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The National Breast and Cervical 

Cancer Early Detection Program 


,AT~A .. GLA.NCE 
1999 

Screening; . 
Services .... , 

"Over 1.2 million women have Laken advamage of services provided through CDC's National 

Breast and Cervical Canco/ Early De~ecrion Program. Less thana decade old. chis program 

now operates in every SLate in the country, providing recommended screening to low~income 


women. 'tee we are still only able to reach 15% of the eligible population. A.s a nation, we musr 

seep up our commirmem to reaching all women . .. 


jl!rtrl!\' ? Kvplnn, ylD. ytFH 

Direcror, Ccl1[l!rs ror Disl!:.lse Cm[~oi .mJ P,e\'emilln 


U.S. OEPARTMENT OF HEALTH ANO HUMAN SERVICES 
Canters for Disease Control and Prevention crx:
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"NO PREVENnCN 
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Breast' and Cervical Cancer Screening: Preven~ing Unnecessary , 
Deaths Among Women -
An estimated 2 million American 'women will be 
di~gnosed with breast or cervical cancer; in this decade. 
and half a million women will lose their: lives [Q these 
Jiseases..\ J,isproponionate number or' deaths will be 
among women ofminorirv and low~inco.me groups. 

Man.... or" these deaths could he avoided bV'maKm~ 
I " ~ • ' 

screening services available, tp all women it !lSIC :::::uCh 

screening measures could prevent approximateiv LSo/o­
30% otall deaths tram breast cancer amoqg women over 
the age of 40 and v~rrually all deaths trom ~ervical cancer. 

Excluding skin cancer .. breast cancer is :the most 
common cancer among :-\merican \vmnen and is . 
second onlv [Q luna cancer as a duse of cancer-related,." 

death. An est:imated 175.000 new cases of breast . 
cancer among women will be diagnosed in 1999. a~d 
43,300 women willJie of this disease; 

The incidence of invasive cervical cancer has qecreased 

, significantly over the l<l;St'40 years, in large part bec:luse 

of early detection effortS. Even so. an estimated 12,800 

new c~es of invasive cervical cancer war be diagnosed 

in 1999, and4,SOO women will die of this disease. 

, I . 

In most cases, the earlier breast cancer lis detected, the 
better the survival rate. When breast cancer is 
diagnosed at a local stage, the 5~year survival rate is 
9i%. \'Vhen breast cancer is diagnosed after it has 
spread, the 5 -year survival rate decreas~s [Q 21 % .. 

~.' 
• 

Benefi~s of Screening 

Mammography is the best way to 
detect breast cancer in its earliest. 
most treatable stage-an average 
of 1.7 years before the woman can 
feel the lump. Mammography also 
locates cancers too small to be felt 

. during a clinical, breastexamination. 

The primary purpos~ of cervical 
cancer screening-which is 
performed by the 'Papanicolaou (Pap) ! 
test-is not to detect cancer but to 1 

find precancerous lesions. Detection I, 
and treatment of such lesions can I 
actually prevent cervical cancer. I 

Cervical cancer screening also offers great benefits. 
For a woman found to have precancerous cervical 
lesions or co have cancer in its earliest stage, the 
likelihood of survival is almost 100% with timely and 
appropriate treat:ment and follow-up. 

CDC's National Breast and' CerVical Cancer Early Detection Program -. 
Recognizing the value of screening and early 
detection, Congress passed the Breast and Cervical 
Cancer Monality Prevention Act of 1990: This act 
authorized CDC to provide critical breast and cervical 
cancer screening services to underserved women, " 
induding older women, women wit:h low incomes. and 
women of racial and ethnic minoriq groups. ' 

, , 

Through its landmark National Breast and Cervical 
Cancer Early Detection Program (NBCCEDP), CDC 
now supportS -screening activities in all 50 states, in 
S U.s. terricories, in the District of Columbia. 'and 
through 15 American IndianiAlaskaNative . 
oraani:ations. Bv October 199i, m'ored:1an 1.5 million''" . 
screening tests had been provided by .the NBCCEDP. 

fiscal year 1999 appropriations of approximately' 
:S 158mi'Uion enabJe CDC to establish~reater access 

to screening and follow-up services. increase 

education and outreach programs for women and 

health care providers. and improve quality assur­

ance measures for screening. Despi te its success in 


. screening more thana million women, with existing, 
resources the NBCCEDP is able to screen only 
12%-15% ofthe eligible· population for these two 
cancers: 

The legislation tor NBCCEDP does not authori:e 

CDC to pay for treating breast and cervical cancer.' 

However. participating St3t~ programs have. been 


. determined and creative in ensuring that tre:ltment 
services are available for women diagnosed ,vich breast 
cancer or cervical abnormalities. The availabtlitv ...;t 
treatment SQurcesret1ects the extent of state and local 

.. government support; the generosm; ot medical 
proviJers, ind the com,mitment \)f communities. 

http:low~inco.me


CDC'S National Leadership , 


Screening alone is not sufficient to prevent . 
unnecessarv illness and death. Essential technical and 
scientific u~derpinnin!5s must be in place at the 

I I --r--,-­
narionallevel [Q support state-cased pr0!5rams. Lu,- . 

collaborates with state health agencies. prot'essionaL 
~.md voluntarv of!;ani:::ltions. academlu.,m:d ,)ther 
federai ugencit::s w ensure [hat ,ne followin!:; demenr5 
'ue in place [0 ~er;e ,1S resources r'or states: 

• Qualin' ;1ssuranc:!, 

• Proaram' trackin!:1: ~md evaluation, . 
~ ~ .¢ • 

• Pror'essional educ:ltion, 

• Public education and uutreach, 

Ensuring Quality Screening and Follow-Up 
Services for Women 

Quality assurance isessenriai if scre,ening for eark 
detection is 1:0 be an etfective [Qol tor conrrolling 
cancer. To help ensure the quality of the screening 
and follow-up process, CDC has collabor:.1ted with th~ 
American Cullege of Radiology 1:0 improve and cenitv 
the quality of m~mmographv screening. developed 
auidelines on the evaluation of common breast 
'~roblems, used program data 1:0 moni1:Or health 
outcomes. and issued recommendations on a public 
health response to,the regulatory closure of cervical 
cytology laboratories. In addition, CDC prOVides 

~creening and jiagnostic :2uidelines to all :itate-based 
program; and assi;ts :itate; in evaluating tht!ir ciinical 
iervices. 

CDC receml': -="aiuLltej how ~ar[,: ,Jerec(ion progr':.1m:i 
,n ~e'.·e!1 ;;amc:!='dCln!;! ~Wte~ \ C.l1iromld.\\icnil2Lln. 
:Vlinnt:~')(:.1. \ie'.v \(cxic). \ie',v ·(.)ric \i,mn C:..trotinu. 
mJ T -:XilS) je'.'cto('e,j'rrate~le:; co t1l--:wm ,e~()urc;:s 
nor ,ml\' ~ar jia!;!nustic .;er':lce~. ror ·,'hlcn ~ne 
>JBCC::DP c:ro\'i.ie~ [unJing, ~~ll( JIS0 ror ;:re:umt::nt . 
,ervice~. '.VrHcn cne NBCCEDP ,e'-lUlreS [)<:1rm:[!='~1tin'2 
:-:(3reS ~o ~r()\'idt! bur t.:Jnn\..)( 1\. b,.~ L.l\V'j !'eimcurse.. 
Resuics ,ji r.he ~[UJ\' inJiC1Le Ch~lt cre;)[menc ~aJ h.:en . 

",' ': ; f' " 

..;;:mCe; ',va~ t.lld~nl):iea, f1()we\'er.:ne ;::,ro~rams ~cmte'J 
·1llt ~hat ene.lccroaches used ;:0 ubtain rhe~e"e,,:ices 
'.lie:e,nurr-~e~. labor- :ntensi\'e '~oluti()ns lhut 
Ji\'erred re~ources aWJ\' from ~creening JC1:inties, 

A.s :nore ....·omen are ~creened l;v [he NBCCEDP. 
p;:mic:[)arin~ health ~l~encie:; anJ proViders will 
experience ~rearer chailen~es in ,)btainin~ ~uttic:em 
resources ror ::re:lting ','omen with breast and cerdcal 
c;mcer. CDC has expanded its case man:.1gement 
services to help women 0vercome financiaL logistic:.1!. 
and urner barriers to these services. However, more 
formalized and .-;ustained mechanisms need to be 
instituted to ensure that all women screened have 
ready access to appropriate treatment and tallow-up. 

Number of Screening Examinations 

Among NBCCEDp· Participants, FY1991-1997 


250,000 

207.590 
20],Gb'l197.7~7 

200,000 183.824 

. '91-'92 1993 1994 1995 1996 1997 

Ma'mmograms Papanicolaou tests 
Total 721,666 Total 851.318 

Total examinations = 1,573..+84 

·CDes ,'-'ation,]1 Breast Jnd Cervic.)1 C.lncer :.lrfv Detecion PrI)l?r;:;m . 

• 
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Tracking Program Outcomes 

To better Larget critical screening activities, CDC 
works with states to collect critical information 
to monitor program progress in reaching women 
and detecting cancer. Since its inception. the 
~BCCEDP has 

• 	 Provided over 700,000 mammograms to women. 

Of chis number. ,)Ver 48.2'00 '.vere abnormal. ~mci 
,)Ver 3,600 cases .i breast C:lOce!." were dia!5nused. 

• 	 Provided over 850.000 Pap tests. 
« 

Of rhese. over 25.000 were 3bnormal. ~md .wer 
I 

26.C00 cases or' prec:mcerous lesions were 
diagnosed. Over 4COcases uf invasive ~ervic:li 
cancer were diagnosed. 

also provides and tracks Jiagnostic '~\'aluations 
~or women who have had abnormal re~iUits through

< 	 , ­

~creening initiated bv providers nO( invoi~'ed with the 
~BCCEDP. 

Public Education and Outreach: Eliminating 
Barriers to Screening 

CDC collaborates with health care profeSSionals and 
vrganizations. human service and voluntary organ­
i:ations, academia. and health agencies pimicipacing < 

in the program to address barriers to scre~ning. 

National Collaboration 

Examples of CDC collaboration with national 
vrganizations include the follOWing: 

• 	 CDC collaborates with the American' Cancer 
Society (ACS) to develop and disseminate 
comprehensive .information on cancer prevention 
and early detection. 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 'was 
estabLished 'among CDC, Avon Products Inc., 
the YWCA of the U.S~A•. the National Alliance 
of Breast Cancer Organizations (NABCO), :md 
the National Cancer Institute. Avon's Breast 
Cancer Awareness Crusade has raised more than 
:525 million for breast cancer programs nationwide 

I . Barriers to Screening 
I 

Fear. Women may be afraid to discover 
that they have cancer. 

Cost. Many women cite cost as the 
reason they do not use early detection 
programs. Many are not aware of the 
availability of low-co~t 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 

. one group may be inappropriate for 

another. 


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

lack of Child Care. Some women need 
assistance with arranging child care to 
be able to use screening services. 

through the saie of its Breast Cancer Awareness' 
pink ribbon products. Since 1993. about 300 
community-based programs in 49 stares and 
Puerto Rico have received funding from Avon'~ 
program through the YWCA vr' the U and 
NABCO to educ"ate women about breast cancer 
and to provide underserved women with access to 

early detection servict!s. Beginning in 1998. all 
fundin!5 of ..:ommunit\·-based program:s was 
consolidated under chi:! Bre:.lst H~aith :\cceS5 
Fund cldministered bv :.JABCO. 

• 
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States Take Action to Educate Women 

With CDC" leadership, state-based programs ha....e 
made si~ificant progress in building srate and 
community partnerships to reach women abour the 
benefits or' screening and earlv detection. Various 
lJutre:lcn J.crivities have been desil;ned to eauc;Jte 
women Jnd motivate chern to be screened. ror 
example. 

• 	 ~ew ]ersev'~ ~tate health jerarr:mem :~ 
-:.olla6or::lLing with the Lni\'ersitv ,)f \\edic:nc: 
,md Demistrv Jr' New Jer5ev and the YWc.e.... CiJ 

reduce . .;creening barriers bv <)ttering educ:.lticnal 
,)utreach and access to Kreening. Program jcan: 
maKe momhlv visits to senior housing compiexes 
~md ·,)cner settings where '.vomen (on!:!re~ate i.c!,'.,!" 

beau('.· parlors and iupermarkets) co presentm 
educational program designed for minuritv women 
Jged 50 and <)lder and to schedule appointme::m 
ior screening in a mobile mammlJgraphv unit ~hat 
(ames to the sire 2 weeks lacer. 

• 	 Arkansas' ."Hats Off to Health"is alight-he:med 
but :nformative skit in which characters confront 
re:lsons women often give for not haIling breast 
cancer 3creening. Over 600 women have attended 
the program; surveys found that this nonthreatening 
approach co breast cancer screening education was 
effective in reducing perceived barriers eo 
mammography. ' 

• 	 Massachusetts' Breast and Cervi~al Cancer 
Initiative has established partner~hips with a 
\'arieev of community agencies already active in 
conducting outreach in racial an~ ethnic minority 
communities. Using a health circle model. groups 
meet in spaces that are familiar, accessible, and 
comfortable (e.g., homes. church,es, and local 
agencies such as immigration offices). The health 
circle model has proved especially successtul in' 
promoting screening among older Southeast 
:,,"sian women. 

• 	 Washington, D.C.'s breast and ~ervical cancer 
program has recruited a woman minister co work 
with Project WISH (Q raise breast health 
d\\iareness in ehe faithcommuniry. Over ~o 
acti\'ities have been implemented. including (he 

hosting of praver breakfasts. \VorbnlJ;:'~ .mJ 
Torums. and pink ribbon te:J.S; (he jisc::cuei()n dr' 

literature <.md pink ribbons; and che ;'llc~i":,1Cl,m 
,i announcements in relis:!ious t:ulle~l::'::. ;:: 
ldditlon. ,m Sundavs activities i(h.:u~(n';.( 
,;c:-eenin~ awareness han: h!en'·~·;m~th,::,.:·~.';l c~ 
ce~tim()nies r'rom ~urn'.·()r~ ,mJ ;,:Ju..::;c:. "-.ct ~:'lk.'; 
,)f't crease health. 

• 	 The Cherokee ~ation ot Oklanoma . ':;~ 
-le·:eioped :10 c:JucJtl,mai "ilie\) \ 'n T . .:: 

:m;:'Grt3nce ,.'r· breast ;eit-exammJc:ur: .' 
.e....meric:1O indi:.ln 'V\)men. Fun-ie~ T.rn,..:r: :::c: 
:\ ,'(\{1 Breas[ Health ...l..cces..; ~:..:nu,·...:~ \ 

hi?nii!Zhts due';! .-\me:-icJn lnJi:m ...:~u;..:~~ 
~un'ivors :JJvoc:1Cio!l r'or ~~1ri': 
i:,re<1st-el f-c: X<.1 min~l [i<m. 

