
www.pbs.org/pov

Discussion Guide

In the Family
A film by Joanna Rudnick

P.O.V. Se
as

on 21



CHICAGO, MAY 2008

Dear Viewer,

When I found out that I carried the BRCA genetic

mutation that drastically increases my odds of getting

breast and ovarian cancer, the last thing I wanted to do

was talk about it. The thought of telling my closest

friends made my stomach turn. So I hid the piece of

paper that said “positive for a deleterious mutation” and

did everything possible to forget that I was basically a

ticking time bomb.

“They give you the information and then they’re like, ‘Don’t

panic. Don’t be neurotic. Don’t be paranoid.’ But your body

can go off at anytime, and that pressure starts right away.”

It’s hard to believe that a few years later I would be

saying these words on camera.

When I set out to make In the Family in late January of

2003, I had no intention of “starring” in my own movie. I

spent months trying to find a young, unmarried woman

with the mutation who had not had surgery and was willing to “come out” on camera. I came up empty. This is when I realized that

I needed to use my own story to make the film. I was still reluctant, though. I wanted to find someone to fall in love with and was

afraid that once I had gone public with my mutation, it would be more difficult to start a new relationship. I was right. I met a guy

online that I really liked; before our first kiss, he Googled me and found the mutation. I did the only thing that made sense — I turned

the camera on the relationship.

While trying to figure out how to have a relationship and live with this crazy information, I looked to other women for answers: Linda,

who as she was dying of cancer teaches me not to mess with life; Martha, who works tirelessly to keep African American women in

the fight against breast cancer despite trying to battle the disease without health insurance; Olga, a young mother, who is so

paralyzed by the fear of getting cancer that she can hardly bring herself to test; and the Hanke sisters, three young women who

refuse to let different test results tear them apart.

The women were the most important part of the story, but they were not the entire story. Politics and the business of genetic testing

also played a role. I confronted the biotech company that owns the patent on the BRCA genes, and testified in Washington, D.C., for

legal protection against genetic discrimination.

In the end, it was much easier to disclose that I had a mutation than to remove healthy body parts and sacrifice my dreams of having

a family. In the Family captures a time when science can tell us the overwhelming health challenges ahead of us, but not what to

do about it.

Joanna Rudnick, Director, In the Family
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At 31, filmmaker Joanna Rudnick faces an impossible decision:

remove her breasts and ovaries or risk incredible odds of

developing cancer. Although genetic testing provides an

opportunity for prevention, it also leaves Rudnick with the

unnerving knowledge that she is risking her life by holding on

to her fertility. In the Family, a feature-length (83-minute)

documentary, is Rudnick’s personal and compelling journey as

she grapples with her situation.

As Rudnick looks inward to reflect on her options, she connects

with other women trying to navigate the unpredictable world of

predictive genetic testing. Their experiences challenge the

viewer to ponder a variety of issues, including health equity,

access to care, the consequences of the commercial patenting

of genes, and the effects of medical technology on family and

personal relationships.

As an outreach tool, In the Family is an excellent springboard

for discussion, combining the deeply personal with important

public policy. It explores difficult territory with courage, dignity

and care.
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Joanna examines the testing kit for the BRCA mutations.
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Breast Cancer
It is estimated that 182,000

women in the United

States will be diagnosed

with invasive breast cancer

in 2008. Breast cancer is

the second most common

cancer among women in

the United States. (The first

is skin cancer.) Symptoms

of breast cancer may

include a lump in the

breast, a change in the size

or shape of the breast, and

discharge from a nipple.

Breast cancer is the

second leading cause of

cancer death in women.

(Lung cancer is the first.)

In a 2006 study, it was

determined that even

though 12 to 29 percent more white women are diagnosed with

breast cancer than African American women, African American

women are 28 percent more likely to die from the disease.

Between 5 and 10 percent of breast cancers are thought to be

linked to gene mutations, including but not restricted to

changes in the BRCA1 and BRCA2 genes. Women with these

mutations have a 36 to 85 percent lifetime risk for breast cancer

and a 16 to 60 percent lifetime risk for ovarian cancer,

depending on the group of women studied. This is in contrast

with the 12 percent lifetime breast cancer risk and 1.8 percent

lifetime ovarian cancer risk in the general population.

