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Acco u n t a bi l i ty means making su re that everyone invo lved 
in health care does what they ’re su ppo s ed to do. This inclu de s
p a ti en t s , doctor s , nu r s e s , h o s p i t a l s , health plans, and re s e a rch er s .

NBCCF bel i eves our health care sys tem needs a whole new way
of finding and fixing probl em s . We are figh ting for a bet ter
health care sys tem . Me a nwh i l e , as pati en t s , we can do our part to
m a ke the sys tem more acco u n t a bl e .

Quality Breast Cancer Care Means:
G et ting the Ri ght Tre a tm ent at the Ri ght Ti m e

Being a Re s pon s i ble Pa ti en t

Having a Way to Fix Probl em s

A C C O U N TA B I L I T Y



G et ting the Ri ght Trea tm ent at the Ri ght Ti m e

We need a health care sys tem that provi des the

ri ght tre a tm en t , at the ri ght ti m e , every ti m e .

Th ere are sti ll many qu e s ti ons abo ut bre a s t

c a n cer tre a tm en t . But there is overwh el m i n g

s c i en ti f i c evi den ce that many tre a tm ents work

well for many breast cancer pati en t s . Bre a s t

c a n cer tre a tm ent can, and of ten doe s ,s ave live s .

Th ere is on ly one re a s on why a breast cancer

p a ti ent should not have the most ef fective

tre a tm ents ava i l a bl e : because the pati ent her-

s el f , i n form ed and edu c a ted , dec i ded against it.

Som etimes it takes ye a rs for bet ter tre a t-

m ents and care practi ces to make their way

i n to the health care sys tem . This is unaccept-

a bl e . Our health care sys tem must del iver 

evi den ce - b a s ed care to every pati en t . Th a t

means everyon e , rega rdless of wh ere they live ,

gets the most ef fective tre a tm ent known , b a s ed

on the most recent scien tific evi den ce .

Th ere are many people and groups invo lved

in your health care :

● doctors
● nu rs e s
● your h ealth plan or insu ra n ce com p a ny
● h o s p i t a l s , and 
● c a n cer cen ters

Who is re s pon s i ble for making su re you get

the ri ght tre a tm ent at the ri ght time? Th e

a n s wer is all of these people and gro u p s .

Pa ti ents should not have to won der if t h ey are

get ting the most ef fective tre a tm ent ava i l a bl e .

Th ey should be able to assume that they are .

Sadly, ri ght now, our health care sys tem

doe s n’t have to report on the care it del ivers or

explain why some of its pati ents don’t receive

s t a n d a rd care . And until we pre s su re the health

c a re sys tem to do this, p a ti ents som etimes have

to work hard to be su re they are get ting the

ri ght care at the ri ght ti m e .

What You Can Do:

Read this guide cover to cov e r.
This guide contains our best advi ce abo ut get-

ting qu a l i ty breast cancer care . You may hear

s ome of our advi ce el s ewh ere . But you prob a-

bly won’t hear mu ch of it any wh ere el s e . For

s pecific tre a tm ent dec i s i on s , s t a rt by revi ewi n g

s ome nati onal guidelines (see page 39). If yo u r

doctor h a s n’t recom m en ded the s t a n d a rd of

c a re, ask why.

Be a good advocate for y o u rself. 
Rem em ber that many kind and hel pful doctors

and nu rses may not be providing the most up-

to - d a te care . It may not be one pers on’s fault.

And while yo u’re ch oosing your tre a tm en t , i t

prob a bly isn’t hel pful to focus on who is to

bl a m e . The point is that you should be get ti n g

the most ef fective tre a tm ent at the most ef fec-

tive ti m e , unless you spec i f i c a lly refuse it.

NBCCF thinks that the more inform ed you are ,

the more l i kely it is yo u’ ll get the best tre a tm en t

for yo u .
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Acco u n t a bi l i ty is a two - w ay street . As a bre a s t

c a n cer pati en t , you are re s pon s i ble for:

● giving your doctors correct inform a ti on ,
● being re s pectful to doctors and other health

c a re workers ,
● s aying wh en you don’t understand som e-

t h i n g, and 
● doing what you say yo u’ ll do.

