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MATT: Good evening, everyone, and welcome to tonight's teleconference. Al
gtes have been placed into the program in alisten-only mode. There will be an opportunity for
polling and questions and answers later in the program.  Instructions for participating in these
eventswill be given at that time. 1 would now like to turn the conference over to your
moderator, Randi Rosenberg. Good ahead, please.

| ntroduction

RANDI ROSENBERG: Thank you, Matt. Good evening, everyone, and
welcome to tonight's installment of the Y oung Survival Codlition's Y oung Perspectives
Teleconference Series. Thank you dl for joining us. Tonight's conference is entitled "My
Mommy Has Breast Cancer.” My nameis Randi Rosenberg, and I'm the President of the Y oung
Surviva Codlition. Asmost of you dready know, the Y SC isthe only internationa non-profit
dedicated soldly to the issues surrounding breast cancer and young women. Miraculoudy, I'm
aso anew mom, and that's Six years after being diagnosed and treated for breast cancer at the
age of 32. I'll be your moderator for tonight's call.

S0 ..."My Mommy Has Breast Cancer.” How to communicate with your children
when you're diagnosed with breast cancer, what to say, when to say it, and most importantly
understanding how they might experience your cancer are issues that are of greet interest to al of
Y SC's congtituency. Almost 20 percent of young women registered on our web site have at least
one child, many have more than one, and others undoubtedly hope to in the future. So tonight
well try to answer as many of your concerns and questions as possible. For those of you who
have not been on our cals before, the purpose of our Y oung Perspectives Seriesisto provide you

with avariety of viewpoints on the issues that mean the most to young women.
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Tonight we have a pand of three wonderful women who will share their different
views on facing breast cancer as amedica professond, a parent, and also as a child whose mom
battled breast cancer. Each has gracioudy given of their time to be with ustonight. Dr. Wendy
Harpham, Sharilyn Jones and Emily Spivack, founder of Shop Well With You. Tonight before
we hear from Dr. Harpham I'd like to provide you with afew of the logigtics of tonight's cdll.

First and foremogt, tonight's call is being recorded and a transcript will be made available on

Y SC'sweb ste, which, of course, iswww.youngsurviva.org. It usually takes between two or
three weeks for that transcript to be completed. So keep your eyes peeled and well send out
information.

The format of the cdl isasfollows. well sart the cal with a presentation by
each one of our panelists. Each presenter will impart his knowledge and experiences to you.
Many of you had submitted questionsin advance of the cal, and we've tried to incorporate as
many of these as possible into the presentations. And after each panelist has spoken well then
open up the lines for your questions. And in order to make sure we get to as many questions as
possible welll ask you to please try and be as brief as possble when you have the podium.

Finaly, the cdl is operator- assisted, so when we open the lines for questions Mait
will give you ingructions on how to ask those questions to make sure that al of our pandists can
hear them. And if we should run out of time and there are still questions remaining, we invite
you to submit those questions to us at info@youngsurviva.org, and well certainly do our best to
get an answer for you. We dso have through the wonders of technology the opportunity to do
polling questions to get an idea about your experiences and welll ask afew questionsto learn a
little bit about you, our audience, and Matt, if | can ask you to give brief ingtructions and go
through our firgt polling question please.

MATT: Thisisthe conference operator. We will begin polling our audience at
thistime. After | read the question we kindly ask thet you press the digit that corresponds with
the best answer. Please stand by. Polling question number one. If you are a breast cancer
survivor please indicate how old you were when first diagnosed. Twenty years of age or younger

please press one. Twenty-oneto 25 please press the digit two. Twenty-six to 30, please press
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three. Thirty-oneto 35, please press four. Over 35, please pressfive. We'll pause a moment to
get our results.
Pandist One:Dr. Wendy Harpham

RANDI ROSENBERG: Very good. Thank you, Matt. So without further ado |

would like to introduce you to our first panelist this evening, Dr. Wendy Harpham. Dr. Harpham
isaDoctor of Internal Medicine, a best-sdling author, long-term cancer survivor and also a
mother of three. And after years of caring for patientsin her practice she was diagnosed with
lymphoma. Her children were one, three and five years old a the time. While undergoing
numerous courses of treatment she wrote award-winning books including "When a Parent Has
Cancer: A Guideto Caring for your Children," which will be released in paperback tomorrow,
September 21%, as amatter of fact. She lectures widely to lay and professiona audiences and
also participates as a patient advocate at both the local and nationd levels. Her work has been
recognized with the Writer's Award from the Nationa Codlition for Cancer Survivorship, and
she's dso recaived the 2000 Governor's Award for Health from then Governor George Bush for
which she was inducted into the Texas Women's Hall of Fame. Very impressive, Wendy. Thank
you so much for joining us, and I'd like to turn it over to you.

DR. WENDY HARPHAM: Thank you for having me. Y ou asked meto
participate in this teleconference because, as you sad, I'm a physician who writes about cancer
survivorship. But it's mostly because of my experiences as a mother going through repested
courses of cancer. Y ou said when my children were one, three and five years old | was
diagnosed with awidespread indolent non-Hodgkin's lymphoma, which is atype of cancer with
no known cures. Over the next eight years my cancer did respond to each course of treatment
only to recur again and again until my eighthand last course of treatment in 1998 put my cancer
into aremission that continued and has continued to the present. Well, snce for so many years|
didn't get well and | didn't die my family was stuck deding with cancer. | had to continue to
learn about what was happening with my kids and find new and better waysto help them. The

chdlenges were many and so were the rewards.
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I'm very happy to tell you that my children are now 15, 17 and 19 yearsold. The
oldest has been launched to college. My family has grown closer and my children stronger
through my illness. Now, | redlize every family isunique. And many families are very different
than mine. But I've dso had the opportunity through my public spesking to hear hundreds of
family stories as I've traveled across America

Since thereis no one right way to raise kids, let done raise kids when Mommy
has breast cancer, what I'm going to do is share just afew of theingghts and advicethat | present
in my book set, "When a Parent Has Cancer” and the children's book, "Becky and the Worry
Cup" aswedl asabook | wrote for younger children caled "The Hope Tree: Kids Tak about
Breast Cancer.” (Book set can be ordered at: Harpham.nt3.npsis.com/news!.htm)

When Mommy has cancer the crux of the problemisthis How can someone be a
good Mommy when her own needs are so great?

My basic tip is to establish and maintain open lines of communication about the
illnessand dl of the associated falout. Basicaly ongoing didogue prevents and minimizes
misnformation, misunderstandings and unresolved painful emotions. Good communication with
the parents is the children's best defense againgt inaccurate or frightening stories they hear about
cancer or the parent's condition, and good communication is the only way for parentsto
recognize and respond to their children's needs in hedthy ways.

| redlized that even if my husband, Ted, and | had said nothing my children would
have sensed that something mgjor had happened a home and they tried to understand what was
going on and find waysto cope. | emphasize open communication but | have one cavest -- that
is that open communication alows parents to meet the children's needsif and only if the parents
are dways honest. Thisisthe one area of deding with children where | believe thereis aright
and awrong way. Parents must, without exception, tell the truth in order to establish and
maintain abond of trust.

| meet many families who want to keep Mommy's illness a secret or they want to
avoid theword "cancer.” And no matter how honorable their motivation and intention, when

parents hide the truth they are sending their children the message, "Thisistoo awful; | don't
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think you can handle this” And conversdly, telling the truth says "l have confidence that we can
handlethis" What better way to indtill confidence in a child?

If you ask my daughter, my oldest daughter, who was five when | was diagnosed,
and she'snow 19 off &t college, what helped her most through my illness and when times were
rough, without hestation shélll tel youit'sthat | dwaystdl her thetruth. She never hasto waste
energy wondering if she knows what's going on or trying to figure out what's going on. And if
you ask me, now 49, what helps me most in raising my teenagers, it'sthat | know thet they are
truthful. Even when they know | won't like what | hear.

