
Softball Game to Benefit IBC Research! 

 

Attention New Jersey and Surrounding area!  

Sharon and Holly and their friends and families have organized in remembrance 
of their sister Patrice Gerdts, the "Patrice Gerdts Angel in the Outfield Softball 
Game": East Windsor, Tuesday August 28, 2001: The East Windsor IBC 
Warriors challenge WPST Radio Station; 6:00 p.m. at the East Windsor PAL 
Fields on Airport Road in East Windsor.   

 

 

Children Challenge Radio DJ's  

The East Windsor IBC Warriors is a team of children between the ages of 12 
and 16, who have challenged the DJ's from a popular local radio station, WPST, 
http://www.wpst.com (and go to "events"), to a softball game not only to 
honor Patrice Gerdts but to increase awareness of IBC and to raise funds for 
the IBC Research Foundation.  

Fundraising Letter...  
 
Becoming an IBC advocate is a way of telling your friends, family members or loved 
ones that you do care! Visit the Advocacy section of our web site and do what you 
are able to increase the awareness of inflammatory breast cancer. "There's more 
than one kind of breast cancer" AND "You don't have to have a lump to have breast 
cancer."  

If you live near East Windsor, New Jersey, we invite you to attend the game and 
cheer on the EW IBC Warriors! And wherever you live we hope you'll support the EW 
IBC Warriors with a donation that will benefit IBC Research! Contact Sharon Falitz 
for more information: falitz1@aol.com. 

Sincerely,  

Marilyn (Mare) Kirschenbaum 
IBC Research Foundation  

email: information@ibcresearch.org 
voice: 877-stop-ibc (786-7422) 
web: http://www.ibcresearch.org/  

 



  

 

Mare writes about friends, cancer, & 
the support community  

"Unless someone has gone through 
something, whether it be an illness or 
death, some people just don't know what to 
do. The amazing part of all of this is people 
who do enter your lives at this difficult time 
are people you don't expect to be in your 
life and are there with full support and love. 
That is the wonderful part of a support 
group, whether it's online or face to face. 
These are people that do understand 
exactly how you are feeling and what you 
are going through and are so very able to 
relate."  

for complete letter, continue...  

  

  

 
I encourage each and every lady to write their story. Of course 
the cancer part will be a part of it...but we are so much more 
than a "cancer story"....we have a lot of insight into life that we 
probably didn't have before. I would like to encourage everyone 
to write out their story, including the personal insight..and send it 
to me for posting on our website, as well as encourage you to 
then make copies and give it to your friends and acquaintances 
with an ibc Rresearch brochure. I can tell you from experience, 
that your friends and acquaintances will be much more likely to 
read a personal letter you wrote than to sit down at the computer 
and look up inflammatory breast cancer just because you have it. 
It takes so little to make such a (potentially) big difference. To 
spread the word about ibc and its symptoms and its seriousness. 
No one can do everything, but everyone can do something. 
Telling our own story is an excellent example of that!  

Sincerely,  

Linda Rush 
IBC Research Foundation 

 
email: information@ibcresearch.org 
voice: 877-stop-ibc (786-7422) 
web: http://www.ibcresearch.org/ 
 

  

 
 



 

  

 

Inflammatory Breast Cancer  
Oh, The Stories We Can Tell! August 10, 2001

 

  

  

There are many informative and inspirational stories that have 
evolved from personal experiences following a diagnosis of IBC, 
not only stories written by the patient, but stories written by 
family members and friends. We hope one of these stories will 
encourage you to write "your story."  

  

  

 

"This Can't Be Happening to Me"  

I love life and live each day to the fullest. I 
have made new friends along the way, and I 
know that we will be important to each other 
for the rest of our lives. Some days I feel 
great, and some days I don't. However, I 
sleep through the night now and NEVER 
concern myself about dying. I've decided that 
it really isn't what happens to you in life that 
is important, but it is how you handle it that 
matters. I thank God every day for all the 
blessings I have and just take it ONE DAY AT 
A TIME.  

Read Margaret's "This Can't Be Happening to 
Me"...  

  

  

"The ABC's of My IBC"  

I only wish I had known about IBC and 
what to look for...prior to my diagnosis. I 
knew about lumps in the breast, but I most 
certainly was not going to bother my 
physician with my ITCHY breast because I 
was thinking it must have been due to my 
new bra or the detergent I used...nor was I 
going to bother him later with my SWOLLEN 
breast because I was thinking that I must 
have gained some weight. But then, out 
popped a lump in my neck. So to my 
general practitioner I went in March of 
2000. I was 45.  

Read Dolores' ABC's... 

 

 

  



 Update: IBC Research  
November 2002   

 

 

Hello,  

The Inflammatory Breast Cancer Research Foundation is dedicated to the advancement of research of 
inflammatory breast cancer, leading to finding its causes and increasing the effectiveness of its 
treatment. Increasing awareness of IBC symptoms, leading to earlier and better clinical methods of 
detection and diagnosis is the other principal activity to which we are dedicated.  

The purpose of this message is to update you about what's happening in research of inflammatory 
breast cancer, specifically in five of the ibc research-oriented activities in which the IBC Research 
Foundation is currently involved.  

IBC REGISTRY: 
We have been working for more than 3 years to design and acquire funding for a patient-based IBC 
Registry. That has been achieved! and the IBC Registry is a reality and ready for patient participation! 
Read about the IBC Registry then call 866-278-5239 (toll- free).  

We are encouraging all ibc patients to read the material on that page, and then volunteer to participate; 
the goal is to have 300 ibc patient participants within 3 years, and there are already 58. 

If you are an ibc patient, please participate in this research; if not, please tell the ibc patients you know 
about the IBC Registry and encourage them to participate. 

IBC Registry participants need not be in the United States; call 866-278-5239 (toll-free) to learn if you 
may participate if you live outside the United States. 

To learn if you are able to offer the medical records and information of a deceased ibc patient, call 866-
278- 5239 (toll-free). 

More about the IBC Registry... »
  

DR. BOROS: 
We are working with Dr. Boros on a grant proposal titled "Metabolic 
profiling in aggressive tumor growth." Dr. Boros is trying to get funding for 
this from another source, but if that fails, we will make a few changes to the 
proposal and submit it to the Board of the IBC Research Foundation to 
request funding be provided by the Foundation.  

About Dr. Boros... »
 

 



 

IBC BIOREPOSITORY: 
Blood and tissue samples of ibc patients continue to be a research need for a number of 
researchers across the country. We are investigating several ways to meet their needs for 
biospecimens and will announce by e-mail and on our web site the procedures to 
volunteer when details are final.  

IBC CLINICAL TRIAL: 
The clinical trial for treatment of newly diagnosed ibc patients being conducted by the 
National Cancer Institute has been a priority for our involvement since it's planning stages 
a couple of years ago. It is now open.  

The majority of the patients joining this trial have been introduced to this treatment using 
an angiogenesis inhibitor in addition to the standard-of-care chemotherapy by reading 
about it on our web site followed by calling our toll-free telephone line and gaining the 
benefit of (registered nurse) Ginny's knowledge and her ability to talk to newly diagnosed 
patients. Read about the IBC Clinical Trial and call Ginny at 1-877-stop-ibc (1-877-786-
7422) toll-free if you have been diagnosed with ibc and have not started treatment.  

DR. BARSKY: 
We continue to be very active with Dr. Barsky who has learned a great deal about the 
biology of ibc by using his mouse model of ibc called MARY-X. He's learning things about 
ibc biology at a rate faster than he can get the findings published. There is nothing 
translating from his research to treatment yet, but someday there will!  

More about Dr. Barsky... »

GET CURRENT & STAY CURRENT WITH IBC RESEARCH: 
When was the last time you browsed the IBC Research Section of our web site? There's a lot 
there including abstracts of articles from 1814 to current, and be sure to read "What we want 
to know."  

Also in the Research Section of the web site is an easy way to locate abstracts of journal 
articles about IBC published in the last 24 months. 

Here's how:  

1. Go to the ibc RF web site home page, http://www.ibcresearch.org 
2. Click on Research 
3. Go to the "what we know" part of the menu, then move your mouse down to "Articles: 

last 24 months" and click 
4. Click on the link on the new page that appears and you'll receive the titles of all 

journal articles published about IBC in the last 24 months. 

For most articles there is an abstract available by clicking on the title. It's easy. Try it now. 
Then go there every few weeks or every month and you'll always be up to date with what is 
being published about IBC. 
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Letter from the 
President, Owen 
Johnson  

 
 
Welcome to Focus on IBC, 
the newsletter for the IBC 
Research Foundation. In 
this newsletter, we will 
report on the activities of 
the Foundation as well as 
provide interesting items 
for patients and 
caregivers. In each issue, 
I will point out some of 
the most interesting 
things that are happening 
for the Foundation.  

First, some details on my 

Greetings!  

Welcome to the first issue of Focus on IBC, the newsletter 
of the IBC Research Foundation. Through this newsletter, 
we hope to report to you on the activities of the Foundation 
and provide advice and assistance to IBC patients, 
survivors, and caregivers.  

We have many great things planned for the newsletter, 
including updates from our Internet lists, introductions to 
each of the Board members, and a special column for 
caregivers. But, since your editor is just learning the ropes, 
these things will appear in future issues. 

Your contributions are welcome. Please contact the editor if 
you would like to suggest material for the newsletter. Anne 
K. Abate, Editor 

Congratulations to Bonnie, the winner of the "Name the 
Newsletter contest. Bonnie is an IBC "veteran." She was 
diagnosed in December 1993 and her treatment included 
chemotherapy, mastectomy, an autologous bone marrow 
transplant, and radiation. Today, she remains cancer-free. 
Bonnie and her husband have three adult children and live 
in Massachusetts. 

  



 not about breast cancer, 
it is a sign of what is to 
come -- "protein pattern 
found by using a blood 
sample to diagnose 
ovarian cancer!" I sent a 
message to the ibcrflist 
on Feb 3 regarding the 
protein pattern research. 
I attended AACRs 
Oncogenomics Conference 
held in Phoenix January 
29 through February 1 
and the research for 
ovarian protein pattern 
diagnosis was discussed. 
This is the hottest, most 
promising thing that will 
actually have a clinical 
impact. The methods 
used to develop this blood 
test for ovarian cancer 
are being used to develop 
similar tests for lung 
cancer and breast cancer.  

In January, five IBC 
patients in treatment who 
have not yet had surgery, 
volunteered to provide a 
urine sample for research 
that Dr. Judah Folkman is 
performing. He is 
measuring the quantity of 
growth factor proteins 
present in the urine of 
various types of cancer, 
and wanted to include ibc 
in comparison to other 
types. We are all grateful 
that research such as this 
is being undertaken.  

I have been asked it there 
is a gene that predisposes 
for IBC or has been found 
to be the principal cause 
of IBC. The answer is no 
to both parts: no gene 
found to predispose to 
IBC, and no gene found 
that is the principal cause 
of IBC. And although not 
asked, as far as we know, 

The Story Lady  

Linda Rush from Memphis, Tennessee, has 
organized a webpage filled with IBC success
stories as well as links that will take you to 
media interviews of IBC women in the 
news. She started this because when she 
was diagnosed with stage 4 inflammatory 
breast cancer, May 19, 1999, there was 
nothing encouraging to be found on the 
internet about this disease. In fact, even 
though she lives in a city of a million 
people, and although she is well-known in 
the school where she has taught for 17 

years, it was 17 months from the date of her diagnosis until 
she met someone else with IBC.  

