METASTATIC YOUNG (MY)
LIVING IN FOCUS EMPOWERED (LIFE)
SPRING NEWSLETTER
Hi Friends,
Tigerlily Foundation (Tigerlily) is proud to announce the
launch of our Metastatic Young (MY) Living in Focus Empowered
(LIFE) program, which focuses on meeting the needs of young women
living with Metastatic Breast Cancer (MBC), diagnosed under the age
of 45. Approximately 6% -10% of new breast cancer cases are initially
Stage IV or metastatic; and it is estimated that 20-30% of all breast
cancer cases will become metastatic.
Our goal in creating the MY LIFE program is to equip young
women living with MBC with as much knowledge, support, tools and
empowerment as possible. This program endeavors to create more
awareness of MBC within the community in order to increase
knowledge of and sensitivity to the issues young women with MBC
face; it provides peer support to young women diagnosed with MBC,
including a place to share stories, connect with others and more. The
MY LIFE program also offers educational tools, social media communication and print literature,
focused on meeting the needs of young women living with metastatic breast cancer.
We have created a tailored MY LIFE webpage, with a comprehensive list of support and
resources. Visit the MY LIFE webpage to download a special Guidebook for young women living
with MBC. We currently offer educational tools, financial assistance and caregiver support,
while we continue to build more programs. In our upcoming “My Life: Video Testimonials”
section, we will share personal interviews with young MBC warriors discussing their unique
perspectives on prominent issues pertaining to life with MBC. These videos will offer a personal
delivery of what it is really like to live with MBC.
Read the MY LIFE blog series each week, we will include blogs written by young MBC Guest
Bloggers. In these blogs you'll learn more about: "What You Need to Know About Young Women
and Metastatic Breast Cancer", "Being Your Best Advocate", "Managing Your Life, Clinical Trials &
Treatment", personal stories and more.
We will also host regular Twitter Chats with young women living with MBC. Joining the
conversation, will be other MBC warriors, advocates and healthcare professionals. Stay connected
through our TLF Facebook Page as we announce upcoming MY LIFE programs.
Warmly,
The Tigerlily Team

tigerlilyfoundation.org

MY LIFE SPRING NEWSLETTER

“LIFE IS TOUGH DARLING, BUT SO ARE
YOU.”
-STEPHANIE BENNETT HENRY
Over the past few months, as we developed this program, I have spoken with young women across the
country living with MBC and hearing their stories. These young women range in ages, backgrounds,
and ethnicities. Despite demographical differences, more important are their similarities; which lie not
in their diagnoses but in their voices, in their relentless strength and resolve to live every day with
meaning. They are mothers, advocates, sisters, wives, daughters, someone’s life long best friend...They
remind me of myself, young, vibrant, and in no way ready to face the realities of MBC as a young adult;
yet, these young women are hopeful, grateful, beautiful reminders to live, to love, to cherish every
breath.
I have felt the tinge of pain for each of these young
women as I look through their pictures, many young
mothers, like myself…and as I read through the realities
they face every day. More importantly, I have been
lifted up by these warriors. I am reminded of the
importance of my health, my breath, my voice, the
importance of being present in each moment. I've been
surprised to find that this program has been a gift to
me, as it changed who I am, how I perceive the world
and enhanced the level of understanding I have for such
Jennifer Campisano
a special population of young women. Our hope that
Tigerlily Foundation's MY LIFE Program will also be a gift to young women living with MBC, giving
them a platform to share their stories, use their voices, to connect, to learn, and to be empowered. We
also see this program as a gift for those who do not have a metastatic diagnosis - empowering them
to be aware of the importance to embracing every moment, and also giving them an even deeper
understanding of, compassion for and conviction to use their lives even more powerfully.
We look forward to engaging you over the next eight weeks as we roll out this very special program.
Thank you!
With love,

Megan King
Specials Program Coordinator
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LIVING WITH MBC
Family. Telling your family about your diagnosis can be just as
tough as hearing your diagnosis itself. It is okay to take some time to
figure out how you want to do this. Will you share the news in
person, on the phone, via FaceTime or Skype? Would you prefer
send a group text or email to all family members, saying that you will
be in touch with each person individually over the next few weeks?
Allowing yourself the freedom of some more time to cope, adjust
and not feel overwhelmed by the influx of questions and concerns
that will follow.
Once you have spoken with family members, and received
the question “Is there anything I can do to help?”, create a list of your daily routines, appointments and
treatments, to allow your family to know how they can best help you. Include things you still would like
to do yourself, time for meditation, yoga and fulfilling hobbies, travel. Start to “Map it out” a month or
so at a time if possible, to best help yourself and those who want to help you along the way.