Currently, it is unclear whether the chances of developing these

cancers are related to the specific mutation identified in a

family or whether additional factors, like genetic and environ-

mental, affect how the disease develops. It is generally

accepted, however, that carriers of mutations in BRCA1 and

BRCA2 have an excessive risk for both breast and ovarian

cancer and that those individuals should take into account more

intensive preventive and screening strategies.

One in 40 Ashkenazi Jews carry a BRCA mutation, about 10 to 15

times higher than the general population.

Seventy to 80 percent of women who get breast cancer do not

have a family history of the disease.

Sources:

Anna Newlin, CGC; American Cancer Society; National Cancer Institute;

www.ahrq.gov/research/minority.htm#breast;

www.nlm.nih.gov/medlineplus/breastcancer.html.
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Joanna's sister Lisa examines a mammogram.

Photo courtesy of In the Family



Ovarian Cancer
It is estimated that 21,000 women will be diagnosed with ovarian

cancer in 2008. Ovarian cancer is the eighth most common

cancer in women (not counting skin cancer). It ranks fifth as the

cause of cancer death in women. Symptoms may include pain

in the lower abdomen, bleeding from the vagina, weight gain or

loss, abnormal periods, unexplained back pain that gets worse,

bloating, nausea, vomiting, and trouble eating.

Overall, the prognosis for ovarian cancer remains poor, with a

45 percent five-year survival rate. Approximately 15,280 women

die every year in the United States from ovarian cancer.

Most cases of ovarian cancer are not explained by any known

risk factors, and early detection is difficult given the difficulties

associated with ovarian cancer screening.

Most ovarian cancers happen after menopause. Half of all

these cancers are found in women over the age of 63.

Ovarian cancer risk is higher among women whose close blood

relatives have or had this disease.

About one in 10 cases of ovarian cancer are linked to a

hereditary predisposition.

The chance of a woman with a BRCA1 or BRCA2 mutation

developing ovarian cancer is 16 to 60 percent. For the general

population, the chance is 1 to 1.8 percent.

Women who have had breast cancer have a higher risk of

ovarian cancer.

Source:

Anna Newlin, CGC; American Cancer Society;

www.nlm.nih.gov/medlineplus/ovariancancer.html;

www.emedicine.com/med/TOPIC1698.HTM;

www.genetichealth.com/BROV_OC_Screening_Procedures.shtml#Anchor1; Cara

Tenanbaum, Ovarian Cancer National Alliance; Allison Werner-Lin, Ph.D.
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An animation from the film explains how Joanna

inherited the BRCA mutation and how the BRCA gene works.

Photo courtesy of Samantha Olschan









• Martha ends her poem with the

line “There’s one thing you can’t take

from me and that’s the ability to be a

survivor.” Many of the individuals and

families profiled provide significant

support and display extraordinary

resilience. What do you see as the

sources of resilience displayed by so

many of the individuals in the film?

How do families and friends support

one another? What specific things do

they do or say that you felt were partic-

ularly helpful to their loved ones? What

roles do faith, spirituality and religion

play in comforting or inspiring women

like Martha and the Hanke sisters?

How could you support people in your

life who are dealing with cancer and/or

decisions about genetic testing? What

concerns do you have about how to

support loved ones facing these issues?

Gender Issues
• Linda bluntly assesses the removal of her breasts and

ovaries (“It sucks”) and shares that her lack of sexual desire

makes her feel less than a woman. But she also says, “In spite

of how awful it is to feel less than female, being alive is what

matters.” In her poem, Martha also reflects on womanhood: “I

can still see myself as a woman because it’s not what you have

done that defines my womanhood. I’m a woman by God’s

creation only.” How do beliefs about what it means to be a

woman influence decisions about genetic testing and preventive

surgery? Conversely, how do the consequences of genetic

testing and prophylactic surgery influence feelings of

femininity? What distinguishes the experiences of women

whose cancer requires decisions about removal of breasts or

ovaries from the experiences of people with other kinds of

cancers?

• How does Joanna’s experience differ from her friends

Rich and Jeff? How do the issues around genetic testing play

out differently for women than for men? Where do their

experiences align? Are there aspects of genetic testing,

counseling and consideration of surgery that seem more

universal for young adults?

