














Treatment Options

What you both may be feeling

You and your loved one may feel pressure to decide on a course of treatment
sooner than you would like. This can make you feel powerless and confused.

“At the time of the diagnosis, we were shocked. When we learned that five
positive nodes were discovered, we knew that rigorous treatment would
be required. I shifted my business responsibilities so that I could spend
time with her. I took her to each doctor’s visit.”

Communication

Give your partner the opportunity to communicate her feelings and fears. Take
an active interest in her therapy. Become involved with her doctors and nurses.
Such support can help her tolerate treatments more easily.

Become informed. Read and talk with your partner and her doctors about
possible therapies. Sometimes you and she will interpret what you read or

hear differently. This very difference can become the basis of careful, intelligent
decision making. By educating yourselves, you and your loved one can make
important decisions together with confidence. Information is available in
libraries and doctors’ offices and through organizations such as Breast Cancer
Network of Strength (800-221-2141).

( )

“Ask every question that crosses your mind. Don’t be
intimidated by a doctor. If you don’t understand the
answer, ask your question again. Tell the doctor,

T don’t understand what you’re saying,’ or ‘Can you
explain that to me again?’ Every time any doctor says,
‘We’re going to do such-and-such,” you need to ask why.”

Stay informed, visit:

www.networkofstrength.org J
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Su rgery (Mastectomy/Lumpectomy)

What she may be feeling

After a mastectomy or lumpectomy, your loved one may experience
embarrassment or low self-esteem, as well as physical discomfort.

Though she needs emotional support, she may find it tiring to deal with too
many well-meaning friends. She may have to conserve her energy and screen
out those individuals whose interaction is not helpful. You may have to mediate
between your partner and her friends and relatives. When she’s tired, explain to
them that she appreciates their concern, but is not up to seeing them that day.

Try to be at the hospital as much as possible. Be optimistic, but don’t promise
miracles. Reinforce genuine hopes, and promise your partner only what

you can guarantee. For example, let her know that you won’t abandon her.
Acknowledge her anger, confusion and frustration.

“My sister and brother-in-law went with us to the hospital. The family came together.
It wasn’t just me alone—there was somebody else, some people that I could talk to, so
that I wasn’t sitting there alone. One of the options people have is to seek family help,
to let the family know what’s going on. You can just say, ‘Look, I need you to take a
day off and come with me.”

What you may be feeling

You may have trouble supporting your partner while attempting to cope

with your own emotions. While you need to be strong for someone with breast
cancer, you also may be feeling guilty, lonely or abandoned. You may fear what
would happen if you were to become ill, now that so much seems to depend
on you.

You may even experience feelings of repulsion. These are natural. Generally,
however, it is not your partner’s change in appearance that affects you so
strongly but rather its psychological significance for you. The fear of losing
your lifelong companion may cause you to withdraw affection and sexual
intimacy as part of a larger, more harmful process of withdrawal. In other
words, if you cannot look at your loved one’s scar, you may be expressing
deeper feelings—perhaps anger over suddenly being responsible for children or
other dependents, or for household chores and fear of your own vulnerability.

You may also feel a real sense of physical loss if your lover has lost her breast.
It is normal for you to mourn.

For all these reasons, you may have to make as many adjustments as your
beloved does.



Communication

Couples should go through the entire process—diagnosis, treatment
and recovery—as partners. Communication is essential. Silence may be
misinterpreted as a lack of interest.

During recovery, you may feel cut off from the information flow, which

can upset and isolate you. However, just as you helped your partner gather
information before treatment, you can continue to take a proactive role during
treatment, especially with her physicians. Your participation can be very
valuable, as she may forget to bring up an important point. For example, one
man whose wife had kidney disease questioned the doctor about the use of
chemotherapy drugs, which are metabolized through the kidneys. The man
encouraged the oncologist and kidney specialist to talk to one another and

a modified chemotherapy program was adopted.

Communication and information also are very important for sexual health
after cancer treatment. When you know what to expect, it is easier to have
a meaningful discussion about potential challenges to this aspect of

your relationship.

