Focusing on your unique experiences as a
woman living with metastatic breast cancer
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NEWS ON ADVANCED BREAST CANCER

Asking for Help

By Mary Alice Hartsock

ikla Benzeevi, 39, of Studio City,
D California, was a busy young pro-

fessional when she was diagnosed
with stage lll breast cancer at age 32. She
pushed herself to maintain her active
lifestyle during her treatment. But ten
months after treatment ended, severe back
pain sent her to the doctor. The cancer had
traveled to her spine, and she would need
major surgery and a waist-to-chin back
brace for many months.

“I was angry,” she says. “l wasn't
allowed to do anything. No bending, no
driving. | needed help lifting anything
heavier than a gallon of water. | felt so
dependent and helpless.”

These physical restrictions compelled
Dikla to reach out for help.

“1 begrudgingly acknowledged that |
was human and vulnerable and that was
okay. As much as | enjoyed helping oth-
ers, these people liked doing the same
thing for me. It was a way to give and
take in a community of support and friend-
ship,” she says.

Asking friends, neighbors, dis-
tant relatives, colleagues and
other acquaintances for assis-
tance can let them feel
involved and give you ener-
gy to focus on activities you
enjoy. Understanding the
challenges of asking for
help and how to com-
municate your needs

Getting support has
strengthened Dikla
Benzeevi’s friendships.

will help you connect with people out-
side of your immediate circle.

Common Challenges

Like Dikla, you may resist asking for
support, especially from those outside
your household. Continuing with every-
day tasks makes you feel strong and in
control and brings a sense of normalcy
to your life.

“When you start to notice that the
thought of doing a simple task is emo-
tionally and physically overwhelming, it's
time to ask for help,” says Sage Bolte,
LCSW, OSW-C, an oncology counselor
with Life for Cancer in Fairfax, Virginia. “If
there are some things that sap your
energy and you have the ability to give
them up, ask for help. That gives you the
energy you need to do the things you
want to do.”

Asking for aid may make you feel
uneasy because you may be concerned
about how others will view your request.

“Because metastatic breast cancer is
a more chronic condition and help
will be needed on and off for
a long time, many women
don’t want to feel like a
burden,” says Ms. Bolte.
“And women and fami-

lies are worried about
not being able to
repay the people who
help them or having
to send thank-you
notes. But usually
people are helping
because it is in the

goodness of their hearts, and they do
not expect to get something back.”

How to Ask

Ms. Bolte recommends appointing a
partner, adult child or close friend to serve
as your "quarterback.” This person will
communicate your needs to people out-
side your household and provide regu-
lar updates on how you're doing.

Many of your friends want to help but
they don’t know how. Educating them
about your treatment and your needs
will help them understand how to bet-
ter support you.

Dikla's close friend sent an e-mail to
her loved ones to explain that Dikla was
having major back surgery, the limita-
tions it would cause and that she would
need a hand with rides, shopping, laun-
dry, cooking and company. She asked
anyone with free time to respond.

“| got ten e-mails back with offers from
friends as well as cancer survivors, and
they were a godsend and a blessing in my
life,” Dikla says. “One was from a woman
in my support group, Bonnie. Bonnie was
going through advanced breast cancer
herself, but she offered to drive me every-
where, help with my laundry and lift my spir-
its. She was an angel and made a big dif-
ference in my life. We became very close
friends, and when | recovered, | eagerly
helped her as much as | could through her
breast cancer journey.”

Another great way to connect
with your caregivers is by starting your
own Web site on CarePages.com,
lotsahelpinghands.com or caringbridge.org.

Continued on page 2



Managing Fatigue

In our last issue of Just for Me, we asked you to respond to the question:
How do you manage fatigue during treatment? One LBBC volunteer wrote:

I find that exercise is one of the best ways to manage fatigue. | walk
several times a week, and | try to get to the gym although | am not consistent
about it. Walking works best for me. | allow myself the luxury of taking 15- to
30-minute power naps. | am fortunate because short naps do the trick. | also try
to avoid processed sugar. When | consume sugar, | feel a definite surge and
then a slump. | don’t recall reacting to sugar in that way before my diagnosis.

There are some days when | am just simply exhausted. On those days, | just
give in and spend a lazy day reading. | rather like those days!

Darlene Cooke
Haverford, Pennsylvania

Continued from page 1

Use these sites to organize your requests
and control the information your care-
givers receive.

Prepare for last-minute needs by col-
lecting names and phone numbers, start-
ing a telephone chain and appointing a
“quarterback” to make the first call.

Staying Balanced

Jane Sterett, 61, of Rancho Mirage,
California, has lived with advanced breast
cancer for nine years. She says she needs
relief from the ups and downs that accom-
pany this diagnosis. She manages her
emotions by asking her friends to pray
for her.

