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NBCCF'S GUIDE TO QUALITY BREAST CANCER CARE

The National Breast Cancer Coalition Fund (NBCCF) is made up
of millions of breast cancer activists nationwide. \\e get questions
every day from breast cancer patients about their care. Everyone
has the same basic question. What can | do to get quality care?
This guide is our answer to that question. It is for everyone

facing breast cancer and everyone who wants to help them.

This is our best advice for getting good breast cancer care. It's what we
tell our families and friends. Our advice is based on:
« OUr experiences as patients,
« our work with doctors, nurses, and researchers,
« our review of medical evidence,
« Wwhat we know about the health care system, and most importantly,
« Our commitment to getting better breast cancer care for all women.

NBCCEF believes that being informed can help you get better care.
Patients who know more about their care choices tend to worry less and
get better results.!

The Problem

If you live in the United States, you can get excellent breast cancer care.
But you could also get care that is wrong for you. This can happen even
with good insurance and good doctors. Some breast cancer patients get
very poor care. NBCCF is fighting for a better system. But for now, you
need tips for getting care that is right for you.

1 Siminoff LA.Improving communication with cancer patients. Oncology (Huntington) 1992;6(10):83-87.
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Quality Breast Cancer Care: NBCCF’s Vision

What does quality breast cancer care really mean? You hear the word
“guality” often. But it means different things to different people.
Doctors and hospitals describe quality health care in a confusing
way. They call it “the degree to which health services for individuals and
populations increase the likelihood of desired health outcomes and are
consistent with current professional medical knowledge.”
Others say what quality is not. They might describe it as:
« too much care (such as unneeded tests or drugs),
« too little care (such as not getting surgery you need), or
« the wrong care (such as mistakes or care not based on evidence).

But what about the patient’s point of view? Of course you need the right
treatment and drugs at the right time. But the “right” care can be a very
personal choice. Two patients with the same diagnosis may choose differ-
ent treatments.

Still, quality care is not just personal taste. It's not a popularity contest
either. Sure, you want to avoid rude doctors and long waits. But you can
get good parking, sparkling water while you wait, a relaxed doctor visit—
and leave with the wrong diagnosis.

That’s why it’s important to have doctors and nurses who:

« (ive skilled breast cancer care in a respectful way and
« understand the latest medical evidence.

2 Institute of Medicine. Ensuring Quality Cancer Care. 1999.
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Good breast cancer care is based on evidence. This means that medical
research has shown that the care could help you.? But other parts of your
care are just as important. NBCCF’s vision of quality care brings together
six core values:

« ACCESS to all the care you need when you need it

« INFORMATION that is complete and correct
CHOICE about your doctors and your treatment
RESPECT in all parts of your health care
ACCOUNTABILITY inall parts of the health care system

« IMPROVEMENT in the system so breast cancer care continues
to get better

How to Use this Guide

This guide is in six parts, one for each of the six core values. These values
form a framework that helps us think about and judge care. They over-
lap, so the guide covers some topics more than once. You can read the
guide in any order.

There is a lot of information in this guide. We strongly recommend
that a friend or loved one reads this guide with you. She or he can help
you keep track of and sort all the information.

We wish this guide could answer all your questions about breast
cancer. But we know it does not. There are no best answers for many
important questions. For others, there are no answers at all. NBCCF
is fighting for more and better research to solve the mysteries of breast
cancer. For now, we hope this guide will help you get better breast
cancer care.

3 Evidence-based medicine has been defined as the conscientious, explicit, and judicious use of current best evidence in making
clinical decisions about the care of individual patients.

Sackett D, et al.Evidence-based medicine:what it is and what it isn’t. British Medical Journal 1996;312:7-12.
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A Few Tips for Using the Guide

You have time to learn about your options. WWe know that breast cancer
is terrifying and feels urgent. But for most women, there is no need to
rush into treatment. You have time to find the right doctors and care
centers. And you have time to become an informed patient. NBCCF
recommends that you take the time. That way you can make choices that
are best for you.

Use our glossary. We have tried to write this guide in plain language.
But there are some medical terms you need to know. Is there a word
colored teal that you don’t know? You will find the word’s meaning in
the glossary at the back of this book.

Choose your reading wisely. There are thousands of books, brochures,
and web sites that tell you about breast cancer. But you don’t need that
many resources. We won’t waste your time sending you to hundreds of
breast cancer groups or resources. Instead we give you the most impor-
tant information and a few resources you can trust.

Most of the groups we suggest you contact give helpful information
on their web sites. We list their web addresses and phone numbers under
the “Resources” tab. What if you don’t have access to the Internet? You
can call the groups and ask them to mail you their information. Also,
public libraries often have free access to the Internet.

