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Access means being able to get the care you need wh en
you need it. Most import a n t ly, that means having a 
w ay to pay for health care . It can be health insu ra n ce ,
a health plan, or some other way to pay, su ch as free 
c a re progra m s .

Access means a lot of o t h er things , too. For example,
it means having doctors and nurses in your area wh o
s peak your language . And it means get ting help cari n g
for your family while you get care . T h ere are road bl ock s
to get ting health care . But there is also a lot of h elp out
t h ere , i f you know wh ere to loo k .

Quality Breast Cancer Care Means:

ACCESS

G et ting Com p reh en s ive Ca re

Finding Af ford a ble Ca re



You may have h ealth insu ra n ce or a h ea l t h

p l a n that pays for all the care you need . Or 

it may pay for some of what you need , but 

not all . Or you may have no health insu ra n ce

or plan.

Sadly, we are not guara n teed a ri ght to

health care in the Un i ted State s . Som eone 

has to buy it. It could be your em p l oyer,

the govern m en t , or yo u . It is important to

u n derstand your health plan so you can be 

su re your plan is paying for everything it

s h o u l d .

What if you have no insu ra n ce? Th ere are

w ays to get free and low - cost servi ce s .

What You Can Do:

If you have health in s u ra n c e ,
learn how it w o r ks.
Ma ny of us feel that our health plan should pay

a ll the costs of our health probl em s . But health

c a re is like car insu ra n ce or home insu ra n ce .

Th ere are different pack a ges and types of

covera ge. Your plan may not pay for all the

health care you need or want. You need to 

l e a rn abo ut you r health plan pack a ge .

Find out who pays for your health plan.
Most Am erican adults under age 65 get thei r

health insu ra n ce thro u gh their job s . E m p l oyers

m ay pay for all , s om e , or no health insu ra n ce

co s t s . Th ere is n o l aw that says em p l oyers mu s t

provi de health insu ra n ce to their em p l oyee s .

Ot h er adults buy health insu ra n ce for 

t h em s elve s . For ex a m p l e , s el f - em p l oyed 

people usu a lly buy their own insu ra n ce .

Most Am ericans age 65 or over can get 

health insu ra n ce thro u gh the federal 

Med i c a re progra m . The federa l - s t a te 

Med i c a i d program covers mostly lower-

i n come families and people with disabi l i ti e s .

The rules for get ting Medicaid va ry by state .

Your health insu ra n ce “c a rri er ” is the 

com p a ny that carries out your health plan’s

ru l e s . It is also the com p a ny that pays for yo u r

c a re . Blue Cross and Blue Shield is an ex a m p l e

of a health insu ra n ce carri er. Wh en your 

i n su ra n ce carri er pays for som et h i n g, it is 

c a ll ed a “ben ef i t.”

Find out what is covered .
Health insu ra n ce plans va ry a lot in what they

cover and co s t . You need to learn what yo u r

health plan covers :
● Do you get your insu ra n ce thro u gh yo u r

j ob? Ask your ben efits manager for a copy 

of your plan’s ben ef i t s .
● Do you buy your own insu ra n ce? Yo u

should have a boo k l et that explains what is

covered by your plan.
● Are you age 65 or older? You can prob a bly

get Med i c a re . The govern m ent of f i ce that 

m a n a ges the Med i c a re program is call ed 

the Cen ters for Med i c a re and Med i c a i d

Servi ces (CMS). Con t act CMS (page 101)

for inform a ti on on the Med i c a re progra m .
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Th ere are ways to get free and low - cost servi ce s .

● Are you disabl ed? Wi ll your disabi l i ty last 

six months or more? If s o, you may be able 

to get disabi l i ty ben efits from the federa l

govern m ent thro u gh the Social Sec u ri ty

Di s a bi l i ty In su ra n ce (SSDI) progra m .

The govern m ent usu a lly agrees that yo u

a re “d i s a bl ed ”i f you have m et a s t a tic brea s t

c a n cer ( breast cancer that has spre ad to

a n o t h er or gan in your body ) .

Are you under age 65? And have 

you go t ten SSDI ben efits for at least 24

m onths? Th en you can also en ro ll in

Med i c a re . Con t act the Social Sec u ri ty

Ad m i n i s tra ti on (page 106) and Med i c a re

( p a ge 103) program for more inform a ti on .
● Do you earn very little mon ey? You may be

a ble to get Med i c a i d . Con t act your state’s

health dep a rtm en t . The ph one nu m ber

should be in the govern m ent pages of yo u r

ph one boo k . Som eone there can tell you if

you can get Med i c a i d . He or she can also tell

you wh i ch ben efits your state of fers .