Percent Distribution of Screening Examinations 
Among NBCCEDP' Participants. by RaceiEthnicity, 

FY 1991-1997 

.'vtammograms Other 

HiSOJnic i.~':;> 


: B,.3\~/ln'_---_ 


Alaska :"arive 

White • .1on.rlisoanic 
50.3')'" 

Papanicolaou Tests 
OthtmUnknown 

Hispanic 
I 

American Indian; 

..),laska Native 


a.31~.~ 

,.),sian 
') 7'01
_,I 	 .) 

While. ,,0,,·;';i,03111<; 

':~.":'.'-' 

'. 
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Partnerships for Cancer Control in 
Populations at Higher Risk 

Partnerships that r'ocus their prevemion cffortS vn 
those at greater risk are t:!ssemial r'or understanding 
and aile\'latin!; disparities. Both mammvgraphv and 
Pap tests ure unJeruseJ h: women who ,Ire memcers 
\)r' raciaimJ ethnic minority ,~rou!=,s. h;l\'C less than :1 

hi~h ocnooi ;:Juc3tivn. 3re \)IJer.,)r ,h'e fcdow ~he 
~ovem' [e'.-et. 

CDC c'un-is "lmon~ and criec~i\'t~ :1etwork df ~armers 
;:hat are ',vei[-posiCloneu to communicies.lt risk. Thc::~e 
partners i:ave Je·.-e\o!:'eJ ;:-ro)ec[s enat Jre iOCllieU ,;0 

undersel:';eJ ~opulations and ,::over 8. wide ran~e .)f 
[.'ublic ~mJ proressional education toteryemions: For . 
example. manv ~rojects are lnvolved With Jevetomn!Z 
[ow-literac\', Hlin!5uai. JnJ cuiturallv a!=,proprime 
educationai mmerials chat are used in diverse rrainini;;! 
:mdoutre:1cn programs ~md.eJucational campai:;flS. 
The \'arious imem!mions used bY ;:he Jitterem 
projects result in the common goal,)t' increasing 
access to ami use of screening services t'or priority 
popu lations. . 

Professional Education: Enhancing Health 
Care at the Source 

Professional education is designed to enhance the 
qualiev or care that women receive. Through 
education. the NBCCEDP has assisted a wide range of 
health care prot'essionals-including physicians. 
nurses. radiology technologists, and cytologistS-tO 
better understand their kev roles in the earlv detection 
vf breast and cervical cancer. 

In 1998, CDC's National Training Cemer prOVided 
cwo training programs and one self-study 
informational packet tor health profeSSionals. For 
1999, CDC is developing a self-~wdy packet on 
tollow-up of abnormal findings from clinical breast 
examinations and mammograms and a workshop and 
self-study packet on evaluation-based work plans that 
will assist personnel in state and local health agencies 
and (rioal 0rgani::atioflS. ' 

CDC funds the following partners to promote 
screening among populations at higher risk: 

..\,meriCJn~ocial th \ssoc:ation 

, -\~50ciJrion m Asian" ;iic i:::l)mmunir\ 


:-ieaith Organizarions 


Savior CJile~e ')f \\eciicine,3aiuci ':::1 ACC:Oii 


?;og~am 


:ns,iture :or ~he ~,ciVar:c2mem ')f Soc:L,I'"\'()r:~ 


Research 


,'\;(i(ionai-l..sian ',vome:1'i Heaith Or,:?;z,niz.:Hion 


,\.idrionai Association Of Communitv Heairh 

Centers 

;\.Jationai Caucus anCl C:~nrer on 8Ide:.:: :-\ged. 'nc. . j 

Nationai Center for Farmworkers Health. inc. 

:'Jationai Education .--\ssociation Health 
Information Network 


National Hispanic Council on ,--\ging 


U,S. Conference OT ,\flayors' Research and 

Education Foundation 


The Witness Project 


World Education 


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 30341-371 i, (liO) 488-:4751. 
Voice Information System: 1 (888) 842·6355 Fax: (nO) 488-4760 

cancerinfo@cdc.gov http://www.cdc.gov/cancer ' 
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Research Team Goals of the Study 
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Usa Richardson. M.D•• M.P.H.Martha Hare, Ph.D. states to obtain treatment services.far d1ents 
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• To identify strategies that are perceived as 
successful or innovative in securing diagnostic and 
treatment resources. 

Flow of FollOw-Up and Treatment Activities Research Questions 

....-._._._--_._._..---_._--, • What guidelines. policies or methods have been 
developed and implemented by states to ensure 
thatwamen with abnormal saeening results and 
women diagnosed with cancer or precancerousI~H-~- -i 
lesions receive diagnostic: follow-up and treatment 

•
t 

•
• 

seMces7 
• t.: : 
t t • How is the eamponent of the program that·:s..qj.... .: identifies and secures diagnostic: and treatment----. services organized?, .:.......... .: ..,... : • What role do coafitions or other partnerships play?·· •..................•..------_..' 
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Research Questions 

• 	Have the methods or tidies being used to identify . 
IIId S8CW'Iit diagnOS1lc and trUUneIIt resoun::es 
changed with time. and do they ditfel:withln the 
IndMcIuai S18te programs or across programs? 

• What ate the key tessons ieamed reg;udIng 
cIiagncstic and treatment services in a program SUCh 
as the NBCCEOP7 

What is a Case Study? 

• A case study seekS to understand ~eway in which a 
program. system. or organization wades within its 
everyday setting '. 
:t It fcc:uses on a particular problem. iSsue. or slNdUte 

which is studied in relationship to the larger program. 
system. or organization 

• While desaibing this relationship. the case study may or 
may not lead to ecndusions acout outcomes 

• A case study uses all appropriafB sources of 
evidence - wriUen. observational. and intaMew - that 
may be analyzed both qualitatively and quantitatively 

Case Study Selection Criteria 

• Provided screening for at least three years . 

• Diagnosed 60 or more breast cancers since 
screening began . 

• Representative of the following stratification 
c:riteria: 
• Canlr.lllze<l Yer.AIS d~~ 
• GlIOQFlIPhic: reQion or Unif8d stat. 
• Urtlan/nn/ mil or ttl. pcpuIaIian 

• Racial and elMic dMnily amanQ PfIlORITI dlents 

.. Phases of the Study 

• Phase I: CGre set at data on 35 programs 

• Phase II: lMec:lth case study of 1 states 

• Phase III: Unkage SUJdy (in process)..Tumor 
registry data and program data from 3 statas (CA. 
MI. NM) were finkad to dacwnent timing at 
treatment initiation and initial course of cancer 

·1reatment 

Conducting a Case Study 

Case Study States 
= 

Stale Number OeBreal RegioD 
Cancers Dial!Dosed 

. California 168 West 

Michig811 249 Midwest 

Minnesota 137 Midwest 

New Mexico 169 West 

New York 173 Northeast 
North Carolina 106 South 

Texas 307 South 

• 

I 
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How Did We Conduct the 

Case Study? . 


.CGntactacI the caordinatDr for each of the seven 
pragrams to schedwe site visits, and to obtain 
background iniannatian 

• 	Reviewed doc::uments supplied to·us by the state . 
pragran1. such as organizational taCtes, reports 
and artides . 

• 	Tnrve!ed to each state and briefed state accsop 
staff regarding the project at the qeginning of . 
each state's site visit 

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

• The Pttlject PI and the Case studY CoordInator 
developed a codeback based on the research 
questions in the case Study Prctocai 

• 	Using the codebook. the PI and Coordinator 
worked together to achieve 80% inter-rater 
agreement on the use of codes for text. and then 
trained one other team member : 

• 	All interviews were ceded and entered into a text 
analysis software 

Case Study Results 

• 	Site visits were canctuc:ted February-June. 1997 
• A total of 126 intelviews were conduc:ted 
• A total of 192 people were interviewed 

How Did We Conduct the 
Case Study? 

• Interviewed State BCCEOP Coordinator and 

other staffwho wone with diagnosis and 

treatment issues 


• Interviewed local caordinatcrs and Ilrovlders 

In a variety of settings throughout the state 


• 	Interviews went tape recorded. transcribed, 

and entered into a word Ilrocessing database 


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

• 	Using the analyzed transaipts, a member of the 
site visit team devefoped a state summary 

• Each member of the site visit team reviewed the· 
State summary 

• 	The summary was then sent to state program 
staff and other interviewees for review 

• 	Reviewer feedback was incorporated into a . 
revised state summary 

Number of Interviews 
by State and Role -

MH HCCA Ml TXHM1HYITOTAL 

.. .. 	 I , II 10s... 1fIIIt , 51 Il 1 ....... SIaJl I IS .. 	 I ..1 1 

• 
% 

• 
I ,H II1 , I 1I::::=- I 

1o.OIT.,.-1 4S .. 	 I t I .1 1 u 6 
I10 1 IAd"....., a-.t\ I 1 I I! I . C....lili... _ 

.II 	 ! 1 I • ~ I 4 I ' I . 
TOTAL I "1 I :1 I 16 I II I 11 I 14 I 49 I U 



Strategies Used to Ensure Provision of 

Diagnostic and Treatment Services 


Common ApprgadJe8 at the SIafIlMI: 

• 	Cuents followed tmaugh use of1r8dcing.and 
~systams 

• 	RequinJmentS in ccntrad:I with prcMIfers 
• AppeaJs to pn:Nidels 1hraugh sIaIIt medfcaj 

societies, professional aaocialionS.; etc. 

AdditionaJ Strategies Used by States 

• Btue Cross Foundation treatment fund 	 CA­

• Race for the Cure fund 	 MN" 
• State breast cancer programs 	

~. 

TX·,Ne• Other state funds 
CA-, MI• Tobacco excise tax fund 

• Providers of last resort 	 NM. TX 

• County indigent funds 	 NM.TX 

General Findings Across States 

• 	Solutions. strategies and networks are tenuous 
and fragile 

• 	Programs operate within changing health cant 
environments (I.e. growth of managed care) 

• 	Information lacking for many impottant issues: 
-payment source tor diagnostic and truIment services 
-out-of~odcet expenses forwamen 
-Impact of IInandal barriets on lime delayslrefusals 

· Strategies Used to Ensure Provision of 
. Diagnostic and Treatment Services-

Cgmmon AQProaches at tI!e Lpc;a11.fY.!t 

.BIIInsutatace 

• Aslistdleml in applying for Medicaid. HiD BurlCn· 

tancIs. CIUIet 8SIistanc:e programs 
• Retemd 11:1 public hOspital 

• 	Charity cant. donated services 

• CaIe rotadon 

• Aeduced fees 
• 	Negotiatlld paymentplana 
• cnents pay fee for seMce 

General Findings Across States- . 
• States have found supplemental funds (primarily for 

breast cancer diagnostic services) 

• Women diagnosed with cancer who want to be 
treated are reCeMng lreatment 

• 	Streng reUance on providers to find resources 
• 	FoUow-up handled on case-by-case basis 

Strengths 

• 	Women who need and want cancer treatment are 
receiving it 

• 	Creative responses and streng partnerships have 
emerged at state, local and provider level 

• Ava~ability of state or foundation funds to 
supplement Federal resources 



Strengths 
., 

• CantraliZed InIdcing systems wortc wei 
• Pn:Igram haS had positive e«act an InIdIing and 
~ in larger ecmmunitV 

Areas of Concerns 

• Some women experienc:e time delayS or are last to follow-up 
.(especiaIIy in regard to c:ieMc:aI saMces) . 

• A small number 01 women nave·refused cancar traaIment· 
• 	Coan:flnallng diagnostic folJow.up is greater _en !.ban . 

amanging treatment . 
• Resources states have developed ant stJort.tarm solulIons. 

ancS difficult to manageladmlnistllr 

Respondent Recommendations. 

• 	Program should pay for all diagnostic and treatment· 
181'Vic:es. or at least through definitive diagnosis 

• Allow state resources used for all diagnosis and 
treatment seMces to be c:ountIId in the 3."1 match 

• 	Cover anesthesla and other aftIIIatad seMces 
• 	Increase reimbursement rate lot saMces c:overed 
• 	Increase support for case management ancS community 

Infrastructure 
• 	Universal health insurance 

Areas of Concern 

• I...ack 01 ti.nanc:iaI supp2rt far Cliagnosis and tntaUnent 

• r_and enef'9)'.requinId far ~p is Ir'emendou$ 

• BuIaen 0I~ has led to restric:Zlona in number 
01_sc:r.'I8d 

• 	SIMn1i barriers to provider recruitment: 
--~ ..... (/IIIIidIItIId tlrCanar-a) 
-ilrXoI-.gIt tar l1li CIiaiP 'ie: ~ ..... 

. -1aDIIly tar IrUCIMnt 

-~1'IIIrden t:JI~g 

Areas of Concern 

• 	categCtic:at natunt at program prohibits a more 
c:arnprehensive approach to women's heaJth 

• 	F'mancia! access is only ane dimension of access to­
health care services. Many non-financia! barriers . 
impede foIlow.up care: 

-1oQi:dcaI1:IIariIIs (e.g. InIilSPC*tlliClII. sc:tIeduIIIIg) 
-c:uIIUnIt bIrtierI (e.g.lanQuage bII.nMn. taldsllcatlituda,. 

tear) 
-il!'lmi;ralian __ 

Conclusions of Case Study 
• 

• 	Slreng response to provision of diagnostic fOllow-up 
and treatment services has emerged 

• Wide range of strategies is employed within states; 
affert at locallavel is tremendous 

• Responses that have emerged are administrativety 
cumbersome and unstable; long.-term solutions are 
needed 

• Slreng commitment to continued growth and success 
of the N8CCEDP exists at state and loc:at level 

http:foIlow.up
http:folJow.up


Unkage Study -	 Unkage Study ­
Research Questions 

• What proportion ofwomen idIIntIIIed throusin 
I ..... states' eccEOPs as having breast 
at C8fVic:aJ cancer did not receive an initial 
c:r:xne of treatment. based on registry 
I8CGI'ds1 
It Whatcft:allldleCisllcs ofwamen and Iheit cancIfI 

are aIIIGCiated with not receMng traIment7 

Unkage Study ­
Research Questions 


• What is the time intelVaf between abnormal 
screening and diagnosis? . 

• What is the time intervai between diagnosis 
and trea1ment? 
It What d'IaIaderistics ofwomen and their cancars 

appearto be related to ttl... tfme intervals? 

Research Questions -
• What are the c:Omponents (surgery, radiation. 
, cnernothetapy. hormonal therapy) of the 

iniIIat c:aurse of cancer 1raaUnent far WCITIen 
, Identified through the eccEOPs as having 
, braaat or caMc:aI cancer? 