Jane Sterett finds comfort in her church family.

“Usually | send an e-mail to a group
of friends at my church,” she says. “Just
knowing that they pray for me every day
means a lot to me. It makes me feel com-
forted, supported and loved, and that is
a huge help in coping with all this stuff.”

Getting Help at Work

Dealing with cancer in the workplace
is one of the many situations that can
bring emotions to the surface. You may
need to take time away, shorten your
work hours, work from home, adjust your
working conditions or have colleagues
assist with your responsibilities.

If you are unsure how to ask for help,
talk to human resources or your boss
about what is reasonable, says Ms. Bolte.
A caregiver might be willing to help medi-
ate your meeting; this person can edu-
cate your boss about what you're going
through. Most employers want to find a
way to support you, and knowing more
about what you're going through can
help them accommodate you. Learning
employment law basics may help prepare
you for this discussion. Visit Ibbc.org to
view transcripts on this topic.

“The best thing you can do is ask, and
the worst thing they can do is say no.
Then you can reevaluate your options,”
says Ms. Bolte.

Even if you are feeling healthy and
performing your regular responsibilities,
sharing your treatment information with
someone in your workplace can help you
gain another advocate, she says.

Setting Boundaries
You may even find it exhausting when
friends ask you what they can do to help
you. Plan a strategy for saying “no thanks."”
When Jane isn't feeling up to going
out with friends, she is honest about her
fatigue and asks to reschedule. “They
appreciate my honesty,” she says.

This issue’s question:
How do you manage anxiety?

Send your answers
to editor@lbbc.org.

Sometimes people offer their time
because they don't think you'll let them
know when you need assistance, Ms. Bolte
says. “Just say, ‘I'm grateful for your will-
ingness to help, and | will keep this infor-
mation and let you know when | need
it.” If they insist, give them something
simple [to do], like sending flowers or
greeting cards once a month.”

If you are spending extra time and
energy managing someone else’s needs,
consider evaluating the importance of
that relationship.

Healthy Relationships

Whether you have one or 20 loyal care-
givers, learning ways to communicate
your needs will allow you to cope and
strengthen your relationships with others.

“It's essential to ask for help to achieve
a lasting recovery—physically and emotion-
ally—and it's just part of being in a rela-
tionship with anyone,” says Dikla. “You
willingly help each other out over time,
with difficult periods when one person
gives or receives more of the help than the
other. You gain a deeper understanding
of each other and grow closer in friend-
ship. It's fulfilling for both of you and
makes the whole experience more mean-
ingful and less scary.”

If you want to talk with someone about
what you're going through or learn more
about getting support during treatment,
call our Helpline at (888) 753-LBBC (5222).
We can match you with a volunteer who
shares your diagnosis and personal situ-

ation.



How | Stayed Sane: Living
with Metastatic Breast
Cancer for Nine Years

By Lisa Rendall, for LBBC e lisarendall.com

uly 20, 2009, marked nine years since my

diagnosis with metastatic breast cancer

at age 35. After six months of
chemotherapy and nine years of Herceptin,
my cancer remains stable. I've always had
a type A personality and learned pretty
fast that | had to find a way to feel like | was
in control. Here's what has worked for me:
* The first step was getting involved in
raising money for breast cancer research
and telling my story. | felt like | was
making a difference.
I spoke with a social worker who became
the main ingredient in my recipe for
sanity. | could say anything and knowv it
was guaranteed to be confidential. |
discovered my feelings were perfectly
normal.
I met other women with metastatic
breast cancer through a support group
and online. Meeting women who knew
exactly what | was going through was
therapeutic. You can connect with some-
one on lbbc.org’s message boards.
When | couldn’t shut down my brain
at night, | would go to the computer
and type what was on my mind. | never
reread what | wrote because I'd gotten
it out of my system.
| learned to put myself first. | bought
flowers for myself, went for pedicures
with girlfriends and played with my cat.
I did things | had always wanted to do,
like feeding a baby calf. Animals always
put a smile on my face.
Just because I'm dealing with a life-
threatening illness doesn’t mean | can’t
have fun! | kept my sense of humor
(although my cancer humor wasn't
appreciated by those without cancer).
I got together with friends who made
me laugh or | watched a good comedy.
Knowledge is power. | found out all |
could about my disease by reading books
and pamphlets and talking with my
medical team.

¢ | learned new things. | joined local hor-
ticultural associations and entered my
flowers and vegetables in competition,
and | started scrapbooking. | take pho-
tos to create memories for my family
and me.

| realized | needed to have things to
look forward to, like a mini hotel get-
away, seeing the meadowlarks in spring
and a warm winter vacation as soon as
my health allowed.

| tried my best to stay positive but
allowed myself to have bad days and
cry when | felt like it. One day | was so
mad that | drove out to the country and
screamed at the top of my lungs. The
sound of my own scream was so funny
that | started laughing and drove home
with a smile on my face!

