-income, elderly, minority and Native American women
nationwide. Resources devoted to breast cancer screening services have grown from an estimated $43
million in FY 1993 to $93 million in FY 1999, The program, which has been operating in an increasing
number of states over the past nine years, has provided more than 2.2 million screening tests, including 1
million mammograms, to medically underserved women. Currently, the program provides fundmg for
all 50 states, six territories, the District of Columbla and 15 American IndlarVAlaska Native
organizations.

Breast Cancer Among the Elderly

The Agency for Health Care Policy and Research (AHCPR) is current]y funding a five- -year Patient
Outcomes Research Team study on the care, costs and outcomes of early stage breast cancer. The study
will examine three alternative treatments for early-stage breast cancer in the elderly: modified radical
mastectomy, breast- conservmg surgery with radiotherapy and breast-conserving surgery without
radiotherapy. The project will look at quality and cost-effectiveness in these pI'Oj ects and will develop
clear recommendations for treating early-stage breast cancer in the elderly

New Frontiers In Breast Cancer Early Detection

HHS has been working with the Department of Defense, the Central Intelligence Agency, National
Aeronautics and Space Administration, and other public and private entities to explore ways in which
imaging technologies from other fields may be applied to the early detection. of breast cancer. In
particular, the computer technologies that have been used to improve imaging satellites may help
improve breast cancer detection as well. In October 1996, HHS awarded $1.98 million to the
University of Pennsylvania to conduct a series of clinical trials of imaging technology, from the ‘
intelligence community -- originally used for missile guldance and target recogmtlon -- to improve the .
early detection of breast cancer.

Centers of Excellence

Since October 1, 1996, HHS has estabhshed 17 National Centers of Excellence in Women's Health to
serve as national models for i improving the health care of American women. The Centers of Excellence
program, with facilities located at academic institutions in different areas of the country, is integrating
health care services, research programs, pubhc educatlon and hea]th care professional training.

Mammography Clinical Practlce Guxdelmes

Recognizing the importance of the quality of screening mammograms in the early detection of breast
cancer, AHCPR in October 1994 developed a Clinical Practice Guideline--Quality Determinants of
Mammogmphy-—with separate versions for mammography providers, health care professionals and
consumers. The guidelines detail the roles and responsibilities of each health care professional involved
in mammography services, and include information and recommendations for women.

Mammography for Women with Addictive and Mental Disorders '
Women who are in need or who receive substance abuse or mental health services often lack appropriate
primary health care, including breast cancer education, detection and treatment. Women-focused
substance abuse and mental health programs funded by the Substance Abuse and Mental Health Services
Administration (SAMHSA) are designed to be comprehensive, delivering primary health care services to
women who often are medically underserved. These services include education on breast
self-examination and mammography services and counseling on risks for breast cancer.

w

Environmental Factors and Breast Cancer
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The HHS Office on Women's Health has established a Federal Interagency Coordinating Committee on
the Environment and Women's Health that focuses on how home, work, atmospheric pollutants,
exogenous hormones, drugs, and other environmental factors may contribute to the risk of breast cancer
and other disorders. In May 1999, NCI awarded a $4.8 million contract for development and
implementation of a prototype geograph1c information system for breast cancer studies as part of the
Long Island Breast Cancer Study. In October 1999, NCI held town meetings on Long Island, N.Y. to
call for available background mformatlon about possﬂ)le env1ronmental hazards in the regmn

Cancer Survivorship ' .
In October 1996, President Clinton- unvelled the new Ofﬁce of Cancer Survivorship at NCI. Recent

success of cancer prévention, early detection and treatment efforts have created a new need: research

into the physical, psychological and economic well-being of the growing number of cancer survivors.

The Office of Cancer Survivorship supports research covering the range of issues facing cancer-

survivors, including long-term medical and psychological effects; factors that predispose survivors to -
second malignancies; reproductive problems following cancer treatment; impacts on the family;

insurance and employment i issues; and mtervennons that result in 1mproved quality of life and reduced .
morbidity and mortahty

In March 1998, NCI began 1ncludmg consumer advocates as full voting members of the peer review
groups evaluatmg grant applications. This is much like the two dozen cancer patients and/or advocates .
who have assisted in cancer drug approval decisions since 1996 as votmg members of FDA advisory
committees.

NCI formed in 1997 a Director's Consumer Liaison Group, a formal committee of 15 cancer survivors
who directly advise the NCI director and bring the patient's perspective to bear on the full range of NCI
activities. This year, NCI will fully mtegrate patlents and advocates into activities such as reviewing
grant.proposals and plannmg policy.