It What c:natad8tistIc: ofwomen atId of their 

C'IInC8r.s ate """CiaIecI with tne c:anlllnt of the 

iniIiaj c::owse of Intlllment1 


Unkage Study ­
Research Questions -

• 	How does the information from the ptegtam 
, 	 database campare with the carresponding 

information from the cancer registry database? 
• 	How do women screened through the program ' 

campare with aD 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 mad;­
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 ~2 
months. Despite a drCimatic decrease in cases worldwide, dracunculiasis is still occa­
sionally imported into the United States. Since- 1995. 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 9-year-old girl residing in Tennessee had emigrated from Sudan in Sep­
tember 1995 (1l. Before the girl left Sudan, a Guinea worm had emerged and had 
been extracted from her right lower leg. The lesion had healed whe'1 she arrived in the 
United States. After she had been in the United States foi 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 ITB). A radiograph revealed lung lesions consistent with TB and a worm­
like calcification in her left chest. Physical examination revealed multiple, 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 erythemainduratum, consistent with Bazin disease. a cutaneous 
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 cutaneous 
tuberculid skin manifestation. Treatment with isoniazid, rifampin, and pyrazinomide 

U.s. DEPARTMENT OF HEALTH AND HUMAN SERVICES 
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HIVCounseling and Testing - Continued 

ing that persons who receive preliminary results understand the meaning of the result 
and prefer rapid testing (4). When additional 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 National Breast and 'Cervical Cancer Early Detection Program ­

, United States, 1997 

The Breast and Cervical 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 ( 1 ). Although the NBCCEDP covers most diagnostic serv­
ices that women need after receiving an abnO'rmal 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 also 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 screening services had been provided for 
~3 years, and breast cancer had been diagnosed in ~60 women. The states were se­

·Public Law 101·354. 
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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 
programs. 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; 21 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 also 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 incJud~d 
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 fre'e 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, ~nd initiation of treatment. State program officials repo rted 
that. according to 1992-1996 surveillance data. small numbers of clients in whom can­
cer was diagnosed (Le•• 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 barrie~s 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. 
Reported by: PM Lantz. PhD, Univ of Michigan School of Public Health. Ann Arbor. LE Sever, 
PhD, 8attelle. Centers for Public Health Research and Evaluation. Seattle. Washington. Program 
Svcs 8f, Office of the Director, Div of Cancer Prevention and Control. National Center for Chronic 
Disease Prevention and Health Promotion, CDC. 

Editorial Note: During July 1991-March 1997, the NBCCEDP provided 576,408 mam­
mograms to women aged:?!40 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. These totals included women referred to the program for diagnostic evaluation 
of an abnormal screening result. The NBCCEDP internal estimates suggested that dur­
ing this period only 12%-15% of uninsured women aged 40-64 years in the United 
States had been screened by the program (CDC. unpublished data. 1997). 

Screening alone does 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. CDC 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 results of this study indicate that state health departments and their partners in 
the seven states had developed a wiele 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 professionals affiliated with the 
program and did not inciude the perspectives of NBCCEDP clients. Second, the results 
may not reflect the program experiences in other states. Case-study methods, how­
ever, are an appropriate and well-accepted approach to gaining in~epth 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 analysis 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 will 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 pursued. 
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Notice to Readers 

World Health Day - April 7, 1998 

"Invest in the Future: Support Safe, Motherhood" 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. Although 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 (1). Approximately 50% of pregnancy~related deaths remain 
preventable (2)' and the extent of morbidity associated with pregnancy is often unrec­
ognized. ' 

Safe motherhoo:d 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 1998, 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 women. 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 reproductive 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 World Health Day 1998 are 
available from the American Association for World Health, 1825 K Street, N.W., Suite 
1208. Washington.:OC 20006; e-mail: AAWHstaff@aol.com; or from the World-Wide 
Web site: http://www.aawhworldhealth.org. 

http:http://www.aawhworldhealth.org
mailto:AAWHstaff@aol.com
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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 House Office Building to discuss a bill that 
aims to correct a paradox in the U.S. 'health care system: 

The Centers for Disease Contr61 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 qualify for Medicaid 
are not assured treatment. ; 

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 Cl,inical Professorship 
RICHARD PAZDUR has been appointed director of the FDA 

Division of Oncology Products, effective Sept. 26. Pazdur has been a 
faculty member at the University ofT~xas M.D. Anderson Cancer Center 
for almost 12 years; most recently as professor of medicine in the Division 
of Medicine and director Of the di vision'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 investigator 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 Cen~er. Pazdur succeeds Robert Delap, 
who directed the oncologydi vision froIl11995 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 ODEI. ... 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 
Society Clinical 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 a large bill," said Rep., Anna Eshoo 
(D-CA), a co-sponsor of the bill (H.Il. 1070) at a 
hearing July 21. "This is not a' bill tnat's directed' 
toward curing breast and cervical cancer. It doesn't 
make a gigantic promise to people across the country. 
I dothink that within that context, we ne~d 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 least to obfuscate 
its existence: 

"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 between the cancer 
diagnosis and initiation of the treatment." ' 

This seemingly neutral bureaucratic statement 
proved to be a gold mine for members of the 

Member, Newsletter 
Publishers Association 

THE I:.flUC.£"-
WOrld Wide Web: hl\p:1I,LETTER WWrN.cancenetter,com 

Editor & Publisher: Kirsten Boyd Goldberg 
Editor: Paul Goldberg 

Editorial: 202-362-1809 Fax: 202·362·1681 
PO Box 9905, Washington DC 20016 
E-mail: kirsten@cancerletter.comorpaul@cancerletter.com 

Customer Service: 800-513-7042 
PO Box 40724, Nashville TN 37204·0724 

Subscription' $275 per year worldwide, ISSN 0096-3917. Published 
48 times a year by The Cancer Letter Inc. Other than "fair use" as 
specified by U.S. copyright law, none of the c~ntent of this 
publication may be reproduced. stored in a retrieval system, or 
transmitted in any form (electronic, mechanical, photocopying. : 
facsimile, or otherWise) without prior written permission of the 
publisher, Violators risk criminal penalties and $100.000 damages. 

Founded Dec. 21.1973 by Jer D. Boyd 

Subcommittee on Health and Environment of the 
House Committee on Commerce. 

Do thee women who initiated treatment 
complete it? Is the treatment delayed while health 
officials scramble to provide care? Is the care 
appropriate? 

"We know that 92 percent have initiated 
treatment; that's all we know," said Lee, responding 
to a questi'on 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 persisted, Lee' responded with a 
something of primer in elementary statistics and data 
collection: ' . ., 

. "We have information on every woman's 
diagnosis. Date of diagnosis. Date when treatment 
initiated. The median is eight days, and there are 
women in our dataset whose treatmerit 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 wpmen-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." '. 

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 0' clock." 
LEE: "Well, everybody is going to eat lunch, too; 

right?" 
The time was just shy of 11 a.m., and Lee's 

ordeal was to. continue for n'earlY 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 legislation. The measure 
has 263 co-sponsors in the House and 41 in the 
Senate. On the Health and the Environment 
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Subcommittee, the bill h~s the supportiOf 25 ofthe 30 ' Proponents vs. The "Undecided" 

" I 

The debates at the hearing were marked by a
members." !' 

Facing a barrage of questions from'the panel, striking absence of 'opponents 'of the measure. 


, , , 

.Lee acknowledged thatthe necessity to line up care , 'Instead, proponents of the measure crossed swords 
. I"' , with the undecided. ' , ' stresses the screening program. 

,The prograrilscreens only 12 to~ 15 percent of The latter camp includes the Administration and 

the eligible population, whiCh means that about 11 the Susan G. Komen Breast Cancer Foundation. 

million women don't take advantage of breast and "The only information I have from the 

cervical screening, Lee said.' Administration is what the CDC testified to this 


"Although states are curre~tly : ineeting' their mo~ing," NBCC president Fran Visco said at the 

commitment to help women acceiss treatment, hearing., Visco said the coalition is seeking White 

programs have told us of concerns regarding their House endorsement'of the measure. "We have had 


'ability to expand screeni~g services to more women, ,discussions with them, butwe don't have an answer," 
because the systems for obtaining care and treatment she said. "If the Administration refuses to endorse' 
are qecoming overburdened," Lee said, at the hearing. this bill, NBCC will take it to task. They will hear 

"As long as the,numbers of cancers diagnosed from members of NBC.c." 
through the program remllin attheircurrent level, the 'The position described by 'the Komen 

, burden should not be too great,:' she said."Howev~r, Foundation required textual analysis,. 
increased screening, whieh is our goal, ~s accompanied, "Contrary to some accounts we have heard; the 

'by increased numbers of cancers diagnosed, and Komen Foundation is not opposed to this legislation," 
many physiCians who contract with' programs are Susan B,raun, president and'CEO of the Dallas-based 
concerned about bringing more uninsured patients into group, 'said in her wi'itten testimony. "We are 
their care." ' ,concerned, however, that any treatment initiative 

This statement. 1'00. proved to be a gold mine provides a comprehensive and effective solution and 

for the panel: ' reaches those most in need of assistance." 


, "The fact of the matter is that only 15 percent, ' This claim of neutrality notwithstanding, Rep. 

,of eligible women are getting screened,"said Rep. , ,Rick Lazio (R~NY), the original sponsor of the bill. 
Henry Waxman (D-CA), a support~r of the bfn. ',said his reading of Braun's testimony points to 
"Maybe irs because they don't have;assurance that opposition to the measure. 
they wouldhave treatment availllble; :and maybe it's "I am; quite frankly, disappointed in the 
because a lot of resources that could be used for testimony of the Komen Foundation," Lazio said. "At 
screening have been diverted to try ito [find], care., my request, my staff re,ached out to, them months 
Are those factors important?" agoto discuss this legislation and any conce~s they'I 

LEE: "I think the main factor is the level of our, may have about the bill. Despite this invitation, they 

current resources, [$158 million dudng the current' did not bring any concerns to me or my staff, until 

fiscal year] that we have t9 give outJo,states don't yesterday,when I read their testimony. Please, don't 
allow more women to get screened.": get me w'rong, I am a strong supporter of the Race 

, WAXMAN: "What percentage i of the money for the Cure, and I enjoy working closely with Priscilla 
has to be used to seek out treatment?"" 'and Sen. [Connie] Mack [(R-FL)]. But I wanted to 

tEE: "We have never quantified that. I can tell register my disappointment over the lack of Komen 
you that additional funds we have allocated fqr case ,Foundation's response, to my request months ago." 
management will augment sprite caSe management.' ' Eshoo, too, said she was having difficulty 
funds that are there." ' interpreting Braun's testimony. :'lhave a difficulttime 

, WAXMAN: "[Finding] treatment services connecting the dots," she said at the hearing. 
diverts resources from the program." Indeed, a reading of the Komen testimony' 

LEE: "That's true. We have not quantified what' 'submitted for.'therecord is more consistent with, 
proportion; how much that is, though:",' ' 'opposition than no posftion on the part of the 

, WAXMAN: "And the lack of treatment services foundation: ' ' 
negati~ely affects the r~cruitment.:" .. -Komen advocates framing the problem 

LEE: "True." ' beyond the boundaries, of the CDC screening 
WAXMAN: "So 'what are we argulrig about?" program. "Insured women who have, lost their 
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coverage or have reached a lifetime maximum, 
particularly those being treated for arecurrence of 
their breast cancer can be in need:' Bra'un 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 state§ 
have legislated 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 options, federal assistance 
may be required." ' 

~Medicaid may be an inappropriate program 
,for addressing the problem, Braun said, citfng 
variability in state Medicaid benefits. '~Medicaid 
participation is optional in the proposed bill;" she said. 
"States with limited funds in their Medicaid programs 
may be reluctant to cover care for people who would 
otherwise be ineligible." 

Unlike Braun, NBCC's Visco said the proplem 
can be framed narrowly and solved through'Medicaid. 

"We are not asking you to put every woman 
who doesn '( have insurance on Medicaid," Visco said 
at the hearing. "We are asking you to enact legislation 
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 screening, they should be eligible for 
Medicaid treatment" 

If the screening bill is signed into law, NBCC, 
will have to mobilize its grassroots constit~encies to 
force state legislatures to take part in the Medicaid 
program. While CDC admits to havin~ no data beyond 
"initiation" of treatment, NBCC has put together a 
horrifying armamentarium of anecdotal evidence. 
These include the testimony of Caro'(yn 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 k~ow 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 referral 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 included 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 
subcommittee 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 materialized," Kohil said to The 
Cancer Letter.. "We are in a hold pattern waiting to 
see if the offsets can be obtained, and if not, funding 
decisions 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 unacceptabl~ to go backwards. We need 
to increase resources for this type of research. He's 
going to keep fighting for it." 

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

H.R.I070 


. 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 DetectionProgram 

(NBCCEDP). : . 


• 	 To be eligible, womenwould have to satisfy the income and resource 
eligibility requirements established under NBCCEDP; be 'under the age 
of 65; have been diagn,osed 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 presumptive 
eligibility for Medicaid coverage for the duration of the treatment of their 
breast ,and cervi<:;al cancer. . . ' 

. 	 . 

• 	 . States who elect to provide breast and cervical cancer treatment as an . 
optional benefit would receive an enhanced match to encourage 
participation in establishing this benefit. 

, ., 



i NBCC 
J 

NATIONALBREASTCANCER C0Al1I10N 

grassroots 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 

Thank you Mr. Chainnan, and members ofthe 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 arid friends. NBCC seeks to increase the influence of breast cancer 
survivors and other acti'vists over public policy in cancer research, clinical trials, and access to quality 
health care for all women. . 

BACKGROUND 

The National Breast Cancer Coalitiof) has made passage of H.R. 1070, the Breast and Cervical Cancer 
Treatment Act, a top priority. As YO!l 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 

• I . • 

Cancer Mortality Prevention Act in 1990. That program - whiC,h has screened more than one-haifa 
million women for breast cancer - dO,esnot provide any federal resources to pay for the treatment, ' 
when women are diagnosed with breast or cervical cancer, Instead, Congress asks participating states 
to assure that the women who are screened get the treatment they need. ' 

The fact that the CDC Early Detection Program goes not cover any costs of treatment for breast and 
cervical cancer has created a very serious public policy gap. State and local providers and women 
themselves have bee'n left to scramble for resources to pay for treaunent. 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. 

1707 L Street. N\"\', Suite 1060, Washington; DC 20036 phone: (202) 296-7477 fax: (202) 265-6854 http:/ /ww\\',nadbcc,org 



. , 

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 oftheir time finding treatment services. 

