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Goals of the Study 

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

e To document strategies and methods used by 
states to obtain treatment services for clients 
diagnosed with CIN or cancer. 

• To identify strategies that are perceived as 
successful or innovative in securing diagnostic and 
treatment resources. 

Flow of Follow-Up and Treatment Activit ies 

Focus or Cue Study 
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Research Questions 

• What guidelines, policies or methods have been 
developed and implemented by states to ensure 
that women with abnormal screening results and 
women diagnosed with cancer or precancerous 
lesions receive diagnostic follow-up and treatment 
services? 

• How is the component of the program that 
Identifies and secures diagnostic and treatment 
services organized? 

• What role do coalitions or other partnerships play? 



Research Questions 

i Have the methods or tactics being used to identify 
and secure diagnostic and treatment resources 
changed with time, and do they differ within the 
individual state programs or across programs? 

i What are the key lessons learned regarding 
diagnostic and treatment services in a program such 
as the NBCCEDP? 

Phases of the Study 

• Phase I: Core set of data on 35 programs 

• Phase II: In-depth case study of 7 states 

• Phase III: Unkage study On proc8Ss)-Tumor 
registry data and program data from 3 states (CA, 
Ml, NM) were finked to document timing of 
treatment initiation and initial course of cancer 
treatment 

What is a Case Study? 
i A case study seeks to understand the way in which a 
program, system, or organization works within its 
everyday setting 
»It focuses on a particular problem, issue, or structure 

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

> While describing this relationship, the case study may or 
may not lead to conclusions about outcomes 

i A case study uses all appropriate sources of 
evidence - written, observational, and interview - that 
may be analyzed both qualitatively and quantitatively 

Conducting a Case Study 
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Case Study Selection Criteria 

i Provided saeening for at least three years 
• Diagnosed 60 or more breast cancers since 
screening began 

i Representative of the following stratification 
criteria: 
» Contraltzed vera us decantraUzed programs 
> Geographic region of United States 
» Urban/rural mix of the papulation 
> Racial and ethnic diversity among program clients 

Case Study States 

State Number of Breast 
Cancers Diagnosed 

Region 

California 168 West 
Michigan 249 Midwest 
Minnesota 137 Midwest 

New Mexico 169 West 
New York 173 Northeast 

North Carolina 106 South 
Texas 307 South 



How Did We Conduct the 
Case Study? 

• Contacted the coordinator for each of the seven 
programs to schedule site visits, and to obtain 
background information 

• Reviewed documents supplied to us by the state 
program, such as organizational tables, reports 
and artides 

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

How Did We Conduct the 
Case Study? 

> Interviewed State BCCEDP Coordinator and 
other staff who work with diagnosis and 
treatment issues 

»Interviewed local coordinators and providers 
in a variety of settings throughout the state 

»Interviews were tape recorded, transcribed, 
and entered into a word processing database 

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

e The Project PI and the Case Study Coordinator 
developed a codebook based on the research 
questions in the Case Study Protocof 

• 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 

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

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

e Using the analyzed transcripts, a member of the 
site visit team developed a state summary 

• Each member of the site visit team reviewed the -
state summary 

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

• Reviewer feedback was incorporated into a 
revised state summary 

Case Study Results 

e Site visits were conducted February-June, 1997 
e A total of 126 interviews were conducted 
e A total of 192 people were Interviewed 

V Numberof-lnteryiews 
\ by State and Rple 

T O T A L CA W MN NM NY NC 

Sattmil 

L«c*luaff IS I 1 I 4 4 • 1 

M J 6 * J 7 S 1 

Dn n T* frxniitt 45 7 4 » 3 J 1) t 

Cdililioa ranntxtr 
10 2 - J I 2 1 

Otha 4 - - 1 2 • I * 
T O T A L m 27 \4 21 24 49 21 



Strategies Used to Ensure Provision of 
Diagnostic and Treatment Sen/ices 

Common Approaches at the State Level: 

e Clients followed through use of traddng and 
foilow-up systems 

e Requirements in contracts with providers 
e Appeals to providers through stata medical 

sodeties, professional associations, etc. 

Strategies Used to Ensure Provision of 
Diagnostic and Treatment Services 

Common Aooreachas at the Local Level: 
e Bffl insurance 
e Assist dents in applying for Medicaid, Hm Burton 

funds, other assistance programs 
e Referral to public hospital 
e Charity care, donated services 
e Case notation 
e Reduced fees 
e Negotiated payment plans 
e Clients pay fee for service 

Additional Strategies Used by States 

e Blue Cross Foundation treatment fund CA* 
• Race for the Cure fund MN* 
• State breast cancer programs NY* 
• Other state funds TX*. NC 
• Tobacco exdse tax fond CA*. Ml 
• Providers of last resort NM. TX 
• County indigent funds NM, TX 

• ftmds usad for breast sarvf cas only 

General Findings Across States 

e States have found supplemental.funds (primarily for 
breast cancer diagnostic services) 

e Women diagnosed with cancer who want to be -
treated are receiving treatment 

e Strong reliance on providers to find resources 
e Follow-up handled on case-by-case basis 

^General Findings Across States 

• Solutions, strategies and networks are tenuous — -
•^dfragile 

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

• Infonnation lacking for many important issues: 
-payment source for diagnostic and treatment services 
-out-of-pocket expenses for women 
-impact of financial barriers on time delays/refusals 

Strengths 

e Women who need and want cancer treatment are 
receiving it 

e Creative responses and strong partnerships have 
emerged at state, local and provider level 

e Availability of state or foundation funds to 
supplement Federal resources 



Strengths 

i Centralized traddng systems woik weO 
»Program has had positive effect on tracking and 
follow-up in larger community 

^reas of Concern 

• 'e Lack of financial support for diagnosis and treatment 
e Time and energy required for foBow-up is tremendous 

' e Burden of follow-up has led to restrictions in number 
of women screened 

• Several barriers to provider recuitment 
••lownfanburMnientntts (mindstsd byConQrass) 
-tack of covmge tor afl tiagnostte JBDOKHIP MtvleM 
-Batatylbrtraatmart 
-admWatraiiv* tutlan of fcllowHip 

Areas of Concems Areas of Concern 

,• Some women experience time delays or are lost to follow-up 
< (especially in regard to bsrvical services) __ _• 
• A small number of women have refused cancer treatment 
• Coordinating diagnostic fbOow-up is greater burden than 

arranging treatment 
• Resources states have developed are short-term solutions, 

and difficult to manage/administer 

i Categorical nature of program prohibits a more 
comprehensive approach to women's health 

i Financial access is only one dimension of access to' 
health care services. Many non-finandal barriers 
impede follow-up care: 

-logistical barriers (e.g. transportation, scheduling) 
-cultural barters (e.g. language barriers. fataBsSe attitudes, 

tear) 
- inunigration issues 

Ml 

Respondent Recommendations 

• Program should pay for aB diagnostic and treatment 
services, or at least through definitive diagnosis 

~ e 'AIIow state resources used for aB diagnosis and 
treatment services to be counted in the 3:1 match 

• Cover anesthesia and other affiliated services 
• Increase reimbursement rate for services covered 
• Increase support for case management and community 

Infrastructure 
• Universal health insurance 

Conclusions of Case Study 

e Strong response to provision of diagnostic follow-up 
and treatment services has emerged 

• Wide range of strategies is employed within states; 
effort at local level is tremendous 

e Responses that have emerged are administratively 
cumbersome and unstable: long-term solutions are 
needed 

• Strong commitment to continued growth and success 
of the NBCCEDP exists at state and local level 



Linkage Study -
Research Questions 

• What proportion of women identified through 
selected states' BCCEDPs as having breast 
or cervical cancar did not receive an initial 
course of treatment, based on registry 
records? 
> What characteristics of women and their cancers 

are associated with not receiving treatment? 

Linkage Study -
Research Questions 

• What is the time interval between abnormal 
screening and diagnosis? 

• What is the time interval between diagnosis 
and treatment? 
» What characteristics of women and their cancers 

appear to be related to these time intervals? 

Linkage Study -
Research Questions 

> What are the components (surgery, radiation, 
chemotherapy, hormonal therapy) of the 
initial course of cancar treatment for women 
Identified through the BCCEDPs as having 
breast or cervical cancer? 
> What characteristics of women and of their 

cancers are associated with the content of the 
initial course of treatment? 

Linkage Study -
Research Questions 

> How does the information from the program 
database compare with the corresponding 
information from the cancer registry database? 

> How do women screened through the program 
compare with all women in the registry with 
regard to patterns of diagnosis and treatment? 
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Nb&fying woma of sceerang rasnlts? 
Oeeast cases scaenm? rasuls 
Qrmai cancer sceening resuia 

BISZK caccsr diagneffle fesr results 
Covicai ^lyr ̂ fff̂ rtw- ssr nsuits 

Tradrmg women needing ioilcw-up servicss? 
Breasr cancar aiagncsoc services 
Cemcai cancer diagnosnc services 

[Jrsasc ^pr«r ssaonent services 
Cemcai aasttaia aeannanr servicss 
Cervical cmcsr mscnenr servicss 

Easurmg women ^csive needed diagnusnc 
Sreast cancar diagnosBC servicra 
Cervicai caacr diagnosoc serTices 

Easusng • dudais neeoea treacnenr? 
Breasr cases oeasnent services 
Csrvtcal neooiasia aeannenr services 
Cervical canes treatmenr services 

Qeazung aporcpnaa paths sor diagnosnc ibflow-up and 
Breasr mzusr diagnoscc sennces 
Cervical cancer diagnostic ser/icss 

Btost camar neannear serroa 
Cervical neooiasia treatment services 
Cervical cancer treannent servicss 
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32(91%) 
32(91%) 

31(89%) 
31(89%) 

3(100%) 
34(97%) 

32(91%) 
32(91%) 
32(91%) 

31(89%) 
31(89%) 

27(77%) 
27(77%) 
27(77%) 

30 (86%) 
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24(69%) 
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3(9%) 
3(9%) 

401%) 
*(11%) 
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1(3%} 
3(9%) 
3(9%) 
3(3%) 

4(11%) 
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3(23%) 
8(23%) 
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5(14%) 
«CU%) 

11(31%) 
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nsed S3 secure ^n^"«"> and treatmenr servicesfiarpnpaaLC&mb [Table 3). 
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services at a reduced fee. negodare payment pbns wdti cfirmcacd wzhe Q£E 
diagnosnc and seannent services as bad debt In half of ibe saxa, a insal or 
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program funds among providers in arte or man ioaieL 
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secure diagncsnc and aeatment services iat M i tur cSems a need. Uiee 
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reduced fee-ccr-arvic; or a sliding-frt xaie fat saviccs. 2}. 
men: plans bsnvesr. providers and dlens; 3) j&jdnd '•*riT^Hr connibutinns 
of pruvtdfirs ;inc-ding hespini indigent care piugMimfc ô̂ fflnc* ^ 
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TH£ NATICNAL BREAST AND CSVICU. CANCSS IASLY VETBCBQtf 2BQCX6M.Qr m 