- In September 1998, NCI earmarked $15 million over five years for new research into the physmal and

emotional well-bemg of cancer survivors who are alive five or more years after diagnosis. Thls isin
addition to $20 million already earmarked by NCI for surv1vorsh1p related studies.

Mental Health Issues for Children when a Parent has Cancer -

Beginning with a groundbreaking November 1998 meeting, SAMHSA and NCI have been collaborating
to help elucidate the effect of a parent's illness, such as breast cancer, on the family in general, and on
children or teens in the family, in particular. That conference empha312ed the need for new research,
better program development, enlightened training for health and social services professmnals and
changes in public health policy, each with a focus on better "listening to families.” A second meeting a
year later is taking a reading of the progress being made in this critical area affecting families touched by
breast cancer, as well as by other cancers or illnesses.

HHH

Note For other HHS Press Releases and Fact Sheets pertammg to the subj ect of thlS announcement
please click here for our Press Release and Fact Sheet search engme at: :
http://www.os.dhhs. gov/news/press/
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 Imiportant Points About the Study of Tamoxifen and Raloxifene (STAR)

. e Thc Study of Tamoxxfen and Raloxifene, known as STAR, is one of the |
R Jargest- breaSt cancer prevention trials ever undertaken.
. 'STAR is alsojthe first trial o comparc a drug proven to reduce the chance of
" developing breast cancer with another drug that has the potential to reduce
breast cancer nisk. All participants receive one or the other drug for five yeérs.

. 22,000 postmermpausal women at high-risk of breast cancer will panmpate n
e Thcre are more than 400 STAR sites in the United States, Puerto Rxco and
Canada. ,
. Women of all races and ethnic groups are encouraged to participate in STAR.
. Every worman considering STAR will have her risk of breast cancer assessed

R ‘bya computenzed program that will show how her risk compares to or_ha,r
Ce »iwomen hcraae ‘ o * =

: | [
3 - Rl

. Breast cancer nsk is based on age, family history of the disease; and pers.onal
medical history.
. Tamoxifen (trade name Nolvadex®) was proven in the Breast Cancer

 Prevention Trial to reduce breast cancer incidence by 49 percent in women at
increased nsk of the disease. The U.S. Food and Drug Administration (FDA)
‘ approved the use of tamoxifen to reduce the incidence of breast cancer in

" ommen at increased risk of the disease in October 1998. Tamoxifen has'been

approved by the FDA to treat women with breast cancer for more than =~ '
'20 years and has been in clinical trials for about 30 years. '

(more)
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Raloxiferie (trade name Evista®) was shown to reduce the incidence of breast cancer in 2
large study of its use to prevent and treat osteoporosis. This drug was approved by the

" FDA to prevent osteoporosis in postmenopausal women in December 1997 and has bcen S
© under study for about ﬁve years. ;

RN ~Thc‘ trial is limited to postmenopausal women because one of the drugs, raloxifene, has’
"+ pot been adéquately safety tested in premenopausal women. Such safety testing is under .

" Both ramoxifen and raloxifene have known side effects. Any women interested in

participating in the trial will be fully informed of the benefits and potential risks of these

. drugs.

' The most c’omfnbﬂ side effects of either drug are hot flashes and vaginal discharge.
Treatmerits to eliminate or minimize side effects are available.

" Serious side effects are known to occur in women taking tamoxifen, namely endometrial

cancer, blood clots in the leg or lung, and possibly stroke. Women who have had a
hysterectomy are not at risk for endometrial cancer.

Seridus side effects are known to occur in womnen taking raloxifene, namely blood clots.

. Since this drug has not been under study as long as tamomfen not as much 1s known
“dbout any sxdc cffects from lonff-term use.

- 'Women with certain medxcal condmons will not be eligible to participate in STAR
" Women with a history of cancer, biood clots, stroke, or certain types of heartbear |

irregularities cannot participate. Women whose high blood pressure or diabetes is
unconurolled cannot participate.

: Postmenopausal women in the United States and Puerto Rico who are interested in
B ‘participating in STAR can call the National Cancer Institute’s Cancer Information
. iService at 1- 800-4-CANCER (1-800-422 62:7) for information in English or Spanish.
- The number for callers with TTY equipment is 1-800-332-8615.

Postmenopausal women in Canada who are interested in participating in STAR can call

the Caniadian Cancer Society’s Cancer Information Service at 1-888-939-3333 for - -

" informartion in English or French.

For more information via the Intemnet, visit NSABP’s Web site-ar
http://www.nsabp.pitt.edu or NCI’s clinical trials Web site at

- http‘flcancertrlals.ncx.mh.gov ,
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