




I N F O R M AT I O N

G et ting and using the ri ght inform a ti on can make all the 
d i f feren ce . It can re a lly affect the re sults of your care . Here’s
h ow to be well inform ed and make wise health care ch oi ce s .

Quality Breast Cancer Care Means:
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Un derstanding Your Diagn o s i s

Using Evi den ce - Ba s ed In form a ti on



Th ere are many different types of breast cancer.

The doctor who determines what type of bre a s t

c a n cer you have is call ed a “p a t h o l ogi s t.”

The type of c a n cer you have is call ed yo u r

“d i a gn o s i s.” It is very important that the

p a t h o l ogist gives you an acc u ra te diagn o s i s . It 

is also important that you understand yo u r

d i a gn o s i s . Your tre a tm ent wi ll be differen t

depending on your diagn o s i s .

Here’s how doctors make a breast cancer diag-

n o s i s . A doctor takes a sample of your breast ti s-

su e . (This is call ed a “b i op s y.”) Th en ,t h e

p a t h o l ogist looks at the ti s sue sample. (The ti s su e

samples that pathologists look at are also call ed

“breast ti s sue s l i de s.”) The pathologist de s c ri be s

your cancer in a report . The report tells yo u r

“s pecific disease ch a ra c teri s ti c s.” Your disease

ch a racteri s tics tell what type of breast cancer yo u

h ave . The disease ch a racteri s tics help your doc-

tors dec i de what tre a tm ent to recom m en d .

Le a rning abo ut your diagnosis helps yo u

m a ke inform ed care ch oi ce s . The bad news is

that your diagnosis can be hard to unders t a n d .

The good news is that your doctors should

h ave all this inform a ti on . Im portant inform a-

ti on abo ut your disease may be ga t h ered from

a nu m ber of p l ace s . These may inclu de :

● your p a t h o l ogy report, also call ed a 

“bi opsy report ,”
● X rays ,
● bone scans,
● bl ood te s t s ,
● su r gical report s , a n d

● s pecial te s t s — for ex a m p l e , for H E R 2 / n eu

s t a tu s .

Re ad on for advi ce on how to unders t a n d

your pathology report .

What You Can Do:

Learn exactly what your 
d i a g n o s is is. 
Ask if t h ere is more than one name for it. For

ex a m p l e , “breast cancer,” “i nva s ive ductal car-

c i n om a,” and “i n f i l tra ting ductal carc i n om a”

can all mean the same thing.

Is this the first time you have ever had bre a s t

c a n cer? If s o, h ere are some important qu e s-

ti ons to ask your doctor:

1 . Is my breast cancer inva s ive or non i nva s ive ?

2 . What stage is my breast cancer? (for ex a m-

p l e , S t a ge 0, S t a ge I, S t a ge IIA, S t a ge IIB, etc . )

3 . How large is my tu m or ?

4 . Has the cancer spre ad to my l ym ph node s?

If s o, to how many lym ph node s ?

5 . Is my breast cancer e s trogen receptor-

n ega tive or e s trogen receptor- po s i tive?

6 . Is my breast cancer p roge s terone receptor-

n ega tive or p roge s terone receptor- po s i tive?

7 . Is my breast cancer HER2/neu - n ega tive or

H E R 2 / n eu - po s i tive ?

The answers to these qu e s ti ons wi ll help yo u

u n derstand some of your disease ch a racteri s-

ti c s . Be su re to ask what each disease ch a racter-

i s tic means for yo u . You need this inform a ti on

to make inform ed tre a tm ent ch oi ce s . See page

30 to learn why these qu e s ti ons are import a n t .
2 8 N B C C F  • I N F O R M AT I O N

Un derstanding Your Diagn o s i s
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Af ter breast cancer has been diagn o s ed ,m a ny
tests are don e . Some of these tests find out if
c a n cer cells have spre ad within the breast or
to other parts of the body.

T h ere are three important terms used to
de s c ri be breast cancer:
■ In situ breast cancer–This means that the

c a n cer has not spre ad out s i de the du c t or
l obu l e wh ere it started .

■ Inva s ive breast cancer–This means that
the cancer has spre ad out s i de the du ct or
l obule to su rrounding ti s su e .

■ Met a s t a tic breast cancer–This means 
the cancer has spre ad out s i de the du ct or
l obule and has spre ad to another orga n .

The process used to find out wh et h er 
the cancer has spre ad is call ed “s t a gi n g .”
It is important to know the stage of the 
disease in order to plan the best tre a tm en t .

The fo ll owing stages are used for bre a s t
c a n cer:

St a ge 0 (non i nva s ive or in situ)
T h ere are two types of s t a ge 0 (c a rc i n oma in
s i t u) breast disease:
■ Ductal carc i n oma in situ (DC I S ) is 

s om etimes call ed “p rec a n cer” or a very
e a rly breast cancer. It may or may not
devel op into an inv a s ive type of bre a s t
c a n cer.

■ L obular carc i n oma in situ (LC I S ) is not
act u a lly cancer. It is a marker showing that
the woman has an incre a s ed risk of get ti n g
i nv a s ive breast cancer in ei t h er bre a s t .
LCIS of ten affects both bre a s t s .

St a ge I (inva s ive )
In stage I, the cancer:
■ is not larger than 2 cen ti m eters 

( a bo ut 1 inch ) and 
■ has not spre ad out s i de the bre a s t .

St a ge IIA (inva s ive )
In stage IIA, the cancer is ei t h er:
■ not larger than 2 cen ti m eters (abo ut 1

i n ch) but has spre ad to the lym ph node s
u n der the arm , o r

■ bet ween 2 and 5 cen ti m eters (1 to 2 inch e s )
but has not spre ad to the lym ph node s
u n der the arm .

St a ge IIB (inva s ive )
In stage IIB, the cancer is ei t h er:
■ bet ween 2 and 5 cen ti m eters (1 to 2 inch e s )

and has spre ad to the lym ph nodes under
the arm , o r

■ l a rger than 5 cen ti m eters (abo ut 2 inch e s )
but has not spre ad to the lym ph node s
u n der the arm .

St a ge IIIA (inva s ive )
In stage IIIA, the cancer is ei t h er:
■ s m a ll er than 5 cen ti m eters (abo ut 2 inch e s )

and has spre ad to the lym ph nodes under
the arm , and the lym ph nodes are attach ed
to each other or to other stru ct u re s , o r

■ l a rger than 5 cen ti m eters and has spre ad to
the lym ph nodes under the arm , and the
lym ph nodes may be attach ed to each
o t h er or to other stru ct u re s .

St a ge IIIB (inva s ive )
In stage IIIB, the cancer has ei t h er:
■ s p re ad to ti s sues near the bre a s t , su ch as

the skin or chest wall , i n cluding the ri b s
and mu s cles in the ch e s t , o r

■ s p re ad to lym ph nodes inside the ch e s t
w a ll along the bre a s tbon e .

