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IBC Advocates and Experts 
To Meet in the Nation's 
Capital 

Do you live in, or close to, the 
Washington, DC area, or plan to 
attend the National Breast Cancer 
Coalition Fund (NBCCF) Advocacy 
Training Conference, May 1-5? If 
so, here's your opportunity to put 
faces to all those names you see so 
frequently on the ibcRF website, 
and hear breaking work on medical 
research. Set aside the afternoon 

Greetings! 

Welcome to the March issue of Focus on IBC! Through 
this newsletter, we provide you with news and 
information about the ibc Research Foundation and the 
larger IBC community. There are some important 
announcements and events in this issue, so please read it 
all. 

The editor could really use your help. Let us know what 
you would like to read about in Focus on IBC. Send your 
thoughts to the editor by email. We also accept your 
article submissions as appropriate.

Focus on IBC is archived on the ibcRF site. Feel free to 
point others to this link so that they can be updated with 
developments at the Foundation. If you would like to keep 
up with the ibcRF between issues of the newsletter, sign 
up for the ibcrflist.

Anne

 

mailto:anne@ibcresearch.org
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and evening of Friday, April 30, for 
a time of education, information, 
and networking within the IBC 
community. We will be meeting 
from 1:30 pm to 5:00 pm at 
George Washington University 
(exact location to be announced). 

Confirmed speakers include Paul 
Levine, M.D., and Ladan Zolfaghari, 
M.D., both of the IBC Registry, and 
William Anderson, M.D., of the 
National Cancer Institute, who has 
written some very thought- 
provoking papers examining IBC. 
Sandy Swain, M.D., principal 
investigator for the clinical trial for 
newly diagnosed IBC patients at the 
National Cancer Institute, will also 
be on hand to give an update on 
the trial. Dr. Laszlo Boros from 
Harbor-UCLA will speak on glucose 
metabolism of IBC cells. 

After the program we will head to 
the Renaissance Hotel (site of the 
NBCCF) via the Metro. We'll meet 
again at 7:00 pm for an ibcRF 
dinner at the China Doll Restaurant 
in nearby Chinatown. The dinner is 
$20.00 per person (including tax 
and tip) and there will be a cash 
bar. We will order family style so 
everyone gets to order one or two 
dishes they like or want to try. 

Make plans now to be a part of this 
first ibcRF mini- conference. Please 
R.S.V.P. to Ginny via e-mail, by 
April 16 so we know how many to 
expect and prepare for. 

  

Read more about the ibcRF on our 
website . . .

IBC Research Foundation Represented at NBCCF 

A large contingent of IBC Research Foundation Board 
Members, and supporters will be gathering at the National 
Breast Cancer Coalition Fund Advocacy Training 
Conference in Washington, DC on May 1-5. The theme of 
this year's Advocacy Training Conference is "Stop Breast 
Cancer: Personal Stories, Public Action." One goal of the 
conference this year will be to gather stories about 
barriers to care faced by breast cancer survivors, and 
then use those stories to shape the political dialogue and 
improve the health care system. 

If you would like to become more involved in advocacy 
efforts, consider joining us for these exciting sessions. 
The general sessions present topics of concern to 
everyone involved in breast cancer advocacy. The 
smaller, hands-on workshops help develop skills as an 
NBCC advocate. 

As in past years, the ibcRF supporters will be visible 
throughout the conference. If you are interested in joining 
us, see the NBCCF website, and contact Ginny for more 
information on the ibcRF gatherings during the 
conference. Join us from May 1 through 5, 2004. 

  

Attend the National Breast Cancer Coalition Fund 
Advocacy Training Conference » 

 

IBC License Plate Frames Available 

The IBC Research Foundation now has 
license plate frames available for 
purchase as part of our public 
awareness campaign. 

IBC Caregiver Rich from New Jersey 
writes, "Considering that I am the first one in the state 
with the frames, I am declaring Doracina's little Saturn to 
be the flagship of the IBC Research New Jersey Fleet." 

Our goal is to get our license plate frames seen all over 
the United States! Each license plate frame is $15.00 plus 
$1.06 for postage. If you have any questions or would 
like to place an order, please write to Mare.
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Quick Links for IBC 
Patients and Caregivers ... 

  

■     The IBC Research Foundation 
Website 

 

■     Previous Newsletter 

 

■     History of the IBC Research 
Foundation 

 

■     Mission and Goals of the 
Foundation 

 

■     Order your own ibcRF 
Cookbook 

 

■     Consider making a donation

 

 

Caregiver Corner -- A Positive Attitude 

Contributed by Rich 

 

I lost my wife from this darn 
disease, so maybe I should be 
down and out, telling people, 
"What's the use, they aren't 
going to cure you anyhow." Well, 
do you know what? For everyone 
that we lose to IBC, others go 
on, and, I'll bet that none of 
those survivors made it through 
treatment walking backwards. 

A positive attitude alone may not do any good, but for 
someone with cancer, a positive attitude will help her 
forge ahead in treatments, rather than give up the first 
time chemo makes her vomit or low blood counts send 
her to the hospital. If you are optimistic you are more 
likely to stay up with your treatments. That means you'll 
live longer than someone who mopes around skipping 
treatments, skipping meds, or not staying on the correct 
diet. The only way we can beat this disease is by forging 
ahead with treatment. 

My brother-in-law, Ed, has beaten cancer twice. At one 
point in his treatment the radiation was making him so 
sick that the doctor told him to stop the treatments. Ed 
asked, "We can't do surgery, seed implant or chemo, so 
what the heck am I supposed to do, lay down and die?" 
They took a few weeks off and continued treatment. That 
was six years ago. Ed is now 80 years old and drives 
around in an old van doing what he loves---collecting 
antiques. 

When my wife Doracina first discovered IBC we were 
really down. I sat there one day crying over this horrible 
thing that had attacked her. She looked at me and said, 
"Listen, I need you now more then ever and I don't need 
you crying." She was right.

From that day on, we both kept our eyes fixed forward. 
We were in a battle, and in it to win. She went through all 
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kinds of treatments, knowing that this thing was probably 
going to kill her, but also knowing that each day was one 
more day to live and enjoy. I am certain that her positive 
attitude gave her a lot more time than the doctors had 
originally thought. Her positive attitude has given me and 
our son a focus on our lives that we would never have 
had without her outlook to guide us.

 

Quick Updates Around the ibc RF 

Nationwide Calls Continue To IBC 
Toll-Free Line 

 

In January 2004 alone, the ibcRF 
received 63 calls from 18 different 
states to the toll-free line. Some 

callers are still responding to Mare's letter last fall to the 
editor-in-chief at Glamour magazine. So, continue to get 
the word around any way you can. As the reach and 
knowledge base of our toll-free line grows, the more solid 
the information we can give, and the more informed we 
make the public. All this means better diagnoses, 
treatments, and eventually a cure.

Callers reported everything from worrisome symptoms to 
their experiences assisting as IBC caregivers, including 
several callers who were helping their aging mother with 
IBC. We also heard back from callers who reported that 
their symptoms were negative. Our toll- free line puts 
callers in touch with the latest information, including 
online discussion groups.

The toll-free line for the ibcRF is (877) STOP-IBC; that's 
(877) 786-7422. 