If you don’t have health 
i ns u r ance, look for free or 
l ow-cost services.
Contact breast cancer activists in yo u r
s t a te . N B C C F ’s field coord i n a tors work 

cl o s ely with NBCCF’s nati onal of f i ce . Th ey

k n ow abo ut the servi ces you can get in thei r

a re a s . And they can con n ect you with others

who have been down the same road . Con t act

NBCCF (page 99) to see if t h ere’s a field coor-

d i n a tor near yo u .

Find out if you can get screen ed at a
C DC site . The U. S . Cen ters for Di s e a s e

Con trol and Preven ti on (CDC) runs the

Na ti onal Breast and Cervical Ca n cer Early

Detecti on Program (NBCCEDP). The progra m

has a long name, but a simple and import a n t

t a s k . It gives breast and cervical cancer s c reen-

i n gs and tre a tm ent to low - i n come wom en .

All 50 states of fer screening and d i a gn o s tic 

s ervi ce s t h ro u gh the NBCCEDP. And most

s t a tes provi de free tre a tm ent thro u gh the 

progra m , too.

NBCCF worked hard to pass the Breast and

Cervical Ca n cer Tre a tm ent Act in 2000. Th e

Act expands the NBCCEDP. It all ows states to

give tre a tm ent thro u gh the Medicaid progra m .

Now, i f a woman gets a m a m m ogra m t h ro u gh

this progra m , and it tu rns out she has bre a s t

cancer, the NBCCEDP can pay for her

tre a tm en t , too.

To get breast cancer care thro u gh the 

progra m , you mu s t :

1 . get your mammogram thro u gh the CDC

NBCCEDP and need tre a tm ent for bre a s t

c a n cer (You qualify if your mammogra m

s h ows a p rec a n cero u s con d i ti on, too ) ,

2 . not have health insu ra n ce that covers 

breast cancer care ,

3 . not qualify for the Medicaid program 

in any other way,

4 . be under age 65 (so that you can’t get

Med i c a re ) , and 

5 . be a U. S . c i ti zen or a “qu a l i f i ed alien.”
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The Cen ters for Med i c a re and Med i c a i d
S ervi ces (CMS) run the Med i c a re progra m .
Med i c a re is a health insu ra n ce program for:
■ people age 65 and older,
■ s ome people with disabi l i ties 

u n der age 65, a n d
■ people with End-Stage Renal Disease

( perm a n ent kidney failu re ) .

Med i c a re has Two Pa rt s :
■ Pa rt A (Hospital In su ra n ce )— Most 

people do not have to pay for Pa rt A .
■ Pa rt B (Medical In su ra n ce )— Most 

people pay som ething every month for
Pa rt B.

What is Medicare?

PART A (Hospital Insurance)

Helps Pay For:
Ca re in hospitals, nursing hom e s , h o s p i ce
c a re, and some home health care .

Co s t :
Most people get of fered Pa rt A wh en they
t u rn age 65, wi t h o ut even asking for it. If
you paid Med i c a re taxes while you worked ,
t h en Pa rt A is free . That means you don’t
h ave to pay a mon t h ly paym ent call ed a
“p rem iu m” for Pa rt A .

What if you have never paid Med i c a re
t a xes? You can also get Pa rt A free if yo u r
s pou se ( husband or wi fe) paid Med i c a re
t a xes while work i n g .

What if n ei t h er you n o r your spo u s e
paid Med i c a re taxes while working? Yo u
s ti ll may be able to buy Pa rt A if you are 
65 or older.

If you are not su re you have Pa rt A ,
l ook on your red , wh i te , and blu e
Med i c a re card . D oes it show “ Hospital 
Pa rt A” on the lower left corn er of the 
c a rd? If s o, t h en you alre ady have Pa rt A .
If n o t , you can find out abo ut buying Pa rt
A by calling the Social Sec u ri ty Ad m i n -
i s tra ti on (page 106). Or call your loc a l
Social Sec u ri ty of f i ce . T h ey can also tell
you how to get a Med i c a re card if you don’t
h ave on e .

PART B (Medical In s u ra n c e )

Helps Pay For:
D octor s’ s ervi ce s , o utp a ti en t hospital 
c a re , and some other medical servi ces 
that Pa rt A does not cover. These can
i n clu de phys i c a l and occ u p a ti onal 
t h era py and some home health care .

Co s t :
You pay the Med i c a re Pa rt B prem ium 
of a bo ut $50 per mon t h . This amount may
be high er if you did not ch oose Pa rt B
wh en you first turn ed 65.