St a ge IV (met a s t a ti c )
In stage IV, the cancer has ei t h er:
■ s p re ad to other organs of the body, m o s t

of ten the bon e s , l iver, or lu n gs , o r
■ s p re ad to the lym ph nodes in the neck ,

near the co ll a rbon e .

What are the stages of breast cancer and what do they mean? 11

11 The info rmation presented in this box is adapted from the National Cancer Institute’s (NCI) Physician Data Query (PDQ) database.



Have you been diagn o s ed with breast cancer

a second time? If s o, you may want to ask yo u r

doctor these qu e s ti on s :

1 . Is this new tu m or a new p ri m a ry tumor?

Or is it a local rec u rren ce? Or does it mean

that I have met a s t a tic breast cancer ?

2 . Is this tu m or different in any way from my

previous tu m or?  If s o, h ow wi ll the differ-

en ces affect my tre a tm en t ?

3 . What were the re sults of my bone scan, l iver

f u n cti on te s t s , chest X ray, and any other tests? 

4 . What are my tre a tm ent opti ons? 

5 . How wi ll I know if the tre a tm ent is working? 

O n ce aga i n , the answers to these qu e s ti on s

wi ll help you figure out your tre a tm ent ch oi ce s .

The more inform a ti on you have abo ut yo u r

s pecific diagn o s i s , the more inform ed yo u r

tre a tm ent ch oi ce wi ll be .

Why are these questions important?
Th ey are important because doctors dec i de

wh i ch tre a tm ents to recom m end based on yo u r

d i a gn o s i s . E ach woman with breast cancer has

a different set of disease ch a racteri s ti c s . Th e s e

ch a racteri s tics help doctors pred i ct wh i ch

wom en wi ll most likely ben efit from each tre a t-

m en t . And there are some d ru gs that on ly hel p

wom en with one specific ch a racteri s ti c . Severa l

d i f ferent disease ch a racteri s tics wi ll be listed on

your pathology report . The fo ll owing four ch a r-

acteri s tics are the ones used most of ten by doc-

tors to recom m end tre a tm en t .

You can learn more abo ut these and other

disease ch a racteri s tics by re ading Dr. Su s a n

Love’s Breast Book or vi s i ting her web site (page

1 0 6 ) . The Y-ME Na ti onal Breast Ca n cer Orga n -

i z a ti on (page 106) also has a hel pful brochu re .

It’s call ed ,“ Un derstanding Your Breast Ca n cer

Pa t h o l ogy Report : A Gu i de for Breast Ca n cer

Pa ti en t s .” Ca ll Y-ME to request a copy. Or yo u

can print a copy from the gro u p’s web site.

1 . Lym ph Node St a t u s— Lym ph nodes 

a re small oval glands that help your body

f i ght infecti on . Th ey also help carry liqu i d

t h ro u gh o ut the body. If a wom a n’s bre a s t

c a n cer has spre ad to any of the lym ph node s

near her breast or under her arm , h er bre a s t

c a n cer is con s i dered n ode - po s i tive. If a

wom a n’s breast cancer has not spre ad to 

the lym ph node s , h er breast cancer is 

con s i dered n ode - n ega tive.

Wom en with node - n ega tive breast cancer

h ave a bet ter ch a n ce of su rvival than wom en

with node - po s i tive breast cancer. So doctors

of ten of fer more aggre s s ive tre a tm ents to

wom en with node - po s i tive breast cancer. For

ex a m p l e , s ome doctors recom m end stron ger

types of ch em o t h era py d ru gs to wom en

with node - po s i tive breast cancer than to

wom en with node - n ega tive breast cancer.

Som etimes tre a tm ent recom m en d a ti on s

a re based on the nu m ber of lym ph nodes that

h ave been invaded by the cancer. For ex a m-

p l e , m a ny doctors recom m end that wom en
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The more inform a ti on you have 
a bo ut your specific diagn o s i s ,

the more inform ed your tre a tm ent ch oi ce wi ll be .
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with four or more affected lym ph nodes get

ra d i a ti on t h era py after having a mastectomy.

2 . Tu m or Si ze— In gen era l , wom en wi t h

s m a ll er breast cancer tu m ors have a 

bet ter ch a n ce of su rvival than wom en wi t h

l a r ger breast cancer tu m ors . So doctors

of ten of fer more aggre s s ive tre a tm ents to

wom en with larger tu m ors .

3 . E s trogen and Proge s terone Receptor

St a t u s—E s trogen and p roge s teron e a re 

n ormal horm ones in every wom a n’s body.

Breast cells have some receptors for e s trogen

and some receptors for proge s teron e .

Receptors are molecules on cells that bi n d

o t h er molec u l e s . Wh en estrogen and prog-

e s terone come in con t act with these recep-

tors , the breast cells grow and reprodu ce .

In some breast cancers , the cancer cell s

h ave many more estrogen and proge s teron e

receptors than norm a l . These breast cancers

a re call ed estrogen receptor- po s i tive and

proge s terone receptor- po s i tive . Breast can-

cers with low amounts of e s trogen and

proge s terone receptors or no receptors at all

a re call ed estrogen receptor- n ega tive and

proge s terone receptor- n ega tive .

Ta m ox i fen is a drug that can bl ock 

the estrogen receptors in breast cell s .

Ta m ox i fen is an ef fective tre a tm ent in

wom en with estrogen receptor- po s i tive

breast cancer. However, the drug has little

ef fect on a wom a n’s breast cancer wh en it is 

e s trogen receptor- n ega tive .

A few breast cancers are estrogen receptor-

n ega tive and proge s terone receptor- po s i tive .

Ta m ox i fen may help wom en with this type

of breast cancer for re a s ons we do not 

com p l etely unders t a n d .

4 . H E R 2 / n eu St a t u s— H E R 2 / n eu is another

type of receptor that affects the growth of

breast cancer cell s . In some breast cancers ,

the cancer cells have many more of t h e s e

receptors than norm a l . These breast cancers

a re call ed HER2/neu - po s i tive . Breast can-

cers with low amounts of the receptor or

n one at all are call ed HER2/neu - n ega tive .

It is important to rem em ber that there is

a large ra n ge of po s s i ble HER2/neu level s .

Determining each woman's HER2/neu 

s t a tus is not a bl ack - a n d - wh i te issu e . For

ex a m p l e , it is som etimes unclear wh et h er

wom en with low levels of the receptor

should be con s i dered HER2/neu - po s i tive 

or HER2/neu - n ega tive .