Tdling the truth sounds smple but it's very complicated by the chalenge of
figuring out just how much to say. When | finished my first round of chemotherapy and my
four-year-old middle child Jessca said, "Mommy, now that the cancer is gone, can it come
back?" atruthful answer would have been "Yes" Clearly that bluntness would not have helped
her deal with her fear. Exactly how much to say is determined by how much that child must
know in order to dedl with hisor her world. And how much does each child want to know?

Jess ca needed to know the obvious fact that my cancer was not cured. It wasin
remisson. And yesit was possible to come back. And then | could couch that in support and
hope that I'm doing well now, thingslook good and if it comes back well ded with it. But were
not degling with it now.

Life with cancer and with children can seem very overwheming. | mean, ask
any parent who doesn't have cancer about raising kids and it can be overwhelming. So to makeit
smpler when | was going through my treatments | narrowed it down to my children's three
fundamenta needs.

One, my children needed satisfaction of physica and emotiona needs. So they
needed medls and digpers and someone to say good night to them at night.

Two, my children needed to understand what was going on in their world around
them. They needed to understand it on their level. So they needed to understand why | was bald

or why | wasn't working.
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And third, children need reassurance that they will be cared for no matter what
happens with their mom and dad, and that it's okay to be concerned about their own needs.

No matter what is happening | make sure that these three needs are met, and |
emphasize that | don't necessarily have to be the one who meetsthe needs, | just have to make
sure the children's needs are met.

Onething that helps children is preparing them for changes that are coming their
way. And you can hear from my advice that it'sal founded on truth. If I'm telling them thetruth
then it becomes easier to prepare them for changes that are coming their way. And children, like
adults, crave predictability. So the physicad changes are agtart. In our house before | even lost
any of my hair we went to the mal, we bought headgear, hats and scarves and turbans, and then
we played dress-up in the family room. Throughout the courses of my trestment we would talk
through plans of what would happen, and what we expected to happen and how we'd ded withit.

Now, of course, things are going to come up that you don't expect. And you can
teach children that they can live with the uncertainty. “I can't predict everything that's going to
happen, kids. But | guarantee you that we will keep you informed and well help you through.” |
emphasize that parents can't take too much for granted. 1've heard stories of children who, when
the parent got through treatment, the mom got through chemo and everything was great. And the
scap har started to grow back, the child thought that meant the cancer was growing back. So
when | say to prepare children for changes, it's redly for al changes, good or bad.

The other thing is that less concrete changes are important, too, such aswhen a
mom istired or irritable. 1 remember when | continued to need angp during my first remission
and my daughter wondered, well, Mom told me her cancer's gone, but she never napped before
she had cancer. She napped when she had cancer. She's till napping. Is her cancer redly gone?
And | had to explain to her that my body was usng energy to hed from the treatments and that
napping was normd for months after finishing chemothergpy. This open communication saved
my daughter from alot of unnecessary worry.

And that brings me to another chalenge of raisng children when Mommy has

breast cancer. Educating, guiding, reassuring your children is not a one-time chore. Y ou can't
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say, well, | told them it ... whatever the question is. | told them the cancer could come back and
then you clapped your hands together and then said, okay, | told them about recurrence.
Educating, guiding and reassuring your children is an ongoing process throughout trestment and
recovery. | know this happened to me, and many moms or dads will say that people are worried,
people are tdling them they're teling their kids too much. Too little information can be at least

as damaging astoo much. And if anything | think it's better to err on the side of too much
information, because children just naturdly protect themselves from information overload. They
redlly only hear or process what they're ready for at thetime. So my smplerule of thumb is:

Tdl the children enough, not everything. What do your children need to know to ded with their
world?

Undelying dl of the parent’s words and actions must be the sense that they don't
fed sorry for their children Pty is poison to children, and | saw thisas an internist with my
patients who had illnesses as younggters. If they were raised in an environment where they
werent pitied they grew up sdf-reliant and with good sdlf-respect despite their physical changes
or problems, whereas children who are pitied don't have sdf-respect. And if the parents don't
fed pity the children will lesslikely fed sorry for themsdlves. Not pitying them sends a message
of confidence that they can ded with it.

If anything, one of the shining Slver linings of my iliness has been what 1've been
able to teach my children through my unwanted illness. When my children work around my
limits, my energy limits, whetever it is, they are learning flexibility. \When my children respect
my specid needsthey're learning tolerance. When they tend to my needs they're learning
compassion. When my children wait for me because I'm dower or | need more time they're
learning patience. When my children see me as whole, whether I'm bad, whether I'm limping,
whether I've got bandages, they are learning sdlf-love. When my children pick up the dack
they're learning teamwork. When my children have to fend for themsalves because I'm not
available they're learning sdlf-sufficiency. When they have to dedl with my cancer recurrences,
my setbacks and my conditions, they are learning perseverance and resilience. Even when the

family is unable to conjure a tangible positive outcome children receive the gift of gppreciating
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ther resliency. They learn that they can survive discomfort and loss. They can survive hard
times.

Someone e-mailed a question about this, and that is that one of the hardest tasksis
how do you help children when amom istold her prognosisis monthsto maybe ayear. Unless
you are physicaly on your deathbed, right now even though your prognoss might be sx months
to ayear, you arefully dive and able to raise your kids. For achild, sx monthsto ayear isa
pretty long time and they can do alot of learning and growing and loving in that time. In your
own mind you need to remember that your prognosisis not aprediction. It telsyou what is
likely to happen. It tells you what happens to most people in your medica Stuation. 1t does not
tell you what's going to happen to you.

In 1993 my prognosis after my second recurrence was two years. That was the
most likely outcome for me. But obvioudy that is not what happened with me. So you can tell
your children the truth couched in hope, support and love. Y ou can tell your children that your
cancer is not doing very wel right now. But your doctors, your nurses, everyoneis doing
evarything they can to try to get you better ... and that you'll keep the kids informed.

If they ask you if you're dying you can tell them the truth. Y ou are not dying
now. You're doing everything you can to live aslong as you can. Most people with your type of
cancer do get sicker and die of their cancer in ayear or S0, but some people don't and you're
hoping to be one that doesn't. Y ou'll keep them informed. They will be cared for no matter what
happens to you, and you're not dying now. Let'sfocuson living. By not denying the truth you
can be their aly in helping them prepare for and dedl with whatever happens. Y ou can't
guarantee your children that you're going to survive. What you can guarantee is that you'll do
everything you can to get better, and they will fed your love and they will be cared for and they
can be happy no matter what happens.

This brings me to another indght. Shaping my children's perception of redlity
complements, not replaces, deding with their emotiond responses. A conversation such as
about whether you're dying or not or whether you're going to lose your hair or not can be very
emationd. Even when you present it in ahopeful and loving way, even when you use perfect
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words and phrases and hugs, cancer-related stresses and changes can be expected to cause the
children ahost of unpleasant emotions. And I'll share with you that this was one of the most
painful parts of my own survivorship.

| could dedl with the bone marrow biopsies, | could ded with the surgeries and
the chemotherapy. It was so hard to see my children's anger and frustration and sadness. Buit |
aso knew that their emotions were not the problem. They were the Sgnd of a problem, be it
fear or worry, separation anxiety, or their emotions were the response to a problem. When | had
my first recurrence and my second recurrence my oldest in particular, she was furious. And she
had every right to be.

Giving her asafe place to have and express her normal reaction, one, it alowed
me to know what was going on; two, it taught her that her emotions were normal because | didn't
difle them; and, three, we could use them to help her move through her anger and fear to coping
tools that would help her dedl with the Stuation the way it was. | had to reassure her that her
anger was not hurting me. 1t wasn't going to make my cancer get worse. | aso reassured her
that her anger, aslong as she didn't stay angry but she used her anger to ded with it, could help
her.

