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Wel com e
NBCCF’S GUIDE TO QUALITY BREAST CANCER CARE

This is our best advi ce for get ting good breast cancer care . It’s what we
tell our families and fri en d s . Our advi ce is based on :
● our ex peri en ces as pati en t s ,
● our work with doctors , nu rs e s , and re s e a rch ers ,
● our revi ew of m edical evi den ce ,
● what we know abo ut the health care sys tem , and most import a n t ly,
● our com m i tm ent to get ting bet ter breast cancer care for all wom en .

NBCCF bel i eves that being inform ed can help you get bet ter care .
Pa ti ents who know more abo ut their care ch oi ces tend to worry less and
get bet ter re su l t s .1

The Problem

If you live in the Un i ted State s , you can get excell ent breast cancer care .
But you could also get care that is wrong for yo u . This can happen even 
with good insu ra n ce and good doctors . Some breast cancer pati ents get
very poor care . NBCCF is figh ting for a bet ter sys tem . But for now, yo u
n eed tips for get ting care that is ri ght for yo u .

4 N BC C F  • W E L C O M E

The Na ti onal Breast Ca n cer Coa l i ti on Fund (NBCCF) is made up

of m i ll i ons of breast cancer activists nati onwi de . We get qu e s ti on s

every day from breast cancer pati ents abo ut their care . Everyon e

has the same basic qu e s ti on . What can I do to get qu a l i ty care ?

This guide is our answer to that qu e s ti on . It is for everyone 

facing breast cancer and everyone who wants to help them .

1 Siminoff LA.I m p r oving communication with cancer patients. Oncology (Huntington) 1 9 9 2 ;6 ( 1 0 ) :8 3 - 8 7 .
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Quality Breast Cancer Care: NBCCF’s Vision

What does qu a l i ty breast cancer care re a lly mean? You hear the word
“qu a l i ty ” of ten . But it means different things to different peop l e .

Doctors and hospitals de s c ri be qu a l i ty health care in a confusing 
w ay. Th ey call it “the degree to wh i ch health servi ces for indivi duals and
pop u l a ti ons increase the likel i h ood of de s i red health outcomes and are
con s i s tent with current profe s s i onal medical knowl ed ge .”2

Ot h ers say what qu a l i ty is n ot. Th ey might de s c ri be it as:
● too mu ch care (su ch as unneeded tests or dru gs ) ,
● too little care (su ch as not get ting su r gery you need ) , or 
● the wrong care (su ch as mistakes or care not based on evi den ce ) .

But what abo ut the pati en t’s point of vi ew? Of co u rse you need the ri gh t
tre a tm ent and dru gs at the ri ght ti m e . But the “ri gh t” c a re can be a very
pers onal ch oi ce . Two pati ents with the same diagnosis may ch oose differ-
ent tre a tm en t s .

S ti ll , qu a l i ty care is not just pers onal taste . It’s not a pop u l a ri ty con te s t
ei t h er. Su re , you want to avoid ru de doctors and long waits. But you can
get good park i n g, s p a rkling water while you wait, a rel a xed doctor vi s i t —
and leave with the wro n g d i a gn o s i s .

Th a t’s why it’s important to have doctors and nu rses wh o :
● give skill ed breast cancer care in a re s pectful way and 
● u n derstand the latest medical evi den ce .

2 Institute of Medicine. E n s u ring Quality Cancer Care. 1 9 9 9 .



G ood breast cancer care is based on evi den ce . This means that med i c a l
re s e a rch has shown that the care could help yo u .3 But other parts of yo u r
c a re are just as import a n t . N B C C F ’s vi s i on of qu a l i ty care bri n gs toget h er
six core va lu e s :

● ACCESS to all the care you need wh en you need it

● INFORMATION that is com p l ete and correct 

● CHOICE a bo ut your doctors and your tre a tm ent 

● RESPECT in all parts of your health care 

● ACCOUNTABILITY in all parts of the health care sys tem 

● IMPROVEMENT in the sys tem so breast cancer care con ti nues 
to get bet ter 

How to Use this Guide

This guide is in six part s , one for each of the six core va lu e s . These va lues 
form a fra m ework that helps us think abo ut and ju d ge care . Th ey over-
l a p, so the guide covers some topics more than on ce . You can re ad the
g u i de in any order.

