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Flow of Follow-Up and Treatment Activities Research Questions
Focus of Case Study

jeeecescsscammasascensanasann o What guidelines, policies or methads have been

Stase Breast and H - developed and implemented by states to ensure

c:;gf: o | sovemins L | Dingaosis | Tresoment that women with abnormal screening results and
Progams women diagnosed with cancer or precancerous

lesions receive diagnostic follow-up and treatment
services?
e How is the component of the program that

evesswsscsscecsaaccsacsanmw

- ’
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. P Identifies and secures diagnostic and treatment

-..g-o..'v'.:. .-,u'-:-s services organized?

:-..4 = n:.;-:" o What role do coalitions or other partnerships play?
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Research Questions

o Have the methods or tactics being used to identify *
and secura diagnostic and treatment resourcas -
changed with time, and do they differ within the
individual state programs or across programs?

- @ What are the key lessons leamed regarding
diagnostic and treatment services in a program such
as the NBCCEDP?

_ - What is a Case Study?
5
® A case study seeks to understand the way in which a
program, system, or organization wodts within its
everyday setting :

» ltfocusesona parﬂcular probiem, issue, or strucmre
which is studied in relationship to the larger program,
system, or organization

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

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

Case Study Selection Criteria
L]
@ Provided screening for at least three years '
o Diagnosed 60 or more breast cancers since
screening began
e Representative of the following stratification
criteria;
» Centralized versus decentralized programs
» Geographic region of United States
» Urbanvrural mix of the population
» Racial and ethnic diversity among program clients

Phases of the Study

@ Phase I: Core set of data an 35 programs’

@ Phasa II: In-depth case study of 7 states

@ Phase lll: Linkage study (in process)—-Tumor
registry data and program data from 3 states (CA,

M, NM) were linked to document timing of
treatment initiation and initial course of cancer

treatment
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Case Study States
e =
State Number of Breast Region
Cancers Diagnosed
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?

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

o Reviewed documents supplied to us by the state
program, such as organizational tabies, reports
and articles

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

How Did We Analyze the Data and Write

the Case Study State Summaries?
b}

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

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

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

_ Case Study Restits
]}
e Site visits were conducted February-June, 1997
o A total of 126 interviews were conducted

e A total of 192 people were interviewed

How Did We Conduct the
Case Study?

L. |
" e Interviewed State BCCEDP Coordinator and -

other staff who wark with diagnosis and
treatment issues

@ Interviewed local coordinators and providers

~ In a variety of settings throughout the state

e Interviews were tape recorded, transeribed,
and entered into a word processing database

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 state summary
@ Each member of the site visit team reviewed the -
state summary S
® The summary was then sent to state program
staff and other interviewees for review
o Reviewer feedback was incorporated into a
revised state summary

rviews

Number.of Interviews
) by State andRole.™

1TOTAL CA [ MI IMNINMINY[NC [ TX|— "~
\ .

Seate safl R D A U A S
Local salf 13 2 2|4 4 - ]
Screening 60 J 6 | § 3 7| 8
provider
Dx or Tx provider 43 1 4 93 3 13 [
Advisory Board\ 10 2 1 3 1 2 []
Coalition member
Other N ~1-f1v112 T 1 -
TOTAL 192 7116132121128 ] 49| 23




Strategies Used to Ensure Provision of

Diagnostic and Treatment Services |

‘Common Ap groaéhes at m“- e Sm Level:

@ Clients followed through use of tracking and
follow-up systems

¢ Requirements in contracts with providers

@ Appeals to providers thraugh state medical
societies, professional associations, etc.

Additional Strategies Used by States
L /|
e Blue Cross Foundation treatment fund CA*

o Race for the Cure fund MN* -
e State breast cancer programs NY*
@ Other state funds TX*, NC
o Tobacco excise tax fund CA*, MI

" e Providers of last resort NM, TX
e County indigent funds NM, TX

® funds used for breast services only

‘Gerieral Findings Across States -,
" L
o Soluﬂons. strategies and ‘networks are tehuous — -
\andfragile -
° Programs operate within changing health care
environments (i.e. growth of managed care)
@ Information lacking for many important issues:
~payment sourca for dlagnostic and treatment services
~out-of-packet sxpenses for women
~impact of financial barriers on time delays/refusals

Strategies Used to Ensure Provision of
Diagnostic and Treatment Services
'@ Bill insurance ) B

o Assist ciients in applying for Medi wd Hill Burton
funds, other assistance programs

@ Referal to public haspital

e Charity care, donated services

e Caserotation

o Reduced fees

o Negotiated payment plans

o Cllents pay fee for service

General Findings Across States
L
- @ States have found supplemental_funds (primarily for
breast cancer diagnostic services)

. @ Women diagnosed with cancer who want to be -
treated are recsiving treatment

@ Strong rellance on providers to find tasources
o Follow-up handled on case-by-case basis

-Strengths

b}
© Women who need and want cancer treatment are
receiving it
o-Creative responses and strong parinerships have
emerged at state, local and provider level
e Availability of state or foundation funds to
supplement Federal resources



Strengths

" @ Centralized tracking systems workwell -
® Program has had positive effect on tracking and
follow-up in larger community

Areas of Concems
_

& Some women experieneo time delays orare bstto follow-up

3 (espedaﬂyhregardtocawicalwvices) .

e Asmallnumber of women have refused caricer tmatment

e Coordinating dlagnostic follow-up is greater burden than
amranging treatment )

¢ Resources states have developed are short-term solutions,
and difficult to manage/administer

o
L

Respondent Recommendations_

° ngram should pay: for al diagnostic and treatment

services, or at least through definitive dlagnosis- T

* — - @ Allow state resourcas used-for all- diagnosis-and
treatment servicas to be counted in the 3:1 match
e Cover anesthesia and other affiliated services
o Increase reimbursement rate for services covered

e Increase support for case managemem and community
infrastructure

o Universal healith insurance

Areas ‘of Concemn

,_«_.,b_A_.-._’.—- e ——

oLadwfﬁnanc:alsupportfordhgnosisandmmwt :
" . @ Time and energy required for follow-up is tremendous
‘oBurdenoffollov«r—uphasledtorasﬁcﬂonslnnumber_
.+ of women screened
_ oSevemlbardersbpmviderrwuiunent
' ~low reimbursement rates (mandated by Cangreas)
-hdtdmbrﬂwmm
. =fiabillty for treatment
—administrative burden of follow-up

Areas of Concern _
|

o Categorical nature of pragram prohibits a more

. comprehensive approach to women's health -

o Financial access is only one dimension of access to’
health care services. Many non-financial barriers
impede follow-up care:

- jogistical barrlers (a.g. transportation, scheduiing)
= cuitural barriers (e.g. language baniers, fatalistic attitudes,
fear)

- immigration issues

Conclusions of Case Study
S
e Strong response to provision of diagnostic follow-up
and treatment services has emerged
o Wide range of strategies is employed within states;
effort at local level is tremendous '
o Responses that have emerged are administratively
cumbersome and unstable; [ong-term solutions are
needed

® Strong commitment to continued growth and success
of the NBCCEDP exists at state and local level
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Linkage Study —
Research Questions

@ What proportion of women identified through
selected states’ BCCEDPs as having breast
or cervical cancer did not receive an Initial
course of treatment, based on registry
records?

3 What characteristics of women and their cancers
are associated with not receiving treatment?

Linkage Study -
- Research Questions
-}
@ What is the time interval between abnonnal
- screening and diagnosis?
e What is the time interval between diagnosns

and treatment?

» What characteristics of women and thelr cancers
appear to be related to these time intervals?

Linkage Study -

Research Questions
—

o What are the componenu (surgery. radiation,
chemotherapy, hormonal 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 with the content of the
initial course of treatment?

Linkage Study -

Research Questions
b |

@ How does the information from the program
" database compare with the corresponding
information from the cancer registry database?
e How do women screened through the program
compare with all women in the registry with
regard to pattems of diagnosis and treatment?
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Ths reporr describes strategies used !o provide diagnostic up and
nmrn:nr <erpices to low-imcome women screened tirough the National

Breast and Caroical Cancer Early Detectuon Program.

e Sreast and Carvical Cancer Mocmaiity Prevention Act, enacted by

the US. Congyess in August 1950 (Public Law 101-353) anthorized

funds for 3 nanonal sceening program for breast and cervical cancer

for medically underserved women' This program—the Nacomal
Breast and Carvical Cancer Early Cetection Program or NBCCEDP—is admin-
istered Dy the Canrers for Tisease Conmol and Prevention (CDC). The goal of
dus large sublic heaith initiagve s © reduce the morbidity and mormalicy
associated with breast and cervical cances in the United Seaes,

The NBCCEDP 5 implemented tuvugh coperative agreemsms with
qualifying health agencies char provide irce or low-cost screening w0 uninsured
or undewmsured low-oxome women, develop and disseminate public and
mmmdmmmgamﬂshqmmymmm

m surveillance and svaluadon activities, and develop coalitions and parmer-
ms-rammmmammmmm:mcm
4 US. wmroimpes, and 15 Amesican [ndian and Alaskz Nadve xibes or tribal
arganizagions have recenved suppert for comprehensive Breast and Carvical
Cancer Eary Derecion Srograms (BCCEDPs). The age and income efigihility
requirsments jor screenmg STVICSS vary s the programs, but all programs
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rarger high~pricrity Jrouss, iof Sxampie, 2icer wamen, vemen = 2acai and
ethnic minority groups, vomen will dsaiilices, lesans. md vomen wid
Bive m rural or orher hard-to-reacy areas. _

Through Sepremper 1997, more fan L3 million Tse mammograms and
Papanicsiacu smear =St weIw wronidad drocugn De NBCEDPS Tha o
gnuzzisa:nvezsanumbzaffnﬂnwxpdiagmsdcm.indndmg
Wmm,ﬂ%,iﬂ@ﬂ:ﬂhmm*&
however, program {unds have 1ot been avauiaple o wver il of e diagnestic
tesrs thar women may need Jor SDilow-up cf anormal scesmng m2suin and
mach 1 desininve diagnosis (mcuding =xcisionai Sreast oesy, steregracsc
locaiizanon for breast mopsy, X aesdl2 core Sreast ncosy). In addinen. Je
federal legpslanon sronibiss e use X nafional roglam nds ' @y T
[esTment services for women diagnased with cervii inmepitheial neopiasia
(CIN) ar for any compenent X Teacmient X Jrewst o carvicai ancer,
indluding surgery, sadiotherapy, EMOeraLy, SCTNCRAl Nevary. ang Sreast
TECTNSITUCTON.