, What H.lt 1070 Would Do 

NBCC-Personal Stories 

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

Prior to losing h~r battle with' breast cancer, Jan wrote a compelling memorandum on the 

need for a federal treatment cpmponent toCDC's Early Detection Program. Her 

memorandum states: 


"One of the heartbreaking iro:nies 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 COC's federal program are guaranteed treatment 
through Medicrud coverage, many NBCC advocates have reaffinned the need for a 
federal treatment component to this program. Our members have wimessed 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. 

Awoman 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. ' 

, , 
Moreover, we have heard from women who ultimately 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 herchildrcn '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?) 



.1 

I 
A woman in New York said that during her treatment,it seemed that her conversations 
with her doctors were more about the' bills than how to save her life. 

I ' " 

, . 

There are other women who ~ter having a mammogram find out they need follow~up I,
diagnostic services but refuse to get them. They do not want to know they have cancer' 

without knowing exactly where the treatment dollars come from. 

! 


I 

I 
IA woman from Virginia explained'she "feels that if she is not :diagitosed it is bener 

because she wilf not have to worry about treatment. '~ . 

A woman from Maine had an ;initial manrmogram through the NBCCEDP program and 
the results were "highly suggestive of malignancy." Duela the cost, rather than pursue a 
biopsy and the treatment, which rri~y have been needed, the client decided to wait and 
have a repeat'mammograril in;six months. ' 

Surely, these scenarios are not what Congress iritended when it enacted the National 
Breast and Cervical 'Cancer Early Detection Program into law. Yet, these scem¢os are 
the reality of what happens when women are screened and diagnosed with breast and 
cervical cancer through a federal progriun that does not guarantee federal treatment 
coverage. 

CDC·Case Study I 
. ,i, 

, NBCC is not alone in our beli~f that 'the CDC Early Detection Program needs a system 
that provides sufficient fundill: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 a'similar conclusion. The study focused on participating 
states (California, Michigan, Minnesota, New Mexico,'New York, North Carolina and 
Texas) and looked at the treatm,ent following adiagnosis of breast or cerVical cancer 
through the program. ' , 

The results of that ,study, released in January 1998,' found that although treatment had 
been initiated for most of the women in whom cancer was diagnosed, the system of 
treatment is "tenuous and fragile at best." ' . 

"I 
(Mr. Chairman. may I introduce the report which sU1Jlmarizes the results ofthe study into 

, I , , ,
the" record?) , ,'. ' ' ' , 

'The Numbers Don;t Tell Us the Whole Story 
, ' .' . " 

II want to make veryclear thalthe issue is not just that some women don't get treated.. 

We have had to look beyond the numbe,rs to find the real story. It is behind these 

! 


numbers 'that the story exists -:-the story that women from allover the country come and I 

Italk 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 
, . ,.' , , I 



. they'll find treatment for their disease, and then often left with a lifetime of bills to pay 
for that treatment. 

l.IJck ofTreatment Funding Is Diverting ResourcesA way From the Screening 
Program ' 

.There are several findings thatare.very telling in the <,;onclusions 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 identify 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 thIough the program. 
The hours spentsearching 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 onJy to the woman who have 
been diagnosed through the program - 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 ofan 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 the health care system, to offer 
.free or reduced-fee services to NBCCEDP clients. ' 

Mr. Chairman, I point you to ~ letter from Robert Brooks, MD, Secretary of tile 
Department of Health for the Florida Department of Health and Human Services. 

(Mr: Chainnan, may I submit this [ener 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 cou~d be diagnosed with cancer. Needless to say, the providers 
are concerned with these increasing numbers. Some of the providers have asked the local 
program coordinator not to ~fer additional patients 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 provided 'with some assistance 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 caiI only get worse, and where any attempts to expand the 

screening program are hindered. 


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 o/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 an:! 
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? 

Precedent in the Medicaid Program 

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 permission 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 
andlor assets exceed Medicaid limits. . 

There is a precedent for covering participants in the Breast and Cervical Cancer Early 
Detection Program under Medicaid. In 1993, Congress created the Tuberculosis Optional 
Benefit Program, making individuals who are infected with tuberculosis eligible for 
Medicaid. .. 

Mr. Chairman, and Members 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 an~ 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 
unnecessary delays or are lost to follow-up care, and a few don't get treated at alL 

Our message is not to put ~ 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 This New Treatment Program Would Work 

Enactment of H.R. 1070 would allow the women who are eligibl~ 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 legislation from you, Mr. Chairman, 
and from the Committee. : All but three Subcommittee.membershave signed on as 
cosponsors, and three quarters of the Full Commerce Committee has cosponsored H.R. . 
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 grows by 
enacting H.R. 1070, the B,reast and Cervical Cancer Treatment Act this Congress. 

Mr. Chairman, and members of the Committee, thank you again for the opportunity to 
testify. We look forward to working with you on this critically important issue. I'd be 
happy to answer any questions you may have. 



Statement of MarY Ann Waygan 
" 

March 18, 1999 

I ' 

Hello, my name 'is Mary Ann Waygan and I am the coOrdinator for the CDC Breast and' 
Cervical Cancer Initiative for Cape Cod. Massachusetts. 

Before I begin, I would like to thank Senators Chafee, Mikulski, Snowe and Moynihan 
for sponsoring this legislatiQn. I would also like to thank Senator Smith for his suppon of 

,this bill. ' 

Clearly, the single largest problem facing the Breast and Cervical Cancer Screening 
Program today is finding re~ources 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 problem is only getting worse. 

The barriers to recruiting pr~viders 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 
treannent services. In the community, we go to tremendous ends to find treaODent - and 
raise money to help pay for it. I've organized luncheons, bclke sales, raffles - you name 
it. Anything to raise mone~ for women who could not afford to payout of pocket for 
treatment. Despite these efforts, all too often, we come up shon. 

Funding for treatment thtou~ the CDC program is ,the biggest problem I face asa 
, coordinator and frank!y a barrier to screening and detection. Funding for treatment is 
tenuous at best. Without passage of the Breast and Cervical Cancer Treatment Act, ' 
future funding for treatment for these women will remain uncenain. 

I want to'tell you one story in panicular that clearly illustrates the problem some of these 
women face. A woman who lives in Buzzard's Bay, Massachusetts who was diagnosed 
with breast cancer through the CDC program; , 

. ,f 

Arlene McMann is a married wom!lIl in her early fonies with two teenage sons and no 
health insurance. r 

, , 

When Arlene w~ diagnosed with breast cancer through the CDC s~ening program, she 
was devastated- not just with the diagnosis, but with the fact that she had no way to pay 
for the treatment she neede~. 

" 

Faced with that situation, s~e 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 in(O :.l much smnller hQlIS~,and lost rheir dream of sending their sons to 

, " 

college without going into funher debt. 



. .... 

The additional streSS and p~ure placed on Arlene and her husband by this situation has 
) 	

turned a difficult simation into an almost unbearable one. To make it even worse, Arlene 
recently found out that· the 9ancer has spread to her hip, pelvis, lungs and liver . 

. Through all of this. Arlene has showed tremencfuus resoive. Despite being in pain and 
discomfort and forced. to use a wheelchair, Arlene desperately wanted to be here today to 

. share her story with you 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 cake 
on this incredible financial burden had done .to her physical health. mental strength and 
family resources. . " 

Due to her condition. Arlene's treannent finally is being 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 regular visits·to an oncologist. 

Arlene's.energy and determination [0 fight this dise!lSe 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 havedone more - that I could have assured her that any treacnenr 
she needed would be paid for and that she wouldn't have to spend time dealing with bank 

. statements, mortgages or pa(;king boxes on top of evCrythingelse. 

In summary. we hem- over and over again that early detection saves lives. In actuality, 
early detection alone does n~:)(hing but fmd the disease; detection must be coupled with 
guaranteed.. quality treatment to actually save lives. 

We must pass the Breast and Cervical Cancer Treatment Act to make sure that screening 
and treatment always go together. 

I would like to thank the National Breast Cancer Coalition for its leadership role in 
working to get this legislation paSsed and thimk the members of Congress here today for 
sponsoring and supporting this legislation. 

Thank you. 

...... 

-.., .. 
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Tno HonOrable Connie MacK 
Ur'!lt.d SIil8S S~inile 
~17 Hart Senate Office B\Jlldll',9 ' 
VVa(lh,ngton OC 205'!O 

Dtrar SenaIOf' Mac;!( 

Thil I....r In rtujpon$e to tne MiY 4l1li lalap/'Ione inquiry from Man< Smith to Margo BJiike 
flIgilfdlng cancer treatment for w.oman enroll.d In Floruia's BreaSf and Cet'lllcal Cancer Earty 
o.tllctlon Program (the Progr.am) Thank you for _llooNlng us me opportunity 10 fumisn some 
(leuills aDOul tt'e Program. . 

FIQf($iI r8ce;"EtCIlts aftrd from .tne Cemert tor Disease Control ina Prevenllon (CDC) 10 late 
surr mer' 994 We start.ea operallOn& In nine eoul'lti.. in September 1aiS .nd grew to 20 
COu'1tl8& in 1998., The '20 counties ire compnsed of large urban ireas, mid""LZ8(j COUNles and 
,mill rural count/el) {A map depicting ill 20 panicipatlng count... III enCloseci" POP\llltlon 
tl.u, "tlOW that th"r. are apprOlum.t.l~ ~75,OOO women, ag•• 50-64 ,n Florida wno are under or 
unlr,Sured SlIghtly OYQr 175:000 of lttelB women reside in the 20 participatIng countie. 

Sint-a lat8 , g9S, CDC grant h,mali hil"e allowed tne "rogram to provide IiCft!enlng ier\llC81 to 
IihghCly ov.tr 10.000 eh9/bl~ women. Annulillly, tho paniclPatlng counties screen apprO)(imat81y 
3,~CIO women or about.2 perCBllT at the oliglPle population, One hutidr.d thirty women have 
Dee:t"l t1'ilgnCled willi Dreast or ir"/\o'illive cervlc:al cancer thrOU911 II"u6 Program In Flonda. AI you 
~no;." CDC ,'""nas cover reimDI.If'6emenl at ,ne MealCsre .rate, lor Drea9t 31"1CS cervical screening 
litH\ .COIi sueI'! 8& Pap smeal1l and mammograms' Thero are also limited fuMS for specified 
dl::i, :"IO.fIC proceClure 6uch as COiPOiCOPIe&, biopSies, and Dreilit I.dlriisoLlnd, Tne CDC fund5 
can 101 b4i Uleo tor AtlmlJl.lrsemern for treatment or ather elUilXlitled Co.tII. ThiS IS ,,,. 
Prouram's mOit IIlJlneral)lo a,e& 8. we are now entenng acompetl1l~e apphCatlon process for 
addtlOnal CDC 91 am 1una, to DeQII'I year lUX in Ocrobiir '9&9 

We &ie S'lil'tln9 to lee ttle itraln our prOVide" .,e ex~riene,"g ttlrougn their suppon of me 
prow_m a~ore pro".ding ca•••cenanos thaI demcnllrate this strain, I would like 10 (llICpand 
on tr.adetlnltlon of proVIder 11$ uleC1 througnOut thla I.nitr Normall),. Wei refer 10 tne genelill or 
OncJloQlc surgeon as tl'lepnnclp~1 provider Or treatment Mllny otnersalao aonate aer\liceS10 
the ,breast lind cervical progf'1lm, . Thece Inelude onco1ogi:ns raololOglStli radiltion oncoloQlitli. 
Pirhologi61& ana noepn..I .. , ! 

The icenario. mentIoned InCIUCle.the follOWing 

• 	 Ono counry p'ragrlm worked Wltn II diem diagnosed wl'lh cervical canc:or in November 
19Q8 Thil womsn HW II Qyntt,cological onCOIOQI&t in January lelie and una~.n' II 
nyoterectomy In March 8~.r filing for Medicaid Her fB!"nlly nad to pay S88i~ 'up front' to 
CO\o'cJr hOSPital costs. which !!l!!.I be cov.tlld retroaCfl.,tll~ by Med,caia 

,. 

http:start.ea
http:Progr.am
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• 	 One t:OU~ program had Ihtefllwomen cjlagnoGod wit" b~41f cancer (luring !MEwftrSt two 
yeal"l in opelil1iDn: ••ch one carao fot by • different provIder, Since Oc:tcber 1ge5.flVe 
.dditlonal womon " • .".. been, diagnosea lind approldmat8ly 10 to 15 mora have ..!:)normal 
clinical Drellat IlXiIn or mlmmot)rarr. resulu. and eoLlld be dlegnOSBG with C8noer NI80.ess 
IU'IV the provldera IIf.,concemed witn the.. InC""3stng numbor. Some of the provide~ . 
ne"e UlCed tne local program c;::)orQ,nalor not 10 refer addftsonal patienti ~o 1"em for tl"l8 
ntmlln06f or '''15 program 1eaf. 

• 	 ;. t\othcsr j;ounty program "as seen lit Ictel ot 1O'woman wlm canezr ana tnilY have two to 
tht:ee physiCian proYIQ"t1i anc: ona noapltal provider who ilQf8M to aee program dlent. 
T!'lei. provl\:Hi1"1l have .110 capra."ed alarm at Ole number of women with aOnormalllXimS 
\II'hoana rei.rred to thom for CIIr8. We have b&8n tOld that Ine,ecurrent pro\l,dors mily nOl 
be willing to iUppot1 tne Plo{yam when tnia county renew, 'nelr program agreemtnt thl5 
CIClobaf 

.. 	 lln. founh county ptogram alagnQued 10 women weth bre85t Cancer d"mng their fir;: two 
y'!8rs ana since Januar) 1999 diagnosed four more lIVomen with br••at cancer. Ten . 
,vol/tC!ers who onginally agreea to eaCh see one to NtO eli.nee per year nave formlilO three 
lIioilpar.ad groups whO haver I,reed to I.e cna to MO dients ptff group. for. tOlal of !t'Iree to 
It x citent. per year. TrIlS would .not ba suffiCient coverag_ "!he rate at diasoosing cancer 
c::lntinue., 	 . 

