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Q u a l i ty care is a not a de s ti n a ti on . It’s a journ ey in the ri gh t
d i recti on . T h a t’s why NBCCF sees qu a l i ty care as a set of core
v a lu e s , not a ch ecklist of i tem s . Core values help us focus on
what matters most. T h ey tell us if we’re heading in the ri gh t
d i recti on . But core values are never finished . Breast cancer 
c a re needs to keep get ting bet ter.

We need our whole health care sys tem to look at what is and is
not work i n g . That way we can con ti nue to improve the qu a l i ty
of c a re . We need a way to admit past mistakes and make things
bet ter. We want ch a n ges that wi ll improve the qu a l i ty of bre a s t
c a n cer care starting ri ght now. Here are some ways you can hel p
m a ke this happen .

Quality Breast Cancer Care Means:

I M P R O V E M E N T

Becoming a Breast Ca n cer Activi s t

Le a rning from Pa ti ent Ca re

Me a su ring What Ma t ter s



If yo u’ve just learn ed you have breast cancer,

you need to focus on your own healing. But

m a ny of us living with breast cancer soon ask:
● How can I help others who are goi n g

t h ro u gh what I went thro u gh? 
● What can I do to help som eone else get 

the breast cancer care they need? 
● What can I do to help end this disease? 

Re aching out to help others is of ten an 

i m portant part of our own healing.

It takes co u ra ge to look beyond your own

breast cancer to the larger sys tem . But that’s

what it takes to make a differen ce . Hi s tory

s h ows that breast cancer a c tivi s t s can hel p

i m prove breast cancer care . Not long ago,

m a ny wom en were ashamed to admit they 

h ad breast cancer. Si n ce then , brave breast 

c a n cer su rvivors have stepped forw a rd to make

breast cancer a public and nati onal issu e . Bre a s t

c a n cer a dvoc a te s a re now a powerful voi ce in

breast cancer re s e a rch and po l i c y. To learn

m ore abo ut breast cancer a c tivi s m and 

N B C C F, s ee pages 115-116.

What You Can Do:

Become a member of NBCC.
The other secti ons of this guide focus on 

what you can do to help yo u rs el f get qu a l i ty

breast cancer care . But many qu a l i ty probl ems 

a re sys temwi de . So the soluti ons need to be 

s ys temwi de as well .

One pers on can make a big differen ce . But 

a group of people who share a vi s i on and are

re ady to work tow a rd com m on goals can do

even more . Th a t’s why we need you to joi n

N B C C . We are mill i ons of breast cancer

activists ac ross the nati on . Toget h er we can 

and do make a differen ce in the qu a l i ty of

breast cancer care in this co u n try. We need

e ach and every one of yo u . Please join us tod ay !

Con t act NBCC (page 99) for mem bers h i p

i n form a ti on . Or you can join by using the

pri n ted envel ope in the back of this guide .

Th ere are lots of w ays to make a differen ce

in the breast cancer movem en t . Some fo l k s

s pend thousands of h o u rs year after ye a r.

Ot h ers spend just an hour here or there . Yo u

can attend a ra lly, or ga n i ze a ra lly, a t tend a

m eeti n g, or host a fund-ra i s er. You can wri te 

a let ter, wri te a hu n d red let ters , c a ll som eon e ,

or call everyon e . You can vo te , h on or a hero,

co ll ect sign a tu re s , or wri te a law. You can 

hold som eon e’s hand, ask qu e s ti on s , thank 

a su pporter, or demand answers . You have 

your own special talen t s . Use them . Ma ke

breast cancer care bet ter for som eone else 

who may need it all too soon .

Join us wh en yo u’re re ady to look beyon d

your own breast cancer to the world of bre a s t

c a n cer. Wh en it comes to improving bre a s t

c a n cer care , t h ere is no limit to great ide a s .

We’d love to hear your ideas and stori e s .

Please share them with us.
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Becoming a Breast Ca n cer Ac tivi s t
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Ideas for Impr oving the Quality of 
Breast Cancer Care in Your Community

1 . Give copies of this guide to 
breast cancer pati en t s , c a regiver s ,
and com mu n i ty groups in your are a .
To order more copies of the guide ,
s ee the order form in the back of
this boo k .

2 . Meet with breast cancer caregivers 
in your area to explain this guide .
Ask them to give it to their pati en t s .
And ask them to give evi den ce - b a s ed
i n form a ti on to all their pati en t s . T h e
i n form a ti on should inclu de both 
s t a n d a rd and com p l em en t a ry 
m ed i c i n e.