Cancer is very serious but the family does not have to be serious dl thetime. The
pain and the loss are sad, but the family does not have to fed sad dl thetime. Sometimes joys
arerdated to theillness. We made lots of jokesin my house. We tried to find waysto laugh at
the problems. | remember onetime | had again abunch of bruisesfrom IVsand | ill had some
bandages from recent surgery and when | got up to leave the room | bumped into the corner of a
chair and | sad, oh, no, my body isn't perfect anymore. And it was perfect. We wererolling
with laughter. And it was away to acknowledge how terrible it was about the physical losses
and the changes, but it also made usfed abit empowered to laugh at something that was pretty
sad. And it'sbeen kind of ajoke ever snce. Oh, no, I'm not perfect anymore.

Every family hastheir own kind of style or blend of humor. When gppropriate try
to use humor. Weliketo say in my house, "A no hair day is better than abad hair day," or "No
nodes is good nodes."
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Wi, even when parents have done a great job educating and reassuring their
children, keeping the lines of communication open, problems can arise as children's needs
fluctuate. One child who never ssemsto mind being left out of the crisis may suddenly demand
totd incluson. It helped meto redlize that my gpproach to each child may need to change over
time. So | had to keep asking mysdf what does this child need now.

An unexpected chalenge that kind of surprisesalot of familiesiswhen children
process events out of synchrony with the rest of the family. I'll share a story about my son
William who was one year old when | was first diagnosed. When he was seven there was this
whole flurry of media exposure surrounding the release of the book set, and he came home from
school one day and just was irritable and uncooperative, just not himsdf. And it took me about
30 minutes to pull out what was wrong.

In school that morning when he waked into the classroom one of the kids had
ydled out, "Hey, William, | saw your picture in the newspaper.” And the teacher then said,
"Hey, Will, why was your picturein the paper?" And my son stood tall and responded proudly,
"My mommy wrote a book that helps people,” after which another child in the class blurted out,
"Because hismom had cancer.” Will finished his story to meintearsand | said, "Why did that
upset you? Y ou know that I've had cancer. Y ou know I'min remisson now. I'm doing great.”
His big brown eyes |ooked in mine as a tear wove itsway down his cheek and he said, "It's o
sad that you were so sick."”

My son William, seven years old, had every reason to be sad. Although wed
known for years that | had had cancer he was only then first old enough to understand the
implication of what he knew. Children can know things long before they redlly understand them.
Consequently children are often out of synchrony with their parents, needing to work through
issues that are long past a atime when parents redlly would rather have it put behind them.

A number of participants e-maled with concerns and questions about thelr
children who were too young or weren't even born when the mom went through breast cancer.
So what do they say to these kids? When do they bring it up? How do they talk about it?
Whether I'm talking about cancer or hurricanes, terrorism or AIDS, what helps my children most
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is the truth couched in love and support. I your children know about your cancer history it
doesn't become this big mystery or secret that takes energy to maintain. By teling your higory,
you establish abond of trust and don't risk them losing trust in you by possibly finding out from
someone else.

If you're hesitating to say anything because you don't want your children to fed
the same unpleasant emotions you fed when you talk about it, beit fear or stigma or loss of sdif-
esteam, it helpsto remember this Y our children are experiencing things differently than you.

So though you may be sad or anxious when you tak about your breast cancer history, it may not
bother your children a al. How you present it affects how they perceiveit. And someone even
sent an e-mail wondering if she should tell her prepubescent children she had a mastectomy and
recongtruction.

Y ou've told them gtories of taking them home from the hospitd, what your
favorite color is, what youre dlergic to. And telling them that you've had cancer isjust
something about you. 'Y ou can teach them cancer is bad, you can teach them good things come
out of bad experiences. Not the least of which isyou got through your cancer. And I'd say how
you present it affects how they perceiveit. Put apostive spin on the facts. Instead of presenting
it as something you're ashamed of or how awful it isthat you lost your breast, you can focus on
the fact that you lost your breast but have pride in your reslience that you got through it,
gratitude that your treatments not only got you better but because of the recongtruction, hey, you
can wear a bathing suit again. Nobody can even tell.

| mentioned earlier -- secrets are hard to keep. And if you're found out you now
have abreach in trust that can be hard to repair. By tdling the truth you are dways their dly.
Lastly you can teach your children that you're living with chalenges insteed of hiding them.

What awonderful lesson for your children. One other question | got in, before | close, ishow to
tell achild that your type of cancer runsin families. Let'ssay youre BRCA1 or 2 positive. Itis
not so much what you tell them as how you tell them. | sound like a broken record, don't I? Tell
the truth couched in love and support.
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If they ask if they can get it, doesit run in families ... | mean, they're going to hear
dories on the televison, in ads with al the Race for the Cures and everything. If your cancer
runs in families focus on the benefit of knowing so that you can take steps to prevent it. Remind
them that risk isnot fate. And even cancers that run in families usualy don't occur until
adulthood. By thetime your children are adults and at risk there is every reason to beieve well
have newer and better means of detection and treatment for them.

Lastly, you know, | could go on and on and on about the best way to address this
or that under this circumstance or that. Knowing what to do and doing it in red life aretwo
completdy different things. Intdligent, well-intentioned, loving parents make mistakes and
handle stuations poorly. Many times you just don't have the time, energy or patience to dedl
with your children'sneedsin an ided way. | can't tell you how many mistakes and times| just
didnt handle things well with my kids. The mantrathat helped me through my bad days was
this. the best | could do wasthe best | could do. And the best is good enough.

When | responded poorly | apologized. | explained. | asked forgiveness and they
forgave. The greatest gift we can give our children is not protection from the world but the
confidence and tools to cope and grow with al that life hasto offer.

And now | think were going to switch to Sharilyn.

RANDI ROSENBERG: Wow, Wendy. Thank you so much. Thisis Randi
again. What agreat way to end your very informétive conversation. And | noticed in your talk
that you incorporated so many of the questions that our audience had submitted prior to the call,
so thank you for finding away to answer everybody's questions and concerns. And | think the
one underscoring point that came through as | was listening were sort of three "Hs™"  honesty,
humor and hopefulness. And if you incorporate those three into your situation, whatever it may
be, you stand the best chance for helping your children.

DR. WENDY HARPHAM: That'sright.

RANDI ROSENBERG: That'sterrific. Wendy, thank you again so much. And
before we introduce Sharilyn, our next pandlist, we wanted to get an idea of the age range of
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your children when you were diagnosed. So for those of you who are breast cancer survivors
how old was your oldest or only child when you were diagnosed? And Matt, if | could ask you to
come on and read the choices for our audience, please.

MATT: Yes, of course. Once again please press the digit that corresponds with
the best answer. Thisis polling question number two. We want to get an age range of your
children when you were diagnosed. How old was your oldest child when you were diagnosed
with breast cancer? Newborn to three years of age, please pressthe digit one. Four to six,
please press digit two. Seven to ten, please pressthree. Eleven to 15, please press four. Over
15, please press five. And if you are currently pregnant please press six.

RANDI ROSENBERG: Great, Matt. Let's give a few minutes for people to
respond to that question, and then perhaps you can read the second part of that question.

MATT: Sand by for the second part of that question.

RANDI ROSENBERG: | canread it for you. For those of you who have more
than one child, please indicate the age of your youngest at the time of your diagnosis. So the
first question was your oldest child and this question now is your youngest. If your child was
newborn to three years of age, please pressone. If your child was between four and six years,
presstwo. Between seven and ten years, pressthree. Elevento 15 yearsold, pressfour. And if
your child was over 15 when you were diagnosed, please pressfive. Again, that's your youngest.

All right, thank you.