CDC nas ,ntormaUv conveyed fO U5 !tt81 the, may award tne FlOrida Program more funas for 
brltiWI i:lIla Q4trvlCIlI 8Cl'BSn.ng IOrvIC/:$ in our nllxt>n".year grant cycle tnlt Degins trll8 October 
While. thi6 ,I polltlve news for the many tnouunda of women at need for mOM 'e"'lella, "'e 
III1iC :,.,I."e t;'18 wlll have iJ 'domnio ofNIct' on the providers wno provide In-klnd u ••tment 
WIth ,,,cte8Sed numl>era of wemen screened com", ..." ina-eal8 in thi numbers of cancers 
dlligrOieC/. plac:ing an eVC!H-lncteaJlng Curaen on our already overwhelmed provider. of cancer 
troatlnen!! Plea3! note these $.rr.~ provid81"S more than Itkol~ Ul50 (lonlte In-kind services to 
Qtlusr diem, al:agl"\06flod wntl c.ance;r or other chronIC dllea••• 

So W'lllo our ,nforrnallon thOWS that .. provider mlily furnISh pro bono treatment tor two or tnree 
womu,", wit" Dreast or cal'l.'lcal canCer per y.lr. in .,1 hkellhooo tnat .ame provider 1& IIlked to 
Clo"i~e treaun."t leNiccs for other Clloml IiII lNell. We are deeply lnooDled to all ot rhea.e 
indiv;:3uala end lrn.ritlJtiono 'for their, fllJpport ot the Progtam and would like [0 .ee them recel"''' 
somi measure 01 acknowtedgemont for IMlr 8Pfons , 

I 

In 8u;"mal')l the Florida BretJit and Cervice' Cancer Program nt& provided ClnC!&r services to 
over 10.000 wom.n ..t or befow In. 2QO pereant po."ert)' level. and found treatment .ervlces for 
ov.r 130 IIItomon tnlol.lSh tnG gen..~o.ity of local prOVidOt1 in 20 coun1iea A& Icreenlng 
numt.r! increa'Je. 60 will the numblir of women diagno50a WIth brant or bervlcal cancsr 

http:8Cl'BSn.ng
http:lIioilpar.ad
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OUI prevIa.,. are snowing "gnlt,of tlc.naonlng f"lI program unless we are able 10 provide 
lha.n IiQInlIt",st.anee that .. not iI\'81181)1. tnrough the COCgrant. ' 

Think yeLl fer 10ur personal interust In Florlaa', Program. ,If,ou nave tuMer Q...tJona, please 
,.., fr.. ta conlaa me at (850) 487·2i4!5. ,or Ms, Margo C, Blake. Program Manau-, for the 
e ..... , and Cervical Cancer Early 08tectial'l Program at (850) 488-2901, w. lOck foM.rd to • 
II.IC..I.'u! c:;anc,u"on 10 In•• X."" ....1On and an you our bel' ' 

Sincerely, 

~~ 
Roben G Brook., M 0 , 

, Seeretary. Department bf i'4,Aalt" 

RGBJjg 
EntJci,ure 

CcMarkSmilh . 
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THE BREAST AND CERVICAL CA1~CER TREATMENT ACT 

I The NBCCEDP 

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

• 	 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 $159 million for FY 1999 for theNBCCEDP. The program is 
now in all 50 states, the District of Cohimbia and 13 American Indian! Alaska N ati ve 
organizations; however not all state programs are fully functioning. 

!The Success of the-Screening-Pragranr 

'Since the NBCCEDP's inception through March 1998 it has: 

• 	 Provided mammography screening to 794,445 women aged 40 years and older; 

I 

• 	 Found 56,119 (7%) abnormal mammograms: 

• 	 Diagnosed 4,137 cases of breast cancer: and 

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

1:.:Current'1\pproaches.. toProvfdingTreatment , , .'." ·1 

• 	 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. 

• 	 The current system for treatment is an ad hoc patchwork of providers, volunteers, and . 
local programs scrambling to find treatment dollars. Although 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 
forced to rely on charity care, donated services, and bake sales to pay for their treatment. 



1 

• 	 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 l5% of age-eligible, uninsured wOIT)en nationally. 

1.... __S_o_lu_U_·o_n_:_C_o_v_e_ri_n.=g_T_r_e_at_m;.....e_n_t_C_o_s_ts_Thro_u-=gh:....-t_h_e_M_edi_·_c_31_·d_P_r_o-=gr::...am______---11_A_L...,.o_n....:g:::;..-_te_rm 	 __ 

• 	 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. 


• 	 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. 

• 	 There is a precedent for covering 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. 


I Summary ofthe 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. 

• 	 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. 

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

• 	 States electing to'provide breast and cervical cancertreatment as an optional benefit would 
receive an enhanced match to encourage participation in establishing this benefit. 

National Breast Cancer Coalition 	 March l8. 1999 
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HR 1070 IH 


106th CONGRESS 

1st 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 

lVlarch 11, 1999 

Mr. LAZIO (for himself, Ms. ESHOO, Ms. ROS-LEHTINEN, Mrs. CAPPS, Mrs. MORELLA, Mrs. 
KELLY, Mr. BROWN of Ohio, Mr. GEORGE MlLLERof California, Mr. HORN, Mr. DIXON, Ms. 
PELOSI, Mr. LATOURETTE, Mr. WAXMAl~,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, Ms. 
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. BARRETI 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.1EFFERSON, 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 0/Representatives o/the United States o/America in 
Congress assembled. ' ' 

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

(a) COVERAGE AS OPTIONAL CATEGORICALLY NEEDY GROUP­

httO://thomas.loc.gov/cgi-bin/query/C?c 106:.ltemp/-c l06kR3u3E 4/9/99 
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(1) IN GENERAL~ Section 1902(a)(10)(A)(ii) of the Social Security Act (42 U.S.C. 
1396a(a)(1O)(A)(ii» is amended-­

(A) in subclause (XIII), by striking 'or' at the end; 

(B) in subclause (XIV), by adding 'or' at the end; and 

(C) by adding at tlie end the following: 

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

(2) GROUP DESCRIBED- Section 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 insubsection (a)(10)(A)(i); 

'(2) have nbt attained age 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 Puplic 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(a)(1O) 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' (XIII),; 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)(1O)(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 . 

. I 

(4) CONFORMING AMEND:MENTS- 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 striking 'or' at the end; 

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

4/9/99http://thomas.loc.gov/cgi-binJquery/C?c 106: .Jtemp/-c 106kR3u3E 
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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 
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 av~lable 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 case 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 
determination referred to in subparagraph (A), such last day. 

'(2) QUALIFIED ENTITY­

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

.' (i) is eligible for payments under a State plan approved under this title; and 

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

. . 

'(B) REGULATIONS-The Secretary mayissue regulations further limiting those 
entities that may become qualified entities in order to prevent fraud and abuse and 
for other reasons. ' 

http://thomas.loc.gov/cgi-binlqueryl<:;?c 106:.Itemp/-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 application 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 REQUlRE!\1ENTS- 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 working 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 detennination is made. 

'(d) PAYMENT-Notwithstanding 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 payments under the State plan; and 

~(2) i~ included in the care and services covered by the State plan; 

shall be treated as medical assfstanceprovidedby such plan for purposes of section 1903(a)(5) 
(B).'. 

(2) CONFORMlNG AMENDMENTS­

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

4/9/99http://thomas.loc'.gov/cgi -biniquery/C?c 106:.ltemp/-c 106kR3u3E 
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amended by inserting before the semicolon at the end the 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) Section 1903(u)(1)(D)(v) of such Act (42 U.S.C. 1396b(u)(1)(D)(v» is 
amended-­

(i) by striking'or for' and inserting', for'; and 
j • • • 

(ii) by inserting 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» is amended-­

(1) by striking 'an' and inserting '(A) an'; 

(2) by adding 'plus' after the semicolon; and 

(3) by adding at the end the following: 

, 
'(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-binlquery/C?cl06:.ltemp/-cl06kR3u3E 4/9199 
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TABLE 1 

Nalional Breast and Cervical Cancer EarJy Detection Program (NBCCBDP) 

Initiation ofTreabnent fur Women Diagnosed with]n Situ or Invasive BR:aSt Omcer 


Minimwn DataElemeDls l through March 31~ 1997 


! 

CD 

~; 
on 
&; 

-n 

Q
:v 
enc::: 
~. 

Program Name 

Total Number of 
NBCCEDP 

Funded 
Mammograms 

To1al Number of 
Breast Cancers 

Diagnosed 
(lnSitullnvasjve~ 

Number of 
Breas. Can(;U8 
with Complete 
Infonnation 

Median Days 
ftom Diagnosis to 

-rreatment Initiation 
Percent Initiated 
T~t(N=)3 

Number ofBreu 
Cancers widl 

PcndinglMiS5inS !lnfonnation4 

TOTAL foJ' NBCCBDP 
(3SPcognuna Combined)' 

594,436 
, ­

4409 
-

4242 10 95.8 (4064) 167 

.. 
\-E 

Q 
01 

~, 

J The Minimum Datu Elements (MDBs) are electronically submitted semi-aMuaUy (January JSand July J5) to a data 
me.nagemcn1,contnwtor, who analyzes the datu and submits a data file to the CDC. Forexwnple. the dwa used forthls report were 
submitted on January lS~ 1998 and included sCRlCning exams throug}. Scptemb&:r 30, 1991. l11e llC'xt data will be sulwliUedon July ... 
15. 199M and will include screening, CX8D1S through Moreh 31, 1998. The intervJJI of tltro<: aud ouc-half monilia provides stulcs time tu 
prepare t.he data Bubmission and guther infom1Dtion that may be missing. Uoutinely WI additional Hix cIDonth interval is pruvidml'ur i

CD ,complelion ofdiagnostic foUow-up and 1matJru:nt information. 

2 The total Dumber ofbreast cancen diagn~sed include some women referred to the NBCCEDP for diagnostic evaluation of it 
nOD~NBCCEDP :funded screening exam. 

1.,
1 Women who did not jnitiate tre.aiment either refused tn:atment.l were losllo foUow-up, or died. ,.,...;. 

Ut : 

-a .. Breast cancer cases have pending or missing infonnation on one or more ofthc foUowing variables: date ofdiagnosis; date of 
~, 

treatment initiatjon~ or status of1reatmenl initiation. ::; 
~ 

j Programs include AX., AZ, AR, CA" CO, CT, FL. OA, IL, 1A, KS, LA" ME, MD, MA. MJ»MN, MO, NE, NJ, NM, NY, Ne, I.,..OlI, OK, OR, PA, ru, SC, TX, UT,VT. WA" WV, WI U! 
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TABLE 2 
! 

National B~ and CervJcaI Cancer Early Detection ProJl1Ull (NBCCBDP) l: 
Initiation ofTTeatment for Women Diagnosed with In Situ or lnvasive Breas1 Cancer 

CD 

Minimum Data Blements 1hrough .M.an:h 31, 1997 ..... 
en

Program with ~ 40 Cases ofBrcast Cuncer ~ 

...... 

Program 
Name 

Total Nwnber of 
NBCCEDP 

Funded 
Mammograms 

Total Number of 
Bn:aat Cancers 

Diagnosed 
(lnSitulInvasive) 

Number ofBreast 
Cancers with 
. Complete 
Informalion 

Median Days 
from Diagmosis to 

Treatmenllnitiation 

. Percent 
lnidated 

TnWmcot (N=) 

Nwnber ofBreas1 
Cancers witl. 

Pend.JnsfMjssing 
lnfonnation 

AR 5.652 54 52 10 96.1 (SO) 
- . 

2 

CA 50,767 489 478 Jl 93.1 (445) 11 

CO 20.485 119 117 13 99.1 (1 J6) 2 

MD 35,788 314 305 II 96.7 (295) 9 

MA . 14,038 207 182 J3 97.3 (177) 25 

MI 58,473 435 424 0 94.3 (400) II 

MN 26,375 217 215 8 97.7 (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 (37") 0 

NC 42,19] 274 269 11 .94.0(253) 5 

OH 10~54 J21 121 .8 95.9 (116) 0 

PA 5,593 48 43 13 100 (43) S 

I
:u ..,.
c: 

~ 
r ­

~ 


! 


i
: 
;:;1 
CD 

""ji 
41'­
NI 
en 

:v 
t::l

:; 
Col 

.J: 
UI -
.~ 

515/98 



Total Nwnber of 
NBCCEDP 

Program Funded 

Nome 
 Mammograms 

SC 30.192 

TX 71.662 

UT S.918 

TABLE 2 (continued) 

National Bn:ast and Cervical Cancer Early Detcc:tion Program (NBCCBDP) 

InitiatiOD ofTteatmcnt for Women Diagnosed with In Situ or lovasivc Breast Cancer 


Minimwn Data Elements through March 3 J, J 997 

Program with ~ 40 Cases ofBreast CBnoer 


Total Nwnber of 
Breast Cancers 

Diagnosed 
(lnSitulJnvasive) 

227 

526 

43 

Number ofBrast 

Cancers with 


Complete 

Information 


206 

S14 

41 

Median Days 

from Diagnosis to 


Treatment luiriation 


10 


4.5 


0 


Percent 

Initiated 


Treatment eN:)· 


98.5 (203) 


97.9(503) 


100 (4J) 


Nwnber ofDreast 

Cancers with 


PendingIMissing 

InfomlatiWl 


21 
.. ­

12 

~ 

!
X­
G 

...
"'"" 
~ 

-'" 

~. 

fa 
lOU. .... 
i! 
c: 

. ­
E 
fa-
I 
Q! 

I 

12,812WA 

. 32,063WV 

10,860Wl - ­

61 90.2 (:55)71 8 

21... 198 7 99.5 (197)
., 

3640 10.S 97.2 (35) 

JO 

16 
I 
I4 

-_._..... -- --...... --.....- ­
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a~ 
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TA.BLB3 ! 
National Breast and Cervical Cancor Barly Detection Proanm (NBCCBDP) ! 

CD 

Initiation of1Teatrncut for Women Dlaposed with In Situ or Inv8IiYe Breu1 Canoer 
Minimum Dato ElemCIIlB thrun,,, Marcll 31 J J991 

""'" Program with < 40 Casel ofOrea&1 CBJlour .... 
~ 

TOlal Number of Breast Cancers 
-n 

Name 
To~lNwmb~ofNBCCBDPProgr.am 

Diagnoaed (lnSiCul1l1yas;ve)Funded Mammograms 

AI{ i8989 

13J,495AZ i 
.­

1,302 8 ~CT 
Q 

)4 SJ.535FL 

316,214OA 

6IL 1.IOl 

416 SIA 

785K.S 7 

LA 114 1 

872ME 3 I
CD 

2,549NJ II 

OK 151.328 

OR 1J 1.1.1 IS 
.... 

R1 -1 VI 

7 
-v 

1,269 

VT c:a979 VI -_._..... _----­
~ ... 