• Joanna puts off surgery in part because she hopes to have

children. In your view, what about having biological children is

so compelling that it would make someone postpone what

could be a lifesaving procedure?
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Linda Pedraza battles ovarian cancer at the same time

her sister Lisa Carden fights breast cancer.

Photo courtesy of the Pedraza Family



Policy and Law
• How should decisions be

made about who gets a genetic

test? Once a genetic test exists,

should everyone be tested?

Should people be able to choose?

Why or why not? As a society,

how do we reap the benefits of

increased knowledge about

genes and also avoid the pitfalls

of genetic determinism?

• Given the complexity of

people’s reactions and how

knowing about genetic mutations

affects families and relation-

ships, what are the ethics of

advertising for genetic testing on

television and in magazines?

Setting up quick test clinics in

malls? Should genetic testing

necessarily be accompanied by

genetic counseling? In your view,

what type of oversight should be develop to protect the interests

and needs of patients and families? Should policies be

developed to govern the genetic testing industry? If so, what

should those policies be?

• Myriad CEO Mark Skolnick suggests that patenting genes

is the same as patenting the technology that goes into an iPod

or an automobile. In what ways is it the same and in what ways

is it different? Do you agree with Skolnick’s statement that

Myriad “can help women get tested because they [Myriad] have

a commercial interest”? What are the benefits and drawbacks

of enabling companies like Myriad to patent genes?

• Martha is told that too few African American women have

been tested, limiting the ability of researchers to develop a

definitive interpretation of her test results. Her sister Peggy

says, “I think most black people don’t go seeking stuff because

we got enough stuff to deal with already. We don’t have the time

to go seeking out more stuff.” How do you see issues of race

and racism playing out in the film? Why do you think African

American women are referred for genetic testing less often

than white women?

• Joanna points out that the cost of Myriad’s BRCA test is

$3,000. That price tag limits access to the test. What could be

done to ensure more equitable access to genetic testing and

counseling? In your view, who should bear primary responsi-

bility for covering the costs of genetic tests and for treatments

resulting from such tests?

• How might the experiences of the people in the film be

different if the United States provided all its citizens with access

to universal health care?
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Joanna meets with a plastic surgeon to discuss the option

of prophylactic breast surgery.

Photo courtesy of In the Family



• Recruit local experts and invite

them to participate in a panel

discussion or Q&A about the Genetic

Information Nondiscrimination Act

and what the law means for

individuals today and in the future.

• Find out if your state laws

include genetic protections. Contact

your state legislators to let them

know your thoughts on your state’s

policies.

• Learn more about your family’s

medical history. The U.S. Surgeon

General has a Family History Tool

(https://familyhistory.hhs.gov) in both

English and Spanish.

• Host a screening for health

care, mental health and social

service professionals to increase

their understanding of what women

experience as they go through the

complex decision-making process

around genetic testing and cancer diagnoses.

• Conduct a campaign to encourage women in your group or

community to take advantage of screening and testing services

for breast and ovarian cancers, including mammography and,

when indicated by family history, genetic testing. Help ensure

that healthful screening services, including counseling and

support, are available to all women in your community,

regardless of their ability to pay or their insurance status.

• Find out if your state requires insurance coverage for

cancer screening and diagnostic tests, like mammography and

the CA125 blood test. Write a letter to your local representative

in which you state your agreement or disagreement with your

state’s policy.

• Organize a community health fair targeted toward

learning more about hereditary diseases. Invite local genetic

counselors (you can find one near you on the National Society

of Genetic Counselors’ website: http://www.nsgc.org/) to

participate.

• Hold a fund-raiser for underinsured and uninsured

women who would like to take advantage of genetic testing but

cannot afford the cost of testing.
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Three-time breast cancer survivor Martha Haley

with her support group "Celebrating Life".

Photo courtesy of Beth Iams



FILM-RELATED WEB SITES

IN THE FAMILY COMPANION WEBSITE

www.pbs.org/pov/inthefamily

ORIGINAL ONLINE CONTENT ON P.O.V. INTERACTIVE

(WWW.PBS.ORG/POV)

The In the Family companion website (www.pbs.org/pov/inthefamily)

offers a streaming video trailer of the film, an interview with

filmmakers Joanna Rudnick; a list of related websites,

organizations and books; a downloadable discussion guide and

classroom activity; and the following special features:

HEREDITARY CANCER AND GENETIC TESTING

Find out more about hereditary breast and ovarian cancer,

how genetic testing works and current legislation on

genetic nondiscrimination.