Th ere is a lot of i n form a ti on in this guide . We stron gly recom m en d
that a fri end or loved one re ads this guide with yo u . She or he can hel p
you keep track of and sort all the inform a ti on .

We wish this guide could answer all your qu e s ti ons abo ut breast 
c a n cer. But we know it does not. Th ere are n o best answers for many
i m portant qu e s ti on s . For others , t h ere are no answers at all . NBCCF 
is figh ting for more and bet ter re s e a rch to solve the mys teries of breast 
c a n cer. For now, we hope this guide wi ll help you get bet ter breast 
c a n cer care .

6 N BC C F  • W E L C O M E

3 Evidence-based medicine has been defined as the conscientious, explicit, and judicious use of current best evidence in making
clinical decisions about the care of individual patients.

S a ckett D, et al.Evidence-based medicine:what it is and what it isn’t. B ritish Medical Journ a l 1 9 9 6 ;3 1 2 :7 - 1 2 .
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A Few Tips for Using the Guide

You have time to lea rn abo ut your opti on s . We know that breast cancer
is terri f ying and feels urgen t . But for most wom en , t h ere is no need to
rush into tre a tm en t . You have time to find the ri ght doctors and care 
cen ters . And you have time to become an inform ed pati en t . NBCCF 
recom m ends that you take the ti m e . That way you can make ch oi ces that
a re best for yo u .

Use our gl o s s a ry. We have tri ed to wri te this guide in plain language .
But there are some medical terms you need to know. Is there a word 
co l ored tea l that you don’t know? You wi ll find the word ’s meaning in
the gl o s s a ry at the back of this boo k .

Ch oose your reading wi s el y. Th ere are thousands of boo k s , brochu re s ,
and web sites that tell you abo ut breast cancer. But you don’t need that
m a ny re s o u rce s . We won’t waste your time sending you to hu n d reds of
breast cancer groups or re s o u rce s . In s te ad we give you the most impor-
tant inform a ti on and a few re s o u rces you can tru s t .

Most of the groups we su ggest you con t act give hel pful inform a ti on
on their web site s . We list their web ad d resses and ph one nu m bers under
the “ Re s o u rce s” t a b. What if you don’t have access to the In tern et? Yo u
can call the groups and ask them to mail you their inform a ti on . Al s o,
p u blic libra ries of ten have free access to the In tern et .

Please Tell Us What You Think!

This guide is for yo u , and you can make it bet ter. We use your feed b ack
to make ch a n ge s . We ch a n ge this book each time we print a new vers i on .
We also want to hear abo ut how you are using this guide . And we want 
to hear abo ut how you are making breast cancer care bet ter in your are a .
So pl e a se t a ke the time to fill out the su rvey at the end of this secti on .
We wi ll listen !
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What You Wi ll Fi n d
IN NBCCF’S GUIDE TO QUALITY BREAST CANCER CARE

● Ideas for how to pay for your care 
● The types of c a re you should ex pect

● Tips on understanding your diagnosis 
● Help finding tru s t wort hy inform a ti on 

on your disease
● In form a ti on abo ut pathology report s ,

s econd op i n i on s , evi den ce - b a s ed med i c i n e ,
and more

● Ways to ch oose your doctors and care cen ters 
● Ideas on how to make dec i s i ons abo ut your care

● Tips for get ting the re s pect you de s erve
● How to pro tect your priva te medical inform a ti on
● In form a ti on abo ut com p l em en t a ry and 

a l tern a tive med i c i n e

● How the health care sys tem should work
● What to do wh en things go wron g

● How to join NBCCF to improve breast 
c a n cer care for everyone 

● Ways of i m proving the whole health care sys tem
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N B C C F ’s Gu i de to Quality Breast Ca n cer Ca re is a proj ect of its Quality
Ca re In i ti a tive . The initi a tive began in Ja nu a ry 1999. The first goal was to
de s c ri be a vi s i on of qu a l i ty breast cancer care . That vi s i on is built aro u n d
six core va lu e s : Acce s s , In form a ti on , Ch oi ce , Re s pect , Acco u n t a bi l i ty, a n d
Im provem en t . NBCCF bel i eves that these va lues make up the essen ce of
qu a l i ty care .