.Vimwercf Soat 

Stmca Cabf 

ar i 7/ care/si-ciui acnaccn 
or servicss ar staffi larei 

Sonaai of siems as stas-tundfid carcsr earner 
ŷ fwraj of drT^ oo otiier designarec. arovjaers -

wno aave agreed aa arve program 
Gcnr assistance in anoiying sr Medicaid ar 

otter stace pxogram 
Indian Heaidi aervics funds 
Hoctpr dw C r̂r runds 
Q ĥfr Xomen ôunfiadon funds 
Blue Goss Foundadcn funds 
Cenerai oudiic .-avenue in fund 
Tnharm excise ax rsvenue in rune 

3 (9%'. 

a 
15(43%) I7(*%} 

3(9%l 
a 
a am 
1(3%; 

a 

•a 
1(3%) 
a 
: (3%) 

1(3%) 

sen*) 
1307%) 

30 (86%) 
20(57%) 

lflC29%) 3(71%) 

8(23%) 
1(3%) 
a 
a 
4(11%) 
1(3%) 

27(77%) 
27(77%) 
32(31%} 
34(97%) 
25(71%) 
32(91%) 

applying to Mecucaid or a ataxe-sponsarBd issurancs pxogann: 5) reremi ta a 
denpiared :--?ncpr ar a audiidy funded mpdicai taoliiy providing 
TWigiwt care; 6) use at state appronnannns far dfagrnsrir; ar asaensar 
servicss. ar acat; and 7] use of funds msea asougn a ausan Q Xumsa 3nrast 
Cznrpr roundadon Zsujar rhe Curs. 

Sam arograms csllaborate "vim a vaxieiy af pudiic and arr/ata ageoces 
and azgazdzaccms in dieir atsempts to bring diagnosnc ana aeannenr services 
ta BCCEDP dients. Catlabctarmg agences mdsde scue aealzh and human 
service agencies, county and dty health depamnems. the Indian Health 
Service, the American Career Socety. die Nadonal Cucsr dadrare's Cancer 
Infonnancn Service, sate and local aiedlcai sofrgnw. scue hospital assoca-

Tafale 3. USE Of uCCAL-i-EVEL 5T3ATSGE TC TSCVEDE OlAGNCSnC AND TSEATMENT SE5VICES 
LN Tr*E NATICNAL 3RE.A5: .AND CESVKAL CANCER -ASVl Dhl'HLTHJN PSOCRAM (AT » 35) 

stumixT of Sloe Pnpams Uiutf Stnajy m Pnuie. 
TiBBBIBU 

Semes Cniy SavicB Oniy BatSanca NatUsat 

Q a 25(71%) 10(29%) 
2(6?.) 1 (3%) 22(63%) 10(29%) 

3(9%) a 6(17%) 26(74%) 
3(5%) a 11(31%) 21(60%) 
1(3%) a 5(14%) 29(83%) 

a a 3(9%) 32P1%) 
1(3?.) 1 (3%) 32(91%) 1(3%) 

2(6%} a 27(77%) 6(17%) 

a : 13%) 31(89%) 3(9%) 

a a 25(71%) 10(29%) 
-* 
' j 

16(46%) 18(51%) 

Beferni af dienrs tn designated pxavides 
Ciem assistance in applying fcr Medicaid or 
other state pxogaua 

Zaa jbr dw Cjrv funds 
Crher anvate foundadcn funds 
Assistance horn American Cancer Sccsrr 
Coun̂ r tnoney in fund 

"-"Danadcn af servicss or chariry care (inciading 
mthgrnt care pro grams) 

Seduced fBe-mr-axvics 
Negotiated payment plan 
Servicas wraten aff as bad debt 
System far rotadng Tsfscais 



•;x, -

Ocnx psvazc frrrn^'""^ local arpaaaatss. rhwrriTB and synagcgnes. 
YWCAs. aad aaBmunny heaidi coiass. 

In Maryiand. i • T r m U ' f ~ * 'K̂ tntrsit organized ar ie stae lard '•«*$ 
iopkmenied BJ sscaatt dar wamen -crmed far bresbc and asvicai, oncer 
acdve ail rffagn'~"g and txsannesc aerncss. In inly 1992. die \4acy-
jupri legiilamxe ^i^wri funds for die Maryiand axeasc and Csmcai Cmcer 
p^gw^c Qui Treannenr Psoĝ m. Uns orogram. funded mrough geneiai 
pnhiic reveoue and mnaccn ax rcvtane. provides a means by vinch women 
cm receive see drsasr and cervicai ancer diagnosnc «sts aai seamiest 
setvics. PnvidBS under -nnfrac wdi das fund ca&r a wide -any ox 
dagnfisdc and TfM r r r" , r r r prcceduxes for women aieesng -»rrnfir ?tigdnliiy 
tTiffia TTn< joue-fuaded program is nor arwrrnrd a vooen samipd 
r̂ ii?ngh die HCCEDF. ahh*T"ffi ds ehguadry oigna arc ssuiar 

3y curarasi. die Minnescia does nor have accsss :Q aaie .•dads a 
s&ppiemenr the federal program. Same, the Minnesota program has devel­
oped a reiadonshxp with die Susan G. I-Conen Breast Cancer roundadcn .fees 
jar rhe Cire in die Twin Odes. The aajenry of die money raised in tha annual 
waflang/ running randrtmiing event is îlocared to the Minnesoa 3rasr md 
Cexvioi c*\Tni»r Causal Prugram to pay for areaati ̂ limynmris and aumanesr 
hrsast ^7^!^ xr womar aaoughou: ts iiare Tnis stratagy invotres a 
paFtw^n^ berweea d^ stam heairii department and a Dnvare aamdadon in 
an attemnc m 1 breasc diagnosnc tests sor pragram cdess Has ssategy, 
however; does nocprovide rsaourcas for da: aeannenr uf breasr ameer, srvical 
cancer, or GN. and. in iac; aniy half of TJS 'areast baopsies axeived by 
pragram diena are rm^ for dsiougn Race for :iie Care funds (J Xoo, peacnai 
m̂TTTtTrnfiprm. June 1997]. Ta secure addinmal cracai services air program 

dients. die Minacsom 3CCZCP aiso xzet* women to Medicaid ar Mdmesom-
Caifi (a statersponsortd heaidi iasusanc? pragram for Icw-mcame people) and 
aegonares payment plans, reducad fee-mwervics. ar chadry care i r individ-
uai cases. 

DISCUSSION 

Through die NBCCZDP. luw-mcame -mmsuxed and undermaned womer. 
rscave inipuiiaitr ^nitrtl prevensve servicss: oreasr and cervical cancer 
screening. These women, however, are rniong those with the fê csr nbources 
m pay ior ̂ i>gprt'tf?g ioILQW-up tess or for aeannenr services ior a subsequesr 
diagnosis af GN. cervical cancer, or breasr cancar. The NBCCSDP** guiai 33 
n-fjuĉ  aiorhidity and monahry from breast and cervicai cancer cannot be 
yiyrr} „ v\»x wemm with aimoczul jcraening results receive a deaaisve 
diagxtosis and receive prompt and emccous dierapy for I'nnt rr or arscancsr-
aus Iflsioas.*7 

The NBCCSDP does not caver ail me diagnosnc services dar ciiena may 
need, and it covers no treament casts at all Our snidy af 25 sate ynyning 
programs sbovw ±at axulople strategiQ art being used to ensuie char program 
dienai aceive essential diagniwric and tnarmenc semos. Soraesoategses use 
optralized funds adminuttoed at die son: level (eg, saie funds appropnased 
hy die legislarure or funds aused ducugd parmsnihips wist pnvate fiounda-
Bons). Cther ssatsgies are deceotralsed and mformal, adecang aarmsshxas 
and collahoradve arrangesitfus dat have been worked out u the level of a 
community or a widdn a single health care insdnuicn. Ther? is grear fiance 
on providers af diagnusuc and aeatausu services a ader NBCCEDP chems 
diferent cyoes of diamy care, reduced fees, or iang-cerm payausr plans. Many 
of die straiegies ar apprcaches an ̂ iach sora prcgnms teiy to prcvixie 
diagncsdc and trsanaenr sar/xs îvdve iccie d'.arge [aittsr fud fr- ar a 

Multiple strategies ars 
being used to ensure 
that program dients 
receiue essential 
diagnostic mi treannent 
services. 

— S L . r i i ^ CANCZS.SCZ££NJNC 



^nr-ri A^J ±s distit. The roascer af aC sass 
faHew^ip ssts and rsamen: idrncsa. aa aaiouci ar aase can~s. and i e 
A*£~m n 'vhica •rpan'-̂ ^ barrars asncssus as asa aeays ar -nwais icr ens 
am anc kaawn. 

Aooroaoa atovidiag iiagncsdc and Tmmsrtr ierrxai vary ̂ ready 
aonss stares. T&s is nor surorgmg, Jivsi ±& dusren: jeeaaoiacai aivuan-
TrrrrT af i e s a » and ae'diiarsnr ̂ ays is wraca ±ey have arganized ar 
scucaixed i a r SCCZCPs.13 5c3ce§» and acas aiso /aiy vwddn iates 
rnm t̂mirr^ and individaai fatdlices -.vidda i iare have tess na diisersm 

arui deadd iemcs deiiver/ aysteaa var/ icass re-sss af a sntp 
"H^̂  Tfyr»i -trngrarr* wuhm die same mxs have devised d̂iraeir aieans af 
pjjjviaingj -ĵ gnpefrr md searxnesr services to aaesr ."jmrs 

Ar d» Tmr of dus swdy, some sore pregcans aid acr have any -venen 
guideiines or proiocais fcr dinicai provides for aacdng cdens ar i r ansunng 
the imaaaon af ioilcw-up ar asannenr iervices. The .MBCCaDP-sconscied 
pffigtiinrf are mquired :o have an acdve atedirai advisay accdnee ar 
coasdiant iat aouravea cdnicai arotocais/ guideiines ann asmdsi avssighr 
to ds auadr/ ar i e iemcsb being deiivesed. The 3 C scaaaaeads iar 
NBCCSf̂ -sccnsorsd progracs -ase dsacu pracaca jadauass astandshed ay 
nadcnaily ĉagmzed orgaruzadens as a aasis ;ar asveiapm* aaacai a 
oar tiieir ̂ '" r̂jii-p Some sam programs -.vtss in ie amcas af dssignmg ar 
apnroving such guideiines at die dme af aur saaiy. 