Please Tell Us What You Think!

This guide is for you, and you can make it better. We use your feedback
to make changes. We change this book each time we print a new version.
We also want to hear about how you are using this guide. And we want
to hear about how you are making breast cancer care better in your area.
So please take the time to fill out the survey at the end of this section.
We will listen!
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IN NBCCF'S GUIDE TO QUALITY BREAST CANCER CARE

ACCESS

« Ideas for how to pay for your care
« The types of care you should expect

INFORMATION

« Tips on understanding your diagnosis

« Help finding trustworthy information
on your disease

« Information about pathology reports,
second opinions, evidence-based medicine,
and more

CHOICE

« Ways to choose your doctors and care centers
« ldeas on how to make decisions about your care

- How to protect your private medical information
- Information about complementary and
alternative medicine

How the health care system should work
What to do when things go wrong

IMPROVEMENT

« How to join NBCCF to improve breast
cancer care for everyone
« Ways of improving the whole health care system
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THE QUALITY CARE CORE VALUES AND THIS GUIDE

NBCCF’s Guide to Quality Breast Cancer Care is a project of its Quality
Care Initiative. The initiative began in January 1999. The first goal was to
describe a vision of quality breast cancer care. That vision is built around
six core values: Access, Information, Choice, Respect, Accountability, and
Improvement. NBCCF believes that these values make up the essence of
quality care.

The next goal was to write this guide for breast cancer patients. The
guide is meant to help patients to:
« judge the quality of their health care,
« understand medical evidence, and
« find and get the highest-quality care there is.

We designed the guide to be easy to read, easy to hold, and interesting
to look at. NBCCF worked on the guide very closely with its Quality Care
Advisory Committee. The committee brings many different points of
view to this project. It includes:

« breast cancer survivors and activists,

« health caregivers, including primary care doctors, surgeons,
oncologists, and radiologists,

« experts on health care laws,

« researchers,

 Support and community group leaders, and

« adult education experts.

The guide was also reviewed by NBCCF’s Board of Directors, staff, field
coordinators, and others.

NBCCEF is grateful to everyone who helped with the guide.
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NBCCF Quality Care Advisory Committee:

Sherry Abraham, Women First, Belden, MS

John Zaven Ayanian,MD, Associate Professor of
Medicine, Department of Health Care Policy,
Harvard Medical School, Boston, MA

Christine Brunswick, Vice President, National
Breast Cancer Coalition, Washington, DC

Carolyn M. Clancy, MD, Director, Center

for Outcomes and Effectiveness Research,
Agency for Healthcare Research and Quality,
Rockville, MD

Kay Dickersin, PhD, Associate Professor,
Department of Community Health, Brown
University, Providence, RI

Arlyne Draper, President, California Breast
Cancer Organizations, San Diego, CA

Silvia C. Formenti,MD, Professor & Chairman,
Department of Radiation Oncology, School of
Medicine, New York University, New York, NY

Patricia A.Ganz,MD, Professor, Schools

of Medicine and Public Health,UCLA &
Director, Division of Cancer Prevention and
Control Research, Jonsson Comprehensive
Cancer Center, Los Angeles, CA

Anne Grant, SHARE, New York, NY

Joanne Howes, Partner, DDB Bass & Howes,
Washington, DC

Cassandra Iverson, Women of Color Breast
Cancer Survivors Support Program, Los
Angeles, CA

Susan Kutner, MD, Chief of Surgery, Kaiser
Permanente San Jose, San Jose, CA

Joseph Lipscomb, PhD, Chief, Outcomes
Research Section, Division of Cancer Control
and Population Sciences, National Cancer
Institute, Bethesda, MD
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Beth McGlynn, PhD, The RAND Corporation,
Santa Monica, CA

Michael P. Massagli, PhD, Research Consultant,
Cambridge, MA

Carol Matyka, Massachusetts Breast Cancer
Caalition, Dorchester, MA

Molly Mead, PhD, Tufts University,
Medford, MA

Cindy Pearson, Executive Director, National
Women’s Health Network, Washington, DC

Diana B. Petitti, MD, MPH, Director, Research
and Evaluation, Kaiser Permanente,
Pasadena, CA

Jan Platner, JD, Chief Program Officer, National
Breast Cancer Coalition, Washington, DC

Sylvia Rickard, Breast Cancer Coalition of
Utah, Sandy, UT

Jerome Seidenfeld, PhD, Associate Director,
Technology Evaluation Center, Blue Cross and
Blue Shield Association, Chicago, IL

Stephen H. Taplin,MD, MPH, Associate
Director, Preventive Care Research, Group
Health Cooperative, Seattle, WA