Despire Tese rescicsions 1 Amding, 2:agnostic 2d Teammen: SEVICSs are
recognized 15 SSsenlal CompaNens o iy screening fucagve Fecemy sess-
lation raguires at SarSCpamNg SICESS duse T3t “vemen vith agnormal
sCeeTUNg NwSuics recuive dedmmve dlaznoses and At fwv nave oty W
timely and appropriate S=amment sarvices or ON ar ameer ¥ ceeded,
reyardless of thenr apility © pay.”” Parccizacng heai agencies are srectd
to build csilatcradcons and sarmersnics wvim JosTifals and cmmurury-sased
Organizatcns o COMWIN 3CS2SS D 08 2sdurces of dagnoste Teacment. ind
suppor: sarvicas”

Apecdorl informacion seearzad = COC suggests Dt sarmcsacng agen-
des ar= indeed inding nnovanva and inErssung 4ays @ secure diagnostc
follow-up and Teartsient Servicss 3 vemen R need; Jowever. fus aspect o
the NBCCEDP has not Jeen assessed i dep ar sysemancelly. Thus, «
mdzmukaimpansmdymdmmmzmdinvsngmthemmgismd
apuroaches dac sate 3CCEDP, have implemened » secus dagnosce
follow-up and cancer Teaument sevics for chens R e apserce of ‘aderal
doilars 7or these acnivines: 1) 2 dascrgara swdy of the generaj sTategies and
actvites tegarding diagrnostic and Tzamnens servicss 2 35 3CCEDPs: ) an
in-depth case study of 7 of @ 35 smre orograms’; md 3) decumennricn of
Cancer Teagmant services receved and e fmung I these services by linking
micrmaton Tom 3 sate 3CCEDPs v dam Tom >cpulation-Jased sumar
regismes. In s report, we preseng Tha rasuls from e Srstsnidy compenent.

METHODS

All 35 smrs 3CCSTPs dhar cacmved ‘aderal unding o 3 comprenemsive
screTng progoam Sefore Coxber 1, 1556 (and Mhus 2ad significan: axperience
dealing with ciiens w need of dagrastc foilow-up ana Tearment sarvicss)
wezn saleced for study.” Cam wen cSilected widh e wssismance of 18 COC
Bregram consultans, who o= Adanm-pased sl wio srovide =chnica)
assismnce :o and serve as sderal haisony with te state sroerars. A smandard.
ized dam ccilscmon ‘orm that consulan:s could seif-admimster 23 part of Zwsr
guneraj dures was designed ma xiice wsed. The form was used = decumen
sam-cecic formaden o Re arganizdonal sgucmce of e sceening

Drogram, machanismis Or coUYmy wWomen Of SSuis, md swategias for

securmy dimgrosctc and Teacnen: s2TVICSS {or clenms in newrd Wrirren nstuc-

acns or compienng T = and 1 I-howr TRTimg sesion wera Srovicded.

te  ma.

Consuimnzs tompizred 3 fonn Tr 23t 37 Thelr ssignad sates I e sarovie

Through September
1997, mare than 1.5
million free
mammagrams and
Papanicolagu smear
tests were provided
through the NBCCEDP.
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varsty of Tanagement MUOIDAUAN SVStEms Tk Women Irowr e
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or protecesls for sceening STOVIGETS [0 103y g wemen T xvenung ceSwsS
and or cacking women eeding JAGRCSTK serviSs iier an aonarmai
sceering resuit (Tapie 1. it addacen, 38% of smies 1ac voman nudelines T
ST Tt wamen Sacsive darTuove diagnesue ollow-Ip sen iz, and T
had wristen zuidalines for ensuriag DAy women UnaR TeIement far hrmast or
cervicai cangar ar CON. Similarly, oSt Stames had wries Jizdaiinds or defied
prowccis for srovidens 2garding 2TDIODEACR CITicU CatWays T drgresac
follow-up (86% ‘cr Sreast diagnostcs ind 3% or avial Jageosus),
whereas ‘awer states aad ceveiczed IITIGESI O ICTICSmiE Tmagment
patways (€57 for STeast cncer, 5% Tr =2oicl e, e 2 Zor ON).

Smtes ar2 required T wpor ©8 {OC e dame at apcer S;mang vas
inimared ior women diagnosed wimh Sreast or cervical 2nCer Zven @0 sarms
withour writtan zuidaiines or proweols sagarding “oW women siouid gee
from an abnormai sceening resui: 1o TeATReNt Nave implemened survesilance
sysiems har mclude die Teaomenr judancn dare. Some sep xogmams
docament addinonal infcrmancn aDour TEAMMENT SOr A@mpie SuT nSnirs
suggest that 21 stace srograms (60%) wer2 rcudnely documendng 23Q) er's
mumal course of cancer Twapment, ang o Mese grograms, § (3%) wers
documenumg e coneent of Teacment Seyond the wnifal cxmse Tive sare
programs (14%) wem documenung how 2ach client’s Qecer Teamment was
fonded, aithcugh none wer cilecsing informancn on Sus-0f-peCs2r 2xpenses
for diagniostic ar Teatment servicss.

State-leval respurcss used o fund or w srovide diagrosac and Teamment
SErvicas o women ia the absence of 2deraj program doilars Ty Siese acmvides
are isged in Tadie 2. The mar2 SmMOR sTARges werk apreis frcugn e
s medicai socety Tr sAYSICANs © voiuntesr or dcam mreadures and
saferrai of Cienrs m designared providers (such as smre-funded ancer conpery,
teaching hosvimls. and Fubiic hosmmis). Several smres 2cawe unding Tr
dragnostic and weatment services Tom ewr lagisianues. Th anding ormes
from srate aperopriadons provided Swough general pusiic =vens I Thacs
excise mx tsvenue In scme of Hese smoms, Unds are xovided Acusively o
wamen scened through Hie 3CTE0P, n odver stams, Se funds ar2 avaiasie
10 ail SnFems who mear swr-staplished Aigibility Sk ior evicss. [ some
sams, e unds e resmictec T Saying ‘O Dr2as? cancr semiess (primacly
for dlagncstc =),

A wide range of sTamges and acnvines srzamzes 1 e icql eved (e,
eumty, Sty or individual doumi aclizy) wera Zeing used 8 2rovide lag-
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Table 1. SREVALINCE OF WRITTEN GUIDELINES FOR ) TRACKING, ANOSERVICE
SELIVERY IN STATE 3REAST AND CERVICAL CANCER DETECTION PROGRAMS.
(N = 35) : '
Caes e Seare Program Hove Writtes Gisideliers for Yes No
Notifying vamen of sSsening sasuls?
Brmast cancer screening r2sults 32 (91%) 3(5%)
Carvical capcer screering resuins 32 (91%) 3 (9%}
Breawc cxncer diagnosac test tesuls 31 (88%) #(U%)
Carvicai ancer diagnostc msT aulS 31 (39%) £(11%)
Tradkng women needing ilow-up services?
Breast ancer diagnosdc services 35 (100%) a
Carvical cancer diagnosac services 3% (97%) 1(3%)
Breast cancer Teagment services 2 %1%) 3(9%)
Cervical neopiasia Teaoment servicsy 32 (91%) 3 ()
Carvical cancer Teamens sevvices 32(91%) 3 (9%
Ensuring wamen ze::ive_neede_d dizgnastic services?
Breast cancer Qiagnostic servicss 31 (89%) 1%
Cervicai capowr diagnostic servicas 31 (88%) $(11%)
Ensusing ‘wames imicam nesged T:aument?
Breast cancer Tearment services 7 @7%) 3 (3%)
Carvical zeopiasia oTeaunent services 7 (T7%) 8 (23%)
Carvical anex Teament serTvicss T (77%) 8 (23%)
Breast omcer diagnosac servicas 30 (86%) 5(14%)
Cervical canesr diagnostic services 29 (85%) § (7%}
Breast cancer zeatment sevvicss 23 (65%) 1 31%)
Cervical necplasia Teatmenc services 31 (60%) 14 (40%)
Carvicai cncer eatment servicss 3 (66%) 12 (34%)

dients for == or ar 3 s=duced cosr, assisumce o diems in applying for
Medicud, ar eferrals to other overnment-spamsored insurance programs.
OLPATLZANCNS, G SOIDArALR SPAnSArs.