The faults af dus study are lisdied ia sevtaai ^̂ ays. We da act have 
detailed TifvnHn"" rsgarding da hisrory behind da deveiotsnss: sf anain 
pdices ar die sosngths and veaisaases af vanous anrrys ar acdas. We 
aiso do act have iafcrmacon regarding the afcrr ar ."esonms raomrad m 
impiegCTt various ^mn*^^ n r ^ ^gggy ar segeng JCEIAIL^ 'n Tfĵ ip̂ n. 
whiie we have 'flP"̂ ""̂  a wide variety af acavides iat se 'mder̂ /av to 
provide wnrnen wth diagncscc iailcw-'aa and anaaaear iema. icse results 
do nor ail us ii women ara actually receiving the servicas they aeed m a ameiy 
fccjijrm êc die rssuits af dds study can answer inmornxirqnesDC&a about the 
NBCCHDP and the aeed i r is pamdaanag heaith agaces a abtaia 
tescuxess ior some diagnostic rests and for all aeaanentsentms. This ŝearch 
tecresenis die arst sysjematic icok at hew sate heaidi agendes are working m 
provide MBCZrDP dienrs die diagnostic md seanient services iat the 
fpgrant does aot caver. In ̂ ridiTTm, ids iiudy sheds agar ca how a large 
federal program has been aapiememed at the sate and iced levels and how 
frrfifrcr rescdenens in the federal urugram have been addrsssed m ianovadve 
ways by cailahoracng insdmscos and arganizadons. Mydad aeaidi agsades 
and argardzadons spenser free ar reducsd-cast acaaang programs far a 
diseases other than 'areast or crr/ical ancsr 'vidtcur nfî -g cavemge for 
deaaidve diagnostic and asarment services. The scaiegies and appraaches of 
die 35 sate BCCEDPs descr±ed here may be asefai and .wan: ta hose 
naciaaimar.g siher types af disfî y scrseaiag pmgaans 
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Goals of the Study 

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

• To document strategies and methods used by 
states to obtain treatment services for dients 
dagnosed with CIN or cancer. 

• To identify strategies that are perceived as 
successful or innovative in securing diagnostic and 
treatment resources. 

Flow of Follow-Up and Treatment Activities 

Foaa al Cm Smay 

Research Questions 

• What guideiines, polices or methods have been 
developed and impiemented by states to ensure 
that woman with abnormal screening results and 
women diagnosed with cancer or precancerous 
lesions receive diagnostic fbilow-up and treatment 
services? 

• How is the component of the program that 
identifies and secures diagnostic and treatment 
services organized? 

• What role do coalitions or other partnerships play? 



Research Questions 

• Have the methods or tactics being used to identify 
and sacurs diagnostic and treatment resources 
Changed with tfme. and do they dflhrwHanittie 
individual stata programs or across programs? 

• What are the key lessons leamed regarting 
diagnostic and treatment services m a program such 
as the NBCCEDP? 

Phases ofthe Study 

• Phase I: Core set of data on 35 programs 

• Phase II: In-depth case study of 7 states 

• Phase III: Linkage study (in process>-Tumcr 
registry data and program data from 3 states (CA, 
Ml, NM) were linked to document timing of 
treatment initiation and initial course of cancar 
trBatment 

What is a Case Study? 

»A case study seeks to understand the way in which a 
program, system, or organization works within its 
everyday setting 
> It focuses on a particular problem, issue, or structure 

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

i While describing this relationship, the case study may or 
may not lead to conclusions about outcomes 

i A case study uses ail appropriate sources of 
evidence - written, observational, and interview - that 
may be analyzed both qualitatively and quantitatively 

Conducting a Case Study 

Case Study Selection Criteria 

• Provided screening for at least three years 

• Diagnosed SO or more breast cancers since 
screening began 

• Representative of the following stratification 
criteria: 
« Centralized vanus docmtfratad ptognra 
» Gaognpftic ragian of Umtnd Stun 
* UrQan/mrai mix or tha pogUaaon 
* Racial and athnie dlvanity vnong prognm aianu 

Case Study States 

State Namber of Breast 
Cancen Diagnosed 

Region 

California 168 West 
Michigan 249 Midwest 
Minnesota 137 Midwest 

New Mexico 169 West 
New York 173 Northeast 

North Carolina 106 South 

Texas 307 South 



How Did We Conduct the 
Case Study? 

• Contacted the coordinator for each of the seven 
programs to schedule site visits, and to obtain 
background information 

• Reviewed documents supplied to us by the state 
program, such as organizational tables, reports 
aid artides 

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

How Did We Conduct the 
Case Study? 

• Interviewed State BCCEDP Coordinator and 
other staff who work with diagnosis and 
treatment issues 

• Interviewed local coordinators and providers 
in a variety of settings throughout the state 

• Interviews were tape recorded, transcribed, 
and entered into a word processing database 

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

• The Project PI and the Case Study Coordinator 
developed a codebook based on the research 
questions in the Case Study Protocol 

• 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 coded and entered into a text 
analysis software 

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

• Using the analyzed transcripts, a member of the 
site visit team developed a stata 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 stata summary 

Case Study Results 

• Site visits were conducted February-June. 1997 
• Atatal of 126 interviews were conducted 
• A'tfital of 192 people were interviewed 

Number of Interviews 
by State and Role 

T O T A L CA Ml MN HC TX 

Sou ma * i ) 4 II 4 • 10 

Local raff z 1 I 4 4 • 1 

smndm " t i i 1 i 7 

Da ar Tx prante ** 7 » ) t 13 1 t 

CMlitiaa Mater 
It 

• 
1 

' ! ' 1 ! ' 
* 1 

• 
' 1 I 

• 
' i • 

TOTAL m :7 16 :« 49 



Strategies Used to Ensure Provision of 
Diagnostic and TreatmentSefytes_ 

Cammon AoaitaehM at tha State Lawfc 

• Clients foUcwod through use of traddng and 
foilow-up systems 

• Requirements in contracts with jSrovidara 
• Appeais to providers through state medical 

societies, professional associations, etc 

Strategies Used to Ensure Provision of 
Diagnostic and Treatment Sen/ices 

Common Aooroachea at the Local Lavet: 
• 31 insurance 
• Assist dents in applying for Medicaid. Hill Surton 

ftmds. other assistance programs 
• Raterai to public hospital 
• Chanty care, donated services 
• Case rotation 
• Reduced fees 
• NsgutUted payment plans 
• CSents pay fee for serviea 

Additional Strategies Used by States 

• Blue Cross Foundation treatment fund CA* 

• Race for the Cure fund MN* 
• State breast cancer programs NY* 
• Other state funds TX*. NC 
• Tobacco excise tax fund CA*. Ml 

• Providers of last resort NM, TX 
• County indigent funds NM. TX 

* tUnOs usad for breast aanteas only 

General Findings Across States 

• States have found supplemental funds (primaniy for 
breast cancer diagnostic servicas) 

• Women diagnosed with cancer who want to be -
treated are receiving treatment 

• Strong reliance on providers to find resources 
• Follow-up handled on case-by-case basis 

General Findings Across States 

• Solutions, strategies and networks are tenuous 
and fragile 

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

• Information lacking for many important issues: 
- payment source for dtognosdc and tmatmnt sanrices 
-out-of-pockat axpensas fbrwonwn 
-Impact of flnandal barriera on tbm delays/rafusals 

Strengths 

• Women who need and want cancer treatment are 
receiving it 

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

• Availability of state or foundation funds to 
supplement Federal resources 



Strengths 

• Centralized traddng systams work wefl 
• Ptogram has had posdhw effect on traddng and 

foUow-up in larger oanmunrty 

Areas of Concern 

• Lade of financial suppoit for diagnosis and treatment 
• Tbneand aneigy required for follow-up is tremendous 
• Sutden of foUow-uo has led to restrictions in numfier 

of woman scnanad 
• Sevem banws ta provider recmitmenc 

-lorn twatutmtmt mm (mndaM by Congms) 
- M i el eoMng* (ar as diagnastic Mo»*io t * *cm 
—SabBy lot traaonant 
-munniUMlTf oaaan at foOom up 

Areas of Concems 

• Some women experience dme delays orare lost to follow-up 
(espedaily in regard to cervical services) 

• A small number of woman have refosed cancer treatment 
• Coordinating diagnostic foOow-up is greater burden than . 

WTBngmg tratnwnt 
• Resources states have developed are short-term solutions, 

and difficult to manage/administer 

Areas of Concern 

i Categorical nature of program prohibits a more 
comprehensive approach to women's health 

i Financial access is only one dimension of access to' 
heaith care services. Many non-finandal barriers 
impede foilow-up care: 

-togaaeal barriaa («.«. trmportadon. leftaduang) 
-eu*8* banian (atg. language bania»a. fatalfaric aatudaa. 

Respondent Recommendations 

• Program should pay for all diagnostic and treatment 
services, or at least Ihmugft definitive diagnosis 

• Allow state resources used for all diagnosis and 
toatment services to be counted in the 3:1 match 

• C a w anesthesia and other aflfflated services 
• Increase reimbursement rate for services covered 
• Increase support for case management and community 

infrastructure 
• Universai health Insurance 

Conclusions of Case Study 

• Strong response to provision of diagnostic follow-up 
and treatment services has emerged 

• Wide range of strategies is employed within states; 
effort at local level is tremendous 

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

• Strong commitment to continued growth and success 
ofthe NBCCEDP exists at state and local level 



Linkage Study -
Research Questions 

•What proportion of woman identified through 
setoctad states' BCCEDPs as having breast 
or cervical cancar did not receive an iratU 
ooursa of treatment based on registry 
records? 
» Whatcharecteiistka of vwmen aMttwrc 

are assocated with not receiving treatment? 

Linkage Study -
Research Questions 

• What is the time interval between abnormai 
saeening and diagnosis? 

• What is the time interval between diagnosis 
and treatment? 
> What characteristics of women and mer cancers 

appear to be related to mesa time intervals? 

Linkage Study -
Research Questions 

> What are the components (surgery, radiation, 
chemotherapy, harmcnai therapy) of the 
initial course of cancer treatment for women 
identified through the BCCEDPs as having 
breast or cervical cancer? 
» What characteristics of women and of their 

cancers are associated wrth me content of me 
Inau ooursa of treatment? 

Linkage Study -
Research Questions 

f How does the information from the program 
database compare with the corresponding 
infonnation from the cancer registry database? 