Reserve Your Parasol Now

Gayla Little is taking over the duty of managing the IBC 
Parasols from Bee Johnson. If you want to reserve a 
parasol for your event this year we suggest you make 
your request as soon as you know the date. Please read 
the instructions. Gayla is waiting to hear from you. Lets 
keep her busy, sending parasols all over the country! A 
very large thanks to Bee for handling this huge task since 
the beginning of the project!

http://www.ibcresearch.org/
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Some Recent Local Events

New IBC Group in Arizona (Contributed by Janet 
Schroeder)

We are a small group of women all with IBC who have 
been meeting together for about one year. We meet the 
third Thursday of every month at 3:30 pm at the 
Wildflower Bread Company located at 6423 S. McClintock 
Drive in Tempe, Arizona. Starting with our next meeting, 
we are going to go into an active mode. We are in the 
very early state of deciding how we as a group can get 
the word out. Uppermost for all of us is to reach out with 
support for our sisters, to help, guide, and always be 
willing just to be there when needed. If for some reason 
our meeting time doesn't work we would be more than 
willing to arrange a different time as necessary. We are 
hoping to reach out to as many in our area as possible. 
We also have contact information on local clinics. For 
more information on our group, contact Sarah or contact 
Janet. You can also call Janet at (480) 924-1317.

Seattle Group Meets Regularly (Contributed by Bee 
Johnson)

The Seattle area IBC group met on Thursday, March 4 at 
the home of Bee Johnson from noon to 3:00 pm. There 
were seven people present. The group meets to provide 
support and fellowship for anyone who has IBC or is 
interested in it. Anyone in the area is invited to contact 
Bee for announcements about the next meeting.

Ohio/Michigan/Indiana/Kentucky Group Meets Again 
(Contributed by Anne Abate)

This fairly large group of IBC veterans and friends met for 
the first time last October. Since that time, we have 
grown to over 25 members. The first meeting consisted of 
getting to know each other, sharing our experiences, and 
EATING! Our next meeting is planned for March 27 in Fort 
Wayne, Indiana. Anyone interested in joining (even if you 
are from outside our target states), please email Anne.

 

Advocacy Efforts in the Press

Congratulations to Mare Kirschenbaum for her Letter to 
the Editor that appears in the January/February 2004 
issue of Mamm Magazine on page 11. The letter is 
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entitled "Inflammatory Mistakes" and comments on some 
of the unbelievable statements made by doctors as they 
misdiagnose women who have IBC. Thanks, Mare, for 
taking the time to voice your opinion to the magazine.

Another special thanks to the college age son of Kathy 
Brickner from Ohio. Kathy's son is a staff editor for his 
college paper at Hiram College near Cleveland, Ohio. He 
recently wrote an article about IBC for the paper. In the 
article, he stressed how young women can also be victims 
of IBC and he included the symptoms. He also referenced 
the ibcRF website in his article, and used the website as a 
source for some of his information. In addition, this 
resourceful editor has also provided ibcRF bookmarks to 
the Health Center at Hiram College. He will graduate in 
May. Best wishes, Advocate!

Not to be outdone by her son, Kathy herself recently 
spoke at the kick-off of an American Cancer Society Relay 
for Life event. The speech landed her a front page picture 
in her local paper! Kathy has also been asked to speak at 
the Survivor's banquet for the event. Like son, like 
mother.

 

And What Have You Done Lately?

Please make sure to report YOUR advocacy efforts to us 
and we will include them in future issues. The ibcRF 
appreciates all efforts to advance its mission. 

  

Find out more about ibcRF activities . . . » 
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IBC Research Foundation Mini-Symposium
 

You're invited!
 

Are you attending the
NBCC?

If you will be in Washington, DC for
the National Breast Cancer

Coalition Fund Advocacy Training 
Conference, make sure you come a

day early and join us for this 
important event. 

 

Dear Owen,

Please join the IBC Research Foundation in this first ever 
IBC Mini-Symposium. Learn the latest in research on IBC.
IBC Mini-Symposium

DATE: Friday, April 30, 2004
TIME: 1:30 - 5:00 p.m. EST
LOCATION: George Washington
University Hospital, Room 6117
_________________________

PROGRAM

Welcome: Owen Johnson, President, IBC Research 
Foundation

Dr. Paul Levine -- George Washington University; IBC 
Registry & More

Dr. Sandra Swain -- National Cancer Institute; IBC Clinical 
Trial Initiatives

Dr. William Anderson -- National Cancer Institute; IBC 
Presentation

Dr. Laszlo Boros -- Harbor UCLA; Current IBC Research 
Project Update

There will be time for questions and answers with each 
presentation and an opportunity to meet and greet one
another during the scheduled break.

Following the afternoon program, you are invited to 
attend the IBC Research Foundation dinner at 7 p.m., at
the China Doll restaurant, located near the Renaissance
Hotel in Chinatown. The meal will be family style at
$20/person which includes tax and tip. Cash bar will be
available. 

mailto:ginny@ibcresearch.org

PLEASE RSVP BY APRIL 20 and indicate if you plan to attend the Mini-Symposium
and/or the dinner, so we have an accurate headcount. RSVP using the link above
with number attending each event.

DIRECTIONS: George Washington University Hospital can be reached using the
Metro/Orange Line. Get off at the Foggy Bottom stop and proceed to the exit via the
escalator. The hospital is located on your left-hand side as you exit the escalator.
The program will be held on the 6th floor, in room 6117 of the hospital.



 

 
SPECIAL EDITION--MINI SYMPOSIUM 

REPORTS News and Updates from the IBC Research Foundation

Focus on IBC
In this special issue: 

■     IBC Advocates and 
Experts Meet in the 
Nation's Capital 

■     Thanks To Our Speakers 
■     Debbie McKinney Enjoyed the 

Event 
■     Richard Smith Joined the 

Group 
■     Linda Rush Tells Her Story 

About the Symposium

 

IBC Advocates and Experts 
Meet in the Nation's 
Capital 

On the afternoon of Friday, April 
30th, we had a GREAT ibc Mini 
Symposium! We were able to put 
faces with many names on the 
discussion lists, and wish everyone 
could have been there. There were 
about 75 people there, including 
our speakers. 

George Washington University (GW) 

Greetings! 

Welcome to this special issue of Focus on IBC! Late last 
month, friends of the ibcRF met in Washington DC at 
George Washington University to hear about the latest 
developments in the research that is partially funded by 
the Foundation. This event immediately proceeded the 
Annual Training Conference of the National Breast Cancer 
Coalition Fund (NBBCF). 

We asked several participants to share their impressions 
of both the Mini Symposium and the NBCCF Training 
Conference with you in this special edition. There is a lot 
to read--but we think you will enjoy these first-hand 
accounts.

The next regular edition of Focus on IBC will be coming 
soon. Please send your contributions and thoughts to the 
editor by email.

Focus on IBC is archived on the ibcRF site. Feel free to 
point others to this link so that they can be updated with 
developments at the Foundation. If you would like to keep 
up with the ibcRF between issues of the newsletter, sign 
up for the ibcrflist.

Anne
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hosted the Symposium, and the GW 
Cancer Institute co-sponsored the 
event with the IBC Research 
Foundation. The lecture hall they 
provided was perfect! We heard 
from Dr. Paul Levine, Principal 
Investigator of the IBC Registry, 
then from Dr. Bill Anderson of the 
National Cancer Institute (NCI). 
Following that, ibcRF provided 
cheese, crackers, fruit, tea, coffee, 
soft drinks, and water for a 15 
minute break. Following the break, 
we heard from Dr. Sandra Swain, 
Principal Investigator of the IBC 
Clinical Trial and the NCI. Finally we 
heard from Dr. Laszlo Boros of 
UCLA.

The Foundation could not have 
accomplished what it has without 
the support and help from hundreds 
and thousands of people just like 
you! Thanks. 

Dr. Petierno, the Executive Director 
of the GW Cancer Institute, told me 
at the close of the session that 
anytime we want to plan for the 
2nd ibc Symposium, he's ready to 
co-sponsor it, and that was very 
welcome. 

Thanks to everyone who helped to 
make this inaugural event a 
success.

Owen Johnson President IBC 
Research Foundation 

  

Read more about the ibcRF on our 
website . . .