Physical closeness and sexual intimacy

Perhaps nothing can prepare your lover (and you) for the shock of what her
chest may look like. If she has lost a breast, acknowledging that the loss is
very sad for both of you can begin the grieving process and healing.

“Partners of women with breast cancer sometimes do not know others in the same
situation. Men are supposed to be strong. We have been brought up to believe that
we are capable of handling setbacks—that ‘real men don’t cry.”

Examining the scar together will help you both adjust to the physical changes.
The sooner a couple can look at the scar—preferably before leaving the hospital—
the sooner they can deal with the fact that the breast is gone (or in the case of

a lumpectomy, that a scar is present). Remember that most scars are at first red
and raw, but with time they fade and become much less frightening.

Sexual issues can arise after surgery because the loss of a breast can damage

a woman’s sense of attractiveness and self-esteem. She may be embarrassed

in certain sexual positions, such as being on top, when the scar is more
noticeable. Or she may experience pain or stiffness in her arms and shoulders,
especially after axillary dissection (surgery involving her armpit). You may want
to avoid positions that put weight on her shoulders or arms, and support these
areas with pillows.

Sexual activity is usually safe during and after cancer treatment. Check with her
doctor if you have questions.



Coming Home

What she may be feeling

Coming home after surgery, your partner may suddenly feel lonely or
disoriented because her extensive hospital support team is no longer
immediately available. Discuss these concerns with her. Help her develop
new support resources such as family and friends. Many women are helped
by developing a buddy system with another breast cancer survivor.

Your partner may be emotionally distant. Her body must mobilize all of its
resources to combat infections and restore strength, and she may focus on
how bad she feels and what she must do to get better. These things can
change the way she feels about her body, herself or her sexual activity.

What you may be feeling

You may feel overwhelmed by the changes in your partner and in your own
household responsibilities. Remember, you cannot do everything. Encourage
your loved one to do what she can—performing even simple tasks can help
restore confidence and a positive self-image.

It’s very important to let your partner know you accept her for who she is. Be
understanding. Love her. Reassure her. Be kind and sympathetic. Help change
dressings and give back rubs. Encourage her to begin or maintain an exercise
routine—not because you want her to be “more attractive,” but because you
care about her well-being. Regular exercise is very helpful, both physically
and emotionally.

How this could affect your relationship

Breast cancer is rarely the cause of divorce or separation. Typically,
relationships that were strong before the diagnosis of breast cancer remain
strong after surgery and treatment.

However, expect a shift in your loved one’s priorities and a change in your
roles. Very likely, nothing will be as it was. You may find yourself less attracted
to your longtime lover, yet still so in love that it hurts. Perhaps you will find
yourself treating her too delicately. In some cases, the adjustments you have
to make—both sexually and in daily life—may disturb or annoy you.

( )

“I think that, on the whole, partners do the right thing.
There are stories of people who have walked out, but I
would like to think that’s rare. I think basically, if you
love the woman, you know what to do.”
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Be ready to make changes. Decide what is important. Relax housekeeping
standards, prepare simpler meals and have children and other family members
and friends take on additional chores. Determine which tasks are necessary and
which can go undone.

“During my partner’s illness we became closer mentally and less close
physically. She did not want to be touched in a sexual way. We held each
other, we talked, we watched TV, listened to music...as close friends.”

Physical closeness and sexual intimacy

Reestablishing a sexual connection is essential to your relationship and

to your lover’s healing process. Remember that what is normal for the two
of you is whatever gives you pleasure together. One-fourth to one-third of
couples have sexual difficulties following surgery, so reestablishing a sexual
relationship may take time.

After your partner has come home, increase nonsexual intimacy. Physical
contact in general—a hug, a touch, holding hands, kissing your loved one
on the lips—can take place for its own sake, not just as a prelude to sex.

A woman’s sexual feelings may be affected by how she perceives her
altered body, as well as by depression or other mood changes. Women
say that their most pressing need at this time is to be held and hugged,
but they are concerned that their partner will be offended if this is not an
invitation to lovemaking.