»How do women screened through the program 
compare with all women in the registry with 
regard to patterns of diagnosis and treatment? 
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219 Notices to Readers 

Impor ted Dracunculiasis — United States, 1995 and 1997 

Dracunculiasis is a parasitic inrecrion caused by a filarial worm {Dracunculus medi-
nensis [ la.. Guinea wormj) that is transmined through contaminated drinking water. 
Approximateiv 1 year after a person is infected, one or more meter-long aduit female 
worms begin to emerge through the skin, often incapacitating the patient for >2 
months. Despite a dramatic decrease in cases worldwide, dracunculiasis is still occa­
sionally imponed 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 (7). Before the giri left Sudan, a Guinea worm had emerged and had 
been extracted from her right lower leg. The lesion had healed when she arrived in the 
United States. After she had been in the United States for 3 weeks, another Guinea 
worm began to emerge from her left leg. Medicai 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 infertious 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 ofthe Guinea worm. The patient was hospitalized for 2 weeks, 
requiring surgery to stretch a contracture of her ankle and to apply a skin graft to the 
wound. After outpatient physical therapy, she was able to walk without crutches. 

Patient 2. A 31-year-old woman residing in Connecticut had emigrated from Sudan 
in January 1997. In April 1997, she was evaluated at a university clinic for possible 
tuberculosis (TB). A radiograph revealed lung lesions consistent with TB and a worm­
like calcification in her left chest Physical examination revealed multiple, indurated, 
oval lesions 4-6 cm in diameter on both lower legs. The patient reported the lesions 
had been present for 1 year and were intermittently painful. She recalled that a long 
string-like worm had emerged from her leg during the previous year. Biopsy of the leg 
lesions revealed erythema induratum, consistent with Bazin disease, a 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 
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mg that persons who receive preliminary results understand the meaning ofthe result 
and prefer rapid testing (4). When additional rapid tests become available for use in 
the United States, the PHS will reevaluate algorithms using specific combinations of 
two or more rapid tests for screening and confirming HIV infeaion. 
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Strategies for Providing Foilow-Up and Treatment Services 
in the Nationai Breast and Cervicai Cancer Eariy Detection Program — 

United States, 1997 

The Breast and Cervical Cancer Mortality Prevention Act of 1990* authorized CDC 
to establish the National Sreast 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 abnormal mammography or Papanicolaou 
(Pap) test result, the program does not reimburse for breast biopsies. In addition, the 
Act prohibits the use of NBCCEDP funds for cancer treatment Participating health 
agencies must ensure that NBCCEDP clients receive timely, appropriate diagnostic 
and treatment services. In 1996, CDC began a case study to determine how eariy de­
tection programs in seven participating states (Califomia, 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 saeening 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 U (7%) were coali­
tion members. Interviews included topicssuch 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 tfnd 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 necessan/ diagnostic and 
treatment services for women screened through the NBCCEDP. State-level strategies 
in all states included 1) computerized tracking and follow-up systems that used pro­
gram surveillance data to identify and manage clients in need of diagnostic and treat­
ment services; 2) provisions in contracts requiring screening providers to arrange for 
diagnostic follow-up and treatment before screening women; and 3) arrangements 
with provider groups and state professional associations for free or reduced-cost serv­
ices for NBCCEDP clients. All states 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 included 
the following: providers billed public or private insurance plans; providers or local 
heaith 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; dients 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 lade of coverage for diagnos­
tic and treatment sen/ices negatively affected recruitment of providers and restricted 
the number of women screened. Fourth, respondents believed that an increasing 
number of physicians will not have the autonomy, because of changes in the health­
care system, to offer free or reduced-fee services to NBCCEDP clients. 

Respondents reported that arrangements for treatment were made for almost all 
NBCCEDP dients who received a diagnosis of breast cancer or invasive cervical can­
cer. Respondents stated that some women experienced time delays between screen­
ing, definitive diagnosis, and initiation of treatment. State program officials reported 
that, according to 1992-1996 surveillance data, small numbers of clients in whom can­
cer was diagnosed (i.e., from three to 13 women in each state) subsequently refused 
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treatment. Because these clients were not interviewed, it could not be determined 
whether financial barriers contributed to their decisions to refuse treatment or their 
loss to follow-up. 

Respondents were concerned that the MBCCSDP 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 oi Michigan School of Public Heaith, Ann Arbor. LE Sever, 
PhD, Battelle. Centers for Public Health Research and Evaluation, Seattle, Washington. Program 
Svcs Br, Office of the Director, Div of Cancar Prevention and Control, National Center for Chronic 
Disease Prevention and Heaith 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
vicai intraepithelial neoplasia and 303 cases of invasive cervicai 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 heaith departments and their partners in 
the seven states had developed a wide range of strategies for diagnostic and treat­
ment services in the absence of program resources. However, the time and effort re­
quired to arrange and maintain these services diverted resources away from 
screening activities. 

This study was subject to at least two limitations. First, the results were based 
solely on the experience and opinions of informed professionals affiliated with the 
program and did not include the perspeaives 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-depth under­
standing of complex programs in real-life situations (4). The validity of the findings 
was enhanced by developing standard instruments to guide the semi-structured inter­
views, protecting the confidentiality of respondents' remarks, using interview tran­
scripts for data 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, .998. 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 (7). Approximately 50% of pregnancy-related deaths remain 
preventable (2), and the extent of morbidity associated with pregnancy is often unrec­
ognized. 

Safe motherhood begins before pregnancy with healthy lifestyles that include 
good nutrition, physical activity, preconception care, and avoidance of harmful sub­
stances. Safe motherhood continues with planned pregnancies; early, quality prenatal 
care; knowledge of warning signs of problems; and the delivery of a healthy, full-term 
baby with the minimum of necessary interventions. Postpartum support for women 
and their families in a positive, nurturing environment also is important 

In 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 Heaith Day Advisory Committee ofthe American Association for World 
Health coordinates Worid 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, DC 20006; e-mail: AAWHst3ff@aol.com; or from the World-Wide 
Web site: http://www.aawhworldhealth.org. 
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Good Morning. I am Dr. Nancy Lee, Director ofthe Division of Cancer Prevention and Control 

of the National Centers for Chronic Disease Prevention and Health Promotion, Centers for 

Disease Control and Prevention (CDC). I am pleased to be here this morning to discuss CDC's 

National Breast and Cervical Cancer Early Detection Program. 

Recognizing the value of appropriate cancer screening, Congress passed the Breast and Cervical 

Cancer Mortality Prevention Act of 1990 (Public Law 101-354). CDC is in the ninth year ofthe 

National Breast and Cervical Cancer Early Detection Program, which brings critical breast and 

cervical cancer screening services to underserved women, including older women, women with 

low incomes, and women of racial and ethnic minorities. While successes and advances have 

been made with the help of this program, challenges still exist. 

CDC supports early detection programs in all 50 states, five U.S. territories, the District of 

Columbia, and 15 American Indian and Alaska Native organizations. The program establishes, 

expands, and improves community-based screening services for women to reduce breast and 

cervical cancer mortality. The success of the breast and cervical cancer program depends on 

screening, education and outreach, partnership development, case management, and mechanisms 

to assure the quality of tests and procedures. 

Through September of 1998, more than 2 million screening tests have been provided to over 1.3 

million women. That number includes I million Pap tests and 950,000 mammograms. Almost 

half of tlfese screenings were to minority women, who have traditionally had less access to these 
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services. Over 5,000 women have been diagnosed with breast cancer, more than 30,000 women 

were diagnosed with precancerous cervical lesions, and 411 women had invasive cervical cancer. 

CDC collects data from all funded programs to monitor and evaluate each program's provision of 

clinical services. For each womin enrolled in the program, information is collected on 

demographic characteristics, results from mammograms, breast exams, and Pap tests, diagnostic 

procedures and outcomes, cancer diagnoses, and for women diagnosed with cancer, whether 

treatment was initiated. 

The program's success is due in part, from a large network of professionals, coalitions and 

national organizations dedicated to the early detection of breast and cervical cancer. 

• An estimated 27,000 health professionals are involved in providing breast and cervical cancer 

screening services to underserved women. 

• More than 18,000 health educators and outreach workers are educating women on the 

importance of early detection and helping them access critical screening and follow-up 

services. 

• More than 7,000 individuals are now members of a national network of coalitions that have 

joined together with State health departments in support of this program. 

• One of CDC's partners in the program, Avon, has raised more than $32 million in additional 

dollars to educate women about breast cancer and to provide underserved women with access 

to early detection services. 
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There has been a 20 percent increase in screening mammography rates among aU women 50 

years and older since 1991, when the program was formally established. For both mammograms 

and Pap tests, the disparity rates for most of the minority groups have either been eliminated or 

reduced. There has been a recent decline in the rate of breast cancer mortality. And while there 

remains much to be done, our most recent mortality data from 1996 indicates that we have met 

the Healthy People 2000 goal of reduced mortality from breast cancer. 

Insuring that all women with abnormal screening results receive adequate follow-up and a 

definitive diagnosis is a crucial component of this program. Thus, breast diagnostic services 

funded by federal dollars include diagnostic mammography, breast ultrasound, fine needle 

aspiration and breast biopsy and for the cervix, colposcopy and colposcopy-directed biopsy. 

The legislation that authorizes the National Program does not allow federal resources 

appropriated for the program to be used for treatment. However, States are required, under terms 

of the grants they receive, to assure that women who are screened and need cancer treatment, 

receive care. 

Data through March 1998 show that 92 percent of the women diagnosed with breast cancer and 

invasive cervical cancer have initiated treatment. The rest refused treatment, have not yet 

initiated treatment, or are lost to follow-up. For women diagnosed with breast cancer, data show 

a median*bf 8 days between the cancer diagnosis and the initiation of treatment. 
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A detailed study of seven state screening programs conducted by Battelle Centers for Public 

Health Research and Evaluation and the University of Michigan, funded by the CDC, documents 

the innovative approaches that have been implemented to identify and secure resources for 

treatment services. The study confirmed what we see in our Program data that arrangements for 

treatment were made for almost all clients who received a diagnosis of breast or cervical cancer. 

States' efforts to secure treatment for women screened through the Program have been further 

documented in a separate study conducted by the Susan G. Komen Breast Cancer Foundation. 

State programs and their partners have invested significant amounts of time and effort to develop 

systems of care for diagnostic follow-up and treatment; these systems appear to be working. 

However, tremendous effort is involved in developing, implementing, and maintaining strategies 

and systems for these services. Rarely is there a standardized way that a State, tribe or territory 

obtains treatment services women need that are not covered by the program. Efforts typically are 

tailored to an individual client's needs and resources. 

State programs have developed sophisticated, creative and successful strategies to deal with the 

tremendous challenge of payment for cancer treatment. The following are some of the strategies 

that are employed by States to secure treatment services for women: 

• Providers assist eligible clients in applying for Medicaid, Hill Burton funds, or other types of 

public assistance. 

• Clients may be referred to public hospitals, or receive care though hospital community 

benefit programs, donated services, or other charitable care. 
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• Contracts with screening providers require that agreements with treatment providers be 

established before screening commences. 