NOTE: Median days from diagnDsis to 1Jeatment initiation and abe propor1ion WJ1D have inifiBlcd Wcatment arc nof calculated because tllo total 

Dumber of breast cancer eases are 100 s.maJl1O produco statisticaUy reliable infonnldion. Uowover, these bn:u1 canCIV CUOll are includedjn the ... 


eu " overall NBCCBDP measures repolUd in Table 1. nlcae.states arc slill in 1he atar1-up atage Dnd llilye ~l screenins fur approximl:ltely two years u. 

as ofMarcll3J. 1997. 

http:Progr.am
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Strategies for Follow-Up and 
Treatment Services in State 
Breast and CerVical Cancer 
ScreennngPrograEnS 
Paula M. Lantz, PhD 
Lisa c. lUthardson,. MD, MPH 
Debra J. Maddem, MEd. ' 
Lisa R.. Shugarman, BA 
Uni~tOi'Y ai MlI:hipn 5.:hooi or PUbIu:: Hi::.ab:h, 
Ann AIiIm'. ~illl'l 

DonnaB.Knu~o~MSEd,CHES 
c~ tot ~se Cam:al ;mc1 P::n'enGOn. 
Ctvbicm at ~ Pn!.,c:ru:aon iIId Cotu:oL 
~~' 

Lowell E. Sever, PhD 
Bure.Ue Centers tor P!.Ibb.c HcaJ\'il Res.e.\rd\ iII'It::I. E\'~cmn 
~e. WalllnngM'l 

Th~ repart dtscn,fbes strat~tS used to provide diapostic jolJm.o..21.p and 
treatment serviCes to loill-income women screened through the NationRl 
Breast and Cervical Cancer Early Detection Program. 

The Breast arui Cenic:al Ca:ncer Mottality PrevenEian Act. enacted by 
the U.s. Congress in August 1990 (PublU.: Law lOI-~) aurhcrized 
filI\d.:; for a national :iaeening program for breast and ce:rvkal amcer 
for medically w'\derserred WOJfl,en.l Ibis program--d1e National 

8:reast and. Cervical Cancer Early Oerecr:icn Program or NBCCEDP-is admin­
istered. by the CenterS for ~ Control and Prevention (CDC). The goal of 
dus large public: health initiative is to reduce, the morbidity a:nd monaliry 
associated with breast and cervical cancer in the Uaiu:d Srate:i. 

The NBCCEOP i:i implemented' through cooperative agreemems WIth. 
qualiiying health agencies dlar provide fIt=e Dr Iaw-as sc:reenirIg to uninsured 
Dr u.nderinsurecl low-mcome women,. deve10pand disseminate public and 
professlona1 education saate~. embhsh qualiIy assutanee systemS. engage 
irI surveillance and evaluation activities. and cievdop coalitioas and parmer­
ships.l To date, the hea1d1. deparanents of all 50 states. the Disaia of Columbia. 
" U.s. terrimnes. and 15 American lrIdian and Alaska Naave aibe:t or tribal 
organiZations haV!! ~\"ed support for: comp~ve B.teib't and Cervical 
Cancer Early Derection Programi (BCCEDPsj, The age and income e1igibilir:y 
reqt.l.irements for saeerung services vary across the programs. but all progmns 

, 
01999 'by !II.: JlICDbs Jnstit.l~ 

01 Women'" Hc.dm 

~ ra, SIacvIc s.:...n.:- b>o: 
U)d.3867/99,mOO 
PtI SUJl9.386i'('J8)00027-9 
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target high-priority groups, ior example, olac?f \vome..~ women in racial and 
ethnic minority groups, women; wun dbabilities, lesbuns. and women whe 
ll\fe in rural or other haxc.Hc-reach areas. 

Through September 1997, morc rha.n 1.5 million free mammograms and 
Papanicolaou smear restS were' proVided through the NSCCEDP.3 The pro­
gram also covers a numbe: oj follOw-up diagMSric prcceciUl'l?:S, induchng 
diagnOStlC mammography, bn:ast ultta.iounc, Sutgu:al consultation. £me nee­
dle aspuaacn of the: breast. and colposcopy Because Ot limi~ resources, 
however, program h.!nds have not been anuable to c&wer all oi the diagnostic 
rests that "Wamen may need for follow-up at abnormal sc::eemng resulfli and to 
readl a deiininve diagnosis (ll1duding ex.dsicnal breast biopsy, SI2r!Or.actic 
lccalizanon for breast tnopsy. or .needl~ cere breast bropsy). In addiuon, the 
federal ~tion prohibif:i the use oi narional program fun~ to pay for 
tl'eaanenc services for women diagnosed with cenical inrraepirhebal neopla:sia 
(aN) or for any component oi aeatment ilJr brea3t or c:en'ial cancer, 
inc:lL.lciing surgery, r<ldioth.erapy, dteulOwrapy, hormonal therapy. and breast 
reconsttUCt1on. 

Oe.;pite these restriA:d.oni in' iunding. dJagn~tU: and a:eatment~ an! 

recognized as essential componcnl:$ of this screening irutiati"e Federa1legis­
lation requires mat' participating programs en;,"UL'e that ,"'amen Wlth abnormal 
saeerung r~ts reo:tiv~ ciefrni;ivO! Qia;noses and that they have acces:; to 
timely and appropriate treaa:nc:m senices for CIN or cancer if needed, 
l't!garciless of theu ability to pay.1... PartlCiparing healdl agend~ are expected 
to build c:oUaboraQc:.M and partnetship:s with ho$pil.als and ~mmunlty-based 
organi4auons to obtain access to and resvu~ for diagnostic. treatment, and 
:.u.ppon services.l 

All.ecdotal information reported to COC .suggests th.lt part:cipanng agen­
cies are indeed Mding inno"lau\'C! and interesting ways ro secute diagnostic 
follow-up and treatment serviCes for women itt IU!e,P; however. du:i aspect of 
the NBCCEDP has not been ~S~ In depth or syscematu:ally. Thu:s. we 
u.ndencok a three-PlU't :$P4dy to document and inv~rigate the strategies and 
approaches tha~ :irate BCCEDPlit ha"e implemented co sec.cre diagnosllC 
foUcw-up and caru:er treatment sc::rvice, for dll:nl$ in the ab~ence of federal 
dollars fill' these activities: 1) a. dcscriptin study of the general Strategid and 
activities regardmg diagno:;ac and D"ean:rumc SeMC2S in 35 BCC£DPs; 2) an 
in-dc=pth case $tudy of 7 of the 35 itare pt'ogramss; and 3) documentation of 
cancer treaDnenr setvi4:es recel.ved and the rimmg of these services by linklng 
miormation from 3 5tare BCCEOPs Wlth data hom popu1ation-ba~ tumor 
regi;ime3.ln dU:i repIJtt. we presenr th: resulrs from the first study component. 

METHODS 

All 35 state 8CCEOPs that received recieral tundi.'lg for a comprehensive 
screerung program before October 1. 1996 (anct thus had :iignificant .:xperienc:e 
dealing widl clienrs 11\ need of dlagno;tic ioUow~up and. treatment servic..'OS) 
were selected. for stUdy.:! Data were collected \yuh !he assistand! of 18 CDC 
program ccns..utantS, who are Atlanra-based Staff who prOVide technical 
assistanCe to and serve a:i federal haison:; wlm the state progratn:». A Standard­
. ited data collec:non form that con:,'ulIams could self-administer as part of thtrlr 
~neral dutle:) was deSigned and pilot cesrec:i. The fonn was used to document 
stat.e-:ipecifu: information on the organizational strucrure of the screening 
program, mechanisms for notiiyin~ women of results, and st:r3.tegies for . 
SCCllrin/:i chagncsnc and aeatlnent ser\'lc.:s tor dients in r.eed. Written instruc:­
tions for compleMg the for;n and a 3·hIJU4 training stSsion 'Were provided, 
ConsUltantS completed a farm for I?ach of their asssgnoo itates in the sample 

I 
I 

! 


Through September I,1997, more than 1.5 
million free I 
mammograms and 
Papanicolaou smear 
tests were prouided 
through the NBCCEDP. 

http:regi;ime3.ln
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lnmt.ng £rem 1 ro 3 states per ccnsulranr), using th~ir Imcwledg:! of the State 

program ana. available materials and documents. They aLso di:icu.»ed spectfic 

i5:.-ues in their routine tl:!ciu1.ical assisraru::.e calls with itatiS if :lari.ncation from 

the state program was :teeded. Completed forms (N = 35; 100% !::osponse rare) 

were forwarded to tJruversity of Mlchigan ~ea..rc.i. staff along with any 

relevant written doc::uments. 


RESULTS 

One way in which all :nate ?tOgra.m.:i worK 'to ensW'~ :hat ~ iollo\v-up 

diagnostic rests and treaa:nerLt service:i are received 1.:i by tracking chentS U'iing 

pfcgra.m ;)W"I~ dam. Scare prograIJ'l:i .have di.5igned anJ implememed a 

variety of managc:mr::nt mionnation systems to trad women r.hrough the 

~ of screening. c4agncsru: fullaw-up, and treatment 1lU~non. In 

addiacn. at t:he t:iIrLI:! of our data colleaion# mast srateS had wrinen guidl:ilJlei 
 States tlTe required to ' or protocols for 5Cl'eening providers fcc notifying women oi:;a~ results 
and ior tracking women needing dm.gnosr.c serv:.c:s :U~r an abnormal report to CDC the date 
Screening result (Table Illn adduion. 89'... of States had written cr.udel.ines for that cancer treatment 
eI'ISlU'ir.g mat WCJII.eIl receive definitlve diagnoSllC folloh'-up Sc:n icss,and rno 

'DOS initiated jar . ; . hiui written GUidelines :01' ~u.ring tNlt wome" ininate tTeatment ror breait or 

cer:val ca.neer or CIN. Similariy, most Sta[eS had wrinen gr.lidelinis or defined breast or ceruical crmCfT. 

protocols icr provider.:; regardillg appropriate clinical pathways !or d:&a.gnosQc 

tallow-up {86% for breast diagnostics and 83% tor cervical dla~1ltSJ, 


when:!as fewer states had. developed protocol.$ for appropriate treatment 

parhways (69'7,. for ~t cancer, 660/.. for cervical cancer, and 600 lor Cl'\l').
0 

States are requireci to repOrt to CPC the date that ca.r.~ tT~atmcmt was 

i:ninated for women diagnosed. with br~ast or cervical cancer Even tho:se States 


wirhour written guideJ,i:ne:) or prorocc.ls regatdmg ho\~ women should get 

from an abnormal sceening resul: to cunnent have implemented surveillance 

:liy:i~ that mclude rill: m:=atment iNtiaIicn dale. SoIm: stare programs 

document addimmal infonnaaon about treatment For ex.ample. our results 

suggest that 21 state progxams (60'M were routinely doetanentitlg each cllem's 

mitial course of Cant=f treatment, and ai these programs, S (23'Yo) ~~ere 


documennng the conwu of treatment beyond the utitial coUr~ r1\le stare 

programs (14%) were documenting how each client's cancer treatment \Va:; 


funded. although no.ne were c:cl1ecting infonnatlOl\ on out-or-poc:ket ~pc."\.ieS 

lor dagnoitic or treatment services, 


Stare·level resources used to furu:.i or tLl provide diagnO:t"UC and treatment 

5eMc:e.i to women in the absence of federal program dollars for ~ aah'lCes 

are listed in Table 2. The mOre common ~tra.regies w.:re appeal..; through the 

State medical society fer physicians to volum~r or donate procadures and 

refe:ral of clientS to qe:signared. provulers (such as STate-funded canc:er centers, 

teaching hospit:lls. and public hospnals). Several sroues receive funding for 

~gncstic and treatment se", u::es from their !egislabU'es. This funding comes 

from ::ilate appropriations provided through general p",blic reven~ or tObacco 

ex.ci::ie fa.lI. rev.:mue In:iQm.e of these ~ta.CiS. funcU are proVIded f:tl:lUS1vely for 

women SCl'~ through the BCCEDP, in oUter jtare:s. me funds ar~ avadable 

rc all citizens who meet statsH!5cabJ1Shed eligibility alD:na for sernces. In scm.e 

~tafeS. the funds are restricted r.c paying for crc'!a5t cancer serviCes (priInarily 

for ,hagncstlc UStSj. , 


A wide range of strategies and activ1ties orgaruzed at tile load level (ir:, 

county. city or indiVldual cl.rn.tcal Iaclity) were bei.n/i tJSCd to provide diag­

nestle and treatment services to women U\ me absence of prog:am dellar.i for 

these a.dviries (Table 3). The mas; common strategies used lit rhe local level 

include referrals to deslgnared providers who have ag:eed :0 Sl":-ve program. 


http:prorocc.ls
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Table 1. PREVAL.ENCE OF wRm'EN GUlDElNES FOR NOTIFICATION, 'IRACKl.'lC. A.N1) SERVICE 
\ OEUVE.~Y IN STATE BREAST AND CERVICAL c..~CER EARLY DETEcnON PROGRAMS 

(N =35) . 

Yes ND 

Notifying women oj saeenmg results? 
Breast car.cer screening results 
Cervical .:.a:ru:er Screening re:.ult:i, 

Breaa;t cancer d.iagnosric test results 

Cervical oncer diagnostu: teSt n:sults 


T.racl.:mg women needing fo.Uow-up services? 
Breast aru:er diagnostiC services' 
Cervical canc.er diagnosnc semces . 

Breast cancer treaanent services 

Cervic.al ncopla.:iia Jreatm.ent St!rVic:=i 

Cervical cancer tl'e1Itm~u: ~ 


Ensuring women receive needed. dlagnO::ilic servic:e.i? 
Breast cara=' dia~-cic: servic::es. 
Ce%VlW am.c.:er diagnostic: services 

Ensuring women imtian: needed tr=a:anent? 
Breitit cancer tteatmenr serviCes 
Ce.rvical .neoplasia treatment servia!:; 
Cervical ca:na:r treatment services. 

Odlning appropriate paths for d.i.iignaslU: iaUow·up and aeaanent? 
Breast c:a.ncer !liagncsac sem.ces 
C.t!rIical cmcef diagnosru: services 

Breast cancer treatment ~l'VlCe::j 


Cetlficl neoplasia treatment serviQis 

Cervical c:anc:er treatment senric:es 


clients for free or at a reduced cDst. assisrance "' clients in applying for 
Medk'aid.. or refenals to cW!r ga"enunent--spansored insurana! programs. 
Anomer common Slrateg}' i::i the ~eoifunds from hxalfoundatians. c:hamable 
atgani.2:aaons. or c::o.rporam sponsors.. 

. Several c1i.fferem strategies mar involve clinidans Or providers (In hospi­
-caLi. clinks. community health cenes. anclloal heaJlh departmentS) were 
used. to secure dIagnostic and treat:tnent seMces £or program diems (Table 3). 
Many provideIs donate services or provide other types of cbariIy care, offer 
services at a recl\I.C~ fee. negoriare payment plans with diem3.. and w:dte off 
dillgnomc and treaa:ne.nt selVices as bad debtln half of the srams. a fnn:Dal or 
izlfunnal syStem existS for retating reiena1:s far servic.'es l1Qr CO\tered by 
program funds ameng providers in one Of more Joc:ales. 