Linda believes that a woman with IBC (especially one newly 
diagnosed) can be greatly encouraged by reading about 
other women who are living proof that there can be life 
after IBC. Not all the stories on the Stories webpage are 
accounts of "back to normal" living. They are told by a 
myriad of women in varying stages of treatment, and even 
post-treatment. A few common threads run through them 
all though. A positive attitude, a hopeful spirit, and a 
determination to make the most of each day is clearly 
reflected in these personal and inspiring letters. A newfound 
gratitude for friends and family members and an increased 
appreciation for the "small" things in life come through.  

If you would like to share your personal IBC story with the 
Story Lady so she can post it with the others, please go to 
the main stories page of our web site, read a few stories to 
get an idea of what is appropriate, and write your story as it
comes to your mind. Send it to Linda, and she will edit it for 
posting. Be sure to include your name, age, city, and state. 
On the subject line of your email, please write "ibc story."  

We are all in this together, and the story you tell today may 
be the one that encourages someone else tomorrow.  

   

Stories edited by Linda Rush... »

  



 there has not been any 
research work done with 
IBC to identify a 
molecular profile -- as has 
been done for breast 
cancer in general and 
other cancers -- or a 
pattern of proteins -- as 
has been done using 
blood samples to 
diagnose ovarian cancer,  

I returned last night from 
the Oncogenomics 
Conference where 
Timothy Veenstra of NCI 
spoke about the blood 
test for ovarian cancer 
that I mentioned above. 
The steps to get that test 
out of research and into 
clinical settings for 
screening is on the fast 
track. The joint NCI/FDA 
researchers worked on 
the protein pattern for the 
diagnosis of ovarian 
cancer first since 70% of 
all women diagnosed with 
ovarian cancer are 
diagnosed at stage 3 or 4, 
and the fatality rate is 
over 80%; only 25% of 
ovarian cancer is 
diagnosed at stage 1 
where the 5-year survival 
rate is 95%. What is 
hoped is that the protein 
pattern test for the 
diagnosis of ovarian 
cancer will move the rate 
of stage 3 and 4 down 
and the rate of stage 1 
up, in other words, early 
diagnosis. 

I am asking that when 
they do the research work 
for a diagnostic protein 
pattern for breast cancer 
that they consciously 
include blood samples 
from IBC patients. 

The Toll Free Connection  

One of the most important public service 
functions performed by the IBC Research 
Foundation is providing the toll-free phone 
number that people can call with questions 
about IBC. That phone line is answered by 
Ginny Mason, a 9-year IBC survivor and 

registered nurse.  

During the month of January, 2003, there were 57 calls to 
the toll-free line. They came in from 18 states and British 
Columbia. The majority of people find the number on the 
IBF RF website, a few from the American Cancer Society or 
the Y-Me National Breast Cancer Organization. Others find 
out about the line from a brochure in their doctor's office. 
Special thanks go to the efforts of advocates who put 
brochures out.  

According to Ginny, "The majority of calls are from folks 
who have possible signs or symptoms of IBC and want help 
knowing what to do. It is surprising the number of men who 
call doing research about IBC because of a wife or girlfriend 
who either has questionable symptoms or is diagnosed."  

Besides providing encouragement and contacts, Ginny is 
able to help identify potential candidates for the clinical trial 
for newly diagnosed ibc patients and link them with the 
National Institutes of Health (NIH) staff. During January, 
the callers ranged in age from 27 to 74 years old. Many of 
the callers are strong advocates for the cause. Some are 
caregivers who want to promote awareness following the 
loss of their own loved one.  

Handling the phone line is not always an easy task. Ginny 
continued, "It often takes me five or ten attempts to reach 
someone, adding to the time it takes to work with the calls. 
However, it is really exciting when someone who "might 
have" IBC calls back and leaves a message saying they are 
FINE!! I get very invested in the lives of those who call and 
want to know the outcome....but seldom find out."  

The ibcRF toll free number is 1-877-STOP-IBC.  

The Median Isn't the Message... »

  
Do You Need Brochures?  



 There are many ways that 
IBC patients are helping 
researchers. Researchers 
and scientists need this 
kind of help as much as 
they need funding for 
their research. Please 
remember that all IBC 
patients have been asked 
to partipate in the IBC 
Registry. I encourage you 
all to visit the IBC RF 
website and read more 
about the Registry. 

Enjoy this Focus on IBC 
and look forward to more 
news next time. 

Sincerely, Owen Johnson 
President, IBC Research 
Foundation 
ojohnson@ibcresearch.org 

 
 
 
Quick Links for ibc 
Patients and 
Caregivers...  
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Do You Need Brochures? 

Bob and Bee 
Johson do their 
part for the IBC 
Research 
Foundation by 
filling orders for 
brochures, pins,
and business 
cards. All of 
these items are 
available to 
help you inform 
people about 
IBC. The trifold 

brochure contains a description of IBC, how it is diagnosed, 
the standard treatment, a list of symptoms, commonly 
asked questions, and a personal IBC story. The tent type 
business card has a short list of symptoms inside and a 
place for you to attach your own label on the back. We have 
recently introduced a new item. It is a greeting-type, five 
color card, suitable for mailing the IBC message. We 
provide 10 of these cards with matching envelopes for 
$18.00 including postage and we include 10 brochures with 
them. View brochures, business cards and greeting cards; 
directions for ordering them are also provided.  

The ribbon parasols are wonderful for attracting attention at 
public events, providing an opportunity to tell about IBC and
to hand out brochures or cards. Learn more about how to 
borrow a parasol for your event. 

We even have our very own IBC lapel pins, similar to other 
breast cancer pins, but unique. When worn, people who 
notice the difference ask about them, providing another 
opportunity to give out a brochure. See our two pin styles 
and a description of how they were designed. The pins are 
$5.00 each plus $3.00 postage no matter how many pins 
you order, from one pin to one hundred pins! 

Another way to attract attention is to wear IBC apparel. As 
an example, my denim shirt gave me the opportunity to talk
about IBC to half a dozen people while waiting in the aisle 
to exit an airplane, and to give them brochures, when one 
of these people noticed the web address on my shirt cuff. 
The denim shirt is very practical to wear almost anywhere. I 
usually wear it open over a tee shirt. The Foundation logo is 
very tastefully displayed just above the breast pocket and 
the web address appears on the cuff. See this shirt and 
other available apparel. The apparel is provided by Poverty 
Bay Stitching and you can order it on our web site directly 
from this supplier. 



  Mission and Goals 
of the Foundation  

  

 IBC Patients write 
about their pre-
diagnosis 
symptoms  

  

 Consider making a 
donation 

In the next newsletter I would like to tell a story written by 
one of you, about how wearing a shirt or pin or carrying a 
parasol helped you tell someone about IBC. The writer of 
the story will receive a lapel pin free. Please send your story
to   Bee Johnson.  

  
IBC Research Update  

The IBC Research Foundation Board recently approved 
funding for another research project. This work will be done 
by Dr. Laszlo Boros at Harbor-REI UCLA over the course of 
about one year.  

The aggressive nature of IBC is well known. The goal of Dr. 
Boros' research is to delineate the intracellular metabolic 
events that mediate undifferentiated aggressive growth in 
IBC. They hope to discover whether IBC tumor growth 
might be controlled directly through interrupting glucose 
metabolic enzymes or promoted by environmental factors 
that increase glucose uptake and non-oxidative ribose 
synthesis enzymes or their co-factor availability.  

The proposed studies will provide new information regarding
the role of pentose cycle metabolism, nucleic acid synthesis,
glycolysis, amino acid synthesis, TCA cycle metabolism and 
lipid synthesis in breast cancer growth.  

Dr. Boros is an Assistant Professor of Pediatrics at the UCLA 
School of Medicine as well as the Co-Director of the Stable 
Isotope Research Laboratory at Harbor- UCLA Medical 
Center.  
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Note from the Editor

Welcome to the April issue of 
Focus on IBC. There are several 

important news items in this issue. 
Since there is so much going on 

  

 

 

 

●     The IBC Registry

  The Inflammatory Breast Cancer Registry (IBCR) was established 
in September 2002 with the support of a grant from the 
Department of Defense. Dr. Paul Levine is the principle 
researcher and provided us with some additional information on 
the project. According to Dr. Levine, the Registry has two major 
purposes: 1) the characterization of IBC using molecular tools, 
and 2) an investigation of possible risk factors for developing 
IBC. As of March 28, more than 75 patients from the United 
States and Canada have been enrolled in this Registry. 

Dr. Levine provided us with some details on his research, 
"Regarding the first goal, the characterization of IBC, we had 
known from the outset that different organizations and different 
physicians have different criteria for diagnosing IBC. For 
example, the Surveillance, Epidemiology and End Results (SEER) 
Program of the National Cancer Institute emphasizes the 
importance of pathologic confirmation whereas the American 
Joint Cancer Committee says that IBC is a clinical diagnosis and 
pathologic confirmation is not required".

"It has quickly become apparent to us that the mode of clinical 
presentation in our patient population is extremely diverse, and 

http://www.ibcresearch.org/newsletters/april2003/ (1 of 6) [1/15/2008 9:54:34 PM]
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around the ibcRF, don't miss our 
wrap-up article at the end where 

we will update you on many of the 
happenings around the ibcRF. 

Focus on IBC is now archived on 
the ibcRF site. Feel free to point 

others to this link so that they can 
keep up with developments at the 

Foundation. 

We would like to thank everyone 
who contributed articles and 

information for this issue. Do you 
have something to share? Please 

drop a note to the editor. Enjoy the 
issue! Anne

therefore we are initially doing a subclassification of patients 
according to the presence or absence of pathologic classification 
(e.g., involvement of the lymphatics of the skin) and the extent 
of the clinical involvement when the patient is first diagnosed. 
The laboratory studies primarily involve the tissue blocks 
obtained at diagnosis and the question we are posing is whether 
the molecular pattern is the same in all subgroups of IBC."

"The issue of risk factors is raised by our studies in Tunisia and 
subsequent studies at The George Washington University Medical 
Center where we have obtained evidence that the risk factors for 
developing breast cancer are not the same as the risk factors for 
developing aggressive breast cancer. We hope to compare the 
results of the information obtained from 300 women with IBC 
with our study group at GW, which is asked virtually all of the 
same questions."

We would like to thank Dr. Levine for carrying out this important 
research and for providing the IBC community with updates. 
Watch the newsletter for future updates on the Registry and the 
results.

Read more on the Registry . . . 

 

●     Stay in Touch

  IBC patients and 
survivors have learned 
that there are many 
ways to find out more 
about IBC and to stay in 
contact with others 
facing similar issues. 
Many have turned to the 
Internet for help. One of 
the communication 
vehicles provided 
through Internet email is 
the email list. Through 
an email list, a large 
number of subscribers 
can share information with one another. 

 

The IBC Research Foundation supports three public email lists: 
ibcrflist, the advocacy list, and the children's list. Anyone is 
invited to subscribe to any or all of the lists. 

http://www.ibcresearch.org/newsletters/april2003/ (2 of 6) [1/15/2008 9:54:34 PM]
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Only subscribers can send messages to a list and each list must 
be subscribed to separately. There is a web page that describes 
the purpose of each of the lists as well as the process to 
subscribe.

Consider joining the lists and becoming a regular participant. We 
know you will enjoy it!

See more about the email discussion lists here . . . 

 

●     ibcRF Awards Scholarships

  For the first time, the ibcRF is offering scholarships to attend the 
National Breast Cancer Coalition (NBCC) Advocacy Training 
Conference in Washington, DC. This year, the conference will be 
held May 3-6. The Scholarship Committee has finished reviewing 
the scholarship applications and come to a decision. All the 
applications were excellent and coming to a decision was not 
easy. 