Herceptin is a drug that can bl ock

H E R 2 / n eu . It is an ef fective tre a tm ent in

m a ny wom en with met a s t a ti c , H E R 2 / n eu -

po s i tive breast cancer. But the drug has little

ef fect on wom en with HER2/neu - n ega tive

breast cancer.

Th ere are two types of l a bora tory tests that

m e a su re HER2/neu status—the IHC te s t

and the FISH te s t . Some evi den ce su gge s t s

that the FISH test is bet ter at showing wh i ch

wom en wi ll ben efit from Herceptin and wh i ch

wi ll not. However, n ei t h er test is perfect .
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DCIS and LCIS are of ten cl a s s i f i ed as 
s t a ge 0 breast cancer. But not everyon e
a grees that this is how they should be cl a s-
s i f i ed . DCIS is short for “du ctal carc i n om a
in situ.” LCIS is short for “l obular carc i n o-
ma in situ.” T h ere are a few import a n t
t h i n gs to know abo ut DCIS and LC I S :

■ Re s e a rch ers and doctors disagree abo ut
wh et h er DCIS is even cancer. Some of
t h em vi ew DCIS as a p rec a n cerous 
con d i ti on .

■ LCIS is n ot c a n cer. It is a marker show-
ing that a woman has an incre a s ed ri s k
of get ting inv a s ive breast cancer. LC I S
of ten affects both bre a s t s .

■ Some cases of DCIS grow very slowly
and never devel op into inv a s ive bre a s t
c a n cer s . That means that some cases of
DCIS would never inv ade su rro u n d i n g
ti s sue and become life - t h re a ten i n g
forms of breast cancer. The probl em is
that no one knows how to tell wh i ch
cases of DCIS wi ll devel op into danger-
ous forms of breast cancer and wh i ch
won’t .

■ As more and more wom en get mammo-
grams each ye a r, m ore and more cases
of DCIS are diagn o s ed . Some peop l e
think this is a good thing. T h a t’s bec a u s e

the public has been told again and aga i n
that “e a rly detecti on saves live s .” But it’s
m ore com p l i c a ted than that. It is not
h el pful to treat a woman for breast 
c a n cer if that breast cancer is not life -
t h re a ten i n g . Si n ce we don’t know 
wh i ch cases of DCIS wi ll become life -
t h re a ten i n g , we may be giving bre a s t
c a n cer tre a tm ent to wom en who don’t
n eed to be tre a ted . This is call ed 
“overtre a tm en t .”

■ As with DC I S , the probl em with LCIS is
that no one knows wh i ch wom en wi t h
LCIS wi ll devel op inv a s ive breast cancer
and wh i ch won’t .

■ You should know that doctors disagree
on the best way to treat wom en wi t h
DCIS and LC I S . And many a dvoc a te s,
re s e a rch er s , and doctors are con cern ed
that we overtreat wom en with DCIS and
LC I S . If you have been diagn o s ed wi t h
DCIS or LC I S , con s i der joining a cl i n i c a l
trial to help us learn more abo ut DC I S
and LCIS and how best to treat them .
To learn more abo ut clinical tri a l s , s ee
p a ges 23-25.

You can learn more abo ut DCIS and LC I S
by re ading Dr. Susan Love’s Breast Book or
vi s i ting her web site (page 106).

Have you been diagnosed with DCIS or LCIS?
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So far, Herceptin is on ly approved for use in

wom en with met a s t a tic breast cancer. Th ere

a re some clinical tri a l s u n derw ay 

that are te s ting the drug in wom en wi t h

H E R 2 / n eu - po s i tive , e a rly breast cancer. We

won’t know if Herceptin helps wom en wi t h

e a rly breast cancer until the clinical trials are

com p l ete .

Rem em ber — Som etimes the more specific yo u r

d i a gnosis is, the more specific your tre a tm en t

can be . It is important to use dru gs that have

been shown to help your type of breast cancer.

And it is important not to use dru gs that have

not been shown to help your type of breast can-

cer, unless you are taking part in a clinical tri a l

abo ut the dru g. Th a t’s because all cancer dru gs

h ave side ef fect s , so you may be hu rting yo u r

body more than helping it. It’s important to learn

a bo ut the risks and ben efits of e ach tre a tm en t

before making any dec i s i on abo ut your care .

Ask for a copy of your 
pathology r e p o r t .
Your pathology report has important inform a ti on

a bo ut your cancer. A pathologist wri tes this

report after looking at a sample of your bre a s t

ti s sue under a micro s cope . Ask your doctor 

i f a b re a s t p a t h o l ogist wro te your pathology

report . If n o t , you might want to ask if a 

breast pathologist is ava i l a ble to look at 

your breast ti s su e .

Som etimes the terms “m et a s t a ti c” bre a s t
c a n cer and “en d - s t a ge” breast cancer can
be con f u s i n g . Here’s how we define them
in the guide .

Wh en a woman has met a s t a tic bre a s t
c a n cer, that means that her cancer has
s p re ad to another orga n . Breast cancer
most of ten spre ads to the bon e s ,l iver, or
lu n gs . Some wom en with met a s t a tic bre a s t
c a n cer live com fort a bly with their disease
for many ye a r s .

Wh en a woman has en d - s t a ge bre a s t
c a n cer, that means she is nearing the en d
of h er life . At this poi n t , tre a tm ents have

s topped working to con trol the cancer
growt h . Now, the goal usu a lly shifts from
con tro lling or stopping cancer growth to
p a ll i a tive care.

If you have been diagn o s ed wi t h
m et a s t a tic breast cancer, you may want to
re ad Musa Mayer ’s boo k , Adva n ced Bre a s t
Ca n cer: A Guide to Living with Met a s t a ti c
Di se a se . ( S ee Pa ti en t - Cen tered Gu i des on
p a ge 105.) It is the on ly in-depth book on
the su bj ect ri ght now. Dr. Susan Love’s
B reast Book ( p a ge 106) has a ch a pter call ed
“ Met a s t a tic Disease: Tre a tm en t s .”

What is the difference between “metastatic” and 
“end-stage” breast cancer?
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Your pathology report de s c ri bes your spec i f-

ic disease ch a racteri s tics (for ex a m p l e , t h e

tu m or size , nu m ber of lym ph nodes invo lved ,

e s trogen and proge s terone receptor statu s , etc . ) .

This inform a ti on helps your on co l ogi s t a n d

o t h ers understand what type of c a n cer yo u

h ave . It also helps them pred i ct what the cancer

tu m or wi ll do. And it helps your doctors and

you understand what tre a tm ents may help yo u .

Ask your doctor to explain your specific disease

ch a racteri s tics to yo u .

The Y-ME Na ti onal Breast Ca n cer O r ga n -

i z a ti on ( p a ge 106) has a good brochu re call ed

“ Un derstanding Your Breast Ca n cer Pa t h o l ogy

Report : A Gu i de for Breast Ca n cer Pa ti en t s .”