WHAT DO I NEED TO KNOW ABOUT THE BRCA GENE?

What do you say to someone who has recently learned that

she carries the gene that predisposes her to inherit

cancer? What do you need to know if you think you might

carry the gene yourself? This FAQ poses some of the most

commonly asked — or unasked — questions about the

BRCA gene.

UNDERSTANDING THE SCIENCE AND MEDICAL OPTIONS
FOR BRCA

In the Family documents one woman's experience with a

genetic mutation that predisposes her to contract breast

and ovarian cancer. Watch several scenes not shown in

the broadcast version of the film to learn more about the

science behind the BRCA gene mutation.

Film-Related Websites
www.inthefamilyfilm.com

Visit the official website for In the Family and learn more about

the film and the issues it explores.

INTERVIEW WITH JOANNA RUDNICK:

"LIVING WITH A MUTATION"

www.aivf.org/node/1973

The Independent interviews In the Family filmmaker Joanna

Rudnick about making a film about living with the breast cancer

gene. (September 2008)

HUFFINGTON POST

www.huffingtonpost.com

Joanna Rudnick blogs about Stand Up to Cancer

(www.standup2cancer.org) the network television special

(broadcast on September 5, 2008) dedicated to raising money

for cancer research. (September 2008)

"THE DEADLY DIFFERENCE," CHICAGO MAGAZINE

www.chicagomag.com

Shane Tritsch writes that in 2003, the mortality rate for women

with breast cancer "was 68 percent higher for African American

women in Chicago than for white women, even though blacks

were less likely to get the disease." The article features Martha

Haley, one of women featured in In the Family, and her work

with Celebrating Life, a breast cancer support group she

founded for African American women in Chicago. (October 2007)
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What’s Your P.O.V.?
P.O.V.’s online Talking Back Tapestry is a colorful,
interactive representation of your feelings about
In the Family .
Listen to other P.O.V. viewers talk about the film
and add your thoughts by calling 1-800-688-4768.
www.pbs.org/pov/talkingback.html

http://www.pbs.org/pov/talkingback.html


Support Services

FACING OUR RISK OF CANCER EMPOWERED (FORCE)

www.facingourrisk.org

Mentioned by Joanna in the film, this support network provides

a wide range information and networking opportunities for

women facing cancer, including online message boards and

chat rooms, as well as information and advocacy initiatives

specifically related to hereditary cancers.

THE ULMAN CANCER FUND FOR YOUNG ADULTS

www.ulmanfund.org

With resources geared specifically toward young people, this

website provides support opportunities for youth whose lives

have been touched by cancer, including help in dealing with

family and friends who have the disease.

BE BRIGHT PINK

www.bebrightpink.com

Bright Pink is a support group and resource for young women

at high risk for breast and ovarian cancers. The site connects

women to peer support networks and offers a wealth of

educational information about breast and ovarian cancers for

young women.

Genetics

BRCA AND ETHNIC GROUPS

BREAST CANCER GENETIC TESTING AWARENESS FOR JEW-

ISH WOMEN, JACOB INTERNATIONAL

www.jacobintl.com

One out of 40 Ashkenazi Jewish women have a BRCA1 or BRCA2

mutation that raises their risk of developing breast or ovarian

cancer by the age of 40. Jacob International is an organization

aimed at raising awareness of testing and supporting BRCA-

positive Jewish women.

CHICAGO CENTER FOR JEWISH GENETIC DISORDERS

www.jewishgeneticscenter.org

This organization focuses on the genetic health of individuals

and families in the Jewish community while also providing

general cancer genetics information.

"BRCA1 MORE PREVALENT AMONG HISPANIC AND YOUNG

AFRICAN AMERICAN WOMEN", MEDICAL UNIVERSITY OF

SOUTH CAROLINA

www.muschealth.com

This article highlights a study published in the Journal of the

American Medical Association identifying higher rates of BRCA1

among Hispanic and young African American women. (March

2008)
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GENETIC COUNSELING AND RESEARCH

NATIONAL SOCIETY OF GENETIC COUNSELORS

www.nsgc.org

The website of this professional organization includes

everything a person needs in order to find a genetic counselor,

including definitions and characteristics of a good counselor as

well as a search tool to find a member of the organization near

you.