The next goal was to wri te this guide for breast cancer pati en t s . Th e
g u i de is meant to help pati ents to :
● ju d ge the qu a l i ty of t h eir health care ,
● u n derstand medical evi den ce , and 
● find and get the high e s t - qu a l i ty care there is.

We de s i gn ed the guide to be easy to re ad , easy to hold, and intere s ti n g
to look at. NBCCF worked on the guide very cl o s ely with its Quality Ca re
Advi s ory Com m i t tee . The com m i t tee bri n gs many different points of
vi ew to this proj ect . It inclu de s :
● breast cancer su rvivors and activi s t s ,
● health caregivers , i n cluding pri m a ry care doctors , su r geon s ,

on co l ogi s t s , and rad i o l ogi s t s ,
● ex perts on health care laws ,
● re s e a rch ers ,
● su pport and com mu n i ty group leaders , and 
● adult edu c a ti on ex pert s .

The guide was also revi ewed by NBCCF’s Boa rd of Di rectors , s t a f f , f i el d
coord i n a tors , and others .

NBCCF is gra teful to everyone who hel ped with the guide .

How NBCCF Devel oped
THE QUALITY CARE CORE VALUES AND THIS GUIDE
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and Eva lu a ti on , Ka i s er Perm a n en te ,
Pa s aden a , CA 

Jan Platn er, J D, Ch i ef Program Officer, Na ti on a l
Breast Ca n cer Coa l i ti on , Wa s h i n g ton , DC 

Sylvia Ri ck a rd , Breast Ca n cer Coa l i ti on of
Ut a h , Sa n dy, UT 

Jerome Sei den fel d , Ph D, As s oc i a te Di rector,
Tech n o l ogy Eva lu a ti on Cen ter, Blue Cross and
Blue Shield As s oc i a ti on , Ch i c a go, IL 

Steph en H. Ta p l i n ,M D, M P H , As s oc i a te
Di rector, Preven tive Ca re Re s e a rch , Gro u p
Health Coopera tive , Se a t t l e , WA 
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Fran Vi s co, J D, Pre s i den t , Na ti onal Bre a s t
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NBCCF Quality Care Initiative Staff:
S a ra Co ll i n a ,J D, Sen i or Policy An a lys t
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1 in 9: The Long Island Breast Ca n cer Ac ti on
Coa l i ti on— New York 

Af ri c a n - Am erican Wom en in To u ch—
Indiana 

Alamo Breast Ca n cer Fo u n d a ti on— Texas 

Ca l i fornia Breast Ca n cer Orga n i z a ti on s —
Ca l i fornia 

G eorgia Breast Ca n cer Coa l i ti on —G eor gi a

Ha d a s s a h , the Wom en’s Zi onist Orga n i z a ti on
of Am eri c a— New York 

JRI Hea l t h / Ju s ti ce Re s o u rce In s ti t ute—
Ma s s achu s etts 

Ken t u cky Ca n cer Progra m— Ken tu cky 

Linda Creed Breast Ca n cer Fo u n d a ti on—
Pen n s ylvania 

Ma s s a chu s etts Breast Ca n cer Coa l i ti on—
Ma s s achu s etts 

The Ma utn er Proj ect for Lesbians wi t h
Ca n cer— Wa s h i n g ton , DC 

Metropolitan Wa s h i n g ton D. C . Ch a pter of
N B CC— Wa s h i n g ton , DC 

Minnesota Breast Ca n cer Coa l i ti on—
Minnesota 

Mi n ori ty Wom en with Breast Ca n cer Un i ti n g ,
In c .—Ohio 

Na ti onal Breast Ca n cer Coa l i ti on Fu n d—
Wa s h i n g ton , DC 

Na ti onal Edu c a ti on As s oc i a ti on—
Wa s h i n g ton , DC 

Na ti onal Wom en’s Health Net work—
Wa s h i n g ton , DC 

Nu eva Vi d a— Ma ryland 

O n co l ogy Nu rsing Soc i ety— Pen n s ylvania 

Revl on Breast Cen ter, U C LA Onco l ogy
Servi ce s— Ca l i fornia 

R h ode Island Breast Ca n cer Coa l i ti on—
Rh ode Island 

S H A R E— New York 

Susan Love M.D. Breast Ca n cer Fo u n d a ti on —
Ca l i fornia 

Vi rginia Breast Ca n cer Fo u n d a ti on— Vi r ginia 

Wom en’s Com mu n i ty Ca n cer Proj ec t—
Ma s s achu s etts 

Y-ME Na ti onal Breast Ca n cer Orga n i z a ti on —
Ill i n ois 

Young Su rvival Coa l i ti on— New York

The Board of Directors of the National Breast Cancer Coalition Fund 
is made up of representatives from these groups:

Boa rd of Di re cto rs
NATIONAL BREAST CANCER COALITION FUND 2001-200 2

N B CC F ’s Net work — NBCCF has a nati onal net work of breast cancer advoc a tes led by
N B C C F ’s field coord i n a tors . N B C C F ’s advoc a tes have a lot of i n form a ti on abo ut bre a s t
c a n cer care . O f ten , you can find the most hel pful inform a ti on ri ght in your are a . To see 
i f t h ere is an NBCCF field coord i n a tor near yo u , please call NBCCF at 1-800-622-2838.
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We want to know what you think abo ut this guide .P l ease take a few minutes to answer the
qu e s ti ons bel ow. Skip any that you don’t want to answer.

We wi ll use your answers to make the guide bet ter. Your answers wi ll also help us under-
stand who is using the guide . Fi n a ll y, you wi ll be helping us find ways to get the guide to more
peop l e . We wi ll not use your answers for anything el s e .

C i rcle the letters that apply.

1 . H ow easy was it to find your way around the guide?
a . ve ry easy
b. e a s y
c . neither easy nor hard
d . h a r d
e. ve ry hard 

2 . H ow easy was it to understand the info rmation 
in the guide?
a . ve ry easy
b. easy 
c . neither easy nor hard
d . hard 
e. ve ry hard

3 . H ow helpful are the six core values when you think
about quality care?
a . ve ry helpful
b. h e l p f u l
c . neither helpful nor confusing
d . confusing  
e. ve ry confusing

4 . H ow much of the guide’s info rmation will you use to
m a ke health care choices? These could be choices fo r
your own care. Or you could be helping someone else
m a ke choices.
a . more than half
b. about half
c . less than half

5 . H ow did you find out about this guide? 
(Circle all that apply.)
a . N B C C F ’s web site
b. N B C C F ’s new s l e t t e r
c . at an NBCCF meeting
d . at my doctor’s office or care center
e. from a group I belong to
f. from a family member
g . from a fri e n d
h . from a new s p a p e r
i . from a magazine
j . over TV or ra d i o
k . other __________

6 . Please check the sentences that describe yo u .
(Circle all that are tru e.)
a . I am wo r ried I might get breast cancer.
b. I am wo r ried I might have breast cancer.
c . I have breast cancer and am getting care.
d . I had breast cancer and have finished getting care.
e. I am a family member of someone with breast 

c a n c e r.
f. I am a friend of someone with breast cancer.
g . I am a breast cancer activist.
h . I am a health care give r.
i . I am a breast cancer researcher.
j . Other __________

7 . What country do you live in?_____________________

8 . If you live in the United States, which state or 
t e r ri t o ry do you live in?__________________________

9 . What is your sex ?
a . fe m a l e b. m a l e

1 0 . H ow old are yo u ?
a . 18 or under e. 4 5 - 5 4
b. 1 9 - 2 4 f. 5 5 - 6 4
c . 2 5 - 3 4 g . 6 5 - 7 4
d . 3 5 - 4 4 h . 75 or ove r

1 1 . What is your ra c e ?
a . A f ri c a n - A m e ri c a n / B l a ck
b. A s i a n
c . C a u c a s i a n / W h i t e
d . H i s p a n i c
e. N a t i ve Ameri c a n
f. Other __________

12 . H ow much education do you have ?
a . some high school
b. high school gra d u a t e
c . some college
d . college gra d u a t e
e. m a s t e r ’s degr e e
f. d o c t o ral degr e e

13 . Would you like to get info rmation about the National
Breast Cancer Coalition?
a . Yes  b. N o
(If you circled “ Ye s,” please give your contact 
i n fo rmation on the other side of this fo rm .)

Tell Us What You T h i n k !
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