3 . Tell low - i n come wom en with no
h ealth insu ra n ce that they can get a
m a m m ogra m t h ro u gh the NBCCEDP
( s ee page 15). That way, i f t h ey have
breast cancer, t h ey may be able to get
Med i c a i d to pay for their tre a tm en t .

4 . Ask local health plans to explain how
t h ey dec i de abo ut covering breast 
c a n cer care . Ask them to explain the
p rocess pu bl i cly. For example, t h ey
could wri te a let ter to their mem ber s .
It could explain what evi den ce t h ey 
use to dec i de what to cover.

5 . Meet with your local cancer cen ter,
hospital and/or h ealth plan. Ask 
t h em how they care for breast cancer
p a ti ents who don’t have health
i n su ra n ce. Who is falling thro u gh 
the cracks in your com mu n i ty? 
Breast cancer activists and care 
cen ters can work toget h er to be 
su re all breast cancer pati ents get 
a ll the care they need .

Build your advocacy s k i l l s.
E ach spri n g, NBCCF holds its Advoc ac y

Training Con feren ce in Wa s h i n g ton , D. C .

Breast cancer advoc a tes from every part of

the co u n try come toget h er to learn and get

i n s p i red . Everyone who cares abo ut breast 

c a n cer is wel com e .

The con feren ce is three days lon g.

Yo u’ ll learn abo ut breast cancer re s e a rch ,

c a re , po l i c y, and a dvoc a c y. Yo u’ ll also be 

a ble to ch oose work s h ops on topics that 

e s pec i a lly interest yo u . Th ere are dozens of

work s h ops— s om ething for everyon e . Here 

a re a few examples of work s h ops from other 

ye a rs :
● S t a rting Breast Ca n cer Advoc acy in Yo u r

Com mu n i ty
● The Nuts and Bolts of Con gre s s

Toget h er we can and do make a differen ce in the 
qu a l i ty of breast cancer care in this co u n try.



● Com p l em en t a ry and Al tern a tive Med i c i n e

and Quality Breast Ca n cer Ca re
● Gen etic Te s ti n g: Do You Re a lly Need 

to Kn ow ?

NBCC holds its An nual Lobby Day the day

a f ter the con feren ce . On Lobby Day, N B C C

activists meet with their mem bers of Con gre s s

to ask them to su pport NBCC’s agenda to 

end breast cancer. The con feren ce prep a re s

activists for these meeti n gs . Everyone is 

wel com e . Con t act NBCCF (page 99) for more

i n form a ti on on our An nual Advoc acy Tra i n i n g

Con feren ce .

Take NBCCF’s Project LEAD®
C o u rs e .
Proj ect LEAD® is an inten s ive scien ce progra m .

It teaches breast cancer activists how to

recogn i ze well - de s i gn ed re s e a rch . It also hel p s

them understand scientific concepts. For

example, students learn about basic science,

gen eti c s , and ep i dem i o l ogy. ( Ep i dem i o l ogy is

the stu dy of what causes specific h ealth out-

comes in pop u l a ti ons.) 

Proj ect LEAD® prep a res advoc a tes to take

p a rt in meeti n gs wh ere breast cancer re s e a rch

dec i s i ons are made .

It is a busy fo u r- d ay program held fo u r

times a year in different cities around the 

co u n try. Con t act NBCCF (page 99) for more 

i n form a ti on on Proj ect LEAD®.

Fight for health care r e f o r m .
Federal and state laws could make breast 

c a n cer care mu ch bet ter. Con t act NBCC 

( p a ge 99) to learn abo ut our legi s l a tive 

pri ori ti e s . Le a rn how you can:
● f i ght for access to health care for everyon e ,
● f i ght for more breast cancer re s e a rch to

bring us cl o s er to finding preven ti on 

and cure s ,
● demand more and bet ter re s e a rch into 

the links bet ween breast cancer and the 

envi ron m en t ,
● work for pro tecti ons against gen etic 

d i s c ri m i n a ti on , a n d
● f i ght for meaningful pati ent pro tecti on s .
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We need to find out what health care is and 

is not work i n g. Th a t’s the on ly way we can

ch a n ge things for the bet ter. But our health care

s ys tem doe s n’t do well at measu ring health care

qu a l i ty. Ri ght now we ra rely l e a rn from pati en t

c a re . Th a t’s because very few breast cancer

p a ti ents take part in clinical tri a l s. And we

don’t co ll ect very mu ch data on pati ent care .

We need to tu rn that aro u n d . We need a health

c a re sys tem that a lways l e a rns from pati ent care .

This means more and bet ter:
● clinical trials stu dying new ways of u n der-

standing and tre a ting breast cancer, and 
● i n form a ti on co ll ected on pati ent care and

ex peri en ce s .