• The Program appeals to treatment providers, through state and county medical societies and 

professional associations, to offer free or reduced-cost services to program clients. 

Case management was identified in the Battelle study as one strategy that could assist programs 

in their efforts to ensure the follow-up and treatment of clients. CDC has developed a 

comprehensive policy on case management for the program. Increases in CDC's FY 1999 

appropriation will be used to expand critical case management services in States that strengthen 

the fragile system for securing treatment services. With these funds, each program will enhance 

case management activities to assist clients navigate through the system to obtain treatment 

services that are not covered by the program. 

Both North Carolina and Arkansas have appropriated State resources to the Cancer Control 

Programs to provide for cancer diagnostic and treatment services for all state citizens who meet 

eligibility criteria. Califomia utilized a one-time allocation of $12.8 million from the Blue Cross 

Foundation to create a Breast Cancer Treatment Fund, which paid for treatment during the first 

year after diagnosis for any uninsured Califomia women who met eligibility requirements. 

Unfortunately, this fimd is nearly depleted. 

Althouglf States are currently meeting their commitment to help women access treatment 

services, several ofthe programs reviewed in the Battelle study expressed concems regarding 

their ability to expand screening services to more women in need because the systems in place 



6 

for obtaining charitable treatment are becoming overburdened. These programs stated that as 

long as the numbers of cancers diagnosed through the program remain near the current level, the 

burden should not be too great or too threatening. 

However, increased screening ~ which is our goal ~ is accompanied by increased numbers of 

cancers diagnosed, and many physicians who contract with programs are concerned about 

bringing more uninsured patients into their care, because of the need to provide treatment. Lack 

of sources for treatment can lead to screening problems in states where screening providers must 

have standing treatment referral options in order to screen. 

States are finding it more and more challenging to ensure that these women get the treatment 

they need. The labor-intensive and piecemeal approach needed to secure treatment services 

diverts human and financial resources away from the screening services. The overall goal of this 

program is to reduce mortality from breast and cervical cancers, and the success of this effort 

hinges on the identification and treatment of early stage cancers and precancers. As they have in 

the past, CDC and its state partners will continue to give priority to this critical aspect of the 

early detection effort. 

Let me relay to you how one woman felt about the program: 

/ was forty years of age, a recently divorced women with no health insurance and working for 

peanuts when I discovered a lump in my breast. It was a very traumatic experience, to say the 

least. My fears that accompanied this finding were overwhelming. In my present financial 

position, I would have never received the medical attention I needed, if it wasn't for your 

program. I am healthy, the lump was benign. Through this entire ordeal, I was able to focus all 

my energies on my medical problem, while your office proficiently attended the bills. 



CDC's National Breast and Cervical Cancer Early Detection Program does not change whether 

or not a women has cancer. However, it can help women by improving their chances of detecting 

cancer earlier and getting treatment for it. And by finding and treating precancerous cervical 

lesions, the Program prevents thousands of women from ever developing cervical cancer. 

v 

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

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

Background 

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

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

V 

What H.R. 1070 Would Do 

NBCC-Personal Stories 

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

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

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

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

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

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 her children's college fund for 
her treatment and is paying off more than $20,000 in medical bills. Her story is 
incorporated in a statement from Mary Ann Waygan, coordinator for the CDC Breast and 
Cervical Cancer Initiative for Cape Cod, Massachusetts. (Mr. Speaker, may I introduce 
this statement into the record?) 



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

There are other women who after having a mammogram find out they need follow-up 
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. 

A woman from Virginia explained she "feels that if she is not diagnosed it is better 
because she will not have to v̂ orry about treatment." 

A woman from Maine had an initial mammogram through the NBCCEDP program and 
the results were "highly suggestive of malignancy." Due to the cost, rather than pursue a 
biopsy and the treatment, which may have been needed, the client decided to wait and 
have a repeat mammogram in six months. 

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

CDC-Case Study 

NBCC is not alone in our belief that the CDC Early Detection Program needs a system 
that provides sufficient funding for treating women. In response to concems 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 treatment following a diagnosis 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." 

(Mr. Chairman, may I introduce the report which summarizes the results ofthe study into 
the record?) 

The Numbers Don't Tell Us the Whole Story 

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



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

Lack of Treatment Funding Is Diverting Resources Away From the Screenmg 
Program 

There are several findings that are very telling in the conclusions of CDC's study. First, 
the study highlights the considerable dme and effort involved in developing and 
maintaining systems for diagnosdc 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 through the program. 
The hours spent searching for treatment are diverting resources away from the screening 
program. As a result, fewer women are being screened. This is very serious - the 
program currently serves only 12% to 15% of age eligible, uninsured women nationally. 

The threat that the lack of treatment funding poses - not only to the 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 of an Evolving Health Care System 

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

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

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

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



mammogram results and could be diagnosed with cancer. Needless to say, the providers 
are concerned with these increasing numbers. Some of the providers have asked the local 
program coordinator not to refer 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 abnorroal exams 
who are referred to them for care. We have been told that these current providers may 
not be willing to support the Brogram 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 can 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 ofthe American Medical 
Association. The study finds that doctors whose income depends most heavily on health 
maintenance organizations and other managed-care health plans, on average, devote only 
half as much time to charity care as do their colleagues who don't participate in managed 
care. 

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

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

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 
and/or 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. 

v v 

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 and time to find treatment services. Yet, while the majority of 
women get care, there is no system of care. As a result, some women experience 
unnecessary delays or are lost to follow-up care, and a few don't get treated at all. 

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

How This New Treatment Program Would Work 

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

NBCC is heartened by the incredible support for this legislation from you, Mr. Chairman, 
and from the Committee. All but three Subcommittee members have signed on as 
cosponsors, and three quarters of the Full Commerce Committee has cosponsored 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 Breast 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. 
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Goals ofthe Study 

e To document strategies and methods used by 
states to obtain follow-uo diagnostic services not 
cowered by NBCCSDP funds, 

e To document strategies and methods used by 
states to obtain treatment services for dients 
dtagnosed with C!N or cancar. 

e To identify strategies that are perceived as 
successful or innovative in securing diagnostic and 
treatment resources. 

Flow of Follow-Up and Treatment Activities 

FocssofCm Sortr 

II TI H I - M » 

Research Questions 

• What guidelines, polices or methods have been 
developed and implemented by states to ensure 
that women with aonormaJ screening results and 
women diagnosed with cancer or precancerous 
lesions receive diagnastic follow-up and treatment 
services? 

• How is the component at the program that 
Identifies and secures diagnastic and treatment 
services organized? 

• What role do caaiibons or cther partnerships play? 



Research Questions 

t Ham ttw nwttioda or tactas tivnq us«J to idannfy 
and sacure diagnoaac and treatmem rwourcas 
ctnnged vwtti time, and do tt»y dfflte^Jin tfte 
individual state pragram or across programs? 

• What are me Key lessens ieameo regaiding 
diagnostic and treatmem servicss in.a program such 
as the NBCCSDP? 

Phases of the Study 

• Phase): Core set of data an 35 arograms 

• Phase It In-depth case stuoy of 7 states 

• Phase lit Linkage study (in precessHTumor 
registry data and program data from 3 states (CA. 
M. NM) were linked to document timing of 
treatment initiation and initial course of cancar 

What is a Case Study? Conducting a Case Study 

t A case study seeks to understand me voy in which a 
program, system, or organization works wiihin its 
everyday setting 
> It focuses on a particular problem, issue, or smidure 

which is studied in relationship to ihe larger program, 
system, or organization 

» While desenbing this relationship, me case study may or 
may not lead to conclusions about outcomes 

» A case study uses ail appropriate sources of 
evidence - written, observatienai. and interview - mat 
may be analyzed both qualitatively and quantitativeiy 

Case Study Selection Criteria 

• Provided screening for at least three years 
• Diagnosed 60 or more breast cancers since 

ŝcreening began 
• Representative of the following stratificaticn 

chtena: 
i Ctntralfcad vanus dmmratod prognm 
» Gtogmuiicnaqion of United States 
* Urtian/runl rrax a( m* poaiaoon 
i Racial J M oovue dhnraty among program oiants 

Case Study States 

State Number of Breaat 
Cancen Diagnosed 

Region 

Caiifomia 168 West 
Michigan 249 Midwest 
Minnesoa 137 Midwest 

New Mexico 169 West 
NewYoric 173 Northeast 

North Carolina 106 South 
Texas 307 South 



How Did We Conduct the 
Case Study? 

• Contacted the coordinator for eacn af ihe seven 
programs to scneduie site visits, and to ootam 
background irrtbnnation 

• Reviewed documents supplied to us by tfte state 
program, such as arganizational tables, reports 
and artides 

• Traveied to each state and briefed state BCCEDP 
staff regarding the project at the beginning of 
each state's site visit 

How Did We Conduct the 
Case Study? 

i Interviewed State BCCEDP Coordinator and 
other staff who work wiih diagnosis and 
treatment issues 

t Matviewsd local cooidinasors and providers 
in a vanety of settings throughout the state 

t interviews were tape recorded, iianscnbed, 
and entered into a word processing database 

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

• The Project PI and the Case Study Coordinator 
developed a codebook based on the research 
questions in the Case Study Protocol 

• Using the codeboolc the PI and Coordinator 
wotted together to achieve 30% inter-rater 
agreement on the use of codes for text, and then 
trained one other team member 

• Ail interviews were coded and entered into a text 
analysis software 

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

• Using the analyzed transcripts, a member of the 
ste visit team developed 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 

Case Study Results 

• Site visits were conducted February^une. 1997 
• AJotai of 126 interviews were conducted 
• A Tfital of 192 people were interviewed 

Number of Interviews 
by State and Role 

T O T A L CA MI | MN 1 NM 
1 

NC TX 

SausafT » ' J 

•» 
1 " * 1 ' 1. 7 

Ual ma : • 1 : * I 4 • 1 
S O M M f j tt 
sto«4ar I * 1 1 1 | 7 

4 i * J 1 1 13 

CMjiliaa mmm»t 1 ' ' i 1 

OOm 4 • 1 1 : l • • 
'TOTAL 1 « -.7 ; n : i I :4 49 23 



Strategies Used to Ensure Provision of 
^JDiaggostic^am^ 

• Cliants foilowad through uss of traddng and 
fdilowMio systams 

• Requirwnants in contracts wrth (kuvidars 
• Appeals to providers through sttto madcai 

societies, professional i 

Strategies Used to Ensure Provision of 
Diagnostic and Treatment Services 

• SB insurance 
• Asnt dients in applying for Medicaid. HiB Bunon 

ftmds. uilw anniiiiite programs 
• Raterat to puofic tmspdal 
• Chanty care, donated services 
• Case rotation 
• Reduced fees 
e Negotiated payment plans 
e dents pay fee for service 