Visit the gro u p’s web site to print a copy. O r

c a ll and ask for a copy to be mailed to yo u .

Dr. Susan Love’s Breast Book ( p a ge 106) has a 

h el pful secti on call ed “ How to In terpret a

Bi opsy Report .” She also has this inform a ti on 

on her web site .

Get a second opinion about y o u r
d i a g n o s is and pathology. 
Th ere are two kinds of s econd op i n i on s t h a t

can help yo u . You should get both kinds of s ec-

ond op i n i on s .

1 . You should have a second pathologist 

determine your specific diagn o s i s . This is

c a ll ed a “p a t h o l ogy second op i n i on .”

2 . You should visit more than one doctor to

talk abo ut your tre a tm ent ch oi ce s . This is

c a ll ed a “tre a tm ent second op i n i on .”

G et a pathology second op i n i on befo re get ti n g

a treatment second opinion. A pathology sec-

ond opinion can help you be sure that your

d i a gnosis and disease ch a racteri s tics are correct.

This is very import a n t , because doctors base

t h eir tre a tm ent advi ce on your pathology report .

If your pathology report is wron g, you migh t

get the wrong care . Every so of ten , i t’s difficult

for pathologists to give a cl e a r- c ut d i a gn o s i s . So

you may get con f l i cting pathology report s . In

this case, i t’s espec i a lly important to learn as

mu ch as you can abo ut your specific diagn o s i s .

To get a pathology second op i n i on you mu s t

h ave your breast ti s sue slides sent to a secon d

breast pathologi s t . You can arra n ge to have this

done on your own . You do not need your doc-

tor ’s OK to have a pathology second op i n i on .

But you may have to pay for it yo u rs el f . This is

what you need to do :

1 . Find a breast pathologist at a different 

hospital or cancer cen ter to give the secon d

op i n i on . One way is to call the pathology

dep a rtm ent at another hospital. The hospital

doe s n’t have to be near yo u . You can call

hospitals any wh ere in the co u n try. Ask them

i f t h ey have a breast pathologist who co u l d

revi ew your breast ti s sue slide s .

You may want to con t act the gro u p,

F i n d Ca n cer Ex pert s . com (page 101). Th ey

h elp pati ents all over the co u n try get 

p a t h o l ogy second op i n i on s .

2 . Have you found a breast pathologist 

to revi ew your slides? If s o, c a ll the path-

If your pathology report is wron g ,
you might get the wrong care .
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Un til recen t ly, most breast cancers have
been tre a ted the same way — with su rgery,
rad i a ti on thera py, a n d / or ch em o t h era py.
D octors have dec i ded how mu ch and wh a t
kind of tre a tm ent to recom m end based on :

■ the size of the tumor,
■ o t h er ch a racteri s tics of the pati en t’s

t u m or, and 
■ wh et h er there is cancer in the pati en t’s

lym ph node s .

This is not a very precise way to under-
stand how an indivi dual wom a n’s bre a s t
c a n cer wi ll act or how to treat it. Most sci-
en tists bel i eve that a more precise way is to
l e a rn how specific breast cancer gen e s

work . T h ey hope to find ways to repair or
co u n ter the work of these gen e s .

G enes are pieces of D NA , the molec u l e s
i n s i de cells that carry gen etic inform a ti on
and pass it from one gen era ti on to the next.
Most genes are re s pon s i ble for making
s pecific pro tei n s . Pro teins are needed for
the body to functi on properly. By studyi n g
genes and the pro teins they make ,s c i en ti s t s
a re learning a lot abo ut breast cancer.

S c i en tists look at breast cancer cell s f rom
the tumors of breast cancer patients.
With new tools that have been devel oped ,
s c i en tists can now look at all of the gen e s
in breast cancer cell s . T h ey try to see how

The Future of Breast Cancer Research and T reatment

o l ogy dep a rtm ent at the hospital wh ere yo u r

bi opsy was don e . Ask them to send yo u r

breast ti s sue slides to the breast pathologi s t

who wi ll give the second op i n i on .

Ask your doctors if they will keep
your breast ti s s u e .

Ri ght now, re s e a rch ers are looking for spe-

cific ways to iden tify different su btypes of

breast cancer. Th ey are also trying to find more

t a r geted ways to treat specific types of bre a s t

c a n cer. This is a promising area of re s e a rch .

It holds the futu re of breast cancer tre a tm en t .

Your breast tu m or gives important inform a-

ti on abo ut your disease. This inform a ti on may

be important to your futu re care . It might hel p

you later as new tre a tm ents and dru gs com e

o ut . Your ti s sue also contains inform a ti on that

can help breast cancer re s e a rch ers . This is why

we think it is important that you ask that yo u r

breast ti s sue be stored properly and that yo u

h ave access to it in the futu re . Ask your doctors

these qu e s ti on s :

● How wi ll my breast ti s sue be pre s erved?  
● Can it be flash-frozen and stored ?
● How can I access my ti s sue in the futu re ?

co n ti nu ed on next pa ge
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co n ti nu ed from previ ous pa ge

genes act in each wom a n’s breast cancer. If
t h ere are genes that act the same way in
s everal wom en’s breast cancer s , this is
c a ll ed a “p a t tern .” T h en scien tists try to
f i g u re out if the pattern has meaning. For
e x a m p l e , did this gen etic pattern cause the
breast cancer? Are breast cancers with this
gen etic pattern less aggre s s ive or more
a ggre s s ive than other breast cancers? These
p a t terns are also call ed “m o l ecular pro-
f i l e s .” This just means it is a de s c ri pti on of
h ow genes beh ave in certain breast cancer
cell s . These pattern s , or molecular prof i l e s ,
a re all owing breast cancers to be gro u ped
in new ways . Some day this type of

“m o l ecular prof i l i n g” wi ll rep l ace the
c u rrent way doctors de s c ri be breast cancer
s t a ge s . Re s e a rch ers hope that they wi ll be
a ble to devel op different tre a tm ents that
a re targeted to the different su btypes of
breast cancer.

This is wh ere breast cancer re s e a rch and
tre a tm ent is headed . So it wi ll be more and
m ore important to understand your spe-
cific disease ch a racteri s ti c s . Your bre a s t
t u m or contains very important inform a-
ti on . And it is important that your bre a s t
ti s sue is pre s erved and that you have
access to it in the fut u re . You should dis-
cuss this with your doctor.

The Future of Breast Cancer Research and T reatment
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Evi den ce - b a s ed inform a ti on is very import a n t

to get ting qu a l i ty care . Doctors shouldn’t ju s t

tell you abo ut your breast cancer care ch oi ce s .