Thanks To Our Speakers 

The ibcRF would like to publically thank each of the 
presenters for the Mini Symposium in April. When the 
seeds for this event were planted, back in February, we 
didn't expect such a large 'plant' to grow! The idea began 
as a small group of patients and their families having the 
opportunity to hear from a few folks in the ibc 
medical/research community. By early April, the event 
had taken on a life of its own and the final tally for 
attendance was somewhere around 75 people! 

It was wonderful to have such variety in the 
presentations, exploring the topic of ibc from four 
different perspectives. Each of the speakers brought their 
specific expertise and data, making for a well rounded 
program. As the speakers learned from the Q & A time, 
many ibc patients are well informed about their disease 
and ask challenging questions. The audience appreciated 
the opportunity to ask questions and hear first hand from 
the medical research community. 

At the dinner following the symposium, we heard over 
and over again how much people enjoyed the Symposium 
and they were already asking when we would schedule an 
event again! 

Thanks again, to our speakers, for sharing your time, 
expertise, and passion to find answers to the unending 
questions about ibc. Thanks also to the ibc community- -
patients, family, and friends--for coming together to be 
part of the process to understand this disease better, to 
facilitate improved treatment, and ultimately put an end 
to ibc.

Sincerely, Ginny

Ginny Mason BSN, RN Executive Director Inflammatory 
Breast Cancer Research Foundation 
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Quick Links for IBC 
Patients and Caregivers ... 

  

■     The IBC Research Foundation 
Website 

 

■     Previous Newsletter 

 

■     History of the IBC Research 
Foundation 

 

■     Mission and Goals of the 
Foundation 

 

■     Order your own ibcRF 
Cookbook 

 

■     Consider making a donation

Debbie McKinney Enjoyed the Event 

Boy, was I tired! I got back from 
the ibc Symposium and NBCC 
conference on a Tuesday night at 
9:30 pm. what a whirlwind trip it 
was! 

 

On Friday afternoon, we went to George Washington 
University for the IBC Mini Symposium. There were four 
speakers who filled us in on the latest in research in ibc. 
There were differing opinions on whether ibc should be 
considered a rare disease, but all agreed that it is 
unusual.

We heard an historical perspective of ibc, how it is 
diagnosed, and the differing opinions of what constitutes 
a diagnosis! The last presenter was a basic scientist, Dr. 
Lazlo Boros from UCLA, who spoke of his work with ibc 
cells and how they differ in many ways from any other 
cancer cells. The conclusion was that more research 
needs to be done, in order to duplicate Dr. Boros' results, 
and with different ibc cell lines.

Saturday was the start of the National Breast Cancer 
Coalition's (NBCC) Annual Advocacy Training Conference. 
This was a two and a half day conference. There was a lot 
of energy. The NBCC focuses on evidence-based research 
and pursuing a very specific agenda for eradicating breast 
cancer through research.

This was not a ground-breaking year. No Dr. Larry Norton 
saying breast cancer would be eradicated in 10 years; no 
hot topics like the mammography debate; no new drug 
breakthroughs. All in all, it was a bit disappointing to 
realize that we have so much yet to learn and do before 
we can cure cancer. But, we had fun and learned all about 
NBCC's legislative priorities. 

On Tuesday, we boarded buses to Capitol Hill where we 
broke into groups by state and visited our 
Representatives and Senators (mostly their healthcare 
legislative aides). We pushed for funding of the DOD 
breast cancer research program. We worked to get 
signatures on a bill that would study a link between 
breast cancer and the environment. All good stuff. I made 
some new friends, and got to spend time with some old 
ones. 

http://www.ibcresearch.org/
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This is one time of year when I actually feel like I am 
doing something in the fight against breast cancer. I feel 
that I am an important role model for my children, and 
will encourage them to take action as well. I encourage 
you to look into joining us next year. Start socking money 
away a little at a time, and next May you'll be ready. 

A special thanks to Ginny and Owen for their steadfast 
devotion and efforts with the IBC Research Foundation. 
We are no longer a complete unknown. I believe the 
message is getting out there. Keep it up! 

 

Richard Smith Joined the Group 

In conjunction with the National 
Breast Cancer Coalition 
Conference held in early May, 
the IBC Research Foundation 
held a Mini Symposium, on April 
30. I took the trip down from 
New Jersey to attend the ibc 
Symposium. I wanted to add a 
few personal comments about 
the event. 

The general feeling I walked 
away from the meeting with is 
that this "orphan disease" of 
ours is not as orphaned as it 

appears. The medical community has been getting the 
message that it isn't "just another case of cancer." 

We were addressed by three doctors / researchers on ibc. 
They went over past, current, and planned future 
projects. The presentations were detailed and very 
interesting. What impressed me on a personal level, 
however, were the presenters themselves. They did not 
seem to be following a casual academic interest in a 
"rare" disease. I sensed that they are personally 
dedicated to finding the cause, and cure, of this disease in 
the interest of those suffering from it now, and to help 
avoid future suffering. They are real people, caring for 
real people through research.

All successful organizations need a good organizer at the 
helm. This was my first contact with Owen Johnson, and I 
will tell you that ibcRF is in good hands. Owen is driven 
and dedicated.



At the close of the meeting, Ginny Mason asked for a 
moment of silence to remember those ibc Sisters who are 
no longer with us. It was one of the most touching 
moments I have experienced in the eight months I have 
spent without my wife, Doracina. To be there with so 
many of her IBC Sisters and, together with doctors 
dedicated to help us, I felt the presence of all the 
pathfinders watching over us, nodding in approval. Their 
faces passed in front of me: Donna . . . Lee . . . Menya . . 
. Marianne . . . all of them and, of course, my Doracina. 

After the meeting,many of us had dinner together. There 
were over thirty of us and spending that evening with so 
many of my ibc sisters confirmed what I have known all 
along. I was honored to be with so many beautiful and 
courageous women.

Those are my personal impressions. Know that the fight 
continues: in test tubes, labs, clinical trials, and data 
banks as well as in your own personal battlefield. We will 
beat this thing!! As always, you are in my thoughts and 
prayers. 

 

Linda Rush Tells Her Story About the Symposium 

The NBCCF and the IBC Mini 
Symposium could not have come for 
me (as a teacher with two publication 
deadlines the day after I got home!) 
at a worse time, but the IBC Mini 
Symposium made it all worth the 
effort!!! It was fabulous! 

At the NBCC Conference, I heard four 
presenters talk about bio-banks, each 
of the two founders of a specific bio-
bank and two lawyers. The main 
presenters were Sharon Terry, who 

had been a chaplain at a university, 
and her husband, Patrick Terry, who had been an 
engineer and project manager of major building projects. 
Separately they told of their experience that propelled 
them into action to establish bio-banks in various places 
in the world (including the U.S., South Africa, and 
Europe) with 57 support offices worldwide. Within the first 
year and a half they had 2700 individuals in their own 
disease registry.

http://www.ibcresearch.org/


Why did they do this? And what does this have to do with 
the ibcRF? In December of 1994, they were told their two 
small children (now 16 & 14) had a rare, serious genetic 
condition called PXE (pseudoxanthoma elasticum. They 
didn't know anything about this disease, and they 
certainly didn't know anyone else who suffered with it.

Sound familiar so far? 

Out of love for their children and a desire to get to the 
bottom of this disease, they began to meet with scientists 
who had written papers on the disease. They also got in 
touch with other patients who had the disease and their 
families. They decided that in order to facilitate the work 
of the scientists and researchers, they would gather the 
precious commodity of DNA samples, without which there 
could not be effective research. In one year and a half, as 
I said, they had 2700 individuals in their registry. They 
put their heads together with the researchers to 
determine what type of research needed to be made and 
exactly what steps should be taken to reach the goals 
they had set to combat this "new" and awful disease. 
Although PXE was new to them, it wasn't new to 
medicine.

Sound familiar again? In short, they became their own 
best advocates to finding the cause, leading to treatment, 
of this disease.