Additional Strategies Used by States 

• Blue Cress Foundation treatment fund CA* 

• Race fbrthe Cure fund MN* 

• State breast cancer programs NT 

• Other state funds •nc.NC 
• Tobacco exdse tax fund CA'.MI 

• Providers of last resort NUTX 
• County indigent funds NM. TX 

• (tads usad tar orusc stcoc— orty 

General Findings Across States 

• States have found supplemental funds (primaniy for 
breast cancer diagnostic services) 

• Women diagnosed with cancer who want to be -
treated are receiving treatment 

• Strang reliance on providers to find resources 
• Foflow-up handled on case-by-case basis 

General Findings Across States 

• Solutions, strategies and nstworfca are tenuous 
and fragile 

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

• Information lacking for many important issues: 
-oaymant source for dagnorifcand traeintntswirices 
•aut-of-pacfcat cqienses torwomen 
-impact of flnandal banian an ttm dalaysAetaals 

Strengths 

• Women who need and want cancer treatment are 
receiving it 

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

• Availability of state or foundation funds to 
supplement Federal resources 



Strengths 

• Cartraiizad taOring s y s a m wort vwd 
• Pregram has had pcsfflva tflta on traddng and 

fotfow-up in iaigar oammmik/ 

Areas of Concems 

• SonrnvmsnexperancattaadataysararalostufoOcmH^ 
(aspedaiV in rvgaid to cmvical sarvicss) 

• A small number of women haw mftaed cancer treatmant 
• Cooidinatmg«^osticfoaoi(^isgieaiBrt»irtento . 

• Resources states have developed are short-tenn sctafcms. 
and difficult to manage/administer 

Areas of Concern 

e Lade of ffnancal support for diaynosts and treatment 
e Time and energy requifBd for follow up is tremendous 
• Sudan of fottow-up nas led to restrwtons in numoer 

ofvwnen screened 
• Seweiai barhns to provider recnubnentr 

KrrandMMbfCangraM) 

fortTHQiMnt 

iaf foUow-uo 

Areas of Concern 

• Categohcai nature of pragram prohibits a more 
comprehensivs approach to women's health 

• Financial access is only one dimension of access to' 
heaith care services. Many non-finandal barriers 
impede fbllcwHjp care: 

—logiirtrrt tufrtas iranspana&OR. scMduflno) 
—adtunt banian (CQ. languags tsarrmn. fattitafe aSttudM, 

faar) 

Respondent Recommendations 

• Program should pay far afl rfiagnosfcandttsalinent 
services, or at least through definittve diagnosis 

e Allow state resources used for aB diagnosis and 
treatment services to be counted in the 3:1 match 

• Cover anesthesia and other affflatedseivices 
e Increase reimOursement rale for sarvtces coverwl 
• Increase support for case management and community 

infrastructure 
• Universal health insurance 

Conclusions of Case Study 

> Strong response to provision of diagnostic fallow-up 
and treatment servicss has emerged 

»Wide range of strategies is employed within states; 
effort at local level is tremendous 

> Responses ihat have emerged are administratively 
cumbersome and unstable; long-term solutions are 
needed 

> Strong commitment to continued growth and success 
ofthe NBCCEDP exists at state and local level 



Unkage Study -
Research Questions 

•What proportion of vwrnen idartHhd through 
jplnctnri states' BCCEDPs as having braast 
»cervkai ancsr ctfd not receive an irattai 

course of treatment basad on negBtry 
records? 
•VWiatUieieUBiUttuofwamenawdUiai U U M 

t with not recewing tiesenent? 

Linkage Study -
Research Questions 

• What is the time interval between abnormal 
screening and diagnosis? 

• What is the time intetval between dagnosis 
and treatment? 
» What characteristics of woman and their cancers 

appear to be related to these lime attBrwH? 

Linkage Study -
Research Questions 

i What are the components (surgery, radiation, 
chemotherapy, hormonal therapy) of the 
solhi course of cancer treannent for women 
identified through the SCCSDPs as naving 
braast or cervicai cancer? 
» Whet tham. lei csttcs of wtuiTen and of ttretr 

cancels are assodated with the content of the 
Miial course of treatment? 

Linkage Study -
Research Questions 

• How does the information from the program 
database compare with the corresponding 
infoimabon from the cancer registry database? 

• How do women screened through the program 
compare with ail women in the registry with 
regard to patterns of diagnosis and treatment? 
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Impor ted Dracunculiasis — United States, 1995 and 1997 

Dracunculiasis is a parasitic infeaion caused by a fiiariai worm [Dracunculus meai-
nensis [i.a.. Guinea wormi) :hat is transmitted rhrougn contaminated drinking water. 
Approximately 1 year after a person is infec:e(j. one or more meter-!ong aduit femaie 
worms begin to smerge through the skin, often incapacitating rhe patient :or >2 
months. Despite a dramatic decrease in cases worldwide, dracunculiasis is stiil occa­
sionally imported into the United States. Since-1995, two cases of dracunculiasis have 
been reported in the United States, both imoortea 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 Seo-
tember 1995 (7). 3efore the giri left Sudan, a Guinea worm had emerged and had 
been extracted from her right lower leg. The lesion had healed when she arrived in the 
United States. After she had been in the United States for 3 weeks, another Guinea 
worm began to emerge from her left leg. Medical examination at a local health clinic 
revealed a string-like worm dangling from a lesion an 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 dinic for possible 
tuberculosis (TB). A radiograph revealed lung lesions consistent with TB and a worm­
like calcification in her left chest Physical examination revealed multiple, indurated, 
oval lesions 4-3 cm in diameter on both lower legs. The patient reported the lesions 
had been present for 1 year and were intermittentiy painful. She recalled that a long 
string-like worm had emerged from her leg during the previous year. Biopsy ofthe leg 
lesions revealed erythema induratum, consistent with 3azin 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 
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HIV Caunseiing and Tasting — Continued 

ing that persons who receive preiiminary results understand the meaning ofthe 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 Nationai Breast and Cervicai 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 Carvicai Cancer Early Detection Program 
(NBCCEDP) to increase screening services for women at low income levels who are 
uninsured or underinsured (T). Although the NBCCEDP covers most diagnostic serv­
ices that women need after receiving an abnormal mammography or Papanicolaou 
(Pap) test result, the program does not reimburse for breast biopsies. In addition, the 
Act prohibits the use of NBCCEDP funds for cancer treatment Participating health 
agencies must ensure that NBCCEDP clients receive timely, appropriate diagnostic 
and treatment services. In 1996, CDC began a case study to determine how early de­
tection programs in seven participating states (California, Michigan, Minnesota. New 
Mexico, New York. North Carolina, and Texas) identified resources and obtained diag­
nostic and treatment services. This report summarizes the results of the study (2). 
which indicate that respondents in these states reported that treatment had been initi­
ated for almost all NBCCEDP clients in whom cancer was diagnosed. However, re­
spondents 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 2.60 women. The states were se-

'Public Law 101-354. 
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lected to provide a range of geographic locations, a combination oi urban and rurai 
populations, and raciai/ethnic diversity among program clients. Researchers con­
ducted semi-structured interviews with 192 persons affiliated with 'he 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.sucn as guideiines 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 overtime. Sach interview 
was tape recorded a<»d 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 ihe specific research ques­
tions (J). The results reflect a synthesis of the interviewees' responses. 

Respondents described several strategies used to ensure necessary diagnostic and 
treatment services for women screened througn the NBCCEDP. State-ievel strategies 
in all states induded 1) computerized tracking and follow-up systems that used pro­
gram surveillance data to identify and manage clients in need of diagnostic and treat­
ment services; 2) provisions in contraas requiring screening providers to arrange for 
diagnostic follow-up and treatment before screening women; and 2) 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 pnvate funds :o help 
support servicss not covered by the program; such revenue sources included state 
appropriations from general or tobacco tax revenues or funds from private founda­
tions. These funds were available primarily for breast diagnostic services. 

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

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

Respondents reported that arrangements for treatment were made for almost all 
NBCCEDP clients who received a diagnosis of breast cancer or invasive cervical can­
cer. Respondents stated that some women experienced time delays between screen­
ing, definitive diagnosis, and initiation of treatment. State program officials reported 
that, according to 1992-1996 surveillance data, small numbers of clients in whom can­
cer was diagnosed (i.a., from three to 13 women in each state) subsequently refused 
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treatment. Because these dients were aot interviewed, it could not be determined 
whether financial barriers contributed to their dedsions :o refuse treatment or their 
loss to foilow-up. 

Respondents were concerned that the NBCCSDP 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, Umv of Michigan School of Public Health, Ann Arbor. Lc Sever. 
PhD. Battelle. Centers for Public Heaith Research and Evaluation. Seattle. Washington. Program 
Svcs Br, 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-iVlarch 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 73Z754 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 i2%-i5% of uninsured women aged 40-54 years in the United 
States had been screened by tne program (CDC. unoubiisned 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 wide range of strategies for diagnostic and treat­
ment servicas 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. Rrst. the results were based 
solely on the experience and opinions of informed professionals affiliated with the 
program and did not include the perspectives of NBCCEDP dients. 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-depth under­
standing of complex programs in real-iife situations (4). The validity of the findings 
was enhanced by developing standard instruments to guide the semi-structured inter­
views, proteaing 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 
partidpating 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 sen/ices. Other iong-term solutions to ensure that women in 
the program receive necessary treatment services are being pursued. 
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Notica to Readers 

World Heaith Day — April 7,1998 

"Invest in the Future: Support Safe Motherhood" is the theme in the United States 
for Worid Health Oav, Apni 7. 1998. !n the United States, this day will focus an the 
continued importance of maternal heaith 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 (7). Approximately 50% of pregnancy-related deaths remain 
preventable (2) , and the extent of morbidity associated with pregnancy is often unrec­
ognized. 

Safe motherhood begins before pregnancy with healthy lifestyles that include 
good nutrition, physical activity, preconception care, and avoidance of harmful sub­
stances. Safe motherhood continues with planned pregnancies; early, quality prenatal 
care; knowledge of warning signs of problems; and the delivery of a healthy, full-term 
baby with the minimum of necessary interventions. Postpartum support for women 
and their families in a positive, nurturing environment also is important. 

In 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 (J). 

The World Health Day Advisory Committee ofthe American Association for World 
Health coordinates Worid 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 < Street, N.W., Suite 
1208. Washington. DC 20006; e-mail: AAWHstaff@aol.cam; or from the World-Wide 
Web site: httpV/www.aawhworldhealth.org. 



Statement of Mary Ann Waygan 
March 18,1999 

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 legislation. I would also like to thank Senator Smith for his support of 
this bill. 