Severa] differsnz strategies shat invalve dinicians or providers (in hospi-
als, clinics, community health cerers, and loal beshh departments} wers
used 20 secure diagrostc and Teacnent services for program chents (Table 3).
Many providers donare servicas ar provide other types of charity care, offer
services at 3 ragucad [ee, negodare plans with Jients, and write off
diagnosnc and Teacment services as bad debt In half of the smes, 2 formal or
informal sysem exists for romting referrals for services nor covered by

funds amang roviders n cne or more locales.

More than <0 differsnr szategies or actvities weve named a3 being used m
secure diagncstic and xeatment services for BCCEDP clems & need. Thesa
swategies, It che order of Zequency with which they wers named, were 1)
miucd&hmﬁeuzsﬁﬁng—f«nkhmamw
ment slans berwesn providers and clienss; 3) inkind dantable conrributions
Qf sroviders Jincuding acstimi ndigent cre progams): 4 assismnce in

LANMIZ ST AL STRATERES N TaNCIR SCIEENING PROCZAMS 45
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| + UISE CF STATE-LEVEL STRATEGIES TO PROVIDE DIAGNCSTIC AND TREATMENT SERVICES I |
e S ATICNAL SREAST AND CERVICAL CANCER ZafLY DETECTION PROCRAM (¥ = ™

Numver i Suze Progranes Ussny Sowsegy 1 Provede.
Diagrastic Treatment -

Seatees Cromuzed major Admunseersd at Stz Leost Soroeees Caly Seroes; Crly Sotke Servics Nog (Ged
Orgamization of craricy are/m-cnd Sananen 3 (%% 3 15(4@@%) 17 (48%)

Of secvices ir state avel
Referni of diens m sate-funded cncer cnuer 1 > 3 (1a%) 30 (86%)
Refermal of chenrs m other designared sToviders - L 3% 1 (3%) BE™) n(T%)

wits have agread 0 serve STORTAR
Chenz assistance i3 appiyng for Medicaid ar J ] 10 (29%) %)
Indian Heaith Servics funds N 3 3 8 (B3%) 7%
Racz for the Cure funds 3 (17 1 {5%) 1@3%) ™)
Cther Kamen Foundasen ixds 3(9%I 3 g 32 (91%)
Blue Cooss Foundaden funds ] 135N g 31(97%)
Ceneral publiic evenue ia fund 3(17%) : 4(11%) B (M%)
Tcbaces excise @x revenue n rund L (5%} L (3% 1(3%) 2 (91%)

Cancar Soundaron Rare jor the Cure.

applying © Medicad or 3 s@E-sponsored ISUmRCe Wogm; ) rerema T 3

i =ncer senrer ar 1 puniicdy funded medical aaliry sreviding
mdigent care: 4) use of sme appropdatons ‘or dagoostc or Teammenr
services, oy oy and 7) use of nds rmsed Swougn 2 Susan G Xomen 3rvast

Sre srograms coilaborage with 3 variery of public and rrivate igences
and crgamizagons in their Jcempts (o bring diagnostic and ceammens sexvices
o BCCZDP chenrs. Collaborammg agences mciude sare health md human
service agencies, cunty and dty health departments, the Indian Heaith
Service, the American Cancer Sociery. the Nanonal Cancer Insriture’s Cancer
Informanon 3ervice, sare and local nedical socedes, stare hoseital assoca-

Tabie 3. USE OF LOCAL-LIVEL STRATEGIES TO PRCVICE JIAGNCSTIC AND TREATMENT SEXVICES
[N THE NATICNAL 3REAST AND CZRVICAL CANCER ZARLY DETECTION PROCRAM (N = 35)

Number of State Programs Usiag Soeeegy © Provide
Dwurmir Treatmens
Serategies Cropaz=d ma/or Admnisscrea at Logal Leod Sermess Criy Services Onfy Botiz Seromes Naz Used
Referral of dienes o desigrared praviders b a 5 (71%) 10 (29%])
Client assistance in 3pplying ftr Medicaid ot 2(6%j) 1(3%) 22 (65%) 10 (Z3%)
Smher state program
Race for he Care funds 3{9%; d 6 (17%) 26 (74%)
Crher private ‘oundation funds 3{5%;) 3] 1131%) 21 (60%)
Assistance from loal American Cancer Sccery 1% a 3(4%) 2 (33%)
Caungy money in fund g b 3 (9%) 32 91%)
~Donatich of sexvicss or chazity e (including 1(3%) 1(3%) 2 91%) 1053%)
mdigent cire programs)
Reduced ‘ee-for<service Z{8%) J T T7%) 8 (17%)
Negatiated paymenr slan 9 1 (3%) 31 (89%) 3 (9%)
Services wriren of 25 sac deot ] 3 B (Y 10 (29%j
System Zor rowting Tsfersais 1 3 14 (46%) 18 (51%)
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diffevent types of charty care, reducsd /e, or long-term paymrenr pians. Many
of *he smaregies or ipproaches N WK SATR Jrograms cely 'O Jrovide
diagrosdc and T=aOment Arviss 2veive seme charge leither Ayl 'me Or 2
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recerve essential
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Goals of the Study

¢ To document strategias and methods used by
states to abtain follow-up diagnostic services not
covered by NBCCEDP funds. '

® To document strategies and methods used by
states 0 obtain treatment sesvices for clients
dagnased with CIN or cancer.

# To identify strategies that are percaived as
successful or innovative in securing diagnostic and
reatment rasources.

Research Questions

L u

+ What guidelines, policies or methods have been
developed and impiementad by states to ensure
that women with abnormal screening resuits and
women diagnosed with cancer or precancerous
lasions receive diagnostic follow-up and treatment
services?

o How is the component of the program that
‘identifies and secures diagnostic and treatment
servicas organized?

@ What role do coalitions or other partnerships play?



Research Questions

e

@ Have the methods cr tactics being used to idantify
and secure diagnostic and treatinent resources
changed with time, and do they differ within the
individual stats programs of 2cr0ss programs?

@ What ars the iey lessons isamsd regarding
diagnostic and treatment services \i{l.a program such
as the NBCCEDP?

What is a Case Study?
—

® A case study seeks to understand the way in which a
program, system, or organization works within its
averyday setting :

» it focusss on a particular problem, issue, or structure
which is studied in relationship to the larger program,
systam, or organization

® While dascribing this relationship, the case study may or
may not lead to conclusions about outcomes

@ A case study uses ail appropriats sources of
evidenca — written, observational, and interview — that

may be analyzed both qualitatively and quantitatively

Case Study Selection Criteria
—
@ Provided screening for at least three years '
e Diagnosed 60 or more breast cancers since
screening began
o Representative of the following stratification
criteria:
» Cantrailzed versus decentraiized programs
» Geographic region of Unitad States
» Urbanirural mix of the popuiation
s Racial and ethnc diversity smong program clients

Phases of the Study

_oPhasol: Core set of data on 35 programs
@ Phase ll: in-depth case study of 7 states

@ Phase (Il Linkage study (in procass)- umar
registry data and program data from 3 states (CA,
Mi, NM) were linked to document timing of
treatment initiation and initial course of cancar
treatment

Conducting a Case Study

bacheiing Eveng icr
Comsin Doea
‘?.__ e Sautv Colecnss .
» Maded ey \ +
o Proggen Pl o o bkl B v —
== 5
Remewrcn Colleconn
Y
- Partore Prgam
Duveigy Deta Dy e} Com Sampy
Case Study States
D
State Number of Breast Region
Cancers Diagnosed
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?

P

o Contactad 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 articles

@ Traveled to each state and briefed state BSCCEDP
staff regarding the project at the beginning of
each state’s site visit

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

@ The Project Pt and the Case Stugy Coordinator
developed a codebook based on the research
questions in the Case Study Protoco!

® Using the codebook, the P! 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

Case Study Results
e o
@ Site visits were conducted February~June, 1997
oA total of 126 interviews were conducted

e A tBtal of 192 people were interviewed

How Did We Conduct the
Case Study?

- elinterviewed State BCCEDP Coordinator and
cther staff who wark with diagnoasis and
treatment issues

o 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

@ Using the analyzed transcripts, a member of the
sita visit team developed a state summary

@ Each member of the site visit team reviewed the -
state summary S

o The summary was then sent to state program
staff and ather interviewees for review

¢ Reviewer feedback was incorporated into a
revised state summary

Number of Interviews
by State and Role

l‘ro*nu. CA | MI [MNINM|{NY|NC | TX
Soaes sl E) 13 4 it ¢y 9110, 7
Local saff [¥] 142 2 )44 1
Servenmg ] 3 3

e
Dx or Tx provides 43

|
)
|
5151211
|
|

i

)
Coalition member [ )

{

i

|
Advasory Besrd\ [ l)‘l 2
Other < | - | vy t
TOTAL 192 27116 32l




Strategies Used to Ensure Provision of

QWW

® Clients foliowed through use of tracking and
follow=up systems .