But please rem em ber: your breast cancer is n ot

your fault. We don’t know what causes bre a s t

c a n cer. But we know that it isn’t caused by on e

thing that wom en do or don’t do. Nothing we

k n ow says ,“ Do X and get breast cancer,” or “ Do

Y and don’t get breast cancer.” Ma ny known ri s k

f actors are out of your con tro l . These inclu de :

● being a wom a n ,
● a ge ,
● f a m i ly history,
● gen eti c s ,
● get ting your first peri od earl i er, and 
● re aching men opause later.

What You Can Do:

Be honest with your doctors. 
It’s hard to tell your doctor wh en yo u’re 

doing som ething unhealthy. ( Smoking and 

not exercising are examples.) But they need

that inform a ti on to understand your health

c a re need s . It might also be hard to tell a doctor

that yo u’re trying an herb or a special diet .

Th ey might not approve . But som ething yo u

a re taking could affect other parts of yo u r

tre a tm en t . You have to give doctors the wh o l e

p i ctu re to get the ri ght care .

Be re sp o nsible for your choices.  
You have to live with your health care dec i s i on s .

This is true no matter how many doctors work

with yo u . So you need to understand yo u r

ch oi ce s . That way you can feel com fort a ble 

and con f i dent abo ut what you dec i de .

Be prep a red to take some matters into yo u r

own hands. In the en d , you are your own be s t

w a tch dog for get ting what you need .

Evidence-Based Cov e ra g e

One important issue is how health care
plans dec i de what they pay for. N B C C F
bel i eves they should dec i de this based on
evi den ce f rom medical re s e a rch studies.
T h ey should ju d ge their dec i s i ons aga i n s t
s et standards that are kept up-to - d a te .

But deciding what evi den ce means is
h a rd .D i f ferent health plans and doctor s

of ten disagree . Plus there is n o evi den ce
for many areas of breast cancer care .

An evi den ce - b a s ed s ys tem sti ll make s
s ense and can be fair. Everyone should be
a ble to easily find out how dec i s i ons are
m ade from start to finish. And pati en t s
should be able to ch a ll en ge dec i s i on s
a bo ut what is covered .

We need a health care sys tem that provi des  
the ri ght tre a tm en t , at the ri ght ti m e , every ti m e .

Being a Re s pon s i ble Pa ti ent 



The rules of our health care sys tem are not

a lw ays cl e a r. And som etimes they are unfair.

For ex a m p l e , it isn’t alw ays clear what care is

covered by a h ealth plan or why. And the ru l e s

a bo ut covera ge and other health care dec i s i on s

va ry a lot from health plan to health plan.

NBCCF bel i eves the health care indu s try

n eeds mu ch bet ter rules abo ut breast cancer

c a re . These rules must be given to everyone in

an easy-to - u n derstand way. And wh en the ru l e s

a re bro ken , p a ti ents need a qu i ck and easy way

to get the probl em fixed .

For now, p a ti ents who want to ch a ll en ge

t h eir health plans’ dec i s i ons usu a lly must begi n

with an appe a l . The health plan itsel f de s i gn s

its own appeals proce s s . So it may be a lon g

and fru s tra ting proce s s . But som etimes the

f i ght is well worth it.

What You Can Do:

Identify the source 
of the pr o b l e m .
You may face a nu m ber of probl ems with our

health care sys tem . Your health plan may limit

your ch oi ce of doctors or care cen ters . O r

m aybe your health plan won’t pay for care 

that you need . Or maybe one of your caregivers

has given you the wrong care .

Som etimes it’s hard to get to the root of

the probl em . For ex a m p l e , l et’s say your doctor

recom m ends a tre a tm ent that your health 

plan won’t cover. Is the probl em that yo u r

health plan won’t pay for a tre a tm ent that 

you need? Or is the probl em that your doctor is

recom m ending a tre a tm ent that isn’t ef fective ?

Ei t h er is po s s i ble in our health care sys tem .

Th a t’s why it is important to understand the

evi den ce behind your doctor ’s tre a tm ent 

recom m en d a ti on s .

You need to know the source of the 

probl em . That way you can dec i de wh et h er 

you want to appeal your health plan’s dec i s i on .