The ibc Research Foundation is excited about this 
effective example of "scientist/researcher"-"lay 
people/advocate" teamwork. Neither party without the 
other could have found, at least in the time span it took 
them, an effective means of gathering large numbers of 
DNA and doing research to "unlock" this disease. This 
task not only required great communication between 
these two groups, but it also required the willingness of 
strangers with the disease to pool their genetic 
information. The result is that they found the gene that 
caused the disease. They have even patented that gene.

Now what are they going to do with the efficient 
machinery they have created? They formed a non- profit 
group named the Genetic Alliance BioBank , a 
membership organization with non-profit disease 
advocacy groups eligible to be members. The ibc 
Research Foundation is one of the first members and will 
soon be starting the ibc Research Foundation BioBank and 
Clinical Data Base to collect tissue samples from ibc 
patients and store them in our own BioBank. We hope the 
research that will follow will mean great progress made 
toward understanding the molecular makeup and 



behavior of the inflammatory breast cancer cell. Once 
that is accomplished, then finding a cure can be tackled, 
but it must be done in sequential order.

Sound far-fetched? It's already been done by this family, 
and they have made a huge difference in the lives of 
individuals around the world. If we want to follow their 
example, why should we reinvent the wheel? They've 
already got the entire vehicle!! But we have to provide 
the gas that will make it run ... the tissue needed to 
unlock OUR disease. There are many small, grassroots 
organizations like ours who have already joined on and 
who are in the process of joining on to find the keys to 
unlock their own riddles. I also think that in the not-too-
distant future, BioBanks could become morassed in legal 
and ethical red tape. That's why I'm excited to know that 
we could possibly fly in under the radar now and get our 
project underway. So, I learned that bio-banks take care 
of one component needed ... the storage facility, as it 
were. We also have to have a team to be in charge of 
contacting individuals and gathering their samples. That's 
where the ibc Research Foundation and each of us come 
in. We can contact others, and we can all gladly give 
them that which will no longer do us any good ... ibc cells 
from real live people. What about the other component 
needed? The researchers and scientists? 

It was thrilling to hear from the researchers who are 
doing work with ibc. We heard a report from Dr. Paul 
Levine. Dr. Levine, with the help of the ibc Research 
Foundation, started the IBC registry with tissue samples 
from nearly 150 women.

Dr. Levine told about the eight different categories they 
divided the disease samples into, some with pathological 
only symptoms, others with clinical only symptoms, and 
some with both. He talked about the Tunisian study that 
he had previously done and we heard reports about his 
findings in that work.

We heard from Dr. Sandra Swain, who gave reports on 
her work with ibc patients and showed graphs about 
survival rates and the different factors that seemed to 
affect them.

Dr. William Anderson from the National Cancer Institute 
reported on SEER data and presented charts regarding 
survival rates, ethnicity of ibc patients, ages, and er+ v. 
er- curves. He seemed intrigued by the ibc curves for 
different data as compared to regular breast cancer.

Most exciting to me, we heard from Dr. Laszlo Boros from 



UCLA who has been working on the metabolic profile of 
ibc in order to facilitate diagnosis and treatment some 
day. It was exciting to hear his findings and hear the 
words that the ibc cancer cell seems to be different from 
all other tumor cells. With his mass spectrometer and 
radioisotope glucose media, he found that the ibc cell 
releases or produces two molecules that are not supposed 
to be present. He also found spikings with these two 
molecules and only small amounts of glucose which is 
normally present in the media. In summary, he said that 
ibc cells produce something that the body cannot even 
use and which he's not found in any other cell or tumor 
cell ... which spells big metabolic trouble for the host of 
these cells. To do further study, however, he needs more 
cell lines, more tissue samples, more genetic material.

Why did I get off into all these other areas when talking 
about bio banks? Because, of course, the other 
component needed to duplicate what the Terry Family did 
to isolate and patent the PXE gene from DNA is the 
research arm of this team effort. From what I saw at 
George Washington University as I heard these 
researchers present their data is that we who make up 
the ibc Research Foundation are a group of people who 
can bring all the necessary components together to 
accelerate the study of Inflammatory Breast Cancer.

Who better? Owen Johnson, President, and Ginny Mason, 
Executive Director, were truly professional in their 
presentation of these speakers and in the very 
coordination of this Mini Symposium with the George 
Washington University Medical School.

I think it is only a matter of time until all of these 
components, including you and I, come together to help 
the ibcRF reach their stated goal of Finding the Cause of 
IBC. Others may talk about racing for the cure ... but we 
have to find the cause of our disease before we can race 
toward any cure!

I wish I better understood all that I heard during the 4 
days spent in Washington, DC, but I'm not a scientist. 
Even so, I know that in the hearts of these scientists 
there is a desire to unlock the ibc mystery. They can have 
all my tissue they want for biobanking and researching!! 
The ibc cell sure never did me any favors!

How about you? Are you going to hang on to your ibc 
tissue or would you consider donating it to the IBCRF 
BioBank for research? Details are expected to follow in 
the next couple of months.



The IBC RF is committed to finding the cause. Together 
we can. 

  

Find out more about ibcRF activities . . . » 
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Welcome to the 
October/November 
issue of Focus on 
IBC! Through this 
newsletter, we 
provide you with 
news and 
information about 
the ibc Research 
Foundation and 
the larger IBC 
community. 
October was a 
very important 
month for 

Greetings!  
IBC is NOT Rare  

Submitted by Owen Johnson, President of the ibc Research 
Foundation  

There has been much discussion regarding the use of the word "rare" 
and ibc in the same sentence. I was at a conference recently where 
this was discussed. Please see the National Institutes of Health Office 
of Rare Diseases website. "An orphan or rare disease is generally 
considered to have a prevalence of fewer than 200,000 affected 
individuals in the United States." Prevalence means the number of 
people living today who at anytime in the past have been diagnosed 
with the disease or condition.  

Since it's been determined (by someone in the government) that 
fewer than 200,000 people in the US are living with IBC, it is 
classified in this way. Be sure to scroll down the page to 
inflammatory breast cancer.  

This designation was determined in 1985 as an amendment to the 
Orphan Drug Act to encourage drug companies by giving them tax 
incentives to make drugs for a specific disease/condition that 
wouldn't have a large market. This is REAL good news for those 
impacted by IBC! Since a drug company could reap rewards in 
making and marketing a drug for IBC (if one could be found), they 
would first get lots of tax breaks, and then I'll bet it would be 
discovered that the drug would help other stage III and/or 
metastasized breast cancers, for a total target group greater than 
200,000. 

This doesn't mean that the government says that IBC is a rare 
disease. Recent statistics suggest: 

1. IBC accounts for approximately 5% of all new invasive breast 
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cancer cases (= about 11,000/year) 

2. more than 50% die within 24-36 months following diagnosis 

3. approximately 40% survive 5 years 

4. 8-10 years following diagnosis the survival for IBC patients 
following that time is approximately equal to the survival statistics of 
all other (non IBC) breast cancer cases. 

*-- see the Hazard Function graph on the ibcResearch Foundation 
website.  

The statistical work of a researcher in Canada has suggested that 
95.5% die within 7.67 years, but some are questioning this result 
because it appears that the statistical method was overly influenced 
by the largest %-age mortality within the first 24-36 months. 

The story of IBC is compelling enough using the conservative 
statistics, and simply posing the question to those who ask, "Does 
11,000 new cases/year sound rare to you?"  

 
Recent Advocacy Efforts 

Grassroots efforts are important!  
 
Please read these brief accounts of advocacy efforts all around the 

Foundation. 

(From Shirley in Savannah) "My husband is a doctor and he is going 
to write a letter about IBC awareness and we are going to send it 
along with an IBC brochure to all the primary care docs and ob-gyn 
docs in Savannah."  