Th ey should give cl e a r, ti m ely, correct inform a-

tion. And they should tell you the research

evidence that backs up each ch oi ce . Th ey

should also tell you wh en there is not mu ch

evi den ce ava i l a bl e . Some pati ents want a lot of

i n form a ti on . Ot h ers don’t . But all pati ents need

doctors who practi ce evi den ce - b a s ed med i c i n e.

Th ere is sti ll a lot we don’t know abo ut

breast cancer. But there is a lot we do know,

too. You just have to know wh ere to look for

tru s t wort hy inform a ti on .

What You Can Do:

Take the time you need.
Breast cancer is terri f ying and feels urgen t . But

most breast cancer pati ents (rega rdless of t h e

s t a ge of t h eir breast cancer) can safely take a

few weeks to :

● find the ri ght doctors ,
● l e a rn abo ut the good points and bad 

points of e ach care ch oi ce , and 
● m a ke inform ed ch oi ce s .

This is time well spen t . Are you worri ed that

w a i ting a little wi ll harm your health? Ask yo u r

doctor if you can spend a few weeks thinking

a bo ut your ch oi ce s . Ask if that would be bad

for som eone with your d i a gn o s i s. You need

s ome time to make inform ed ch oi ce s .

Ask questions.
Keep asking until you unders t a n d . F i rs t , a s k

your doctor wh i ch ch oi ces you need to make

wh en. You don’t need to dec i de everything at

on ce . But one ch oi ce may affect other ch oi ce s

for your care . For ex a m p l e , s ome clinical tri a l s

m ay not take pati ents who have alre ady taken a

certain dru g. If you take this drug before find-

ing out abo ut the clinical tri a l , you won't be

a ble to en ter the tri a l . To learn more abo ut

clinical tri a l s , s ee pages 23-25.

Wh en your doctor tells you your care 

ch oi ce s , ask if t h ey are your o n ly ch oi ce s .

For ex a m p l e , you may ch oose to have yo u r

recon s tru c tive su rgery at the same time as yo u r

m a s tec tomy. But , s ome breast su r geons may 

not want you to have recon s tru ctive su r gery

ri ght aw ay. Th ey may want you to wait unti l

a f ter ch em o t h era py or ra d i a ti on. This may be

just because your su r geon isn’t used to work i n g

with a p l a s tic su rgeon.

Get more than one opinion 
about your treatment choices.
G et ting s econd op i n i on s is import a n t . Af ter

you get a pathology second op i n i on (see page

3 4 ) , you should get second op i n i ons abo ut

your tre a tm ent opti on s . Th ey wi ll give yo u

m ore inform a ti on and help you ch oose a

co u rse of c a re . Your h ealth plan and doctor

s h o u l d wa n t you to get a second op i n i on .

Usu a lly, you can get a second op i n i on if yo u

ask for it.

Using Evi den ce - B a s ed In form a ti on 
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G et the second op i n i on ou t s i d e the first 
doctor ’s medical practi ce or cancer cen ter.

You have every ri ght to tell your doctor,

“Thank you for your time and advi ce . This is 

a big dec i s i on , so I need a second op i n i on .” If

you feel uneasy, you can blame it on a rel a tive .

(You could say, “ My sister insists I get another

op i n i on .”) Or you can prob a bly work direct ly

with your health plan to get another op i n i on .

That way, you don’t have to talk abo ut it wi t h

your doctor at all . Som etimes your p ri m a ry

c a re doc tor can help you get a second op i n i on .

G et the second op i n i on ou t s i d e the first 

doctor ’s m edical pra c ti ce or cancer cen ter.

O f ten doctors who work toget h er don’t like to

d i s a gree with each other. Some doctor ’s of f i ce s

prefer certain tre a tm ents for breast cancer.

That usu a lly means that a second op i n i on from 

the same medical practi ce or cen ter wi ll be the 

same as the firs t . You are more likely to get 

an indepen dent second op i n i on if the secon d

doctor does n ot work with the firs t .

Some hospitals have a panel of doctors wh o

discuss how best to treat difficult breast cancer

c a s e s . You might want to ask your doctor if t h i s

a pproach makes sense for your situ a ti on .

Think abo ut talking to a ra n ge of doctors ,

i n cluding a su r geon , m edical on co l ogi s t,

ra d i a ti on on co l ogi s t, and others . E ach has a

tre a tm ent they of fer (su r gery, ch em o t h era py,

radiation, etc.). And each will have their 

own vi ew of the whole ra n ge of tre a tm en t s .

For ex a m p l e , s ome pati ents can’t get 

brea s t - con s erving su rgery because their tu m ors

a re too large . But som etimes ch em o t h era py

can shrink the tu m or so that bre a s t - con s ervi n g

su r gery is a ch oi ce . You are more likely to hear

a bo ut different opti ons if doctors from a va ri ety

of s pec i a l ties con tri bute to your dec i s i on making.

You should also think abo ut get ting a secon d

op i n i on on each major aspect of your care .

For ex a m p l e , l et’s say a pati ent must ch oo s e :

● bet ween a mastectomy or bre a s t - con s erving 

su r gery with rad i a ti on ,
● a set of ch em o t h era py dru gs to take , and 
● wh et h er or not to have recon s tru ctive 

su r gery (if she ch ooses a mastectomy ) .

To make these ch oi ce s , the pati ent should 

con s i der vi s i ti n g :

● m ore than one su rgical on co l ogi s t to learn 

a bo ut and ch oose a su r gery,
● m ore than one medical on co l ogist to learn 

a bo ut and ch oose a set of ch em o t h era py 

d ru gs , and 
● m ore than one plastic su r geon to learn abo ut

and ch oose a type of recon s tru ctive su r gery.

Learn about evidence-based 
medicine. 
You need doctors that practi ce evi den ce - b a s ed

m ed i c i n e . This means their advi ce is based on

the best medical re s e a rch . It means they have a

s ys tem for revi ewing old and new med i c a l

s tu d i e s . Your doctor needs to understand wh a t

the evi den ce means and how it rel a tes to yo u r

breast cancer. This is a very important part of

your doctor ’s job. New medical re s e a rch is

a lw ays giving us new inform a ti on . So keep i n g

up with the evi den ce is an on going job.
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While a doctor ’s ex peri en ce is an import a n t

p a rt of dec i s i on making, it is no su b s ti tute for

i n form a ti on we’ve learn ed from well - de s i gn ed

re s e a rch . Not all doctors are ex perts on evi-

den ce . Some rely more on a n ecdotal evi den ce,

old inform a ti on , or their pers onal ex peri en ce s .

L i s ten caref u lly to your doctors . Are they talking

a bo ut evi den ce that comes from two or more

well - de s i gn ed re s e a rch studies? Or are they

telling stories? Th eir stories could be abo ut

what worked on ce for one of t h eir pati en t s .