E n ro lling in part B is your ch oi ce .
You can sign up for Pa rt B anytime du ri n g
a seven - m onth peri od that begins three
m onths before you turn 65. Ca ll the Soc i a l
S ec u ri ty Ad m i n i s tra ti on (page 106) for
m ore inform a ti on . Or visit your loc a l
Social Sec u ri ty of f i ce to sign up 

For More In form a ti on :
Con t act the Cen ters for Med i c a re and
Medicaid Servi ces (page 101) and the
Social Sec u ri ty Ad m i n i s tra ti on (page 106).
T h ey can help you find out if you qu a l i f y
for Med i c a re and how it work s .
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Con t act the CDC (page 101) to find out :

● i f you can get a mammogram thro u gh this

progra m ,
● wh ere you can get a mammogra m , a n d
● i f your state gives tre a tm ent thro u gh this

progra m .

Ch eck if your state of fers its own cancer
s c reening and trea tm ent progra m . A few

s t a tes have health care programs for peop l e

wi t h o ut insu ra n ce . Con t act your state health

dep a rtm ent to see what servi ces your state

of fers . The ph one nu m ber should be in the

govern m ent pages of your ph one boo k .

L ea rn abo ut the Hi ll - Bu rton free care
p rogra m . In 1946, Con gress passed a law

c a ll ed the “ Hi ll - Bu rton Act .” It gave hospitals

and other care cen ters mon ey for building and

u p d a ti n g. In retu rn , the cen ters that received

these funds agreed to :

1 . provi de a re a s on a ble vo lume of s ervi ces to  

people who can’t pay and 

2 . m a ke their servi ces ava i l a ble to all people 

l iving in the cen ter ’s are a .

This means that many care cen ters mu s t

give health care to some people who can’t

a f ford to pay. To qualify for free care , yo u r

i n come must be bel ow a certain level . An d , yo u

must not be covered by Med i c a re or Med i c a i d ,

or some other health insu ra n ce progra m . Yo u

can app ly to the program at any ti m e . You can

a pp ly before or after you receive care . You can

even app ly if a bi ll has been sent to a co ll ecti on

a gen c y. If you qu a l i f y, Hi ll - Bu rton funds wi ll

cover the care cen ter ’s ch a r ge s . It doe s n’t cover

your priva te doctor ’s bi ll s . S ti ll , this can be a

hu ge hel p.

Hi ll - Bu rton care cen ters must post a sign

that says ,“ N OT I C E — Medical Ca re for Th o s e

Who Cannot Af ford to Pay.” This sign must be

po s ted in the care cen ter ’s Ad m i s s i ons Office ,

Business Office , and Emer gency Room .

Here’s how to find out if you can get free

c a re thro u gh the Hi ll - Bu rton progra m :

1 . Con t act the Hi ll - Bu rton program (page 

1 0 2 ) . Ask for a list of Hi ll - Bu rton care 

cen ters in your are a .

2 . Af ter you find a Hi ll - Bu rton care cen ter, go 

t h ere and ask for a copy of its “ In d ivi dual 

What is Medicaid?

The Medicaid program serves mostly low -
i n come families with ch i l d ren and some 
people with disabi l i ti e s . The federal 
govern m ent and the states share the cost 
of the progra m .S t a tes manage and ru n
most of the progra m . Each state dec i des its
own rules abo ut who can get health care
t h ro u gh the progra m . These rules are 
complex and vary a lot from state to state .

For More In form a ti on :
Con t act your state’s health dep a rtm en t .T h e
ph one nu m ber should be in the govern m en t
p a ges of your ph one boo k . Som eone there 
can help you find out if you qualify for
Med i c a i d .
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No ti ce .” This noti ce wi ll tell you wh i ch types 

of f ree or low - cost servi ces the care cen ter 

provi des thro u gh the Hi ll - Bu rton progra m .

It wi ll also tell you wh ere in the care cen ter 

to app ly to the progra m .

3 . App ly to the progra m . Usu a lly, you must go 

to the Ad m i s s i ons Office or Business Office 

to app ly. The care cen ter may ask you to fill 

o ut an app l i c a ti on .

4 . If you are asked for proof of your incom e ,

give this inform a ti on to the care cen ter. A 

p ay stub may be requ e s ted .

5 . If you are asked to app ly for Med i c a i d ,

Med i c a re , or some other financial assistance 

progra m , you must do so.

6 . Wh en you retu rn the com p l eted app l i c a ti on ,

ask for a “ Determ i n a ti on of E l i gi bi l i ty.” This 

wi ll tell you wh et h er you can get free care 

t h ro u gh the progra m .

Contact a local or state health servi ce s
gro u p. Ma ny local and state groups give free

or low - cost mammograms and other health

s ervi ce s . For ex a m p l e , the Avon Breast Ca re

Fund gives mon ey to many com mu n i ty gro u p s .

These groups give free or low - cost mammo-

grams to wom en wi t h o ut health insu ra n ce .

Con t act the Avon Breast Ca re Fund (page 100)

to find out what is in your are a .