@ Requirements in contracts with jroviders

© Appeais to providers through state medical
societies, srofessional associations, etc.

Additional Strategies Used by States
-}

o Blue Cross Foundation treatment fund CA*

@ Race for the Cure fund MN*
e State breast cancer programs NY*
e Other state funds TX*, NC
e Tobacco excise tax fund CA*, M|
e Providers of last resort NM, TX
o County indigent funds NM, TX

* funds used for breast services only

General Findings Across States
L - ]

@ Solutions, strategies and networks are tenucus
and fragile

o.Programs operats within changing health care
environments (i.e. growth of managed care)

@ Information lacking for many important issuex:

~payment source for diagnostic and treatment services

-out-of-pocket sxpenses for women
~impact of fnancial barriers on time delays/refusals

Diagnostic and Treatment Services

Strategies Used to Ensure Provision of

Diagnostic and Treatment Services
-

Sommen Agoroaches at the Loca) Lave;

o Bl insurance

@ Assist clients in applying for Medicaid. Hill Burtan

funds, other assistance programs

® Referrai to public hospital

@ Charity care, donatad sarvices

o Case rotation

o Raducad feas

o Negotiated paymaent pians

o Clents pay fee for service

General Findings Across States
L~
@ States have found supplemental funds (primarily for

breast cancer diagnostic services)
© Women diagnosed with cancer who want to be
treated are recsiving treatment '
@ Strong rellance on providers to find rescurces
@ Follow-up handled on case-by-case basis

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 tracking systsms work weil
@ Program has had positive effect on tracking and
foliaw-up in larger community

Areas of Concems
]
e Some women axperienca time delays orare lost to foﬂow-up

" (especially in regard to cervical services)

© A small number of woman have refused cancer treatment

e Coordinating diagnastic follow-up is greater burden than
amanging treatment _

e Resourcss statas have deveioped are short-term solutions,
and difficult to manage/administer

Respondent Recommendations
—
o Program should pay for ail diagnostic and treatment
services, or at least through definitive dlagnosis

@ Allgw stata resourcss used for ail diagnosis and
teeatment services to be counted in the 3:1 match

o Cover anasthesia and ather affiliated services
@ Increase reimbursement rate for services covered

o Incraase support for case managemaent and community
infrastructure

o Universai heaith insurance

Areas of Concem
L.~~~ |

o Lack of financial support for diagnesis and treatment
¢ Time and energy required for foliow-up is tremendous
© Burden of follow-up has [ed to restrictions in number
of wornen scresnsd

@ Severai bamess to provider recruitment

«iow reimbursernant rates (mandsted by Congress)

~lack of coverage for all disgnostic foliow-up sarvices

- Zability for restment

- administaiive durden of folowug

Areas of Concemn
L

& Categorical nature of program prohibits a more
comprehensive approach to wemen's heaith
o Financial access is anly one dimension of access to’
heaith care services. Many non-financial barriers
impeds follow-up care:
- iogistical bariers (e.¢. transportation, scheduiing)

-uﬂlﬂf bamters (a.g. language bamers, fatailatic attitudes,
'oar)

— irrraration i

Conclusions of Case Study
L "}

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

© Wide range of strategies is amployed within statas;
effort at local level is tremendous

© Responses that have emerged are administratively
cumberscme and unstable; long-term solutions are
needed

& Strong commitment to continued growth and success
of the NBCCEDP exists at state and [ocal levei



Linkage Study -
Research Questions

—_ _

& What propertion of women identifiad through
selected states’ BCCEDPs as having breast
or cervical cancer did not recsive an initial
coursa of treatment, based on registry
records?

» What characteristics of women afid their cancers
are associated with not raceiving trestment?

Linkage Study —

Research Questions
—

e What is the time interval between abnormal
screenmg and diagnesis?

e What is the time interval between diagnoas
and treatment?

» What characteristics of women and their cancers
appear to be related to these time intesvais?

Linkage Study ~
Research Questions
—
' o What are the componems (surgery, radiaticn,
chemotherapy, hormanal therapy) of the
initlal course of cancer treatment for women
identified through the BCCEDPs as having
breast or carvical cancer?
» What charactaristics of women and of their

Cancers are associated with the cantant of the
initial coursa of treatment?

Linkage Study —

Research Questions
..~ ]

@ How does the information from the program
" database compare with the camrespaonding
information from the cancer registry database?
o How do women screened through the program
compare with all women in the registry with
regard to pattems of diagnosis and {reatment?
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219 Notices to Readers

Imported Dracunculiasis — United States, 1995 and 1997

Dracunculiasis is a parasitic infection caused by a filarial worm (Dracuncuius medai-
nensis [i.e.. Guinea wormj) that is transmitted through contaminated drinking water.
Approximately 1 year aiter a person is infected, one or more meter-long aduit female
worms begin to emerge through the skin, often incapacitating the patient for 22
months. Despite a dramatic decrease in cases woridwide, dracunculiasis is still occa-
sionally imported into the United States. Since- 1995, two cases of dracunculiasis have
been reported in the United States, both imported from Sudan. This report summa-
rizes the investigation of these cases.

Patient 1. A 3-year-old girl residing in Tennessee had emigrated from Sudan in Sep-
tember 1995 { 7). Before the girl left Sudan, a Guinea worm had emerged and had
been extracted from her right lower leg. The lesion had healed when she arrived in the
United States. After she had been in the United States far 3 weeks, anather Guinea
worm began to emerge from her left leg. Medical examination at a local health clinic
revealed a string-like worm dangling from a lesion on her left leg, and she was re-
farred to an infectious disease specialist. The ieg was secondarily infected and swoi-
len, and the girl was unabie to walk. Despite antibiotic treatment, her cellulitis did not
improve, and the lesion was surgicaily 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 cantracture of her ankle and to apply a skin graft to the
wound. After autpatient 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-
liks calcification in her left chest. Physical examination revealed multiple, indurated,
oval lesions 48 cm in diameter on both lower legs. The patient reported the lesions
had been present for 1 year and were intermittently painfui. She recalled that a long
string-like worm had emerged from her leg during the previous year. Biopsy of the leg
lasions revealed erythema induratum, consistent with Bazin disease, a cutaneous
manifestation of TB. The patient had evidence of a dead and calcified Guinea warm in
her chest and a history suggesting a live Guinea worm had emerged from her leg
befare she arrived in the United States. She aiso had puimonary TB with a cutaneous
tuberculid skin manifestation. Treatment with isoniazid, rifampin, and pyrazinomide

U.S. DEPARTMENT CF HEALTH AND HUMAN SERVICES
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HIV Counsaling and Testing — Continued

ing that persans wha receive preliminary resuits understand the meaning of the resuit
and prefer rapid testing (4). When additional rapid tests become available for use in
the United States, the PHS will re-evaluate algorithms using specific combinations of
two or more rapid tests for screening and confirming HIV infection.
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Strategies for Providing Follow-Up and Treatment Services
in the National Breast and Cervical Cancer Early Detection Program —
- United States, 1997

The Breast and Cervical Cancer Mortaiity Prevention Act of 1990* autharized COC
to establish the National Breast and Cervical Cancer Early Detection Program
(NBCCEDP) to increase screening services for women at low income levels who are
uninsured or underinsured (7). Although the NBCCEDP covers most diagnostic serv-
ices that women need after raceiving an abnormal mammaography or Papanicolaou
(Pap) test resuit, the program does not reimburse for breast biopsies. In addition, the
Act prohibits the use of NBCCEDP funds for cancer treatment. Participating heaith
agencies must ensure that NBCCEDP clients receive timely, appropnate diagnostic
and treatment services. In 1996, CDC began 3 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-
nastic and treatment services. This report summanzes the resuits of the study (2),
which indicate that respondents in these states reported that treatment had been initi-
ated for almost ail NBCCEDP clients in whom cancer was diagnosed. However, re-
spondents also considered the strategies used to abtain 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
23 years, and breast cancer had been diagnosed in 260 women. The states were se-

*Public Law 101-354,
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Nationaf Breast and Carvical Cancer Early Detection Program — Continued

lected to provide a range of geographic locations, a combination of urban and rural
populations, and racial/ethnic diversity among pragram clients. Researchers can-
ducted semi-structured interviews with 192 persons affiliated with the seven state
programs. Of these interviewees, 120 (63%) ‘were providers of screening, diagnostic,
and/or treatment services; 58 (30%) were state program staff: and 14 (7%) were coali-
tion members. Interviews included topics. such as guidelines related to diagnostic and
treatment services, strategies used t0 abtain and pay for services, lavel of effort re-
quired to secure these services, and changes in strategies over time. Each interview
was tape recorded and transcribed. Using a systematic scheme derived from the re-
search questions, three researchers coded the same transcripts until an inter-rater
agreement of 80% was reached. Thereafter, all transcripts were caded independently.
Cading resuits 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 resuits reflect a synthesis of the interviewees’ responses.

Respondents described several strategies used to ensure necessary diagnostic and
treatment services for women screened through the NBCCEDP State-level strategies
in all states included 1) computerized tracking and foilow-up systems that used pro-
gram surveillance data to identify and manage cients in need of diagnastic 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 heip
support services not covered by the pragram; such revenue sources included state
appropriations from general or tobacco tax revenues or funds from private founda-
tions. These funds were availabie primarily for breast diagnostic services.