(From Mary in Santa Barbara) "I contacted my local TV station and 
contacted six newspapers in area-- two want to do articles on me and 
one is including signs and symptoms of IBC with their breast cancer 
articles. I also contacted a local congresswoman who is involved with 
the National Cancer Act to be voted on in the House of 
Representatives in January. She is going to try to add to the funding 
for education and has kept my name and phone number in the file for 
reference for IBC. I am also working on a letter to Oprah to be 
delivered by my best friend--her neighbor!"  

Ginny Mason, IBC's very own Executive Director, and a long-time IBC 
survivor, was recently profiled on thebreastcaresite.com. If you 
missed this article, it's a "must-read" article chock-full of vital 
information about IBC! This is a link you will want to share with 



 Read more about 
the ibcRF on our 
website . . . 
 
 
Quick Links for 
IBC Patients 
and Caregivers 
...  

 

   

 The IBC 
Research 
Foundation 
Website  

  

 Previous 
Newsletters 

  

 History of 
the IBC 
Research 
Foundation  

  

 Mission and 
Goals of 
the 
Foundation  

  

 Order your 
own ibcRF 
Cookbook  

  

 Consider 
making a 
donation 

family and friends. (Since Ginny is the September profile, go to the 
end of the current grassroots profile and follow the link to previous 
profiles.) 

IBC survivor Melissa Bruchmann and her sister, Barbara Bogart, 
spread the word about IBC by hosting a dinner and information 
session for 40 Bergen County, New Jersey physicians. After being 
misdiagnosed, these sisters are working hard to make sure that 
doctors know the danger signs of IBC. Kudos to Barbara for getting 
this event going! Both Melissa and Barbara attended the IBC mini-
symposium last Spring sponsored by the ibc Research Foundation. 

See the article, "Redirecting the Radar" written by Mary Jo Layton. 
(Note: you will have to register to access the article, but it's free.)  

IBC sister Nancy Key was interviewed by KOMO-TV in Seattle for the 
story "IBC: The Silent Killer" which was broadcast September 1st. If 
you missed it, the article is on the TV station's web site. 

Thomas Bigoski raised a substantial amount for the ibc Research 
Foundation with his first annual IBC bowling event, in honor of his 
mother, Julie. If you would like to do a similar type of event, the 
flyer/invitation he created can be found on the web site.  

  
Caregiver Corner -- Spreading the Word 

It's been difficult since my sister passed away 
from IBC. I continue to try and spread the word 
of IBC and have distributed brochures to my 
friends, family, doctors, and even the Women's 
Center. Basically I carry the brochures with me 
all the time and hand it out to anyone who will 
listen to me.  

I wanted to thank you for forwarding the 
information on the the Sister Study to me. I 

decided to become a participant of the research. I want to share with 
you something that happened that actually brought chills to me.  

The Sister Study first requires two telephone interviews with their 
representatives (one hour each) and then a home nurse visit. The 
visit is for the nurse to draw blood, take toenail, and dust samples of 
the home, body measurements, weight, etc., all needed for their 10 
year research of sisters who are cancer free who have and/or had a 
sister with breast cancer.  

I scheduled the home visit and while the nurse was at my home, I 
asked her if she had ever heard of IBC. She said, "No." Well I told her
about my sister and took out my brochures and started explaining it 



 to her "You don't have to have a lump to have breast cancer." While 
she looked at the brochure her eyes started filling up with tears. I 
thought to myself, "Oh no, did I say something wrong?" 

She told me that it was the six year anniversary date of her mother's 
passing. She said that she and her family always have a difficult time 
with it. The cancer had spread so quickly throughout her body that 
the doctor said there was nothing they could do for her. But what was
so baffling to her family was the horrible rash that had covered the 
bottom portion of her breast. The family thought it was some kind of 
a "reaction" because of the cancer or maybe caused by her under-
wire bra. The doctor even told them the rash was probably from her 
detergent. The nurse said she talked with her sister prior to coming 
to my home. She and her sister had been dreaming of their mom 
almost every night for the past two weeks. She told her sister that 
she was going to do a Sister Study patient today but little did she 
know what she was going to learn! 

When the nurse left my home, she carried a handful of IBC brochures 
with her and with tears in her eyes, she hugged and thanked me over
and over again. She said her mom had finally reached her! And I feel 
like I'm finally on top of the world again! Thanks for helping me 
spread the word.  
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Welcome to the May 
issue of Focus on 
IBC! Through this 

newsletter, we 
provide you with 

news and 
information about 
the ibc Research 

Foundation and the 
larger IBC 

community.  

Let us know what 
you would like to 

Greetings!  
ibcRF Medical Advisory Board  

Submitted by Owen Johnson, President of the ibc Research Foundation  

The Inflammatory Breast Cancer Research Foundation Medical Advisory 
Board is made up of six medical professionals. These individuals represent 
a cross section of those involved in research and clinical practice to 
provide a comprehensive view of research needs.  

The members of the ibcRF Medical Advisory Board include:  

Mary B. Atkins, F.N.P., Family Nurse Practitioner, East Rockingham Health 
Center, Elkton, VA 

Sunil S. Badve, M.D., Assistant Professor, Department of Pathology and 
Laboratory Medicine, Indiana University Hospital, Indianapolis, IN 

John H. Barton, Jr., M.D., Medical Oncologist, Tennessee Oncology, 
Murfreesboro, TN 

Oluffunmilayo F. Olopade, M.B., B.S., FACP, Associate Professor, 
Department of Medicine and Committee on Genetics, Director, Center for 
Clinical Cancer Genetics, The University of Chicago Medical Center, 
Chicago, IL  

Douglas J. Schwartzentruber, M.D., FACS, Surgical Oncologist, Medical 
Director, Center for Cancer Care at Goshen Health System, Goshen, IN 

George W. Sledge, Jr., M.D., Professor of Medicine, Medical Oncologist, 
Hematology/Oncology, Indiana Cancer Pavilion, Indianapolis, IN.  

We thank all of these busy professionals for taking the time to assist us in 
our important work.  
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BioBank is Now Open  

We invite you to visit the new link on the website regarding the BioBank.  

The IBC BioBank is a secure, privacy-protected collection of biological 
specimens from ibc-diagnosed patients. All ibc patients and survivors are 
encouraged to participate.  
Barsky Moves to Ohio State University  

Dr. Sanford H. Barsky has been named professor and Senhauser Chair in 
the Department of Pathology in The Ohio State University College of 
Medicine and Public Health. Dr. Barsky started his appointed at OSU in 
February.  

Dr. Barsky visited with our own Owen Johson in April of this year. Dr. 
Barsky, along with Robert Love, formerly at the University of Wisconsin 
and now also at OSU, are forming an IBC Working Group at OSU.  
Quick Updates Around the ibcRF  

Pins and Other Merchandise Available  

The ibcRF has unique breast cancer pins in two styles. One was designed 
by Dr Sanford Barsky, a pathologist and cancer researcher. Dr. Barsky has 
successfully implanted Inflammatory Breast Cancer into a mouse, which 
demonstrates the same phenotype as human ibc. 

The other pin was designed by Blaze (aka Karen Blasdell, Ph.D. in 
phychoneuroimmunology at UCLA in Los Angeles) in 1999. Blaze was 
tireless in her efforts at breast cancer research, especially in translation of 
research into clinical settings. Blaze died in May, 2001.  

Besides the pins, please check out all the other products we have 
(brochures, bookmarks, business cards, license plate frames, t-shirts, 
etc.) at www.ibc.research.org/advocacy  

Era of Hope Invites ibcRF to Present Poster 

The Era of Hope Meeting presented by the Department of Defense Breast 
Cancer Research Program has invited ibcRF to present a poster and make 
a presentation at their meeting in June. Ginny Mason will be making the 
presentation on behalf of the Foundation.  

ibcRF on the Road 

Board member of the Inflammatory Breast Cancer Research Foundation 
have been on the road in recent months to some of the major breast 
cancer research conferences. Watch for reports and updates in future 
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Welcome to the July issue of 
Focus on IBC! Through this 
newsletter, we provide you 
with news and information 

about the ibc Research 
Foundation and the larger 

IBC community.  