Find other ways to get help paying for
c a re . Look for groups that can help pay for

c a re . A non profit group call ed Ca n cer Ca re

( p a ge 100) has a boo k l et call ed ,“ Helping Ha n d

Re s o u rce Gu i de .” It lists cancer- rel a ted assis-

t a n ce programs ava i l a ble ac ross the co u n try.

Ask the group to send you a copy.

Ask for free med i c i n e . Ask your doctor or

nu rse abo ut “d rug assistance progra m s .” Som e

d rug companies give free medicine to pati en t s

who can’t pay for it. Every drug com p a ny has

d i f ferent ru l e s . These programs don’t inclu de

a ll dru gs . But they ’re worth looking into. Your 

doctor or clinic may have access to these 

progra m s . The drug companies have a gro u p

c a ll ed Pharm aceutical Re s e a rch ers and

Ma nu f actu rers of Am erica (PhRMA) (page

1 0 6 ). PhRMA has inform a ti on on all the drug 

a s s i s t a n ce programs their mem bers of fer.

Con t act P h R M A to see if a drug com p a ny 

can help yo u .

Ask for help get ting to and from yo u r
trea tm ent cen ter.
● Your NBCCF field coord i n a tor may know

a bo ut ri de servi ces in your are a . Con t act

NBCCF (page 99) to see if t h ere is a fiel d

coord i n a tor near yo u .
● You can ask doctors , nu rs e s , and soc i a l

workers abo ut servi ces that can help yo u .
● Local groups may also have inform a ti on .

Try cancer or ga n i z a ti on s , com mu n i ty 

cen ters , chu rch e s , tem p l e s , and wom en’s

gro u p s . Som etimes they can give you free 

or low - cost ri des to your doctors’ of f i ces 

or to hospitals.
● The Pa ti ent Travel (page 106) or ga n i z a ti on

has free inform a ti on and referra l s . Th e

group helps people who must move far aw ay

Ask everyone for hel p.
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for care after an illness or acc i den t . Con t act

Pa ti ent Travel for more inform a ti on .

Ask everyone for hel p.
● Ask people to hold fund-ra i s ers for yo u .O r

talk with leaders of your rel i gious gro u p. See if

t h ey can help you cover the costs of your care .
● Con t act your loc a l , s t a te , and nati onal 

el ected public of f i c i a l s . ( Some examples are

m ayors , s t a te repre s en t a tives and sen a tors ,

and U. S . repre s en t a tives and sen a tors.) 

Th ey may be able to help yo u .
● Go to your local hospital. Explain yo u r

probl em to a doctor, nu rs e , or social worker.

Th ey know the sys tem . Th ey may be able to

d i rect you to the ri ght place for hel p.

Get time off w o r k .
The Fa m i ly and Medical Le ave Act (FMLA) let s

people take time of f f rom work . People use the

time to care for their families or them s elves 

wi t h o ut losing their job s . Do you work for a

com p a ny with more than 50 workers? If s o,

you can take up to 12 weeks of unpaid leave a

ye a r. The leave can be used to :
● c a re for a newborn or newly adopted ch i l d ,
● c a re for very ill family mem bers , or 
● recover from your own health probl em s .

Some states have even bet ter laws . The Na ti on a l

Pa rtn ership for Wom en and Families (page

105) is a non profit gro u p. Th ey work on

h e a l t h , work , and family issu e s . Ca ll and ask

t h em for their guide to the FMLA .

Th ere are also programs that may hel p

wom en with met a s t a tic breast cancer if t h ey

want to reti re from work . Wom en wi t h

m et a s t a tic breast cancer may be able to get

Social Sec u ri ty Di s a bi l i ty In su ra n ce (SSDI).

SSDI gives mon ey to wom en who qu a l i f y.

Con t act the Social Sec u ri ty Ad m i n i s tra ti on

( p a ge 106) for more inform a ti on .

G et ting Com p reh en s ive Ca re

Breast cancer pati ents need a wi de ra n ge 

of s ervi ce s . Som etimes it’s hard to know 

i f yo u’ve go t ten all the care you need .

Everyone need s :

● an acc u ra te d i a gn o s i s,
● ti m ely fo ll ow-up care ,
● s econd op i n i on s a bo ut both diagnosis 

and tre a tm ent opti on s ,
● a com p l ete and honest talk abo ut the 

evi den ce behind tre a tm ent ch oi ce s ,
● h elp ju d ging the va lue of j oining 

clinical tri a l s,

● h elp ju d ging com p l em en t a ry and 

a l tern a tive thera p i e s, a n d
● s ocial and su pport servi ce s .