Locai strategies tailored to the needs of individual clients were used to obtain diag-
nostic and treatment services. Common strategies reported by respandents inciuded
the following: providers billed public or private insurance plans; providers or local
heaith departments heiped clients apply for public assistance programs; providers re-
ferred clients to public hospitals; county indigent-care funds and hospital com munity-
benefit programs financed services; dients received services through individually
negotiated payment plans; and clients paid reduced or full fees far services.

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

Respondents reported that arrangements for treatment were made for almost all
NBCCEDP clients who received a diagnosis of breast cancer ar invasive cervical can-
cer. Respondents stated that some wamen experienced time delays between screen-
ing, definitive diagnasis, and initiation of treatment. State program officials reported
that, according to 1992-1996 surveillance data, small numoers 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 concermned that the NBCCZOP 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 leveis.
Respandents reparted that the cantinuation of every strategy for diagnostic and treat-
ment services beyond the next few years is uncertain.

Reportad by: PM Lantz, PhD, Univ of Michigan School of Public Heaith, Ann Arbor. LE Sever,
PRD, Batteila, 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 Heaith Promotion, COC.

Editorial Note: Ouring Juiy 1991-March 1997, the NBCCEDP provided 576,408 mam-
mograms to wamen aged 240 years, and 3403 cases of breast cancer were diagnosed.
During this same period, the program provided 732,754 Pap tests; 23,782 cases of cer-
vical intraepithelial neoplasia and 303 cases of invasive cervical cancer were diag-
nosed. These totais included wamen referred to the program for diagnostic evaiuation
of an abnormai screening resuit. 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, 1397).

Screening alone does not prevent cancer deaths; it must be coupled with timely
and appropriate diagnaostic and treatment services. The Congressional mandate for
NBCCEDP requires grantees to take all appropnate measures to ensure provision of
services required by women who have abnormal screening resuits. CDC provides
funds for case management to heip these women access heaith-care services. To in-
creasa 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 perspectives of NBCCEDP clients. Second, the resuits
may not reflect the program experiences in other states. Case-study methods, how-
aver, 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 reparts from respondents.

As more women are screened by the NBCCEDP a greater burden wilil be placed on
participating heaith agencies, providers, and other partners to abtain resources for
breast and cervical cancer treatment. Case-management services will continue to be
gssential in helping underserved women avercome financial, logistical, and other bar-
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riers 10 receiving these services. Other long-term solutions to ensure that wamen in
the program receive necessary treatment services are being pursued.
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Notice to Readers

Worid Health Day — April 7, 1998

“Invest in the Future: Support Safe Matherhood” is the theme in the United States
far World Heaith Day, Apni 7, 1338. In the United States, this day wiil focus on the
continued importance of maternal heaith and opportunities to improve this aspect of
women'’s heaith. 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 prenatai
care; knowledge of waming 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 heaith surveillance, prevention
research, and prevention pragrams are needed to continue impraoving the heaith of
women before, during, and after pregnancy and delivery. Examples include new sur-
veillance methods to monitar and understand pregnancy complications; prevention
resaarch an the essential content of prenatal care; and prevention programs to ensure
the adequate intake of folic acid by wamen of reproductive age to prevent neurai tube
defects {3 ).

The World Heaith Day Advisory Committee of the American Association for World
Heaith coordinates World Heaith Day activities in the United States. Additional infor-
mation about special events and resource materials about World Heaith Day 1998 are
available from the American Assaciation for World Health, 1825 X Street, N.W., Suite
1208, Washington, DC 20006; e-mail: AAWHstaff@aol.com; or from the Warid-Wide
Web site: http://www.aawhwarldheaith.org.
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Good Moming. I am Dr. Nancy Lee, Director of the Division of Cancer Prevention and Control
of the National Centers for Chronic Disease Prevention and Health Promotion, Centers for
~ Disease Control and Prevention (CDC). Iam 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 passeld the Breast and Cervical
Cancer Mortality Prevention Act of 1990 (Public Law 101-354). CDC is in the ninth year of the
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, partmership 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 1 million Pap tests and 950,000 mammograms. Almost

half of these screenings were to minority women, who have traditionally had less access to these



2

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 woman 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 undefserved women.

»  More than 18,000 health educators and outreach workers are educating women on the
importance of early detection and helping them acces.s critical screening and follow-up
services.

e More than 7,000 individuals are now members of a national network of coalitions that have
joined together with State health departments in suppof‘t of this program.

» One of CDC’s partners in the program, Avon, has raised fnore than $32 million in additional

dollars to educate women about breast cénccr and to provide underserved women with access -

to early detection services.



There has been a 20 percent increase in screening mammography rates among all women 50

years and older since 1991, when the program was formélly 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 foliow-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“of 8 days between the cancer diagnosis and the initiation of treatment.



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 éDC, documents
the innovative approaches that have been implemented to identify and secure resources for.
treatment services. The study confirmed what we se€ in our Program data that arrangerﬁenis for
treatment were made for almost.all clients who received a diagnosis of breast or cervical cancer.
étates’ 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, tn'be. 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 app_lying 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.



» 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 thét 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 througl 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. California utilized a one-time allocation of $1.2.8 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 California women who met eligibility requirements.

Unfortunately, this fund is nearly depleted.

Although States are currently meeting their commitment to help women access treatment
services, several of the programs reviewed in the Battelle study expressed concerns regarding

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



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 pﬁysicians 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 lator-intensive and piecemeal appréach 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:

I 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. M; 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.



Fomrd

CDC'’s National Breast and Cervical Cancer Early Detection Program does not change whether
or not a women has cancer. However, it can help wprﬂen by irﬁproving their chances of detecting
cancer earlier and getting treatment for it. And by finding and treating precanceroﬁs cervical
lesions, the Program prevents thousands of women from ever developing cervical cancer.

N

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. [ 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.

1797 L Street. NW. Suite 1260, Washingron, 2C 12236 shonel 12220 20027177 G 2220 20508352 hoep s www.natlbec.ory



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 [ 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 worry about treatment.”

A woman from Maine had an initial mammogram through the NBCCEDP program and
the resuits 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 [ introduce the report which summarizes the results of the 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 Screening
Program

There are several findings that are very telling in the conclusions of CDC’s study. First,
the study highlights the considerable time and effort involved in developing and
maintaining systems for diagnostic follow-up and treatment. It illustrates the labor-
intensive process required to 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 Heaith 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 abnormal exams
who are referred to them for care. We have been told that these current providers may
not be willing to support the Rrogram 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 expard across the country, more
and more doctors may have less autonomy to provide the charity care relied on by
NBCCEDP coordinators. To illustrate this point, a recent survey based on 12,000 U.S.
physicians was published in the April 1999 issue of the Journal of the American Medical
Association. The study finds that doctors whose income depends most heavily on health
maintenance organizations and other managed-care health plans, on average, devote only
half as much time to charity care as do their colleagues who don’t participate in managed
care.

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

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

-

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.

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 of the Study

® To document strategies and mathods used by
states to obtain foflow-up diagnostc servicas not
covered by NBCCEDP funds. ’

¢ To document strategies and methads used by
states to cbtain treatment services for clients
diagnosed with CIN or cancer.

o To identify strategies that are perceived as
successful or innavative in securng diagnostic and
treatment rescurces.

Research Questions
.~}

e What guidelines, polices or mathods have teen
deveioped and implemented by states to ensure
that women with abnormal screening resuits and
women diagnased with cancar ar precancarous
lesions receive diagnostic follow-up and treatment
services?

o Haw is the companent of the program that
identifies and secures diagnostic and treatment
services crganized?

@ 'What role do coalitions or cther partnershios play?



Research Questions

D

@ Have the methods or ‘acdcs being used to idendly
and secure diagnostic and treatment resourcas
changed wiift time, and qo they dlffer within the
individual state programs or across programs?

© Whst are the key tesscns isamned regarding

ic and reatment services ig.a program such
as the NBCCEDP? N

What is a Case Study?
B
@ A case study seeks (0 understand the way in which 3
program, system, or organization works within its
averyday satting _

» It focuses on a particutar probiem, issue, or stucture
which is studiad in relationship to the larger program,
system, or organization

® While describing this relationship, the case study may or
may nat lead to conclusians about cutcomes

@ A case study uses all appropriate sources of
avidenca — written, observational, and interview — tat
may ba anatyzed both qualitatively and quantifativey

Case Study Selecticn Criteria

e

® Provided screening for at least three years

@ Diagnosed 60 or more breast cancers sincs
_3creening began
o Representative of the following stratification
criteria;
» Cantraiizod versus decentraiized programs
» Geogragnic ragion af United States
» Urban/rural mix of the poculanon
» Racial ang athnic diversily &MOnNg Drogram dients

Phases of the Study

R
© Phase I Core set of data an 35 grograms

o Phass ll: indepth case sway of T statas

® Phase (II: Linkage study (in orocass)~Tumar
registyy data and program data from 3 states (CA,
Mi, NM) wers linied to decument timing of
treatment imiiation and initial course of cancar
treatment

Conducting a Case Study
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Case Study States
R
State Number of Breast Region
Cancers Diagnosed
California 168 West
Michigan 249 Midwest
Minnesotz 137 | Midwest
New Mexico 169 | West
New York 173 ! Naortheast
North Carolina 106 | South
Texas 307 | South




How Did We Conduct the

Case Study?
—

o Contactsd the coordinator for each of the saven
programs o scheduie site visits, and to aptain
background information

® Reviewed documents suppiied to us by the state
program, such as arganizationa tables, reports
and articles

o Traveied ta each stats and briefed stats BCCEDP
staff regarding the project at the beginning of
gach state's site visit

How Did We Anaiyze the Cata and Write
the Case Study State Summarnes?