INFORMED MEDICAL DECISIONS, INC. (INFORMED)

www.informeddna.com

INFORMED offers telephone-based genetic counseling services

providing comprehensive genetic counseling by Board-Certified

genetic counselors to individuals and families at risk for

hereditary cancer. Many individuals and families at risk for

hereditary cancer do not have local access to these genetic

experts. INFORMED provides comprehensive genetic counseling,

discussion of genetic testing options, coordination of genetic

testing (when appropriate) with the individuals personal

physician and follow-up that includes formal recommendations

for cancer screening and risk reduction.

NATIONAL OFFICE OF PUBLIC HEALTH GENOMICS:

FAMILY HISTORY TOOL

www.cdc.gov/genomics/public/famhist.htm

The Center for Disease Control offers this tool to help

individuals use their family history to understand and improve

their own health.

NATIONAL HUMAN GENOME RESEARCH INSTITUTE

http://www.genome.gov/24519851

The website of the NHGRI brings together the results of gene-

mapping efforts. It includes general information, research

updates, policies governing the ethics of genetic testing and

much more.

GENETIC ALLIANCE

www.geneticalliance.org

This coalition of more than 600 groups provides advocacy for

people with genetic conditions. The website includes a wide

range of organizing tools and resources, including

"Understanding Genetics: A Guide for Patients and

Professionals," available as free downloads and a unique wiki

for people to share experiences and information about genetic

disorders, legislation and more.

PRETTY IS WHAT CHANGES BY JESSICA QUELLER

www.jessicaqueller.com

Shortly after television writer Jessica Queller's mother died of

ovarian cancer, Queller had herself tested for the BRCA genetic

mutation. Her book, Pretty Is What Changes takes the reader

along on her journey through genetic testing and wonders: Will

the knowledge that can potentially save our lives by testing our

genes cost us our own innocence and peace of mind?.

General Information on Cancer

NATIONAL CANCER INSTITUTE

www.cancer.gov

The website of this division of the U.S. National Institutes of

Health is a good place to find research and track legislation.

AMERICAN CANCER SOCIETY

www.cancer.org

The website of the American Cancer Society provides

information designed for the general public as well as links to

support services.
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PBS

NEWSHOUR: "PRE-EMPTIVE STRIKE"

www.pbs.org/newshour

Some women who face a high risk of breast cancer are having

preventive mastectomies even though their breast tissue shows

no sign of disease. Now a new study has found that preventive

mastectomies reduce the chance of developing breast cancer

by 90 percent. NewsHour health correspondent Susan Dentzer

reports on this effective, if dramatic, procedure. (February 18,

1999)

NOVA: CRACKING THE CODE OF LIFE

www.pbs.org/wgbh/nova/genome

This two-hour special, hosted by ABC Nightline correspondent

Robert Krulwich, chronicles the race to capture one of the

biggest prizes in scientific history: the complete letter-by-letter

sequence of genetic information that defines human life — the

human genome. (April 2001)

RELIGION AND ETHICS NEWSWEEKLY:

"ETHICS OF GENETIC TESTING"

www.pbs.org/wnet/religionandethics

As a result of the Human Genome Project, we are now able to

locate genetic mutations and know much more about a

person's medical future than ever before. This new knowledge

has given rise to many medical, legal and ethical questions.

(August 31, 2001)

"TAKE ONE STEP: THE TRUTH ABOUT CANCER"

www.pbs.org/wgbh/takeonestep/cancer

What is the truth about cancer? Is it the same deadly killer it

was 30 years ago — or are we making progress? Find out

through the poignant stories of patients battling the disease.

Written, produced and directed by award-winning filmmaker

Linda Garmon, "The Truth About Cancer" takes a deep look

inside the cancer field gauging how far we have come in this

decades-old war and asking, "Why does anyone still die of

cancer?" (April 2008)

NPR

TALK OF THE NATION: "GENETIC MARKER LINKED TO

BREAST CANCER"

www.npr.org

Researchers have discovered a genetic marker that, if present,

indicates a significantly increased risk of developing breast

cancer. Women with the variation in their DNA are 1.4 times

more likely to develop breast cancer during their lifetimes than

women whose genes do not contain the marker. (March 7, 2008)

TALK OF THE NATION: "EXAMINING GENETIC LINK TO

BREAST CANCER RISK"

www.npr.org

Some researchers say the risk of breast cancer in women with

the BRCA1 and BRCA2 gene mutations has been overstated.