You may also need :

● su r gery and recon s tru c tive su rgery,
● m ed i c i n e s ,
● ra d i a ti on tre a tm en t s ,
● p a ll i a tive care ( su ch as pain con tro l) ,
● m ental health servi ce s ,
● physical thera py,



● tra n s l a tors if your doctors and nu rses 

do not speak your language ,
● h elp paying for your care ,
● wi gs , bra s , and breast pro s t h e s e s,
● h elp get ting the care you need if you 

a re disabl ed ,a n d
● h elp coord i n a ting care with your other 

doctors if you have other health probl em s .

Wom en with en d - s t a ge breast cancer

m ay also need :

● h elp with sym ptoms caused by 

t h eir disease or tre a tm en t s ,
● h o u s ehold help and child care ,
● em o ti onal and practical su pport for the 

c a regiver and other family mem bers ,

i n cluding ch i l d ren ,
● h o s p i ce care,
● f a m i ly co u n s el i n g, a n d
● h elp with a dva n ce direc tive s.

All of this care needs to be coord i n a ted . Th a t

means that all of your doctors and nu rses talk

to each other. It also means that one pers on :

● m a n a ges all parts of your care and recovery,
● keeps track of your overa ll health, and 
● keeps track of the care you get from 

d i f ferent doctors and nu rs e s .

Wh a t’s more , your care should be ti m ely.

That means you should get the care you 

n eed wh en you need it. Wa i ting two weeks to

get a lump ch ecked may not affect the co u rs e

of your disease. But you shouldn’t have to wait

so long and live with the worry.

You should get the same care wh et h er 

you live in a big city, a small town , or a rem o te

vi ll a ge . But studies have shown that wh ere yo u

l ive d oe s a f fect the qu a l i ty of your care . For

ex a m p l e , people living in cities of ten get 

d i f ferent care than those in ru ral are a s .4

What You Can Do:

Learn about the standard 
of care for breast cancer.
Th ere are breast cancer tre a tm ent guidel i n e s

b a s ed on medical evi den ce . These guidel i n e s

s ay what tre a tm ents are most likely to hel p

breast cancer pati en t s . Most doctors agree

a bo ut most of the guidel i n e s . The guidel i n e s

m a ke up a s t a n d a rd of c a re for breast cancer.

You should re ad these so yo u’ ll know what to

ex pect and what kind of c a re you de s erve . See

p a ge 39 for more inform a ti on on guidel i n e s .

Think about joining a clinical trial.
If your doctor did not tell you abo ut cl i n i c a l

tri a l s , you are not alon e . A recent stu dy fo u n d

that on ly abo ut 38% of p a ti ents are of fered a

clinical trial by their doctors .5
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4 H owe HL, et al.Pa t t e rns of breast cancer treatment:a comparison of a ru ral population with an urban population and a community clinical oncology
p r o gram sample.Cancer Control 1 9 9 5 ;2 ( 2 ) :1 1 3 - 2 0 .

Ayanian JZ, Guadagnoli E.Va riations in breast cancer treatment by patient and provider chara c t e ri s t i c s. Breast Cancer Research and Tr e a t m e n t
1 9 9 6 ;4 0 ( 1 ) :6 5 - 7 4 .

5 Siminoff L, et al.Factors that predict the refe r ral of breast cancer patients onto clinical trials by their surgeons and medical oncologists. J o u rnal of
Clinical Oncology 2 0 0 0 ;1 8 ( 6 ) :1 2 0 3 - 1 1 .
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S tudies show that breast cancer pati ents wh o

t a ke part in clinical trials tend to do bet ter than

p a ti ents who do not.6 This may be bec a u s e

most pati ents are given good care and fo ll ow -

up in a clinical tri a l . Th ey get good care no mat-

ter wh i ch tre a tm ent they get . Ask your doctor

a bo ut clinical tri a l s . And see pages 23-25 for

m ore inform a ti on abo ut clinical tri a l s .

Think about tr a veling 
to a bigger care center. 
Try to get care som ewh ere that treats a lot of

wom en each year for breast cancer. S tu d i e s

h ave shown the fo ll owi n g :
● Breast cancer pati ents tend to get bet ter care

at larger hospitals.7

● Breast cancer pati ents do bet ter with 

su r geons who see more than 30-50 new

cases each ye a r.8  ( Ask your doctor ’s of f i ce

h ow many breast cancer pati ents they treat 

e ach ye a r.) 
● Pa ti ents tre a ted by breast cancer s pec i a l i s t s

tend to do bet ter than pati ents whose 

su r geons are not breast cancer spec i a l i s t s .9

It’s important to see an ex peri en ced doctor

who has done what you need many ti m e s . For

recon s tru ctive su r gery, your p l a s tic su rgeon

should of fer you “before - a n d - a f ter ” ph o to s .

That way you can see what to ex pect from 

the su r gery.