 

Scholarships were awarded to Anne Abate, Laney Cummings, 
and Gayla Little. Congratulations to all three on being the first 
recipients of the ibcRF scholarships to NBCC. Anne, Gayla, and 
Laney have agreed to provide an article about the conference for 
a future issue of the newsletter, so watch for it. 

For more information on the conference, or to register online 
look at their site. From this site you can check the conference 
agenda and other information. 

See more about the Advocacy Conference . . . 

 

●     Caregiver's Perspective by George S. Maley
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  I have been amazed at the reaction of those around me about 
caregiving. It is as if I would do anything less than take complete 
charge of everything. The advantages of throwing yourself to the 
task at hand is that you afford yourself little time to consider the 
ghastly alternatives. I have always believed that if life hands you 
lemons, make a gin and tonic. 

 

Regret, self pity, and anger are not going to make dinner. If you 
don't think you can make dinner either, then you can't be 
reading this column. If you can read, you can cook. One does not 
have to be Julia Child, nor look like her, just get a Joy of Cooking 
and follow the directions. When it says stir for five minutes, stir 
for five minutes.

Cancer and cleaning is a mixed bag. One has to realize the 
importance of sanity, but on the other hand, your wife will be 
feeling far too crappy to complain. On the bright side, if you miss 
running your fingers through your wife's hair, clean the 
bathroom drains. Should your finances permit, or your friends 
want to help, get outside help with the cleaning.

It is hard to get around the idea that you are now doing all the 
thinking for two. As it should be, the sole focus of your spouse 
will be fighting the disease, so she is not going to have the 
strength to keep straight the medications, doctors, tests, 
appointments, and just about everything else in her life, much 
less yours. Ok bucko you always wanted to rule the roost, here 
you go.

In addition to feeling like crap, and looking like hell, the number 
one victim of this disease is the complete destruction of self-
esteem. Bald, bloated, and bitchy is no way to be. I am firmly 
convinced that three words have as much power as chemo, as 
much skill as the surgeon's scalpel, and as much heat as 
radiation. "I love you" says we will get through this together. At 
the end of the day, care giving is about commitment, and 
commitment is about love. 

Contact us today! 

 

●     Quick Updates Around the Foundation
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Website Update: 

The IBC Research Foundation website is your in-depth source for 
information and updates on the Foundation. We will report on 
recent enhancements to the site with links so that you can go 
and check them out.

Do you need some inspiration on how to support the cause? 
Some innovative fundraising and advocacy ideas are profiled on 
the fundraising page.

Many individuals have made donations to the Foundation in 
memory of the loved ones they have lost to IBC. A list of those 
donations for 2002 can be seen on this page.

Many people also make donations to the Foundation in honor of 
birthdays, anniversary celebrations, and other events. Be 
creative!

Would you like to contribute to the ibcRF? Check out the planned 
giving section on the website. 

Recent Additions to the Website:

Check out the ibcRF website for these recent additions. See the 
page on Insurance, Social Security & Related Financial Options 
for details on a variety of programs that might help patients cope 
with financial worries. We have also added a page on Post Breast 
Surgery Pain Syndrome that includes many helpful links.

Toll Free Line Statistics: 

  

http://www.ibcresearch.org/newsletters/april2003/ (5 of 6) [1/15/2008 9:54:34 PM]

http://www.ibcresearch.org/
http://www.ibcresearch.org/fundraising/
http://www.ibcresearch.org/fundraising/
http://www.ibcresearch.org/donations/donations_imo_2002.htm
http://www.ibcresearch.org/donations/plannedgiving.htm
http://www.ibcresearch.org/symptoms/ibcinsurance.htm
http://www.cancersupportivecare.com/syndrome.html
http://www.cancersupportivecare.com/syndrome.html


Focus on IBC

Here are the telephone statistics on the ibcRF toll-free line for 
February.

Ginny spent nearly 37 hours on the phone responding to calls! 
There were a total of 82 calls. Calls came from: AL, AZ, CA, CT, 
FL, GA, IN, IL, LA, MI, MN, MO, NC, NE, NJ, NY, OK, OR, PA, SC, 
TN, TX, VA, WI, and WA. Many of the calls (27) were from the 
Oregon, Washington, and California areas. These were no doubt 
associated with the news interviews that aired in the Portland 
area recently. Callers reporting seeing the report and wanting 
more information. Another group of calls came from Louisiana, 
Alabama and North Carolina, mentioning a brief spot on the TV 
news about ibc.

Due to the large volume of requests for an "information packet", 
Bee Johnson developed such a packet of information. Requests 
can be made through the on-line brochure/card request form.

Parasol Travels:

Many IBC patients and caregivers are familiar with the IBC 
parasols that travel the country to help spread the word. During 
2002, the parasols were used 33 times. Two requests had to be 
turned down when there were not enough parasols to go around. 
We have more this year, which will be nice for the big crunch 
time of September and October.

Some of the events where the parasols were featured included: 
Arizona Relay for Life; NBCC Conference in Washington, DC; 
Cincinnati, Ohio Race for the Cure; Indiana Relay for Life; 
Chicago, Illinois Y-Me Walk Against Breast Cancer; Washington 
State Race for the Cure; Alaska Women's Run; Massachusetts 
Relay for Life; Ontario Relay for Life; Arkansas County Fair; New 
Jersey Angel in the Outfield baseball game; Tennessee Race for 
the Cure; Maryland Race for the Cure; Texas Race for the Cure; 
Tennessee Survivors' Tea; New Jersey Race for the Cure.

The parasols were also used for several television appearances 
and interviews. Thanks to everyone who took the time to order 
the parasols, receive and display them, and ship them back.

If you are interested in using a parasol this year, please see the 
information about reserving one.
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Note from the Editor

We are well into spring and 
looking forward to summer as we 
present the May issue of Focus on 

  

 

 

 

●     Update on the IBC Registry

  Contributed by Ginny Mason 

 

As reported in the last issue of the newsletter, the Inflammatory 
Breast Cancer Registry (IBCR) was established in September 
2002. The Registry is currently seeking patient participation.

In an effort to provide an accurate patient registry, minority 
patient participation is critical. The IBC Registry needs YOU!

The Registry is part of the research being carried out by staff with 
the George Washington University School of Public Health and 
Health Services in Washington, DC, to better understand the 
cause and biology of inflammatory breast cancer. Research will 
also help define the criteria used in diagnosis; since diagnosis is 
difficult and not all doctors currently use the same criteria.

Patients who agree to participate in the Registry will review and 
sign an informed consent form, provide medical records, and 
pathology samples. Patients will also participate in an 
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IBC. 
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deadline is the last few days of the 

month for the next issue. Anne

approximately 40 minunte telephone interview that includes 
questions about health history, environmental exposures, 
hormone treatment, birth control and others. 

Participation in the IBC Registry is nearing 100; unfortunately, so 
far none of those are members of a minority population. In an 
effort to provide an accurate patient registry, minority patient 
participation is critical.

The goal is to obtain the participation of 300 ibc patients. If you 
have already submitted your medical information and are a part 
of the IBC Registry--THANK YOU! If you have not, take a moment 
and go to the listing below to read more about the Registry. You 
can contact the Study Coordinator and Principal Investigator from 
the hyperlink on the website. 

Read more on the Registry . . . 

 

●     Changes at the ibc Research Foundation

  BOARD ELECTIONS; OFFICERS ELECTED; 
EXECUTIVE DIRECTOR HIRED! 

 

Contributed by Owen Johnson 

On April 2, 2003, the Board of the ibcRF met by teleconference. 
Present at the meeting were Owen Johnson, Ginny Mason, Mare 
Kirschenbaum, and Bee Johnson. A Board for the new year was 
elected and includes: Owen Johnson, Mare Kirschenbaum, Bee 
Johnson, and Nancy Johnson.

Officers were also elected for the year: Owen Johnson, President; 
Mare Kirschenbaum, Vice President; Ginny Mason, Secretary 
(temporarily, while we find a candidate for that position); and, 
Nancy Johnson, Treasurer. The Board regrets Shelda's resignation 
as Treasurer, but we are very grateful for her nearly three years 
of handling donation deposits and writing thank you notes to 
donors. Nancy has graciously accepted these responsibilities and 
is doing a tremendous job for the Foundation.

Ginny has been spending twenty hours or more per week 
"manning" the toll free telephone, making contact with newly 
diagnosed patients to explain the clinical trial open to them at the 
National Cancer Institute, and a host of other advocacy and 
awareness activities.
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The opportunities to facilitate and advocate for research of IBC 
have increased to the point that Owen needs help! That's the 
good news, but the BEST news is that the Board has hired Ginny 
Mason as our full-time Executive Director, and the first salaried 
person in the Foundation. Ginny will continue with her current 
advocacy and awareness activities, and devote about half of her 
time to research activities. At the top of that list is the need for 
an IBC Biorepository -- a place where non-tumor DNA and RNA, 
tumor RNA and DNA, tissue samples, and pathology will be 
collected, characterized and prepared for use by bench scientists. 
What with the recent genetic and proteomic methods and tools 
now available, we've been told many times in the last year that 
the lack of availability of such samples is a limiting factor to IBC 
research. We want to correct that!

[Editor's note--Ginny and her new position will be profiled in next 
month's Focus on IBC.] 

  

This update about the recent changes to the Board would not be 
complete without thanking Mare (and Neal) for their tireless 
results-producing efforts on behalf of IBC awareness and 
advocacy, and to Bee (and Bob) for nearly every day filling orders 
for brochures, pins, ribbons, and parasols.

Thanks to everyone who tells others "You don't have to have a 
lump to have breast cancer," or, "There's more than one kind of 
breast cancer." You are making a difference, and that is evident 
by the number and type of calls we receive on the toll-free line, 
by the number of orders for brochures we receive, and by the 
ever- increasing attention media is giving to IBC. You're effective; 
keep it up. Thanks. 

For a history of the ibcRF . . . 

 

●     Book Review: After Breast Cancer
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  "After Breast Cancer", by Musa Mayer, published by O'Reilly and 
Associates, 2003. 

 

Mayer's new book, After Breast Cancer, provides a perspective on 
the situation that only another survivor can bring. Musa Mayer is 
herself a survivor of breast cancer. She is also a mental health 
counselor and accomplished writer. The subtitle of the book, 
"Answers to Questions You're Afraid to Ask", describes the 
majority of the content.

The questions include things such as: "What does it mean to be 
cured?"; "How much follow-up testing is necessary?"; and "How 
do you deal with the death of friends?". Mayer provides not only 
her own advice, but the thoughts and opinions of others on each 
question. This allows for a broader range of experience and a 
greater chance that your situation will mirror that of one of the 
contributors.

IBC veterans will be pleased to know that at least one IBCer is 
included as one of the women whose voices speak through the 
book. There are also thoughts from many other women with 
metastatic disease. 

The 200 page book offers an index which is very helpful when 
you would like to refer back to a particular section, as well as a 
number of charts and graphs to illustrate statistics. The book is a 
bit heavily edited, making it difficult to read in some spots when 
you have to insert your own prepositions and articles. All of the 
contributions from others are set out in italics and well introduced 
by Mayer.

Perhaps what the author offers to survivors, more than anything 
else, is companionship, not only with herself, but with the 42 
women (and 2 men) whose thoughts are included throughout the 
book. It is this sense of friendship and lessons learned that really 
made me enjoy the book. 