What is the goal of an appeal? The goal 

is to get your health plan to ch a n ge their 

dec i s i on and pay for care that wi ll help yo u .

Read your health 
i ns u r ance policy car e f u l l y . 
Every health plan is differen t . So be su re yo u

u n derstand what servi ces your plan does and

does not cover. Health plans can limit yo u r

ch oi ce of doctors and care cen ters . Th ey can

also limit the type of c a re they cover.

Keep in mind that em p l oyers buy most 

priva te h ealth insu ra n ce. E m p l oyers can

dec i de how mu ch covera ge to of fer thei r

em p l oyee s . Th ey can base this on how mu ch

t h ey want to spen d . That means that som e-

times even a proven tre a tm ent isn’t covered by

your health plan. For ex a m p l e , em p l oyers can

dec i de not to cover mental health servi ces even

t h o u gh they can be “n eeded and ef fective .”

Al s o, Med i c a re does not cover pre s c ri pti on

d ru gs used out s i de the hospital. So they don’t 

cover the drug t a m ox i fen even though it hel p s
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Having a Way to Fix Probl em s



Remember —more care does not always mean better care.

Som etimes pati ents fight their health
i n su ra n ce companies to get a tre a tm en t
paid for even wh en no re s e a rch has shown
that the tre a tm ent work s . G et ting more
c a re isn’t alw ays good for yo u . Som eti m e s
“less is more .” Let’s say your doctor 
advises a tre a tm en t , and your health plan
covers it. That doe s n’t mean it is the be s t
tre a tm ent for yo u . For example, s ome 
doctors sti ll give high - dose ch em o t h era py
with bone marrow transplants to tre a t
breast cancer. And some health plans sti ll
cover them . But recent studies show that
this tre a tm ent works no bet ter than 

s t a n d a rd ch em o t h era py for breast cancer
p a ti en t s . And it can hu rt your body 
m ore .2 0 For more inform a ti on on this
i s su e , con t act NBCCF (page 99). Ask for a
copy of our po s i ti on statem ent on Hi gh -
Dose Ch em o t h era py with Bone Ma rrow
Transplant or Stem Cell Su pport .

It’s tem pting to think that the more 
you do, the healthier yo u’ ll becom e .
But that’s of ten wron g . D on’t focus on 
h ow mu ch you do. Focus on doing wh a t
m edical evi den ce su ggests wi ll be most
h el pf u l .

2 0 Stadtmauer EA, et al. C o nventional-dose chemothera py compared with high-dose chemothera py plus autologous hematopoietic stem-cell
t ransplantation for metastatic breast cancer. N ew England Journal of Medicine 2 0 0 0 ;3 4 2 ( 1 5 ) :1 0 6 9 - 7 6 .

Peters W P, et al.A prospective, ra n d o m i zed comparison of two doses of combination alkyating agents (AA) as consolidation after CAF in
h i g h - risk pri m a ry breast cancer involving ten or more axillary lymph nodes (LN): p r e l i m i n a ry results of CALGB 9082/SWOG 9114/NCIC MA-
1 3 . Proceedings ASCO 1 9 9 9 ; 18 (abstract 2).
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Rem em ber— 
m ore care doesnot alw ays mean bet ter care .

s ome wom en with breast cancer.1 9

Health plans have to be honest abo ut wh a t

they do and don’t cover—and why. They

have to cover the same things for everyone 

on the same plan. But they don’t have to

cover everything.

Find out about the appeals
p rocess under your health plan.
Re ad your policy and your denial let ter to find

o ut abo ut the appeals proce s s . Find out who to

talk to abo ut the den i a l . (This inform a ti on may

be in your denial let ter. Or you may have to call

your health plan.) Th en you should:

● Ask your health plan for a wri t ten copy of

the steps you need to take to make an

a ppe a l , i n cluding any de adl i n e s .
● If you do not have a copy of your denial 

l et ter, request one from your health plan. It

should tell you why your tre a tm ent is not

being paid for.
● Ma ke su re that you meet all the de adl i n e s

for appeals set by your health plan.

