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Keeping Your Records Priv a te

Being Tre a ted as a Whole Per s on

Re s pect is an important part of health care . With breast cancer,
re s pect is espec i a lly important because there is no su re cure .
T h ere are sti ll many qu e s ti ons wi t h o ut answer s . So doctors mu s t
of fer what they know with re s pect . And they should admit wh a t
t h ey don’t know. Here are some ideas to help keep your sense of
s el f as you work to get well .

Quality Breast Cancer Care Means:

RESPECT

Being Va lu ed



Doctors usu a lly care deep ly abo ut their work

and their pati en t s . But our health care sys tem

does not train doctors well to talk and listen to

t h eir pati en t s . And it does not rew a rd them for

re s pecting their pati en t s .

You wi ll prob a bly be tre a ted differen t ly by

d i f ferent caregivers . Some wi ll be as hel pful as

t h ey can. Ot h ers may not care that you wait

t wo hours in the doctor ’s of f i ce . Some doctors

and nu rses wi ll do all they can to make su re

you understand your tre a tm ent ch oi ce s . Th ey

m ay even give you ph one nu m bers wh ere yo u

can call them after hours . Ot h ers wi ll ex pect

you to do what they tell you wi t h o ut qu e s ti on .

You may have special needs that your 

doctors and nu rses don’t unders t a n d . And we 

a ll have our own set of va lues and preferen ce s .

Your doctors and nu rses should re s pect yo u r

va lues and preferen ce s .

Th ere a re t h i n gs you can do to get the

re s pect you de s erve .

What You Can Do:

To get re spect, give r e spect. 
You and your doctors need to work toget h er.

You b ot h h ave inform a ti on to share . Th a t

means you b ot h h ave to give honest and 

com p l ete inform a ti on so you can get the be s t

c a re . For ex a m p l e , i f you are taking a l tern a tive

m ed i c i n e s or other therapies but don’t tell

your doctors , t h ey could advise the wrong care .

Ask a family mem ber, f ri en d , or breast 

c a n cer a dvoc a te to come with you to the 

doctor. This tells your doctor that you want 

to learn abo ut your breast cancer. With som e-

one at your side , yo u’ ll ask bet ter qu e s ti on s .

Yo u’ ll rem em ber more . And yo u’ ll become a 

re s pectful partn er with your doctors .

Meet as people rather than 
as a doctor and a patient.  
No one should ever ex pect you to have an

i m portant talk abo ut your health wh en yo u’re

not fully cl o t h ed . It wi ll prob a bly be more

com fort a ble to first meet your doctor in his or

h er of f i ce with your clothes on . And if you do

n eed to undress for som et h i n g, ask for com-

fort a ble robes that cover yo u .

Take your time serious l y. 
Time can be a real probl em for pati en t s . O u r

health care sys tem wastes pati en t s’ time and

of ten doe s n’t give them en o u gh time with thei r

c a regivers . Doctors and nu rses need to hear

l o u dly that va luing their time over yo u rs 

is unfair and stre s s f u l . You can:
● Ask the doctor to call you later in the day to

finish talking if you run out of time du ri n g

the appoi n tm en t .
● Ask your doctors and nu rses how best to

re ach them . Can you call them du ring cer-

tain hours? Can you use e-mail? Should yo u

c a ll the doctor or nu rse first? Also ask wh en

t h ey norm a lly retu rn call s . You can worry all

d ay waiting for a call . But many doctors

h ave a set time wh en they retu rn call s .

Talking abo ut this helps both of you re s pect

e ach other ’s ti m e .
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Being Va lu ed
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If s om eone is re a lly disre s pectf u l ,
do us all a favor and let som eone know.

● Let your h ealth plan k n ow wh en they are

making things hard for yo u . For ex a m p l e ,

your doctor ’s of f i ce may send you to an out-

s i de lab to have bl ood drawn . Th ey may do

this to save time and see more pati en t s . But

it may waste you r ti m e .
● Ask your doctors if you can help solve the

probl em som eh ow. For ex a m p l e , s om e

health plans pre s su re doctors to see 40

p a ti ents in one day a n d retu rn ph one call s .