Pandist Two: Sharilyn Jones

Now, our next pandigt is Sharilyn Jones. Sharilyn isayoung breast cancer
survivor, amember of the Y oung Surviva Codition and mom and shell share with you alittle
bit about her experience. I'll tdll you alittle bit about Sharilyn. She was diagnosed with breast
cancer a the age of 36in 2001. Her children were both under five yearsold at thetime. Her son
was three and a half and her daughter was one and a hdf, and they're now seven and five.
Sharilyn is apart-time advocate and of course afull-time mom. And when Sharilyn was first
diagnosed there was really no history of breast cancer in her family. Her treatment conssted of a
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lumpectomy, chemotherapy, radiation and an oophorectomy. Two years after her diagnosis she
had a double mastectomy and reconstruction when she learned she had a BRCA mutation.
Sharilyn, I'd love to turnit to over to you and share your story with us.

SHARILYN JONES: Thank you, Randi. And thank al of you on the call for
letting me join you tonight. 1'm going to share some of my experiences and ories over the last
three and a hdf yearson this journey. | am not an expert but | do believe that as parents we
know our children better than anyone. And | know that counts for something. Like Randi said,
both of my children were very young when | was diagnosed, but they both immediatdy knew
there was something going on in our household before | or my husband said anything to them.
Wheat | learned very quickly, which we dl know, which has nothing to do with breast cancer, is
that each child is different. | did have a conversation with my son about my cancer. | ways
used the word "cancer” with him and | tried to relate cancer to something he could understand.

| talked about cancer, at least in my bread, like arock that was growing, that was
making me sck and unhedlthy and if | didn't takeit out it could make me sicker. And he seemed
to understand that concept. | dso explained to him that | would have to take some very strong
medicine that would make me sick, make my hair fal out, it would make me unable to take care
of him by mysdf full-time. But as| told him this, | stayed in my role as his mother and knowing
that | would share only as much that | know that he could process.

My daughter was very young at the time, she was one and a hdf. So shewas
much too young to understand these details, but not too young to see that there was alot going
on and that | was changing and there was lots of stuff happening in our household. In fact, after
my firg chemaothergpy trestment my son went with me to have my hair shaved a the home of my
hairstylis. And he had been in her house running around with the dogs when she was shaving
my hair off, and he looked up a me once my hair was dl gone and said, "Hmm, you like Uncle
Waly," which is one of my brothers. And | did look like Uncle Wally. And then he went back
to playing with the dog. | wasfinewithit. | had prepared mysdf for it and | was okay. | wasin
aplace that was safe for me to have it done, | was with someone who cared about me and knew

mefor along time. So tha was just my son following my cues, and he was fine with it.
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My daughter, on the other hand, did not like seeing me without awig on my head.
She didn't even like seeing me with ahat or ascarf. | had to have the wig on my head. Assoon
as | woke up she would run and get my wig if | didn't put it on. But we gtill had alot of fun, and
that's where the humor isimportant. In dedling with her attitude | would ... whenever | would
brush her hair | would say, "Oh, Mia, | love your hair, it'sso long." And | would say "Can | have
it?* And she would protect her head but grab at onelittle piece and say, "Here, just one piece,”
you know, like she was giving me one piece of hair. So | ill tried to infuse that humor in there
that her hair was beautiful and | loved her hair. But it dso made me fedl good that even though |
had no hair and she had this long, beautiful hair she dill wanted me to have some of her hair ...
but only one piece.

But another important part of my journey and what made the road easier for me
was getting hdp. And | know that when we're diagnosed so many people come out and want to
help us, and | redly did take everybody's offers. | was aso lucky enough to have someone who
had been helping me part-time in my home with my kids before | was diagnosed who came -- |
know thisis not dways the case with everybody, but my husband and | thought it would be
worth it for us-- who came to work for us full-time while | was in treetment. And my kids had
dready known her for their whole lives.

And they aways had someone ... | couldn't be the person that could take care of
them dl thetime. But they had someone there who knew them, who loved them, who would
take care of dl those needs that we talked about earlier that small children need, and | couldn't
aways be the one to make their food or wash their clothes or bathe them, but | could St with
them while they ate, or help them pick out their clothes for the day or rest while they were being
bathed and have enough energy to put them to bed mysdf.

Ancther part of the journey for both me and my children was to find other young
mothers and children of amilar ages who were experiencing what we were experiencing in our
family. Asmy treatments went on the kids got pretty used to the routine of my good days and
bad days, and | think that's what Wendy talks about, anew norma. This became our new
norma. And they got in the groove, too, and they knew when | was feding well and not. But
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my son, who was approaching four by that time, approached me and asked if there were other
kidsin his school who were bald or whose moms had cancer, and | had decided that it was time
to tell him alittle bit more, because he had come forth with me with thet.

And | had made friends with a couple of other gal's who had kids, and we had
aready done outings with those families. So when | told them that some other kids that he knew,
that their mother was dso bad and was going through trestment like | was, that comforted him
to know that other people were ... other kids were experiencing this. And we had started to do
more outings with those families and those kids. And one of those outings included a bowling
event that was sponsored by the nurses a our loca hospital, which was for children of cancer
patients.

And | dropped off my son with other children there. When | picked him up he
was very happy and got in the car and was talking and talking and talking. And | asked him how
his day was and he said, "Mom, did you know that lots of kids have moms and dads who get
cancer?' And| said, "Yes, | do." And hesaid that ... and this was aturning point for our family.
Hetold me that, "Sometimes, Mom, you just haveto trust and pray." And to thisday I'm so
grateful. 1 know that's important for ... we fed 0 isolated when were going through this. And
you have to work but it'sworth it. 'Y ou have to find the resources in your community that are
going to help you and your family and especidly your children ded with this. You can't do it by
yoursdlf.

| dso think it's important to remember that our kids pick up alot more than you
tell them and processit in their own ways, and | know Wendy just spoke on that. But when my
hair began to grow back | wanted to keep it short for awhile. And | liked how easy it was and
gylishit was. And my husband liked it, too. So my son had overhead us talking and he was not
very happy about it. | asked him, you know, "Aren't you happy my hair is growing back? I'm
getting better; I'm done with the treetment now.” And hesaid, "Yes" But he wanted me to grow
my hair back long. He said, "Never cut it. Grow it back long and never get sick again.” He
equated the short hair with being sick and il to this day whenever | want to go get a haircut
he'slike, "Jugt alittle bit." No, he doesn't like tht.



Y SC Y oung Perspectives Teleconference
My Mommy Has Breast Cancer
September 20, 2004

Page 17

Wheat aso helped us was the indirect exposure to breast cancer and other families.
And when | mean indirect | mean by events out in the community, conversations, other people,
just an awareness, like what we do as advocates. One of the thingswe dl do here asafamily is
go to the Komen Race every year. And my children look forward to it every year. They lovethe
energy of theday. They love running in the children'sraces. And they love seeing other young
survivors. They loveto go on stage with mom as do other kids when young moms are there, go
on stage with them.

However, | won't make thisal glossy because | know that that exposure does
have consequences. A couple of yearsago | did lose afriend and the race was dedicated to her.
And her children happened to be at that race that year. And my children had met them on afew
other occasions and knew that their mother had died and died because of breast cancer. And
there was a moment that we honored her and her children during the race that day. And when we
left that day my kids had a conversation in the car that was very hard to listen to when they were
asking me why do some mothers have to die from breast cancer. Why can't they keep living with
their children?

And it's not a question that's easily answered. They aso knew that these children
were now living with their aunt and uncle. And they knew that that aunt and uncle were dso
their godparents. Well, my children related this to what they knew, and they have different
godparents. And | heard them discussing in the back seet, well, if something happensto our
mom, you have to go live with Martaand Uncle David and | get to go livewith UndeW. Soit
bresks my heart to listen to them in their own world trying to figure out what would happen to
them. And of course that's when you do step in and have to reassure them that, no, you will be
taken care of. We don't have to worry about Mommy right now. Mommy isdoing greet. I'm
feding hedthy and strong and Daddy's doing greet. Daddy's hedlthy and Daddy's here.