Ask abo ut tel e - m ed i c i n e . With access to 

the In tern et , both doctors and pati ents can get

u p - to - d a te inform a ti on on how to treat bre a s t

c a n cer. And now doctors ac ross the co u n try

can con sult each other over the ph one and

In tern et . Ask your doctors if t h ey con sult wi t h

c a n cer spec i a l i s t s . If your doctor doe s n’t want

to, m aybe you should find one who wi ll .

K n ow your rights as a 
b reast cancer patient. 
Con gress passed a law that makes most h ea l t h

p l a n s and h ealth insu ra n ce companies cover

certain parts of breast cancer care . The law is

c a ll ed “The Wom en’s Health and Ca n cer Ri gh t s

Act of 1 9 9 8 .” For ex a m p l e , one tre a tm ent for

breast cancer is to rem ove the bre a s t . This is

c a ll ed a “m a s tec tomy.” Recon s tru ctive su r gery

is a kind of p l a s tic su r gery that rebuilds the

bre a s t . Federal law says that health plans and

i n su ra n ce companies must cover recon s tru ctive

su r gery if t h ey cover a mastectomy. And they

must cover su r gery on the healthy breast to

m a ke both breasts the same size and shape .

The law also says that they must pay for breast 

prostheses and tre a tm ent of l ym ph edem a,

6 Gnant M, et al.Impact of participation in ra n d o m i zed clinical trials on surv i val of women with early-stage breast cancer:an analysis of 7985 patients.
Proceedings ASCO 2 0 0 0 ; 19 (abstract 287).

7 Roohan PJ, et al.Hospital volume differences and five year surv i val from breast cancer. A m e rican Journal of Public Health 1 9 9 8 ;8 8 ( 3 ) :4 5 4 - 5 7 .
Ayanian JZ, Guadagnoli E.Va riations in breast cancer treatment by patient and provider chara c t e ri s t i c s. Breast Cancer Research and Tr e a t m e n t 1 9 9 6 ;
4 0 ( 1 ) :6 5 - 7 4 .

8 S a i n s bu ry R, et al.Influence of clinical wo rkload and patterns of treatment on surv i val from breast cancer. L a n c e t 1 9 9 5 ;3 4 5 ( 8 9 6 0 ) :1 2 6 5 - 7 0 .
9 Gillis CR, Hole DJ. S u rv i val outcome of care by specialist surgeons in breast cancer:a study of 3786 patients in the west of Scotland. B ritish Medical

J o u rn a l 1 9 9 6 ;3 1 2 ( 7 0 2 4 ) :1 4 5 - 4 8 .

S tudies show that breast cancer pati ents 
who take part in clinical tri a l s

tend to do bet ter than pati ents who do not.6
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wh i ch is the swelling of the arm that som e-

times happens after lym ph node rem ova l .

Som etimes states have bet ter laws than the

federal govern m ent abo ut breast cancer care . To

find out if your state has passed breast cancer

l aws , con t act the Na ti onal Con feren ce of S t a te

Legi s l a tu res (NCSL) (page 104). Or con t act yo u r

s t a te health dep a rtm en t . The ph one nu m ber

should be in the govern m ent pages of yo u r

ph one boo k .

If you think you were tu rn ed down for care

u n f a i rly, you can appe a l . This means that you ask

your health plan to revi ew your care request aga i n .

Appealing works best wh en you can back yo u r

a ppeal with proof that you need the care . Ca re

that you need is call ed “m ed i c a lly nece s s a ry ”

c a re . Con t act your health plan to find out how to

a ppeal a dec i s i on the plan made . For more infor-

m a ti on on how to file an appe a l ,s ee pages 7 1 - 7 3 .

Ask about coordination of car e .
It is important that o n e pers on keep track 

of a ll your medical issu e s . This is call ed 

“coord i n a ti on of c a re.” Ask abo ut this wh en

you ch oose a team of doctors and a place to 

get your care . As k :

● Who is in ch a r ge of my care? 
● How does he or she share inform a ti on 

with my other doctors and nu rses? 
● How is my case revi ewed and by wh om? 
● Wh om do I call wh en I have qu e s ti ons? 
● Can I get a care plan in wri ting? Wi ll it have

i n form a ti on su ch as test re su l t s , c a re

i n s tru cti on s , a ppoi n tm en t s , and med i c i n e

i n s tru cti ons? 

Some doctors and nu rses re a lly d o coord i n a te

c a re . So look for this servi ce if you have any

ch oi ce abo ut wh ere you get your care .

It is important that o n e pers on 
keep track of a ll your medical issu e s .

Patient Navigator s

Some care cen ters have breast care 
coord i n a tor s , or “p a ti ent navi ga tor s .”
T h ey may be nu r s e s , health edu c a tor s ,
s ocial workers, or behavioral medicine
specialists. No matter what their 
b ack gro u n d , t h eir job is to help yo u
t h ro u gh the care proce s s . For example:

■ T h ey may ga t h er your medical 
record s , f i l m s , and s l i de s for your 
s econd op i n i on.