 

●     Meet Mare . . .
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  In each issue, we will feature various people around the IBC 
Research Foundation. This time, we feature Marilyn (Mare) 
Kirschenbaum. 

POSITION TITLE: Board Member of the ibc Research Foundation 
and Vice President of Public Awareness

BRIEFLY DESCRIBE WHAT YOU DO IN THIS POSITION: I monitor 
the Advocacy email list. Also, when people write to the ibcRF 
website, all letters come to me. We have six response team 
volunteers. Together we make sure that all letters get a 
response. I also serve as backup toll-free counselor. One of the 
most worthwhile things that I do, in my opinion, is to write 
weekly to various media representatives in an effort to get word 
out about IBC and its symptoms. I worked as a committee 
member to help form the IBC Registry. One of the most 
rewarding things I have done through the ibcRF was helping 
create our IBC brochure--right in my computer room--with other 
ibcRF volunteers. To date, it is still the only brochure published 
which deals exclusively with IBC.

I AM LOCATED IN: Des Plaines, IL (Northwest suburb of Chicago)

BIRTHDAY: October 21, 1938 *****Ah, retirement age .. 
officially!

BIRTHPLACE: Chicago, IL

FAMILY: Married my high school sweetheart, Neal, in 1958. We 
have two beautiful daughters Karen and Linda.

WHY ARE YOU INVOLVED IN THE IBC RF? My daughter Karen, 
who was 36 at the time, was diagnosed with IBC in July 1997. My 
passion for advocacy began when she was in treatment, and once 
she completed her treatments I became a full time advocate.

MOST RELAXING ACTIVITY: Arts and crafts, computer graphics

LAST GOOD MOVIE: Chicago

FAVORITE FOOD / FOOD GROUP: Chocolate, which I learned 
early, was not meant to be shared, is my favorite nutritional food 
group!

WHAT I CONSIDER MY GREATEST ACCOMPLISHMENT: I think 
helping lay the groundwork in the creation of the IBC Research 
Foundation has helped me be an integral part of many lives 
touched by IBC, lives I would have never otherwise been a part 
of. Being a part of bringing women and men together from 
isolated existences across the country to benefit from each other, 
while on their IBC journey, is the most rewarding work I have 
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ever done. My family supports me 100% in this effort.

IF I WON $295 MILLION PLAYING POWERBALL: Neal and I would 
live in Chicago on Michigan Avenue in the Drake Hotel! From our 
suite, I would hire cancer researchers who are exclusively 
interested in unlocking the mysteries of inflammatory breast 
cancer. I would make sure every IBC patient has the financial 
means to enjoy proper treatment. Then I would take all the IBC 
patients and their families to Disney World!

BEST VACATION I'VE EVER TAKEN: Club Med with lots of wind 
surfing, tennis - no makeup on my face or shoes on my feet for 
seven days!

MY FAVORITE WEBSITE: www.ibcresearch.org

LAST GOOD BOOK I READ: My Suburban Shtetl

PEOPLE WOULD BE SURPRISED TO KNOW THAT I AM: a 
professional calligrapher.

MY ROLE MODEL IS: I don't really have a role model, but I 
admire people who have a vision and pursue it full throttle.

THE ONE THING I REALLY HATE TO DO AT WORK IS: Get out of 
my terry robe at 1 pm. Luckily, my "work" for the ibcRF is in my 
computer room where there is no dress code!

WHAT'S THE ONE QUESTION YOU WANTED TO ANSWER BUT 
DIDN'T GET ASKED: Why hasn't anybody discovered the cause 
and cure for IBC?

AND YOUR ANSWER? All cancer 
organizations/foundations/pharmaceutical companies seem to be 
in competition with one another. Just think how wonderful life 
would be if ALL cancer researchers from all hospitals could get 
together and share their wealth of information. Could you 
imagine an IBC Summit Meeting with medical professionals from 
all over the world coming together to share knowledge and to ask 
the important questions about how we get to the next level in our 
knowledge about finding the cause of IBC? 

Would you like to contact someone at ibcRF . . . 

 

●     Caregiver's Perspective
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  Contributed by George S. Maley 

 

A couple of weeks ago, my wife received a letter from the breast 
center where she receives treatment reminding her that she was 
due for a mammogram. Given her double mastectomy last year, 
one might think that she would have been angry or upset. She 
wasn't.

It was then that I realized that chemo killed my wife's 
crapometer. You know crapometer. The little thing that everyone 
is born with which regulates just how much grief you're going to 
take before exploding.

Take your average two year old, a super active crapometer. 
Anything goes slightly awry, boom, an explosion of emotion. As 
you age, your crapometer is beaten into submission (and you 
thought reading and writing was the purpose of school).

Unless you are from New York City, by the time you become an 
adult, your crapometer is well under control. Generally, it will 
only go into the red zone occasionally--try waiting twelve minutes 
in the drive- thru only to pull away with half of your food missing 
from the bag, or try to find someone without acne to help you at 
the home center.

Apparently, after you've gone Procol Harum ("A Whiter Shade of 
Pale"--the state brought on by chemotherapy), you can put up 
with just about anything. Or, maybe you just don't give a damn. 
Perhaps you begin to prioritize just what is important and what is 
not.

In any event, I picked up the gauntlet, revved up the old 
righteous indignation and rode off in search of windmills. 
Sometimes that is what you've got to do when patient number 
one needs someone to fight for her. 

[Editor's Note--Are you a caregiver? Would you like to share your 
thoughts? Please send them to the Editor for use in a future 
issue.] 

Contact us today! 

 

●     Quick Updates Around the Foundation
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IBC In the News:

The IBC Advocates are getting some good coverage in the press. 
Here are some of the latest sitings.

--Gayle Onnen, an IBC advocate whose mother sadly lost the IBC 
battle, was interviewed last month by WHO TV - Channel 13 in 
Des Moines, IA. The inflammatory breast cancer segment was 
aired on the 10:00 p.m. news on the evening of April 22, 2003. 
The interview transcript and video appeared on the WHO website.

--In a Good Housekeeping, May 2003 article entitled "10 Myths 
About Pain" (page 94), one of the myths about breast cancer was 
dispelled with some information about IBC.

"Myth #2 Pain in your breast can't be cancer. FACT While it's rare 
for breast cancer to cause pain in the early stages, it can happen, 
says Edith Perez, M.D., director of the breast cancer program at 
the Mayo Clinic in Jacksonville, Florida. Indeed, less common 
types of breast cancer--such as inflammatory breast cancer, 
which affects the skin and lymph vessels in the breast--may 
cause discomfort early on."....."By all means, call your doctor if 
you find a lump; notice changes in the appearance of a breast or 
nipple; develop swelling, redness, or persistent pain in either 
breast; or experience unusual sensations in a breast, painful or 
not." 
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Toll Free Line Statistics: 

  

Here are the telephone statistics on the ibcRF toll-free line for 
March. 1166 units of phone card time were used during March. 
That's about 20 hours on the phone this month. Toll- free line 
calls came from: CA, CO, CT, DC, GA, MI, MD, NJ, NM, NY, OH, 
OK, OR, SC, TX, WA, WI, and England. Five calls were requesting 
information on the clinical trial; unfortunately none of those 
callers was eligible for the clinical trial.

A number of calls came from family members or friends of IBC 
pathfinders interested in how they can become involved in 
advocacy work.

We received an update from an 80 year old in Michigan who is in 
the midst of chemotherapy and doing well. She had some 
questions regarding the use of supplements during 
chemotherapy. It was good to hear that at her age she is 
tolerating Epirubicin, Cytoxan and Taxotere with little problem.

One call received this month was from a woman who had called 
in June 2002 with suspicious symptoms. She was diagnosed with 
IBC and has just finished treatment. She called to thank the 
ibcRF for encouraging her to seek another opinion and giving her 
help.

The majority of calls continue to be related to symptoms of IBC, 
treatment questions and those looking for a physician for 
treatment.

Letter to the Editor:

Dear Editor, The Inflammatory Breast Cancer Memorial Website 
was created in May, 2000, to honor the memory of the IBC 
patients who have succumbed to this terrible disease. It was 
originally inspired by Toni Anderson, an extraordinary IBC patient 
who was extremely wise and encouraging. Toni was one of the 
original members of the ibc Research Foundation and one of the 
first volunteers for Mare's ibcRF response team.

All of the hundreds of Pathfinders on the Memorial website are 
extremely inspirational, and may their memory be kept alive to 
inspire researchers to find a cure to ensure that their deaths were 
not in vain.

Anne Preston, Richlandtown, PA [Editor's note--Although the 
majority of pathfinders on the site are IBC veterans, there are a 
small number of women who suffered from other types of breast 
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cancer. Anne is currently developing another site devoted to 
these women.] 
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●     Updates from the ibc Research Foundation

  In May, the ibc Research Foundation provided scholarships for 
several women to attend the National Breast Cancer Coalition 
Advocacy Training Conference in Washington, DC. We asked 
these women to report on their experiences, so that we could all 
learn more about this important educational effort. You will find 
their reports below. The Board of the ibcRF was also in 
attendance at the conference, and they will be providing 
additional information in the coming months. 

If you would like to keep up with the ibcRF between issues of the 
newsletter, sign up for the ibcrflist. 

 

●     National Breast Cancer Coalition Conference--An Inside 
View



Many new things to report in this 
August issue of Focus on IBC. Due 
to the busy schedule of the editor, 

this has become an "irregular" 
publication. This means we have 
that much more to report in each 

issue. 

Focus on IBC is archived on the 
ibcRF site. Feel free to point 

others to this link so that they can 
keep up with developments at the 

Foundation. 

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

  Contributed by Gayla Little 

 

The Conference is made up of large 
"plenary" sessions and smaller workshops. 
The workshop rooms were very small and 
you had to sign up for the workshop you 
wanted. Being the rebel that I am, if the workshop I wanted was 
full, I went to it anyway. No one seemed to mind.

The workshops were given on Sunday and Monday. Here is a list 
of the titles of all the workshops, so that you can see everything 
that was offered and not just what was of interest to me:

Advanced Topics in Epidemiology: Understanding Risk and 
Probability

Current Advocacy Issues in Clinical Trials: The Role of Trial 
Endpoints in Drug Evaluation

The Long Island Breast Cancer Study Project: Where Do We Go 
From Here?

Making The Internet an Effective Advocacy Tool

Media Tools of the Trade

Non-Profits and Advocacy

The Nuts and Bolts of Congress

Proteomics: A New Approach to Understanding Breast Cancer

The Relationship Between Advocates and the Pharmaceutical 
Industry: Where Do You Draw the Line?

Starting Breast Cancer Advocacy in Your Community

Understanding the Legislative Process

Advocacy in State Government

Evidence-Based Complementary and Alternative Medicine

Measuring Quality Care

New Breast Cancer Detection Technologies: What's Viable and 
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What's Reliable?

The Status of Implementation of the Breast and Cervical Cancer 
Treatment Act

Strategies for Effective Lobbying

Expanding Your Local Advocacy Network

How Activists Can Shape the Story

NBCC's 2003 Legislative Priorities

Project LEAD: Is It For You?

Quality Care Advocacy

Tissues and Bio Banks: Public Policy and Advocacy

I chose to go to Media Tools of the Trade, Part 1, New Breast 
Cancer Detection Technologies, and Project LEAD: Is it for You.