This year my son at the Race for the Cure got to run with the bigger kids and had
agreat time. And a the end of the race he finished with the middle of the pack. And aswe were
going to get adrink he seemed kind of quiet and alittle bit down. And | said, "Jacob, you did a
great job. Didn't you have fun? What'swrong?' He said, "Y eah, but | wanted to win the race
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for you." And| sad, "Jake, you did greet. Everybody did great. Everybody'sawinner. Were
al herefor the samereason.” And he just looked a me and said, "Mom, | thought whoever won
the race means that their mom would never have to get breast cancer again.”

So again that was a heartbresker. And | know that's a big part of the child's mind
and that mae competition and winning coming out of him. But that's hisredity and that'swhen
you have to explain that that's not how it works. But that was a part of him | redized that he's
out there and he's wanting to do that for me. And in hisyoung life | redize that breast cancer has
aways been apart of hislife. He's dways been old enough and has a memory back to when |
went through trestment, even at three and a half years old, and he's seven now. And it bresks my
heart but that's his redlity, too. It's not apart of our everyday livesbut it isapart of our lives.

In Floridawe have a breast cancer license plate. And recently wewerein a
parking lot and my son saw alicense plate, a breast cancer plate, on a car and an older woman
getting out of the car, parked right next to us. He went up to her and said, "My mother'sa
survivor, too." And the lady was, wow. How many sevenyear-old boys go up and say thisto an
older woman? In oneway I'mvery proud that my son is aware and so senditive, but in another
way | never invited thisinto our lives and it's redly hard knowing that thisis part of hisredlity.

Something else | wanted to point out that | talked about earlier is how children
falow our cues, and we should dways try to follow theirs. We think that were the ones that
always have to set the tone, but they need to set the tone sometimes, too. And | got reminded of
that quite a bit going through trestment and <till do. When | had my initid surgery my son knew
that | had surgery on my breast and under my arm, and for along time | couldn't pick him up and
he could not lie dl over me and cuddle like we used to. He had to be sengitive to areas of my
bodly.

And up until that time he had dways dept in his own bed, but during my
treatment he began coming into our room in the middle of the night and getting in bed with us.
And thiswaswhen | was in active treetment. He would come into our room and get in bed and
he would degp in bed next to me and hed put his hand on my bad head and he would rub my

skin there just like ... it made me think of the times when he was an infant and | would nurse and
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he would just have to rest his hands on my breast and rub my breast. And as soon as you move
him he doesn't want to move his hand.

Widl, hewasthe same. | would go to take his hand off my head and he wouldn't
want to move that little hand. And | redized that it was hisway of communicating love to me
and that he still needed to be able to touch mein that intimate mother/child way that he had.

And he himsdf had found away to gtill have that bond, and it wasn't even something that | ...
that had come into my realm that he was till 1ooking for and still needed.

| want to end my few minutes here with my little bit of wisdom on my
experiences with breast cancer and my children. When | was diagnosed, just like any parent
who's diagnosed with cancer, our grestest concern is our children. We fear that we will not be
around to raise them, which isared fear, and watch them grow up. And for methisfear was
very scary and very debilitating. The only way | figured out how to ded with it was to be honest
with my fedings, to share with my children how much they're loved. To listen to them, to let
them know that our loved ones and our prayers can hedl us. | mean that in aspiritua sensein
terms of easing our burdens and to be honest about our placein the universe. | know that's
different for dl of us

| let them know in great and smal ways every day that they are each unique and
they are loved little beings and | am dways here and dways will be herein great and smal ways,
when I'm gone, too. For dl of us, our children are our future and they experience us aswe
experienced our own parents and families. And my wish isto pass on the story of my lifeto my
children and hopefully one day they aso pass those on to their children, because | think
ultimately that'swha we dl would like to say a the end of our livesisthat our loved ones and
our children, they knew us and they loved us and they cherish our stories and will continue to.

Breast cancer isascary thing for so many families and so many young women,
unfortunatdy. But it is not without its gifts. And thet's not an easy thing to say and an easy
place to get to, but for me personaly | have gotten to that place and | hope to Say in that place.
So | thank you for dlowing me to share some of my stories with you tonight, and | look forward
to hearing Emily.
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RANDI ROSENBERG: Sharilyn, | can't thank you enough for sharing so many
of those intimate stories about your family. And we aso hope you stay in that place for avery,
very long time. So thank you for sharing al of that. 1t was extremely moving. One of the things
that you mentioned that redly stuck with me wasthe idea of sort of it takes a village, and finding
peers within your community, people in smilar circumstances with children of smilar ageswho
can relate to what you're going through. And certainly in addition to community resources the
Y oung Surviva Codlition has many of those networking resources aswell. So we invite anyone
who's seeking out peers for peer-to-peer networking or support during these chalenging times,
we invite you to be in touch so we can try to put you in touch with others. Thanks again,

Shailyn.

Pandist Three: Emily Spivack

Now I'd like to turn the pand over to our find presenter. Last but certainly not
least isEmily Spivack. And Emily isthe Founder and Executive Director of Shop Well With
You, which isanationa not-for- profit organization that helps women with a history of cancer
improve their body image and their qudity of life by using clothing as a means towards wellness.
And through education, outreach, personalized services, Shop Well With Y ou focuses on the
woman, not the cancer, in order to provide support and promote survivorship. Now, Emily's
perspective that she brings to us tonight is that of a child who went through her mother's
diagnosis of cancer. Emily wasten, 16, 18 and then 20 years old during the four times that her
mother was diagnosed with cancer. And she was inspired to start Shop Wl With Y ou after she
observed the positive impact of clothing upon her mother's well-being and sdf-image. Emily
helped her mother move beyond each of her cancer diagnoses by finding clothing that made her
fed comfortable, that helped her lift her spirits, improve her body image during and after her
cancer treetments. And the greet news is that Emily's mom is currently 56 years old, hedthy and
refersto herself asavictor. Emily, that's agreat way to introduce you and please, wed love to

hear your experiences from your perspective.
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EMILY SPIVACK: Thanks, Randi. Well, | thought | would just go through each
time my mother was diagnosed with cancer, because | fed like each of thosetimeswas a
different part of the time when | was growing up, and | had a different reaction or my memory of
my reactions and those responses differs through each diagnoss. Asyou said, the firg time that
my mother was diagnosed | was ten years old. So that was about 16 yearsago. And | redly
have bits and pieces of my memories from that time. | actudly was spegking with my mother
recently prior to thisand just chatting with her about what she recalled and some of my
responses to her diagnoss.

The firg time that she was diagnosed she had alumpectomy and she had radiation
treatment. My mother and father decided to tell me and my sgter ... my sister isfour years
younger, S0 shewas Six a thetime ... and they met with our pediatrician ahead of time and
discussed with him what he thought the best way to present the information to us would be.

They decided to tell usin a casud setting indtead of Sitting us down in avery forma way.

They sat us down, we were a dinner one night, and my mother told me that she
had cancer and that her trestment was going to make her fed tired and that we might have to
help her around the house a little bit more and that she might need us there alittle bit more. And
she may be alittle bit tired. And my response when shefirg told mewas ... and she dtill sort of
can't believe that my responseto thiswas ... | said, "Mom, will you lose your bressts?' And my
mom to this day has no ideahow | knew thet at al, because she had alumpectomy. And there
had been ... dthough actudly both of my grandmothers did have breast cancer... there had redly
been no conversation about breast cancer until thet point in time.

S0, | wanted to be as involved with my mother as | could during thet time. | think
what my parents really wanted to do was to maintain as much normalcy as possible. | think that
what was said earlier, what Wendy said about telling your children as much as they need to know
in order to ded with their own world redly hit home with me. | think they told me just at that
time as much | needed to know. | didn't need to know dl of the scientific terminology. | didn't
need to know the percentage of surviva, efcetera, etcetera | wanted to know that she was going
to be there. | wanted to know that she would be able to come to my soccer games, that she
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would be able to gt with me and help me with my homework. She and my father really worked
to keep everything as norma as possble.