If couples are open and honest about their feelings, they will come to
understand that a decrease in sexual activity does not mean a decrease in love.
Moreover, by showing affection, the healthy partner can help the woman with
breast cancer feel more secure, loved and protected. Try to put day-to-day
problems on hold when you spend intimate time together.

If you engage in sex, you may fear hurting your lover during lovemaking.
Talk with her about sexual positions that are more comfortable for her.

“Every time she looks in the mirror, goes into
the bath, is in bed with her partner, cancer
faces her. The woman sees the reaction in the
faces of her family members. Nothing but love
and understanding can help.”
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FO||OW-Up Treatment (chemotherapy/Rradiation Therapy)

What she may be feeling

Chemotherapy is given in cycles—a protocol repeated every week or few
weeks. Each chemotherapy agent has its own side effects, most of which are
temporary—Ilasting hours or days. Some women have few, others many. This
difference does not reflect the severity of the disease, only the individual’s
tolerance of drugs.

Many women feel fatigue or nausea. Medications can relieve these and other
side effects, but some doctors do not routinely prescribe them. It’s a good idea
to speak with the doctor before treatment starts because some medications can
be prescribed to prevent nausea. If your partner’s side effects seem bothersome,
ask the doctor whether interventions are available to relieve the symptoms.

Your partner may be able to reduce the nausea brought on by chemotherapy
by adjusting her diet or learning relaxation skills. You can help by making sure
the house doesn’t smell like food when she walks in and by having herbal teas
and crackers available.

Not all chemotherapy causes hair loss, and some women experience only
partial baldness. Ask the doctor what you can expect on her particular drug
regimen. Hair loss, when it occurs, is devastating to many women because it is
harder to hide from public view than the loss of a breast. Remind your partner
that her hair will grow back, that she is beautiful to you and that she is still very
much loved.

Other, more subtle side effects can occur with chemotherapy—dry skin,
cracked nails and mouth sores; they are minor inconveniences that can become
major irritants. Remind your loved one that, as with hair loss, these conditions
are generally temporary.

Remember that your partner’s health care team wants to know about any
symptoms that are troubling. There may be an appointment next week, but if
your companion has a problem now, you don’t have to wait.

If your partner develops menopausal symptoms, such as hot flashes, vaginal
dryness or cessation of menstruation, she may deal with a perceived loss of
femininity. Moreover, hot flashes come unexpectedly and can disturb sleep
and normal activities.

Let your loved one know that she is still very much a woman. Encourage her
to be active, see friends and work if possible, but allow her extra time to rest.
Let her know you understand how she feels by volunteering to do tasks she
normally does—without making her feel guilty.

“Support, participation and discussion are needed during these times.
Women have told me they could face the hair loss, the skin changes and all
the other side effects if they just knew their loved ones would stand by them.”

11
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Radiation therapy also is fatiguing. Given daily for five to seven weeks after
a lumpectomy, every treatment may remind your companion of her diagnosis
and her mortality, making this a stressful time.

Often, radiation therapy is easier than chemotherapy because the immediate

side effects are milder. However, many women have a skin reaction, which is

sometimes like a bad burn. The breast can swell and may hurt and feel heavy.
Sexual breast play can be very uncomfortable at this time.

Radiation therapy and/or surgery can cause lymphedema, which is a

swelling around the breast or under and down the arm, caused by a buildup
of lymphatic fluid. Lymphedema may occur suddenly after radiation, or it may
be brought on by a number of causes during the weeks, months or years
following treatment.

For some women, especially those with severe cases, lymphedema can be
devastating. Their arms may not fit into their clothes, and they may have to
wear special elastic sleeves. To keep swelling to a minimum, encourage your
companion to perform appropriate exercises and to avoid heavy lifting and
tight clothing on the affected arm.

Because certain medical procedures can help relieve symptoms, discuss
lymphedema with the doctor.