In Media Tools of the Trade, we were given a GUIDE TO GETTING 
GOOD INK. We were given tips on how to make the story we 
want told be the story the reporter wants to tell. We were taught 
how to keep an interviewer on the topic we want discussed rather 
than let ourselves be sidetracked by the sensational and we were 
taught how to make ourselves known to professionals in the 
media. I was impressed by the quality of the speaker who had a 
lot of good experience writing speeches for politicians. I think one 
of the most important things we were told to remember in this 
workshop is that NOTHING IS EVER OFF THE RECORD! If you 
want something off the record, don't tell a reporter.

The second workshop I attended was on New Breast Cancer 
Detection Technologies. While there was some new information in 
this session, I was disappointed in it over all. Distinctions were 
made clear between imaging technologies used for screening for 
breast cancer, disagnosis of breast cancer and staging of breast 
cancer. The controversy over breast self exams was discussed. 
The problem is that while most women DO find their own lumps, 
they do NOT find them during a breast self exam. They are 
usually found casually while taking a shower or getting dressed. 
The breast self exams seem to be best at finding benign tumors. 
The doctor who gave this presentation described the different 
kinds of biopsies and said the core needle biopsy should be the 
method of choice.

I was disappointed that when the doctor discussed "Difficult 
Histologies," that she did not include IBC. I was thrilled, however, 
that when she was asked about this, she explained IBC and the 



problems detecting it to the room. Unfortunately, according to 
this speaker, there are no imaging techniques being developed 
which will help doctors better diagnose IBC.

  

I also attended the workshop that introduced Project LEAD. 
Project LEAD is a four-day training session which will teach 
absolutely anyone the science of breast cancer. The goal of 
Project LEAD is to insure that advocates are educated. It is held 
in four different parts of the country throughout the year.

There are two subjects taught at Project LEAD: 1) Basic concepts 
of molecular biology (genetics, mutations, etc.); and, 2) 
Epidemiology (why does one group of people get breast cancer 
and another doesn't)?

Most of us attending the workshop did not have a medical 
background and wanted to know what kind of background you 
need and how smart you REALLY have to be to learn all the 
things they want you to learn at Project LEAD. The answer was 
that they "put every support in place to help you learn the 
information."

Project LEAD is free. Anyone who attends must pay for their 
transportation and hotel room. They even feed you and claim to 
feed you WELL. Scholarships are available to help defray hotel 
and transportation costs. Twenty-five to thirty people are 
accepted for each class.

More information, or an application, about Project LEAD can be 
obtained by writing: Project LEAD National Breast Cancer 
Coalition Fund 1707 L Street, NW Suite 1060 Washington, DC 
20036

The days of the conference were full and left us eager for 
socializing and relaxation in the evenings. The weather was great 
and it was easy to walk wherever we wanted to go outside the 
hotel. Although I learned a lot at the conference, the best part for 
me was getting better acquainted with the people who are on the 
other side of the computer. Working together toward the same 
goal of getting rid of this disease draws us all together.

I encourage anyone who has the opportunity to attend future 
NBCC conferences or others like it. You will not regret the 
experience. 

Read more about the National Breast Cancer Coalition . . . 

 

http://www.stopbreastcancer.org/


●     National Breast Cancer Coalition Conference--Another 
View

  Contributed by Anne K. Abate 

 

From the moment I entered the room, I knew that I would be 
welcome in this group. The first face I saw was that of Bee, 
searching for me! The ibc Research Foundation contingent had 
taken up residence in the back of the very large conference room. 
We set up fort in pretty much the same location in most of the 
rooms throughout the weekend. It was nice to always have a 
place to find friends.

In May, I had the opportunity to attend the National Breast 
Cancer Coalition (NBCC) Advocacy Training Conference in 
Washington DC. This highly select group of mainly women--
breast cancer survivors and other breast cancer advocates--
comes together once a year to learn about the cause, prepare for 
their roles as advocates, and actually have their voices heard a 
bit in Washington. This was a tremendous learning experience, as 
well as a moving thrill in my own path of survival.

  

The majority of the weekend is spent in large keynote sessions 
with outstanding speakers. They address scientific, political, 
health care, and other issues. NBCC attracts the best speakers in 
the country on these issues. These sessions are informative and 
inspiring. In addition to the large, conference style sessions, 
there is a broad variety of breakout sessions for smaller groups 
where special interest topics can be addressed. Some of the 
sessions that I attended dealt with alternative treatment options, 
further training opportunities from NBCC, and ways to use the 
Internet in advocacy. These smaller sessions provide the 
opportunity to ask questions and speak directly with some of the 
presenters.

The conference also includes a small display area where you can 
learn more about NBCC, become a member, purchase survivor 
and NBCC apparel, and communicate with others. There was also 
a poster display of innovative advocacy efforts all over the 
country. One cocktail reception held in this room gave us the 
opportunity to review these displays in depth as well as speak 
with the advocates in those areas.

On top of the scheduled events and displays, I was grateful for 
the opportunity to meet with so many IBC sisters. I met those 
whose names were already familiar to me, as well as many others 
who are not active on our lists, but are as much related to me as 



the other sisters. Of course, in addition to the IBC sisters, there 
were the hundreds of "regular" breast cancer sisters with whom 
we share so much.

The NBCC Advocacy Training Conference was a tremendous 
experience for me and I am grateful to the ibcRF for providing me 
with the opportunity to attend.

Read more about the National Breast Cancer Coalition . . . 

 

●     Meet Ginny . . .

  In each issue, we will feature various people around the IBC 
Research Foundation. This time, we feature Ginny Mason, the 
new Executive Director of the ibc Research Foundation. 

POSITION TITLE: Executive Director

WHAT DO YOU DO IN THIS POSITION?: My time is divided 
between advocacy and research work. I will continue responding 
to the calls that come to the ibcRF tollfree phone line and 
requests that come to me via the website. And I will continue 
being the primary contact with the IBC Registry project at the 
George Washington University Medical Center. The remainder of 
my time will be spent in research directives. One project involves 
exploring how the Foundation can best promote research. By 
talking with researchers and others involved in the field I want to 
learn what is needed to encourage and facilitate IBC research. 
Also, it is important that ibcRF remain an active part of the larger 
breast cancer community and research community. I will be 
attending some conferences in an effort to promote our mission 
and goals.

I AM LOCATED IN: Rural Goshen, Indiana. I live on the corner of 
a hayfield and a cornfield!

BIRTHDAY: 10-15-52 (yes, I turned 50 last year!)

BIRTHPLACE: Cumberland, Maryland--closest hospital to my 
home in Bedford, Pennsylvania.

FAMILY: I've been married to my high-school sweetheart, Steve, 
for 32 years and have one lovely daughter, Naomi. She is married 
and lives in Virginia and is mother to Kassandra and Katrina, my 
two adorable granddaughters.

WHY ARE YOU INVOLVED IN THE IBC RF? I have been involved in 
breast cancer advocacy since my diagnosis of ibc in 1994. When I 

http://www.stopbreastcancer.org/


learned about ibcRF, I got involved volunteering as a way to "give 
back" for all that has been done for me since my diagnosis. My 
involvement continued to grow when I took over the 
responsibility for the tollfree line and I joined the Board of 
Directors in November 2001. The mission and goals of ibcRF are 
my mission and goals.

MOST RELAXING ACTIVITY: I enjoy many different crafts, among 
them quilting, basket making, spinning, needlework, and others. I 
make bread every other week and enjoy cooking. Curling up with 
a good book and a cup of tea is a great way to relax!

LAST GOOD MOVIE I SAW: The last movie I saw was "O Brother 
Where Art Thou"---loved the music!!

FAVORITE FOOD: CHOCOLATE/CHOCOLATE!! I also love fruits 
and vegetables. Very few foods I don't like!

WHAT I CONSIDER MY GREATEST ACCOMPLISHMENT: Going 
back to school when I finished with treatment and first getting 
my associate degree and RN (while working full-time), then going 
back for my BSN and graduating the month after I celebrated 5 
yrs. from diagnosis. Perhaps I should say that surviving ibc for 9 
yrs. is my greatest accomplishment!!

IF I WON $295 MILLION PLAYING POWERBALL I WOULD: 
Wouldn't happen---each time I don't buy a lottery ticket I 
consider myself a $1 winner!

BEST VACATION I'VE EVER TAKEN: The year after I finished my 
treatment my husband and I celebrated our 25th anniversary (a 
few months early) by spending a week on the Mystic Whaler, a 
wooden sailing vessel out of Mystic Connecticut. It was wonderful 
to sit on deck and celebrate life! A close second was celebrating 
my college graduation and 5 yr. anniversary with a trip to Alaska 
and meeting Owen for the first time!

MY FAVORITE WEBSITE: www.ibcresearch.org OF COURSE!!

LAST GOOD BOOK I READ: The Poisonwood Bible by Barbara 
Kingsolver.

MOST UNUSUAL INCIDENT THAT HAPPENED AT WORK: I'm a 
nurse, seldom did anything usual happen at work!! [Ed. note--
thank goodness!]

PEOPLE WOULD BE SURPRISED TO KNOW THAT I AM . . . a 
strange combination of highly organized and artistic. Those two 
don't often go together!!

IF I WEREN'T IN MY CURRENT POSITION I'D BE: working as a 



nurse somewhere.

MY ROLE MODEL IS: Don't know that I have one---my strong 
faith would point me to Jesus as a role model.

THE ONE THING I REALLY HATE TO DO AT WORK IS: I love my 
new job---nothing I hate!!

WHAT'S THE ONE QUESTION YOU WANTED TO ANSWER BUT 
DIDN'T GET ASKED: Why have I survived ibc when so many 
wonderful folks haven't.

AND THE ANSWER? I wish I knew....perhaps someday we'll know.

Would you like to contact someone at ibcRF . . . 

 

●     Caregiver's Perspective

  Contributed by George S. Maley 

 

It is possible to learn something new every day. You just have to 
pay attention.

We were walking together toward lunch a few weeks ago in 
London. As we walked by a well dressed female Londoner, she 
checked out my wife. Her face had the look of Bagdad falling, you 
know--shock and awe. It dawned on me that body image is not 
only about how one appears to men, but additionally, and 
perhaps more importantly, how one appears to other women.

Body image is a strange and yet powerful concept. Young girls kill 
themselves to be thin. All kinds of people diet, exercise and even 
have injections and suctions all to look like something else. Yet, 
the battle against our enemy--cancer--with its drugs, surgery, 
and radiation can lead one to the inescapable conclusion that 
body image is within.

[Editor's Note--Are you a caregiver? Would you like to share your 
thoughts? Please send them to the Editor for use in a future 
issue.] 

Contact us today! 

 

http://www.ibcresearch.org/contactus/
http://www.ibcresearch.org/


●     Quick Updates Around the Foundation

  

. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 

  

IBC In the News:

A woman from a nursing home in Connecticut had called the 
tollfree number asking if there was a speaker in the area that 
could visit and talk to a group of about 35 people, mainly from 
their staff, about IBC. They had heard about the ibc Research 
Foundation from a brochure left at the nursing home.

Penny from Connecticut eagerly and enthusiastically volunteered 
even though she had never done this before. She obviously did a 
great job, which we knew she would! Penny also made up 
packets for everyone who attended the session.

According to Penny: "Everyone there was so enthusiastic and 
asked wonderful questions. From what I could gather there was a 
smattering of administrative types from the area and at least one 
nursing student who stayed on to talk. She said she was going to 
investigate and see if IBC is in their curriculum, and if not, why."

Special thanks to Penny for spreading the word about IBC to this 
community.