@ The Project Pl and the Case Study Coordinator
daveloped a codeback based on the research
questions in the Case Study Protocal

@ Using the codebaok, the Pl and Coardinator
werked togsther to achieve 80% inter-rater
agreement on the use of cades for ‘ext, and then
trained one ather team membar

o All intarviews wera coded and entered into 3 text
analysis software

Case Study Resuits

e

@ Site visits were conducted February~iune, 1997
e A,;fctzl of 126 interviews were conducted
e A tftal of 192 people were interviewed

How Did We Conduct the
Case Study?

- einterviewed State 3CCZDP Caordinator and
other staff who work with diagnosis and
treatment issues

o interviewed lacal coordinatars and providers
In a variety of settings throughout the state

@ Interviews were tape recorded, Tanscriibed,
and entered into a word processing database

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

o Using the anaiyzed transcipts, a member of the
sits visit tsam daveloped a state summary

o Each member of the site visit team reviewed the -
stats summary '

¢ The summary was then sent to state program
statf and cther interviewees for review

o Raviewer feedback was incorporated into a
revised state summary

Number of nterviews
by State and Role
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Strategies Used to Ensure Provision of
Diagnostic and Treatment Services

mmon A ches

o Clients followed through use of tracking and
follow-up systems ,

@ Requirements in contracts with groviders

@ Appeals o providers through state medical
saciaties, srofessionat associations, ete.

Additicnal Strategies Used by States
b

o Blue Cross Foundation treatment fund CA®

@ Race for the Cure fund MN°*
@ State breast cancer programs NY*
o QOther state funds TX*. NC
o Tabaceo excise tax fund CA*, MI
o Praoviders of last resort NM, TX
e County indigent funds NM, TX

° funds usad for hreast services only

General Findings Across States
[ - CESRRRRREERSS -
o Soiutions, strategies and networks are tenuous
and fragile

o Programs operate within changing health care

environments (i.a. growth of managed care)

e Informaticn lacking for many important issues:
~payrent scurca for diagnostic and Yeatment services
~aut-of-pockst axpenses for women
~impact of financial barriers on time delaysiefssuls

Strategies Used to Ensure Provision of
Diagnostic and Treatment Services
 —

- Common Agprogches atthe Local Leves:

" @ Billinsurance

© Assist ctients in applying for Medicaid. Hill Burton

funds, ctiter assistance programs

o Rafarrat to puitic hospitai

o Chaniy care, donated services

e Caserotation

o Reduced feas

o Negotiated payment pians

¢ Clents pay fee for service

General Findings Across States
® States have found supplemental funds (primarily far
breast cancer diagnostic services)
® Wamen diagnosed with cancer who want ta te
treated are receiving treatment '
® Strong reifance on providers to find resqurces
¢ Follow-up handled cn case-by-case basis

Strengths

L
¢ Wamen who need and want cancer treatment are
receiving it
¢ Creative responses and strong parnerships have
amerged at state, local and provider lavel
® Availability of state or foundation funds to
supplement Federal resources



Strengths
' eCantraiized tracking systems work wed

@ Program has had positive effect on tracking and
fotiow-up in larger community

Areas of Concems
R
© Same women experience tima dalays or 18 lost ta fallaw-up

{especially in regard to cervicat sarvices)
& A amail number of wommen have refused cancer teatmant
& Coardinating diagnastic follow-up is greater burden than
amanging treatment _
® Resourcss states have deveiopad are short-term solutions,
and difficult to manage/administer

Respendent Recommendations_
R
@ Program shouid pay for al diagnostic and treatment
services, or at |aast through definitive diagnosis

@ Allow state rasourcas used for all dlagnosis and
teatment services o be countad in the 3:1 match

o Caver anesthasia and other afffiated services

@ Increass reimbursement rate for services covered

@ Increase support for c2sa management and community
infrastructure

@ Universal heaith insurance

Areas of Concem

¢ Lack of financial support for diagnasis and reatment
¢ Tine and eneryy required for fallow-up is tramandous
© Burden of follow-up has led to restrictions in numper
of women scresned
© Several bamers 1o provider racruitmeant:
= iow reimDursemaent rates (mandated by Congress)
~lack of covernge for all Sagnestic foliow-u0 services
- dghillty for Tesynent
- agministrative owrcen of folkaw-un

Areas of Concemn
—

& Categorical naure of program prohibits 2 mare
comprehensive approach to wemen's haaith
® Financial access is anly one dimensicn of access ta’
heaith care services. Many non-financial bamiars
impede follow-up care:
~logistical barriers (e.g. ‘rensportation, scnsduting)
-4{::,:# bamars (a.g 'anquage bamers, ‘atalistc atitudes,
- immigration issues

Canclusions of Case Study
L
& Strong response to provision of diagnostic ‘ollowup
and freatment services has emerged
® Wide range of strategies is amployed within states;
affort at local lavel is remendous
@ Respanses that have emerged are administratively
cumbersome and unstabie; long-term solutions are
needed

® S¥yong commitment 0 continued growth and succass
of the NBCCEDP exists at state and lccal lavel



Linkage Study —
Research Questions

“ _

@ What proportion of women identified through
selectad states’' BCCEDPs as having breast
or carvical cancer did not receive an initial
course of treatment, based on registty
records?

» Whatcharacteristics of women and their cancers

Linkage Study —

Research Questions
”

© What is the time interval between abnormal

- scraening and diagnosis? _

@ What is the time interval befween
and treatment?

» What characteristics of womas and their cancers
appear to be reiated !o these time mtervais?

Linkage Study -
Research Questions

¢ What are the components (surgery, ragiation,
" chemotherapy, hormonai therapy) of the

© mitfal course of cancer reatment for wemen
identified through the BCCEDPs as naving
breast or carvicai cancer?

" » What characternistics of wormen and of their
Cancars are associated with the contant 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?

o How do women screened through the program
compare with alf women in the registry with
regard o pattemns of diagnosis and treatment?
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Imported Dracunculiasis — United States, 1995 and 1997

Dracunculiasis is a parasitic infection caused by a filariai worm (Cracuncuius medi-
nensis (i.e., Guinea warmi) that is iransmutted through contaminated drinking vater.
Approximately 1 year after 3 person is infected, ane ar mare meter-‘ong aduit ‘emaie
warms begin to smerge through the skin, Jften incapacitating :he patient ‘or 22
manths. Despite a dramatic decrease in cases woridwide, dracunculiasis is still acca-
sionally imparted into the United States. Since 1985, two cases of dracunculiasis have
been reported in the United States, both imoorteg from Sudan. This report summa-
rizes the investigation of these cases.

Patient 1. A 9-year-ald giri residing in Tennessee nad emigrated from Sudan in Sep-
tember 1995 (7). Sefare the girt left Sudan, a Guinea warm had 2merged and had
been extracted from her right lower leg. The (esion had heaied when she arrived in the
United States. After she had been in the United States for 3 weeks, another Quinea
worm began to emerge from her leit leg. Medical examination at a local heaith clinic
ravealed a string-like worm dangling from a lesion aon her left leg, and she was re-
ferred to an infectious disease specialist. The leg was secandarily infected and swal-
len, and the girl was unable to walk. Despite antibiotic treatment, her cellulitis did nat
improve, and the lesion was surgicaily 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 ta the
wound. After outpatient physical therapy, she was able 10 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 warm-
like calcification in her left chest. Physical examination revealed muitiple. indurated,
oval lasions 4-3 cm in diameter an bath lower legs. The patient reported the lesions
had been present for 1 year and were intermittently painful. She recailed that a long
string-like worm had emerged from her leg during the previous year. Siopsy of the leg
lesions revealed erythema incquratum, consistent with 3azin disease, a cutanegus
manifestation of T8. The patient had evidence of a dead and calcified Guinea worm in
her chest and a history suggesting 3 live Guinea worm had emerged from her leg
befora she arrived in the United States. She also had puimanary TB with a cutaneous
tuberculid skin manifestation. Treatment with isoniazid, rifampin. and pyrazinomide

U.S. DEPARTMENT OF HEALTH AND HUMAN SERVICES
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HIV Counsaiing and Tasting — Continued

ing that persans who receive preliminary resuits understand the meaning of the resuit
and prefer rapid testing (4). When additional rapid tests become available for usa in
the United States, the PHS will re-evaluate aigorithms using specific combinations of
twa. or more rapid tests for screening and confirming HIV infectian.

Referances _
1. Kamb ML Bolan G, Zeniiman J, et al. Does HIV/STD prevention counseiing work? Resuits from

a muiti-center randomized tnal (Project Respect) {Abstract 0134} In: Program and abstracts of
the International Congress of Sexually Transmitted Diseases. Seviile, Spain: Association for
Research in Clinical Microbiciogy, 1997:33.

2. CDC. HIV counseling and testing in publicly funded sites: 1995 summary report. Atlanta: US
Department of Heaith and Human Services, COC, September 1997.