When she was firgt diagnosed it wasin 1988, so things were quite different then.
She was 40 years old and there was very very little support out there for awoman. That was
conddered very young a thetime. There was very little support for her. |1 knew no one who had
had cancer or whose mother had had cancer. So | redly didn't know so much about what to do
with that information. 1 spoke about it with my family and spoke about it with my sgter.

| do have a very vivid memory, though, of heping my mother ... she had limited
mohbility in her arm. And helping her put on her sweatshirt or helping her walk the wall with her
exercises to regain mobility. | remember helping her with those exercises and redlly feding like
| could be a part of the process of helping her get better.

The second time that she was diagnosed she had a recurrence when | was 16.
And thistime she had a TRAM flap and she had chemotherapy. She did get awig but her hair
actudly didnt fal out, it just thinned quite abit. And & that point | was older. They ill were
very careful in what they told me. They told methetruth. But again it was as much asthey
could tell me that would maintain somelevel of normacy in my lifeand my sder'slife. | went
with my mother and helped her find comfy clothing before the surgery.

| had anumber of questions | would ask her. | went to vist her in the hospital. |
remember before going to the hospita | had talked to my dad and asked him what could | do for
her for thisvist. And my sster and | decided to make her some arts and crafts. We made her a
pin that she was able to wear in the hospitd. | think it said, you know, "We Love Y ou, Mom."
And she carried it with her through her different treatments.

And what was redly interesting and chalenging that summer is| had hed plans ...
my family had made plans and | had made plansto go to Spain. | didnt want to go. | didn't want
to leave my mom. And they redly wanted me to maintain the normacy, to kegp going with
things that had been planned. So, we worked out a ded where my father would fax me ... and
thiswas before ... | guessit was before realy people were e-mailing. So the best way to get in

touch was he would fax me every other day and just kind of give me an update on what was
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going on o that | could fed clued-in and fed like | had some control over the Situation | also
gpent alot of time a that point talking with my sster alot, who was 12 years old and who was a
home during the time and who was very scared and had alot of anger. We were just very open
about our fedlings together.

The third time she was diagnosed | was 18, and this time she had thyroid cancer.
When she was diagnosed it was jugt sort of an unbdievable moment in my family. We couldn't
believe that she had been diagnosed with cancer again. This time | wanted as many details as
possible. | wasin college. | helped my mother find scarves to disguise the scar on her neck and
clothing that was comfortable for her and just wanted her to just try to be there as much as|
could for her and try ... | redlly wanted to make an effort to be as grown up and ... it was hard
sometimes to ... | wanted her to be able to open up to me as much as she could but it was hard
being the child but dso wanting to be the mature child who could listen and try to hdp my
mother.

And dl throughout these times | should aso mention thet my father was amazing,
and dso my grandparents were amazing, and they were able to take me out when my mom
needed some time, and they were able to dso just serve as support for my mother.

The fourth time that my mother was diagnosed | was 20 yearsold, and | wasin
college and she was diagnosed with breast cancer, and it was a different breast cancer. 1t wasan
occult form in her armpit.

At this point what was redly interesting is| did fed like more people could relate.
It was a number of yearslater. It wasten yearslater. More people's mothers had been diagnosed
with breast cancer. People were just talking about it more. | think ten years before that people
redlly werent talking about cancer dl that much. And | just fdt like | could findly find more
peoplethat | could speak with that | could relateto. At the sametime, it was difficult because |
il had not met anyone whose mother had had cancer four times. And that was redly hard for
me.

But there were momentsthat ... I know that there have been many mentions about

humor. And there were moments, just humorous moments throughout, stories that stick out. We



Y SC Y oung Perspectives Teleconference
My Mommy Has Breast Cancer
September 20, 2004

Page 24

were a a department store and | was with my mother and she was wearing ... she wound up
redly wearing her wig infrequently and she just wore hats and scarves. And | think wewere a a
make-up counter ...or we were walking avay and aguy came up to her and she was wearing a
het. And | think she sort of had that chemo glow and just started flirting with her.

And | just couldn't believeit. | mean, heré's my mother, and she's, | don't know,
in her late 40s, early 50s, or | guess she was exactly ... she was 50 at that point. And this man
was flirting with her and | was totally mortified, embarrassed. But it was d0 just so amazing to
me to see her reaction and it wasjust ... it just sort of, | think, helped her fed like shewas ... that
she could move beyond this cancer diagnosis. And there were many many incidences that
helped her fed as though she would move beyond the diagnoss.

Also a that point ... my mother when | was younger was very careful to make
sure that | didn't see the scars and the drains and the ports. But at this point she was much more
forward with me and | had more questions and wanted to see what she looked like. And she was
much more willing to show me and we also, again, made jokes about ... | had joked with her that
| wanted to get atattoo. And she said, well, | beat you toit. Because her nipple was tattooed
after having her recongtruction. And | would help her find a bathing suit. And sort of many
mother/daughter activities, things that we did but that were just sort of ... had atered a bit and
probably abit more meaningful as well just because | had been working with her and living with
her as she was going through these bouts.

| think thet there are anumber of things that came out of this ... these
experiences. And | think, asWendy said, at an early age| believethat | learned how to be
flexible and how to be tolerant and how to be compassionate and | learned patience and sdlf-
auffidency, and perseverance, dl of these things that Wendy had mentioned ... | learned. | was
able to redly build bonds with my family and with my sder.

| think that as | was going through school one of the things that came out of this
experience was that | was sitting in the classroom and just after working with my mother through
al of these different bouts | redlly felt like | wanted to do something, and | felt like when | was
in college the time was just going by very quickly. | felt like | redly just wanted to not be Sitting
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in the classroom talking about different theories, but | wanted to be out there doing something.
Right after my mother had been diagnosed for the fourth time | decided to take some time off.

| moved to New York City and | worked at a not-for-profit organization caled
Dress for Success, which helps women get back into the work force by providing them with
work-gppropriate clothing. When | went back to school | had dl of these ideas floating around
inmy head. | wrote abusiness plan to start Shop Well With You. It wasinspired by my
experience with my mother, and motivated by thousands of women who are trying to move
beyond their cancer diagnosis and move beyond just being known by their cancer diagnosisto
being known as a mother, as asster, as afriend, asaprofessond.

So now my mother is hedthy. | ill fed, even now that I'm older and much more
aware of what's going on and am now seeing many more people around me who are being
diagnosed but also who are surviving and who areliving full lives ... thereis il that sort of
scary feding | have that something could hagppen to her. But a this point I've redlly grown up
learning the importance of taking advantage of every day and not |etting opportunities pass you
by. And you redly don't know how ... or | fed asthough | don't know how my life will turn out.
| know that I'm a ahigh risk. Asaresult | take one day at atime and redly enjoy thetime that |
can spend with my mother and share with her the achievements that have been built from Shop
Wil With You and just fed like I've learned so much from the chalenges that | faced working
with my mother. That'smy input. Thanksfor having me.

RANDI ROSENBERG: That'sincredible input, Emily. And | think thet not only
did you learn from that experience but you went on to form this organization that's redly helping
s0 many women. Would you mind giving usthe URL for Shop Well With You?