If you can’t tell if t h eir advi ce is based on 

trad i ti on , op i n i on , or evi den ce , a s k .

You may hear the term “com mu n i ty standard s .”

That is simply the tre a tm ent most people are

get ting in a certain regi on . It may or may not

be based on evi den ce . For ex a m p l e , in som e

p a rts of the co u n try, doctors ro uti n ely advi s e

m a s tectomy for some pati en t s . Som ewh ere 

el s e , doctors might advise a lu m pec tomy

with rad i a ti on for those same pati en t s . So it is

i m portant to learn abo ut the scien tific evi den ce

in su pport of tre a tm en t s , and not just wh et h er

it is com m on ly don e .

L ea rn abo ut breast cancer clinical 
p ra c ti ce guidel i n e s .
Th ere are many guidelines for how to tre a t

breast cancer. These are call ed “breast cancer

clinical practi ce guidel i n e s .”

Some guidelines are mu ch bet ter than others .

Some are cre a ted by a diverse team of ex pert s

who re a lly stu dy all the evi den ce . Ot h er 

Any medical advi ce you get is som eon e’s
op i n i on of

■ wh i ch evi den ce rel a tes to yo u ,
■ what that evi den ce means, and 
■ h ow that evi den ce stacks up against the

evi den ce for other ch oi ce s .

Rem em ber that the most rel i a ble evi den ce
comes from scien tific studies of l a rge
groups of peop l e . This kind of evi den ce is
most likely to tell us wh et h er some pati en t s
wi ll ben efit from a particular tre a tm en t .

Even the best breast cancer tre a tm ents do
not work in every pati ent because not
everyone re s ponds to tre a tm ent in the

same way. A good study can tell us how
l i kely it is, or the “p rob a bi l i ty,” that an 
i n d ivi dual pati ent wi ll be hel ped by a tre a t-
m en t . It cannot tell us what wi ll happen
for su re . For example, a study may show
that breast cancer pati ents have a 50%
p rob a bi l i ty of re s ponding to a parti c u l a r
tre a tm en t . That means that abo ut half of
the breast cancer pati ents who take the
tre a tm ent wi ll ben efit from it.

It is important for you to know the evi-
den ce for each tre a tm ent ch oi ce . Us i n g
evi den ce to make medical dec i s i ons wi ll
gre a t ly improve your ch a n ces of get ting the
best po s s i ble tre a tm en t .

Keep in mind that... 
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Where can I find breast cancer guidelines?

T h ere are many guidelines for breast 
c a n cer tre a tm en t . We recom m end guidel i n e s
f rom three gro u p s :
■ Con t act the Na ti onal Ca n cer In s ti t ute

(NCI) (page 103) to get a copy of t h ei r
breast cancer guidel i n e s . These guidel i n e s
a re part of N C I ’s Physician Data Query
(PDQ) database. Al s o, in Novem ber 2000,
the Na ti onal In s ti t utes of Health (NIH) and
NCI publ i s h ed a paper call ed ,“Con s en su s
S t a tem ent on Ad juvant Thera py for Bre a s t
Ca n cer.” (Ad juvant thera py is tre a tm en t
breast cancer pati ents get after su rgery. )
This paper tells what NIH/NCI recom-
m ends for tre a ting non - m et a s t a tic bre a s t
c a n cer. Con t act NCI (page 103) for a copy 
of this paper.

■ You can also con t act the Na ti on a l
Com p reh en s ive Ca n cer Net work 
(NCCN) (page 104) to get a copy of
t h eir breast cancer guidel i n e s . NCCN 

is made up of m a ny of the leading 
c a n cer cen ters in the co u n try.

■ The Blue Cross and Blue Sh i eld As s oc i a ti on
(BCBS) cre a tes evi den ce - b a s ed tech n o l ogy
a s s e s s m en t s . Tech n o l ogy assessments are
similar to guidel i n e s .T h ey su m m a ri ze 
what is known abo ut wh et h er a specific 
tech n o l ogy helps a specific health con d i ti on .
Som etimes new tech n o l ogies are used in
breast cancer care before they have been
s t u d i ed for ef fectiven e s s . Sen ti n el lym ph
n ode biop s y is one example. Ot h er ti m e s
tech n o l ogies that help pati ents with other
health con d i ti ons are app l i ed to breast can-
cer care before they have been shown to
h elp breast cancer pati en t s . BCBS has a
re s e a rch program to ju d ge the ef fectiven e s s
of su ch tech n o l ogi e s .T h ey su m m a ri ze the
evi den ce and their recom m en d a ti ons 
in reports for con su m er s . Con t act BCBS 
( p a ge 100) to learn more abo ut their bre a s t
c a n cer tech n o l ogy assessmen t s .

g u i delines are cre a ted by companies or or ga n i-

z a ti ons that wi ll profit from recom m en d i n g

one tre a tm ent over another. G ood nati on a l

breast cancer g u i delines are based on scien ti f i c

evi den ce . Pa n els of ex perts from ac ross the co u n-

try wri te the g u i del i n e s . Th ey rely on and iden ti f y

the re s e a rch s tudies that su pport their recom-

m en d a ti on s .

Keep in mind that clinical practi ce guidel i n e s

a re just that—guidel i n e s . Gu i delines wi ll n ot

tell you ex act ly what your care should be . But

t h ey wi ll give you a good idea of your ch oi ce s .

Th ey are wri t ten for large groups of peop l e .

You may have other health issues that affect

your doctor ’s advi ce or your ch oi ce . But yo u

should understand what the s t a n d a rd of c a re i s .

Doctors do not alw ays fo ll ow breast cancer

tre a tm ent guidel i n e s . This may be because yo u r

doctor is unaw a re of t h em or disagrees wi t h

t h em . Or it may be because there are con f l i cti n g

g u i del i n e s . If your doctor recom m ends care

that doe s n’t fo ll ow nati onal guidel i n e s , ask why.
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If your doctor recom m ends care  
that doe s n’t fo ll ow nati onal guidel i n e s , ask why.

Not all studies are created equal. 12

T h ere are many kinds of s c i en tific studies.
Some give more rel i a ble evi den ce than 
o t h er s . That means you can trust the evi-
den ce . Most scien tists agree on the fo ll ow-
ing sys tem for ranking studies. The studies
a re listed here from m o s t rel i a ble (1) to
l e a s t rel i a ble (6).
1 . Sys tem a tic revi ews of ra n dom i zed 

con tro ll ed clinical tri a l s
2 . Ra n dom i zed con tro ll ed clinical tri a l—

Bl i n d
3 . Ra n dom i zed con tro ll ed clinical tri a l —

Non - bl i n d
4 . Con tro ll ed clinical tri a l—n on -

ra n dom i zed
5 . Ob s erva ti onal studies ( co h ort and 

c a s e - con trol studies)
6 . Un con tro ll ed studies (case seri e s)
7 . Op i n i on of doctor based on his or

h er experi en ce with past pati en t s

But even the best types of studies can be
de s i gn ed and carri ed out poorly. And even
i f t wo studies are de s i gn ed the same, on e
m ay sti ll be bet ter than the other. How do
you know if a study was well done? Here
a re some things to look for.