3. George JR, Schochetman G. Datection of HIV infection using sarologic techniques in AIDS
testing: a comprehensive guide to technical, medical, sodial, legal, and management issues.
2nd ed. Schochetman G, George JR. eds. New York: Soringer-Veriag, 1394.

4. Kasslar WJ, Dillon BA, Haley C, Jones WK, Goldman A. Cn-site, rapid KIV testing with same-day
rasults and counsaiing. AIDS 1997;11:1045-31.

5. COC. Interpretation and use of the Western blot assay for serodiagnosis of human immunode-
ficiency virus type 1 infections. MMWR 1989:38(suppi 7):54-Sé.
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Strategies for Providing Follow-Up and Treatment Services
in the National Breast and Cervical Cancer Early Detection Program —
- United States, 1997

The Breast and Cervical Cancer Montality Prevention Act of 1990* authorized CDC
to establish the Nationai Breast and Cervical Cancer Early Detection Program
(NBCCEDP) to increase screening services for women at low income ievels who are
uninsured or underinsured {7 ). Although the NBCCEDP covers mast diagnostic serv-
icas. that women need after receiving an abnormal mammography or Papanicolaou
(Pap) test resuit, 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 tc determine how early de-
tection programs in seven participating states (Caiifornia, Michigan, Minnesota, New
Mexico, New York, North Carolina, and Texas) identified resources and obtained diag-
nostic and treatment services. This repart summarizes the results of the study (2),
which indicate that respondents in these states reported that treatment had been initi-
ated for aimost aif NBCCEDP clients in whom cancer was diagnosed. However, re-
spondents also considered the strategies used t0 obtain these services as short-term
solutions that were labor-intensive and diverted resources away from screening ac-
tivities.

in the seven states, NBCCEDP-sponsared screening services had been pravided for
>3 years, and breast cancer had been diagnased in 260 wamen. The states were se-

*Public Law 101-354.
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lected to pravide a range of geographic lacations, a combination of urban and rural
populations, and raciai/ethnic diversity among program clients. Researchers can-
ducted semi-structured interviews with 192 sersons affiliated with the seven state
programs. Of these interviewees, 120 (83} were providers of screening, diagnastic,
and/or treatment services; 58 (30%) were state grogram starf; and 4 (7%) were cgali-
tion members. Interviews inciuded topics. such as guideiines reiated to diagnostic and
treatment services, strategies used 10 abtain and pay for services, level of aifort re-
quired to secure these services, and changes in strategies over time. Zach interview
was tape recorded aad transcribed. Using a systematic scheme derived fram the re-
search questians, three rasearchers coded the same transcripts until an inter-rater
agreement of 30% was reached. Thereatfter, all transcnipts were coded independently.
Cading resuits wers entered into text analysis software that sonts text from transcripts
into sets of information, themes, and evidence reievant <o the specific research ques-
tions (3 ). The resuits reflect a synthesis of the interviewees’ responses.

Respondents described several strategies used to ensure necessary diagnostic and
treatment services for women screened througn the NBCCZDP State-ievel strategies
in all states inciuded 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 10 arrange for
diagnostic follow-up and treatment Defore screening women; and 3) arrangements
with provider groups and state professionai assaciations for free or reduced-cost serv-
icas far NBCC=DP clients. All states aiso had access to pubdlic or private funds 10 heip
support services not covered by the program; such revenue sources included state
appropriations from generai or tobacco tax revenues or funds from private founda-
tions. These funds were available primarily for breast diagnostic services.

Local strategies taiiored to the needs of individuai clients were used to obtain diag-
nastic and treatment services. Common strategies reported by respondents included
the following: providers biiled public or private insurance plans; providers or lacal
heaith departments heiped clients apply for public assistance programs; providers re-
ferred clients to public hospitais; county indigent-care funds and hospitai community-
benefit programs financed services; clients received services through individually
negotiated payment plans; and ciients paid reduced or fuil fees for services.

Respondents strongly supported the continued growth of NBCCEDP and its goals
but expressed severai concerns. First, considerable time and eifort were involved in
developing and matntaining systems ‘or diagnostic follow-up and treatment. Second,
the process of identifying available resources within states for diagnostic and treat-
ment services was considered labar-intensive. Third, the lack of coverage for diagnas-
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-
cara system, to offer free or reduced-fee services to NBCCEDP dlients.

Respondents reported that arrangements for treatment were made for almaost all
NBCCEDP clienmts wha 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 grogram officials reported
that, according to 1392~1996 surveillance data, smail numoers of ciients in whaom can-
cer was diagnesed {i.2., from three 10 13 women in 2ach state) subsequently refused
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treatment. Because these clients were nat interviewed, it couid not be determined
whether financial barners contnbuted 0 their decisions :0 refuse reatment ar their
loss to follow-up.

Respandents were cancemed that the NBCTZZP did not provide funding ‘or ail
diagnostic procedures and treatment ‘or the diseases ‘or which ctients were being
screened; approaches for delivering services were iragmented; and the process of ob-
taining resources required substantial effort at the state, ocal, and provider leveis.
Respondents reported that the continuation of every strategy for diagnastic and treat-
ment services heyond the next few years is uncernain.

Reported by: PM Lantz. PhD, Umv of Michigan Schooi of Public Health, Ann Arbar. L5 Sevar.
PhD, Battelle, Centars for Public Heaith Research and Evaluation, Seattle, Washington. Program
Swes Br, Office of the Director, Div of Cancer Prevention and Cantrol, Nationai Centar for Chronic
Disaasw Preventian ana Heaith Promation, COC.,

Editorial Note: Dunng Juiy 1991-March 1997, the NBCCZDP provided 376.408 mam-
mograms 10 women aged 240 years, and 3409 cases of breast cancer were diagnosed.
During this same pernicd, the program provided 732,754 Pap tasts: 23.782 cases of car-
vical intraepitheiial necpiasia and 303 cases of invasive cervical cancer were diag-
nosed. These totais included women referred to the program for diagnostic evaiuation
of an abnormal screening resuit. The NBCCEDP internal estimates suggested that dur-
ing this period oniy 12%-15% of uninsured women aged 40-54 vears in the United
States had been screened by the program {CDC, unpublisned data, 1397).

Screening alone does not prevent cancer deaths; it must be coupled with timely
and appropriate diagnostic and treatment services. The Cangressional mandate for
NBCCEDP requires grantees to take all appropnate measures 1o ensure provision of
services required by women who have abnormal screening resuits. COC provides
funds for case management to heip these women access health-care servicss. 7o in-
crease the camprehensive nature of the program, COC recently approved the use of
NBCCEDP funds for breast biopsies. _

The resuits 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 resgurces. However, the time and affort 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 resuits were based
solely on the experience and apinions of informed professionals affiliated with the
program and did not include the perspectives of NBCCEDP clients. Secand, the resuits
may not reflect the program experiences in other states. Case-study methods. how-
ever, are an appropriate and weil-accepted approach to gaining in-depth under-
standing of compiex programs in real-iife 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 NBCCZDP, a greater burcden will be placed on
participating health agencies, providers. and other partners 1o abtain rescurces for
breast and cervical cancer treatment. Case-management servicas will continue to be
essential in heiping underserved wemen overcome financial, logistical, and other bar-
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riers to receiving these services. Jther iang-term sgiutions to ensure that women in
the program receive necessary treatment services are being pursued.
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Notice 0 Aeaders

Worid Heaith Day — April 7, 1298

“lnvest in the Future: Support Safe Motherhood” is the theme in the United States
for Worid Heaith Oay, Aoni 7, 13398. In the United States. this day will ‘ocus an the
continued importance of maternal heaith and opportunities o0 improve this aspect of
women's heaith. Although the risk for women dying from pregnancy has decreased
substantiaily during the past 0 years, the maternai mortality ratio for the nation has
not decreased since 1982 (7). Approximately 50% of pregnancy-reiated deaths remain
preventable (2 ), and the extent of marbidity 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 harmfui sub-
stances. Safe motherhood continues with planned pregnancies; early, quality prenatal
care; knowledge of waming signs of problems; and the delivery of a heaithy, fuil-term
baby with the minimum of necessary interventions. Postpartum support for women
and their families in a positive, nurturing environment alsa is important.

In 1998, in the United States, women can pian, carry, and deliver a pregnancy mare
safely than in the past. However, additionai efforts need to be taken to make safe
motherhood a reality for all women. Improved public health surveillance, prevention
research, and prevention pragrams 3re needed ta cantinue improving the health af
women befare, during, and after pregnancy and delivery. Examples include new sur-
veillance methods to monitor and understand pregnancy complications; prevention
research on the essantial content of prenatai care; and prevention programs to ensure
the adequate intake of foiic acid by wamen of reproductive age 1o prevent neural tube
defects (3 ).

The Warld Heaith Day Advisory Committee of the American Assaciation far Warld
Health coordinates Warid Heaith Day activities in the United States. Additionaf infor-
mation about special events and resource materials about ‘Norld Heaith Day 1998 are
available from the American Assaciation for ‘World Heaith, 1825 X Street, N.W., Suite
1208, Washington, OC 20006; s-mail: AAWHstaff@aol.com; aor from the Warid-Wide
Web site: hitp://www.aawhworidhealth.org.