It may help to tell your health plan if t h i s

pre s su re affects you as a pati en t .

Complain when you need to.  
If s om eone is re a lly disre s pectf u l , do us 

a ll a favor and let som eone know. You may 

complain to your health plan and/or ch a n ge

doctors . To com p l a i n , c a ll the custom er servi ce

dep a rtm ent of your health plan. (The nu m ber

should be in a boo k l et you got from yo u r

health plan.) Ask how to file a com p l a i n t . O n e

complaint may not make a big differen ce . But if

you com p l a i n , and other pati ents do too, t h i n gs

m ay ch a n ge .

You have a ri ght to keep your records priva te

bet ween you and your doctors . This is call ed

“m edical privac y.” Th ere are sys tems to pro tect

your ri gh t s , but there are also ga p s . At the same

ti m e , your doctors and nu rses need to share

i n form a ti on with each other. And records 

can be used for important re s e a rch . Th e

ch a ll en ge is to pro tect your privacy and sti ll

m a ke su re your caregivers have the inform a ti on

t h ey need .

What You Can Do:

Ask about confidentiality. 
Ask how your records wi ll be kept priva te

before you sign i n form ed con s en t form s .

At some poi n t , a medical re s e a rch er may ask 

to use your health care record s . S h a ring yo u r

health care inform a ti on with re s e a rch ers can 

be a great help to others . It helps answer

i m portant qu e s ti ons abo ut breast cancer. But

before agreeing to do this, a s k :
● How wi ll you pro tect my privacy? 
● How wi ll you share my inform a ti on wi t h

o t h er doctors or re s e a rch ers? 
● What re s e a rch are you doing? 
● How wi ll you use that inform a ti on? 
● Who wi ll get this inform a ti on ?
● Wh en and how wi ll I learn the re sults 

of the re s e a rch? 

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

m a ke su re your inform a ti on is used properly.

Keeping Your Records Priva te



K n ow your rights.  
Th ere are state and federal laws to pro tect yo u r

m edical privac y. The Health Privacy Proj ect

( p a ge 102) at Geor getown Un ivers i ty has a 

good su m m a ry of privacy laws around the

co u n try. Con t act the proj ect to learn abo ut 

privacy pro tecti ons in your state . To learn more

a bo ut medical privacy in gen era l , con t act

NBCCF (page 99). Ask for a copy of o u r

po s i ti on statem ent on Medical Privac y.
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Should I get a genetic test?

Gen etic tests l ook at your gen e s .T h ey give
i n form a ti on abo ut yo u . That inform a ti on
can be anything from the co l or of yo u r
eyes to your ch a n ce of devel oping som e
d i s e a s e s .

Wom en who have a strong family histo-
ry of breast and/or ov a rian cancer may be
i n tere s ted in gen etic te s ti n g . Most bre a s t
c a n cer (at least 90%) is not linked to fami-
ly gen eti c s . But for those wom en with a
s trong family history of breast cancer,
gen etic tests may help them bet ter under-
stand their ch a n ces of devel oping bre a s t
c a n cer. Kn owing this could help these
wom en make more inform ed ch oi ce s
a bo ut their health care .

But som etimes em p l oyers and health
and life insu ra n ce companies can use
gen etic tests against wom en . This is call ed 

" gen etic discri m i n a ti on."  For example, a
com p a ny may not want to sell you life
i n su ra n ce if your test re sults show that
you are at high risk for a disease. T h ere are
s ome legal pro tecti ons but not en o u gh .
For more abo ut this issu e , con t act NBCCF
( p a ge 99) and ask for a copy of our po s i-
ti on statem ent on Gen etic Te s ti n g .