More than.ro different sttategies or a.di\'UieS were named as being used to 
:ieC'W'I! diagnostic a:nJ trt:atment serviCes for BCI EllP diems in need.. These 
saategie:l. in the order of frequ.ency with which they were named. were: 1) 
reduO!d fee..fcr-service or a iliding-fee scale for services. 2) negotiated pay· 
tnem plans berweenproViders and diems; 3) in-kind ehantab1e coruributicns 
of provide:rs (including hospi131 indigent care programs); 4) assisl:ance in 

32 (91O/o) 3 (90/0) 
32(910/0) 3(9%) 

31 (89%) 4 (U%) 
31(890/0) 4 (11'.) 

35 (100010) 0 
34(9"0) 1 (3%) 

32 (910/.,) 3(9%} 
32 (91'o) 3 (9'-} 
32(91'0) 3(~oJ 

31 (89%) 4(11%) 
31 (890/c) 4 (ll%) 

TJ (77%) 8 (23'Q) 
Tl(rnl:.J Se23%) 
17(",0) 8 (23"') 

30 (860/0) 5 (14%) 
29 (s:rYo) 6 (17%) 

24 (69%) 11 (31%) 
21 (60%) 14(4Q%) 
23 (66%) 12 (34%) 

http:treaa:ne.nt
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Table 2. USE OF ST.~TE·tEVEL STRATEGlES TO PROVIDE DIAGNOSTIC AND 'tR.£ATMENTSERVlCES IN 

1'Hl: NATIONAL BRE.~ .-\NO CERVICAL CAI.'lCER EA.R.LY nrncnoN PROCRAM (N =35) 

Numi1tr of Sfau mJ1tl1lU US17I! Smuegy 1tI PI"MIUk. 

DiIlgrwsrtc TretUmmt 
Srrllr~ OrganiZed and/or Admin.islered &lr Slare Ler1el 5tmnt:tS Dilly StrtllCt:i Only Both Senica Nor Llstd· 

Orgaxtization oi charity care/tn-kind danarion 3{~0) 0 15 (43'0) 17(~) 

of services aJ state level 
ieieaal of dienlS to :itate-funded cancer center a a 5 (14%) 3Q(86%t) 

.:::~ RefeIral of dumt:t to othe:' ddignaa=d pravidm·. l.{~..) 1 (30:0) 13 (31%) 20(57%)
-.' 

who have agreed to serve program 
CUc:nt assis~ in applying for Med.ica.id or 0 a ·lQ (29%) 25 (7l'0) 

ocher srace P!ogram 
Indian Health Service funds a 0 a(23'..) 'O(m} 
RACl! far me C14re furu:1s 6l11%) 1 (3%) 1(3%) rJ (mo) 
Other I<ame.a FaunclatiOn furuis 3 (9'0) 0 0 32 (91'o) 
mue Croii Foundauon furuis a . 1 (3'Yo) 0 34(9"0) 
Cenera1 public revenue in fund 6(1"0) 0 4 (UCYg) 25 (11'0) 
Tobcuxo excise ~ n:venue in fund -1 (3%) 1 (3%) 1 (3%) 32 (91'0) 

applying to MedicaId or a smre--sponsorect insu:aru:e program; 5) referral 1'0 a 

c:lesxgnated caru:er center or a publicly Nruled medical f:acility providing 

uuiigenl care; 6} use of State apptopdaEiDns far diagnostic or treatment 

services. or bath; zm.d 7) ~ of funcij ~ through a Susan G Komen Br~ 


C.uu::er Found.arian Race far the Cure. 
 i 

.i_State programs collaborare with a variety of public and private agencies 
and organizaticns in their attempts to bring diagnostic and creaanem services 
to aCCEpe chentS. CoUabORtUlg agerices lDChuie State health and human 
service agencies. munty and city health departments. the Indian Health 
Service. the Amer:ic:an Cana:r Society. me Natlcna1 Cmce- IMiture's Cancer 
Wormauon Service. stan! arui Iccal medical societies. stall! hospital assoaa-

Table 3. 	 USE Of L.OCAL.-LEVEL. 51"RATEGIES TO PROVIDE DIAGNOSTIC AND TREATMENT SERVICES 
.eN !liE NATIONAL BUAST.AND CERVICAL C.-\NCER EARl)' DETECTION PROCR.AM (N ... 35) 

Nllmbtt 0/ Stale Programs IhuIj Srrarrn to Pn1fIilU 

, ~n..- Tre:Jrmmf 
Stnltlg,-:s OrglmlUd Iind/oT Admmz:>ZC'mI III wcgJ ~d Scmn-:; Only St1'1lU:a Onll) Barn Snrncd Nat U$ttJ. 

Referral of clie:nts to d.es1gnared providers a a 25 (71'Y0) 10 (29'Yo) 
Client: a:;sistaru:e in applying far Medicaid or 2(6'0) 1 (3'}'/I) 22(63%) 10(29%)­
_other slate program 
~ for the Cun: funds 3{~o) 0 6 (17'fo) 26 (74'o} 
Ocher private foundation funds 3 (9ro) 0 11 (31'0) 21 (60%) 
ASsisraru:e £.rom local American Cancer Society 1(3'0) 0 5{14'o} 29 (83%tJ . 
County money in fund I 0 0 3 (9'0) 32(91%) 

-DonatiOn of services or charity care (irIcla..ding 1 (:;'0) 1 (3%} 32(91'0) 1 (3%) 
ulChgent care programs) 

Reduced fee-foNervice 2 (6'0) a 'DC17'0) 6 (1"'0) 
Negotiate4 payment pian 0 1 (3'/1) 31 (89'0) 3 (9%J 
ServicES written aff as bad debt 0 a 25 (71%) 10 (29'0) 
Sy!item for rotating reierrals 1 0 16 (46~0) 18 (51~o) 
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tions. private foundations. loal cotporacortli. churches and synagogues. 
YWCAs, and commwuty health cerucn'S. 

In Ma:yland. a centrali2:ed rC:::i'pcnsc orgiruzed at me State !cwei "Was 

implemented. to. ensur.: that women screened for breast and ~ cmcer 

recei\fe all needed c:iiagT\O:itlC and treauncnt :ierVices. In July 1992. the M.a.r.y­

land leg1:slaru:re allccare<i fund.:s for the Maryland Breast and Cemal Cano:r 

Diagn0si5 arui Treatment: Program. ~ program. funded through general 

pLlblic revenue and fObacco raJ(. rcyc:nu.e. ptovi~ a means by which women 

can r«eive free br=~t and cervical ca.ncer diagnostil: teStS anJ. rreat:m.ent 

se.rvic!:i. Providers under ~tract wuh this fund cffer a wIde range of 

diagnostic and treatment proceciu.ri!S tor wamen meeting ~pecmc r:::1igWiluy 

aireria. This ~tate-funded. program .i:i noe n:striaed to women smened. 

dl:cmgh the BCCEDP. alm..mgh the e11glDUity criteria are surular 


By COOUb"l, the Minnesota BCCIDP does not have access to state funds ED 

supplement the federal p:ogram. Rather. the Minnesota program ha:; devel­
oped a relatianship with the Susan G. Kamen SrQia""t Canerr Foundation.Rilce M Ittple. .
far rile Cure in the Twin Cities. The rM)ority of the money m:;ed .in this annual U . strategres aTe 

walklnglNM.ing fund.ra1S.in~ wene is aUocated to d1e Minnesota Breast and being used to ensure 

CerviQl Cancer ContrOl Prugram tp pay fot breast ultraSounQs and outpatient that program clients 

bt:'ea$t bUlpsu!S fot W'omen throughout the stare Thi:i strategy involves a receive essential 

partnership between the state health dtpartmem and a priva~ foundation in . 

an attempt to S~ brea:it cUagI\Oitic: restS for program clientS This ~cegy. diagnostic and trearmenl 

how~\'er. aoes no~ provide resources for th~ treatment uf breast carJOi!r. cervical services. 

c;ancer, or erN. and. in facr. only half of me brea:"t biopsies received by --------- ­

prcg~ client! are paId for through RDcl! for dlt Cure funds (j Kern. pa:sanal 

communication., June 1997). To secu.ce adclinonal audal services for prog:r:a.m 

clients. Ute M.i.nn;::,;ora BCCEDP alSo reiers W'omen to ~<:aid or Miru\esom-

Care (a stace-sponson:d health inSuranci' program fer low-income pc=opl.:) and 

negOllall::i payment plans. rej~ fee-foMe!"'lic:. or charity care for indi\tid· 

ual cases. 


DISCUSSION 

Through the NBCCEDP. 1&lw-mmme 'WlmsW'.:Q and WlderinSUred women 

m:ei'lle important clinical ptevenuve services: breast and cervical cancer 

screening. Thfse women.. however. art:: among thoie with the fe"W=""t ~Wl;iS 


to pay far diagnostic follgw-I.lP tdtS or for D:ealJIlalt servICeS for a subsequent 

diagnosis of ON. ce.rvlCal cancer. or breast cancer. The NBCCEOP's gual 'Q) 


reduce morbidity and .a\onahl}' ftom breast and cervical cancer CaIlI'Iot be 

.	reah:zed Wlleos W'cmen with abnonna.l .screening results receive a definitive 

diagnosis and rece1'11e prompr and eiflaaous therapy for cancer or precancer­
cus lesions.0.7 . ' . 


The NBCCEDP d~ rwt cover all th.: d.iagno:illC $erVices mat cl.i.e.nrs may 

need. and 1t covetS .no treaanlmt ~ts ilt alL Cha study of 35 state sa:eemng 

programs shows that mulupli! strate;la a.l1:: being ~ to c!.OSure that program 

cli~1S rec:etve e:s:;ential d1a~tic and tr'earment servlC=~ Some saateg:ies use 

cena:alized funds aa.milU:;~ a.t·~ state level (eg, State funds apptoprbr.eci 

by !he legi>larure or funds ra.i:ied .throUgh pan:nctshi~ with private founda­

Dons). Other sttategit5 are decen1:ral~ and miormal, reflecting parmetsbip.; 

and collaborative a.mngem&m£s th.n have- b~ 

C:OJ;mll.;nity or a within a singi~ h.t=alth care institution. Ther~ is great rel.i.ance 

on provtders 01 t:Uagnusac: and trear:ment servias to offer NBCCEDP chems 

diiierenl types 01 charity care, reduced tef:::i, or long-term payment plans. Many 


. 	of the s;raregieS or approaches on whtch state programs rely 

diagnostic and treatment sc!\lices l.t"'IIolve )Orne charge {either .ful1 
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tli!duceq il:.'e) to eM client. The number oi BCCEDP clientS being charged for 
fCUgw-up teSlS and tl'e3tll'\ent' XtVic:e:s, the amo1:lrlt' or these charges, and the 
degree to which financial barriers contribute to time de.la.ys or refusals for care 
are not ktIown• 

•~pprcaches prcvidU\g diagnostic and treannenr service::> vary greatly 
aaoss states. 'This IS nct surprising. given the dliierent sociopoliticl envimn· 
m.en'lS of the StiCfS and the different ways in wluc:h they have organized or 
scruc.tured their BCCEDPs.a.9 Saaregies and tactics also \Tazy within states 
CommUllities and individual facilities wlW.m a 3tate have access ~o d.i£fermt 
rescnm::es. ana. health servu.:e delivery' sYSU!mS vary across regions of a SIa1e. 

Thus, lacal programs within the same state have devised different means oi 
pmviding diagnostic and treatment services to their clierus. 

At the time at litis sNdy. ~e State p~ did not have any wtiIien 
guid.eJ.ines or protocOls ior clinkal pro."ide:s for tracking client'5 or for ensuring 
the inir:iaucn of iollow·up or tl'eaarienr services. The NBCCEDP-sponsareci 
programs are required. to have an active zncdical advisory commim= or 
ccnsWtant that approves cl.inicotl protocolslgtUdelJ.nes anc1 ?rovide:i oversight 
to the quality of the services being dC!livereci The CDC recommertds that 
NBCCEOP-sponso:ed. program:i use dinica1 practice guidehnes established by 
nationally recognized organizations as a basis for dl:velcping dmu:al promccis 
!or t:hm:r pI'Q~. Same SQ.te p!'Ograms were in the process of designing or 
appmving such guidelines at the time of our study, 

< 

The results of this itudy are limited in Se'\Ieral ways. We do not' have 
detailed i:niormation rea~g the history behind the development of a!rtain 
policies or the Strengths and weak:rlesses of various strategies Or tac'tic5. We 
al&o do tlor have Wcr.rnation regarding the eifcrt ot resources requ.ileci to . 
imp.lement various sttategies or the efficac:y or speciilc approaches. In addition. 
wlUle we have identified a wide variety of aaivities that ue undsway to 
prcvid.e women widl diagnostiC fallow-up and treamu:nt 3e.t'Vices. these IeSUlts 
dQ not tell us if women are actUally receiving the semces they need in a amely 
ta5hicm. Yet tl'te results oi this study can answer important questioni about the 
NBCCEDP and the need for ItS pamcipating health agencies to obtain 
:e501Jrc.es for some diagnostic I5ts a~ lor aU a'eatInenr set'\'1Ces. This resean:.,1-J. 
1'Ipreienl:S the first syitemaric look ar how state health agencies are working to 
provide NBCCEOP cllau::i the diagnostic and rreatment services that rhe 
program does not colfer. l:n addition;. thissnuiy sheds hght on how a latge 
fedetal program has been implemented at the srate and lccal1evels and haw 
furu:Ung restriaians in the fede:al program have been addressed Ul innovative 
ways by collaborating instirurLon:i and orpnizations. Myriad health agencies 
and organiZations sponsor free or redw::ed-cOSt screening programs for a 
diseases other th.a:n breast at cervical cancer without offering coverage fat 
de6.nitiV'e diagnOStic: and treatment services. The suategies and approaches of 
rhe 35 State BCCEDPs described here may be useful and relevant to those 
unplementing other types of disease screening programs 
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During the House Commerce Subcommittee 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 afew highlights: 

Mr. Biliraks: 

" . .1 am an early cosponsor of this legislation, 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 approximately 15 percent of the eligible population as far as the ' 
screening is concerned. So, sbmething has to be done, I think we would all agree, for 
improvement there, which wQuld 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. I think 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 ColorBreast Cancer Survivors Support Project: 

"Many of the women who are in our group were screened through the CDC program, and 
they must have been 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. . .1 have known women who have had t borrow medication from 
other women in the group, because they couldn:t afford to buy the medication. I know 
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 dollars. So they 

. couldn't afford to buy it. So we share: .. 

Mr. Lazio: 

" ...What would the impact be in terms of the breadt~ of service is you had a Medicaid 
option, if there was aMedicaid 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. I have 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 d~ug 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 oncologists 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 community wants to, but the evolving health care system isharmiIig 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, Division 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 mastectofi1Y site, this has simply never been an option." 



~. 

After the House Hearing on fl.R. 1070, a hearing was held in the Senate Finance 
Subcommittee on Health (on the companion legislation - S. ~62). Following are afew 
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 riot 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 ..~." , 



Senator Chafee: 

"Meaning Medicaid?" 