Statement of Mary Ann Waygan
March 18, 1999

Hello. my name is Mary Ann Waygan and [ am the coordinator for the CDC Breast and
Cervical Cancer Initiative for Cape Cod, Massachusets.

Before I begin, [ would like to thank Senators Chafee, Mikulski. Snowe and Moynihan
for sponsoring this legislation. I would aiso like to thank Senator Smith for his support of
this bill.

\
A\

Clearly, the single largest problem facing the Breast and Cervical Cancer Screening
Program today is finding resources and caregivers to provide reatment 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 charity care are growing, and tunding 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 efforts, 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 wition. In less than a year, that
money was gone. After that, she and her husband were forced to go into debt to pay for
her ongoing chemotherapy/radiation treatment and other procedures including a
craniotomy and gall bladder surgery. They are now more than $40,000 in debt, were
forced to move into a much smaller house and lost their dream of sending their sons to
college without going into further debt.



The additional stress and pressure placed on Arlene and her husband by this situation has
mrned a difficult situation 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 resoive. Despite being in pain and
discomfort and forcad to use a wheelchair, Arlene desperately wanted to be here today to
share her story with vou directly. She thought it was important for everyone to
understand not just what the cancer had done to her, but what the atfect of having to take
on this incredible financial burden had done to her physical heaith, mental strength and
family resources. o
Due to her condition, Arlene’s weatment finally is being paid because she qualified tor
disability. But to this day, Arlene is convinced that her cancer would not have spread
had she been able to atford regular visits to an oncologist.

Arlene’s energy and determination o fight this disease and remain positive are amazing.
I feel lucky to know her and to have worked with her. [ only wish that as the program
coordinator, I could have done more - that [ could have assured her that any treaument
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 early 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 trearment always go together.

[ would like to thank the National 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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Jeb Bush Robert G. Brooks. M D.
Govemor ~ Ny Secreuasry

The Honorabie Cannie Mack
Urited States Senale

517 Hart Sanate Office Buiding
wWauhington OC 20570 N

Dear Senator Macx

This ietiar in respanse o the May 4™ lelephone inquiry from Mark Smnh to Margo Blake
regavding cancer treatmsnt for woman enrotiad .n Florida’s Breast and Carvieal Cancer Earty
Cataction Pragram (the Program) Thank you for atiowing us the opponunity 1o fumish some
getsiis about tre Frogram.

Fior-da reca:vaed ts awwnd from the Caners tor Disease Control and Pravention (CDC) in late
surr mer 1984 vWe 6181ead operatons in mine coumies in September 1995 and graw ta z0
coues in 1898, The 20 counties are compnsed of large uroan are@s Mid-sized counties and
sméll rural counues (A map depictung all 20 panicipating countes 's enciosed.) Population
aati shiow that thers are approximately 275.000 women. ages 50-64 1n Florida who are under or
unirsured Signtly over 175.000 of thess women reside in the 20 perticipating couniies

Sinc. jate 1965 CDC gramt funds have allowad the Program 10 provide screening services 1o
shghtty over 10 Q0C @higibie women Annually, the paricipating counties screen approximataly
3.508 women or about 2 percent of the aigibie population. One Nundred thirty women have
beu giagnosed with Dreast or invasive c8fvical cancer through this Progrem in Flonida. Ag you
xnos CDC funds cover reambursemaent at Ine Medicare rale, for breast and cervical screening
sen Ices such as Pap smears and mammograms. These are also limited funds for apecriied
di3g "o&lic procedurs such as Coiposcopies. biopsies, and braast ultrasounds. The CDC funags
can 10t be used for rembursement for reatment cr ather associated costs. This is the
Proyram's moat vuingrabie area as we are now entenng a competitive apptcation proceas for
aga.tonal T3T grani funias 10 begin year sx in CCtober 1995

We are staning to see the strain aur providers are experiencng througn their suppon of the
progiram Before providing case scenanos that demaonsirate this strain, | wouid iike to expand
on i"a definitlon of provider as used throughout thre letter  Normally, we refer 10 the general or
oncalogic sufgeon as the prncipail provider or treatment Many others aiso donate S&rvices 10
the braast and cervical program. These include oncologists raaiologisis radiation oncoiogists.
pathologisis and naspnais.

The scenarios mentioned includa the fodowing

s One county pragram worked with a chient diagnoged with carvical cancer in Novemuer
1888 The woman saw @ gyneco\ogical ancoiogist in January 1998 and underwent a
nysterectomy in March after filing for Medicaila  Her family nad to pay $6828 ‘up framt o
cover hogpital casts. which may be coverad retroactively by MediCaia

” .

3020 Lapiwl Cipcle SE + Tallabaisae PL 32355.1700
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Senutar Macx
Page two
June 22, 1989

¢ (ne courry program had (hree women Jiagnasad with breast cancer aunng thetr first twe
years in operdtion: each one cared for by a different provider. Since October 1988 five
additional wogmen have been diaggnased and approximately 10 to 15 more have annormal
clinical breast exam or Mammogram resus and could be aragnosea whh cancer Neéeaisss
> ady. !he providers are concemed with hese Increasing numbers. Some of the providers
nave asked ihe iocal program csorginator not 10 refer adaianal gatients o tham for (e
niMmainger of this Program year.

e Ajother counry grogram has seen a total of 10 women with cancer ang they have two 1o
tivee physican Provigars anc one hospital providar who agrees 'o see program chents
These providers have also expressed alam at the number of women with abnorma) axams
who are raferrad to them or care. We have baen toid that these current providers may not
Be willing 10 auppon tne Program when thig county ranews thelr program agreemsnt thie
Cicaber

« Tne founnh county program diagnaaed 10 women with breast cancer dunng their first two
y3ars and since January 19688 aiagnosed four more women with breast cancer. Ten
provigers who onginally agreed 1o each see ane 10 two clients per year have formaa thrae
s3parated groups who have agreed 10 58¢ one 10 two clients per group. for g total of mree 10
§ X clienta per yaar Trs would not ba aufficiem coverage il the rate of dmgnosing cancer
cantinues.

CDC has nformally conveydd (o us thet thay may award the Fiorda Program more funas for
breaat and cervical acreening services N our naxt flve-year grant Cyclo tnat begins this October
Whilé this 18 posgitive news for the many thousanaa of women at need for these services, we
also Selipve th:s will have @ ‘dominc effect’ on the providers who provide in—kind resatment.
With increased numpers of woman screenad COMBs an increase n the numbers of cancers
diagr.osea. placing an ever-incréasing durden an our already averwheimad providere of cancer
treatinent! Plgase note these same providers more than likely aiso donate in-kind 8ervices 1o
other cients glagnosed with cancer or other chronic Jis€3ses

So wniie aur information shows that a provider may furnish pro bono treatment for two or thrae
wWOman with dreast or carvical cancer per yasr, in 3it hkelihocd tnat same provider 18 38ked 10
qona’a treatmant sarvices for other cisnis as well. We are deeply inaebted 1o gif of thase
individuais and nstitutions for thewr suppart of the Program and wouid like (o see them rgceive
somé Maasure of acknowleagement for their effons

In sunmary the Flonda Breast ana Cafvical Cances Praogram ngs provided cancer services ‘o
aver 10 Q00 women at ar belaw the 200 percant poverty level. and found treatment services for
over 130 women thicugh 1he genercaity of local proviaers in 20 counties Ag screening
numtars increase. 50 will the numbar of women diagnoses with breast aor 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 Bjlirakis 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 | 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 | 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 cliché.
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, | describe this program not as a means of touting the successes of the
Komen Foundation. Rather, | 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
rhammograms. 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
Natidnal 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 aimost 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.
e The quality of treatment they receive should be the highest possible.

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

possible.
o Care should be coordinated, ensuring the best care by the correct specialist.
e 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 maqgnitude 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

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

women needing financial
assistance for breast
cancer treatment

# of women ages 35-64 in the U.S. within screening range,
51,000,000 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
# of uninsured women, ages 35-64, potentially
23,664 diagnosed with breast cancer each year
23,664 | # of uninsured women, ages 35-64, potentially diagnosed 23,664
with breast cancer each year
X .15 | Percent of women reached by }J| Percent of women not X 85
the NBCCEDP reached by the NBCCEDP
3,550 | Potential number screened Potential number not 20,114
and diagnosed annually by screened/diagnosed through
NBCCEDP NBCCEDP
X .05 | Percent not initiating Percent not initiating X 1.00
treatment treatment
178 | Number of women with no Number of women with no | 20,114
treatment screening or treatment
3,372 | Potential number screened Potential number not 20,114
and diagnosed annually by screened/diagnosed through
NBCCEDP who will initiate §| NBCCEDP
treatment
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 Estimated number of 20,114

Notes: This model is based on simple estimates to begin the process of determining the magnitude of need
and where 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 those 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 early 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
pubiic 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:

e Community treatment models: Expand case management and public/private

funds to strengthen and expand existing models.

o State treatment plans, which currently exist in some states: Mode/ state
legislation for treatment programs with federal demonstration project monies.

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

e Use or enhance existing provisions with respect to state medical necessity
provisions under Medicaid.

e Establish a Medicare adjunct program with a separate funding base.

e 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.

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
mbre 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 vanation in how a woman may be treated



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 theée 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,
imespective 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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