Let us know what you would 
like to read about in Focus on 
IBC. Send your thoughts to 
the editor by email. We also 

accept your article 
submissions as appropriate. 

  Greetings!  
Inflammatory Breast Cancer Research Foundation 
and Duke University Join to Narrow Focus  

Submitted by Owen Johnson  
President of the ibc Research 
Foundation  

The Inflammatory Breast Cancer 
Research Foundation (ibcRF) joined 
with Duke University's 

Comprehensive Cancer Center and five others to focus 
research on inflammatory breast cancer leading to 
novel diagnostics and therapeutics. 

The National Cancer Institute (NCI) selected Duke 
Comprehensive Cancer Center as one of 14 institutions 
nationwide to plan and develop an Academic Public 
Private Partnership Program (AP4) Center for cancer 
research. In 2003, the NCI established this innovative 
program to promote the development of new 
interventions for "orphan" cancers, which are defined as
cancers with fewer than 200,000 affected persons in 
the United States per year. Duke selected inflammatory 
breast cancer as the orphan cancer on which they and 
their partners will concentrate.  

The final grant request for full AP4 funding of the Duke 
AP4 was delivered to NCI on June 13th and the ibcRF 
anxiously awaits the result of their review. NCI expects 
to fully fund 4 to 6 of the AP4 proposals submitted by 
the 14 institutions that received an AP4 planning grant.

Joining with the ibcRF as partners in the Duke AP4 are 
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GlaxoSmithKline (GSK), Serenex, AlphaVax, BD 
BioSciences, and Targeted Molecular Diagnostics.  

GSK is currently sponsoring two multi-center 
international Phase II clinical trials using Lapatinib for 
IBC patients only. You can locate the Lapatinib clinical 
trials information here.  

You can also learn more about the purpose and 
organization of the Duke AP4 for IBC.  

You can also view a presentation by Dr. William 
Anderson on April 30, 2004 at the IBC Research 
Foundation sponsored Symposium on IBC held at 
George Washington University.  

Click here for more information about the IBC Research
Foundation's BioBank? »

Era of Hope in Breast Cancer Research  

Submitted by Ginny Mason BSN, RN 
Executive Director  
IBC Research Foundation  

The Department of Defense Breast Cancer Research 
Program (BCRP) began in 1992 following a campaign by
the National Breast Cancer Coalition (NBCC) to 
dramatically increase federal funding targeted for 
breast cancer research. Through the efforts of the 
hundreds of organizations that make up NBCC, this 
program created an unprecedented partnership that 
unites the military, scientific, medical and breast cancer 
survivor and advocacy communities to develop and 
carry out research to end breast cancer. 

It is the federal government's only breast cancer 
research program that involves consumer advocates at 
both the scientific peer review and the programmatic 
review stages and at all levels of the scientific meeting. 
The scientific peer review panels that evaluate each 
proposal for merit and the programmatic review panel 
have benefited from the voices (and votes) of 399 
consumers, individuals that come from 255 separate 
organizations. The ibcRF has been represented by 
Nancy Key, Anne Abate, myself and others.  



 

 
The fourth Era of Hope meeting for the BCRP was held 
on June 8-11, 2005 in Philadelphia, Pennsylvania. The 
purpose of the Era of Hope is to have all research 
funded by the DOD BCRP in specific years presented to 
the public, through platform presentations and poster 
sessions. ibcRF was honored to have one of the over 
1,000 posters at the Saturday evening poster session.  

Even though the ibcRF BioBank has not received 
funding from the BCRP, advocacy organizations were 
invited to submit abstracts highlighting advocacy driven 
research and the ibcRF abstract was selected! The 
platform presentation about the ibcRF BioBank was 
given on Friday and was well received.  

Some interesting statistics about Era of Hope: 

* The 21 members of the Technical Planning Committee 
included six consumer representatives 
* The 276 consumers from 95 organizations registered 
for Era of Hope represented one in six conference 
attendees, unprecedented for scientific meetings where 
consumers are usually a rarity 
* Each platform session was co-chaired by a consumer 
and a scientist 
* A consumer spoke at every plenary session 
* A consumer moderated every plenary session 
* A total of 39 consumers from 35 organizations 
participated as co-chairs and plenary speakers 
* Consumers at every session challenged the status quo
and conventional wisdom, and offered what in many 
cases was an eye-opening perspective to the 
researchers whose laboratory careers may be far 
removed from real world applications. (Thanks to Fran 
Visco of NBCC for this information)  

Serving as a consumer reviewer for the DOD BCRP is a 
fascinating yet daunting experience. It's a great 



 opportunity to educate a room of researchers about IBC 
and to interact with those who need to be reminded of 
the face of this disease. 

Era of Hope, was an opportunity to see and hear what 
is happening in the field of breast cancer research and 
talk with those who are searching for answers. The 
days were long but filled with lots of interesting 
information.  

Click here to read more on the meeting and the
scientific abstracts summarizing the individual research

projects funded by the Breast Cancer Research
Program. »

Survivors Share Their Stories 

Jayne Collie Shares Her Story 
in Missoula  

My name is Jayne Collie and I live 
in Stevensville, Montana. I was 
diagnosed Stage 4 IBC with liver 
mets on November 12, 2003. 
Since that time, following 
treatment and a little recuperation,
I have become active in the 

advocacy and education of breast cancer, more 
specifically, inflammatory breast cancer.  

I share my story every chance I get and with whomever
I can find who will lend an ear. I am passionate about 
women learning that "it doesn't take a lump." I was 
given the opportunity to share my story with about 50 
women at the 1st Annual Breast Cancer Luncheon in 
Missoula, Montana, on May 12, 2005.  

The luncheon was put on by the Montana Breast and 
Cervical Health Coalition, of which I am a member. I 
had shared my story with the ladies on the Board of the 
Coalition and they asked me to share at the luncheon. 
My sister, Janice, sent me about 50 IBC brochures and 
as I spoke we handed out the brochures. It was 
interesting because everyone talks about how rare IBC 
is, but the lady I sat next to at the luncheon has IBC 
also.  

I began my story and as I spoke I looked around the 
room. Mouths were gaping open as I described the 
symptoms of IBC and how quickly it spreads and how 
easily it is misdiagnosed. There were enough brochures 



 for each woman in the room. One of the awesome 
things I found out after speaking was that there were 
only four survivors of breast cancer in the room. I had 
been able to share IBC with about 46 women who had 
never heard of it before and who don't have breast 
cancer. 

I asked them to read the brochure, commit it to 
memory, and if they chose not to keep it, to pass it on 
to another woman. After I spoke, many women came 
up to me and were grateful for learning about this 
disease.  

I have just returned from Washington, D.C., where I 
met Ginny and Mare from ibcRF! Wow, what an 
incredible experience. I was so impressed that I have 
applied and been accepted to the Project Lead Program 
in Minneapolis in August. I am so excited to be able to 
have the opportunity to be an advocate for all of us in 
this battle against IBC!  

Ane Shields Shares Her Story on KLCY Radio 

Ane Shields, IBC survivor, was given the opportunity to 
participate in a panel discussion and radio interview put 
on by Northern Broadcasting System's "Berg in the 
Morning", Friday, May 24, 2005. The radio broadcast 
took place at the Women's Club, a fitness center for 
women in Missoula, Montana. 

The panel consisted of Dr. Patrick Beatty, oncologist 
with the Montana Cancer Consortium; Dr. Mike 
MacInerny, biostatistician with Mountain Pacific Quality 
Health Foundation; Sue Miller, Director of Montana 
Breast and Cervical Health Program in Helena and 
Montana Cancer Coalition; and Ane Shields, a patient of 
Dr. Beatty. 