If you are thinking abo ut gen etic te s t-
i n g , you should talk with a gen etic co u n-
s el or who is part of a "cancer ri s k
a s s e s s m ent program." These programs can
u su a lly be found at te aching hospitals.
The gen etic co u n s el or should not be
em p l oyed by the com p a ny that perform s
the gen etic te s ti n g . A good gen etic co u n-
s el or wi ll help you sort out the po s s i bl e
ben efits and risks of taking a gen etic te s t .

Our health care sys tem must treat 
the whole per s on , not just a per s on’s disease.
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You may need different doctors and nu rses to

h elp with different parts of your breast cancer

c a re . Th ey can help you take care of yo u rs el f ,

avoid other probl ems (com p l i c a ti on s) , a n d

keep up your qu a l i ty of l i fe. You may need

pain con tro l, physical thera py, m ental health

s ervi ce s , and care that treats other health 

probl em s . Our health care sys tem must tre a t

the whole pers on , not just a pers on’s disease.

What You Can Do:

Ask for a compr e h e nsi ve 
t reatment plan.
“Com preh en s ive” means covering all the bases.

Your doctors and nu rses should be able to cre a te

a plan with you that may inclu de things like :
● su r gery,
● recon s tru c tive su rgery,
● ch em o t h era py,
● h orm onal thera py,
● b i o l ogical (targeted) thera py,
● ra d i a ti on,
● clinical tri a l s,
● pain con tro l ,
● o t h er therapies to help with side ef fects 

and sym ptom s ,
● com p l em en t a ry thera p i e s,
● physical thera py, and 
● m ental health servi ce s .

Rem em ber that breast cancer tre a tm ent plans

a re not simple. Th ey of ten need to be ch a n ged

a l ong the way. Ask your doctors to give you a

list of a ll the tre a tm ents you wi ll get . Ask for a

ti m eline that tells wh en and for abo ut how

l ong you wi ll get the tre a tm en t s . What if yo u

c a n’t get the ti m eline in wri ting? Be su re to take

n o tes abo ut all the major parts of your care

( for ex a m p l e , su r gery, ch em o t h era py, and 

rad i a ti on , etc . ) . Ask your doctors if you can

t a pe - record your meeti n gs with them . That 

wi ll help you rem em ber what was said.

Be sure your plan 
re f l e c t s your v a l u e s .  
Some breast cancer ch oi ces are pret ty easy

on e s . For ex a m p l e , most breast cancer pati en t s

would ch oose a tre a tm ent if t h ey knew it

would gre a t ly increase their ch a n ces of l iving a

l on g, c a n cer- f ree life .

Ot h er ch oi ces are harder. For ex a m p l e ,

wom en with early breast cancer are of ten

of fered ch em o t h era py dru gs . Ch em o t h era py

d ru gs may cause several bad side ef fects su ch 

as upset stom ach , hair loss, h e a rt probl em s ,

and early men opause in young wom en .

An t h ra c yclines a re ch em o t h era py dru gs that

work a small bit bet ter than other ch em o t h era py

d ru gs . Th ey can raise a wom a n’s ch a n ces of

l iving lon ger by abo ut 3% (absolute su rviva l

i n c re a s e ) . But these dru gs can also raise a

wom a n’s ch a n ces of get ting some of the bad

Being Trea ted as a Whole Pers on 
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s i de ef fect s1 5. Ma ny pati ents ch oose to take a

d i f ferent type of ch em o t h era py dru g. Th ey

would ra t h er have a bet ter qu a l i ty of l i fe than

the small increase in their ch a n ce of su rviva l .

And some pati ents ch oose not to get ch em o t h er-

a py at all . These are to u gh pers onal ch oi ce s .

Rem em ber that it is OK to disagree wi t h

your doctor. Ta ke a few weeks to get inform a-

ti on and think abo ut what is most important to

yo u . Think abo ut what care you want and from

wh om you want to get it. It wi ll be time well

s pen t .