This is a whole new way of t h i n k i n g. It wo u l d

ch a n ge what medical re s e a rch means to the

avera ge pati en t .

What You Can Do:

Learn about clinical trials.
Th en let other breast cancer pati ents know wh a t

yo u’ve learn ed . Clinical trials are not abo ut

proving what we alre ady know. Th ey ’re abo ut

asking qu e s ti ons that we don’t have answers to.

Clinical trials are how we learn to make bre a s t

c a n cer tre a tm ent bet ter. Th ey ’re also how we get

a n s wers abo ut causes, preven ti on , and cure s .

Well - de s i gn ed clinical trials are a good way for

p a ti ents to get care . All breast cancer pati en t s

should know abo ut clinical trials they could take

p a rt in. To learn more abo ut clinical tri a l s , s ee

p a ges 23-25 of this guide .

I m p r ove the laws about 
clinical trials.
Trial spon s ors pay most of the costs of cl i n i c a l

tri a l s . But som etimes there are “ro utine pati en t

c a re” costs that aren’t covered . Some states 

h ave laws to make h ealth plans p ay those co s t s .

If your state doe s n’t , you can ask your state 

repre s en t a tive to try to pass a new law in yo u r

s t a te . NBCC (page 99) has wri t ten some model

s t a te legi s l a ti on to help get you started .

I n c rease access to clinical trials. 
Ask local doctors and hospitals how you can

h elp them get more pati ents into qu a l i ty bre a s t

c a n cer clinical tri a l s . Ask them if t h ey give 

i n form a ti on on clinical trials to their breast 

c a n cer pati en t s . O f fer to help them cre a te a 

s ys tem for telling pati ents abo ut clinical tri a l s .

Learn about health outcomes
re s e a r ch. 
One way to learn from patient care is to

m e a su re the end re sults of health care . Re s e a rch

that looks at the end results of care is called

o utcomes re s ea rch. These re sults can inclu de

ch a n ges in:
● what you are able to do,
● h ow you feel , and 
● h ow long you can hope to live .

This re s e a rch is key to devel oping bet ter care .21

L ea rning from Pa ti ent Ca re

We need a health care sys tem 
that a lways l e a rns from pati ent care .

2 1 Outcomes Research.Fact Sheet.AHRQ Publication No.00-P011, March 2000.Agency for Healthcare Research and Quality, Rock v i l l e, MD.



We need a nati onal h ealth outcom e s d a t a-

b a s e . It would help us learn how to best tre a t

p a ti ents with all types of health probl em s . But

this kind of program needs a strong nati on a l

com m i tm en t . It needs to invo lve nati onal 

l e aders and loc a l , s t a te , and nati onal te a mwork .

It needs data standards and a fra m ework for

the inform a ti on . It needs ways to keep pati en t

data priva te .

A nati onal health outcomes database wo u l d

give inform a ti on we can’t get from clinical 

tri a l s . New tre a tm ents usu a lly work bet ter in

clinical trials than they work in the real worl d .

This is because clinical trials take place under

cl o s ely con tro ll ed con d i ti on s . The outcom e s

database would tell how tre a tm ents work wh en

the avera ge pati ent sees the avera ge doctor.2 2

Con t act the Health Legacy Pa rtn ers h i p

( p a ge 102) to learn more abo ut the gro u p’s

ef fort to cre a te a nati onal health outcom e s

d a t a b a s e .
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Mea su ring What Ma t ters

One stra tegy for improving health care qu a l i ty

is to measu re what matters most in health care .

We need bet ter qu a l i ty measu res to do this.

Com p a ring h ealth plans by how many pati en t s

get m a m m ogra m s e ach year doe s n’t tell yo u

mu ch . Kn owing how many pati ents say they are

“s a ti s f i ed ” with their health plan doe s n’t hel p

mu ch , ei t h er. People answer differen t ly based on

t h eir mood . And magazines usu a lly ju d ge the

“be s t” hospitals by asking doctors what they

t h i n k . But that on ly tells us what doctors like . It

doe s n’t tell us how well the hospital cares for

p a ti en t s .

Not long ago, re s e a rch ers were the on ly 

ones who tri ed to measu re the qu a l i ty of c a re .

Now breast cancer su rvivors and a c tivi s t s bri n g

a unique and important vi ewpoint to this issu e .

So we should help shape , ju d ge , and improve

re s e a rch on the qu a l i ty of breast cancer care .

O n ce we measu re som ething abo ut bre a s t

c a n cer care , the public needs to know the

re su l t s . People need to know abo ut the qu a l i ty

of c a re in this co u n try. Th a t’s true wh et h er it’s

good news or bad .