 

http://www.ibcresearch.org/bookmark/


Updates on the ibcRF Website

Contributed by Ginny Mason

One of the most common concerns of the ibcRF is the treatment 
of IBC. What is the best treatment, what should I do next, what 
is the standard of care? To read some of the current thought on 
these topics visit some new additions to the website. Go to 
http://www.ibcresearch.org and on the main menu find the word 
"Diagnosed?" (it's the third from the left!) When you place your 
cursor on that word, you'll see a drop down menu appear. From 
that menu you can choose "2003 Treatment", which will take you 
to a paper entitled "Update on the Management of Inflammatory 
Breast Cancer". Read this paper, and don't let the research and 
medical terms bog you down. There is some fascinating 
information in this paper! For example: did you know that African 
Americans have a higher incidence of IBC than do Caucasians and 
other ethnic groups? (For A/A the incidence is 10.1%)

Go on down the menu and find "Spinoza Trial". Here you'll find 
more innovative and "outside the box" thinking about the 
treatment of locally advanced breast cancers. Again, don't let the 
medical language, technical writing, and statistics deter you. This 
is exciting stuff!!

Treatment is changing! The "sandwich" method of chemo, 
surgery, more chemo and radiation is being replaced by newer 
ideas. Induction (neoadjuvant) chemotherapy is being extended, 
different drugs and drug combinations are being used, as well as 
different dosing schedules. Sometimes radiation is being used 
before surgery and sometimes surgery is not being done at all.

If these articles get your interest, you might find you want to 
explore further! You can go to Medscape or PubMed and search 
for inflammatory breast cancer and find many more articles to 
read. It is in your best interest to be an informed consumer and 
be an active member of your treatment team.

Toll Free Line Statistics: 

  

Here are the telephone statistics on the ibcRF toll-free line for 
June: 

 

- 40 calls were received

http://www.medscape.com/
http://www.ncbi.nih.gov/entrez/query.fcgi


- Calls came from CA, CO, CT, DC, FL, IL, IN, MD, MN, MO, NC, 
NJ, NY, NV, OR, PA, TX, WA, Ontario and Saskatchewan

- We continue to receive requests for brochures, physician 
information as well as treatment and diagnosis questions most 
often. Additional calls include donation information, financial 
questions, and assistance locating resources.

IBC Bookmark Now Available!

The ibc Research Foundation now has bookmarks that you can 
order to help spread the word about IBC and its symptoms! The 
bookmark is a convenient size and laminated to last a long time. 
Check them out on the website

 

IBF Apparel Available!

The ibc Research Foundation has many items that can be ordered 
directly from the website. Check out the symptoms t-shirt and 
other items. Start your holiday shopping early.

See the new IBC bookmark here . . . 

 

 ::  email us
 ::  visit our site

phone: 877-stop-ibc (786-7422) 

http://www.ibcresearch.org/bookmark/
http://www.ibcresearch.org/apparel/
http://www.ibcresearch.org/bookmark/
mailto:anne@ibcresearch.org
http://www.ibcresearch.org/
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IBC Ignores the Boundaries of 
Age

We note with sadness the passing 

  Welcome to the Breast Cancer Awareness issue of Focus on IBC! 
We have placed this issue firmly in the month of October. 
Everyone has been flooded with general breast cancer information 
this month. Please make a little extra effort to spread the word 
about IBC.

  

Focus on IBC is archived on the ibcRF site. Feel free to point others 
to this link so that they can keep up 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

 

 

 

●     Updates from the ibc Research Foundation
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recently of Andi Collins. Andi was 
a beautiful young girl who was 

captain of her high school 
volleyball team. At age 15, she 

noticed unusual symptoms on her 
breast, but did not tell anyone 

about them, thinking the changes 
would just go away. By the time 

Andi's mother was aware of these 
symptoms, four months later, IBC 

had metastasized to all of her 
organs. This adopted angel of the 
ibcRF died nine months after she 

was diagnosed. 

Andi's father, during his eulogy at 
her funeral said, "I am sure that 
she was not in heaven very long 
before she located the nearest 

Starbucks, opened an account at 
Nieman Marcus, and as I speak 

she's probably in the gym setting 
up the nets getting ready for 

practice. As someone said shortly 
after Andi died, "God needed a 
setter so he took the best one." 

Sometimes our lives are touched 
by people who stay for only a 

short time. How lucky we are to 
have been part of her journey. 
Please help others by making 

them aware of what IBC is and 
what the symptoms are. Help 
educate our young people that 

you don't have to have a lump to 
have breast cancer!

  Owen Johnson, President of the ibcRF has attended two 
conferences on our behalf over the last few weeks. We asked him 
to provide us with some highlights, comments, and links.

Advances in Breast Cancer Research, Genetics Biology and 
Clinical Implications took place in Huntington Beach, California 
October 8-12, 2003. The speakers were part of the latest in what 
is happening in the laboratories that focus on breast cancer. 
There was a session about genetics as well as talks on 
"Hereditary Breast Cancer," "Functional Definition of Mammary 
Stem Cells," and "Mammary Epithelial Cell Lineages and Breast 
Cancer." We don't yet know if there is a genetic component in the 
cause or risk of IBC, and we don't yet know if IBC is principally 
formed from a particular mammary epithelial cell lineage. 
Although the speakers did not have anything specific to reveal 
about IBC, this work is important as we remain "committed to 
finding the cause." There was also a presentation entitled, 
"Plasma Membrane Estrogen Receptors Signal to the Proliferation 
and Survival of Breast Cancer." Dr. Thea Tlsty gave a compelling 
presentation about the biologic changes in cells as they progress 
from normal to cancerous while intraductal, before escaping the 
ducts and becoming an invasive breast cancer. Dr. Tlsty is 
anxious to collaborate with us. There will be more on this when 
the details have been approved and implemented.

  

New Directions in Angiogenesis Research was October 15-19 
2003 in Chicago, Illinois. Judah Folkman, the "father" of this 
research was one of the conference chairs and never fails to give 
riveting presentations and peppers them with information you 
have not heard before. Earlier this year, Dr. Folkman suggested 
to me that we pursue a collaboration with Dr. Shahin Rafii; 
although I've talked to Dr. Rafii by telephone, we had the 
opportunity to meet at this conference. He is knowledgable about 
IBC and anxious to collaborate with us. There will be more 
information on this later as well.

It is not only the science that is revealed at these conferences but 
the contacts that are made and those re-newed that make 
attending such conferences an important part of our goal to 
"facilitate research of IBC." Two years ago at the last 
Angiogenesis Special Conference, a conversation I had with Dr. 
Karl Alitalo, a Finnish researcher, resulted in Dr. Alitalo obtaining 
cells from Dr. Sanford Barsky's MARY-X IBC mouse model for his 
research regarding lymphangiogenesis. 

 

●     IBC Registry Still Needs You
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  Have you signed up for the IBC Registry 
yet? This important research study needs 
the cooperation of all IBC patients and 
veterans. We recently heard from the 
researchers who informed us that they still 
need more participants, especially from 
minority populations, in order to complete 
their data collection and analysis. The 
researchers do all of the data collection and make arrangements 
to acquire your pathology specimens for the study. You only need 
to be available for a 45 minute telephone interview. 

  

Sign up for the IBC Registry 

 

●     Advocacy Attractions Across the Nation

  Contributed by Marilyn (Mare) Kirschenbaum

Advocacy Events . . .

Special thanks to Elizabeth Corcoran for the fundraising seminar 
she organized in northern New Jersey that took place in early 
October. Elizabeth is a one year IBC veteran dedicated to helping 
the ibcRF raise money for research endeavors. This Breast Cancer 
Seminar featured speakers from Memorial Sloan-Kettering Cancer 
Center, Elisa Rush Port, M.D., Attending Breast Surgeon and 
Maria Theodoulou, M.D., Attending Physician, Breast Medicine 
Service. A question and answer session followed the 
presentations. 100% of the proceeds from the event was donated 
to the ibc Research Foundation all of which will be used for 
research about IBC.

There will be a women's overnight retreat in Starved Rock, IL 
October 27, 2003. Barbara Brilley, President of the Illinois 
Chapter of "Wings", and a ten year IBC veteran, has invited 
anyone who is interested to attend this event. Starved Rock is 
approximately one hour from the Chicago suburbs, Rockford, 
Peoria, and the Quad City area. The ibc Research Foundation will 
have a booth with IBC information. Mare Kirschenbaum and Gayla 
Little will be speakers at this grand event, representing the ibc 
Research Foundation.

Michael Deavers, husband of one of our IBC pathfinders, 
Michaelene, and his sister, Terri Mangel, held an IBC motorcycle 
fundraiser September 19 through 20th in Crownsville, Maryland. 
Michael is also having a yard sale with information on IBC and all 
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profits will go directly to the Foundation. Thanks for all of your 
efforts, Michael and Terri.

Gayle Onnen from Des Moines, Iowa was asked by the NPAF 
(National Patient Advocate Foundation) to travel to Washington, 
DC on September 16 for the "Save Cancer Care Rally" on the 
west lawn of the Capital and also to speak with Senators from 
Iowa regarding the proposed prescription drug bill. Gayle 
reported: "I would speak with Senators or their aides about the 
bill, but before I moved on to my next meeting, I would hand 
them several ibcRF book marks, speak about IBC, my mother's 
fight with IBC and how funding for research is badly needed. One 
Iowa Senator's aide told me she was new to the position and 
would be making IBC her first major project!

In the News . . .

Debbie McKinney was interviewed for a piece that appeared on 
Friday, September 5, on NBC Channel 6 in Charlotte, North 
Carolina. According to Debbie, "I wore my ibc Research 
Foundation denim shirt and they zoomed in on the logo. They 
mostly aired bits where I was talking about my diagnosis, and the 
work I do to educate young women about IBC. At the end, they 
listed the symptoms of IBC and said go to the ibcRF website for 
more info."

Thanks to Juliet Jones who shared her story of being an IBC 
patient in October's Glamour Magazine. Juliet also recently flew to 
California to appear on the Sharon Osbourne show where she 
discussed IBC.

Jill Hymer was featured in October's Lifetime Magazine. Jill was 
diagnosed when she was pregnant with her first child.

Get involved in Advocacy efforts . . . . 

 

●     Meet Bee . . .

http://www.ibcresearch.org/newsletters/october2003/ (4 of 10) [1/15/2008 10:03:07 PM]

http://www.ibcresearch.org/


Focus on IBC

  In each issue, 
we will feature 
various people 
around the IBC 
Research 
Foundation. This 
time, we feature 
Bee Johnson, 
who acts as the 
Fulfillment 
Center Manager 
for the ibc 
Research 
Foundation. 

  

POSITION TITLE: Fullfilment Center Manager

BRIEFLY DESCRIBE WHAT YOU DO IN THIS POSITION: I take 
orders for most of the products the ibcRF provides including 
brochures, business cards, pins, parasols, and apparel. My 
husband, Bob, wraps the orders and mails them. (Everything 
except apparel which is mailed by our supplier). I also take 
orders for ribbons. You can see all these items on the Foundation 
web site at www.ibcresearch.org/advocacy . Please contact me if 
you have any questions.

I AM LOCATED IN: Seattle, Washington

BIRTHDAY: June 14

BIRTHPLACE: Latouche, Alaska. (Don't bother looking for it on a 
map as the town is no longer in existence!) You can find the 
Island (now uninhabited) in Prince William Sound.

FAMILY: Bob and I have 3 sons, 3 daughters-in-law and 6 grand 
children.

PETS: None now. We have had several dogs when the boys were 
young and more recently a cat.