■ T h ey may arra n ge a meeting with 
s everal specialists at one ti m e . That way
you can hear a ra n ge of op i n i on s .
You can hear wh ere your doctors 
a gree and disagree abo ut your care .

■ T h ey can also help you find su pport
gro u p s .

Pa ti ent navi ga tors of ten serve as a re s o u rce
for all parts of your care . T h ere usu a lly is
no extra fee for this servi ce .
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What are clinical trials?

A clinical trial is a re s e a rch study. Cl i n i c a l
trials are used to find out if n ew tre a tm en t s
work bet ter, the same, or worse than the
s t a n d a rd tre a tm ent for the same disease.
Ca ref u lly run clinical trials are the faste s t
and safest way to find tre a tm ents that work .

How Are Clinical Trials Design ed ?
Clinical trials of i nve s ti ga ti onal trea tm en t s
go thro u gh three ph a s e s :

■ In Phase I tri a l s , re s e a rch ers test a new
tre a tm ent in a small group of peop l e .
The goals of Phase I trials are to :
❏ ju d ge if the tre a tm ent is safe ,
❏ find safe do s a ge level s , and 
❏ find out abo ut any side ef fect s .

■ In Phase II tri a l s , the new tre a tm ent 
is given to a larger group of peop l e .
The goals of Phase II trials are to :
❏ s ee if the new tre a tm ent helps and 
❏ f u rt h er ju d ge its safety.

■ In Phase III tri a l s , the new tre a tm ent is
given to an even larger group of peop l e .
The goals of Phase III trials are to :
❏ com p a re the new tre a tm ent to the 

s t a n d a rd tre a tm en t ,
❏ get more inform a ti on abo ut wh et h er 

the new tre a tm ent hel p s ,
❏ keep track of s i de ef fect s , and 
❏ co ll ect inform a ti on for using the 

n ew tre a tm ent safely.

In most Phase III trials and some Phase II
tri a l s , p a ti ents are divi ded into at least two
groups or “a rm s .” 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.” The tre a tm en t
t h ey get is call ed the “ i nve s ti ga ti onal tre a t-
m en t .” An o t h er group of p a ti ents gets the
s t a n d a rd tre a tm en t . This group is call ed the
“con trol gro u p.” The standard tre a tm ent is
the tre a tm ent you would get if you did not
t a ke part in the clinical tri a l . Groups are
com p a red to see wh i ch tre a tm ent work s
bet ter.

In well - de s i gn ed clinical tri a l s ,p a ti en t s
a re assign ed to different “a rm s” of the tri a l
using a sys tem similar to flipping a coi n .
In other word s , p a ti ents do not ch oo s e
wh et h er they wi ll get the new tre a tm en t
( i nve s ti ga ti onal group) or the standard
tre a tm ent (con trol gro u p ) . Gro u p i n g
p a ti ents by ch a n ce is call ed “ra n dom i z a ti on.”

In some tri a l s , p a ti ents know wh i ch arm
t h ey are in. In other tri a l s , p a ti ents do not
k n ow wh i ch arm they are in. This is call ed 
a “blind study.” In some tri a l s , n ei t h er 
doctors nor pati ents know wh i ch arm the
p a ti ents are in. These trials are call ed 
“do u bl e - blind studies.”

Should I Join a Clinical Tri a l ?
T h ere are three main re a s ons why yo u
should think abo ut taking part in a cl i n i c a l
tri a l :

1 . Clinical trials may be the best way to be
su re that you get good tre a tm en t . Ma ny
studies have found that just being in a
clinical trial ra i s ed pati en t s’ ch a n ces of
su rvivi n g . This was true no matter wh i ch
a rm the pati ents were in.1 0

1 0 See for ex a m p l e : Gnant M, et al.Impact of participation in ra n d o m i zed clinical trials on surv i val of women with earl y -
stage breast cancer:an analysis of 7985 patients. Proceedings ASCO 2 0 0 0 ; 19 (abstract 287).

co n ti nu ed on next pa ge
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What are clinical trials?

2 . Clinical trials are the on ly way we wi ll 
ever find new ways to detect , tre a t , a n d
f i n a lly cure breast cancer. Ri ght now,
on ly 3% of adult cancer pati ents take
p a rt in clinical tri a l s . The more pati en t s
that join clinical tri a l s , the more qu i ck ly
re s e a rch moves forw a rd .

3 . Being in a clinical trial means that yo u
m i ght get a promising new tre a tm en t
earlier. Of course, you can’t be sure
that the inve s ti ga ti onal tre a tm ent wi ll
h elp yo u .