In a good study, the fo ll owing things 
a re all tru e :
■ The pati ents in the con trol gro u p a n d

the pati ents in the i nve s ti ga ti onal gro u p
a re similar to each other. ( For example,
t h ey are the same ages and race s , t h ey
h ave the same types and stages of i ll-
n e s s , and they live in the same are a . )

■ The re s e a rch ers can fo ll ow the progre s s
of a ll pati ents rel i a bly and con s i s ten t ly.

■ The re s e a rch ers alw ays use the same
def i n i ti ons and measu rem ents of i ll n e s s .

■ Most of the pati ents in the study stay in
the study the whole ti m e .

■ Most of the pati ents do what they are
a s ked to do.

■ The re s e a rch ers use s t a ti s tical met h od s
to understand the inform a ti on .

■ The re sults are revi ewed by re s e a rch er s
a n d / or experts who did not de s i gn or
run the study. (This is call ed a “peer
revi ew.” )

NBCCF bel i eves that breast cancer pati en t s
should have the best po s s i ble inform a ti on
wh en making ch oi ces abo ut their care .
That is why we want every breast cancer
t h era py and preven ti on thera py to be te s t-
ed . The same goes for every screening tech-
n i que and diagn o s tic too l . And we want
t h em te s ted in at least on e , well - don e ,
bl i n d , ra n dom i zed con tro ll ed clinical tri a l .
That way, breast cancer pati ents wi ll have
the most rel i a ble evi den ce .

1 2 The info rmation presented in this box is adapted from the National Cancer Institute’s Web site (www. c a n c e r. g ov) and Harris RP, et al.
Current methods of the U. S. p r eve n t i ve services task fo r c e. A m e rican Journal of Public Health 2 0 0 1 ;2 0 ( 3 S ) :2 1 - 3 5 .
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Medical re s ea rch is not all the same.

Some studies are bet ter than others . A good

s tu dy gives re sults you can tru s t . “Va l i d i ty” a n d

“rel i a b i l i ty” refer to how mu ch you can trust a

s tu dy ’s re su l t s . A stu dy ’s va l i d i ty and rel i a bi l i ty

depend on :

● h ow well the stu dy was de s i gn ed ,
● what qu e s ti ons were asked ,
● h ow big the stu dy was, and 
● i f the same re sults were found more than 

on ce , or are backed up by other re s e a rch .

Al s o, d i f ferent types of s tudies of fer differen t

l evels (strengths) of evi den ce . For ex a m p l e ,

con tro ll ed studies give stron ger evi den ce than

u n con tro ll ed studies or case seri e s .

In a con tro ll ed stu dy, one group of p a ti en t s

gets the new tre a tm en t . This group is call ed the

i nve s ti ga ti onal gro u p. An o t h er group of

p a ti ents does not get the new tre a tm en t . Th i s

s econd group gets a standard tre a tm ent for the

same disease. This group is call ed the con tro l

gro u p. The inve s ti ga ti onal group and the 

con trol group are then com p a red .

Th ere are different types of u n con tro ll ed

s tu d i e s . One type looks at the ef fects of a new

tre a tm ent by looking at the same pati en t s

before and after they get the tre a tm en t . Th e s e

Get informed when you are asked for informed con s e n t .

You wi ll have to sign forms giving yo u r
“i n form ed con s en t” before you can get 
s ome tre a tm ents or before you parti c i p a te
in a clinical tri a l .T h ey should tell you the
e x pected ben efits and po s s i ble risks from
the tre a tm ent you are going to get . T h e
forms you sign are also wri t ten to pro tect
doctors and hospitals against lawsu i t s .

The most important part of the inform ed
con s ent process is to learn abo ut the tre a t-
m en t’s risks and ben ef i t s . For breast cancer
tre a tm ent and clinical tri a l s , you should ask:

■ What ben efits can I expect? 
■ What are the side ef fects of the tre a tm en t ?

( Ask abo ut a ll s i de ef fect s : com m on 
and ra re ,s h ort - term and lon g - term ,

tem pora ry and perm a n ent.) 
■ Who wi ll take care of me and pay if

s om ething goes wrong? 
■ What could happen if I dec i de aga i n s t

this tre a tm ent or clinical trial? 

O n ce you sch edule your su rgery and 
tre a tm en t , ask for copies of the inform ed
con s ent forms you wi ll be asked to sign .
Ask to take them home with you and
revi ew them with your family or fri en d s .
That way you wi ll not be ru s h ed into re ad-
ing and signing them . You should n o t h ave
to re ad and sign inform ed con s ent form s
ri ght before su rgery or beginning a tre a t-
m en t .
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s tudies don’t use a sep a ra te com p a ri s on gro u p

of p a ti en t s .

The ra n dom i zed con tro ll ed clinical tri a l

gives the highest level of evi den ce . This type of

trial is the “gold standard ” of m edical re s e a rch .

In it, the pati ents are assign ed by ch a n ce to get

the new tre a tm ent or not. (This makes the

s tu dy “ra n dom i zed .”)  

What if t h ere is little or no evi den ce ?
Th ere are many qu e s ti ons abo ut breast cancer

c a re that have n o ri ght answers . And som eti m e s

doctors can’t agree if one tre a tm ent is bet ter

than another. For ex a m p l e , t h ere may be two

d i f ferent tre a tm en t s , but no one knows if on e

of t h em works bet ter.

What if t h ere is little or no evi den ce to 

su pport a tre a tm ent for you? What if the 

evi den ce con f l i cts? Try to join a clinical tri a l .

This is the on ly way we’ ll get the answers we 

so badly need . To learn more abo ut clinical 

tri a l s , s ee pages 23-25.

Rem em ber, we all hope that new and 

bet ter care wi ll be fo u n d . New tre a tm ents 

that are being te s ted are call ed i nve s ti ga ti on a l

trea tm en t s . These tre a tm ents have not been

proven . So a new inve s ti ga ti onal thera py m ay

n ot wo rk as well as the standard thera py. Or the

n ew thera py m ay wo rk the same or bet ter t h a n

the standard thera py. We don’t know the

a n s wers to these qu e s ti ons until we con du ct a

well - de s i gn ed clinical tri a l .

With adva n ced breast cancer, most pati ents get

m ore than one type of tre a tm en t . Th ey may get

m a ny different tre a tm ents over a long ti m e . So

doctors may not be su re wh i ch drug works bet ter

wh en it is given firs t ,s econ d ,t h i rd , and so on .