Vicki Tosher, President, Sense of Security, Inc.,
Broomfield, CO

Fran Visco, JD, President, National Breast
Cancer Coalition, Washington, DC

NBCCF Quality Care Initiative Staff:

Sara Collina,JD, Senior Policy Analyst
Collette Hain,MPP, Project Manager



NATIONAL BREAST CANCER COALITION FUND 2001-200 2

The Board of Directors of the National Breast Cancer Coalition Fund

IS made up of representatives from these groups:

1in 9: The Long Island Breast Cancer Action
Coalition—New York

African-American Women in Touch—
Indiana

Alamo Breast Cancer Foundation—Texas

California Breast Cancer Organizations—
California

Georgia Breast Cancer Coalition—Georgia

Hadassah, the Women'’s Zionist Organization
of America—New York

JRI Health/Justice Resource Institute—
Massachusetts

Kentucky Cancer Program—~Kentucky

Linda Creed Breast Cancer Foundation—
Pennsylvania

Massachusetts Breast Cancer Coalition—
Massachusetts

The Mautner Project for Lesbians with
Cancer—Washington, DC

Metropolitan Washington D.C. Chapter of
NBCC—Washington, DC

Minnesota Breast Cancer Coalition—
Minnesota

Minority Women with Breast Cancer Uniting,
Inc—Ohio

National Breast Cancer Coalition Fund—
Washington, DC

National Education Association—
Washington, DC

National Women’s Health Network—
Washington, DC

Nueva Vida—Maryland
Oncology Nursing Society—Pennsylvania

Revlon Breast Center, UCLA Oncology
Services—California

Rhode Island Breast Cancer Coalition—
Rhode Island

SHARE—New York

Susan Love M.D. Breast Cancer Foundation—
California

Virginia Breast Cancer Foundation—Virginia

Women’s Community Cancer Project—
Massachusetts

Y-ME National Breast Cancer Organization—
Illinois

Young Survival Coalition—New York

NBCCF’s Network — NBCCF has a national network of breast cancer advocates led by
NBCCEF’s field coordinators. NBCCF’s advocates have a lot of information about breast

cancer care. Often, you can find the most helpful information right in your area. To see
if there is an NBCCF field coordinator near you, please call NBCCF at 1-800-622-2838.
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Tell Us What You Think!

We want to know what you think about this guide.Please take a few minutes to answer the

guestions below. Skip any that you don’t want to answer.

We will use your answers to make the guide better. Your answers will also help us under-
stand who is using the guide. Finally, you will be helping us find ways to get the guide to more
people. We will not use your answers for anything else.

Circle the letters that apply.

1.

How easy was it to find your way around the guide?

®Poo T

very easy
easy

neither easy nor hard
hard

very hard

. How easy was it to understand the information

in the guide?

®Pap o

very easy
easy

neither easy nor hard
hard

very hard

How helpful are the six core values when you think
about quality care?

Poo o

very helpful

helpful

neither helpful nor confusing
confusing

very confusing

. How much of the guide’s information will you use to

make health care choices? These could be choices for
your own care. Or you could be helping someone else
make choices.

a
b.
C.

more than half
about half
less than half

How did you find out about this guide?
(Circle all that apply.)

AT T SQ@ oMo o0 o

NBCCF's web site
NBCCF’s newsletter

at an NBCCF meeting
at my doctor’s office or care center
from a group | belong to
from a family member
from a friend

from a newspaper

from a magazine

over TV or radio

other

6. Please check the sentences that describe you.
(Circle all that are true.)

a.

® 0o

-

g.
h. | am a health care giver.

i.
-

7. What country do you live in?

I am worried | might get breast cancer.

| am worried | might have breast cancer.

| have breast cancer and am getting care.

| had breast cancer and have finished getting care.
| am a family member of someone with breast
cancetr.

| am a friend of someone with breast cancer.

| am a breast cancer activist.

| am a breast cancer researcher.
Other

8. If you live in the United States, which state or

territory do you live in?

9. What is your sex?

a. female b. male
10. How old are you?
a. 18 or under e. 45-54
b. 19-24 f. 55-64
c. 25-34 g. 65-74
d. 3544 h. 75 or over

11. What is your race?

a.
b. Asian

c. Caucasian/White
d.
e
f.

African-American/Black

Hispanic

. Native American

Other

12. How much education do you have?

~PoooTe

some high school
high school graduate
some college
college graduate
master’s degree
doctoral degree

13. Would you like to get information about the National
Breast Cancer Coalition?

a.

Yes b. No

(If you circled “Yes,” please give your contact
information on the other side of this form.)
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