What you may be feeling

You may be feeling frustrated and helpless, especially since therapy can go on
for months. Support your partner by accompanying her to chemotherapy and
radiation therapy appointments. Go with her to a wig shop. Help pick out some
interesting hats. If she comes home with a novel scarf or turban, compliment
her on it. Dare her to be different!

Physical closeness and sexual intimacy

Chemotherapy may leave your lover tired, nauseous, anxious or depressed.
Radiation therapy can cause irritation or swelling in her breast or arm. As

a result, she may not be interested in lovemaking. During this time, you still
can be physically intimate through kissing, touching, stroking, cuddling,
hugging, massaging or loving words.

Chemotherapy may also bring about changes that directly affect your partner’s
interest in sex. It can induce menopause, even if she is quite young. She may
experience hot flashes, vaginal dryness and thinning of the vaginal walls, which
can result in painful intercourse and bleeding after sex.

Some of these changes can be addressed directly. For example, vaginal
dryness can be reduced with the use of a vaginal lubricant, which can be
purchased over the counter. A gynecologist may recommend other products
to help. Remember that sexual activity does not expose you to the effects
of chemotherapy or radiation.



The Future

What she may be feeling

After treatment, your loved one will always wonder whether the cancer is going
to come back. She may interpret every little ache and pain as more cancer.
You may be just as worried.

Such fears can linger indefinitely and even intensify. Your partner may show

a dependence on doctors and experience “anniversary” symptoms around the
date of the original diagnosis. You should understand which symptoms are
significant and make sure she checks them with her doctor.

Even in the strongest relationship, your loved one may reach out to other
women with breast cancer through a hotline or support group, so that she
can share common concerns.

Don’t think she is moving away from you. There are times when a woman
needs reassurance and solace from someone who has walked in her shoes—
someone to whom she can reveal her innermost thoughts. This is healthy.
When talking with other survivors, your partner need not be overly concerned
about their feelings, as she may be with yours.

Physical closeness and sexual intimacy

After your lover has completed her chemotherapy and/or radiation treatments,
sexual desire may bounce back for both of you. So add romance to your life.
Have special dinners together, leave each other notes, send cards or give gifts.

If your loved one has had breast reconstruction, she may enjoy sex again
because of the boost her “new” body gives to her feelings of attractiveness
and self-esteem. However, reconstruction will not restore the pleasure she
used to feel from having her breast caressed.

Although great strides are being made in plastic surgery, a reconstructed
breast is not identical to the breast that was lost. A reconstructed breast may
be harder, parts of it may be numb, and the shape may be different. Massaging,
squeezing or caressing a reconstructed breast will not cause any harm, but
there is generally a lack of sensation in the area, so the breast and nipple are no
longer a great source of sexual stimulation. However, most women are pleased
with the reconstructed breast, especially when they are realistic about how the
surgery will turn out.

“We adjusted positions for sexual intercourse, and I accepted her decreased
interest in sexual activity. She likes hugging, and that’s okay with me.”

13
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Staying Committed

Now is the best time to learn all you can about breast cancer and its effects,
so that you can support your partner’s recovery.

Many couples have not only survived breast cancer but have turned it into a
positive—even enriching—experience. In fact, because they treat one another
as allies against the disease, most couples draw closer together.

We encourage you to continue learning about the medical and psychological
effects of breast cancer. If you make a commitment to go through diagnosis
and treatment as a couple, your relationship will grow and strengthen.

“You really need outside support that can function like an anchor, to stop
the drift—someone who can say, ‘This is what you can expect: There
are A, B and C, and A is going to be like this, etc.” Immediately after
talking to a counselor, my partner felt better. And when she felt better,
I felt better, because I hadn’t known anything about breast cancer up
to that point.”