Connect. Take time to familiarize yourself with the world of Metastatic Breast Cancer and all of the
amazing people within it. There are countless numbers of support and
advocacy groups that you can find through internet searches and social
media. They are filled with men and women across the world, living with
(or supporting) MBC, ready to welcome you into the family. Through
these groups you will make new friends, become well educated, and
connected, supported and empowered by those who can relate to you
near and far. Join one or multiple groups, create connections, help them
with their mission, and become involved in the big picture. You will
quickly begin to see that “you are not alone”.
Shonte Drakeford

Breathe. Complementary medicine can help reduce stress, relieve
treatment side effects, and improve your quality of life. Complementary therapies could include
acupuncture, aromatherapy, art therapy, journaling, massage, meditation, music therapy, reiki,
support groups, tai chi, yoga and many others. Talk to your medical team, they may have
recommendations. Some complimentary treatments are partially covered by insurance companies,
while others, like journaling and support groups, are free.

“Only in the darkness can you see the stars.”

tigerlilyfoundation.org
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TOP 7 TIPS FOR CAREGIVERS ON HOW TO SUPPORT A
YOUNG WOMAN LIVING WITH MBC
Written by mother and caregiver, Aldona Kudirka

Maggie Kudirka

1. The most important thing for a caregiver is to be
supportive and understanding. There will be times when
the cancer patient may be grumpy and irritable; try to
remember it is not directed at you personally.
2. Learn as much as you can about her cancer and
treatment plan. Go to all medical and treatment
appointments. Take notes and ask questions.
3. Make a binder and put all lab and screening test results in
page protectors in that binder. Become familiar with
which lab tests should be done each time. Ask the nurse
or technician to check that they are on the list.
Sometimes a test gets left off the orders by accident.
4. Familiarize yourself with insurance coverage and check
the Explanation of Benefits from the insurance company.
Sometimes a treatment is denied because the doctor did
not provide the right documentation. This can be fixed
quickly if you contact the doctor’s billing office.
5. Let the social worker at your hospital help. She can help
resolve billing problems and also steer you toward
organizations that can help with living and medical
expenses or arrange fun outings.
6. Take care of yourself. You need to stay healthy and strong
to help your loved one.
7. Ask for help when you need to. No one can do this alone.
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WARRIOR WISDOM
“I am bearing it, because metastatic breast cancer just doesn't give you a choice. You

live with it until you die of it. I get tired of people saying how brave I am, because I
think they think it means that I'm fearless. But then I remember that Brave means
you're scared, but you do it anyway. And that's what living with a terminal illness is
like--fear is a constant companion, but nevertheless, you go on living your life as
long as you can, as well as you can.” -Beth Caldwell
“Metastatic breast cancer doesn’t have a cure. You cycle through
treatment after treatment until none of them work anymore. You “fight,” not to beat it, but
to extend your life another day, another year, in the hopes that a cure will eventually be
found. Though this seems so discouraging, I do not live as one who has no hope. This world
may take my body, but it cannot take my soul – that belongs to God alone. And whether
here or there in heaven, I WILL live.” –Katherine Couvillon
“I share my story with employees at pharmaceutical companies so they see
what a difference they have made in my life by creating these new and
innovative drugs I would also like to point out how valuable support is. Saying I
want to have a positive attitude is one thing. But being supported by so many
ensures my attitude is positive. If I can succeed in leaving Kate and Mary with two
lessons: 1. Be strong and 2. Be supportive of others; I will
have found the silver lining in my life with cancer.” -Colleen
Duffy
“I STILL LIVE. I embrace my good and bad days because I HAVE DAYS. Live,
travel, laugh, inspire, enjoy what you have for today and not ruin it with fear of
the next thing. I know in my future there are chemo treatments, IV cancer
inhibitor treatments, more oral meds, scans every 3 months to check for further
progression, but I have to still live!!! Cancer is life altering and I hate it but it’s not
defining my life. I focus on what truly matters for today and live beautifully as
possible.”- Shonte Drakeford

-
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