Learn about follow-up car e .
In the back of every breast cancer su rvivor ’s

mind is the fear that the cancer wi ll come back .

Breast cancer su rvivors som etimes catch them-

s elves worrying abo ut every little ache or pain.

These fe a rs usu a lly lessen the lon ger you have

been out of tre a tm en t .

You should pay atten ti on to any ch a n ges 

in your body if you are a breast cancer 

su rvivor. And you should tell your doctor

a bo ut them . You should also sti ck to the 

fo ll ow-up care guidelines in the Na ti on a l

Com preh en s ive Ca n cer Net work’s (page 104)

Breast Ca n cer Tre a tm ent Gu i delines for

Pa ti en t s . Ask your doctor to order tests if yo u

h ave any sym ptoms you can’t explain or that

don’t go aw ay. Breast cancer can come back :
● l oc a lly (near the ori ginal cancer ) ,
● regi on a lly (in the l ym ph node s u n der the

a rm or above the co ll a rbon e ) , or 
● as distant m et a s t a s e s ( c a n cer that has

s pre ad to another or ga n ) .

Wh en breast cancer spre ads to another

or ga n , it usu a lly goes to the bon e s , lu n gs ,

or liver. Less of ten , it spre ads to the bra i n ,

spinal cord , eye , or bone marrow.

You may find a local or regi onal 

rec u rren ce yo u rs el f . Or your doctor may 

find it du ring a clinical breast exam or with a

m a m m ogram or other te s t .

Some pati ents want to have bl ood te s t s ,

bone scans, and chest X rays done every ye a r.

Th ey want to be su re that the cancer hasn’t

come back . But this isn’t recom m en ded .

Pa ti ents su s pect or find most rec u rren ce s

t h em s elves wi t h o ut ro utine te s ti n g. And there is

no evi den ce that tre a ting a rec u rren ce early

i m proves su rviva l .

1 5 E a rly Breast Cancer Tri a l i s t s ’C o l l a b o ra t i ve Group.Po l y c h e m o t h e ra py for early breast cancer:an ove rv i ew of the ra n d o m i zed tri a l s. L a n c e t 1 9 9 8 ;
3 5 2 ( 9 1 3 2 ) :9 3 0 - 4 2 .

Coombes RC, et al. A d j u vant cyclophosphamide, methotrex a t e, and fluorouracil versus fluorouracil, epirubicin, and cyclophosphamide 
c h e m o t h e ra py in premenopausal women with axillary node-positive opera ble breast cancer:results of a ra n d o m i zed tri a l . The International 
C o l l a b o ra t i ve Cancer Group. J o u rnal of Clinical Oncology 1 9 9 6 ;1 4 ( 1 ) :3 5 - 4 5 .

L evine MN, et al.R a n d o m i zed trial of intensive cyclophosphamide, epibicin, and fluorouacil chemothera py compared with 
c y c l o p h o s p h a m i d e, methotrex a t e, and fluorouracil in premenopausal women with node-positive breast cancer.
National Cancer Institute of Canada Clinical Trials Group. J o u rnal of Clinical Oncology 1 9 9 8 ;1 6 ( 8 ) :2 6 5 1 - 8 .

Rem em ber that it is OK 
to disagree with your doctor.
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Learn about complementary and
a l t e r n a t i v e medicine (CAM).
Com p l em en t a ry trea tm en t s a re used wi t h

s t a n d a rd medical care . For ex a m p l e , t a k i n g

vitamins a l o n g wi t h your standard medical 

c a re is com p l em en t a ry care . Al tern a tive trea t-

m en t s a re used in pl a ce of s t a n d a rd med i c a l

c a re . For ex a m p l e , fo ll owing a special diet

i n s tead of get ting standard medical care is 

a l tern a tive care . Both are names for any kind 

of c a re ou t s i d e our co u n try ’s mainstream 

m ed i c i n e .