4 )

“It was difficult going through these monumental concerns
one after the other, but after discussing my partner’s
breast cancer with a YourShoes™ match peer counselor
and with doctors, the whole thing was put in a better
perspective. I realized that it’s something you can
handle—it isn’t beyond you. It isn’t bigger than you.”
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Resources

SUPPORT AND INFORMATION
Breast Cancer Network of Strength™
212 West Van Buren Street, Suite 1000
Chicago, IL 60607

YourShoes™ 24/7 Breast Cancer Support Center
800-221-2141 (English)*

800-986-9505 (Spanish)

*Interpreters available in 150 languages.
www.networkofstrength.org

The mission of Breast Cancer Network of Strength is

to ensure, through information, empowerment and peer
support, that no one faces breast cancer alone. To fulfill
this mission, Network of Strength provides information
and support free of charge at www.networkofstrength.org
and through the YourShoes™ 24/7 Breast Cancer Support
Center, which is staffed entirely by trained peer counselors
who are breast cancer survivors. Additionally, affiliates
throughout the nation provide support groups, breast
health awareness workshops, wigs and prostheses for
women with limited resources, and monitor state-level
breast cancer related policies.

YourShoes™ Men’s Match Program

800-221-2141

www.networkofstrength.org

To talk with a man who understands your concerns, call
YourShoes™ 24/7 Breast Cancer Support Center and ask to
be matched with someone who has supported a loved one
through breast cancer.

Cancer Information Service of the National Cancer Institute
800-4-CANCER (1-800-422-6237)
http://cis.nci.nih.gov

A national information and education network that
operates a toll-free telephone service to provide callers with
the most recent scientific information in understandable
language in both English and Spanish.

National Coalition for Cancer Survivorship (NCCS)
888-650-9127
www.canceradvocacy.org

A national network of groups and individuals concerned
with survival and sources of support for cancer patients
and their families. NCCS serves as an information
clearinghouse and advocates for cancer survivors.

NCCS also knows that cancer survivors and those who

care for them face many challenges. To help meet those

challenges, NCCS:

*« Empowers cancer survivors through its publications and
programs

« Convenes other national cancer-related organizations

* Advocates for policy issues that affect survivors’ quality
of life.

National Lymphedema Network
800-541-3259
www.lymphnet.org

Provides up-to-date information about lymphedema and
its treatment.

SUPPORT GROUPS FOR PARTNERS
BreastCancer.org

www.breastcancer.org

Breastcancer.org helps women and their loved ones make
sense of the complex medical and personal information
about breast cancer, so they can make the best decisions.
Internet discussion boards for partners of breast cancer
patients are also available.

The Mautner Project for Lesbians with Cancer
202-332-5536

www.mautnerproject.org

Promoting lesbian health through research, advocacy,
education and direct services.

Men Against Breast Cancer
866-547-MABC (866-547-6222)
www.menagainstbreastcancer.org

MABC provides targeted support services to educate and
empower men to be effective caregivers, and mobilizes
men to fight breast cancer.

Well Spouse Foundation
800-838-0879
www.wellspouse.org

Gives support to partners of the chronically ill and/or
disabled.

READING

Dr. Susan Love’s Breast Book, 4th edition
Susan M. Love, M.D., with Karen Lindsey
Cambridge, MA: Perseus Publishing, 2005

Considered the “bible of breast care books,” this book is
a comprehensive guide to all aspects of breast cancer
diagnosis, treatment and recovery.

Breast Cancer Husband: How to Help Your Wife (and
Yourself) Through Diagnosis, Treatment and Beyond
Mark Silver, Rodale Books, 2004

Prayer, Laughter & Broccoli: Being There When Your
Wife Has Breast Cancer
Peter Flierl, Witty Fools Productions, 2004

Sexuality and Cancer: For the Woman Who Has
Cancer and Her Partner

American Cancer Society

800-ACS-2345

WWww.cancer.org

Taking Time: Support for People with Cancer and the
People Who Care about Them

National Cancer Institute
www.cancer.gov/cancertopics/takingtime
800-4-CANCER

When Life Becomes Precious: A Guide for Loved
Ones and Friends of Cancer Patients
Elise Needell Babcock, Bantam Book, 1977
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Breast Cancer

NETWORK of
STRENGTH

formerly known as Y-ME National Breast Cancer Organization

212 W. Van Buren Street, Suite 1000, Chicago, IL 60607 www.networkofstrength.org
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