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

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

Funding for treatment through the CDC program is the biggest problem I face as a 
coordinator and frankly a barrier to screening and detection. Funding for treatment is 
tenuous at best. Without passage of the Breast and Cervical Cancer Treatment Act, 
future funding for treatment for these women will remain uncertain. 

I want to tell you one story in particular 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. 

Arlene McMann is a married woman in her early forties with two teenage sons and no 
health insurance. 

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

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



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

Through all of this. .Arlene has showed tremendous resolve. Despite being in pain and 
discomfon and forced to use a wheelchair, Ariene desperately wanted to be here today to 
share her story with you direcdy. She thought it was important for everyone to 
understand not just what the cancer had done to her. but what the affect of having to take 
on this incredible financial burden had done to her physical health, mental strength and 
family resources. 

Due to her condition, Arlene's treatment finally is being paid because she qualified for 
disability. But to this day, Ariene is convinced thai her cancer would not have spread 
had she been able to afford regular visits to an oncologist. 

Arlene's energy and determinauon to fight this disease and remain posiuve are amazing. 
I feel lucky to know her and to have worked with her. I only wish that as the program 
coordinator, I could have done more - that I could have assured her that any treatment 
she needed would be paid for and that she wouldn't have to spend time dealing with bank 
statements, mortgages or packing boxes on top of everything else. 

In summary, we hear over and over again that eariy detection saves lives. In actuality, 
early detection alone does nothing but find 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 Nauonai Breast Cancer Coalition for its leadership role in 
working to get this legislation passed and thank the members of Congress here today for 
sponsoring and supporting this legislation. 

Thank you. 
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Tn* Honorabi* Conni* Macx 
United Statas Senate 
5i1 7 Hart Senate Office Building 
Wathington QC 205" 0 

Dear Senstor MacK 

Thi* !«nar in response to tne May •** teiepnone inquiry from Mark Smith to Margo Blake 
raQiirdlng cancer treaunent for woman enrolled in Florida's areast and Cervicai Cancer Early 
Datiiction Prograrn (the Pr jgram) Thank you for allowing us in© opportunity io furnish some 
oeuilts aoout tre Program 

Fior da received its awiird from the Canters for Dtaease Control and Prevention (CDC) m late 
sun mer 1984 We started operations in nine eountiM In September 1995 and grew to 20 
cou Mies m 1996. The 20 counties are compnsed of large urban areas, rmd-stfed counties and 
«m<ll rurai counties (A map depicting all 20 panicipating counties is enclosed.) Population 
datii snow mat there are aporoxtnatejy 275.000 women ages 50-64 in Florida wno are unaer or 
umr sured SHgntly over 175.000 of these women reside in me 20 participating counties 

Slni.v late 1995. COC grant funds have allowed the Program to provide screening services to 
siigluiy over 10 OOC eligible women Annually, the panicipating counties screen approximately 
3.30u women or afioui 2 percent ol tne eligible population. One nundred thirty women have 
bee-1 Piagnoeed with nreast or invasive cervical cancer through this Program m Florida. As you 
*no-.v CDC funds cov«r reimoufsement at tne Medicare rate, for Dreast and cervical screening 
•erv ices sucn as Pap smears and mammoorams. There are also limited funas for speafied 
diagnostic prccedurs euch as colposcopies, oiopsies. and breast ultrasounds. Tne CDC furws 
can -iot be useo for reimbursement for treatment cr oiher associated costs This is the 
Pro<jram'a most vulnerable area as we are now entering a competitive application process for 
add tionai C3C giant funds to oegm year am in Caobaf 1999 

We are stamng to see tha siram our providari are experiencing througn their suppon of tne 
program Before providing case scenanos that demonsirste this strain, j would like to expand 
on ;r.a definition of provider as used tnrougnout tnis tenar Normally, we refer lo tne general or 
oncologic surgeon as tne principal provider or treatment Many others also donate services to 
the braast and carvical program These include oncologists raaloiogists radiation oncologists, 
pattiologists and noephais. 

The scenarios mentioned mciuoa the following 

• One county pragram worieed with a dient diagnosed wrth cervical cancer in November 
1968 Tne woman saw a gynecological oncologist in January 199S and underwent a 
nysterectomy m March after filing for Medicaid Her family nad to pay $6825 up from to 
cover hospital costs, wnich mav be covered retroactively Oy fviedicaia 

1020 Capraj CircU S£ * TiiUaUiiSe FL 32^-iTOC 
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• One counry procram had tnra« women diaanoead with breaet cancer duhnj thetr first •wc 
years in oparalion: each one cared for by a dHterent provider Since October 1988, five 
additional women nave been diagnosed and approximately 10 to 15 mora have aonomal 
cimlcal breaat exam or mammogram results and oouia t>e dtagnosea with cancer Neeaiess 
to say ihe providers ara concerned wnh meae Increasing numbers Some of the providers 
neva asked the local program cconjmetor not to refer additional patients to tham for tne 
mmamaer or this program jfear 

• » nuttier county proflram nas seen a total of 10 woman witn cancer ana they have two to 
three physician provmers and one noopitai provider who agrees to sea program dients 
Tnese providers nave also expresaed alarm at the number of women with apnormai exams 
who are referred to them for care. We have been to id that tnese currant providers may not 
be willing to aupport tne Program when tnis county renews tnelr program agreement this 
Octooer 

• Tne founn county program diagnosed 10 women with breast cancer dunng their fir*; two 
y aars ana since January 1998 atagnosed four more women with breaat cancer. Ten 
providers who ongmally agreed to each see one to two ci.ente per year have formeo three 
fraperated groups who have agreed to see one to two dients per group, for a total of tnree to 
s x clients per year This would not ba aufficient coverage il the rate a* dtagnoeing cancer 
continues 

CDC nas informally conveyed to us that they may award the Florida Program mora funas for 
breast and cervicai acreening services m out next flve-year grant cycle tnat begins this October 
Whiltr this is positive news for the many thousanoe of women at need for tnese services, we 
also relieve th e will have a domino effect' on the providers who provide in-kmd treatment 
Whh mcreesed numoers of woman screened comas an increase in the numbers of cancers 
dlagr osco piaang an ever-increasing Durden on our already overwhelmed provider* of cancar 
treatment! Please note these same providers more than likely also donate m-kind services tc 
other clients diagnosed with cancer or other chronic diseases 

So WMle our information shows that a provider may furnish pro bono treatmem for two or three 
woman with oreast or cervical cancer per year, in alt Itkeilnooa tnat same provider is aakeo to 
dona ie treatment services for other dients as well. We are deeply indebted to ad of these 
individuals and mstitî ions for their support of the Program and would like to see them receive 
some measure of acknowledgement for tneir effons 

In summary me Flonda Breast and Carvical Cancer Program has provided cancer services to 
over 10 000 women at or betaw tna 200 percent poverty level, and found treatmenl services for 
over 130 women tnrough the generosity of local provioers in 20 counties Aft screening 
humt^ra increase, so will the number of women diagnosed with oreast or cervical cancer 
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Ensuring Breast Cancer Treatment among Uninsured Women 

Statement before the House Commerce Committee: 

Subcommittee on Health and the Environment 

Hearing: July 21, 1999 

Good morning Chairman Bilirakis and members of the Committee: 

It is an honor to be offered the opportunity to speak before you today about the 

pressing issue of treating uninsured women with breast cancer. 

My name is Susan Braun, and I am president and chief executive officer of the 

Susan G. Komen Breast Cancer Foundation. The Komen Foundation was 

established 17 years ago by Nancy Brinker, in honor of her sister, Suzy Komen, 

who died of breast cancer at the age of 36. Our mission is to eradicate breast 

cancer by advancing research, education, screening, and treatment. To date, we 

have raised and spent more than $200 million toward this end. Our network of 

106 Affiliates in 43 states and the District of Columbia, and the 35,000 volunteers 

that support them are conducting 98 Komen Race for the Cure® events this year. 

Last year, through the Race series and other fund-raising vehicles, we raised 

nearly $80 million. 

It is not to pat ourselves on the back that I share with you these figures. Rather, 

it is to help illustrate to you the reach of the Komen Foundation and to 

demonstrate that "grass roots" is a way of being for us, not a mere cliche. 

Further, it is to establish the level of trust that we have earned with the public -

trust that allows them to put a large sum of money in our hands with the 

assurance that it will be spent wisely in pursuit of our mission to eradicate breast 

cancer. We cherish that trust and work tirelessly to remain worthy. 

Komen affiliates work at the local level to build the public awareness of breast 

cancer and to establish the best settings possible for education and early 



detection. At a national level, we continue to establish programs to support our 

affiliates in these endeavors. In addition, we are (according to the Institute of 

Medicine) the largest private funder of research dedicated exclusively to breast 

cancer. Last year we funded 79 basic, clinical, and translational research grants, 

with grantees selected through a novel and well-respected blinded peer-review 

program. In addition we funded population-specific studies and post-doctoral 

fellows from our national grants fund for a total of over $17 million. Our affiliates 

granted another $25 million to local programs. 

Again, I describe this program not as a means of touting the successes of the 

Komen Foundation. Rather, I wish to underscore also that we are quite 

experienced as funders of novel and strong programs. We investigate our areas 

of spending in significant depth, ensuring that we are serving the public trust that 

has been placed in us. It is with this backdrop that we began to study the issue 

of treatment for underserved women over a year ago. 

Statement of the Problem: 

An estimated 175,000 new cases of breast cancer will be diagnosed in 1999 and 

43,300 women will die of the disease. Despite promising new prevention 

treatments, finding and treating cancers in their earliest stage remains our most 

effective way of reducing the morbidity and mortality associated with this disease. 

The good news is that an increasing number of women are receiving 

mammograms. In 1995, over 80 percent of women 40 years of age and over 

reported ever having had a mammogram and about 60 percent reported having 

had a mammogram and clinical breast exam within the past 2 years. The 

NatiBnal Breast and Cervical Cancer Early Detection Program (NBCCEDP), 

operated by the Centers for Disease Control and Prevention (CDC), has played a 

critical role in this achievement, ensuring that low income, underinsured and 

uninsured women are not left out of the success story. The NBCCEDP has 



provided almost three-quarters of a million mammograms to low-income, 

underinsured and uninsured women. 

However, while the past decade has been witness to significant increases in the 

utilization of early detection services for breast and cervical cancer, we are now 

challenged to ensure access to necessary diagnostic and treatment services for 

women whose mammogram or Pap test yields suspicious findings. 

In working to assess how to best go about ensuring accurate diagnosis and 

appropriate treatment of breast cancer, we have established the following basic 

premises: 

• Women diagnosed with breast cancer must be treated if they so choose, 

irrespective of their ability to pay. 