This Talk of the Nation segment looks at the controversy

surrounding breast cancer genes and breast cancer risk.

(January 14, 2005)
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To order In the Family, go to www.inthefamilyfilm.com

The See it On PBS logo is a trademark of the Public Broadcasting Service and is used with permission. All rights reserved.

Produced by American Documentary, Inc. and
entering its 21st season on PBS, the award-
winning P.O.V. series is the longest-running series

on television to feature the work of America’s best contemporary-issue
independent filmmakers. Airing Tuesdays at 10 p.m., June through
October, with primetime specials during the year, P.O.V. has brought
more than 250 award-winning documentaries to millions nationwide
and now has a Webby Award–winning online series, P.O.V.’s Borders.
Since 1988, P.O.V. has pioneered the art of presentation and outreach
using independent nonfiction media to build new communities in
conversation around today’s most pressing social issues. More
information about P.O.V. is available online at www.pbs.org/pov.

Major funding for P.O.V. is provided by PBS, The John D. and Catherine
T. MacArthur Foundation, National Endowment for the Arts, The
Educational Foundation of America, The Fledgling Fund, New York City
Department of Cultural Affairs, New York State Council on the Arts,
Lower Manhattan Cultural Council, The September 11th Fund, and
public television viewers. Funding for P.O.V.'s Diverse Voices Project is
provided by the Corporation for Public Broadcasting. P.O.V. is presented
by a consortium of public television stations, including KCET Los
Angeles, WGBH Boston and Thirteen/WNET New York.

P.O.V. Community Engagement and Education

P.O.V. provides Discussion Guides for all films as well as curriculum-
based P.O.V. Lesson Plans for select films to promote the use of
independent media among varied constituencies. Available free online,
these originally produced materials ensure the ongoing use of P.O.V.’s
documentaries with educators, community workers, opinion leaders,
and general audiences nationally. P.O.V. also works closely with local
public-television stations to partner with local museums, libraries,
schools, and community-based organizations to raise awareness of the
issues in P.O.V.’s films.

P.O.V. Interactive

www.pbs.org/pov

P.O.V.’s award-winning Web department produces a Web-only
showcase for interactive storytelling, P.O.V.’s Borders. It also produces
a Web site for every P.O.V. presentation, extending the life of P.O.V. films
through community-based and educational applications, focusing on
involving viewers in activities, information and feedback on the issues.
In addition, www.pbs.org/pov houses our unique Talking Back feature,
filmmaker interviews, viewer resources and information on the P.O.V.
archives as well as myriad special sites for previous P.O.V. broadcasts.

American Documentary, Inc.

www.americandocumentary.org

American Documentary, Inc. (AmDoc) is a multimedia company
dedicated to creating, identifying and presenting contemporary stories
that express opinions and perspectives rarely featured in mainstream-
media outlets. AmDoc is a catalyst for public culture, developing
collaborative strategic-engagement activities around socially relevant
content on television, online and in community settings. These activities
are designed to trigger action, from dialogue and feedback to
educational opportunities and community participation.

Kartemquin Films

www.kartemquin.com

Kartemquin Films is a home for
independent filmmakers developing
documentary as a vehicle to deepen our

understanding of society through everyday human drama. Focusing on
people whose lives are most directly affected by social and political
change and who are often overlooked or misrepresented by the media,
Kartemquin’s films open up a dialogue, both in communities and
between the general public and policymakers. Kartemquin documen-
taries are supported by civic engagement strategies that are developed
with local and national partners to foster understanding, change
thinking, and build support for social change. In its 40th year,
Kartemquin continues to act as a trusted bridge between communities
and the media, to foster the growth of new filmmaking voices that are
passionate about their subjects, and to advocate for the importance of
strong local and public media.

Front cover: Joanna's sister Lisa, a mammographer,

teaches Joanna how to read a mammogram.
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