While many aspects of breast cancer were discussed at 
the panel, Ane was able to share her story in her own 
words. Ane's story follows briefly below: 

"My name is Ane (pronounced Ann) Shields. Currently I 
am a wife and mother, but until one month before my 
diagnosis I was the head of the academic advising peer 
program at the University of Montana. I actually retired 
at 49 and was diagnosed with a rare form of breast 
cancer on my 50th birthday in March. I was very active 
at the University. I served on the Academic Standards 
and Curriculum Review Committee; I worked as a 
member manager at the Montana World Trade Center; I



 served on the board of The Montana Bookstore; I also 
served as a member of a group that reviewed 
candidates for the Career Services Director. When I was
diagnosed with Inflammatory Breast Cancer, I 
concentrated on trying to save my life. I have two living 
children. One is 28 and getting married at our home 
here in Missoula. I am now busy with that.  

My other child is 15 and currently living with her dad in 
Whitefish. We are in the process of moving and right 
now I am trying to keep a lot of balls in the air. I am a 
stage 4 cancer patient, but as someone said, you are a 
survivor if you make it to lunch on the day you are 
diagnosed. Dr. Beatty actually did my stem cell 
transplant, and I am sure he bought me some time." 

Ane also shared that if you think something is wrong 
and a doctor tells you that you are fine and you don't 
like the answer--get another opinion. Remember to 
always follow your instincts.  

 
ATTENTION SURVIVORS! 
 
If you have a story to share on how you have 
spread the word about IBC, please let us know! 

Quick Updates Around the ibcRF  

Calling All Young Artists  

The ibcRF is embarking on something we are 
informally calling the "Angel Project." We can't share 
many of the details right now as this is a work in 
progress but we need your help to get started. 

We would like all the young artists in our ibcRF family 
to submit drawings of angels. These should be in black 
and white on paper no larger than 81/2 x 11 inches. 
Your children or family member can submit as many 
drawings as they like.  

If your child is 18 years or younger and would like to 
participate in this exciting opportunity, please see the 
instruction below. We only ask that the child submitting 
the drawing be a member of the ibcRF family. 

Please send your drawings to: 

IBC Research Foundation 



 P. O. Box 937 
Goshen, IN 46527-0937 

Drawings will be accepted through August 31, 2005. 
Please make sure you put the child's name, age, 
address and phone number on the back of each drawing
submitted as well as how this child is part of the ibcRF 
family. 

A handmade pewter angel ornament will be designed 
from the drawings submitted. The final chosen design 
may be a composite of multiple submissions to obtain a 
design suited to the medium. 

So, get those kids busy drawing our ibcRF angel!  

BioBank in the News  

In the June 10th issue of Oncology Times, the Advocacy
InSight article is entitled "Emerging Ethical Issues 
Facing Cancer Research Advocates."  

The article puts forth the following information 
regarding ethical issues: 

How advocates are selected, how they are trained and 
how they are used must be completely transparent for 
their role to be ethical. Ms. Gwen Darien cited the 
following models for appropriate and effective 
partnerships: 

--The FDA Patient Representative  
--The Inflammatory Breast Cancer Research 
Foundation's BioBank  
--The University of California, San Francisco's Decision 
Services  
--Cancer and Leukemia Group B's Committee on 
Advocacy, Research Communications and Ethics (CARE) 
--The Inter SPORE Patient Advocacy/Research Team 
(ART) Program  
--The National Breast Cancer Coalition Clinical Trials 
Initiative 

Gwen Darien is Director of the Survivor and Patient 
Advocacy Department of the American Association for 
Cancer Research (AACR).  

Rarely does a day go by without an email or a 
telephone call from an IBC patient or a relative 
requesting information about participating in the ibcRF 
BioBank. 
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Cookbook Now Available 

The Children of IBC proudly present 
"Our Most Cherished Recipes": A 
Collection of Recipes Submitted by 
the Families of the IBC Research 
Foundation.  This project was 
originated as a worthy fundraiser in 
honor of all the wonderful mothers 
who have been diagnosed with IBC. 
The families and members of the 
Inflammatory Breast Cancer 
Research Foundation have lovingly 
dedicated this book to the 
courageous people fighting this 
disease and in honor and memory 
of those who have sadly lost their 

Greetings! 

Happy New Year from the Inflammatory Breast Cancer 
Research Foundation. Through this newsletter, we report 
to you on the activities of the Foundation and provide 
advice and assistance to IBC patients, survivors, and 
caregivers. 

  

Focus on IBC is archived on the ibcRF site. Feel free to 
point others to this link so that they can be updated with 
developments at the Foundation. If you would like to keep 
up with the ibcRF between issues of the newsletter, sign 
up for the ibcrflist.

We would like to thank all of you who continue to provide 
suggestions for the newsletter. Feel free to send 
contributions, ideas, or letters to the editor. All 
submissions will be considered for the next issue. Anne

Notes from the Executive Director 

November and December have been 
busy months with trips to California 
and Texas. In early November, I was 
invited to serve as an advocate 
moderator for the 24th Congress of 
the International Breast Cancer 
Research Association. The advocates 

were responsible for moderating sessions, introducing the 
speakers and handling the Q & A portion. It was an 
exciting opportunity to meet other advocates and 
researchers from around the world. Having active 
advocate participation in the conference was a new thing 
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battle with IBC. 

There are over 300 tried and true 
family favorites in the cookbook 
ranging from soups, salads, main 
dishes, desserts and much more! 
Hurry and order your copies now. 
Your support is greatly appreciated. 

Details on ordering the cookbook 
can be found at the link below. 

Congratulations to Kathy Casey, 
Founder of The Children of IBC and 
an Advocate for The IBC Research 
Foundation, for spearheading this 
project for the ibcRF. Kathy's own 
mother, Denise, was diagnosed in 
October of 2000 and became a 
Pathfinder May 24, 2002. The 
cookbook committee working with 
Kathy included Holly Clayman, Kim 
Haas, Gayle Onnen, Marni Salacuse, 
and Becky Smith. Children of IBC is 
an online email support group for 
educational and emotional support 
for those whose mothers have been 
diagnosed with Inflammatory 
Breast Cancer. 

  

Read about the cookbook on our 
website . . .

Quick Links for IBC 
Patients and Caregivers ... 

  

■     The IBC Research Foundation 
Website 

for many of the international participants. We received 
many compliments for our knowledge and 
professionalism. Of course, I spoke about IBC as often as 
I could! 

 

  

December 3-6, we attended the 26th Annual San Antonio 
Breast Cancer Symposium. I especially enjoy the 
combination of clinical application and research presented 
at this conference. The large plenary sessions focus on 
hot topics in the world of breast cancer and are 
interspersed with 15 minute talks presenting clinical trial 
findings, new hypothesis, and updates on current 
research. Much of what is presented is preliminary data 
that may not immediately impact clinical practice but it 
does provide a window into what is going on in the field of 
breast cancer research. It was exciting to see a poster of 
the preliminary findings from the first 50 cases of the IBC 
Registry by Dr. Paul Levine and colleagues. The topic of 
IBC was also visible on posters from the French, Belgian 
and other US researchers.

As at most conferences, the networking time was perhaps 
the most productive part of the meeting. We had the 
opportunity to talk with numerous researchers, meet with 
others who have been working on projects related to IBC, 
and make a number of new connections that can help us 
further the mission and goals of the ibc Research 
Foundation. Of course, the opportunity to be "face to 
face" with others associated with the ibcRF was a treat! 
We did a lot of talking, brainstorming and visiting!

  

With the close of 2003 and the start of a new year, it is 
exciting to look back over the year at what has been 
accomplished by ibcRF. We have received and responded 
to nearly 700 calls on our toll free telephone line, made 
our electronic newsletter a regular publication, provided 
assistance to the IBC Registry, recruited patients for the 
NCI clinical trial and much more. But it is also frustrating 
to know that over 10,000 new IBC patients were 
diagnosed in 2003 and we still don't know what causes 
IBC or how to cure it.