Why do pati ents use CAM? Breast cancer

p a ti ents are intere s ted in C A M for many good

re a s on s . Th ey want to do all they can to take

c a re of t h em s elve s . Th ey want to redu ce thei r

How Will I Know If The Cancer Has Come Back?

Wh en should you worry abo ut an ache or pain? Wh en should you let it go? We can’t tell
yo u . But we can tell yo u :

■ the sym ptoms (if a ny) of the most com m on areas wh ere cancer comes back and 

■ wh i ch tests are used to learn wh et h er the cancer has spre ad to those are a s .

Bone
Metastasis

Lung
Metastasis

Liver
Metastasis

■ Steady bone pain or tender-
ness that won’t go away

■ Chest pain and any 
shortness of breath

■ Cough that won’t go away

■ Pain or discomfort under 
the right side of the rib cage
that won’t go away

■ Loss of appetite
■ Changes in weight, 

especially weight loss

S y m p t o m s Tests Commonly Used to Detect Spread

■ Blood tests
■ Bone scan (If bone scan suggests cancer, an 

X ray can be done next.)
■ CT scans (Com p uted Tom ogra phy)
■ MRI scan (Ma gn etic Re s on a n ce Im a gi n g)

■ Chest X ray
■ CT scans (Computed To m o g r a p h y )
■ MRI scan (Magnetic Resonance Imaging)

■ Blood tests (complete blood count, platelet
counts, and liver function tests)

■ CT scans (Computed To m o g r a p h y )
■ MRI scan (Magnetic Resonance Imaging)



ch a n ces of the cancer coming back or get ti n g

wors e . And they want to improve their overa ll

physical and mental health. Some pati ents try

CAM because mainstream tre a tm ents have not

worked for them . S ti ll others try altern a tive

t h erapies because they simply do not tru s t

m a i n s tream med i c i n e . Or they like the idea of

using natu ra l , h o l i s ti c , l ong-standing healing

trad i ti on s .

CAM is not a fad. It is an important part 

of healing for many pati en t s . The truth is,

s t a n d a rd medicine has prom i s ed too mu ch .

It has failed many breast cancer pati en t s .

Pa ti ents aw a re of s t a n d a rd med i c i n e’s limits

con ti nue to look for health care that work s ,

wh erever that may be . From a pati en t’s point 

of vi ew, it doe s n’t matter if c a re is standard or

C A M . All that matters is what re a lly hel p s .

Can CAM help breast cancer pati en t s ?
Sadly, re s e a rch on CAM cancer care has been

l i m i ted . So we don’t yet know if m a ny CAM

tre a tm ents are safe , or if t h ey work for bre a s t

c a n cer pati en t s .

Ri ght now, t h ere are standard tre a tm en t s

that ex tend lives and redu ce the ch a n ces of t h e

c a n cer coming back . At this poi n t ,t h ere are no

CAM tre a tm ents that have been shown to have

the same ef fect s .

S ti ll , s ome CAM tre a tm ents may hel p

s tren g t h en your health in gen era l , rel i eve the

s i de ef fects of s t a n d a rd tre a tm en t s , or ease pain

and stre s s . For ex a m p l e , t h ere is some evi den ce

that a c u p u n c t u re rel i eves the badly upset stom-

ach m a ny pati ents feel du ring ch em o t h era py.1 6

The Na ti onal Cen ter for Com p l em en t a ry

and Al tern a tive Medicine (NCCAM) (page 103)

is a govern m ent re s e a rch cen ter in the Na ti on a l

In s ti tutes of He a l t h . It’s a good place to learn

a bo ut com p l em en t a ry and altern a tive care .

NCCAM can tell you what tre a tm ents exist 

and what is known abo ut them . Th ey can also

tell you abo ut open CAM clinical tri a l s . Th e

Am erican Ca n cer Soc i ety (page 99) is a gro u p

that works on many cancer issu e s . Th ey also

h ave good inform a ti on on what is known and

u n k n own abo ut many CAM tre a tm en t s .