WHY ARE YOU INVOLVED IN THE ibcRF? Because my much loved 
daughter-in-law, Marilyn, died of IBC in May, 1998.

MOST RELAXING ACTIVITY: Reading and gardening top the list.

LAST GOOD MOVIE / CONCERT / EVENT I SAW: Probably the 
stage play, Phantom of the Opera. I like the music and it's special 
to me because it's the first movie I saw with Bob when we were 
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young, the second version in 1943 with Lon Chaney, Jr.

FAVORITE FOOD / FOOD GROUP: The one I'm eating at the time. 
But I will admit that a day without chocolate is a wasted day!

WHAT I CONSIDER MY GREATEST ACCOMPLISHMENT: My happy 
59 year marriage to my husband, Bob and my 3 wonderful sons.

IF I WON $295 MILLION PLAYING POWERBALL I WOULD: It 
couldn't happen because I don't gamble and, if I did gamble, it 
wouldn't be on that as I wouldn't want the headache of trying to 
manage so much money!

BEST VACATION I'VE EVER TAKEN: Every vacation at the ocean.

MY FAVORITE WEBSITE: Need you ask?!! Ours, of course!

LAST GOOD BOOK I READ: I can't name one in particular. I 
especially like mystery novels and anything about the Lewis and 
Clark Expedition.

MOST UNUSUAL INCIDENT THAT HAPPENED AT WORK: I can't 
think of any unusual incidents connected with work. I thoroughly 
enjoy almost everything I do. It's very satisfying to have a small 
part in the work of advancing the goals of the ibc Research 
Foundation.

PEOPLE WOULD BE SURPRISED TO KNOW THAT I AM . . . Owen's 
mother. Also, that I am an avid collector of many things including 
dolls, agates, Pez dispensers and McDonald's toys, many of which 
I display in our family room.

IF I WEREN'T IN MY CURRENT POSITION I'D BE: Spending more 
time on my hobbies and be a little bored!

MY ROLE MODEL IS: My mother who was very adventurous 
(unlike me) as a young woman before she married, traveling 
from a small town in Washington to Pittsburgh to go to nursing 
school and then to a construction camp in Alaska to work as a 
nurse. She was also a wonderful roll model as a mother and a 
volunteer in the community.

THE ONE THING I REALLY HATE TO DO AT WORK IS: There is 
nothing I hate to do at work.

Would you like to contact someone at ibcRF . . . 
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●     Caregiver's Perspective

  Contributed by George M. Sweeney 

 

What does a man know about IBC?

I've been involved in caring for an IBC veteran for over two 
years. Doris, my late wife, passed away March 16th of this year 
due to advanced IBC. It is a terrible beast that does not deserve 
to exist. I watched a lovely, warm, compassionate woman lose 
her mental and physical faculties in a rapid fashion. Not even my 
worst enemy should have had to endure what Doris went 
through.

We fought side by side for two years. The beast just kept coming 
back in force. I've got Oncology professionals who will attest to 
the fact that they have not seen too many people undergo the 
high levels of constant chemotherapy for close to two years. 
Doris, my love, was one of the strongest people I have ever had 
the good fortune of knowing and loving.

With that in mind, I feel compelled to voice my thoughts on the 
subject of "What does a man know about IBC?"

I was there with her on her initial diagnosis. I was there for her 
first, second, and third biopsies. I was the one who had to do the 
research and the one who had to tell her what her odds were. I 
was the one who had to tell her that after two months of NED, 
her cancer had recurred and had attacked more than just her 
other breast. I was the one who rushed her to the ER more times 
than I care to count for 105 degree fevers caused from 
neutropenia and no immune system. I was the one who carried 
her entire medical history in my head and was able to 
communicate on a professional level with the ER doctors, 
surgeons and oncologists when she was not able to speak on her 
own. I held her hand through every transfusion, every chemo, 
every CT and bone scan because she was so claustrophobic. I 
was the one who kept her alive during her last three months and 
watched her lungs, spine, and collar bone get overtaken by 
cancer. I watched her endure the intense pain of having a huge 
needle stuck into her back in order to drain over a liter of fluid off 
of her left lung because she was in respiratory distress. I was the 
one who had to gather her children and grandchildren to be with 
their beloved mother and grandmother on her last day on this 
earth. I was the one who had to call them all the next morning to 
tell them their mother and grandma had passed away. I was the 
one who had her cremated. I was the one who loved her with all 
that I have. And I am now the one who has been left alone 
because IBC stole a life away from me.
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Yes, I don't know anything about the personal pain caused to an 
IBC patient. What I do know, is I am here, alive, still mourning . . 
. and she is gone.

Hopefully, Doris is in a better place where cancer has no 
existence.

No, I know nothing about IBC . . . but I know everything about 
living and watching IBC. 

 

Thank you for not giving us, the care giver, the benefit of a 
doubt.

[Editor's Note--Are you a caregiver? Would you like to share your 
thoughts? Please send them to the Editor for use in a future 
issue.] 

Contact us today! 

 

●     Quick Updates Around the Foundation

  

. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 
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Toll Free Line: 

  

There were 57 calls to the toll free line in August, from 23 
different states. We continue to receive many calls from folks 
with worrisome symptoms asking for help in what to do. There 
were a number of people calling for more information on the IBC 
Registry this month, thanks to lots of chatter on the discussion 
list! Many hours are spent on the phone with newly diagnosed 
patients trying to give them information and hope as they begin 
this journey.

Special thanks to Debbie McKinney for helping out with the toll 
free calls while Ginny was out of town.

IBC Bookmark Now Available!

The ibc Research Foundation now has bookmarks that you can 
order to help spread the word about IBC and its symptoms! The 
bookmark is a convenient size and laminated to last a long time. 
Check them out on the website.

Have Parasol That Travels!

So far this year, the ibcRF parasols have traveled to Canada plus 
12 states: Alaska, California, Colorado, Connecticut, Indiana, 
Illinois, Kentucky, North Carolina, North Dakota, Pennsylvania, 
Tennessee, and Washington DC. 

 

The ibcRF now supports eleven parasols, each containing sixteen 
ribbons or more. Each ribbon contains the name of an IBC 
veteranor pathfinder. Bee Johnson manages the parasols for the 
Foundation. Bee tries to attach the ribbons on parasols by region. 
And, when possible, she mails the correct regional parasol to the 
person requesting one.

If you aren't familiar with the parasols and their uses please see 
some here.

The parasols have been used at races, breast cancer fashion 
shows, speaking engagements, airport meetings, IBC support 
meetings, and similar events.

If you are interested in using one of the parasols for an event, 
please see the ordering instructions. It would be wonderful to 
have all eleven parasols in use somewhere around this country 

 ::  email us
 ::  visit our site

phone: 877-stop-ibc (786-7422) 
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and Canada!

IBF Apparel Available!

The ibc Research Foundation has many items that can be ordered 
directly from the website. Check out the symptoms t-shirt and 
other items. Start your holiday shopping early.

See the new IBC bookmark here . . . 
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Many new things to report in this 
August issue of Focus on IBC. Due 
to the busy schedule of the editor, 

this has become an "irregular" 
publication. This means we have 
that much more to report in each 

issue. 

Focus on IBC is archived on the 
ibcRF site. Feel free to point 

others to this link so that they can 
keep up with developments at the 

Foundation. 

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

  Contributed by Gayla Little 

 

The Conference is made up of large 
"plenary" sessions and smaller workshops. 
The workshop rooms were very small and 
you had to sign up for the workshop you 
wanted. Being the rebel that I am, if the workshop I wanted was 
full, I went to it anyway. No one seemed to mind.

The workshops were given on Sunday and Monday. Here is a list 
of the titles of all the workshops, so that you can see everything 
that was offered and not just what was of interest to me:

Advanced Topics in Epidemiology: Understanding Risk and 
Probability

Current Advocacy Issues in Clinical Trials: The Role of Trial 
Endpoints in Drug Evaluation

The Long Island Breast Cancer Study Project: Where Do We Go 
From Here?

Making The Internet an Effective Advocacy Tool

Media Tools of the Trade

Non-Profits and Advocacy

The Nuts and Bolts of Congress

Proteomics: A New Approach to Understanding Breast Cancer

The Relationship Between Advocates and the Pharmaceutical 
Industry: Where Do You Draw the Line?

Starting Breast Cancer Advocacy in Your Community

Understanding the Legislative Process

Advocacy in State Government

Evidence-Based Complementary and Alternative Medicine

Measuring Quality Care

New Breast Cancer Detection Technologies: What's Viable and 
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What's Reliable?

The Status of Implementation of the Breast and Cervical Cancer 
Treatment Act

Strategies for Effective Lobbying

Expanding Your Local Advocacy Network

How Activists Can Shape the Story

NBCC's 2003 Legislative Priorities

Project LEAD: Is It For You?

Quality Care Advocacy

Tissues and Bio Banks: Public Policy and Advocacy

I chose to go to Media Tools of the Trade, Part 1, New Breast 
Cancer Detection Technologies, and Project LEAD: Is it for You.

In Media Tools of the Trade, we were given a GUIDE TO GETTING 
GOOD INK. We were given tips on how to make the story we 
want told be the story the reporter wants to tell. We were taught 
how to keep an interviewer on the topic we want discussed rather 
than let ourselves be sidetracked by the sensational and we were 
taught how to make ourselves known to professionals in the 
media. I was impressed by the quality of the speaker who had a 
lot of good experience writing speeches for politicians. I think one 
of the most important things we were told to remember in this 
workshop is that NOTHING IS EVER OFF THE RECORD! If you 
want something off the record, don't tell a reporter.

The second workshop I attended was on New Breast Cancer 
Detection Technologies. While there was some new information in 
this session, I was disappointed in it over all. Distinctions were 
made clear between imaging technologies used for screening for 
breast cancer, disagnosis of breast cancer and staging of breast 
cancer. The controversy over breast self exams was discussed. 
The problem is that while most women DO find their own lumps, 
they do NOT find them during a breast self exam. They are 
usually found casually while taking a shower or getting dressed. 
The breast self exams seem to be best at finding benign tumors. 
The doctor who gave this presentation described the different 
kinds of biopsies and said the core needle biopsy should be the 
method of choice.

I was disappointed that when the doctor discussed "Difficult 
Histologies," that she did not include IBC. I was thrilled, however, 
that when she was asked about this, she explained IBC and the 
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problems detecting it to the room. Unfortunately, according to 
this speaker, there are no imaging techniques being developed 
which will help doctors better diagnose IBC.

  

I also attended the workshop that introduced Project LEAD. 
Project LEAD is a four-day training session which will teach 
absolutely anyone the science of breast cancer. The goal of 
Project LEAD is to insure that advocates are educated. It is held 
in four different parts of the country throughout the year.

There are two subjects taught at Project LEAD: 1) Basic concepts 
of molecular biology (genetics, mutations, etc.); and, 2) 
Epidemiology (why does one group of people get breast cancer 
and another doesn't)?

Most of us attending the workshop did not have a medical 
background and wanted to know what kind of background you 
need and how smart you REALLY have to be to learn all the 
things they want you to learn at Project LEAD. The answer was 
that they "put every support in place to help you learn the 
information."

Project LEAD is free. Anyone who attends must pay for their 
transportation and hotel room. They even feed you and claim to 
feed you WELL. Scholarships are available to help defray hotel 
and transportation costs. Twenty-five to thirty people are 
accepted for each class.