Ms. Matula: 

"Meaning Medicaid. Lea~inghow to reimburse physicians and hospitals and 
pharmacies and clinics and doing it in a quick turnaround time so that they will continue 
to participate 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 lpng a woman will have 
to wait to get the care followinga diagnosis of breast or cervical cancer. Moreover, once 
a woman receives treatment, s,he often must spend her time arguing with doctors and 
hospitals and sometimes creditors over her bills rather than focusing on re~overing from 
her devastating illness." 

Senator Chafee: 

",. ,Would Medicaid have proplems 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. I do 
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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October 20, 1999 Contact: HHS Pre~s Office ' 
(202) 690-6343 
NCI Press Office' 
(301) 496-6641 
FDA Press Office 
(301) 827-:6242, ' , 

'Breast Cancer:'Advandng the:Science, Enhancing Education, and Improving 
, , " DiagIlosis and Treatment" ' , 

Overview: Breast callcer is the most commonly callcer ani leading cause of , 
callcer deaths among American women, Early detection through' mammography and clinical breast 
exams are essential for effective brea;st cancer screening.. . , . 

, I ,', " ' 

For women age 50-69, having regular mammograms can reduce the chance ofdeath from breast callcer 
by approximately 30 percent. Even in, womeri age 40-50, regular mammograms can reduce mortality 

, rates by approximately, 17percent;: ' 

The Clinton Adininistration has respbnded to the'significant threat posed by breast callcer with ( 
increased efforts in research, prevention and treatment. HHS Secretary Donni:l E. Sljalala convened a 
conference in December1993 to establish aNationalAction Plan onBre,ast Callcer (NAP BC). The. ' 
NAPBC, which is being carried out t'oday by public, private and, volunteer sectors, is a key element of 
the Administration's .commitment to fighting breast callcer. .'I , ' ' 

Ongoing'breast callcer education .efforts are making a difference. A 1994 survey byth~ Cent~rs for 
Disease Cpntrol (CDC) revealed that 66,percent ofall women ages 50-64 and 55 percent ofall women 
age 65 and older had received a mammogram during the previous two years. However, a study by the ' 
National Callcer Institute (NCI) ,and1the Health Care Financing Administration (HCFA) released today 
suggests that the number ofwomen age 65 and older receiving routine mammograms increased to 70 

" percent in 1998. And a CDC survey of38 states in 1997found. that approximately 71 percent ofall. 
women over age 40 had a mammogram in the previous two years: " 

• I 

At the'same time, HHS disc;etionaryjundingfor breast callcer research, prevention and treatment has 

increasedfrom approximately $283 million in FY 1993 to $599 million in FY1999. President Clintons 

FY 2000 budget includes $623 million for breast callcer-related activities.', ,',,' , 


" I,' .' 

HHS also helps provide screening and·treatmentJor breast callcer through the Medicare cmd Medicaid 

programs and through the Indian Health Service. In January 1998; Medicare'coverage expanded to help 

payfor annual mammograms for all !dedicare beneficiaries 'age 40 f!nd. over. ' 


, , 

To spreadthe word aboutthe importance ofmam~ography in early detectio'n ofbreast callcer,', 

especially in minority c(Jmmunities, 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 'YI(omen to get mammograms and promoting the use ofMedicare 

coveragefor mammography. " , ' ' . ,..,. , . ',' . " . . , 

I.Background: More Women Can S~r~ive'Breast Can~er 
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A woman's chances of getting 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 declined 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 15million American women in this decade and that breast cancer 
will claim nearly half a million lives. Death rates from the disease are highest among bIder, 
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 African-Americans. 

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 inFY 1999. President Clinton',S EY 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 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 To 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, Medicare waives the Part B deductible for 
screening mam~ograms. 	 . ' 

In 1998, NCI and HCF A 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 ajoint HCFAlNCI 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 ofRetired Persons (AARP) 
in 1992. And 70 percent received their most recent mammogram two years ago or less -- again 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 wO,men ages 65 and older know they should have 
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a screening mainmograll,1 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 
Whitney 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 Medicare beneficiaries and is on the 
Internet at http://www.medicare.gov. . 

Mammography,Quality Standards and Technology '. . .. 
The final regulatIOns to Implement the Mammography Quahty 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 ~ammography facilities and certifies those 
that meet the standards. The roughly 10,000 mammography facilities nationwide accredited by the' FDA 
must meet quality standards forequipment 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 mimes and locations ofFDA-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 i.n the United States on its Internet home 'page. The address is 
http://www.fda.gov/cdrhlfaclist.html. , 

National Action Plan on BreastCancer 
HHS' Office on Women's Health coordinates the NationalAction Plan on Breast Cancer (NAPBC). The 
NAPBC was initiated under PresidenfClinton's direction and Secretary Shalala's leadership and serves 
as a catalyst for national efforts in six,Priority areas: . 

• 	The Information Action Council' Working Group is identifying strategies to disseminate 
information about breast cancer using state-of-the-art information technologies. This group 
developed and maintains the NAPBCWeb site ,and oversees a pilot project in which 
community-based organizations link informationallyunderserved women with breast cancer 
information available through t~e Internet. 

• 	The Breast Cancer Etiology Working Group is expanding the scope and breadth of biomedical, 
epidemiological and behavioraI:research activities related to the etiology of breast cancer. This 
group has convened workshops:toreview the current state of knowledge and to develop research 
recommendations in the areas of viruses, hormones and the environment, physical activity, 
medical ionizing radiation, electromagnetic fields and light-at-night, early life exposures, 
multicultural aspects of breast cancer etiology, and tissue architecture. The group also developed 
the "Breast Cancer Comprehensive Questionnaire," a series ofhigh-quality questionnaire 
modules that can be used to clarify emerging risk factors and to make possible meta-analyses. 

, 	 . 
• 	The Consumer Involvement Working Group is outlining issues related to the involvement of 

breast cancer consumer advocates and implemented surveys to explore the nature of the 
involvement of breast cancer patients and survivors in consumer organizations, cancer centers 
and government programs. 

• 	The Clinical Trial Accessibility Working Group is 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 
developing strategies to overcome these barriers. ' 

• The Heredity Susceptibility Working Group addressed the social, 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 . 

• The National Biological Resource Banks Working Group is the first group to accomplish 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 biological resources, and developed 
guidelines for the ethical use ofbiological tissues in bre~st cancer research. 

The NAPBCalso administered a one~tiine grant program for innovative research and outreach projects 
in.each of the six priority areas. More information about the NAPBC's activities 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. Promising news first came in 
1994 when a team of investigators at :the University ofUtah, Myriad Genetics and the National Institute 
ofEnvironmental Health Sciences (NIEHS) identified a breast cancer susceptibility gene (BRCAl) .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 ofbreast cancer. Researchers more recently discovered a particular variant of the BRCAI 
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 promise for the 
development of new prevention and treatment strategies . 

. On October 27, 1996, President Clinton announced $30 million 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 ofHealth. A recent initiative under NCl's Cancer Genome Anatomy Project, the 
Tumor Gene Index, a partnership with academic centers and private companies to compile on the 
Internet the first comprehensive reCOrd of genes involved in human cancer, is identifying and 
cataloguing genes in the breast that (;l.re active in canc~r. 

Breast Cancer Prevention Trials 
As part of a large North American stq.dy 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 tha.t while a reduction in new cases is 
significant, there are risks associated with tamoxifen that·must be carefully weighed against the benefits 

. ofbreast cancer reduction. NSABP and NCI developed information for individual decisionmaking that 
will help women at increased risk ofbreast cancer consult with their health care providers about 
whether or not to begin tamoxifen therapy. .. 

. , . , 

In October 1998, SecretaryShalala announced the largest-ever breast c~ncer prevention clinical trial 
involving more than 400 sites across the United States and Canada. The.study ofTamoxifen and 
Raloxifene, (STAR), will include 22,000 postmenopausal women at increased risk of breast canc~r. 
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 breast cancer and detailed information about the potential 
risks and benefits of both drugs. 

Privacy of Genetic Information and Breast Cancer 
President Clinton has supported bipartisan legislation to prohibit health plans from inappropriately 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 pO$itivemay 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 information will be used to discriminate against them. 

l 

National Breast and Cervical Cancer Early Detection Program 
CDC's National Breast and Cervical Cancer Early Detection Program offers free or 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 funding for 
all 50 states, six territories, the DistriCt ofColumbia, and 15 American Indian/Alaska Native 
organizations. 

Breast Cancer Among the Elderly . ; . 
The Agency for Health Care Policy and Research (AHCPR) is currently 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-conserving surgery with radiotherapy and breast-conserving surgery without 
radiotherapy. The project will look at quality and cost-effectiveness in these projects 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 ofDefense, the Central Intelligence Agency, National 
Aeronautics and Space Administration, and other public and private entities toexplore 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 ofPennsylvania to conduct a series of clinical trials of imaging technology from the 
intelligence community -:-- originally used for missile guidance and target recognition -- to improve the. 
early detection ofbreast cancer. . . 

Centers of Excellence 
Since October 1, 1996, HHS has established 17 National Centers ofExcellence in Women's Health to 
serve as national models for improving the health care ofAmerican 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, public education and health care professional training. 

Mamm~~raphy ,Clinical Practice Gui~elines . .... 
Recogmzmg the Importance of the quahty ofscreemng mammograms m the early detectIOn of breast 
cancer, AHCPR in October 1994 developed a Clinical Practice Guideline--Qualiry Determinants of 
Mammography--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 breastcancer education, detection and treatment. Women-focused 
substance abuse and mental health programs funded by the Suhstance 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. 

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 geographic 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 information about possible environmental ha:z;ards in the region. 

Cancer Survivorship. . I, 

In October 1996, President.Clintonunveiled the new Office of Cancer Survivorship at NCI. Recent 
success of cancer prevention, 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 medi~al and psychological effects; factors that predispose survivors to 
second malignancies; reproductive problems following cancer treatment; impacts on the family; 
insurance and employment issues; and interventions that result in improved quality of life and reduced 
morbidity and mortality. . 

In March 1998, NCI began including consumer advocates as full voting members of the peer review 
groups evaluating 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 voting 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 ofNCI 
activities; This year, NCr will fully integrate patients and advocates into activities such as reviewing 
grant.proposals and planning policy. : 

In September 1998, NCI earmarked $15 million over five years for new research into the physical and 
emotional well-being of cancer survivors who are alive five or more years after diagnosis. This is in 
addition to $20 million already earmarked by:NCr for survivorship-related studies. 

I . 

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 emphasized the need for new research, 
better program development, enlightened training for health and social services professionals, 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. 

### 

Note: For other HHS Press Releases and Fact Sheets pertaining to the subject of this announcement, 

please click here for our Press Release and Fact Sheet search engine at: 

http://www.os.dhhs. gov Inews/press/. 
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, Imp'OnantPoints About tbe Study of Tamoxifen and Raloxifene (STAR) 

', .. . ":Th~~SitidyofTamoxifen and Raloxifene, known as STAR, is one of the " 
, large:s't breast :cancer prevention trials ever undertaken . 

• 	 . ·ST.AR is also the first trial to compare a drug proven to reduce the chance of 

developing breast cancer with another drug that has the potential to reduce '. 

breast cancer risk. All participants receive one or the other drug for five years. 


• 	 ;l2,OOO postmenopausal women at high-risk of breast cancer will participat~ in. 

STAR. 


I • 	 . . . 

.... .· 	 There are iriorethan 400 STAR sites in the United States, Pueno Rico; an4 '' ' 

Canada. 

• 	 Women ofall races and ethnic groups are encouraged to participate in STAR. 

., Every woman considering STAR will have her risk of breast cancer aSsessed 

. i by acomputerized program that \ViII show how her risk compares to oth# ' , 


'. women Hef'age. '. ' . , ,)' 


• 	 'Breast canceirisk'is based on age. family history ofthe disease, and personal 

medical history. . 


• 	 Tamoxifen (trade name NOlvade:x:®) was proven in the Breast Cancer 

, Prevention Trial to reduce breast cancer incidence by 49 percent inwomen at . 


...increased 'risk ofthe diseaSe. The u.s. Food and Drug Administratidn (FI)A,)' , 
" . ,~pptov~d the Us.e oftamo-xifen to reduce the incidence ofbreast cancer in " ",' 

, women a£increas~drisk ofthe dlsease in October 1998. Tainoxifenhas:beeri,' 
appI-<>vedbY 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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• 	 Raloxifene (trade name Evista®) was shown to reduce the incidence ofbreast cancer in a 

large studyofits use to prevent and treat osteoporosis. This drug was approved by the . ' 

FDA to prevent osteoporosis in postmenopausal women in December 1997 and has b6eh,' I'.. 

under 'study for about five years. " . 


.~ .,'; ,'Thetrialis'llniited to'postmenopausal women because one of~e drugs, raloxifene, has 

' .. ',' not been adequately safety tested in premenopausal women. Such safety testing is' under . 


'way. 


• 	 Both tamoxifen and raloxiferie have known side effects. Any women interested in 

participating in the trial will be fully infonned ofthe benefits and potential risks ofthese 

~gs~, 

• 	 , ' The most cO~OIi side effects ofeither drug are hot flashes and vaginal discharge. 

Treatments 'to eliminate or minimize side effects are available~ 


• 	 . Serious side effects areIrnb~ to occur in women taking tamoxifen, namely enClom'etrial 

cancer, blood clots in the leg or lung, and possibly stroke. Women who. have had a 

hysterectomy are not at risk for endometrial cancer. 


• 	 Serious side effects' are Irnown to occur in women taking raloxifene, namely blood clots. 
.' Since this drug has not been under srudy as long as tamoxifen, not as much is knovvn 

" . about any side effects' from long-term use. 


" . .' 

, .- " 	 Women'with c:ertain medical conditions will not be eligible to participate in STAR: 

'Women With a history ofcancer, blood clots, stroke, or certain types ofheartbeat 

irregularities 'cannot participate- Women whose high blood pressure or diabetes is 

uncontrolled cannot participate . 


, .. . Postmenopausal women in the United States and Puerto Rico who are interested in 

'parricipati~g in STAR can call the National Cancer Institute's Cancer Information 


. :; SerVice at ·1-8004-CAJ."l'CER (1-800-422-6237) for information in English or Spanish. 

'The number'fOf ta11erswith TTY equipment is 1-800-332-8615. 


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

the. Canadian Cancer Society's Cancer Information Service at 1-888-939-3333 for . 

information in English or French. 


.. 	 For more information via the Internet, visit NSABP's Web site'at 

http:Hw'ww~nsabp.pitt.edu or NCI's clinical trials Web sire at 

hitp:{/cancertrials"nci.nih.goY . 
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