• The quality of treatment they receive should be the highest possible. 

• The time between diagnosis and initiation of treatment must be as short as 

possible. 

• Care should be coordinated, ensuring the best care by the correct specialist. 

• Care must not be short-term only; follow-up for at least five years is required. 

Upon establishing these central tenets, we then explored the critical questions 

that needed to be answered in order to provide timely, coordinated, 

comprehensive, and high-quality treatment to uninsured women. This led to four 

key questions: 



Question One: What is the magnitude of need? 

Our very general estimates indicated that the potential magnitude of need is 

significant. As you can see in the chart attached to the following page, there are 

an estimated 1,000 women screened through the BCCEDP program each year 

who may require treatment assistance. In addition, there are an estimated 

20,000 women who are eligible for BCCEDP but are not presently being 

screened, who are likely to develop breast cancer, and have no access to this 

program and what it offers in terms of diagnostic services and case management 

for further care. 



ESTIMATED ANNUAL NUMBER OF WOMEN IN THE US IN NEED OF 
FINANCIAL ASSISTANCE FOR THE TREATMENT OF BREAST CANCER 

51,000,000 
# of women ages 35-64 in the U.S. within screening range, 
ineligible (by age only) for Medicare 

X .16 Percent uninsured 
8,160,000 # of uninsured women in the U.S., ages 35-64 

X .0029 Annual diagnosis rate, ages 35-64 

23,664 
U of uninsured women, ages 35-64, potentially 
diagnosed with breast cancer each year 

23,664 U of uninsured women, ages 35-64, potentially diagnosed 
with breast cancer each year 

23,664 

X .15 Percent of women reached by 
the NBCCEDP 

Percent of women not 
reached by the NBCCEDP 

X .85 

3,550 Potential number screened 
and diagnosed annually by 
NBCCEDP 

Potential number not 
screened/diagnosed through 
NBCCEDP 

20,114 

X .05 Percent not initiating 
treatment 

Percent not initiating 
treatment 

X 1.00 

178 Number of women with no 
treatment 

Number of women with no 
screening or treatment 

20,114 

3,372 Potential number screened 
and diagnosed annually by 
NBCCEDP who will initiate 
treatment 

Potential number not 
screened/diagnosed through 
NBCCEDP 

20,114 

X .25 Estimated percent enrolled in 
NBCCEDP paying out-of-
pocket 

843 Number of women screened 
and diagnosed through 
NBCCEDP who may need 
treatment assistance 
(excluding the 5% not 
initiating treatment) 

1,021 Estimated number of 
women needing treatment 
assistance (women not 
currently getting treatment 
or those who are receiving 
treatment but may need 
additional financial 
assistance) [843 + 178] 

Estimated number of 
women needing financial 
assistance for breast 
cancer treatment 

20,114 

Notes: This model is based on simple estimates to begin the process of determining the magnitude of need 
and wffere the need exists. The model is for breast cancer only. The number of unemployed is likely an 
overstatement of the true NBCCEDP reach; thus total number of treatment may be a high estimate. 



Question Two: In which populations does the need for treatment 

assistance lie? 

The need for treatment assistance for women diagnosed with breast cancer lies 

primarily among the uninsured, medically needy, and/or underserved. In 

addition, insured women who have lost their coverage or have reached a lifetime 

maximum, particularly thosa being treated for a recurrence of their breast cancer, 

can be in need. Women with healthcare coverage but with a policy that excludes 

some forms of treatment may also be at need. 

Question Three: What can be done to meet the needs for treatment for 

those screened and diagnosed through the BCCCEDP and those not 

reached at all through the program? 

Reaching women who have been screened and diagnosed through the BCCEDP 

with treatment assistance is more straightforward than reaching those who are 

not. Those who have been diagnosed within the program can be assisted by 

case managers, who will help find available services or a program that can 

provide special national, state, or local funds. Eight states have legislated breast 

cancer treatment funds, and local programs (such as 'The Bridge" in Dallas) also 

exist. Pro-bono care is provided in many communities. In the case of failure of 

these funding options, federal assistance may be required. 

To reach those women who are eligible for but unscreened by the BCCEDP, 

more outreach must be undertaken to ensure detection of breast cancer as early 

as possible to improve the likelihood of a favorable outcome. At present, due to 

lack of interaction with the healthcare system, these women may not be 

diagnosed at all, or may appear in emergency rooms or public clinics with 

advanced disease. For this group to be assured that early screening and 

diagnosis will be achieved, CDC program funding will require regular increases. 



Question 4: What are potential models for meeting the needs of those 

diagnosed? 

Recognizing the growing need for additional information about the provision of 

breast cancer diagnostic and treatment services among women who have no 

means of support for such services, and in order to guide our actions as a funder 

of treatment assistance programs, the Susan G. Komen Breast Cancer 

Foundation initiated a study. It covered current strategies being used by 

communities across the country to address the growing challenge of ensuring 

diagnostic and treatment services. This study, which I am now introducing into 

the record, revealed: 

• Women are receiving treatment. Both the CDC and the Komen 

Foundation studies found that treatment was initiated for the vast majority 

of women who received a diagnosis of breast cancer. While imperfect and 

needing further resources, the system has been providing treatment for 

most women who need and want it. 

• Patient navigator and case management services are critical in ensuring 

follow-up diagnostic and treatment services for women with suspicious 

screening findings. Case managers determine patient eligibility for 

assistance programs, including Medicaid and Medicare, identify and 

negotiate alternative sources of donated care, identify and coordinate 

provision of support service needs, such as transportation and child care, 

and assist women in understanding and navigating an increasingly 

complex health care system. Such services are critical even in areas that 

have treatment funds and will continue to be necessary if states have an 

' option to provide for treatment services under Medicaid. 

• Provision of services reflects a delicate web of relationships and linkages 

across public and private organizations and across the federal, state, and 



local levels. Local communities are meeting the challenge of ensuring 

treatment services through the dedication of local health care and 

community professionals who donate services. 

The need for earlv detection services exceeds current levels of support. 

While the NBCCEDP has reached more than 1.3 million women with 

screening services^ this represents only 12-15 percent of the women 

eligible for services in each state. Currently, state awards under the 

NBCCEDP range from $1.0 million to $5.0 million annually based on state 

population, the number of uninsured and underinsured low-income 

women, state capacity, and other factors. The need for early detection 

services outweighs current levels of support. Some partnerships between 

public and private organizations have been established to address the 

need for educational outreach and screening. Examples include the 

ENCOREplus program in St. Joseph, Missouri, which addresses barriers 

women face to health education and access to education and detection 

services and the Montana Department of Public Health and Human 

Services screening program. 

Innovative partnerships are being formed to address local treatment 

needs. Our study identified ten treatment funds established specifically to 

meet the needs of low-income uninsured and underinsured women. 

These included three privately funded (California Treatment Fund, Orange 

County Susan G. Komen Breast Cancer Foundation, and South Dakota 

Women's Cancer Network) and seven state-funded programs (Arkansas, 

Georgia, Rhode Island, Maryland, North Carolina, South Carolina, West 

Virginia). These initiatives varied considerably in sources of support, 

structure, services covered, size and other important factors. They 

combined the unique local strengths of public and private sector partners 

and all were tailored to local circumstances. These local solutions 



generally are the result of partnerships between the government and 

private sector. 

Actions for Success 

Efforts to meet the challenge of ensuring early detection and treatment for breast 

and cervical cancer over the past decade have yielded both successes and 

lessons. Many women are being diagnosed and treated, case management is 

critical to ensuring this treatment, the current local infrastructure for ensuring 

treatment reflects a delicate web of services and relationships, current funding is 

insufficient to fully address the magnitude of need, and innovative public/private 

partnerships hold the promise of meeting these challenges for the long-term 

future. 

Potential models for meeting the needs of those being diagnosed include: 

Community treatment models: Expand case management and public/private 

funds to strengthen and expand existing models. 

State treatment plans, which currently exist in some states: Model state 

legislation for treatment programs with federal demonstration project monies. 

Establish a Ryan White type program, which is used for HIV treatment. 

Use or enhance existing provisions with respect to state medical necessity 

provisions under Medicaid. 

Establish a Medicare adjunct program with a separate funding base. 

Other comprehensive programs. 



We realize that the purpose of today's hearing is to discuss H.R. 1070, a bill to 

amend Title XIX of the Social Security Act to provide medical assistance for 

women screened and found to have breast or cervical cancer under the 

BCCEDP program. We highly credit Congressman Lazio and Congresswoman 

Eshoo for championing this plan and being true allies in the fight against breast 

cancer. 

v 

As stated previously, Medicaid assistance is one of several options for dealing 

with the needs of uninsured, low income women who are treated for breast 

cancer. Contrary to some accounts we have heard, the Komen Foundation is not 

opposed to this legislation. We are concerned, however, that any treatment 

initiative provides a comprehensive and effective solution and reaches those 

most in need of assistance. Therefore, if serious consideration is to be given to 

this alternative, as opposed to others, we urge consideration of the following 

points: 

> Medicaid participation is optional in the proposed bill. States with limited 

funds in their Medicaid program may be reluctant to cover care for people 

who would otherwise be ineligible. 

> Medicaid programs may be adverse to participate in an optional program that 

is diagnosis-specific (that is, only targeted for one disease). Although the 

mission of the Komen Foundation is focused only on breast cancer, we are 

aware of the needs of many people with other diseases who are covered by 

Medicaid. 

> Medicaid varies considerably from state to state. Some states can afford 

mere care than others can. An optional program that requires an initial 

investment on the part of states may be "picked up" only by the wealthier 

states. This may contribute to the variation in how a woman may be treated 
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in one state compared to another. 

> Eligibility for a Medicaid program may require women to spend down their 

resources before they qualify, and it is important that the financial status of 

patients undergoing treatment not be jeopardized. 

> Medicaid eligibility only for women who are screened through the BCCEDP 

program does not account for the 85% of women who are eligible for the 

program but not reached. A certain percentage of these women, who may 

not be in touch with any healthcare services at all, will nonetheless develop 

breast cancer. 

> Follow-up for breast cancer is standardly provided for at least five years 

following treatment. Any program that is medically sound must also provide 

for follow up. 

It is critical that any proposed treatment strategy address the full audience and 

the long-term issues associated with breast cancer treatment. Treatment of 

breast cancer is required by all who have the disease and wish to be treated, 

irrespective of where they were screened or where their disease was diagnosed. 

Women treated must be followed up to ensure the best possible outcomes. This 

issue is of grave concern to all involved with breast cancer. We must ensure a 

comprehensive solution, lest we walk away prematurely, with the notion that we 

have "solved the problem." We are indeed running quickly up this very important 

ladder; let us be certain that we have it propped against the appropriate building. 

Thank you very much for your time and attention. 
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