EMILY SPIVACK: Oh, sure, yes. It'swww.shopwelwithyou.org. It'safree
sarvice, we're a not-for-profit, and we help women use everyday garments to help them move
beyond their cancer diagnosis. We provide women with one-on-one assistance. We work with

women nationwide, and we aso have aweb site with aton of resources on it, whether it's
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gpecific camisoles with prostheses in them or bathing suits with pockets or hats, head coverings.
We jusgt are basicdly an information hub for women who are looking for body image resources.
RANDI ROSENBERG: And it'sawonderful organization. | think the take-away
message here for our calers and particularly those who have young kidsis that your cancer
experience may even inspire your kids some day, like Emily, to go out and start an organization
that can impact so many other women'slives. So Emily, thanks again for being with us and
sharing that perspective with us. It's redly incredible the stuff that you've done watching your
mom over the years. Now it isjust about 12 minutes after the hour, and we're supposed to end
our cal a 9:30. So indeed we have gone alittle bit longer than we had hoped to alow for
questions. But we're going to open the floor for as many questions as possible, and for those of
you who wish to stay on alittle bit past 9:30, depending on how many questions we have, |
would imagine that our pandlists would welcome the opportunity to answer more of your
questions. So, Mait, if you wouldn't mind providing indructions to the calers on how they can

queue their questions.

Question and Answer Session

MATT: Of course. To ask aquestion please press star one on your touch-tone
phone. WEell take the questionsin the order they are received. If you'd like to remove yourself
from the queue, you may do so by pressing the pound key. So once again & thistime if you do
have a question please press star one on your touch-tone phone. (Overlap)

DR. WENDY HARPHAM: Randi, thisis Dr. Harpham. Can | addressaquestion
thet came this afternoon?

RANDI ROSENBERG: Sure. Then well open the floor, Matt, as soon aswe
have Wendy's answer to this question.

DR. WENDY HARPHAM: 1 think it's such an important question. How do you
know if your child isin trouble? Areyou doing okay helping your children through your iliness?
When you have concerns about if your children are okay, get help. Get professond help. Emily
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mentioned that she spoke with her ... mentioned that she spoke with her pediatrician. Family
doctors, internists, pediatricians can help you. There are counselors and socid workers, child life
gpecidists who can help you. It is better to sound afase darm. Y ou're worried about your child
and you find out that you and your kids actudly are doing just fine. It's better to sound afase
adarm than to hestate to ask for help and let smdl problems become big ones. Thanks.

RANDI ROSENBERG: Thank you, Wendy. That isan important question. And
now | think Matt had provided the directions for diding in with your questions. Matt, do we
have any questions in the queue?

MATT: Yes, we are standing by with about three questions in the queue.

RANDI ROSENBERG: Very good.

MATT: WEélIl take our first question from the Ste Racine, Wisconsin. Good
ahead, please.

Question 1: Yes, | wasjust calling because my question isreally about the fact
that | haven't received any hair since | have been on recovery, and that's been about three
years now. And this has had a huge impact on my kids, because | think that we go for this
whole hair thing, it'sinteresting to hear from the conversations how people interpret the hair
issue. Andwithout having it back | think my kids have kind of thought that I'm still sick. And
I've reassured and we've talked about it and we've gone through it over and over again but |
still feel like there's this nagging sense of, if you're never going to get hair are you really
really really getting well. And at this point in timel am doing well, and I'm doing fine. But
I'm not even sure whereto go with this, because I've tried different ways, and | don't know if
it's up to somebody else now to refer it to say if | should hand it off to somebody else and say ...
| don't know, give them another person to say that it's till okay.

DR. WENDY HARPHAM: ThisisDr. Harpham. It's not acommon problem,
which makesit harder to ded with. If you can point to al these other women who never got
their hair back after chemo it would seem more normal. It would be easier to convince them or
make it seem true that you're perfectly hedthy. So | think acknowledging the chalenge,
acknowledging that it's hard to accept the truth isafirst sep. And | think giving them time.
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Letting them be where they are, as long as they are functioning well, meaning if they have some
concern about are you redly well, but they're eating well, they're degping well, they're doing
okay in school, they're rdating well. Then even if it'saconcern out there it's not interfering with
their growing. It's not interfering with them moving forward.

MATT: WEell take our next question from the ste of Culver City, Cdifornia Go
ahead, please.

Question 2: Hi. 1'm concerned about my daughter who's eight. She was six
when | was diagnosed and lately she's just gotten super clingy and doesn't want to leave my
side. And we've talked about it, and it's kind of come up that she'safraid I'm just going to up
and dieon her. She'll be on a sleepover or something and she'll come back and I'm dead or
something like that. And we've talked about how that's not how cancer works but that doesn't
seem to help her fears. 1'm afraid for her because | see her missing opportunities and missing
the fun thingsthat little kids do that she's too afraid to do because of me and has kind of got
thisweird dynamic going on. And | really need some direction here. We did actually get some
counseling last spring for another issue with her, which was her fits of rage and just anger.
Those have actually subsided and gotten better but now it's kind of " transmorphed” into a
clinginess. So any words of wisdom or direction would be really helpful.

DR. WENDY HARPHAM: ThisisDr. Harpham again. The bad newsisit
sounds like she's having ahard time. But the good news is she's communicating to you that she's
having ahard time. Clinginessisamessageto you, "'l need something.” And the other good
news is that you're obvioudy very responsve and you want to do the right thing. Y ou got help
for her before, but just likeif apipe in your houseis lesking, you get the plumber and he fixes
the lesk, if it Sartsleasking again you get the plumber again. So it sounds like it would be agood
time to get some professond input into what's happening with your daughter. The other thing is
| mentioned thisideathat my son was seven when hefirgt was upset about my diagnosisfrom
years earlier. Asyour daughter gets older she's going to reprocess what she knows with her new

equipment that comes with being older intellectudly and emotionaly. So getting a tune-up or
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getting are-evauation by a child life specidist or a child counsgor may help you know what
you're doing right and maybe how to help respond to her needs so that sheis okay with what's
happening.

RANDI ROSENBERG: Gregt. Any of our other pandists want to add from their
perspectives?

EMILY SPIVACK: ThisisEmily. | know that my sster dso became very
fearful and did not want to leave my mother'sside. And they actualy went and sought some
professond assstance working with her and dowly but surely they were ... it was right around
the time when people were going away to deep-away camp. And so shedowly ... | think she
was about ten at thetime. And they had her go away to deep-away camp for aweek and then it
was two weeks and then it was three weeks. And shejugt actudly ... she'sin the midst of college
and she just went away for three months. And my parents are just like amazed and thrilled. Soll
think that there's a process that she did go through. But it sounds quite Smilar.

DR. WENDY HARPHAM: And | emphasize thisidea, acknowledging thet it's
hard. Saying to your daughter, | seethisishard for you. That'sokay. Let'sfigure out what to
do.

RANDI ROSENBERG: And to underscore Emily's point as well, it is a process.
And time will haveitsway of heding her and what she's going through and for you and your
family aswdl.

DR. WENDY HARPHAM: Norma saven and eight-year-olds can be struggling
with the issue of death and separation even if they don't haveillnessin the family. So it can be
an exacerbation of norma processes that go on.

RANDI ROSENBERG: Excdlent point. Thank you so much for your question.

MATT: WEell go to the site of Cambridge, Mass. Go aheed, please.
Rk ok kKR kK kKA K

Question 3: Hi, my son was one when | was diagnosed and we never really ...
hedidn't talk. Sowedidn't talk about it. And now he'stwo and I'm just wondering what to do

in the years going forward. He'sfairly obliviousto it all now. Thanks.



Y SC Y oung Perspectives Teleconference
My Mommy Has Breast Cancer
September 20, 2004

Page 30

RANDI ROSENBERG: Dr. Harpham, would you liketo ...

DR. WENDY HARPHAM: I'm hgppy to. | mentioned earlier that if you can
make it just part of your norma history and keep your eyes open for windows of opportunity to
bring it up in avery non-threstening, non-dramatic way. |f you pass a big billboard about
Komen's Race for the Cure, it would be very naturd to say, "Oh, | had cancer once, and
treatment got me better.” Not abig ded. And dways be dert to if he brings up something that
would be an opportunity to talk about it.

RANDI ROSENBERG: Grest. Sharilyn, how about from your vantage point?
Y ou dso had a one-and-a-hdf-year-old (Overlap).