More information, or an application, about Project LEAD can be 
obtained by writing: Project LEAD National Breast Cancer 
Coalition Fund 1707 L Street, NW Suite 1060 Washington, DC 
20036

The days of the conference were full and left us eager for 
socializing and relaxation in the evenings. The weather was great 
and it was easy to walk wherever we wanted to go outside the 
hotel. Although I learned a lot at the conference, the best part for 
me was getting better acquainted with the people who are on the 
other side of the computer. Working together toward the same 
goal of getting rid of this disease draws us all together.

I encourage anyone who has the opportunity to attend future 
NBCC conferences or others like it. You will not regret the 
experience. 

Read more about the National Breast Cancer Coalition . . . 

 

http://www.ibcresearch.org/newsletters/august2003/ (4 of 11) [1/15/2008 10:00:26 PM]

http://www.stopbreastcancer.org/


Focus on IBC

●     National Breast Cancer Coalition Conference--Another 
View

  Contributed by Anne K. Abate 

 

From the moment I entered the room, I knew that I would be 
welcome in this group. The first face I saw was that of Bee, 
searching for me! The ibc Research Foundation contingent had 
taken up residence in the back of the very large conference room. 
We set up fort in pretty much the same location in most of the 
rooms throughout the weekend. It was nice to always have a 
place to find friends.

In May, I had the opportunity to attend the National Breast 
Cancer Coalition (NBCC) Advocacy Training Conference in 
Washington DC. This highly select group of mainly women--
breast cancer survivors and other breast cancer advocates--
comes together once a year to learn about the cause, prepare for 
their roles as advocates, and actually have their voices heard a 
bit in Washington. This was a tremendous learning experience, as 
well as a moving thrill in my own path of survival.

  

The majority of the weekend is spent in large keynote sessions 
with outstanding speakers. They address scientific, political, 
health care, and other issues. NBCC attracts the best speakers in 
the country on these issues. These sessions are informative and 
inspiring. In addition to the large, conference style sessions, 
there is a broad variety of breakout sessions for smaller groups 
where special interest topics can be addressed. Some of the 
sessions that I attended dealt with alternative treatment options, 
further training opportunities from NBCC, and ways to use the 
Internet in advocacy. These smaller sessions provide the 
opportunity to ask questions and speak directly with some of the 
presenters.

The conference also includes a small display area where you can 
learn more about NBCC, become a member, purchase survivor 
and NBCC apparel, and communicate with others. There was also 
a poster display of innovative advocacy efforts all over the 
country. One cocktail reception held in this room gave us the 
opportunity to review these displays in depth as well as speak 
with the advocates in those areas.

On top of the scheduled events and displays, I was grateful for 
the opportunity to meet with so many IBC sisters. I met those 
whose names were already familiar to me, as well as many others 
who are not active on our lists, but are as much related to me as 
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the other sisters. Of course, in addition to the IBC sisters, there 
were the hundreds of "regular" breast cancer sisters with whom 
we share so much.

The NBCC Advocacy Training Conference was a tremendous 
experience for me and I am grateful to the ibcRF for providing me 
with the opportunity to attend.

Read more about the National Breast Cancer Coalition . . . 

 

●     Meet Ginny . . .

  In each issue, we will feature various people around the IBC 
Research Foundation. This time, we feature Ginny Mason, the 
new Executive Director of the ibc Research Foundation. 

POSITION TITLE: Executive Director

WHAT DO YOU DO IN THIS POSITION?: My time is divided 
between advocacy and research work. I will continue responding 
to the calls that come to the ibcRF tollfree phone line and 
requests that come to me via the website. And I will continue 
being the primary contact with the IBC Registry project at the 
George Washington University Medical Center. The remainder of 
my time will be spent in research directives. One project involves 
exploring how the Foundation can best promote research. By 
talking with researchers and others involved in the field I want to 
learn what is needed to encourage and facilitate IBC research. 
Also, it is important that ibcRF remain an active part of the larger 
breast cancer community and research community. I will be 
attending some conferences in an effort to promote our mission 
and goals.

I AM LOCATED IN: Rural Goshen, Indiana. I live on the corner of 
a hayfield and a cornfield!

BIRTHDAY: 10-15-52 (yes, I turned 50 last year!)

BIRTHPLACE: Cumberland, Maryland--closest hospital to my 
home in Bedford, Pennsylvania.

FAMILY: I've been married to my high-school sweetheart, Steve, 
for 32 years and have one lovely daughter, Naomi. She is married 
and lives in Virginia and is mother to Kassandra and Katrina, my 
two adorable granddaughters.

WHY ARE YOU INVOLVED IN THE IBC RF? I have been involved in 
breast cancer advocacy since my diagnosis of ibc in 1994. When I 
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learned about ibcRF, I got involved volunteering as a way to "give 
back" for all that has been done for me since my diagnosis. My 
involvement continued to grow when I took over the 
responsibility for the tollfree line and I joined the Board of 
Directors in November 2001. The mission and goals of ibcRF are 
my mission and goals.

MOST RELAXING ACTIVITY: I enjoy many different crafts, among 
them quilting, basket making, spinning, needlework, and others. I 
make bread every other week and enjoy cooking. Curling up with 
a good book and a cup of tea is a great way to relax!

LAST GOOD MOVIE I SAW: The last movie I saw was "O Brother 
Where Art Thou"---loved the music!!

FAVORITE FOOD: CHOCOLATE/CHOCOLATE!! I also love fruits 
and vegetables. Very few foods I don't like!

WHAT I CONSIDER MY GREATEST ACCOMPLISHMENT: Going 
back to school when I finished with treatment and first getting 
my associate degree and RN (while working full-time), then going 
back for my BSN and graduating the month after I celebrated 5 
yrs. from diagnosis. Perhaps I should say that surviving ibc for 9 
yrs. is my greatest accomplishment!!

IF I WON $295 MILLION PLAYING POWERBALL I WOULD: 
Wouldn't happen---each time I don't buy a lottery ticket I 
consider myself a $1 winner!

BEST VACATION I'VE EVER TAKEN: The year after I finished my 
treatment my husband and I celebrated our 25th anniversary (a 
few months early) by spending a week on the Mystic Whaler, a 
wooden sailing vessel out of Mystic Connecticut. It was wonderful 
to sit on deck and celebrate life! A close second was celebrating 
my college graduation and 5 yr. anniversary with a trip to Alaska 
and meeting Owen for the first time!

MY FAVORITE WEBSITE: www.ibcresearch.org OF COURSE!!

LAST GOOD BOOK I READ: The Poisonwood Bible by Barbara 
Kingsolver.

MOST UNUSUAL INCIDENT THAT HAPPENED AT WORK: I'm a 
nurse, seldom did anything usual happen at work!! [Ed. note--
thank goodness!]

PEOPLE WOULD BE SURPRISED TO KNOW THAT I AM . . . a 
strange combination of highly organized and artistic. Those two 
don't often go together!!

IF I WEREN'T IN MY CURRENT POSITION I'D BE: working as a 
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nurse somewhere.

MY ROLE MODEL IS: Don't know that I have one---my strong 
faith would point me to Jesus as a role model.

THE ONE THING I REALLY HATE TO DO AT WORK IS: I love my 
new job---nothing I hate!!

WHAT'S THE ONE QUESTION YOU WANTED TO ANSWER BUT 
DIDN'T GET ASKED: Why have I survived ibc when so many 
wonderful folks haven't.

AND THE ANSWER? I wish I knew....perhaps someday we'll know.

Would you like to contact someone at ibcRF . . . 

 

●     Caregiver's Perspective

  Contributed by George S. Maley 

 

It is possible to learn something new every day. You just have to 
pay attention.

We were walking together toward lunch a few weeks ago in 
London. As we walked by a well dressed female Londoner, she 
checked out my wife. Her face had the look of Bagdad falling, you 
know--shock and awe. It dawned on me that body image is not 
only about how one appears to men, but additionally, and 
perhaps more importantly, how one appears to other women.

Body image is a strange and yet powerful concept. Young girls kill 
themselves to be thin. All kinds of people diet, exercise and even 
have injections and suctions all to look like something else. Yet, 
the battle against our enemy--cancer--with its drugs, surgery, 
and radiation can lead one to the inescapable conclusion that 
body image is within.

[Editor's Note--Are you a caregiver? Would you like to share your 
thoughts? Please send them to the Editor for use in a future 
issue.] 

Contact us today! 
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●     Quick Updates Around the Foundation

  

. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 

  

IBC In the News:

A woman from a nursing home in Connecticut had called the 
tollfree number asking if there was a speaker in the area that 
could visit and talk to a group of about 35 people, mainly from 
their staff, about IBC. They had heard about the ibc Research 
Foundation from a brochure left at the nursing home.

Penny from Connecticut eagerly and enthusiastically volunteered 
even though she had never done this before. She obviously did a 
great job, which we knew she would! Penny also made up 
packets for everyone who attended the session.

According to Penny: "Everyone there was so enthusiastic and 
asked wonderful questions. From what I could gather there was a 
smattering of administrative types from the area and at least one 
nursing student who stayed on to talk. She said she was going to 
investigate and see if IBC is in their curriculum, and if not, why."

Special thanks to Penny for spreading the word about IBC to this 
community.
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Updates on the ibcRF Website

Contributed by Ginny Mason

One of the most common concerns of the ibcRF is the treatment 
of IBC. What is the best treatment, what should I do next, what 
is the standard of care? To read some of the current thought on 
these topics visit some new additions to the website. Go to 
http://www.ibcresearch.org and on the main menu find the word 
"Diagnosed?" (it's the third from the left!) When you place your 
cursor on that word, you'll see a drop down menu appear. From 
that menu you can choose "2003 Treatment", which will take you 
to a paper entitled "Update on the Management of Inflammatory 
Breast Cancer". Read this paper, and don't let the research and 
medical terms bog you down. There is some fascinating 
information in this paper! For example: did you know that African 
Americans have a higher incidence of IBC than do Caucasians and 
other ethnic groups? (For A/A the incidence is 10.1%)

Go on down the menu and find "Spinoza Trial". Here you'll find 
more innovative and "outside the box" thinking about the 
treatment of locally advanced breast cancers. Again, don't let the 
medical language, technical writing, and statistics deter you. This 
is exciting stuff!!

Treatment is changing! The "sandwich" method of chemo, 
surgery, more chemo and radiation is being replaced by newer 
ideas. Induction (neoadjuvant) chemotherapy is being extended, 
different drugs and drug combinations are being used, as well as 
different dosing schedules. Sometimes radiation is being used 
before surgery and sometimes surgery is not being done at all.

If these articles get your interest, you might find you want to 
explore further! You can go to Medscape or PubMed and search 
for inflammatory breast cancer and find many more articles to 
read. It is in your best interest to be an informed consumer and 
be an active member of your treatment team.

Toll Free Line Statistics: 

  

Here are the telephone statistics on the ibcRF toll-free line for 
June: 

 

- 40 calls were received
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- Calls came from CA, CO, CT, DC, FL, IL, IN, MD, MN, MO, NC, 
NJ, NY, NV, OR, PA, TX, WA, Ontario and Saskatchewan

- We continue to receive requests for brochures, physician 
information as well as treatment and diagnosis questions most 
often. Additional calls include donation information, financial 
questions, and assistance locating resources.

IBC Bookmark Now Available!

The ibc Research Foundation now has bookmarks that you can 
order to help spread the word about IBC and its symptoms! The 
bookmark is a convenient size and laminated to last a long time. 
Check them out on the website

 

IBF Apparel Available!

The ibc Research Foundation has many items that can be ordered 
directly from the website. Check out the symptoms t-shirt and 
other items. Start your holiday shopping early.

See the new IBC bookmark here . . . 
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