My husband and | say cancer lives with
us—we don't live with cancer. Looking
at the situation in a different light has
helped me live a full and rewarding life
even though I'm fighting for every moment
of it.

The women who helped us with our
new brochure, Understanding
Symptoms and Treatment Side
Effects of Advanced Breast Cancer,
say fatigue is something you learn to
live with and work around. Here are
some tips they keep in mind:

e Listen to your body and pay atten-
tion to its needs. If you're feeling
tired, take a break. Don't push
yourself to do more than feels com-
fortable.

e Exercise is one of the best ways to
combat fatigue. Try to get a little
bit of exercise as often as you can.
Even a short walk once a day can
help increase your overall energy.

Be flexible. If you can’t finish every-
thing you planned for today, let it
go until you feel more energetic.

Pay attention to the time of day
when you feel most energetic, and
try to plan activities—including as
much exercise as you feel comfort-
able doing—for that time.

Get help with chores and anything
else that drains your energy. Your
loved ones will be thankful for the
opportunity to help, and you'll be
thankful for the chance to focus on
what matters most to you.

Get treatment for depression, if it's
an issue for you. Depression can
make fatigue even worse, and
there are very effective treatments
for it.

Did you find this list helpful? Read
more in the full brochure from which
this list is excerpted. To get your free
copy, visit our “Marketplace” at
Ibbc.org or call us at (610) 645-4567.
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When you are ready, we
encourage you to call our
Helpline at (888) 753-LBBC
(5222) for guidance, informa-
tion and peer support. Our
trained volunteers are here to
listen and help you.
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Managing Pain

ur newest brochure, Under-
O standing Symptoms and

Treatment Side Effects of
Advanced Breast Cancer, will help you
anticipate, possibly prevent and discuss
these concerns with your healthcare team
to find the best remedies for you. Below we
share an excerpt that focuses on pain man-
agement. Visit Ibbc.org or call (610) 645-
4567 to order your free copy.

There are many effective
ways to manage pain.
Don’t hesitate to ask
about them!

Dealing with Pain

Pain can make you feel miserable and,
if left untreated, can have a big impact on
your quality of life. Thankfully, there are
many effective ways to manage pain.
Don’t hesitate to ask about them!

Pain in metastatic breast cancer can
have many different causes. It may be
caused by the cancer itself in bones and
other areas of metastasis. Enlarged lymph
nodes can press on nerves and cause pain.
Chemotherapy, radiation, hormonal treat-
ments and targeted therapies may cause
skin, joint, bone or muscle pain.

Pain medicine

There are many different types of pain
medicine, and they work differently for
different people. In general, you might find
it helpful to have two types on hand:
long-acting and short-acting.

Long-acting pain medicine stays in the
body for a long time and helps with chron-
ic (ongoing) pain. You take it on a regu-
lar schedule. Short-acting pain medicine
can start relieving pain within 30 min-
utes or so, and you take it as needed. It
helps with “breakthrough pain,” or extra-
strong pain that can “break through”
the long-acting pain medicine.

If your healthcare team has a hard
time finding pain medicine that works
for you, pain specialists and specialized pain
clinics can help. Ask your doctor for a
referral if pain is a problem for you.

To get effective

pain treatment:

¢ Never ignore the pain. Always tell your
healthcare team if you feel any pain
or discomfort, whether you think you
know the cause or not. Keep a record
of the type of pain and its intensity.
Do not hesitate to explore complemen-
tary options (like acupuncture or mas-
sage) as well. Seeking effective pain
relief does not mean you are weak or
a whiner. It's essential for maintaining
your best possible quality of life.

¢ Keep trying until you find pain relief
that works. Many treatments, medical
and complementary, relieve pain and
work differently for different people.
Don't settle for a treatment that’s not
working for you.

¢ Do not worry about getting addicted
to pain medicine. When you get medi-
cine for pain associated with metasta-
tic breast cancer, it is not addictive. This
is because your body needs the medi-
cine to help reduce the pain. Addiction
happens when you crave the treatment
without having the symptoms. You can
and should get as much treatment as
you need to relieve the pain every time.

¢ Give yourself time to get used to the
side effects of pain medicine. Side
effects may include grogginess or nau-
sea (with opioid pain medicines like
morphine and oxycodone). Often, these
side effects improve with time, so you
and your doctors can fine-tune the
dose and schedule to best control the
pain and allow you to continue your
usual routine. Stool softeners or lax-
atives are almost always given along
with opioids to prevent constipa-

tion.

“Pain is debilitating and
you can’t think straight,
so you've got to deal
with the pain.”

—Kay