Tell your doc tors and nu rses abo ut any
CAM trea tm ents you are using. Som e

CAM therapies can affect other med i c i n e s . For

ex a m p l e , Saint Jo h n’s Wort is a CAM tre a tm en t

for depre s s i on . It gets in the way of a drug used

to treat HIV infecti on .1 7

Not all doctors talk abo ut CAM tre a tm en t s .

This may be because they don’t know mu ch

a bo ut CAM. Or it may be because they aren’t

tra i n ed to com bine com p l em en t a ry thera p i e s
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D on’t ask if i t’s CAM or mainstre a m .
Ask if it work s .

1 6 NIH Consensus Confe r e n c e :A c u p u n c t u r e. J o u rnal of the American Medical Association (JA M A ) 1 9 9 8 ;2 8 0 ( 1 7 ) :1 5 1 8 - 2 4 .
1 7 Piscitelli SC, et al. I n d i n avir concentrations and St. J o h n ’s Wo rt . L a n c e t 2 0 0 0 ;3 5 5 ( 9 2 0 3 ) :5 4 7 - 8 .
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with standard medical care . Some doctors 

s i m p ly think CAM is non s en s e .

Are you intere s ted in learning abo ut or

using CAM? If s o, be su re to find a doctor wh o

is wi lling to talk with you abo ut CAM. Yo u

n eed a doctor who wi ll help you sort thro u gh

the pros and cons of CAM thera p i e s .

“ Na t u ra l ” does not alw ays mean “s a fe .”
We don’t know all the risks of s ome CAM

tre a tm en t s . You should be very careful wi t h

t h e s e . This is espec i a lly true with starting a 

s pecial diet , or taking herb s , vi t a m i n s , a n d

o t h er su pp l em en t s . The U. S . Food and Dru g

Ad m i n i s tra ti on (FDA) does not con trol herb s ,

vi t a m i n s , or su pp l em en t s . Ma ny have not been

s tu d i ed for safety, h ow they act with other

d ru gs , or if t h ey work . This also means that 

no govern m ent agency ch ecks the qu a l i ty of

the produ cts on dru gs tore shelve s . On top of

t h a t , companies of ten put misleading and

u n proven claims on their produ ct label s .

( For ex a m p l e , a produ ct might claim that it

“boosts met a bolism and aids wei ght loss.” )

Just because som ething is “n a tu ra l ” or

“or ga n i c” does not mean that it is safe . And it

m ay not be good for breast cancer pati en t s .

One ex treme example is the claim that som e-

thing from the aloe vera plant can cure cancer.

Th ere is no evi den ce behind this cl a i m . In

1 9 9 8 , a doctor injected aloe into cancer

p a ti en t s . Several of the pati ents died because 

of the shots.1 8 Al oe shots are dangerous and

a gainst the law.

D on’t ask if i t’s CAM or mainstrea m .
Ask if it work s . Doctors and pati ents should

l ook at CAM with an open but cri tical mind.

This is ex act ly the same way you should look at

m a i n s tream care .

Wh et h er yo u’re looking at a CAM thera py

or a mainstream tre a tm en t , you need to ask the

same qu e s ti on s :
● What are the ben efits for breast cancer

p a ti en t s ?
● What are the ben efits for health in gen era l ?
● What are the risks of this thera py ?
● How strong is the evi den ce that answers

these qu e s ti on s ?

It’s important to understand the good and

b ad points of a ny tre a tm ent before you try it.

For some CAM care , no one knows any spec i f i c

ben efits for breast cancer, but the risks are very

l ow. Breathing to rel a x , m ed i t a ti n g, and yoga

a re ex a m p l e s . Ma ny breast cancer pati ents use

these things in their live s . And many wom en

a re com forted by them .

1 8 Lipton E, Smith L.Was cancer cure a painful lie? For desperate patients, aloe ve ra clinic in Manassas became final, costly stop.
The Washington Po s t.Fe b ru a ry 25, 1998, 1(A).
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