Som eti m e s , past re s e a rch guides this dec i s i on .

Ot h er times there is no re s e a rch to guide us.

G ood doctors com bine up-to - d a te evi den ce

with their best ju d gm en t . Th ey base their advi ce

on your tre a tm ent history and p a t h o l ogy report.

An d , of co u rs e , t h ey look at how you are feel-

ing and what you want. Doctors should share

t h eir re a s ons for advising certain tre a tm en t s .

Di f ferent doctors have different approach e s

to their breast cancer pati en t s . This is espec i a lly

true with adva n ced breast cancer. The guide-

lines for tre a tm ent are less clear than they are

If t h ere is little or no evi den ce . . .
try to join a clinical tri a l .

A good place to start is the database 
c a ll ed “ Medl i n e .” It is run by the Na ti on a l
Li bra ry of Medicine (page 105). Go to
w w w. n cbi . n l m . n i h . gov / Pu b Med . Yo u’ ll find
a hu ge database that lists titles and

a b s tracts of re s e a rch studies publ i s h ed 
in peer- revi ewed ,s c i en tific journ a l s . Af ter
get ting the c i t a ti on s on - l i n e ,l ook for the
com p l ete journal arti cles on-line or at a
u n iver s i ty libra ry.

Do you want to see where medical evidence comes from?



with early breast cancer. So different 

doctors wi ll recom m end different ch oi ces 

wh en it’s a “ ju d gm ent call .”

● Some doctors propose strong com bi n a ti ons 

of d ru gs for m et a s t a tic breast cancer

p a ti en t s . Th eir goal is to try to get a rem i s s i on.
● Ot h er doctors bel i eve in giving fewer or less 

powerful dru gs to their met a s t a tic breast 

c a n cer pati en t s . Th eir goal is to keep the 

disease under con trol wi t h o ut using up 

tre a tm ent opti ons too qu i ck ly. ( Some tre a t -

m ents shouldn’t be given to breast cancer 

p a ti ents more than on ce.) And they want to 

p ay atten ti on to your qu a l i ty of l i fe.

Rem em ber, no matter what stage or type of

breast cancer you have , the dec i s i on is alw ays in

your hands. A good on co l ogist should have a

real sense of what you need and want.

G a t h er your own inform a ti on .
The In tern et of fers a lot of i n form a ti on . But be

c a ref u l , because you can’t trust a lot of i t .

Rem em ber to alw ays wei gh the inform a ti on

you ga t h er. Com p a re sources and think abo ut

the evi den ce caref u lly. By com p a ring differen t

s o u rce s , yo u’ ll see wh ere they all agree .

Di f feren ces may tell you wh ere doctors disagree

or wh ere there is a current lack of evi den ce .

Learn the difference between 
r isk reduction and prevention. 
In med i c i n e , the goal is to redu ce the risk of ,

preven t , or cure illness or disease. The amount

of risk redu cti on can be measu red in terms of

a b s o lute risk redu c ti on or in terms of rel a tive

risk redu c ti on.

If these con cepts are confusing to yo u , don’t

worry. Just ask the fo ll owing qu e s ti ons wh en

your doctor of fers you a tre a tm en t :
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Let’s say the risk of your cancer coming back
is 4%. If you take tre a tm ent X, the risk of
your cancer coming back is 3%. The differ-
en ce bet ween 4% and 3% is 1% (4% - 3% =
1 % ) . The 1% dec rease in risk is call ed
“a b s o lute risk redu cti on .”

However, your doctor might talk abo ut
rel a tive risk redu cti on inste ad . He or she
m i ght say that your risk wi ll be redu ced 

by 25% if you take tre a tm ent X. This is
because 1% is 25% of 4% (1% - = 25%).
The 25% dec rease in risk is call ed “rel a tive
risk redu cti on .”

Ask your doctor to explain wh i ch kind of
risk redu cti on she or he is talking abo ut .
Som etimes the nu m bers can be very 
m i s l e ad i n g .

U n d e r standing Absolute Risk Reduction V e rs us Relative Risk Reduction

3%—
4%
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1 . What is my risk of get ting breast cancer

a gain if I do take the tre a tm ent? And wh a t

is the risk if I do n ot t a ke the tre a tm en t ?

2 . What is my risk of dying from breast cancer

in the next five ye a rs or 10 ye a rs i f I do take

the tre a tm ent? And what is the risk if I do

n ot t a ke the tre a tm en t ?

3 . What are the risks of b ad side ef fects if

I take the tre a tm en t ?

These qu e s ti ons wi ll help you dec i de if yo u

think the tre a tm ent is wort hwh i l e .

Al s o, k n ow the differen ce bet ween 

“preven ti on” and “risk redu cti on .” For most 

of u s , “preven ti on” means som ething that wi ll

s top us from ever get ting a disease. But the

word “preven ti on” is of ten used to de s c ri be

what is re a lly “risk redu cti on .” Wh en ever yo u

s ee the word “preven ti on ,” be su re to ask these

qu e s ti on s :

● Is it re a lly preven ti on or is it risk redu cti on? 
● And if it is risk redu cti on , is it absolute or

rel a tive risk redu cti on? 

It is hel pful to know bo t h .

You can sti ll ask qu e s ti on s , even if you don’t

feel like you know these term s . Keep asking

your doctors to explain what they are sayi n g

u n til you understand it.

Keep track of your 
health care information.
Keeping track of a ll the profe s s i onal care ,

advi ce , and inform a ti on you get is a big and

i m portant job. Here are some ideas to help 

you stay or ga n i zed :

● It is alw ays good to have a family mem ber 

or fri end go to appoi n tm ents with yo u .

Th ey can help you ask qu e s ti ons and take

n o te s .
● Before your appoi n tm en t , wri te down yo u r

qu e s ti on s . Le ave space for filling in the

a n s wers you get from your doctors 

and nu rs e s .
● If you track your own care , buy a noteboo k

and be your own best sec ret a ry. Wri te 

down the dates of m eeti n gs , advi ce , and 

tre a tm en t s .
● Ask to tape - record meeti n gs with your doc-

tor so that you can listen to them at hom e .

Som e doctors now tell pati ents to do this.

Th ey know it’s hard for pati ents to under-

stand all the inform a ti on they get in a short

ti m e .
● Ask for copies of your medical records and

report s .
● Ask for wri t ten instru cti ons abo ut yo u r

breast cancer care and med i c i n e s .

Are you having trouble getting your 

m edical records? If s o, l e a rn abo ut the health

l aws in your state by con t acting Geor getown

Un ivers i ty ’s Health Privacy Proj ect (page 102).

Keep asking your doctors to explain 
what they are saying until you understand it.
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N OT E S