1 9 E a rly Breast Cancer Tri a l i s t s ’C o l l a b o ra t i ve Group.Ta m ox i fen for early breast cancer:an ove rv i ew of the ra n d o m i zed tri a l s. Lancet 1 9 9 8 ;
3 5 1 ( 9 1 1 4 ) :1 4 5 1 - 6 7 . ) .



● Wh en po s s i bl e , con t act your health plan in

wri ti n g. Send let ters to them by certi f i ed

m a i l , and ask for a retu rn recei pt . If yo u

s peak to anyone at your health plan abo ut

your case, m a ke su re you take note s . Wri te

down the name of the pers on you spo ke to,

the pers on’s and ph one nu m ber, what was

s a i d , and the date of your convers a ti on . Th i s

gives you a record of your appe a l , and it

m ay be hel pful down the road .
● If you have health insu ra n ce thro u gh yo u r

em p l oyer, tell the ben ef i t s m a n a ger abo ut

your probl em . She or he may be able to

pre s su re the health plan to ch a n ge its

dec i s i on .

Get copies of your 
medical r e c o rd s . 
Try to get copies of your medical records and

a ny corre s pon den ce bet ween your doctor and

your health insu ra n ce carri er. This inclu de s

your doctor ’s “request for paym ent aut h ori z a-

ti on .” In most states you should be able to get

copies of your record s , but your doctor may

ch a r ge a fee for copying them .

Learn about your illness. 
Le a rn all you can abo ut your ill n e s s , what 

your doctor advises for your tre a tm en t , a n d

why. Ask your doctor if t h ere is evi den ce from

m edical studies that this tre a tm ent wi ll hel p

yo u . This inform a ti on wi ll help you make the

best appeal you can.

Write an appeal letter. 
Your appeal let ter should tell your health plan

why you think the plan should pay for yo u r

c a re . The let ter should be cl e a r, f i rm , a n d

po l i te . You should tell them :
● Who You Are — G ive your name and yo u r

health plan group and mem ber nu m bers .

Also inclu de the claim nu m ber and 

a ny other inform a ti on used to iden tify 

your case.
● What Has Ha ppen ed So Fa r — Tell them

a bo ut your ill n e s s , the tre a tm ent you need ,

and why it was den i ed .
● Your Best Ca s e — Correct anything in the

record that is wron g. G ive any medical or

s c i en tific evi den ce that su pports your case.
● What You Want Your Health Plan to Do —

Tell them why you bel i eve their denial was

wron g. Say that you want them to revi ew

your case and approve paym ent for yo u r

tre a tm ent as soon as po s s i bl e .
● Next Steps – Tell them wh en you wi ll 

fo ll ow up.

Ask your doctor to 
help with your appeal. 
G et a sign ed statem ent from your doctor that

s pec i f i c a lly de s c ri bes your illness and what is

n eeded to treat it. (Were there any s pec i a l i s t s

c a ll ed in to con sult or treat you? Get them to

s i gn statem en t s , too.) This statem ent should

also inclu de a short medical history and yo u r

p rogn o s i s with and wi t h o ut tre a tm en t . Yo u r
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Try to get copies of your medical record s .
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doctor(s) should inclu de copies of peer-

revi ewed re s e a rch arti cles rel evant to your ill-

ness and propo s ed tre a tm en t . If po s s i bl e , s en d

a ll of this inform a ti on to your insu ra n ce carri er

with your first wri t ten appe a l .

You may want to get help from 
a lawye r. 
The inform a ti on in this guide c a n’t t a ke the

p l ace of l egal advi ce . A law yer can file your case

in co u rt if that is the on ly opti on you have lef t .

He or she can also tell you if what your health

plan or caregiver did was against the law.

Would you like help from a law yer, but yo u

c a n’t afford to pay for one? Th ere are law yers

who may be able to give you free advi ce .

Con t act the Am erican Bar As s oc i a ti on’s

Com m i s s i on on Wom en in the Profe s s i on

( p a ge 99) to find free legal help in your are a .

Be pre p a red to fight 
for your health! 
You may have to be stu bborn and dem a n d i n g

wh en you make your appe a l . Your health may

m a ke it hard for you to fight for your own

tre a tm en t . A fri end or family mem ber may 

be able to help you make your appe a l .
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