  

To those who have made contributions in 2003, please 
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accept my heartfelt thanks. If you "haven't gotten around 
to it" yet, there's no time like the present! Your 
contributions help us continue to provide services and 
resources dedicated totally to the awareness and research 
of IBC. Join us as we remain, "COMMITTED TO FINDING 
THE CAUSE".

Ginny Mason BSN, RN Executive Director--ibc Research 
Foundation 

 

IBC Advocates Make Good Consumers 

The Department of Defense selected IBC survivors Nancy 
Key and Ginny Mason to serve as consumer advocates on 
the 2003 Breast Cancer Research Program Peer Review 
panels. This is the second year both women have had the 
opportunity to participate in this program. 

Consumer advocates and scientists worked together to 
determine how Congress' appropriation of $150 million 
would be spent on future breast cancer research. Since 
1995, this unique partnership to evaluate the scientific 
merit of breast cancer research proposals has helped the 
scientists understand the consumers' perspective of 
innovative research. This year, 82 consumer reviewers 
joined approximately 390 scientists in the review process. 
Over 1,600 research proposals were submitted to the 
2003 program cycle. Following scientific merit review by 
consumer advocates and scientists, the proposals then 
move to a programmatic review for final recommendation 
for funding. This funding program is managed by the U.S. 
Army Medical Research and Materiel Command 
(USAMRMC) Congressionally Directed Medical Research 
Programs (CDMRP) at Fort Detrick, Frederick, MD. Since 
1997, congressional appropriations for the BCRP have 
totaled $1,523.8 million. More information on this 
program is available at their website. 
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Caregiver Corner 

Contributed by George S. Maley 

 

I did not shave my head when 
my wife lost her hair. I have a 
nasty scar on the back of my 
head from a childhood "look 
what I can do." Also, I was not 
sure that I wanted to recount 
our personal story a hundred 
times a day. Somehow cancer 
just takes the air out of a room. 

Recently, I changed my mind 
about that and now wear the IBC pink ribbon pin every 
day, and from time to time have a few ibcRF bookmarks 
in my pocket. I don't force them or our story on people, 
but when they ask, I tell them, not about us, but about 
IBC. You won't be surprised to learn that no one has ever 
said, "Oh, I've heard of IBC." 

Through years of experience as an attorney and advocate, 
I have learned that when you pound the table to make a 
point, after you are finished the table is still there. 
Sometimes quiet advocacy is just as effective, or more 
so. To reach a person you must touch them, this can be 
as simple as a pin. 

This is not caregiving, it is care giving back. 

 

Quick Updates Around the ibc RF 

Recent Toll Free Line Statistics 

 

There were 108 calls received in 
October on the toll free phone 
line. This is a significant increase 
from previous months. Calls came 

from 22 states and New Brunswick, Canada. We are 
receiving more and more requests to send a packet of 
written information on IBC. We have an "information 

http://www.ibcresearch.org/pins/
http://www.ibcresearch.org/bookmarks
http://www.ibcresearch.org/


packet" that is mailed to those requesting written 
information. Several calls were received as a result of 
viewers seeing Juliet Jones on the Sharon Osbourne 
show, an article in a VFW magazine and various local 
media pieces.

In November, there were 76 calls received on the toll free 
line, with nearly 2,000 minutes of time spent on the 
phone returning those calls. Calls were received from 
Arizona, California, Connecticut, Florida, Georgia, Idaho, 
Illinois, Indiana, Kentucky, Louisiana, Maryland, Michigan, 
Missouri, New Jersey, Nevada, Ohio, Oklahoma, Oregon, 
Pennsylvania, South Carolina, Texas and Virginia. An 
overwhelming number of calls were related to worrisome 
symptoms that women were having and wanted to know 
how to go about getting an adequate diagnosis. Eight 
calls came as a result of Mare's letter to the editor in 
Glamour magazine!! 

Advocacy Updates

A Message from Mare Kirschenbaum

It was quite a year of accolades and kudos to a myriad of 
our wonderful advocates: being featured in Lifetime and 
Glamour Magazine, America's Mom (book about Ann 
Landers), CURE Magazine, MAMM Magazine; letters to the 
editors of many magazines being published; numerous "A 
team" members being on news programs. The breast 
cancer awareness campaigns have been successful and 
it's time to move on!

We're moving on to help educate people that there is 
more than one type of breast cancer and you don't have 
to have a lump to have breast cancer. How is this going 
to be accomplished? The ibcRF brochures, bookmarks, 
and business cards tell the story and can be distributed to 
mammogram facilities, hospitals, pharmaceutical stores, 
neighbors, etc. It's never too early to reserve a parasol or 
print out an IBC banner, and it's always the right time to 
write to the media! Are you all aware we have an IBC 
screensaver? ribbons for the parasol? T-shirts and 
sweatshirts with IBC symptoms?

We have had a couple of GREAT fundraisers. The ibcRF 
link is now on many breast cancer sites and we certainly 
will spread the word once again at the National Breast 
Cancer Coalition Conference in May 2004 in Washington, 
D.C.

So to all of you, whether it was an appearance on TV, a 
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feature in a magazine or website, setting up an IBC 
display in the library, representing the ibcRF as a speaker, 
passing out brochures and bookmarks, or organzing a 
fundraiser ..... THANK YOU!

Some Recent Advocacy Efforts

Debbie McKinney, an active participant with the ibc 
Resesarch Foundation's Advocacy Team participated in 
North Carolina's Making Strides Against Breast Cancer 
event on Saturday, September 20th. Please take the time 
to look at the awesome sign that she wore on her back!

Congratulations to Alison Dodd who raised almost 
$12,000 for the ibcRF by running in the Marine Corps 
Marathon. Alison's mother was diagnosed in October 2002 
with IBC. Thank you, Alison!

Anne Abate, IBC Advocate and Editor of Focus on IBC, 
was interviewed for WorldWIT radio this fall. She speaks 
about her experience facing IBC and continuing with work 
and life. The interview is still available on the WorldWIT 
site.

Please make sure to report YOUR local advocacy efforts to 
us and we will include them in future issues. The ibcRF 
appreciates all efforts to advance its mission. 

  

Find out more about ibcRF events . . . » 
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 Call 1-877-STOP-IBC (786-7422) or write to us at 
biobank@ibcresearch.org -- be sure to provide full 
name, mailing address, telephone number with area 
code, and if you participated in Dr. Levine's George 
Washington University IBC Registry.  

Sharing in Canada  

Colleen from Simcoe, Ontario, Canada, is very active on 
the advocacy front lines right now; she has a few things
coming up. In June, at The University of Waterloo, 
Colleen spoke to her Social Work Class about IBC. On 
the 29th of June she addresses the Simcoe Community 
Nursing Group about IBC for their in-service training 
session. Many in this group cared for Colleen during her 
recovery from surgery. In October, Colleen's support 
group will be hosting a table at the local Run For The 
Cure, in Simcoe, and IBC will be included in that forum 
as well.  

As if Colleen isn't on the run enough, she also applied 
to go to the NBCCF (National Breast Cancer Coalition 
Fund) Advocacy Conference through the Canadian 
Breast Cancer Network to learn how to be a better 
advocate about IBC and breast cancer in general.  

National Cancer Survivor's Day 

On June 5, 2005 almost 300 people attended a National 
Cancer Survivors' Day picnic in Circleville, New York, 
sponsored by CROC (Citizens Reunited to Overcome 
Cancer). 

Carol Cleveland from Middletown, New York, IBC 
advocate and warrior, spoke briefly about IBC and 
brought IBC brochures to put out on the information 
table as people entered in the grounds! 

Way to go, Carol!  

Find out more about ibcRF activities . . . » 
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