How You Can Ma ke a Differen ce :

Learn more about quality measur e s.
Re s e a rch ers tend to measu re things that are easy

to co u n t . For ex a m p l e , h ow many wom en over

a ge 50 got a mammogram last year? This is easy

to measu re , but the answer to this qu e s ti on isn’t

very hel pf u l . It doe s n’t tell us anything abo ut

what happen ed after the woman got a mam-

m ogra m . Some important qu e s ti ons inclu de :

2 2 McGlynn, EA.Building a health care info rmation system for decision making in the 21st century. ( u n p u blished article) 2000.
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● Were the wom en who got mammogra m s

given acc u ra te d i a gn o s e s?
● Did those with abn ormal mammograms 

get needed fo ll ow-up care ?
● Were they inform ed of a ll of t h eir tre a tm en t

opti on s ?
● Were they told abo ut clinical tri a l s and if

t h ey could join on e ?
● Were they tre a ted with re s pect ?
● Were probl ems solved qu i ck ly and fairly ?

NBCCF is intere s ted in cre a ting bet ter 

qu a l i ty measu res for breast cancer. We want to

use the core va lues pre s en ted in this guide to

ju d ge the qu a l i ty of breast cancer care . O u r

vi s i on and core va lues say what we think 

m a t ters most in health care .

More and bet ter qu a l i ty measu res wi ll cre a te

m ore and bet ter inform a ti on abo ut the qu a l i ty

of c a re in the Un i ted State s . This inform a ti on

wi ll hel p :
● con su m ers make more inform ed ch oi ce s

a bo ut their care ;
● p u rch a s ers of health care make va lu e - b a s ed

p u rchasing dec i s i on s ;
● the health care indu s try focus and pri ori ti ze

its qu a l i ty improvem ent ef fort s ;
● a dvoc a te s d i rect their passion and en er gy;

and 
● the public hold the sys tem acco u n t a bl e .

Con t act the Na ti onal Health Law Progra m

( p a ge 105) to learn more abo ut qu a l i ty 

m e a su re s . Ask for a copy of t h eir fact sheet ,

“G et ting the Best Out of Ma n a ged Ca re #2:

Un derstanding Quality Me a su re s .”

Help measure the quality 
of breast cancer car e .
Ask for a meeting with your local breast cancer

cen ter or hospital. Ask them how they measu re

what works for breast cancer care . And ask wh a t

t h ey do with that inform a ti on .

Ask your local breast cancer cen ter or 

hospital to see their qu a l i ty improvem ent 

p l a n . If t h ey don’t have on e , t h ey should 

m a ke on e . Insist that breast cancer activi s t s

work as partn ers in making the plan. Maybe

t h ey have a plan, but it is confusing to yo u . If

s o, ask them to explain ex act ly what it re a lly

m e a n s . Th en you can su ggest how to make it

bet ter. Base your com m ents on what you wi s h

you had known wh en you were a pati en t .

Work with local health plans and cen ters to

m e a su re and redu ce m edical errors. Med i c a l

errors are mistakes that could be preven ted .

Ma ny states have programs to track and preven t

m edical errors . To learn more , con t act the

In s ti tute of Medicine (IOM) (page 102). Ask for

its report , “To Err is Hu m a n : Building a Sa fer

Health Sys tem .” You may also want to ask for 

a copy of its report ,“Crossing the Quality Ch a s m :

A New Health Sys tem for the 21st Cen tu ry.”

This report gives excell ent advi ce for improvi n g

the qu a l i ty of c a re in the Un i ted State s .

O n ce we measu re som ething 
a bo ut breast cancer care ,

the public needs to know the re su l t s .



We wish we could give you a simple answer abo ut breast cancer.
We can’t . This guide is not simple because breast cancer isn’t 
s i m p l e . But we’ve tri ed very hard to be clear and acc u ra te .

L i ke any boo k , this guide wi ll become out - of - d a te . Ch eck the bo t tom 

of the table of con tents page to see wh en it was publ i s h ed . To be su re 

that what you are re ading is up-to - d a te , visit NBCCF’s web site at

w w w. s topbre a s tc a n cer. or g. You can find this en ti re guide on our web 

s i te , and we update it reg u l a rly. If you need help get ting to our web site , go

to a libra ry. A libra rian should be able to help you get on to the In tern et .

We hope we’ve given you some new ways to think abo ut qu a l i ty health

c a re for breast cancer. And we hope it wi ll help you get the qu a l i ty care

you de s erve . We also hope you wi ll join us in the movem ent to end 

breast cancer.

Ma ny or ga n i z a ti ons and indivi duals make up the Na ti onal Bre a s t

Ca n cer Coa l i ti on Fu n d . On beh a l f of a ll of t h em , we wish you the very

best in your search for qu a l i ty health care .
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