SHARILYN JONES: Yesah, | agree, too. But a one-and-hdf-year-old little girl
turning two while through trestment is a big difference from a one-year-old boy &t thetime. It
just isabig difference because she was afull talker before she was two, so she could
communicate back to me and speek fully to me while | was going through this. But | agree.
Likeif you see something. That'swhy | do take my kids and just like with any instance when
therés atragedy that happens to ancther family in your community you talk about it with your
childreniif it in someway isin their world. We recently had someone at my children's preschool
last year lose achild. And we had been praying for that child for weeks and weeks and weeks.
It was to cancer. We had blood drives. And so when that child died we naturally needed to
gpesk about that. And | think it's the samething. | think you look, like Wendy said, for your
windows of opportunity when it's a non-threstening time, when it's a safe environment to talk
about the things with your children. And | think exactly what you said, when it comes up, if you
see acommercid for something, taking them to an event and wearing a pink shirt yoursdf and
letting them see that you, dong with these hundreds of other women there that day, are
aurvivors. | don't know if I mentioned this but my children, whenever they see awoman in that
sort of breast cancer pink-colored t-shirt, no matter what it is, they think shesasurvivor. So
theres alittle marketing going on there. But | think finding non-threstening times to bring it up

in a safe environment isthe best way to ...
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DR. WENDY HARPHAM: And remembering that your kids are not
experiencing it the way you are, so thet ...

SHARILYN JONES: Exactly.

DR. WENDY HARPHAM: Though you may be alittle bit tremulous or
emotiond if you talk about it your kids probably won't be. And the other thing is embracing this
power to shape their perception of the world. When afriend of mine was diagnosed with cancer
afew years after my diagnosis | came home and told the kids because they knew this man. And
my kids reaction was, oh, they can be survivors, too. Which wasin great contrast to the reaction
of adults.

Question, continued: What kind of language would you use with a two-year-old
to talk about with this?

DR. WENDY HARPHAM: The same language you use when you're talking
about what you're making for dinner and where you're going for the weekend and when you're
going to be out late and a babysitter is coming.

RANDI ROSENBERG: Thank you for your question. Maitt, do we have any
other questions in the queue?

MATT: Yes, were standing by with an additiona question from Masdin(?),
Ohio, go ahead, your line is open.
P

Question 4: Yes, my question had been somewhat similar to the previous one. |
also have a small child. Heisnow three and a half. And | had been diagnosed almost two
years ago with inflammatory breast cancer when he was only a year and a half old. Hereally
has no conception, is completely oblivious for the most part to the fact that Mommy has
cancer. And with the fact that | have inflammatory breast cancer, | have metastasisand so
I'm continuing to undergo treatment. So it's not a situation where Mommy had ... you know,
once we start discussing it, Mommy has cancer, it's over, Mommy's better now. It'san
ongoingissuein our lives, and also in the last year hisfather, my husband, hasleft. So that

further complicates the situation.



Y SC Y oung Perspectives Teleconference
My Mommy Has Breast Cancer
September 20, 2004

Page 32

DR. WENDY HARPHAM: Lots of changes, lots of losses.

Question, continued: He realizes Daddy is not around, but he doesn't even fully
comprehend that issueaswell. But in the future we could have issuesrelating to my health as
far as my possible potential mortality and with the fact that Daddy's not around now. And so |
guess | have a complex situation. And | wasjust wondering in addition to the trying to
introduce him slowly to the idea that Mommy has cancer once he's old enough to understand
that, what else might | want to possibly consider asfar as my own individual situation.

DR. WENDY HARPHAM: ThisisDr. Harpham. A long answer you can get
from the book that's being released tomorrow. Because the book "When a Parent Has Cancer”
has a new chapter in it that is for parents whose cancer recurs or becomes chronic. So it
addresses dl of these issues about when cancer is chronic how you help the children grow. How
do you hdp them ded with the uncertainty, the possbility of deeth, the possibility of long-time
illness. Animportant dement is distinguishing hope from expectation. Children need hope.

And they can be prepared for what is likely to happen or the uncertainty that you don't know
what's going to happen with the hope that things can be good. Not only hope in terms of your
hedlth but hopesinterms of ... they can hope that they can do well in school and have friends
and dl of the other hopes that children have. I'vefound that in finding good answersfor my
children | found good answers for me asapatient. Yourein avery chalenging Stuation. A lot
of uncertainty and alot of losses. But theré's dso lots of things to be hopeful for and lots of
reasons to have hope. So in your search for good answers for your child | think you'l find
hedlthy and hopeful answers for yoursdlf.

Question, continued: But how do you relate to a child the difference between
hope and having an expectation that things are going to happen a certain way?

DR. WENDY HARPHAM: It'sahard concept for some adults, too.

Question, continued: Because it's hard enough for me sometimes. And asa
three-and-a-half-year-old, | mean, | don't know when thetime is going to come wherethisis
going to be something that he more understands. But | don't want to give him false

impressions or false hopes. But | don't want him to have a negative view either.
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DR. WENDY HARPHAM: Right, and it's an ongoing process. It's an ongoing
process that you will tell the story in 20 different ways 100 different times. For example, on his
birthday he can hope he's getting a pony. He can expect to get aboard game. So you can use
different words. It's not going to happen overnight, and it shouldn't. And that's not a bad thing.
Because it gives you many opportunities to shape his understanding, his perceptions, his beliefs
and hishopes. And again it gives you many timesto inspire yoursdf and give yoursdlf genuine
hope of dedling with your illness and maximizing your chance of doing well.

RANDI ROSENBERG: Dr. Harpham, that was agreat andogy. Thank you so
much for your question and good luck to you. Matt, do we have any more questionsin the
queue?

MATT: We have no further questions at thistime.

Conclusion

RANDI ROSENBERG: Very good, then. Well, thank you. For any of you who
dill have questions please fed free to submit them to info@youngsurviva.org. And justin
closing before we end our cal we have our fina polling question for the evening. And again
press the number on your touchtone pad that corresponds with your answer. We'd like to know
how helpful you found tonight's teleconference in answering your questions. If you found the
conference very helpful, please press one. If you found it somewhat helpful, please press two. If
you didn't find it to be helpful to you, please pressthree. And your answers are very important
to us because it helps us to gauge how our programs are helping and impacting young women
affected by breast cancer.

So again just to remind you that the Y SC is here to provide you with the
information that you need as a young woman affected by breast cancer, or a support person
working with somebody or living with somebody with breast cancer. And we aso want to serve
asapoint of contact for you and provide you with the resources you need. | assume many of you

are dready registered on the Y SC web ste. And if you are you'll continue to receive information
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about upcoming programs and announcements of other interesting programs. If you're not we
invite you to Sgn up a www.youngsurviva.org.

And just as an FY'| we have a couple of related teleconferences coming up in the
very near future. We're actualy co-hosting two teleconferences on fertility after breast cancer
with our partner Fertile Hope. The first one will be scheduled for October the 11th, and that
program is specificaly for patients and survivors. And a second program on fertility after breast
cancer will be airing on October the 25th particularly for medica professionas helping their
patients through trestment and fertility issues. And that does conclude our program for the
evening.

Agan I'd like to thank our wonderful pandists, Dr. Wendy Harpham, Sharilyn
Jones and Emily Spivack for joining us and offering their viewpoints, their time and their
experience. Wed dso like to thank Aventis for underwriting tonight's teleconference and
making it possible aswdl as Elly Kirschner and Anna Cluxton from the Y oung Surviva
Coadlition for helping to coordinate the logistics and details for tonight'scall. Asl mentioned at
the top of the call atranscript will be available in between two and three weeks. That will be
posted on our web site. And we hope to have you join us again for future programs. And that
concludes our program, and thisis Randi Rosenberg. | wish you agood night and good hedlth.

(END OF CALL)