How Can I Find Tri a l s ?
T h ere are many ways to find clinical tri a l s .
You can ask your doctors or call the
Na ti onal Ca n cer In s ti t ute (page 103). Yo u
can also search the In tern et. No one can
give you a list of a ll the clinical trials yo u
m i ght joi n . For that re a s on , you should use
a ll the tools you can.

■ Fi r s t , ask your doctor. Your doctor may
not know of a ny trials for yo u . But talk-
ing abo ut it wi ll let her or him know
that you are intere s ted in clinical tri a l s .

■ The Na ti onal Ca n cer In s ti t ute (page
103) maintains a database of c a n cer
clinical tri a l s .

■ The In tern et is the faste s t - growi n g
s o u rce of clinical trials inform a ti on . No
one web site is com p l ete . But you can
get a lot of i n form a ti on from a few
s o u rce s . One of the best web sites is
s pon s ored by the Li bra ry of Med i c i n e
( p a ge 105). It lists all Na ti onal Ca n cer
In s ti t ute trials as well as other tri a l s .

How Do I Kn ow If It is a Quality
Clinical Tri a l ?
NBCCF has standards for ju d ging cl i n i c a l
tri a l s . A good trial needs at least these three
t h i n gs :

■ App roval by an In s ti t uti onal Revi ew
Boa rd—This means that a com m i t tee
has ch ecked that the study meets et h i c a l
s t a n d a rd s , does not put pati ents at gre a t
ri s k , and inclu des safeg u a rds for
p a ti en t s .

■ Me a n i n gful In form ed Con s en t— T h i s
means that you understand what yo u
a re doing and what can happen to yo u
in the tri a l .

■ A Good Design—This means that 
the trial is well - de s i gn ed to answer an
i m portant qu e s ti on abo ut breast cancer.
Q u e s ti ons may con cern how best to pre-
ven t , detect ,d i a gn o s e , or treat bre a s t
c a n cer.

Rem em ber that for many clinical tri a l s ,
doctors and inform ed con s ent forms can’t
tell you what might happen to yo u . T h e
p u rpose of the clinical trial is to see if a
n ew tre a tm ent works bet ter than the stan-
d a rd tre a tm en t . Som etimes new tre a tm en t s
don’t work as well as the standard tre a t-
m en t . Or the new tre a tm ent may have
serious side effects. This is why it is
important that clinical trials are w a tch ed
cl o s ely.

co n ti nu ed on next pa ge
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For more inform a ti on , con t act NBCCF
( p a ge 99) and ask for a copy of our “Cri teri a
to Ev a lu a te Quality Clinical Tri a l s .” Do yo u
n eed help ju d ging the qu a l i ty of a cl i n i c a l
trial? An NBCCF- tra i n ed a dvoc a te m ay be
a ble to help yo u . N B C C F ’s tra i n ed advoc a te s
a re not medical profe s s i on a l s . T h ey cannot
give you medical advi ce . But they may be
a ble to help you sort out the details and
m a ke an inform ed ch oi ce . Con t act NBCCF
for more inform a ti on .

What Wi ll It Cost to Ta ke Pa rt 
in a Clinical Tri a l ?
The trial spon s or usu a lly pays for the 
cost of the inve s ti ga ti onal drug or other
tre a tm ent that is being studied . The tri a l
s pon s or may be a drug com p a ny or the
Na ti onal Ca n cer In s ti t ute . But there may
be other costs invo lved in taking part in a 
clinical trial (for example, doctor vi s i t s ,
bl ood work , and other te s t s ) . And som e-
times pati ents must pay for some or all 
of these co s t s . This is of ten because thei r
health insu ra n ce or health plan won’t pay
for them . And som etimes health plans on ly
a gree to pay these costs under certain con-
d i ti on s . For example, your health plan may
cover the costs for your bl ood work and
o t h er te s t s . But it may on ly cover them if

you have the tests done at a certain care
cen ter. This may be a probl em if the care
cen ter wh ere you must have your te s t s
done is far aw ay from the place wh ere yo u
go for the clinical tri a l . Som etimes pati en t s
can work out a deal with the trial spon s or
so that they wi ll cover the costs of t h e
bl ood work and other tests at a more con-
ven i ent loc a ti on .

NBCCF thinks all health insu ra n ce
companies and health plans should pay for
the costs invo lved for pati ents to take part
in clinical tri a l s . Wh et h er you wi ll have to
p ay for some of the care you get in a cl i n i-
cal trial depends on a lot of t h i n gs . It
depends on :

■ who is spon s oring the tri a l ,
■ what your health insu ra n ce or health

plan cover s ,
■ h ow your doctor gets paid for your 

c a re , a n d
■ m a ny other things .

So it is important that you find out wh a t
costs rel a ted to the clinical trial your health
i n su ra n ce or plan wi ll cover. Ask your 
doctor or nurse to explain exact ly what the
trial spon s or wi ll cover.
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